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From DSGSEMI’s President
Happy Spring!! Club 21, 4th Wall Theatre, Warrior Express, and Young Athletes Program
are in full swing. We're welcoming new babies every week. Soon, we'll be celebrating the
accomplishments of our actors, singers and dancers during their respective showcases. Kara
and Andy Yermak have been walking, running and hiking to honor our Ds Heroes since
World Down Syndrome Day on March 21st. DSGSEMI life is good.
It's difficult to think of Summer and Fall when Spring has just begun. Yet, that's what we're
doing. Paulette, your Executive Director, is working hard to create fun, family events that
gather together and strengthen our Ds community. Plans are in the works for your family
favorites - Fun Fridays, Water Park Day, and the Summer Picnic. Camp Skyline will be here
before you know it.
It will be the same for our Step Up for Down Syndrome (SUDS) Walk. In response to your
feedback, your SUDS committee has focused on the following during the Winter months:
 Scheduling the SUDS Walk on a Saturday in September - September 23, 2017
 Creating a realistic $15,000 budget
 Evaluating other venues and determining that the Detroit Zoo gives us the "biggest
bang for our family buck"
 Making on-site electronic registration and donation possible, when necessary
 Acquiring a more user-friendly event registration platform
 Obtaining a Raffle License from the State of Michigan so that we can bring back the
Tin Can and 50/50 raffles
 Brainstorming ways to make walk-day communication more effective so that logistics
can be managed more efficiently
 Contracting with our previous SUDS Walk photographer so that you can receive your
team picture on Walk day
Now we need your help to make the 2017 SUDS Walk what you would like it to be!
 PR/Marketing subcommittee members - Work with the Coordinator to get the
word out to the community and local media!
 Raffle Coordinator - Help the SUDS committee secure Tin Can Raffle items;
organize Tin Can Raffle items and 50/50 Raffle on Walk day; and, run the raffles.
 Vendor Awareness Coordinator - Implement a vendor scavenger hunt to increase
participant awareness and interaction.
 Family Activity Coordinator - Design simple activities in which our families can
participate before and after the Walk. You will have help!
Please call the DSGSEMI office at 248.556.5341 or email Info@DSGSEMI.org with "I want
to help!" in the subject line. We will respond immediately and take you up on your offer!
Sincerely,
Laura Hathaway
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From DSGSEMI’s Development Director
As we enter into the 2nd quarter of 2017, it’s time for you to meet the DSGSEMI
Development Board Member! I’m Gale Wilcox, committed and passionate to the
development of the DSGSEMI. What does the development board member do? Plan,
manage, recruit & train volunteer fundraising leadership, identify and cultivate prospective
donors. Whew! Quite a lot but I don’t do this all by myself.
At this time, our biggest fundraiser is the 13th Annual Step Up for Down Syndrome Walk.
There are many projects and tactics to make this walk successful. The donations we receive
are integral to continue the many programs offered to all individuals with Ds.
I welcome anyone that would like to join the Development Committee, it is fun, challenging
and rewarding. Please feel free to send me an email: Info@DSGSEMI.org with "I want to
help!" in the subject line; the amount of time you can commit to the committee as well as
your interest! There’s plenty to do before the walk, during the walk and after the walk.
I look forward to a prosperous 2017 for the DSG: expanded programs, engaging development
projects and continued advocacy reports. See you at the walk!
Sincerely,
Gale Wilcox
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From DSGSEMI’s Executive Director
Happy May! Spring is here and that means summer is just around the corner. Families are
enjoying their latest classes and outings. Softball season has begun with conditioning.
Dance and 4th Wall classes are on Tuesday nights. Young Athletes Program (YAP) will be
starting again in June and Club 21 continues this month celebrating Cinco de Mayo.
2017 is already off to a fantastic start! We were happy to join CADSA for 3 21 and celebrate
World Down Syndrome Day at the capital. Thanks to those who came out to raise awareness
and pride to the Down syndrome community. All this amidst programs such as play groups,
young athletes, and welcoming new little babies into our world.
We are so grateful and proud to have you joining us in our celebrations, our advocacy, and
our awareness efforts! Without you, the DSGSEMI would cease to exist! Families just like
yours created our organization, and we continue to thrive and grow because of your
involvement. So please continue to join us at events, support our fundraising efforts,
volunteer, and, most importantly, share your questions and needs with staff. We are
constantly changing and growing to better serve you, so please, always be in touch, and let us
know how we can achieve that goal together!
For those of you who are golfers (or who know golfers), consider joining us for the Golf
Outing! Registration will be open shortly. This event is one of our favorites of the year and
raises money for our life-changing programs and services around Southeast MI. Even if you
don’t golf, consider joining us for dinner that evening, becoming a sponsor, or making a
raffle donation. Save the Date: Friday, September 8th at WestWynd Golf Club of Rochester
Hills.
Looking back on April DSG had a great time at the Annual Easter Egg Hunt thanks to Mary
Vellucci and her TEAM of volunteers, the Knights of Columbus, and ONTV of Lake Orion
attended click here to see the video.
April found Mom’s Night Out enjoy the evening at Granite City. Join us in May at
Pasquale’s. As soon as the weather turns we’ll be headed outside for the summer and
somewhat to the West… watch for upcoming dates and details. In April Building Blocks of
Wellness, Renee and Deena Musser, RN, shared some great information regarding weight
management, BMI obesity and other characteristics of people with Down syndrome. Do you
know how to calculate your body mass index? We’re looking forward to the development of
a four week class this summer to talk more with our adolescents and adults.
Don’t forget on May 18 our next Parents & Professionals workshop will be at Troy
Beaumont at 6:30 about maximizing childhood development with Chiropractic Care by
Christina Coxon, DC of Organic Care in Rochester Hills.
Thank you for all you do every day to make the world a better place for people with Down
syndrome! See you soon at one of our events!
All the best,
Paulette
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The DSG Advocacy Committee
Gary Koutsoubos, Chair
Sherri Karabelski

Jorja Rapelje-Frank
Karla Barnett

This afternoon, the US House passed the American Health Care Act (AHCA), H.R. 1628,
which includes massive cuts to Medicaid that affect not only our Ds community, but the
disability community as a whole in a variety of ways.
A Little-Noticed Target in the House Health Bill: Special Education
House Passes Health Care Bill Alarming Disability Advocates
However, the House vote was only the first step in a long legislative process. The bill now
goes to the Senate, where it is already being met with some criticism from both
parties. We expect some major changes to the House version, if not a completely different
bill.
IF the Republican members of Senate can gather enough support to pass their version of the
bill, which at this point is no guarantee, the bill goes back to the House for Reconciliation.
(Reconciliation is where the House votes on the changes made by the Senate). From there,
assuming that the House makes changes to the Senate version, the Senate will then have
their own Reconciliation vote. If that vote passes, only then will the bill go to the President
for his signature.
So, as you can see the bill has a long way to go, with many changes, amendments and
versions to come.
In the meantime, please call your Senators and tell them to restore what was cut from
Medicaid. The National Down Syndrome Society has helpful information to use when you
call. (LINK)
Please let us know if you have any questions and we will keep you up to date as the bill
makes it way through Congress.
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“The National Down Syndrome Society continues to have a number of serious concerns with legislation
(H.R. 1628) approved by the House of Representatives on May 4 to repeal and begin replacing the
Affordable Care Act (ACA). As the legislation advances to the next stage in the process, we urge the
House leadership to work with their counterparts in the Senate to make changes to those provisions
that are detrimental to individuals with Down syndrome and their families.
Examples of provisions of H.R. 1628 that are of serious concern include:
 Caps on Medicaid Payments to the States – Medicaid is a program that reaches far beyond the
scope of healthcare and encourages people with Down syndrome to live and work in their
communities, develop assets that reduce dependence on public benefits, and avoid costly and
segregated nursing homes or institutions. Enactment of a per capita Medicaid spending cap
threatens to halt the progress that has been made nationally in promoting home and communitybased services, improving the coordination of care and services resulting from medical
complexities, and facilitating economic independence for people with Down syndrome. That’s
because the caps are intended to slow the rate of federal health care spending, and will do so at
the expense of optional Medicaid services such as employment supports through Long-Term
Services and Supports (LTSS), and Home and Community-Based Services (HCBS).
 State Waivers of Essential Health Benefits (EHBs) – Among the 10 EHBs proscribed in the
ACA are rehabilitative and habilitative services and devices. These services are particularly
important for individuals with Down syndrome, who typically face delays in basic physical,
cognitive, language, social and self-help skills. Their having access to early intervention and
habilitative services is critical for achieving optimal health outcomes, improving skills and
functioning for daily living, and becoming active and productive participants in their
communities.
Individuals with Down syndrome are living longer than ever before. Today, as many as 80 percent of
adults with Down syndrome reach the age of 60, and many live even longer. This necessitates access to
affordable health care and long-term services and supports throughout an increased lifespan. Unless
calibrated to account for both the complicated health care needs and supportive services that people with
Down syndrome will face throughout their lifespan, the reforms adopted as part of H.R. 1628 will
undermine the progress that has been made in promoting self-determination, independence, productivity,
and integration and inclusion.
NDSS will continue to work with Congress and the Administration to ensure that any final health care
reform legislation addresses these concerns, and advances the goal of improving health
outcomes, increasing access to quality care, and advancing economic opportunity for all individuals with
Down syndrome and other disabilities.”

Locally, Michigan's Lt. Governor, Brian Calley, recently sent a letter to US Secretary of
Education, Betsy DeVos, requesting they send back the Every Student Succeeds Act (ESSA)
because it doesn't have high enough standards for students with disabilities. You can check out
an article from Education Week here. To read the Lt. Governor's letter, please click here.
Please let us know if you have any questions or ideas.
Thanks,
-Gary N. Koutsoubos
Chair, Advocacy Committee
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Last week, the U.S. House of Representatives narrowly approved H.R. 1628, the American Health Care
Act, which would repeal and begin replacing significant parts of the Affordable Care Act (ACA). As you
know, the National Down Syndrome Society continues to have a number of serious concerns with the
House-passed legislation, especially provisions that make changes to Medicaid and private health
insurance plans that are detrimental to individuals with Down syndrome and their families.
The legislation (and our advocacy) now advances to the U.S. Senate, where it is expected to be
substantially rewritten over the next few months. The Senate Majority Leader Mitch McConnell (RKY) just announced the establishment of a task force of U.S. Senators who will be tasked with
developing an alternative version of legislation to repeal and replace the ACA. The task force includes:
Mitch McConnell (R-KY) - @McConnellPress
John Cornyn (R-TX) - @JohnCornyn
John Thune (R-SD) - @SenJohnThune
John Barrasso (R-WY) - @SenJohnBarrasso
Mike Enzi (R-WY) - @SenatorEnzi
Orrin Hatch (R-UT) - @SenOrrinHatch
Lamar Alexander (R-TN) - @SenAlexander
Pat Toomey (R-PA) - @SenToomey
Ted Cruz (R-TX) - @SenTedCruz
Mike Lee (R-UT) - @SenMikeLee
Tom Cotton (R-AR) - @SenTomCotton
Cory Gardner (R-CO) - @SenCoryGardner
Rob Portman (R-OH) - @SenRobPortman
ACTION NEEDED: NDSS is asking advocates to contact their Senators, particular those
advocates who live in the states represented by Senators above, to educate them on how changes to
Medicaid and repeal of the ACA would directly impact you and your family. Click HERE for a
useful summary of the House-passed bill developed by the Kaiser Family Foundation.
Talking Points/Background:
Your U.S. Senators need to know how Medicaid and other reforms enacted as part of the ACA are
needed to encourage people with Down syndrome to live and work in their communities, develop assets
that reduce dependence on public benefits and avoid costly and segregated institutions. For example:
 If you or your family member with Down syndrome receives or is hoping to receive
optional Medicaid services such as employment supports through Long-Term Services and
Supports (LTSS) or Home and Community-Based Services (HCBS), let your Senators
know why those programs are important to you and why they are put at risk by a
provision in the House-passed bill that caps Medicaid payment to the states. Enactment of a
per capita Medicaid spending cap threatens to halt the progress that has been made in promoting
home and community-based services, improving the coordination of care and services resulting
from medical complexities and facilitating economic independence for people with Down
syndrome. That’s because the caps are intended to slow the rate of federal health care spending,
and will do so at the expense of optional Medicaid services. To learn more about optional
Medicaid services utilized by individuals with disabilities, click HERE.
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Let your Senators know that individuals with Down syndrome have pre-existing and co-occurring
medical conditions, and a provision in the House-passed bill would allow states to waive an ACA
requirement prohibiting private insurance plans from charging more for pre-existing
conditions. Such a waiver could undermine access to continuous health insurance coverage for people
with Down syndrome, many of whom have conditions such as cognitive impairment, congenital heart
defects, leukemia, obstructive sleep apnea, seizure disorders, neurobehavioral problems, pulmonary
hypertension, thyroid diseases, celiac disease, gastrointestinal defects, Type 1 diabetes, immune system
dysfunction, metabolic dysfunction and mental health disorders, to name a few.


If you or your family member with Down syndrome depends on any of the 10 essential
health benefits (EHBs) proscribed in the ACA, such as rehabilitative and habilitative
services and devices, let your Senators know why these services are particularly
important. The House-passed bill would allow states to apply for waivers to re-define EHBs for
health insurance coverage offered in the individual or small group market. People with Down
syndrome typically face delays in basic physical, cognitive, language, social and self-help skills,
and having access to early intervention and habilitative services is critical for achieving optimal
health outcomes, improving skills and functioning for daily living and becoming active and
productive participants in their communities. To learn more, click HERE.

Over the coming weeks, NDSS will continue to meet with key U.S. Senators and Congressional staff
to outline these and other concerns with the House-passed legislation, and to advance health care
reforms that will improve health outcomes, increase access to quality care and create economic
opportunity for all individuals with Down syndrome and other disabilities. Your active engagement
in helping your Senators to understand why these programs are personally important to you and your
family will further advance our efforts to ensure that cost-effective health insurance and supportive
services will continue to be available. Please share feedback from your advocacy outreach and feedback
with our team to help inform our ongoing meetings and discussions on Capitol Hill by sending us an email
at: policy@ndss.org.
For more information, please see NDSS’ detailed U.S. House of Representatives letters:
http://www.ndss.org/Advocacy/Legislative-Agenda/Health-Care-Research/Affordable-Care-Act/
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Meet Your DSG Heroes
Danny Leonard, 17 and a Junior at
Milford High School will be starting job
training with Freedom Work Opportunities
through Michigan Rehabilitative Services. He
will spend 2 weeks going out with current job
crews, one week with a landscaping/lawn care
work crew and one week with a retail store
job crew. After his abilities and needs for
support are assessed during these 2 weeks,
he will meet with his MRS counselor to find a
summer job that meets his preferences and
skills. He is very excited to start training for
the workforce this summer! Danny also just got his acceptance letter from
Ohio State University to attend the TOPS (Transition Options in
Postsecondary Settings) summer experience program called COTA (College
Orientation and Transition Assessment). For one week in June he will stay on
OSU's campus and have an immersive college life experience to work toward
his goal of one day attending a college postsecondary program for
individuals with developmental disabilities.

Sophie Gilmore transferred from LEAP, a
special ed preschool, to GSRP, a general ed
preschool. During the past two months with her
peer classmates, Sophie has become potty
trained, is beginning to speak more and more in
public, talking sentences at home, and has
made closer friendships than ever before. She is
even learning to spell and write her name!
Sophie now loves school so much! It is exciting
to see her succeed more and more each day!
Sophie has joined a T-ball team with her peers
and is beginning to understand the concept of
working with others. Her teammates are helping
Sophie on the field, and they even take her hand and help her run the bases
after she hits the ball! It is heartwarming to see how everyone is so
accepting and it is encouraging her to excel! We look forward to finishing the
school year and preparing Sophie for an all-day class in the fall.
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Ellie Smith is an amazing and feisty 2 1/2year-old. It's easy to pick Ellie out in a crowd
because she’s the kid that won't sit or stand still.
She's very energetic and always on the move. She
absolutely loves to dance and is a protective big
sister. Ellie also loves to feed her doll a bottle. She
makes a mess when she feeds herself ice cream,
currently her favorite food. Looking at this happy
and adventurous toddler now, it's easy to forget the
obstacles she has overcome in her 2 1/2
years. When Ellie was born, she was diagnosed with
Down syndrome and an unbalanced AVSD with a
severe heart murmur. She underwent high risk
open heart surgery at 5 months old, which went
well, but she needed supplemental oxygen for 6
months. Less than 1 year later, Ellie had another open-heart surgery to
repair her mitral valve again. That surgery went perfect, but she may need
more surgery in the future. Ellie has always been a determined child and we
have had extraordinary support services. We receive Early On services
through Clarkston Community Schools. Ellie receives physical, occupational,
and speech therapy on a weekly basis year-round. Since we both work full
time, we appreciate that her therapists go to daycare to provide Ellie the
services she needs. To help Ellie get even stronger, we also attend Young
Athletes Program through the DSG. I find myself always amazed by how far
Ellie has come since being in the NICU. I remember back when our goal was
to get her breathing on her own, now this girl can climb stairs. She has no
idea what quitting looks like and inspires us every single day.

Henry T

is a spitfire charmer-little man, who
knocks down odds left and right. Henry was born
with Complete Atrioventricular Septal Defect
(AVSD) of the heart, and recently had open heart
surgery to correct it at Children's Hospital in Detroit
by Dr. Henry Walters. He spent only 6 days in the
hospital, then came home to Holly, MI with
Mumma, Da, and a kitten. He has recovered very
well, with no lasting complications. This little guy
loves to wiggle, chat, kitten watch, and croon to his
favorite songs (Old McDonald's Farm). He's really
looking forward to the end of his mobility
restrictions so he can go back to standing and working on his waddlewalking, sitting, and 'downward dog' yoga poses.
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Kate Kauffman

Hello everyone. I am
Kate Kauffman. I believe that people with
Down syndrome are gifted and other people
with disabilities too and they are very special
people too. If you don’t believe me, ask
them yourself. We are so lucky to have an
extra chromosome and in our life. I want to
share my experience of having Down
syndrome and what it means to me. I love
and like my disability, but I don’t want it. I
know that I have it for a reason. The world
could even be a better place. God has helped me along the way. When I see
people in the world being mean and having problems, I get sad and talk to
God. Sometimes I cry from the size of his love that counts. I am a girl that
has the most deepest thoughts and feelings. I care so much about people
with disabilities and I want to learn and study the science and to work with
them in special education programs no matter what it is I am doing. Thank
you all, thank you folks.

Our Newest DSG Hero
Baby Jackson was born May
11, 2017 at 4:50pm. He weighs 5 lbs
8 oz and is 19 inches long.
Congratulations to Jackson’s family
and welcome to the DSGSEMI!
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Does your organization, foundation or company have grant opportunities
that could help the DSG continue helping those in need succeed?
Contact Paulette at info@dsgsemi.org

DSGSEMI SPRING NEWS VOLUME 10, ISSUE 2

P A G E | 16

DSGSEMI SPRING NEWS VOLUME 10, ISSUE 2

P A G E | 17

DSGSEMI SPRING NEWS VOLUME 10, ISSUE 2

P A G E | 18

2017 Staff and Board Members

Laura Hathaway,
President

Anjanette Olivier,
Treasurer

Janet Ray

La Toya Sanders,
Gary Koutsoubos, Paulette Duggins,
Vice President & Executive Director Recording Secretary
Advocacy Chair

Kurt Davis

John Urbani

Dan Duffy

Katie Mann

Gale Wilcox

Kara Yermak
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Special Thanks to Our
Wonderful Volunteers!
Doug & Christine Kutchen
Gabrielle Bruno
Alex Heromin
Mallory Lee
Payne Family
Anna Ries
Hazel Stahl
Lise Dickson
Volunteer Intake
Mary McKee
One Call Now
Melanie McClain
Debbie Williams
Kelsey Williams
Ryan Williams
Natalie Szuba
Grace Voight

Mark & Carolyn Resch
Lauren MacKillop
Anthony Findley
Emily Sanders
Emily Lourim
Christina Crane
Bruno Sanches
Celine Hunt
Ty Prince
Susan Kelly
Mel Hannish
Dominique Bultsma
Erika Carter
Taylor Kuminski
Celine Hunt
Laurie Mitchener
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How YOU Can Help!
Visit https://smile.amazon.com/

Make "Down Syndrome Guild of Southeast Michigan"
your charity and Amazon will donate 0.5% of your
purchase price to DSGSEMI!

Enroll in the Kroger Rewards Program

www.krogercommunityrewards.com
Click on Michigan. Select DSGSEMI's assigned number
90883 (or, type in "Down Syndrome Guild of Southeast
Michigan") and start swiping your Kroger Plus card!

