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Introduction

“Miss Brown. Mary keeps blinking her eyes, shak-
ing her head and making a funny clucking noise. She
says she can't help it. Why doesn’t she stop?”

“Mr. Smith, Johnny is disturbing me and 1 can’t
concentrate on my work. He is throwing his head
and arms around and keeps clearing his throat. He

- even snorts like a pig. Tell him to stop behaving that

way.”
An otherwise well-behaved child may suddenly begin
yelping, hissing, or barking. Shoulders may twist.
arms fly, torsos bend. Is this child looking for atten-
tion? Is he cmotionally disturbed? Is he a behavior
problem? No, these descriptions are not of a child
who is emotionally disturbed or a child who is delib-
erately misbehaving to seck attcntion. They are de-
scriptions of children with a neurological tic disorder
called Tourette Syndrome (TS).

An explanation of what Tourette Syndrome is and
how it can be managed in the classroom is offered
in this booklet. After reading it a tcacher may ask
how it's possible to meet the needs of such children
in a classroom with 25 or more other pupils. The an-
swer is very simply, “We must.” These students have
the same needs for companionship and acceptance
as anyone else. They are intelligent and also have
the same intellectual necds as other children. The
school has an obligation to mect these needs — not
only a moral obligation, but a federally mandated
one as well in the form of Public Law 101-476.

It is important to note that the suggestions made for
dealing with the child with TS can be applicd to
dealings with numerous other “special” students.
While the symptoms of Tourctic Syndrome are
unique, the solutions to the psychological, cducational
and social probleins that arise from the situation
have farreaching applications.
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What is Tourette Syndrome?

Tourette Syndrome is an inherited neurological mul-
tiple tic disorder. It often emerges in early childhood
before the child enters school. The nature of the
classroom setting, however, with its inherent restric-
tions and demands can turn what was already a dif-
ficult problem into a nightmarish situation if not
handied skilifully. The symptoms are characterized by
involuntary body movements and uncontrollable vocal-
izatfons and/or verbalizations. For example, the mo-
tor manifestations may include blinking, nose twitch-
ing, facial grimacing, shoulder, arm or leg jerking.
The verbal tics may include hissing, snorting, barking,
clucking or more explicit verbal outbursts of words
and phrases which erupt without warning.

Sometimes coprolalia (the urcontrollable uttering of
obscenities), echolalia (repeating the words of others),
or palilalia (repeating one's own words) are associ
ated with Tourette Syndrome as well as compuisive
or ritualistic repetitive behavior. The tics and move-
ments of TS change every few months with new ones
replacing or being added to the old ones. Research
indicates that while tics can sometimes be inhibited
for short periods of time, voluntary inhibition fre-
quently causes explosive build-up of other symptoms.
There is medication that can help control the symp-
toms for many, but the relief is only partial and
there may be undesirable side effects, some of which
interfere with cognitive processes.

Although it has been mentioned in the medical jour-
nals since Dr. Gilles de la Tourctte identified it in
1885, Tourette Syndrome is still poorly understood
and often misdiagnosed. It is most often misdiag-
nosed as an emotional problem, which it is not. It is
difficult enough living with such bizarre symptoms
both at home and in a school environment, but imag-
ine how horrendous it must be to twitch, jerk, and
yelp uncontrollably without even knowing why your
body s doing such strange things. Such is the plight
of vast numbers of pcople with TS, who on the aver-

age suffer for 7 to 16 years before they arc properly
diagnosed.
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Although increasing numbers of doctors are now able
to accurately diagnose this syndrome (due in greai
part to the efforts of the Tourette Syndrome Associa-
tion), a full 80% of all newly diagnosed paticnts still
come to their doctors having diagnosed themselves
after reading a popular article or viewing a program
about TS. This startling statistic should highlight for
educators the importance of the part they can play
in identifying students who may unknowingly have
Tourette Syndrome.

To make it easier to recognize Tourette Syndrome,
the following list has been compiled. A person with
TS may exhibit one or more of these tics, depending
on the severity of the case:

Eyeblinking Coughing
Other facial twitches Echolalia
~ Head jerks Throat clearing
Shouider jerks Grunting
Arm movements Other sounds
Finger movements Stuttering
Stomach jerks Touching part of body
Kicking Toucning other people
Other leg movements Touching objects
Low noises Picking at things
Loud noises (clothing, etc.)
Coprolalia Self-harming behavior
(obscene words) Low frustration tolerance
Words out of context Anger. temper fits

Associated Disorders

Children with TS may also exhibit associated behav-
foral problems which often may be as challenging to
their functioning as the tics themselves. Following
are behaviors frequently reported to be associated
with TS.

Learning Disabllitics

Aside from being plagued with uncontrollablc move-
ments and noiscs. some students with TS have ac-
companying lcarning disabilities. Understanding how
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to deal with the learning disabled child can be con-
fusing for the classroom teacher even without the
added complication of the TS movements and noiscs.
While each student must, of course, be evaluated on
an Indlividual basis, there are certain general charac-
teristics of the child with learning disabilities that
are worth noting.

While he* may be of normal intelligence, he cannot
assimilate and remember information in the same
manner as other students. He should not be consid-
ered “dull” or “lazy” or “careless.” Alternatc metheds
are required to reach this child when teaching
through the traditional methods proves unsuccessful.
The learning environment in any classroom can be
adapted to meet the needs of individual students if a
teacher is willing to be flexible and creative. For ex-
ample, assignments can be shorlened. time limits can
be extended. testing and reports can be given orally.

Young students with learning disabilities often reveai
inadequacies in dealing with space, time and direc-
tionality. They have difficulty making generalizations,
and we should not assume that all children will pick
up concepts as easily as others. In fact. many a
young child with academic difficulties will also have
difficulty learning concepts of socialization that other
children absorb naturally. He should not be labeled
“bad” or “misbehaved” because of it. The teacher
must first determine if he understands what is cx-
pected of him.

Teachers and parents consistently note characteristics
of impulsivity among this population. Another fre-
quently reported problem is that of perseverance. A
student may appear to “get stuck” with an activity or
an action. When teachers understand that this is not
deliberate misbehaving, they are morc likely to have
the patlence to cope with it. On the other hand,
some children with TS have problems “getling
started” and might need Individualized cncourage-
meat. Most students will have great difficuity concen-
trating, which should be taken into considcration
when expectations are formulated for them. This is
especially true for students taking medication.

* The pronoun “he” is used to designate both “he” and “she.”

e
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Methods of evaluating and rcporting on such stu-
dents should also be modified to meet their indi-
vidual needs. Imaginc how discouraging it is for the
child who has worked to his capacity level and madc
excellent progress for a specific period of time to be
given a grade of “D" simply becausc classmates. who
aie not coping with a disability, have acquired
greater expertise in a particular subject. Progress
and acquisition of knowledge for a child with TS
shouid be measured according to his own potential
and abilities. An “Individualized Educational Plan”
(IEP) for TS students shouid be created accordingly.

Students sensitive about their learning problems and
fearing that they will be laughed at often develop the
defensive posturc of “class clown.” They deliberately
act funny and call attention to themselves for silly
behavior in the hopes that others will be “blinded by
their footwork” and won’t notice their truc shortcom-
ings. Teachers should be sensitive to this pattern of
behavior and deal with it firmly but with Kindness.
At times children with TS may exhibit subtly puzzling
behavior patterns. In these cases, teachers should
consult with parents to detcrmine whether or not
.this behavior is a manifestation of the illness or per
haps a side effect of medication.

Attention Deficit Hyperactivity Disorder

Research shows that as many as half of all children
with TS may also have ADHD. ADHD is a collection
of behaviors which include impaired ability to focus
and sustain attention, as well as problems with im-
pulse control. Students may have trouble sticking to
tasks and cornpleting them. They also tend to be dis-
organized and appear forgetful.

The learning environment can be modificd to help
such students. Assignments can be broken down into
smaller. manageable units. Distractions can be mini-
mized by placing a portable carrel on the student’s
desk, thus creating privacy. This “private office” often
becomes a coveted spot in the classroom. cven for
students who don’t usually have trouble concentrating.
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Obsessive-Compulsive Bchaviors

Obsessive compulsive symptoms include recurrent un-
wanted thoughts and repetitive ritualistic behaviors.
There may be a need to redo work over and over un-
til it is perfect, a need to “even things up,” or a
need to check things over and over. Classroom teach-
ers may wish to consult with other professionals to
better understand the management of such bchavior
in the classroom.

Role of the Teacher

Teachers, as well as other school personnel such as
nurses. psychologists, guidance counselors, and ad-
ministrators, can play a vital role in the lives of
these students in two very distinct ways. One is in
helping to accurately identify new cases and refer-
ring them to the proper channels for help. The sec-
ond is in skillfully handling the child in the educa-
tional setting.

The first is easier to achieve, although no less impor-
tant than the latter. By merely being knowledgeable
and informed on the subject and sharing this knowl-
edge with their colleagues, teachers are in an excel-
lent positien to save many lives, not from death be-
cause Tourette Syndrome is not fatal, but from years
of torment and embarrassment, and from the ulti-
mate destruction of all self-esteem and motivation
which so often leads to a wasted life.

The second way in which teachers dramatically affect
the lives of students with TS, or any student with a
special disability or need. is in how they handle the
classroom situation vis-a-vis this special child. The
two main areas of concern are the psycho-social and
the educational, which of course overlap.

Self-Esteem

The most overwhelmingly useful thing a tcacher can
do for a child with a special problem such as
Tourette Syndrome is tc foster feelings of sclf-worth
and self-esteem, While this may often scem to be dif-
ficult. it is by no means impossible. How wonderful it
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would be if more teachers would adopt as their own,
the adage. “the difficuit we do immediately, but the
impossible takes a little longer.” It may be difficult
at first to get past the twitches and yelps to the
“real” child. but it will be worth the effort. Children
with TS have positive qualities that can be tapped as
a source to bolster their self-image. Does Mark cre-
ate beautiful drawings and paintings? Can Ellen sing
or play an instrument, or write lovely poems? What
about Eric’s collection of butterflies, or stamps?
Aren't John and Susan excelicnt office assistants —
responsible, efficient, trustworthy? A teacher sensitive
to a child's need to feel good about himself can find
numerous opportunities to promote these feelings.
How often have we heard adults relate stories about
how a positive contact with a particular teacher
changed their lives?

A lesson in social studies is easily forgotten. What is
the capital of Paraguay? Who discovered the Missis-
sippi River? But ike lessons, “My teacher thinks I'm
dumb” or “My teacher thinks I try-hard and often do
well.” are lessons that remain with an individual for
his entire life. An aware and sensitive teacher can
help teach a child to accept and lke himself in the
classroom by showing him acceptance and apprecia-
tion. Treating a child with sensitivity and respect.
when others around him may offer nothing but ridi-
cule and rejection, will have an indelible and positive
effect on his life. '

A constructive suggestion for incrcasing a child’s
self-image would Include giving him positive and
immedlate fecdback. Let him know that he's doing
a good job and praise him for things you might take
for granted with another child. Stress ine positive
things he does, not the negative. For example, many
children with TS have severe handwriting problems.
Whereas you might comment that another child’s pa-
per “could be neater,” why not mention to the child
with TS that his writing looks better than his last pa-
per and that you are happy to see him making such
an effort at writing. However, if he cannot improve
his handwriting, alternatives to writing should be
sought. such as oral tests, use of a tape recorder,
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computer, or another student to share notes. Stu-
dents with TS often encounter problems with the an-
swer sheets used on standardized tests. Computer
forms requiring blackening of an area with a soft
pencil may cause perseveration and prevent students
from moving on to the next question. Alternative
methods of marking answers shculd be sought.

Another example of providing positive feedbaﬁk is to
stress how many speiling words he got “right” on the
test, rather than how many he spelled wrong. This,

by the way, is a very effective teaching technique for
all students.

Compassion

What about tolerance and compassion? Can they be
taught to students as history or math can be taught?
The answer is yes. And once the lesson is learned,
its effect can be carried out of the classroom into
the cafeteria, onto the playground, and hopefully
much further. The following incident recently ob-
served by an elementary school teacher illustrates
how successful a teacher can be in this area. A great
deal of noise was overheard outside. On lookirg
through the window to the playground, it was ob-
served that one sixth grade boy was pummeling an-
other in retaliation for being called “a name.” The
teacher related that what she expected to see next
was the surrounding ten boys take sides and proceed
to encourage the antagonists with “Let nim have it,
Mike™ or “Give it to him, Rob,” as is often the case
under these circumstances. What transpired, however,
was an unusual and touching scene. The bystanders
proceeded to separate the fighters and tried to calm
the situation with exclamations of, “You didn’t mean
it, did you, Mike? Say you didn’t mean it,” and Cool
it. Rob. Give him a break.” The teacher further re-
lated, “These students are all in Ed’s class. Iid is a
sixth-grade teacher who insists that students and par-
ents address him by his first name. He is a different
sort of teacher. His classroom environment, unlike so
many rigid classrooms, is open, accepting, [ree. Toler-
ance and goodwill pervade the entire altmosphere.
Mike does in fact have a special problem and he is
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far from the most popular boy in the class. but obvi-
ously the others have been encouraged to develop
enough compassion for him to act as they did.”
When the classroom atmosphere encourages fcelings
of human kindness, tolerance and compassion, the
benefits will accrue to society as a wholc. The lesson
isn't learned overnight, but is well worth the ex-
tended effort.

Very often dislike or rejection of another person is
based on fear — usually fear of the unknown. In this
case, a teacher who has taken the trouble to under
stand the limitaticas or symptomatology of a particu-
lar disability can then share with the class the
knowledge and confidence acquired. This in turn can
help the entire group to overcome a major stumbling
block to acceptance. An older student with TS who
expresses himself wcll, recently summed up his de-
sires and frustrations in this way, “All 1 ever wanted
was for my teachers to understand and accept me.
Underneath my tics and noises, I'm a person just like
anyone else.”

Medication

The most commonly used medication to treat TS is
haloperidol (Haldol). This medication has many side
effects that can impact upon learning processes as
well as behavior.

The child taking Haldol might be tired and appcar
drowsy or irritable. Haldol may interferc with the
cognitive processcs, most notably short term memory.
Another misunderstood behavioral manifestation of
taking this medication is depression. Depression is a
common side effect, and parents should be alerted
whern it seems to occur at school. Also, students tak-
ing Halaol also have been reported to sometimes de-
velop school phobia (school avoidance and social pho-
bia). The phobic syndromes disappear with
discontinuation or reduction of the haloperidol dos-
age.

Among other medications used for treatment of TS,
pimozide (Orap) and clonidine (Catapres) arc the
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most frequently used. Pimozide has been known to
cause side effects similar to Haldol. However, most
patients report that pimozide has fewer side effects.
Clonidine has been reported to have a positive effect
on attention deficit problems related to TS.

Often parents, along with the physican will be mea-
suring how much medication a child needs according
to the severity of his symptoms at home. The parent
might not be aware that the child’s symptoms are
milder at school. This often occurs because children
who are abl. to partially inhibit symptoms due to
medication. no longer have to “hold them in” when
they are with their familics and feel very comfortable.
Parents and teachers must maintain constant com-
munication so that a parent will have the benefit of
a balanced assessment when trying to determine
whether to decrease or increase medication.

The following section is reprinted from a pilot study
on the Cognitive and Educational Implications of
Tourette Syndrome conducted by the Learning Disor
ders Unit, New York University Medical Center, New
York, NY, under the direction of Rosa Hagin, Ph.D.
These guidelines which represent a summation of this
study are an invaluable tool for any educator working
with a student with TS.

Guidelines for the Education of Children
With Tourette Syndrome

1. Look at the whole child — not the discase. The
variation observable even in the small sample of
this pilot study underlines the importance of fo-
cusing on the whole child, not just the problem:
specifically this means assessing the child’'s
strength and resources for compensation, as well
as the specific symptoms he/she presents.

2. Early diagnoslis is a crucial factor in the man-
agement of thesc children. Early diagnosis per-
mits a resolution of the panic, confusion, guilt,
and anxiety which beset the family as the symp-
toms begin to emerge. When a definitive diagno-
sis is made, the family can turn their cfforts in
the direction of educational planning and imple-

mentation. 1 4
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3. Medication should be regarded as an indi-
vidual matter for the chiid, his family and
the physician to resolve. This pilot study and
the questionnaire responses convinced us of the
wide variation in responsc to medication. It is
necessary for the physician to monitor not only
the child’s response to medication. but also other
aspects of the child’s functioning as well.

4. Clear, recent factual information about
Tourctte Syndrome shouid be provided to ali
the people invoived In the chiid’s education.
Information about Tourctte Syndrome is a crucial
matter in educational planning. It is important
for parents in order that they can kecp current
as new advances in the field are reported. It is
important for educators to understand the scope
of the problem even wnen the child appcars w0
be relatively symptom-free at school. information
{s important to the peers of the child because it
can signal the beginning of acceptance and may
help the child to avoid the social isolation re-
ported so frequently by the youngsters. Informa-
tion is important for the professionals who scek
to help the family; it can enable them to rccog:
nize and to assist in the family's scarch for ad-
equate diagnosis. It will also serve an important
role in updating the training of professionals in
order to keep them abreast of new devclopments
in the field. Finally, information is important for
the general public to build acceptance and un-
derstanding of the implications of Tourettc Syn-
drome, as well as to serve as-yet unrecognized
children with Tourette Syndrome.

5. Effccts of Tourcttc Syndrome upon cognitive
functioning may vary greatly between children
and with the Individual child over time. The
Syndrome may have cffects at different levels of
cognitive functioning: A) dircct effcct of the Lics
upon specific cognitive tasks. as for example in
performing the skilled motor activitics required
in handwriting or typing, B) indirect cffects of
the tics as the learncer attempts to inhibit symp-
toms in the classroom, C) medication cffccts,
such as the blunting of cognitive proccsscs asso-




clated with the use of medications prescribed to
relieve the symptoms, D) interpersonal effects re-
sulting from the symptoms which may result in
school isolation. rcjection and sometimes exclu-
sion from school participation.

Children with Tourctte Syndrome nced suffi-
clent {ntcilectual challenge. School is an area
in which youngsters with Tourctte Syndrome may
excel. Their troubles in demonstrating what they
know should not prevent them from receiving the
most challenging educational experience possible.

Caution shouid be used In interpreting 1.Q.
scorcs as cstimates of cognitive potential in
chiidren with Tourcite Syndrome. Our data
show that forma! testing, cven on an individual
basis, may underestimate what these children are
capable of accomplishing educationally.

Caution aiso Is advised In Interprcting results
of standardizcd educational achicvement
tests. Formal testing of educational achicvement,
particularly long achievement batteries, may also
underestimate the cnild’s accomplishments. Modi-
fication in administration of any formal achieve-
ment test is necessary. This is particularly appar-
ent with group tests when the pupils must work
independently for a sustained period of time.
More adequate sampling of these youngsters’
achievements can be obtained from the more re-
cently developed individual tests of achicvement
or from the introduction of rest periods during
the administration of group tests.

Parents represent an invaluabie resource in
the education of children with Tourette Syn-
drome. The concordance of school descriptions
secured in the course of our pilot study con-
firmed the parent's accuracy in realistically as-
sessing cducational problems. Thercfore, educa-
tors should draw upon parents’ understanding of
Tourette Syndrome, as well as their knowledge of
their own child's educational needs. PParent ser-
vice in this regard should represent morc than a
signature on an [EP to represent compliance with
the federal law. it is firmly recommended that
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teachers and parents maintain mutual support
and ongoing communication.

. Most chiildren with Tourette Syndrome lcarn
best In a modcrately structured classroom. Al-
thiough there are some variations with regard to
this recommendation, the group as a whole
seemed more comfortable with a moderaie de-
gree of structure, something between the open
classroom and the more rigid organized tradi-
tional classroom. The children need the guidance
of clearly articulated directions from the teach-
ers, but they also need the opportunity for inde-
pendent movement which moderately structured
classrooms permit.

. Children with Tourcite Syndrome nced oppor-
tunitics for physical movement. The restless-
ness which they experience, even if they are rela-
tively symptom free, call for opportunity for
freely expressed physical activity.

. They need a refuge for times when symptoms
become Intensificd. A resource room, a nurse’'s
office, a library, a counselling office, a school
secretary's office — some refuge must be made
available at times when symptoms are intense. A
private area where the expression of the tic will
not be noticed by other people is an important
need in educational planning for these children. -

. Children with Tourctte Syndrome arc not
necessarlly learning disabled. Many, however.,
do experience problems associated with a learn-
ing disability. There should be adequate provision
for these children, as for any youngsier enroiled
in the schools. These provisions might be a re-
source room, a learning disability classroom, or
individual one-to-one help. For those with a learn-
ing disability, some compromise between the
freedom of movement required by the TS symp-
toms and the firmer structure required for free-
dom from distraction must be achieved. One
should not, however, assume that all children
with Tourette Syndrome will havc learning
difficulties.

17
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14.

Provisions shouid be made for motor prob-
lems assoclated with Tourette Syndrome, for
they are likely to appear in most of the chil-
dren. Schools should provide substitutes (a
buddy, a teacher aide. opportunity for oral re-
sponse or use of a tape recorder) in order to
help the child compensate. There should be modi-
fication of the requircments for written work in
order to secure quality responscs.

15. Timing Is a cruclal issue. These children need

extra time to finish school work. it is, therefore.
useful to offer early warnings about time limits
and to provide moderately paced instruction.
Wwork can be divided into brief segments. Parcnts

- can also be helpful in filling in the gaps which

16.

17.

may occur in school work. Teachers also need to
be aware of the medication effects and also of
the fact that TS symptoms wax and wane. There-
fore, what is accomplished quickly on some days
will take much longer on others.

Stress effects must be considered in ail
school scttings. In general, stress exacerbates
symptoms. Therefore. the effects of stress must
be considered in all learning settings, including
competitive sports. The unstructured periods of
the day may be sources of stress for these chil-
dren. and the need for benign adult supervision
at such times might be considercd. Teachers can
also protect youngsters from stress by avoiding
abrupt transitions and split-second timing in the
classroom. It is more useful to anticipate and
help the youngster prepare for stress producing
experiences than to have to deal with the conse-
quences.

Many of these children need help with the so-
clal isolation they may expericnce in the
classroom. Nearly all the youngsters rcported
feelings of isolation in the classroom. Awareness
of this interpersonal problem should lead the
teacher to avoid situations which emphasize this
problem. such as the choosing up of tcams,
Adults may nced to exercise some ingenuity in
order to initiate alternative means of including
these youngsters in classroo.n activities.
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It should also be remembered that these children
will profit from an adult model in the case of social
acceptance. The teacher who values the child as a
contributing member of the class will be offering the
child’s classmates an appropriate mature model.

Conclusion -

Students with diserders such as Tourerte Syndrome,
or in fact any atypical condition that sets them apart
from their classmates. deserve to be educated in an
atmosphere that will allow them to reach their maxi-
mum potential. Samuel Johnson, the prominent 18th
century literary figure, accomplished his lofty goals
despite the intrusion of twitches and compulsions
that plagued him all his life. Today, adults with
Tourette Syndronie who have themselves gone on to
become suscessful psychologists, musicians and busi-
ness people often relate how a supportive educa-
tional environment helped to compensate for many
hardships and contributed to their future successes.
An environment that is hostile is @ much less effec-
tive place to learn and grow than one that is toler
ant and accepting.

An Informed and Sensitive Teacher
Can Make a World of Difference
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