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osity, we are able to save ap-

proximately $30,000+ , which 

we can apply directly to pro-

grams and services.  Reunion 

Ranch donates the use of their 

grounds, activities, staff and 

equipment, and provide 

unlimited drinks and snow 

cones – all at no cost.  With 

this incredible infrastructure 

already in place, the Buddy 

Walk team is able to focus our 

efforts on entertainment, reg-

istration, and most impor-

tantly, raising money for our 

organization and your chil-

dren. 

Entertainment Lineup 

The Buddy Walk is a one-mile 

walk in which anyone can par-

ticipate without special train-

ing.  As we gather to celebrate 

the gift individuals with Down 

syndrome have given to our 

families and our friends, we 

promote acceptance and raise 

awareness of their potential, 

dreams and accomplishments! 

The day promises entertain-

ment and fun for everyone:  

music and dancing, carnival 

games, paddle boats, hay 

rides, and much more! 

Form your Family  

or Corporate Team Today! 

The Buddy Walk is one of the 

least stressful and most enjoy-

able ways to raise funds.  Last 

year over 

50 teams 

walked to 

support 

their loved 

ones with 

Down syn-

drome.  

Together these families and 

friends raised over $50,000, 

which was used to create some 

wonderful new programs for 

all ages! 

This year we again urge fami-

lies to form a team to support 

their children and loved ones 

with Down syndrome.  Each 

step you take and each dollar 

you raise will help DSACT 

provide important services 

that enhance the quality of life 

for individuals with Down 

syndrome and their families.  

All donations to DSACT are 

tax deductible and will directly 

benefit our loved ones with 

Down syndrome in Central 

Texas. 

Buddy Walk makes 

“FUNdraising” enjoyable! 

Membership in DSACT is free 

of cost and we strive to pro-

vide all services at little or no 

cost to members. We are sus-

tained by fundraising activities 

and private donations. Finan-

cial contributions are vital in 

creating, 

promot-

ing, and 

develop-

ing ac-

tivities 

and pro-

grams in 

the following priority areas:  

Programming, Education, 

Caregiver Support, Inclusion, 

Awareness, Communication, 

and Advocacy. 

Reunion Ranch 

Buddy Walk will be held at 

Reunion Ranch in George-

town.   Thanks to their gener-
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Med-Equip, Temple, Texas

Treehouse Pediatrics

Med-Equip, Temple, Texas

Treehouse Pediatrics

A huge Thank You to our 2006 Buddy Walk Sponsors 

Main Street Bags

BARKER FINE ART

 

A huge Thank You to our 2006 Dash for Downs Sponsors! 
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Leah’s son Cameron 

For me, giving thanks is a sign of 

appreciation and gratitude that also 

brings about a deep sense of peace.  

- Wally Amos  

Story by Leah Hollenbeck 

Little Munchkin's is a Chris-

tian based, family owned and 

operated learning center. 

Once a year they choose a non 

profit organization to fund-

raise for. My best friend Amy 

works at Little Munckin's and 

they know how involved she 

is with our son Cameron who 

has Down syndrome.  They 

asked her to organize an in-

house event to raise money 

and awareness with all the 

children's involvement. They 

called it "Dash For 

Downs."  Each child was in-

volved by "Dashing" around 

the playground. Family mem-

bers of each child made a 

pledge for every lap that was 

"Dashed."  So far, Little 

Munchkins have raised 

around $500 and still count-

ing with bake sales and buddy 

bucks Amy created. 

It was so amazing to see the 

kids so excited to raise money 

for such a great cause. The 

cheering for each other made 

them want to "dash" more. 

Cameron had such a blast 

being involved. We are so 

lucky to have such great 

friends and family that want 

to be involved and do their 

part for our kids. Way to 

go!!!!! 

Terry Reasonover - 

Little Munchkins Learning Center 

The Pfizer Foundation: Matching Gift  

Bank of America: Matching Gift 

Samuel Holland 

Carter Blackburn 

Steve E Jones 

Philip & Linda Bailey— 

In memory of Debbie Covington 

We sincerely appreciate the follow-

ing people and companies who have 

so generously donated to the Down 

Syndrome Association of Central 

Texas.  Your contributions help us 

offer a variety of programs and ser-

vices for the members of our organi-

zation. 

Thank you to: 

Chisholm Dental Care -  

Mark W. Friedrich, D.D.S. 

Dean Decker— 

In memory of Hilda Bradley 

Dr. & Mrs. Heidi Addlestone— 

In memory of Norman Rosenberg) 

Little Munchkins Learning Center Dashes in $500 for DSACT 

Contributions to DSACT 

Dell Foundation Donates $1500 to DSACT 
Service Ambassador award. 

 

This award is in recognition 

of your dedication to the com-

munity.  In commemoration 

of your commitment to the 

Down Syndrome Association 

of Central Texas, they will 

receive $1500 from the Dell 

Foundation as another way to 

thank and recognize your 

hard work.   

Thank you for supporting our 

Winning Culture.” 

DSACT says “Thank you Mi-

chelle Garel for your commit-

ment to DSACT & thank you 

to the Dell Foundation for the 

generous donation.” 

The Dell Foundation  

awarded Michelle Garel, the 

Director of Dash for Downs 

race, the 2006 Volunteer of 

Distinction Award. 

 

In an email to Dell employee 

Michelle Garel, the Dell an-

nounced Michaels’ award 

stating, “Congratulations 

Michelle Garel. You have 

been awarded the Community 

“I awoke this 

morning with 

devout 

thanksgiving for my 

friends, the old and 

the new.” 

- Ralph Waldo 

Emerson 

(1803 - 1882) 
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Order Your 2007 Share the Passion Calendar 

The Share the Passion calendar project of the Down Syndrome Association of Central Texas 

brings together local celebrities to share their passions with children, teens and young 

adults with Down syndrome.  Taken by photographer Jean Louis, the calendar breaks down 

the common myths about Down syndrome and illustrates that individuals with Down syn-

drome have the ability and desire to engage in life-enriching activities...a passion they share 

with others.  Central Texas celebrities that participated in our calendar include; Mack 

Brown, Ballet Austin, Ben Crenshaw, Jody Conradt, Melissa Gale, Sara Hickman, Joe 

McDermott, Bruce Robison, Reid Ryan, Carole Keeton Strayhorn, Rick Trevino, Monte 

Warden, Kelly Willis and Will Wynn. 

Buy your 2007 Share the Passion Calendar Today and help educate the public about the talents and abilities of all individu-

als with Down syndrome. Sharing the Passion is a PERFECT gift for everyone on your gift list! 

We’ll mail the calendars directly to your friends and family just in time for the holidays!   Order by mail using the form be-

low or online at www.dsact.com 

Name:     Address:    

City:  State:      Zip:  

Daytime Phone: Email:  

___ # of 2007 Calendars @ $10 Each    $_______ Postage: 1-2 Calendars $2.00 / 3-5 Calendars $5.00 

$_______ Total Cost 

Please circle method of Payment Enclosed: Check payable to DSACT / Money Order 

Please send your check or money order made payable to DSACT along with this form to:  Down Syndrome 

Buddy Walk Committee Meeting 
Tuesday, July 17th, 2007 

7:00pm 

 

DSACT Offices 

3710 Cedar Street 

(off of Guadalupe & 38th St.) 

 

Volunteer - Get Involved - Make A Difference 
 

If you would like to join the Buddy Walk committee please join us Tuesday, July 17th. 

 

Contact us today! 

Stefanie Martinez - mikeandstef2000@aol.com 

Lori Barta -  lmtullos@yahoo.com 

Jullee Mapes - lp0317@yahoo.com  
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Forming a Buddy Walk team helps us 

raise awareness. Even better, it gives 

our loved ones with Down syndrome a 

day to shine and be recognized by the 

community for their unique 

contributions!  

The success of Buddy Walk 2006 was 

a direct result of the efforts of our 

teams:  about 50 family and corporate 

teams raised over $50,000 and 

immeasurable awareness for Down 

syndrome.    This year our goal is to 

have 70 teams! 

WHY FORM A TEAM?  

1. To raise awareness about the 

amazing individuals with Down 

syndrome who bring so much joy 

to our lives. 

2.To enhance the quality of life for all 

individuals with Down syndrome in 

the Central Texas area by raising 

money for programs and services. 

 

SIX STEPS TO A SUCCESSFUL 

TEAM:  

1. Select a Team Name  

Examples include:Patrick’s Pack, 

Tyler’s Tiara’s, Sabine’s Soldiers, 

Alejandro’s Amigos 

2. Get a 2007 Team Packet  

The 2007 Team Packet includes entry 

forms, tips for building a successful 

team and a sample letter to use to 

Form your Team for 2007 Buddy Walk 
recruit team members. 

You can download a 

2007 Team Packet and 

register your team 

online at 

www.dsact.com. You 

can enter your own 

photo and text.  You 

can also email the page to your family and 

friends and start collecting donations. For 

those without internet access, check the 

upcoming newsletter for the time and date 

of our Team Kick-Off party where you can 

pick up a family team packet.    

3.   Recruit Team Members  

A team is made of 5 or more people. You 

can recruit team members from your 

family, friends, co-workers, schools, 

neighbors, and church. 

4.  Collect Registration Forms & 

Donations (optional) 

Though the Buddy Walk is our primary 

fundraiser of the year, collecting 

donations is optional.  

We want people to come and have fun! 

You can register your team, recruit 

members and accept donations online at 

www.dsact.com.  Make sure your team 

name is indicated on each members’ form.  

5. Return Forms & Pick-

up T-shirts 

6. Show Your Team 

Spirit! Be Creative! 

Carry team banners or 

posters.   Wear buttons, 

hats, t-shirts.  Pick a theme 

song! 

Register Early and Win!  

Pre-registration for the Buddy Walk 

automatically enters you into a  

drawing for a Family Fun Package & 

guarantees your preferred T-shirt size. 

Registrations must be postmarked by 

September 28th, 2007 to be entered into 

the drawing. 

 

Registration Fees: 

Early Registration Fee by October 8th 

Individual Registration: $15.00 

Children 12 and under:  $5.00 

Walk-up Registration on October 14 is 

$20.00 for an individual and $5.00 for 

children 12 and under.  

 

*Each registration includes lunch, goodie 

bag and T-shirt*  

FOR MORE INFORMATION 

For information on forming a family 

team, visit our website at www.dsact.com.   

Corporate teams can contact Andrea 

McDermott at Dremex72@yahoo.com or 

(510) 410-8707 

Buddy Walk is a fundraiser for our great speakers and programs, but more importantly it 

is an AWARENESS RAISER.  At a time when 90% of all parentally diagnosed pregnan-

cies are terminated, we need to raise awareness about these amazing individuals that we 

are so fortunate to know and love. 

Please consider forming a team of your friends, neighbors, co-workers, churches, 

schools, day cares.   Let's get them out to Reunion Ranch and show them that our kids 

are capable and loved. 

Whether or not you 

choose to raise funds, 

this is a great day for 

OUR kids to be STARS 

for a day! 
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Share a treasure or service by donat-

ing it to the silent auction! 

How to contribute:   

Ask your favorite restaurant, salon, or 

any business for a gift certificate or 

item;  

Purchase something (ask if you may 

buy it at cost since it is for a charita-

ble donation);  

Ask your place of employment to do-

nate merchandise, tickets, services 

gift certificates or  just make a mone-

tary contribution;  

Get a few friends together and make 

up a basket of 5-10 items based on a 

theme;  

Donate a NEW item of value that you 

have sitting in the depths of your 

closet or attic;  

Offer your time or expertise.  It could 

be cooking, sewing, painting… any-

thing.  

A few suggestions for baskets 

(NEW items only, please): 

For the kids: Toys, Baby gifts, Classes 

(dance, music, sports, etc.), Clothing (gift 

certificates), Therapy services (riding, 

music, etc.);  Babysitting services 

Trips / Getaways:  Bed & Breakfast, 

Hotels and resorts, Limo service, Airline 

tickets, Hot air balloon ride, Sailing or 

boat cruise  

Sports /Sporting Events:  Pro Game 

tickets, Rounds of golf or tennis, Pro in-

struction, Riding lessons, Sports memora-

bilia, Equipment and clothing  

Certificates:  Restaurants, Books and 

CD’s, Clothing and accessories, Beauty 

salons, spas,  Car wash  

Cultural Events:  Concert tickets, Thea-

ter tickets, Movie tickets, Personal mu-

seum tour  

Special Events:  Hosted dinner, Hosted 

kid’s party, Catering, Music for a party, 

Facility rental  

Electronics:  I-Pod, Digital camera, Lap-

top computer  

Food and Drink:  Bottles of wine or 

spirits; Gourmet foods; Cooking les-

sons  

Arts and Crafts:  Paintings; Draw-

ings; Prints; Ceramics; Fine jewelry; 

Quilts and hangings; Handmade 

clothing; Art classes  

House and Garden:  Antiques; 

Oriental carpets; Garden equipment; 

Appliances; Kitchen equipment 

Professional Services:   Account-

ant; Personal trainer; Photographer; 

Interior designer; Landscape de-

signer; Computer consultant; Lawyer 

(will or special needs trust); Massage 

therapist; Florist  

For more information, send an email 

to Dana Smyth 

(cdsmyth@austin.rr.com) or Laura 

Williams 

(lwilliams189@austin.rr.com). 

We Need your Treasures or Services for the Silent Auction! 

You can now register for the 

Buddy Walk online at 

www.dsact.com. 

Register Early & Win! 

Pre-registration for the 

2007 Buddy Walk on Sun-

day, October 14 at Reunion 

Ranch guarantees your 

lunch, goodie bag and pre-

ferred T-shirt size. You are 

also automatically regis-

tered for the Family Fun 

Package drawing.  

Registration Fees 

Early registration - Oct. 8 

Individuals: $15.00 

Children 12 & under: $5.00 

Walk-up registration on Oct 

14 will be $20.00 for indi-

viduals and $5.00 for chil-

dren 12 and under. 

Each registration includes 

lunch, goodie bag and T-

shirt 

Make Steps for a  

Brighter Tomorrow 

by taking part in the  

Down Syndrome  

Association of Central Texas 

Buddy Walk! 

Register for the Buddy Walk Online  
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DSACT has a place where you 

can collaborate and share 

stories with others: the 

DSACT Yahoo Group. Go to 

groups.yahoo.com and search 

for DSACT to join. The fol-

lowing is a posting to the 

DSACT Yahoo group by Julie 

Borkowski.  

“Here is another great article 

I want to share with my 

friends and family. Please do 

not ever think of Phoebe as 

retarded, she is learning dis-

abled and perfect in my eyes.” 

 

Article by Beverly Beckham 

November 20, 2005 

 

The words are ugly in the 

1952 Funk & Wagnalls Stan-

dard Encyclopedia. Trisomy 

21, called Down syndrome 

now, was called mongolism 

then, and the description of 

the condition was graphic and 

cruel and wrong. 

But that's the way it was. The 

smartest people -- scientists, 

doctors, writers of encyclope-

dias -- agreed that babies with 

Down syndrome weren't 

worth the effort it would take 

to teach them because, in-

sisted the best and the bright-

est, they were not educable. 

''Put him in an institution. 

Forget you ever had him. It 

will be the best thing for you 

and your family," Marian 

Burke's doctor told her in 

1965, when she gave birth to 

her son Chris, who would 

later costar on the television 

series ''Life Goes On." 

Walls were coming down 

everywhere in the United 

States. But not this wall. Ba-

bies with Down syndrome 

were almost always institu-

tionalized when Marian 

Burke ignored her doctor's 

advice and took her son 

home. 

Of course, doctors today 

would never suggest institu-

tionalizing a baby with Down. 

Today's trend is to abort 

them. 

Since screening became a 

routine part of US prenatal 

care in the early 1990s, 80 to 

90 percent of babies consid-

ered likely to be born with 

Down syndrome (the tests are 

not perfect) have been 

aborted. 

Now comes another screening 

test that women can have 

sooner in their pregnancy. 

Announced this month, a $15 

million study funded by the 

National Institute of Child 

Health and Human Develop-

ment, six years in the making, 

found a first-trimester 

screening test to be a better 

indicator of Down syndrome 

than the standard second-

trimester test. (Imagine if this 

money and effort had been 

spent helping instead of iden-

tifying babies with Down.) 

The lead author of the study 

insists that this is ''not a 

search and destroy mission." 

But experience suggests that's 

how the information will be 

used. 

(See Life Worth on page 8) 

them, well-read, successful — 

and along came Kelly, born 

with Down syndrome.  

What's this? 

Jerry: "I walked out of the 

hospital and thought to my-

self, 'Well, maybe this Down 

syndrome is something that 

will be fatal.' I uttered a 

prayer to a God I did not be-

lieve in and said, 'I don't want 

Saturday, March 24, 2007 

Austin American Statesman.  

"I was 41 when I found out I 

was pregnant. I called Jerry 

and said, 'We're going to have 

a baby.' There's this long 

pause, and he says, 'I thought 

we had the dog spayed.' "  

Judy and Jerry Horton had a 

pretty satisfying life going for 

themselves. Scholars, both of 

this. I don't want my life to 

change.' God had other plans. 

In Psalms, I think, it talks 

about a God that can melt a 

heart of stone. I started think-

ing about 'What in the heck 

am I here for?' and I started 

changing."  

Judy: "By the time she was 2 

weeks old, we were just batty 

(See Faith on page 8) 

For Lucy Rose, It's a Life Worth Living 

Amazing Faith: Jerry, Judy & Kelly Horton 

"This life is worth 

living, we can say, 

since it is what we 

make it."  

 

-William James 
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''The Down dilemma: Is a life with the 

syndrome worth living? A first-trimester 

test raises the question earlier than 

ever," is a question Time magazine 

poses in its Nov. 21 issue. The Washing-

ton Post recently ran an essay by a 42-

year-old woman who aborted her baby 

after she was told he had Down. 

What is it about babies with Down syn-

drome that frightens people and that 

makes science want to eliminate them? 

When did having a child with Down 

become the worst thing? 

My grand-

daughter Lucy 

has Down syn-

drome. Her 

mother de-

clined the test, 

and we didn't 

know until 12 

hours after she 

was born. 

So all we saw 

when we 

looked at her 

was perfection. 

And then a doctor said the words and 

how we saw her changed. 

She didn't change. She was still perfec-

tion. We changed. We saw Down syn-

Life Worth (Continued from page 7) 

we had a plan — and we climbed out on a 

limb of faith and began trusting that what 

we needed would be provided."  

Jerry: "People of all faiths began coming 

out of the woodwork and banded to-

gether, and this place just took off. We'd 

say Kelly was the inspiration for the 

ranch, and she told people she was the 

aspiration. I said, 'That's right. She 

breathed life into it.' And in a sense, she 

did. She turned me to God, and I turned 

it over to God. Judy and I could have 

been very successful professors and we 

would never have affected and touched so 

about her. We fell head-over-heels in 

love with her. And we began learning 

everything we could about Down kids."  

Jerry: "We found ourselves worrying 

about what would happen to Kelly after 

we were gone, and we began envision-

ing a place where Down kids could live 

and laugh and learn and grow old to-

gether."  

Judy: "We started Down Home Ranch 

16 years ago. Kelly was 6 at the time. 

We had no money and no property, but 

Faith (Continued from page 7) many lives as that little girl born 

with Down syndrome. We are 

blessed."  

Adapted from 'The Amazing Faith 

of Texas: Common Ground on 

Higher Ground' by Roy Spence 

With the People of Texas. © Idea 

City Press; Sept. 1, 2006. Photogra-

phy © Randal Ford Photography.  

“It's faith in 

something and 

enthusiasm for 

something that 

makes a life worth 

living.” 

- Oliver Wendell 

Holmes 

drome. Not our beautiful Lucy Rose. 

Here's what we have learned since Lucy 

was born: that life is a challenge for 

everyone. But there's no prenatal test 

that tells most people what's to come, 

that forecasts that at age 1 a baby will 

contract cancer. Or that when he's 4, 

he'll be hit by a car. Or that she'll de-

velop mental illness, or become a drug 

addict, or die in a fire when she's 25. 

You can't test for these things. But if you 

could? What makes a person dispensa-

ble? Is being slow to walk and talk a 

reason for execution? Blindness? Deaf-

ness? A propensity for aggression? Ho-

mosexuality? Death at a young age? 

What is so awful about an extra chromo-

some? Maybe it's fear of the unknown. 

Most people don't know anyone with 

Down syndrome. All they know is that 

there's a test that screens for it and 

there's the worried look on the doctor's 

face. And there's the hard reality of 

mental retardation. 

In the United Kingdom they don't use 

this term. They say learning difficulty. 

It's inclusive, not exclusive. 

We all have learning difficulties. 

Lucy is 2 now and the only difference 

between her and other 2-year-olds is 

that she looks a little younger. She sits, 

stands, walks with a little help. She tells 

you how old she is: ''Two!" And what a 

cow says: ''Moo!" And whom she loves: 

''Mama!" She reads books and listens to 

music and 

watches ''Mary 

Poppins" and 

plays with her 

cousin Adam, 

and likes going 

on rides, and 

walks to school, 

and church, and the library. 

The latest scientific advances work 

against children like Lucy. All the polite 

words -- ''peace of mind" and ''informed 

choice" -- don't disguise this. 

We used to institutionalize babies with 

Down syndrome. Now we kill them. 

Beverly Beckham can be reached by e-

mail at bevbeckham@aol. com.  

 

Buddy Walk 2006 

Faith: 

the assent of the mind to the truth 

of what is declared by another, 

resting solely and implicitly on his 

authority and veracity. 
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Texas has developed a Re-

source Guide for parents 

called “Family Resource 

Guide:  Understanding Fam-

ily Support and Opening 

Doors to the Future.”  

 An electronic version of the 

guide can be found at:   

http://uap.edb.utexas.edu/

FamilyResGuide.html 

What follows is information 

from pages 11, 13, 14 and 15 . 

It is important to get on the 

waiting lists.  

Programs in Texas Offer-

ing Family Supports and 

Services 

Medicaid 

Medicaid was established in 

1967 under the Social Secu-

rity Act. It provides medical 

assistance for low income 

families and many individuals 

with disabilities, including 

children. Approximately 60% 

of those on Medicaid in Texas 

are children. Medicaid is an 

“entitlement program,” 

meaning that if you meet the 

eligibility requirements, the 

state must provide certain 

services within federal guide-

lines. In Texas, children re-

ceiving Medicaid services 

have the advantage of a com-

prehensive service package 

through the Comprehensive 

Care Program known as 

Texas Health Steps. This pro-

gram requires that children 

receive whatever medical care 

is determined to be 

“medically necessary.”  The 

Medicaid Comprehensive 

Care Program often becomes 

a lifeline for children with 

disabilities. The ability to 

access Medicaid healthcare 

can be the deciding factor as 

to whether a family can keep 

their child with disabilities at 

home. Without Medicaid ser-

vices, some families are faced 

with the possibility of institu-

tionalizing their child. The 

Texas Medicaid program is 

administered through the 

Health and Human Services 

Commission. Information on 

eligibility criteria and the 

application process can be 

obtained on-line at 

www.hhsc.state.tx.us/

programs/how_to.html, by 

calling 211, or by contacting 

your local Department of 

Aging and Disability Services 

Office (formerly Department 

of Human Services Office). To 

find the office nearest you, 

visit www.dads.state.tx.us/

contact/dads_offices. html.  

Medicaid Home and 

Community-Based 

Waiver Programs 

Texas currently has seven 

different Medicaid waiver 

programs designed to allow 

Medicaid funds to be avail-

able to provide individuals 

with disabilities the opportu-

nity to receive supports and 

services in their community 

as an alternative to institu-

tional care. These waivers are 

administered through the 

Texas Department of Aging 

and Disability Services 

(DADS). Medicaid waiver 

services can be especially 

helpful to families caring for 

children with disabilities. 

Services can include nursing 

care, attendant care, respite, 

home modifications, medical 

equipment and supplies, 

therapies, service coordina-

tion, pre-vocational services, 

community living supports, 

asistive technology, and 

See Resource Guide on page 10 

some type of conference 

(examples may include re-

gional, research, leadership, 

etc.) in the future.  Please stay 

tuned to www.ndss.org for 

more information, as it be-

comes available. Additionally, 

we are working to help pro-

NDSS is in the midst of creat-

ing a strategic plan for 2007-

2010.  This plan is also ex-

ploring how we want to move 

forward with confer-

ences.  We will not be having 

a 2007 national conference 

but it is likely we will host 

mote the NDSC conference 

since we will not be having 

one.  You can find informa-

tion about their conference on 

www.ndsccenter.org.  

Family Resource Guide 

NDSS 2007—2010 Strategic Plan 

“It is not what we 

get. But who we 

become, what we 

contribute... that 

gives meaning to 

our lives.” 

- Tony Robbins  

Family Resource Guide: 

Understanding Family 

Support and Opening 
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often impossible to know what children 

may need in the future, it is better to have 

your child’s name on the list(s) so the 

option for services in the future remains 

available. Putting your child’s name on a 

waiver waiting list does not obligate you 

to accept those services in the future. It 

simply makes the option of supports and 

services available in the future.  

 The following list of Texas Medicaid 

waivers is intended to provide basic in-

formation on each of the programs. Addi-

tional information can be obtained by 

contacting the agencies or the disability 

advocacy organizations listed in the re-

source section.  

Medicaid Waiver Description 

Community Living and Support 

Services (CLASS) 

• Provides a broad array of services to 

individuals with physical disabilities and 

related conditions occurring before the 

age of 21 years; 

• Individuals with mental retardation 

may be eligible, but this waiver is not 

intended to serve those with a primary 

diagnosis of mental retardation; 

• Not currently available statewide, but 

expansion of existing service areas is 

expected; 

• Telephone number for information and 

to place a name on the waiting/interest 

list: (877) 438-5658. 

Medically Dependent Children’s 

Program (MDCP) 

• Serves children and youth under the age 

of 21 years who have significant medical 

disabilities and would typically be eligible 

for nursing home care; provides respite, 

nursing, and home modifications; 

• Available statewide; 

• Telephone number for information and 

to place a name on the waiting/interest 

more. In addition to the services 

provided through the waiver pro-

gram, a child who is in a Medicaid 

waiver program also has access to 

Medicaid healthcare benefits. Medi-

caid waivers, however, are not enti-

tlements. This means that the num-

ber of individuals that can receive 

Medicaid waiver services depends 

on the willingness of the state legis-

lature to fund these services. When 

the Texas Legislature meets every 

two years, they appropriate funding 

for a certain number of waiver 

“slots.” The “slots” appropriated 

translate into the number of people 

who will receive services. The num-

ber of “slots” funded, historically, 

has been well under the number of 

individuals and families requesting 

those services. Consequently, 

waiver waiting/interest lists are 

used to provide services as they 

become available on a first-come, 

first-serve basis. To be eligible for 

Medicaid   waiver services, children 

and adults must meet both financial 

eligibility requirements as well as 

functional eligibility requirements. 

In all but one of the seven waiver 

programs (Texas Home Living 

Waiver), financial eligibility for 

children is based on the child’s in-

come rather than the family income, 

making it possible for many strug-

gling families to obtain services that 

enable them to keep their child at 

home and prevent institutionaliza-

tion.  

Due to the existence of extensive 

waiting/interest lists for Medicaid 

waiver services, it is important for 

families to place their child’s name 

on the waiting lists for all programs 

for which their child may be eligible 

as soon as possible. Eligibility as-

sessments will not be done until a 

waiver slot becomes available, 

which may be several years. As it is 

Resource Guide (Continued from page 9) list: (877) 438-5658. 

Home and Community based 

Services Program (HCS) 

• Provides a broad array of services to 

both children and adults who have 

mental retardation and certain related 

conditions; 

• Must meet functional eligibility re-

quirements for intermediate care facili-

ties for the mentally retarded; 

• Services are available statewide; 

• For information and to place a name 

on the waiting/interest list, contact 

your local Mental Health/Mental Re-

tardation Community Center. To find 

the center nearest you call (512) 794-

9268, or go to the web directory at 

www.dads.state.tx.us/contact/mra/

index.cfm. 

Community Based Alternatives 

(CBA) 

• Provides supports and services to 

individuals over the age of 21 years 

with physical disabilities; 

• Must meet medical necessity criteria 

for nursing home care; 

• Services are available statewide; 

• For additional information and to 

place a name on the waiting/interest 

list contact your local DADS 

(Dept. of Aging & Disability Services) 

office (formerly Dept. of Human Ser-

vices) or call (512) 438-4882. 

To find the office nearest you, visit 

www.dads.state.tx.us/contact/

dads_offices.html  

Deaf-Blind Multiple Disabilities 

Program (DB/MD) 

• Serves individuals who are deaf and 

blind and have additional disabilities, 

over the age of 18 years; 
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To find the center nearest you call (512) 

794-9268, or go to the web directory at 

www.dads.state.tx.us/contact/mra/

index.cfm 

Other State-Administered Commu-

nity Care Programs 

In addition to Medicaid and Medicaid 

waiver programs, there are other state 

programs that offer services to children 

with disabilities. These programs are 

typically funded through state dollars or, 

like Medicaid programs, through a com-

bination of state and federal dollars. 

These programs are referred to as 

“community care” programs and are in-

tended to help individuals with disabili-

ties remain in families and in their com-

munities. Some family support services 

are available through these various pro-

grams, but benefit levels and the types of 

services offered are generally more lim-

ited than in the Medicaid waiver pro-

grams. 

In-Home and Family Support Pro-

grams 

• Provides limited funding for family sup-

port services; 

• Available statewide to children (and 

adults) with both physical and cognitive 

disabilities (currently, two separate pro-

grams exist – one serving those with 

mental retardation, and the other serving 

individuals with physical disabilities) ; 

• Website:  www.dads.state.tx.us/

business/mental_retardation/in-home/; 

• For information or to place a name on 

the waiting list, contact your local DADS 

office. 

Children with Special Health Care 

Needs (CSHCN) 

• Aimed at providing services to unin-

sured or underinsured children with spe-

cial health care needs; 

• Administered through the Texas De-

• Must meet functional eligibility 

requirements for intermediate care 

facilities for the mentally retarded; 

• Services are available statewide; 

• Telephone number for informa-

tion and to place a name on the 

waiting/interest list: (877) 438-

5658. 

Consolidated Waiver Program 

(CWP) 

• This is a Bexar County Pilot Pro-

gram serving individuals of all ages, 

with varying disabilities; no specific 

waiting list exists as referrals for 

these slots come from the HCS, 

CLASS, MDCP, DBMD, and CBA 

waiting lists; 

• Must meet eligibility criteria for 

nursing home care or for intermedi-

ate care facilities for the mentally 

retarded; 

• Website:  www.dads.state.tx.us/

services/index.html; 

• Telephone number for informa-

tion and to place a name on the 

waiting/interest list: (512) 438-

3444. 

 Texas Home Living (TxHmL) 

• Serves children and adults with 

mental retardation; 

• Must meet functional eligibility 

requirements for intermediate care 

facilities for the mentally retarded; 

• Services are available statewide; 

• Website:  www.dads.state.tx.us/

services/dads_help/

mental_retardation/index.html; 

• For information contact your local 

Mental Health/Mental Retardation 

Community Center. 

Resource Guide (Continued from page 10) partment of State Health Services; 

includes both medical and family sup-

port services; 

• Website:  www.dshs.state.tx.us/

cshcn/default.shtml; 

• Telephone number for information 

and to place a name on the waiting list: 

(800) 252-8023. 

Primary Home Care (PHC) 

• Provides personal care services to 

adults and children to assist with per-

forming activities of daily living; 

• Services are available statewide; 

• Website: www.dads.state.tx.us/

services/index.html; 

• For additional information contact 

your local DADS (Dept. of Aging & 

Disability Services) office (formerly 

Dept. of Human Services). To find the 

office nearest you, visit 

www.dads.state.tx.us/contact/

dads_offices. html. 

Early Childhood Intervention 

(ECI) 

• Provides early intervention services 

such as therapies, parent training, as-

sessment and evaluation, and more; 

• Available to children from birth to 

three years with disabilities or develop-

mental delays; 

• Services are available statewide; 

• ECI services are an entitlement to 

eligible children, therefore no waiting 

lists exist; 

• Website: www.dars.state.tx.us/ecis/

index.shtml; 

• For screening information contact: 

(800) 250-2246. 

Children’s Health  
See Resource Guide on page 27 
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Extended School Year Services (ESY) 
and used the Columbo Strat-

egy. Find out what happened! 

You can negotiate success-

fully on your child's behalf 

but first you must become the 

"Parent as Expert". This may 

sound challenging, but you 

can do it. Learn effective ad-

vocacy strategies and how to 

obtain the information you 

need to negotiate for ESY 

services. 

Standards for ESY 

Dr. Nissan Bar-Lev describes 

the legal basis and Standards 

for ESY as defined by federal 

courts around the country. 

Dr. Bar-Lev is the special 

education director of CESA-7. 

State Standards 

Standards vary from state to 

state. You need to get your 

state standards for ESY.  

Finding your state manuals or 

standards is easy. In the 

Google search box enter 

"ESY, Department Education, 

(your state name here), then 

click search. Or use the Direc-

tory of State Departments of 

Education on the Yellow 

Pages for Kids to find the site 

for your state department of 

education. Search the site for 

"Extended School Year." 

The Virginia Extended School 

Year Services document in-

cludes a good summary of 

ESY issues, what IEP teams 

must consider, and the im-

pact of court cases. You will 

find that Extended School 

Year (ESY) is not mentioned 

in the IDEA statute, but it is 

in the IDEA regulations. Read 

the IDEA regulation about 

ESY at 34 CFR § Section 

300.106 (see pages 205-206, 

Wrightslaw: Special Educa-

tion Law, 2nd Edition). 

Court Rulings on ESY 

Federal courts have issued 

decisions that define ex-

tended school year services 

and factors that must be con-

sidered to determine if a child 

is eligible for these services. 

Some of these factors are: 

regression and recoupment  

child's progress toward IEP 

goals window of opportunity 

to learn emerging skills  

interfering behavior and im-

pact on child's ability to bene-

fit from special education  

nature and severity of the 

disability areas that need 

continuous attention. 

If you are familiar with cases 

about ESY, you will be in a 

stronger position to negotiate 

for your child. 

We are receiving pleas for help 

from parents whose requests 

for Extended School Year Ser-

vices are being denied. Why? 

The child's IEP team says the 

child does not meet the 

"regression-recoupment stan-

dard" and therefore does not 

qualify for ESY. 

Yet, courts have held that 

schools may not use regression-

recoupment as the only stan-

dard for determining if a child 

is eligible for ESY. The Office of 

Special Education Programs 

and the Office of Civil Rights 

has issued policy letters requir-

ing schools to look at other 

issues than regression and re-

coupment. 

It's time to take a look at Ex-

tended School Year Services - 

the standards for ESY services 

and eligibility. 

After the Supreme Court ruled 

that parents may represent 

their children's interests in 

Court, Pete (a parent) was in-

terviewed about the signifi-

cance of this case. The follow-

ing is a brief outline of that 

interview. 

------------ --------- --------- --- 

Rather than confronting school 

personnel, Pete asked questions 

“Remember, a real 

decision is 

measured by the 

fact that you've 

taken new action. 

If there's no action, 

you haven't truly 

decided.” 

- Tony Robbins  

other.  

Our next speaker series will 

be from 2:00-4:00 at the 

Round Rock Medical Center 

on July 28 and August 25.  

I am hoping to plan three 

“get-togethers” for everyone 

this summer at our neighbor-

hood pavilion/pool July-

August. Look for an evite 

once the details are finalized.  

David and I look forward to 

meeting more of you this 

summer. See you all soon. 

David and Sara 

correa5@earthlink.net 

512-259-4607 (home) 

512-964-5920 (cell-Sara) 

I wanted to send a quick 

“hello” since we haven’t 

had a support group 

meeting the last few 

months. We had a speaker 

cancel for one month and 

then a date conflict for the 

Down Syndrome Aware-

ness License Plate Frame 

Check It Out! 

http://www.cafepres 

s.com/t21club. 64593082 

Williamson County Support Group Update 
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Patricia McGill Smith 

NICHCY News Digest, Second Edition 
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Patricia McGill Smith, Senior Advisor 

National Down Syndrome Society 

Copyright/Permission: This information 

is copyright free, unless otherwise indi-

cated. Readers are encouraged to copy 

and share it but please credit the Na-

tional Information Center for Children 

and Youth with Disabilities. 

IF YOU HAVE RECENTLY LEARNED 

that your child is developmentally de-

layed or has a disability, which either is 

or is not completely defined. This mes-

sage may be for you. It is written from 

the personal perspective of a parent who 

has shared this experience and all that 

goes with it. 

When parents learn about any difficulty 

or problem in their child's development, 

this information comes as a tremendous 

blow. The day my child was diagnosed as 

having a disability, I was devastated — 

and so confused that I recall little else 

about those first days other than the 

heartbreak. Another parent described 

this event as a "black sack" being pulled 

down over her head, blocking her ability 

to hear, see, and think in normal ways. 

Another parent described the trauma as 

"having a knife stuck" in her heart. Per-

haps these descriptions seem a bit dra-

matic, yet it has been my experience that 

they may not sufficiently describe the 

emotions that flood parents' minds when 

they receive any bad news about their 

child.  

Many things can be done to help a par-

ent through this period of trauma. That 

is what this paper is all about. In order 

to talk about some of the good things 

that can happen to alleviate the anxiety, 

let us first take a look at some reactions 

that occur.  

Common Reactions 

On learning that their child may have a 

disability, most parents react in ways 

that have been shared by all parents 

before them who have also been faced 

with this disappointment and with this 

enormous challenge. One of the first 

reactions is that of denial — "this cannot 

be happening to me, to my child, to our 

family." Denial rapidly merges with 

anger, which may be directed toward 

the medical personnel who were in-

volved in providing the information 

about the child's problem.  

Anger can also color communication 

between husband and wife or with 

grandparents or significant others in the 

family. Early on, it seems that the anger 

is so intense that it touches almost any-

one, because it is triggered by the feel-

ings of grief and inexplicable loss that 

one does not know how to explain, or 

how to deal with. 

Fear is another immediate response. 

People often fear the unknown more 

than they fear the known. Having the 

complete diagnosis and the future pros-

pects can be easier than uncertainty. In 

either case, however, fear of the future is 

a common emotion: "What is going to 

happen to this child when he is five 

years old, when he is twelve, when he is 

twenty-one? What is going o happen to 

this child when I am gone?" Then other 

questions arise: "Will he ever learn? 

Will he go to college? Will he or she 

have the capability of loving and living 

and laughing and doing all the things we 

had planned?" 

Other unknowns also inspire fear. Par-

ents fear that the child's condition will 

be the very worst that it possibly could 

be. Over the years, I have spoken with 

so many parents who said that their 

first thoughts were totally bleak. One 

expects the worst. Memories return of 

persons with disabilities one has 

known. Sometimes there is guilt over 

some slight committed years before 

toward a person with a disability. 

There is also fear of society's rejec-

tion, fears 

about how 

brothers 

and sisters 

will be af-

fected, 

questions as 

to whether 

there will be 

any more 

brothers 

and sisters 

in this fam-

ily, and 

concerns 

about 

whether the 

husband or wife will love this child. 

These fears can almost immobilize 

some parents. 

Then there is guilt — guilt and con-

cern about whether the parents them-

selves have caused the problem: "Did 

I do something to cause this? Am I 

being punished for having done this? 

Did I take care of myself when I was 

pregnant? Did my wife take good 

enough care of herself when she was 

pregnant?" For myself, I remember 

thinking that surely my daughter had 

slipped from the bed when she was 

very young and hit her head, or that 

perhaps one of her brothers or sisters 

had inadvertently let her drop and 

didn't tell me. Much self-reproach 

See Not Alone on page 14 

You Are Not Alone: For Parents When They Learn That 

Their Child Has a Disability 

“As human beings, 

we need to know that 

we are not alone, that 

we are not crazy or 

completely out of our 

minds, that there are 

other people out 

there who feel as we 

do, live as we do, 

love as we do, who 

are like us.” 

- Billy Joel  



Page 14 Down in the Heart of Texas 

and remorse can stem from ques-

tioning the causes of the disability. 

Guilt feelings may also be mani-

fested in spiritual and religious 

interpretations of blame and pun-

ishment. When they cry, "Why 

me?" or "Why my child?" many 

parents are also saying "Why has 

God done this to me?" How often 

have we raised our eyes to heaven 

and asked: "What did I ever do to 

deserve this?" One young mother 

said, "I feel so guilty because all my 

life I had never had a hardship and 

now God has decided to give me a 

hardship." 

Confusion also marks this trau-

matic period. As a result of not fully 

understanding what is happening 

and what will happen, confusion 

reveals itself in sleeplessness, in-

ability to make decisions, and men-

tal overload. In the midst of such 

trauma, information can seem gar-

bled and 

distorted. 

You hear 

new words 

that you 

never heard 

before, 

terms that 

describe 

something 

you cannot understand. You want 

to find out what it is all about, yet it 

seems that you cannot make sense 

of all the information you are re-

ceiving. Often parents are just not 

on the same wavelength as the per-

son who is trying to communicate 

with them about their child's dis-

ability. 

Powerlessness to change what is 

happening is very difficult to ac-

cept. You cannot change the fact 

that your child has a disability, yet 

parents want to feel competent and 

Not Alone (Continued from page 13) capable of handling their own life situa-

tions. It is extremely hard to be force to 

rely on the judgments, opinions, and rec-

ommendations of others. Compounding 

the problem is that these others are often 

strangers with whom no bond of trust has 

yet been established. 

Disappointment that a child is not perfect 

poses a threat to many parents' egos and a 

challenge to their value system. This jolt to 

previous expectations can create reluc-

tance to accept one's child as a valuable, 

developing person. 

Rejection is another reaction that parents 

experience. Rejection can be directed to-

ward the child or toward the medical per-

sonnel or toward other family members. 

One of the more serious forms of rejection, 

and not that uncommon, is a "death wish" 

for the child — a feeling that many parents 

report at their deepest points of depres-

sion. 

During this period of time when so many 

different feelings can flood the mind and 

heart, there is no way to measure how 

intensely a parent may experience this 

constellation of emotions. Not all parents 

go through these stages, but it is important 

for parents to identify with all of the po-

tentially troublesome feelings that can 

arise, so that they will know that they are 

not alone. There are many constructive 

actions that you can take immediately, and 

there are many sources of help, communi-

cation, and reassurance.  

Seek the Assistance of Another Par-

ent 

There was a parent who helped me. 

Twenty-two hours after my own child's 

diagnosis, he made a statement that I have 

never forgotten: "You may not realize it 

today, but there may come a time in your 

life that you will find that having a daugh-

ter with a disability is a blessing." I can 

remember being puzzled by these words, 

which were nonetheless an invaluable gift 

that lit the first light of hope for me. This 

parent spoke of hope for the future. He 

assured me that there would be pro-

grams, there would be progress, and 

there would be help of many kinds and 

from many sources. And he was the 

father of a boy with mental retardation. 

My first recommendation is to try to 

find another parent of a child with a 

disability, preferably one who has cho-

sen to be a parent helper, and seek his 

or her assistance. All over the United 

States and over the world, there are 

Parent-Helping-Parent Programs. The 

National Information Center for Chil-

dren and Youth with Disabilities 

(NICHCY) has listings of parent groups 

that will reach out and help you. If you 

cannot find your local parent organiza-

tion, write to NICHCY to get that local 

information.  

Talk with Your Mate 

Over the years, I have discovered that 

many parents don't communicate their 

feelings regarding the problems their 

children have. One spouse is often con-

cerned about not being a source of 

strength for the other mate. The more 

couples can communicate at difficult 

times like these, the greater their col-

lective strength. 

If there are other children, talk with 

them, too. Be aware of their needs. If 

you are not emotionally capable of talk-

ing with your children or seeing to their 

emotional needs at this time, identify 

others within your family structure that 

can establish a special communicative 

bond with them. Talk with significant 

others in your life — your best friend, 

your own parents. For many people, the 

temptation to close up emotionally is 

great at this point, but it can be so 

beneficial to have reliable friends and 

relatives who can help to carry the 

emotional burden.  

Do Not Be Afraid to Show Emo-

tion 

So many parents, especially dads, re-

(Continued on page 15) 

“Refusing to ask 

for help when you 

need it is refusing 

someone the 

chance to be 

helpful.” 

- Ric Ocasek 
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press their emotions because they be-

lieve it to be a sign of weakness to let 

people know how badly they are feeling. 

The strongest fathers of children with 

disabilities whom I know are not afraid 

to show their emotions. They under-

stand that revealing feelings does not 

diminish one's strength.  

Learn to Deal with Bitterness and 

Anger 

Ultimately, bitterness and anger will 

hurt you a great deal more than they will 

affect those toward whom the anger is 

directed. It is very valuable to be able to 

recognize your anger and let go of it. It is 

understandable that parents will be bit-

ter and angry and disappointed to learn 

that their child has a serious problem. 

When you realize that these negative 

responses tend to hurt you and make 

you less effective with your child, you 

can decide to do something about them. 

Life is better when you are feeling posi-

tive. You will be better equipped to meet 

new challenges when bitter feelings are 

no longer draining your energies and 

initiative.  

Adopt a Grateful Attitude 

It is hard to remain angry when one is 

grateful. Sometimes, when everything 

seems to be going wrong, it is difficult to 

find a cause for gratitude. However, in 

the scheme of things, if you look around 

and count your blessings, perhaps posi-

tive feelings can overtake the more nega-

tive ones.  

Maintain a Positive Outlook 

A positive attitude will be one of your 

genuinely valuable tools for dealing with 

problems. There is truly always a posi-

tive side to whatever is occurring. For 

example, when my child was found to 

have a disability, one of the other things 

pointed out to me was that she was (and 

still is) a very healthy child. The fact that 

she has had no physical impairments has 

been a great blessing over the years; she 

has been the healthiest child I have ever 

(Continued from page 14) raised.  

Keep in Touch with Reality 

To stay in touch with reality is to accept 

life the way it is. To stay in touch with 

reality is also to recognize that there are 

some things that we can change and 

other things that we cannot change. The 

task for all of us is learning which things 

we can change and then set about doing 

that.  

Remember That Time Is on Your 

Side 

Time heals many wounds. This does not 

mean that living with and raising a child 

who has problems will be easy, but it is 

fair to say that, as time passes, a great 

deal can be done to alleviate the prob-

lem. Therefore, time does help!  

Find Programs for Your Child 

Even for those living in isolated areas of 

the country, assistance is available to 

help you with whatever problems you 

are having. While finding programs for 

your child with a disability, keep in 

mind that programs are also available 

for the rest of the family, too.  

Rely on Positive Sources in Your 

Life 

One positive source of strength and wis-

dom may be your minister, priest, or 

rabbi. Another may be a good friend of 

counselor. Go to those who have been of 

strength before in your life. Find the 

new sources that you need now. 

A very fine counselor once gave me a 

recipe for living through a crisis: "Each 

morning, when you arise, recognize your 

powerlessness over the situation at 

hand, turn this problem over to God, as 

you understand Him, and begin your 

day." 

Whenever your feelings are painful, you 

must reach out and contact someone. 

Call or write or get into your car and 

contact a real person who will talk with 

you and share that pain. Pain divided is 

not nearly so hard to bear, as is pain in 

isolation. Sometimes professional 

counseling is warranted; if you feel 

that this might help you, do not be 

reluctant to seek this avenue of assis-

tance.  

Take One Day at a Time 

Fears of the future can immobilize 

one. Living with the reality of the day 

which is at hand is made more man-

ageable if we throw out the "what if's" 

and "what then's" of the future. Good 

things happen each day. Take time to 

"smell the roses."  

Learn the Terminology 

When you are introduced to a new 

terminology, you should not be hesi-

tant to ask what it means. Whenever 

someone uses a word that you don't 

understand, stop the conversation for 

a minute and ask the person to ex-

plain the meaning.  

Seek Information 

Some parents seek virtually "tons" of 

information; others are not so persis-

tent. The important thing is that you 

request accurate information. You 

should not be afraid to ask questions, 

because asking questions will be your 

first step in beginning to understand 

more about your child. Learning how 

to formulate questions is an art that 

will make life a lot easier for you in 

the future. A good method is to write 

down your questions before entering 

appointments or meetings, and to 

write down further questions as you 

think of them during the meeting. Get 

written copies of all documentation 

from physicians, teachers, and thera-

pists regarding your child. It is a good 

idea to buy a three-ring notebook in 

which to save all information that is 

given to you. In the future, there will 

be many uses for information that you 

have recorded and filed; keep it in a 

safe place. Again, remember always to 

ask for copies of evaluations, diagnos-

tic reports, and progress reports.  
See Not Alone on page 16 
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In the News : Living In 

Peru.com 

Morning news roundup. 

Thursday April 26th 2007 

(LIP-jl) -- An amusement 

park has been officially de-

nounced by Peru's Public 

Defense Group for prohibit-

ing the entrance of children 

with Down Syndrome into 

their playground. According 

to Peru's RPP Radio, at least 

4 children with the genetic 

disorder have been turned 

away from Mega Plaza Norte's 

Amusement Park located in 

the northern Limean district 

of Independencia during the 

past 25 days. According to the 

park's management, "children 

with Down Syndrome are 

considered dangerous, a 

threat to society and to 

children who play on our 

premises." Peru's Public 

Defense Group rejected 

the comments by replying 

that no case exists which 

justifies the parks' posi-

tion. 

During this period, parents may become 

judgmental about the way people are re-

acting toward them or toward their child. 

Many people's reactions to serious prob-

lems are based on a lack of understanding, 

fear of not knowing what to say, or fear of 

the unknown. Therefore, others may 

sometimes react inappropriately, but you 

need not use too much energy in being 

concerned over those who are not able to 

respond in ways that you might prefer.  

Keep Daily Routines as Normal as 

Possible 

My mother once told me, "When a prob-

lem arises and you don't know what to do, 

then you do whatever it was you were go-

ing to do anyway." Practicing this habit 

seems to produce some normalcy and con-

sistency when life becomes hectic.  

Remember That This is Your Child 

This person is your child, first and fore-

most. Granted, your child's development 

may be different form that of other chil-

dren, but this does not make your child 

less valuable, less human, less important, 

or less in need of your love and parenting. 

Love and enjoy your child. The child 

comes first; the disability comes second. If 

you can relax and take the positive steps 

just outlined, one at a time, you will do the 

best you can, your child will benefit, and 

you can look forward to the future with 

hope.  

Recognize That You Are Not Alone 

The feeling of isolation at the time of 

diagnosis is almost a universal feeling 

among parents. In this paper, there 

are many recommendations to help 

diminish those feelings of separate-

ness and isolation. You can diminish 

these feelings by recognizing that they 

have been experienced by many, many 

others, that understanding and con-

structive help are available to you and 

your child, and that you are not alone.  

Patricia Smith brings much personal 

and professional experience to the 

national parent and disability move-

ment. She is currently the Executive 

Director of the National Parent Net-

work on Disabilities. She has served as 

the Acting Assistant and Deputy Assis-

tant Secretary in the Office of Special 

Education and Rehabilitative Services, 

in the U.S. Department of Education. 

She has also served as the Deputy 

Director of NICHCY, where she wrote 

and first published You Are Not Alone. 

She has traveled to almost every cor-

ner of the United States, as well as 

internationally, to share her hope and 

experience with families who have a 

member with a disability. 

Ms. Smith has seven adult children, 

the youngest of whom has multiple 

disabilities. She also has a seven year 

old adopted grandson who has Down 

syndrome.  

Do Not Be Intimidated 

Many parents feel inadequate in the 

presence of people from the medical 

or educational professions because of 

their credentials. Do not be intimi-

dated by the educational backgrounds 

of these and other personnel who may 

be involved in treating or helping 

your child. You do not have to apolo-

gize for wanting to know what is oc-

curring. Do not be concerned that you 

are being a bother or are asking too 

many questions. Remember, this is 

your child, and the situation has a 

profound effect on your life and on 

your child's future. Therefore, it is 

important that you learn as much as 

you can about your situation.  

Take Care of Yourself 

In times of stress, each person reacts 

in his or her own way. A few universal 

recommendations may help: Get suf-

ficient rest; eat as well as you can; 

take time for yourself; reach out to 

others for emotional support.  

Avoid Pity 

Self-pity, the experience of pity from 

others, or pity for your child is actu-

ally disabling. Pity is not what is 

needed. Empathy, which is the ability 

to feel with another person, is the 

attitude to be encouraged.  

Avoid Judgments 

Not Alone (Continued from page 15) 

Amusement Park Prohibits DS Children 
“We need to give each other 

the space to grow, to be our-

selves, to exercise our diver-

sity. We need to give each 

other space so that we may 

both give and receive such 

beautiful things as ideas, 

openness, dignity, joy, heal-

ing, and inclusion.” 

- Max de Pree 
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Most parents will do just 

about anything to help their 

child. On Saturday, April 28, 

2007 five people took that to 

the extreme by jumping out of 

a plane. The third annual 

Jump! For Down Syndrome 

Awareness raised over $3000 

to benefit 

the Down 

Syndrome 

Associa-

tion of 

Central 

Texas 

(DSACT). 

As a DSACT board member 

Danielle Worsfold, whose 

daughter, Tyler, has Down 

syndrome, was looking for an 

innovative way to raise 

money and awareness for 

DSACT. After talking with 

friends about extreme fund-

raising, the Jump! For 

Down Syndrome fund-

raiser was born three 

years ago. Danielle had 

never been skydiving 

before the first Jump! In 

2005. It was just some-

thing she had always 

wanted to try. Now she has 

jumped out of a plane three 

times – all for Tyler. Danielle 

said “Jumping is amazing. I 

still had the ‘oh my gosh I’m 

falling’ feeling. There were 

several people in front of me, 

so I heard the screams as they 

each jumped out. It was a 

little intimidating, but what a 

rush!” 

To see photos of this exciting 

event, please visit http://

www.dsact.com/

DSACTskydive.html. 

area so please bring a blanket, 

towel or seat cushion to sit 

on. Coolers are not allowed 

inside the Dell Diamond so 

arrive fed or buy refresh-

ments there.  There are water 

fountains. 

Come on down and plan to 

have a good time!  In addition 

to watching the game, which 

is lots of fun, there's plenty of 

other stuff for kids to do. 

Please email 

dtrejo@kempsmith.com or 

call the DSACT office at 323-

DSACT will have tickets to see 

the Round Rock Express 

baseball team (Round Rock 

Express v. Salt Lake Bees) on 

Sunday, August 5, 2007 for a 

6:05 p.m. game - compli-

ments of the Round Rock 

Express! 

Down Syndrome Association 

of Central Texas (DSACT) is 

organizing the event with the 

RRE so look for the DSACT 

banners in the berms area out 

by left field. 

Seating will be in the berm 

0808 to let us know 

by  8/1/07 if you plan to at-

tend and how many tickets 

you will need.  Someone from 

DSACT will be in front of the 

main entrance (by the flags) 

to give you your tickets so you 

just need to show up.  Please 

also let us know if you need to 

cancel before the game.  We 

look forward to seeing you 

there!! 

For more info about the 

Round Rock Express visit 

www.roundrockexpress.com. 

Jump! For Down Syndrome Awareness 

Play Ball! Round Rock Express Tickets 

DSACT Featured NDSS Affiliate Spotlight 
country in terms of program-

ming, social events and fund-

raisers. 

Danielle Worsfold is happy to  

share that DSACT was chosen 

for the May/June NDSS 

newsletter for the Jump! For 

Down Syndrome Awareness. 

Check out the NDSS newslet-

ter online at NDSS May/June 

e-Newsletter.  

The National Down Syn-

drome Society publishes an 

electronic newsletter bi-

monthly. Each newsletter, 

NDSS includes information 

about some of the interesting 

and innovative things that 

affiliates are doing around the 

Photos by Jean Louis 

Photography 

Spike the Mascot 
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Leander, Texas Daisy Girl 

Scout Troop 1758 

raised money during the 

2006-07 school year by help-

ing around the house, doing 

chores and other home pro-

jects. All of the girls would 

bring their earnings to the 

daisy meetings twice a month. 

At the end of the school year, 

the troop collected $76.29 

and decided to give to the 

Down Syndrome Association 

of Central Texas. This was a 

great honor for one of their 

members Karra Lopez who 

has Down syndrome. Daisy 

Troop 1758 is now Brownie 

Troop 1758 and they look 

forward to raising more funds 

for community organiza-

tions in the Central Texas 

area.  

op-

tion=com_content&task=vie

w&id=2008&Itemid=233 

This episode of “Saturday 

Night Live” was re-aired on 

March 31, and the reference 

to Down syndrome was de-

leted from the skit. This ac-

tion by NBC demonstrates 

that decision-making execu-

tives took action in response 

to the objections communi-

cated by the Down syndrome 

community. We applaud NBC 

for making this important 

decision and hope this situa-

tion will inform future deci-

sions regarding program-

ming. Thanks to all of you 

Dear Friends, 

I am pleased to share an up-

date with you regarding the 

recent “Saturday Night Live” 

skit that included a deroga-

tory reference to people with 

Down syndrome. As you may 

know, NDSS sent a letter to 

NBC after the skit originally 

aired on February 24, and we 

received a response and apol-

ogy from the Broadcast Stan-

dards and Practices depart-

ment at NBC. (You can read 

the letter from NDSS and 

response from NBC at: 

http://www1.ndss.org/

index.php?

who also expressed your con-

cerns. This situation shows 

the collective power of our 

community! 

We will continue to advocate 

for improved public aware-

ness of Down syndrome with 

the media and general pub-

lic.. 

 Sincerely, 

 Jon Colman 

Chief Operating Officer 

Leander Girl Scout Troop 1758 Donates to DSACT 

NBC’s Saturday Night Live Skit 

“The results of 

philanthropy are 

always beyond 

calculation.”  

- Miriam Beard 

Free Donation Money 
don’t know the policy for your 

company, or your spouse’s com-

pany, check it out! There may 

be money out there just waiting 

to go to a good cause. Keep a log 

of all your hours! 

Jean Louis  

512-301-2431 

www.jeanlouisphotography.com 

From Jean Louis 

DSACT Photography, Market-

ing, and PR 

I Wanted to share something 

I recently found out. My hus-

band’s company, AMD, will 

not only match money we 

donate, but they will also 

donate money for every hour 

of volunteer work he does or I 

do. That includes DSACT, 

schools, church, etc. If you 

Girl Scout 

Troop 1758 

Leander, Texas 



Down in the Heart of Texas Page 19 

Congressman Crenshaw In-

troduces Major Piece of Leg-

islation that Enables Families 

and Individuals with Disabili-

ties to Create Savings 

Is has been a top priority of 

NDSS to get a bill introduced 

in Congress that would create 

the ability for families to save 

for the future. We are ex-

tremely grateful to Congress-

man Ander Crenshaw of Flor-

ida, who has worked with 

NDSS and the Down Syn-

drome Association of North-

ern Virginia to introduce the 

Financial Security Accounts 

for Individuals with Disabili-

ties Act of 2007 (bill number 

H.R.2370). 

We are honored to have the 

bipartisan support of co-

sponsors Kendrick Meek 

(FL), Dave Camp (MI), Pete 

Sessions (TX), Tom Davis 

(VA), Mary Bono (CA), Con-

nie Mack (FL), Jim Ramstad 

(MN), Corrine Brown (FL), 

Robert Wexler (FL) and 

Adam Putnan (FL). 

“This bill was inspired by the 

parents of a child with Down 

syndrome who brought the 

need for these special ac-

counts to my attention. They, 

like all American parents, had 

one goal in mind – to help 

provide for the future of their 

child,” said Congressman 

Crenshaw. 

The Act would provide indi-

viduals with disabilities and 

See TAKE ACTION on page 27 

New Legislation to Enable Savings  

“The ancestor of 

every action is a 

thought.” 

- Ralph Waldo 

Emerson 

ACTION ALERT 

From the National 

Down Syndrome 

Society 

ages 13 and up who have mild 

to moderate mental handi-

caps. Interested campers and 

camper families can go to the 

website at 

www.downhomeranch.org. 

Download the required appli-

cation and read all informa-

tion before submitting your 

application. Once the applica-

tion is sent in with the $100 

deposit, a spot will be re-

served. Contact Stephanie 

should you have any ques-

tions at (888) 926-2253 or e-

mail Camps at Down Home 

Ranch. 

July 8 - 13 (teens ages 13-22) 

July 15-20 (mixed ages)  

Down Home Ranch Camp! 

Language Development Articles 

From DSACT member Betty Shafer. 

I was looking for more information about language development 

and found a group of well written and supported articles. I wish 

to share these. 

Each has helped me to better understand what my therapists are 

trying to do with my daughter. 

http://www.ds-health.com 

Mark Your Calendar! Those 

fun-filled days of summer are 

here!  

The staff at Down Home 

Ranch have planned another 

fantastic summer camp pro-

gram. There will be lots of 

games, singing and dancing. 

The fun started May 27, 2007 

and will continue on through 

six weeks of Ranch Camp. 

Ranch Camp is for campers 

Free Young Adult Cooking Classes at Young Chefs 

Academy! 

These classes are specially designed for DSACT  groups by 

the owners of Young Chefs Academy. No cooking experience 

is required. This will be a fun and an informative series! One 

parent or guardian is welcome to attend with each student. 

Please call or e-mail Elizabeth Bradley at (512) 479-0265, 

Elizabeth for more information or to reserve your space. 

Childcare not available. See Page 27 for dates. 
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Tip: Appendix I of FETA has sample 

letters to request educational records. 

Send one letter to the principal of your 

child's school and one letter to the direc-

tor of special education. If you do not 

know the director's name and address, 

call the main office of the school district 

and request this information. If your 

child does not attend a public school, 

send the letter to the principal of the last 

public school your child attended. 

Before you mail these letters, sign them 

and make copies of the signed letters for 

your Master 

File. Log the 

letters into your 

contact log. 

Organizing 

the Master 

File 

You will organ-

ize and file all 

information 

about your child in three-ring note-

books. Gather all documents that relate 

to your child. Bring all paper in boxes, 

file folders, and bags together in one 

place. Begin by organizing the docu-

ments by year. 

Step 1: Date All Documents 

With a pencil, lightly write the date of 

each document in the lower right corner 

of the first page (Example: 11/09/02). 

Tip: Use a soft lead pencil when you 

date the documents. You may need to 

erase your notations later. 

Before long, mail will roll in from your 

requests. Using a pencil, lightly date 

each document in the lower right hand 

corner. Date everything ? evaluations, 

reports, correspondence, report cards, 

and medical reports. 

(Continued on  Next Page) 

cords about your child. Your list should 

include the names and titles of all pro-

fessionals who have provided medical or 

mental health treatment services, in-

cluding doctors, therapists, and other 

health care providers. Include their ad-

dresses, telephone and fax numbers, 

and email addresses. You may want to 

develop your list by category of service 

rendered, e.g., medical, educational, 

psychological evaluations. 

Request Your Child's Records 

Send a letter to all individuals and agen-

cies on your list and request a copy of 

your child's records. Explain that your 

request relates to a school issue and the 

need to secure an appropriate education 

for your child. Ask if you should expect 

to pay a photocopying fee and what this 

fee will be.  

Your letters should be neat and convey a 

professional image. 

If you do not receive a response within 

ten days, send a short letter explaining 

that you requested information ten days 

ago and have not received a response. 

Attach a copy of your original letter to 

the second request letter. Ask if you can 

do anything to help expedite the re-

quest. Offer to visit the office to help 

copy the information. Be polite.  

Tip: Make photocopies of all letters for 

your file. 

Request Your Child's Educational 

Records 

Write a letter to the school and request a 

complete copy of your child's entire 

cumulative file and confidential file, 

omitting nothing. You want copies of all 

evaluations, records, correspondence, 

and other documents the school has 

about your child. Use a word processor 

for your letter. Expect to pay a reason-

able photocopying fee. 

The special education system generates 

mountains of paper. You need a simple, 

foolproof document management sys-

tem. 

In Wrightslaw: From Emotions to Advo-

cacy, we teach you how to organize your 

child's file. After you organize all the 

information about your child, you will 

have a clearer understanding of your 

child's disability and educational needs. 

Document Management System 

Think about the last school meeting. Did 

the IEP team members have a complete 

copy of your child's file? Did you have a 

complete copy of your child's file? How 

can the IEP team make decisions about 

your child's special education program if 

they do not have complete, accurate 

information about your child? 

Schools keep records in different places. 

Information and reports are misplaced. 

When you organize your child's file, you 

will have all the information about your 

child in one place. With our document 

management system, you can track your 

child's educational history. When you 

use this parent-tested system, you can 

quickly locate any document in your 

child's file. 

When you take your organized file to the 

next school meeting, you will under-

stand the power of getting organized. 

You will gain a sense of control. 

Gather Information About Your 

Child 

Follow these steps to get information 

about your child. 

Make a Master Provider List 

Make a list of all individuals and agen-

cies that may have information or re-

Wrightslaw: From Emotions to Advocacy 
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paper. Label the columns: 

Date, Author, Type, and Sig-

nificance. 

Enter each document by date, 

author, and type. You can 

leave the "Significance" col-

umn blank for now.  

Download Sample Document 

List in pdf. 

Attach sticky notes to all 

pages in your Master File that 

have test scores (i.e., the 

Wechsler Intelligence Test 

and Woodcock Johnson 

Tests.) 

Tip: If you use a word proc-

essing program, the program 

can sort the list by date, au-

thor, or type of document. 

When you use a word proc-

essing program, you can 

change the font to highlight 

test data and other important 

information. You make it 

easier to find important infor-

mation. 

Tip: Download a Master 

Document List with informa-

tion. 

When you organize your 

child's file, you will learn 

about your child's disability 

and educational history. This 

is an important step in be-

coming an expert. When you 

finish this job, you will have a 

clearer understanding of your 

child's educational needs. 

You do not need to complete 

the "Significance" column yet. 

When you learn more about 

evaluations and test scores, 

you will recognize important 

information in documents. 

See Wrightslaw on page 27 

When you find duplicate 

documents, compare the du-

plicates, decide which docu-

ment has the best photocopy 

quality, and use this as your 

master. Put the duplicates in 

a box. You will not need them 

for your notebook. Do not 

throw them away. You may 

need to provide copies to 

other people later. 

Tip: Do not write on original 

documents. You may need 

copies of these documents 

later. 

Many parents say that when 

they organize documents, 

they begin to read and are 

sidetracked. Force yourself to 

stick with this job until you 

finish. Do not stop to read the 

documents. Just date and 

organize! Lightly pencil the 

date on the bottom right cor-

ner of the first page. 

Tip: Work samples provide 

useful information about your 

child's skills. Include a few 

samples of your child's 

schoolwork. 

Step 2: File All Docu-

ments in a Three-Ring 

Notebook 

Hole-punch, then file all 

dated documents in a large 

three-ring notebook. When 

you hole-punch, be careful 

that you do not destroy im-

portant signatures or dates. 

When documents are format-

ted horizontally, hole-punch 

on the top edge. 

File all documents in chrono-

logical order, oldest docu-

ment on top and newest 

(Continued from page 20) document at the end. Some 

parents use the child's birth 

certificate as the first docu-

ment in the file. The last 

document is the most recent 

piece of information. This 

may be a report card, IEP, or 

letter from the school. 

Tip: Do not put documents in 

clear plastic envelopes. If you 

are in a meeting and need to 

find a document in the file, 

removing documents from 

plastic envelopes takes too 

long. 

Do not file documents by 

category (i.e., IEPs, psycho-

logical evaluations, corre-

spondence, etc.). If you file 

documents by category, your 

system will fail. Assume you 

have a comprehensive letter 

written by a child psycholo-

gist three years ago. The Eli-

gibility Committee and the 

IEP team used the psycholo-

gist's letter. Is this document 

a letter? A report? An evalua-

tion? 

Trying to figure out categories 

is confusing and time-

consuming. If your system is 

confusing and difficult, it will 

fail. Use our parent-tested 

system. You have better 

things to do with your time! 

Step 3: Read the Master 

File for the "Big Picture" 

After you complete Step 2, 

read your child's Master File 

from beginning to end. When 

you read the information 

chronologically, you will see 

the big picture. 

At the beginning of this arti-

cle, we mentioned the moun-

tains of paper generated by 

the special education system. 

After reports are written, they 

are filed away. Few people 

will read or review this infor-

mation again. 

Because there is no master 

plan, no one looks at the big 

picture. 

Instead of looking at the for-

est, parents and school staff 

focus on the bark of the trees. 

When you organize your 

child's file, you will see the 

forest. You will understand. 

Many parents say that mak-

ing a neat, organized, chrono-

logical Master File is a power-

ful educational experience for 

them. 

Create Your Document 

List 

You have dated the docu-

ments and filed them in 

chronological order, oldest 

document on top, most recent 

on the bottom. Now you need 

to create your Master Docu-

ment List. When you organize 

documents chronologically 

and generate your Master 

Document List, you can com-

press your child's history into 

a few pages. You can locate 

any document in seconds. 

Tip: If you want to make a 

note on a document in your 

Master File, write on a sticky 

note that you attach to the 

document. 

To create your Master Docu-

ment List, make a table with 

four columns. If you are using 

a word processing program, 

insert a four-column table. If 

you are not using a computer, 

draw a table with four col-

umns on several sheets of 
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drome; and 

Other qualities that make the nominee 

deserving of the award. 

Once you have all the pertinent informa-

tion together you can email or mail it to 

DSACT and the Educator Award Com-

mittee’s will review the nominations and 

select the winners. Please be sure to send 

it to the: Attention: DSACT Educator 

Award Program Committee. 

If you have any questions about this pro-

gram feel free to call or email me. Please 

take a moment to nominate that person 

who made a difference in your child’s life 

for all the hard work they did. They will 

definitely appreciate that you did! 

Danielle Worsfold 

dj_worsfold@yahoo.co.uk or phone 

512.249.2380. 

DSACT Outstanding Educator 2007 

DSACT would like to honor outstanding 

persons in Central Texas who have con-

tributed to the education and success of 

children with Down syndrome for the 

2006-2007 school year. 

Award Categories are: 

Administrator - A person who has 

demonstrated outstanding leadership in 

the education of  children with Down 

syndrome in the Central Texas area 

General Education Teacher – A 

teacher in general education that has 

gone above and beyond what is normally 

expected by providing educational oppor-

Do you know a teacher that is ex-

ceptional at working with children 

with Down syndrome? Is there a 

principal, an assistant principal or 

special education coordinator who 

has worked hard to support your 

child? Have you ever wanted to 

show your appreciation for your 

child’s teacher but weren’t sure how 

to do it? The DSACT Education 

Committee has created a DSACT 

Educator Award Program that will 

recognize the most outstanding 

education professionals in central 

Texas who have made a difference 

in the life of a child with Down syn-

drome at the Buddy Walk 2007. We 

plan on having a special awards 

presentation where they will receive 

a large high quality plaque to hang 

on their wall for all to see! There are 

several categories you can choose to 

nominate someone for. The person 

can be a special education teacher, 

general education teacher, ancillary 

staff person (teacher’s aids, occupa-

tional therapists, physical thera-

pists, speech therapists, school psy-

chologists) or an administrator. The 

nomination process is simple. The 

nomination form can be 

downloaded from the DSACT web 

site or call our office and we will 

either mail or fax you a form. The 

criteria for the nominees are as fol-

lows: 

Examples of support, communica-

tion and partnership with parents in 

the education of their children with 

Down syndrome;  

Examples 

of the 

quality of 

the nomi-

nee’s ef-

forts and effectiveness in providing 

support and educational program-

ming to children with Down syn-

tunities for children with Down syn-

drome in their general education class-

room. 

Special Education Teacher – A 

teacher that has gone above and be-

yond what is normally expected by 

providing educational opportunities 

for children with Down syndrome in 

their classroom with successful meas-

urable student achievement. 

Ancillary Staff Person – A person 

that has gone above and beyond what 

is expected in their supportive role for 

children with Down syndrome who 

receive their education in a general or 

special education classroom (teachers 

aids, social workers, occupational 

therapist, physical therapist, speech 

therapist, school psychologist).  

The following are Criteria to be ad-

dressed in the nomination: 

Examples of support, communication 

and partnership with parents in the 

education of their children with Down 

syndrome;  

Examples of the quality of the nomi-

nee’s efforts and effectiveness in pro-

viding support and educational pro-

gramming to children with Down syn-

drome; and 

Other qualities that make the nominee 

deserving of the award. 

Nomination Form is on the next page. 

 

DSACT Educator  Award Program! 

Nominate Your 

Child’s Teacher 

Today! 
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DSACT Outstanding Educator 2007 

Nomination Form 

I, _____________________, NOMINATE___________________ FROM ____________________ SCHOOL 

FOR    (  ) Administrator (General or Special Education) 

 (  ) General Education Teacher 

(  ) Special Education Teacher 

( ) Ancillary Staff (teachers aid, physical therapist, occupational therapist, speech therapist or any other person you 

would like us to consider) 

The person is deserving of the award because: Please Type or Print Legibly (Continue on another sheet if more space is 

needed. (2 PAGES MAXIMUM) 

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________ 

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________ 

______________________________________________________________________________________

______________________________________________________________________________________ 

 

If your nominee is selected, we will notify you and ask if you can attend to see their award presented at the awards reception 

at the Buddy Walk 2007 on Sunday, October 14, 2007. Please return this form to DSACT Educator Award Program Commit-

tee,   DSACT, 3710 Cedar Street, Box 3, Austin, TX 78705. You may also fill out the nomination form and submit on the web at 

www.dsact.com or you can email it directly to DSACT.com. Forms must be received by September 1st , 2007. 
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events to the cooking & clean-

ing to the camp breakdown. 

I’d like to take this moment to 

thank a few of those folks that 

made it possible— 

first would be DSACT, with-

out whose backing and fund-

ing the whole event might not 

have taken place 

Jim Lamm-for suggesting the 

camping spot,for his giant 6 

man raft (which parents and 

kids rode down the San Mar-

cos squealing and splashing 

each other at least once, if not 

twice!!), and for his cooking 

skills. 

Greg Pierce-an old friend 

who’s always found the time 

to say “yes” to an adventure 

for kids with disabilities, even 

though he’s a parent without 

one. His help and support 

made up for our lapses in 

organizing. 

For Kellyn, my son, and his 

friends Casey and Alex: a 

Our first teen campout was 

this past May 28/29 at Tom 

Goynes Pecan Park Retreat in 

San Marcos . There were 27 

campers including teens, par-

ents/guardians, and volun-

teers—AND WE HAD A 

BLAST!!! 

Sue and I were surprised at 

how much preparation took 

place to ensure all the bases 

were covered for everyone—a 

small taste, I’m sure, of what 

must go into something like 

the Buddy Walk! We’ve done 

our share of camping and new 

a certain amount of planning 

is all part of the fun-but for an 

estimated 30-34 people, not 

knowing there likes and dis-

likes at new campground we’d 

never been to before—Whoa!! 

Talk about high levels of anxi-

ety. 

But I have to tip my hat to all 

the volunteers AND parents/

guardians—everyone pitched 

in for the kids from the fun 

couple of great young men 

and women whose help and 

presence we couldn’t be with-

out! 

The food, games and laughter 

were plentiful along with 

some amusing hormonal mo-

ments with our teens around 

the campfire. And I’m proud 

to announce no accidents or 

poison ivy-though both possi-

bilities were present!! 

I’d sum it up by paraphrasing 

a conversation my friend 

Greg and I had about the 

event. Greg said “Tom, I 

really had a good time!” when 

I agreed to that and asked 

why, he said “Well, aside from 

the food and fun, I saw par-

ents and kids out of there 

element having just the great-

est time together!” I couldn’t 

have put it better. 

See you this coming Novem-

ber for the second Teen 

Campout—you-all come 

now—ya hear!! 

From Tom & Susan Prior 

1st Annual Teen Camp Out! 

might be interested in being a corporate 

sponsor or forming a Buddy Walk Team to 

help raise pledges, we are happy to contact 

them or give you a sponsorship packet to 

present to your employer.  

Matching Gift Programs 

Ask your employer about Matching Gift 

Programs they may have in place.  Most 

companies will match your donation. 

The DSACT Buddy Walk committee 

is in search for Sponsors for the 

2007 Buddy Walk.  If you are aware 

of a company or individual who 

would be willing to make a financial 

commitment to the DSACT through 

the Buddy Walk, please have them 

contact Stefanie Martinez, Lori Tul-

los Barta or Jullee Mapes. 

If you work for a company that 

All donations to DSACT are tax de-

ductible and will directly benefit indi-

viduals with Down syndrome in Cen-

tral Texas. 

Membership in DSACT is free to all 

individuals with Down syndrome and 

their families. We strive to provide all 

services at little or no cost to mem-

bers.  We are sustained by fundraising 

activities and private donations.  

Buddy Walk Corporate Sponsorship Search 
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Picture Gallery 

Karra Lopez 

July 9, 2001 

Happy 6th Birthday! 

Cameron Hollenbeck 

July 26, 2006 

Happy 1st Birthday! 

Happy 10th Birthday Andrew 

 

 

 

 

 

 

 

 

From Your Family! 

Happy Belated Birthday! 

 

 

 

 

 

 

 

 

 

 

 

 

Alyssa Hentges 

Age 10 

May 16 

Birthday Celebrations! 

Happy 1st Birthday! 

Cristian R. Ruiz 

June 14, 2006 

Rustin 
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I hereby give the National Down Syndrome Society permission to use this photograph of me or 

my minor child in the National Down Syndrome Awareness Month video production to be shown 

in Times Square and other NDSS promotional and educational materials. I understand that the 

photo will become property of NDSS and will be credited to NDSS for all journalistic purposes. I 

understand that my photograph will not be returned.  

 

Name of person(s) in photograph: 

Date of birth of individual with Down syndrome: 

Daytime telephone number: 

E-mail address: 

Address: 

City, State, Zip: 

 

E-signature of person in photograph or parent/guardian if person is younger than 21: 

 

I also give permission for this photo to be used by media outlets and/or other organizations ap-

proved by NDSS for positive public awareness, marketing or journalistic purposes. 

__YES  __NO 

Rustin 

You could be a star this September when 

NDSS kicks off National Down Syndrome 

Awareness Month and the New York City 

Buddy Walk in New York City. 

 NDSS is seeking photographs of chil-

dren, teens and adults with Down syn-

drome for the Times Square video pro-

duction that will be shown on the 40-foot 

NBC Astrovision screen by Panasonic on 

Sunday, September 30, 3007. In keeping 

with the Buddy Walk’s mission to pro-

mote acceptance and inclusion of people 

with Down syndrome, photographs se-

lected for the video will feature individu-

als with Down syndrome working, play-

ing and learning with friends and family. 

 Due to the number of photos received, 

we are only accepting THREE photos per 

family.  If more than three are received, 

only the first three will be considered. 

 The deadline for photo submissions is 

JULY 20, 2007.  Families will be in-

formed in early August ONLY if their 

photos will be included in the 2007 

Times Square Video.  We are unable to 

return any photos. 

 The on-line submission form will be up 

shortly.  In the meantime, please e-mail 

your photos to timessquarevi-

deo@ndss.org. 

This email address is being protected 

from spam bots, you need Javascript 

enabled to view it . 

NDSS will need a consent form for each 

photo that is entered in the contest.  You 

may cut and paste the form below 

into the body of your e-mail. 

If you would prefer to send photos, 

please mail to the following ad-

dress: 

NDSS Call for Photos 

National Down Syndrome Society 

666 Broadway, 8th floor 

New York, NY 10012 

 

The 2007 NDSS Times Square Video: Be a Broadway Star! 

NDSS Photo Consent Form 

Cristian R. Ruiz 

1st Birthday 
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Insurance Program

(CHIP) 

• Designed to provide health-

care benefits for children in 

families who earn too much 

to qualify for Medicaid, yet 

Resource Guide (Continued from 

page 11) 

cannot afford to buy private 

insurance; provides medical 

care only; 

• Does not offer family sup-

port services; 

• Is available to children with 

disabilities and children with 

special health care needs; 

• Website: 

www.hhsc.state.tx.us/chip/; 

• Telephone number for addi-

tional information or to ob-

tain an application: (800) 

647-6558 

their families the same oppor-

tunity for long-term savings 

that other Americans now 

enjoy, but with the flexibility 

to accommodate the uncer-

tainty and wider range of 

expenses that life with a dis-

ability brings. The money 

saved in these accounts would 

not be counted in the deter-

mination of eligibility for 

Social Security or Medicaid 

benefits. Important aspects of 

the bill include: 

Anyone can contribute to the 

financial security of a loved 

one; 

Accounts are to be used for 

TAKE ACTION (Continued from 

page 19) 

qualified expenses not com-

pensated for by insurance or 

other sources: 

- Educational expenses, 

- Medical and dental care, 

- Community-based support 

services, 

- Employment training and 

support, 

- Moving, 

- Assistive technology, and 

- After the age of 18, housing 

and transportation expenses; 

Contributions are capped at 

$500,000. 

ACT NOW: 

It is critical that we gain more 

cosponsors for the bill. Please 

urge your Member of the 

House of Representatives to 

become a cosponsor 

by entering your zip 

code above to send them an 

email message. If your Repre-

sentative is already a cospon-

sor, the system will automati-

cally generate a thank you 

message that you can send. 

TAKE ACTION by visiting 

www.ndss.org. Click on Na-

tional Policy Center, then 

follow the links for Action 

Alerts. 

If you or others you know 

would like to be added to the 

NDSS mailing list, send 

names and email address to 

advocacy@ndss.org. 

Do You Know About 

CHIP? 

Tip: See how a Master Docu-

ment List is used to create an 

Exhibit List for a due process 

hearing. 

In Summation 

When you organize your 

child's file, the process of 

organizing information helps 

you understand your child's 

disability, history, and educa-

tional needs. When you create 

your Master Document List, 

you can find a specific docu-

Wrightslaw (Continued from page 

21) 

ment quickly and easily - a 

good thing at meetings. 

More Articles About Docu-

ments and Organizing Infor-

mation 

The Paper Chase: Managing 

Your Child's Documents Un-

der the IDEA by Bob Crab-

tree, Esq. If you have kids 

with special educational 

needs, you can be over-

whelmed by paperwork in no 

time. This article teaches you 

about the importance of dif-

ferent documents and how to 

organize them. You learn 

about documents that are 

keepers; education records; 

documents you should create 

and how; tips for consulting 

with an attorney. 

Paper Trails: Documents, 

Exhibit Lists and Due Process 

Hearings by Pete Wright. This 

is one of several articles about 

documents that was pub-

lished in the Fall 2001 issue 

of The Beacon. 

Copyright © 2007, Peter W. 

D. Wright and Pamela Darr 

Wright. All rights reserved. 

permission 

“A real decision is 

measured by the 

fact that you've 

taken a new action. 

If there's no action, 

you haven't truly 

decided.“ 

- Tony Robbins 
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Scrapbooker Alert 
First Annual "Scrap for Chap" crop-a-thon to benefit: 

The Down Syndrome Association of Central Texas (DSACT)  
 

Mark your calendars for July 21, 2007 
11am to 10pm 
(note date has changed) 

 

Baca Center in Round Rock  
My inspiration for this fund-raising event is my awesome 3 year old son Chapman, who has Down 

Syndrome and the many adorable unscraped pictures I have of him. The crop will now be in Round Rock 

at the Baca Center from 11am to 10pm.  

 

The "Tax-Deducible" Admission will include lunch, dinner, drinks, snacks, and of course desert! It will 

be a fun-filled day including countless door prizes throughout the day, various scrapbooking vendors 

demonstrating the latest products.  There will be a scrap-bookers dream silent auction, and a special 

area "The Scrapper's Boutique" where all your unneeded scrapping supplies can be bought and sold, all 

to benefit DSACT.  

 

We will also have a "Grand Prize" for the scrapbooker that brings in the most outside donations for the 

2007 Buddy Walk!  

 

FOR MORE INFORMATION: 

If you would like more information on this special event, have any suggestions, or would like to make 

any type of donation please email Jodi Ross at JODIROSS@HOTMAIL.COM   

 

Non-Scrappers are also welcome to attend and enjoy the fun. This would be a great day to finish your 

pages and help a great cause the DSACT! 

 

Thank you, 

Jodi Ross 

 

Jean Louis Photography  
Tel 512-301-2431  
Email:    jeanlouis@austin.rr.com 
http://www.jeanlouisphotography.com/ 
Jean Louis is formally trained and experienced in photographing children with 

special needs.  If you've hesitated to take your child for a formal portrait because 

you were concerned about how the photographer would interact with your child 

we would love to work with you.  Please call us for a consultation so we can discuss your child's specific needs and abilities. Jean 

Louis is also The Down Syndrome Association of Central Texas - Share the Passion Calendar Photographer. 
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Dates, Meetings, etc…. 
2007 Ranch Camp at Down Home Ranch 

July 8 - 13 (teens ages 13-22) 

July 15-20 (mixed ages) 

See Page 17 for details. 

 

Wednesday, July 11 

DSACT Open Board Meeting 

DSACT Office, 7:00—8:30p 

AGE Building, 3710 Cedar Street, Austin, TX 

Tuesday, July 17 

Buddy Walk Committee Meeting, DSACT Office 

Saturday, July 21 

1st Annual “Scrap for Chap” Crop-a-Thon to benefit DSACT 

11:00 am to 10:00 pm, Baca Center in Round Rock 

See page 26 for details. 

Saturday, July 28 

Williamson County Support Group 

Wednesday, August 1 

DSACT Open Board Meeting 

DSACT Office, 7:00—8:30p 

AGE Building, 3710 Cedar Street, Austin, TX 

Saturday, August 4 

FREE Cooking Series for Adults with Down Syndrome 

"Fun and Healthy" - Week 3 of 4, Sponsored by DSACT. 

4:00p - 6:00p at Young Chefs Academy, 

617 Slaughter Lane West, Suite 105 

www.youngchefsacademy.com 

Wednesday, September 5 

DSACT Open Board Meeting 

DSACT Office, 7:00—8:30p 

AGE Building, 3710 Cedar Street, Austin, TX 

Tuesday, Sept 25 

Down Syndrome Education Group at Rosedale 

School 
Learn all about AISD’s Special Olympics program 

Tuesday, Oct 23 

Down Syndrome Education Group at Rosedale 

School 
Teaching Early Communication Skills & Reading to Children 

with DS.  

Claire Milam, DSACT member with a M.S. Bilingual Special 

Education, presents a workshop weaving together parental 

and professional insight in emergent literacy (in English with 

translation available). 

Tuesday, Nov 27 

Down Syndrome Education Group at Rosedale 

School 
Parents Share Challenges and Successes in IEPs 

Come talk to other parents about crafting the best IEP for 

your child (in English with translation available). 

Contact Deborah Trejo, quintosol@sbcglobal.net or 512-586-

2552.  

Saturday, September 8 

FREE Cooking Series for Adults with Down Syndrome  

“A Day of Desserts" - Week 4 of 4, Sponsored by DSACT. 

4:00p - 6:00p at Young Chefs Academy, 

617 Slaughter Lane West, Suite 105 

www.youngchefsacademy.com 

Wednesday, October 3 

DSACT Open Board Meeting 

DSACT Office, 7:00—8:30p 

AGE Building, 3710 Cedar Street, Austin, TX 

Sunday, October 14 

8th Annual Buddy Walk - 12:00p - 4:00p 

Reunion Ranch, Georgetown, TX 

Summer Swim Class 
The summer swim class started Satur-

day, June 2 and will end August 11 

with a break for 4th of July week. If 

your child has participated you know 

how great the program is. If your child 

hasn't you should check this program 

out.  It's fantastic! The instructor does 

an excellent job working with the kids 

and the kids learn water safety skills 

and swimming skills. My little girl has 

learned to swim in this program. 

Enrollment is limited. We still have a 

couple of slots left. If you are inter-

ested in having your child in the pro-

gram please let me know as soon as 

you can. I know  that schedules can 

change without notice so if you have al-

ready indicated to me that you are inter-

ested in the program please confirm that 

you are still interested in having you child 

in the program. If you have any questions 

please let me know. 

Thanks! 

Gerard               
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11.  Writing newsletter article & submit-

ting to editors along with photos of 

winners. 

Any DSACT members or extended family 

members interesting in helping with this 

most special award please contact Dan-

ielle Worsfold  at 

dj_worsfold@yahoo.co.uk or phone 

512.249.2380. Many thanks. 

4. Collect and sort the nominations; 

5. Bring nominations to meeting &  coor-

dinate voting/selection of winners; 

6. Purchasing plaques & arranging to 

have certificates printed; 

7.  Contacting winners and nominators; 

8.  Coordinating delivery of awards 

9. Take pictures of winners & nominators; 

10.  Working with PR, Jean Louis, to pub-

licize in Austin;  and 

Special Educator Awards Coordinator 

DSACT is looking for a Special Educator 

Awards Coordinator. 

Primary responsibilities are: 

1. Finalizing and printing nomination 

forms; 

2. Working with webmaster to get on 

website; 

3. Printing and mailing (possibly in co-

ordination with newsletter) 

FOR MORE INFORMATION & 
TO RSVP:  
Contact Stefanie Martinez at  
716-1561 
or Teana Ross at 484-3112  

Entertainment by:  
The Biscuit Brothers 

Drinks and Hors D’oeuvres 
served 

The Down Syndrome Association of 
Central Texas and Jean Louis Pho-
tography invite you to be our guest 
in the celebration of the 2008 Share 
the Passion Calendar!  We hope to 
educate the public about the talents 
and abilities of all individuals with 

Down syndrome.  Come join us for this 
grand celebration and view the beautiful 
photos on display.  You can purchase your 
calendar at the event and even get your 
calendar autographed by some of 
DSACT’s own celebrities! 

Share the Passion 2008 - DSACT Calendar - Gallery Exhibition 

A celebration and gallery exhibition of 
photographs showcasing individuals 
with Down syndrome and local celebri-
ties sharing the same passions. 

You won’t want to miss the “Share the 
Passion” Photography Exhibit benefiting 
the Down Syndrome Association of Cen-
tral Texas.  Photographer Jean Louis, 
captured some very special moments for 
the Share the Passion Project. 

WHEN:   
Saturday, September 8, 2007 

TIME:  
TBA (please check website for 
time) 

LOCATION:   
Kathy Womack Gallery 
411 Brazos, Suite #100 
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Vision Statement 

The Vision of the Down Syndrome Association of Central Texas is a world in 

which all members, including those with Down syndrome, are accepted, valued 

for their uniqueness, respected for their abilities and contributions, and assured 

the opportunity and choice to create their own path to fulfillment and success.  

Mission Statement 

The mission of DSACT is to provide support and resources to individuals with 

Down syndrome, their families, professionals, and the community to achieve our 

vision.  We achieve this by: 

Promoting the development of programs that enrich the lives of individuals with 

Down syndrome;  

Increasing public awareness and understanding about the abilities of individuals 

with Down syndrome;  

Encouraging inclusion of individuals with Down syndrome in our neighborhoods, 

schools, places of worship, recreational activities, and places of employment;  

Providing education, resources and support to parents and educators to ensure 

quality education which will prepare individuals with Down syndrome for further 

Nuestra Visión 

La visión de DSACT (Asociación de Síndrome Down de la Zona Central de 

Texas) es un mundo en el que todos sus miembros, incluso aquellos con el 

Síndrome de Down, son aceptados, valorados por lo que son, respetados por sus 

habilidades y contribuciones, y cuya oportunidad de crear su propio camino al 

éxito y realización personal es asegurado.   

Nuestra Misión 

La misión de DSACT es proveer soporte y recursos a individuos con síndrome de 

Down, sus familias, profesionales, y la comunidad a obtener nuestra visión.  

Nosotros podemos cumplir ésto de la siguiente forma: 

Promoviendo el desarrollo de programas que enriquezcan las vidas de los 

individuos con síndrome de Down. 

Incrementando el conocimiento y el entendimiento público acerca de las 

familias y los individuos con síndrome de Down. 

Estimulando la inclución de individuos con síndrome de Down en nuestros 

vecindarios, escuelas, iglesias, actividades recreacionales, y lugares de empleo. 

Proveyendo educación, recursos y soporte a los padres y educadores para 

asegurar la calidad de educación que prepare a individuos con síndrome de 

The content of this newsletter is provided as a public service for informational purposes. DSACT does 
not promote any particular therapy, treatment, institution or professional system, etc. The opinions, 

beliefs, and viewpoints expressed in this newsletter do not necessarily represent those of the DSACT, 
its directors, members or the editors of this newsletter. 

Officers 

President - Gerard Jimenez 

512.496.6100 • gerard@austin.rr.com 

Vice President - Lori Barta  

512.343.0519 • lmtullos@yahoo.com 

Secretary - Elaine Erdelt  

512.260.7497 • eerdelt@yahoo.com 

Treasurer - Vacant 

Board Members 

Fundraising - Stefanie Martinez   

512.454.8142 • mikeandstef2000@aol.com 

Outreach - Ameila Mendoza & Elizabeth Bradley  

mellymendoza@yahoo.com •  

eabradley@austin.rr.com 

Social  - Serita Silvestri 

512.695.9847 • serita2252@yahoo.com 

Communication - Danielle Worsfold  

512.249.2380 • dj_worsfold@yahoo.co.uk 

Spanish/Latino - Rebecca Zarate Tobias 

512.447.6974 

At Large Board Member  - Cynthia Ochoa  

512.413.7317 • manor038@hotmail.com 

Committee Chairs 

Education - Deborah Trejo   

512.586.2552 • dtrejo@kempsmith.com 

Inkdots (o-6yrs)  - Sertita Silvestri 

KiDSACT - (6.12) - Gerard Jimenez 

Teen/Young Adult (13 -25) - Vacant 

Adult (25-up) - Carolyn Byers  

512.267.3711• carolynbyers@yahoo.com 

Comite Latino - Rebecca Zarate Tobias 

Hays County Support- Sarah Carlisle 

512.787.1014 • leesarah@grandecom.net 

Williamson County Support: - Sara Correa 

512.259.4607 • correa5@earthlink.net 

New Parent Contact - Lori Barta 

Web Master - Cynthia Ochoa 

Newsletter Editor: - Sandie Coco 

Co- Chair Fund Raising: - Vacant 
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2007.  She will continue to 

work at HEB this summer. 

She also plans to 

take adult cooking 

classes sponsored 

by DSACT, attend 

summer camp at 

Down Home 

Ranch, and join 

"We are The Cho-

rus". 

Lauren, we are so 

proud of you and 

Lauren Erdelt and Tim Griffin 

went to Leander High School 

Senior Prom May 12 at 

Doubletree Inn. 

Lauren graduated from Lean-

der High School May 26th 

all you have accomplished! 

You are such a blessing! 

Congratulations Lauren! 


