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Overview



Tic disorders (TDs) are associated with increased relationship difficulties,
stigmatisation, and co-occurring psychiatric diagnoses. It is important to understand factors
contributing to reduced wellbeing in this population to support quality of life and effective
service provision. Much of the literature however concerns TDs in the United States of America
(USA), Europe, and Australia, with a focus on persistent TDs such as Tourette’s syndrome

(TS). This limits generalisability to other TDs and cultures.

Part 1 of the thesis is a scoping review which explores cross-cultural components of
stigma (knowledge, beliefs, attitudes, and responses) in TDs outside of the USA, Europe and
Australia. 20 relevant studies of mixed methods were identified and synthesised using a
scoping review framework. Part 2 comprises a qualitative empirical study of experiences of
obtaining a functional tics diagnosis and post-diagnostic support in a sample of adolescents and
their parents. A reflexive Thematic Analysis (Braun & Clarke, 2019) was employed to analyse
semi-structured interviews. Part 3 reflects upon issues central to the process of conducting the
empirical study. This includes issues related to researcher bias, reflections on the study

limitations and how challenges encountered during the research process were managed.

Impact Statement
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This thesis has both academic and clinical value in the field of tic disorders, which
remains a relatively under-researched area. The scoping review provides a synthesis of
literature concerning experiences of stigma outside of countries which tend to conduct tic
disorder research. The review supports an awareness of how the presentation and experiences
of tic disorders can vary depending on social-environmental factors such as culture. This is
particularly important to support appropriate adaptation of information and interventions for
tic disorders, to in turn support effective clinical care. The review is broad in scope and
therefore identifies gaps and limitations in the literature, which can support the design of future

research studies to advance knowledge in the area.

The empirical study is the first known study to examine both adolescent and parental
experiences of obtaining a paediatric functional tics diagnosis and their experiences of post-
diagnostic support. This is a relatively new and emerging field of research given a sudden
increased prevalence in functional tics during the COVID-19 pandemic. The findings highlight
significant barriers and challenges faced by families in pursuing support for functional tics as
well as navigating daily life in a society with poor understanding of the condition. It is hoped
that these findings can increase the public’s awareness and empathy for what it is like to have
functional tics which perhaps could reduce stigma. The study also aims to support development
of services which can provide timely, effective interventions that promote positive healthcare
experiences. It is important for this qualitative research to be complemented by future
quantitative methods such as studies inspecting the aetiology of functional tics. Randomised
controlled trials examining intervention effectiveness in this population is vital to improving
clinical provision. The findings of both studies in this thesis will be disseminated at an
international conference for Tourette syndrome with subsequent aims to disseminate findings

more widely through publication in research journals.
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Part 1: Literature Review

Cross-cultural knowledge, beliefs, attitudes, and responses to tics: A scoping review of

evidence outside of Australia, Europe, and the USA

Abstract
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Background. Tic disorders (TDs) are common neurodevelopmental disorders, and
stigmatisation of TDs has been found to be associated with exacerbation of tic symptoms and
distress. However, stigma research in TDs is overrepresented by Europe, the United States of
America (USA) and Australia, which poses a barrier to understanding experiences of TD-
associated stigma in other cultures. Method. The current scoping review seeks to identify and
summarise evidence pertaining to the components of stigma (knowledge, beliefs, attitudes, and
responses) in TDs in countries outside of the USA, Europe, and Australia. 20 relevant studies
were identified using a systematic search across five electronic databases. Results. Countries
varied in knowledge and exposure to TDs, causal attributions of TDs, beliefs about treatment,
severity and impact of TDs, TD-related attitudes, and responses to TDs. Emerging evidence
highlights the importance of considering intersectionality and individual differences in
understanding cross-cultural experiences of stigma in TDs. Acceptance of TDs was reported to
be supported through social support and acceptance by wider networks. Conclusions.
Comparisons across studies and countries are constrained by heterogeneity and lack of
reliability in study design and sample. Further research is required to examine cross-cultural
differences in TD-associated stigma using statistical measures, as well as to investigate

relationships between components of stigma to develop effective interventions to target stigma.

Introduction
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Tic disorders (TDs)

Tics are sudden, repetitive, non-rhythmic and stereotyped movements or vocalisations.
They can be deemed simple or complex in presentation and may or may not be preceded by
premonitory urges. Examples of simple tics include blinking, nose twitching and coughing.
Complex tics can include echopraxia (repetition of others’ movements), echolalia (repetition
of a word or phrase heard), palilalia (repeating own words or phrases) or coprolalia (saying
words or obscenities). Though these actions can be considered appropriate, their repetitive
nature and lack of social context is why they are considered atypical (Dale, 2017). The
Diagnostic and Statistical Manual classifies TDs into subtypes differentiated by the number of
motor or vocal tics and the duration of tics; namely, persistent motor or vocal TD, provisional
TD or Tourette’s syndrome (TS) (American Psychiatric Association, 2013). Table one

summarises the diagnostic criteria for TDs.

Table 1

TD classifications and diagnostic criteria

TD classification Diagnostic criteria
Provisional TD One or more motor and/or vocal tics present for less
than one year, with tic onset before the age of 18.

Persistent (chronic) motor or vocal One or more motor or vocal tics present for at least
TD one year, with tic onset before the age of 18.

TS Two or more motor tics and at least one vocal tic for
at least one year, with tic onset before the age of 18.

Other specified TD Tics cause distress and impairment, but the individual
does not meet diagnostic criteria for a stated reason.
For example, tic onset is after 18 years of age.

Unspecified TD Tics cause distress and impairment, but the individual
does not meet diagnostic criteria.
Note. Information from American Psychiatric Association (2013). Abbreviations. Tic disorders
TD, Tourette syndrome 7'S.

TDs are deemed neuropsychiatric in nature with genetic and environmental etiological
risk factors (see Ramteke & Lamture, 2022 and Set & Warner, 2021). TS is more common in
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males than females, affecting 1.06% of boys and 0.25% of girls (Knight et al., 2012). Evidence
suggests that the clinical presentations of TDs are broadly consistent cross-culturally though
prevalence rates differ across the globe, with low prevalence rates in African countries (Eapen
& Robertson, 2008; Robertson et al., 2009). Meta-analyses indicate a global TS prevalence rate
of 0.5% and a greater prevalence of transient TD which affects 2.99% of children (Jadari et al.,

2022; Scharf et al., 2015; Knight et al., 2012).

TDs often manifest in childhood with an average age of onset of six years, often
reaching peak severity between the ages of 10 and 12 (Leckman et al., 1998; Peterson et al.,
2022; Erengerg et al., 1987). The clinical presentation of TDs wax and wane over time, with
symptoms significantly reducing or resolving during adolescence in one half to two thirds of
TS cases, and 82% of TS adults report reduction in tic severity over time (Bloch et al., 2006;
Lowe etal., 2018). Female sex and greater tic severity in childhood have been found predictive
of increased tic severity in adulthood (Ricketts et al., 2022). Co-occurring conditions are
common in this population, affecting 85% of young people with a TD (Robertson et al., 2017;
Hischtritt et al., 2015). Attention deficit hyperactivity disorder (ADHD) and obsessive-
compulsive disorder (OCD) are the most common comorbidities, with comorbid ADHD
prevalence estimates ranging from 38% to 60% and comorbid OCD prevalence estimates
ranging from 11% to 66% in TS (Cavanna & Rickards, 2013; Gadow et al., 2002; Khalifa &
Von Knorring, 2006). However, the presence of comorbidities and behaviours associated with
TDs are thought to differ cross-culturally, highlighting how social-environmental and

sociocultural factors contribute to the presentation and impact of TDs (Robertson et al., 2009).

Extant research highlights that TDs are associated with increased levels of educational
and relationship difficulties such as peer victimisation, social withdrawal, social exclusion, and
family stress (Rivera-Navarro et al., 2014; Stokes et al., 1991; Pappert et al., 2003; Eddy et al.,
2011; Zinner et al., 2012). When TDs persist into adulthood they are associated with reduced
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quality of life and increased familial dependence (Elstner et al., 2008; Altman et al., 2009). The
impact of comorbidities has been examined in TS populations. Comorbidities compound
difficulties experienced by people with TS and have been argued to have a larger impact than
TS itself, though the conditions likely interplay and exacerbate one another (Robertson, 2012;
Rizzo et al., 2014; Isaacs et al., 2021). For instance, evidence suggests that young people with
TS experience anxiety related to their tics which in turn exacerbates tics, whilst they also find
anxiety-related emotions associated with tics distressing (Cuenca et al., 2015). It is therefore
critical to understand the factors contributing to reduced wellbeing and quality of life in people

living with TDs to develop targeted and effective interventions.

Stigma in TDs

Studies have begun to examine the potential role of stigma underpinning difficulties
associated with TDs. Stigma was originally defined as “an attribute that is deeply discrediting”
which “reduces the bearer from a whole and usual person to a tainted, discounted one” (p.3)
resulting in social rejection (Goffman, 1963). Stigma can be overt, such as verbal abuse or
bullying, or covert, such as microaggressions. Table two defines the components of stigma and

different forms of stigma.

Table 2

Stigma definitions
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Components of stigma Description

Cognitive Negative stereotyped knowledge and beliefs

Affective Attitudes, prejudice, and negative feelings held about a
stigmatised attribute.

Behavioural Behavioural responses and discrimination
Types of stigma Description
Public/Social stigma Stereotypes, prejudice, or discrimination enacted

towards a stigmatised individual.

Self-stigma/Internalised Stigmatised individuals internalise negative beliefs and
stigma stereotypes.

Associative/Courtesy stigma Stereotypes, prejudice, or discrimination towards
individuals associated with a stigmatised person, such as
relatives

Note. Information from Fiske (1998) and Sheehan et al. (2022)

Updated definitions of stigma acknowledge the role of environmental and social factors
in shaping experiences of stigma, such as the inherent power differential between the
stigmatised and stigmatiser which facilitates status loss and discrimination (Link & Phelan,
2001). The social ecological model has been used to demonstrate how stigma is perpetuated
and reinforced at multiple levels in the social environment; namely at the individual,
interpersonal, community and structural levels (Bronfenbrenner, 2000; Ismail et al., 2022; Fry
et al., 2023). Figure one, taken from Pring et al (2023) summarises different forms of stigma
that can be experienced at multiple levels within the social environment. Goffman (1963)
distinguishes between visible and invisible stigmatised attributes whereby invisible attributes
can be concealed to support identification with the dominant group, or they can be disclosed.
Individuals with TDs present with visible differences which are difficult to conceal and
therefore may be particularly susceptible to misconception, negative attitudes and
discrimination which exacerbate the risk of psychological difficulties. Indeed, evidence

indicates that coping with TS is focused on the visibility of tics and associated stigma, and
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misconceptions and lack of knowledge about TDs are prevalent issues (Maxwell-Scott et al.,
2024; Ludlow et al., 2022). Educational exposure can foster increased knowledge of and
positive attitudes towards TDs, perhaps then being a useful intervention to reduce stigma (Holtz

& Tessman, 2007; Nussey et al., 2014).

Figure 1.

The social ecological model of stigmatisation in TS.

Discriminatory policies

or practices Resource allocation
Availability of community services Socioeconomic
Discriminatory fiore
environments (workploce,
Social isolation school. heatthcare) ;
Relationships and General attitude,
interactions (peers, knowtedge or
Perceptions, beliefs. ottitudes, fears tamily, teachers, others) Healthoare cocessibility beliefs about TS
coping or behaviors
Individual Interpersonal Community Structural
cipated dis inatl
Harassment or abuse Educational opportunities
Internalization of stigma (physical, emotional verbal, _ (funding. education level, Lack of healthcare
sexuol, cyber. etc) school safety, educators' provider training or
competency education

Relationship rejection

Interaction with social
(tamily, peers. others)

environment
Financial or geographic

barriers Inequities
Cultural beliefs

Media messaging
about TS

Note. Figure sourced from Pring et al (2023) which is an open access article. This permits
unrestricted reproduction provided the work is properly cited.

Systematic and scoping reviews have examined how stigma is experienced in TDs
highlighting social stigma, internalised stigma, and associative stigma in TDs at multiple social
ecological levels (Malli et al., 2016; Pring et al., 2023). At the individual level, peers of people
with TDs express negative attitudes about TDs and young people with TDs present with
reduced self-esteem, self-stigmatisation and engage in avoidance behaviours to cope with
stigmatisation. In addition, parents experience associative stigma whereby they express guilt
about their child’s condition. At the interpersonal level, individuals with TDs experience higher

rates of bullying, loneliness and abuse, whilst at the community level, individuals with TDs are
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subject to discriminatory environments at school and work. The literature indicates that at the
structural level, there is a limited knowledge of TDs and negative attitudes, thought to be
underpinned by inaccurate portrayals of TDs in the media (Pring et al., 2023; Ludlow et al.,

2018; Malli & Forrester-Jones, 2022).

The impact of stigma on TDs has been researched in the United States of America
(USA) and demonstrates the role of interpersonal stigmas in exacerbating and perpetuating tic
symptoms. Negative responses to tics are associated with increased tic severity and frequency
(Capriotti et al., 2015; Himle et al., 2014). In addition, lifetime interpersonal stigma is
associated with discrimination and tics in adulthood, thereby indicating that stigma can have a
lasting impact on individuals with TDs (Shiu et al., 2023). Lifetime traumatic events such as
being teased or being asked to stop a group activity, as well as subtle mistreatments such as not
being invited to social events or being stared at, were both associated with tic severity in
adulthood. It is therefore vital to understand experiences of stigma in TDs to develop targeted

interventions at multiple social-environmental levels.

Culture, stigma, and TDs

Although initial evidence suggests that stigma is a profound issue within the TD
community, research is vastly overrepresented by Europe, the USA and Australia, posing a
barrier to understanding experiences of TDs and stigma in other cultures. The health stigma
and discrimination framework acknowledge that the experience of stigma will vary by culture,
health condition and intersecting identities such as gender (Stangl et al., 2019) and therefore it
is argued that findings from countries which dominate the evidence base should not be
generalised across countries. Indeed, cross-cultural differences in reactions to tics have been

demonstrated within such countries, whereby parents of children with TDs in the United
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Kingdom (UK) report significantly more reactions to their child’s tics compared to parental
report in the USA and the Netherlands (Stiede et al., 2021). Reactions were from parents, other
adults and other children and included providing attention such as offering comfort, aversive
responses such as being teased, and escape responses such as the child not going to school for

the day.

Reasons for underrepresentation of other cultures in TD literature and reduced
prevalence rates of TDs has been under debate. Though cultural disparities were initially
proposed as a result of genetic differences, other cultural factors have since been considered
such as differences in awareness and conceptualisation of TDs, which may impact attitudes and
responses to TDs such as discrimination and help seeking (Malik, 2021, Robertson, 2008). For
example, tics in South Africa’s Tshivenda culture are understood and labelled as “Davhi/La
thavha” (English meaning unknown; Luhalima et al., 2023) and differences in terminology
likely limit a collective understanding and comparison of TD experiences cross-culturally.
Pring and colleagues’ (2023) scoping review highlights that in recent years there has been an
increase in TD stigma evidence outside of Europe, the USA and Australia. The authors
identified 13 papers which originated from outside of the USA, Europe, and Australia. Three
studies were noted to examine cultural differences in beliefs towards individuals with TDs,
such as local causal attributions of TDs involving evil spirits and displeased ancestors
(Lemelson & Tucker, 2017; Rodin et al., 2021). In addition, a review of lived experience in TS
children and their parents identified three of eight qualitative studies that were from outside of
the USA, Europe, and Australia (Suh et al., 2022). The synthesised review findings
demonstrated that a challenge experienced for children with TS and their parents included
prejudice and stigma posing barriers, as well as being isolated from others due to public

ignorance and misunderstanding of TS. Due to the nature and focus of these reviews, findings

20



were synthesised rather than compared for cross-cultural differences. Therefore, the nature and

extent of cross-cultural differences in stigma remains unknown.

Aims and Objectives

In context of minimal literature exploring stigma outside of the USA, Europe and
Australia, this scoping review aims to interrogate the components of stigma in greater detail.
The cognitive, affective, and behavioural components of stigma set out by Fiske et al (1998)
will be used to guide the review whereby knowledge, beliefs, attitudes, and responses to TDs
will be inspected in countries outside of the USA, Europe and Australia. The scoping review

aims to answer the following questions:

- What evidence for components of stigma (knowledge, beliefs, attitudes, and responses)
exist outside of the USA, Europe and Australia?

- Do differences exist in knowledge, beliefs, attitudes, and responses to TDs between
countries and continents?

- Where possible, what factors influence the components of stigma?

Methods

Study design

A scoping review method was selected for the current review. This methodology is
deemed appropriate in identifying and providing an overview of literature available on a topic
with emerging evidence that has not yet been comprehensively reviewed (Peters et al., 2015).
In comparison to systematic reviews which seek to answer a specific question and appraise the

quality of existing literature, scoping reviews do not aim to assess the methodological rigor of
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existing evidence (Munn et al., 2018). Therefore, a quality appraisal tool was not employed.
The current scoping review was guided by a scoping review framework established by Arksey
and O’Malley (2005) and further developments by Levac et al. (2010) and Peters et al. (2015,

2017, 2020).

Search strategy

All searches were conducted on 13th November 2023. To identify studies relevant to
this scoping review five electronic databases were searched: PsycINFO, EMBASE,
MEDLINE, Global Health and Web of Science. Search terms focused on three areas listed

below (see Table 3 for a list of all search terms):

a) Cross-cultural: countries outside of USA, Australia, and Europe
b) Tics or Tourette’s

c) Knowledge, beliefs, attitudes, or responses

A publication date restriction of after 1990 was applied to all searches. As population-
level knowledge and beliefs have a propensity to change over time, a date restriction was used
to identify literature that may more closely mirror contemporary knowledge, beliefs, and
responses to tics. No restrictions were placed on language. During the screening process,
articles identified which were not written in English were translated using Google Translate to

assess eligibility.

Table 3.
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Search terms

Cross-cultural

"cross?cultural” or "ethnography" or "cultural difference*"
or "cultur*" or "Afghanistan” or "Algeria” or "Angola" or
"Antigua"” or "Argentina" or "Azerbaijan" or "Bahamas" or
"Bahrain” or "Bangladesh™ or "Barbados" or "Belize" or
"Benin" or "Bhutan” or "Bolivia" or "Botswana" or "Brazil"
or "Brunei" or "Burkina Faso" or "Burundi” or "lvory Coast"
or "Cote d'lvoire™ or "Cabo Verde" or "Cambodia" or
"Cameroon” or "Central African Republic" or "Chad" or
"Chile" or "China" or "Colombia" or "Comoros" or "Congo"
or "Costa Rica" or "Cuba" or "Democratic Republic of the
Congo" or "Djibouti" or "Dominica” or "Ecuador™ or "Egypt"
or "El Salvador" or "Equatorial Guinea" or "Eritrea” or
"Eswatini" or "Fiji" or "Gabon" or "Gambia" or "Ghana" or
"Grenada" or "Guatemala” or "Guinea" or "Guyana" or
"Haiti" or "Holy See" or "Honduras" or "India" or
"Indonesia™ or "lran™ or "lraq™ or "Israel" or "Jamaica" or
"Japan" or "Jordan" or "Kenya" or "Kiribati" or "Kuwait" or
"Kyrgyzstan™ or "Laos" or "Lebanon" or "Lesotho" or
"Liberia” or "Libya" or "Madagascar" or "Malawi" or
"Malaysia" or "Maldives" or "Mali" or "Mashall Islands™ or
"Mauritania” or "Mauritius" or "Mexico" or "Micronesia" or
"Mongolia" or "Morocco" or "Mozambique" or "Myanmar"
or "Burma" or "Namibia" or "Nauru" or "Nepal™ or "New
Zealand" or "Nicaragua™ or "Niger*" or "North Korea" or
"Oman" or "Pakistan™ or "Palau” or "Palestine” or "Panama"
or "Papua New Guinea" or "Paraguay" or "Peru" or
"Philippines" or "Qatar" or "Rwanda" or "Saint Kitts and
Nevis" or "Saint Lucia" or "Saint Vincent and the
Grenadines” or "Samoa" or "Sao Tome and Principe™ or
"Saudi Arabia" or "Senegal" or "Seychelles" or "Sierra
Leone" or "Singapore” or "Solomon Islands" or "Somalia™ or
"South Africa" or "South Korea™ or "South Sudan™ or "Sri
Lanka™ or "Sudan" or "Suriname" or "Syria" or "Tajikistan"
or "Tanzania" or "Thailand" or "Timor-Leste" or "Togo" or
"Tonga" or "Trinidad™ or "Tunisia™ or "Turkmenistan” or
"Tuvalu" or "Uganda" or "United Arab Emirates” or
"Uruguay™ or "Uzbekistan” or "Vanuatu" or "Venezuela" or
"Vietnam" or "Yemen" or "Zambia" or "Zimbabwe" or
"Asia" or "Middle East" or "North Africa” or "Greater
Arabia" or "Central America" or "Caribbean" or "South
America" or "Africa” or "Sub?Saharan Africa" or "Oceania"
or "developing countr*"

23

Tics

"tic
disorder"
or "tics" or
"tourette*"

Attitudes,

beliefs, and
knowledge
"attitude™ or
"belie*" or
"stigma” or
"knowledge™" or

"understand*" or
"health belief*"
or "awareness"
or "education” or
"training" or
"perception™ or
"perceive" or
"perspective” or
"self?concept” or
"self?image” or
"self?perception”
or "self?worth"
or "feelings" or

"attitude to
health" or
"reaction” or
"feelings" or
"response" or
"opinion™ or
"judge*" or
"assume™*" or
"assumption” or
"tolerance”  or
"idea*" or
"view*" or
"esteem"



A literature search of Google Scholar was also conducted to examine any existing grey
literature not otherwise found through electronic databases. The reference lists of articles
identified in searches and the reference lists of similar reviews (Smith et al., 2015; Malli et al.,
2016; Pring et al., 2023; Su et al., 2022) were examined to identify any additional relevant

articles.

Inclusion and exclusion criteria

Included studies were required to be 1) empirical in nature, 2) published after 1990, 3)
conducted in countries outside of the USA, Australia, or Europe and 4) include a measure or
data concerning attitudes, beliefs, knowledge, or responses to TDs. Qualitative, quantitative
and mixed-methods studies were all considered for inclusion. No exclusion criteria were used
for study participants. Case reports, case studies and other papers in an anecdotal format not
preceded by empirical research were excluded. Conference abstracts were included in the
review if empirical data were included in the abstract. Studies were also excluded if data
concerning TDs could not be separated from other clinical groups (for example, OCD) or if
data concerning countries of interest could not be distinguished from data from the USA,

Australia, or Europe.

Search outcomes

All articles identified were imported to a reference manager software. The search
strategy yielded 1831 articles. Duplicates of articles were removed, and titles and abstracts of
remaining articles were screened. The full text of 49 articles were read to assess eligibility, of

which 18 met inclusion criteria. Two additional papers were sourced from the references of
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included articles and related reviews, resulting in 20 papers for inclusion in the review. A flow

diagram of the search process is shown in Figure 2 and Table 4 summarises the included studies.

Data synthesis

A narrative synthesis was employed to combine evidence from mixed-methods,
quantitative and qualitative studies identified (Popay et al., 2006). This was deemed most
appropriate given the broad study question and the resulting diversity of papers identified.
Qualitative data were not extracted and reanalysed collectively to generate new themes, due to
the paucity of qualitative studies identified. Studies were grouped and synthesised based on the
components of stigma (cognitive: knowledge and beliefs, affective: attitudes, behavioural:

responses).

Results

Study characteristics

The 20 included studies were diverse in study design, study population, and measures
used (Table 2). All articles were written in English except Kim and Tak (2020). Most studies
were conducted in Asia; Table 5 summarises the number of studies from each country. Study
participants ranged from healthcare professionals (5/20 studies), TD patients (7/20 studies),
parents or guardians of TD patients (3/20 studies), a combination of professionals, TD patients

and/or relatives (2/20 studies) and samples from the general population (3/20 studies).
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Figure 2.
PRISMA flow diagram
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Table 4.

Papers included in the scoping review

Number Authors Country Topic TS or Design and methodology Total Participant characteristics
addressed  TDs n
1 Alawan et Saudi Knowledge TS Cross-sectional quantitative 375 59 primary care physicians, 316 medical
al. (2022) Arabia Beliefs survey developed and validated by students; 253 males, 333 were Saudi Arabian
Marcks et al. (2004)
2 Brook & Israel Knowledge TS Cross-sectional quantitative 99 Pupils from a high school, 48% male. Mean
Boaz (2006) Beliefs survey with topics on knowledge age 16.7+ 0.8 years. 58% had previous
Attitudes and attitudes of TS knowledge and recognition of a person with
ADHD or TS.
3 Chao et al. Taiwan Attitudes TS Cross-sectional, quantitative 116 100 males, 16 females with TS with a mean
(2010) questionnaire to develop the age of 12.7 years (range 10-18 years). 53%
SICATS. had co-occurring ADHD, 36% had co-
occurring OCD.
4 Eapen & United Arab Beliefs TS Quantitative, cross-sectional study 70 35 TS patients from UAE (25 males, 10
Robertson Emirates using the National Hospital females) and 35 TS patients from the UK (26
(2008) and United Interview Schedule (Robertson & males, 9 females). Age range of 5-17 years.
Kingdom Eapen, 1996), YGTSS (Leckman Mean age of TS onset 6.0 years for UK
et al., 1989) and DCI (Robertson cohort and 6.4 years for UAE cohort. 21/35
et al.., 1999) of UK cohort and 24/35 of UAE cohort had

co-occurring ADHD. 15/35 of UK cohort
and 13/35 of UAE cohort had co-occurring
OCD. Oppositional defiant disorder was
diagnosed in 19/35 of UK cohort and 4/35 of
UAE cohort.
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Table 4 continued

Number Authors Country Topic TS or Design and methodology Total Participant characteristics
addressed ~ TDs n

5 Jatchavala ~ Thailand Knowledge TDs Quantitative, longitudinal. 118 42 male and 76 female general practitioners.
& Questionnaire ratings of self- Mean age of 24.5+£0.6). n = 31 completed
Pitanupong perceived competence completed one-year follow up (13 males, 18 females,
(2021) at graduation and 1 year later mean age of 25.7+0.7).

6 Kanoetal. Japan Attitudes TS Cross-sectional, quantitative using 29 23 male TS patients, 6 female TS patients.
(2008) parental measure of CBCL Mean age of 13.5+£3.7 years. 11 (37%) had

(Achenbach & Edelbrock, 1978), comorbidities

self-report measures of CRA
(Kano et al., unpublished, 2002)
and RSQ (Budman et al., 2003)

7 Kim & Tak  South Knowledge TS Qualitative, unstructured 10 Parents of children with TS. Average age of
(2020) Korea Beliefs interview using grounded theory TS onset was 6.9 years, average age of
Attitudes diagnosis of 9.2 years. Children with TS
Responses were in high school or were adults.
8 Lawal etal.  Nigeria Knowledge TDs Cross-sectional, quantitative 314 228 undergraduate medical students and 86
(2012) questionnaire focused on resident doctors of various specialties

awareness of movement disorders,
sources of knowledge and
recognition of specific movement
disorders.
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Table 4 continued

Number Authors Country Topic TS or Design and methodology Total Participant characteristics
addressed ~ TDs n
9 Lee & Park  South Beliefs TS Cross-sectional, quantitative 673  General population, 50% male. Mean age of
(2019) Korea online survey of subjective mental 41.77 £ 12.03 years. N = 87 of participants
health knowledge, TIPI to assess had a relative of friend with a TD and N =4
personality traits and adapted had a TD themselves

statements from a TS survey to
evaluate beliefs about TS.

10 Lee et al. Taiwan Attitudes TS Qualitative, semi-structured 16 14 males and 2 females with TS. Mean age
(2019) Responses interviews. Descriptive of 17.5 £ 2.16 years (range 14-20). Average
phenomenology used as a age of onset of 7-8 years. Severity classified

theoretical framework. as mild (N = 8), moderate (N =5) and severe

(N = 3). N =7 had no comorbidities, N =3
had ADHD, N = 1 had OCD, N = 2 had
ADHD and OCD and N = 2 had ADHD,

OCD and depression.
11 Lee et al. Taiwan Attitudes TS Qualitative open-ended 12 8 males and 4 females with TS. Average age
(2016) Beliefs interviews. Phenomenological 16.6 years. Average age of TS diagnosis was
Responses framework applied with Giorgi’s 8.8 years. N =9 had co-occurring ADHD.

phenomenological methods
12 Lemelson Bali Beliefs TS Qualitative longitudinal 60 40 cases of TS or OCD and their families,
(2009) Responses ethnography. Qualitative proportion of TS cases unknown. Interviews
ethnographic data provided in with 20 faith healers. Families and
excerpts traditional faith healers were interviewed.

Demographics unknown.
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Table 4 continued

Number Authors Country Topic TS or Design and methodology Total Participant characteristics
addressed ~ TDs n
13 Lemelson & Bali Beliefs TS Qualitative longitudinal 2 Two adults with TS and their families
Tucker Responses ethnography
(2017)
14 Liu et al. China Beliefs TDs Quantitative, cross-sectional 318  Parents of children with TDs. Average age of
(2023) Responses questionnaire examining tic children with TD was 8.38 & 2.54 years.
severity (YGTSS), parent anxiety
(SAS; Zung, 1971) and parent
depression (SDS; Zung, 1965)
15 Mathews et  Costa Rica  Beliefs TS Quantitative, cross-sectional study 85 82% male participants with TS, mean age
al. (2001) using the YSRF (Tourette 11.4 years (range 5-28 years). Mean age of
Syndrome Association onset was 6.1 years, mean age of diagnosis
International Consortium for was 10.8 years. No participants had a
Genetics, 1999), YGTSS. diagnosis of TS prior to the study.
16 Nwazor & Nigeria Knowledge TDs Quantitative cross-sectional 78 Final year medical students (mean age
Okeafor questionnaire with questions on 27+2.78 years, male to female ratio 1.3:1).
(2019) knowledge and attitudes towards
movement disorders
17 Park et al. South Beliefs TS Cross-sectional online quantitative 674  General population of 337 men and 336
(2018) Korea Responses survey. Demographics, vignette women. Mean age of 42.77 + 12.03 years.

used and told that the child had
ADHD, TS, or ASD. Causal
attribution for ADHD, TS and
ASD using a 15-item
questionnaire. Modified version of
BSDS (Bogardus, 1925).
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Table 4 continued

Number Authors Country Topic TS or Design and methodology Total Participant characteristics
addressed ~ TDs n
18 Rodinetal. Uganda Knowledge TS Mixed methods. Cross-sectional 152 152 healthcare professionals of varying
(2020) Beliefs survey developed by researchers, disciplines
focusing on knowledge of tics,
experiences, attitudes towards tics. Semi-structured interviews with 6
Semi-structured interview focused participants (50% female, age range of 23-
on experiences of tics, cultural 44 years)
barriers, and areas for future
training/research.
19 Steinberg et  Israel Beliefs TS Quantitative, cross-sectional. 56 48 males and 8 females with TDs, age of 10-
al. (2013) Attitudes BATS developed for the study. 18 years. Comorbidities: OCD (10%),
PUTS (Woods et al., 2005), depressive disorder (10%), anxiety disorder
YGTSS, SCARED (Birmaher et (24%) and ADHD (35%)
al., 1997) and the CDI (Beck et
al., 1961)
20 Yang et al China Knowledge TDs Quantitative, cross-sectional 610  Guardians of patients with TDs. 77% of
(2022) Beliefs survey of demographic patients were male, mean age of 7.86 £ 2.38

information, guardian cognition of
TD, guardian’s medical behaviour
and medication choices.

years. 26.1% of patients had comorbidities.
52% had transient TD, 27% had chronic TD,
11% were classified as other and 8% had TS.

Abbreviations. Attention deficit hyperactivity disorder ADHD, autism spectrum disorder 4SD, Beliefs about Tics Scale BATS, Bogardus Social
Distance Scale BSDS, Child Behaviour Checklist CBCL, Children’s Depression Inventory CDI, Clinical Rating of Aggression CRA, Diagnostic
Confidence Index DCI, obsessive compulsive disorder OCD, Premonitory Urge for Tics Scale PUTS, Rage Screen and Questionnaire RSQ, Self-
Rating Anxiety Scale SAS, Screen for Child Anxiety Related Emotional Disorders SCARED, Self-Rating Depression Scale SDS, Stress Index for
Children or Adolescents with Tourette’s Syndrome SICATS, tic disorders TDs, Ten-Item Personality Inventory 7/PI, Tourette syndrome 7, Yale
Global Tic Severity Scale YGTSS, Yale Self Report Form YSRF.
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Table 5.

Frequency of included studies by country, region, and continent

Continent Region Country Number of studies
Africa 3
East Africa 1
Uganda 1
West Africa 2
Nigeria 2
Asia 16
East Asia 9
China 2
Japan 1
South Korea 3
Taiwan 3
Southeast Asia 3
Indonesia (Bali) 2
Thailand 1
West Asia/Middle East 4
Israel 2
Saudi Arabia 1
United Arab 1
Emirates
North America 1
Central America
Costa Rica 1

The ages of participants with TD were either under 18 years (n = 5), adults (n=1) or
both children and adults (n = 2). It was not possible to ascertain the age of the sample in one
article (Lemelson, 2009). Studies often concerned more than one theme of interest (knowledge,
beliefs, attitudes, responses) though most frequently concerned tic-related beliefs (14/20

studies) followed by knowledge (8/20 studies), attitudes (7/20 studies) and responses (7/20

studies). Four studies concerned TDs and 16 studies specifically concerned TS.
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Cognitive: Knowledge of TDs

Professional knowledge of TDs

Of the identified studies examining TD knowledge in healthcare professionals, self-
reported levels of TD knowledge varied. In Nigeria, 46% of undergraduate medical students
and resident doctors self-reported recognition of TDs, with TD knowledge greater in resident
doctors compared to undergraduate medical students (Lawal et al., 2012). However, a higher
proportion of final year Nigerian medical students demonstrated knowledge of TDs (81%),
with rates of TD knowledge third highest following Parkinsonism (91%) and chorea (88%)
(Nwazor & Okeafor, 2019). In a Ugandan sample of healthcare professionals (Rodin et al.,
2020) motor tics were more commonly recognised than vocal tics, with the most identified
motor tic being eye blinking (78% reported) and most common vocal tic being shouting (43%
reported). Frequently co-occurring conditions identified included ADHD (67.8% reported),
anxiety disorder (62% reported), OCD (58% reported) and autism (52% reported). In Saudi
Arabia, 66% of primary care physicians and medical students evidenced knowledge of TS
diagnostic criteria and half of the sample were aware of the high incidence of comorbidity in
TS. (Alawan et al., 2022). However, knowledge of TS, as assessed by general knowledge
questions about TS, was found to vary depending on medical discipline, whereby family
physicians had a greater knowledge of TDs compared to general practitioners, paediatricians,

and ‘other’ specialties.

Two studies reported rates of exposure to patients with TDs. Alawan and colleagues
(2022) reported that 89% of Saudi Arabian primary care physicians had never treated a patient
with TS, whereas 51% of Ugandan healthcare professionals reported having had clinical
contact with a patient with tics (Rodin et al., 2020). Only 31% of the sample reported

confidence in diagnosing TS. In Thailand, 27% of medical student graduates self-reported
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incompetence in diagnosing TDs (Jatchavala & Pitanupong, 2021). Rates of self-reported
incompetence in TD diagnosis increased to 44% at one-year post-graduation, though change

over time did not reach statistical significance.

Three studies examined professional knowledge of treatment for TDs. In Jatchavala and
Pitanupong’s (2021) sample of Thai medical student graduates, rates of self-reported
incompetence in TD treatment significantly increased from graduation (33%) to one-year
follow up (65%). In Alawan and colleagues (2022) Saudi Arabia study, 72% of primary care
physicians and medical students agreed that antipsychotics can help to control tics and 74%
had not heard of habit reversal therapy, an evidence-based psychological treatment for TDs
(Muller-Vahl et al., 2022). In contrast, in Rodin and colleague’s (2020) Ugandan cohort of
healthcare professionals, the most frequently identified treatment was cognitive behavioural
therapy (74%) followed by family therapy (71%) and psychoeducation (67%), with 19%

endorsing medication as a treatment for TDs.

Two studies examined professional barriers to an understanding of TDs and subsequent
diagnosis and treatment. Nigerian final year medical students reported that a lack of patients
with movement disorders was a barrier to learning and understanding during medical training,
though this was not specific to TDs (Nwazor et al., 2019). Healthcare professionals in Uganda
reported that challenges include a lack of knowledge about TDs (75%; Rodin et al., 2020).
Other challenges identified via semi-structured interviews included a lack of professional
training on TDs, with limited information on TDs available and professional training
prioritising other conditions. Professionals felt that a lack of training and limited exposure to
TD patients contributed to reduced confidence and knowledge in diagnosing and treating TDs.
Improvements in professional training such as support to identify tics and differentiate TDs

from other disorders was recommended to support detection and treatment of TDs.
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Community sources of knowledge and recommendations for improvement

In a large Chinese survey, parents of children with TDs self-reported sources of
knowledge on TDs (Yang et al., 2022). 53% of parents reported having learnt about TDs from

medical staff, whereas 52% learnt about TDs through self-education.

Ugandan healthcare professionals suggested use of community education, such as use
of psychoeducation videos, to support community understanding and awareness of TDs, with
aims of reducing stigma and increasing detection of TDs (Rodin et al., 2020). Outcomes
following educational interventions in youth were variable. In Taiwan, young people with TS
reported an improvement in their own views of TS and hope for the future following a TS
psychoeducation movie called ‘Front of the Class’ (Lee, 2016). However, the same video was
reported to have adverse effects in a different cohort of adolescents with TS, resulting in greater
misunderstandings and mockery by their peers (Lee et al., 2019). In Israel, levels of TS
knowledge were assessed in adolescents after several months of exposure to TS information in
education, demonstrating an average knowledge score of 68%, with a higher score indicating

better knowledge (Brook & Boaz, 2006).

Cognitive: Beliefs

Causal attributions of TDs

Several studies examined the perceived aetiology of TDs in either professionals,
relatives of people with TDs, school peers or the general public. Some variability in causal
attributions of TDs was found in Saudi Arabian medical professionals, with 62% of primary
care physicians and medical students agreeing that TS is mainly a biological disorder rather
than a psychological disorder. Three studies considered cultural differences and how these may

shape causal attributions regarding the aetiology of TDs (Rodin et al., 2020; Lemelson, 2009;
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Lemelson & Tucker, 2017). In Uganda and Bali, spiritual explanations of the origin of TDs
dominate local culture and traditional healers are often sought for guidance. Healthcare
professionals in Uganda noted that TDs may be understood as possession by demons or
ancestral spirits or because of witchcraft, with TDs viewed as punishment due to an individual’s

or ancestor’s wrongdoings.

Similarly, Lemelson’s (2009) ethnography explores the prominence of indigenous
Balinese medicine in cultural understandings of TDs. Models used to explain TDs include
sorcery, reincarnation, and improper enactment of rituals by an individual or their family. For
instance, a parent of a child with TS reported that a traditional healer attributed his son’s tics
to the disturbance of the house yard spirit, whereby the family did not pay the spirit sufficient
attention when they moved (Lemelson, 2009). Lemelson and Tucker (2017) report two
divergent cases of TS in Bali. One of the cases describes a woman called Gusti who was taken
to numerous traditional healers within her local village. Multiple explanations were provided
for Gusti’s tics such as poisoning, a witch attack and an impure household. In addition, it was
suggested that tics were a result of Gusti’s family displeasing an ancestor with improper ritual
offerings. Lemelson (2009) also reports of the use of humoral theory by traditional help seekers
in Bali to understand TDs. The body can be seen as in poor condition due to a disrupted balance

between the body and the environment, for example through changes in weather.

In China, a large survey found that the majority (83%) of a sample of parents of children
with TDs endorsed that TDs were caused by neurotransmitter imbalance, indicating consensus
regarding biological causal attributions (Yang et al., 2022). 81% of the parent sample believed
that TDs were a neuropsychiatric disease, with 8% reporting TDs to be a psychological disease
and 5% reporting that TDs were not a disease. Beliefs regarding the factors that increase tics
were also explored, whereby most of the sample reported stress (81%), followed by shock
(72%), being reminded of tics (51%), fatigue (49%) and other less reported factors such as
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focusing attention (20%) and infections (1%). Biological causal attributions were also indicated
in approximately half of a sample of Israeli teenagers who had educational exposure to TDs

(Brook & Boaz, 2006).

Causal attributions of TDs in samples of the South Korean general population have
been examined in two identified studies (Park et al., 2018; Lee & Park, 2019). Park and
colleagues’ (2018) survey demonstrated that most of the general population (73%) sample
indicated brain dysfunction as a cause of TS, followed by childhood trauma (63%), which
suggests a combined endorsement of both biological and psychosocial causal attributions.
Other causes identified were everyday stressors (59%), poor parenting (46%), environmental
pollutants (33%) and genetic defects (29%). Differences in causal attributions between TS,
autism and ADHD were also evaluated whereby dietary, physical, and biological causes were
significantly more endorsed in autism compared to TS and ADHD. Social-environmental
causes were endorsed significantly more for TS compared to autism, and significantly less
endorsed for TS when compared to ADHD. In Lee and Park’s (2019) survey, the highest
reported causal attributions were parenting and psychological causes, followed by neurological
and biological causes, with dietary and environmental causes being the least frequently
endorsed. Analyses also included individual factors associated with causal attributions.
Endorsement of parenting and psychological causes were associated with female respondents
and greater subjective mental health knowledge, whereas endorsement of neurological and
biological causes was associated with higher conscientiousness personality trait scores and
greater subjective mental health knowledge. Endorsement of dietary and environmental causes
of TDs were associated with older age of participants, reduced familiarity with TDs and higher

extroversion personality trait scores.
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Impact of causal attributions and beliefs about treatment

Healthcare professionals in Uganda suggested that misconceptions about tics may result
in a TD diagnosis not being considered by fellow professionals (Rodin et al., 2020).
Participants reported that Ugandan healthcare professionals might view tics as voluntary
movements underpinned by a drive to access attention or a psychosomatic expression of stress.
This was reported to result in difficulties distinguishing TDs and thus resulted in differential

diagnoses.

In China, Liu and colleagues (2023) examined factors associated with mental health in
parents of children with TDs. Causal attributions of TDs were found to predict parental
depression, whereby misinterpreting TD as a harmful behaviour habit rather than as a disease
was associated with fewer depressive symptoms. The authors suggest that this relationship may
be related to genetic causal attributions of TDs resulting in guilt, self-blame as well as perceived

stigma and reduced self-esteem.

Lemelson and Tucker (2017) present two TS case reports in Bali where a
neurobiological explanation for TS was offered by a psychiatrist to two families with
differential results. In the first case, a girl called Gusti is described. Gusti’s family were reported
to not be convinced by the neurobiological explanation for her TS symptoms and though some
of her symptoms were alleviated through prescribed medication, the family discontinued use
due to the financial expense. This was reported to reinforce the belief that Gusti’s TS symptoms
were of supernatural causes or due to her non-cooperation and so could not be treated through
medication. The second case described is of a boy named Wayan who also experienced TS
symptoms. He and his family were also offered a neurobiological explanation by the

psychiatrist and support strategies were offered. This appeared to have a positive impact; the
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family continued pharmacological treatment and educated teachers and peers about TS with

aims to prevent Wayan from experiencing stigma.

Knowledge of and engagement in treatment types appears to be impacted by causal
attributions of TDs across cultures. In both Uganda and Bali, qualitative evidence suggests that
the primary source of support for TDs is not that of medical professionals. Professionals in
Uganda reported that due to beliefs that TDs are a result of supernatural forces, local people
turn to their faith, such as engaging in prayer as well as seeking support from religious leaders
and spiritual leaders (Rodin et al., 2020). Qualitative evidence from Bali highlights that
individuals with TDs and their families often pursue advice from numerous faith healers who

offer multiple treatments, which many families report lack in efficacy (Lemelson, 2009).

In Korea where parenting and psychological causes were most frequently attributed to
TDs, the strongest belief reported by the general population sample was that therapy was
effective (Lee & Park, 2019). In Yang and colleagues’ (2022) study in China, most parents of
children with TDs identified medication (89%) and psycho-behavioural therapy (78%) as
common TD treatments. This coincides with most parents endorsing neuropsychiatric causes
of TDs as well as acknowledging how psychological factors can impact tics. A study with
Israeli adolescents examined beliefs about curing TS rather than treating TS (Brook & Boaz,
2006). Despite educational exposure to TS, adolescent beliefs were variable, whereby 46%

agreed that TS can be cured by alternative medicine.

Beliefs regarding clinical presentation, severity, and impact

A limited number of studies examined cultural differences in perception of TDs with
regards to their clinical presentation, severity, and associated distress. In Costa Rica, 60% of a

TS sample denied any impairment caused by tics, rating motor tics as more severe than vocal
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tics. Likewise in Uganda, 59% of healthcare professionals reported that families may not seek
support for TDs as they do not perceive TDs as a clinical concern (Rodin et al., 2020). Reasons
for reduced parental concern included viewing tics as a typical, temporary feature of
development or perceiving their child as ‘stubborn’. These beliefs were proposed to be
underpinned by a lack of knowledge of TDs, denial, or difficulty acknowledging the potential

negative impact of TDs.

The only study which directly compared clinical features of TS across two countries
found that both individuals with TS from the United Arab Emirates (UAE) and the UK
presented with similar clinical features, however subjective distress and impairment was lower
in the UAE sample (69%) compared to the UK sample (94%; Eapen & Robertson, 2008). In
addition, the UAE sample presented with lower rates of coprolalia, co-occurring conditions
and behavioural difficulties when compared to the UK sample. Factors contributing to

differences in perceived impairment and distress were not evaluated.

The only study to examine beliefs regarding the clinical presentation of TDs was Brook
and Boaz’s (2006) study of adolescents in Israel. In line with variability reported in causal
attributions of TS, 31% of adolescents believed that adolescents with TS can control their tics
or ‘disruptive behaviour’, whereas 62% reported a belief that adolescents with TS cannot

control outbursts.

Affective: Attitudes

Tic-related attitudes in individuals with TDs

Several studies examined how individuals with TDs view themselves or their tics,
highlighting the negative impact of tics on identity and wellbeing. In Israeli children with TDs,

negative beliefs about tic suppression predicted levels of tic-associated impairment, and
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negative beliefs about tic suppression were strongly associated with depression in older
children (Steinberg et al., 2013). Children and adolescents with TS in Japan commonly (73%)
reported experiencing guilt in response to rage attacks experienced in the six months prior to
study participation (Kano et al., 2008). A qualitative Taiwanese study exploring social
adjustment experiences highlighted that adolescents with TS often experience irritation and
panic in response to a perceived uncontrollable body, which preoccupies them and interferes
with aspects of their life such as learning (Lee et al., 2019). Participants viewed themselves as
abnormal and perceived TS as an obstacle which caused physical and psychological pain,
including worries about how TS may impact careers, romantic relationships, and genetics.
Taiwanese adolescents with TS expressed a belief that peers perceive them as strange and
unfamiliar and they feel apprehensive about whether their tics will be accepted (Lee et al.,
2019). Additionally, Taiwanese adolescents with TS perceive others to lack knowledge and
familiarity of TS and subsequently they feel misunderstood, different and experience loneliness
(Lee et al., 2016). However, in a quantitative Taiwanese study of children and adolescents with
TS, the highest mean stress score provided was for symptom control, followed by concerns
about the future, psychological stress, and unfairly treated stress (Chao et al., 2010). This
suggests that symptom control is the most common concern about TS above interpersonal
difficulties. Variability in symptom control stress scores indicate that perceived stress varies

greatly between participants, with girls reporting greater levels of stress compared to boys.

Tic-related attitudes in others

A South Korean qualitative study examined parental experiences of their child’s TS
(Kim & Tak, 2020). Parents expressed feeling a sense of loss at an inability to raise the ‘ideal

child’ which in turn negatively impacted their view of themselves as a parent, including their
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sense of pride and perceived social success. In addition, parents described experiencing
significant levels of anxiety and worry about their child’s future and whether they would be
able to live their life as expected. Extent of worry was influenced by factors such as tic severity,
presence of co-occurring conditions and changes in tics over time. Despite these challenges,
parents also reflected on positive self-growth and discovery because of their child’s TS. This
included a shift in values away from social status and towards not judging other people.
Similarly, Taiwanese adolescents with TS report parental embarrassment of their tics, with

concerns that tics would result in parents losing respect and social prestige (Lee et al., 2019)

Israeli adolescent peers expressed a range of both positive and negative attitudes
towards TS adolescents (Brook & Boaz, 2006). 80% of respondents believed that TS
adolescents would drop out of school and 31% believed that they could live a normal life. 44%
believed that people should empathise with TS adolescents and 56% believed that peers should
sit near them in class and develop friendships with them. However, 27% believed that there
would be a place to severely punish TS adolescents for their behaviour. 83% believed that all

pupils should receive education on TS.

Behavioural: Responses

Responses to tics

Studies highlight discriminatory interpersonal and societal responses to tics across
countries. Ugandan healthcare professionals discussed how children with TDs are often
laughed or yelled at in society and so they proposed that parental guilt was a barrier to help
seeking (Rodin et al., 2020). Taiwanese adolescents with TS reported that peers would laugh
at them, mock them or ridicule them, for example describing them as being possessed by a

ghost (Lee et al., 2019; Lee et al., 2016). Additional responses to tics by peers included being
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frightened and responding with dislike, which is perceived as rejecting by adolescents with TS
(Lee et al., 2016). In a case report of TS in Bali, a girl named Gusti was reported to be mocked
for her motor tics by neighbours, who expressed that she had gone insane or was possessed by
an evil spirit (Lemelson & Tucker, 2017). Neighbours also distanced themselves from her as
she was thought to have a contagious illness. 70% of South Korean adults expressed preference
for a high social distance to people with TS, though preference for low social distance was
greatest for TS compared to ADHD and autism (Park et al., 2018). However, in Costa Rica
negative responses to tics were reported as less prominent, as 13% reported infrequent
interpersonal problems (Mathews et al., 2001). Two negative responses were reported which
included receiving death threats due to difficulty stopping tics and physical assault by a priest

who was offended by vocal tics.

Institutional discrimination was reported in Taiwan, Costa Rica, Bali, and Uganda
whereby children were excluded from school due to tics (Lee, 2019; Mathews et al., 2001;
Lemelson, 2009; Rodin et al., 2020). Taiwanese teachers were reported to perceive TDs as a
disruptive disability and moved affected adolescents to special education classes, which
resulted in adolescents feeling excluded and disrespected (Lee et al., 2019). Individual
differences emerged in two Balian case studies of TS whereby a girl named Gusti was forbidden
to attend school due to her tics, however a boy with tics named Wayan continued to attend

school and was accepted by peers and teachers (Lemelson & Tucker, 2017).

Some studies explored familial reactions to tics. Taiwanese adolescents with TS
described their parents as accepting however had trouble tolerating tics, often complaining
about vocal tics which increased feelings of being misunderstood (Lee et al., 2016). In Bali,
families expressed discomfort with their child’s tics, particularly vocal tics which were termed
as inappropriate shouting (Lemelson, 2009). Liu and colleagues (2023) study in China found
that parental reactions to tics was significantly associated with parent anxiety, however parental
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reactions did not remain a significant predictor of parental anxiety after adjusting for
confounders. There was a trend of increased odds of parent anxiety if parents responded with
an ‘angry but put it aside’ rather than a ‘scold and curb it’ response to tics, and a decreased odds
of parent anxiety if parents ignored tics and distracted their attention. Societal responses to tics
were shown to have a wider impact on the family in Bali, whereby Gusti’s siblings were viewed
as undesirable marriage partners as Gusti’s symptoms were viewed as an unknown illness
which did not respond to local treatments (Lemelson & Tucker, 2017). This associative stigma

resulted in increased familial stress and discord, including abusive responses to Gusti.

Studies illustrate suppression and avoidance as common responses to stigmatisation. In
Uganda, children were reported to be hidden from societal view, taken out of school, and
excluded from school events due to parental embarrassment and fear of their child expressing
inappropriate verbal tics (Rodin et al., 2020). Similarly, Taiwanese parents ask their children
to suppress their tics in front of others to avoid social embarrassment (Lee et al., 2019).
However South Korean parents responded to their child’s tics by becoming increasingly
protective and involved in their lives (Kim & Tak, 2020). For example, parents reported
attempts to block their child from public view to minimise hurt from comments or stares from
others. Other responses included supporting their child to develop practical skills and support
with planning for the future, as well as trying to develop knowledge and understanding of TS

in others.

Suppression and avoidance were also noted as common coping strategies for
adolescents with TDs facing stigmatisation. Taiwanese adolescents reported a desire to fit in
and meet societal expectations and so suppressed their tics to be accepted (Lee et al., 2019). To
avoid attention, they would distance themselves from peers or attempt to maintain relationships
through profusely apologising for the tics (Lee et al., 2016). Adolescents also remained
hypervigilant to monitor their behaviour around peers, evaluating how others might perceive
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them to decide how to interact (Lee et al., 2019). Monitoring of other peoples’ attitudes and
responses was reported as a tool to evaluate whether adolescents needed to conceal their tics

(Lee et al., 2016).

Factors associated with positive attitudes and responses

Preliminary evidence demonstrates how positive self-identities and self-perceptions can
emerge in the presence of TDs. Taiwanese TS adolescents discuss how positive beliefs about
tics are supported by social support and acceptance by their peers, teachers, and relatives, which
in turn improves self-esteem and supports them to feel courageous and accepting of their TS
(Lee et al., 2019). Other supporting factors identified include faith and religion which supports
adolescents to positively frame TS as ‘uniqueness’, as well as a commitment to demonstrating
their strengths to prove that they are as capable as their peers. Educational support was also
identified as a factor promoting self-acceptance in Taiwanese adolescents with TS (Lee et al.,
2016). Similarly in Bali, Wayan’s parents were reported to educate teachers at his school about
the neurobiological model of TDs; he remained in school with his tics being normalised

(Lemelson & Tucker, 2017).

For individuals with TDs, finding peers who accepted tics helped them to develop
coping strategies (Bali; Lemelson & Tucker, 2017), provided psychological support, shifted
their self-concept from ‘freak’ to ‘normal’ and supported them to live their life with tics
(Taiwan; Lee et al., 2016). Benefits of social support for parents of individuals with TDs were
also identified. South Korean parents discussed the use of groups to access social support,
empathy, and knowledge (Kim & Tak, 2020) whilst in China, parent anxiety and depression

was negatively predicted by family relationships and their child’s social relationships (Liu et
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al., 2023). Parents in South Korea also discussed how adjusting their expectations of their child

helped them to positively support their child (Kim & Tak, 2020).

Some studies explored factors associated with attitudes and responses to TDs. In Israeli
peers, positive attitudes about TS were significantly associated with increasing age (Brook &
Boaz, 2006). Peer experience of familial mental health difficulties was associated with positive
attitudes though did not reach significance. In South Korea, adults who preferred a high social
distance to people with TS were more likely to be older in age, endorse biological causal

attributions for TS and not have a family or friend with a diagnosis of TS (Park et al., 2018).

Discussion

This scoping review summarises existing literature examining cross-cultural
differences in knowledge, beliefs, attitudes, and responses to TDs outside of the USA,
Australia, and Europe. This aims to increase awareness of evidence examining the components
of stigma cross-culturally and whether differences exist between countries. The review
demonstrates high levels of variability across countries in how TDs are conceptualised,
perceived, and responded to. Despite variation across studies in cross-cultural components of
TDs, there appears to be consensus in the utility of social support and acceptance from an
individual’s network in fostering self-acceptance and reducing TD-associated stigma. This
parallels findings from Europe, the USA and Australia which suggest social support promotes

adaptive coping and positive self-identity in TS (Maxwell-Scott et al., 2024).

Across countries and studies, healthcare professionals’ knowledge of TDs varied with
broadly half of each sample demonstrating an understanding of TDs. Preliminary evidence
suggests that knowledge may be impacted by training type and level, with barriers to

knowledge in healthcare professionals including lack of exposure to TDs, lack of prioritisation
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in professional training, and reduced help-seeking for suspected TDs. Professional awareness
of treatments for TDs also varied across countries, with Ugandan professionals endorsing
psychological intervention whereas Saudi Arabian professionals endorsed medication use.
Knowledge of TDs may have important consequences for clinical management of TDs, such

as misdiagnosis and reduced access to effective intervention.

Attribution theory suggests that the perceived cause of a stigmatised condition such as
TDs, including its perceived controllability, locus of control and stability of the cause will
govern responses to the condition (Weiner, 1995). Initial evidence tentatively suggests some
variation across countries in causal attributions, although this has not been statistically
examined. In China, neurotransmitter imbalance was commonly identified as a cause of TDs,
alongside an understanding of psychological and environmental triggers for TDs. In Israel,
biological explanations were endorsed by approximately half of the sample, whereas in South
Korea, social-environmental causes for TDs were more commonly reported compared to other
neurodevelopmental conditions. Spiritual explanations were reported in Bali and Uganda and
qualitative evidence suggests this may shape help-seeking behaviour, such as seeking prayer

or alternative medicine rather than visiting a medical professional.

Appraisal of biological explanations for TDs may vary across countries. For example,
viewing TDs as a disease versus a behaviour was associated with maternal depression in China.
Factors contributing to this association such as associative stigma were not examined, however
cultural beliefs surrounding biological aetiologies may contribute to this relationship. Mental
health literature suggests biological attributions can have variable impact whereby they may
emphasise difference in individuals with a condition and reduce perceived capacity for change,
though conversely may reduce stigma, as the condition is not viewed as under ones’ control
(Kvaale et al., 2013). In Ugandan and Balian studies identified, TDs were attributed as a

collective punishment on the family for wrongdoings. In turn, collective attributions rather than
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individual attributions may increase the likelihood of associative stigma and shame. Study
findings indicate a shared experience of internalised stigma in individuals with TDs.
Qualitative studies conducted in Asia highlight that adolescents with TDs feel different and left
out from their peers, which parallels USA, European and Australian literature (Malli et al.,
2016; Pring et al., 2023; Smith et al., 2015; Suh et al., 2022). Tic suppression and avoidance

were frequently reported coping strategies in the face of TD stigma.

Perceived distress was also found to vary cross-culturally; for example, in Costa Rica
motor tics were perceived as more severe than vocal tics, whereas individuals with TDs in the
UK reported greater distress compared to UAE participants who presented with reduced
behavioural difficulties and coprolalia. Further research is required to understand how cultural
beliefs regarding social behaviour and causal attributions of TDs may contribute to perceived
distress. It is possible that coprolalia is increasingly stigmatised in society, particularly in Asian
cultures which places value on upholding social ‘face’, akin to social esteem (Hwang, 2006;
Lee et al., 2019). One must also consider how knowledge and exposure to TDs may contribute
to perceived distress, such as an increased awareness of tics lending to distress, thereby
furthering comorbidities (Martino et al., 2017). Alternatively, in Uganda parents were
suggested not to see TDs as a concern due to different understandings of TDs, for instance
viewing tics as a manifestation of stubbornness. Not perceiving TDs as a concern could perhaps
be protective against stigmatisation, however the relationship between perceived distress and

components of stigma cross-culturally requires further research.

Cross-cultural relationships between components of stigma are tentative and
descriptive and require exploration in greater detail. In Uganda, not viewing TDs as a concern
was reported to shape help-seeking which may contribute to reduced professional exposure of
TDs and subsequent professional knowledge. This may have important implications for
treatment, such as reduced access to support, as well as potentially perpetuating wider cultural
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attitudes regarding TDs. The relationship between knowledge and attitudes across cultures is
currently unclear. Use of psychoeducation to increase knowledge of TDs in Taiwan and Israel
demonstrated variable impact whereby an increase in knowledge did not always result in fewer
negative attitudes. These findings may reflect the importance of tailoring TD psychoeducation

material to the target population and culture, rather than taking a one size fits all approach.

Importantly, two contrasting case studies by Lemelson and Tucker (2017) highlight that
culture itself cannot fully explain TD-associated beliefs, stressing the importance of
considering individual differences and intersecting identities to understand cross-cultural
experiences of stigma in TDs. Though there may be cultural differences in knowledge, beliefs,
attitudes and responses to TDs, the extent to which individuals ascribe to dominant beliefs and
attitudes will likely influence experiences of stigma, and ascription to cultural beliefs may be
influenced by intersecting identities such as gender or caste. For instance, in Taiwan, girls
reported higher perceived stress scores than boys. This highlights the importance of considering
individual factors and social identities, such as gender, in self-perception of TDs (Chao et al.,

2010).

This review was constrained by various limitations. For instance, many studies included
in this review are descriptive or cross-sectional in design with few comparisons made across
countries and conditions. Findings from studies are therefore tentative and should be reliably
retested using statistical measures, between-group measures, and control groups. Studies
included were vastly overrepresented by Asian countries which limits an understanding of
stigma in other cultures found in Central America and Africa, where fewer studies were
identified. Included studies are heterogeneous in sample such as sample size, diagnosis type
and age, and measures used which limits comparison across studies and cultures. Development
of valid cross-cultural stigma measures and surveys are paramount to conducting cross-cultural

research on stigma in TDs. Multi-centre collaborations and sharing of standardised measures
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and surveys across countries would facilitate reliable comparison of stigma across cultures.
Cross-cultural relationships between components of stigma have not yet been reliably

investigated and warrant further study to develop interventions to reduce stigma.

Conclusion

Examining cross-cultural differences in stigma is important to support appropriate
adaptation of information and interventions for TDs, rather than assuming a ‘one size fits all’
approach. In turn, this supports effective clinical care. This review has synthesised current
evidence regarding cross-cultural differences in components of stigma in TDs. There is
considerable variability across countries in levels of knowledge regarding TDs, beliefs and
attitudes regarding TDs such as causal attributions and responses to TDs. Initial evidence
highlights the importance of social support in ameliorating stigma. Comparisons across
cultures should be interpreted with caution, owing to variation in study designs, lack of
statistical methodology and group comparisons. Development of standardised measures which
can be shared across countries would support reliable comparison of TD-associated stigma
across cultures. Further research is required to interrogate cross-cultural differences in stigma,
the relationship between components of stigma, and how individual differences may contribute

to experiences of stigma in TDs.
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Part 2: Empirical paper

The journey to a functional tics diagnosis and experiences of post diagnostic support:

Perspectives from adolescents and their parents
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Abstract

Background. From 2020, clinical services noted an unexpected increase in functional tic
disorders, which coincided with the timing of the COVID-19 pandemic. Evidence suggests that
functional symptoms and tic disorders have a significant impact on family functioning and
lower child and parent reported quality of life. However, little is currently known of the impact
of a functional tics diagnosis in adolescence, both on the young person and their families.
Methods. The current qualitative study explores adolescent and parent experiences of a
functional tics diagnosis, associated symptoms, and post-diagnostic support. Seven females
aged between 12 and 18 years with a formal functional tics diagnosis and eight parents were
recruited through Tourette’s Action, a UK-based charity for people with Tourette syndrome and
their families. Participants took part in individual semi-structured interviews via Microsoft
Teams. Transcribed interviews were analysed using a reflexive Thematic Analysis within
NVivo 14 and a subsample of transcripts were double coded. Results. Themes generated from
adolescent and parent interviews included (1) blamed, disbelieved, discounted, (2) fighting for
help, (3) professional and community support and (4) changes in identity and relationships.
Conclusions. The findings emphasise the need for further research into functional tics and how

to support young people and their families, in turn to improve service delivery.
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Introduction

From 2020, clinical services reported an unexpected increase in functional tic disorders,
which coincided with the timing of the COVID-19 pandemic (Heyman et al., 2021; Hull et al.,
2021). Tics are sudden, repetitive, non-rhythmic and stereotyped movements or vocalisations
that are neurodevelopmental in nature. Functional tics (FTs), otherwise known as functional
tic-like behaviour, rapid-onset tics, pseudo-tics or psychogenic tics, are situated within a wider
umbrella of functional neurological disorders (FND) and functional movement disorders
(FMD; Demartini et al., 2014). Differentiating between the presentation of typical tic disorders
and FTs is challenging, though emerging evidence indicates some unique and shared features

(see Table 1).

Much remains unknown regarding functional tic pathophysiology. FND literature
suggests physical symptoms are a somatic expression of cumulative stress which manifest
through complex processes such as changes to the stress system and neurological function
(Baizabal-Carvallo & Jankovic, 2013; Pringsheim et al., 2021; Kozlowska, 2017; Pick et al.,
2019). A biopsychosocial model has been used to understand the aetiology of FTs (Berg et al.,
2022), incorporating biological (such as genetics and aberrant neurological activity), social
(such as environmental stressors, adverse experiences, social learning via tic content on social
media) and psychological precipitating factors (such as anxiety, depression). Figure one

summarises the current conceptualisation of precipitating and maintaining factors.

Given the proposed role of social stressors in FT development, pandemic-associated
stress and uncertainty has been considered a key precipitating factor resulting in a rise in FT
prevalence (Han et al., 2022). This sudden increase during COVID-19 was also paralleled by
higher rates of tics in individuals with pre-existing tic disorders (Robertson et al., 2020).

Evidence demonstrates the negative effects of lockdown on the mental health of children and
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young people (Newlove-Delgado et al., 2021). Young people with an existing mental health

condition and/or neurodevelopmental difficulties may be particularly vulnerable to the negative

mental health impact of COVID-19 through disruption in daily routines, social distancing from

peers, and family illness (Buts et al., 2022). Equally, the return to socialising and schooling

post-pandemic may have increased distress for neurodiverse youth.

Table 1.

Unique features of functional tics and shared features with typical tic disorders

Unique features of functional tics

Shared features with typical tic disorders

Acute and severe onset

Later age of onset (typically adolescence)

Female predominance

High frequency of complex tics

Lack of premonitory sensation or unusual
premonitory symptoms

Higher rates of self-injury
Increased functional impairment
Co-occurring FND symptoms

Often do not benefit from typical tic
medications

Suggestibility

Occur more in trunk and extremities

Co-occurring autism, ADHD, OCD, anxiety

May benefit from psychological intervention

Individuals with a pre-existing tic disorder
can later develop co-occurring functional
tics

Thought to be underpinned by similar neural
pathways

Premonitory urges can occur in both

Suppressibility

Occur more in the head, face and neck

Note. Information collated from multiple sources (Buts et al., 2022; McGuire et al., 2021;
Miiller-Vahl et al., 2022; Pringsheim et al., 2021; Ganos et al., 2019; Hull et al., 2021).
Abbreviations.  Attention deficit hyperactivity disorder ADHD, functional neurological
disorder FND, obsessive compulsive disorder OCD.



Figure 1.

Risk and maintaining factors in functional tics.
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Note. Figure reproduced from Functional Tics, by Hedderly et al. (2022) published on the FND
Guide website, sourced at https://neurosymptoms.org/en/symptoms/fnd-symptoms/functional-
tics/

Preliminary studies investigating the clinical characteristics of FTs suggest they
typically arise in the adolescent period and co-occurring anxiety, depression and undiagnosed
neurodevelopmental disorders are common (Heyman et al., 2021; Han et al., 2022; Pringsheim
et al., 2021; Buts et al., 2022). An international registry of 294 adolescents and young adults
with FTs indicates an 80% psychiatric comorbidity rate with anxiety being most common, and
a 24% prevalence rate of autism and 23% prevalence rate of ADHD (Martino et al., 2022).
Initial studies linked the increase in FTs to social media use, describing it as a ‘mass sociogenic

illness’ (Olvera et al., 2021; Miiller-Vahl et al., 2022; Frey et al., 2022) and some studies
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suggest an association between FMDs and COVID-19 infection or vaccination itself (Fung et

al., 2022).

Psychosocial stressors are postulated as precipitating factors for FT onset and FMDs
more broadly (Hull et al., 2021). Martino and colleagues’ (2022) international registry reported
an identified stressor in the month prior to FT onset in 64% of cases, including social stressors
(34%), pandemic-related stressors (28%), academic-related stressors (25%) and family-related
stressors (13%). Evidence suggests that tic disorders and functional symptoms have a
significant impact on family functioning, alongside lower child and parent quality of life
(Vermilion et al., 2020; McWilliams et al., 2016). Therefore, developing an understanding of
the nature of FTs and effective interventions is paramount to improving quality of life in this
population. In the UK, the National Health Service (NHS) offers free support to young people
through a tiered approach with each tier offering increasingly specialised services based on
level of need, from general practitioners (GPs) in tier one, to highly specialist child and

adolescent mental health services (CAMHS) in tier four (McDougall et al., 2008).

In the absence of guidelines concerning clinical management of FTs, the FND literature
emphasises the role of timely diagnosis and intervention (Vassilopoulos et al., 2022). As part
of the diagnostic process, an explanation which draws on the evidence base should be offered
to support families to understand the precipitating and maintaining factors underpinning
symptoms (Epsay et al., 2018). This is thought to reduce anxiety related to symptoms and
promote acceptance. As such, clinical experts emphasise the role of psychoeducation in FT
management (Malaty et al., 2022). Evidence indeed indicates the benefit of a FT
psychoeducation group in improving knowledge and confidence in FT management (Duncan
et al., 2024). Identification and treatment of co-occurring anxiety and depression is thought to

be a pathway to reduction in FTs (Pringsheim et al., 2023). Emerging evidence suggests
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cognitive behavioural interventions integrated with third-wave cognitive behavioural therapies
(CBT) improve daily living function in FTs (Maxwell et al., 2023). A case series suggests that
psychological therapy including cognitive behavioural techniques with metacognitive and
attention training can be effective in reducing tic severity and anxiety and improving mood and
quality of life in children with ‘tic attacks’ in Tourette syndrome (TS; Robinson & Hedderly,

2016).

Five studies to date have characterised the course and prognosis of young people
presenting with FTs, who following diagnosis had often received CBT for anxiety or depression
and/or antidepressant medication. In a Canadian sample of 20 adolescents and nine adults with
FTs, adolescents demonstrated significant reduction in motor and vocal tics, levels of
impairment and global severity scores six months post-diagnosis (Howlett et al., 2022). An
Italian sample of 11 adolescents diagnosed with FTs demonstrated a decrease in tic severity
and anxiety at 12 months follow-up, though depressive and obsessive-compulsive symptoms
did not significantly differ from baseline (Prato et al., 2023). An American sample of youth and
adults with FTs demonstrated a significant decrease in tic severity over a period of six to 12
months post-diagnosis (Nilles et al., 2024). Baseline tic severity and presence of additional
FND symptoms were associated with higher tic severity scores at six months. Findings suggest
that a younger age at diagnosis, receiving CBT for anxiety or depression and antidepressant
medication were associated with lower tic severity scores at 6 months follow up. Another
American paediatric sample found 79% of those with functional tics improved in tic severity
and overall functioning independent of co-occurring conditions, and tic-specific interventions
were not found to be superior to other psychological interventions (Tomczak et al., 2024). In a
different American sample of 29 paediatric patients with FTs, greater age and longer time to
diagnosis decreased the odds of improvement within one month of diagnosis (Mathew et al.,

2023).
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Qualitative research is a helpful method to develop an understanding of a population’s
needs and experiences of clinical services (Bradley et al., 2007). Exploring experiences of
young people and their parents in other functional symptom populations, such as nonepileptic
seizures (McWilliams et al., 2016; Hulgaard et al., 2020), highlighted that individuals
diagnosed with FND reported feeling misunderstood and dissatisfied with psychological
explanations for the disorder, experiences of stigma and self-stigma (Nielsen et al., 2020; Foley
et al., 2024). Young people diagnosed with non-epileptic seizures and their families reported
feeling misunderstood by health professionals, had difficulty coming to terms with the
diagnosis and found clinicians and education staff were unaware of how to support the young
person (McWilliams et al., 2016). A recent study examining mothers’ experiences of their
child’s FTs highlights the severity and intensity of FT symptoms, which have a significant
impact on family life, as well as reported difficulties accessing professional services and
support for FT management (Ludlow et al., 2024). Further research exploring child and parent
experiences of a paediatric FT diagnosis, symptoms, and treatment is necessary to improve

clinical services and outcomes for young people and their families.

Research Aims

The purpose of this qualitative study is to explore adolescents with FT and their parents’

experiences of a FT diagnosis. The research questions were as follows:

1) How do adolescents with FTs and their parents experience receiving a diagnosis of FTs,

including their experiences of pursuing the diagnosis and the impact of the diagnosis?

2) How do adolescents and their parents experience post-diagnostic support for FTs and/or

other co-occurring needs?
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Methods

Participants and recruitment

Purposive sampling was used to recruit adolescents with FTs and their parents through
Tourette’s Action, a UK-based charity for TS. Study details were advertised through the

Tourette’s Action website and associated social media pages (see Appendix A).

Inclusion criteria

Inclusion criteria for adolescents were a) aged between 12 and 18 years old, b) had
received a formal diagnosis of FTs, c) not experiencing suicidal ideation or engaging in self-
harm during study participation, d) live in the UK, and e) access to the internet and an electronic
device. Age limits were selected based on literature which suggests that FTs emerge in the
adolescent period (Heyman et al., 2021; Han et al., 2022; Pringsheim et al., 2021). No age
limits were applied for parents. All other inclusion criteria were also applied to parents of
eligible adolescents. If an adolescent consented to participate, their parent was not obligated to
participate and vice versa. Individuals with suicidal ideation and/or self-harm were excluded
from the study to minimise risk of harm, as discussing experiences of FTs could be distressing

for some.

Sample

Braun and Clarke (2012) recommend a sample size of 10-20 participants for a
qualitative doctorate project. Therefore, the intended sample size for the study was 15 to 20

participants, with aims to obtain an equal sample of adolescents and parents. A total of 23
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families registered interest in the study, of which eight parents (seven female, one male) and
seven female adolescents completed semi-structured interviews. Recruitment closed at a
sample size of 15 as data saturation was met. Figure two summarises participant attrition

through the process of recruitment.

Measures

Screening questionnaire

The screening questionnaire (see Appendix D) was designed by the research team and
collected data to establish identity of the recipient (parent or adolescent), whether they met
inclusion criteria (age and diagnosis), consent to be contacted and email address and telephone

number.

Demographic questionnaire

The demographic questionnaire was developed for the purpose of the study with
separate questionnaires developed for parents and adolescents over the age of 16 years (see
Appendix E). The questionnaires captured data pertaining to age of the child, identified gender
and ethnicity, information regarding the child’s FT diagnosis and any comorbidities, as well as
establishing any self-harm and suicidal ideation. GP contact details were also collected in the

instance of risk concerns arising during study participation.
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Figure 2.

Participant recruitment
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Semi-structured interview

Semi-structured interview schedules (see Appendix F) were developed by the research
team, using published examples of interview schedules exploring experiences of a diagnosis in
the paediatric FND domain as a template (for example, McWilliams et al., 2016).
Bronfenbrenner’s social ecological model (1977) and relational recovery frameworks (Wyder
& Bland, 2014; Price-Robertson, Obradovic & Morgan, 2016) were used to guide development
of separate parent and adolescent interview schedules. The research team comprised a trainee

clinical psychologist and four qualified clinical psychologists, three of which had significant
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experience working with young people with FTs. Draft interview schedules were developed
further in consultation with two young people diagnosed with FTs and their parents from a
paediatric hospital in London, who offered feedback on interview schedules and ideas for
improvement (discussed further in Part 3 of the thesis). The interview schedule included
exploration of adolescent and parent journeys to obtaining a FTs diagnosis including how they
experienced and understood the diagnosis, the impact of FTs on the adolescent and the family,
triggers and support strategies for FTs and experiences of any post-diagnostic support for FTs

and/or comorbidities.

Procedure

The study advert on the Tourette’s Action website and social media pages provided a
link and QR code to an online screening questionnaire which potential participants could use
to access study information sheets (see Appendix B) and register interest in the study. To do so,
they were required to provide their contact details and provide consent to be contacted by the
research team for study purposes through the screening questionnaire. The lead researcher’s
email address was included in the study advert as an alternative method to register interest and
ask any questions about the study. Participants who registered interest via email were emailed
information sheets. Potential participants who met inclusion criteria, as assessed via the
screening questionnaire were contacted via telephone or email to discuss participation and were
given the opportunity to ask any questions. Once their queries had been answered they were

invited to complete an electronic consent and/or assent form (see Appendix C).

Following informed consent and/or assent, participants were contacted via telephone to
complete the demographic questionnaire. Parents completed the telephone demographic

questionnaire on behalf of children under the age of 16 years or if their child was over the age
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of 16 years but was not participating in the study. Adolescent participants over the age of 16
completed the telephone demographic questionnaire with the lead researcher. Once the
demographic questionnaire was complete and if participants were still eligible and happy to

participate, the interviews were scheduled.

Interviews were conducted virtually using secure UCL domains on Microsoft Teams
and lasted between 45 and 90 minutes. Participants were interviewed separately. All interviews
were audio recorded and transcribed for analysis, with identifiable information redacted during
transcription to preserve anonymity. At the end of the interview, participants were given the

opportunity to share any relevant experiences not yet discussed and to ask any questions.

Data Analysis

Thematic Analysis

Thematic Analysis is a qualitative method of analysis which allows for generation of
patterns of shared meaning across a dataset, otherwise known as themes (Braun & Clarke,
2006, 2012). The method allows for a greater sample size when compared to other techniques
such as Interpretative Phenomenological Analysis (Smith et al., 2022). Thematic Analysis is
noted to be a theoretically flexible approach and can be used to answer a range of research
questions (Braun & Clarke, 2019). An inductive, reflexive Thematic Analysis was chosen to
analyse study data, to allow for exploration of participant perceptions and sense-making whilst

staying as close as possible to meanings in the data.

Data analysis was performed using the six-step iterative framework outlined for

Thematic Analysis (see Braun & Clarke, 2006, 2012), namely familiarisation, coding,
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searching for themes, reviewing themes, defining and naming themes and writing up. N-Vivo

14 was used to support analysis.

Data credibility and reflexivity

Developments in Thematic Analysis have recognised the role of the researcher in
knowledge production (Braun & Clarke, 2019). A reflexive approach to Thematic Analysis was
therefore utilised to support awareness of the researcher’s personal and theoretical assumptions
which can impact data collection and analysis. To support this process a reflective journal was
kept by the lead researcher during data collection and analysis to aid transparency of their own
theoretical position and assumptions. This facilitated reflection on thoughts and feelings which
emerged during data collection and awareness of biases which impact what is given attention
in the analytic process. In turn, this facilitated changes in interview approach, as well as

consideration of alternative interpretations.

To manage researcher bias, three of the 15 transcripts were independently coded by
another member of the research team. Similarities and differences in coding were discussed to
support reflexivity and to consider alternative perspectives and additional codes. Codes and
initial generated themes were discussed within the research team to support querying of the
lead researcher’s assumptions and allowed for alternative interpretations of the data. This
facilitated further consolidation and definition of themes, including reorganisation of themes.

Reflexivity is covered in greater detail in part 3 of the thesis.
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Ethical Approval

Ethical approval was obtained from the University College London (UCL) research
ethics committee (UCL Ethics Project ID Number: 24255/001; see Appendix G for evidence

of ethical approval).

Results

Participants

Eight parents participated in the study, of which seven were mothers and one was a
father. All adolescents with FTs identified as female, were White British and were aged between
12 and 18 years old (mean age of 15.2 years). Participant information is provided in Table 2.
Names were pseudonymised rather than anonymised to facilitate a more personal reading of

the findings, whilst preserving confidentiality.

Themes

Analysis of interview transcripts resulted in generation of four themes, each comprising
three to four subthemes. An example of a coded transcript extract and codes comprising a
subtheme can be found in Appendix H and I, respectively. A thematic map is presented in

Figure 3.
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Table 2.

Participant characteristics.

Parent Adolescent’s Adolescent’s Pre- FTs Diagnosis Concurrent ~ Subsequent  Additional information
name name gender, age, existing diagnosis  provider diagnoses diagnoses
and diagnoses  date received received
ethnicity
Wendy Laura F, 18, White Dyslexia, 2022 Consultant TS Autism, Waited a year for a
British depression, Psychiatrist ADHD diagnosis - confirmed in
anxiety NHS being writing
assessed.
Angela Christine F, 16, White None 2022 Consultant None None Waited a year for a
British Neurologist diagnosis - confirmed in
Private writing. Doesn’t wish to
pursue other diagnoses.
Jacob Sophie F, 15, White  Anxiety 2022 Clinical TS None Waited 2  weeks for
British Psychologist CAMHS support. Onset of
NHS FTs 7-8 months following
symptoms of TS tics
Brooke Abi F, 17, White  Autism 2022 Clinical None None 3 months wait for support.
British Psychologist Tic onset 7 months prior to
and diagnosis. Assessed and
Psychiatrist diagnosed same day. offered
NHS a follow up session to

discuss in more depth.

80



Parent Adolescent’s Adolescent’s Pre- FTs Diagnosis Concurrent ~ Subsequent  Additional information
name name gender, age, existing diagnosis  provider diagnoses diagnoses
and diagnoses  date received received
ethnicity
Kelly [Holly] F, 12, White ADHD, 2021 Psychiatrist ~ None Autism 3-4 week wait for support.
British TS and Clinical Assessed and diagnosed in
Psychologist one day
Private
Ella Jo F, 17, White Prior ED, 2023 Consultant FND (NES, None Seizure onset before FT
British anxiety, Neurologist  dissociative onset. Sought support from
depression, Private disorder) GP and attended A&E twice
PTSD before seeing a neurologist.
Shelly Emma F, 14, White TS 2022 Neurologist GAD, OCD, None 4 months between FT onset
British Private NES and  diagnosis.  Verbal
diagnosis. Has been waiting
for CBT for a year and a half
on the NHS.
Hannah  [Mary] F, 14, White None 2021 Community  None Autism, 3 months between FT onset
British Paediatrician Irlen and diagnosis which was
NHS syndrome confirmed in writing.
[Aaliyah] Rachel F, 14, White NES 2022 Consultant PTSD. None 3 months wait for support.
British Private NES started a month before

FTs and were diagnosed a
few months before FTs.

Note. Parents and adolescents are grouped by family and names are pseudonymised. Square brackets denote a name of a parent or adolescent
within a family who did not participate. Abbreviations. Attention deficit hyperactivity disorder ADHD, accident and emergency A&E, child and
adolescent mental health services CAMHS, cognitive behavioural therapy CBT, eating disorder ED, female F, functional neurological disorder
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FND, functional tics FT5, general anxiety disorder GAD, general practitioner GP, non-epileptic seizures NES, national health service NHS,
obsessive compulsive disorder OCD, post-traumatic stress disorder P7SD, Tourette syndrome 7.
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Figure 3.

Thematic map
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Notations were used in presentation of quotations:

Omission of material

Speech emphasis

Anonymised or explanatory information

Name and participant type

Non-verbal communication

Theme 1: Blamed, disbelieved, discounted

[...]

underlined

[clinic name], [functional tics]

[Wendy, parent]

*exhales*

This theme explores experiences of feeling blamed, disbelieved, and discounted by

professionals whilst seeking support for functional tics, particularly when functional tics

started.

1.1 Not listened to

The sudden and explosive onset of FTs were confusing and frightening for families.

Acute care was often their initial contact with services due to rapid symptom escalation.

Families expressed difficulties with symptoms being acknowledged, whilst not feeling listened

to or believed by professionals. This was a barrier to timely support such as onward referrals.

“It was really frustrating that we felt that nobody was taking it seriously [...] she also felt

frustrated because I think she felt not believed.” (Ella, parent)

Some parents suggested that FTs may have arisen out of pre-existing needs not being

understood earlier.
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“Had somebody listened when I started asking for help then maybe we wouldn't have got to
the FTs [...] I think because she was autistic and nobody noticed. I think that's the crux of the

situation” (Wendy, parent)

The unpredictable nature of FTs, lack of understanding of the condition and how to

manage symptoms contributed to feelings of fear and lack of control.

“It kept getting progressively worse and worse and worse to the point I'd have to call on 111
because I got myself so stressed out, because I didn’t know what was going on and it

wouldn’t stop.” (Christine, adolescent)

1.2 Felt to blame and seen as the problem

When symptoms started, parents felt blamed by professionals for FTs symptoms.

“I was always made to feel that somehow, it was our fault [...] that we were pandering to her
and that we were making it worse. [...] They were quite accusatory. It was almost about
‘What's going on at home?’. You know, ‘she's got bruises. What's the bruises?’. She's

punching walls and she's hitting herself, that's why she's got bruises.” (Wendy, parent)

Young people felt blamed for their tics and seen as the problem. They suggested that

people perceived FTs as controllable.

“School were vilifying her tics [ ...] they handled it very much like this is a problem [...] I
said to the school I did not want Christine being described as abusive at all. Because she had

no control over what she was saying.”” (Angela, parent)
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1.3 It’s all in your head

Dominant explanations for FTs, such as being psychological in nature and TikTok
causing tics, were felt to invalidate symptom severity, contributing to the belief that adolescents
were ‘faking it’ for attention. The transient and, for some, suppressible nature of FTs was
thought to perpetuate this belief, with people needing to ‘see it to believe it’. Adolescents

expressed feeling disbelieved which was internalised, resulting in self-doubt.

“And I think people then go, ‘oh but you re faking it because you got it off that person

online’” (Abi, adolescent)

[Strangers yell] “and imply I'm faking it because I'd be in a wheelchair one week and then

not the next” (Sophie, adolescent)

Psychological explanations were experienced as dismissive and blaming which did not
acknowledge the physical reality and severity of FTs. Families felt FTs were not seen as severe
as medical or neurological conditions and this impacted support availability and accessibility.
Rapid medical investigations were offered when professionals were concerned that symptoms

could have a neurological cause.

“I would like to think professionals would have an understanding that it is a medical
condition. [...] If she had a physical disability with her leg chopped off [...] it's a bit more

obvious ” (Ella, parent)

“Because I have a long history of mental health, that any problems [...] it’s put down
to anxiety. [...] When you get told it time after time you just think, what on Earth is wrong

with me?” (Jo, adolescent)

86



Theme 2: Fighting for help

2.1 Needing to be forceful, yet calm to get support

Families described having to fight to be seen by professionals to be assessed for FTs,

and to access post-diagnostic support.

“Like banging your head against a brick wall [...] we have had to fight for every bit of help

that we've had *tears up*” (Wendy, parent)

Difficulties accessing services, particularly when symptoms started, resulted in high
expressed emotion. This had negative consequences and parents found they had to present as
calm and articulate to access support. Parents needed to advocate for their child’s rights, for
example when they lacked support at school. Some underwent courses to understand and

advocate for their child’s rights.

“I know that people get persistent and vindictive complainer logged against their name, and

I'm certain that everybody has that against my name.” (Hannah, parent)

“If we go up there screaming and shouting to the odds, that gives them a reason. So we need

to do it in a very sensible and calm manner.”” (Angela, parent)

2.2 What are we supposed to do?

The FTs diagnosis was a relief for some, as it gave clarity to a previously undiagnosed
set of symptoms. The diagnosis held different functions for families, such as providing an
understanding, normalising experiences, and offering a framework to explain the adolescent’s
needs. The diagnosis held less meaning for some as they had already researched FTs and the

diagnosis did not offer additional information.
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“It made me feel like I'm not going crazy” (Jo, adolescent)

“Because we’d kind of already had to look into that and we’d already contacted lots of

people I kind of already roughly knew” (Christine, adolescent)

The explanation of FTs made sense to many, often bolstered by families’ pre-existing
knowledge of mental health difficulties. However, some families conducted post-diagnostic

research to understand FTs, as an explanation was not given or was insufficient.

“The letter didn't really change anything at all, except just give it that name” (Hannah,

parent)

“I remember I googled it when I got home [ ...]it kind of explained it in a bit more detail”

(Rachel, adolescent)

Adolescents were often discharged at the point of diagnosis, without follow-up support.
The primary means of professional support was signposting to resources, typically regarding

neurodiversity and anxiety rather than FTs.

“The specifics about FTs felt quite light on the ground” (Kelly, parent)

Families needed help in understanding triggers for FTs and developing support
strategies. Whilst trying to find suitable support services, parents provided support instinctually
without knowing whether strategies were effective. Families found their own understanding of

FTs through their own research and lived experience.

“What do we do when we're in crisis? When we're right in the middle of it. When it's two
o'clock in the morning and she's punching walls [...] I've learned to make decisions based on

what I think is the right thing for her, with my gut instinct” (Wendy, parent)
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Tourette’s Action was a critical resource in learning about FTs, feeling understood,

locating suitable support and school liaison to promote professional understanding.

“It was the first time [ felt anybody understood what we were going through” (Angela,

parent)

2.3 Family stress and isolation

Navigating FTs with minimal understanding of the condition, whilst fighting for

support placed a significant strain on the family and dominated parents’ lives.

[Fighting for help] “brings a lot of strain on the family, makes everyone very uptight. [ ...]
1t’s very difficult to be that loving family when everyone's very stressed all the time.” (Abi,

adolescent)

“I was so wrapped up in what was going on [ ...] I spent my entire time trying to find

somebody who knew anything about this” (Wendy, parent)

Families described isolation from the outside world, needing to stay at home due to
FTs. Adolescents became dependent on parents and the carer role dominated parents’ lives,

with parents not looking after their own needs.

“I think it takes so much bandwidth and effort to be the carer for someone with FTs that I

never really prioritised caring for myself” (Kelly, parent)

FTs impacted the wellbeing of the whole family. They were unable to access activities

they previously enjoyed and had limited contact with others.

“It possibly made [husband and youngest child] at times feel very isolated because the focus

has been very much [with child]. I think its impacted on all of us” (Angela, parent)
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“It took away everything that I loved doing to keep myself... in a good place” (Laura,

adolescent)

Many avoided going out in public. Several adolescents feared ticking in front of others,
which was compounded by stigma and misunderstanding. Others avoided going out due to

environmental triggers for tics.

“Anywhere you 're supposed to be quiet, feel apprehensive about going [...] going out in
public sucks. I have to, like, psych myself up for it. [...] You get parents pulling their kids
away from you. You get people whispering about you and laughing about you” (Abi,

adolescent)

2.4 Lack of timely and specialist support — passed around

Many families sought private care due to long waitlists for NHS support. Families who
readily accessed specialist NHS or private support described themselves as fortunate given the

scarcity of knowledgeable services for FTs.

“We were just one of the lucky ones that did manage to get in on that clinic after three

months [...] I know apart from that there is virtually nothing” (Brooke, parent)

Long waitlists resulted in an escalation in psychological distress and tic severity for

many. They expressed needing to be in crisis or possess a FT diagnosis to access support.

“I was never really fussed about it or wanted [the diagnosis] in the first place, but [...]
school weren't going to actually help me or be of any use until they got that sorted”

(Christine, adolescent)
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Local NHS services lacked an understanding of FTs. Families felt disheartened by the

lack of advice and available support which delayed access.

“If when we'd gone to the GP and the GP had said ‘talk to these people’ we would have been

in that direction a lot, lot earlier” (Angela, parent)

Families had difficulty finding appropriate services before and after the diagnosis, as
adolescents were not deemed appropriate for CAMHS, or CAMHS lacked knowledge of FTs.
They contended with receiving conflicting messages from professionals regarding symptom
management. Other families accessed CAMHS quickly or were already under CAMHS when
diagnosed. Some were pleased with CAMHS support for FTs whereas others felt more

specialist or intensive input was required.

“The initial group of doctors didn't really have much of a clue, but as soon as it was passed
on to CAMHS, it sorted out fairly quickly. It was difficult at first because we were sort of
being encouraged to tell her to fight it and try to, and that was very uncomfortable for her”

(Jacob, parent)

Services were deemed disjointed, and some described falling in the gap between mental
health and physical health services, with services ‘passing the buck’ and making onward

referrals (Hardwick, 1991).

“I was very upset afterwards because I was kind of like... after all this time waiting, just to be
told... *sighs* got like another, we've got to refer you here. [...] It was just bit of a shambles

really. And I just came out really sort of like ‘ohh what a waste of time’.” (Jo, adolescent)
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Theme 3: Professional and community support

3.1 The importance of psychological support

Psychological support clarified the link between psychological wellbeing and tics in a
way that considered adolescent’s additional needs. This helped families to understand and

manage the underlying causes, contributors, and triggers for tics, such as autism-related stress.

[The therapist] “who we saw agreed a lot of it is to do with the trauma of what happened at

school and then the anxiety on top of it”” (Brooke, parent)

“It gave us our answer that that stress of COVID had triggered it off.” (Shelly, parent)

Psychological support helped families live with FTs through development of
personalised strategies such as environmental adaptations. This included distraction techniques
and emotion regulation strategies, as well as changing parental responses to tics. Anxiety
medication was helpful for many adolescents. Supporting families to cope with tics improved
confidence and reduced tic-related anxiety. Psychological intervention such as trauma-focused
therapy and CBT for anxiety was also helpful, both for psychological needs thought to cause
FTs and psychological needs resulting from FTs. Adolescents also benefited from alternative

mind-body interventions or relaxing activities such as reiki, yoga, and Forest school.

“We understood that we were somehow making it worse by our anxiety and by our trying to

protect her” (Wendy, parent)

“We're trying to work with her on teaching her to self-regulate, like building Lego or doing
some mindfulness colouring [...] encouraging her to identify when she's starting to feel
anxious and doing something to kind of help that. She's also on anti-anxiety medicine and 1

think that's probably made a big difference” (Kelly, parent)
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3.2 A need for system level change

A limited understanding of FTs was reported across levels of interaction, from one-to-
one conversations to school policies. Subsequently adolescents experienced increased anxiety

in public and school avoidance.

“A boy came up to me and said, ‘are you crippled?’ and then walked away. So, I was a bit

anxious about just being there” (Emma, adolescent)

[Teachers said] “ ‘The girl in the wheelchair doesn't want you to be making fun of

her’ in front of a whole assembly. It made me quite embarrassed” (Sophie, adolescent)

Limited understanding resulted in discrimination, such as adolescents being removed
from classes and not being allowed to present peer psychoeducation on FTs. Families felt that
the onus was on the young person to change their behaviour, rather than the system around

them changing.

“Don’t decide to take them out of lessons because they're struggling. Help and educate

people before”. (Christine, adolescent)

“I threatened legal action against [school] because I thought it was discrimination. [...] I
think a lot of the stress was caused by people not understanding. [...] There’s a tendency to
treat a child like a disruptive child as opposed to thinking, what can we do in this situation? ”

(Angela, parent)

As part of the diagnosis, an explanation for FTs offered a framework to share and
explain the child’s needs, which was needed to educate others on FTs given a scarcity of
information available. This placed additional responsibility on families. An increased
understanding of FTs was deemed essential to improving quality of life, through reducing
stigma and increasing awareness of triggers to support tic management.
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“It gave us a solid ground to explain to people, this is the situation, this is what's happened,

this is why it's happened” (Angela, parent)

The diagnosis and explanation of FTs facilitated adaptations and improved support for
adolescents, particularly at school. For example, teachers were aware of their needs and triggers
and managed these in the classroom, such as through adapting their approach or having one-
to-one support. Adolescents could leave the classroom and have access to quiet spaces in

school.

“There was a helper teacher in the classroom and if I told her that I felt something coming on

we would go into a different room” (Emma, adolescent)

3.3 Peer support and the power of lived experience

Many participants spoke of the importance of online representation of FTs, and

reflected on how representation of TS in the media has been helpful in improving awareness.

“I think it's got a lot easier since Lewis Capaldi, you know, announced about his cos now

[...] everybody is talking about Tourette's” (Brooke, parent)

Though young people noted that viewing videos of tics can trigger their own tics, they
discussed how representation of lived experience online helps to demonstrate what it is like to
have FTs and how to manage them. This helped adolescents feel less alone. Several
acknowledged the presence of inaccurate portrayals of FTs in the media and called for accurate
and positive portrayals to improve FTs awareness. Parents discussed how online groups
developed their knowledge of FTs and support strategies. Some families moderated their
exposure to online groups as they found content could be negative and disheartening. Listening
to lived experience was thought to be an important element of improving the knowledge base
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of FTs, with advice by families with lived experience at times thought to supersede professional

advice.

“I've found out a lot more information through social media groups than through our

community paediatrics” (Hannah, parent)

Tourette’s Action was deemed vital in families finding resources and peer support and
some adolescents had accessed tic support groups. Peer support helped families feel part of

community where they felt understood and connected, in turn supporting wellbeing.

[Peer support] “helped me feel so much better about myself [ ...] You don't have to explain

[tics] to anyone because everyone knows, that they do the same” (Sophie, adolescent)

Theme 4: Changes in identity and relationships

4.1 Functional tics are a part of me

FTs were often accompanied by other diagnoses given either before, concurrently, or

after FTs.

“I think it helped me realise a lot of things I was struggling with [...] I think it's made me

aware of actually other things going on.” (Christine, adolescent)

An ongoing process was described, of understanding how different aspects of a young
person’s presentation fit together and interact. For instance, some families understood that
underlying neurodiversity had contributed to FT onset and aspects of neurodiversity, such as

sensory sensitivities, were triggers for tics.
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“Being autistic in a non-autistic world creates a lot of anxiety for her. And it's that
anxiety when it reaches a certain point that then triggers the FTs. And so that's the

connection” (Kelly, parent)

Families reported that some professionals did not take a holistic approach. Rather, they
described a process of diagnostic overshadowing whereby professionals would focus on the
adolescent’s co-occurring diagnoses or solely focus on FTs, without considering the interaction

between needs. This was seen as a barrier to providing effective support.

“I think sometimes people forget that I'm autistic on top of the tics. And forget that
[...] the trauma was caused by me being autistic which kind of makes the tics even worse.

[...] I went through something traumatic because of my disability and it then caused another

disability. And this new disability is causing more trauma” (Abi, adolescent)

Others described difficulty understanding the difference between their diagnoses, for
example how FTs differ from a co-occurring diagnosis of TS. This seemed related to

explanations offered by professionals.

“They talked more on the Tourette's bit, not really about FTs, and I'm not sure if FTs is a

part of FND or it is FND” (Emma, adolescent)

4.2 Tourette’s identity

TS was thought to dominate online representation and public knowledge of tics. Some
families felt understood in the TS community, though for others, the FTs diagnosis made them
feel different from the TS community. People often misidentified adolescents as having TS

which felt invalidating.
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“I started telling people that it was just Tourette's because that was easier, people know what

Tourette's is rather than FTs” (Laura, adolescent)

Some participants thought that adolescents were being misdiagnosed with TS instead

of FTs, which perpetuated feelings of isolation.

“Anyone who applies to [FTs] criteria, aren’t getting a FTs diagnosis at the moment. Which
is understandable because it's kind of new [...] but also really infuriating because it gives

you very few people to talk to” (Abi, adolescent)

4.3 Changes in self and relationships

FTs impacted identity as adolescents grieved aspects of their identity and typical

adolescent milestones were disrupted.

“She's missed out all that going to house parties and all that stuff that you do between 15 and

18" (Wendy, parent)

Initially, adolescents felt less confident due to FTs, as they struggled with behaving in

uncontrollable ways that often contrasted with their personhood.

“I know what my morals are and I'm not rude to people. So when that happens it's so

difficult and it's so embarrassing” (Jo, adolescent)

Many described feeling different and isolated from peers. They feared ticking in front

of them as this highlighted difference. To manage this, some could suppress tics.

“If [ was in class and I really needed to tic, 1'd get really anxious about what everyone would

think. And now it's kind of come natural to me that I suppress it” (Emma, adolescent)
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Young people described an ongoing process of adjustment to FTs as indicated by
positive appraisals, such as feeling more confident because of them. Parents and friends
demonstrated changes in values and qualities over time such as empathy and advocacy for
children with additional needs. Amidst loss of friendships, other relationships and family bonds
strengthened which was a coping resource. Some families described finding a new purpose

because of FTs which improved confidence and independence.

“It also probably makes us all more empathetic. I'm always amazed by her brother and
sister, rather than seeming to resent her for them or anything, they're just protective of her”

(Kelly, parent)

“I've got a lot more confidence because I have to be quite outgoing. When you've got tics,
you can't be the quiet kid in the corner anymore! [...] There's a part of me that I do really
like, that has come from the fact that I've just had to be stronger [...] Like I can still be the

person [ wanted to be, I'm just not gonna be doing the stuff [ wanted to do. And that changed

things for me” (Abi, adolescent)

4.4 Coping and responses to tics

Families described many ways in which they coped and adjusted to FTs. This included
offering practical and emotional support to one another. FTs were described as light relief at

times, facilitating moments of humour for families which supported coping.

[Vocal tics] “didn't really sound like her, it was slightly different. So, we ended up naming
the tics ‘Adam’ [...] - it was our way. Because at that point we were still right in the middle
of this absolute trauma of not knowing what was going on [...] ‘Adam’ gave us some light

relief because ‘Adam’ was funny” (Wendy, parent)
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Adolescents often stated a preference for responses to tics, such as others ignoring them
or laughing at humorous tics. Feeling accepted and safe by others appeared to promote
adjustment to FTs and wellbeing. Safety was facilitated in many ways and was unique to the

person but included others treating them as the same person and listening to their views.

“Just give them time. Listen to them and try to meet their needs, but as much as possible treat

them, treat them as the same person, just the person, not the disorder.” (Jacob, parent)

[Friends] “didn’t treat me differently at all. It was just like I was the same. [...] They kind of

Jjust laughed along and join in and not make me feel so like, different” (Rachel, adolescent).

Discussion

The current study explores adolescent and parent experiences of a FTs diagnosis and
post-diagnostic support. This is the first known paper to qualitatively explore both parent and
adolescent experiences of a FTs diagnosis and post-diagnostic support. Families frequently
described a challenging journey to receiving a FTs diagnosis, with many pursuing private
assessment and intervention due to long waiting times and scarce NHS resources. They
portrayed an isolated experience of fighting for help in the context of feeling invalidated by
professionals, whilst navigating an unknown and frightening set of symptoms. This
exacerbated distress for the whole family. Services were often described as not set up to cater
for the holistic needs of affected adolescents, however there was variability in experiences of
post-diagnostic support. These findings are consistent with Ludlow and colleagues’ (2024)
qualitative study with mothers of children with FTs. The current study extends upon these
findings through including adolescent perspectives and exploring experiences beyond the acute
phase of FTs. This includes experiences of post-diagnostic support and processes that

facilitated adjustment to the diagnosis.
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The clinical features of FTs here are in line with existing literature, such as sudden and
complex onset, complex functional coprolalia and self-injury and functional limitations
associated with FTs. All adolescents presented with FTs during or in the aftermath of the
COVID-19 pandemic. This bolsters evidence for the role of pandemic-related stress in FT
development (Hull et al., 2021; Heyman et al., 2021). It is important to consider the variation
in co-occurring diagnoses within the current sample. Many adolescents had a co-occurring
diagnosis of autism and highlighted the role of neurodiversity in their understanding of FTs,
such as stress related to the transition back to school post-pandemic. Literature suggests that
neurodevelopmental disorders are a risk factor for the development of FTs (Han et al., 2022)
and several families understood FTs as a manifestation of cumulative stress resulting from
unrecognised autism. A smaller proportion of the adolescent sample presented with co-
occurring FND symptoms, typically coupled with psychological needs such as post-traumatic
stress disorder, rather than a neurodevelopmental disorder. A third subset presented with pre-
existing TS in the absence of other neurodevelopmental conditions or FND symptoms. This
could suggest different subgroups with different pathways to FTs, all likely underpinned by
diverse anxiety-provoking events (Ludlow et al., 2024). Different pathways to FTs would have
important implications for clinical practice, as targets for intervention may differ due to
different underlying psychological processes. Randomised controlled trials are required to
develop an understanding of effective interventions for FTs and potential adaptations

dependent on co-occurring needs.

This study suggests a lack of awareness of FTs has widespread clinical implications,
impacting service provision, duration of symptoms prior to diagnosis and availability and
suitability of support. This seemingly impacted the extent of and satisfaction with provided
explanations of FTs offered at diagnosis (subtheme 2.2), with some families having a reduced

understanding of FTs and its relation to co-occurring diagnoses (subtheme 4.1). This is
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particularly important given that psychoeducation is recommended as an initial intervention
for TDs (Andrén et al., 2022; Duncan et al., 2024). Families were subjected to stigma related
to FTs throughout their diagnostic journey and beyond (subthemes 1.3, 2.3, 3.2). Negative
attitudes surrounding FTs and its psychological nature appear underpinned by lack of
knowledge on the condition, resulting in disparities in healthcare access, instances of
institutional discrimination and relationship difficulties, with families feeling that they needed
to fight for help (theme 2). This mirrors healthcare experiences in FND, where diagnosed youth
are subject to negative attitudes and iatrogenic harm (Kozlowska et al., 2021). Lack of
knowledge and misconceptions about TS, such as its controllability, have been found to
contribute to stigma in TS which is enacted at the structural level, such as discrimination in
education (Cutler et al., 2009; Smith et al., 2015; Malli & Forrester-Jones, 2022). Experiences
of education-based discrimination was also reported here (subtheme 3.2). The current study
suggests that FTs are conceptualised by others as psychological (subtheme 1.3) and therefore
affected youth may be at risk of double discrimination, as evidence suggests psychiatric
conditions and TS are two highly stigmatised conditions in youth (Kaushik et al., 2016; Pring

et al., 2023).

Variations in professional and community support were evident, whereby some families
had contact with physical health services more readily, as well as secondary and tertiary care
services such as specialist tic disorder services or CAMHS (subthemes 1.3, 2.4). Other families
described difficulties being accepted by services due to not meeting referral criteria and fell in
the gap between physical and psychological services. A vicious cycle has been previously
described where services make onward referrals due to uncertainty of how to support
individuals with FND (Barnett et al., 2020). This is of particular concern given that in the
current study, absence of support resulted in greater levels of distress, tic-related impairment,

and burden on families.
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Disparities in service access could be explained by the intersecting identities of youth
in the current example. For example, youth previously known to services for pre-existing
psychological concerns may be particularly vulnerable to mental health discrimination, with
their symptoms dismissed as ‘just anxiety’, rather than having access to medical examinations
(Hale, 2024). An absence of holistic care was described particularly prior to the diagnosis, as
evidenced by dualism, splitting of physical and psychological needs, absence of mind-body
links and diagnostic overshadowing (subtheme 4.1). This was experienced as invalidating by
many families and was a barrier to effective care provision. The treatment gap between physical
and mental healthcare is well established and there have been calls for integrated care within
the NHS (Mitchell et al., 2017; Naylor, 2016). Emerging evidence suggests that integrated
multidisciplinary treatment is effective in improving quality of life and functioning in adults
with FMDs (Palmer et al., 2023). Thus, the clinical implications of this study include a need to
develop specialist services with multidisciplinary input, to streamline service access for

families and provide targeted, effective support more readily.

The current study presents journeys of families impacted by FTs, from a place of fear
and uncertainty to adjustment and acceptance. Psychological support appeared to be paramount
to this process, in supporting an understanding of FTs, its relationship to anxiety and other co-
occurring needs (subtheme 3.1). Support also offered an understanding of triggers for FTs and
support strategies. Interventions were offered both to improve psychological wellbeing and
management of tics and varied in focus and modality. Extant literature suggests psychological
support for youth with tic disorders promotes acceptance and a sense of control, including the
ability to manage tics (Smith et al., 2016). The current study also suggests that psychological
intervention supported adjustment to the FTs diagnosis, including acceptance of lifestyle
changes, changes to identity and appreciation of positive change (Theme 4). Young people also

benefitted from alternative forms of support, such as reiki and anxiety medication.
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Families discussed the importance of social support and representation of FTs to
promote connectedness and belonging, factors which are protective of psychological wellbeing
(subtheme 3.3; Haim-Litevsky et al., 2023). Families noted the predominance of TS in public
understanding of tics as well as support available, including peer support. The TS community
was described as a place of belonging for some, but for others perpetuated feelings of isolation
and difference as they did not identify as part of the community (subtheme 4.2). The negative
consequences of not belonging within existing groups has been explored in bisexual youth,
who report not feeling accepted within homosexual and heterosexual communities and have
reduced access to positive representation which impacts wellbeing (Dunlop et al., 2022).
Families expressed a belief that youth presenting with sudden-onset tics were being
misdiagnosed with TS, which has been indicated elsewhere (Zea Vera et al., 2022).
Misdiagnosis not only reflects and limits professional exposure and knowledge of FTs, but
compounds feelings of isolation for individuals with FTs. Improving awareness of FTs and
reducing rates of misdiagnosis was considered important in improving positive representation
of FTs, reducing stigma and improving the quality of life for people impacted by FTs. An
important implication of this study is a need to increase professional awareness of FTs to

provide timely, valid and effective assessment and post-diagnostic support.

Families felt an increased awareness of FTs should comprise wider-level system
change, promoting an environment which is adaptive and inclusive of youth with FTs
(subtheme 3.2). Adolescents stressed the importance of online representation as part of this
(subtheme 3.3). The use of public awareness campaigns and psychoeducation to target stigma
has had mixed results both for mental health and TS, whereby psychoeducation can improve
knowledge and positive attitudes in healthcare and education settings though may have less
impact when targeting public education levels (Nussey et al., 2014; Stuart, 2016; Waqas et al.,

2020; Carrara et al., 2021). Similarly, concerns have been raised that representation of FTs
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online could increase misperceptions (Nilles et al., 2022; Conte et al., 2020). Further research
is required to understand the complex relationship between exposure and psychoeducation with

stigma and behaviour change in FTs.

Limitations

Sampling and recruitment procedures may have biased study findings. Participants
were required to initiate interest in the study; thus, it is possible that families with more
challenging healthcare experiences related to FTs were motivated to participate. Efforts were
made during the interview process to allow for both positive and negative experiences of FTs
to be explored, however findings may not fully represent the spectrum of experiences in
healthcare experiences for FTs. Similar findings were found in a recent study (Ludlow et al.,
2024), which suggests difficulties establishing support for FTs is a pervasive issue that can

affect some individuals more extensively than others.

This study explored experiences of functional tics from the perspectives of parents and
adolescents which allowed for potential differences in their experiences to be shared. However,
it was decided to combine data from parents and adolescents in one qualitative analysis as
similar themes were found across the entire sample. It is important to acknowledge that analysis
and subsequent themes would have likely varied if only adolescents or parents were
interviewed or if the samples were analysed separately. Studies focusing solely on adolescent

experiences of functional tics may give a stronger emphasis to their unique experience.

The current study underrepresents experiences of FTs in gender and ethnic minority
groups. All adolescent participants identified as White British and female. Though emerging

evidence suggests a predominance of FTs in White British adolescents (94% female and 79%
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White; Buts et al., 2022) an absence of diversity in this sample is somewhat surprising.
Research suggests high rates of functional disorders are found among gender diverse people,
with recent prospective studies suggesting 25% to 45% of youth and adults with FTs identify
as transgender or non-binary (Lerario et al., 2023; Nilles et al., 2024; Tomczak et al., 2024). As
minority groups experience higher rates of healthcare discrimination and disparities in the UK,
this could serve as a barrier to study participation as well as help-seeking for FTs (Ayhan et al.,
2020; Bentley, 2020). Further research examining the role of minority identities on experiences

of FTs would be of benefit for improving clinical services.

The researcher’s positioning likely influenced the current study throughout the research
process. As a young White British, able-bodied female healthcare professional this may have
impacted how participants responded to the researcher during interviews and influenced
conversations that felt possible as a result. Use of reflexivity and credibility checks with
clinicians with significant clinical experience in relevant areas supported reflection on the

interview process and improved the trustworthiness of findings.

Conclusion

The current study explores adolescent and their parents' experiences of a FTs diagnosis
and post-diagnostic support. Findings indicate a need for specialist services for FTs which
integrate both psychological and neurological aspects of the condition, as well as co-occurring
needs. Clear clinical pathways to assessment and intervention for FTs are required to improve
the accessibility of care for affected families. Further research is necessary to develop an
understanding of psychological pathways to developing FTs and effectiveness of interventions
to reduce tic severity and psychological distress. Quantitative and mixed methods methodology

could offer additional insights into the needs of this population.
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Critical Appraisal

This critical appraisal concerns my experiences in deciding this topic of research and
issues which arose during the process, including personal assumptions and how challenges
were managed. The appraisal covers my personal background and experiences, including how
I consider these to have shaped my assumptions and beliefs about functional tics (FTs). I will
discuss my reflections on the process of producing this research, including challenges and how

these were addressed, alongside a consideration of future steps.

How personal and professional experiences have shaped my assumptions

Thematic Analysis is not deemed a passive process; indeed, Braun and Clarke (2012)
emphasise the role of the researcher’s personal and theoretical assumptions in qualitative
research, which interact with data to create meaning through the construction of themes. My
personal and professional experiences will have undoubtedly influenced my perceptions,
beliefs, interactions, and responses throughout the research process. This in turn, will have
shaped the topic chosen, research design, the process of recruitment, the interview process, and
the sense I made of the data during analysis. Though procedures were put in place to alleviate
the effects of researcher bias, the assumptions held by the researcher cannot be fully eliminated.
The consequences and potential benefits of researcher subjectivity will be discussed throughout

this paper.

To set the context for my reflections, it is important to name my own identities and
experiences. I am a White, middle-class female in my late 20s. I am able-bodied and do not
have children. I am a trainee clinical psychologist with experience of working with

neurodiverse individuals and people with various health and neurological conditions. I started
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my psychology career in learning disability and autism services and have since gone on to work
with adults with brain injuries, young people with brain tumours and other health conditions,
alongside youth with autism and ADHD. Through my professional career I have developed an
understanding of neuropsychological and psychological theories that may wunderpin
neurodevelopmental and psychological needs, as well as psychological models of adjustment
and help seeking behaviour. In addition, previous research I have conducted has focused on the
interaction between physical and mental health via the gut-brain axis (Johnstone et al., 2021).
This interest in exploring mind-body links has been furthered through working in paediatric

settings with young people with a physical health condition.

I believe my clinical experience of working with individuals in various National Health
Service (NHS) settings has had most impact. As a trainee clinical psychologist, I have
witnessed the many discriminations and stigmas faced by individuals with physical or
psychological health needs. This is paralleled by personal experience of having had a close
relative experience stigma related to a neurodegenerative condition and the impact this can
have on wider systems, such as the family. In clinical practice my theoretical orientation centres
systemic and narrative models, viewing ‘problems’ as co-constructed through interactions
between individuals, rather than being internal to one person (Dallos & Draper, 2015).
Systemic models also place focus on the existence of multiple perspectives, relationships,
relationships to help, intersecting identities and power (Dallos & Draper, 2015; Reder &
Fredman, 1996; Burnham, 2012). Narrative therapy supports individuals and groups to tell
preferred stories about their life in ways that make them stronger (Portnoy, Girling & Fredman,
2016). I believe that this has shaped my interest in the family system and how they navigate
challenges together. In turn, through the research process I hoped to allow space for discourse
to emerge around resilience and coping during experiences with FTs. From my position as a

psychologist, I have an innate interest in how psychological interventions can be of value to
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people. Taken together, my personal and professional experiences likely shaped the decision
not only to decide this project for my thesis but have also resulted in my analysis of data through

the social ecological model (Bronfenbrenner, 1977).

Prior to conducting this research, I had not had personal or professional experiences of
tic disorders (TDs). On reflection, a lot of my pre-existing beliefs and assumptions about TDs
had origins in media representations of Tourette syndrome (TS). For example, I held an
assumption that most people with TS present with coprolalia when research suggests coprolalia
is prevalent in only 20-30% of TS cases (see Robert et al., 2024). Entering this research topic,
I felt apprehensive about my lack of knowledge on TDs. I believe that this resulted in some
uncertainty on how to approach clinical interviews with youth with TDs, and perhaps a personal
discomfort with ‘not knowing’. On reflection however, I believe a position of ‘not knowing’
benefitted my approach as a researcher as I was more curious about participant experiences. |
believe this facilitated a ‘bottom up’, inductive approach, which was less guided by a clinical

and academic knowledge of TDs.

Working with assumptions — the role of reflexivity

Throughout the research journey, reflexivity was paramount to support my ability to
reflect on how my personal contexts and subsequent beliefs and assumptions were shaping the
research process. This allowed me to explore alternative perspectives and hold my beliefs
tentatively, rather than becoming wedded to my initial approach and interpretations. I kept a
reflective journal throughout the process to engage with my personal values and consider how
they were influencing the research process and decisions made. Examples of how reflexivity
contributed to the research process will be discussed in greater depth in the following section

of the appraisal.
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Reflexivity and credibility of the research were greatly bolstered by being part of a
research team who had significant clinical and academic experience of TDs and qualitative
research. This ensured that the research was clinically and academically relevant, as informed
by academic knowledge of TDs and FTs, and that findings were in line with experiences shared
by families in clinical settings. Team experience in conducting qualitative research also
supported me in my learning of Thematic Analysis as I had not completed a qualitative study
prior to this thesis. For instance, meeting with the research team to examine transcripts
supported me in developing my interview technique alongside my coding and analysis skills.
This also offered ample opportunity for credibility and bias checks, through comparing how
my perspective and approach may differ from others in the team. On reflection, regular
discussion with the research team about developing themes was crucial in supporting me to
take different perspectives, to not become committed to themes and thus being prepared to
discard potential themes (Braun & Clarke, 2013). For instance, this process supported me to
notice when there were overlaps across themes which resulted in changes in structure so that

themes were more distinct.

Reflections on the research process

Study design and public and patient involvement (PPI)

The current study was born out of practice-based evidence in a paediatric hospital that
noted a sudden rise in FT presentations. I did not develop the idea for the study; however, the

project underwent substantial developments in design prior to seeking ethical approval.

The design of the interview schedule was initially developed based on a pre-existing

interview schedule for paediatric non-epileptic seizures (McWilliams et al., 2016) which was
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subsequently developed through PPI. Members of the research team invited attendees of a FT
psychoeducation group in a paediatric hospital to review the study’s information sheets and
consent forms. Two families offered their perspectives on these documents and highlighted
important ways that they could be improved. For example, they advised that some of the
wording in the information sheets for young people be simplified (such as not using the word
‘pseudonymised’) and shortening of the document. With regards to the interview schedules,
focus was placed on making the questions more specific to support engagement of autistic
young people. For instance, one family noted that many adolescents receive other diagnoses
before the FTs diagnosis and therefore they suggested referring to the ‘FT diagnosis’ rather
than ‘diagnosis’ more broadly in interview questions. Families noted that there are multiple
stages leading up to the diagnosis, and therefore the interview schedule was amended to reflect
a journey to receiving the FTs diagnosis. Families also suggested asking participants explicitly
about their mental health, their experiences of waiting lists and of support strategies for FTs.
They noted multiple forms of support for FTs such as medication which led to the interview
schedule including questions about other forms of support. An example of how interview

schedules were amended based on PPI feedback can be found in Appendix J.

Consultation from families supported tailoring the study to increase relevance to
affected families whilst also improving study accessibility through changes in language. On
reflection, PPI involvement could have been extended further so that the study was co-
produced with families affected by FTs. For instance, families could have been involved in the
development of the study research questions and the design, actively contributing to ideas
rather than being consulted once the study was in a draft design stage. This could be ambitious

however within the constraints of a DClinPsy.
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Recruitment

A key change in study design prior to ethical approval was the decision to recruit
participants through Tourette’s Action, a UK-based charity for TS rather than through a
paediatric hospital which would require NHS ethics. It is important to consider the implications
of this decision. The decision to recruit through Tourette’s Action facilitated a faster ethical
approval process which allowed more time for recruitment. Though recruitment through an
NHS site may have been faster, it is argued that recruiting nationally through Tourette’s Action
allowed for diversity in healthcare experiences to be shared, rather than perspectives of a
diagnosis through one NHS paediatric hospital. This gave insight into how understandings of
FTs can vary across services, resulting in diverse outcomes for families. In turn, this improves

generalisability of the findings.

Recruiting through an advertisement on a charity website compared to contacting NHS
patients from a paediatric hospital will likely have resulted in different participant samples.
Families who participated in this study needed to be aware of Tourette’s Action, respond to the
advertisement and be motivated to participate. Negrin et al. (2022) note a lack of literature on
why individuals may volunteer for research, though participants in the current study
highlighted a wish to contribute to information available on FTs. This form of recruitment will
likely have been a barrier to participation for families with fewer resources, time constraints or
connections to TD charities. The study sample demographics were homogeneous with regards
to gender and ethnicity, meaning that the voices of individuals with gender and ethnic minority
identities were not heard. Perhaps recruitment through NHS services would have increased the
likelihood of participation from minority groups, as families would have been directly

contacted about the study and would have already received support from a paediatric hospital.
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However, this is with the assumption that families with marginalised identities access NHS

support for a FTs diagnosis.

Evidence suggests that individuals from minority ethnic groups are less likely to
participate in medical research compared to White British individuals (Smart & Harrison,
2015) The absence of representation of gender and racially diverse people in the study sample
may be a result of social inequality resulting in fewer resources and lack of awareness of
research, inequality of service access to receive a diagnosis, poor experiences of help seeking
from professionals resulting in mistrust as well as fears of being identified through research
(Hussain-Gambles et al., 2004; Owen-Smith et al., 2016). It is therefore unknown how youth
from ethnic minority backgrounds and/or who identify as transgender may experience seeking
a FT diagnosis. Inequalities in service access have been demonstrated in other paediatric
conditions. For example, the autism literature suggests that families from racially diverse
groups and families from low-income households are diagnosed with autism later than White
children and children of higher socioeconomic status (see Stahmer et al., 2019). Participants in
the current study noted a need to be proactive in navigating services to access support and the
benefit of being able to pay for private support. This highlights the potential role of social

determinants in experiences of a FTs diagnosis, which require further study.

Anxiety also appeared to be a barrier to study participation for young people. For
instance, one potential participant provided consent for the study but then ceased contact when
informed that the interview would take place via video and could not be completed via email.
Experiences shared through the current study may not reflect the extent of impairment
experienced by young people who experience greater levels of anxiety, which likely has a
significant impact on their activities of daily living. Providing alternative means to participate,

for example through writing, will have likely made the study more accessible to youth
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experiencing anxiety. Likewise, exclusion criteria meant that individuals currently
experiencing suicidal ideation or engaging in deliberate self-harm could not participate in the
study due to ethical issues concerning increasing risk through study participation. Different
experiences of FTs and healthcare experiences may have been shared had this exclusion criteria

had not been implemented.

Interviews

Interactions with participants during interviews will have been shaped by how participants
and I perceived one another, including perceived similarities and differences in identities. This
will likely have influenced what participants felt it was possible to discuss during the interview
and will have shaped my approach to the interview. For instance, participants were aware that
I was a trainee clinical psychologist completing research as part of my doctorate in clinical
psychology. As a result, they may have felt that it was important or relevant to discuss
experiences with psychological services and psychological support, rather than alternate forms
of support. I considered this in my reflective log and as a result decided to ask families
explicitly about other forms of support that they had experienced. This led to conversations
around alternative therapies such as reiki as well as hobbies and groups such as horse riding.
During the interview process I was also completing my scoping review examining stigma in
TS across cultures and I reflected on how this was shaping my approach to interviews with
participants, whereby I was focused on challenges experienced navigating services for FTs.

From such I ensured that I also asked about positive experiences and stories.

I believe that my experience as a psychological practitioner was a positive contribution to
the interview process in many ways. For example, I believe that my developed skills in

engagement may have resulted in participants feeling more comfortable to discuss difficult
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experiences. Simultaneously, my position and experience as a psychologist also posed a
challenge in the interview process as I was required to take a researcher stance with
participants. Examination of interview transcripts with a member of the research team
highlighted that at times I had taken a practitioner’s stance. For example, I would begin to start
formulating the young person’s difficulties through asking about their history, which was not
relevant to the research question. This tendency was likely exacerbated by my wish for
participants to have a positive experience of sharing their experiences in context of perhaps not
feeling heard before. This insight supported me to notice when tendencies to formulate arose
during subsequent interviews and to refocus on the research question and the interview

schedule.

Reflexivity throughout the interview process supported development of my approach as an
interviewer, including development of the interview schedule. This included discussion with
the research team to reflect on issues arising during the process and strategies to overcome
issues. For instance, in an interview with an adolescent I wondered whether they felt
uncomfortable expressing their tics. This led to conversations with the research team about
ways that I could introduce and set up the interview to support adolescents in feeling
comfortable expressing their tics. I also noticed that for some families, experiences of other co-
occurring needs such as non-epileptic seizures were being discussed in the interview, and at
times it was difficult to determine whether the families were discussing experiences of FTs or
another co-occurring need. As a result, I would ask families to clarify which condition they
were referring to. I also asked enquired about participants’ perspectives on the relationship

between co-occurring conditions and FTs.
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Analysis

My perspective, assumptions and theoretical orientations will have impacted how
transcripts were coded and the subsequent generation of themes. Analysis was guided by the
social ecological model (Bronfenbrenner, 1977), meaning that I was conscious of relationships
between people and between individuals and institutions. This model felt beneficial for the
topic given that pursuing and receiving a diagnosis does not occur in isolation and enquiring
about experiences of services can offer suggestions for service improvement. Had I arrived at
the project with a different theoretical model such as cognitive behavioural theories, I might
have taken a more individualised approach to analysis, perhaps paying more attention to

individuals’ thoughts and how these interacted with their feelings and behaviours.

During analysis I initially developed a significant number of codes which perhaps
highlighted my desire to encapsulate all the data and anxiety to ‘get it right’ in the context of
reduced familiarity with qualitative methodology. I felt privileged to have witnessed participant
experiences of FTs. Given the scarcity of research in this area I felt a significant responsibility
to develop an impactful paper with aims to improve awareness and service provision for this
population. My biases as a researcher were supported by a member of the research team
independently coding a sample of transcripts. The member of the research team had significant
experience in working with FTs and TDs. This allowed for cross-examination of biases and
blind spots that can lend to differences in coding and whether emerging codes and subsequent
themes were relevant to clinical practice. From this experience I learnt that I was perhaps
coding in too greater detail. However, codes generated by a member of the research team and

I illustrated similar themes.

Themes underwent significant change during the analysis process. Involvement of the

research team was invaluable in supporting me to notice overlap between subthemes and to
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contextualise developing themes within academic and clinical knowledge of FTs. I found the
process of amending themes challenging as I felt emotionally tied to the results, whilst being
passionate about including as much data as possible in the write up. From this experience |
learnt that a concise synthesis of participant experiences can hold significantly more impact

than a long and detailed description.

It is important to acknowledge that the decision to interview both parents and
adolescents and combine their data into one qualitative analysis will have influenced the results
and study findings. It was decided to recruit both adolescents and parents to allow for possible
differences in experiences of functional tics to be shared, which could complement one another
and enrich a holistic understanding of the experience of functional tics. For example, parents
may have a greater understanding of challenges navigating the healthcare system, and young
people may have shared their experiences of navigating school and friendships in the context
of functional tics. Similar patterns in the data were noted across adolescent and parent datasets
and therefore it was decided to analyse their data in one analysis. This was also felt to improve
readability. However, a greater emphasis on the experiences specific to adolescents and/or

parents may have resulted from analysing the samples separately.

Conclusion

To conclude, the process of conducting empirical qualitative research was a highly
rewarding experience. The process challenged and developed my research skills, from
navigating ethical approval applications to the write-up of the findings. Reflexivity and support
from the research team was paramount to manage issues related to researcher bias and
subjectivity, in turn improving the quality of the research. I feel honoured to have been involved
in an important and novel research area and hope that the research can help to raise awareness

of FTs, support for affected families as well as instigating further research.
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Appendices

Appendix A. Study advert

Version 2; Date: 03.03.23; Ethics no: 24255/001

Experiences of a functional tics diagnosis in

adolescents, and their caregivers: A qualitative study ﬁ m

Are you a young person (aged 12-18) with a diagnosis of functional
tics?

OR

Are you a parent or carer of a young person (aged 12-18) with a

diagnosis of functional tics?

We would like you to share your experiences of a functional tics

diagnosis and any support you might have had.

The interview will last up to
1 hour and will take place on
Microsoft Teams.

Young people will be entered
into a £30 prize draw for

taking part!

For more information, please scan the QR code or visit this link:
https://redcap.idhs.ucl.ac.uk/surveys/?s=FONJSMLLTPMLTHKF

Or contact Olivia Burn:
had O.Burn@ucl.ac.uk
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Appendix B. Information sheets

UCL Research Department of Clinical, Educational & Health Psychology ﬁ
1-19 Tomington Place
University College Lomdon

Information Sheet for Young People (12-15-year-olds)
Title of Project: Experiences of a functional tics diagnosis in
adolescents, and their parents: A qualitative study
Project ID No: 24255/001
Department: Clinical, Education and Health Psychology

Student Researchers:  Olivia Burn
Email address: o.burni@ucl.ac.uk

Corin Whitfield
Email address: corin.whitfield.21Eucl.ac.uk

Principal Researcher:  Dr Alana Loewenberger
Email address: alana.loewenberger.09%@ucl.ac.uk

We are researchers, clinical psychologists, and trainee clinical psychologists at
University College London (UCL). We are inviting you to take partin a research project.
This study is being carried out by two trainee clinical psychologists undertaking the
Doctorate in Clinical Psychology at UCL

Please read this information sheet if you are interested in taking part. Please take time
to read the information carefully and speak to your family about it. Ask us if anything
iz not clear or you would like more information.

Why are we doing this study™

We want to find out what it is like to have functional tics. Not much is known about how
young people and their families experience a functional tics diagnosis, and how they
find living with functional fics.

With you and other young people, we would like to understand what it is like to be
given a diagnosis of functional tics and any support you might have had after the
functional tics diagnosis. We would like to understand how functional tics have
impacted you and what might or might not help to support people with functional tics.

We are also asking parents or carers of young people with functional fics to take part.
If your parent or carer takes part in the study, they will take part in a separate interview.
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Why have | been invited?
“ou have been invited fo fake part in this study as you have been given a diagnosis
of functional fics.

Do | have to take part?
Mo. It is completely up to vou if yvou would like to take part. %ou will be able to ask any
questions yvou may have about the study.

If you would like to fake part, we will ask you fo sign a consent form. VWe will also ask
yvour parent or carer to sign a consent form, to say that they are happy for you to take
part. You don't have to take part if yvour parent or carer would like to fake part.

If you decide to take par in the study, you are sfill free to stop faking part within a
month of your interview. You don't have to give a reason. You can let us know by
asking your parent or carer to contact us. Or vou can email us at o.burni@ucl. ac.uk or
corin.whitfield 2 1i@ucl. ac.uk.

What will | be asked to do?
*ou will be asked to complete a consent form, fo make sure that yvou understand what
you are being asked to do and are happy to take part.

Y our parent or carer will be asked to answer some gquestions over the phone. You can
do this with them if vou would like. We will agk about your age, gender, ethnicity, if you
live in the UK, mood, date of yvour functional tics diagnosis, who gave you the
diagnosiz, any other diagnoses you might have and your GP details. This is fo help
give some background information about the people who take pari in the study. You
don't have to give this information if you don't want to.

“ou will then be asked fo take part in a one-fo-one interview with one of the doctoral
student researchers, to explore your experence of a functional tics diagnosis and any
treatment or support you may have received for funclional tics. If your parent takes
part, they will have a separate interview with one of the student researchers. They will
be asked similar questions.

Inferviews will last up fo 60 minutes and will take place online, via Microzsoft Teams.
Inferviews will be recorded through a password-protected audio device so that they
can be typed up afterwards.

You will be enfered inte a £30 prize draw to thank you for your inferest in the study.

What are the good things about taking part in thiz study?

You will have a chance fo falk about your experiences of having a functional tics
diagnosiz and any support you may have received for functional fics. We hope that
thiz will help us to know more about functional fics and improve the support given fo
young pecple with functional tics.

Will taking part in the study be difficult?

Talking about funciional tics can be upsetting for some people. The interview might be
very upsetting for people already experiencing a lot of distress. We will ask your parent
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or carer about your welloeing over the phone to make sure that you feel well enough
to fake part in the study.

Dwring your interview, we will ask for an adult to be in the same building as you. This
iz g0 they can support you if yvou become upset. One of the doctoral researchers will
alzo be there to support you. The interview can be paused at any time and can be
changed to another time. We will give you and your parent/carer with information about
semvices that can support yvou if needed. Detailz of services that can offer support are
alzo found later in this information sheet.

The interview could raise some concerns about your well-being or safety. If so, we
would create a plan together to help support youw. We will ask for you and your
parent/carer's consent to contact your GP if there are any concerns. Only people who
live im the UK will be able fo take part. This is =0 we can create a plan if there are
concemns about yvour well-being.

If you become upset after the interview has finished or if you have any concems, you
can talk to yvour family or contact the research team. ¥ou can contact the researchers
by emailing o.bum@uclac.uk, corin.whitfield. 21@ucl.ac.uk, or the Principal
Investigator, Dr Alana Loewenbenrger, by emailing alana. loewenberger. 03 @uclac.uk.

If you would like to speak with a clinician outside of the research team, Dr Marc Tibber
iz a clinician who works with young people. He can be confacted if needed by emailing
m.iibberiucl.ac.uk. He can also suggest some services that support young people.

What information will | be asked to provide and how will my information be kept
private’?

We will ask for some information about you —your age, gender, when and who
provided vour functional tics diagnosis, and any other diagnoses you may have
received. This information will be made anonymous so no one except the student
researchers will know that it is you.

One of the student researchers will record the interview using a password-protected
audio recorder. Only the student researchers will have access fo the recording and
will be the only person who will be able to identify you. The interview will then be typed
up inte a script by the student researchers and the audie recording of the intendew will
then be deleted. We will remove any personal information from the script so that
nobody reading it will be able to identify you.

What happens to the information that | provide?

Information about vou will be stored on a secure storage facility to keep it safe. The
audio recording of the interview will be stored securely whilst the interview is being
typed up. After the script is typed up the avdio recording will be deleted.

We will delete any information about you on the scripts (e.g. your name)} 50 no one
knows that it iz you. Scripls will be securely stored through password-protected
documents. The research team will be able to see the scripts. All information we collect
will be used according to the Data Protection Act 1988 and will be kept private. All data

will be destroyed 12 months after the study ends.
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We will ask for you and your parent/carer’s consent to use quotes in any reports of the
study. Quotes won’t use your real name and people won'’t be able to identify you.

What will happen with the results of this study?

Once the study is finished the results will be typed up in a report as part of a thesis
project. The results will also be sent to peer review journals. Nobody will know who
you are from reading it as we won’t use your real name.

At the end of the interview, you will be asked if you would like to be told about any of
these reports, or if you would like to be sent a summary of the report.

Sources of support
If you would like support for your mental health then please do talk to a parent or carer,
or you can contact the following services:

e Tourette’s Action website and helpdesk (https://www.tourettes-action.org.uk/)

e Your registered GP

e Your local CAMHS service. The NHS website can help you to find local
mental health services (https://www.nhs.uk/nhs-services/mental-health-
services/how-to-find-local-mental-health-services/)

e A teacher or other professional at school/college

e The Young Minds website has information on where you can find support:
(https://www.youngminds.org.uk/young-person/)

What if there is a problem?

If you are not happy about this research and want to complain then please speak to
your family, or email the Principal Researcher, Dr Alana Loewenberger on
alana.loewenberger.09@ucl.ac.uk. If you are still unhappy, you can contact the Chair
of the UCL Research Ethics Committee on ethics@ucl.ac.uk.

Data Protection Privacy Notice

The controller for this project will be University College London (UCL). The UCL Data
Protection Office provides oversight of UCL activities involving the processing of
personal data and can be contacted at data-protection@ucl.ac.uk.

This ‘local’ privacy notice sets out the information that applies to this study. Further
information on how UCL uses participant information can be found in our ‘general’
privacy notice here.

For participants in health and care research studies, click here.

The information that is required to be provided to participants under data protection
legislation (GDPR and DPA 2018) is provided across both the ‘local’ and ‘general’
privacy notices.

The lawful basis that will be used to process your personal data is: ‘Public task’.

Information about you will be used as long as it is required for the study. If we can
remove information about you (remove your name, date of birth or give you a false
name) then we will do this where we can.
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If you are worried about how your information is being used, or if you would like to
contact us about your rights, please contact UCL at data-protection@ucl.ac.uk.If you
are still worried, can contact the Information Commissioner’s Office (ICO). Contact
details, and details of data subject rights, are available on the ICO website at:
https://ico.org.uk/for-organisations/data-protection-reform/overview-of-the-
gdpr/individuals-rights/

Who is organising the funding of this study?
The UCL Research Department of Clinical, Educational and Health Psychology has
given £30 to the study for the prize draw.

You will be given a copy of this information sheet to keep. If you are happy to
take part, we will ask you to complete a consent form which you will also be
given a copy of to keep.

Thank you for reading this information sheet and for your interest in this
research study.

Please do ask any questions about the study. Please let us know if anything is
not clear or if you would like any further information.

If you have any questions about this study, please contact Olivia Burn at
o.burn@ucl.ac.uk or Corin Whitfield at corin.whitfield.21@ucl.ac.uk.
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UCL Research Department of Clinical, Educational & Health Psychologﬁ
1-19 Torrington Place
University College London

Information Sheet for Young People (16-18-year-olds)
Title of Project: Experiences of a functional tics diagnosis in
adolescents, and their parents: A qualitative study
Project ID No: 24255/001
Department: Clinical, Education and Health Psychology

Student Researchers: Olivia Burn
Email address: o.burn@ucl.ac.uk

Corin Whitfield
Email address: corin.whitfield.21@ucl.ac.uk

Principal Researcher: Dr Alana Loewenberger
Email address: alana.loewenberger.09@ucl.ac.uk

We are researchers, clinical psychologists, and trainee clinical psychologists at
University College London (UCL). We are inviting you to take part in a research project.
This study is being carried out by two trainee clinical psychologists undertaking the
Doctorate in Clinical Psychology (DClinPsy) at UCL

Before you decide whether to take part it is important that you understand why the
research is being done and what this study will involve. Please take time to read the
following information carefully and discuss it with relatives and friends if you wish. Ask
us if anything is not clear or you would like more information.

This study has been approved by the Clinical, Educational and Health Psychology
Research Department’s Ethics Chair.

What is the purpose of this study?

We want to find out what it is like to have functional tics. Not much is known about how
young people and their families experience a functional tics diagnosis, and how they
find living with functional tics.

With you and other young people, we would like to explore and understand what it is
like to receive a diagnosis of functional tics and the support or treatment you may have
received after the diagnosis. We are interested in understanding how the functional
tics diagnosis has impacted you and what might or might not help to support people
with functional tics.

We also hope to recruit parents or carers of young people with functional tics, to find
out about their experiences of their child receiving a diagnosis of functional tics and of
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any support and treatment received. If your parent or carer is recruited for this study,
they will take part in a separate interview.

Why have | been invited?
You have been invited to participate in this study as you have received a diagnosis of
functional tics.

Do | have to take part?

No. You are under no obligation to take part in this study. You will be given the
opportunity to ask the investigator any questions you may have before giving your
consent to take part in the study.

We are inviting both young people and their parents or carers to take part in the study.
However, if you would like to take part but your parent or carer does not, they do not
need to take part too. The same applies if your parent or carer would like to participate
but you do not.

If you decide to participate, you are still free to withdraw from the study within a month
of your interview. Any information you have provided will be deleted. If you no longer
want to take part in this study, please let the researchers know by emailing
o.burn@ucl.ac.uk or corin.whitfield.21@ucl.ac.uk. You do not need to give a reason
for withdrawing from the study.

What will | be asked to do?
You will be asked to complete a consent form to make sure that you understand what
your participation involves, and to evidence that you are happy to take part.

Your participation will involve completing a short questionnaire with us over the phone.
You can complete it with a parent or carer if you would like to. We will ask you about
your age, gender, ethnicity, your mood, date of your functional tics diagnosis, who
gave you the diagnosis, any other diagnoses you might have been given and your GP
details. This is to help provide some background information about the people who
take part in the study. You don’t have to give this information if you don’t want to.

You will then be asked to take part in a one-to-one interview with one of the doctoral
student researchers, to explore your experience of receiving a functional tics diagnosis
and any treatment or support you may have received for functional tics.

If your parent participates in the study, they will take part in a separate one-to-one
interview with one of the student researchers. They will be asked about their
experiences of your functional tics diagnosis and any support or treatment since the
diagnosis.

Interviews will last up to 60 minutes and will take place online, via Microsoft Teams.
Interviews will be audio recorded through a password-protected audio device so that
they can be transcribed (typed up). For you to participate, we will need your consent
to audio record the interview.

You will be entered into a £30 prize draw as an acknowledgement of your interest in
the study.
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What are the benefits of participating in this study?

Participating in this study will give you the opportunity to reflect on your experiences
of having a diagnosis of functional tics and any support you may have received for
functional tics.

We expect that the findings from this study will be used to improve our understanding
of functional tics. This will help to improve services to support people who have a
diagnosis of functional tics.

What are the risks of participating in this study?

Discussing experiences of functional tics may be distressing for some young people.
The interview might be very upsetting for people already experiencing a lot of distress.
We will ask about your well-being over the phone to make sure that you feel OK to
take part in the study.

Before starting the interview, we will check that you feel well enough to take part. If
you feel upset during the interview, the student researcher will be there to support you.
The interview can be paused at any time and can be rescheduled. The research team
is experienced in assessing and managing psychological concerns. We can also direct
you to the appropriate healthcare service if we think that further support is needed. In
addition, we have provided you with details of services and resources to access later
in this information sheet.

During your interview, we will ask for an adult to be in the same building as you. This
is so they can support you if you become upset.

It is possible that the interview could raise some concerns about your wellbeing or
safety. If so, we would create a plan together to help manage these concerns and think
about what would help to support you. We will ask for your consent to contact your GP
if there are any concerns.

If you become upset after the interview has finished or if you have any concerns, you
can contact the researchers by emailing 0.burn@ucl.ac.uk,
corin.whitfield.21@ucl.ac.uk, or the Principal Investigator, Dr Alana Loewenberger, at
alana.loewenberger.09@ucl.ac.uk.

Please note, if you would like to speak with a clinician outside of the research team,
Dr Marc Tibber is an external clinician specialised in working with young people and
he can be contacted if needed by emailing m.tibber@ucl.ac.uk. He is also in a position
to direct you to the appropriate healthcare service if further support is needed.

What information will | be asked to provide and how will my information be kept
confidential?
We respect your privacy and are committed to protecting your personal data.

We will ask you to provide some personal information - your age, gender, when and

who provided your functional tics diagnosis, and any other diagnoses you may have
received. This information will be made anonymous - it will be attached to a code so
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that nobody except the student researchers will be able to identify you from the data
we keep.

One of the student researchers will audio record the interview using a password-
encrypted audio device. Only the student researchers will have access to the audio
recording and will be the only person who will be able to identify you. The interview
will then be transcribed (typed up) by the student researchers and the audio recording
of the interview will then be deleted. We will remove any personal information from the
transcription so that nobody reading it will be able to identify you.

What happens to the information that | provide?

Forms that you complete that include personal information about you will be stored on
UCL Data Safe Haven, which is a secure storage facility for UCL research data. Whilst
the audio recording of the interview is being transcribed it will be kept on UCL Safe
Haven. After transcription is complete the audio recording will be deleted.

Anonymised interview transcripts containing no personal information (e.g., name,
email) will be securely stored through password-protected documents on UCL
OneDrive. Anonymised interview transcripts will be accessible to the research team
through UCL OneDrive, to support analysis of the data. All data will be handled
according to the Data Protection Act 1998 and will be kept confidential. All data will be
destroyed 12 months after the study ends.

We will ask for your consent to use quotes from your interview in any resulting reports
or publications of the study. Quotes will be anonymous — this means that we won’t use
your real name, and it will not be possible for others to identify you.

What will happen with the results of this study?

Once the study has been completed, the results will be published in a report as part
of a thesis project. The results will also be submitted to peer review journals, and you
will be asked at the end of the interview whether you would like to be informed about
any such publications, or if you would like to be sent a summary of the report.
Confidentiality and anonymity will be maintained, so it will not be possible to identify
you from any publications.

Sources of additional support
If you would like additional support for your mental health then please do talk to a
parent or carer, or you can contact the following services:

e Tourette’s Action website and helpdesk (https://www.tourettes-action.org.uk/)

e Your registered GP

e Your local CAMHS service. The NHS website can help you to find local
mental health services (https://www.nhs.uk/nhs-services/mental-health-
services/how-to-find-local-mental-health-services/)

e A teacher or other professional at school/college

e The Young Minds website has information on where you can find support:
(https://www.youngminds.org.uk/young-person/)
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Who is organising the funding of this study?
The UCL Research Department of Clinical, Educational and Health Psychology has
awarded £30 funding for the prize draw.

Who has reviewed the study?

The study has been peer-reviewed within UCL’s Research Department of Clinical,
Educational and Health Psychology and has been approved by the UCL Research
Department’s Ethics Chair (ethics number: 24255/001).

What if there is a problem?

If you wish to complain or have any concerns about any aspect of the way you have
been approached or treated by members of staff, you may have experienced due to
your participation in the research or UCL complaints mechanisms are available to you.
If you would like to make a complaint, please email the Principal Researcher, Dr Alana
Loewenberger on alana.loewenberger.09@ucl.ac.uk. Should you feel that your
complaint has not been handled well enough, you can contact the Chair of the UCL
Research Ethics Committee on ethics@ucl.ac.uk.

Who is the Sponsor for this Study?

University College London (UCL) is the sponsor for this study based in the United
Kingdom. We will be using information from you in order to undertake this study and
UCL will act as the data controller for this study. This means that we are responsible
for looking after your information and using it properly.

Data Protection Privacy Notice

The controller for this project will be University College London (UCL). The UCL Data
Protection Office provides oversight of UCL activities involving the processing of
personal data and can be contacted at data-protection@ucl.ac.uk.

This ‘local’ privacy notice sets out the information that applies to this particular study.
Further information on how UCL uses participant information can be found in our
‘general’ privacy notice here.

For participants in health and care research studies, click here.

The information that is required to be provided to participants under data protection
legislation (GDPR and DPA 2018) is provided across both the ‘local’ and ‘general’
privacy notices.

The lawful basis that will be used to process your personal data is: ‘Public task’.

Your personal data will be processed so long as it is required for the research project.
If we are able to anonymise the personal data (removing your name, date of birth etc.)
or pseudonymise the personal data (give you a false name) you provide we will
undertake this and will endeavour to minimise the processing of personal data
wherever possible.

If you are concerned about how your personal data is being processed, or if you would
like to contact us about your rights, please contact UCL in the first instance at data-
protection@ucl.ac.uk. If you remain unsatisfied, you may wish to contact the
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Information Commissioner’s Office (ICO). Contact details, and details of data subject
rights, are available on the ICO website at:

https://ico.org.uk/for-organisations/data-protection-reform/overview-of-the-
gdpr/individuals-rights/

You will be given a copy of this information sheet to keep. If you are happy to
participate, we will ask you to complete a consent form which you will also be
given a copy of to keep.

Thank you for reading this information sheet and for considering taking part in
this research study.

You are encouraged to ask any questions about the study. Please let us know
if anything is not clear or if you would like any further information.

If you have any questions about this study, please contact Olivia Burn at
o.burn@ucl.ac.uk or Corin Whitfield at corin.whitfield.21@ucl.ac.uk.
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UCL Research Department of Clinical, Educational & Health Psychology m
1-19 Torrington Place

University College London

Information Sheet for Parents and Carers

Title of Project: Experiences of a functional tics diagnosis in
adolescents, and their parents: A qualitative study

Project ID No: 24255/001
Department: Clinical, Education and Health Psychology
Student Researcher: Olivia Burn

Email address: o.burn@ucl.ac.uk

Corin Whitfield
Email address: corin.whitfield.21@ucl.ac.uk

Principal Researcher: Dr Alana Loewenberger
Email address: alana.loewenberger.09@ucl.ac.uk

We are researchers, clinical psychologists, and trainee clinical psychologists at
University College London (UCL). We are inviting you and your child to take part in a
research project. This study is being carried out by two trainee clinical psychologists
undertaking the Doctorate in Clinical Psychology (DClinPsy) at UCL

Before you decide whether to take part, it is important that you understand why the
research is being done and what this study will involve. Please take time to read the
following information carefully and discuss it with relatives, friends, and colleagues if
you wish. Ask us if anything is not clear or you would like more information.

This study has been approved by the Clinical, Educational and Health Psychology
Research Department’s Ethics Chair.

What is the purpose of this study?

There has been a reported increase in young people experiencing functional tics yet
there has not been much research into functional tics. Little is known about how young
people and their families experience a functional tics diagnosis and how they have
found living with functional tics.

We want to find out about what it is like to have functional tics, both from young people
diagnosed with functional tics and their parents or carers. We will be interviewing
parents and young people separately. We are interested in understanding you and
your child’s experiences of a functional tics diagnosis, how it has impacted you and
what might or might not help to support people with functional tics.
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Why have | been invited?
You have been invited to participate in this study as your child has received a diagnosis
of functional tics.

Do | have to take part?

No. You are under no obligation to take part in this study. You will be given the
opportunity to ask the investigator any questions you may have before giving your
consent to take part in the study.

We invite both you and your child to take part in the study. However, if you would like
to participate but your child does not, they do not need to take part too. The same
applies if your child would like to participate but you do not.

If you decide to participate, you are still free to withdraw from the study within a month
of your interview. Any information you have provided will be deleted. If you no longer
want to take part in this study, please let the researchers know by emailing
o.burn@ucl.ac.uk or corin.whitfield.21@ucl.ac.uk. You do not need to give a reason
for withdrawing from the study.

What will | be asked to do?

You will be asked to complete a consent form to make sure that you understand what
your participation involves, and to evidence that you are happy to take part. If your
child is under the age of 16, we will require your written consent for them to take part.

Your participation will involve you completing a short questionnaire with us over the
phone if your child is under 16 years old. If your child is over 16 years old and would
like to take part, we will ask them to complete the questionnaire with us over the phone.
We will ask about your child's age, gender, ethnicity, their mood, who provided the
diagnosis, any other diagnoses they might have been given and their GP details. This
is to help provide some background information about the people who take part in the
study. You don’t have to give this information if you don’t want to.

You will then be asked to take part in a one-to-one interview with one of the doctoral
student researchers, to explore your experiences of your child receiving a functional
tics diagnosis and any treatment or support your child may have received for functional
tics.

If your child participates in the study, they will take part in a separate one-to-one
interview with one of the doctoral student researchers. They will be asked about their
experiences of a functional tics diagnosis and any support or treatment they may have
received for functional tics.

Interviews will last up to 60 minutes and will take place online, via Microsoft Teams.
Interviews will be audio recorded through a password-protected audio device so that
they can be transcribed (typed up). We will need your consent to audio record the
interview for you to take part in the study.
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If your child takes part they will be entered into a £30 prize draw as an
acknowledgement of interest in the study.

What are the benefits of participating in this study?

Participating in this study will give you the opportunity to reflect on your experiences
of your child having a diagnosis of functional tics and what support they may have
received for functional tics.

We expect that the findings from this study will be used to develop an understanding
of functional tics. This will help to improve services to support people who have a
diagnosis of functional tics.

What are the risks of participating in this study?

Discussing experiences of functional tics can be distressing and might be particularly
difficult for young people who are already experiencing high levels of distress. We will
ask about your well-being and your child’s well-being (if they are under 16 years old)
over the telephone to make sure that both you and your child feel OK to take part in
the study. We will directly ask your child about their well-being if they are over 16 years
old.

Before starting the interview, we will check that you or your child feel well enough to
take part. If you or your child feels distressed during the interview, the student
researcher will be there to support you. The interview can be paused at any time and
can also be rescheduled. The research team is experienced in assessing and
managing psychological concerns. We can also direct you to the appropriate
healthcare service if we think that further support is needed. In addition, we have
provided you with details of services and resources to access later in this information
sheet.

During your child’s interview, we will ask you or another adult to be in the same building
as them. This means that if they do become upset, we can ask for your support, or if
any concerns are raised these can be discussed with you.

It is possible that the interview could raise some concerns about your child’s wellbeing
or safety. In this instance we would create a plan together to help manage any risks.
We will ask for your consent to write to your child’s GP if any concerns arise.

If you or your child become upset after the interview has finished or if you have any
concerns, you can contact the researchers by emailing o.burn@ucl.ac.uk,
corin.whitfield.21@ucl.ac.uk or the Principal Investigator, Dr Alana Loewenberger, by
emailing alana.loewenberger.09@ucl.ac.uk.

Please note, if you would like to speak with a clinician outside of the research team,
Dr Marc Tibber is an external clinician specialised in working with young people and
he can be contacted if needed by emailing m.tibber@ucl.ac.uk. He is also in a position
to direct you to the appropriate healthcare service if further support is needed.

What if | no longer want to take part in this study?
If you no longer want to take part in this study, please let the researchers know by
emailing o.burn@ucl.ac.uk or corin.whitfield.21@ucl.ac.uk. Any data collected within
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the past 4 weeks of your withdrawal will be removed from the study. You do not need
to give a reason for withdrawing from the study.

What information will | be asked to provide and how will my information be kept
confidential?

We respect your privacy and are committed to protecting your personal data.

We will ask you to provide some personal information about your child - their age,
gender, when and who provided the functional tics diagnosis, and any other diagnoses
your child may have received. This information will be made anonymous - it will be
attached to a code so that nobody except the student researchers will be able to
identify your child from the data we keep.

The student researcher will audio record the interviews using a password-encrypted
audio device. Only the student researchers will have access to the audio recording
and will be the only person who will be able to identify you. The interview will then be
transcribed by the student researchers and the audio recording of the interview will
then be deleted. We will remove any personal information from the transcription so
that nobody reading it will be able to identify you.

What happens to the information that | provide?

Forms that you complete that include personal information about you and your child
will be stored on UCL Data Safe Haven, which is a secure storage facility for UCL
research data. Whilst the audio recording of the interview is being transcribed it will be
kept on UCL Safe Haven. After transcription is complete the audio recording will be
deleted.

Anonymised interview transcripts containing no personal information (e.g., name,
email) will be securely stored through password-protected documents on UCL
OneDrive. Anonymised interview transcripts will be accessible to the research team
through UCL OneDrive, to support analysis of the data. All data will be handled
according to the Data Protection Act 1998 and will be kept confidential. All data will be
destroyed 12 months after the study ends.

We will ask for your consent to use quotes from your interview in any resulting reports
or publications of the study. Quotes will be anonymous - this means that we won’t use
your real name, and it will not be possible for others to identify you.

What will happen with the results of this study?

Once the study has been completed the results will be published in a report as part of
a thesis project. The results will also be submitted to peer review journals, and you will
be asked at the end of the interview whether you would like to be informed about any
such publications, or if you would like to be sent a summary of the report.
Confidentiality and anonymity will be maintained, and it will not be possible to identify
you from any publications.

Sources of additional support
If you or your child would like additional support for your mental health, then you can
contact the following services:

e Tourette’s Action website and helpdesk (https://www.tourettes-action.org.uk/)
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e Your registered GP

e Your local CAMHS (for young people) or IAPT (for adults). The NHS website
can help you to find local mental health services (https://www.nhs.uk/nhs-
services/mental-health-services/how-to-find-local-mental-health-services/)

e A teacher or other professional at school/college

e The Young Minds website has information on where you can find support:
(https://www.youngminds.org.uk/young-person/)

Who is organising the funding of this study?
The UCL Research Department of Clinical, Educational and Health Psychology has
awarded £30 funding for the prize draw.

Who has reviewed the study?

The study has been peer-reviewed within UCL’s Research Department of Clinical,
Educational and Health Psychology and has been approved by the UCL Research
Department’s Ethics Chair (ethics number: 24255/001).

What if there is a problem?

If you wish to complain or have any concerns about any aspect of the way you have
been approached or treated by members of staff, you may have experienced due to
your participation in the research or UCL complaints mechanisms are available to you.
If you would like to make a complaint, please email the Principal Researcher, Dr Alana
Loewenberger on alana.loewenberger.09@ucl.ac.uk. Should you feel that your
complaint has not been handled well enough, you can contact the Chair of the UCL
Research Ethics Committee on ethics@ucl.ac.uk.

Who is the Sponsor for this Study?

University College London (UCL) is the sponsor for this study based in the United
Kingdom. We will be using information from you to undertake this study and UCL will
act as the data controller for this study. This means that we are responsible for looking
after your information and using it properly.

Data Protection Privacy Notice

The controller for this project will be University College London (UCL). The UCL Data
Protection Office provides oversight of UCL activities involving the processing of
personal data and can be contacted at data-protection@ucl.ac.uk.

This ‘local’ privacy notice sets out the information that applies to this particular study.
Further information on how UCL uses participant information can be found in our
‘general’ privacy notice here.

For participants in health and care research studies, click here.

The information that is required to be provided to participants under data protection
legislation (GDPR and DPA 2018) is provided across both the ‘local’ and ‘general’
privacy notices.

The lawful basis that will be used to process your personal data is: ‘Public task’.

Your personal data will be processed so long as it is required for the research project.
If we are able to anonymise the personal data (removing your name, date of birth etc.)
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or pseudonymise the personal data (give you a false name) you provide we will
undertake this and will endeavour to minimise the processing of personal data
wherever possible.

If you are concerned about how your personal data is being processed, or if you would
like to contact us about your rights, please contact UCL in the first instance at data-
protection@ucl.ac.uk. If you remain unsatisfied, you may wish to contact the
Information Commissioner’s Office (ICO). Contact details, and details of data subject
rights, are available on the ICO website at:

https://ico.org.uk/for-organisations/data-protection-reform/overview-of-the-
qgdpr/individuals-rights/

You will be given a copy of this information sheet to keep. If you are happy to
participate, we will ask you to complete a consent form which you will also be
given a copy of to keep.

Thank you for reading this information sheet and for considering taking part in
this research study.

You are encouraged to ask any questions about the study. Please let us know
if anything is not clear or if you would like any further information.

If you have any questions about this study, please contact Olivia Burn at
o.burn@ucl.ac.uk or Corin Whitfield at corin.whitfield.21@ucl.ac.uk.
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Appendix C. Consent forms.

UCL Research Department of Clinical, ‘
Educational & Health Psychology m
1-19 Torrington Place _l

University College London

Consent Form for Young People (aged 12-15)

Experiences of a functional tics diagnosis in adolescents, and their parents: A
gualitative study

Please complete this form after you have read the Information Sheet.

| confirm that | understand that by selecting each box below | am consenting to this
element of the study. | understand that it will be assumed that an unselected box
means that | DO NOT agree to that part of the study. | understand that by not giving
consent for any one element that | may not be able to continue with the study.

Please initial box

1. | confirm that | have read and understand the information sheet version 2.0,
dated 05.03.23 for the above study. | have had the chance to ask questions
about the study.

2. | understand that | do not have to take part in this study unless | want to and
that | am free to withdraw from the study within a month of the interview
without giving any reason. | know that if | do not take part in the study, it will
not affect the healthcare | receive, or my relationship with Tourette’s Action.

3. l understand that my participation will be audio recorded and | consent to the
use of this material as part of the project.

4. | understand that if | no longer want to take part in this study | should inform
the researcher. Any data that has been collected will be deleted.

5. | consent to the use of anonymised quotes or information in any resulting
reports or publications. | understand that confidentiality will be maintained, and
it will not be possible for others to identify me.

6. | am aware of who to contact if | am unhappy about the study, or want to
complain about the study.

7. | consent to the research team contacting my GP and a parent, if concerns
about my well-being arise during the study.

8. | agree to take part in the above study.
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Name of Participant Date Signature

Name of Researcher Date Signature
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UCL Research Department of Clinical,

Educational & Health Psychology ﬁ
1-19 Torrington Place
University College London |

Consent Form for Young People (aged 16-18)

Experiences of a functional tics diagnosis in adolescents, and their parents: A
gualitative study

Please complete this form after you have read the Information Sheet.

| confirm that | understand that by selecting each box below | am consenting to this
element of the study. | understand that it will be assumed that an unselected box
means that | DO NOT agree to that part of the study. | understand that by not giving
consent for any one element that | may not be able to continue with the study.

Please initial box

1. I confirm that | have read and understand the information sheet version 2.0,
dated 05.03.23 for the above study. | have had the opportunity to consider the
information, ask questions and have had these fully answered.

2. | understand that my participation is voluntary and that | am free to withdraw
within a month of the interview. | know that if | do not take part in the study, it
will not affect the healthcare | receive, or my relationship with Tourette’s
Action.

3. | consent to take part in both the questionnaire and interview

4. | understand that my participation will be audio recorded and | consent to the
use of this material as part of the project.

5. l understand that if I no longer want to take part in this study | should inform
the researcher. Any data that has been collected will be deleted.

6. | consent to the use of anonymised quotes or information in any resulting
reports or publications. | understand that confidentiality will be maintained, and
it will not be possible for others to identify me.

7. 1 am aware of who to contact if | am unhappy about the study, or want to
complain about the study.

8. | consent to the research team contacting my GP and a parent, if concerns
about my well-being arise during the study.

9. | agree to take part in the above study.
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Name of Participant Date Signature

Name of Researcher Date Signature
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UCL Research Department of Clinical,

Educational & Health Psychology ﬁ
1-19 Torrington Place
University College London |

Consent Form for Parents

Experiences of a functional tics diagnosis in adolescents, and their parents: A
gualitative study

Please complete this form after you have read the Information Sheet.

| confirm that | understand that by selecting each box below | am consenting to this
element of the study. | understand that it will be assumed that an unselected box
means that | DO NOT agree to that part of the study. | understand that by not giving
consent for any one element that | may not be able to continue with the study.

Please initial box

1. I confirm that | have read and understand the information sheet version 2.0,
dated 05.03.23 for the above study. | have had the opportunity to consider the
information, ask questions and have had these answered satisfactorily.

2. | understand that my participation is voluntary and that myself and/or my
child are free to withdraw within a month of the interview without giving any
reason. | know that if I do not take part in the study, it will not affect the
healthcare that myself or my child receives, or our relationship with Tourette’s
Action.

3. | consent to completing the questionnaire regarding my child’s background
information (please write ‘NA’ in the box if your child is over the age of 16).

4. | understand that my participation will be audio recorded and | consent to the
use of this material as part of the project.

5. l understand that if I no longer want to take part in this study | should inform
the researcher. Any data that has been collected will be deleted.

6. | consent to the use of anonymised quotes or information in any resulting
reports or publications. | understand that confidentiality will be maintained, and
it will not be possible for others to identify myself or my child.

7. 1 am aware of who to contact if | am unhappy about the study, or want to
complain about the study.
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8. | consent to the research team contacting my child’s GP if concerns
regarding the well-being of my child arise during the study.

9. | give permission for my child to take part in this study (please write ‘NA’ in
the box if your child is over the age of 16)

10. | agree to take part in the above study.

Name of Participant Date Signature

Name of Researcher Date Signature
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Appendix D. Screening questionnaire

Items in brackets denote whether recipients are required to give a forced response or whether
they can type a response freely.

Screening questionnaire

Are you a parent of a young person with functional tics, who is 12 to 18 years old? [YES/NO]
Are you a young person with functional tics, aged between 12 to 18 years old? [YES/NO]
Do you live in the United Kingdom? [YES/NO]

Have you or your child been given a diagnosis of functional tics by a professional involved in your
care? (e.g., paediatrician, GP, psychologist) [YES/NO]

How old are you? [free text]

If you are a parent completing this form, how old is your child? Please leave this blank if you are a
young person completing this form. [free text]

| consent to being contacted for the purposes of this research study [YES/NO]

If you are over the age of 16, what is your email address? [free text]

If you are over the age of 16, what is your telephone number? [free text]

If you are under the age of 16, what is your parent’s/carer’s email address? [free text]

If you are under the age of 16, what is your parent’s/carer’s telephone number? [free text]
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Appendix E. Demographic questionnaires

Demographic questionnaire - to be completed via telephone with 16—18-year olds

How old are you?

How would you describe your gender identity?

What is your ethnicity?

Have you received a formal diagnosis of functional tics?
When did you receive a formal diagnosis of functional tics?
Who provided the diagnosis of functional tics?

Have you received any other diagnoses from a professional? (e.g. anxiety, depression, autism,
ADHD)

As you would have seen in the information sheet, sometimes it can be challenging to talk
about health experiences, and we would like to make sure you feel OK to take part in the
study. Do you experience times of high distress? Are you able to keep yourself safe during
these times?

Have you ever experienced any thoughts about harming yourself? Have you ever harmed
yourself?

If yes: Have you discussed this with anyone, or is anyone supporting you with this?

What are your GP details? (name, address, telephone number)

Demographic questionnaire — for parents/carers to complete via telephone for children
aged 12-15.

How old is your child?

How would you describe your child’s gender identity?

What is your child’s ethnicity?

Has your child received a formal diagnosis of functional tics?
When did they receive a formal diagnosis of functional tics?
Who provided the diagnosis of functional tics?

Has your child received any other diagnoses from a professional? (e.g. anxiety, depression,
autism, ADHD)

As you would have seen in the information sheet, sometimes it can be challenging to talk
about health experiences, and we would like to make sure both you and your child feels OK
to take part in the study.
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Does your child experience times of high distress? Are they able to keep themselves safe
during these times?

Has your child ever experienced any thoughts about harming themselves? Have they ever
harmed themselves?

If yes: Have they discussed this with anyone, or is anyone supporting them with this?

Do you experience times of high distress? Are you able to keep yourself safe during these
times?

Have you ever experienced any thoughts about harming yourself? Have you ever harmed
themselves?

If yes: Have you discussed this with anyone, or is anyone supporting you with this?

What are your child’s GP details? (name, address, telephone number)
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Appendix F. Interview schedules

The interview schedule created by McWilliams et al. (2016) was used as a template to further
develop the interview schedules below.

Interview schedule: 12—18-year-olds.
I want you to think about the day you found out that you had been diagnosed with
functional tics. What do you remember about it?

Prompts if needed:
e How did you find out about the diagnosis?
Did someone explain the diagnosis to you? How did they explain it?
Do you remember where you were?
What name did they use for the diagnosis?
How did they explain functional tics/why these happened for you?
What did you think about their explanation?
What did the diagnosis mean to you?
What support did they suggest would help you? (e.g., treatment of anxiety or further
assessment)

Now I’d like you to talk me through what happened before then, and your journey to
getting a functional tics diagnosis. What was your life like before the functional tics
diagnosis?

Prompts if needed:
e Did you see any different doctors, nurses, psychologists, or other professionals before
then? What was this like?
Did you receive any other diagnoses before the functional tics diagnosis?
How did you feel during this time?
What about school - how did they understand the problem?
Did you have other difficulties at school?

Could you tell me about how functional tics have affected your life?

Prompts if needed:
e Have functional tics affected your friendships or relationships you have with people in
your family or your teachers?
Have functional tics affected how you feel about yourself or the things that you do?
Have functional tics affected your mental health?
Have functional tics affected the life of your family or your friends?

Have you noticed any things that trigger functional tics? Is there anything that helps to
manage the functional tics?

Prompts if needed:
e Have you noticed any particular times when functional tics happen?
e Have you noticed any particular places where functional tics happen?
e [s there anything that you use to help manage functional tics? (e.g. holding ice,
distraction)
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e s there anything that other people do that helps you manage functional tics?

Could you tell me about any support or further treatment you have received since the
diagnosis of functional tics?

Prompts if needed:

e What type(s) of support have you had since the diagnosis? (e.g., psychotherapy,
medication)

e Did you have any more assessments (e.g., for autism, ADHD, learning disability) or
diagnoses?
What was it like trying to get support?
Have there been any changes in support from school/college/professionals/family and
friends?
Has this helped to improve the functional tics or helped you to live with them?
Has this helped with other difficulties?
Also, what sorts of things have not helped?

I’d like you to think about how people can help with functional tics. What do you think
is important for them to know about functional tics?

Prompts if needed:
e How would you describe functional tics?
e How can professionals help young people with functional tics?
e How can teachers help young people with functional tics?
e How can family and friends help young people with functional tics?
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Interview schedule: Parents/carers

I want you to think about the day you found out that your child had been given a
diagnosis of functional tics. What do you remember about it?

Prompts if needed:

How did you find out about the diagnosis?

Do you remember where you were?

Did someone explain the diagnosis to you? How did they explain it?

What name did they use for the diagnosis?

How did they explain functional tics/why these happened for your child?

What did you think about the explanation?

What support did they suggest would help? (e.g., treatment for anxiety or further
assessment)

I’d like you to talk me through what happened before then and the journey to getting a
functional tics diagnosis. What was life like for you, your child, and your family?

Prompts if needed:

What sorts of health professionals did you see? What was this like?

Did your child receive any other diagnoses before the functional tics diagnosis?
How did you/your family feel during this time?

What about school - how did they understand the problem?

Did your child have other difficulties at school?

Could you tell me about how functional tics have affected your life?

Prompts if needed:

Have functional tics affected your child, their behaviour, or the things that they do?
Have functional tics affected your mental health or your child’s mental health?
Have functional tics affected how you feel about yourself or the things that you do?
What is it like supporting a young person with functional tics?
Are there any strategies that you find helpful to support your child with functional
tics?
Have functional tics affected the life of your family or your friends?
Have functional tics affected your friendships or relationships you have with people in
your family?

o How have others understood or responded to the diagnosis?

Could you tell me about any support or further treatment you have received since the
diagnosis of functional tics?

Prompts if needed:

What type(s) of support have you or your child had since the diagnosis? (e.g.,
psychotherapy, medication)

Did your child have any more assessments (e.g., for autism) or diagnoses?

What was it like trying to get this support?

Have there been any changes in support from school/college/professionals/family and
friends?
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Has this helped to improve the functional tics or helped you or your child to live with
them?

Has this helped with other difficulties?

Also, what sorts of things have not helped?

I’d like you to think about how people can help people with functional tics. What do you
think is important for them to know about functional tics?

Prompts if needed:

How would you describe functional tics to other people?

How do you think professionals should explain functional tics?
How can professionals help young people with functional tics?
How can teachers help young people with functional tics?

How can family and friends help young people with functional tics?
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Appendix G. Evidence of ethical approval

UCL RESEARCH ETHICS COMMITTEE
OFFICE OF THE VICE-PROVOST (RESEARCH,

INNOVATION & GLOBAL ENGAGEMENT) E

10 March 2023

Dr Alana Loewenberger

Research Department of Clinical, Educational and Health Psychology
ucL

Ce: Olivia Burn and Corin Whitfield

Dear Dr Loewenberger

Maotification of Ethics Approval with Provisos
Project 1D/ Title: 24255,/001: Experiences of a functional tics diagnosis in adolescents, and their caregivers: A

qualitative study

Further to your satisfactory responses to the Committee’s feedback, | am pleazed to confinm in my capacity as
Chair of the UCL Research Ethics Committee (REC) that your study has been ethically approved by the UCL REC
until 1** July 2024,

Ethical approval is subject to the following conditions:

Matification of Amendments to the Research

You must seek Chair's approval for proposed amendments (to include extensions to the duration of the
project) to the research for which this approval has been given. Each research project is reviewed separately
and if there are significant changes to the research protocol you should seek confirmation of continued ethical
approval by completing an ‘Amendment Approval Request Form'

httos:/fwww.ucl.ac. uk/research-sthics/responsibilities-after-approval

Adverse Event Reporting — Serious and Non-Serious

It is your responsibility to report to the Committee any unanticipated problems or adverse events involving
risks to participants or others. The Ethics Committee should be notified of all sericus adverse events via the
Ethics Committee Administrator (ethics@ucl.ac.uk) immediately the incident occurs. Where the adverse
incident is unexpected and sericus, the Joint Chairs will decide whether the study should be terminated
pending the opinion of an independent expert. For non-serious adverse events the Joint Chairs of the Ethics
Committee should again be notified via the Ethics Committee Administrator within ten days of the incident
ocourring and provide a full written repart that should indude any amendments to the participant information
sheet and study protocol. The Jaint Chairs will confirm that the incident is non-serious and report to the
Committee at the next meeting. The final view of the Committee will be communicated to you.

Research Ethics Service

Oifice ol the Viee-Prowest (Reseateh, Intovation & Global Engagenmant)
Urniversity Colege Londan

Emait glthics&ucl. ac uk

vwrnu L Ec. ukiresaarch-elhics!
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Final Report

At the end of the data collection element of your research we ask that you submit a very brief report {1-2
paragraphs will suffice} which includes in particular issues relating to the ethical implications of the research
i.e. issues obtaining consent, participants withdrawing from the research, confidentiality, protection of
participants from physical and mental harm etc.

In addition, please:
* ensure that you follow all relevant guidance as laid out in UCL's Code of Conduct for Research;

+ note that you are reguired to adhere to all research data/records management and storage procedures
agreed as part of yvour application. Thiz will be expected even after completion of the study.

With best wishes for the research.

Yours sincerely

Professor Michael Heinrich
Joint Chair, UCL Research Ethics Committee
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Appendix H. Extract from a coded transcript

Transcript

Codes

P: It had kind of been on long enough and we thought,
kind of, that was the main reason for going to see them.
Because school weren't really going to actually help me
or be of any use until they got that sorted to a degree, so
yeah. Kind of expected it, and it wasn't like a big surprise
or anything.

I: And did, did someone explain the diagnosis to you?

P: A little bit, but because we’d kind of already had to
look into that and we’d already contacted lots of people |
kind of already roughly knew.

I: You kind of already knew what it was, yeah. Do you
remember how they explained it?

P: Not really I don’t think. I think I’d been talking to da-
da-da-da-da and also kind of roughly had her
understanding of everything so I kind of went with it

I: Yeah, sure. And who was the person that kind of gave
you an understanding originally?

P: Probably originally, got it from [THERAPIST NAME)]
from [SERVICE].

I: Yeah, OK. And how did they explain it to you? Can
you-

P: It was a bit like some sort of boiling pots, how [ was a
person who just, it got too much for my brain to cope
with and it was the way to get some of the stress out

I: Yeah. And what did you think of that explanation?

P: It does make quite a lot of sense because there was a
lot going on and everything just went pft [moves hands
outwards].

I: Yeah, it was all just quite a lot. And what did you think
about the diagnosis, the functional tics diagnosis?

P: Not like... I was never really fussed about it or kind of
wanted it in the first place, but I kind of had no choice

Diagnosis needed to get
support

Not surprised by the diagnosis

Did own research when tics
started

Explanation for functional tics
given by professionals

Functional tics described as a
pressure cooker - body
releasing built up anxiety

Explanation gave answers and
made sense

Diagnosis needed to get
support
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because of school. And I think that's what annoys me the
most, I didn't really get like a lot of... what I wanted
about it. It was more, oh school are gonna keep treating
you like an idiot until you have it so there's no other way
around it.

Abbreviations. 1, interviewer; P, participant.
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Appendix I. Example codes within a subtheme

Below is a screenshot of codes comprising the subtheme ‘lack of timely and specialist
support — passed around’ within the theme ‘fighting for help’. ‘Files’ refers to the number of
participants endorsed and ‘references’ refers to the number of times each code was endorsed
throughout the data.

® Name &> Files « References
(O Blamed, disbelieved, discounted 15 307
=- () Fighting for help 15 539
(O Needing to be forceful to get support (but also calm) 12 37
(O Family stress and isolation 15 230
(O What are we supposed to do 15 115
=- () Lack of timely and specialist support - passed around 15 141
O Lack of professional knowledge of functional tics and support services a barrier to timely support 4 4
(O Took a long time to get the right information, support and acceptance 4 5
(O A need for joint professional working and MDT input (e.g. shared understanding) 5 7
(O Feeling lucky to access support quickly 6 8
(O Disjointed services - passing the buck, gatekeeping and onus on parent 7 13
(O Need to be in crisis to get support - reduced distress a barrier to accessing support 7 8
(O Support needs to be more readily accessible - long waiting times resulting in escalation of distress 7 10
(O Lack of timely support - a need to access private support 8 16
(O Limited support available and difficulties accessing support 8 25
(O Explanation given by professionals for functicnal tics 10 16
(O Specialist professionals important - understanding of functional tics and confidence in diagnosis 13 29
O Whoam | now 15 295
(O Professional and community support 15 436
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Appendix J. Amendments to an interview schedule based on feedback from patient and
public involvement (PPI)

The interview schedule created by McWilliams et al. (2016) was used as a template to further
develop the interview schedules for the current study.

Example interview schedule: 12—18-year-olds
(Amendments based on PPI feedback are in red)

| want you to think about the day you found out that you had a diagnosis of functional tics. What
do you remember about it?

Prompts if needed:

How did you find out about the diagnosis?

Did someone explain the diagnosis to you? How did they explain it?

Do you remember where you were?

What name did they use for the diagnosis?

How did they explain functional tics/why these happened for you?

What did you think about their explanation?

What did the diagnosis mean to you?

What support did they suggest would help you? (e.g., treatment of anxiety or further
assessment)

Now I'd like you talk me through what happened before then and your journey to getting a
functional tics diagnosis. What was your life like before the functional tics diagnosis?

Prompts if needed:

Did you see any different doctors, nurses, psychologists, or other professionals before then?
What was this like?

Did you receive any other diagnoses before the functional tics diagnosis?

How did you feel during this time?

What about school - how did they understand the problem?

Did you have other difficulties at school?

Could you tell me about how functional tics have affected your life?

Prompts if needed:

Have functional tics affected your friendships or relationships you have with people in your
family or your teachers?

Have functional tics affected how you feel about yourself or the things that you do?

Have functional tics affected your mental health?

Have you noticed any things that trigger the functional tics? Are there any strategies that
help with the functional tics?

Have functional tics affected the life of your family or your friends?

Could you tell me about any support or further treatment you have received since the diagnosis of
functional tics?

Prompts if needed:

What type(s) of support have you had since the diagnosis? (e.g., psychotherapy, medication)
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e Did you have any more assessments (e.g., for autism, ADHD, learning disability) or
diagnoses?

e What was it like trying to get support?

e Have there been any changes in support from school/college/professionals/family and
friends?

e Has this helped to improve the functional tics or helped you to live with them?

e Has this helped with other difficulties?

e Also, what sorts of things have not helped?

I’d like you to think about how people can help with functional tics. What do you think is
important for them to know about functional tics?

Prompts if needed:
e How would you describe functional tics?
e How can professionals help young people with functional tics?
e How can teachers help young people with functional tics?
e How can family and friends help young people with functional tics?
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