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Acceptance of Down syndrome has come far and 

the journey has been long.  For decades life-

saving medical interventions were withheld be-

cause the ñquality of lifeò was considered poor.  

But as it was discovered that surgeries could re-

pair major organic defects and proper nutrition 

could ensure a healthier life it was also discovered 

that the ñquality of lifeò could improve.  And so 

the focus was turned to new-found information 

about the medical issues of this population.  Peo-

ple with Down syndrome began to live longer.  

They demonstrated desires for recognition and the 

need to be productive.  

And suddenly they needed 

something to do with their 

lives. 

 

And so education became 

the new buzz word.  Fami-

lies wanted their children 

to learn so they could get 

jobs and become inde-

pendent.  The focus 

switched from medical 

research to specialized 

teaching methods.  Read-

ing and math became 

goals of Individualized 

Educational Plans and 

academics the new way to 

measure success.  But no 

where in this grand plan 

was addressed the issue of 

how these individuals 

were going to face the 

challenge of being sur-

rounded by peers who 

were faster, more articu-

late and even bigger than 

they were.  No longer was it acceptable to just 

smile and be loved.  Suddenly these sweet, an-

gelic children became challenged with ñnormalò 

expectations that were not always of their choos-

ing.  And so, ñnormalò reactions occurred.  Defi-

ance, uncooperativeness and even signs of stress 

began to surface.  Behavior, not health or intelli-

gence, became the identifying characteristic of 

this population. 
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Because of these advances in medical care and educational 

opportunities, our children are now employed in ways not 

experienced in the past.  Children and teens with Down syn-

drome have shown themselves to be bright, capable young-

sters who are clearly able to understand the effects of their 

behaviors ð appropriate or not ð on the people around 

them.  Using this new-found capability can now become their 

primary goal and we as parents are suddenly faced with the 

fact that we may no longer be in control. 

 

Although every child is different and there is no pat answer 

to this new dilemma, our experience here at the Center indi-

cates that our children can learn to behave and become pro-

ductive members of our society.  Firm, consistent discipline 

plans can be implemented with much success.  Programs 

such as S.O.S., 1-2-3 Magic and John Rosemond have been 

used by many of our families, but the 

choice of plan ultimately depends on 

your familyôs individual needs and 

abilities.  Behavior specialists are also 

available through schools for in-class 

issues and private behavior therapists 

can work with families to ensure that 

appropriate behavior is carried 

through at home. 

 

Additional underlying causes ð such 

as ADHD,  autism, learning disabili-

ties and sensory deficits should also 

be considered.  If you and the teacher 

have exhausted all behavior manage-

ment options with negligible results, 

it may be time to consult a team of 

professionals.   Behavioral pediatri-

cians, sensory integrationists and 

psychologists can work together to 

identify needs and strengths.  Psycho-

logical/educational testing can be 

administered which may reveal defi-

cits or specific learning disabilities. 

 
As parents we have dreams for our 

childôs future.  We have places we 

want her to see, people we want her to know and things we 

want her to do.  And now we know that these children have 

dreams for themselves.  Working on behavior at the earliest 

age possible will keep those dreams from becoming nar-

rowed down to choices made for us by the people who can or 

cannot handle our child. 

 

The journey towards acceptance of our children has come far ð 

and conquering this new bend in the road will bring our children 

even closer to the final destination. 

The Down Syndrome  
Center at Hope  

Haven Childrenôs Clinic 

and Family Center  is  
dedicated to bringing 

 positive, strength-based  
assessments and informa-

tion to the families of chil-
dren with Down  

syndrome. An 

 interdisciplinary team 
evaluation consists of an 

education consultation,  
behavioral / medical  

evaluations, physical,  

occupational and speech 
therapy evaluations.  

Families receive a  
comprehensive report  

describing their child 
along with home and/or 

school suggestions for 

further growth.  
In-school visits are 

 available upon request.  
 

For information or to  
schedule an  

 appointment, contact  
Amanda Harrington  

(904) 346-5100 ext. 266  
AmandaH@hope-haven.org 

www.Hope-Haven.org 
 

**These evaluations are not 
intended to replace primary 
care or services already in 

place. Application forms are  
available upon request.  
Current funding allows  
families to pay only a  

minimal co-payment for 
evaluations.**  

Erika Siler at the soccer field 



Sensory experiences in-

clude touch, movement, 

sight, sound, body awareness, and the 

pull of gravity.  The process of orga-

nizing and interpreting this informa-

tion is called sensory integration.  

When a child has problems process-

ing sensory information and this in-

terferes with daily life function, a 

variety of social or emotional symp-

toms can appear.  These symptoms 

are often considered ñbehaviorsò.  

These symptoms dominate a childôs 

life, making it difficult for him to par-

ticipate in various activities.  The 

child may begin to view the world as 

a dangerous place and his stress and 

anxiety levels increase.  Learned pat-

terns and habits are often developed 

around avoiding or seeking sensory 

events. 

 

There are various levels of sensory 

difficulties.  If a child is mildly af-

fected by sensory input, he may act 

annoyed by various sensations.  He 

may like only certain clothes or avoid 

loud noises.  However this child is 

able to control his behavior and per-

form well in school or home.  If a 

child is moderately affected by sen-

sory input, two or more areas of her 

life will be affected.  At this stage, 

she may become aggressive ð or be 

seen as a loner.  Self care skills, at-

tention, and behavior may all be af-

fected.  Play may also be limited due 

to fears.  If a child is severely af-

fected, sensory processing disrupts 

every area of life.  This child demon-

strates severe avoidance of sensations 

or severe sensation-seeking behav-

iors.  Be an investigator!  Remember, 

some behaviors traditionally labeled 

as ñbadò or ñhyperactiveò can be due 

to an inefficient sensory processing 

system.  Here are some red flags to 

look for: 

¶ Touch:  Avoids letting people 

WHY  DOES MY  CHILD  ACT LIKE  THIS? 
SENSORY ISSUES AFFECTING BEHAVIORS 

touch them, avoids messy 

play, avoids the beach, 

but may like to touch other peo-

ple, is irritated by some types of 

clothing, dislikes crowds, does 

not get hands or feet dirty, plays 

unnecessarily rough, bumps or 

crashes into things, crawls on 

fingertips, doesnôt mind if clothes 

are rumpled, is a messy eater 

¶ Oral:  Avoids certain foods, does 

not like two textures together, 

likes intense/spicy foods, avoids 

putting certain objects in mouth, 

dislikes face washing, dislikes 

tooth brushing, chews on every-

thing, overstuffs mouth, grinds 

teeth 

¶ Visual:  Is sensitive to light, is 

easily distractible, has difficulty 

reading many words on a page, 

has difficulty discriminating ob-

jects, appears uninterested in en-

vironment, does not seek play 

with toys 

¶ Auditory:  Is upset by loud 

noises, has difficulty paying at-

tention, often holds hands over 

ears, cannot work with back-

ground music, seems oblivious, 

does not respond when name is 

called, frequently asks ñhuh?ò or 

ñwhat?ò, misses sounds 

¶ Vestibular:  is easily nauseated, is 

difficult to calm, avoids climbing, 

does not like to tilt head back (i.e. 

rinse shampoo from hair), is a 

mover, never gets dizzy, spins 

and twirls, has disregard for 

heights or safety, makes irrational 

changes in position or movement, 

does not like feet to leave the 

ground 

¶ Proprioceptive:  Avoids heavy 

work activities, tires easily, has 

limited food preferences (soft or 

hard), prefers snug clothing, dem-

onstrates fear or avoidance of 

certain movement activities 

Deborah Lennon, 

OTR/L  

Alyssa Gianoulis and friends 

 

 

Due to the generous donation in honor of   

Jackson Becker Lee 
 by Eric Rankin Lee and Family,  

therapy equipment is  

available for  

check-out.  
 

Contact Amanda Harrington  
at 346-5100 ext. 266.  

for further information. 

 

OBSERVE! Note when your child has an 

outburst or demonstrates inappropriate or 

unusual behavior and see if there is a pat-

tern.  If a child has difficulty tolerating 

touch input, seeing a beach or a scratchy 

sweater may make him cry.  If a child has 

auditory processing issues, the opening 

and closing of a door in a grocery store 

may be to blame for an outburst.  Or if 

your child likes to crash into objects, it 

may be because he is under-responsive to 

sensory experiences. 

 

INVESTIGATE!  If your child seems to 

have difficulty in these areas contact an 

occupational therapist specializing in sen-

sory integration for an evaluation. 

 

STUDY!  Read ñThe Out of Sync Childò 

by Carol Stock Kranowitz for additional 

input regarding sensory integration and 

presenting behaviors. 
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ACCOUNCEMENTS 

Down Syndrome Association 

of Jacksonville offers parent sup-

port, public awareness, social activities, 

and program funding. 

 

DSAJ provides scholarships for the follow-

ing services offered at Hope Haven Chil-

drenôs Clinic and Family Center: 

¶ Social Skills class for ages 8 through 

young adult, meeting once a week for 

six weeks 

¶ Computer Instruction Tutoring 

¶ Speech Therapy 

For more information, please contact  

Debbie Revels at (904) 346-5100 ext. 286 

or e-mail us at dsa@hope-haven.org 

 

Mark your calendars: 
The Mark McCumber Team Championship to 

benefit the DSAJï May 3, 2004 
Buddy Walk 2004ðOctober 9, 2004 

Mariah Harris 

Madison Underwood 

WE NEED YOUR  

HELP! 
WE ARE SEEKING  ITEMS  

FOR THE OCTOBER 26TH , 

2004  

SILENT  AUCTION  AND  

CONCERT . 
 

SUGGESTED DONATIONS  
INCLUDE : 

GIFT CERTIFICATES 
GET AWAY  PACKAGES 
DONATED SERVICES 

ENTERTAINMENT /RECREATION 
ITEMS 

PROFESSIONAL ARTWORK  
CHILDRENõS ITEMS 

 

BE CREATIVE! 

DESIGN YOUR OWN  

COMBINATION BASKET! 
 

CALL ANNE W ALL AT  
 (904) 346-5100 EXT. 250 

FOR INFORMATION  

 

�7�K�H���S�U�R�P�L�V�H���R�I���D���V�R�Q�J�« 
�7�K�H���O�R�Y�H���R�I���D���F�K�L�O�G�« 

�7�K�H���J�L�I�W���R�I���K�R�S�H�« 
 

Concert and Silent Auction  
 

Featuring  

Charlotte Mabry and Friends 
 

Tuesday 

October 26, 2004 
 6 p.m.  

Nathan H. Wilson  

Center for the Arts  

At FCCJ South Campus  

 

to benefit  
programs for children with Down 

syndrome or autism at 

�+�R�S�H���+�D�Y�H�Q���&�K�L�O�G�U�H�Q�¶�V���&�O�L�Q�L�F�� 

and Family Center 
 

All funds raised at this event will be matched 
by the Jessie Ball duPont Fund. 

and Riverside Foundation 
 

Contact Anne Wall  
at (904) 346-5100 ext. 250  
for tickets or information. 

 

Fun Thursdays 2004! 
 
 

This summer Hope Haven  
will again offer  
Fun Thursdays! 

This camp is designed to improve 
strength and coordination, motor 

planning skills, handwriting 
skills, communication skills, and 
computers in a small group set-

ting�³  all disguised as fun! 
A licensed occupational thera-

pist, physical therapist, and 
speech/language pathologist 

teach the classes, coordinated by 
a certified teacher.  These fun-
based classes are intended to 

help your child develop building 
blocks for improved functioning 
in the community and classroom.  
This program was designed for 

children with various disabilities 
ages 10-18 and will be held on 
Thursdays during the months of 

June and July. 
 

Enrollment is limited.   
Scholarships may be available. 
Contact Detra Simpo for more 

information at 
(904)346-5100 ext. 279 

Upcoming News�²  The DSC will be pro-
ducing 2006 calendars that could feature 
YOUR child!  Be on the look out for further 
details in future newsletters or call the DSC 
at (904) 346-5100 ext. 266. 


