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Congratulations

Dear New Parents,

Congratulations on the birth of your new baby.  The birth of a child is a time to celebrate new 
life.  Your new child came with a surprise and you have turned down a path that you did not 
expect.  We realize that you have a swirl of questions.  As a fellow parent, I understand that you 
are experiencing a lot of emotions right now and may not be sure where to turn.

Let me assure, you are not alone.  If you are like most parents, you aren’t sure what Down 
syndrome means to your child and family and we realize that you have entered a whole new 
world that may be confusing and overwhelming.   It is our hope that through information and 
support, you will be able to understand the diagnosis and find your peace with it.  The diagnosis 
may seem big now, but over time as you learn more about Down syndrome it will diminish in its 
definition of who your child is.  Everyone’s pace is different, so take your time, and go at your
pace.

Down syndrome in the 21st Century is a whole new world.  Because of specialized services and 
targeted research, the life of individuals with Down syndrome has dramatically changed over 
recent years.  There is a community here in Central Texas with resources and services available 
to you at no cost.  DSACT has resources immediately available to you including a social group 
that meets monthly, an online Yahoo group for parents only, and our First Responders.

First Responders is a team of parents that are available to help answer questions and offer 
support.  We are here to talk to you at any time, whether it is in the hospital, at your home, or 
over the phone.  As parents, we have a good understanding of what you are going through, since 
they have been where you are.  We will also bring you a New Parent Packet which is filled with 
information and resources.

If you are interested in talking to another parent, please call DSACT at 512-323-0808 or send and 
email to admin@dsact.org.   We will have one of our New Parent Volunteers contact you.
Again, congratulations on the birth of your new baby and welcome to a wonderful journey.  

Your child has a bright future!

Jeanette Holahan
Education Chair and New Parent Coordinator
Down Syndrome Association of Central Texas (DSACT)

On the birth of your child!

mailto:admin@dsact.org


We are a non-profit 501(c)(3) organization focused on empowering individuals with Down 
syndrome and their families.

Our mission is to provide education, support, and resources to individuals with Down 
syndrome, their families, professionals, and the community, while building public 
awareness and acceptance of the abilities of individuals with Down syndrome.

Our vision 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.

We do this through providing information, support, educational programs, social 
programs, training workshops, outreach programs to build awareness and support to the 
medical, educational and general communities, and providing a supportive community 
for individuals with Down syndrome and their families.

Please contact us at any time for more information:

DOWN SYNDROME ASSOCIATION OF CENTRAL TEXAS 
3710 Cedar Street, Box 3

Austin, TX 78705
(512) 323-0808

admin@dsact.org
www.dsact.org

DSACT
Who are we?

mailto:admin@dsact.org
http://www.dsact.org/


Priority Areas

Programming and Social Events - We develop programs and social events that enrich the lives of 
individuals with Down syndrome. Current free programs include: Lunch and Learns and workshops, 
playgroups, and social events. We offer four seasons of recreational classes such as Gymboree, dance, swim, 
martial arts, and social dance for a nominal fee to individuals with Down syndrome and their siblings. We also 
have a low-cost speech therapy program to help supplement communication goals and efforts at home, school, 
work, and private therapies.

Education - We provide information, resources, and support to both parents and educators to ensure that 
individuals with Down syndrome will receive a quality education to prepare them for further education, 
employment, and/or independent living.

Caregiver Support - We provide social and emotional support to caregivers of individuals with Down 
syndrome, including support upon diagnosis, at birth, and across the life.

Inclusion - We promote the inclusion of individuals with Down syndrome in our schools, communities, places 
of worship, recreational facilities, and places of employment. 

Awareness - We increase public awareness, acceptance, and understanding about the abilities of individuals 
with Down syndrome. During Down Syndrome Awareness Month (October), we host our annual Buddy Walk, 
an awareness and fundraising event to support our programs. We develop presentations to community groups, 
students, healthcare professionals, and educators.

Communication - We inform members and the community of our activities, programs, resources, and major 
events. We have monthly member newsletters and a resource-packed website at www.dsact.org. We also host 
a Yahoo Group and multiple closed Facebook Groups that  provide forums to share experiences and support to 
members.

Advocacy - We advocate for all individuals with Down syndrome on medical, educational, independent living, 
employment, estate planning, and legal issues.

Medical Outreach - We provide timely resources to the Central Texas medical community to offer to 
parents who receive a Down syndrome diagnosis before or at the birth of their child. We also provide 
presentations to local medical professionals on best practices for delivering a Down syndrome diagnosis.

En Español: Comite Latino - We provide support, resources, and social opportunities for the Spanish-
speaking community as well as ensure that many of our website materials are available in Spanish.

What we focus on

www.dsact.org


What is Down syndrome?

If you have received a diagnosis of Down syndrome, you probably have many questions and 
concerns, as do your extended family, friends, and neighbors. We've taken information 
from many sources and put them here to answer some of those questions and address the 
concerns you may have. Everyone who has had a child with Down syndrome has had their 
own unique experience. Speaking with other parents may help you to realize 
that the feelings you are having are common and normal.

What is Down syndrome?
Down syndrome is a chromosomal anomaly that occurs once in every 600 – 800 births. For an unexplained 
reason in cell development, each cell results in 47 instead of the usual 46 chromosomes. In Down syndrome 
there is an additional number 21 chromosome, resulting in the medical diagnosis of Trisomy 21. This extra 
genetic material is what causes the changes in the orderly development of the body and brain and causes the 
physical characteristics and delayed physical, intellectual, and language development associated with Down 
syndrome. 

Down syndrome is named after Dr. John Langdon Down, an English physician who first described the 
characteristic features of Trisomy 21 in 1866. People in the United States now use the term “Down syndrome” 
as opposed to “Down’s syndrome” because Dr. Down did not have Down syndrome and he did not own Down 
syndrome. However, you may hear Trisomy 21 referred to as "Down's syndrome" when reading materials from 
or talking to people from Europe.

People with Down syndrome are more like their typically developing peers than they are different. There is 
great diversity within the population in terms of personality, intelligence, appearance, humor, learning styles, 
compassion, compliance and attitude. Although they may share characteristics and similarities in appearance, 
children with Down syndrome look more like their family members than they do one another. They have a full 
range of emotions and attitudes, are creative and imaginative in play and grow up to live independent lives with 
varying degrees of support and accommodations.

Down syndrome will not be the most interesting thing about your son or daughter as they grow up. Nor should 
it be how they are recognized. People with Down syndrome should be seen as a person first, complete with 
accomplishments, fears, and abilities. Raising any child brings its own challenges and delights; no one can 
predict the future of any child.



Characteristics

Physical Characteristics of Down syndrome
There are over 50 clinical signs of Down syndrome, but it is rare to find all or even most of them in one person. 
The physical features are important to physicians in making the clinical diagnosis. Some of the more common 
physical characteristics are:

• Decreased muscle tone or hypotonia
• A somewhat flat nasal bridge and a small nose
• An upward slant to the eyes with a fold of skin at the inner corners (called epicanthal folds)
• Abnormal shape of the ear or slightly smaller ears
• Short broad hands with a single crease across the palm, called a Simian crease
• An excessive ability to extend the joints/loose ligaments
• A wide space between the first and second toes.

Developmental Aspects
Individuals with Down syndrome are usually smaller and their physical and intellectual development is slower 
than those without Down syndrome. They learn to sit, walk, talk, and toilet train and do most other activities, 
only usually later than average. Individuals with Down syndrome will attend school, establish friendships, 
pursue interests, and be included in community activities. Early intervention services, which begin shortly after 
birth, help children with Down syndrome work toward their full potential. Children with Down syndrome 
benefit from the same care, attention, and inclusion in community life that help all children grow. As with all 
children, quality education in neighborhood schools, preschools, and at home is important to provide the 
opportunities needed to develop strong academic and social skills. 

Standard IQ tests will score children with Down syndrome in the mild to moderate range of intellectual 
disability. However, these tests do not measure many important areas of intelligence and you will often be 
surprised by the memory, insight, creativity, and cleverness of your child. The high rates of learning disabilities 
in students with Down syndrome often mask a range of abilities and talents.



Facts and the Future

Facts About Down syndrome
• Down syndrome is the most common chromosomal abnormality in humans.
• Down syndrome occurs in about 1 of every 700 live births, and is not related to race, nationality,

religion, or socioeconomic status. (CDC, 2017)
• While the age of the mother can be a factor, about 50% of people with Down syndrome are born to

parents under the age of 35.
• Down syndrome occurs in males and females evenly.
• Nothing that a parent did or did not do before or during the pregnancy causes a baby to have Down

syndrome.
• About 50% of individuals with Down syndrome are born with congenital heart disease; about 12%

have intestinal blockages present at birth. Most of these complications can be corrected with
surgery. (CDC, 2017)

• Average life expectancy for individuals with Down syndrome is 60 years. Many will live even longer!

The Future      for Children with Down syndrome
People with Down syndrome benefit most from loving homes, early intervention, specialized education, 
appropriate medical care, and positive public attitudes. As young people with Down syndrome show 
what they can accomplish with the support of their families, friends, and communities, and as they 
participate in mainstream programs, more and more doors open for others.  The education systems are 
evolving and opportunities are opening up every day.  High school and post-secondary programs are 
here and improving rapidly. We have seen TV series starring talented actors and actresses with Down 
syndrome. Two young men have authored a book, Count Us In: Growing Up with Down Syndrome, and 
have impressed audiences around the country at book signings and on talk shows. See more examples of 
actors at www.dsiam.org. A popular documentary called Monica and David is about a young couple with 
Down syndrome and their journey through married life: www.monicaanddavid.com; additionally, there 
have been stars who happen to have Down syndrome in CSI, ER, Scrubs, American Horror Story, Glee, 
and The Secret Life of an American Teenager . In our own area in April of 2012, a young man named Ty 
Harvey achieved the Boy Scout rank of Eagle Scout and in September 2012 was crowned Homecoming 
King of Westwood High School. Kayleigh Williamson, a young woman with Down syndrome, has run 
twice in the Austin half-marathon (2017 and 2018).

Along with these shining examples, thousands of people with Down syndrome across the world are 
quietly going on with their lives without fame or fanfare and transforming their communities by just being 
there. They have dreams and the determination to reach their goals. They learn in inclusive classroom 
settings in their neighborhood schools, with children who will one day be their coworkers, neighbors, and 
adult friends. Young adults hold diverse and meaningful jobs, maintain their own households, and make 
significant contributions to their communities every day.

http://www.dsiam.org/
http://monicaanddavid.com/


Myths and Truths

Myth: People with Down syndrome have severe 
intellectual disabilities.  Most individuals with Down 
syndrome have IQs that fall in the mild to moderate 
range of intellectual disability. Children with Down 
syndrome are educable and educators and 
researchers are still discovering the full educational 
potential of people with Down syndrome. Individuals 
with Down syndrome can and do graduate high 
school and pursue careers or continue their education 
beyond secondary school.

Myth: Most people with Down syndrome are  
institutionalized. Today people with Down syndrome 
live at home with their families and are active 
participants in the educational, vocational, social, and 
recreational activities of the community. They are 
integrated into the regular education system, and take 
part in sports, camping, music, art programs, and other 
activities in their communities. In addition, they are 
socializing among people with and without disabilities, 
and as adults are obtaining employment and living in 
group homes and independent housing arrangements.

Myth: Parents will not find community support in 
bringing up their child with Down syndrome.  In almost 
every community of the United States there are parent 
support groups and other community organizations 
directly involved in providing services to families of 
individuals with Down syndrome.

Myth: Children with Down syndrome must be placed 
in segregated special education programs. Children 
with Down syndrome have been included in regular 
academic classrooms in schools across the country. In 
some instances, they are integrated into specific 
courses, while in other situations students are 
included in the regular classroom for all subjects. The 
degree of mainstreaming is based on the abilities of 
the individual, but the trend is toward inclusion in the 
social and educational life of the community. 

Myth: Adults with Down syndrome are unemployable. 
Businesses are seeking young adults with Down 
syndrome for a variety of positions. They are

employed in a variety of industries.

Myth: People with Down syndrome are always happy.  
People with Down syndrome have feelings just like 
everyone else in the population. They respond to 
positive expressions of friendship and they are hurt and 
upset by inconsiderate behavior.

Myth: Adults with Down syndrome are unable to form 
close  relationships. People with Down syndrome date, 
socialize, and form ongoing relationships. See the story 
of  Monica and David , a married couple with Down 
syndrome featured on HBO at 
www.monicaanddavid.com.

Myth: There are no effective treatments for Down 
syndrome. Research on Down syndrome is making 
great strides in identifying the genes on chromosome 21 
that causes the characteristics of Down syndrome. 
Scientists now feel strongly that it will be possible to 
improve, correct, or prevent many of the problems 
associated with Down syndrome in the future. 
Particularly encouraging is the establishment of the 
Stanford Medicine Down Syndrome Research Center, 
whose mission is to conduct research and develop 
treatments related to the cognitive disabilities related to 
Down syndrome.

Myth: Children with Down syndrome will never grow up to 
be independent. Parents and society are coming to 
understand the aspirations of persons with Down 
syndrome to participate in all aspects of community 
life: education, recreation, employment, social, and 
family life.
Myth: Having a sibling with Down syndrome will be a 
hardship for your “typical” children. Most families report 
that their “typical” kids are more compassionate, 
patient, and tolerant of all people because of the 
experience of having a sibling with Down syndrome. The 
sibling relationship is generally a typical one – full of 
love, arguing, and just being together.

www.monicaanddavid.com


GETTING STARTED



New Parent Checklist

 Become a member with the Down Syndrome Association of Central Texas (DSACT) at www.dsact.org/join/
to begin receiving monthly newsletters and social group invitations to learn about local support services,
events, and resources. Membership is free.

 Join the DSACT parent Yahoo group by emailing DSACT-subscribe@yahoogroups.com This is a group only
open to parents  and is a way for parents to reach out to other parents and benefit from a collective
experience of the community. This is another avenue to get news and information for the Down syndrome
community.

 Join the DSACT Facebook groups to get and share information and resources with other parents, to ask
questions, and learn about upcoming events.  We have groups for every age as well as an "All Members"
group. These are closed groups for DSACT members only. https://www.facebook.com/DSACT/

 Attend a monthly Baby Talk event where you can meet other parents.  These are informal social events. New
parents are welcomed with open arms. Sign up through the DSACT office to start receiving invitations.

 Find a good pediatrician. If you need assistance in finding one, please see the DSACT resource list in the
back of this New Parent Packet or get a referral from a DSACT Facebook group or Yahoo! group.

 Contact your local Early Childhood Intervention (ECI) provider to arrange for services. To determine which
agency services your home area, use the ECI Program Search function at
https://citysearch.hhsc.state.tx.us/.

 Familiarize yourself with the Medicaid waiver programs available and outlined on the DSACT website.
Because some of these programs have long waiting lists, it is beneficial to sign your child up on the interest
list at birth.

Continue reading for more details on these steps…

First steps on your new path

www.dsact.org/join
https://www.facebook.com/DSACT/
https://www.citysearch.hhsc.state.tx.us/
http://www.dsact.org/resources/general/


Join Baby Talk

Baby Talk is a social group that meets about once a month for children with Down 
syndrome ages 0-2 and their siblings. Baby Talk is a way to create friendships and give 
families an opportunity to get to know each other. Venues and activities change each 
month, but the goal is always to have fun! DSACT will grow with your child. As your child 
grows up, he/she will move up to Ink Dots (3-5 years old), KidsAct (6-12 years old), teen 
group (13-19 years old), and on to the adult group. 

Social Group

There are no 
seven 

wonders of 
the world in 
the eyes of a 
child. There 
are seven 

million.

Walt 
Streightiff



Getting Started

Early Childhood Intervention (ECI)
ECI is a statewide program that provides services to families with children 0-3 who have developmental delays or 
disabilities. ECI meets you in the community and focuses on working with you and your child in your natural 
environment, such as at home, grandma's, or a child care center. Essentially, it's where children live, learn, and play. 
Fees are based on your income and your health insurance benefits. The provider is based on zip code, city, and 
county in which the family resides. 

Getting in touch with help and support services

Any Baby Can 
6207 Sheridan Avenue
Austin, TX 78723 
www.abcaus.org
P: (512) 334-4464

Early Childhood Intervention Library 
1100 W 49th Street 
Austin, TX 78756 
www.dars.state.tx.us/ecis
P: (512) 776-7260

Easter Seals of Central Texas 
8505 Cross Park Drive
Suite 120
Austin, TX 78754
www.eastersealstx.org
P: (512) 615-6896

Pride Early Childhood Intervention 
1009 N Georgetown St. 
Round Rock , TX 78664 
http://bbtrails.org/
P: (844) 309-6385

Austin Travis County Integral Care 
1717 W. 10th St.
Austin, Texas 78703
http://www.integralcare.org/
P: (512) 472-3142

http://www.abcaus.org/
http://www.dars.state.tx.us/ecis
http://www.centraltx.easterseals.com/
http://bbtrails.org/services/early-childhood-intervention/
http://www.integralcare.org/content/early-childhood-intervention


SSI and Medicaid

What is Supplemental Security Income?
Supplemental Security Income (SSI) is a federal program that pays monthly benefits to people with low 
incomes and limited assets (less than $2,000) who are 65 or older, blind, or disabled. As the name implies, SSI 
supplements a person’s income up to a certain level. Benefits may differ by state, as some states add benefits 
and some do not.  Children with Down syndrome can qualify for SSI based on the following: 

• Rules for Children with Down syndrome Under 18:
Most children with Down syndrome do not have their own income and do not have assets (bank accounts, 
cars, jewelry, etc.). However, when children under 18 live at home, the Social Security Administration considers 
the income and assets of family members in the household when determining if the child is eligible for SSI. 

• Rules for Individuals with Down syndrome 18 and Older:
When an individual with Down syndrome turns 18, the Social Security Administration no longer considers the 
income and assets of household family members when determining eligibility. An individual with Down 
syndrome who was not eligible for SSI before his/her 18th birthday may become eligible at 18 (depending on 
the amount of wages earned, if he/she is working). 

How can I find out if my child is eligible for SSI?
Visit the Social Security Administration's website at https://www.ssa.gov/ssi/ Here you will find a Benefit 
Eligibility Screening Tool as well as a helpful Social Security Handbook and many other informative links. SSI 
applications are available to be submitted online or you may call (800) 772-1213 to make an appointment to 
apply for SSI benefits.

SSI and Medicaid for children with Down syndrome

https://www.ssa.gov/ssi/


Medicaid

Medicaid
Medicaid was established in 1967 under the Social Security Act. It provides medical assistance to low-income 
families and many individuals with disabilities, including children. Medicaid is an “entitlement program,” meaning 
that if you meet the eligibility requirements, the state must provide certain services within federal guidelines. In 
Texas, children receiving Medicaid services have the advantage of a comprehensive service package through the 
Comprehensive Care Program known as Texas Health Steps. This program 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 Texas Medicaid program is administered through the Health 
and Human Services Commission (HHSC). Information on eligibility criteria and the application process can be 
obtained on-line at http://yourtexasbenefits.hhsc.texas.gov/ or by calling 211.

Medicaid Home and Community-Based Waiver Programs
Texas currently has several different Medicaid waiver programs designed to allow Medicaid funds to be available 
to provide individuals with disabilities the opportunity to receive supports and services in their community as an 
alternative to institutional care. These waivers are administered through the Texas Health and Human Services 
Commission (HHSC). It is important to note that each waiver program has its own interest list. These interest lists 
are very long and an individual may wait many years before services are available, thus it is recommended to add 
your child's name to the interest list at birth.

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 coordination, pre-vocational services, community living supports, assistive technology, and more. In 
addition to the services provided through the waiver program, a child who is in a Medicaid waiver program also 
has access to Medicaid healthcare benefits. Medicaid waivers, however, are not entitlements. This means that the 
number of individuals that can receive Medicaid waiver services depends on the willingness of the state 
legislature to fund these services.

What is it and how do I get started?

http://yourtexasbenefits.hhsc.texas.gov


Medicaid Waiver

Texas has several different Medicaid waiver programs designed to allow Medicaid funds to be available to 
provide individuals with disabilities the opportunity to receive supports and services in their community as 
an alternative to institutional care. These waivers are administered through the Texas Health and Human 
Services Commission (HHSC). Medicaid waiver services can be especially helpful to families caring for 
children with disabilities. Contact numbers for these Waivers are below.

(CLASS) Community Living and Support Services provides a broad array of services to 
individuals with physical disabilities and related conditions. Individuals with intellectual and developmental 
disabilities (IDD) may be eligible, but this waiver is not intended to serve those with a primary diagnosis of 
IDD.
Contact: (877) 438-5658

(MDCP)  Medically  Dependent Children's Program provides services to support families 
caring for children and young adults who are medically dependent and to encourage de-institutionalization 
of children in nursing facilities.
Contact: (877) 438-5658

(HCS) Home and Community Services provides a broad array of services to both children 
and adults who have IDD and certain related conditions.
Contact: (877) 438-5658

(CBA) Community Based Alternatives provides supports and services to individuals over the 
age of 21 years with physical disabilities.
Contact: (877) 438-5658

(DB/MD) Deaf-Blind Multiple Disabilities Program serves individuals who are deaf
and blind and have additional disabilities.
Contact: (877) 438-5658

(TxHmL)  Texas Home Living  serves children and adults with IDD.
Contact: (877) 438-5658 

Texas waiver programs



RECOMMENDED 
READINGS



Baby’s Creed

My face may be different but my feelings the 
same.

I laugh and I cry and take pride in my gains.
I was sent here among you to teach you to love
as God in the heavens looks down from above.

To Him, I'm no different
His love knows no bounds;

It's those here among you in cities and towns

That judge me by standards that man has 
imparted, But this family I've chosen will help 

me get started.

For I'm one of the children so special and few
That came here to learn the same lessons as you.

That love is acceptance, it must come from the heart; 
We all have the same purpose, though not the same 

start.
The Lord gave me life to live and embrace,

And I'll do it as you do...
But at my own pace

-Anonymous



Birth Announcements
Ideas for sharing the news of your new arrival

Jack Elliott

Melvin
By L. Melvin

On, June 18th, 

our blessing came from above.

He weighed 6lbs., 14 ounces- what a 

bundle of love!!!

We knew he’d be special from all along,

And when we first saw him,

we knew we weren’t wrong.

Jack has Down syndrome, 

but please don’t be sad.

Because he’s our star 

and we’re proud and glad-

That God chose us to be 

the family of Jack,

And we know love and attention are 

things he’ll never lack.

We’re excited that this gift 

will bring us so much joy.

Now our family is complete with this 

beautiful baby boy!

Love,

THE MELVINS

John, Joan, Lindsey, Jessica, and 

Christopher

Sarah Ann Smith
Our lovely little girl is here!

Arrived February 15th at 2:55 am.
She weighed in at 7lbs 4oz 

19 inches long.

Sarah was born with bright blue eyes 
like her mommy and dark brown curly 

hair like her big sister Kelly.

We also want to share that McKenna
was born with Down syndrome. We 
learned this the morning after she 
was born. If you are not familiar

with this, it means that she will have 
some extra challenges as she grows 
and may travel through life at her 

own pace.
We will consider each new milestone 
a blessing and invite you to celebrate 

with us.

Please don’t apologize…there’s 
nothing to be sorry for. She’s happy 
and healthy, and we’re just as proud 

as could be of our beautiful baby 
girl.

Sarah’s very proud family,
Stefanie, Jake and Kelly



Welcome to Holland

I am often asked to describe the experience of raising a child with a disability – to try to help people who 
have not shared that unique experience to understand it, to imagine how it would feel. It’s like this…When 
you’re going to have a baby, it’s like planning a fabulous vacation trip – to Italy. You buy a bunch of 
guidebooks and make your wonderful plans. The Coliseum. The Michelangelo David. The gondolas in 
Venice. You may learn some handy phrases in Italian. It’s all very exciting! After months of eager 
anticipation the day finally arrives. You pack your bags and off you go. 

Several hours later, the plane lands. The stewardess comes in and says, “Welcome to Holland."
“Holland?!?” you say. “What do you mean Holland?? I signed up for Italy! I’m supposed to be in Italy. All 
my life I’ve dreamed of going to Italy." But there’s been a change in the flight plan. They’ve landed 
in Holland and there you must stay.

By Emily Perl Kingsly

The important thing is that they haven’t taken you to a 
horrible, disgusting, filthy place, full of pestilence, famine 
and disease. It’s just a different place. So you must go out 
and buy new guide books. And you must learn a whole 
new language. And you will meet a whole new group of 
people you would never have met. It’s just a different place. 
It’s slower-paced than Italy, less flashy than Italy. But after 
you’ve been there for a while and you catch your breath, 
you look around…and you begin to notice that Holland has 
windmills…and Holland has tulips. Holland even has 
Rembrandts.

But everyone you know is busy coming and going from 
Italy…and they’re all bragging about what a wonderful time 
they had there. And for the rest of you life, you will say, 
“Yes, that’s where I was supposed to go. That’s what I had 
planned." And the pain of that will never, ever, ever, ever go 
away…because the loss of that dream is a very, very 
significant loss.

But…if you spend your life mourning the fact that you 
didn’t get to Italy, you may never be free to enjoy the 
very special, the very lovely things…about Holland.

Copyright 1987 by Emily Perl Kingsley. All rights reserved.



Celebrating Holland

I have been in Holland for over a decade now. It has become home. I have had time to catch my breath, to 
settle and adjust, to accept something different than I'd planned. I reflect back on those years of past when I 
had first landed in Holland. I remember clearly my shock, my fear, my anger - the pain and uncertainty. In those 
first few years, I tried to get back to Italy as planned, but Holland was where I was to stay. Today, I can say how 
far I have come on this unexpected journey. I have learned so much more. But, this too has been a journey of 
time.

I worked hard. I bought new guidebooks. I learned a new language and I slowly found my way around this new 
land. I have met others whose plans had changed like mine, and who could share my experience. We 
supported one another and some have become very special friends.

Some of these fellow travelers had been in Holland longer than I and were seasoned guides, assisting me along 
the way. Many have encouraged me. Many have taught me to open my eyes to the wonder and gifts to behold 
in this new land. I have discovered a community of caring. Holland wasn't so bad. I think that Holland is used to 
wayward travelers like me and grew to become a land of hospitality, reaching out to welcome, to assist and to 
support newcomers like me in this new land. Over the years, I've wondered what life would have been like if I'd 
landed in Italy as planned.

Would life have been easier? Would it have been as rewarding? Would I have learned some of the important 
lessons I hold today? Sure, this journey has been more challenging and at times I would (and still do) stomp my 

feet and cry out in frustration and protest. And, yes, 
Holland is slower paced than Italy and less flashy than 
Italy, but this too has been an unexpected gift. I have 
learned to slow down in ways too and look closer at 
things, with a new appreciation for the remarkable 
beauty of Holland with its tulips, windmills and 
Rembrandts.

I have come to love Holland and call it Home. I have 
become a world traveler and discovered that it doesn't 
matter where you land. What's more important is what 
you make of your journey and how you see and enjoy 
the very special, the very lovely, things that Holland, or 
any land, has to offer.

Yes, over a decade ago I landed in a place I hadn't 
planned. Yet I am thankful, for this destination has been 
richer than I could have imagined!

By Cathy Anthony



A letter from your baby

First of all, congratulations!

I’m here. Thank you for the gift of my life. I will make the most of it. I don’t know how much 
you knew about me while I was growing inside of you. Did you know I would be special, or 
am I as much as a mystery to you as you are to me? I’m sure we’ll come to know a lot about 
each other as we grow closer, but let me tell you something about myself to clear a few 
things up.

First and foremost, I am a baby. Right now I’m pretty small and probably pretty typical of 
most babies. If I’m fairly healthy, I’ll eat, sleep and cry. That’s pretty much it for me right 
now.  The important thing to remember is, I’m a baby first.

Next, if I have any older brothers or sisters you may notice I do things a bit differently than 
them. Don’t panic, I kind of have my own pace. If I’m your firstborn, everything I do will be 
“normal” for me, just try not to compare me to other babies. I may be a little slower, but 
usually that means you won’t miss anything I do.

There are certain things I might never understand, like prejudice, or status, or why some 
people think they are more important than others. Maybe I’ll teach you these things. I’m 
fairly certain you will learn as much, if not more, from me as I will from you.

Love,

Your Baby

Dear Mom and Dad,



A Poem for New Parents

I hear you have an angel, a baby boy like mine
And though it’s really scary you will celebrate in time

The things that you believe now will change and will become 
The extra special parts that make  your extra special son.

I just started this same journey though I’m ahead of you on the 
path. There are a few things I’ve learned, and I DO know you 

will laugh.

You see, an extra chromosome is not what I once thought;
It seems to be the one on which purity is brought.

And though people will say they’re sorry 
(and some won’t know what to say)

I will be here for you when you’re ready
And I can’t wait!

There is a special bond you see, between families like ours, A 
joy found in the living  and a peace that fills our hearts.

Your son is more than just a child, He’s a tiny teacher too. And 
scary as it is right now,  

You will soon feel as I do.

By Michelle Harmon



FAMILY AND FRIENDS

Talking to your



Siblings

Resources for Parents
Living With a Brother or Sister with Special Needs
https://www.siblingsupport.org/site-images/living-with-a-brother-or-sister-with-special-needs/view

Fasten Your Seatbelt, A crash course on Down syndrome for brothers and sisters By Brian G. Skotko 
and Susan P. Levine
http://brianskotko.com/publications/

Books for siblings
We’ll Paint the Octopus Red by Stephanie Stuve-Bodeen

Our Brother has Down Syndrome by Shelley Cairo, Jasmine Cairo, and Tara Cairo

Brothers and Sisters, A Special Part of Exceptional Families by Thomas Powell

Views from our Shoes: Growing Up With a Brother or Sister With Special Needs edited by Donald Meyer 
(written by siblings)

The Sibling Slam Book: What It's Really Like To Have A Brother Or Sister With Special Needs edited by 
Donald Meyer (written by siblings)

Websites
National Association for Down Syndrome http://www.nads.org/resources/sibling-resources/ 

Down Syndrome Guild of Greater Kansas City https://www.kcdsg.org/siblings.php

Resources for parents and siblings

https://www.siblingsupport.org/site-images/living-with-a-brother-or-sister-with-special-needs/view
http://brianskotko.com/publications/
http://www.nads.org/resources/sibling-resources/
https://www.kcdsg.org/siblings.php


Talking to Siblings

“First, I would say, ‘Congratulations! You are a big sister!’ In this day and age, chances are, older siblings have 
had more exposure to individuals with special needs than their parents at that same age. No point in delaying; 
just let them know as much as they know. Early on, I was given a very good piece of advice. . . do not judge 
your own child's capabilities by those of someone with Down syndrome just five years older. A lot happens in 
five years, and the available services, technology - and even attitudes - are changing at a dramatic pace, 
enabling children with Down syndrome to progress much more quickly each year than anyone can imagine. 
Warmest congratulations and good luck to the whole family.”

“I would be very honest with siblings about the fact that their new brother or sister has a disability that he was 
born with. This will cause him to learn a little differently and will make things a little harder to achieve. In no 
way will it change how much they will love their new sibling, and it will make her all the more important in their 
lives because of all the things an older sibling can do to encourage and teach this new brother or sister. I 
would let them have access to some of the great books about children with Down syndrome so they will know 
what to expect. I also think that getting to know families that have kids with Down syndrome is one of the most 
helpful things. Seeing what our kids are doing helps siblings feel better about what to expect from their new 
family members.”

“I explained to my oldest child that even though our baby with Down syndrome may look different from other 
babies, she was the same. Everyone looks different and everyone does things at different times. For her it just 
take a little longer for her to master. She will master but just not at the same time as everyone else. She may 
need some extra help and  attention but she's a person.”

“Simply explain what Down syndrome is in terms she can understand and emphasize how capable and smart 
she is. I explain children with special needs to the children in regular education at my school every day 
practically, and I always start with the ways they are alike.”

“As with any difficult conversation with children, I think it is helpful for parents to provide the initial information 
in very basic terms and then let the child take the lead asking questions. In this way, the sibling can have some 
control on the flow information as she is ready to deal with it. I know for our older daughter, we stressed that 
her sibling was more like other babies than different from them, and that he was going to need some special 
help and time to do the things that other baby brothers would do. As the older sibling has more questions, she 
may find that it is helpful to take a “Sib Shop.”

Advice from DSACT parents



Talking to Siblings

“I would tell her that she has been blessed. My niece has Down syndrome and she is the most wonderful 
person that I have in my life. I believe that she is a little angel here on earth. Siblings will be so fortunate to 
watch this little person grow up and become the best brother or sister ever!!!”

“Simply tell your daughter that your family has been given a magnificent, special gift - a new baby! Your baby is 
a baby first. Please do not limit your new baby. He/she may grow to be more than anyone's expectations. Your 
newborn may grow up to be more successful than your other children. Just have fun and stay a close family. 
Keep that newborn as active as possible; her siblings should have lots of fun with her new baby, Down 
syndrome or not. And please do not compare your baby with anyone else. Every one of us is "special"… Down 
syndrome or not. Good luck and welcome to the club.”

“I was very matter of fact and explained the three 21st chromosomes (a science lesson). For older siblings who 
are computer savvy, they can research multitudes of information. The main idea siblings need to understand is 
that neither parent did anything wrong. Down syndrome is not caused by too much alcohol or smoking, not 
eating right, or drugs, as some disabilities are. My girls are now mothers and they knew from the start that they 
had no higher chance of having a baby with Down syndrome than the general population. I could go on and on 
about the positive impact of having a brother with Down syndrome had on my daughters.”

continued



Siblings - Common questions from kids

Why do some babies have Down syndrome?
Nobody knows why some babies have Down syndrome. It is nobody’s fault, there is nothing that anyone did 
or said to cause the baby to have Down syndrome. Babies with Down syndrome are born with one extra 
chromosome in some or all of their cells. Chromosomes are the part of the cell that contains the directions 
that tell your body how to grow. When a baby has an extra one it mixes up their body’s directions a little. That 
is why babies with Down syndrome look a little different from other babies and have to try harder to learn 
things.

Will the baby always have Down syndrome?
Yes, it is not something they will grow out of.

Can anyone catch Down syndrome from the baby?
No, the only way to get Down syndrome is to be born with it.

Why are some grownups sad about the baby having Down syndrome?
They might be sad because having a baby with Down syndrome is not what they had planned. They may be 
worried because the baby may need to spend extra time at the hospital or have to go back for an operation 
later. Grownups can also be scared if they don’t know what to expect. It takes a little time for them to get used 
to their baby having Down syndrome, then they can stop being scared and enjoy their new baby.

Why does the baby take up so much of Mom and Dad’s time?
All new babies need lots of care because they can’t do anything for themselves. Moms and dads may need 
time teaching the baby to do things that other babies learn to do by themselves. Brothers and sisters can help 
the baby to learn too.

Will the baby go to school when he gets older?
All children with Down syndrome can go to school. Many go to the same school as their brothers and sisters, 
and some go to schools with special classes. They learn to read, write, do math, draw, and play sports. It just 
may take them longer to learn.

Why do people say that the baby is special?
Sometimes people say that the babies with Down syndrome are special because they need extra time and 
help to learn. But they are also special in the same ways that other kids are special. All kids are special 
because they have their own interests, talents, and personalities. If you take the time to get to know any child 
you will discover that he is special in his own way.

Questions/Answers taken from We’ll Paint the Octopus Red, by Stepanie Stuve-Bodeen

By Stephanie Stuve-Bodeen
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Talking to New Parents

The birth of a child with Down syndrome can be an emotional and confusing time for new parents. When 
parents are told that their newborn baby has Down syndrome, it is not unusual for them to have feelings of 
sadness and disappointment, as well as anxiety about the future. With the birth of a child with Down syndrome, 
new parents have entered into a whole new world -- one that can be confusing and filled with deep feelings at 
first.

Different Experiences, Different Reactions 
In general, when parents receive a diagnosis of Down syndrome, the emotional stress placed on the family  can 
cause an enormous strain. However, all parents are different. They will experience many different reactions for 
reasons such as:

• individual personality and background;
• general upbringing and environment;
• background knowledge about and prior experience with Down syndrome;
• outlook on life (temperament);
• faith or religious beliefs;
• birth order of child (e.g. first-time parents may experience more anxiety);
• expectations for children;
• how diagnosis is delivered;
• reaction of and support from close family and friends;
• access to information – particularly while mother is still in the hospital.



The Parent’s Struggle

In 1969, Elisabeth Kübler-Ross published  On Death and Dying which set forth "Five Stages of Grief":
1. Denial: The initial stage: "It can't be happening."
2. Anger: "Why me? It's not fair."
3. Bargaining: "Just let me live to see my children graduate."
4. Depression: "I'm so sad, why bother with anything?"
5. Acceptance: "It's going to be OK."

A different understanding of the grieving process was advanced by Dr. Ken Moses, a noted 
psychologist and teacher regarding crisis, trauma and loss. In his article entitled, "The Impact of 
Childhood Disability: The Parents’ Struggle," he asserts: Grieving is an unlearned, spontaneous, and 
self-sufficient process. It consists of states of feeling that provide the opportunity for self-
examination, leading to both internal and external change. The grieving states that facilitate 
separation from a lost dream are as follows: denial, anxiety, fear, guilt, depression, and anger. The 
word "states" is used, instead of "stages," to emphasize grieving is not a step-by-step process that 
evolves through discrete stages. . . . When theories of grieving are used as a recipe to produce 
acceptance, two false premises are inflicted on parents.

The premise that grieving should move through a specific order is flatly inaccurate. A consistent 
pattern is not evident in people dealing with loss! Worse. when people believe that they are 
supposed to grieve in a certain way, they often end up thinking they are doing it wrong.

Secondly, the concept of acceptance is totally unfounded. In almost twenty years of working with 
bereaved people, as well as dealing with my own losses, I have never seen anyone achieve 
acceptance of loss, only acknowledgment. Belief in the concept of acceptance leads parents into 
feeling like failures for not being able to attain it. Any use of grieving theory as a recipe is strongly 
discouraged.

The feeling states of grief as set forth by Dr. Moses are: fear, anxiety, depression, denial, guilt, and 
anger.

The Impact of Childhood Disability: The Parent's Struggle, by Ken Moses, Ph.D. 

The emotions that come with the diagnosis



Supporting New Parents

Goals of Initial Contact with New or Expectant Parents
There are many goals of contact with new or expectant parents. Two of the primary goals are: 
listening and showing empathy (not sympathy).

Listening - The initial goal of contact with new or expectant parents is to provide support and allow 
them to communicate their feelings and needs.

Things to say:

• "Congratulations.“ They just had a baby! What better response to show that you love them and
their baby than to say congratulations.

• Ask Open-Ended Questions  “Tell me about your child; “ “I know this can be hard to talk about
but whenever you feel ready, I’d like to listen.” “What would help you right now?

• "He/She looks just like you.“ The baby probably does look like someone in the family. All of the
baby's genes are from the family.

• "He/She will do fine.“ The new parents are probably pretty worried. They might not know much
about Down syndrome and they may be concerned about possible medical problems. Having a
positive attitude will rub off on them.

• "We'll all learn from him/her.“  This is another good way to show that you intend on being part of
their lives. After all, how can you learn from their new baby if you are ashamed of him/her? Their
new child will be an opportunity to learn about love, acceptance, and respect for the individuals
with disabilities.

Things to avoid saying:

• “I'm sorry" or any form of pity. Pity is not what new parents want or need. What they need is love and
acceptance of their new baby.

• "God gives special parents special children" or any variation. The new parents probably don't feel very
special right now. Also, some parents may be a little mad at God. Trying to make them feel better with
words like these might be appreciated by some parents and not by others. It is best to avoid this.

• "They're such loving children.“ This is a stereotype of children with Down syndrome. In truth,
individuals with Down syndrome experience a range of emotions, just like everyone else.

• "Do they know how serious it is?" or any variation. To a new parent, everything about their child’s
diagnosis and potential health complications is serious.

• "You are handling this better than I could.“ This is an invitation for the new parents to say something
like, "No, you would be wonderful." Suddenly, the conversation has switched to you instead of the
parents and their new baby.

Listening and Empathy



Supporting New Parents

Empathy and sympathy are very close and are sometimes used as synonyms, but there are subtle 
differences between the two. Sympathy emphasizes sharing distressing feelings whereas empathy 
does not emphasize any particular type of feeling. The listener using empathy shares (experiences) 
whatever feelings the talker is expressing at the moment, regardless of whether the feelings are 
distressing (grief, for example) or pleasant (love, for example). The listener using empathy usually 
responds more comprehensively to the talker as compared with the listener using sympathy.

The empathic listener:
• Does not give unwanted advice;
• Accepts others human feelings;
• Respects the courage and determination of others;
• Is not embarrassed by tears;
• Is warm and affectionate;
• Is not afraid to ask direct questions about feelings of loss;
• May not feel comfortable with feelings others express, but tries to understand what

those feelings mean to them; and
• Is faithful to commitments and promises.

“Living Through Personal Crisis” by Ann Kaiser Stearns

Listening and Empathy continued



Family & Friends

Congratulations on your new loved one and welcome to an incredible journey! It is understandable that you 
have many questions at this time, so we’ve compiled the following tips and hints to help you find the best way 
to support the new parents and their precious new child.

We can not stress enough how important it is for new parents to feel supported. In addition to facing the stress 
of childbirth, the diagnosis of Down syndrome, and possible health complications, new parents have the added 
stress of figuring out how to tell relatives and friends and are often anxious about how everyone will treat the 
new baby.

To help to alleviate these fears, there are many things you can do. You can make a fuss over, sing, cuddle, or 
read to the baby. Visit your local bookstore or www.woodbinehouse.com to purchase books about Down 
syndrome. Offer childcare for older siblings to allow parents time to bond with and care for the new baby. Go 
grocery shopping, do laundry, run errands, or help prepare meals.

As he or she grows up, what will my grandchild or loved one need from me?  Your grandchild or loved one will 
need to know that you are a safe haven in a bewildering world. Visit often.  Learn to listen to the child and 
respect his or her limits. Read books together. Go for walks. Sing together. Attend meetings at the child’s 
school and support the child in his or her extracurricular activities (like dance, swimming, art, riding bikes, 
playing sports). But in general, just make the decision now that you will spend your time enjoying the child for 
what he is - a unique and unusual person.

I don’t feel comfortable. I have no idea what to do when she acts in odd ways. No one said it would be easy. 
But most kids are easiest to handle in one-on-one situations, so look for opportunities to go for walks or spend 
time together. Tell stories, especially those that touch on aspects of her life affected by Down syndrome. She 
will love hearing how difficult it was for you to learn to tie your shoes. You might tell her about times you 
wished you knew how to say something, or times when you wanted to be alone. Stories like these can create a 
powerful bond between you and your grandchild.

Here are some simple DO’s and DON’T’s to remember when spending time together:
• Do praise the child for his strengths.
• Do get involved in the child’s interests.
• Do learn what sorts of activities are recommended for the child.
• Do acknowledge the child’s expressions of frustration.
• Do respect the child’s fears, even if they seem senseless.
• Do control your anger.
• Don’t tell the child she will outgrow her difficulties.
• Don’t joke, tease, shame, threaten, or demean the child.
• Don’t compare him with his siblings.
• Don’t feel helpless - ask for help.

Grandparents, extended family, and friends

www.woodbinehouse.com


To say or not to say….

What Should I Say? Things Parents Have Found Comforting
Sometimes you may not know the right thing to say. The following suggestions are based upon the input of many 
parents of children with Down Syndrome.

• "Congratulations!” - They just had a baby! What better response to show that you love them and their baby
than to say congratulations.

• Offer to babysit. - It is a fear of the new parents that their family will not accept the new baby. By offering to
babysit, you show new parents that you want to be part of the life. This will be a great relief to them.

• "He/She will do fine.“ -The new parents are probably pretty worried. They might not know much about Down
syndrome and they may be concerned about possible medical problems. Having a positive attitude will rub
off on them. They don't need pessimism or negativity from their loved ones.

• "We'll all learn from him/her.“ - This is another good way to show that you intend on being part of their lives.
After all, how can you learn from their new baby if you are ashamed of him/her? Their new child will be an
opportunity to learn about love, acceptance, and respect for individuals with disabilities.

• "We will always be here to help.“

Things NOT to say (things that really upset or angered parents):

• “I'm sorry" or any form of pity. - Pity is not what new parents want or need. What they need is love and
acceptance of their new baby.

• "God gives special parents special children" or any variation. - The new parents probably don't feel very
special right now. Also, some parents may be a little mad at God. Trying to make them feel better with words
like these might be appreciated by some parents and not by others. It is best to avoid this.

• "They're such loving children.“ - This is a stereotype of children with Down syndrome. In truth, individuals
with Down syndrome experience a range of emotions, just like everyone else.

• "Do they know how serious it is?" or any variation. - To a new parent, everything about their child’s diagnosis
and potential health complications is serious.

• "You are handling this better than I could.“ - This is an invitation for the new parents to say something like,
"No, you would be wonderful. “ Suddenly, the conversation has switched to you instead of the parents and
their new baby.

Providing some guidance



Bibliography
PARENTING
Cunningham, Cliff.  Understanding Down Syndrome: An Introduction for Parents. Cambridge, MA: 
Brookline Books. 1999. (3rd printing). An overview for new parents and professionals of children with 
Down syndrome. https://brooklinebks.com/

Kidder, Cynthia and Brian Skotko.  Common Threads: Celebrating Life with Down Syndrome. Rochester 
Hills, MI: Band of Angels Press. 2001. An essay and photographic celebration of 
inspirational accomplishments of people with Down syndrome. www.bandofangels.com

Meyer, Donald J. (Ed.).   Uncommon Fathers: Reflections on Raising a Child with a Disability. 
Bethesda, MD: Woodbine House. 1995. Written for fathers, by fathers of diverse backgrounds. 
www.woodbinehouse.com

Pueschel, Siegfried M. (Ed.).      A Parent's Guide to Down Syndrome: Toward a Brighter Future. Baltimore: 
Brookes Publishing. 2001. A comprehensive reference book especially for new parents, but useful and 
informative for "seasoned" parents as well. Topics include: history of Down syndrome; developmental 
expectations; early intervention; the school years; recreation; adolescence 
and adulthood; vocational training and employment.

Stallings, Gene.   Another Season. New York: Broadway Books. 1998. Gene Stallings recounts his life as 
a football coach and a father, focusing on his relationship with his son Johnny, who has 
Down syndrome.  

Stray-Gundersen, Karen. (Ed.) . Babies with Down Syndrome: A New Parent's Guide. Bethesda, MD: 
Woodbine House.1995 (2nd Edition). A comprehensive guide for new parents, covering all 
aspects of care for babies and young children. www.woodbinehouse.com

Zuckoff, Mitchell.  Choosing Naia: A Family’s Journey . Boston: Beacon Press. 2002. A routine 
ultrasound reveals that the baby Tierney carries has a major heart defect, leading doctors to 
suspect Down syndrome. This book follows the Fairchild family and the decisions they must make 
regarding their unborn baby. www.beacon.org

DEVELOPMENT
Bruni, Maryanne. Fine Motor Skills in Children with Down Syndrome: A Guide for Parents and 

Professionals . Bethesda, MD: Woodbine House. 1998. A practical and accessible guide to 
understanding and developing fine motor skills in children with Down syndrome. 
www.woodbinehouse.com

Kumin, Libby. Early Communication Skills for Children with Down Syndrome . Bethesda, MD: Woodbine 
House. 2003. Focuses on speech and language development from birth through the stage 
of making three-word phrases. Covers problem areas and treatment. 
www.woodbinehouse.com

Winders, Patricia C. Gross Motor Skills in Children with Down Syndrome: A Guide for Parents and 
Professionals . Bethesda  MD: Woodbine House. 1997.  Provides parents and professionals with 
essential information about motor development associated with Down syndrome. 
www.woodbinehouse.com

https://brooklinebks.com/
https://www.bandofangels.com/
www.woodbinehouse.com
www.woodbinehouse.com
http://www.beacon.org/
www.woodbinehouse.com
www.woodbinehouse.com
www.woodbinehouse.com


Bibliography

FAMILY SUPPORT
Rynders, John E. and J.M. Horrobin. Down Syndrome: Birth to Adulthood: Giving Families an Edge . 
Denver: Love Publishing. 1995. Case studies of families woven in a clear, readable fashion, followed 
by practical suggestions to help both parents and professionals alike. 
www.lovepublishing.com

MEDICAL ISSUES
VanDyke, Don C. and Philip Mattheis, Susan Eberly, Janet Williams (Eds.). Medical & Surgical Care 
for Children with Down Syndrome . Bethesda, MD: Woodbine House. 1995.
A guide for parents providing detailed, easy-to-understand information on a wide range of medical 
conditions. www.woodbinehouse.com

BOOKS FOR CHILDREN
Rickert, Janet Elizabeth. Russ and the Apple Tree Surprise . Bethesda, MD: Woodbine House. 1999. A 
day in the life of Russ, who happens to have Down syndrome.  
www.woodbinehouse.com (other titles in this series are: Russ and the Firehouse and Russ and the 
Almost Perfect Day.) 

Shriver, Maria. What’s Wrong with Timmy?. New York: Little Brown. 2001. A mother helps her 
daughter understand that a child who looks or acts differently, is much more like her, than different. 
www.twbookmark.com

Stuve-Bodeen, Stephanie. We’ll Paint The Octopus Red . Bethesda, MD: Woodbine House. 1998. A 
simple repetitive story told with warmth and directness puts young siblings minds at ease, 
and helps them develop a positive outlook for their brother or sister with Down syndrome. 
www.woodbinehouse.com

Woloson, Eliza. My Friend Isabelle . Bethesda, MD: Woodbine House. 2003. Isabelle and Charlie are 
friends who don’t have to be just alike to enjoy being with each other. Isabelle has Down syndrome. 
www.woodbinehouse.com

For additional resources, please contact the National Down Syndrome Congress at 
www.ndsccenter.org

http://www.twbookmark.com/
http://www.woodbinehouse.com/
www.woodbinehouse.com
www.woodbinehouse.com
www.woodbinehouse.com
http://www.lovepublishing.com/
www.ndsccenter.org


LOCAL AND 
NATIONAL 

RESOURCES



Local and National 
Resources

Arc of Texas - www.thearcoftexas.org
Arc of the Capital - www.arcofthecapitalarea.org
Autism Society of America http://www.autism-society.org/ Local chapters in Dallas, 
Fort Worth, Plano and Austin
Disability Rights Texas - www.disabilityrightstx.org (formerly Advocacy Inc)
Down Syndrome Clinic at Children’s Health (Dallas) (214) 456-2357 
Special Olympics Texas - www.sotx.org/
Texas Department of State Health Services - www.dshs.state.tx.us
Texas Education Agency (TEA) - www.tea.state.tx.us
Texas Parent-to-Parent - www.txp2p.org
Wrights Law (special education issues) - www.wrightslaw.com

http://www.thearcoftexas.org/
http://www.arcofthecapitalarea.org/
http://www.autism-society.org/
http://www.disabilityrightstx.org/
http://www.sotx.org/
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http://www.wrightslaw.com/
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National Resources

ARC US - www.thearc.org
Celiac Disease Foundation - www.celiac.org
National Academy for Child Development (NACD) - www.nacd.org
National Down Syndrome Congress (NDSC) - www.ndsccenter.org 
National Down Syndrome Society (NDSS) - www.ndss.org
National Information Center for Children and Youth with Disabilities (NICHCY) - 
http://www.parentcenterhub.org/nichcy-gone/
Down Syndrome Health Issues Website - www.ds-health.com
Lumind Research Down Syndrome Foundation - https://www.lumindrds.org/

Additional Websites
www.ds-health.com - This website was created by Len Leshin, M.D., pediatrician and father of a 
son with Down syndrome. It contains great information on health-related issues faced by 
children with Down syndrome.

www.chask.org - Christian Homes and Special Kids (CHASK) provides an adoption program. 
CHASK is an organization whose purpose is to find Christian homes for children with special 
needs. 

www.nathhan.com - National Challenged Homeschoolers Associated Network (NATHHAN). 
NATHHAN’s purpose is to provide support and information for homeschooling families with 
special needs children.
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http://www.ds-health.com/
www.thearc.org
https://celiac.org/
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