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Letter from the Editor
Dear Fellow HOTDSN-ers,
Long time no type, my friends! Three months between newsletters has turned out to be a
long time, especially with how busy we have been.
I am so excited to include a story on Buddy Up Tennis this month! It is truly a great time!
For our family, I love the idea that I commit to one Saturday at a time. And while those of
you that have been there have seen my Hayden refuse to participate about 99% of the
time, boy are we playing tennis at home! Buddy Up Tennis has truly brought extra joy
our way.
If you are still interested, no need to fret. Come any Saturday at 1pm. Just contact us at
waco@buddyuptennis.com.

Kim Torres (kimtorres@hotmail.com)

Buddy Up Tennis Starts its First Season with a Blast
Buddy Up Tennis Started in Columbus, Ohio by
a very passionate mom (who just happens to
have a son with Ds). After some great press, the
program has spread to twelve different cities
nationwide. Waco is the only city in Texas to
have a program. Each session run 90 minutes
with the first 30 minutes focusing on general
fitness. There is team building, cheering, real
tennis and an occasional game of duck-duckgoose. It is all around a great addition to the Waco area!
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SPOTLIGHT CORNER
Child’s Name: Krissa Scott
Age: 9 yrs. old
School: Hewitt elementary
Favorite activities:
reading, playing with her dog ,DOC &
singing & acting out the movie “Frozen”.
Favorite Food: Anything chocolate
Favorite Book: Frozen
One thing no one would know about me:
I have a bookshelf stocked with over 300
books I enjoy reading

The person/character I would most like to
have dinner with:
Elsa from
“Frozen”
One thing about
me that makes
my parents so
proud:
I love conversation & talk to
anyone. I even
answer most of
the doctors questions now.

“The difference between ordinary and
extraordinary is just that little
extra.”
Research Down Syndrome and
Lumind Merge as One

Move to Star Actor with Down Syndrome in Star Role
From Disability Scoop March 24, 2015 By: Michael Diamont

A film starring a man with Down syndrome is set for a nationwide release this spring.
“Where Hope Grows” is expected to appear on about 300 screens across the country when it is
The LuMind Foundation (formerly the Down Syndrome Research and Treatment
Foundation – DSRTF)
and Research Down Syndrome (RDS), worldwide leaders in advancing Down syndrome cognition research, together announce consolidation
of the two organizations. The
new foundation will pursue their
shared mission more effectively
and efficiently, and leverage the
tremendous progress each has
made to ignite Down syndrome
cognition discoveries.
The merged organization will be
named LuMind Research Down
Syndrome Foundation.
(http://www.researchds.org/
lumind-and-rds-merge/)
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released May 15.
Central to the story is a grocery-store worker named Produce, played by David DeSanctis who has
Down syndrome.
In the film, Produce strikes up an unlikely friendship with a professional baseball player who was
sent into early retirement after having panic attacks at the plate.
The movie marks DeSanctis’ acting debut and makes the Louisville, Ky. resident among the first
with Down syndrome to have a lead role in a feature film.
“I want people to see me for my abilities, not my disabilities,” DeSanctis told The Hollywood Reporter.

Ds Bill Filed in Texas House
Taken From: http://www.dsact.org/

New and Noteworthy

DSACT is pleased and proud to announce that Texas Rep. Genie Morrison has filed HB
3374, a new bill that would require the provision of current information about Down
syndrome to new and expectant parents at the time they receive test results that are positive for Down syndrome. The information would have to be evidence-based and reviewed

Gemiini Language Learning
Program is a revolutionary

by medical experts and national Down syndrome organization. The parents would also be

online speech development

given contact information for national and local Down syndrome organizations. This bill

and academic building pro-

addresses the needlessly traumatic situation faced by many new and expectant parents
who receive the diagnosis, but get no information about Down syndrome, or get only
negative and/or outdated information. DSACT proudly supports HB 3374.

gram that parents subscribe
to on a monthly basis.
While it was originally created for children with Autism,
many parents in the Ds

DSACT wants its members to be aware that a different bill has also been filed concerning

world on loving it as well.

the provision of information about Down syndrome to new and expectant parents. This
bill prohibits the mention of termination as a pregnancy option when Down syndrome is
prenatally diagnosed. Such a prohibition would eliminate the use of the best written resource for new and expectant parents, a booklet entitled "Understanding a Down Syndrome Diagnosis" which was exhaustively reviewed and then agreed upon by national
medical and Down syndrome organizations. The national medical groups who reviewed
the content of the booklet and agreed to be listed as reviewers did so only on the condition that all pregnancy options be mentioned - continuation, termination and adoption. There is no reputable resource that (a) has been reviewed by medical experts and
local and national Down syndrome organizations, and (b) mentions only pregnancy continuation and adoption as options following a prenatal diagnosis. Therefore, if a bill was
passed with this prohibition, an entirely new resource would have to be developed, and
the medical community would likely dismiss it as a political instrument. It took many
years to draft "Understanding a Down Syndrome Diagnosis" and gain the input and consensus of its various reviewers; this booklet has earned the respect of the Down syndrome
and medical communities. In our view, new and expectant parents cannot be asked to
wait many more years for a new, less credible resource to be developed when a valuable,
strong resource already exists.

Continued on page 4
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New Housing Concept Emerging For Those With Disabilities
By:Eric Perna/ The Ledger /TNS march 2, 2105

BIRTHDAYS!
HAPPY BIRTHDAY!

If I have missed your child’s birthday it is
because I don’t have it. Please send it my
way and I will note it in the next issue.
Thanks!
Cohen 4/7

LAKELAND, Fla. — Much of the money has been secured — nearly $14 million to date. The blueprints are
being readied. A builder has been hired.
It’s showtime.
“It’s been a long road; God has called me to do this,” Jack Kosik said recently at the 56-acre site that soon
will be developed into a gated community for people with developmental disabilities.
To be built on property acquired from the Florida Fish and Wildlife Conservation Commission, the new
development known as The Villages at Noah’s Landing shares with a similar project soon to break ground
in Jacksonville the distinction of being the first communities of their type in Florida.

Michael 4/17
Andre 5/3

A ceremonial groundbreaking event in February kicked off Phase 1 of construction on 16 acres that includes 132 apartments and a recreation center with pool and commercial kitchen.

Marina 5/11
Aaron 5/18
Joseph 5/20
Krissa 5/20
J. Wyatt
5/28
Elyse 5/31
Marshall 6/3
Shelby 6/5

Financed primarily with low-income housing tax credits, the project is expected to alleviate a waiting list
for safe, affordable housing for adults with developmental disabilities such as autism, Down syndrome and
cerebral palsy. Unlike state licensed group homes, Noah’s Landing will operate independently, with oversight provided by staff, volunteers and parents, along with monitoring from state social workers.
It’s a concept gaining acceptance nationwide, providing a stimulating community setting for people with
intellectual and developmental disabilities who are capable of living with some degree of independence.
Parents are critical to the success of Noah’s Landing, which will provide support services tailored to individual needs, said Philip Gossen, board president of Noah’s Ark and a single parent to Phil II, 30, who has
cerebral palsy.

Liam 6/17
Joseph 6/19
Easton 6/19

The concept of the inclusive community, with some oversight provided by parent volunteers, provides a
level of trust that most other residential settings can’t provide, Gossen said.
“(My son) will definitely need support and help for the rest of his life, and I know that Noah’s Ark will help
provide when I’m not there,” he said. “That gives me peace of mind.”

DS Bill Continued from Page 3
DSACT uses "Understanding a
Down Syndrome Diagnosis" in its
medical outreach program, and in
many ways has built its strong
program around the credibility of
this resource and the support it
received from the national medical
and Down syndrome organizations
who reviewed it. All of this would
be lost if the bill with the prohibitory language was passed.
DSACT cannot support a bill with
a political pro-life or pro-choice
position. Instead, DSACT is
strongly pro-information. For
these reasons, DSACT supports
only HB 3374 and does not support any other bill related to Down
syndrome information. Please
contact DSACT if you have any
questions about our legislative
efforts during this important session.

As an operating partner for restaurant chain Ruby Tuesday, Gossen spends much of his time on the road.
He said it took much convincing three years ago for him to agree to place his son, who is somewhat selfsufficient and could be left alone for hours at a time, at Noah’s Nest, a cluster of three group homes on
South McKay Avenue.
His fears soon dissipated.
“I was a great provider for my son. It wasn’t that he was unhappy, but we were stagnant,” Gossen said. “(At
Noah’s Nest) he got more social and independent. He just has a greater purpose in life when he wakes up
every day.”
When Noah’s Landing opens its doors about this time next year, Phil Gossen II will be one of its initial
residents. The complex will be composed of one-, two-, three- and four-bedroom apartments. Additional
phases will include more housing, an assisted-living facility, fishing dock and recreational areas. Ultimately, the community could house up to 224 individuals.
Most residents will pay $400 a month for rent and utilities out of their monthly Social Security disability
benefits, which vary, depending on a number of factors. For instance, some people with disabilities qualify
for a larger allotment once their parents reach Social Security age or die, said Kosik, parent of a daughter,
Brittany, who has a disability. (Visit http://www.disabilityscoop.com/2015/03/02/new-housingdisabilities/20099/ for more information.)

DISCLAIMER - The purpose of this newsletter is to share items of interest relating to Down syndrome and
other disability issues. It is sent published by Kim Torres for educational purposes and does not necessarily
reflect the views of The Heart of Texas Down Syndrome Network (HOTDSN).
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HOTDSN does not promote or recommend any therapy, treatment, institution, professional system, political affiliation etc. and any information contained herein shall not imply such.

Graduation Rates Inch Up for Students with Disabilities
By: Michelle Diament March 17, 2015 Disability Scoop

An increasing number of students with disabilities are graduating high school, federal officials say, though
they still receive diplomas at far lower rates than other students.
The graduation rate for students with disabilities reached nearly 62 percent during the 2012-2013 school
year, representing a rise of almost 3 percent compared to two years earlier.
The figures released Monday from the U.S. Department of Education’s National Center for Education Statistics come a month after federal officials said the nation’s overall high school graduation rate reached a
record-high of 81 percent in 2012-2013.
Despite the gains, however, graduation rates for students with disabilities varied tremendously from one
state to the next. Mississippi reported a low of 22.5 percent while Arkansas topped the list with over 80
percent of students with disabilities receiving diplomas.
The data accounts for the number of students nationwide who obtained a high school diploma within four
years. Students who completed an individualized education program but did not earn a traditional diploma
and those who were held back a grade were not included.
In addition to students with disabilities, the Education Department data also pointed to lower graduation
rates among blacks and Hispanics, those from low-income households and students with limited English
proficiency.

Jean Vanier, the winner of the
2015 Templeton Prize, joined
Jennifer Simpson, whose
grandfather created the prize,
at a press conference in London.(Paul Hackett/Templeton
Prize)
An award that’s previously
gone to the likes of the Dalai
Lama and Mother Teresa will
this year honor a man who’s
focused on making life better
for people with developmental disabilities. (Disability
Scoop 3/11/15 By Shaun
Heasley)

“While these gains are promising, we know that we have a long way to go in improving educational opportunities for every student — no matter their zip code — for the sake of our young people and our nation’s
economic strength,” U.S. Secretary of Education Arne Duncan said.
Meanwhile, President Barack Obama emphasized the need for continued investment in education in order
to see further improvements.
“Making sure that we’ve got high standards and high expectations for all our kids, and making sure that we
are providing the resources to teachers and principals to meet those high standards. That’s going to be
important,” Obama said in remarks following a meeting with school leaders at the White House on Monday. “Making sure that we are investing in special education and English learning for large portions of our
student population that may need extra help. That’s going to be critically important.”

Feds Put New Focus on Down Syndrome
https://bay182.mail.live.com/?tid=cmQOt4q_Kg5BGUoSxZ5Ubdog2&fid=flkyu5PD1LFUK_tFl8AkMvzw2

As people with Down syndrome live longer than ever before, the National Institutes of Health is looking
to reshape its efforts related to the chromosomal disorder.
The federal agency is tweaking its Down syndrome research priorities and adding a new focus on life’s
later years and associated conditions.
The changes come in the first-ever update to the NIH’s Down Syndrome Research Plan. Originally issued
in 2007, the revised plan was released last month.
With statistics showing that life expectancy for people with Down syndrome has increased fourfold since
1960, the update includes a new section with goals related to aging with Down syndrome.
Additional areas of emphasis include understanding the progression of Down syndrome, options for
treatment and management as well as objectives related to conditions like Alzheimer’s disease, congenital heart disease, hearing and vision problems, gastrointestinal problems, thyroid dysfunction and immune disorders that often co-occur.
Since 2007, the NIH said scientists have published nearly 350 papers addressing items outlined in the
original plan.
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MEDICAL
SPORTLIGHT

SCHOOL ATHLETES DEFEND CHEERLEADER
WITH DOWN SYNDROME WHO WAS BULLIED

DR. RICHARD LEVY

After a cheerleader with Down syndrome was bullied during a middle school basketball
game, the players stepped up and did something truly inspirational.

ENDOCRINOLOGIST

Desiree Andrews is a student cheerleader with Down syndrome at Lincoln Middle School in
Kenosha, Wis. Desiree was performing at a basketball game last year when she was bullied
from the stands. That's when the boys from the Lincoln basketball team decided to have a
time out and rallied behind Desiree.

Location: Chicago, IL
Rush Medical Center
Yes...he lives in Illinois! I know,
I know! But Dr. Levy is worth
mentioning because of his work
our kiddos. He is a pioneer in
growth related issues in kids
with Ds. Instead of blaming
short stature on Ds alone, he is
one of few doctors nationwide
that will actually test to see if
there may be a bigger issue.
There is a new FB group called
Growth Hormone Deficiency in
Down Syndrome that can give
you more info.

Heart of Texas Down Syndrome
Network
PO Box 21869
Waco, TX 76702
www.hotdsn.org
www.facebook.com/groups/hotdsn/
support@hotdsn.org
254-230-9782

YOUR LOGO HERE

"One of the kids stepped up and said, 'Don't mess with her,'" Brandon Morris, who was the
boys seventh-grade coach last year, told Kenosha News. "Then all of the guys got together to
show her support."
The players were visibly upset by how Desiree was being treated. "We were mad; we didn't
like that," Miles Rodriguez, an eighth grader at Lincoln Middle School, told Kenosha News.
"We asked our sports director to talk to the people and tell them not to make fun of her," he
said.
Now, the team regularly includes Desiree in their game time rituals. During their last home
game of the season, the team held a special chant just for Desiree, where they shouted "Who's
house? D's house!"
The positive reenforcement has definitely been beneficial to Desiree. "It's amazing," Desiree's
father said. "It's been a godsend to us ... those boys, I tried to talk to them in person, but I
couldn't keep the tears back.
http://abc7chicago.com/sports/school-athletes-defend-cheerleader-with-down-syndromewho-was-bullied/554266/
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