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The DSAGSL Walks on Washington, D.C.
This February, DSAGSL sent four self-
advocates to the 2014 NDSS Buddy 
Walk on Washington. Our team 
spent two days in our nation’s capital 
learning how they can become 
more active and effective advocates 
for policy affecting people with 
disabilities, and spent a day on Capitol 
Hill lobbying in support of Achieving 
a Better Life Experience (ABLE) Act. 
ABLE has more than 400 cosponsors 
in Congress and is currently awaiting 
a vote. This may be the year ABLE 
passes, no doubt thanks to Team 
DSAGSL and their strong voices!
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Dear Friends: 

This newsletter reaches your inbox or mailbox as we’re gearing up for the biggest 
day in the St. Louis Down syndrome community.  Step Up for Down Syndrome is 
just around the corner on June 8 at Forest Park! 

If you haven’t been to SUDS…well, why not?  Our 
volunteers and staff have worked hard over the years 
to make our Step Up walk a wonderful experience 
for everyone involved.  We also have a couple new 
surprises planned this year that you’ve never seen at 
SUDS before! 

Why Step Up this year, or any year, you ask?  It’s pretty 
simple. This walk is responsible for nearly half of the 
support DSAGSL counts on every year.  In other words: 
 

-  Because of this walk, we welcome dozens of new families to our organization 
every year with information, baskets, events and a supporting community that 
cares.
-   Because of this walk, we’ve trained over 100 teachers this year and are planning 
to take our training to several new communities in 2014.  We’re also going to 
educate more doctors, nurses and other medical staff than we ever have.
-  Because of this walk, self-advocates will learn to ride a bike for the first time – 
and at a younger age than we’ve ever offered.  They’ll play sports. They’ll learn 
healthy habits and behaviors. They’ll lobby more than ever for laws that benefit 
them.
- And because of this walk, you’ll see info in this newsletter about new 
programming for toddlers, teens and adults at our office this summer and 
fall.  Our vision has always been to be the most comprehensive resource for 
individuals with Down syndrome. It’s finally happening thanks to you walking 
with us!

The other vitally important reason to attend SUDS is that this walk is the largest 
awareness event our city has for children and adults with Down syndrome.  
It’s our best chance to show St. Louis that individuals with Down syndrome 
are loving, talented, kind-hearted people who change every person fortunate 
enough to cross their path.  This comes as no surprise to all of the advocates, 
parents, siblings and friends who read this newsletter.  But not everyone gets it.  
SUDS is our chance to make that statement in a big way.

If you haven’t registered your team yet, you still have time.  Visit www.dsagsl.org 
or just contact our office.  We’ll help get your team ready for a truly amazing day.  
Hope to see you there!
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what we’ve been up to dsagsl BLOGSPOT highlights from stories 
featured in our blog

We love to feature our self-advocates, members and families in the blog on our website.  Whether you want to share 
knowledge on a research topic, applaud achievements or share your stories...we want to hear them! If you are interested 
in submitting a piece, contact Emily at 314.961.2504 or emily@dsagsl.org.

The Extra Chromosome Gift
by Vavena Wildhaber

Lily Jackson’s Story
by Lily Jackson

Mom to Nicole
by Michelle Bowen

Caring for Carter
by Krystal R.B. Lester

“I’ve learned that as a parent of a child with Down 
syndrome, we all handle the diagnosis differently. In 
no particular order, there will be mixed feelings and 
all of those feelings are okay. Sometimes we are sad, 

sometimes we are mad, but mostly...there are far more 
times we are GLAD! Luke has taught us all how to 

slow down and enjoy the little things, how to dream 
bigger, fight harder, and be better humans. I thank 

God daily, sometimes hourly, for blessing our family 
with an extra chromosome.”

To read more of Vavena’s blog, visit dsagsl.org/luke.

“My favorite part of Nicole is her laugh and her smile. 
She can be so silly but also so loving. I love hearing 

‘I love you, Mom’ all day long. She is so stubborn and 
hard headed, and I know that is going to help her 

achieve whatever she puts her mind to.

Nicole is also an awesome dancer. She has been 
taking dance for eight years, and she loves it. At her 
recital a few years ago, I watched from the audience 

and beamed with pride. When she was on stage 
performing no one could tell she was different, 

because she was just as skilled as her friends. I loved 
that, and it was a very proud moment.”

To read more of Michelle’s blog, visit dsagsl.org/nicole.

“I could have cared less that Carter was born with 
Down syndrome, I was elated to see my baby, and he 

was perfect. Was there a part of me that was sad at 
the loss of a ‘typical’ child? Yes, of course. I wouldn’t 
be human if I wasn’t. I have a tendency to get sad 

when he is not making developmental progress like 
his peers, such as talking and walking. Then I remind 
myself how lucky I am that he is so healthy, growing, 

and developing normally. He just does it a slower pace 
than his peers, which just means that I get to keep my 

baby longer than everyone else.”

To read more of Krystal’s blog, visit dsagsl.org/carter.

“When my friends don’t treat me the same, I feel 
different. I want my friends to be nice and help me 

when I don’t understand things. I would like my 
friends to listen to my feelings without having a fit 

and judging me. Most people think that having Down 
syndrome means that you have an extra chromosome, 

but I think of it as a little extra sugar. I’m proud of 
myself. I am a good friend, nice typical kid, beautiful 
and independent. I’d like people that don’t know me 
to get to know me for who I am, treat me nice...the 

same, not different. Most of all, I want everyone to be 
my awesome friends.”

 
To read more of Lily’s speech, visit dsagsl.org/lily.
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education CORNER program recaps, 
resources and more

On Saturday, April 12 over 65 parents, caregivers, professionals and educators attended the Bodies and Boundaries conference at St. 
Luke’s Auditorium.   The presenter, Terri Couwenhoven, is a certified sex educator and author who specializes in creating programs 
and resources for people who have intellectual disabilities, their families, and the professionals who support them.  She is also the 
parent of an adult daughter with Down syndrome. While the parents were learning, 24 teens and adults were discussing safety, 
hygiene, dating and friendships at the concurrent session with certified Sexual Health and Disability Educators.

Bodies and Boundaries Workshop - featuring Terri Couwenhoven

What you missed at Coffee Talk
DSAGSL holds monthly educational sessions for parents, caregivers and professionals.  Check out our website for archived sessions at dsagsl.org/resources. We also have an 

extensive lending library, where you can check out books for free. Browse at: bit.ly/SEmNm2. Enter library name (DSAGSL), no password necessary.

February
Incredible Flexible You: A Social Thinking 

Curriculum

Presenters: Sue Conklin, MS, CCC-Slp and President of 
Therapy Relief, Inc.

Highlights/Tips from presentation: 
•  Children observe, imitate, absorb and retain 1,000s 
of behaviors a day.
•  Visual schedules, like pictures with Velcro, help 
children with transitions because they can see what’s 
coming next.
•  Sometimes children don’t have the right words to 
say, so you should give them the words as opposed to 
saying “use your words”.
•  Teachable moments can come through either: 
redirection, role play, taking a smart guess, talking 
about feelings, sharing social stories, or using humor.
•  Always try to catch your children doing the right 
thing and praise them for it. Reinforce desired 
behaviors and try to ignore inappropriate behavior. 

March
Financial Planning for Caregivers of 

Individuals with Special Needs

Presenters: Valerie Baker and Sal Ferranto, Special Needs 
Planners, Cornerstone Financial and MetLife Center for 
Special Needs Planning

Highlights/Tips from presentation: 
•  Plan for future medical, educational and housing 
needs for your dependent. 
•  Review beneficiary designations. To continue to 
receive federal aid, dependents with special needs 
cannot have any assets in their name (cash, art, 
jewelry) that is worth more than $2,000.
•  Have a family meeting to discuss your dependent’s 
future needs. Just as caring for a dependent with 
special needs is a family affair, so is the related 
planning.
•  Speak with a special needs financial professional 
and create a team of professionals to assist you in 
planning. 

April
Down Syndrome and Autism Dual 

Diagnosis

Presenters: Dr. John Hartweger and Mary Hart, Board 
Members and parents and Jennifer Haughey of Easter 
Seals Midwest

Highlights/Tips from presentation: 
•  Approximately 1 in 10 children with Down 
syndrome will also be diagnosed with Autism.
•  In 2007, the AAP recommended routine screening of 
patients with Ds for ASD at 18-30 months.
•  Obstacles to diagnosis included under trained 
health professionals, parents inability to recognize 
ASD characteristics, diagnostic overshadowing (Ds 
interferes with detection), and diagnostic limitations. 
•  Treat Autism as the primary diagnosis. Your child 
will receive more services and therapies in school and 
through the health care system. Autism will likely 
present more challenging behaviors to manage than 
Down syndrome. 

Here are a few highlights from Terri’s presentation:
•  Teach correct names and function for private body parts beginning in early childhood
•  Teach what is private and what is public behavior and identifying private and public places
•  Private body parts stay covered in public places
•  Children should know who can touch their private body parts and who they can go to if someone else tries to touch 
them
•  Puberty in children with Down syndrome is not delayed – consider sharing information shortly before physical changes 
begin or as soon as noticeable changes are evident 
•  Self-care skills, such as proper hygiene, grooming and dressing can and should be taught 
•  Use simple language, pictures, diagrams, and social stories to teach and reinforce learning
Terri’s book, Teaching Children with Down Syndrome about Their Bodies, Boundaries and Sexuality provides in-depth 
information on these topics.  We have several copies in our lending library.

You can find more information about bodies, boundaries and hygiene at dsagsl.org/puberty-and-sexuality.
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AWARENESS & ADVOCACY

Disability Rights 
Legislative Day

On April 2, DSAGSL participated in the annual 
Disability Rights Legislative Day in Jefferson City. 
DSAGSL was proud to be a part of the planning 
committee for this event. Lobbying priorities this 
year included expanding Medicaid asset limits in 
Missouri and continuing the success of the Money 
Follows the Person program.  

We always welcome parents and self-advocates who 
want to represent our members and make important 
change affecting people with Down syndrome. 
Contact our office to learn more about how you can 
advocate for DSA and our entire community!

World Down Syndrome Day Celebrations
Media Appearances Community GroupsFacebook Campaign

DSAGSL was fortunate to spread 
awareness and support of World Down 
Syndrome day with the following media 
outlets: 

•  KMOX Radio: The Mark Reardon Show

•  Radio Disney

•  KSDK: Show Me St. Louis

•  KPLR: Afternoons on 11

All of the self-advocates, staff and family 
members who made appearances did an 
awesome job spreading the word to our 
community!

The DSAGSL’s Facebook page ran a 
campaign called “21 Days of World 
Down Syndrome Day” from March 
1-21 to showcase the many abilities 
and personalities of people with 
Down syndrome.

DSAGSL Community Groups in St. 
Charles, the Metro East and Southern 
Illinois all hosted their own events 
with food, games, activities and more 
for people with Down syndrome and 
all of their families and friends!

To learn more about DSAGSL 
Community Groups in your area, visit: 
dsagsl.org/community-groups.
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Mark your Calendar
Mark your calendar for these  recurring DSAGSL programs, workshops and clubs. For more information or 
to RSVP, contact Erin at 314.961.2504 or erin@dsagsl.org

Coffee Talk

DSAGSL Toastmasters St. Louis

DSAGSL Comic Book & Art Club

The DSAGSL holds monthly educational sessions for parents, caregivers and professionals. Be sure to 
check out our website for archived versions of Coffee Talks at dsagsl.org/educational-programming. 
Coffee Talks are held on the third Tuesday of every month, except July. Upcoming dates and topics are:

May 20: Care of Self/Care of Others, 6 - 7 pm, DSAGSL Office
June 17: Down Syndrome & Alzheimer’s disease, 6 - 7 pm, DSAGSL Office
August 19: Back to School Night, *6 - 8 pm, DSAGSL Office
September 16: Mental Wellness in Teens & Adults, 6 - 7 pm, DSAGSL Office

*Back to School Night topic is a special two-hour edition.

The DSAGSL Toastmasters group is a great way to improve public speaking skills, build 
confidence, make friends and enhance professional skills. Teens and adults of all abilities 
can join our inclusive, welcoming club. Toastmasters meets at the DSAGSL office the first 

Tuesday of every month from 6 - 8 pm or at the Arnold Library on the first Monday of 
every month from 3 - 5 pm. Upcoming dates are:

DSAGSL Office: June 3, July 1, August 5, September 2
Arnold Library: June 2, July 7, August 4, September 1

The DSAGSL holds monthly meetings for Comic Book & Art Club. This club 
is a great way to perfect skills like reading, writing, art and conversation. 
Members are currently writing their own stories and are frequently visited 
by Gateway Superfriends! Comic Book & Art Club meets the third Tuesday 
of every month from 6 - 7 pm at the DSAGSL Office.  Upcoming dates are:

May 20, June 17, July 15, August 19, September 16

NEW Therapeutic Playgroup
The DSAGSL is now hosting monthly play groups for 0 - 3 year olds on the first Friday of 

every month, from 9:30 am - 11:30 am at the DSAGSL Office. Parents and caregivers can 
enjoy coffee and visit while their babies and toddlers engage in therapeutic play and fun. 

Upcoming dates are:

June 6, July 11*, August 1, September 5

*The July date is moved back one week, due to Independence Day.
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Save the Date
Save the date for these upcoming DSAGSL fundraisers, family events and programs. For more information or 
to RSVP, contact the office at 314.961.2504. For a complete list of events visit: dsagsl.org/calendar-of-events.

Step Up for Down Syndrome
9 am
Upper Muny Parking Lot
Forest Park

Family Movie Night
6:30 pm
DSAGSL Office

Birdies and Bass
Golf Tournament
9 am
Persimmon Woods Golf Course in 
Weldon Springs

Magic House Night
6 pm - 8 pm
Magic House in Kirkwood

DSAGSL Annual Meeting
6 pm
DSAGSL Office

New Mother’s Luncheon
11 am - 1 pm
Location TBD

Walk in the Park
3 pm
Busch Stadium

Family Movie Night
6:30 pm
DSAGSL Office

JUNE

2
JUNE

8
JUNE

23
JUNE

27

JULY

14

JULY

1

JULY

21

JULY

30
AUGUST

9
AUGUST

15
AUGUST

23
SEPTEMBER

12
SEPTEMBER

13

Summer Tennis Club Begins
7 pm - 8pm
Location TBD

Bodies and Boundaries Series
Time TBD
DSAGSL Office

Chef for Life Begins
4:30 pm - 6:30 pm
Location TBD

Lego Nature Connects
10 am
Missouri Botanical Garden

Education Strategies for Success 
w/Patti McVay
9 am - 3 pm
DSAGSL Office
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dsagsl IN ACTION Our members and fans at 
work in the community

8

DSAGSL
Out and About

See how DSAGSL Staff and 
Community Ambassadors helped 
spread awareness and support in 
our area.

11 Celebration Baskets 
have been delivered to 
the home or hospital of 
our new babies

45 students at Parkway 
West  High School 
heard a presentation 
about DSAGSL and 
what we do

10 pharmacy students 
from the St. Louis 
College of Pharmacy 
heard a presentation 
about Down syndrome 
for health professionals

12 caregivers from 
the Vintage Support 
Group in Belleville, IL 
heard a presentation 
about aging and Down 
syndrome 

20 second graders at 
Robinson Elementary 
heard a presentation 
on how to be a good 
friend to someone with 
special needs

Kids Making a Difference

To celebrate World Down Syndrome 
Day and in honor of their classmate, 
Olivia Klaus, these 4th graders collected 
several hundred dollars worth of baby 
items for our Celebration Baskets.

Gateway Science Academy 
Caring Club

New Sister Chloe
9 year old, Chloe Schultz sold 
t-shirts at her school to raise 

awareness about Down syndrome 
and celebrate her new baby 

sister, Olivia. She raised $175 and 
donated it to the DSAGSL.

Fox Middle School
Leadership Class

This group raised awareness about 
Down syndrome by creating a video 
about the DSAGSL and showing it to 
the whole school.  They also organized 
a Donuts for Down Syndrome 
fundraiser and collected $255.
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What is Step Up for Down Syndrome?

The DSAGSL hosts Step Up for Down Syndrome (SUDS) each year as its annual awareness and fundraising walk. The walk takes place 
in June in St. Louis and is the largest fundraising event for our organization. Families, friends and co-workers join forces in teams for 
their favorite people with Down syndrome for a day of fun, support and a little exercise.

How can I register?

Register online now at www.dsagsl.kintera.org/stepup and get your team together to spread the word and make a difference with 
SUDS! Every participant (walker) can create their own fundraising page to share with friends and family members! Fundraising pages 
are a great way to invite the people you know to celebrate individuals with Down syndrome, while sharing your personal story.

Step
UP for

Down
Syndrome

Down Syndrome Association of Greater St. Louis

Sunday, June 8
Upper Muny Parking Lot

Forest Park, St. Louis

9 am: Registration
9 am - 12:30 pm: Family Festival

10:00 am: Walk Begins

Registration now open!

Join us on June 8 at Forest Park
and Step Up for Down Syndrome! 

Birdies & Bass 
Golf Tournament
Monday, July 14

Persimmon Woods Golf Course
Join us for our signature golf event!  Teams compete in a full day of golf 

preceded by a fishing derby where, thanks to help from our self-advocates, 
teams can shave strokes off their golf score by reeling in a big fish from one 
of the lakes on course.  Our event also features an auction, as well as great 
food and drinks.  For more information contact Jeremie at 314.961.2504 or 

jeremie@dsagsl.org. We hope to see you there!
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past event RECAPS

3.29.14  New Family Brunch
The first New Family Brunch was held at the Jewish Community Center.   Twenty 
new families, including parents, grandparents, and other family members 
enjoyed brunch and listening to speakers share their life experiences.  The new 
babies with Down syndrome and their siblings were entertained by Giggles 
the Clown and were cared for by our wonderful volunteers, while the families 
enjoyed the brunch.

2.22.14  DSAGSL New Office Open House

Our new office Open House was a very fun day!  The new office was packed 
with new and veteran families.  Everyone mixed, mingled, and enjoyed snacks 
and cake.  Thanks to all of our members for their support and patience while 
we moved into our bigger, better space. If you missed it, feel free to stop by 
anytime Monday - Friday, 9 am - 5 pm for a quick tour!

3.23.14  Relay and Run for 21

DSAGSL was proud once again to support DADS St. Louis at the annual Relay 
and Run for 21.  Hundreds of runners took to the streets for a half marathon 
supporting local Down syndrome organizations.  We are grateful to the DADS 
for all they do for DSAGSL!

5.10.14  Family Picnic

The DSAGSL and the Pujols Wellness Center held a fun annual picnic for our 
members and families.  The day was a blast with music, bounce houses, face 
painting, games and crafts! Thanks to all of the families and volunteers who 
attended, as well as the Florissant Knights of Columbus who provided a yummy 
lunch! 

3.15.14  St. Patty’s Trivia Night

Fun was had by all at our annual Trivia Night at CBC High School with food, 
drinks, family, friends and trivia.  The event raised over $31,000 to benefit 
the lives of people with Down syndrome and their families.  We would like to 
extend our gratitude to the event sponsors, food and refreshment sponsors, 
volunteers,  and attendees who made the night a complete blast!

what we’ve been up to
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community GROUPS
DSAGSL Community Groups provide information, resources and/or emotional support for parents and friends of 

individuals with Down syndrome.  Each group has its own personality based on location, culture, native language 
and the age group(s) they serve.  Contact the groups below for more information about their respective events, or 

call 314.961.2504 if you belong to a group that would like to be a part of our community group network.

MISSOURI

Dual Diagnosis Autism Spectrum 
Disorder and Down Syndrome Support

CONTACT
sherry.bowen@lifeskills-mo.org

(314)432-6200

Heartland Community Group 
(Southeast Missouri and Southern Illinois)
Facebook: facebook.com/HeartlandDSA

CONTACT
 heartlanddsa@msn.com 

(573)334-5685

Central Missouri Down Syndrome 
Family Network

CONTACT
centralmodsfamilynetwork@gmail.com

 (573)230-7230
Facebook:  facebook.com/centralmods-

familynetwork

Down Syndrome Group of the
 Lake of the Ozarks 

(Camdenton, MO and surrounding areas)
CONTACT

dsgloz@hotmail.com
(573)374-8337

Jefferson County Community Group
CONTACT

Facebook: facebook.com/jeffcods
erin@dsagsl.org

Kirkwood/Webster Community Group
CONTACT

joyce@objectnirvana.com/(314)822-2227; 
dewdrop519@yahoo.com/(618)570-8485; 

emily.rafliff@logan.edu/(636)236-5759

Dads Appreciating Down Syndrome 
(DADS)

CONTACT
dadsstl@dadsstl.org 

Website: www.dadsstl.org
Facebook: facebook.com/pages/DADS-

St-Louis-Chapter/134721146598480

North County Community Group
CONTACT

vrcorg@ymail.com
(314)222-7047

Facebook: facebook.com/pages/North-
County-Down-Syndrome-Community-
Group-STL/501592436546406?fref=ts

Saint Charles County 
Community Group

CONTACT
downsyndromestc@gmail.com

(636)395-0110
Facebook: facebook.com/stcdsgroup

Northern Missouri Community Group
CONTACT

beckyjpike@gmail.com, (660)627-7453;  
kmccurry@shighway.com, (660)258-7204

Facebook: www.facebook.com/pages/
Down-Syndrome-Community-Group-of-

Northern-Missouri/356892451086093

ILLINOIS
 

Metro East Down Syndrome Alliance 
(Shiloh, Illinois and surrounding areas)

CONTACT
amb2728@gmail.com

(618)593-6169
Website: metroeastdsa.org
Facebook: facebook.com/

groups/245883765486/ 

Southern Illinois Community Group
(Carbondale, Creal Springs, IL

 and surrounding areas)
CONTACT

jaakdander1@yahoo.com, (618)922-5846 
Facebook: facebook.com/pages/South-
ern-Illinois-Down-Syndrome-Support-

Group/10150122313390495

Riverbend Down Syndrome Association
(Southwest Illinois)

CONTACT
secretary@riverbendds.org

(618)667-8771
Website: www.riverbendds.org 

OTHER DOWN SYNDROME 
GROUPS

 
Down Country

(Hannibal, Quincy and surrounding areas)
CONTACT 

info@upatdowncountry.com
217-617-3568

Website: www.upatdowncountry.com
Facebook:  facebook.com/

UpatDownCountry

Down Syndrome Group of the Ozarks
(Springfield, MO and surrounding areas)

CONTACT
 info@ozarksdsg.org

(417)885-9905 or (888)655-5173
Website: www.ozarksdsg.org 

Lincoln Land Down Syndrome Society
(Springfield, IL and surrounding areas)

CONTACT
lldss@comcast.net

(217)741-1832
Website: www.lldss.org

Mineral Area Down Syndrome Group
CONTACT

bshelton@centralr3.org
(573)701-3576

SHARE IT!
If you know of an 
event, activity or social 
outing that might interest 
other families in the area, let 
us know! Email emily@dsagsl.org 
with all the info so we can share it 
with our community.
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Check it out!

Stay in touch with the DSAGSL

Sign up to receive our weekly e-blasts, and you won’t miss a beat.  Visit 
dsagsl.org, click the  purple “Registered User Login” button in the top right 
corner and enter your information.

Volunteer with the DSAGSL
Upcoming Events:
Lydia Cox Memorial Bike Camp: Monday, June 2 - Friday, June 6
Step Up for Down Syndrome: Sunday, June 8 
Birdies and Bass Golf Tournament: Monday, July 14
Volunteer friends and mentors: Needed for teens and adults with Down syndrome

Interested in volunteering with us? Contact the DSAGSL office at 314.961.2504.

Wish List
Office Needs

Drop by our office if you would like to donate 
any of the following items: 

Colored paper
$0.48 or Forever stamps
Bubble/padded mailing envelopes
General office supplies
Paper goods (plates, towels, etc.)
iTunes gift cards (app downloads)
Gift cards to local grocery stores

New Baby Registry
Purchase a gift or two from one of our baby registries at Target 
or Babies R Us. Find our wish list by searching ‘dsagsl’ (first 
name) ‘babies’ (last name) in-store or online. Contact Christy at 
314.961.2504 or christy@dsagsl.org with questions.

New Books in the Lending Library

Getting Started: iPads 4 Special Needs, Ed 1 by Sami Rahman. 
My Name is Sean and I have Something to Share, by Sandra Assimotos McElwee. 2014
Targeting Language Delays: IEP Goals and Activities for Students with Developmental 
 Challenges, by Caroline Lee, L.C.S.T. 2014
Who’s the Slow Learner: A Chronicle of Inclusion and Exclusion, by Sandra Assimotos McElwee. 
 2014


