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My Sister has Down Syndrome
Lauren Reinertson

M

y name is Lauren
Reinertson. I am
nine years old and my
older sister Regan has
Down syndrome. Having
a sister with special needs
is just like having a typical
sister most of the time but
sometimes she does not
act like a typical big sister
would. That isn’t such a bad
thing.
My sister Regan says
she will love me forever.
We are BFFS even though
sometimes she can drive
me a little crazy. I still love
her just the way she is. I’m
so proud of my sister. She
even won a Gold medal at
Special Olympics! She is the
first to cheer me up when
I have a bad day and gives
the BEST HUGS. I get to
read her lots of her favorite
books. I get to act like the
big sister even though she is

older. I even taught her how
to get her own apple juice.
My Mom says we need to
teach Regan to be more
independent. I love that I
can help her learn things
from me. She has shown
me if I try hard enough, I
can do anything. She has
to work twice as hard and
SHE HAS SHOWN ME IF
I TRY HARD ENOUGH, I
CAN DO ANYTHING.
never complains, her smile
is so bright when she learns
something new.
Having a sister with Down
syndrome can be hard too.
I wish we went to the same
school and stood at the bus
stop together like other
kids. She can get upset with
loud noises so we can’t go
to watch fireworks together

on the 4th of July or at
Disney World. She goes to
bed and gets tired quicker
than me so sometimes we
have to leave places earlier.
People sometimes can’t
understand her when she
talks, it’s hard for people
to understand what she is
saying sometimes but not
me. I always know exactly
what she is saying. My
Mom sometimes asks me.
It makes me feel special.
There are some times I feel
jealous of the attention she
gets. She can really bug
me sometimes too, but any
sister would do that, right?
I think my life would be
different if my sister wasn’t
special. I may not be as
understanding to people
with special needs because
I wouldn’t know how to
act. I might feel scared. My
life wouldn’t be the same
without Regan. I think I am

a better person because of
my sister. I can be a little
and big sister all at once.
I can’t imagine Regan any
other way. To me she is
PERFECT just the way she
was born. She is my sister.
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Children’s Books

L

ooking for children’s books you could share with your
child’s class, your child’s friends, or local libraries? Here
are some books which can help teach children about Down
syndrome:
1. Lisa Land Hodge, I Have Down Syndrome (2016)
2. Becky Carey, 47 Strings: Tessa’s Special Code, 2nd
Edition (2015)
3. Elizabeth Elliott, Can I Tell You about Down Syndrome?:
A Guide for Friends, Family and Professionals (2015)
4. Maria de Fatima Campos, Victoria’s Day (2015)
5. Deslie Webb Quinby and Jeannie Visootsak, What’s
Inside You Is Inside Me, Too: My Chromosomes Make
Me Unique (2014)
6. Amanda Doering Tourville, My Friend Has Down
Syndrome (2010)
7. Jennifer Moore-Mallinos, My Friend Has Down
Syndrome (2008)
8. Eliza Woloson, My Friend Isabelle (2003)
9. Jenna Glatzer, Taking Down Syndrome to School (2002)
10. Stephanie Stuve-Bodeen, We’ll Paint the Octopus Red
(1998)
Looking for board books featuring children with Down
syndrome? Here are some possibilities:
1.
2.
3.
4.
5.
6.

Marjorie Pitzer, Animal Fun for Everyone (2014)
Marjorie Pitzer, I Like Berries, Do You? (2013)
Marjorie Pitzer, My Up & Down & All Around Book (2008)
Marjorie Pitzer, I Can, Can You? (2004)
Laura Ronay, Kids Like Me . . . Learn ABCs (2009)
Laura Ronay, Kids Like Me . . . Learn Colors (2009)
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alling all artists with Down syndrome! Do you have paintings, writings,
performances, or other creative achievements which you would be willing to share
with us? We would like to help you share your talents with the world. Do you like to
paint or draw? Do you write poetry? Are you a musician, and do you have recordings
of some of your performances? We are looking for art work of various sorts to highlight
in publications and on our website (we are planning a new virtual gallery—coming
soon!). If you would like to send us samples of your work, you can mail them to our
office or email them to info@nads.org. Call the NADS office at 630-325-9112 if you
have any questions.

Parent Support Training

N

ADS will be training new volunteers this year for our Parent Support Program, which
connects new parents to parent mentors who can provide information and support.
We welcome parents of young or school age children who would like to assist new
parents as they adjust to their child’s diagnosis and learn about the resources available
to help them. We are hoping to recruit volunteers from a variety of cultural and ethnic
backgrounds and are especially looking for people who speak other languages in addition
to English so that we can better meet the needs of our diverse community. If you are
interested in learning more about the program or in becoming a parent support volunteer,
please contact Ann Garcia at agarcia@nads.org or call the NADS office at 630-325-9112.

ON THE TOPIC OF…

World Down Syndrome Day

W

hen my daughter Lily was born in 2003, World Down
Syndrome Day didn’t exist. It was first celebrated
on March 21, 2006. The date is the 21st day of the 3rd
month, to signify the triplication of the 21st chromosome,
the cause of Down syndrome. Now WDSD is a global
awareness day, officially observed by the United Nations
since 2012.
According to the
WDSD website, www.
worlddownsyndromeday.org, the
purpose of the day is to “create a
single global voice for advocating
for the rights, inclusion and
well-being of people with Down
syndrome on 21 March. Each year
the voice of people with Down
syndrome, and those who live and
work with them, grows louder.”
The site, which is published by
Down Syndrome International
(www.ds-int.org), encourages
people all over the world to
choose their own activities and
events on WDSD to help raise
awareness of Down syndrome.
At a time when we are constantly
reminded of the importance of speaking up and
advocating for our rights, the idea of celebrating our loved
ones on a special day has even more significance.
Here are just a few ideas of how you and your family can
celebrate WDSD:
1. GET MOVING! The National Down Syndrome Society
is “Racing for 3.21” this World Down Syndrome Day!
The “virtual” Racing for 3.21 event allows participants
and advocates to run, walk, bike, hike, swim and/or
move for 3.21 miles at any time, any place and at any
pace on March 21 to celebrate World Down Syndrome
Day and raise awareness and funds for the Down
syndrome community. Racing for 3.21 can be done solo,
with a group of fellow advocates, friends or with a team!
So gather friends, classmates or family members and
register to MOVE on 3/21. See the NDSS website for
more information – www.ndss.org.
2. WEAR LOTS OF SOCKS! Down Syndrome
International invites everyone across the world to wear
LOTS OF SOCKS on 21 March 2017 to raise awareness.
Wear socks… but not just any socks… wear Official
LOTS OF SOCKS socks, other brightly colored socks,
long socks, printed socks, 1 sock… even 3 socks for 3
chromosomes. The choice is yours, but the purpose is
to wear something people will ask you about so you
can tell them all about WDSD. You can purchase official
LOTS OF SOCKS merchandise from the WDSD website.
Children can ask their teacher about having a “crazy
sock day” on 3/21.

Nancy Goodfellow

3. #MyVoiceMyCommunity! This year’s theme for WDSD
is “#MyVoiceMyCommunity: Enabling people with
Down syndrome to speak up, be heard and influence
government policy and action, to be fully included in
the community.” Join the movement by sharing and
showing the world how people with Down syndrome
participate in the community alongside everyone else.

You can take part by sharing details of WDSD activities
or by posting photos, messages, and quotes using the
hashtags #MyVoiceMyCommunity and #WDSD17.
			 NADS’ new program for adults, the Partnership
Advocacy Council, fits with this theme perfectly! PAC
is a service leadership organization led by adults with
Down syndrome and works in partnership with the
NADS Board. The PAC focuses on service, leadership,
outreach and advocacy. Visit www.nads.org or contact
Diane Urhausen at durhausen@nads.org to learn more.
4. GET INVOLVED! Support your local Down syndrome
organization. Host your own fundraiser. Throw a WDSD
party (your child will LOVE being the guest of honor).
Contact your school to organize a presentation by
a NADS self-advocate and public speaker on Down
syndrome. Visit your child’s class to talk about Down
syndrome or read a book about acceptance – a great
title for younger children is It’s Okay to be Different by
Todd Parr, or create and share your own book about
your child. (I customized a book friends had written
about their daughter, read it to Lily’s 1st grade class,
and sent a copy home with each student. Email me at
ngoodfellow2000@yahoo.com if you’d like an electronic
copy to make your own.) Search World Down Syndrome
Day on Pinterest for more specific ideas.
Most importantly, have fun and take time to celebrate.
The best way to spread the message of acceptance and
kindness is to show the world how much we love someone
with Down syndrome!
NADS News — March, 2017
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NADS Welcome Basket Program
Erin Komacki

H

ope was born on May
4, 2014. Shortly after
her birth, the neonatologist
told my husband and me
that they suspected our
newborn daughter had
Down syndrome. We were
shocked, worried, and
woefully uneducated about
her diagnosis. Hope needed

things I had in my head of
what Hope wouldn’t be able
to do were wrong. Linda
let me know my feelings
were valid, normal, and that
our lives were going to be
great. She told me of her
family and all the wonderful
things her daughter had
achieved, like: having a

Fashion Show and how they
were hoping to expand it,
I knew I wanted to help. I
knew how important it was
that Linda came to talk to
me. How important it was
to know and connect to
someone else who had a
child with Down syndrome.
How important it was to
JUST BEING ABLE TO
SPEAK TO ANOTHER
MOM AND ASK THEM
QUESTIONS ABOUT
YOUR WORRIES AND
FEARS IS VITAL ON THIS
JOURNEY.

Hope and Sarah Komacki

to spend time in the Special
Care Nursery because she
had high bilirubin levels.
As I sat there staring at her
under the phototherapy
lights, a nurse came by and
asked me if I would like to
talk to someone, someone
who also had a daughter
with Down syndrome. I
immediately replied, “Yes,
please!”
The next day, Linda
Smarto, Program
Coordinator for NADS,
came to visit me. She
congratulated me!! She
told me how beautiful my
daughter was, she looked
at Hope as a baby, not a
baby with Down syndrome,
just a beautiful, newborn
baby. She told me all the
4
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job at a daycare, getting
her drivers’ permit, having
a great relationship with
her sisters. These were all
things I had already begun
to worry about. In those
first few weeks, I clung
to the memories of our
conversation, the positivity
in her voice, her confidence
in me, and her absolute
belief in Hope and what
she would do in the future.
She got me through those
first few weeks along with
assistance from Ann Garcia,
Family Support Coordinator,
in helping me navigate
this new world of Down
syndrome.
So when Ann spoke
about the Welcome Basket
Program at this year’s

not feel alone. Linda, Ann,
and NADS were there for
our family from the very
beginning, I wanted to help
them in any way I could. So
I volunteered to coordinate
for five local hospitals, I
asked some other parents
of children with Down
syndrome if they would
be willing to help me, and
asked for donations to help
fund the new expansion.
I got a call to deliver
the first basket almost
immediately after Linda had
gone into the hospitals to
tell them about the program
expanding. The first basket
I delivered was to a mother
whose child was already a
few months old and had
not yet come home from
the hospital. She had been
given resources about local
organizations but wasn’t
ready to reach out yet;
however when a nurse told
her about the Welcome
Basket Program, she said
“Yes.” I fully believe that
the reason this mother said
“Yes” was because the
basket came with someone
who had traveled the path

she was now on. To a parent
with a child with Down
syndrome, that is priceless.
Just being able to speak
to another mom and ask
them questions about your
worries and fears is vital
on this journey. Just like I
replied “Yes, please!” when
a nurse asked me if I wanted
to speak to another mother,
many others will feel the
same. In my gut, I know
that this Welcome Basket
Program will make parents
more willing to seek support
earlier on. It’s not about
getting free items, it’s about
having that contact with
another parent in front of
you. A parent that has come
to give items to celebrate a
new baby, information that
can be read at a parent’s
own pace, and information
about all the support there
is out there for families
and individuals with Down
syndrome. A parent who
has been in the same shoes.
A parent who is there to
answer any questions and
listen to any concerns. This
program is about more
than bringing a basket and
offering congratulations,
this program is about giving
hope to parents when they
need it the most. Please
help support the Welcome
Basket Program, so we
can deliver hope to more
parents.
Editor’s Note: If you would
like to volunteer to be a
Coordinator or would like to
help deliver baskets, please
contact Ann Garcia at agarcia@
nads.org or 630-325-9112. The
program is currently available
in selected areas, but with
your help, we can continue to
expand!

Welcome Basket Wish List

Y

ou can support the Welcome Basket Program
in many ways. If you are not able to help
with basket deliveries, you can help individual
coordinators by spreading the word in your
community, by approaching local businesses for
contributions, or by donating to the program. In
addition to financial donations, we also welcome
donations of items we can use in the baskets. Below
are some of the items on our “wish list.”
■■ Baskets
■■ Handmade

baby clothes (knitted or crocheted hats,
booties, sweaters, etc.)
■■ Handmade baby blankets (knitted or crocheted
blankets, quilts, tag blankets, etc.)
■■ Newborn diapers
■■ Wipes (hypoallergenic)
■■ Bibs & Onesies
■■ Baby clothes
■■ Baby care items (lotion, shampoo, etc.)
■■ OBalls
■■ Baby toys (rattles, etc.)
■■ Gift cards
Note: All donated items should be new and
baby products should be hypoallergenic where
possible. If you have any questions or if you have
items to donate, please contact the NADS office at
630-325-9112.

Donations for NADS
Welcome Basket Program

W

e are grateful to a number of people who
have already donated knitted baby blankets,
clothes, and quilts for our welcome basket program.
Many thanks to the Warm Hearts program, Joan
Gore, Linda Miller, Patricia Picard, Mary Storvik,
Andrea Wdowiarz and Carol Westman! Your
contributions will be much appreciated by the new
parents who receive them.

St. John of the Cross Parish
School Raises Money for NADS
Welcome Basket Program

N

ADS has many reasons to be grateful for St. John
of the Cross Parish School in Western Springs, IL. In
October, the Student Council sponsored a dress down
day to raise money for NADS in honor of Down syndrome
awareness month. Then, the school selected NADS for
their annual Advent Mission Project, and the Student
Council also coordinated a photo with Santa event to
raise additional funds for NADS. A group of NADS SelfAdvocates presented to the students as part of the advent
mission events, and Linda Smarto also brought information
about the Welcome Basket Program. The school donated
the money raised through those events for our basket
program. We are very grateful to the students and Student
Council, to the teachers, and to all the staff of the school
for so generously supporting NADS and for helping to fund
our newest program.
Following is an interview with Student Council President,
Aidan Stillo:
Tell us about your role in
the St. John of the Cross
advent mission projects.
What did you do? How
was the Student Council
involved?
I actually was not involved
with planning the advent
mission project. That was
the teachers’ mission
committee.
Before that, however,
Student Council chose to
donate money collected
from an out-of-uniform day
to NADS. That came about
because Student Council is
given the responsibility of
choosing an organization to
which we donate the money
raised from out-of-uniform
days. This year, I suggested
NADS for our first one and
it was approved through a

vote by Student Council and
approval by our Advisors,
Mrs. McManus and Mr.
Obaob. This day took
place in October, which is
Down Syndrome Awareness
month! This out- of-uniform
day raised $783.
During the Advent
Mission Project, Student
Council chose to donate
the money we raised from
our annual “Pictures with
Santa” fundraiser to the
project. That raised an
additional $725 for NADS.
(The Advent Mission Project
raised $2,358.08, including
the $725!)
What motivated you to
take a leadership role in
helping to raise money for
NADS?
Continued on page 11
NADS News — March, 2017
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EVENTS
April 3
NDSS #DS Works
Employment Conference
Westin Arlington Gateway
Hotel
Arlington, VA
www.ndss.org
April 4-5
NDSS Buddy Walk on
Washington
Washington DC
www.ndss.org
April 8
Adult Down Syndrome
Center Conference:
“Healthy Me, Healthy
You, Healthy Us”
Saturday,
8:00 am – 3:30 pm
Hamburger University
2715 Jorie Blvd
Oakbrook, IL
Registration:
https://goo.gl/S4K8eI
April 22
8th Annual Designer
Genes Celebration
Mickey Finn’s
Libertyville, IL
7-10 pm
Information: Sarah
Alzamora at 312-391-9892
or alzamora1@comcast.net
May 4-5
Illinois Includes
Conference
DoubleTree by Hilton
Chicago – Oak Brook
1909 Spring Rd
Oak Brook, IL 60523
www.illinoisincludes.org
July 20-23
45th Annual NDSC
Convention
Sacramento, CA
www.ndsccenter.org
SAVE THE DATE
NADS 12th Annual
Luncheon & Fashion Show
October 15th, 2017
Donald E. Stephens
Convention Center
Rosemont, IL
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Communication Devices

W

hen my daughter,
Sarah, was learning
how to talk, I knew we might
encounter some challenges.
All that reading I had done
during my pregnancy had,
if nothing else, prepared
me to anticipate problems.
Yet as a baby, Sarah would
happily babble to us as
I remembered her older
sister doing, and under
the guidance of her Early
Intervention therapists, she
rapidly acquired words,
though not always the ones
we expected. Eye glasses,
for some reason, were
“sockies,” and remained so
no matter how hard we tried
to convince her otherwise.
Her grandmother, taking
care of her for the first time,
spent a frustrating afternoon
trying to figure out that “ya
ya yo” meant “yogurt.”
We grew accustomed to
Sarah’s unique versions of
words, and when babysitters
would come, her older
sister, Rachel, would proudly
announce that she “spoke
Sarah.” But what about
those times when we were
not present to interpret? We
knew as she grew older, she
would need a way to make
herself understood by those
outside her family circle.
After years of speech
therapy (and a diagnosis
of speech apraxia), we
came to the conclusion
that she would benefit from
a communication device.
At the recommendation
of her speech therapist,
we took her for an AAC
(augmentative and
alternative communication)
evaluation. We met with
an AAC specialist at Easter
Seals (www.dfvr.easterseals.
com) who was familiar with
the various products on
the market, and we tried

different options with Sarah.
The specialist considered
a number of factors: how
many items Sarah could
handle on the screen at a
time, how large the icons
needed to be, how much
capacity the device had
to grow with Sarah as
she developed, and (sad
to say) how sturdy it was
(Sarah was not known for
her gentleness with her
possessions).
The communication
device opened up her
world, especially at school.
She started stringing
together longer sequences
of words. She learned
how to answer questions.
She even began to make
spontaneous comments.
She mastered the menus
far more quickly and
thoroughly than any of
her therapists or teachers
had anticipated. She also
figured out how to bypass
the locking system on the
device (thank goodness for
backups).
She made such rapid
progress, her speech
therapist soon concluded
that she was ready for a
more complex device,
and she graduated to one
which was organized around
the structure of language,
with different grammatical
parts and more flexibility
in composing sentences. It
has met her needs well and
allowed her to participate
much more actively at
school and in other settings.
Using the device has also,
paradoxically, improved her
speech.
If you think your
child might benefit
from a supplementary
communication system,
you have lots of options
you could consider.

Ann Garcia

Computers, iPads and
smart phones have opened
up a whole new world of
communication technology
through apps designed for
people with special needs.
Proloquo2go is one of many
such apps (here is one list of
AAC apps: www.janefarrall.
com/aac-apps-lists ).
However, communication
devices generally allow for
more customization. Both
of the devices Sarah has
used allow users to edit
menus, add words, and
import pictures, music, and
even stories. These features
have made it easy to adapt
the device to her needs at
school and at home.
With so many choices
available, parents can
now do a fair amount of
experimenting on their
own, but it can often
help to have the input of
professionals who can look
at the particular needs of
your child. Funding can
be another consideration.
Communication devices
developed by companies
such as Dynavox and
Prentke Romich can be
expensive. Apps or lower
tech options are often more
affordable. We struggled
to pay for Sarah’s first
device after our insurance
company refused to cover
the expense. We eventually
obtained it through a
private nonprofit which
provides equipment for
children with special needs.
Her second device was

NADS 2016 Fashion Show
purchased for her by our
school district (but will
remain with the district once
she graduates).
If you are interested in

pursuing AAC options for
your child, here are some
resources you may wish to
consult:

Finding a Specialist for an AAC Evaluation
The Illinois Assistive Technology Program maintains a list of
AAC evaluation services in Illinois:
www.iltech.org/illinoisaugcomm.html
Researching Devices

The Center on Technology and Disability has a comparison of
different kinds of devices:
http://ctdinstitute.org/sites/default/files/file_attachments/
AT-Solutions.pdf
The Illinois Assistive Technology Program has a device
loan program so that you can try different devices before
purchasing one: http://www.iltech.org/deviceloan/.

T

hank you to everyone who helped make the 2016
Fashion Show a success. We are grateful to Fashion
Show Committee Chairs Gail Anderson and Carmella
Locascio and the other members of the committee,
without whose energy, commitment and vision the Fashion
Show would not happen; to the self-advocates and other
volunteers who helped the event to run smoothly; to Chris
Hebein, who is always so willing to share his talents on
the piano; to Tanya Babich of ABC 7 News, who hosted
for the first time this year and did a wonderful job; to the
Center Stage Dancers for their delightful performance;
to the models who made the Fashion Show such a joyous
celebration; to the families and friends who came to
support the models and to support NADS; and to the
many individuals and corporations who donated items for
the choice raffles and silent auction. The event raised over
$25,000 for NADS.
Here were a few of our “Soaring Stars”:

AAC Funding Resources

Some families are able to obtain communication devices
through their Early Intervention program or local school
district. Other funding resources you could consider:
■■ http://www.iltech.org/funding.html
■■ http://www.thearcofil.org/assistive-technology-program/
■■ https://www.atia.org/at-resources/what-is-at/resourcesfunding-guide/
■■ http://www.ctdinstitute.org/sites/default/files/file_
attachments/Brief_3_Funding_AT.pdf
Additional Resources
Illinois Assistive Technology Program
www.iltech.org
217-522-7985 or 800-852-5110
The Center for Technology and Disability
www.ctdinstitute.org

FUNDRAISING
WOODWARD DONATION
Thank you to the Woodward Charitable Foundation for
their generous contribution of $3,500. We are honored to
have been selected again by the foundation for this grant
and very much appreciate their ongoing support of NADS.
Editor’s Note: If your employer participates in a charitable giving
program or has a charitable foundation, let us know! If you think
they might be interested in donating to NADS, we would be
happy to provide information to them about what we do. Call the
NADS office at 630-325-9112 if you have any questions.

BUDDY WALK DONATION
Thank you to the Chicagoland Buddy Walk for their
generous donation to NADS of $15,000. This annual event
is always a highlight of the year, and we are grateful for the
support it provides to NADS and to the Down syndrome
community.

NATALIE HUBERT

DILLON PUSATERA

Natalie has had an
amazing year. She became
a big sister for the second
and final time and started
school where she is making
new friends and taking
the bus. She continues
to keep her parents and
grandparents on their
toes with her spunky and
infectious attitude and
personality. Natalie loves
playing with her two
sisters, whether it is dress
up, cooking, or playing
catch, she’s always smiling.
Although the years are
flying by and sometimes
we want to slow things
down, we look forward
to seeing what new
accomplishments, goals,
and milestones she will
reach in the coming year.

This is Dillon’s 6th fashion
show and he is more than
happy to ham it up every
year. Dillon seemingly
loves everything . . .
basketball, baseball, golf,
football, hockey, Xbox,
bowling, movies and so on.
But when you think
about it, it is not the
actual golf or baseball
that he loves . . . it is
the experience of being
included with friends and
family that makes him
happy. That’s all it takes.
And lucky for Dillon, he has
brothers and friends that
love him!
Model bios were written by
family members and reprinted
from the Fashion Show
program.
NADS News — March, 2017
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What I Have Learned from Persons with Down Syndrome
Dr. Brian Chicoine, Medical Director, Adult Down Syndrome Center

A

bout 25 years ago,
Sheila Hebein, then
Executive Director of the
National Association for
Down Syndrome (NADS),
came to Advocate Lutheran
General Hospital in Park
Ridge, Ill. She asked the
hospital president to
develop a clinic for adults
with Down syndrome. The
parents in NADS were
finding that their sons and
daughters were getting
good care as children, but
not the same quality of care
when they became adults.
Through a series of
events, that request went
through Dr. Ron Ferguson,
the family medicine
chairman at Lutheran
General Hospital at the
time, to me, the newest
faculty member, but also
the one with the most
experience working with
adults with intellectual
disabilities. 25 years and
more than 6,000 patients
later, the Adult Down
Syndrome Center is the
largest Center specifically
serving adolescents and
adults with Down syndrome,
and until the last few years,
the only one providing
primary care. And we keep
growing and learning.
Around the time
the Center was being
developed, our 5-yearold daughter asked
about it. I explained to
her that people with

Down syndrome have 47
chromosomes while she,
and most people, have 46.
Her response was, “What a
jip!” In the eyes of a 5-yearold and her understanding
of the blessing of
abundance, 47 was clearly
more and better. Many
times since I have reflected
on both the prophetic and
insightful nature of her
comment.
HOW MANY OTHER
PHYSICIANS CAN
SAY THAT THE LIFE
EXPECTANCY OF THEIR
PATIENT POPULATION
HAS DOUBLED DURING
THEIR CAREER?
A few years before the
Center opened, Robert
Fulghum wrote “All I Really
Need to Know I Learned
in Kindergarten.” I have
often thought that I should
write a companion book,
“All I Need to Know Can
Be Learned from People
with Down Syndrome.” In
it, I would describe some of
the many lessons that I have
learned.
Our former social worker,
Dennis McGuire, PhD,
described “empathy radar”
in people with Down
syndrome. He told a story
that a patient’s mother
shared. While attending
a parent-student-teacher

conference one evening,
the mom and son were
listening to the teacher
discuss the academic
progress of the boy with
Down syndrome. Suddenly,
the boy stopped the
conversation by asking
the teacher, “How are you
doing?”
Concerned that he didn’t
understand the purpose of
the meeting, his mom went
to correct him but noticed
the teacher started to cry.
Mom was mortified, but the
teacher quickly stopped her
from redirecting her son.
The teacher shared that her
best friend from her home
town had died the day
before and she would be
leaving for the funeral right
after the conferences. She
hadn’t told anyone because
she thought it would make it
more difficult to get through
the evening. However, the
boy with Down syndrome
had clearly picked up on
her feelings. The rest of
the conference was spent
discussing his empathy and
sense of reading and being
sensitive to others’ feelings.
That is one of scores of
similar stories. Empathy
radar.
Being in touch with one’s
own feelings is important,
just as is being in touch with
those of others. When I give
a patient a compliment,
such as, “I hear you are a
good swimmer,” the most

common response I hear is,
“I know.” Not “thank you.”
Not the common, “Oh it is
nothing,” “No, I don’t have
that talent,” or “That is not
true.” No false modesty.
Just a realization of who
they are and the talents
they have. As a person, a
teacher, a doctor, and a
parent, I have asked myself
many times, “How much
do I accept and how much
do I encourage or strive for
improvement?” The joyful
balance in the lives of so
many of our patients is both
admirable and a lesson.
While acceptance is
a fine quality, striving is
equally so. One of the joys
of seeing patients with
Down syndrome is asking
them what activities they
are doing and participating
in. There always seems to
be something new. A while
back, a patient came into
the office and reported
he was scuba diving. Now
perhaps I was projecting
my own fears, but I hadn’t
really thought of a person
with Down syndrome doing
that. A week later, another
patient reported she was
also scuba diving. Another
day, another new activity,
another hurdle jumped.
When I graduated from
medical school in 1984, the
life expectancy of people
with Down syndrome was
less than 30 years. No
wonder I don’t recall anyone

Congratulations to the Adult Down Syndrome Center
on its 25th Anniversary!

T

o see a video made to honor that milestone, go to https://youtu.be/MRY3MkZFTjw.

For more information about the Center, go to
http://www.advocatehealth.com/luth-downsyndromecenteradultsandteens.
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in medical school teaching
us about adults with Down
syndrome. They weren’t
around in great numbers.
Now the life expectancy is
about 60 years. How many
other physicians can say
that the life expectancy of
their patient population
has doubled during their
career?
The realization is that it is
truly an incredible time in
history to be serving people
with Down syndrome and
their families. An amazing
time to be learning from
them, to be exploring new
vistas, and sharing what
we have learned. In 2017,
we will be celebrating the
25th anniversary of the
Center and we’re planning a
number of events. This has
given me an opportunity
to reflect on these past 25
years and on the future.
The steep ascent in the life
expectancy of people with
Down syndrome is matched
by the knowledge we are
learning from and about
them. What will the next 25
years bring? I know there
is no need to think that far
ahead. The next five or 10
will surely be inspiring.
Editor’s Note: Reprinted with
permission from the author.
This article ran in Down
Syndrome News, Volume
39 #1, the newsletter of the
National Down Syndrome
Congress. It also appeared
as a blog post for Advocate
Health Care News: http://
www.ahchealthenews.
com/2017/01/17/blog-learnedpersons-syndrome/.

John Puzio (left) and Bob Krebs (right) from
Wells Fargo present Charlie Miller with a 10-year
anniversary certificate in November 2015.

Wells Fargo Financial Advisor Provides Man with
a Job — and Dignity
Kathleen Mahoney, Wells Fargo Corporate Communications

C

harlie Miller gets
himself up and ready
for work, takes the train
into the city, and navigates
his way to his Chicago
office. He smiles and
greets his coworkers. He
works quietly and with
great focus. None of this
may sound particularly
extraordinary — except
that Charlie must overcome
the challenges of Down
syndrome to achieve these
everyday tasks.
All people born with
Down syndrome have
some degree of intellectual
disability, making it
harder for them to learn
and to perform complex
reasoning, according
to WebMD. So it was
fortunate when Wells Fargo
Financial Advisor Bob
Krebs learned that Charlie
was looking for part-time
work.
“Giving back is
something I wanted to do.
I wanted to offer Charlie
an opportunity,” said Bob,
who looked for tasks that
would match Charlie’s

abilities. For the past 11
years, Charlie has been
working part-time collating
paperwork and assembling
packets of correspondence
— apparently with great
pride and contentment.
“Charlie has his own
desk. He wears a tie. I can
see it’s something he’s
proud of doing,” Bob said.
Charlie’s mother Mary
agreed “it’s been a very
positive experience. It gives
him a sense of dignity and
worth. There’s some place
for him to go. And he takes
the commuter train like
other workers.”
Mary’s also delighted that
Charlie’s been at his job for
so long. “It’s important for
him to have consistency. I
think it’s wonderful he can
have that continuity of the
same place, the same work,
and the same people all
these years.”
Bob’s team has been
positively affected, as well.
“Everyone loves him in the
office. They’re impressed
with how he handles
himself,” Bob said. “He’s

quiet and mostly keeps to
himself, but his compassion
comes through.” Wells
Fargo Client Associate
Esther Pagan, who works
with Charlie, added “he’s
a nice person. He follows
directions, he’s very
responsible, he’s here on
time.”
Although having Down
syndrome presents
its challenges, Charlie
manages to lead a full life.
In addition to his part-time
work, he loves to paint,
swim and exercise at the
YMCA, go to the movies
and exhibits, and spend
time with his friends,
according to Mary. He also
loves going to Cubs games
and following sports — and
he spends an hour every
morning reading The New
York Times.
Editor’s Note: This article was
originally posted on the Wells
Fargo intranet. Reprinted with
permission.
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familyalbum
Blake Garner

Erin Healy

Amanda Rasmussen

We Need Photos!
Send your
Family Album
photos
to NADS!
shebein@nads.org
Tony Natale

Jacob Shimanek & Christina Cassata
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Mark Falco

Welcome Basket Continued from page 5
My cousin, Victoria “Tori”
Reyes, is my motivation.
She is 18 years old and
has Down syndrome. She
is very special to me and
my family. Tori is a typical
teenager who is funny, loves
music and loves being with
our family. Down syndrome
does not hold her back from
enjoying life and bringing
joy to others. Every year,
my family attends the
Chicagoland Buddy Walk
and they donate money
raised there to NADS, so
I know how much NADS
does for people like Tori.
I wanted to help NADS
continue to provide support
to people like Tori in order
to help them achieve
all they can in life. I also
love that NADS educates
the public about Down
syndrome and spreads
awareness. I think this is
so important. The more
we learn about others who
may be different than us,
the more we can see that
we aren’t all that different.
One of my main goals as
Student Council President
is to spread awareness of
Down syndrome and to
encourage my peers to stop
using the “R-word.” I hope
that the more people get
to know more about Down
syndrome, the more likely
they will stop using this
terrible word.

How did others at your
school respond?
Many kids in our school
don’t get to know people
with Down syndrome, since
we do not have special
education classes. When
the people with Down
syndrome came to talk to
us, it helped the kids see
how much they are like us.
What did you learn from
this experience?
I learned how much we can
do as a school community.
Kids can make a big
difference in the world. The
Student Council started
this by bringing attention
to NADS through an outof-uniform day fundraiser.
Then, the Advent Mission
Project helped it grow.
What impact did it have
on your school?
As a school, we are focused
on service to others. We
have several opportunities
to help those less fortunate.
Our donation to NADS was
made more meaningful
when we got a chance to
meet people with Down
syndrome. It helped to
make our fundraising more
personal.
Editor’s Note: The Chicagoland
Buddy Walk supports a number
of different Down syndrome
organizations, including NADS.

NADS Self-Advocates Ryan Burke, Angie
Picchi, Kelly Neville, Julia Smarto, and Michelle
Anderson gave a presentation to students at St.
John of the Cross Parish School as part of their
Advent Mission Project.

PAC Holiday Service Project
Sarah Anderson

O

n December 17 I was able to share my love of
arts and crafts with members of NADS PAC and
their families gathered in a conference room at the
Elmhurst Hospital for an event that would benefit many
a patient with holiday cheer. Early in the morning on
that snowy Saturday, the attendees transferred their joy
into crafting little wreaths made out of wooden hoops
with tied on tulle ribbons, greeting cards with colorful
artwork pasted throughout them, and stocking stuffers
for those who wanted to take things easy. The crafts
were simple DIY projects that presented a broad range
of creativity and allowed socialization between the
members and their families.
Overlapping conversations about holiday plans
through the mess of colorful ribbon and decorative
paper brought out the true holiday spirit in these
members. Even while the smells of coffee and snacks
brought in before the event waned and the piles of
loose material shrunk, the conversations continued
well past their crafts’ completion. The final results were
many wreaths of different sizes and colors, varying from
traditional red and green to daring and a vast mixture
of all the offered colors. Cards presenting cheerful
Christmas and winter themes with heartwarming
messages either written by the participants or already
offered ones. One can tell by the final group picture all
members and their families all possessed a great deal
of holiday cheer and easily passed that attitude on in
their gifts.
The holiday project crafts were delivered to patients
with special needs under the care of Dr. Dominiak
at a Park Ridge Nursing Home. Everyone there was
able to use their own creativity and participate in
an activity to do something for another person. The
crafts were delivered, just in time for the holidays.
Stamped on each of the wreaths, cards, and stockings
was the NADS logo, bound to cause a great deal
of heartwarming for these patients knowing there is
someone who does care.
NADS News — March, 2017
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1460 Renaissance Drive, Suite 405
Park Ridge, IL 60068

Change Service Requested

www.nads.org

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.

