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From DSGSEMI’s President
Great news!! We successfully earned Down Syndrome Affiliates in Action
(DSAIA)'s Certificate of Accreditation! Why become DSAIA accredited?
Good question! One we asked ourselves a few times during the year long
process. And, our reasons evolved. We started with "because it looks
really good to prospective DSGSEMI members, potential endowment
funders, grant makers, and individual/corporate donors". It makes a
difference in their eyes when Down Syndrome Affiliates in Action, a wellrespected national organization, recognizes you as having differentiated
yourself among your peers. In retrospect, that was just the tip of the
iceberg. The real benefits go far deeper.
Accreditation required the thoughtful examination of every aspect of
DSGSEMI from both a human and a business perspective. Are we doing
the right things for those we serve in the right organizational way? It's a
balancing act. One that will continue long after this initial evaluation.
Perhaps, it is more accurate to say that "becoming accredited" is not a
single event but rather an intrinsic change to the lens through which the
board of directors views the DSGSEMI and, consequently, to its future
decision making.
I have an outstanding board and ED. Really. I could not have asked for
more committed or more brilliant traveling companions on the
accreditation journey. Each and every one of them brought "IT" to the
table. Finance and insurance, human resources and organizational
development, marketing and public relations, non-profit management and
resource expansion, technology and security, and, advocacy in every
sense of the word. That's the true value of the accreditation process.
Your passionate board members seized the accreditation's opportunities
to collaborate and to create a more sustainable DSGSEMI that thinks
long-term as well as efficiently manages its day-to-day operations.
That's the desire that initially brought them to the DSGSEMI. It's not a
bad legacy either.
Sincerely,
Laura Hathaway
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From DSGSEMI’s Development Director
Update from the Development Committee
We’ve been very busy with the 2017 Step Up for Down
Syndrome Walk. The walk planning takes time well before the
event. We’ve got Paws, Star Wars characters and Princesses!!!
We’ll also have information for parents and care givers, so be
sure to visit all the vendors!
It’s time to register your team or support an existing team,
join us at the Detroit Zoo September 23rd. You won’t be
disappointed. All the details can be found on our web-site:
www.dsgsemi.org
If you’re interested in volunteering, send an email to:
info@dsgsemi.org Type: “I Want To Help” in the subject line.
Gale Wilcox
FROM BABBLES TO BOOKS: DOWNLOAD
54 PAGES OF RESOURCES TO USE AND
SHARE!
This summer, enhance the way you interact
with babies and young children to boost their
language development and prepare them for
early literacy.
In this collection, we've gathered pointers and
checklists from some of our key early literacy
books into friendly tipsheets.
Download this comprehensive resource for
free. If you like what you read, use Savings
Code BABS2BKS20 to save 20% on any of
the books featured in the collection during the
month of June.
Have a wonderful summer!
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In the early years, parents met in a living room to share information about their children, provide support
for each other and strategize how to educate their families, schools and communities. More than two
decades later, the DSGSEMI has over 3,500 members, providers, educators and medical professionals, an
energetic Board of Directors, a dynamic management team, and a vision to ensure that every person with
Down syndrome has the opportunity to reach his or her full potential.
Today, the DSGSEMI is on the cutting edge of Down syndrome advocacy at a time when an innovative,
forward-thinking vision is needed. New non-invasive prenatal tests are changing the way Down syndrome
is diagnosed, which in turn poses difficult ethical issues and raises questions about the future for the Down
syndrome community.
In these complex times, more expectant parents than ever need support and guidance to make informed
decisions. Fortunately, the DSGSEMI is positioned to tackle this dilemma and advocate on behalf of all
people with Down syndrome, their families and loved ones. With over 25 years of experience behind us and a wealth of connections and expertise - we are prepared to meet these families' needs on a number of
levels through longstanding, proven programs and bold new initiatives.
The DSGSEMI offers a broad array of programs to serve people with Down syndrome and their families
throughout the state. These include:
• Our Step UP Walk® Program that gives individuals, schools, community groups, and local businesses an
opportunity to get involved in fundraising campaigns and events year-round.
• Other programs like our Diversity Outreach & Support Program and Working hand-in-hand with
maternity hospitals, OB/GYN practices, genetic counselors, and many others across Southeast Michigan,
the DSGSEMI First Call program has launched a comprehensive outreach program to provide medical
providers with resources and training on best practices in delivering the diagnosis of Down syndrome to
expectant parents.
On a federal level, the DSGSEMI teams with Down syndrome leaders across the country, reaching
consensus on difficult issues and collectively lobbying our leaders on Capitol Hill to pass landmark
legislation like the ABLE Act. On the state level, the DSGSEMI works proactively with key policymakers to
keep them abreast of and enlist their support to pass our policy priorities, which have included the Down
Syndrome Information Act, Real Lives Bill, National Background Check Bill, and most recently, the Organ
Transplant Non-Discrimination Bill. As we have for more than two decades, the DSGSEMI will continue to
ensure that your voice and the voice for your family is heard.
Summer is finally here. Nothing beats a good summer day. The sun shines bright in the sky, the hours
seem to stretch out forever, and you want nothing more than to get a good sweat going. The DSG has
been working hard to bring the best programing available to its members this Fall. We want to thank our
newest volunteers from Wayne State and soon to be incoming board members for their commitment to
our organization.
Tee it UP for Down Syndrome Calling All Golfers! Join DSG and Maverick Builders for a golf outing to
benefit DSG. The four-man scramble is on Friday, September 8th at WestWynd Gold Club of Rochester
Hills. Hole sponsorships are also available. Get the full details and registration forms here.
Step UP For Down Syndrome Walk TEAMS are already registering! Registration is OPEN for the 13 th
Annual Step UP for Down Syndrome Walk! Join us on Saturday, September 23 rd at the Detroit Zoo for this
one-mile walk to show your support for individuals with Down syndrome. Learn how your
company/organization can support local families who work hard to create full, inclusive lives for their
children.
We look forward to seeing you at 4th Wall – Detroit Opera House, Annual DSG Picnic, Red Oaks Waterpark,
and Mom’s Night Out thru the summer.
CLUB 21 will be back in the Fall. Join us on September 15 celebrating back to school.
All the best,
Paulette
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The DSG Advocacy Committee
Gary Koutsoubos, Chair
Sherri Karabelski

Jorja Rapelje-Frank
Karla Barnett

The Advocacy Committee has been following the all of the news
concerning the Senate "Better Care Reconciliation Act of 2017".
While the Senate postponed taking up the bill until after the 4th of
July recess, we are still encouraging our members to call their
representatives in Congress to ask them to save Medicaid and to
not put caps or cuts on Medicaid benefits.
Additionally, if you have a friend or relative who lives in Alaska,
Louisiana, Maine, Nevada or West Virginia, ask them to call their
Senators as well.
Locally, we are following a few items:
A bill (HB 4584) introduced by State Representative Hank Vaupel
(R-Fowlerville) would require doctors to refer patients whose inutero child tests positive for spina bifida to a Department of Health
& Human Services website to view educational materials about
spina bifida. The bill passed the House 64-43. Similar bills
regarding in-utero disability diagnosis have become law in other
states and this could have an impact of the Down syndrome
community going forward.
We are following a story of a local religious school who denied a
student with a learning disability admission and her right to sue.
Detroit News: High court: Religious school admissions can be
reviewed
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National Down Syndrome Society Announces First-Ever National
Inclusive Education Task Force for Students with Down Syndrome
The National Down Syndrome Society, the leading human rights organization
for all individuals with Down syndrome, is pleased to announce the
establishment of its new NDSS National Inclusive Education Task Force.
NDSS President Sara Hart Weir remarked that “The NDSS National Inclusive
Education Task Force will support NDSS in its overarching efforts to create
more inclusive educational environments for all students with Down
syndrome all while ensuring our students are graduating with employment
opportunities in a more inclusive workforce and world.”
This new NDSS Inclusive Education Task Force will have four overarching
components:
● Launch of a new Public Awareness Campaign – #InclusiveEDworks for
Students with Down Syndrome
● Establishment of an NDSS repository of leading inclusive IEP best practices
for all students with Down syndrome
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● In-house inclusive IEP coaching and technical assistance from NDSS staff
in-person and by phone
● Advise NDSS’ National Advocacy & Public Policy Center on federal and
state educational legislative priorities and support the goals of
NDSS’ #DSWORKS Campaign – the first-ever employment campaign for the
Down syndrome community showing the world people with Down syndrome
are ready, willing and ABLE to work
Our NDSS National Inclusive Education Task Force includes a robust, diverse
membership of self-advocates, parents, educators, administrators and
academics. The taskforce will be co-chaired by Ashley Barlow, JD from Ft.
Thomas, Kentucky and David Egan from Vienna, Virginia. NDSS’ Taishoff
Inclusive Education Fellow, Sara Jo Soldovieri will serve as the NDSS staff
liaison.
In addition to the overarching components of the new NDSS’ National
Inclusive Education Task Force and our inclusive IEP coaching assistance,
our Task Force has set a goal of 50 new inclusive IEP’s during the 20172018 school year.
"As a special education attorney and the mom to a school-aged child with
Down syndrome, I am thrilled about the creation of this important Task
Force and look forward to helping improve the inclusive educational
opportunities available for children with Down syndrome." Barlow said.
Co-Chairs:
Ashley Barlow, JD, Lawyer with an emphasis on family and special education
law at Meier and Barlow Law Firm (Ft. Thomas, Kentucky)
David Egan, Self-Advocate, Booz Allen Hamilton Clerk, Joseph P. Kennedy Jr.
Fellow, Down Syndrome Affiliates in Action, Down Syndrome Association of
Northern Virginia, NDSS DS-Ambassador (Vienna, Virginia)
Members:
Sue Buckley, PhD, Down Syndrome Education International, Down Syndrome Education USA (United Kingdom)
Kathleen Egan, PhD, NDSS DS-Ambassador, Down Syndrome Association of Northern Virginia (Vienna, Virginia)
Traci Lambert, NDSS DS-Ambassador, Down Syndrome Association of Northern Michigan (Traverse City, Michigan)
Shelby Long, Self-Advocate (Ashburn, Virginia)
Sandi Long, NDSS Athlete Ambassador (Ashburn, Virginia)
Kelly Lyons, Self-Advocate (Hartland, Wisconsin)
Robbin Lyons, NDSS DS-Ambassador, President and Co-Founder Wisconsin Upside Down (Hartland, Wisconsin)
Chad Meitner, Northwest Kansas Down Syndrome Society, Down Syndrome Society of Wichita, North Central Kansas Down
Syndrome Association (Hays, Kansas)
Patti Mertz, B.S Elementary Education, co-founder Eastern Pennsylvania Down Syndrome Center (Allentown, Pennsylvania)
Emily Mondschein, Vice President and Co-Founder 21_Connect, (Buffalo, New York)
Mary Morningstar Ph.D., University of Kansas (Lawrence, Kansas)
Beth Myers Ph.D., Syracuse University, Director of Taishoff Center for Inclusive Higher Education (Syracuse, New York)
Roxane Romanick, M.S Social Work, Executive Director for Designer Genes of ND Inc. (Bismarck, North Dakota)
Steve Slack, Down Syndrome Network of West Virginia, (Hurricane, West Virginia)
Alex Wette, Assistant Director PASSAGE USA, (Mobile, Alabama)

For more information, please visit www.ndss.org/
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Stories from Inclusion Evolution
Class of 2031: Yes, My Son with Down Syndrome
Can Go to College
With over 260 college options, the future is looking
bright for students with intellectual disabilities
I can see the headline now: “Twin Brothers Graduate Side-bySide, Accepted at the Same College”.
I can see my precious boys, now men, stepping onto the platform
hand-in-hand, receiving their diploma’s together. The year is 2031,
and it’s the culmination of years of hard work, as well as the beginning
of years of hard work to come. But why is this even news, you ask.
After all, twins graduate side-by-side every spring. What if I told you
my twin boys are so unique that the odds of recreating another birth
like them is 14 in a million! I know, I know…I should play the lottery.
But this alone isn’t even newsworthy. The real headliner here is that
one boy is neuro-typical, while the other has Down syndrome. And the
truth is, no one expects much out of the latter. No one, except me! My
twin boys will begin kindergarten in a year, and I’m already plotting
how to send them to college.
Of course, like most parents, my husband and I have done the dutiful
task of setting up a 529 College savings plan for our typical son and
daughter. But doing the same for Troy, who has Down syndrome,
would put his future SSI Medicaid benefits at risk. Luckily for Troy,
the Achieve a Better Life Experience (ABLE) Act, was just passed in
2014, and now he can save for college too without losing much needed
government assistance.
So, now to investigate college programs. I know, we’re 14 years
out…What can I say? I’m a bit of an obsessive planner. Ok, ok I’m
neurotic. I can’t help it. But my investigation into colleges for my son
has amazed me!
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Did you know there are over 260 college options for Troy, and other
people with intellectual disabilities? And he can receive Pell grants,
work study money, and scholarships to help pay the tuition.
The evolution to better higher education opportunities for people with
intellectual disabilities really took off with the reauthorization of
the Higher Education Opportunity Act of 2008. But keep your eyes and
ears peeled (and your legislator on speed dial), because the act is
supposed to be reauthorized again THIS YEAR!!! We can’t go
backwards.
And on closer look, I noticed that these college programs are not
created equal. They range from Syracruse’s InclusiveU Program, which
boasts a 4-year certification program where students take the same
exact classes as their neuro-typical peers and live with those peers
too…to community college programs where students are completely
segregated and only learn life skills. Unfortunately, the vast majority
of these college programs fall into the latter category.
Now, I’m not complaining. At least higher education, any higher
education, exists for my son. But I’m not going to fight for 13 years for
my son to be included with his typical twin brother in primary and
secondary education, just to turn around and fight again in higher
education. We need to be advocating for more programs like
InclusiveU. We also need the Higher Education Opportunity Act passed
with more, not less funds for inclusive higher education.
My hope is by the time Troy and Hunter graduate high school in 2031,
most higher education programs will be fully inclusive and lead to
competitive paying jobs.
Visit thinkcollege.net to find out what college programs are in your
state, and start advocating for full inclusion.
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InclusiveU: What College Should Look Like for
Students with Down Syndrome
Many people agree, college is some of the best years of life. It’s the
first time we live independently. We make decisions that will shape our
life forever. It’s a place where lasting relationships are made. This
experience is no different for Josh, a recent graduate of Syracuse
University. He cheers for the Giant Orange in the Otto’s Army section
of the SU football stadium. He hangs out with his friends at the UU and
interned at SubCat, a professional recording studio off campus.
“SubCat was my favorite internship. I could find out information about
getting a job and how to work with the people involved in the job, like
the boss or co-workers,” Josh says. All of these experiences are
extraordinary compared to your typical college student, because Josh
has Down syndrome.
There are currently more than 260 college programs available to
students with intellectual disabilities. The cream of the crop
is Syracuse University’s InclusiveU program in New York state.
I got the privilege to hear InclusiveU executive director, Beth Myers,
speak at the first annual NDSS #DSWorks conference in Washington,
D.C. I learned how the program fully integrates students with
intellectual disabilities into the fabric of campus life.
InclusiveU is one of only a few college programs that practices full
equitable inclusion. This means students with intellectual disabilities
declare a major, enroll as an audit student for certificate (which is
open to all students), take the same classes as their typical peers, and
live with them in the dormitory.
Josh recall’s his favorite professor: “My favorite memory was working
on the lights with David Bowman, one of my teachers. He was a really
fun guy to be with. Doing the lights for the stage is one of my goals for
the future and part of my major.”
A peer-to-peer program helps to facilitate this inclusion. Josh says, “I
got to go to classes, I would study with my peer partners, Cindy and
Lindsay. My favorite classes were the classes at Syracuse Stage and
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stage techniques, were really fun. I graduated with a certificate in
Visual and Performing Arts. Modifications and adapted coursework
allows students to experience a wide-range of courses on campus.
Students have full access to the course catalog, but they can’t take
Writing 400 unless they’ve passed the prerequisite courses. InclusiveU
uses Project Search to help students with independence skills. I love it.
The reason why I loved Project SEARCH was because I could explore
all the job opportunities I liked,” Josh explains.
The 42 students currently in the program are expected to complete
three employment internships on or off campus. They also take
seminars in communication skills, professional dress, employment, and
self-advocacy.
Entry into the program includes a written application and in-person
interview. The student doesn’t need a high school diploma, and the
program doesn’t look at GPA or SAT scores. InclusiveU accepts
students who are non-verbal, non-readers, and who have low mobility.
During the #DSWorks seminar I learned that the biggest barrier to
more higher education opportunities like InclusiveU is money (isn’t it
always?). Tuition for InclusiveU can run upwards of $23,000 a year.
Medicaid waivers, Pell grants, scholarships, and federal financial aid
are now available to students with an intellectual disability. Still, the
cost can be prohibitive. And starting a program like this takes a lot of
advocacy and a lot more money.
For Josh, the experience was priceless! He learned to live
independently and hopes to use the skills he learned in his eventual
career: “I want to work at pop concerts (Lady Gaga, Ke$ha) working
on live audio, lights and special effects. I would like to also work on a
TV show specifically a reunion show (Brady Brunch, Full House) being
an assistant.”
“I will miss the people at Syracuse University and InclusiveU when I
move to Florida.”
Congratulations Josh! You’re an inspiration. Inclusion Evolution and the
Down syndrome community wishes you the best of luck!
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Click here for more information about the SUDS Walk
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bit.ly/DSGGOLF17
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4th Wall Theatre Company
Our students with 4th Wall Theatre
Company are famous yet again! Tune
in to PBS on July 25th at 7:30p to see
our students being interviewed for
Detroit Performs. We recorded earlier
in June and they were fantastic!
Also, join us for our BIG event-- the
Detroit Opera House camp. August
14-18, our students practice and
perform at the world-famous Opera
House. Our final performance is at
noon on August 18th. See you there!

See stories from
Francesca and
Anastasia, 4th Wall
students on the next
two pages!

DSGSEMI SUMMER NEWS VOLUME 10, ISSUE 2

P A G E | 21

Francesca's love of music started
from day 1! As a newborn, we
played lullabies and sang songs
while she recovered in the NICU at
Children's Hospital of Michigan. As
a toddler, we discovered the
Freshbeat Band on Nick Jr. As she
learned to walk and talk, her love
of music continued to grow, along
with her passion for dancing and
acting. She learned all the words
and dance moves to the Freshbeat
Band songs. Now, as a 1st grader,
she knows all the Kidz Bop songs
and dance moves!
Two springs ago (2015), I saw the advertisement for 4th Wall Theater
in the DSG newsletter. It incorporated all of the activities that
Francesca loves to do! We started that summer and have been back
every season since. Francesca absolutely loves Ms. KK. She looks
forward to seeing "KK" all week long. Francesca has made friends of
all ages at 4th Wall, and our family has gotten to know the families of
all these amazing actors and actresses. We have become a great
support for each other.
In addition to the fun and positive energy involved with 4th Wall,
Francesca's independence and self-confidence have grown. She also
works on the different skills from her therapies and school in her
theater classes like speech, gross motor, building friendships, and
following rules. I was so grateful for the teachers and students at 4th
Wall. I feel very fortunate that Francesca and our family is a part of
such a joyous, positive, and supportive program. We are looking
forward to many more years with 4th Wall, and we hope to meet many
more families who become involved with us in this program.
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Anastasia’s 4th Wall Story
I had heard great things about 4th Wall Theater, but was not really
sure what to expect. I brought my 11-year-old daughter into the class
for the first time and she was ushered into a room with the other
students. As I tried to linger I was kindly shown the parents’ waiting
room. I still was not sure what was involved with Theater for All when
we left that first night, but Anastasia said, “Mama I LIKE this place!”
The showcase came around and so did my chance to see what this was
really all about. Student after student got up and did their routine,
some singing and dancing, a standup comic and a very moving
monologue. Some students had challenges with mobility or speech,
some were amazingly confident and each student was in the spotlight.
It was all I could do to hold back tears watching each of them do
something that I, myself, would be terrified to do. Anastasia was last
and when she was done with her dance routine to her favorite song,
from her favorite movie, she ran down and gave me a hug. Then she
said, “Mama, I was
scared. My heart was
really pounding fast.” I
had no idea she had a
bout of stage fright
behind the scenes and
the 4th Wall crew had to
talk her into taking her
turn. I told her that even
though she was scared,
she did it anyway and
that is what it means to
be brave. I asked if she
was glad she did it and
she said, “YES!”
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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

Dan Duffy

Katie Mann

John Urbani

Gale Wilcox

Kara Yermak
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Special Thanks to Our
Wonderful Volunteers
Doug & Christine
Payne Family
Lise
Volunteer Intake
Mary
One Call Now
Debbie
Kelsey
Ryan
Grace
Mark & Carolyn
Lauren
Emily
Celine

Susan
Mel
Dominique
Erika
Taylor
Celine
Laurie
Renee
Melissa
Ashley
Donna
Beverly
Mary
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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!

