Our Mission
To enhance
the quality of life
for all people whose
lives are touched by
Down syndrome
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Congratulations on the birth of your baby! As you welcome your baby
into your family, you may have many questions and concerns.

We hope the materials contained in this brochure will answer some
of your questions and provide you with useful information that will
help you as you embark on this journey filled with joys and challenges.
Keep in mind, that Down syndrome is a condition your baby has, it is
not who your child is.

Now is the time to begin learning all you can about Down syndrome
and our organization is a great place to start.

Who are we?
Down Syndrome Association of Central California (DSACC), formerly
known as Fresno Area Down Syndrome Society (FADSS), was founded in August of 1999 and currently has over 1,000 families, educators
and health professionals who participate in our various programs.

Our mission is to enhance the quality of life for all people whose lives
are touched by Down syndrome. The goal of the association is to provide programs that promote greater awareness of the developmental,
educational and social potential of individuals with Down syndrome.
In particular, these programs will benefit parents and family members
of individuals with Down syndrome and the social science, education
and medical professionals who provide services to those with Down
syndrome.

We envision a community that demonstrates acceptance, inclusion and
appreciation for those who have Down syndrome. Down Syndrome
Association of Central California will be an innovative leader in this
endeavor.

Where to find more information…
Web: www.dsacc.org
E-mail: info@dsacc.org
Telephone: (559) 228-0411
Fax: (559) 228-0414
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Congratulations

Congratulations!

Congratulations on the birth of your new baby!
As the mother of three children with Down syndrome, I feel compelled to pack this letter full of sage
advice and information that will somehow reassure you at this time of change in your life. Many years
ago when my son, Charlie, was born I experienced conflicting emotions.
Those five words, “your child has Down syndrome” immediately and forever changed my life. The
emotions that I just mentioned ranged from joy over my new arrival to anger about the unfairness
of life. There were days of reality overload intermixed with denial. Some days were full of hope and
others drenched in sorrow. I realize that everyone reacts differently, but don’t be surprised if you go
through something similar. You are allowed to feel however you feel, and so are others who love you
and your new baby.
Speaking of those “others” who love you and your new baby – remember that they need some time
to learn about Down syndrome, too. After breaking the news that Charlie had Down syndrome to
our friends and family, I realized they were uncomfortable and saddened by the news. When I reminded them that Down syndrome would be just a small part of what Charlie would become and
offered them facts to help them understand Down syndrome they became more relaxed and supportive. Of course, plopping that new baby that smelled so good into their arms for a “let’s get to
know each other session” worked wonders! After all, there aren’t many who can resist a new baby.
The best thing that I did after Charlie’s birth was to go out and find
facts about Down syndrome. I was determined that ignorance would
not compound my worry and knew that I needed to develop a better
understanding about Down syndrome as it related to the future of my
child. I learned that, Hey, I’m not alone on this path! Many parents and
professionals had traveled down this road before me and were reaching
a hand back to help. I grabbed those helping hands and hung on. With
their support I have developed the strength to walk this path and the
confidence to help others.
Your new baby is going to change your life in many, many ways. Charlie has enriched my life and my
development as a human being. My children have contributed to a greater understanding of life and
love. Remember that if you reach out, there are many people willing to help. Try not to lose sight of
the fact that your wonderful new baby needs you to get in lots of snuggle time. They grow up way
too fast!

Yours in service,
Denise Allshouse
Founder, Down Syndrome Association of Central California
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Holland
Welcome to Holland
By Emily Pearl Kingsley
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 guide books 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.
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 your 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 go
away... because the loss of that dream is a 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 ...
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about Holland.

The future

A Promising Future Together

A Guide for New Parents of Children with Down Syndrome

Congratulations

Congratulations on the birth of your baby! We understand that your baby may have Down syndrome. You probably have a
million questions, concerns and fears right now. That’s okay. The most important thing to keep in mind is that this diagnosis

is not as life-changing as the fact that you have a new baby. And in most ways, your baby will be just like other infants. Every
baby needs to be fed, held and most of all, loved.
There will be challenges in raising your child, but
there will also be many, many joys. It’s normal to be
nervous about what lies ahead, but remember that
Down syndrome is a condition your baby has, it is not
who your baby is.
What is Down syndrome? Down syndrome is the genetic condition resulting when a baby is born with
three, rather than the usual two, copies of chromosome 21. Because there are three copies of chromosome 21, Down syndrome is also called Trisomy 21.
In a small percentage of cases, there is an additional
part of chromosome 21. This is called Partial Trisomy
21. The cause of the extra chromosome (or part) is
still unknown. This extra genetic material will affect
your child’s development but is not a blueprint that
determines his or her potential.
Although there are physical indicators of Down syndrome in a newborn, a definitive diagnosis can only
be made with a karyotype, a visual display of the
chromosomes. Make sure to obtain a copy of your
child’s karyotype.

Getting Support and Information
In the first few months, your best resource will be
other parents. Families who have children with Down
syndrome can help you look beyond your baby’s diagnosis and delight in the joys of parenthood. They
can also help you understand the new terminology,
services and organizations that will help your baby
develop successfully.
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A Healthy Start
You can ensure your newborn’s optimal development through informed health care. The Health Care Guidelines for Individuals with
Down syndrome are compiled by the Down Syndrome Medical Interest Group, an international affiliation of health care providers who
care for individuals with Down syndrome. The guidelines, which follow an individual’s development from birth through adulthood, will
alert your primary care physician to potential health concerns for
your child. For instance, during the first three months, babies should
be screened for cardiac problems, cataracts and hearing loss. While
the guidelines highlight areas in which babies with Down syndrome
may be at risk, this doesn’t mean that your baby will have all or any
of the conditions listed. Remember that each baby is an individual
with a unique medical history.
Because children with Down syndrome generally develop at a different rate than typically developing children, Down syndrome growth charts have been created by physicians and researchers to help track your child’s development.
For optimal health care, locate a developmental pediatrician, specialists knowledgeable about Down syndrome or a Down
syndrome clinic if one is available near your home. These specialists can work with your primary care physician. Local parent groups are an excellent resource for learning of health care professionals who have experience with Down syndrome.

Therapies & Treatments
As you research Down syndrome, you will likely come across information on alternative therapies that are promoted for
children with Down syndrome. Through the years there have been many popular therapies, but none have been scientifically proven and many are not documented to be safe or effective. Understandably, parents want to try anything they feel
will help their child, but be sure to discuss all potential therapies or treatments with your pediatrician and consider these
important questions:
• Is the therapy documented to be safe and effective? Ask for copies of current research studies that support the therapy’s claims.
• Will the person promoting the therapy benefit from its use? Proponents may have financial interests in sales of the therapy.
• Is the therapy expensive or overly demanding of the new family’s time?
• What are the risks or side effects? Most therapies have both
benefits and side effects. These side effects should be weighed
against the benefits.

Early Intervention & Preschool
Your child is entitled to intervention and education that will assist

8

in maximizing his or her potential. Early intervention should begin

as soon as possible after birth and should be targeted to your child’s needs.
Early intervention may include physical, speech and occupational therapy. The
evaluation to determine whether your child is eligible for early intervention is
free of charge if performed by a state-authorized service provider. Check with
your state’s early intervention center for these providers. No child may be
denied services based on ability to pay, but each state has its own process to
administer these services.

Expectations
When a child with Down syndrome is born, many people – from experts to
family members – will tell you they “know” what your child will accomplish in
life. While there are guidelines regarding physical and cognitive development,
it is impossible to predict the future of a child with Down syndrome – just as
it is for any other child. No professional can look at a child and tell you how
intelligent, successful or independent he or she will be in 20, 30, or 50 years.
Don’t lower your expectations because your baby has Down syndrome. You
will never know what your child is capable of if you do not give him or her the
chance to succeed. Today individuals with Down syndrome are achieving more
than we ever thought possible – due in part to higher expectations and more
opportunities. They are living independently and semi-independently, working
and volunteering in the community, graduating high school and attending postsecondary education programs. People with Down syndrome have meaningful
relationships and some marry. Whether or not your child accomplishes these
things, it is never wrong to challenge children to do their best.
While it is important to encourage children with Down syndrome to follow
their dreams, remember to balance your positive expectations with reality.
Avoid placing unrealistically high expectations on your child. Failure to meet
parental expectations can negatively affect a child’s self-esteem. In any case, it
is important to enjoy this time with your baby and celebrate each milestone as
it happens.

Your Entire Family
When a baby is born, especially one with Down syndrome, the family’s attention is often focused on its newest member. It
will be difficult, but don’t lose sight of the needs of your spouse and other children. Build time into the day for each member
of the family. All members of your family are special in their own way – not just your child with Down syndrome. Encourage
your whole family to focus on the baby as an individual and a member of the family, not only on his or her diagnosis.

What the Future Holds
Your child has been born into a world of opportunities never before imagined for people with Down syndrome. We envision a future in which your baby realizes dreams that today we cannot even imagine.
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the truth
Down Syndrome: Myths and Truths
Myth: Down syndrome is a rare genetic disorder.
Truth: Down syndrome is the most commonly occurring genetic condition.
One in every 691 live births is a child with Down syndrome, representing
approximately 5,000 births per year in the United States alone. Today, Down
syndrome affects more than 400,000 people in the United States.

Myth: People with Down syndrome have a short life span.
Truth: Life expectancy for individuals with Down syndrome has increased dramatically in recent years, with the average life
expectancy approaching that of peers without Down syndrome.

Myth: Most children with Down syndrome are born to older parents.
Truth: Eighty percent of children born with Down syndrome are born to women younger than 35 years old. However, the incidence of births of children with
Down syndrome increases with the age of the mother.

Myth: People with Down syndrome are severely “retarded”.
Truth: Most people with Down syndrome have IQs that fall in the mild to moderate range of intellectual disability (formerly known as “retardation”). Children
with Down syndrome fully participate in public and private educational programs.
Educators and researchers are still discovering the full potential of people with
Down syndrome.

Myth: Most people with Down syndrome are institutionalized.
Truth: 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. People with Down syndrome are valued members of their
families and their communities, contributing to society in a variety of ways.
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Myth: Parents will not find community support in bringing up their child with
Down syndrome.
Truth: 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.
Truth: 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 fully included in the
regular classroom for all subjects. The current trend in education is for full inclusion in the social and educational life of the
community. Increasingly, individuals with Down syndrome graduate from high school with regular diplomas, participate in
post-secondary academic and college experiences and, in some cases receive college degrees.

Myth: Adults with Down syndrome are unemployable.
Truth: 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, childcare, the sports field 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.
Truth: People with Down syndrome have feelings just like everyone else in the
population. They experience the full range of emotions. 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 interpersonal relationships leading to marriage.
Truth: People with Down syndrome date, socialize, form ongoing relationships
and marry.

Myth: Down syndrome can never be cured.
Truth: Research on Down syndrome is making great strides in identifying the genes on chromosome 21 that cause 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.
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the facts
Down
Syndrome
Facts...

l

Down syndrome occurs when an individual has three, rather than two,
copies of the 21st chromosome. This additional genetic material alters
the course of development and causes the characteristics associated with
Down syndrome.

l

Down syndrome is the most commonly occurring chromosomal condition.
One in every 691 babies is born with Down syndrome.

l

There are more than 400,000 people living with Down syndrome in the
United States.

l

Down syndrome occurs in people of all races and economic levels.

l

The incidence of births of children with Down syndrome increases with
the age of the mother. But due to higher fertility rates in younger women,
80 percent of children with Down syndrome are born to women under 35
years of age.

l

People with Down syndrome have an increased risk for certain medical
conditions such as congenital heart defects, respiratory and hearing problems, Alzheimer’s disease, childhood leukemia, and thyroid conditions.
Many of these conditions are now treatable, so most people with Down
syndrome lead healthy lives.

l

A few of the common physical traits of Down syndrome are low muscle
tone, small stature, an upward slant to the eyes, and a single deep crease
across the center of the palm. Every person with Down syndrome is a
unique individual and may possess these characteristics to different degrees or not at all.

l

Life expectancy for people with Down syndrome has increased dramatically in recent decades - from 25 in 1983 to 60 today.

l

People with Down syndrome attend school, work, participate in decisions
that affect them, and contribute to society in many wonderful ways.

l

All people with Down syndrome experience cognitive delays, but the effect is usually mild to moderate and is not indicative of the many strengths
and talents that each individual possesses.

l

Quality educational programs, a stimulating home environment, good
health care, and positive support from family, friends and the community
enable people with Down syndrome to develop their full potential and lead
fulfilling lives.

l

Researchers are making great strides in identifying the genes on Chromosome 21 that cause the characteristics of Down syndrome. Many feel
strongly that it will be possible to improve, correct or prevent many of the
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problems associated with Down syndrome in the future.
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Early Intervention
The first years of life are a critical time in a child’s development. All young children go through the most rapid and developmentally significant changes during this time. During these early years, they achieve the basic physical, cognitive, language,
social and self-help skills that lay the foundation for future progress, and these abilities are attained according to predictable
development, so early intervention is highly recommended. It can begin anytime after birth, but the sooner it starts, the
better.

What is early intervention?
Early intervention is a systematic program of therapy, exercises and activities designed to address developmental delays that
may be experienced by children with Down syndrome or other disabilities. These services are mandated by the federal law
called the Individuals with Disabilities Education Act (IDEA). The law requires that states provide early intervention services
for all children who qualify, with the goal of enhancing the development of infants and toddlers and helping families understand and meet the needs of their children. The most common early intervention services for babies with Down syndrome
are physical therapy, speech and language therapy, and occupational therapy.

When should early intervention start?
Early Intervention should begin any time shortly after birth, and
usually continue until the child reaches age three. An amendment to IDEA in 2004 allows states to have early intervention
programs that may continue until the child enters, or is eligible
to enter, kindergarten. The sooner early intervention begins, the
better, however, it’s never too late to start.

How can early intervention benefit a baby?
Development is a continuous process that begins at conception and proceeds stage by stage
in an orderly sequence. There are specific milestones in each of the four areas of development (gross and fine motor abilities, language skills, social development and self-help skills)
that serve as prerequisites for the stages that follow. Most children are expected to achieve
each milestone at a designated time, also referred to as a “key age,” which can be calculated
in terms of weeks, months or years. Because of specific challenges associated with Down
syndrome, babies will likely experience delays in certain areas of development.
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intervention

However, they will achieve each of the same milestones as other children, just on their own timetable. In
monitoring the development of a child with Down syndrome, it is more useful to look at the sequence of
milestones achieved, rather than the age at which the milestone is reached.

Each type of early intervention addresses specific aspects of a baby’s
development. Physical therapy focuses on motor development. For ex-

ample, during the first three to four months of life, an infant is expected
to gain head control and the ability to pull to a sitting position (with help)
with no head lags and enough strength in the upper torso to maintain an

erect posture. Appropriate physical therapy may assist a baby with Down
syndrome, who may have low muscle tone, in achieving this milestone.

Before birth and in the first months of life, physical development remains the underlying foundation for all
future progress. Babies learn through interaction with their environment. In order to do so, an infant must
have the ability to move freely and purposefully. The ability to explore one’s surroundings, the ability to

reach and grasp toys, to turn one’s head in order to follow a moving object with one’s eyes, the ability to
roll over, to crawl in pursuit of a desired objective, all of these behaviors are dependent upon gross as well

as fine motor development. These physical interactive activities foster understanding and mastery of the
environment, stimulating cognitive, language and social development.

Another long term benefit of physical therapy is that it helps prevent compensatory movement patterns
that individuals with Down syndrome are prone to developing. This can lead to orthopedic and functional
problems if not corrected.

Speech and language therapy is a critical component of early intervention. Even though babies with Down syndrome may
not say first words until 2 or 3 years of age, there are many pre-speech and pre-language skills that must be acquired first.
These include the ability to imitate and echo sounds; turn taking skills (learned through games like “peek-a-boo”); visual
skills (looking at the speaker and objects); auditory skills (listening to music and speech for lengthening periods of time,
or listening to speech sounds); tactile skills (learning to touch, exploring object in the mouth); oral motor skills (using the
tongue, moving the lips); and cognitive skills (understanding object permanence, and cause and effect relationships). A
speech and language therapist can help with these and other skills.
Occupational Therapy helps children develop and master skills for independence. Occupational therapy can help with
abilities such as opening and closing things, picking up and releasing toys of various sizes and shapes, stacking and building,
manipulating knobs and buttons, experimenting with crayons, etc. Therapists also help children learn to feed and dress
themselves, and teach skills for playing and interacting with other children.
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Early intervention can also prevent a child with Down syndrome from reaching a plateau at some point in development.
Thus, the goal of early intervention programs is to enhance and accelerate development by building on a child’s strengths
and by strengthening those areas that are weaker, in all areas of development.

How can parents benefit from early intervention programs?
Programs of early intervention have a great deal to offer to parents in terms of support, encouragement and information.
The programs teach parents how to interact with their infant and toddler, how to meet their child’s specific needs and how
to enhance development.

How do I sign up for early intervention services?

intervention

Each state has its own set of laws governing early intervention services. Parents can get a referral from
the baby’s doctor, or find a local agency. Once a referral has been made, the program staff must schedule
and complete an initial evaluation within a specified time. Once the assessment is done, a caseworker is
assigned to coordinate the various services for which the baby and family qualifies. Early intervention services are individualized to meet the specific needs of each individual baby. The caseworker, therapists and
family will determine the areas of focus and set goals based on the developmental milestones. These will
be recorded in a document called the Individualized Family Service Plan or IFSP.

Who pays for early intervention?
The evaluation to determine whether your child is eligible for early intervention is free of charge if performed by a state authorized entity. No child deemed eligible can be denied services based on ability to
pay, but insurance companies may be billed and/or a sliding scale payment may be required, depending on
what state you reside in. Check with your state’s early intervention center for information about authorized service providers and financial obligations.
Frequently, there is little or no cost to parents for
these services.

What happens after age 3?
IDEA, which regulates early intervention, also
mandates that local school districts provide a free,
appropriate, public education for preschool-age
children with disabilities starting at the age of 3,
unless that would be inconsistent with state law
or practice, or the order of any court, respecting
the provision of public education to children between the ages of 3 and 5.
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Breast Feeding or Bottle Feeding?
Breast feeding a baby with Down syndrome may require patience and perseverance for a variety of reasons, but it is possible to do. The majority of parents who wish to do so manage to breast feed successfully and without difficulty. The fact
that your child has Down syndrome does not mean that you will not be able to breast feed.

You may already be aware of the many benefits that breast
feeding provides to babies. It contains natural antibodies that
strengthen babies’ immune systems. This is especially important
to infants with Down syndrome, who have higher rates of respiratory and ear infections. The physical process of breast feeding strengthens babies’ jaw and facial muscles, which helps lay
a good foundation for speech and language development, and
provides skin-to-skin contact, a form of sensory stimulation.

Babies with Down syndrome tend to have low muscle tone
which may include the lips, tongue and cheeks so baby may have
some difficulty with breast feeding. Speaking with your medical
provider, pediatrician, lactation consultant or other mothers of
children with Down syndrome may be helpful.

There are many positive reasons to breast feed, but whether or
not to do so is a personal choice. When it comes to feeding, the
important thing is to make the choice that is best for both you
and your baby. Feedings should provide quality time for a mother
and her child to bond, so enjoy this special time with your baby
no matter what method of feeding you choose.
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important
resources
DSACC
Down Syndrome Association of Central California
1491W Shaw Ave Fresno, CA 93711
(559) 228-0411
www.dsacc.org
CVRC
Central Valley Regional Center
4615 N. Marty
Fresno, CA 93722-4186
Fresno (559) 276-4300
Merced (209) 723-4245
Visalia (559) 738-2200
www.cvrc.org
NDSS
National Down Syndrome Society
8 E 41st street 8th Floor
New York, NY 10017
(800) 221-4602
www.ndss.org
NDSC
National Down Syndrome Congress
30 Mansell Court, Suite 108
Roswell, GA 30076
(800) 233-6372
www.ndsccenter.org
Health Care Website
www.ds-health.com
Children’s Hospital Central California
9300 Valley Childrens Place
Madera, CA 93636-8762
(559) 353-3000
www.childrenscentralcal.org
Break The Barriers
8555 N. Cedar Ave.
Fresno, CA 93720
(559) 432-6292
www.breakthebarriers.org
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thank you!
A project of this magnitude is never done alone and there
are many people who deserve recognition for their part in mak-

Emily Archon

ing the New Parent Pack a reality. This beautiful booklet is a
work of love combined with a vision of support for the recipient,
brought to completion with the determination of all who volunteered their time, talent and efforts.
Brayden Lehnick
The following people have our heartfelt appreciation for
their vision and determination: Holly Archon, chairperson, Kathy
Monty, Dr. Norma Figueroa, Tami Morris and Darlena Lehnick.
The little stars pictured on this page were the inspiration for the
New Parent Program committee to make this booklet the best it
could be.

Emme Ann Morris

Several photographers have been gracious enough to allow us to reprint their photographs of our delightful models: Jill
Ellingson at Portraits by J, Memory Photos by Frank Telaro, Janette Smith Photography, The Littlest Heroes Project, David McClain, Jennifer Wycoff, Tomas Ovalle Photography, and Snapshot

Ezekiel Garcia

Media.
Funding for this project was provided through a grant
from The Fansler Foundation. Marlene Fansler and her dedicated Board of Directors have been faithful with their financial
support for many years. Our grateful appreciation is extended

Devon Monty

to them for being a catalyst to help DSACC fulfill our mission to
enhance the quality of life for all people whose lives are touched
by Down syndrome.
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1491 W. Shaw Ave., Fresno, California 93711
Telephone: (559) 228-0411
Fax: (559) 228-0414
Web Address: www.dsacc.org
E-Mail: info@dsacc.org

