25th Annual

Bowl-A-Thon

Sunday, March 7, 2010
Stardust Bowl
37 E. Lorraine Avenue, Addison,
Illinois

Registration Check-in Begins at
11:00 a.m.
Bowling Begins at
12:00 noon

ADS’ Bowl-A-Thon is celebrating

a big anniversary—25 years! This
year's event will be March 7, 2010 at
the Stardust Bowl, 37 East Lorraine
Avenue in Addison, IL. Check in
begins at 11:00 a.m., and bowling will
begin at noon.

The Bowl-A-Thon is our biggest
fundraiser, and it supports many of the
services we provide. We invite you to
join us in making the event a success
this year. Below you will find a number
of different ways you can help. We are
grateful for the efforts and generosity
of all who contribute and hope we will
see you there!

Anyone who would like to bowl! will
need to register by February 21, 2010.
Bowl-A-Thon information will be
mailed to NADS members. You can
also register online at www.nads.org or

call the NADS office at (630) 325-9112
for registration forms.

We welcome bowlers of any age.
Children may bowl individually (if
they are registered) or with a partner,
and we will have a few bumper lanes
(reserved for children only). If you
would like to bowl with others, just list
their names when you register.

As always, we ask bowlers to collect
a minimum of $100 in pledges, but
as this is our major fundraiser, many
people collect significantly more. You
could also check with your employer
to see if they have a matching gift
program.

You can register online through
Firstgiving and create your own
fundraising page. You can link to
Firstgiving through the NADS website,
www.nads.org.

Continued on page 2
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2009 Fashion Show Stars ere are some of the models from the 2009 Fashion Show. We will be featuring other
models in future editions of the newsletter. Model bios are written by family members
Family Behavior Retreat for the Fashion Show Program.

Special Needs Dance Classes
that he actually arrived

before the doctor made it
to the hospital. The only
people in the delivery room
were his mom and dad!

He was tiny, weighing only
3 1bs 14 ounces, but he
was absolutely perfect. He
stayed in the hospital for
only 3 days, and then he
was introduced to the crazy
place he would call home.
He is the youngest child in a
family of five, so he learned
quickly he would have to be
very patient. His laid back
personality is a perfect fit
for a very busy household.
His older brothers and
sisters love the fact that he

can now smile and laugh
when they tickle him. He

is growing and changing
every day, and his family is
enjoying every minute they
have with him.

Legislative Resources

Legislation Committee Update

Pediatric Therapy
Local Artist Opportunities
Free Ed. Rights Handbooks

Hanna Stopka
Now 2 2 years old, this
is Hanna's 2 year in the
Fashion Show. She has
grown leaps and bounds
this past year, from starting
in playgroups at therapy
last fall to now starting pre-
school at her new school
this fall.

She is learning to share
and play with others well.
She loves to play dolls and

DSANI Lecture Series
Specs4Us Eyewear

New IL Emergency Contact
Registry

Email Drive

Tommy
Van Eekeren

Incidence of DS Rising?

Cole Fisher
Tommy Van Eekeren

Tommy Van Eekeren was
born on April 15, 2009, a
month earlier than he was
expected. He was in such
a hurry to enter the world

Upcoming Events

Joint Disease in Children

Samantha Amazes Us
Adult Matters Committee
New Potty Training DVD

sponsors will be publicized
through our newsletter and
website. We encourage
members to support those
businesses.

For more information
about prizes or lane
sponsorships, please
contact the NADS office at

Family Album
We encourage you to reach
out to groups or businesses
in your community about
the possibility of sponsoring
a lane at the Bowl-A-Thon.
The levels of sponsorship
are: Platinum $2,500; Gold
$1,000; Silver $500; Pearl
$250; Bronze $100.

Lane sponsors will have
their names displayed on
the day of the Bowl-A-Thon,

Continued from page 1
A Special Wedding Present

Donation from the Simons
Carnival Fundraiser

We are currently collecting
New Book

prizes for our choice raffles
and door prizes. If you have
items you would like to
donate (such as tickets to
sporting or cultural events,
gift certificates, electronics
or other merchandise,

(630) 325-9112.

For a list of fundraising
Tips and Tricks, go to the
NADS website,

NADS News is a publication of
the National Association for Down
Syndrome (NADS).

For more information call or write:

National Association
for Down Syndrome
P.O. Box 206
Wilmette, IL 60091

630 325-9112
847 723-3138 fax

or visit www.nads.org
Exec. Director Diane Urhausen

President Jackie Rotondi
Editor Ann Garcia

etc.), we welcome them.
We would also appreciate
your help contacting local
businesses to see if they

would like to donate prizes.

Another way you can

assist us is by selling grand

raffle tickets, which will be

available before and during

the Bowl-A-Thon. The

winner will be announced at
the end of the Bowl-A-Thon

but need not be present

to accept the prize. Grand
raffle tickets will be mailed

to members in January.

and prize donors and lane

www.nads.org.




Hannah Stopka

barbies with her big sister
Kirra and dance to Kid

Bop music together at the
loudest volume possible.
Hanna is big into books and
singing at the top of her
lungs.

She continues to bring
smiles to everyone she
meets, and her laughter is
contagious to all. Hanna
is sure to be talking up a
storm soon, but she gets
her point across through
sign language. Her family
and friends couldn’t be
more proud of her and her
accomplishments. We look
forward to watching her
grow up into the beautiful,
sensitive, loving and smart
girl she is.

Alaina Vargas

Alaina is a fun loving girl
who is very social, polite
and caring. She has been

in three dance recitals
showcasing ballet and tap,
all by the age of five. She
did so well, and we are very
proud of her. She began
kindergarten this fall, which
is a whole new experience
for her. Alaina’s spirit is so
alive and her desire to learn
is so great. Her will is very
strong, and she continues to
amaze us every day. Alaina
has rhythm and spunk and
loves to sing and perform

in front of her audience
(family). We believe that
there are no limits to what
she can achieve. She is a
wonderful big sister, helping
to take care of her baby
brother. She really loves to
play with friends. Alaina is

a vivacious girl with loads

of charm. She says hello
to everyone. She currently
is enrolled in gymnastics
and was in summer camp
swimming every day and
loved it.

Kelly Neville

Kelly is 18 and loves being
the oldest child in the
family. She is a senior at
Waubonsie Valley High
School and is very excited
about this school year.
She is looking forward to
school dances, football
games, and all the end

of the year activities that
pertain to seniors only.
Her favorite thing about
school is socializing with
her friends. She is the
total teenager! One of the
highlights of Kelly’s high
school experience was
going to Prom. Kelly is a
girly-girl, and when it came
time for shopping for that
special dress, it was like she
had won the lottery! She

picked a strapless purple
gown, and when she saw
herself in the mirror in the
dressing room, she gasped
and stated, "I look just like
Barbie! I'm beautiful!” She

Kelly Neville

was beautiful, and she had a
fabulous time at Prom with
her date, Eric. Kelly loves
to dance with her friends
at Center Stage Dance
Studio. She has amazed us
with how hard she works

in that class. She is very
serious about practicing
and shows different dance
moves to her friends when
they come over. She is
looking forward to another
year of dancing and, of
course, another costume!
Kelly is sensitive and sweet
and brightens our day!
She tells her sister Lexy,
age 15, she looks perfect
and her brother Jason, age
12, he is handsome. She

is always complimenting
us and seeing the beauty
in everything. We are all
blessed to have her as part
of our family.

Jeremy Geary

Jeremy earned the
nickname “Pele” when

he kicked his way into

this world, feet first and
three months early. He has

a loving and dedicated
family. Elim Christian School
helps him to achieve his
God-given potential—he
participates in cross country,
swimming, basketball,

and choir. Miss Colleen
keeps him active at Elim’s
dorm with bike rides and
activities. He skates with
the Tomahawks and has
body-boarded, snorkeled
and surfed Maui. Jeremy
proudly served as the ring
bearer last year when his
mom married Scott Wilson.
His goal is to be a firefighter
and chef, like his uncle.

On weekends, you will

find Jeremy playing Wii or
watching/playing sports.
Jeremy works hard to eat
healthy and exercise. He

is friendly, compassionate,
and quick-witted. He has
taken his family on quite
the adventure, and we can't
wait to see how far up the
mountain he will climb.

Photos by Kelley Demas
Photography,
www.kelleydemasphotography.com
(847) 650-5163.



Family
Behavior
Retreat

ach spring, NADS

holds a retreat
for NADS members
whose child with Down
syndrome has an
additional diagnosis,
such as Autism or
ADHD. If you would
like more information
about this year's retreat,
please call the NADS
office at (630) 325-9112.

Special Needs
Dance Classes

The Dance with Flair dance
studio is offering dance
classes for students with
special needs and their
parents. The studio is
located at 168 S. Adams,
Oswego, IL. For more
information, go to www.
dancewithflair.com or call
(630) 201-4305.

Legislative
Resources

lllinois:

www.lifemyway.org
www.ilga.gov

Federal:

http://mcmorris.house.gov
http://thomas.loc.gov

Find your legislator:
www.vote-smart.org

4

Update

from the
NADS

Legislation
Committee

Cathy Morgan

In the coming year,
the NADS Legislation
Committee is hoping to
keep NADS members up
to date on legislation in
lllinois and on a national
level that we feel will most
affect individuals with Down
syndrome and their families.
An overview of the
legislation we are following
and some helpful websites
will be available on the
NADS website soon. Here
is a sneak peek of what is
interesting to us:

lllinois

The Blueprint for
Redesign

Both Houses adopted

a resolution which

requires the Division of
Developmental Disabilities
to develop a 7 year plan

by Dec. 1, 2009 to improve
access to quality community
services. The plan is now
waiting appropriations. We
urge you to contact your
local legislator and request
funding and support for HJR
28. For more information
about advocacy in lllinois,
go to www.lifemyway.org. To
review lllinois legislation: go
to www.ilga.gov.

Federal

Prenatally and Postnatally
Diagnosed Conditions
Awareness Act (previously
known as the Brownback
Kennedy Bill)

This bipartisan bill was
unanimously signed into
law on October 8, 2008.
Currently we are requesting
our legislators to sign on

to the McMorris-Rodgers
Appropriations letter,
circulated by Rep Cathy
McMorris-Rodgers. The
request is for $25 million
over 5 years. Funding will
ensure that parents will be
provided with up-to-date
information regarding their
child’s development and
prenatal and post-natal
treatment options, including
referrals to parent support
groups.

Achieving a Better Life
Experience Act of 2009
(ABLE)

The intent of this bill

is to promote saving
private funds to support
individuals with disabilities
and help them maintain
health, independence, and
quality of life, as well as to
provide secure funding for
disability-related expenses
to supplement benefits
provided through private
insurance, Medicaid, SSI,
or other sources. Please
contact your legislators

in Washington and ask
that they support Senate
Bill S493 and House Bill
HR1205.

Congressional Down
Syndrome Caucus

The mission of the Caucus
is to educate members of
Congress and their staff
about Down syndrome and
to support legislation and
public policies that would
improve the quality of

life for people with Down
syndrome. Please contact
your Representative in
Congress and ask that they

join the Down Syndrome
Caucus. The only lllinois
representatives that have
signed on as of 11/09 are
Rep. Mark Kirk (IL-10) and
Rep. Peter Roskam (IL-06).
For more information, go to
http://mcmorris.house.gov.

The 21 ACT

This is new legislation,
which was introduced by
Rep. Cathy McMorris-
Rodgers (R) (WA-5) on
9/25/09 and is supported
by NADS. The Act is meant
to correct the omission of
Down syndrome from The
Children’s Health Act of
2000 (Public Law 106-310).
The original Act addresses
research and surveillance for
many different disabilities,
but Down syndrome was
not included. The 21

Act will make it possible
for Down syndrome to

be added as an area of
research and surveillance
at the NIH and CDC. HR
3656 has 7 co-sponsors

in the House. SI762 was
introduced to the Senate
by Sen. Sam Brownback (R)
(KS) on 10/7/09 and has 1
co-sponsor. None of the co-
sponsors are from lllinois.

To review Federal
legislation, go to http://
thomas.loc.gov/. To find
your legislator, go to http://
www.vote-smart.org (type
in your zip code in top left
corner of the home page).
A 5 minute phone call can
make a difference! A



Imagine Pediatric Therapy...
A Place Where Dreams Come True

Dahlia Fahmy

hen | think back on the day that | gave

birth to my son, Malek, it almost seems
surreal. | remember lying on the table and
being so elated that he had come into the
world and then noticing the OB whispering
to the pediatrician. “Is something wrong?” |
asked. All the pediatrician said was, “We have
some concerns that your son may have Down
syndrome.” My elation turned immediately to
confusion, despair, and unstoppable tears. | was
not prepared to hear those words. It had never
crossed my mind that Malek might be born
with Down syndrome. Fast-forward 16 months
later. Malek is the love of my life. His brother
and sister adore him, his therapists think he's
adorable, and | smile every time | even think of him—which is a lot.

| am a physical therapist and mother to this wonderful boy. Malek has challenged

my thought process as a therapist, as a mom, and most of all just as a human being.
He is my inspiration to do better each and every day. He pushes me to educate all my

patients about how wonderful children with Down syndrome are, and | am so proud to
have a son who will teach me and his siblings patience, unconditional love, and bring
so much laughter and joy into our lives. So | thought to myself, if Malek is giving me

all these things, what can | give back to him and all those wonderful kids out there
with special needs, who grace all these special families with their presence. And then
it hit me....a pediatric rehabilitation clinic like no other. One that had all the bells and
whistles, an amazingly interactive environment, a therapist’s and parent’s absolute dream
place. A place that would inspire any child to dream, believe and achieve. A place that
catered physically, emotionally, and developmentally for not only the children but also
the families. And so, Imagine Pediatric Therapy was born. A 3,300 square foot facility
equipped with state-of-the art equipment, amazing play spaces, and most importantly,
qualified, experienced therapists, most of whom have over 6 years of experience. It is
located in the South Loop, which we call home. My hope is that Imagine will touch the
lives of so many children and families and help parents see the potential of every child
that is waiting to be unleashed. | would love for any parent of a special needs child to
come and see our clinic; you will see what a special place this is.

This is my way to give back, although | don’t imagine that | can ever give back to
Malek everything he has given me and will continue to
give me and my family. Malek may have special needs,
but to me he is just special.

Imagine Pediatric Therapy is located at 606 W.
Roosevelt Road, 2nd floor beside Gymboree. Imagine
offers Physical Therapy, Occupational Therapy, Speech
Therapy, and Developmental Therapy, as well as
play groups, feeding groups, and a variety of other
programs. To make an appointment, please call us at
(312)-588-5050, and we would be happy to assist you. a
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Opportunities
for Local Artists

Saint Francis Hospital,
located in Evanston, IL,

is looking for artwork

to display on its newly
renovated 4 floor. It will
consider donations of new
or gently used framed
artwork from local artists

or any organization or
individual who has an
original or print artwork to
donate. Original artwork
from local artists will include
the artist's name and
biography. The hospital’s
decision to feature the
work of local artists is part
of its commitment to the
Chicago community. For
more information, please
contact Margo Schafer,
Public Relations Director, at
847-316-4000. All donations
are tax-deductible. A

Free Education
Rights
Handbooks

For a limited time, the
Family Resource Center
for Disabilities will provide
parents who participate

in their seminars with a
complimentary hardcover
copy of Educational Rights
and Responsibilities:
Understanding Special
Education in Illinois,

the handbook recently
published by the lllinois
State Board of Education.
Parents must register for
an FRCD Special Education
Rights Seminar in order

to receive a copy. The
seminars are held most
Saturdays from 10-1. For
more information, go to
www.fred.org or call

(312) 939-3513. A



DSANI Offering Lecture Series

The Down Syndrome Association of Northwest Indiana
is starting a lecture series for parents. The lectures will
be offered every other month and will be free and open
to the public. For more information, call

(219) 838-3656. A

Specs4Us Eyewear

SPECS4US, Superior Precision Eyewear for Children
Who Are Special, produces eyewear for children

with Down syndrome that eliminates the problems
commonly associated with traditional eyeglasses by
providing customs frames designed especially for
them. Created by the mother of a child with Down
syndrome and 25 years experience as an optician,

The Erin's World line of frames is engineered to fit the
unique facial features of children with Down syndrome.
Adult sizes and sunglass clips are also available. For

information and locations, visit www.SPECS4US.com or
call 1.800.586.1885. a

State of Illinois Offers New
Emergency Contact Registry

The State of lllinois is now offering an Emergency
Contact Registry connected to an individual’s driver’s
license. Two emergency contacts can be added to

your license data and retrieved in the event of an
emergency. This service can also provide extra peace of
mind for parents of individuals with disabilities. Anyone
who has a state ID or a driver’s license can participate in
the registry. To add the contact information, go to
www.cyberdriveillinois.com or your local Secretary of

State facility. a

E-Mail Drive

We would like to start sending most of our
membership renewal notices via e-mail to save on
postage costs, which are rising. Please send your e-mail
address to: krutili@nads.org. Members who do not have

email will continue to receive notices by mail. o

Incidence of Down
Syndrome Rising?

An article in the December issue of Pediatrics concludes
that the prevalence of Down syndrome increased
in the United States between 1979-2003. The authors
of the study—Mikyong Shin, Lilah Besser, James Kucik,
Chengxing Lu, Csaba Siffel, and Adolfo Correa—analyzed
birth registries for that period and looked at the prevalence
of children with Down syndrome from birth to 19 years in 10
different regions of the United States. They also examined
the data by age group, race/ethnicity, gender, and other
categories. They concluded that over the period covered
by the study, the incidence of Down syndrome increased by
31.1%. They also observed variations according to region,
race, and gender, with the prevalence of Down syndrome
lower among females and among African American
families.

The authors believe that a more accurate understanding
of the prevalence of Down syndrome will lead to better
planning and allocation of resources for individuals with
Down syndrome in the U.S. Experts suggest one possible
reason for the increase can be found in the larger numbers
of women choosing to have children later in life. However,
since 2003 the availability and use of prenatal testing has
also significantly increased. Since early 2007, the American
College of Obstetricians and Gynecologists (ACOG) has
strongly recommended prenatal testing for all women
regardless of age. The termination rate when Down
syndrome is diagnosed has been reported to be as high
as 90%. Therefore, in order to ensure that parents receive
accurate, balanced information, NADS, the NDSC, NDSS
and Down syndrome organizations throughout the country
are supporting the Kennedy-Brownback Bill (see page 4 for
more information on this bill and ask your legislator to fund
this critical legislation).

During 2009 many parent support groups throughout
the country reported a decline in referrals of newborns, a
decline which may be related to the increased availability
of prenatal testing. Though the recent study indicates a
higher incidence of Down syndrome, the anecdotal reports
of fewer referrals could lead one to believe that while
the incidence has increased, live births have not. We will

continue to keep track of both of these situations. a



Cole Fisher

Corrine Fisher

know it's a cliché, but it is

true—our children grow
up quickly and time goes
by too fast! Now granted
my oldest is only six years
old, but the other day as |
watched him playing in the
backyard, catapulting down
the waterslide with the sun
on his back and a smile on
his face, he was just Cole...
my little boy, big brother
to three. He was thrilled to
have gotten control of the
hose and was spraying his
brother and neighborhood
friend, chasing them around
the yard, laughing and
enjoying the innocence of
youth on a hot summer’s
day.

| love the times when |
can “forget” about Down
syndrome. Deep down |
knew that in an hour and a
half we were off to therapy,
lugging a car-full of kids
to a 45 minute session of
speech. But for now he was
just one of the boys, and it
kept me smiling the rest of
the day.

Although it has been six
years since Cole was born,
that challenging beginning
will always remain as a
difficult memory for us—the
pain, the sadness, the loss,
the fear. Most of us have a
heartfelt story that can bring
us back to an exact moment
of time that changes our
lives forever. | wish new
parents after receiving that
news could be granted a
moment's glimpse into the
future, however, to see all

the joy and the positives
that Down syndrome can
provide. Yes, there's therapy
and more therapy, health
issues and IEP’s, meetings
and other challenges, but
that is certainly out-weighed
by the achievements and
successes, the smiles and
the hugs, and of course the
unconditional love that any
child will provide. When
milestones are reached,
granted usually later
than other children, the
elation and the pride are
immeasurable.

As the summer draws
to a close, | have mixed
feelings about the return
to routine. Cole will be off
to first grade, spending
an entire school day in
the care of others! He
thrives on pleasing people,
though, and he enjoys the
academic world. Although
his speech is quite delayed,
he is reading the same
assignments and passed
the same curriculum as his
kindergarten peers. He is
fully included in first grade
with an aide by his side and
pulled out of the classroom
only when needed. |
couldn’t be more proud of
what he has accomplished
already. He has mastered
my iPhone, every electronic
device and computer in
the house, and loves to
hike, swim and listen to
music. (Cole has been to
21 National Parks already!)
He tortures his brothers
and baby sister on a daily
basis, but what six year old
doesn't?!

wish new parents after recerving

that news could be granted a moment’s

glimpse into the future... to see all the

oy and the positives that Down

syndrome can provide.

| got a phone call this
morning from a friend to ask
if | had read the newspaper
yet. Considering that it was
7:30 in the morning, | have
four children six and under,
we were trying to get out
the door for T-Ball camp,
and the newspaper was
probably still stuck under
the tire of my car, my answer
was slightly sarcastic! Turns
out, there was a picture of
Cole with his challenger
baseball team in the sports
section! How exciting for a
parent!

| realized quickly that the
future is unknown for all
of our children when they
are born. Down syndrome
or no Down syndrome, we

steer them, guide them, set

examples along the way,
pick them up if they need
it, and love and support
them, providing them with
a successful mould to build
upon. Cole amazes me
every day—sometimes for
the better and sometimes
not! Six years ago, would |
have thought all this to be
possible? Probably not! But
Cole has made it happen,
and | am sure he will
continue to walk (and run!)
down his chosen path, with
a grin on his face! a



The 10t Annual ISTAC/
Project Choices Least
Restrictive Environment
Conference

January 29, 2010
8:00-2:15

Doubletree Hotel

1909 Spring Road
Oakbrook, IL
Information:

(630) 629-0551

Planning for Children
and Adults with Special
Needs

Brian Rubin and Sherri
Schneider

February 10, 2010

9:30 am

10833 S. LaPorte Ave.
Oak Lawn, IL
Information:

(815) 464-1832
Sponsored by the ARC
of IL and the Park Lawn

Association.

NDSS Buddy Walk on
Washington/Advocacy
Conference

February 24-25, 2010
Registration: 800-221-4602
Information:

www.ndss.org

Melissa Tesher, MD and Karen
Brandt Onel, MD

Division of Pediatric Rheumatology
The University of Chicago

octors have known

for many years
that children with Down
syndrome face an increased
risk of autoimmune
diseases. Autoimmune
diseases are caused by a
malfunction in the body’s
natural defense systems
against infections. This
category of diseases
includes thyroid problems,
diabetes, alopecia (hair
loss), vitiligo (pigment loss),
and celiac disease as well
as arthritis. The American
Academy of Pediatrics
recommends that children
with Down syndrome
have screening tests for
thyroid disease, diabetes,
and celiac disease.
However, many physicians
and parents don't know
that children with Down
syndrome are at higher risk
of arthritis or inflammation
of the joints.

Juvenile arthritis is a rare
disease but more common
in children with Down
syndrome. In the general
population, between 1 and
2 children out of every 1000
have arthritis. According
to one study, out of every
1000 children with Down
syndrome, between 8 and 9
have arthritis. So, arthritis is
about six times as frequent
in children who have Down
syndrome as those who do
not. Researchers are not
certain whether the arthritis
which affects children with
Down syndrome is the same
disease as juvenile arthritis
affecting other children.

For this reason, arthritis in a
child with Down syndrome
is considered a separate
disease, known as Down'’s
arthropathy.

Arthritis can be hard
to diagnose in any child.
The symptoms of arthritis
include joint pain, joint
swelling, and morning
stiffness. Other children
may experience delays
in learning motor skills
like walking and running,
or even lose the ability
to do activities they had

previously mastered. A
doctor may notice that
the child’s joints have a
decreased range of motion,
meaning that they are
less flexible than usual.
Many children with Down
syndrome have unusually
flexible (hypermobile)
joints, so a decrease in
joint motion can be difficult
to recognize. Sometimes,
lab tests can help point
to a diagnosis of Down's
arthropathy, but in other
children, lab testing is
completely normal. The
most important clues to
diagnosis are the child’s
or parent's description of
his/her symptoms, and the
doctor’s physical exam.
Can Down’s arthropathy
be treated? In most
cases, the answer is
yes! Usually, the earlier
arthritis is diagnosed
and treated, the better
the chance of reducing

or even eliminating

the child’s symptoms.
Anti-inflammatory
medications, such as
ibuprofen or naproxen,
can help relieve arthritis
pain. Other medications,
like methotrexate, are
considered disease
modifying agents and

can stop or slow disease
progression. If these
treatments are not enough,
a new class of medications
known as biologics has
shown excellent results for
some children with juvenile
arthritis. Physical therapy

is another key element of
treatment.

Hopefully, parents and
doctors of children with
Down syndrome will
increasingly recognize the
need to watch for signs of
arthritis in these children.
With prompt recognition
and early referral to a
pediatric rheumatologist
for treatment, the outlook is
bright for most children with
Down'’s arthropathy.

References:

American Academy of Pediatrics
Committee on Genetics. Health
supervision for children with Down
syndrome. Pediatrics 2001; 107:
441-449.

Juji H and Emery H. The
arthropathy of Down syndrome:
an underdiagnosed and under-
recognized condition. Journal of
Pediatrics 2009;154:234-8.

Olson JC et al. Arthropathy of
Down syndrome. Pediatrics 1990;
86:931.

Editor’s Note: The inflammatory
type of arthritis described

in this article is different

from osteoarthritis, which is

usually associated with aging.
Osteoarthritis is also more common
in people with Down syndrome.
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Samantha Amazes Us

Karen Beissmann (Samantha'’s mother)

We are celebrating Samantha’s most recent
accomplishment, getting her Driver's License, on the

first try. What a wonderful year—Samantha graduated from

High School in May 2009 with her class, right on schedule,

and received her diploma and now her driver’s license. We

are super proud of her.

Samantha was born on August 28, 1990, 6 weeks
premature and the same day the Plainfield Tornado hit.
That tornado was an F-5, the worst possible, and Samantha
came into this world like an F-5 tornado. Doctors, including
my obstetrician, gave us absolutely no encouragement
when Sam was born and basically wondered, and asked,
what we would do with her. Well, let me tell you, this young
adult has proven everybody wrong so many times and has
brought so much joy to our family. In her early years she
constantly amazed us, first with walking along furniture at
the age of one and once again showing me that she would
do things when she wanted to. She actually didnt walk on
her own until 22 months. When she attended pre-school,
she would immediately know which backpack belonged
to which child, and she knew where their coat hook was;
there were no names with these hooks. Samantha learned
to read, tell time. She learned gymnastics, was part of a
diving team, rides a bike, plays basketball, is part of the
Challenger League in Champaign, IL and plays baseball
with this league, loves to dance and sing (singing is not a
strong suit). She attends Curves, with her mom, at least 3
days a week.

Samantha has been a blessing and continues to amaze
us regularly, and I'm sure our life would be boring without
her. I do know that we have pushed her and made sure that
she got everything that every other “normal” child gets.

I would like every parent of a special needs child to know
that the journey is long and tough, but if you keep fighting
the fight, you will be blessed and exceedingly happy with
your child’s accomplishments. a

Adult Matters
Committee Update

Sally Schiller

he NADS Adult Matters Committee consists of a

group of caring individuals interested in assisting
adults and family members of adults with Down
syndrome (young adults to mature adults) explore
options for work, recreation and social activities,
healthcare, and living arrangements. We share
resources and provide support to each other and plan
activities that benefit the NADS adult community. We
also set up seminars for professionals, parents, and
self advocates.

We welcome anyone interested in joining us for our
meetings. We also encourage articles and information
from self-advocates, parents, and professionals that
we can share with other NADS families, either through
the newsletter or on the NADS website.

Please send material for consideration for the
newsletter and website to info@nads.org.

The next Adult Matters Committee meeting is on
January 26, 2010 at 11:30 am. The meetings are in
G-104 in the Center for Advanced Care at Lutheran
General Hospital. If you are planning to attend, please
let us know by calling the NADS office at (847) 723-
3136 or emailing Diane Urhausen at durhausen@
nads.org. For more information, please contact Sally
Schiller at (847) 251-2204 or call the NADS office. a

New Potty Training DVD

Wendy Sweeney, the founder of Booty Camp ®,

has put together a DVD in order to share her potty-
training expertise and method with parents. Ms.
Sweeney is a registered nurse and has successfully
trained more than 650 children, including a number
of children with special needs. Her program has been
featured in People magazine, on the Today Show and
the Doctors Show, and in numerous network news
stories.

The DVD gives parents all the tools they need to
implement the Booty Camp ® method at home. The
complete DVD kit costs $89.99 and includes a CD, an
instructional manual, supplemental instructions for
children with special needs, as well as flashcards and
reinforcement tools, such as stickers. The kit can be
purchased online at www.bootycampmom.com or by
contacting Wendy Sweeney at (630) 762-9612. a
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We are always looking for good pictures to use
in NADS News and other publications. You can
send photos to shebein@nads.org — but please
note that we cannot process large numbers
of photos sent electronically. If you could limit
your submissions to a few at a time, we would
appreciate it!



Dear NADS,

Our niece, Molly Browne Gallagher, just celebrated her first
birthday. Since she was born, your organization has been a
wealth of support and knowledge for her parents, Margie
and Mike Gallagher. For that, we will always be grateful for
your organization and the amazing people who work there.

Recently, Molly was a flower girl in our wedding. She
performed her duties perfectly and stole the show. In lieu of
favors for our guests, we choose instead to do something
more memorable and meaningful. Please accept this
donation on behalf of Molly and all our wedding guests.
We hope it will help to enrich the lives of children and
adults with Down syndrome as well as their families.

With sincere appreciation,
Julie and Mark Brandt

We are grateful to the Brandts for their generous gift of
$300.

Dear NADS,

On behalf of the entire Simon family, | would like to donate
this check in the amount of $1,500. This is our way to
celebrate Nathaniel Joseph's birthday each and every year.
HollyDays was a huge success, thanks to my wonderful
friends, artists, neighbors and family. Giving this gift to
NADS just reminds us how lucky we are to have your
organization in our lives. Keep up the good work!

Happy 7" birthday, Nathaniel. You are the greatest gift
we could all have ever received!!

Sincerely,
Holly Simon

For the last 4 years, Holly has organized HollyDays in November, a
holiday sale featuring hand-made gifts and local artwork, and donated
a percentage of the proceeds to NADS. Our thanks go out once again
to Holly Simon and her family for their generosity. Happy Birthday to
Nathaniel!

Dear NADS,

Our neighborhood held a carnival this fall to raise money
for Down syndrome. We would like to present this check for
$530 to your organization in the name of Ally Huber.

We hope it helps!

Sincerely,
Jill Solimini
Mason, OH

Many thanks to all who contributed.

Gifts 2
Kathryn Lynard Soper, editor
Woodbine House, 2009; $19.95

The long-awaited sequel to Gifts is now available. This
volume broadens the focus from the earlier book. In
the first Gifts, mothers reflected on their early journey
with their child with Down syndrome. Gifts 2 includes
stories from a wide variety of people, including family
members, friends, coaches, medical professionals and
others whose lives have been touched by someone
with Down syndrome.

Both books touch on the "gifts” people with Down
syndrome bring to their families and communities,
and they are full of moving testimonies about what
the writers have learned through caring for and about
the individuals with Down syndrome in their lives. One
of the essays is by NADS member and former parent
support volunteer Brenda Kopp, who wrote to us: “I
had the privilege of being one of the contributors for
the book. Andy has so enriched our lives and it was a
pleasure to be able to put into writing just how much of
a contribution he has made.”
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