
On May 22, 2007, my son Jonathan graduated from 

Sandalwood High School.  He marched in to the 

strains of Pomp and Circumstance, student number 

421in a class of 848, and sat with his peers in folding 

chairs on the floor of the Jacksonville Veteranôs 

Memorial Stadium. Dead center.  No assistance.  

Complete with annoying tassel, roomy blue gown, 

uncomfortable black dress shoes and strangulating tie. 

And when his name was called, he walked calmly and 

proudly up the steps and onto the stage as 847 

students suddenly stood and cheered.  He turned to 

the audience, gave them a ñtwo thumbs upò with the 

slight twist of the hips known to be his signature 

move and brought down the rest of the house.  For a 

brief moment, the world stopped to recognize just one 

unique person. 
 

I do not believe Jonathanôs peers cheered because he 

had achieved unheard of academic success.  He had 

not.  He continues to struggle with basic reading, 

writing and math.  I do not believe they cheered 

because he had learned to ñblend inò with his         

non-disabled peers. He had not.  He is a whole foot 

shorter, speaks his own language and bops through 

the halls to the music in his head with a huge smile.  I 

believe they cheered because they liked him.  And 

they liked him because he was different. 
 

This is Jonathanôs success story.  But it is not the one 

we wrote for him when his life began. 
 

My husband is a financial whiz.  And I am an 

educator.  Jonathan was supposed to be the King of 

Academics.  We brought him up on that path ï early 

literacy, therapies, tutors, labels in the home, labels in 

the car, labels on our bodies.  We counted everything 

ï groceries, toys, pennies and pets. We took him 

everywhere, made him do everything and praised his 

every effort. But as he went through his preschool 

years, it was clear that he was different.  Not just 

different from his neighborhood peers, but different 

from his peers with Down syndrome.  He was one of 

the original participants in Hope Havenôs 

Individualized Computer Instruction for Children 

with Down Syndrome ï and the only one to hate it.  

He did not like to listen to stories, identify letters and 

words, or eat sitting down.  At Down Syndrome 

Association meetings, the child care provider 

assigned to him was the only one that resembled a 

hurricane survivor when the evening was over.  His 

teachers tried to tell me there might be ñother 

issues,ò but I tried not to listen.  Then one morning 

when he was six years old we found him outside in 

the front yard at 8 a.m. on a Saturday morning 

singing while sweeping (with a broom) the leaves off 

the lawn, dressed in sheer pantyhose pulled up to his 

armpits, Dadôs yard goggles and a scarf. It was 

clearly time to 

write a new 

success story. 
 

Despite all our 

efforts to identify 

a  w i n n i n g 

combination of 

medications and 

behavior plans, 

Jonathanôs school 

years were filled 

with reading and 

math struggles, 

h i gh  e ne r gy 

learning and 

exhausted family 

members.  Middle 

school was scary, 

not for him, but 

for us, as he 

battled his way through the halls with 1,600 

emotionally charged typically developing pre-teens. 

But he loved going to school and clearly stated that 

his favorite subject was ñmy friends.ò  Because of his 

size, spontaneity and inability to remain on task, we 

felt his needs were best met in an exceptional 

education classroom, and we were delighted to see 

steady ï but slow ï progress in academic areas.  But 

when a decision regarding high school needed to be 

made, Jonathan chose the most diverse and biggest 

school in the city.  And he chose inclusion. Lots of it.  

The first years were great.  He showed amazing self 

confidence and his academics continued to progress.  

But in his senior year, challenges arose.  Class 

periods were changed to block schedules with 90 

minutes per class, and class size hovered around 100.                   
 

 (Continued on Page 4) 

AT THE CENTER  
a publication of  

THE DOWN SYNDROME CENTER 
Seeing the Potential...and Watching it Grow 

Fall  2007 
  

 
 

The Down Syndrome  

Center at Hope  
Haven Childrenôs 

Clinic and Family 
Center  is  

dedicated to bringing 
 positive, strength-based  

assessments and 
information to the families 

of children 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.  

 
Thanks to the generosity of 
individual, foundation and 
corporate donors, families 
pay just a small co-pay for 

Down  
Syndrome Center team 

evaluations. 
 

For information or to  
schedule an  

 appointment, contact  
Marie Schuller at   

(904) 346-5100 ext. 286 
Or MarieS@hope-haven.org 

 
Visit our website at 

WWW.HOPE-HAVEN.ORG 
 

These evaluations are not 
intended to replace primary 

care or services  
already in place.  

Graduation :  The Writing of A Success Story 
By Laura Watts, M.Ed. 
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An Unexpected Blessing 
By Ingrid Wilson 

 

Our lives have been enriched by countless unexpected 
blessings. They began to come into clear view for us when 
our daughter, Mylie, was born. Her birth was an amazing 
experience. It went so perfectly and I actually enjoyed it. We 
were so filled with joy and celebrated our perfect family of four 
while bonding with our new little love. Then, we received the 
most significant of our unexpected blessings. Shortly after the 
nurse took Mylie to the nursery, our pediatrician brought us 
the news that would change our lives forever- the news that 
Mylie was born with Down syndrome. Of course, we did not 
realize that this was a blessing in disguise at first. We had to 
sort through a lot of initial despair and fear about the unknown 
challenges this would bring. Then, our other unexpected 
blessings began to arrive. The first was a young pediatrician, 
new to the practice. He was as new to the world of Down 
syndrome as we were, and he found a special place in his 
heart for Mylie and her sweet spirit. He worked to become our 
greatest resource for all things medically related, though 
luckily Mylie was spared any major issues. He also was the 
one who encouraged us to visit Hope Haven as soon as we 
were ready. He had to be pretty persistent with me, because I 
hesitated to do anything except love my baby, first and 
foremost. I felt that once we adjusted to our newly expanded 
family, we could then address the secondary ñsyndrome.ò 
While this was certainly valid, I didnôt realize the next 
unexpected blessings that awaited us, nor the type of support 
and encouragement I had been missing. 
 

Mylie and I went for our initial visit at Hope Haven when she 
was six months old.  We met with Laura Watts, who 
introduced us to the therapists. They all fought to get their 
hands on her. It was then that I knew we were in a special 
place. What I didnôt yet realize was that this place would 
become our home away from home or that these people 
fighting over my daughter would become part of our family, 
meeting not only Mylieôs needs, but mine as well. 
 

We have spent nearly every Wednesday for the last four 
years with our physical therapist, ñMs. Krisò, and the wonderful 

occupational and speech therapists at Hope Haven. Kris 
Owen has shared with us almost all of Mylieôs major 
milestones. In fact, she caused most of them to occur. She 
was there when she first sat up independently and ñcrawledò 
along the floor. She worked feverishly for two years to get 
Mylie to take her first steps, and she shed a tear along with 
me when it finally happened. She will probably be there when 
Mylieôs feet actually clear the floor when she first jumps and 
when she peddles a tricycle independently. All these years 
she has been Mylieôs loudest cheerleader and my greatest 
source of encouragement. She has taught us both that all 
things are possible with the right motivator, a lot of silly 
singing, and even more constructive play. Her truest talent is 
reworking the challenges of Mylieôs unique (and often 
stubborn) personality so that it works for her, not against her, 
a skill that I am would like to perfect. 
 

While Kris is truly one-of-a-kind and amazing in her field, I 
honestly believe that the team effort and cooperative therapy 
that Kris, Mandi, and Lindsey provide is the key to her 
success. They make her sessions seamless, and they 
communicate with each other about Mylieôs needs. They all 
incorporate a bit of everything 
into their methods, so Mylie 
ultimately gets three sessions of 
mixed speech, occupational, 
and physical therapy. Mylie gets 
excited on therapy days, and 
has even told me that her 
ñfriendsò at Hope Haven are ñso 
much fun.ò With so many great 
minds and gentle hearts 
working together, our little 
unexpected blessing has 
become a truly blessed little girl. 
Just as we could not foresee 
the joy that Mylie and her 
uniqueness would bring us 
when she was first born, we 
had no idea what an impact 
Hope Haven would have on us. 
We are truly grateful. 
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WE NEED YOUR HELP!!!  

We are seeking items for the November 16, 2007 

Sounds of Hope Silent Auction  

 
Suggested donations include: 

 

Gift certificates 
Get away packages 

Donated services or items 
Professional artwork 
Childrenôs treasures 

 
Call Anne Wall at 904-346-5100 extension 250  

for information 

Mylie Wilson 

CONGRATULATIONS! 
To the Down Syndrome 
Association of Central 

Florida  for their fantastic job 
of hosting the first annual 
state-wide conference on 

Down Syndrome!  Look for 
information on next yearôs 
event in future newsletters! 



Welcome to  
Marie Schuller, 
Administrative 

Assistant!  
 

Marie was born in New 
K e n s i n g t o n , 
Pennsylvania but has 
lived in Florida since 
1969.  She and her 
husband, Walter, have 
been married for 36 
years and have three 
daughters and five 
grandchildren.  Marie 
worked in the parochial 
school system in the 
Diocese of St. Augustine 
for the last 20 years.  
She enjoys working with 
the children, parents and 
staff at Hope Haven. 

ANNOUNCING  
THE 2008 DOWN SYNDROME CENTER CALENDERS!  

 

The 2008 calendars will be available in October, 2007. 

  
 
 

 

The Calendar features 60 of our children with Down Syndrome with  

photography donated by Susan Michal.  
 

What a perfect holiday gift this could be for family, friends, and teachers!  
 

To reserve your calendars, send this form with a check to:  

Hope Haven Childrenõs Clinic and Family Center 

4600 Beach Blvd.  

Jacksonville, FL  32207  

904 -346 -5100  

 

Name _______________________________________________________________________________  

 

Address       City _________________ Zip ___________________  

 

Phone Number ______________________________   E -mail ___________________________________  

 

Total number of calendars to purchase:______ ($12.00 each)  Check # ______  Cash _____  

 
Cost $                    + Shipping $3.85 (add $1.00 for each additional calendar)  = Total Cost $  __________  

 

     Please check here if you prefer to pick up your order from Hope Haven.  

 

 



Hope Burton 

Congratulations!  You have just become a teacher!  Spending 
time with an infant can be the most thrilling experience of a 
lifetime.  There is so much for her to learn and so much for 
you to teach.  Or is it the other way around? 
 

Here are some thoughts on being the parent ï and teacher ï 
you never thought you would be.  Remember that every child 
is a unique individual and there are no guarantees that your 
child will respond in a specific way to any of these 
suggestions. We present them as a starting point, with the 
hope that you will soon be making a list of your own. 

�x�� Be a parent first ï a teacher second.  Cuddle, protect and 
love your child.  Enjoy the miracle of creation. 

�x�� Know your child.  Study him and watch him.  What makes 
him smile or cry or laugh?  Anticipate his reactions.  Learn 
how he learns. 

�x�� Focus on input.  Make it extensive, consistent and 
repetitive. 

�x�� Donôt always measure progress by what you see.  
Absorbing and observing are strong learning traits for 
many of our children.  Output may come 
when you least expect it. 

�x�� Children love to learn, though it may take 
some longer to show it.  Start exposures 
sooner than you normally would - 
potential cannot be realized unless it is 
encouraged and nurtured. 

�x�� Include your child in every aspect of family life. The best 
way to learn to be an integral member of the community is 
to be an integral member of the family. 

�x�� Avoid services that require excessive time or distract from 
the care and attention you would normally give other 
family members. Your child needs to feel that he is a 
contributing, not draining, part of a nurturing family. 

�x�� Experiment with various teaching styles.  Children with 
Down syndrome are usually strong visual learners.  They 
also love to hear your voice. Show her family photos and 
pictures of favorite toys and foods.  Let her watch you fold 
laundry and cook dinner.  Tell her what she is seeing. 

 

When talking about your child, remember to put the child first.  
Our children are not ñDownsò or ñDown syndrome childrenò.  
They are children with Down syndrome. See your child as an 
individual. Children with Down syndrome come in all sizes, 
shapes and colors.  They come with varying levels of 
intellects, emotions and strengths.  They can be happy, sad or 
downright grouchy.  Just like us. 

EARLY COGNITIVE DEVELOPMENT AND PARENTING 
By Laura Watts, M.Ed.  

Lindsay Garcia 

WEE PLAY!  
Wee Play! is a program offered at Hope Haven for infants and toddlers with Down syndrome.  The goal of Wee Play! is to give 
parents  tools to enhance their childôs development from newborn to five years of age.  The therapists divided the program into 
infants, crawlers and walkers. 
 

During the eight-week session, the participants received two sessions each of physical therapy, occupational therapy, speech 
therapy and recreational therapy.  Information was also given to the parents regarding resources available in the community. 
 

The most popular session of Wee Play! was the walkers.  Five participants enrolled in the eight-week program.  The families 
enjoyed the opportunity to network with other families who have children with Down syndrome.  They even made 
arrangements to meet after the Wee Play! program had ended. 
 

While the program received positive feedback from the parent surveys, Wee Play! is changing its format in January.  The 
program will offer two-hour sessions for four weeks and will allow the parents to select which topics they are most interested 
in.  The first hour will incorporate the parent and child. The second hour will be the parent and the therapist. During the second 
hour, the children will be playing in another room with appropriate supervision from Hope Haven professionals.  More 
information about the new Wee Play! will be sent in November.  If you would like to get your name on the mailing list, please 
call Jennifer Keyworth at (904)346 -5100 extension 256 or email jenniferk@hope -haven.org.  

This program is made possible due to a generous grant from the Community Foundation with 

assistance from the Down Syndrome Association of Jacksonville.  


