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A registry is a place to store detailed information about a person with a specific condition. In this case, DS-Connect™ is for people with DS. 
[NIH] hopes that DS-Connect™ will answer two important needs. First, doctors and scientists studying DS need first-hand information to 
understand how DS affects people. Second, they need to find new educational, behavioral and drug treatments and study whether they 
are effective in people with DS. This Registry will help to find those people who might be eligible to take part in these studies. All studies 
will be reviewed by the DS-Connect™ Coordinators before contacting any Registry members who may qualify. Scientists will not be able to 
contact families directly.
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Who, what and why of the National Down Syndrome Registry
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This new patient  registry  provides a new resource to individuals with Down syndrome and their families
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Image of dsconnect.nih.gov, the official website for the National Down Syndrome Registry

In the past month, the National Institutes of 
Health has successfully launched the first-
ever Down syndrome patient registry, which 
“will facilitate contacts and information 
sharing among families, patients, researchers 
and parent groups” according to the website, 
dsconnect.nih.gov. But what does this mean 
for you and your family and why should 
you take the time to decide whether or not 
to register your child into the expanding 
database? For a family with a child with Down 
syndrome, there are plenty of questions to 
be answered. We are here to help with the 
important who, what and why. Information taken 
from FAQ section of dsconnect.nih.gov

WHAT: What is the Down Syndrome Registry, also known as DS-Connect™?

WHO: Can your family take part?

WHY: Why is this important for the community?
There are several ways DS-Connect™ can help people with DS and their families and caregivers. The Registry can connect its members with 
the larger DS community, including DS family organizations. DS-Connect™ can provide information to people with DS (and their family 
members) about Down syndrome. It can also provide information about new treatments for people with DS. DS-Connect™ can provide 
yearly updates about the medical care that is recommended at the current age of the person with DS. DS-Connect™ can also let people 
with DS (or their family members) know when they may be eligible for new research studies. Any member of DS-Connect™ can look at the 
overall results to learn how often a response is made by other members of the Registry.

Anyone living with a diagnosis of DS, including people with mosaic DS and partial trisomy 21, can participate in DS-Connect™. The whole 
registration process is easy - it should take less than 20 minutes.
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Dear Friends,

As this newsletter heads to print, Down Syndrome Awareness Month is upon us.  What 
an exciting time!  Our staff has been hard at work making presentations and connecting 
the medical community, educators, and the media to DSAGSL and our mission.  We’re 
also thrilled by the response to our social media campaign, and inspired by the passion 
of families who have spoken to their schools and otherwise worked to help St. Louis 

learn more about children and adults with Down syndrome 
– how more alike than different we are, and of course all the 
amazing things they can do!  Thank you for supporting these 
efforts so strongly, not to mention kicking off DSAM in full 
force with more than 2,400 of you attending Walk in the Park 
in September.

Awareness is in our mission for a reason.  Without it, 
the incredible individuals we serve will continue to be 
underserved and underappreciated.  While awareness is 
critical, we’re entering a season at DSAGSL where another 
word is perhaps even more critical: ACTION. 

Several items to bring to your attention – and call you to action – as we close out 2013 
and look ahead to the New Year:

•	 In this newsletter is more info about DS-Connect, the national Down syndrome 
registry launched by the National Institute of Health.  We encourage you to learn as 
much as possible about this effort, especially how registry data can lead to advances 
in research and quality of life for individuals with Down syndrome, and consider 
joining others in the area who have already participated. 

•	 Many of you have noted how helpful our Helpline program has been in the past.  
We’ve listened, and have taken a step back in that direction with the launch of our 
SOS (Sharing Our Strategies) group on Facebook.  Whether you need information 
or want to share what you’ve learned, take a moment to connect with local families 
and help our community to be more informed. 

•	 We still have work to do on the ABLE Act!  Support continues to grow, yet Senator 
Blunt of Missouri is the lone Senate cosponsor in our region.  Likewise, many districts 
in Missouri (2nd & 8th) and Illinois (12th & 15th) have yet to commit.  The blog on 
our website has details about ABLE and how you can use your voice to support this 
legislation. 

•	 We also have several opportunities coming up where we hope to see you in person!  
We’re excited to welcome families to the Magic House in November, and to our 
annual holiday party in December.  In addition, 2014 will bring several new programs, 
speakers, and other chances to personally connect with our mission.  We’re excited 
to bring these to you, and to hear from you about how we can continue to serve 
you well.

 If I’ve grown aware of one fact at DSAGSL, it’s that our network of families and friends 
is as close as any I’ve ever seen.  There are so many chances for us to learn, grow and 
become even closer in the months to come.  Please choose one of these opportunities 
to take action and make our community aware of your role in the DSAGSL family. 
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through individual and family supports, education, public awareness, and advocacy.
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The photo shoots are done and our 2014 Friends for All Seasons calendar 
ready for purchase. At just $10, these  popular calendars are a deal! Just visit 
our website at www.dsagsl.org or call our office at 314.961.2504 to place 
your order today!

All individuals who were photographed by one of our professional 
photographers are included in the calendar. If you have a question about your 
child’s photo, please contact Michelle at michelle@dsagsl.org.

2014 Friends for All Seasons calendar ordering is HERE!
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don’t miss 
our new...

JOIN US!

On the third Tuesday of 
every month starting 

August 20...

...in the DSAGSL OFFICE 
from 6:30-7:30pm...

...comes a new 
club dedicated to 
perfecting SUPER 
skills like reading, 
writing, art and 
conversation....

DON’T 
MISS 
OUT!

email ERIN@dsagsl.org 
to RSVP for our FIRST 
meeting of the MINDS!

Our Coffee Talk schedule is changing!
Starting in November, join us on the third Tuesday evening of each month for 
Coffee Talk. Same great conversations, same great guests - just a new time! And, 
if you have a teen or adult with Down syndrome, feel free to bring them along to 
take part in Comic Book Club, which is held at the same time!

For questions or to RSVP for Coffee Talk, contact Erin at erin@dsagsl.org.

Gift a little, do a lot - the DSAGSL now has it’s own new baby registries!
We work to make new parents of children with Down syndrome feel welcomed 
into our community by providing them with the support and resources they 
need during the first moments of their child’s life and beyond. Recently, we 
started a new initiative to enhance their first days with their little one - our new 
baby welcome baskets! You can help fill our baskets with the essentials (and 
some really cute onesies) by purchasing a gift or two from one of our baby 
registries, now available at Target and Babies R Us. Finding our wish list is easy 
- simply search (first name) ‘dsagsl ‘ (last name) ‘babies’ in-store or online. Have 
questions? Contact Christy at 314.961.2504 or christy@dsagsl.org.
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Lindsey has a pretty 
busy schedule 
between competing in 
5 different sports for 
Special Olympics but 
she finds the time to 
help out in our office on 
Wednesday morning 
each week. Lindsey 
does a great job 
answering the phone, 
greeting our office 

visitors and helping with any project that is happening 
that day. A huge fan of the St. Louis Cardinals, Lindsey 
also keeps us updated on the latest Cardinals news and 
can talk baseball with just about anyone. She says her 
favorite thing about working in our office is answering 
the phones - and she’s good at it, too!

Paige joins us every 
Thursday morning in 
the DSAGSL office and 
really lights up our day! 
Paige  is a fast learner 
and has caught on with 
the jobs in our office 
very quickly. She also 
knows sign language, 
since she wears hearing 
aids, and tries to help 

us learn it, too! Paige has a big family in St. Louis and 
also two dogs, Max and Riley, and she loves getting to 
know the people who come into our office. She says her 
favorite thing about working at the DSAGSL is helping 
others. Thank you for helping us, Paige!

self advocates AT WORK

let’s go CARDINALS!

4

On September 12, the Cardinals and Jason Motte invited 12 of our families to 
Busch Stadium to meet Jason and take in a game. Everyone had a great time!

Lind
sey 

Haw
kins

 

Pai
ge 

Bru
ne

Each week, the DSAGSL office is lucky enough to have three self-advocates lend their time to work in our office. 
Meet our newest volunteers - Lindsey and Paige! (and come visit them sometime!):



Fall  2013 Fall 2013 Family Connection 5

September 28
Busch Stadium

Walk in the Park 2013 was another success! 
Despite a change in schedule, we enjoyed 
an afternoon with over 2,000 of our closest 
friends watching the Cardinals beat the 
Cubs in one of their last games of the 
regular season.

Thank you to all of our walkers, volunteers 
and sponsors! 

Our friends came 
out in crowds for 
WITP 2013 !

Over 2,000 people 
showed up to walk 
with us, despite the 
last minute change to 
game time.

Families, big groups, 
small groups - friends, 
family and co-workers 
all came out to raise 
awareness for Down 
syndrome!

Walkers got to meet 
players from both 
teams - and some 
lucky ones got to be 
on the field and throw 
the first pitch!

See you 
next year

!
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This October, we’ve been busy celebrat-
ing Down Syndrome Awareness Month! 
Check out some of the ways we raised 
awareness in our community, and let us 
know what you did by telling us at on 
Facebook! 
(www.Facebook.com/dsagsl) We shared so 

many pictures 
from proud 
parents on 
social media

Our poster series, created with photos 
from real families in our community, 
was distributed throughout Missouri 
and Illinois and shared on social media 
to raise public awareness

We made it easy to help 
spread awareness, no matter 
how much time you have! 
Whether you have one minute, 
five minutes or one hour, there 
is something you can do!

>

>

>
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AWARENESS & ADVOCACY

ABLE Act Update

As you may already know, the ABLE (Achieving a Better Life Experience) Act was introduced in 2012 and with it’s passage 
would allow families to be able to set aside funds in a tax-free savings account to provide for costs associated with healthcare, 
employment, housing, transportation and education. While it had wide bipartisan support in both the House and Senate, it 
was never called for a vote and was reintroduced in 2013 as H.R. 647 (introduced by Rep. Ander Crenshaw, R-FL) and S. 313 
(introduced by Sen. Robert Casey, D-PA).  As of February 15, 2013, the bill was referred to the House Subcommittee on Health 
and the Senate Subcommittee on Finance.  As of right now, thanks to the hard work of many at the National Down Syndrome 
Society and the countless others who have pushed for Senate sponsorship of this important bill, the ABLE Act currently has 
269 cosponsors in the House and 46 cosponsors in the Senate. This bipartisan, bicameral legislation is being led by Reps. Van 
Hollen, Crenshaw, Sessions, and McMorris Rodgers and Sens. Casey and Burr

The ABLE Act still needs your support! Contact your state Senators and ask them to cosponsor the bill - visit www.NDSS.org to 
see the complete list of bill cosponsors.

DSAGSL awareness and advocacy in action

Our members and staff have been hard at work raising awareness about Down syndrome and educating the community - check out 
what they’ve been up to!

•	 DSAGSL members and staff presented in over 15 classrooms in the metro-area about Down syndrome awareness. 
•	 500 awareness posters were distributed and shared in classrooms, medical centers and public spots around town. 
•	 We showcased the talents of over 40 of our members with Down syndrome at our first annual DSAGSL Talent Show! 
•	 Our October Coffee Talk featured Kristi Peck, Education Consultant, to discuss promoting inclusion in the classroom 

and community.

Updates on the Ethan Saylor case

In January, Ethan Saylor, a 25 year-old man with Down syndrome, had finished viewing a movie at a local theatre wanted to 
stay and watch the movie again. At the time, his aide had gone to the car and wasn’t there to pay for another ticket. Off-duty 
officers were called into the situation and restrained Saylor, who sadly passed away in the process. 

Although an autopsy report determined Saylor’s death to be a homicide, there have been no charges filed per a decision from 
a grand jury. The medical examiner cited that Down syndrome, physique and heart disease made Saylor more susceptible to 
sudden death in stressful conditions that would compromise his breathing.

In September, as a response to petitions and calls for action, Maryland Governor Martin O’Malley issued an Executive Order 
to improve training to help law enforcement personnel, paramedics and other first responders better respond to situations 
individuals with intellectual and developmental disabilities. Included in the plans is evaluation of the current training and 
development of recommendations about statewide training standards for Maryland. State and local officials, as well as 
disability advocates, will take part in developing training. 

In an effort to keep our members completely up to date on the happening of this case, and on what we can all do to help 
Ethan’s family and friends, we have a blog dedicated to updates in the case - visit us at www.dsagsl.org/category/news to read 
and follow as the story progresses.
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DSAGSL Monthly Events
Various monthly dates

Coffee Talk - open to all parents and guardians 

Meetings are held in the DSAGSL office at 6:30pm
•	 November 19: Toddler Behavior
•	 December 17: Current Research in Ds
•	 January 21: Apps Make Learning Fun
•	 February 18: Preparing for your IEP

Comic Book Club - open to all abilities, age 16+ 

Meetings are held at the Ladue Barnes &  Noble at 6:30pm
•	 November 19
•	 December 17
•	 January 21

Toastmasters - open to all abilities, age 18+

Meetings are held in the DSAGSL office at 6:30pm
•	 November 4
•	 December 2
•	 January 7

upcoming EVENTS
Night at the Magic House 
November 24

We’re headed to the Magic House again! Join us on November 24, 6-8pm, at one of St. 
Louis’ best (and most fun!) attractions.  This event is FREE and open for the whole family 
to enjoy the night, and parking is included. 

RSVP now to make a night of it! Contact us at 314.961.2504 or info@dsagsl.org.

DSAGSL Annual Holiday party
December 8

Our annual holiday party returns this year and it’s sure to be great fun for the whole 
family! Mark the date on your calendar now and plan to join us on December 8 - the 
party is still a few months away but the holiday season fills up fast! Keep an eye on our 
Facebook page and website for more information. Please note new date of December 8.

2014 Trivia Night 
March 15

It’s back! Our annual Trivia Night is coming a little earlier in 2014 and we are celebrating 
with a St. Patrick’s Day theme. Keep an eye on your email, our website and Facebook for 
details of the event and when to sign up your team. 

mark your calendars - 
we’ll see you there!
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Don’t miss out!
Contact us at 314.961.2504 or 

info@dsagsl.org for more info or to RSVP
For more events from our community partners, visit our 

website at www.dsagsl.org
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dsagsl HIGHLIGHTS
The DSAGSL and the St. Louis Rams team up

St. Louis sports teams have once again proven to be the very best

In an announcement earlier this fall, the St. Louis Rams have and 
cornerback Cortland Finnegan become the newest partners of the 
DSAGSL and our community. We kicked off the new friendship on 
October 6 during a Rams home game, when a handful of our families 
got to join the team on the field at the Edward Jones Dome before game 
time, catch a great game and have a meet and greet with Finnegan. 

We’re excited for the multitude of opportunities this partnership will 
provide and can’t wait to share future plans with our community. In the 
meantime, look out for us in video PSAs and photos with our favorite 
NFL team!

SOS

Calling all parents! Our newly-launched Facebook group, SOS (Sharing Our Strategies) is the perfect way to connect with other 
parents and ask their advice on anything from IEPs to the best area activities. Find us on Facebook and join today!

Souvenir  Shop

We’ve launched a new line of apparel and souvenirs and they are all for sale all the time! We have kids and adult T-shirts and 
hats, reusable shopping bags and car magnets that will really show your love for the DSAGSL for sale in our office and at all of 
our events. Come and get ‘em before they’re gone!

Down Syndrome Research

There are numerous studies on Down syndrome taking place all over the world and we want to highlight those that are working 
to improve the lives of individuals with Down syndrome. Researchers are studying ways to improve cognition, learning and 
memory.  They are also studying the correlation between a certain asthma medication and a boost in cognition. 

What does this mean for individuals with Down syndrome?  It means that perhaps in this lifetime there could be medication to 
improve learning and memory.  Improved cognition may lead to increased success with independent living, social interactions, 
and education.  Imagine the possibilities!

Current studies
The NDSS provides a listing to give information about research currently ongoing on the subject of Down syndrome. See 
their directory and learn more at www.ndss.org/Resources/Research

Learn More about Research
www.dsrtf.org – Down Syndrome Research and Treatment Foundation
www.researchds.org – Research Down Syndrome
www.globaldownsyndrome.org – Global Down Syndrome Foundation 
www.Lejeuneusa.org - The Jerome LeJeune Foundation

check out what we’ve 
been up to lately
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past event RECAPS

9.28.13  Walk in the Park
This year’s Walk in the Park once again brought together families from the St. Louis area 
and beyond for a day of fun, baseball and an experience that filled the stadium with 
excitement! Tickets to the event included a commemorative t-shirt, wristband to walk the 
warning track before the game and, of course, tickets to the game, where we watched the 
Cardinals beat the Cubs. Thanks to all our walkers and sponsors - see you next year!

9.7.13  New Mom’s Luncheon
In September we once again welcomed new moms to the DSAGSL family with a 
luncheon at J. Gilbert’s restaurant in West County, with help from our friends at the 
Pujols Family Foundation. New moms who attended received a goody bag of things 
for mom and baby, a delicious (and free!) lunch and an afternoon of meeting other 
parents starting the same life path as they are. Thanks to PFF for working with us to 
make this luncheon happen and to all the moms in attendance!
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9.21.13  Pumpkinpalooza
Happy fall! To bring in the new season, we partnered with the Pujols Family Foundation to 
give our families an afternoon at Rombach Farms Pumpkin Patch in Chesterfield.  Families 
in attendance enjoyed the petting zoo, corn maze, haunted house, face painting, BBQ lunch 
and a free pumpkin for the kids! We can’t wait to celebrate fall again next year!

Special visitors at September’s Comic Book Club meeting
We held the second meeting of our Comic Book Club in September and had a special 
visit from the Gateway Superfriends! Club members read comics together as a way to 
sharpen reading and conversation skills - and to meet new friends! Our club meets on 
the third Tuesday of every month and there is always room for more! Contact 
erin@dsagsl.org for more info and to RSVP

9.12.13 Motte’s Mob
The St. Louis Cardinals and pitcher Jason Motte graciously extended another invitation for 12 
of our families to come to Busch Stadium for a meet and greet with Jason and to take in the 
baseball game. Everyone had a great time and we couldn’t be more thankful to the Cardinals 
and Jason for making this happen once again!

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 are part of 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
carlawerk@charter.net

(314)420-4450.

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 
or  crisbyrd@hotmail.com, (618)684-3295
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
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what we’ve been up to

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



Down Syndrome Association of Greater St. Louis
8420 Delmar Blvd., Suite 200
St. Louis, MO 63124
Phone: 314.961.2504     Fax: 314.989.1579
Website: www.dsagsl.org
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Check it out!we’re
going

GREEN!
Our newsletter got an overhaul and 
we’re taking the leap to a more 
nature-friendly delivery. If you want to 
get your DSAGSL newsletter exclusively 
via email, let us know! Contact us at 
314.961.2504 or info@dsagsl.org.

Doctor Recommendations

If you know a great doctor we can share with families in the area, 
please send contact info to christy@dsagsl.org 

Office Needs

Drop by our office if you would like to donate any of these items 

Upcoming events with the DSAGSL

Coffee Talk: Tuesday, November 19, December 17, January 21
Comic Book Club: Tuesday, November 19, December 17, January 21 
Toastmasters: Tuesday, November 4, December 2, January 7  
Night at the Magic House: Sunday, November 24
Holiday Party: Sunday, December 8
2014 Trivia Night: Saturday, March 15 

Computer monitor(s)
$0.46 or Forever stamps
Bubble/padded mailing envelopes

Post-It notes
Paper goods (plates, towels, etc.)
iTunes gift cards (app downloads)


