Abby Benco

NADSNews

Newsletter for the National Association for Down Syndrome

May, 2016

Our Rhythmic Gymnast
Lisa Benco

W

hen I saw the
Facebook post from
my friend, Diane Compton,
in the fall of 2014, I almost
dismissed it. “Any locals
interested in participating
in a Special Olympics
rhythmic gymnastics class
at Elite Gymnastics??”, it
stated. I had always thought
of gymnastics as a “girly”
girl sport, something for
which I believed Abby was
not well suited. Abby has
many special talents, but I
didn’t think she would be
interested in dressing up
and dancing with a ribbon.
Bowling and swimming
were her favorite sports at
that time. Abby has speech
therapy 3 times a week in
addition to various school
and Girl Scout activities.
How could we possibly

fit another class into our
already packed schedule?
But Erin (Diane’s daughter)
and Abby are long time
friends and there was a lot
of interest from other girls in
Abby’s age group. The gym
was close to home, so travel
wasn’t an issue, so Tom and
I signed her up. We thought
she would enjoy a 10-week
session with some familiar
faces and benefit from
some social interaction with
peers her own age.
Well, here I am, a year
and a half later, writing
about this wonderful
journey that has helped
Abby grow in so many ways.
Not only does she LOVE
rhythmic gymnastics, she is
very good at it. She bonded
instantly with her incredibly
patient and kind coach,

Margarete Novo. Margarete
has a gift of engaging our
girls in such a way that they
are having so much fun,
they don’t realize they are
building their core strength
and learning a great skill.
Abby looks forward to the
weekly lessons and is truly
excited to be there with her
teammates. The growth of
the friendships that have
formed is amazing to watch.
Diane’s older daughter,
Megan (Erin’s sister), adds
her rhythmic gymnastics
expertise by participating
as a team coach. Coach
Megan is a wonderful
mentor to our young
gymnasts and works
tirelessly to help them learn
and refine their routines.
Our “little” Special
Olympics Elite Rhythmics

team doubled in size in just
a year, from 4 in 2015 to
8 in 2016! 7 of the 8 girls
on the team have Down
syndrome. Last year, 2 of
the 4 won gold medals
at the District games and
advanced to the Summer
Games competition. This
year, 6 of our 8 gymnasts
have advanced to the State
Summer Games!
The most challenging
part of Abby’s first Special
Olympics competition
in 2015 (besides getting
her to the gym for 7:30
AM warm-ups after losing
an hour of sleep due to
Daylight Saving Time!)
was convincing her that
gymnasts must put their
hair up. She is not a fan of
Continued on page 2
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having her hair brushed, let
alone put in a ponytail and
pinned into a bun. She still
shakes her head when her
hair is put up because it is
such a strange sensation
for her. After the initial
tears, she walked on to the
mat with confidence and
made her first public ribbon
performance at the District
A competition. She won
a silver medal. We were
thrilled, especially since she
was only recently introduced
to the sport and had about
4 months of practice.
This year, after a full year
of weekly lessons, she
participated in the District
A all-around competition
(ribbon, ball, hoop, and
rope) and brought home 5
medals - 2 gold and 3 silver!
Her 2 gold medals earn her
the opportunity to compete
in the Special Olympics
Summer Games in Normal,
IL this June.
Abby’s participation in
rhythmic gymnastics has
improved her strength,
coordination, and self

Bowl-A-Thon
Thank You

W

e are grateful for
the many people
who helped to make this
year’s Bowl-A-Thon a
success. Thank you to all
the families and friends
who came to bowl, to visit,
and to support NADS.
Thank you to the many
volunteers who shared
their time and talents
with us, whether it was in
preparing for the Bowl-A-

confidence. We are
amazed at how quickly
she learns the routines.
She never shows any
signs of nervousness or
apprehension when she
performs for an audience.
She performed her ribbon
routine at her school’s Talent
Show last year and received
numerous compliments.
There were even tears of joy
in the audience - not just
Mom’s!
The staff, team members
and families at Elite Sports
Complex have embraced
our team and its special
challenges. Joni Spata, Elite
Rhythmic Program Director,
invited us to be part of
the HUGS (Hope Unites
Gymnastics with Special
Athletes) national program
with USA Gymnastics. Our
girls have the opportunity to
compete in the same meets
as their typical peers. They
also perform at the various
shows that Elite hosts
each year. Our team felt
truly welcomed into their
community.
We are so grateful to
Diane for pioneering this
wonderful opportunity!

Without her patience and
persistence in coordinating
all the details of establishing
a Special Olympics team,
Abby and her teammates
would have missed out
on this very rewarding
experience.
The hard work and
dedication of the team
members’ families cannot
go unrecognized, either.
We all work as a team to
make this a positive and
rewarding experience for
everyone. Abby says “thank
you” to her teammates Erin, Becky, Teagan, Ariana,
Sara, Carlie, and Ally. This
experience has been a
memorable journey because
of you and your wonderful
families!
Tom and I are so proud
of our Rhythmic Gymnast.
She has worked very hard
and continues to amaze
us with her abilities on
the gym floor. We are
looking forward to the
State Summer Games this
summer. Good luck to Abby
and her teammates on the
Elite Rhythmics Special
Olympics team!

Thon by collecting prizes,
arranging sponsorships, or
selling grand raffle tickets
or in helping the day of
the event. We are grateful
for the volunteers who
assisted with registration
and with the different prize
areas, for Peter and Tommy
Vargulich, who covered the
announcing for us this year,
and to our PAC members,
who greeted people and
sold raffle tickets during the
event.
We are also grateful to
our lane sponsors and

to the individuals and
businesses who donated
items for our grand raffle,
choice raffle, and door
prizes. Donor lists can be
found on our website.
2016 LANE SPONSORS
Platinum
Litchfield Cavo LLP
Gold
Jennings Chevrolet and
Volkswagen, Inc.
James and Theresa
Unnerstall
Wiegel Tool Works, Inc.

World Down Syndrome Day Celebrations

M

arch 21 was a cause
for celebration
around the world, as
families and communities
in almost every country
raised awareness about
Down syndrome. You can
see stories and videos from
the day on Down Syndrome
International’s website:
worlddownsyndromeday.
org.
Chicagoland also saw a
number of WDSD events.
At NADS, we launched our
first WDSD social media
campaign. We also heard
about many “Rock Your
Socks” campaigns, WDSD
parties, and awareness days
at local schools. Hillcrest
School in Downers Grove
emailed the following
message to its families:
“Today is World Down
Syndrome Awareness Day.
Please join us in celebrating
the idea that we can all
be global ambassadors
for individuals with Down
Syndrome. Below is a link

Silver
Allison and Ron Unnerstall
Integrated Inventory
Technology
Paul and Susan Donohue
Pearl
Suburban Pediatric
Therapies
UPS for Downs, NFP
Bronze
Down In the Southland
H2O Hypnosis
IDEAL Box Company
John J. Reilly, D.D.S.
Laura and Scott Brashear
Steven and April Sedall

The third grade class at St. Raphael School celebrating World Down Syndrome Day. See the article on p. 4.

to a video that classroom
teacher, Anna Demlow
created starring some
of our students, along
with some pictures from
our participation in the
Lots-of-Socks campaign.
https://www.youtube.com/
watch?v=jGmLvY5_xH4”
Adrian Drower, a local
self-advocate, reported

that his employer had
posted about World
Down Syndrome Day in
his honor and included a
link to NADS’ social media
campaign. Many thanks
to Fine Line Tile (www.
finelinetile.com) for their
wonderful post!

We would love to hear
more about how you
honored WDSD. If you have
photos or stories you would
like to share, please send
them to info@nads.org, and
we will share them with our
members.

GRAND RAFFLE
WINNERS
1st Prize:
7 Night Stay in Longboat
Key, FL and $500 cash
prize
Ed Stockman
2nd Prize:
4 Tickets to a Cubs or
White Sox Game and a
gift certificate to Theory
Restaurant
Pracha and Natalie
Paramadilok
3rd Prize:
Amish Shaker Bench
Liz Hansen
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School
Presentations

N

ADS speakers
go into a variety
of schools to talk to
students and staff about
Down syndrome. If you
would like to arrange
for a speaker to come
to your child’s school,
please contact Linda
Smarto at lsmarto@
nads.org.

Peggy Delaney presenting at
Crème De La Crème Preschool
in Barrington

NADS Seeks
Bilingual
Volunteers

W

e are hoping to
expand our ability to
serve families whose first
language is not English.
If you are fluent in any
languages other than
English and have an interest
in helping other families,
please let us know. We
are looking for bilingual
volunteers who might be
interested in taking our next
parent support training.
If you have any questions
about the training or our
parent support program,
please contact Ann Garcia,
NADS Family Support
Coordinator, at
630-325-9112 or
agarcia@nads.org.
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On The Topic of… Private School
Nancy Goodfellow

W

hen Laura and Jim
Shannon’s fourth
child was born with Down
syndrome, they were both
shocked and scared. But
what made Laura cry most
was “the fact that Bridget
would not be able to go to
Catholic school along with
her siblings.” At the time
she was born, less than ten
years ago, it was uncommon
to hear of any child with
Down syndrome or other
significant intellectual
disability attending a private
school. And although
it is still not a common
occurrence, the Shannons
and other families like them
are finding a way to make
both their family plans and
their children’s successful
education a reality.
Bridget was still a baby
when Laura and Jim
debated switching their
children to the public school
so the siblings would all
attend the same schools
and be together. But they
had both grown up with an
“incredible sense of family
and community, which was
created by our parents,
church and Catholic
school experiences.” They
believed their parents had
given them an amazing gift,
and they wanted the same
for their own children… all
of their children.
Laura attended her first
NADS conference when
Bridget was only three
months old. Later that same
evening, she attended a
school function and saw the
principal. She decided then
to plant a seed… to ask
the principal if she would

consider looking
into the possibility
of Bridget
attending St.
Raphael Catholic
School. She told
the principal that
she wouldn’t hold
her to it, but just
wanted to begin
the “what if”
conversation.
“What if”
became “how”
over the next
few years, and by
the time Bridget
was attending
kindergarten in
the public school,
Laura and Jim had
done their research and
were ready to approach
the administration at St.

“the inclusion
and love her
classmates and the
school show for
her is what makes
me most proud.”
Raphael. Laura met with the
church’s new pastor, a priest
who was close to Jim’s
family when he was growing
up. They talked about what
a Catholic education for
Bridget might look like and
how to make it happen.
Over the next year, the
Shannons met with a family
who had a child with Down
syndrome who attended
another local Catholic
school, they visited Notre

Bridget Shannon

Dame College Prep High
School to learn about the
Burke’s Scholars program
(a program designed
to provide a Catholic
education to students with
mild to moderate cognitive
disabilities), and they were
introduced to Dr. Jennifer
Buss from Lewis University.
Dr. Buss helped form a team
for Bridget’s education,
consisting of the Shannons,
the principal, the pastor,
the tentative classroom
teacher, the new LBS, and
Bridget’s private speech
and occupational therapists.
Together, the team and
Dr. Buss created a plan for
Bridget to succeed as a
student at St. Raphael.
Today Bridget is in third
grade and thriving in her
environment. Her curriculum
is adapted and she works at
her own pace. She has an
aide who is with her in the
classroom and at recess.
She is pulled out frequently
during the day for reading

and math, and she also
receives vocational training.
Each day she has a job
where she works for 20-30
minutes in the library or
other teachers’ rooms filing
or sorting. She is required
to communicate with the
teacher when the task is
complete and they sign off
on her work. She receives
speech and social work
services during the school
day. And, as any difficulties
come up, Dr. Buss comes in
to observe and offer advice.
Although she is unable
to receive extra services
that would be available
in a public school, like
occupational and physical
therapy, Laura and Jim meet
those needs with private
therapy and participation in
Special Olympics and other
extra-curricular activities.
Laura says that “the
inclusion and love her
classmates and the school
show for her is what makes
me most proud.” That love
and inclusion was especially
apparent in the days
surrounding March 21st,
World Down Syndrome
Day. Bridget’s third grade
teacher, Amanda Siegel,
spent the week having her
students read about and
discuss Down syndrome.
The children tie-dyed socks
to support Lots of Socks,
the theme of the day,
made awareness ribbons,
wrote kindness letters,
and committed to doing
random acts of kindness as
a way of bringing attention
to Down syndrome. The
week culminated with a
visit from me and Michelle

Anderson for our disability
awareness presentation. We
talked to the students about
the importance of inclusion
and friendship, and the
class asked many thoughtful
and respectful questions.
It was apparent that they
loved having Bridget in
their class, but they also
appreciated learning more
about her and what makes
her unique.
The Shannons chose a
Catholic education for their
family, and they believed
that “because Bridget is a
member of our family who
happens to have Down
syndrome she should
receive that gift as well.”
St. Raphael provides a
“consistent, caring and
open environment to
provide Bridget with a solid
education.” The family sees
each day as a gift, where
they are lucky enough
to have their dream of a
Catholic education come
true.

D.A.D.S. Meet with
Illinois Legislator
Chuck LoBue

F

athers, did you know there’s a NADS group
just for us guys? Well there is! D.A.D.S. Dads
Appreciating Downs Syndrome. DADS gathers once
a month, typically the last Sunday of the month, at
Emmett’s Brewing Co located at 5200 Main St in
Downers Grove. We gather to share life’s journeys,
give and seek counsel from peers who have common
shared experiences, and shhh we meet at a ‘Bar’ so
there’s even craft beer! Occasionally special events
or guests may be part of a DADS meet n’ greet.
Such was the case one recent Sunday in February.
Illinois Legislative representative Ron Sandack
(R-Downers Grove) stopped by Feb 29th to discuss
Down syndrome relevant matters, and how the Illinois
General Assembly may help advance areas of interest
to NADS/DADS. Topics included the general state of
the Illinois legislature, bills that have passed, initiatives
that may need extra attention getting implemented
after passage, future concerns DADS would like to
see the Legislature address, and even the then PreSuper Tuesday state of the Republican and Democratic
presidential candidates seeking nomination, among
other topics. It was very informative, and a great
discussion ensued. DADS attendees learned some
things from Ron, and Mr. Sandack gained insight into
some of our top priorities as fathers of children with
Down syndrome as well. For more information about
DADS, visit www.chicagoland-dads.org.
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Using Visual Schedules: A Guide for Parents
Jessica Drake-Simmons M.S. CCC-SLP

U

sing visual schedules allows your child to see what is going to be happening in their day and the order of events.
Visual schedules can be customized to meet the needs of each child. Getting started with a visual schedule can seem
overwhelming, so this blog will help you recognize if your child would benefit from a visual schedule with ideas on how to
get started.
7 BENEFITS OF VISUAL SCHEDULES:
1. Provides structure and predictability: Visual schedules
prepare a child for what is coming up, which can reduce
anxiety.
2. Eases transitions: Visual schedules are helpful in easing
transitions from one activity to the next.
3. Reinforce verbal instructions: Most children process
visual information better than auditory information.
Words disappear after we say them and the visuals give
language a lasting component.
4. Supports literacy development- Consistent exposure
to written words can enforce reading of sight-words
and provide an opportunity to practice reading through
decoding.
5. Supports development of executive functioning: Visual
schedules enforce planning, sequencing, completing
tasks independently and the natural consequences of
time management.
6. Supports conversation skills: Many children have difficulty
recalling and retelling previous events. Providing the
visual framework of the schedule can help kids answer
open-ended questions like: “What did you do today?” or
“What was your favorite activity?”
7. Helps caregivers: Having a plan in place can be calming
for adults. Creating a schedule helps the caregiver
prepare for the day and use time effectively.
DECIDE ON THE FORMAT
Visual schedules come in all shapes and forms. When
selecting a visual schedule format, consider which would be
most functional for you to use, along with what would be
most beneficial for your child. Some schedule forms take
more preparation while schedules like line drawn images or
written words can be done quickly and on the fly.
Here are some different types of visual schedules:

Apps on phone/tablet Tangible pictures with Velcro Line drawing
images Written words

DECIDE ON THE LENGTH
The length of the schedule will be based on your son or
daughter’s needs and abilities. Some children may be
able to use a whole day schedule while others will be
6

overwhelmed by this amount of information and will need
to see just one or two items at a time.
First/Then-This can be an effective format to introduce
visual schedules without overwhelming the child with too
much information. It can assist a child in getting through
the non-preferred first activity by seeing that next, she will
get a preferred choice.

Part of the day with more specific
activities

Monthly Calendar

Whole day with more general activities

It is beneficial to include your child as part of the process
of creating the schedule. The slowed down, one step at
a time, verbal explanations paired with visuals helps the
child understand and prepare for upcoming activities. It
can also be a nice opportunity for the child to have some
autonomy and make choices about what their day will look
like. Don’t feel that making a schedule means that you
have to rigidly follow it. Life is unpredictable and having a
change in plans is something that we all have to adapt to.
The visual schedule can be a great tool to teach your kids
about flexibility.
Editor’s Note: Reprinted from the Easter Seals DuPage & Fox
Valley blog: https://eastersealsdfvr.wordpress.com/. For more
information about Easter Seals, visit www.eastersealsDFVR.org.
Visual schedules have been shown to be helpful to children and
adults who are verbal as well as for those who are developing
communication skills.

A Dream Come True
Jackie Rotondi

M

y daughter, Gina, has
been dreaming of
being in a “show” for years.
She loves musicals and
everything connected with
the theater. The opportunity
to be cast in a show never
happened in junior high or
in her high school years. We
were beginning to think it
would never happen, but
as luck would have it, we
were blessed with a new
program with the Down
in the Southland (D.I.S.)
group located in Tinley
Park. D.I.S. Youth Theater is
an exciting new program.
D.I.S. has partnered with
EDGE Theatre to bring fully
inclusive community theater
to the south suburbs. The
program gives people of
differing abilities the chance
to work together as peers
and equals. The program
provides opportunities for
social inclusion, self esteem
support, public speaking
skills, entertainment and
acceptance within the larger
community. Could this be a
chance to fulfill her dream?
The play they chose
would be Annie Jr., and
just like any other show, it
all began with an audition.
I spoke with my daughter
and explained that an
audition was an opportunity
to show them what she
could do. In order to be
awarded a part, she must
go and audition. We
downloaded all the audition
materials and signed up for
an audition time. I was very
concerned and wondered
how she would handle this
process, as Gina has many
sensory issues, tends to

be nonverbal and is not
a spontaneous talker. I
requested numerous times
to run lines with her but
each time she replied, I’ll
do it.” (myself).
On the day of the
audition, I took her a little
early so she could get the
lay of the land and see what
it was like to audition. When
we arrived we found closed
auditions and we could not
watch anyone. So we sat
and watched each person
get a call from the director
and follow him down to the
audition room. Each time
the director came back
smiling and praising the
participant. As the minutes
ticked by, I was beginning
to wonder if I had set her
up for failure, as we had
not practiced together. The
director returned and called
Gina’s name. I looked at
her with great anticipation
and fully expected her to
put her head down and turn
into a frozen statue. To my
surprise, she hopped right
off the chair and followed
him down the hall.
I do not know what
happened in the audition
but the director came back
with her and said she sang
a song from Annie for him!
What song? We had not
practiced a song. Where did
that come from? Apparently
she pulled up the song
on her iPhone as she
envisioned the audition in
her mind as singing a song.
Isn’t that what they did in
High School Musical? Her
desire was great enough
to carry her through the
audition process - in her

own way. I should have
trusted the determination
that rises in her every time
there is something of
importance to her.
In the end she received a
part as one of the orphans
even though she told the
director that she wanted to
be Annie. She accepted the
part and looks forward to
each and every opportunity
to rehearse with the entire
crew as well as running
her lines and singing the
songs in the privacy of her
own room. She is a very
dedicated member of the
cast and knows the entire
show.
As far as the goals

of social inclusion and
supporting self esteem,
I would say that this
program is meeting those
needs! I marvel at the
new relationships she has
developed with her peers
in the show. It is fun to see
them greet her and cheer
her on as she arrives for
each rehearsal. I am also
grateful to the professional
staff that works with them.
The public speaking,
entertainment and
acceptance within the larger
community are goals that I
have no doubt that will be
met. I have people already
asking for tickets!

COME AND FIND OUT FOR YOURSELF!
Performance dates: May 13, 14, & 15
Tinley Park High School - 6111 W. 175th St. Tinley Park, IL
Tickets: $10 in advance, $15 at the door
Tickets can be purchased at www.DowninTheSouthland.org
DIS phone number is 708-614-6118

Donation to NADS

W

e are very grateful to the Oliverio family and to
Joey’s Juvenile Diseases for their recent gift of
$5,000 to NADS. We greatly appreciate their generosity
and their support of NADS.
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UPCOMING EVENTS
NADS Annual Meeting
& Open House
May 17
6-7 pm
NADS Office
1460 Renaissance Drive,
Suite 405
Park Ridge, IL
Down in the Southland
Production of “Annie, Jr”
May 13-15
Tinley Park High School
6111 W. 175th St.
Tinley Park, IL
downinthesouthland.org
NADS PAC Service
Project
May 21
9:00 — 11:00 am
Feed My Starving Children
Aurora, IL
www.fmsc.org
Cheryl Crosby:
ccros@comcast.net
Run/Walk for the ADSC
Saturday, June 4
8:00 am
Adult Down Syndrome
Center
1610 Luther Lane
Park Ridge, IL
Registration: Kerry Neville
847-723-2324 or www.
advocategiving.org/adsc
Registration Deadline:
May 28
NDSC Convention
July 21-24
JW Marriott Grande Lakes,
Orlando, Florida
www.ndsccenter.org
NADS Conference:
“Next Steps”
October 1, 2016
Donald E. Stephens
Convention Center
Rosemont, IL
www.nads.org
NADS Fashion Show
October 30, 2016
Donald E. Stephens
Convention Center
Rosemont, IL
www.nads.org
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The Naperville Next Chapter Book Club
Cindi Swanson and Cheryl Crosby

W

hen families are
planning post
transition activities, Next
Chapter Book Club can be
a big part of people’s lives.
The model was created
by Ohio State University’s
School of Social Work. Its
goal is to provide social
opportunities.
Like anything we do
repetitively, readers’ reading
skills are improving, they are
gathering in the community
at coffee houses and having
a great time with their
friends. Reading level is
not a concern. The model
is designed for people with
disabilities.
Our book club began in
September of 2013. There
are seven members and
two facilitators who meet
in a café in Naperville on
Thursday evenings. We
enjoy coffee house drinks
and snacks, read together
and have discussions on
the books. We also have
an annual Christmas Party,
which is great fun, and we
occasionally get together

during the summer for a
play or dinner.
The reading material
is selected after having a
group discussion on topics
of interest and previewing
some books. We are
particularly excited about
our upcoming book about
the Titanic.
To learn more about
Next Chapter Book club
and possibly start your own
club, visit their web site at:
www.nextchapterbookclub.
org or by contacting
UPS for DownS at www.
upsfordowns.org.
Some comments from the
readers and parents:
I love being a member of
the book club and reading
with my friends. Cheryl and
Suzy are the best facilitators.
They are “toast adorbs”
(totally adorable). We have
read some fun books like
biographies, magazine
articles, Sherlock Holmes
mystery and a book about
the Titanic. I can’t wait
for book club every week.
In December we have an

Arc Consumer Stipend Project

T

he Arc of Illinois provides stipends to individuals
with disabilities and their families to attend
conferences on disability-related issues. For more
information or to apply, visit the Arc website:
www.thearcofil.org/consumer-stipend-project/.
Editor’s Note: In the past, some families have used Arc stipends
to attend the NADS conference. Consider that option if you are
planning to come to our conference on October 1!

Conference Sponsorships

W

e are seeking sponsors for our upcoming
conference on October 1. Sponsorships range
from $1,500 to $15,000. If you know of any businesses
which might be interested or if you would like more
information about sponsorship opportunities, please
contact Dale Ramsburg at dramsburg@nads.org or
312-907-0153.

annual Christmas Party at
Suzy’s house. We have a
great time together. - Erika
I am outrageously proud
of our book club and so
very thankful to Cheryl and
Suzy for their dedication to
our sons and daughters. I
know my son’s reading has
improved because he gets
to be with his friends, snack
and reads! - Cindi
Casey enjoys Book Club
very much. It has been
beneficial to her to improve
her reading skills and read
a variety of books. She
has become interested in
sports more specifically the
Blackhawks. It will be fun to
see how she likes Star Wars.
- Carleen
I greatly appreciate Cheryl
and Suzy who so graciously
have volunteered their
time to facilitate the weekly
book club in Naperville.
Not only is it a book club, it
is a wonderful social event
in the community, where
members of the community
can see that our young
adults do some of the
same things that everyone
else does. Erika has always
enjoyed books and reading.
Being a member of the
book club just reinforces
this. I see her reading books
at home much more often
now. Her motivation to read
has increased. She reserves
books on-line to be “on
hold” at the library and then
can’t wait to go pick them
up. - Anna Marie
We both look forward to our
Thursday evenings knowing
we get to spend time
with our friends reading.
We’ve truly enjoyed this
opportunity. - Suzy and
Cheryl

In Honor of Mother’s Day and Father’s Day
BOOKS BY MOTHERS
Adams, Rachel, Raising Henry (Yale University Press, 2013). A Columbia University professor reflects on raising her son with
Down syndrome, on genetic testing, and on the paradoxical role of disability in our culture.
Becker, Amy Julia, A Good and Perfect Gift: Faith, Expectations, and a Little Girl Named Penny (Bethany House
Publishers, 2011). The Princeton Theological Seminary graduate explores the changes in her life and faith after the birth of
her daughter with Down syndrome.
Groneberg, Jennifer Graf, Road Map to Holland: How I Found My Way Through My Son’s First Two Years With Down
Syndrome (NAL Trade, 2008). A mother describes the period after her son’s birth.
Hampton, Kelle, Bloom: Finding Beauty in the Unexpected—A Memoir (William Morrow, 2012). A popular blogger
(Enjoying the Small Things) reflects on changes in her life after the birth of her daughter with Down syndrome.
Silverman, Amy, My Heart Can’t Even Believe It: A Story of Science, Love, and Down Syndrome (Woodbine House, 2016).
Journalist, blogger, and NPR contributor Amy Silverman recounts the impact on her life of the birth of her daughter,
Sophie, and the gradual evolution of her attitudes about Down syndrome.
Soper, Kathryn Lynard, The Year My Son and I Were Born (GPP Life, 2010). A memoir which records the author’s
experiences after the birth of her son with Down syndrome.
BOOKS BY FATHERS
Austin, Paul, Beautiful Eyes: A Father Transformed (W.W. Norton, 2014). A father reflects on his journey with his daughter
with Down syndrome, beginning with her birth and ending with her life as a young adult living in a group home.
Daugerty, Paul, An Uncomplicated Life: A Father’s Memoir of His Exceptional Daughter (Harper Collins, 2015). A father
celebrates his daughter’s accomplishments, from childhood through college and impending marriage, and the joy she has
brought to her family and those around her.
Estreich, George, The Shape of the Eye: Down Syndrome, Family, and the Stories We Inherit (Southern Methodist
University Press, 2011). A poet reflects on the many influences of family after the birth of his daughter with Down
syndrome.
Palmer, Greg, Adventures in the Mainstream: Coming of Age with Down Syndrome 2nd Edition (Bennett and Hastings
Publishing, 2012). Palmer’s memoir about his son’s transition from high school to the world of work, now updated with
reflections on their family’s experiences since the original edition was first released.
Sagmiller, G., Dakota’s Pride the Book: One Father’s Search for the Truth about Down Syndrome (The Gifted Learning
Project, 2014). The book version of the documentary featuring questions and answers with professionals and parents of
children with Down syndrome.
Taddei, S. R., Room 47: Down Syndrome—A New Father’s Diary (Viera Press, 2012). A father publishes reflections about his
daughter with Down syndrome drawn from the journals he kept during her first year.
GIFT IDEAS FROM ARTISTS WITH SPECIAL NEEDS
■■
■■
■■
■■
■■
■■
■■
■■
■■
■■

http://papercloudsapparel.com
www.christianroyalpottery.com
http://specialsparkle.com
www.brownbearproducts.com
http://oly-wa.us/dkarts/index.php
www.cinnamonsfloridakeysart.com
www.inspires2aspire.com
www.facebook.com/artistmichaeljohnson
www.facebook.com/NickBurshArt
www.simplyadorableblankets.org

Editor’s Note: List reprinted from the blog of NADS member,
Teresa Unnerstall: https://nickspecialneeds.wordpress.com/.

Down Syndrome Across the Globe

E

ver wondered about the experiences of other
families raising children with Down syndrome
in other countries? A Day in the Life with Down
Syndrome (www.adayinthelifewithdownsyndrome.
com) brings together blog posts, videos, and other
snapshots of life with Down syndrome across the globe.
A newly released book also highlights individuals with
Down syndrome from a variety of nations: Andrea
Knauss and Elizabeth Martins, editors, Reasons
to Smile: Celebrating People Living with Down
Syndrome (Schiffer, 2016).
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familyalbum
Louie Herrera
Kelly Wesolek

Anna Luzadder & her brothers

Regan & Lauren Reinertson

Dale DeBarba
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NADS PAC To Pack Meals for
Feed My Starving Children (FMSC) Cheryl Crosby

D

uring an initial PAC
(Partnership Advocacy
Council) planning meeting,
when discussing what the
PAC group will be doing,
one theme kept reoccurring
— we want to help others.
The seed was planted, and
we have an opportunity to
help those in dire need.
On May 21, 2016, we are
scheduled to pack meals for
Feed My Starving Children.
FMSC in Aurora is holding
50 volunteer slots reserved
for the NADS PAC members.
The following will explain
exactly what FMSC is and
how we will be helping. The
following information comes
from their website.
We can Volunteer and
Donate in the fight against
world hunger and feed His
starving children.
FMSC provides life-saving
meals to people all over
the world — from countries
affected by natural disaster
to places enduring economic
despair. FMSC meals have
been distributed in nearly 70
countries through missionary
partnerships at orphanages,
schools, clinics, refugee
camps and malnourishment
centers.
FMSC believes in
sustainability — we don’t
simply send one shipment
of food to a country.
Instead, we continue
to provide our mission
partners with the food
they need to maintain their
feeding programs.
FMSC is a volunteer
organization with several
food- packing sites across
the country. To learn more
about FMSC and to sign
up to volunteer, go to their
website www.fmsc.org. To
sign up, remember to click
on the Aurora site and the
9:00 packing session.

DONATIONS
Unless clearly marked,
donations are not required
to pack at our sessions;
however, we humbly request
them. Each volunteer packs
about $50 worth of food
and FMSC receives no
government aid. We can
only send meals as we have
funding and we rely on
donations from volunteers
like you. Nearly everyone
is able to contribute
something, but we leave
the amount up to you. Many
groups and individuals
make advance fundraising
a fun part of their service
project. As you’re willing
and able, you may donate
on the day you volunteer (by
cash, check or credit card),
or donate online before or
after you pack. Please share
this information with every
member of your group and
prayerfully consider the
impact you can make.
Members of NADS
PAC and family members

Trivia Night

M

are invited to sign-up to
attend the food packing
session on May 21 from
9:00 — 11:00. Parents are
not required to attend so
if a self advocate wants
to attend and a parent
cannot, there will be others
from our group who will be
available to support them.
This session is reserved
specifically for NADS PAC.
To sign up, simply go to
www.fmsc.org. Please arrive
10-15 minutes prior to our
packing session. At 9:00 we
will see a short video about
FMSC and receive a bit of
training about the various
workstations. You may
bring donations on May 21
or donate online. We are
looking forward to serving
others who are in such great
need, so please sign up so
you are sure to get a spot
on our team.
If you have questions
about our session, please
contact Cheryl Crosby at
ccros@comcast.net.

NADS’ Self-Advocates Michelle
Anderson, Julia Smarto, and Kelly
Neville with Dan Reich and his
daughter, Lily

any thanks to Dan Reich and to all those who
helped with this year’s Trivia Night fundraiser
February 20, which was started 5 years ago by Zion
Firefighters Fundraising, Inc. Several NADS’ SelfAdvocates served as “celebrity judges,” and the
event raised over $3,100 for NADS. We appreciate this
generous donation.

NEW BOOK

Fine Motor Skills for
Children with Down
Syndrome: A Guide
for Parents and
Professionals, Third
Edition
MaryAnne Bruni
Woodbine House, 2016;
$24.95
This new edition of
MaryAnne Bruni’s classic
guide includes updated
information on fine
motor skills, computer
and electronic device
usage, and sensory
processing. As in
earlier versions, her
book contains a wealth
of activities to help
children practice the
fine motor skills they
will need at home, at
school, and in adult life.
She covers a wide range
of topics, from dressing
and feeding skills to
writing, keyboard, and
computer skills and also
includes grandparent
“gift lists” and many
suggestions for
supporting fine motor
development.
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Membership Application
Membership dues can be paid online at www.nads.org

Name.................................................................................................................................................
Address.............................................................................................................................................
City............................................................................. State............ ZIP...........................................
Phone (home)...................................................................................................................................

Special Gift!
A NADS Membership is the perfect
gift for grandparents, aunts and uncles and even
your child’s favorite teacher!

NADS GIFT MEMBERSHIP
Please send a NADS gift membership to:

Address:............................................................

Email Address...................................................................................................................................
o Please add me to the NADS e-mail alert list

Name:...............................................................

Phone (work).....................................................................................................................................

Category of Membership (check one)

BOOKS

..........................................................................
From:.................................................................

Relationship:....................................................

*Please indicate professional involvement....................................................................................

Phone:...............................................................

o $30.00 (1 Year)

Professional:*

o $70.00 (3 Year) Child’s birthdate ............/............/..................

Parent: o $25.00 (1 Year)

Donation level:

o Contributor
($100 +)		

o $85.00 (3 Year)

o Benefactor
($500 +)		

o Patron
($1000 +)

o Check if Renewal
Make checks payable to: NADS and send to:
1460 Renaissance Drive, Suite 405, Park Ridge, IL 60068

$20 per recipient should be enclosed and sent to:

National Association for Down Syndrome
(NADS), 1460 Renaissance Drive, Suite 405,
Park Ridge, IL 60068

Disclaimer Policy Statement
The editor of this newsletter writes as a non-professional. NADS does not promote any therapy, treatment, institution or professional system, etc.
The editor reserves the right to make any such corrections as necessary in accordance with established editorial practice in material submitted.

