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Parent
Reflection
Joel Spenadel

I

t finally occurred to Jacob
on the night after school
ended.
My son is mostly a happy
young man who instinctively
comforts others who are
feeling down, but that
night at dinner he suddenly
realized that high school
was in fact over (but for the
graduation ceremony one
week hence). There were
tears involved.
His senior year was a
resounding success and was
the culmination of many
years of schooling, therapy
and special programs all
designed to overcome his
supposed limitations and
prepare him for adulthood.
Academically, he made
significant progress,
demonstrated in part
recently when Jacob and

some of his classmates
gave book talks to 25 or so
family and friends at the
Glen Ellyn Public Library
(highlighting the donation
of developmentallyappropriate books paid
for by a grant his teachers
successfully sought).
Socially, the bonds with
his friends grew stronger
through programs like
Best Buddies and Special
Olympics basketball
(where his team went to
the State games for the
second year in a row). He
also added new friends
among his “typical” peers
by participating in both
men’s choir and the fall
musical. On prom night,
by any standard Jacob and
his longtime friend Sarah
(who attends the other
high school in Glen Ellyn)
looked simply amazing and
had a great time dancing
and hanging out with his
classmates.
He even got to travel to

Australia with his family and
learn about a different land
and a different people.
No doubt the upcoming
graduation ceremony will fill
his family with pride and joy,
and Jacob will bask in the
glow of the attention given
to his classmates and him
by the faculty and audience
on that evening.
But what comes next?
Most of the graduating
seniors are headed off
to college both near and
far, more or less ready for
independence, which for
many will lead to productive
careers, marriage and
raising their own children.
Like most 18-year-olds
having Down syndrome,
my son possesses many
strengths and skills, but
he’s not yet ready to leave
the nest. Jacob considers
himself to be a romantic
“ladies man,” but we don’t
know if marriage will be
a part of his future (not
that we want to set any
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limits). While we expect
him to hold a job and be
a productive member of
society, it remains to be
seen how easy it will be
to get and hold a job in a
competitive environment.
All we can do is see that
he gets the training and
instruction to be capable
of doing the best job he
possibly can.
Transitions are always
hard, especially when
they mean moving from
a reasonably well-defined
path to one much less
delineated. My wife Beth
and I are excited to see
what Jacob will be able to
accomplish in his adulthood
after a memorable
childhood, but there is also
a certain level of anxiety
present in the unknown.
Add to that the fiscal
and political uncertainty
surrounding our home state,
and you could easily find
yourself in a world where
Continued on page 2
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you’re constantly swimming
upstream.
The most important
lesson we’ve learned in
our son’s 18 years is that,
even without a reliable
state, there is a village
ready to assist those with
special needs in their path
through life. That village
may be harder to identify
(and perhaps to access)
for an adult than a child,
but we know it is there
and we intend to see that

he does so. Thankfully
Jacob’s adult journey will
begin with what we know
to be an excellent transition
program run by his school
district, with his path to
adulthood cushioned by
being able to continue with
certain activities (including
Best Buddies and Special
Olympics) while he takes on
new ones (such as NADS’
self-advocate programs).
NADS is certainly an
important part of the
village. For Beth and me,
Andrea Barczak, our NADS
parent support person,
was our first contact with
the “Down syndrome

community” just days after
Jacob was born, and NADS
has continued to be there
since those early days.
We are so fortunate that
NADS and other trailblazing
organizations have been
successful in making it
possible for those who have
Down syndrome to live
meaningful and enjoyable
lives.
I’m honored to join
the NADS board to do
whatever I can to help the
organization serve both my
son’s adult peers and for the
next generation of children
who are born with Down
syndrome.

syndrome was caused
by a trisomy of the 21st
gene). When Dr. Smith
reached out to the many
family organizations and to
individual self-advocates
and parents, he realized
that many had the same
experiences that he had:
namely that they were

that they can have with
legislators and other policy
makers.
The first meeting was on
February 9, 2017 and it was
hosted by the Easter Seals
DuPage & Fox Valley’s Cara
Long, who is both a nurse
and mother of an adult with
Down syndrome. At that
meeting, a discussion
took place about how
to better coordinate
within the three
missions of ICODS:
research, advocacy,
and clinical care. The
second meeting occurred
on May 18th where two
different teams presented:
Laura Hahn, Ph.D. and
Marie Moore Channell,
Ph.D from the University
of Illinois at UrbanaChampaign and Laura
Chicoine from The Adult
Down Syndrome Center
at Advocate Lutheran.
The next meeting will be
held in the fall. Anyone
interested in attending
meetings or helping
in other ways, please
contact Andrea Sagel at
asagel@eastersealsdfvr.org
or 630-620-4433.
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New Down
Syndrome
Coalition

H

ere in the state of
Illinois, it is no secret
that the history of clinical
care, advocacy, and research
for individuals with Down
syndrome has not always
been well coordinated.
However, now there is a
brand-new coalition, the
Illinois Coalition on Down
Syndrome (ICODS), which
is trying to do just that:
help coordinate the care,
advocacy, and research
for individuals with Down
syndrome within Illinois.
This coalition is made up
of members from advocacy
organizations, academic
institutions, health care
organizations, community
service providers, and
researchers.
The coalition was started
by a clinician, Dr. Peter J.
Smith, who was asked to
participate in a research
trial with a team from the
Gerome LeJeune Institute
in Paris, France (named
after the geneticist who
first discovered that Down

frustrated by the lack of
coordination between the
many good people who
are part of the “family” of
Down syndrome in Illinois.
He was especially worried
that because of that lack
of organization, individuals
with Down syndrome in
Illinois might miss out in
participating in the many
research programs that
might begin to truly benefit
individuals with Down
syndrome. His training
included specific training
in advocacy (especially
legislative advocacy) and
he has learned that the
more individuals can band
together, the more impact

Making the Transition to College: Leaving Home
and Being Left
Lou Weiss, PhD, Licensed Clinical Psychologist

T

ransitions and
developmental shifts
are complicated periods
in both individual and
family growth. Who knows
that better than a family
with a member with Down
syndrome? Changes of any
sort are anticipated with
hope for new development
and, at times, a sense of
dread at the loss of the
status quo and movement
into the unknown.
Milestones are experienced
and met with much the
same combination of hope
and dread.
Leaving for college is
one of those milestones in
a family that carries with
it a mix of feelings for the
family member who is
leaving as well as the family
members who are being
left. There is the excitement
of a new experience to
come, the fear of handling
the demands of college
work, the worry about
managing self-care, and
the missing loved ones
who are no longer part of
the day to day. We think
of going off to college as
an exciting culmination of
successful schooling, but in
the immediate, it is often
experienced as the relieving
outcome of the grueling
application process; a
process that has inherent
anxiety for students and has
left many a white hair on
the heads of parents. It is in
that liminal time between
the start of senior year and
hauling boxes into dorm
rooms that much of the
intrapsychic work of leaving
home takes place.
Any parent who has
a college age child

knows what it’s like to
live through the earliest
phases of separation and
individuation. The preschool
years are fraught with
tantrums fueled by intense
desires to be independent,
clinging when starting off
to preschool or attending a
birthday party, indignation
at being forced to wear
anything but the favorite
t shirt. The successful
navigation of that difficult
period ultimately leads to
relief but not without some
battle scars. When the child
is one with Down syndrome,
the efforts to achieve
successful separation
can often be prolonged,
inconsistent and can include
regression to earlier states
and the temporary loss of
some hard-earned skills.
Fast forward to the
transition of leaving home
for one of the family
members who is off to
college or whatever comes
after high school, and
much of what is expected
of someone navigating
separation comes right back
into play. One phenomenon
that is common for
adolescents who are looking
separation in the face is to
become argumentative,
clinging, emotionally all
over the map and generally
difficult to live with. It seems
to serve the purpose for
parents of easing the pain
of separation with a dose of
relief that the drama is over.
When a sibling with
Down syndrome is part of
the picture, there are other
aspects of separation to
consider and anticipate.
For parents there can be
a revisiting of the grief

of unrealized dreams or
milestones for the child
with Down syndrome
mixed with the pleasure
of seeing another child
take a major step toward
adulthood. Parents also
are well schooled in what
to expect from their child
when any sort of change in
routine occurs. This is a time
to prepare for navigating
some major changes in
behavior that come with a
new circumstance. There
may be more acting out or
regression and confusion
about the absence of the
sibling. For the sibling
leaving home, there can
be a mix of feelings about
leaving behind a brother
or sister who has special
needs. There can be guilt at
leaving the family with one
less set of helping hands.
There can be relief at having
the time and place to care
only for their own needs.
And all this is added to the
typical stressors of leaving
home. For the sibling being
left, this can be a time of
confusion, anxiety from
perceiving changes in the
activity and moods of family
members, a sense of loss
at the absence of a brother
or sister and, perhaps, a
feeling of jealousy or selfdoubt because such an
opportunity isn’t available
for him or herself.
It is unlikely that any of
the disruptive, distressing
feelings that accompany a
big family shift like this can
be avoided. These feelings
are actually a necessary part
of successfully navigating
transitions. It can be helpful
to bear in mind that this
is, after all, a transition.

And transitions serve the
purpose of leading us to
a new, settled routine.
Anticipating the rough
parts can ease the handling
of them and minimize the
added stress of surprise.
It’s also a time to reassure
each other that even though
one of you is leaving home,
home base and family
connections remain.

New NonProfit Respite
Resource

A

Mother’s Rest
Charitable
Respite Foundation
is a new non-profit
which coordinates
retreats for caregivers
of children and adults
with Down syndrome.
This initiative is a new
venture by Andrea
Roberts, the founder of
Reece’s Rainbow Down
Syndrome Adoption
Grant Foundation. As a
mother to her 14 year
old son, Reece, she
knows the demands on
parents of children with
Down syndrome and
established this new
organization to provide
them with affordable
respite opportunities.
A Mother’s Rest is
partnering with a
network of B & B Inns to
make retreats available
in a wide range of
locations. For more
information, go to
www.amothersrest.org.
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New COACH
Program at
the College
of DuPage

T

he College of
DuPage in Glen
Ellyn, IL will be piloting
a new 2 year program
this fall for individuals
with intellectual
or developmental
disabilities. The
COACH program will
emphasize academic
skills, social and
independence skills,
and career exploration.
The program was
developed to provide
post-transition students
with educational
opportunities to
help prepare them
for meaningful
employment. For
more information,
contact Susan Landers,
Program Manager,
Youth Academy and
Adult Enrichment:
630.942.2716,
LandersS@cod.edu,
www.cod.edu/conted.

SAVE THE DATE

Next PAC Meeting
Friday, July 14th
6:30p.m.-9:30p.m.
Elmhurst Memorial
Hospital (Oak
Conference Room)

PAC will be hosting
its next meeting with
a Committee Skills
Training combined
with a Dance and a DJ.
Contact Diane Urhausen
at durhausen@nads.org
with questions of to
register.
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7 Tips for Successful Toilet Training
Lina Patel, Director of Psychology at the Anna & John J. Sie Center for Down Syndrome

T

he average age for
a typical child to be
toilet trained is 29 months
for girls, and 31 months
for boys. Interestingly, the
average age has been
on the rise from previous
decades influenced by
cultural, socioeconomic
and market-driven factors
(e.g. comfortable diapers
and pull-ups). There is very
limited research on toilet
training in children with
Down syndrome. However,
one national study done
in England found that
some children with Down
syndrome became trained
at the same age, if not
earlier than, many typical
children.
Considering all the
resources available, and
what families have shared
with me, there are many
different opinions and
approaches when it comes
to toilet training. Some
believe that their child will
let them know when they
are ready; others take a
more intensive approach
and choose several days
to focus solely on toilet
training. Given what I have
seen work, I favor the
middle ground for children
with Down syndrome.
Sometimes we have to
decide for children when it
is time to toilet train, and it
doesn’t have to be an overly
stressful experience for
anyone. Below are my tips
to increase the chances for
success:
1. Caregivers have to be
ready. Toilet training
requires an incredible
amount of patience,
consistency, and most
importantly, time. Pick
a few weeks when you
don’t have any trips,

2.

3.

4.

5.

vacations, major medical
interventions, etc.
Children have to
physically be ready.
Toilet training requires
balance, muscle strength,
awareness, control,
motivation, nerve and
muscle maturity, and
more. The limited
research on toilet training
in children with Down
syndrome shows that
being fully toilet trained
can occur anywhere from
8 months to 12 years. No
research has been done
to define when physical
ability for toilet training is
achieved.
Create a plan. Collect
data for 3 days to see if
your child can “hold it”
and for how long. Based
on that data, you will
determine how often to
take your child to the
bathroom. Too often
could result in refusal
behaviors, and not often
enough may result in
children not making the
connections to go in the
toilet instead of a diaper.
Less stress is best. If
going to the bathroom
becomes a dreadful
experience, challenging
behaviors will not only
prevent success, but may
also spill over into other
situations. Additionally,
children with Down
syndrome have such
great visual memory that
a negative experience
will be much harder to
overcome.
Keep it positive. Praise
your child for sitting on
the toilet, even if they
don’t produce anything.
Positive interactions and
praise equal motivation
to keep trying.

6. Make things more
concrete. Use a visual
timer to show how long
a child has to sit on the
toilet (no more than 2
minutes) before they
can move on. Tell your
child “first pee pee in the
potty, then (a preferred
activity)”.
7. Be patient. Toilet
training can be a
challenge for children
with Down syndrome
for many reasons
including difficulty sitting
on the toilet due to
low muscle tone and
balance, anxiety about
constipation, struggling
with breaking the routine
of using a diaper, and not
being motivated to stay
dry or clean. Patience
and understanding,
along with a game plan
to overcome these
challenges, will lead to
long-term success.
Ultimately, each child is
unique and poses different
challenges in the process.
Consult with a psychologist
or behavioral specialist
to tease out what may be
interfering with your child’s
ability to toilet train.
Editor’s Note: Reprinted with
permission from the article,“Sie
Center for Down Syndrome
Psychologist and Behavioral
Expert Shares Valuable
Knowledge” in the August
2016 Newsletter of the Global
Down Syndrome Foundation
(goo.gl/uR2r7M).

ON THE TOPIC OF…

Parenting

I

Nancy Goodfellow

recently went for a long
walk with a friend. We
were enjoying one of the
last mornings we would
have to ourselves before
the kids were out of school
for the summer. As we
walked, my friend told
me about her son’s stress
over high school finals and
the resulting outbursts
of anger he had been
experiencing. He is on the
spectrum and struggles with
controlling his emotions.
She confessed that she
wasn’t handling it the way
she would have hoped.
That instead of calmly
listening to him screaming
at her, and searching his
words for the true cause of
his frustration, she found
herself yelling back. My
friend was ashamed. She
was embarrassed to admit
her mistake. Her defeat. In
a quiet voice, she shook
her head and said, “I just
thought I’d be so much
better at this. I’m not the
mother I thought I was
going to be.”
I couldn’t help but chuckle
as I put my arm around her
and said, “Welcome to the
club.”
I don’t think any of us
knew how hard parenting
was going to be. When
they were tiny, we thought
the sleepless nights and
dirty diapers were the
hardest part. And then we
entered the toddler years
and discovered what it
felt like to reason with a
level of stubbornness we
didn’t know existed. Then
school started and we had
to navigate how to help
them learn, how to find a
balance between being
an advocate, a teacher, a
therapist and a parent. Not

to mention how to deal
with any friendship drama
that came along. Instead
of becoming easier as we
gain experience on the
job, parenting just keeps
throwing new challenges at
us and sometimes feels like
it gets harder every day.
I can’t tell you how
many times I’ve thought
my friend’s exact words:
“I thought I’d be so much
better at this.”
But then I remember an
article I read in an UPS for
DownS newsletter years
ago. One paragraph was so
impactful that I typed it out
and posted it on the bulletin
board that hangs above my
desk. It has hung there for
at least ten years. It reads:
Pat yourself on the back
and don’t second guess
yourself about the care you
provide for your child. Just
ask yourself, “Am I doing
the best I can do with the
resources and knowledge I
have?” Also remember that
we are not perfect and our
children did not come to us
with the Down syndrome
101 user guide. It is okay
to get tired and frustrated
from time to time, to feel
defeated, broken or sad,
because as we go through
our day to day routines
we occasionally run into
obstacles that are reminders
of our challenges.
Lily just turned 14 the
other day. Two days after
she graduated from eighth
grade. I have reread this
paragraph many times
during her life. “Pat yourself
on the back” was a sort of
mantra for me when she
was younger. Back when I
had a spreadsheet of all of
the exercises the PT, OT
and SLP had given me to

do with her each day, and
I would subsequently cry
myself to sleep at night
if I didn’t get to them all
and felt like I had failed
my daughter. Back when
I believed that if she was
anything less than “high
functioning” it would be my
fault.
Then I read the paragraph
and realized I was doing
the best I could do. I
was continuing to attend
conferences, talk to other
parents, research other
therapies and resources. I
was continuing to learn so
that I could always answer
the question, Am I doing
the best I can do with the
resources and knowledge
I have? with a resounding
and emphatic “Yes!”
Because as long as I was
trying to do the best for
my daughter, it was okay
to occasionally get tired or
frustrated. It was okay to not
do every exercise on the
spreadsheet. It was even
okay to become emotional
and angry and yell back at
a screaming child at times.
Because we are not perfect.
And our child didn’t come
with a user guide. And
even though I may have
thought I’d be better at
this, I am doing the best I
can do with the knowledge
and resources I have. And
tomorrow, I will have more
knowledge, because I will
have learned from today’s
successes and mistakes.
I told my friend about
the paragraph, saying that
it isn’t Down syndromespecific. It doesn’t even
have to be about parenting
a child with special needs.
It applies to parenting
any child. My friend
gained knowledge from

Summary of
the Evidence
on Inclusive
Education

A

new report
summarizing
findings on inclusion
was prepared by Dr.
Thomas Hehir,
Silvana and
Christopher Pascucci,
Professors of Practice in
Learning Differences at
the Harvard Graduate
School of Education in
Partnership with Abt
Associates for the Alana
Institute. The report
reviews 280 studies
from 25 countries and
concludes that inclusive
education confers
benefits on students
with disabilities and
on their peers without
disabilities. The report
is available on the
NADS website at
www.nads.org.

her reaction to her son’s
outbursts. She learned that
engaging with him only
resulted in increased anger
and frustration on his part,
and sadness and regret on
hers. She learned how to
better handle the situation
next time.
Because really, that is all
we can do as parents… Take
today’s experiences and use
them to help us be better
parents tomorrow. And even
when today’s experiences
may feel like failures, try to
remember to pat yourself
on the back.
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NEW EQUIP
FOR EQUALITY’S
EMPLOYMENT
RIGHTS HELPLINE

E

quip for Equality,
an organization
established to protect
the rights of individuals
with disabilities, is
offering a new service
providing free legal
advice for employees
and job seekers in
Illinois. This free
service can provide
people with disabilities
information about their
legal rights and help
navigating employment
related issues. The
aim of the hotline is to
expand employment
opportunities for
people with disabilities
in Illinois and to address
potential employment
discrimination. To
access the helpline,
call 844-744-4879 or
email employment@
equipforequality.org.
NEW INCLUSIVE
PLAYGROUND

T

he Playground
for Everyone at
Butterfield Park recently
opened in Elmhurst,
IL. It was designed so
that children with and
without disabilities
could play together
and enjoy without
barriers all aspects of
the playground. For
more information, go to
http://www.epd.org/
butterfield-parkproject.
6
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NADS

2017 Bowl-A-Thon

T

hank you to all our bowlers from this year’s BowlA-Thon! We would especially like to recognize the
individual bowlers and teams who brought in the most
pledges:

“Rockin’ the
Runway with the
Stars”
Sunday,
October 15th, 2017
Donald E. Stephens
Convention Center
Rosemont, IL

INDIVIDUALS
Chris Hebein: $7238
Julia Smarto: $2992
Matt LaChapelle: $2200
Kristen Malkowski: $1950
TEAMS
Jacob’s Crew: $4783
Gutter Gang 1 & 2: $3698
The Bowling Buddies: $2488
Kerry &
The Big Dogs: $2020
Team Regan: $1775
Spiewak Spares: $1220
Nick’s Elbow
Bumpers: $1125
Champions for
Cameron: $1055
Kaya’s Krew: $755

12th Annual NADS
Luncheon & Fashion
Show:

Chris Hebein

Singla Strikers: $625
Brogan’s Bowling
Buddies: $615
Team Fay K: $525
Dale’s Dream Team: $510
Team Tessa: $130
AAA Team: $100

Gala
Reinvented

The NADS Fashion Show
Committee is looking
for potential volunteer
models, volunteers,
donations and sponsors
for the 2017 Fashion
Show, “Rockin’ the
Runway with the Stars.”
Models of all ages are
welcome, no experience
required! If you would
like to have your child
participate in the Fashion
Show and would like
to help out with the
event, please email
fashionshow@nads.org or
contact the NADS office
at 630-325-9112.

Katie Wood, President of NADS

P

lease join us for this
highly anticipated
evening, featuring a
custom cocktail and dining
experience as well as an
international art show with
one of a kind pieces, a
reinvented floating auction
in the sky, interactive
sensory experience,
spectacle performance
theater with custom
creations and much more.
From our 56 years as an
organization come guests
from all over the country
who will dance the night
away at our inaugural event!
With planning underway,
we hope that you will not
only attend this event as

a guest but also consider
taking a leadership role
through a sponsorship and/
or unique one of a kind
custom VIP lounge at the
event. No boring tables for
us! We have unique ways to
connect and give back to
our donors in the coming
months through experience
and marketing.
Tickets, sponsorship and
further event information
can be found at gala.nads.

org. If you have any specific
inquiries, please contact
Katie Wood at (630) 9452974 or Kwood@NADS.org.
Help NADS reach their full
potential this year and join
us on November 17, 2017 at
Moonlight Studios Chicago,
1446 W Kinzie St, Chicago,
IL 60642, as we reinvent the
gala experience. See you
on the Fiery Red Carpet
Entrance!

NADS
OPPORTUNITIES TO
SERVE ON NADS
COMMITTEES
We welcome individuals
from the community who
would like to serve on
one of our committees.
Currently, we have
opportunities on the
following committees:
Adult Matters
Communications
■■ Conference
■■ Development
■■ Finance
■■ Governance
■■ Procurement
■■
■■

Steve Connors & Katie Wood

Changes to
NADS Board
2017-2018 OFFICERS:
President:
Katie Wood

1st Vice-President:
Lucas Staib
2nd Vice-President:
Bridget Brown
Interim Treasurer:
Richard Weicher
Recording Secretary:
Maggie Lay

W

e would like to thank
Steve Connors for
his faithful service to NADS
as President for the last 4
years. Steve is stepping
down this year, and Katie
Wood will be the new
President. We are grateful
for Steve’s leadership as we
redesigned our website and
our publications, revamped
our Board structure, and
produced a number of
fundraisers and events (such
as our conference) which
benefited greatly from his
vision and guidance. Steve
will remain on the NADS
board as a director, and we
will continue to rely on his
input and support. Many

thanks to Steve for all he
has given to NADS over the
last three years. We wish
him all the best.
NEW DIRECTORS
The following individuals
will be joining the NADS
Board of Directors: Don
Hubert, Joel Spenadel,
and Peter Vargulich. Many
thanks to the following
directors who will continue
to serve: Cheryl Crosby, Erin
Dominiak, Nancy Miner, and
Matthew Spiewak.
We are grateful for the
service of the following
board members, who
will be stepping down
this year: Andrea Caruso,
Michelle Pusatera, Cara
Tazioli, and Carlitta Tucker
Powell. Thank you for your
contributions to NADS!
NADS SEEKS TREASURER
We are looking for a new
board member willing to
serve as the Treasurer for
NADS. If you are interested
in learning more about
the position, please
contact Diane Urhausen at
durhausen@nads.org.

If you would like to find out
how to get involved, please
contact Diane Urhausen
at durhausen@nads.org
or call the NADS office at
630-325-9112.

NADS Retreats

T

wice a year, NADS
offers a Retreat for
parents and their child
with a dual diagnosis.
The Retreat provides
information and support
for parents to help them in
raising their child and also
provides recreational and
therapeutic programming
for the children. If you
are interested in finding
out more, please contact
Diane Urhausen at
durhausen@nads.org.
The next Retreats will be
held on the following dates:
October 14, 2017
8:00 AM - 3:00 PM
March 24, 2018
8:00 AM - 4:00 PM

New NADS Parent
Materials for
Hospitals

YOUR BABY
WAS BORN
WITH DOWN
SYNDR OME?
CONGRAT ULATIONS !

N

ADS recently
developed new
materials for hospitals to
provide to parents when
their child is born with
Down syndrome. The
cards include a message of
congratulations, resources
they can access from their
hospital room, information
about Down syndrome
and about NADS, and
information about our
Welcome Baskets for those
hospitals currently involved
in the program.
Recently, Alex Tello and
Julia Smarto, two of our
Self-Advocate speakers,
volunteered at our office
to help assemble the
cards on rings so that they
were ready to be sent to
area hospitals. They did a
wonderful job, and we are
grateful for their assistance.
Contact Linda Smarto at
lsmarto@nads.org for more
information.

Let us help you celebrate
with a welcome basket!
■■ We

would be happy to
deliver a basket of gifts and
information to welcome your
new baby.

■■ We

can stay, visit and answer
questions or drop it off at the
hospital or your home. Let us
know what you prefer.

■■ To

National Association for Down
Syndrome
630-325-9112 | www.nads.org

request a basket, fill out
the back of this card and
hand it to your nurse, or you
can order online at
www.nads.org/
new-baby-basket-request
■■ or email us at:
babybasket@nads.org

FUNDRAISING

Designer Genes
Fundraiser

W

e are grateful to the
Alzamora family for
continuing to support NADS
through their Designer
Genes Fundraiser. The 8th
annual Designer Genes
event was held April 22 at
Mickey Finn’s in Libertyville
and raised almost $18,000
for NADS, half of which
will be directed to our new
Welcome Basket program!
Thank you to Sarah and
Mike and their family, and
to all the friends and guests
who contributed to the
success of the event.
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The Arts of Life
An Interview with Arts of Life Artist, Quinn Zenner, and Volunteer
Coordinator, Grace Guillebeau

Tell us a little about Arts
of Life. What programs
does your organization
offer?
The Arts of Life advances
the creative arts community
by providing artists
with intellectual and
developmental disabilities
a collective space to
expand their practice and
strengthen their leadership.
Our four core values include
inspiring artistic expression,
building community,
promoting self-respect and
developing independence.
Our program allows artists
to grow professionally in
visual, conceptual and
performance art. Each artist
at the Arts of Life spends
their day strengthening their
skills in painting, drawing,
sculpting, poetry, dance and
music.
What is your role at Arts
of Life?
I hold the role of Volunteer
Coordinator. I oversee and
work with volunteers and

interns who generously
give their time to help
our community flourish.
Our studio would not
survive without the help of
giving people who share
their passion of art and
love of community. I work
alongside our facilitators on
the floor assisting the Arts
of Life artists create and
grow professionally.
If someone wanted to
become involved with one
of your programs, what
should they do?
Anyone interested in joining
our collective can head over
to the Arts of Life Website
(www.artsoflife.org) or send
an email to gguillebeau@
artsoflife.org. You can check
out our Facebook, Twitter or
Instagram to see the daily
happenings at the Arts of
Life.

Questions for Quinn:
Tell us a little about
yourself.
Well I was raised in an Irish

Grace Guillebeau & Quinn Zenner

Catholic tradition. It was
like the stages of my life.
My mom raised me and
I learned value, respect,
loyalty etc. I’m 42 years
old. Now I remember those
values. The one thing I know
is that my mom. Well both
of them, my mom and my
dad were very kind hearted.
My dad was a bit of a yeller;
I was much closer with my
mom.
What do you like to do?
I like to do a variety
of passions. I like to
hang around with the
Northwestern crowd.
Someday in my future I
would like to learn from
Northwestern students and
hear their perspectives.
The one thing I learned
was Andy Warhol went to
Northwestern! That’s where
I live; I used to walk to the
lake in my prime.
Tell us a little about your
art. What kind of art do
you like to do?
Some artists that inspire me
are Frank Zappa and Frank
Lloyd Wright. I like to be
open-minded in whatever
comes to me. Emotions you
know. I would brain storm
and figure out the statistics.
Lately, I have done some
psychedelic art, peace
signs, designs on different

8
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things, The Beach Boys,
Smiles. I work in mixed
medium but a lot of pastels
and colored pencils.
How long have you been
going to Arts of Life?
I don’t even remember,
maybe four years?
What have been some of
your favorite experiences
at Arts of Life?
Well seeing Nikole and
Amanda my friends. I
like Nikole because she
befriends everybody, no
matter what. I painted my
family Code of Arms maybe
bringing that to the Irish
Heritage Event. I like going
outside of the box.
What is next for you with
your art?
The next chapter? That
depends what my mind
is thinking and how I feel.
I would say a variety of
poetry and painting. I would
say emotional episodes. It
depends on the day and my
vibes. When I am feeling
myself, happy-go-lucky,
I would like to work at a
higher level. Enlightenment.
Editor’s Note: The Arts of Life
operates two studios, one in
Chicago and one in Glenview,
and provides programs in visual
arts, music, and performance.

2017 Yard Signs
Order your Yard Sign to help support awareness for
National Down Syndrome Awareness Month!
■■ 100%

OF ALL PROCEEDS GO TO NADS.

Signs are 24 X 18 and will be Yellow and Blue
■■ Cost

$16/each.

A great way to spread awareness!
We are hoping to see schools, churches, neighbors,
family, friends, and local businesses purchase and
Sheile Hebein and her son Chris

display our signs in October!
Let’s SHOUT IT FROM THE ROOFTOPS that our
children are loved by our community.

The Woman Behind the Adult
Down Syndrome Center
Kelsey Sopchyk, Public Affairs Coordinator, Advocate Charitable
Foundation

I

n 1972, Sheila Hebein and her husband welcomed their
son Christopher into the world. Born with blonde hair
and blue eyes at 7 lbs, 5 ounces, Chris was a happy baby.
As their firstborn, he was the child the Hebeins longed for
— but right away, they were informed of a diagnosis that
would shape their lives instantly.
Chris was born with Down syndrome, and the couple
was fortunate enough to receive nothing but positive
information from physicians and nurses upon his
diagnosis. Sheila was puzzled, yet not surprised, to find
this was not the case for all parents. In the early 1970s,
the life expectancy did not look good for children with
Down syndrome, and parents were often advised to
institutionalize their child.
FROM THE GROUND UP
Sheila Hebein joined the National Association for Down
Syndrome (NADS) as a board member when Chris was
just two years old. When she became executive director
in 1979, Sheila began educating medical professionals,
developing training programs for parents and volunteers,
providing family retreats, creating mentorship opportunities
for adults with Down syndrome and even established a
foster care and adoption program. She became widely
known and heavily involved in the medical community,
which led her to Advocate Lutheran General Hospital.
Sheila’s intent was always to sensitize the medical
community to the fact that individuals with Down syndrome
deserve medical care—and beyond that, respect and
compassion. In the 80s, while serving on Advocate
Lutheran General’s pediatric bioethics committee, NADS
began receiving calls from families of children with Down
syndrome who needed better care for their adult sons
and daughters. The pediatric care available was strong,
but there just weren’t clinicians who were familiar with

Please fill out and mail the order form below, or you
can order online at www.nads.org.
ORDER FORM

Due by September 6th
Name:......................................................................................................
Address:...................................................................................................
Email:.......................................................................................................
Phone Number:......................................................................................
Preferred Pick-up Location:...................................................................
(See Below)

Number of signs: ........... Total ($16/per sign) $........................
Orders can be placed via the NADS website (www.nads.org)
or via Check. Credit card payments will include a credit card
processing fee.
Checks should be made payable to:
National Association for Down Syndrome (NADS)
Please mail your order forms to:
National Association for Down Syndrome [NADS]
1460 Renaissance Drive - Suite #405
Park Ridge, IL 60068
An email will be sent once your order is ready for pick-up at
your designated location.
Please contact Peggy Delaney if you have questions:
peggydelaney1431@yahoo.com or 630-487-0510 Signs are
being produced by SignCo – Anthony Perna – THANK YOU!
Orders should arrive at locations by September 28th
You will be notified when your sign is ready for pick-up
Please designate your preferred pick-up location.
For a full list of pick-up locations, please go to the NADS
website www.nads.org or call the office at 630-325-9112.

Continued on page 11
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familyalbum
Carly Kauz & her niece Addalyn

Alex Zyla & his cousin Felicia

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

Avery Conners
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Blake Weber with his nephew

Malek Taha

Vivienne Hall & her mom Emily

Sheila Hebein
Continued from page 9

the unique physical and
psychosocial needs of
adolescents and adults with
Down syndrome.
Eventually, thanks to her
persistence and support
from key administrators,
the hospital began
dedicating two days a week
to patients with Down
syndrome in the lower level
of one of the hospital’s
outpatient buildings.
Brian Chicoine, MD was
brought on as Medical
Director, and through a
NADS partnership with
the University of Illinois
Chicago, Dennis McGuire,
PhD served as the Director
of Psychosocial Service.
Sheila and “her boys,” as
Drs. Chicoine and McGuire
were affectionately called,
were off on a first of its kind
mission to change the care
model for aging individuals
with Down syndrome.
An advocate at heart,
Sheila not only pushed
for the founding of the
Center, but pushed forward
its growth as the team
began to appreciate just
how significant this unmet
need for care was. Today,
the Adult Down Syndrome
Center (ADSC) serves
patients five days a week,
in a brand new, patientcentered facility, with a staff
of 12. To date, the Center
has over 6,000 patients—
Chris being one of the first.
Over the course of 35-year
involvement with NADS,
Sheila made it her mission
to develop awareness and
services—she only dreamed
the ADSC would turn into
the center it is today.
Since her retirement in
2009, Sheila’s roles have
changed, but she continues
to be an activist in the
Down syndrome community.

Chris, now 44 years old, is
still a patient at the ADSC.
Sheila describes Chris as an
easy son—he developed
regularly and has his own
set of wonderful skills. He
currently works 40 hours a
week at Rotary International
in Evanston as a mail
clerk. He plays the piano
every day, swims regularly,
belongs to a drama group
and does his aerobics
regularly. He was one of
four individuals with Down
syndrome who created an
aerobics program for NADS
and he, along with another
clinic patient, led aerobics
at the ADSC for many
years. In addition, Chris has
been an altar server at St.
Nicholas Church for over 30
years.
AN INTERNATIONAL
GEM
Sheila insists the word
“proud” doesn’t suffice
for the way she feels about
all that the ADSC has
accomplished over the last
25 years. Aside from the
overall need for medical
care and acceptance for
adults with Down syndrome,
there was a major outcry for
research. Sheila commends
Dr. Chicoine for jumping
on board, considering they
were sitting on a goldmine
of data.
In addition to serving
as the Center’s Medical
Director, Dr. Chicoine
is the research director
for the Family Medicine
Residency Program at
Advocate Lutheran General
Hospital, where he has
been since 1991. He is
a consulting editor for
three professional journals
including the Intellectual
and Developmental
Disabilities Journal and
the Journal of Intellectual
Disability Research. He has
served as an author and
collaborator on 13 articles

Chris Hebein

and two books that discuss
the medical, behavioral
and lifestyle concerns of
individuals with Down
syndrome and their families.
Both of Dr. Chicoine’s books
were co-authored by Dr.
McGuire.
When the ADSC came
to life in 1992, the life span
for individuals with Down
syndrome was 25 years.
Today, the life expectancy is
about 60. Initially, the clinic
was seeing individuals with
Down syndrome in their
30s and 40s who had never
received medical attention
before and for whom very
little was known about their
care needs.
Overall, Sheila feels most
fulfilled by two things.
First, that the Center is
now serving a population
that, 25 years ago was
not only underserved, but
was not served at all. And
second, the way the ADSC
treats patients as people

first. In her words, “Chris
is always Chris before he
is an individual with Down
syndrome.”
“All I ever wanted was
for Chris to have choices
once he became an adult,”
Sheila says. “Not only have
we achieved that for Chris
and many others, but we
have created a community
for a population that, at
one point, nobody cared
about, and, for the first
time, we began meeting
their needs medically and
emotionally. The Adult
Down Syndrome Center is
truly an international gem—
there is nothing like it.”
Editor’s Note: Reprinted with
permission from the Advocate
Charitable Foundation
Website: http://advocategiving.
org/testimonial/the-womanbehind-the-adult-downsyndrome-center/.
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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.

