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Self-Advocate Brings Important Message to Annual Gala

Austin Davenport, an Eagle Scout, is slated to speak at the 3™ annual Snowflakes & Diamonds Gala on
January 31%" in Paris. The event, which benefits the Red River Valley Down Syndrome Society, has
become an evening of fun and fundraising for the community while bringing to light the capabilities of
individuals with Down syndrome in the family, the school , the workplace and the community. The
event’s title represents the fact that each and every person with Down syndrome is unique and
beautiful.

This year’s pick of Davenport as guest speaker is representative of the message that the local Down
syndrome organization strives to put forth. Davenport is a 1998 graduate of Lake Highlands High School
in Richardson, Texas, where he was active in theater, choir, as well as visual arts. He attended Richland
College, also in Dallas, where he continued his study of theater. Austin has performed in over twenty
plays in the area. He has spoken encouragement as a self-advocate to many groups around the country
and has served on the Boards of the National Down Syndrome Congress and the Down Syndrome Guild
of Dallas. He currently serves on the Program Advisory Committee at Special Care and Career Services
which provides supported employment and serves on the Self Advocate Council of the National Down
Syndrome Congress. Austin works full time at the law offices of Baker Botts in Dallas and lives on his
own.

“Austin is a perfect example of what a person with Down syndrome can accomplish with the support of
family and community,” said Deanna Tharpe, executive director of RRVDSS. “He is a great young man
with all the qualities anyone would want in a child, a student, an employee. It just reiterates the point
how truly important the intense support of family, opportunities in the community and the school
system really are to persons with intellectual disabilities.” Tharpe went on to say, “Itis a great honor to
have Austin Davenport as our guest speaker this year at the gala. | do hope that the business
community will be able to attend to hear him and to begin to understand what great contributions a
person with Down syndrome can be in their business or organization. Our job is to open more doors for
our members and we hope that the gala’s program will help us to do that.”

The evening’s festivities will be held once again at Celebrate It at 4195 Pine Mill Road in Paris, beginning
with a social hour at 6 pm. The guest speaker, along with this year’s Volunteer and Outstanding
Educator of the Year Award presentation, will follow a catered dinner. Local band X-Caliber, a long-time
favorite at the society’s events, will perform a great mix of rock and blues for the remainder of the
evening. The evening will also include a silent auction filled with themed baskets and a variety of items
sure to get your competitive juices flowing.

The proceeds from the evening’s festivities will all go directly to the Red River Valley Down Syndrome
Society. “We are affiliates of national organizations,” said Tharpe, “but we are a stand-alone 501c3
nonprofit that serves only this area. This is one of the times that you can truly trust your money will stay



in this community, helping this community. All the money raised at the gala goes directly into keeping
the organization running and continuing to provide programs and services to the people of the region.”

Tickets are available online at www.redriverdss.org/gala, by phone at (903) 783-1922 or from any
committee member. Individual tickets are $25, $45 for a couple. Reserved tables are available as well.
Businesses or individuals who wish to help the event by becoming a sponsor or underwriting a portion
of the event should contact Deanna Tharpe at RRVDSS, (903) 783-1922.

Fueling the Economy with the Help of Elderly and Disabled People
By Renee Beauregard
www.opednews.com

Elderly and disabled people are not typically considered to be the populations that can contribute to
turning an economy around. Many people view the provision of services to these populations as one-
way charity that simply comes out of the pockets of taxpayers into the pockets of those served with no
return to society save for the satisfaction of “doing the right thing.” The reality is that investing in social
programs creates new businesses, jobs, and more taxpayers and should be part of the new economic
plan for America along with infrastructure projects and green technology.

Today, Medicaid waiver programs that provide home and community-based services to the elderly and
disabled are dramatically under-funded on both the federal and state levels. Hundreds of thousands of
people who qualify for, and desperately need services are not receiving those services in states across
the country. In a capitalist society, it means there are hundreds of thousands of “customers” whose
needs are not being met.

The ramifications on families are that caregivers must leave full-time careers to care for family
members. Many of those caregivers would be working in careers that would have significant impact in
society and they would be paying taxes on their income. Some of these families are forced into poverty
and must also receive other public benefits in order to provide for their families. In an economy like the
one we have today, even middle income families who are caring for an elderly or disabled family
member are vulnerable to foreclosure and job loss affecting the only working person in the home.

The Medicaid program provides institutionalized care to elderly and disabled people. Section 2176 of
the 1981 Omnibus Budget Reconciliation Act gives the Health Care Financing Administration the
authority to waive certain Federal Medicaid regulations to allow the States to include home and
community-based services in their Medicaid coverage. Institutionalized care costs significantly more per
person than community-based care, but because of the lack of adequate funding in the Medicaid waiver
programs, there is also a lack of service providers who can offer home-based nursing care, job coaching
services, host homes, and other services. In a capitalistic society of supply and demand, the demand is
there but the supply is not because the providers cannot get paid. Families cannot afford the out-of-
pocket expenses for such care and insurance does not cover it.

If the federal government fully-funded the Medicaid waiver program, and re-examine the State match
requirements, more service providers would emerge and more family care-givers would be able to
return to their careers. Furthermore, individuals who are currently institutionalized could move into


http://www.redriverdss.org/gala

less-costly community-based care where they could live fuller lives. People with disabilities would also
have new opportunities to also become employed, draw paychecks and obtain their own private
insurance coverage.

As America re-thinks the way we do business, it is in all of our best interests to consider the needs of our
most vulnerable citizens and to value their needs as part of our solution.
Check out this link to see the most recent messages sent to congressional reps and local newspapers:

http://www.1specialplace.blogspot.com

Renee Beauregard is the mother of an adult with special needs and the owner of a marketing and
communications firm in Colorado which serves several charities. She is a consumer and disability
advocate and has founded several nonprofit organizations. (Reprinted with permission of author.)

Bring the Urgent Issues of the Wait List for Adult Services

To the Attention of the Obama-Biden Transition Team

In 2006, there were over 280,000 individuals with disabilities on waiting lists for community living
services also know as Medicaid Home and Community Based Services in 31 states. Other states do not
keep official waiting lists so the true number of individuals with unmet needs is much higher and
growing with the aging of the U.S. population. There is no entitlement to adult services as in education
through the Individuals with Disabilities Education Act (IDEA) so many individuals with Down syndrome
and other disabilities leave school with no job opportunities or supports to live in the community
independently.

A group of parents have been conducting a national campaign to end the waiting list. They are asking
people to vote for Medicaid waivers for individuals with disabilities as a top health care issue. You can
read about this group at http://www.noewait.net.

It is very important to shed light on the critical problem to the new Administration. We encourage
members to vote on this health care initiative and if you have a personal story about an individual you
know who is on the waiting list, please follow the directions received given below by the noewait

organization.
1. VOTE on the issue at the Obama Transition team site.

http://www.change.org/ideas/view/fully fund medicaid waivers for the development
ally disabled

2. Send a message to every listserv you are on and ask others to vote. Then, if you have a web
site or blog, create a widget to put on your site or blog to get others to vote. Put it on your
Myspace or Facebook page.


http://www.noewait.net/
http://rs6.net/tn.jsp?e=001gF7KRBjwlDCU3xcTew-l4_2rD-J4X4uu9KnXrvJ1IAkslKD57SpWw2iuQj-SpVm0o_uwkIBxfjndvs78-LpVhczMQxPmDuqiFu7T6DR1l-rgx3-8ipDULIJxEawprkSlJjhnzZDvWKAwCALYQeoO0NvcxNW2YAbvIsD8U8J6kzGqLyKx0ASurIZHPjkVX2Z0ZagahbgQffah8ecturfVwQ==
http://rs6.net/tn.jsp?e=001gF7KRBjwlDCU3xcTew-l4_2rD-J4X4uu9KnXrvJ1IAkslKD57SpWw2iuQj-SpVm0o_uwkIBxfjndvs78-LpVhczMQxPmDuqiFu7T6DR1l-rgx3-8ipDULIJxEawprkSlJjhnzZDvWKAwCALYQeoO0NvcxNW2YAbvIsD8U8J6kzGqLyKx0ASurIZHPjkVX2Z0ZagahbgQffah8ecturfVwQ==

3. goto:
http://change.gov/agenda/disabilities agenda/

PLEASE HELP GET THIS ISSUE TO THE ATTENTION OF THE OBAMA TRANSITION TEAM.

Special Needs Conference Brings Topics Together in One Local Location

In its 3 year, the annual educational conference of the Red River Valley Down Syndrome Society has
expanded its focus to Special Needs Topics, rather than just Down syndrome. Scheduled for Saturday,
February 21, 2009, the conference features educational, medical and family-based topics. The
conference is presented by the Red River Valley Down Syndrome Society with the support of Paris ISD
and surrounding disability-based organizations. “Our annual day conference is such a wonderful
resource for both parents and educators,” said Sabra Vaughan, board member of RRVDSS and one of the
planners of the annual conference.

“The Red River Valley Down Syndrome Society has grown so much over the past 4 years due to the
devotion and hard work of our members and community supporters,” explained Vaughan. “We want to
share our knowledge and resources with family members and educators of persons with all cognitive
disabilities. We hope by expanding the conference to include other disabilities we can help more
families and educators realize the full potential of their child or students.”

The keynote speaker this year is Laura Buckner, a Community Education Specialist for the Texas Center
for Disability Studies at the University of Texas and a Program Coordinator with the Family to Family
Network Texas Project First. Laura holds a B.S. Ed. in Elementary/Special Education and a M.Ed. in
Counseling; she is a Licensed Professional Counselor (LPC) in the state of Texas, with twenty-three years
of experience in the field of education and disability. The parent of a teenager with a disability, Laura
maintains a special interest in empowering people living with disabilities to have dreams and in sharing
the necessary tools for fulfilling those dreams.

Other presenters include Jan Bedell, certified neurodevelopmentalist, who will be available for three
sessions throughout the day for the convenience of all conference attendees. Parents and educators
will have a variety of topics to choose from including: Addressing Problem Behaviors, Learning Styles,
Sibling Issues, Differentiated Instruction, Secondary Education Options, How to Navigate the Special
Education System, Physical Therapy, and more. Many agencies and presenters will also have tables set
up in order to answer questions and discuss concerns with parents and educators as well. Any agencies
or companies wishing to reserve a table should contact RRVDSS immediately since space is limited.

The conference will be held at Aikin Elementary School in Paris. “Paris ISD has once again showed its
commitment to the community and to the continued quality education of persons with disabilities by
allowing us the use of the Aikin facility to provide this wonderful resource to both parents and


http://rs6.net/tn.jsp?e=001gF7KRBjwlDAn498qitWrLy3NZ__YEbHpMJ63qRuGey6cF_jrk0Wl9h68_Vmo7acpNoKPGGmj4piJSrrMAeX2g1LGN20ez70HJgZL-DlmI1RnttckSoaZ6xXSabAKjkVpCf4gr-gMSD0fbj90KMZ4_g==

teachers,” said Deanna Tharpe, executive director of RRVDSS. “Pat Gilbert (principal of Aikin) has been
so helpful and supportive of the conference and our organization. We appreciate the support of the

IM

school districts in our area and hope that we can serve as a resource for them and educators in genera

Registration is $10 per person and includes lunch, a continental breakfast and afternoon snack. CEU’s
will also be available for educators who attend the conference. To register online, visit
www.redriverdss.org/conference. Registration brochures can be requested by calling (903) 783-1922.

ARC of Texas Response to Findings on State Schools
(Press release from ARC of Texas)

As you know, the Department of Justice (DOJ) recently released a scathing report on the 13 Texas State
Schools and State Centers. This follows a DOJ report a couple of years ago about the Lubbock state
school. Both reports emphasized basically the same deficiencies.

We hand delivered a letter to Governor Rick Perry on December 9, 2008 and requested a meeting with
the Governor to discuss these issues. In addition we are also working with other advocacy organizations
to personally deliver a message of outrage to key state leaders. Further, we have been working for the
last 18 months behind the scenes with legislators and key staff to address the issue.

Within the same week that the DOJ published their report, the Legislative Budget Board (LBB) staff also
published a report on our Texas institutions. The LBB report called for:

--A long term plan to downsize institutions and move residents to community placements
--A plan to move savings from downsizing to support community services expansion
--Limit admissions to institutions

--Eliminate residential units with high maintenance costs

--Develop enhanced community services and a safety net for children and people with behavioral issues
to deter admissions.

In addition, The Arc of Texas will provide comments to the DADS council during their meeting on
December 10, 2008 expressing our concerns. Please know that this is a very important issue to The Arc
of Texas and we will continue to effectively advocate to improve services for people with intellectual
and developmental disabilities. For more information, contact Dawn Choate at
dchoate@thearcoftexas.org.



http://www.redriverdss.org/conference
mailto:dchoate@thearcoftexas.org

RRVDSS TO LOBBY CONGRESS ON PRIORITIES FOR INDIVIDUALS WITH DOWN SYNDROME

Representatives of the Red River Valley Down Syndrome Society will be traveling to Washington, D.C. on
February 25-28, 2009, to meet with members of the legislature to lobby in support of programs and
government policies important to people with Down syndrome.

Scheduled for Thursday, February 26, 2009, the meetings and Congressional reception will be held in
conjunction with the third annual Down Syndrome Affiliates in Action Conference. The conference
brings together leaders of Down syndrome organizations from across the country, and provides
resources to better advocate for programs, policies and services that improve the quality of life for
individuals with Down syndrome.

“This is a tremendous opportunity to inform our elected leaders about the people in our community
who have Down syndrome, and the programs and resources available to those individuals and their
families, as well as to share our perspectives on public policy matters impacting individuals with
disabilities,” said Deanna Tharpe, executive director of RRVDSS.

Policy issues that advocates plan to raise include improving outcomes in education, eliminating barriers
to independence and economic self-sufficiency in employment and community living, promoting
research that accelerates the development of effective treatments and therapies, and providing more
supportive services for families.

Down syndrome is the most commonly occurring chromosomal condition. There are more than 400,000
people living with Down syndrome in the United States, and one in every 733 babies is born with the
condition. The Red River Valley Down Syndrome Society is a non-profit organization that provides
information and support to the families of over 70 individuals with Down syndrome in the northeast
Texas and southeast Oklahoma region, and works to increase awareness in our community of the
capabilities and contributions of individuals with Down syndrome.

For more information about RRVDSS, the Congressional visits, or the organization’s advocacy priorities,
please contact Deanna Tharpe, executive director, at (903) 783-1922 or visit the web at
www.redriverdss.org.

Update on the Seatbelt Saga

| thought | would take a moment to give a short update on the Buckle Boss article from our last issue. |
thought | had spoken too soon when my 10 year old told me Joel had gotten out of the safety belt in the
car, but we figured out it was not clicked in correctly. Actually, it has worked so well that | can’t find it.
That’s right! Joel hid it somewhere before Christmas! That’s what he does when he doesn’t want you to
use something, he hides it. We didn’t even get to use it on our four-hour holiday trip! The good news is
that | have noticed that keeping Joel in his seatbelt without it is easier. My theory: He got so used to
having the seatbelt on because he couldn’t take it off that now it doesn’t seem to be as big of an



annoyance to him. Never fear, though, | will find that wonderful little piece of plastic or | will order
another. Regardless of my missing Buckle Boss, I’'m still giving it a “thumbs up!”

(Deanna Tharpe is the Executive Director of RRVDSS and parent of 7 year old son with DS.)

80-Year-Old with DS in Guinness Book

Reading an article on the new oldest living person with Down syndrome recognized by the Guinness
Book of World Records, | was so moved by the “story” behind the story that it brought tears to my eyes.
The story was printed in the Waseca County News (Minnesota) and told the story of how a caregiver at
an assisted living facility applied for the record for her patient who was 80 years old. The caregiver was
very excited about the award for Bert Holbrook who moved to the center in 1984.

That the man turned 80 in August is newsworthy in itself, but that is not what struck me about this
story. Of course, it mentions that when Holbrook was born the average life expectancy of a person with
DS was 9 years old and institutions were the norm. But even that is not the whole story. In the article,
the reporter gives Holbrook’s background in the community. The article reads: “But Holbrook thrived in
the Waseca community where he lived with his parents and older sister, Marian, and helped out in the
family grocery store. For 60 years he was a familiar face around town and everyone knew him as Junior.”
That is what brought tears to my eyes...the word “thrived”. You see, here again is the secret to ensuring
a productive and fulfilling life for our children and loved ones with Down syndrome. He lived as part of
the community. Can you imagine living in Waseca? Close your eyes and imagine shopping in the

Holbrook’s store, seeing “Junior” each week, sitting by him at church, greeting him on the street.

Now, imagine a different scenario: one where Junior was put in an institution as a child and removed
from his family and community. How different might his life have been? |, myself, do not even wish to
think about it. | am thankful each day that my son’s opportunities are growing beyond what even | can
imagine for him. | am thankful that the children with Down syndrome in our group are living a different
life than that of years past. | am thankful that my adult cousin with Down syndrome had loving parents
that kept him at home instead of an institution. | am thankful that my child is living the life of 7 year old,
rather than the life of a child with Down syndrome. | am thankful for the prospect of NOT outliving my
children. | am thankful that | have resources to be prepared for that situation. | am thankful for my
child without Down syndrome, who has become an advocate for his brother as well as an understanding
and supportive sibling. | am thankful for my family, who never questioned my child’s place in the family
and is constantly reminding me of their undying support.

So, as 2009 begins, remember Bert Holbrook. His inclusion in the community was extraordinary in his
day. Let’s all make a resolution to make it ordinary in our lifetimes for the people we know and love
who happen to have Down syndrome. | am making a resolution to make sure that RRVDSS keeps
working tirelessly to further that goal by continuing to advocate for those with DS and support both
them and their families. Happy New Year from all of us at the Red River Valley Down Syndrome Society!



January Meeting: Chance to Give Input to TEA
Topic: Parental Input/General Discussion
Special Guest: Marth Vincent, Region 8 Texas Continuous Improvement Process Coordinator
Details:

Each year, the region education service centers across the state hold public input meetings for TEA. This
year, the TCIP person for Region 8 will be giving parents in our area a more convenient option in order
to give input on the three questions that follow this paragraph. All questions are to be answered
unbiased (meaning this is not the time to address specific students) and will be noted anonymously.
Please make plans to attend this meeting. After the input session, parents are encouraged to visit with
each other to share stories, concerns and helpful tips! In order for parents to consider questions and
formulate suggestions, here are the questions to be posed:

Required Indicator [TEA]

Question #1: How can school personnel and parents
communicate better in order to improve services for students
with disabilities?

Regional Selection

Question #1: How can schools, parents, and the community
support students with disabilities in completing high school and
meeting their goals after graduation?

Question #2: How can school personnel and parents work
together to find appropriate options to DAEP placements for
students with disabilities?

Note: Registration is for seating purposes only. Refreshments will be served. Childcare is not available
at this time, but there is a separate room in which children are welcome to play, watch movies, have
snacks.



Calendar of Events

1/15/09 Monthly Paris meeting: Input for State/TEA RRVDSS Center, Village Shopping Center in Paris

1/24/09 RRVDSS Board Retreat & Strategic Planning Meeting

1/31/09 3rd Annual Snowflakes & Diamonds Gala Celebrate It!, Paris

2/21/09 3rd Annual Educational Special Needs Conference Aikin Elementary, Paris



Special Needs Educational
Conference

PRESENTED BY RED RIVER VALLEY DOWN SYNDROME SOCIETY
Co-sPONSORED BY PARIS ISD

SATURDAY, FEBRUARY 21, 2009
8:30A—4:00P

Keynote Speaker: Laura G. Buckner, M.Ed., LPC

Texas Project FIRST, Family to Family Network

"“Go The Distance! Training for the Race of Your Life”

Topics Include:

= Neurodevelopmental Approach for
Children with Learning Disabilities

= Challenging Behavior

= Sibling Issues

= Learning Styles

= Medical Panel for Persons with
Disabilities

= Differentiated Instruction

= Navigating the Special Ed System

= & MORE!I

Aikin Elementary School 3100 Pine Mill Road Paris, Texas
REGISTRATION DEADLINE: FEBRUARY 13, 2009
$10 PER PERSON, LUNCH INCLUDED
For Info: (903) 783-1922 info@rrvdss.org

Register online at www.redriverdss.org
CEU’s Available!

Disclaimer: The Red River Valley Down Syndrome Society (RRVDSS) assumes no specific or implied
liability with respect to the interpretation, use, misuse or subsequent communication of editorial



content or information contained in this publication. The opinions, beliefs and viewpoints are those of
the individual authors and contributors and do not necessarily reflect those of RRVDSS, its directors,
members or the editor of this publication. The content of Down Syndrome Digest is provided as a public
service for informational purposes only and is not a substitute for medical or professional advice.
RRVDSS does not endorse any particular therapy, institution or professional system. The information
herein is presented as is, without warranty of any kind, express or implied.



