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A brief guide about tics and Tic Disorders
[image: Dietary Interventions for Tics and Tourette Syndrome]

This is a brief guide we’ve put together about tics and Tourette syndrome – you may know all this information already, but feel free to share this guide with anyone involved in yours and your child’s life – such as your family, friends, and staff at school. 
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[bookmark: _Toc18056226]What are tics?
Tics are rapid, brief and sudden movements or sounds. They are involuntary in nature – you don’t chose to do them, they just happen and don’t appear to have meaning or purpose to them.
Tics are typically classified into two categories:
· Motor tics are movement-based tics that can occur in any muscle in the body. 
· Vocal tics (also called verbal tics or phonic tics) are sounds produced by moving air through the nose, mouth or throat – it’s not just tics arising from the vocal cords.
Some common examples of tics: 
	Motor tics
	Vocal tics

	Eye tics: blinking, eye rolling, squinting, gestures such as looking surprised or quizzical 

Nose tics: twitching, broadening nostrils

Mouth tics: biting tongue, chewing lip, licking lip, lip pouting, baring your teeth, grinding teeth, sticking out tongue, making funny expressions, lip curling

Head tics: head jerks, touching shoulder, throwing head back or to side

Shoulder tics: jerking a shoulder, shrugging shoulders

Arm and hand tics: quickly flexing arms, poking with fingers, popping knuckles, arm jerk (as if to hit someone), slapping

Leg tics: kicking, skipping, knee-bending, flexing the foot, staking, stomping

Torso tics: tensing the stomach

Touching, tapping, or picking

‘Evening-up’ – wanting that ‘just right’ feeling, touching something with both hands so it ‘feels balanced’

Impulsive, risky behaviours

Rude/obscene gestures (also known as ‘copropraxia’)

Copying someone else’s actions
	Coughing and throat clearing

Sniffing 

Rapidly exhaling air out of noise

Snorting

Whistling

Animal or bird noises

Yelping

Syllables

Words and phrases, that often occur out of context

Rude or obscene words or phrases (also known as ‘coprolalia’)

Repeating what someone else or yourself has said 

Other tic-like vocal issues, such as sudden changes in volume or pitch



[bookmark: _Toc18056227]Simple tics and Complex tics
We also usually think of tics in two other ways: as being simple, or as being complex.
[bookmark: _Toc18056228]Simple tics
· Simple motor tics usually involve just one muscle or body part doing something – for example, blinking, twitching, or quick jerks. 
· Simple vocal tics usually involve short noises, such as clearing the throat, sniffing, or coughing. 
· Simple tics usually look quite spontaneous and rapid, and do not look like they have much purpose or meaning to them.
[bookmark: _Toc18056229]Complex tics
· Complex motor tics usually involve several motor tics happening at once, involving multiple muscles or movements in the body – either happening all together or one after another. Examples of complex motor tics include stopping when walking usually, touching someone or something, obscene or rude/taboo movements or gestures, or bending the body in a certain way. 
· Complex vocal tics can include words, whole sentences, copying what someone else said, repeating the same word repeatedly, and saying rude or socially-unacceptable words/phrases.
· Complex tics can also involve a mixture of both motor and vocal tics in a sequence: for example, an arm flex followed by a vocal yelp, followed by a sniff. Complex tics may look more ‘intentional’ than simple tics, but they are still involuntary.


[bookmark: _Toc18056230]Are tics completely involuntary? 
Tics are purposeless, rapid movements and sounds that do happen without us wanting to – so in that sense they are involuntary. But because some tics are proceeded by a premonitory urge (see page 13 for description) and/or many people can consciously ‘hold their tics back’ in certain situations, they also have a voluntary or semi-voluntary nature to them as there is some way they can be controlled or influenced. For some, holding them in can be uncomfortable and can be described as a ‘build-up of pressure’, meaning they can delay the tic happening but the tic will eventually happen to release that pressure.
One way we can imagine what it’s like to hold in tics is through a little task: open your eyes, and resist the urge to blink. While doing this, you might be thinking how much you want to blink, and how nice it would feel to do so! For a short period of time, it’s possible to keep your eyes open and avoid blinking. As you do this, you’ll sense a feeling around and in the back of your eye – similar to a pressuring or burning sensation – telling you it’s time to blink. Eventually you’ll have to blink as the urge to do so is too strong to control. Some people are able to hold or ‘suppress’ their tics more than others.

[bookmark: _Toc18056231]What’s a tic disorder?
Health professionals use medical classification systems to categorise different types of health issues, which allows them to have a common language to describe symptoms to be able to identity and diagnose health issues.
The key characteristic of a tic disorder is in the name: it’s characterised by motor and/or vocal tics, and their duration and pattern over time. A health professional should discuss whether there are any other aspects of medical history which could be causing the tics.
There are three categorisations of tic disorder:
· Transient tic disorder (sometimes called ‘provisional tic disorder’): this means a person has motor and/or vocal tics, but they’ve been happening for less than a year. 
The nature of tics means it’s difficult to predict the longevity of tics – if the tics are present for more than a year, they would then be classified as one of the below:
· Chronic (or ‘persistent’) motor or vocal tic disorder: this means a person has motor tics OR vocal tics (but not both) that have been present for a year or more.

· [image: Georges Gilles de la Tourette.png]Tourette syndrome: this means a person has motor tics AND vocal tics, and they have been present for a year or more.
The name ‘Tourette syndrome’ comes from Georges Gilles de la Tourette (born 1857; died 1904), a French physician who encountered many patients with tics during his medical career, and was one of the first physicians who wrote detailed accounts of the tics he saw in his patients.

[bookmark: _Toc18056232]How are tic disorders diagnosed?
There are a number of health professionals who can assess patients and give a diagnosis of tic disorder, including (but not limited to): psychiatrists, neurologists, nurse practitioners, paediatricians, and clinical psychologists.
As with any health condition, tic disorders are diagnosed through a thorough discussion between the child, their parents/carers, and a health professional: this discussion will look at their medical history and many questions relating to the tics (e.g. when they first appeared, how often they happen etc). A health professional may use a questionnaire to help with exploring the history of your child’s tics, their type, frequency, and how much they hinder your child doing the things they want to do.

[bookmark: _Toc18056233]How common are tics and Tourette syndrome?
Many children will have tics for just a short period and then they go away, while others will have them for a longer period of time. It’s difficult to find out precise prevalence rates for all tic disorders, but transient tics (tics lasting less than a year) are estimated to occur in as many as 20% of school-aged children.
In the UK, it is estimated that Tourette syndrome affects 1 child in every 100 cases. If you include those with chronic tic disorder, this jumps to about 5 child in every 100. More than 300,000 children and adults live with Tourette syndrome in the UK – and every person will vary in the impact these tics have upon their life. 

[bookmark: _Toc18056234]What happens in the brain to cause tics?
The brain is an incredibly complex organ to understand – and scientists have done a lot of research into trying to understand the neuroscience of tics. Currently, the evidence suggests that a part of the brain called the basal ganglia plays a key role in tics. 
The basal ganglia is located deep in the brain and is an important area associated with movement, motivation and mood – and also mediates repetitive and habitual behaviours.  The basal ganglia consists of several components – such as the striatum, the pallidum, and sub-thalamic nucleus – which all work and communicate together with the other areas of our brain to make us move. 
The current theory as to why tics occur is that tics are due to a sensitivity to dopamine (a neurotransmitter, which can be thought of as the brain’s chemical messengers) in this part of the brain. Dopamine is a key neurotransmitter in the brain that – among other things - regulates the speed of processing and how fast or slow we do things. The basal ganglia’s sensitivity to dopamine may result in too many signals being sent to the basal ganglia, which causes the extra urges to move – and these come out as tics. It can be useful to think of this as your brain sending too many signals out to the muscles, telling them to move even though you don’t want them to.
[image: Image result for dopamine] 
[image: Image shows brain areas associated with tourette tics.]More recent research suggests that it’s not just the basal ganglia involved in making tics – this part of the brain is also making connections with other areas, such as the cortex (the outer layer of tissue in the brain which is involved in functions such as attention, perception, thought and memory) and cerebellum (the part of the brain involved in motor control). These parts of the brain are believed to work together to enable action-selection, such as wanting to do something but choosing not to as you recognise potential negative consequences from the behaviour. It is thought that an imbalance in neurotransmitters between these regions can hinder action-selection, creating difficulties when controlling movements. 
An analogy we can use for this is comparing it to getting water from the sink: there’s always water pressure available in the water system, and typically the piping system has no leaks and only let’s water out when you direct it to do so by turning the taps. With tics, we can think of this as being a few leaks in the pipes, meaning the water seeps out! But there are things we can do to help these leaky pipes!
The Neuroscience for Kids website - http://faculty.washington.edu/chudler/neurok.html - is a useful website to look at if you’re interested in finding out more about the brain and how it works!

[bookmark: _Toc18056235]Who has tics? And why do they develop?
Tics can occur in muscles in any part of the body.  Tics often emerge early in childhood, usually between 3 and 9 years of age – but they can start earlier or later than this. When tics first start to appear, it’s often (but not always) in the form of motor tics in the face and head – such as eye blinking and head movements. Vocal tics – such as sniffing and throat clearing – may then appear. 
Tics are more common in boys than girls, but it’s still not quite known why this is – this trend is also common in other neurodevelopmental conditions such as ADHD, autism spectrum disorder and some learning disorders, which might suggest it’s something to do with brain development differences between boys and girls.
There is a genetic element to your risk for developing tics (and other neurodevelopmental disorders too), and this can be passed down into your child’s genes. It’s not unheard of for parents to mention that they had tics as a child, or to know of other people in the family who had them too. This, combined with the many life experiences we may have, can influence how our genes express themselves and whether tics may emerge.
For the majority of children, tics tend to decrease as they go through adolescence and into young adulthood - many tend to get better with coping and managing them as they grow older, and may become less self-conscious about having tics and explaining them to other people.

[bookmark: _Toc18056236]Do tics follow a certain pattern?
A key feature of tics is their nature to wax and wane over time: there are often periods where there’s more tics, and times when there’s fewer tics. Some tics may disappear completely or come back later, and brand new tics may start. Tics are usually made worse by tiredness, stress, and illness, and are usually improved by concentration or actively doing something. An increase in tics typically occurs during exams or at the start of the school year.
Many people with tics describe how the tics change depending on:
· Where they are – for example, are they in a place where they’re expected to be quiet (such as in school, in exams), or other people might comment on their tics? This in turn can ramp up how they feel, which can then feed into tics.

· Who they’re with – for example, are they with people who are accepting of their tics and don’t comment on them, or are they with someone who makes negative comments about the tics and asks them to stop?

· What they’re doing – tics often decrease when engaged in an activity, as the brain functions involved in tics are being used in that activity.

· How they’re feeling – heightened emotions of any nature can increase tics. For example, being stressed or worried about an upcoming event, or excited about going somewhere.

· The time of year – for example, exam periods in school, being on summer holidays, during heatwaves, approaching Christmas.

· And what others around them are doing.  
…so you may find that your own pattern of tics is quite variable, and everyone’s pattern of tics is unique!

[bookmark: _Toc18056237]Does Tourette syndrome means I swear a lot?
Unfortunately the media seems to have a constant focus on Tourette syndrome being all about swearing, saying taboo things, and making rude gestures. This means many people don’t quite understand what Tourette syndrome is and don’t understand the complexities of living with tics. In reality, only about 10% of those with Tourette syndrome have tics involving swearing, making rude gestures etc.

[bookmark: _Toc18056238][image: Image result for wasp clipart]How can I tell if a tic is actually a tic?
The nature of tics means they do come and go, and many people with tics also have other health issues that have tic-like behaviours. We can use the acronym W-A-S-P to help us in identifying whether a tic might actually be a tic: 
1. [bookmark: _Toc18056239]Wax and Wane
Do the tics have a history of becoming worse at times and better at others throughout the year. Tics themselves are exacerbated by heightened mood or feelings, or having other things happening (e.g. stress, hunger, illness, exams). Tic disorder over time usually also have a longer waxing and waning pattern. Typically they reduce over long periods of relaxation and holiday (such as in the summer holidays) and wax back up near the start of school term.  
2. [bookmark: _Toc18056240]Activity and Affect
First, are the tics changeable by physical activity or exercise? Usually when someone engages in physical activity such as running, singing, swimming, dancing, football etc, they are noticeably having fewer tics. People may also report fewer tics when concentrating on an activity involving motor coordination – such as playing musical instruments, singing etc. Often people with tics may fidget (consciously or not), or use fiddle/fidget toys to help reduce tics. Physical movement and activity typically tends to reduce tics in general.
Secondly, do the tics change due to your emotional state? Tics tend to increase when you’re in a heightened emotional state – this can be both ways, e.g. when feeling more positive (e.g. excited about something) or feeling more apprehensive (e.g. worried about exams, social situations etc).
3. [bookmark: _Toc18056241]Suppressible and Suggestible
Can the person with tics ‘hold them in’ at times? Are there places where they actively try and ‘hold the tics back’? Can the person hold them in and not do the tics? You may not be able to describe how you do it, but know that you can. Some people can do this seconds whilst others can last hours. Older children and adults typically are better at this as they have had more practice.
Are the tics suggestible? Does hearing about tics, reading about tics, or watching someone with tics tend to make you tic? One of the key features of tics is that they are suggestible - thinking about them, reading about them, hearing or watching them etc - can make you tic. It’s a bit like how seeing a person yawn can then trigger us to yawn too!
4. [bookmark: _Toc18056242]Premonitory urge
Do you feel a funny sensation before a tic happens – usually in the area where the tic happens? Not everyone feels this, but some people do feel it for some or all of their tics. As kids get older, they tend to become more aware of premonitory urges.

[bookmark: _Toc18056243]What’s the premonitory urge?
The premonitory urge is a sensation that may be felt prior to a tic happening. The urge is often located around the area where the tic happens – for example, around the neck for a throat tic, or around the eyes and eyebrows for a blinking tic. Premonitory urges can be thought of a ‘warning sign’ that a tic is on its way. 
People with tics often describe the urge as feeling like:
· The sensation you get before you sneeze
· A bubbling feeling
· A pressure or tension building up
· An itchy feeling, or similar to insects crawling across skin
It’s important to note that:
· Not all children feel an urge prior to a tic
· Children may be able to identify and feel urges as they grow older
· They may only feel the urge for one or two of their tics, or for all of them
· They may not feel urges for new tics, but may do so with time

[bookmark: _Toc18056244][image: Image result for tourettes iceberg]What other conditions commonly co-occur alongside tics?
It is believed up to 85% of people with TS will also experience co-occurring conditions. The most commonly co-occurring conditions are obsessive-compulsive disorder (OCD) and attention-deficit hyperactivity disorder (ADHD) however mood disorders and anxiety, autism spectrum disorder (ASD) and sensory processing difficulties are also common in TS populations. Although the biological underpinnings of these conditions are not entirely understood, they are all thought to be caused by abnormal processing within the brain's neurotransmitters and basal ganglia circuit which may explain their high concurrence.
[bookmark: _Toc18056245]Obsessive–compulsive disorder (OCD)
OCD is an anxiety related condition. Rates of young people with tics and OCD vary between 10-80%, however up to 50% of young people with tics show symptoms of OCD. Symptoms of OCD include the presence of unwanted intrusive thoughts which cause anxiety and stress and repetitive behaviours the young person carries out to rid a distressful thought, known as a compulsion. It has often been noted that the boundaries between symptoms of TS and OCD are blurry and it can be hard to attribute the symptom to either one condition. OCD can begin at any age during the course of TS but most commonly occurs during middle-childhood in males or early adulthood for females. Treatments for OCD include cognitive behavioural therapy techniques, exposure and response prevention or cognitive therapies, and medication. 
[bookmark: _Toc18056246]Attention deficit hyperactivity disorder (ADHD)
ADHD is a neurobiological disorder which presents itself with behavioural symptoms. ADHD is the most common co-occurring condition in populations of people with Tourette syndrome, affecting between 60-80% of young people with tics. ADHD is characterised by 3 presentations of symptoms including inattention symptoms such as difficulties sustaining attention, losing focus or becoming easily distracted, or hyperactive-impulsive symptoms including being fidgety, interrupting conversations and having difficulty waiting or turn-taking. The final presentation of ADHD is a combination of both inattention and hyperactive-compulsive symptoms. Symptoms of ADHD might be noticeable around the ages of 3-5 years old, presenting a little earlier than TS usually does, and can also be frequently confused with tic symptoms. Treatment for ADHD has included psychoeducation for the family and young person with ADHD, cognitive behavioural therapies and medications.

[bookmark: _Toc18056247]Treatments for tics
[image: C:\Users\mszbd1\Downloads\Toolkit tics.png]There is no cure for tics, and for many children tics do decrease as they go into adulthood. 
If tics are disruptive, impair daily activities and generally affect quality of life, then there are a number of evidence-based treatments and self-help techniques/tools that can help reduce tics and how we manage and cope with them, which in turn can help us feel more accepting and confident in living with tics.
[bookmark: _Toc18056248]Watchful waiting
If it’s still early days and you’ve spoken to a health professional about your child’s tics and the tics aren’t currently impairing day-to-day life, one strategy they may use is what’s known as watchful waiting. This is used across many health issues - it allows time to pass before starting any treatment, to see if there any changes in the tics over time (e.g. whether they improve over time or not).

[bookmark: _Toc18056249]Learning about tics
Learning about tics (sometimes called psycho-education) – as you’re doing through reading your document – is an essential first step to understanding tics, to understand their nature and the challenges faced in living with them. This can then help in giving us more positive attitudes and outlooks in helping manage and cope with tics. 
Having tics can have a big impact on our social life and how we get on with other people – and so learning about tics isn’t just for the person with tics, it’s for their family and friends as well, and as other people in their life - such as school staff and fellow pupils. There are many misconceptions and misunderstandings about tic disorders – so it’s important many people learn what tics are and how they impact upon people.
Being educated about tics means you and your child can become your own advocate to help educate others about tics and reduce some of the stigma and misconceptions about them. It can also help you in your child’s school and seeking whether additional measures or support can be in place for them.
One way your child can help to educate others is through giving a talk to their peers and teacher at school – Tourettes Action has some guidance about this if this is something your child would be interested in doing: www.tourettes-action.org.uk/86-presentations-for-schools.html.
[image: Image result for billie eilish][image: Image result for tim howard]Understandably, children with tics may be concerned about what the future holds with their tics and whether it’ll impact on their future job aspects. It can be really helpful to learn about well-known and famous people who have Tourette syndrome/tics. Examples include Tim Howard (goalkeeper for USA football team and formerly of Everton), Billie Eilish (singer and musician), and Jess Thom (theatre-maker and comedian). Wikipedia has a whole section dedicated to notable people who have Tourette syndrome. There are of course many people out there who aren’t famous but have managed to succeed and achieve despite having tics! 

[bookmark: _Toc18056250]Medication
Medication is an option available to help tics – particularly more severe tics that interfere and impair everyday functioning and cause pain and injury. Everyone faces their own personal opinions when it comes to medication. As with medications for different health issues, not every medication works for each person, each comes with their own side effects, and there is always a trial-and-error element to trying out medications to find out which one works best for you and your unique situation. Furthermore, many people with tics also have another health condition (e.g. ADHD, OCD) – and so there may be a balance in finding the right medication that helps tics but also doesn’t impact on other health issues. 
Medication for tics falls into two different classes: 
The first class are known as antipsychotic medications (also known as neuroleptics): historically, these have been used to treat symptoms of psychosis, but they’ve also been found to work well for chronic tics and Tourette syndrome. As tics are understood to be linked to over-sensitivity to dopamine within the brain, antipsychotic medications work through blocking the dopamine receptors within the pathways in the brain, meaning that dopamine has a reduced effect in the brain. Names of antipsychotic medications given for chronic tics/Tourette syndrome include Aripiprazole, Haloperidol, and Risperidone. 
The second class are known as centrally acting alpha agonists: historically, these have been used to treat symptoms of migraine and high-blood pressure, but again have been found useful for chronic tics/Tourette syndrome. These types of medication work through stimulating the brain’s alpha-receptors. Names of anti-hypertensive medications given for chronic tics/Tourette syndrome include Clonidine and Guanfacine.
Discussion with a healthcare professional is a vital part of deciding whether medication is an option you wish to explore.
[bookmark: _Toc18056251]Behavioural Therapy for Tics
You may have heard about behavioural therapies being available for Tourette syndrome and tics. These do not cure tics, but can help provide some behavioural strategies to manage tics to lessen their impact. 
There are two main types of behavioural therapies:
· Habit Reversal Therapy, known as ‘HRT’ for short
· Exposure and Response Prevention, known as ‘ERP’ for short
There is also a package called Comprehensive Behavioural Intervention for Tics (‘CBIT’ for short) – this consists of HRT plus other behavioural ways of helping tics, such as through relaxation training, self-awareness training, and changing things in the environment that may affect tics.
HRT and ERP are based on what’s known as a negative reinforcement loop: the premonitory urge that may be felt before a tic is an uncomfortable feeling – the tic happens, and then this relieves the uncomfortable feeling. However, it’s not long until the premonitory urge happens again, at which point again the tic happens to feel relief. Essentially, it is a vicious cycle that reinforces that the tic happens to feel relief from the urge:
[image: ]
Both HRT and ERP involve focusing on the premonitory urge that’s felt prior to a tic and both types of therapy focus on stopping this vicious cycle, but in slightly different ways:
· HRT involves the ‘redirection’ of tics (known as ‘competing responses’): this involves making competing responses for specific tics, so that the premonitory urge for them is ‘satisfied’/decreases. This is achieved by completing a different action or sound, but not doing the tic that was leading to it. The competing response often looks less ‘obvious’ than the tic. HRT tends to focus on one or a few tics.

· ERP involves sitting with the premonitory urge (the feeling of wanting to tic) and resisting it for as long as possible. As you do this more and more, the urge should decrease over time as you get more and more used to it. ERP tends to focus on all tics at once.
One analogy to imagine what these behavioural therapies are like is through imagining what we do when we feel an itchy sensation somewhere in our body: often we go and scratch it to relieve the itchy feeling – but what happens if we sit with that itchy feeling? We may try and take our mind off it until it dies down, or try and resist it as long as we can and then go and scratch it - or we might try and brush the area instead to prove some relief without scratching it. 
While behavioural therapies focus on a medication-free way of managing tics, please note that they are not suitable for all children with tics, other health conditions can affect how you get on with behavioural therapies, and you may still experience some ‘side effects’ from undergoing behavioural therapy. 

[bookmark: _Toc18056252]Self-help techniques
There’s also a few self-help techniques that you can do at home to help with tics:
[bookmark: _Toc18056253]Relaxation and structured breathing exercises
Relaxation exercises can be helpful in reducing our anxiety, which in turn can also have an impact upon tics. You can find relaxation exercises through a simple search online (e.g. from NHS - www.nhs.uk/conditions/stress-anxiety-depression/ways-relieve-stress), or use apps (e.g. ‘Calm’) to provide guided relaxation exercises. Tourettes Action have also produced a guided relaxation exercise downloadable as an MP3 via their shop: https://www.tourettes-action.org.uk/news-276-guided-relaxation-for-tics.html
[bookmark: _Toc18056254]Thinking about the environment around you
Something to think about is how the world around us can affect your child’s tics. Understandably, as parents you can at times feel frustrated at your child’s tics – and may react in a negative way towards them. You might have told your child in the past to ‘stop ticcing’, which in turn may have made the child feel a bit self-conscious about their tics and they may have tried to suppress them. This can quickly develop into a vicious cycle, such as in this example:
[image: C:\Users\mszbd1\Desktop\ENG Vicious Cycle_updated copy.png]
  
If you can, ignore the tics as much as possible. Avoid commenting or reacting to the tics publicly, as this may worsen the tics. If your child has painful or harmful tics, then it’s fine to step in and help provide relief for their discomfort.
Likewise there may be stresses in the home environment that your child may pick up on, affecting their own well-being and subsequently having an impact on their tics.
[bookmark: _Toc18056255]Talking to your child’s school
It’s also useful to approach your child’s school about how their tics impact upon their learning, and how teachers’ reactions may have an impact on their tics too. There may be additional measures available (e.g. such as from a SENCO) to support your child at school and potentially make adjustments for your child at school.
[bookmark: _Toc18056256]Monitoring tics
It can be helpful for children and parents to work together in monitoring tics over time – for example, to help see if there are any specific triggers for episodes of increased tics; to identify protective things that help reduce tics; and to prepare for future events/situations which could impact upon your child’s wellbeing and their tics (for example starting a new school, or exams). It can also be useful to create a tic list, summarising the current tics in a calendar or diary, whether premonitory urges are present for them, and how annoying they are (you can rate this on a scale 0-10) – as these can change over time.
[bookmark: _Toc18056257]Strategies from people with tics
We’ve also included in this pack a list of ‘TicTips’ – practical strategies that people with Tourette syndrome/tics have used to help them in managing their tics.




[bookmark: _Toc18056258]Resources
There is a wealth of resources available to find out more about tics, coping mechanisms, strategies etc. Below are some examples – the list is endless!
[bookmark: _Toc18056259]Websites
· Tourettes Action is the leading support research charity for young people with Tourette syndrome and their families in England, Wales and Northern Ireland. This website offers useful information for those living with Tic Disorders too. Their website offers many resources, news and information on Tourette syndrome:  https://www.tourettes-action.org.uk/rescat-6-support.html 

· Dr Duncan McKinlay is a Canadian Psychologist who works with children with Tourette syndrome and tic disorders - and Duncan has Tourette syndrome himself! He refers to tics as being like ‘leaky brakes’ on a car, which we can help tighten up through self-management tools. Dr McKinlay has put together some online resources to do the basics of CBIT at home: www.cpri.ca/families/programs-services/brake-shop/brake-shop-virtual-clinic/tic-management-toolbox/ 

· Great Ormond Street Hospital have created their own page on Tourette Syndrome, including many useful documents for young people to explain Tourette Syndrome and associated conditions: https://www.gosh.nhs.uk/conditions-and-treatments/conditions-we-treat/tourette-syndrome

· The Tourette Association of America are a non-profit organization based in America. Their website offers many resources, many of which are still useful to families living in the UK: https://tourette.org/ 

[bookmark: _Toc18056260]Online support groups
For people with chronic health conditions, connecting to others in similar situations can be vital in accessing emotional and practical support – but for various reasons, it can be tricky to find face-to-face support groups. Given this, a huge vast of online support groups and communities have developed for all sorts of different health issues. These may be on distinct websites, or may be ‘groups’ on Facebook etc. Online support groups can be really useful for people with tics and Tourette syndrome for many reasons:
· They can give access to support from people in similar situations for you – particularly when there’s no support groups near you, or can’t go to support groups for other reasons.
· They can help in validating your feelings – it can be really helpful to understand that other parents are going through similar issues as you are, and so assuring that you’re not alone in what you’re feeling.
· They can help you in finding out new techniques and strategies for helping manage tics.
· They can help give hope for the future and that your child can navigate their way through life even with their tics.
However, there are some small cautions needed in using these online groups:
· Many parents record videos of their child ticcing to share with their doctor/health professional – so that they can show them what the tics are like, in a one-to-one appointment. Some parents also share these online in online support groups. Be mindful of who might be seeing these, and whether your child would want a video of them online.
· They can make you feel a bit downhearted and low in seeing other people describe their situations – it can be difficult acknowledging the realities of tics, and naturally may fuel concerns you might have about your child’s future with tics.
· Members may discuss their experiences of treatments etc, some of which may be concerning or frightening, and put you off trying out things that might help your child’s tics.
· The administrators/moderators of each online group may vary in what they allow (and not allow) to be discussed in their group. 
If you’re on Facebook, a simple search for Tourette syndrome/tic groups will produce many different online groups. 
[bookmark: _Toc18056261]Books
· The Tourettes Survival Kit: Tools for Young Adults with Tics by Tara Murphy and Damon Millar.
· Tic Disorders: A Guide for Parents and Professionals by Uttom Chowdhury & Tara Murphy
· Can I tell you about Tourette Syndrome?: A guide for friends, family and professionals by Mal Leicester.
· Kids in the Syndrome Mix of ADHD, LD, Autism Spectrum, Tourette's, Anxiety, and More!: The one-stop guide for parents, teachers, and other professionals by Martin Kutscher.
· Nix Your Tics!: Eliminate Unwanted Tic Symptoms: A How-To Guide for Young People by Duncan McKinley

[bookmark: _Toc18056262]Videos
Videos are really great in showing examples of what it’s like to live with TS. There are absolutely LOADS of videos on YouTube about Tourettes – including documentaries, vlogs from people with TS themselves, from scientists etc. Below are some examples
· BBC Three – Things not to say to people with Tourette syndrome: https://www.youtube.com/watch?v=2-YeQUrX5M4. BBC Three also have several other videos about Tourette syndrome.
· Real Families: What's it Like for Kids With Tourette's Growing Up?: https://youtu.be/PiOx01HQL9E - this is a documentary showing three British kids’ experiences of Tourette syndrome and trying out behavioural therapies.
· TEDeX: Jess Thom - Tourette's syndrome: why it doesn’t define me: https://youtu.be/_jmTlQld2Z8 
· Caspar Lee - Growing Up With Tourette's Syndrome: www.youtube.com/watch?v=LZQlch6v3W4 
· Tourette Association of America ‘Living with Tourette syndrome’ short documentary: https://www.youtube.com/watch?v=e8HtTb0Vk_o
· The Psych Show – how behavioural therapies work for tics: https://www.youtube.com/watch?v=6tQVTVvAqGs
· Neuro Transmissions – the neuroscience of Tourette syndrome: https://www.youtube.com/watch?v=L2xw0BOB4NE
Please note: as mentioned on page 13 – tics are suggestible in nature, meaning that watching videos of people who have tics may increase your tics or premonitory urges.
[bookmark: _Toc18056263]Research
[image: Magnifying Glass, Search, To Find, To Watch, Increase]For those of you who may be interested in finding out more about what research is going on about Tourette syndrome, Tourettes Action often update their website with findings from previous research and highlight current research projects that you may be interested in: https://www.tourettes-action.org.uk/134-research-projects.html
Many young people enjoy being involved in research, some say that they like to learn more about the condition and others like to feel they may help other young people like themselves in the future. 
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