A Possible Scenario

There is a child in your class who Is very perplexing.
Shc is bright, fricndly, anxious to plcasc, gencrally
wcll-bchaved and politc. However. for no apparcnt
rcason. she disrupts the class with snorling noiscs.
She also Llinks her cyes conslantly, even though the
cyc doctor says shc docsn't nced glasses. She also
persists in jumping around in her scal. You have
spoken to her and her parcnts about her behavior,
but she has persisted. You wonder: [s she looking
for attcntion because her parents have recently
scparated? Is she unusually anxious about some-
thing? Docs she have some cmotional problem that
is noL obvious? Finally, somconc suggests Lo you that
the child may have Tourcitc Syndrome.

What Is Tourette Syndrome?

Tourette Syndrome is a neurobiological disorder. Typi-
cally the symptoms of TS appear in childhood, and
the most common time for the movements to begin
is in the early elementary school grades. Thus teach-
ers may be the first to observe the symptoms of TS.

There are four basic features which characterize the
disorder. While these clinical features of TS are nec
essary for diagnosis, often there are other associated
behaviors that are seen in some TS patients. These
associaled behaviors will be covered further along in
this publication.

1. The child with TS exhibits involuntary multiple mo-
tor lics. These Lics may be sudden twitches of the
head, shoulders or even the entire body: eyeblinks
or rolling of the eycs; grimacing; or repetitive tap-
ping. drumming or touching behaviors. For some
children these movements take on a very complex
pattern and may even include such functional be-
haviors as smelling objects or repeatedly turning
lights on and off.

The second feature of TS is what are called vocal
lics — involuntary utlering of nolses, words or
phrascs. These can include sniffing, throat clcarlng
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or repeated coughing, a varicty of sounds or yells.
laughing involuntarily. ccholalia (rcpeating what
othcrs or oncscll has just said) and coprolalia
(saylng socially lnapproprialc words). This last
type ol vocal Lic is actually not very common. but
scems Lo be onc of the betler known oncs.

3. Another characleristic feature of TS is that the
symploms come and go. There may be limes
when the lics arc very intense and others when
the child may appcar to be symplom frec.

4. Finally. the symptoms of TS change over time. At
onc age a chlld may exhlblt cyeblinks and sniffs.
The next ycar he may havc a shoulder shrug and
make clicking noiscs with his tongue.

There is one particularly perplexing feature of TS.
The tics are involuntary, yet, some children are able
lo suppress symptoms for seconds or longer depend-
ing on the individual. Thus a child with vocal Lics
may be absolutely quiet during church. Then, on the
Lrip home, the tics “come out”™ with greater intensity
and/or frequency than usual. This feature of TS can
mistakenly lead people to believe that the behaviors
are purposeful, or that the child doesn’t really have
lics at all.

What Causes Tourette Syndrome?

Until recently, people with TS and their families have
suffered greatly because the reason for their unusual
behaviors was not understood by the medical commu-
nily. Most were misdiagnosed and lold they had a
problem caused by a variety of emotional disorders
and the treatments they recelved were inappropriate.
We now know that Tourette Syndrome is a neurobio-
logical disorder with some associated symptoms that
affect behavior. When teachers are knowledgeable
about the symptoms of this disorder it is extremely
helpful, for often they are in the best position Lo ob-
scrve a child’s behavior over long periods of time.

IL is now accepled that TS, along with some associ-
alcd problems, is an inherited disorder. IL is quite



common Lo obscrve scveral members of a patient's cx-
tended family cxhibit onc or morc of the motor Lics
or bechavlors assoclated with the allment. As with all
genctlcally transmitled disorders, parcnts of these
children often have painful gullt feelings about having
transmitted this problem Lo thelr children. When talk-
Ing with parcnts, It Is helpful Lo be sensitive Lo this

issue.

Treatment of Tourette Syndrome

When the tics arc mild, a child may recelve a dlagno-
sis bult no medical treatment. Acceptance of the fact
that the symptoms and behaviors are not in the
child’s control and not purposely done to be “naughty”
is sometimes enough to allow the child to function
comfortably at home and at school. It may also be
helpful to Inform the child's peers and their parents
about the TS, so thal they too can understand the
reason for the tics. In some cases, however, the tics
may become very disruptive and so distressing to the
child that medical treatment Is advisable.

Unfortunately, there Is no one “magic plil® that will
both eliminate the symptoms and cause no negative
side effects for the child. Many of the currently used
medications may have side effects. Most commonly,
these include welght gain, drowsiness and “slowed
thinking.” In addition, restlessness, depressive symp-
toms, school phobia or even severe allergic reactions
can occur. Thus, the medications that can help also
have the potential of making the child drowsy or less
able to focus and learn In school. In addition, while
the medications reduce symptoms, they rarely elimi-
nate them entirely. Thus, taking medicine usually in-
volves a trade-off. Physiclans and families will decide
whether the benefits outweigh the problems. Input
from teachers about the child's day-to-day classroom
performance is critical to that declslon process.

Assoclated Disorders

For many chlldren with TS, the Lics are the only
problems that may affect their adjustment in the

classroom. [fowcver, rescarchers and cliniclans have
obscrved that there I8 an assoclation between TS and
scveral other disorders which have a direct effcect on
behavior and Icarning. Many times. it will be these
other problems that present the biggest challenge In
the educational sctting.

Attention Deficit Hyperactivity Disorder (ADHD)

A high percentage of children referred for treatment
of TS also havc problems with attention, hyperactivity
and impulsc control. Many times. these are the major
interfering faclors In the classroom. The treatment of
children with ADHD and TS Is complicated. since
there are questions about the cffect of ADHD medica-
tions on the TS symploms.

Obsessive-Compulsive Behaviors

Some people with TS also have obsessive-compulsive
behaviors where they have an uncontrollable urge to
complete certain rituals. They may feel compelled to
redo thelr work many times because of tiny, barely
perceptible Imperfections. Some children may perform
rituals such as “evening up,” Le., tapping one arm the
same number of times as the other, or performing
some kind of touching or hopplng ritual before enter-
ing a room. As they grow older, some may begin to
believe that something bad will happen to them or
others If this ritual is not performed. Because the
child Is “driven” to perform these behaviors. he may
become quite upsct when school routines interfere.
Another manifestation of this condition Is having re-
petitive thoughts. At times, these thoughts may be
very upsetting. No matter what the content. the ob-
sessions can and do “take over.” In the classroom
selting. obscssive-compulsive symptoms make it quite
difficuit to complete work In an efficient way.

Learning Disabilities

A disproportionatcly high number of children with TS
also have some form of learning disability. Visual-
motor integration problems that make the completion
of written work difficult are quite common, but de-
pending on the individual child, the whole spectrum
of learning disabilities might be seen.
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Treatment of Associated Disorders

When scvere, any onc of thesc assoclaled disorders
may rcquire Lrcatment by appropriale profcssionals.
Depending on the problem. mcdication, psycho-
therapy. special education placement or behavior
modification may be tricd. (Bchavior modification Is
used Lo dcal only with specific behavior problems.
There Is no evidence that behavior modification can
rcduce the tics.) In additfon, as with all children who
have a chronic medical condition, at times children
with TS may nced some supportive counselling Lo
help deal with the social and physical Impact of their
symptoms. Proper diagnosis of cach of these difficul-
ties Is neecded before beginning any treatment. One
should never assume that because children have TS,
they will always have these other problems. An in-
formed teacher who can be involved In the total plan
to help a child with TS Is crucial to the future ad-
justment and well being of that chiid.

The “Typlcal” Child with Tourette
Syndrome

There is no “typical® child with Tourette Syndrome.
Each youngster is unique. Children with TS reflect
the normal Intelligence curve. Some will be artis-
tically or musically talented. others will be exception-
al athletes. Some will be charming, with an excellent
sense of humor, others will be serious and scholarly.
A child with TS is just that — a unique individual
with some symptoms of a neurobiological disorder.
The teacher who always sees the child and not just
the symptoms Is crucial to the successful develop-
ment of a balanced, positive self-image for the child
with TS.

Classroom Management of the Student
with Tourette Syndrome

Dealing with Tics
For many students the only aspect of TS that will be

evident in the classroom and at school will be the
tics. The teacher’s response to these tics and his/her

rcactions Lo other childrcn’s concerns aboul them can
make a critical diffcrence. L IS Lthe teacher and other
school staff who arc thc adults most Involved in the
lifc of a TS student. This involvement not only con-
fcrs on them a serlous responsibility, but also a
greal opportunily to have a positive and lasting im-
pact on the TS child’s adjustment and acceptance by
his peers.

Classroom Tips

The following are Important tips for dealing effec
tively with the impact of TS symploms In the class
room setting:

1. In some cases, the movements and noises can be
annoying or even somewhat disruptive to the
class.* It is Important lo remember that they are
occurring Involuntarily. Please do nol react with
anger or annoyance! This may require patience on
your part, but reprimanding the TS student Is like
disciplining a child with Cerebral Palsy for belng
clumsy. The child with TS who Is scolded for his
symptoms may become afrald of school or hostile
toward those In authority. In additlon, you will be
modeling the way to react to the tics for other
children In the class. Moreover, If the teacher is
not tolerant, others In the class will feel free to
ridicule the child with TS. Teachers are role mod-
els for their students. Acceptance and positive re-
gard for the child with TS is “contagious.”

2. Provide the child with opportunities for short
breaks out of the classroom. A private place such
as the health room is a comfortable setting to let
out the tics. Some students with TS can and want
to suppress their tics for a time, but eventually
they must express them. There seems o be a
bulldup of tension that requires release. Time in a
private place to relax and release the tics often

¢ If some aspect of the child's tics affect the privacy or safety of others
(e.g- touching others) then it is important to help find ways to work
around the problem. Discipline and the TS Child (see additional re-
sources) provides excellent suggestions to deal with this issue. Accep-
rance of the child is critical even when the behaviors are unacceptable.



can rcducc symptoms in class. Thesc short time
out pcriods may also cnhance the child’s ability to
focus on schoolwork. because the student will not
be using all his or her cnergy to suppress the

tics.

. Allow the student with TS Lo take tests in a pri-
valc room, so that the chlild does nol waste en-
ergy on suppressing the lics during a very quict
time In the classroom,

. Work with other students in the class and the

tven very belght TS children who have no trouble
grasping conccpls, may be-unable Lo finish writicn
work bccause of visual-motor impalrments. Sometimes
it may appear as though the student I8 lazy or avoid-
ing work, but In rcality the effort to gel the work
down on papcer Is overwhelming for these students.

There arc a number of accommodations that can be
made to help chlldren with writing difficulties succeed
in the classroom:

1. Modify written assignments by: having the chiid

school to help them understand the tics and re-
duce ridicule and teasing. School counselors, psy-
chologlsts and representatives from your local
Tourelte Syndrome Assoclation Chapter* can pro-
vide information and appropriate audio-visual ma-
terials for puplls and your colleagues.

5. If a child’s tics are particularly disruptive, con-
slder avolding recitation In front of the class for
a while. The student might be able to tape record
oral reports, so that those skills can be judged
without the added stress of standing before the
class.

You ghould remember that the student with TS Is as
frustrated as you are about the annoying and disrup-
tive nature of the tics. By being the child’s ally in
helping to cope with this disturblng disorder and
working together with the child, family and other
professionals, school can become a positive
experience.

Dealing with Writing Problems

A slgnificant percentage of children with TS also
have visual-motor integration problems. Therefore
tasks that require these students to see material,
process it and then write it down are very difficult
and time consuming. This problem also affects copy-
ing from the board or out of a book, completing long
written assignments, neatness of written work and
prescribed times for completion of written work.

¢ Call or writc the Natlonal TSA for a local referral.

copy down and complete every other math prob-
lem; allowing the child o present a taped or oral
rcport rather than a wrilten one; allowing a parent
or another adult copy down work or act as “secre-
tary” so that the pupll can dictate his Ideas to fa-
cilitate concept formatlon. It helps to focus on what
the child has mastered and not the quantity of writ-
ten work produced.

. Since the student with visual-motor problems may

not be able to write quickly enough to get Impor-
tant Information on paper, assign a “note-taking
buddy” or “homework partner” who can use carbon
paper to make coples of notes and assignments.
The homework buddy should be a rellable student
who can be called to make sure about assign-
ments. Be sure to work this out discreetly, so the
child with TS does not feel singled out or different
in yet another way.

. On lests that have computer scoring sheets, allow

the student to write on the test booklet. This helps
avold poor grades caused by the visual confusion
that can occur when using the grid answer sheet.

. Whenever possible, allow as much time as needed

for taking tests. Once again, consider giving tests
in another room to avold problems with the rest
of the class.

. Often, students with visualmotor problems are

poor spellers. Do not penalize for spelling errors,
but instead. encourage proofreading and the use
of a word processor with a spell checker.

. Grade handwriting based on effort and nol neces-

sarlly appearance.



Students with TS scem Lo have special problems with
writtcn math. They can be helped by encouraging the
usc ol manipulatives in tcaching math and thc usc of
a calculator o perform rote calculations. Using grid
paper with large boxes or turning regular lined pa-
per sldeways o form columns can also help the child
maintain straight columns when calculating.

These accommodations can make the difference be-
tween having a motlvated, achicving student, or one
who feels like a failure and who will begin avoiding
school work bccause success Is never possible.

Dealing with Language Problems —
General and TS Related

Some TS children have symploms that affect lan-
guage. There are Lwo Lypes: language based learning
problems that are common (o other children, and lan-
guage problems that arc specifically associated with
the tics of TS.

The following Interventions can be helpful whea deal-
ing with language processing problems that relate to
general learning disabllities:

1. Provide visual Input as well as auditory whenever
possible. The student could recelve written direc-
tlons as well as oral ones, or have a copy of a
lecture outline to follow while listening to instruo-
tlons. Pictures and graphs that {llustrate the text
are usually quite effective.

2. Give directions one or two steps at a time. When
possible, ask the student Lo repeat the Instruo-
tlons to you. Then have the student complete one
or two Items and check with you to see If they
have been done appropriately.

3. If you notice a student mumbling while working.
try suggesting a scat where he will not disturb
others. Sometimes quietly “reauditorizing™ lnstruc-
tions or information to themselves can help stu-
deats grasp and remember the assignment.

Among thc language problecms unlque o TS children
is the repcetitlon of thelr own words or Lthosc of
somconc clsc. This symplom may sound llke stuttcr
ing. but actually involves the utlecrance of words or
whole phrases. Other studcals may exploit this prob— i
lem by whispering or saying inappropriate things so
that the TS student will Involuntarily repeal them

and gcl into trouble. You should be on the lookout

for this provocalion.

In addition, this urge to repeal can be scen in read-
ing and/or writing activitics. Students may be unable
to complete work because they “get stuck™ rercading
or rewriting words or phrases over and over agaln.
This is called “looping.” You can monitor the student
to see when this occurs. When observed, the follow-

ing can be helpful:

1. Have the student take a short break or swiltch to
other work.

2. When reading, give the child a note card with a
cut out “window” that displays only one word at a
time. The student slides the window along while
reading so the previous word Is covered and the
chances of getting stuck are reduced.

3. When writing, have the student use pencil or pen
without an eraser or allow the student to com-
plete that work orally. Occasional reminders to
move on may help.

Your abllity as educators to be flexible can make all
the difference in the. world!

Dealing with Attention Problems

In addition to learning difficulties, many TS children
have varying degrees of attention deficit hyperactivity
disorder (ADHD). As aiready noted, medical treatment
for this problem is complicated. Even those who can
be treated medically may still have some difficulty
maintaining focus.

The following approaches may be helpful to the TS

‘student with attention problems:



. Scat the child tn front of the teacher for all in-
struction and dircctions o minimize the visual
distraction of other children.

. Try nol Lo scat the child near windows, doors or
other sources of distraction, Le., where reading

groups meel.

. Give the student an “officc” — a quiel place o
work. This could be In a corncr, the hall or the li-
brary. This place should nol be used as a punish-
ment, but rather a place the student can choose
to go to when focusing becomes dlfficult.

. Have the student work In short intense perlods
with breaks to run an errand or simply wiggle in
the seat. Change tasks frequently. For example,
complete five math problems, then do some spell-
Ing, etc.

. Contract for work to be done in advance. A spe-
clfic number of problems should be finished by a
certaln reasonable time. Keep this realistic. Stu-
dents with these problems shouldn’t be given two
or three sheets of Independent work at one time.
Short assignments with frequent checks are more
effective.

. With younger children, simple gestures, such as
your hand on the student’s shoulder, can be a
helpful reminder to focus during listening periods.

Do TS Students Need Special Education?

As already noted, the variability among TS children
Is great. Because of the assoclation of learning and
behavioral disorders, some will need special educa-
tion services. These needs must be {ndividually
assessed by professionals familiar with TS. School
personnel who may be providing those assessment
services should consult with local experts on TS for
informatlon and guldance. The disruptive nature of
the tics alone is not a reason to exclude a child

from a regular classroom. Moreover, exclusion on this

basls Is lllegal.
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A Challenge and An Opportunity

Educatlng a child with TS may present some interest-
ing challcnges. The more you know and understand
about the disorder, the better able you will be to
support that child’s development. You have a tremen-
dous opportunity Lo make a real difference In that
child's lifc. Chlldren with TS who can feel comfort-
able with their teachers and peers blossom in school
and grow Lo become Individuals who can develop
their talents and make a positive contribution In life.
Those children whose symptoms are misunderstood,
or who are not supported in school, carry an enor
mous emotional burden. For the child, school is the
arena In which one is tested. The child's sense of
himself as competent, successful, likeable and valued
is tremendously affected by school experiences. Your
knowledge, support, patience, flexibility and caring
are the best gifts you can give a child with TS.

Common Questions From Teachers

Q. [ have read your Ideas for helping the TS student
In the class, but I have to deal with 25-30 other
students. When can [ find the time? -

A. It does take some extra time and effort to Imple-

menl these accommodations. However, those who
choose to become teachers do so because they
want to help children grow and develop. That de-
sire to help and advocate for children is-particu-
larly Important to the TS student. In additlon, if

you think about all the time you already spend
trying to help this child and dealing with his/her
behavior, you may find that it will be worth the
time to try some of the suggestions. In the long
run, you may save Lime and reduce stress for
yourself and the child by creating a situation
where the child has a chance to succeed. Try to
obtain help from other school personnel such as
resource teachers, couaselors, principals, school
nurses and psychologists. Parents can help too
by coming into the class to help with students or
with clerical work that is a drain on your time.
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What should [ do if I think a child in my class
has TS?

It Is Important Lo bring your suspicions Lo Lthe al-
tention of the parcats. It may be helpful to first
contact the TSA or onc of its local affiliates and
request Informational brochures o give to the
parents. In addition, the TSA can provide names
of knowledgeable medical professionals for the
famlly to consult. It is Important that th¢ medical
professionals involved know about TS, since It is
still misunderstood among segments of the medi-
cal community.

If a child has TS, will the disorder necessarily
worsen over time?

Although we are Just beginning to study the natu-
ral course of this disorder, we do have some In-
formation. TS is nol a degenerative disorder. Af-
ter the onset of tics in childhood, symptoms may
worsen lo a point and then change over time.
However, most TS children and pareats report
that symptoms stabllize with a waxing and wan-
Ing course. Some proportion of patients have re-
ported that symptoms Improved or disappeared
by late adolescence. So far, we cannot predict
which students will experience this improvement.

There is a child in my class whose parents say
she has TS. | have not observed all the symptoms
they describe. Are they making it up?

No, they are not. As noted, children can suppress
the tics for varying periods of time. Often, they
will do this In school to avoid ridicule. At home,
where It Is more comfortable, the tics are more
intense. Unfortunately, when the child suppresses
tics In school, he Is probably diverting his con-
centration from his studies. For suggestions, see
page 6. Dealing with Tics.

A child in my class is on medication for TS. She
often seems listless and has even fallen asleep in
class. What should I do?

A. By all mcans Ict her parcats know. Oficn, the

leacher is a good obscrver of medicallon side cf-
[ccls and other problems. As part of the treat-
meat tcam, your obscrvalions arc Invaluable, The
child must be able to function clfcctively in
school if the medication is Lo be considered a
successful intervention.

. I can’t always differentiate between tics and pur

paselul behavior in a child in my class. How can |
tell?

You arc In good company. Even a panel of ex-
perts on TS from around the world could not
agree on whal is a tlic and what Is simply prob-
lem behavior. Many parents are baffled by the
same issue. The best thing to do is Lo talk with
the student’s parents and doctors to see If they
can help you decide. In addition, discussion with
the student may shed light on the fssue. If the
student reports a compulsion to do something, it
may be TS. This does not mean you have to ac-
cept soclally Intolerable behavior. The student
may need to work more closely with medical and
mental health professionals familiar with TS to
deal with those problems. In the meantime, how-
ever, anger and punishment are counterproduc-
tive. A safe place to let out those tics may be
needed at times, but this accommodation is not
the whole solution to the dilemma.

. 1 have a student with TS in my class. There have

been some real problems dealing with his behav-
for and I need to talk with his parents frequently.
Whenever I try to talk. however, they seem so an-
gry at me and make It sound like his problems
are my fault. What should I do?

. Try to remember that the parents are just as

frustrated by his problems as you are, and they
are even more upsct because it is their child.
They view you as an expert on children and ex-
pect you to be patient and compassionate all the
time. Although unrealistic, they hope you can ac
complish what they cannot. In addition, they



know Lhcir child is hurting and want Lo prolccl
him from any stress or threal. FFinally. parcals of
1S students often have found that othcrs do not
belicve them or do nol uaderstand their child’s
necds. Therefore. they sometimes become stri-
dent and confrontalional.

Il this should occur, try Lo cxprcss your conccrns
and frustrations without placing blame on thcm
or the child. Working as a lcam foslers coopera-
tion. When nccessary, ask o meet with the par
ents and a third party who can facilitatc commu-

nication.

Where can | gel more information about TS?

The TSA has a catalog of publications and pub-
lishes a quarterly newsletter with accurate and
up-to-date information on this disorder. The Asso-
clation offers a varlety of films and tapes that
can be used for professional training or shown
to school children to foster understanding,
thereby reducing stigma and ridicule for the TS
child. Contact the national TSA office:

Tourctic Syndrome Assoclation, Inc.
4240 Bell Boulevard
Bayside. New York 11361-2874
Tcl: 718-224-2999 Fax: 718-279-9596

A special thank you to Ecological Fibers, Inc. and M & M
Bindery for their valuable efforts and cooperation in the
publication of this brochure.
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ADDITIONAL RESOURCES

VHS FILMS

An Inservice Film for Educators — A new aid for
teachers to help understand the complexities of teaching
children with TS. Includes explanation of the disorder and
suggests interventions that work. Available January, 1994.

I'm a Person Too — Prize winning documentary featuring
five people from diverse backgrounds talking about living with
TS; depicts the broad range of symptoms. '

Stop Itl | Can't — For elementary school ages. Written to
create sensitivity and reduce ridicule among peers.

LITERATURE

Coplng with TS in the Classroom — J. Wertheim.
Includes practical guidelines for educators developed from a
study about cognitive effects on learning.

TS & the School Nurse — S. Ort, RN. Comprehensive
gulde to educational, social and medical implications.

Problem Behaviors & TS — Drs. R. Bruua and K. Rickler.
Describes recent research and what is now known about the
relationship of a variety of behaviors and TS. Contains helpful
advice by Emily Kelman-Bravo, CSW, MS about the manage-
ment of problem behaviors for families and individuals with
TS. (Revised [993)

Discipline and the TS Child: A Guide for Parents and
Teachers —R. Fisher-Collins, M.Ed. Helps children redirect
impulses and compulsions through teaching cause and effect
relationships. Included are techniques about disciplining chil-
dren without the use of aggression or intimidation. 1993.

TS and the School Psychologist — R. Hagin, Ph.D. The
role of the school psychologist covered; includes testing
procedures, counseling strategies and social implications.
(Revised 1993)

An up to date Catalog of Publications and Films,
including prices, can be obtained by writing to:

TOURETTE SYNDROME ASSOCIATION, INC.
42-40 Bell Boulevard
Bayside, NY 1361
Tel: (718) 224-2999
Fax: (718) 279-9596



