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Dear UPS for DownS Families,
My name is Neil Gunsteen and I am a board member for
UPS for DownS. It is an honor and a privilege to be serving
this amazing organization! I have been a part of UPS for
DownS for eight years, and have made many connections
to other families who have had similar experiences to my
family. Our family has learned quite a lot over the past
eight years and will continue to learn from those
families who have been in our shoes.

Marriage& the Family

Tuesday, February 21at 6:45 p.m.
Fox Run Golf Links Clubhouse in Elk Grove

First comes love, then comes marriage, then comes a baby in the baby
carriage. Suddenly, there is no time for love and marriage as this baby in
the carriage becomes the focus of our lives. Then add Down syndrome.
Dr. Niekamp, licensed clinical psychologist, will teach us how to balance
the commitment to our kids with commitment to each other. Your
relationship is the glue that holds the family together, take care of it.

6:45 CHECK-IN

7:00 DINNER

7:30 PRESENTATION

SPACE IS LIMITED. NO WALK-INS!
REGISTRATION REQUIRED.
Get details and register for FREE:

SOLD OUT!

More coverage in March!

www.MarriageFamily.eventbrite.com
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Friday, February 7, 2017
Parent Coffee & Playgroup
Saturday, February 11, 2017
kiDs Club: Rock Climbing
Jr. Teen Social Club: Pottery
Thursdays, February 16, 2017
thru May 11, 2017
Healthy Eating
Friday, February 17, 2017
Family Friday
Saturday, February 18, 2017
Parent Night Out
Tuesday, February 21, 2017
Marriage & Family Relationships
Saturday, February 25, 2017
Adult Social Club: Wolves Hockey
Friday, March 3, 2017
Parent Coffee & Playgroup
Friday, March 17, 2017
Family Friday
Tuesday, March 21, 2017
Educational Rights

UPS for
DownS has
great ways for
families to
connect! My
wife and I have
been to events
like the swim
party, holiday
party, and
Family Friday
and have made
friends who we
share stories
with. Our kids
Maggie,
Emmett, and
Spencer have
enjoyed
attending those
events too! The
monthly meetings, which are organized by my amazing
wife, are another great resource for learning about Down
syndrome and what your family may need to know for
the present moment or future.
I believe that UPS for DownS has supported our family
and given information that has benefitted our beautiful
daughter Maggie. She enjoys attending events with us
and it is great having UPS for DownS as a resource for
supporting her.
Hope to see you around at an event sometime!
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Sincerely,

Neil Gunsteen

&

Orthotics Down syndrome
On January 17, Dr.
Larissa Pavone, of
Marionjoy
Medical
Group,
and
Joseph Ramicone, of Scheck & Siress
(Prosthetics,Orthotics), presented
information on the topic” “Orthotic (Brace)
Management Considerations in Down
syndrome”. Children with Ds present with
ligamentous laxity , “loose ligaments”, and
low muscle tone, hypotonia. In the foot,
this leads to pes planus, flat feet, and
contributes to functional problems such
as decreased balance and atypical gait
patterns. The term flatfoot is used to
describe a foot with a flattened or lowered
arch. The arches of normal feet can be of
low muscle tone, also known as
hypotonia, and contributes to joint
hypermobility. Hypermobility, also called
ligamentous laxity, allows the foot to roll
inward, giving the appearance of no foot
arch. One of the bones in the middle of
the foot arch, the navicular bone, may
protrude down and out. This flat foot
appearance is also often termed midfoot
pronation. If the flat foot becomes too
severe, the child may start to walk on the
inside of the foot rather than the bottom
of the foot. Pes plano valgus is the
medical term that refers to an abnormal
foot due to a flattened arch, a rolled- in

appearance of the ankle, and a heel that
appears to be rolled-out from under the
ankle.
Children with Ds also experience delays in
reaching motor milestones such as
walking, running, jumping, and climbing
stairs. These abnormalities and delays
may make it difficult for children with Ds
to explore their environment fully and
interact socially. Treatment of children
with Ds often includes the use of orthotic
devices at the foot and ankle. However,
only a limited amount of research on the
effectiveness of these devices is available.
Children with low muscle tone can
develop lax ligaments, which inhibit joint
stability in the foot and ankle complex. In
hypotonic individuals, the heel tilts into
valgus, and the weight line shifts medially,
causing the midfoot to collapse. Once the
feet are pronated, the knees and hips also
become misaligned. This means the
muscles that move those joints no longer
work efficiently, and it takes more energy
for these children to do the same work as
their non-pronated peers. Orthotists
typically do not intervene before a child
starts to pull to standing, but Ramicone
does believe in beginning orthotic
intervention soon after, especially if a
child is diagnosed with a developmental
disability, such as Down
syndrome, where it's known that
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the child's low-tone condition will be
improved, but what can be improved is
lifelong. These are the children you
the way children learn to walk. The idea,
want to brace early, soon after showing
Dr. Pavone explained, is to create
signs of pulling to stand. Children with
stability, initially by stabilizing the heel in
low tone have ligamentous laxity, which
a midline position. Flexible, dynamic
causes hypermobility of the joints and
SMOs, Supra Malleolar Orthosis,
results in pronation of the feet and
"program" a child's gait while improving
ankles, which will worsen as the child
alignment. The SMO, through the use of
progresses into adulthood. Bracing early
extremely thin, flexible thermoplastic,
will help these children's bones grow
compresses the soft tissues of the foot,
normally. Children with low tone tend to
stabilizing the foot, while still
walk late because their feet
Below and at right are requests for participation
and ankles are in poor
in two Illinois-based studies. Please consider
alignment and their toes often participating. Research is important.
claw at the ground for
stability, causing their feet to
tire. Pes plano valgus is often
associated with some
symptoms. In younger
children, related complaints
may be tired feet or legs,
wanting to be held after being
on their feet for short
durations or a reluctance to
play or be active on their feet.
In older children and teens,
there may be complaints of
sports-related knee, shin
heel, ankle or arch pain. It is
also possible for those with
Pes planovalgus to develop
bunions (hallux abducto
valgus).
Pronation resulting from lax
ligaments in children with low
tone usually cannot be

Are you a caregiver for a family member with
Autism Spectrum Disorder,
Intellectual Disability,
or Developmental Disability?
Is your family member between 13 to 25 years old?

We want to hear from you!
Researchers at Illinois Institute of Technology (IIT) are interested in the
experiences of caregivers of transition age youth with Autism Spectrum
Disorder (ASD), Intellectual Disability (ID), and/or Developmental Disability
(DD). You are invited to participate in a 45-60 minute survey about caregiver
experiences and wellbeing.
You are eligible to participate if:
• You are 18 years old or older
• You are the primary caregiver for a family member with ASD, ID, or DD
• The family member you care for is between the ages of 13-25 years old
All participants will have the opportunity to enter a raffle
to win one of ten $20 Amazon gift cards.
Scan the QR code or click on the link below to access the survey.
à https://iitcop.az1.qualtrics.com/SE/?SID=SV_eRIMY2nvUDozzox
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Please contact Melissa Ivins-Lukse at mivins@hawk.iit.edu if you have any questions.

allowing for natural development. With enough repetitions, the child will carry that
gait pattern into adulthood. Gait quality determines how much energy is used with
each step; those whose feet have not been stabilized will tire easily and likely become
sedentary. These children often gain weight, and it becomes difficult to get them active
again. Often, these children will also be less coordinated and fall frequently.
Children should wear foot-alignment assistive devices during all waking hours, as long
as the devices were chosen appropriately and the child is comfortable and fully
functional in them. Pavone adds, however, that no one can predict the length of wear
time needed to
optimize bodyweight
distribution through the
feet. The number of
repetitions of ideal
weight shifting onto
and loading through
the feet—together with
the physiologic
adaptation of the
bones, joints, muscles,
connective tissues, and
brain—determines the
Spoken Language Development
duration of wear.

in Down Syndrome
Research Study

Purpose

We are recruiting families for a research project to find out more about how language skills develop in
children between the ages of 6 and 11 years who have Down syndrome.

Details

Children and their mothers would participate by visiting campus at the University of Illinois at
Urbana-Champaign for an assessment of language and cognition totaling 2 to 3 hours and completing
questionnaires. We will pay families $40 for their time and effort, and we will reimburse mileage for
those who travel from a distance of greater than 50 miles.

Contact Us

For more information and to find out if you and your child are eligible, contact Dr. Marie Channell at the
Intellectual Disabilities Communication Lab by email (idclResearch@illinois.edu) or phone (217-265-6058).

Department of Speech and Hearing Science 901 South Sixth Street, Champaign, IL 61820

If you would like to
schedule a consultation
with Dr. Pavone and her
team, which includes
orthotist Joseph
Ramicone, please call
(630) 909-7058.
For general questions,
please contact Dr.
Pavone at (630)
909-7014.
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Rock Climbing!

AGES 9-12

WHO: kiDs Social Club (9-12)
WHERE: LifeTime Fitness in Schaumburg
DATE: Saturday, February 11, 2017
TIME: TBA - contact Shawna for details
KiDs will participate is guided rock climbing for an hour
followed by a light snack. All neighbors, siblings, classmates
and friends between the ages 9 - 12 with or without Down
syndrome are invited and encouraged to attend.
To register, e-mail Shawna at slochner@upsfordowns.org by
November 8. REGISTER EARLY • LIMITED CAPACITY.

JUNIOR Teen

Social
Club

AGES 13-16

WHEN: Saturday, February 11, 2017
TIME: 2:00-2:30 get settled in. Party starts at 2:30 p.m.
Pick up your young person at 4 p.m. sharp
WHAT: Valentine themed pottery painting party
WHERE: Thrown Elements Pottery
260 N. Evergreen Avenue
Arlington Heights, IL
COST: $5 per person, payable at the door
RSVP:

www.ufdJrTeenPottery.eventbrite.com

Questions: E-mail Heather at hvargas@upsfordowns.org

SENIOR TEEN SOCIAL CLUB

Teen scene had a great time Saturday
night, January 21, 2016. They had a
dance, which was hosted by the Holy
Ghost Teen Spirit group from Holy Ghost
Parish in Wood Dale. It just so happens
that Bishop Conlon, was visiting the parish
for the weekend. The Bishop and Father
John joined in the Festivities as well. DJ
Jeff from JP Productions kept the teens
dancing all night as well as our sponsors
from the youth group. Fun was had by all!
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We have a new leaders for the older teen
group. Look for outings in coming months.

ADULT

HOCKEY. HOCKEY. HOCKEY. LET’S BREAK THE ICE.

WHAT: Chicago Wolves v. Iowa Wild
WHERE: Allstate Arena
WHEN: Saturday, February 25, 2017
& UP TIME: Meet at 6:30; game starts at 7
COST: $5 per person

SOCIAL

CLUB

AGES 21

RSVP: ascChicagoWolvesGame.eventbrite.com
All friends, siblings and colleagues age 21 and over, with or
without Down syndrome are invited and encouraged to
attend. No parents, please.
Adult Social Club
had some serious
fun at Battle House
last month.
Tactical missions
complete with
simulated military
looking weapons.
Our activities are
fun, social and
planned for young
adults, with or
without Down
syndrome. Join us!
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Tuesday, April 4
Fox Run Golf Links
Elk Grove Village
TOWN HALL STYLE MEETING

PARENT NIGHT OUT

Meet with the board members of
UPS for DownS. Share your
thoughts about how to best use
our resources to ensure that our
foundational values of SUPPORT
* INFORMATION * COMMUNITY
help to create inclusive and
meaningful lives for people with
Down syndrome and their
families. Bring your ideas!

This new UPS for DownS program is offered to
adults who are looking for guidance and easy
to implement steps to improve health and fitness.
Though designed with adults with Down
syndrome in mind, the program is perfect for
anyone seeking an easy to follow, goal-oriented
journey to better healthy living. Leading the
program are three dietitians/personal trainers:
Susan Rizzo, RD, LDN; Kathy Stanislawski, RD,
LDN; and Kim Jurkowski RD, LDN, AFAA.

Location:
Prince of Peace United Methodist Church,
1400 S. Arlington Heights Road, Elk Grove

Date:

Saturday, February 18

Time:

7:00 p.m.

Where: Untitled Supper Club
111 W. Kinzie
Chicago
Cost:

Eat
better.
Live
better.

$25 per person
UPS for DownS covers
the balance

Includes dinner, dessert, and
two drinks. RSVP by February
9 to sneri@upsfordowns.org
Limit 20 people
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Dates:
12 Thursdays from February 16 to May 11

Time: 6:30 – 7:30 PM

Cost: $60

(only $5/week!)
12 week program

REGISTER TODAY!

www.ufdhealthyeating.eventbrite.com
Questions? Contact Pat Fogarty at
pfogarty@upsfordowns.org

ADULT MATTERS: EMPLOYMENT series

Tuesday, March 7, 2017
7:00 - 9:00 p.m.
Fox Run Golf Links, 333 Plum Grove Road, Elk Grove Village
Department of Rehabilitation Services implements WIOA - the Workforce
Improvement and Innovation Act, and is dedicated to helping people with
disabilities to achieve their employment goals. The vocational rehabilitation
program helps people get real jobs for real pay in the community.
Doug Morton, manager of the DRS Strategic Management Unit, will help
families get a global perspective of how DRS services and supports work, the
actual nuts and bolts of the process, personnel and services, and how the
individual’s age factors into what to expect.
All are welcome.

Sign up and get more information:

www.EmploymentSeries.eventbrite.com

2016 CONTACT INFORMATION
Calendars

Shannon Denna

847-895-2100

calendar@upsfordowns.org

kiDs Social Club

Shawna Lochner

224-343-2898

slochner@upsfordowns.org

Program Committee

Erin Gunsteen

847-895-2100

eringunsteen@gmail.com

Newsletter Editor

Terri Devine

708-349-9669

tdevine@upsfordowns.org

Next Chapter Book Club

Melinda Zambito

847-466-9953

mzambito@upsfordowns.org

Membership Mgmt.

Pat Fogarty

630-291-6740

MailingList@upsfordowns.org

New Parent Coordinator

Shannon Kersemeier

847-788-1138

skersemeier@gmail.com

Family Friday

Jessica Rathman

630-536-6739

jessicarathman@gmail.com

Adult Social Group

Margaret Gawlik

847-895-2100

adultsocialclub@upsfordowns.org

Oﬃce Manager

Anita Herr

847-895-2100

oﬃce@upsfordowns.org

Theatre Programming

Sandy Pazerunas

847-705-0715

spazerunas@upsfordowns.org
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march meeting
EDUCATIONAL RIGHTS
Tuesday, March 21st at 7:30 p.m.
Fox Run Golf Links Clubhouse,
333 Plum Grove Road; Elk Grove Village
Charlie Fox, an educational lawyer
who concentrates exclusively on
special education law and related
issues, will explain your child's
educational rights, and how to ensure
that your child has a free, appropriate
public education in the least restrictive
environment. Whether your child is not
yet three, or well into their educational
careers, come and make sure you
know what your child is entitled to
under the law.
RSVP and get more information at:

ufdEducationRights.eventbrite.com

Thinking about fitness
goals
for
2017?
Coming up on Sunday, April 2 is the
Shamrock Shuffle 8K. You can join our
team (register separately for race) at

ufdShamrockShuffle.eventbrite.com
or volunteer at our Expo booth on Friday
or Saturday, March 31-April 1. It’s a
great excuse to bring the family
downtown and enjoy your beautiful
city! Sign up for a shift at

ssvolunteers.eventbrite.com.
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is for families of children with Down
syndrome from birth to 8 years old (and
siblings of all ages). Please join us on

Friday, February 17, 2017
Friday, March 17, 2017
at 6:30 at

1071 S. Roselle Rd. Schaumburg, IL
RSVP at

www.familyfriday.eventbrite.com

ALL AGES WELCOME!
NOON - 1:30 p.m.
Tuesday, February 7
Friday, March 3

First United Methodist Church

1903 E. Euclid Avenue, Arlington Heights
Light lunch & child care provided.
Questions? Contact Shannon at
847-894-8782 or skersemeier@gmail.com

UPS for DownS proudly announces

2017 SCHOLARSHIPS FOR

$12,500

•youth with Down syndrome
•siblings
•youth studying in a
disability-related field

UPS for DownS will award up to
5 non-renewable Scholarships of

$2500

UPS for DownS Sibling Scholarship

•One $2500 scholarship to an individual who
is pursuing a post secondary degree and is a
sibling of a person with Down syndrome

Katie MacDonald Memorial Scholarships
•Two $2500 scholarships to individuals with
Down syndrome who are pursuing
educational or job training opportunities
•Two $2500 scholarships to individuals
pursuing a post-secondary degree in a
disability related field

DOWNLOAD APPLICATION AT

www.upsfordowns.org
IMPORTANT DATES:
Deadline to apply: April 1, 2017
Winners announced before May 1.
ANY QUESTIONS, CONTACT:

scholarship@upsfordowns.org

UPS for DownS
1070 S. Roselle Road
Schaumburg, IL 60193
847.891.2100

APPLICATIONS MUST BE SUBMITTED BY APRIL 1, 2017

1070 S. Roselle Road
Schaumburg, IL 60193
For changes or additions to our distribution list:
MailingList@upsfordowns.org or 847-895-2100

Last Book Read: Charlotte’s Web
Favorite thing
about school: recess
Hobby:
playing dodgeball with dad, swimming,
watching The Voice
Favorite food:
Tacos, pork chops, steak, pepperoni, pickles
Favorite movie:
Toy Story, Despicable Me
Latest accomplishment:
joined Special Olympics basketball
Quote: “Mom, Dad: chill out.”
JOKE: How do bees get to school?
On a school BUZZ!

WILLIAM CODY

Occupation: Student, Paramount
Theatre Master Ticket-Seller

Nickname: WIL, BUBBA, BROTHER

Date of Birth: November 4, 2006

