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It is 8 a.m. on a Saturday eleven years ago.  Jonathan, age 

six, has already rearranged his furniture, ñfixedò the newly 

painted molding with sandpaper and a hanger, prepared his 

own tuna/cereal breakfast creation and raked the front yard 

wearing nothing but my sheer pantyhose (pulled up to his 

arm pits), a ski mask and a broom.  We had always known 

Jonathan had Down syndrome, but by that time we also 

knew he had something more. 

 

When Jonathan was three years old we enrolled him in a 

neighborhood preschool with his typical neighborhood 

friends, where he was expected 

to sit while eating, walk in a 

line and listen attentively to a 

short story.  No problem ð 

children with Down syndrome 

can do those things.  His 

teacher loved him and worked 

patiently with him, attempting 

to instill a desire to be coopera-

tive in his restless spirit.  At 

first I was proud of his energy 

and enthusiasm ð nothing dull 

and lethargic here!  His teacher 

and I worked on behavior man-

agement techniques and saw 

significant improvement in the 

classroom, although major 

issues such as hair pulling 

(only with his teachers) 

still needed to be re-

solved.  Carrying on a 

conversation with Jonathan 

was difficult because he preferred to look in any direction 

except the speakerôs and was easily distracted by other activ-

ity.  At home he was up at 5:30 a.m. and crashing at  

9:30 p.m. Naps were ancient history, and rest for his family 

was quickly becoming a dream.  I was seeing many of the 

same symptoms I had seen for six years as a music therapist 

for children with what was then termed ñhyperactivity,ò but 

those children had dysfunctional families and ineffective 

parents.  We were a strong family and had a perfectly 

ñnormalò daughter to prove it!  Besides, I did not expect him 

to act like other children.  After all, he had Down syndrome. 

 

By the time Jonathan was five, it became apparent that he 

did not act like other children with Down syndrome either.  

At our Down Syndrome Association meetings, I was amazed 

to see how the other children sat still during story time and 

responded well to even mild reprimands.  Moms shared 
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stories of reading victories and dads reported their sons could 

actually stand in one place long enough to throw a ball in the 

right direction!  I began leaving Jonathan home with his sister 

under the guise of ñquality sibling timeò when we attended 

these functions.  Comparing him with typical peers had not 

discouraged me, but seeing his developmentally equivalent 

peers hurt. 

 

Memories of my music therapy years got stronger, along with 

my feelings of ñnot my child!ò  And then, a parentôs unspoken 

fear came to pass ð Jonathan was kicked out of kindergar-

ten!  How could a small, private Montessori school refuse 

such an endearing child?  Sure, he pulled hair (but only with 

his teachers), refused to participate, had taken up permanent 

residence in the time-out chair and seemed to be in constant 

motion, but wasnôt he cute? 

 

I decided to speak to his pediatrician, who by now had 

almost become a member of our family.  She suggested 

we try medication and I agreed (not that I thought he 

really needed it) as we considered the possibility of 

ADHD.  The proverbial 

ñnight and dayò transfor-

mation was never more 

accurately demonstrated 

than in this child.  For the 

first time, we saw compli-

ance in group settings and 

cooperation in public 

places.  Best of all, Jona-

than seemed more relaxed 

and content, even when 

off the medication.  It was 

as though he finally under-

stood what we were trying 

to tell him when we asked 

him to ñcalm downò be-

cause, for the first time, he 

had actually experi-

enced it. 

 

Jonathan is now seventeen ð a teenager who loves the Beach 

Boys, Elvis and basketball.  The road from then to now has 

not been without bumps and potholes.  At times certain medi-

cations would seem to make him too ñfoggyò and withdrawn.  

The ñreboundò time when the medication wore off often 

seemed like an accelerated version of his pre-med days.  

Sleep remained a major problem until we changed prescrip-

tions, but he still prefers to dance while reading or doing 

math.  Yet he now knows what it means to be in control of his 

behavior, and his attempts at self-correction continue to be 

successful, even when taking a ñbreakò from his medication.  

He is a well behaved teen whom I can proudly take to stores 

or meetings, and he has truly become a companion at concerts 

and movies.  Once again I am thankful for his energy and 
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 positive, strength-based  
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mation to the families of 
children with Down  
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behavioral / medical  
evaluations, physical,  
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At the Down 

Syndrome Center 

we often are vis-

ited by parents who are anxious, confused or 

exhausted by the behavior of their child.  In 

many instances, the parent has allowed the 

child more liberties than were allowed with 

their other children, due to a sincere belief 

that the child with Down syndrome does not 

understand his actions or the resulting conse-

quences.  These parents are often surprised 

and encouraged to learn that if a child can 

pick up a toy quickly if a bowl of ice-cream is 

offered and placed in view, he is also capable 

of following basic directions and ñif, thenò 

consequences.  And, although motivation with 

a child with Down syndrome is often difficult, 

even a simple hug or exclamation of approval 

can serve as a strong reward if held back until 

requests are followed.  Although these exam-

ples may be oversimplifications, the fact re-

mains that  children with Down syndrome can 

understand results of their actions and must be 

taught to take on the responsibilities of their 

own behaviors.  However, the true difficulty 

lies in determining when these behaviors are 

aggravated by underlying causes such as 

trauma, divorce, significant home inconsisten-

cies or a dual diagnosis of ADHD. 

 

Dr. Pesek addresses the ADHD diagnosis as 

follows: 

ñThe association of co-existing behavioral 

conditions such as oppositional defiant disor-

der, sleep problems, inattention and hyperac-

tivity are found in the child with Down syn-

drome as they are in the general population.  

We have found that roughly fiveðten percent 

of all children have ADHD and this is about 

the same in the Down syndrome population.  

Diagnosis is difficult due to some shared traits 

such as impulsivity, delayed processing, lack 

of safety perception and frustration at being 
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unable to 

communi-

cate emo-

tions. 

 

When considering a diagnosis of ADHD, one 

should take the childôs cognitive age into con-

sideration and then compare his behavior to 

other children of a similar developmental age.  

Check lists, such as the Connersô Global Index 

can be helpful.  These rating scales, often pro-

vided by pediatricians or behavior therapists, 

are completed by both the parents and teachers 

and scored to see if there is enough concern to 

warrant additional investigation.  A family 

history of ADHD in siblings or parents can also 

be important in diagnosing the condition.   

 

Short term behavior management, which can 

benefit all childrenðand especially those with 

ADHDð and their parents, is the treatment of 

choice.  However, a variety of medications, 

both stimulants and non-stimulants, can be of 

great assistance should further intervention be 

required.ò 

 

With the above information in mind, it is 

strongly recommended that parents receiving a 

formal diagnosis of ADHD be referred to a 

behavior specialist for a management plan 

which may or may not be combined with ap-

propriate medication. 

 

For parents whose child does not indicate defi-

nite ADHD  upon evaluation, regardless of 

significantly difficult and uncontrollable be-

haviors, a behavior specialist is also necessary 

to develop  a management plan for home inter-

vention which can also be recommended for 

the classroom.  All caretakers, including teach-

ers, siblings and other family members in-

volved in the childôs life, need to become com-

mitted to implementing this behavior plan 

whenever they are with the child.  Inconsis-
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tency in expectations as the child moves from setting 

to setting is frustrating and will accelerate the behav-

iors.  It is also important to remember that when any 

new behavior plan is put in place, the child feels a 

threat to his ability to control and his behavior may 

temporarily increase far beyond what it was originally.  

In these situations, someone must winðand consis-

tency, firmness and perseverance on the part of the 

parent will allow that parent to maintain control.  

 

The role of the school in these situations varies accord-

ing to teacher, county and state.  Some schools can 

administer medications and include behavior special-

ists on the teams of children with diagnosed ADHD.  

Although ideally a plan that can be used at home and 

school should be implemented, this can be very diffi-

cult.  And with a child who is a behavior concern but is 

not diagnosed with ADHD, a behavior specialist can 

usually only be used if the behaviors in the classroom 

are disruptive or unsafeðthe specialist cannot be used 

to help the parents with a home plan for behaviors that 

are only evident when the child is with the parents.  In 

these cases private therapists can be employed, but 

again, teachers may not follow through on home-based 

plans that may conflict with an established class-based 

behavior management plan. 

 

Although consistent behavior management in any case 

is difficult, allowing a child to make his own rules and 

win his own behavior battles does him a great disser-

vice, as it leaves him unprepared to become what he 

truly wants to be.  Early identification of the cause of 

behavior problemsðwhether it be ADHD, sensory 

issues or a need for a stronger parenting planðis the 

key for giving your child the same future we all de-

sireðone filled with friends, family, safety and accep-

tance! 
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enthusiasm! 

 

As Program Director of the Down Sydrome Center, I 

have seen over 450 families from around the world.  

Many of these parents have stories that could be my 

own.  They are often surprised to hear that such behav-

ior is not necessarily ñDown syndromeò but could be a 

personality or secondary diagnosis issue. 

 

In a world where we now challenge our children to ñfit 

inò with society and expect schools to welcome them in 

typical classrooms with open arms, it is imperative that 

we know our childôs personality, abilitiesð and chal-

lenges. I hear frequently from teachers that behavior, 

not intellectual deficiency, is the major reason inclusion 

for children with Down syndrome fails.  The possibility 

that an additional cause, such as ADHD, autism, dys-

lexia or other learning disability may be a contributory 

factor to inappropriate behavior is just now being un-

derstood.  We are fortunate to be in a generation where 

ñDown syndrome behaviorò does not have to be an 

excuse for exclusion. 
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