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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)
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On the birth of your child!
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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, 
informative and 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.

We are primarily a volunteer organization with a vested interest in achieving our mission and 
making our vision a reality.

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

Who are we?

DSACT
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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: Speaker Series 
and Behavior Management Workshops, playgroups and social events. We offer 4 seasons 
of recreational classes such as Gymboree, dance, swim classes, martial arts, and cooking 
for a nominal fee to individuals with Down syndrome and their siblings.

Education - We provide information, resources, and support to both parents and educators to 
ensure that individuals with Down syndrome will receive a quality education which will 
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 and a personal renewal group for 
mothers, as well as ongoing emotional support workshops.

Inclusion - We promote the inclusion of individuals with Down syndrome in our schools, 

communities, places of worship, recreational facilities, and places of employment. In 2008, 
we released a joint manual with the Austin Independent School District (AISD) for 
educators to use in adapting the curriculum and is still in use today.

Awareness - We increase public awareness, acceptance, and understanding about the abilities 
of individuals with Down syndrome. In October, which is Down Syndrome Awareness 
Month, DSACT hosts our annual Buddy Walk which is an awareness and fundraising event 
to support DSACT programs.  We also publish our yearly “Share the Passion” calendar 
which pairs individuals with Down syndrome and local celebrities. We develop 
presentations to community groups, students, healthcare professional and educators. 

Communication - We inform members and the community of our activities, programs, 
resources, and major events. We have a quarterly newsletter from our Executive Director, 
monthly  electronic news blasts and a resource packed website www.dsact.org . We also 
host a Yahoo Groups and multiple private Facebook Groups that  provide forums to share 
experiences and support to other members.  

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

En Español: Comite Latino - We provide support, resources, and social opportunities for the 

Spanish-speaking community as well as ensure that all of our materials are available in 
Spanish on our website.  

What we focus on
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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 have taken information 
from many sources and put them here to hopefully answer some of those questions and 
address the concerns you are having. Everyone who has had a child with Down syndrome 
has had their own diverse 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 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.

People with Down syndrome are more like their typically developing peers than they are 
different. There is a 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 will look more like their family members than they do one another. They will 
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.
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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, but no emphasis should be put on those characteristics otherwise. 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 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 the 
child with Down syndrome work toward developing his or her full potential. Children with 
Down syndrome benefit from the same care, attention, and inclusion in community life 
that help every child 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 our children with Down syndrome in the mild to moderate range of 
mental retardation. 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.
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Facts and the Future

Facts About Down syndrome
– Down syndrome is the most common chromosomal abnormality in humans.
– Down syndrome occurs in every 600 – 800 live births, and is not related to race, 

nationality, religion or socioeconomic status. 
– While the age of the mother can be a factor, 80% of people with Down syndrome are 

born to parents under the age of 35, with the average age being 26.
– Down syndrome occurs in males and females evenly.
– Nothing that a parent did or did not do during the pregnancy causes the baby to 

have Down syndrome.
– 30–50 % of individuals with Down syndrome have heart defects and 8–12 % have 

gastrointestinal abnormalities present at birth. Most of these defects are now 
correctable with surgery.

– 80% of individuals with Down syndrome will live 50-55 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. Your child has many 
more opportunities than a child with Down syndrome born just 5 years ago. As young 
people with Down syndrome show what they can accomplish with the support of their 
families, friends and communities, and as they integrate mainstream programs, more and 
more doors open for others.  The education systems are evolving quickly and opportunities 
are opening up every day.  High school and post secondary programs are here and 
improving rapidly.

We have seen a TV series starring a talented actor and actress 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.  A young 
woman named Lauren Potter with Down syndrome has an ongoing role on the current TV 
series Glee.  See more examples of actors at www.dsiam.org. There is a popular 
documentary called Monica and David about a young couple with Down syndrome and 
their journey through married life  www.monicaanddavid.com.  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.  

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 regular classrooms in their neighborhood schools with the 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. 7
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Myths and Truths

Myth: People with Down syndrome are severely 
retarded.  Most individuals with Down syndrome have 
IQs that fall in the mild to moderate range of 
retardation. Children with Down syndrome are 
definitely educable and educators and researchers are 
still discovering the full educational potential of people 
with Down syndrome.  See www.craigblackburn.net for 
a shining example of a young adult with Down 
syndrome who graduated high school with a regular 
diploma and now travels around the country as a self-
advocate! Jason Kingsley, one of the authors of Count 
Us In, also graduated with a regular diploma and passed 
all his New York State Regents Competency exams. 

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 all the 
other activities of 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 other 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 being 

employed in small and medium sized offices: by banks, 
corporations, nursing homes, hotels, and restaurants. 
They work in the music and entertainment industry, in 
clerical positions, and in the computer industry. People 
with Down syndrome bring to their jobs enthusiasm, 
reliability, and dedication.

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 leading to marriage. People with 
Down syndrome date, socialize, and form ongoing 
relationships. Some are beginning to marry. See the 
story of Monica and David , a married couple with Down 
syndrome featured on HBO  
http://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 recent establishment of 
the Stanford Center for Research and Treatment of 
Down syndrome, 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.
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