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RRVDSS Lobbies in Austin

STAFF & BOARD MEMBERS TRAVEL TO AUSTIN TO ADVOCATE

The new vision statement of the Red River Valley Down Syndrome reflects our new commitment to
individuals with Down syndrome and their complete inclusion in society: Educate. Advocate. Believe.
And with this new vision statement, you will hear more about ways to advocate for those with DS — at
work, at school, at church, in the community, and in the legislature. This past week, three members of
RRVDSS traveled to Austin to attend the Texas Advanced Leadership and Advocacy Conference hosted
by Texas A&M University. The goal was to help leaders in the disability arena better advocate for their
clients and members. Monday afternoon, March 23rd, was spent at the Texas Capitol visiting with state
senators and representatives about issues concerning our member families.

Board Chair Tiffany Phillips, Board Treasurer Sabra Vaughan and Executive Director Deanna Tharpe
visited six of our region’s representatives’ and senators’ offices including Rep. Mark Homer (Dist. 1),
Rep. Larry Phillips (Dist. 62), Rep. Stephen Frost (Dist. 1), Rep. Dan Flynn (Dist. 2), Senator Bob Deuell
(Dist. 2) and Senator Kevin Eltife (Dist. 1). Speaking on behalf of the almost 80 families and over 600
members of the Red River Valley Down Syndrome Society that live in their district, the group delivered
information on a variety of bills before the legislature this session that concern RRVDSS members. The
topics included HB 1589/SB 1060 which allows for the down-sizing and consolidation of state schools
and institutions in order to address more community living opportunities for persons with disabilities in
Texas; HB 511/SB 451 which will allow the ARD committee to stipulate training for general education
teachers when a student with a disability is in their classroom; and SB 1395 which changes the term
“mental retardation” to “intellectual disability” within the state of Texas.

The delegation was also able to offer a personal “thank you” to Rep. Eddie Lucio Ill for introducing HB
67, a Medicaid Buy-In Bill for families of children with disabilities who make up to 300% above poverty
level and are not eligible for Medicaid. Lucio is a true champion of our children with Down syndrome
and other disabilities. Thanks were also given to Senator Deuell, who authored the companion bill to HB
67, SB 187, noting that both are pending in committee at this time.

In February, Executive Director Deanna Tharpe traveled to Washington, DC in order to advocate at the
national level. With 300 other leaders (including self-advocates) representing almost 90 DS
organizations, the presence of the Down syndrome community was felt in the House and Senate office



buildings that day. It was a big day and one that saw many members of Congress sign on to sponsor
important legislation and to join the Down Syndrome Caucus.

In the future, you will see even more updates on pending legislation at both the state and national level.
You will receive emails with action items, alerting you to ways that you can help to get our voice heard
and details on how to do it promptly and effectively. Legislative updates of importance will be included
in our monthly newsletter as well. RRVDSS hopes to continue our tradition of hosting a “Family Forum”
with our state legislators each year in order to give our local members a voice (and a face) at the Capitol.
The Advocacy Committee of the RRVDSS includes Sabra Vaughan, Melynda Hutchings and Tiffany Phillips
and welcomes any volunteers that might be interested in getting involved in our efforts.

Calendar Call-Out — Committee Members & Participants

Each year, the Red River Valley Down Syndrome Society publishes a full-color calendar celebrating the
beauty and individuality of each person with Down syndrome. It takes a lot of work (and a lot of time)
to put this calendar together each year. Therefore, plans are already underway for the 2010 awareness
calendar. The Calendar Committee (usually consisting of 3-5 volunteers) is forming at this time. Any
volunteers (members or community volunteers) who wish to help with the calendar are encouraged to
contact RRVDSS at our main office (903) 783-1922. No special skills or experience is necessary, but if
you have photography, printing or graphic design experience, please note that in your call. The calendar
committee will be meeting during the month of April to start the creation of this wonderful awareness
tool.

The other (and most important) aspect of the calendar is the participants with Down syndrome on each
and every page. There is NO age limit to be in our calendar, as we believe it is important to show how
beautiful our members are at every age. In the four years that we have published this calendar, we have
not done a lottery to determine participation. This year, we do not foresee a need for it once again.
However, it is dependent on the number of participants. The deadline for entering participants in the
2010 calendar is April 30, 2009.

Photographers interested in being involved in the 2010 calendar also need to contact RRVDSS (if they
have not already) by mid-April in order to be included in the process. Photographers for our calendar
donate their time to the project but are recognized within the calendar for their work.

If you have questions, please call RRVDSS at (903) 783-1922.



Member Spotlight

Autumn Phillips, 5 years old, is shown here in the photo after a performance at Paris Dance and Pilates
Works. Autumn is the daughter of members Ben and Tiffany Phillips of Detroit, Texas. This photo was
taken after a performance at the local dance studio. Way to go, Autumn!

(Want to share your child or loved one’s achievement for printing in the Down Syndrome Digest? Send
it to us! Pictures sent by mail will be kept in the newsletter file to be picked up at your convenience for
a period of up to 6 months.)



Special Education Acronyms and Abbreviations
Every Parent Should Know

Acranyms you may hear af an IEP meefing:

AEP - Altemative Education Flacement

APE — Adaptive Physical Education

ARD - Admission, Review, & Dismissal

AT - Assistive Technology

BIF - Behavior Intervention Plan

CA — Chronological Age

CBI - Commumity Based Instruction

CBVI - Commnmnity Based Vocational Instruction
CM - Content Mastery

ECT - Early Chuldhood Intervention

EI - Early Intervention

ESL — English as a Second Langunage

ESY —Extended School Year

FAPE — Free Appropriate Public Education

FBA — Functicnal Behavioral Assessment
FERPA — Family Educational Rights and Privacy Act
FIE - Full and Individual Evaluation

IA — Instructional Assistant

IDEA — Individuals with Dizabilities Education Act
IEE - Independent Educational Evaluation

IEP - Individual Education Plan

ITP - Individual Transition Plan

LEE — Least Restrictive Environment

O&M — Onentation & Mobility

OT — Occupaticnal

PPCD — Preschool Program for Children with Disabilities
PT - Physical Therapy/Therapist

SDAA — State Development Altemnative Assessment
TAKS — Texas Assessment of Knowledge and Skalls
TAC - Texas Admimstrative Code

TEKS — Texas Essential Enowledge and Skills
VAC — Vocational Adjustment Coordinator

Disability Categories:

AT - Anditory Impairment

AU - Autism

DB — Deaf-Blind

ED — Emotional Disturbance
LD — Leaming Disability

MD — Multiple Disabalities

MR — Mental Retardation
NCEC — Non-Categonical Early Childhood
PD — Physical Disability

OI - Orthopedic Impairment
OHI - Other Health Impairment
51 — Speech Impairment

TBI - Traumatic Brain Injury
VI — Visual Impairment

Local, State and Federal Agencies:

DOE — Department of Education
EEOC — Equal Employment Opportumty
ESC — Education Service Center

LEA — Local Education Agency

OCR — Department of Education Office for
OSEP - Office of Special Education

Programs

OSERS — Office of Special Education and
Rehabilitative Services

SBOE — State Board of Education

TCB — Texas Commussion for the Blind

TDHS -Texas Department of Human
Services

TEA — Texas Education

TRC — Texas Rehabilitative Commission

TXMHMR - Texas Department of Mental
Health and Mental Retardation

Partners Resource Metwork PATH Project * www.partnerstx.org* 1090 Longfellow Dr.
Beoumont, TH 77706+ 18008664726 *FAN: 409 898 4869



Laws Related to Special Education

ADA — The Americans with Disabilities Act. The
ADA prohibits discrimination on the basis of disability.

CFR — Code of Federal Regulations. The rules and
regulations of federal agencies as published in the
Federal Register

DD ACT — Developmental Disabilities Assistance and Bill
of Rights Act. The DD Act supports state developmental
disabilities councils, state protection and advocacy
agencies, university-affiliated programs, and other
projects of national significance.

EDGAR — Education Department General Administrative
Regulations. These establish uniform administrative
requirements for federal grants and agreements.

EGA — Education of the Handicapped Act (now

IDEA) The name of the original 1975 legislation entitling
children and youth with disabilities to a free appropriate
public education.

ESEA — The Elementary and Secondary Education Act.
This law contains several federal programs designed to
address the needs of disadvantaged students.

FERPA — Family Educational Rights and Privacy Act.
Legislations giving parents the right to inspect and
review their child’s educational records, to amend
errors or inaccuracies in those records, and to consent
to disclosure of records.

FOIA — Freedom of Information Act. This law entitles
any person the right to request access to federal agency
records or information.

IDEA — Individuals with Disabilities Education Act
(formerly EHA). This law states that children with
disabilities have the right to a free appropriate public

NPRM - Notice of Proposed Rule Making. Whenever a
federal agency proposes to publish new or amended
regulations to enact a law (such as IDEA), the proposed
regulations are issued in the Federal Registéor public
review and comment.

PASS — Plan for Achieving Self-Support. A part of the
SS| statute that permits the exclusion of income and
resources of individuals who are blind or disabled, if an
individual needs such income/resources to fulfill an
approved PASS.

The Perkins Act — The Carl Perkins Vocational and
Applied Technology Education Act of 1998. The
purpose of this act is to develop more fully the
academic, vocational and technical skills of secondary
and post secondary students who choose to enroll in
vocational and technical education programs.

S — This symbol means “Section” as in “S300.7 Child
with a disability” as written in the IDEA regulations.
Section 504 — Section 504 of the Rehabilitation Act. A
civil rights statute designed to eliminate discrimination
on the basis of disability in any program or activity
receiving federal financial assistance.

SSI — Supplemental Security Income. A supplemental
cash benefits program administered by the Social
Security Administration for individuals who are blind or
have other disabilities who have little or no income or
resources.

TWWIA - Ticket to Work and Work Incentive
Improvement Act of 1999. Legislation enabling
individuals with disabilities to become employed
without losing Medicare or Medicaid coverage
provided to those who are unemployed and receiving
Social Security Disability Insurance and/or
Supplemental Security Income.




education in the least restrictive environment, including
procedural protections and the right to an education
that is standard based.

TEC — Texas Education Code. State laws that govern

the provision of public education to children of Texas.
In some cases, these laws give families additional rights
beyond the federal law and regulations.
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Summer Camp Opportunities for Children with Special Needs

ARC of Dallas Summer Adventure Camps

Camp Locations and Dates for Summer 2009

Dallas
June 8-July 31

Grauwyler Recreation Center

McKinney
June 8-July 31

Webb Elementary School

Allen
June 8-June 26

Location TBD

Rockwall

July 6-July 10

Lake Paint Church

* Camps closed July 3 for holiday

Adventure Camp is held Monday through Friday during spring and summer school breaks in order provide
recreational day care for campers and respite to caregivers in a fun, safe and experiential environment. Camp hours
are 9:00 am to 3:00 pm with extended ca re available. Activities include crafts, games, entertainment, swimming, free


http://www.partnerstx.org/

play and field trips. Summer camps are held concurrently in two -week sessions throughout the summer (with the
exception of the week of July 4th). Space is limited to 25 per session. Camper to staff ratio is generally 4:1 and is
often supplemented by volunteers as needed. Camp provides a semistructured environment with opportunities for
free play and leadership. Fees are similar to daycare. Scholarships are available on a limitedbasis. For more
information, or to apply, contact April Allen, aallen@arcdallas.org or (214) 634 -9810, ext 106.

k2
lm‘ Camp CAMP is a 55acre facility located on the Guadalupe River near

Center Point, TX. CAMP provides 9 sessions each summer, 2 for adults agd 22 to 45 years and for children aged 5
to 21 years and their non-disabled siblings aged 5 to 12 years. Sessions for children are scheduled according to the
predominant disability presented. Counselors are assigned to campers at a oneto-one ratio. Medical staff are
available to meet the needs of the campers and activities are modified to provide the campers the most enjoyable
experience possible while affording their families periods of much-needed respite.

Summer Contact Phone: 210-671-5411

Off-Season Phone: 210-671-5411

Jn e e

CharisHills is a Christian, co-ed, residential summer camp specifically
designed to help kids with |l earning differences find success
functioning Autism. With one and two -week sessions offered, we provide exdting and fun camp activities in a
Christian atmosphere. Campers will participate in a daily education program instructed by an experienced
professional staff. Our focus is on building self confidence, social skills, and independence in a loving environmert. At
Charis Hills your child will experience healing, education, and growth. We are located one hour NW of Dallas/Fort
Worth in the Cross Timbers area! Contact us today to reserve a spot for your child, camp space is limited.

Summer Address:

Sunset, Texas, USA
Phone: 940-964-2145
Toll-Free: 888-681-2173


http://www.mysummercamps.com/cgi-bin/camps/jump.cgi?ID=20855;d=1
http://www.mysummercamps.com/cgi-bin/camps/jump.cgi?ID=26524;d=1

The Monarch School Summer Program
Houston, Texas, USA Phone: 713 -479 -0800

The Monarch School offersa 5-week summer program with an emphasis on Executive Functioning, Relationship
Development, Academic Competence, and SelRegulation.

Camp Summit
Argyle, Texas, USA Phone: 972 -484 -8900

The mission of Camp Summit is to provide a residential camping experience for children, youth & adults with disabilities

RRVDSS Offices Moving to New REACH Center Facility

With the expectation of the new REACH Center opening in the fall, the Red River Valley Down Syndrome
Society has moved its administration and resources to the new REACH facility in Reno, Texas. “We are
both excited and sad to leave our resource center,” said Deanna Tharpe, Executive Director. “It has
been the site of so many good memories, but we are thrilled to be making the REACH Center a reality.
We know that in order to make the REACH Center a success, a different facility was needed. And to fully
staff it, our administration offices will also need to be housed there.”

The new location is easily accessible, just off Hwy 82 East of Paris at 6325 Lamar Road in Reno. Although
still in the process of building offices and classrooms, the facility should be fully operational by the
beginning of April. All workshops, classes, and meetings will now be held in the new facility. An
enclosed classroom will allow for more one-on-one and small group instruction while still allowing for
parents and other visitors to take advantage of the computer lab and resource library. “We hope to be
using our second classroom by next year,” said Tharpe. “I sincerely wish that every child with a disability
would take advantage of this great resource here in our area. We are going to offer something that you
could only get in the metro areas of the state and we just want those in need of it to use it.”

The REACH Center (Raising Expectations And Creating Hope) will serve the entire population of those
with intellectual disabilities in the northeast Texas and southeast Oklahoma region. Beginning in the
fall, classes will be offered for toddlers as well as one-one-one and small-group instruction for school-
age children and adults. The goal is to continue the education programs to also include enrichment
classes such as yoga, martial arts, drama, cooking and art. Free workshops for parents and teachers will
continue to be offered but will be available on a more frequent schedule. Volunteers are needed to
work at the center in order to provide more opportunity for members to visit.



RRVDSS Notes

-Deanna Tharpe, Executive Director

Exciting Times Ahead!!!

With our recent move, it will take us a little time to get settled, but we don’t plan on slowing down—it’s
full speed ahead for RRVDSS. Expect workshops to be scheduled as planned on a variety of topics. We
are planning our fall education program and continuing our efforts to educate the community on the
abilities of people with Down syndrome.

Our board members work very hard on a number of committees, but we need community volunteers as
well to make our programs and fundraisers successful. If you or someone you know would like to get
involved in RRVDSS, call us today!

Down Syndrome Digest Now Available in Spanish!!!

The Red River Valley Down Syndrome Society is pleased to announce that our text version of the
monthly newsletter is now available in Spanish. The Spanish version has been available online for a few
months, but now can be mailed out in paper form or via email if preferred. If you would like to request
a copy in Spanish, please contact RRVDSS to have your information put on the newsletter list. (The
translation is done by a computer program and not by an individual so it may not always be perfect.
Spanish-speaking volunteers who wish to help by translating the text version should contact RRVDSS.
Once translated, the text version could be converted to the graphic version easily for mail-out.)

Upcoming Events!!!!
Annual Picnic

Plans are underway for a June date for our annual family picnic. This is a great opportunity to meet
other families, see old friends and enjoy the atmosphere while the kids play and friends chat.

“Celebrate Summer’ Dance

This year, we have added a dance to our summer social calendar. The dance will be open to all
members and we look forward to a great night of music and fun. Details will be in next month’s
newsletter.



Buddy Baseball Continues

The 4th season of Buddy Baseball gets underway Saturday, March 28, 2009 with games at 9 am and 10
am at Woodall Field in Paris. Opening Day is a great time to see the games, but we invite our
community out any time to enjoy this great season. Games will continue on April 4—May 16, 2009 at 11
am and 12 noon each Saturday. Come join us for some great baseball. Fans are always needed to cheer
from the benches!

Buddy Walk Committee Meeting

Date: Sunday, April 5, 2009

Time: 2:00 pm

Location: REACH Center, 6325 Lamar Road, Reno

Our annual fundraising walk is a huge undertaking and planning on it begins in April. This meeting is for
all those interested in helping with the walk itself in any form. At this meeting, walk chairs will be
designated and ideas will be shared on how to make the walk even more successful. With economic
concerns, it is even more important to start planning early and begin our fundraising efforts now

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.



