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Most common questions from parents of a
patient

,What is a tic and what
causes them?”

,What can we expect now
for my child?”

,Will my child’s tics ever go
away?”

“How can we help our child
manage the tics so they can
have a normal life?”
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European clinical guidelines for Tourette syndrome and other tic
disorders—uversion 2.0. Part II: psychological interventions
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The European guidelines recommends
embedding each treatment within a
psychoeducational and supportive context



Effectiveness on tic severity
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Figure 2: Case-by-case analysis of YGTSS motor tic severity percentage change from pre- to

post-assessment (HRT group) Figure 3: Case-by-case analysis of YGTSS motor tic severity percentage change from pre- to

Note. Two participants who did not attend any groups were not included in this analysis. post-assessment (Educational group)

Note. One participant who did not attend sessions, and one lost to follow-up. were excluded from this analysis. Participant
#2 had experi a signifi life event. Participant #14 had i d a change in medication.

* (Yates, 2016)
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FIGURE 1 | Yale Global Tic Severity Scale score variations (means and SEs) from baseline (T0) to time 1 (Tl) and 2 (T2) * p < 0.05, behavioral therapy (BT) vs
pharmacotherapy (PT); ** p < 0.01, psychoeducation vs both BT and PT.

* (Rizzo, 2018)




Table 4 Rates of positive response on Clinical Global Impression-Improvement
scale by tic medication status in combined sample (n = 248)

Positive Negative Unadjusted
response, n (%) response, n(%) Test, p value odds ratio
Overall
CBIT 56 (45.2) 68 (54.8)
PST 16 (12.9) 108 (87.1) x2 =29.77,p < 0.0001 5.56
Not on tic
medication
CBIT 43 (51.2) 41(488)
PST 10 (11.5) 77 (885) x2 = 31.49,p < 0.0001 8.07
On any tic
medication
CBIT 13 (32.5) 27 (67.5)
PST 6 (16.2) 31(838) x°=274,p = 0.098 2.49
On o2 agonists
CBIT 8(47.1) 9 (52.9)
PST 5 (25.0) 15(75.0) Fisher exact, p = 0.188 2.66
On
antipsychotics
CBIT 3(21.4) 11(786)
* (Sukhodolsky, 2017) PST 1(91) 10(90.9) Fisher exact, p = 0.604 2.73

Abbreviations: CBIT = Comprehensive Behavioral Intervention for Tics; PST = psychoedu-
cation and supportive therapy.



Importance of PE

Martino, 2017

»Appropriate education of patients and families on the phe-
nomenology, natural history, impact on social, academic, and
professional functioning, relation to environmental factors,
behavioral comorbidities, and therapeutic options is a
fundamental phase in the management of tic disorders”
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How does psychoeducation help? A review of
the effects of providing information about
Tourette syndrome and attention-deficit/
hyperactivity disorder
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Abstract

Tourette (TS) and att i disorder (ADHD) are common
neurodevelopmental disorders that often co-occur. They are both stigmatized and misunder ~~~~
conditions. This review critically appraises studies examining intervent: -

approaches in TS and ADHD. Studies examinino **
Keywords R =~ <A ADHD *
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Chapter 2

Psychoeducation About Tic
Disorders and Treatment

Monica S. Wu, PhD' and Joseph F. McGuire, PhD™*

"UCLA Semel Institute for Neuroscience and Human Behavior, Los Angeles, CA, United States,
*Department of Psychiatry and Behavioral Sciences, Johns Hopkins University School of
Medicine, Baltimore, MD, United States

When patients, parents, and families first present to a clinician’s office, they
often have many questions about tics and tic disorders. These questions can
cover a variety of topics such as etiology (“What is a tic and what causes
them?"), clinical course (“What can we expect now for my child?"), prognosis

Needs to be measured differently

Has nontypical effects

not directly affect tic severity

But is essential in therapy

Evidence of what specific elements to
address is missing




» Different tools have different efficiency (video
more salient than written information)

e Children require more information than adults
for attitude change

* Further research is required to design more
effective psychoeducational interventions

( Nussey, Pistrang, Murphy,2012)
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Situation Thought Emotion Behavior

something happens the snuauon is a feeling occurs as an action in response
interpreted a result of the thought to the emotion

Treatment Of In case of very mild tics or lack of services '
tics is psychoeducation alone may also be useful
seve rity- Not all tics need to be treated!

dependent /
> 4



Why Psychoeducation?

Resolve misunderstanding, uncertainty and stigma in TS

Improve knowledge, attitudes and behaviours

Help the patient/environment to identify personal strengths

Provide the child with the tools to explain to others (especially
teachers and schoolmates)

Help to understand the aim and the method of therapy

Provide educators with general information about TS



When? * Right after the diagnosis




For who?

Patient (child,adult)

Parents / partner

Siblings

Teachers

Classmates

Relevant others




MALES ARE

4 x What?

MORE LIKELY TO DEVELOP
TOURETTE SYNDROME
* Prevalence

)
>< Touretie Syndrome
NN Assacionon of Avsiolia Ise

A CDC study found that:

1 of every 360 \':

children ages 6-17 had been diagnosed witfly,

Tourette syndrome 7
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Figure 2.

1 No tics (37%)

0 Minimal tics (18%)

1 m Mild tics (26%)
An external file that holds a picture,
ustration, ete.
Object name is nihms-985224-10002 jpg
~

B Moderate or worse
tic severity (19%)

Tic Outcomes in Early Adulthood.
Tic severity in early adulthood (N=82). Adulthood tic severity class is defined by Yale Global Tic Severity Scale [Total Tic Score] (YGTSS):
no tics (YGTSS: 0), minimal tics (YGTSS: 1-9), mild tics (YGTSS: 10-19), moderate or greater tics (YGTSS: 220). By contrast, all ™

individuals had moderate or greater severity tics in childhood. Less than 5% of individuals reported having worse adulthood tics than in
childhood. Adapted from Fig 2. in Bloch & Leckman (7).

* Symptoms and natural history of TS

* Explain that tics can wax and wane over time, and the role of stress and fatigue in
moderating these fluctuations

* Leckman, 2014



I MAKE
NOISES

THAT I CANT

g _ Tourettes ><Syndrome

* Types of tic disorders (DSM-5)
* Types of tics

* Differential diagnosis of repetitive
What?

behaviors



* Internal factors: premonitory urges, stress, anxiety

 External factors: fatique, motor activities, social situation

Highest

Lowest
Density of
Premonitory Urges
(ever)
=
Leckman 1993 Tourette syndrome and other tic disorders. Graphic shows the relative likelihood of lifetime sensory

tics in a given region, as based on self-report of patients with Tourette syndrome. Overt tics are
distributed similarly.



| What?

e Comorbidity

OURETTE SYNDROME
Tics are just the
tip of the iceberg

Obsessive
Learning :
Disabilities CompuI5|ve
Attention Disorder
)

Deficit/ 2
Co Hyperactivity 9,
/,r,” ey P’ Disorder Obsessive
e, c I
s O& ompulsive
O) Behaviors
>
(9
©

Behavioral
Issues

Anxiety Social Skills Deficits
& Social Functioning

Autism

Spectrum
Disorder

Bullying



What?

Res

MASSAC HUSET!S Conditions & Centers & Education &
GENERAL HOSPITAL Treatments Departments Training

* Causes of Tourette Syndrome

« Mass General News

News Release

EMTICS

Wr‘rmlolwﬂuun'd'::x::‘e:i\m T ‘ CS Sumopann Mult Thes Saedy
Friday, March 1, 2019
T Major genetic study confirms that many genes contribute to
. '
European Multicentre Tics in Children Studies: translating pre- m nSk for Tourette S Syndrome
clinical results into therapies FINAL SUMMARY REPORT

Collaborative investigation reveals genetic spectrum of tic disorders, with more risk variants leading
The EMTICS grogect has conchuded in 2018,
thariks %2  wonderiuly colaboratve Seam of to more severe symptoms
researchers. Thanks a kot 1 evenytody! Reas
he project’s final summary report 10 leaen
MOre about the ey results and the mgact

s A meta-analysis of multiple studies into the genetic background of Tourette's syndrome (TS) - a

SRS ) neurodevelopmental disorder characterized by chronic involuntary motor and vocal tics - finds that

rtorview weh EMTICS ey researchers on variants in hundreds of genes, working in combination, contribute to the development of the

German o station Bayern 7 N s " " .
syndrome and suggests that Tourette's is part of a continuous spectrum of tic disorders, ranging from

EMTICS newsleter May/June 2018

mild, sometimes transient tics to severe cases that can include psychiatric symptoms.
 Coch hare
The report from an international team - led by investigators at Massachusetts General Hospital
(MGH), the University of California at Los Angeles (UCLA), the University of Florida and Purdue
a”‘igﬁ;i'“g“‘ate University - also describes finding that individuals with more TS-associated variants are more
| severely affected, raising the possibility of predicting whether children with mild tic disorders will
develop full-blown TS in the future.

cingulate
gyrus

Am J Psychiatry. 2019 Mar 1;176(3):217-227

thalmus

spinal cord
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WHAT IS TOURETTE

» MEDICAL DIAGNOSIS

* Treatment s s

TREATMENTS

CBIT: Information
for Patients

* GRANTS & FELLOWSHIPS

* Provide patients and

CLINICAL TRIALS

» CENTERS OF EXCELLENCE

families with a clear e

» ADVISORY BOARDS

CBIT: An Alternative to Medication for Tics

understanding of the + commmcmronan s

Although new treatments often bring great excitement and hope, some in the TS community are concerned

. BRAIN BANK FOR that promoting behavioral approaches for treating tics may have negative consequences. There is concern
n a t u ra | h I St 0 r a n d PROFESSIONALS that families, co-workers, and teachers will read about CBIT and conclude that tics are willful and easily

y » ESPANOL controlled. We have known for years that this conclusion is incorrect and harmful to people with tics,
. . RN Expecting people 1o “stop ticeing™ of treating them as if tics are done “on purpose” increases distress and
h e r a e u t I C O t I o n S triggers efforts to volumarily suppress tics, which is ineffective and leads to greater impairment. While there
t p are likely to be people who misunderstand o misuse a powerful tool such as CBIT, we still need to let
s

understand what CBIT is and isn't, what it can and can't do and how behavioral interventions are helpful in

available for tics

It is important to note that many of these strategies are siready commonly used in the management of TS
symptoms. Upon hearing a description of CBIT, many adults with TS report that they have come up with
similar strategies to manage their tics. CBIT takes the best of these ideas and blends them with strategies

* Pharmacotherapy oo ey

* Behavioral therapy



How?

* Provide families with
the adequate
knowledge necessary
to discuss their
children’s tics with
peers, teachers, and
school administrators
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How?

* Educate parents on
the effects of different
emotional reactions
to their children’s tics.

* Concept of ,tic-
neutral environment”




How?

* Discuss the impact of
tics on social,
academic, or
professional activities




How?

* Encourage patients €
and families to focus
on the individual’s ‘V
strengths and W
interests while & GREHTS

sustaining efforts to
better manage tics
and related disorders



TOURETTE
How? S%j D

THE #@ &%l

UTH

* Increase parents’
awareness of the

ond dicriminating IT IS soocusss IT IS NOT

WHAT IS TOURETTE SYNDROME?

attitudes toward tics CHARACTERIZED BY REPETITIVE, IN FACT sow::'mm
within the school STEREOTYPED, INVOLUNTARY :
environment MOVEMENTS AND VOCALIZATIONS

CALLED TICS. &

WHAT SHOULD YOU KNOW?

AFFECTS APPRNYIMATFIY THE CAUSE OF



How?

 Wherever necessary and
feasible, direct the
psychoeducational inter-
vention toward the school
through focused meetings in
order to prevent stigma and
discrimination




How?

e —

* Discuss with adult patients
the opportunity of
promoting a psy-
choeducational intervention
toward employers and
colleagues




Common misconceptions

* All children with TS curse?

* Talking about tics or focusing attention on tics
makes tics worse.

* Tic suppression leads to an increase in tic
frequency.

* If my child can suppress his/her tics, then
he/she should be able to do it all the time.

» Targeting tics with behavior therapy will make
other tics or symptoms worse.

* Behavior therapy and pharmacotherapy will
make tics go away.

* Once the tics go away, my child will no longer
have any more problems.

Wu and McGuire, 2018



Forms of
PE

* Individually to patient / family




Forms of
PE

* In group (support group, parents
group)




Forms of
PE

* Presentations

[ ] ¥ O in EsPANOL [TeINTN{S

Ve
XTOUrette Association of America ABOUT TOURETTE RESEARCH & MEDICAL RESOURCES & SUPPORT GET INVOLVED PUBLIC POLICY ABOUT US Q

Attend an Event




Tourettes

“tourettes” — what’s that?

JUMPING

Some examples of tics

- Shrugging
Coughing .
touching o)
e d

sniffing, sn, sn $snr 590

'}'ing ?

,»5339s, Clicking, AfEMclearing your n
throat?"&tM  saying the same word over and over g

over and over over and over over and over over and over over
and over over and over over and over over and over
over and over over and over over and over over

and over over and over over and over AND OVER

AND oVvER anp oveR AND OVER AND OVE



Forms of
PE

* With workbooks — also as the
first phase of CBIT (Cara
Verdellen, Jolande Van De
Griendt et al.: Tics)

Click to LOOK INSIDE!

SECOND EDITION
MARY ROBERTSON

ANDREA CAVANKNA

5 B1-T

Click to LOOK INSIDE!

Treating
Tourgtte Syndrome
nd Til:'llis lier

is

Douglas W. Woods
John Placentinl
John T. Walkup



Tics and
Tourette Syndrome

Tow Tourette
Syndrome 1

Made Me

~hen lisg w

Eliminate Unwanted Tic Sy
A How-To Guide for Young P

bing with
Tourette
Syndrome

1 . # e Sags A

I‘ By B. Duncan McKinlay,

Ph.D., C.Psych.



A Guide for
Parents and
Professionals

Cropigpted Motariel

THE TOURETTES
SURVIVAL KIT

Tara Murphy end Damon Millar

TOURETTE
SYNDROME

STOP YOUR TICS
BY LEARNING WHAT

TRIGGERS THEM

AL
N
— V4
BEST-SELLING AUTHOR
NATURAL TREATMENTS FOR TICS AND TOURETTE'S

SHEILA ROGERS DEMARE

I1lustrations by Hiro Enoki

Copraupdont Mater 1at




Forms of
PE

 Videofootage

A A NJALALN

Class

Inspired by a true story.

REGORY HINES POLLY DRAPER

THE |[["|]E ]

| Have Tourette’s,
But Tourette’s
Doesn’t Have Me

rrrrrrrr



Main
message

e Give information about
the natural course of TS
and complex etiology

* Reduce guilt about the
symptoms

* Provide support
(therapy, patient
organizations)

* Dispel myths in order
to reduce stigma and
uncertanity about TS



