TOURETTE SYNDROME- MORE THAN JUST A TIC DISORDER
Understanding TS to Advocate For Your Child

Tourette Syndrome (TS) is an extremely coexpyenetic neurbehavioral
disorder Advocating for dildren with TScan bea difficult task. To be successfuit is
important to have a solid understarglof the disoder as well as its impact on your
child.

TS isprimarily atic disorder To be diagnosea person mushave both vocal
and motor tics occurring for over a year (can be intermittentiyh an onset before the
age of 18 In most casesI'S isformally diagnosed by a neurologist or psychiatrist.
Contrary to what isften portrayed on television amimovies very few people with TS
have coprtalia (the uncontrolled yelling of obscenitiedflost motor ticsare
recognizables tics head shaking, twitching, shoulder shruggioigeye rolling.
Complex mototics, however can be difficult to distinguish from problem behaviarsl
are dten interpreted as such, especially in a schwolk orsocialsetting. Examples
might be tearing papgpoking, kissing, lickingjumping and obscene gestures. Vocal
tics do not need to be aeluvord verbalizations antiore often present as throat
clearing, coughing, sniffling and humming@he physical aspct of this combination of
tics can certainly interfere withyoarhi | d’ s daily experience at
emotional impact is often juasgreat,if not more profound Feelings of social isolation,
anxiety, rejection and a lack of seléeem combined with the constant fear of being
punished by adults for uncontrollable actions is clearly not a productive or healthy way to
get through a school day.

Although tics will wax and wane (appear and disappear) for various periods of
time throudnout the yeg this unfortunatelgerves to reinforce the incorrect belief that
people with TS can control their tic8Vhile some students may be able to resist the urge
to tic sometimes, this is ontlelaying the inevitable and the tiesl still come aut at
some point. The effort and concentration it takes to resist ticing is extrearely and
requires focus This effort often interferes with the ability to concentrate on and follow
school activities, whether listening to a teacher or working jpmoject.Because TS ia
medical condition and the student nahcontrol the tics, thetudent should never be told
not to tic. Later in this article, | will describe some APPROPRIATE ways to respond to
or assist a student with tics, but reprimands aighument are neither appropriate nor
effective.

In addition tothe presencef both motor and vocal tics, a jogty of students
withTSal so exhibit ot heimodibs dredimimgssucblasn own as
Attention DeficitHyperactivity Disorde (AD/HD), Obsessive Compulsive Disorder
(OCD), anxiety disorder, depressiodysgraphighandwriting difficulty)and executive
dysfunction Some of the effects of the TS, coupleithwhe coeexisting disordersare
dysgraphia, homework issues (sometimessult of processing issues), issues with
disorganization, time management and work completion, difficulty with transitions,
anxiety, sensory processing issues, oppositional behaviors, difficulty with peers/lack of



age appropriate social skills, impwgy, and immaturity. Often, the presentation is even

more complex and confusing because the symptoms present differently at home and at
schoo.Fr equentl y, t he s ymopbidoonditione dreséeBasand 1t s
“purposef ul b e hbahe disahility at allnwheén atrite Mergt ¢oee,dT'S is

really all about a lack of control.

Substantial medical research has establiih@&icthese conditionway be
genetically relatedb TS, buttoo often their connection is either unknown
unrecognied by the school professionaierking with studentawith TS. It is therefore
usefulto try to educate school personnel and identify as many of the TS related behaviors
as possible prior to putting together a formal education plan for a child with TS.

TS is not a cognitive disordeChildren with TS ofenhave higher than average
IQs. Many will test welland achieve high gradegVhile relevant, good academic
performance should not Itiee determining factom evaluatingwvhether a student with
TS quiifies for special educationr in identifying what theineedsare. In fact, the
special education and disability laws make clear that a student may qualify for special
education or a Section 504 plan if their disability interferes with their functiating
school even if they are getting passing grades and making academic prajtesshe
most difficult parts of thechoolday for children with TS are thenstructured times
between classes, lunatecessand the bus ride to and from schoolcdh add an extra
degree of difficulty advocating for a child thatsisuggling the most in these nen
academic areashile functioning relatively better within the academic environméyst
previously mentionedhe social and emotional struggles thaturdor these children can
be devastating. He schools are legally responsible ttoese problem&hether they
occurin math or lunch. It is not uncommon tbe presented with @hild who tics
uncontrollably at timedyut appears to function normally d@her times.The physical
and emotional toll of the disorder’s sympton
Even more cruel, TS symptoms teldncrease as children progress through school,
seemingly getting worse at just the ages when sdeitilssad awarenespeak.

Treatment for TS varies, but often includes a combination of therapy and
medication. From experiencie use of medication st or miss. Compounding the
problem is the fact that a numberanfrrent medications for ABID and OCD Which
parents often choose to treat as the primary issragtimedave gootentialside effect
of increasing or &using tics.Similarly, medicationsused to treat ticare not always
effective at treating the ticandoften have side effects that casngpound ADHD and
OCD symptoms. So parents are sometimes left with a choice to give their children
medication to treat one condition that may aggravate another, or to gpe&tail of
medicationgo deal with all the problems that may have undesirabeeffects.

Students with TS may benefit from psychotherapy in order to help them understand and
manage their own feelings about their TS and to deal with the emotional impact of having
the disorder.

Alternative forms of treatment are sometimes uset warying degrees of
success: special diets, acupunctared hypnosis More recentlyhabit reversal therapy



has been used with a degree of success for t#agents should use care in researching

all treatment options to learn about whether theresearch supporting their

effectiveness and whether the side effects have been well researched. It is very important
to be an informed consumer.

When children with TS present with clear speech and language issues or learning
disabilities, specific serves and modifications directedatardsthose issues are more
obvious and readily availablé®ue to the social nature of TS, social work services are
often extrenely useful for children with the disorderhelpthemdevelopappropriate
social skills andmprovepee interactions. Havingccess to the school psychologist for
regular meengs or duringnore symptomatic days is ala very good ideaFnally
OccupationalSpeectand sometimeRhysicalTherapy are often needed to address
auditory and visualnqecessing issugesensory integratioand dysgraphia.

Although parents and classroom teachers are alwaysbl@loeembers of the
evaluation andEP team, their rokecan take on an even greater significance when
planning and advating for a childvith TS Some key steps that parents can take
working with the school team include:

1) Making sure that the team is adequately informed about TS in general and its
potential cemorbid conditions and understands its medical basis and the many
complex ways te symptoms may present themselves.

2) Hel ping the school sdtiesfarfd totdifferenteate ogni z e
possible behaviors that are tics from those that likely arelhst also helpfuto
work with the school team to identify situations in @rhtics may be more likely
to express themselves and implement interventions or modifications that may
alleviate some of the triggers for the tics.

3) Helping the school staff to accept the tics without either taking them personally,
viewing them as neoomplance or deliberate, and assisting therdemeloping
and implementingositive strategies for how to respond (or when not to respond).

4) Helping school staff to develop ways to inform other students aboanhd $he
nature of tics, whether generally, othk tics are prominent and potentially
disruptive, in order to help the other students to be more sensitive and appropriate
This also help$o reducethe concern fosome educators as to how to explain
why behavi or i ghis'Stadent vehertastnet dllbwed for anyone
else.

5) Regular communication between parents and school staff can also help to resolve
confusion about the differing ways that the tics may occur in different settings. In
addition, because tics and some of themarbid conditons of TS wax and wane,
parentschool communication is also helpful to identify situations or times of day
or times of theyearthat are likely to be particularly difficutor the child and can
aid the child an@dults to anticipate these situations aatptioavoid problems.

6) Homeschool communication is also important in relation to medicatibtnere
is to be success with medications, monitoring effects and side effects with
different doses or changes to medications is crucial
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7) Finally, when paretsor educatorsdentify new tics that may not be obviously
recognized as ticgnd communicateith each otherit can be the difference
between a child with TS being disciplintd misbehavingand being provided
with appropriateservicesor accommodatinsunder his IEP.

8) It may also be helpful to have a clinician working with the student with
knowledge of TS participate in school meetings and/or provide some informal
staff training, as many people, inclng other parents aretlucators, are still
unfamiiar with many aspects of TS. Most local chapters of the Tourette
Syndrome Association offer4services for school staffs just for this purpose.

Educational plans for children with TS should matlude behavioral modification
techniques ousenegative consequencedn 2006, TS was added to the disabilities listed
under the category Other Health Impairment in the Individuals With Disabilities
Education Actegulations Too oftenchildren with TS were being incorrectly
categorized as Emotionally Disbed. Althoughchildrenwith TS appear to be
misbehavinggaution must alwgs be taken to not confuse thaations with symptomsf
their disorder. B r ibehgviors, gike tics, wilksoiallyionlyn t o “ ne g a
serve to uncontrollably increashat behavior. Positive support with short term
incentives is a much more effective apptma€hildren with TS are ofteaffected by
anxiety, so any modificatiorthat can be made the educational setting to reduce
anxiety can help lessesther sympdms as well.Eliminating timed assignments and
tests, reduced homework whappropriate, help managing wéldw and staying
organized, movement breaks when necessary and predésaating are all common
modifications

TS is a complex and somimaes confusing disorder. The more information
available to parents and educators, the more positive the school experience can be. It is
important for both parents and educators to understand the nature of the disorder, how it
is evaluated and treated,cheffective strategies for assisting children with TS in the
schools. ThaationalTouretteSyndrome Association (www.tagsa.org) and TSA
lllinois (www.tsail.org) both offer valuable information about TS. Persons interested in
more information or guignce in dealing with school issues can also contact me directly
at Matt Cohen and Associat@sww.mattcohenandassociates.coB§6787-9270 or
sande.shamash@gmail.com
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