a new parent’s guide to down syndrome

Congratulations on the birth
of your baby!
The Down Syndrome Association of Greater Cincinnati has been supporting families
of children with Down syndrome since 1981. Our hope is that the information in
our A New Parent’s Guide to Down Syndrome publication will help you to begin to
understand Down syndrome and help you to see your baby’s great potential.
The emotions that you are experiencing right now are probably intense. These
emotions are very typical when you learn that your newborn is not what you had
anticipated. Although the needs of your baby may seem overwhelming to you right
now, let us reassure you that your baby is more like than unlike other babies. Your
little one will bring you many happy moments and there will be many occasions for
celebration.
You can count on us to help. We are here to offer you the information and support that
will assist you during these early days. Based on your comfort level and individual request,
we can:
• Introduce you to our Early Matters Coordinator who has helped hundreds
of families in your shoes.
•

Connect you with other families with children from birth - 5 years old
who can offer you the personal support from the perspective
of someone who can easily recall the feelings and
emotions that you may be experiencing.

• Mail books to you from our Lending Library about
your new child free of charge.
• Connect you with other local agencies that can help
you-including the Jane and Richard Thomas Center
for Down Syndrome at Cincinnati Children’s Hospital
Medical Center, early intervention programs and
other state & county programs.
• Send you packets of information specific to grandparents,
relatives, and a general packet about Down syndrome.
• Send you our monthly e-newsletter & quarterly magazine, dspress.
• Visit you with a basket full of gifts for you and your baby.
As one mother said, “The best phone call I ever made was to the DSAGC.”
Take time to get to know your baby. When you are ready, contact us. We can help.

A baby is a baby first.
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What is Down Syndrome?
Down syndrome is a genetic condition, and is the most
commonly occurring chromosomal abnormality. It
occurs in 1 out of every 691 births and affects people
of all races and economic levels. Typically, babies
receive 23 chromosomes from their mother and
23 from their father. A baby with Down syndrome,
for unknown reasons, will have three copies of the
21st chromosome instead of two. That is why Down
syndrome is also called Trisomy 21. Every cell will
contain 47 instead of the typical 46 chromosomes. This extra genetic material will affect your
baby’s development, however, a baby has also inherited many physical and personality
characteristics from you as well. A definitive diagnosis can only be made with a karyotype,
which is a visual display of your baby’s chromosomes. In the United States there are
approximately 350,000 individuals living with Down syndrome. These individuals are active,
vital members of their families and communities. A life with Down syndrome is a life well
worth living.
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People First Language
A baby born with Down syndrome is not a “Down’s child” or a “baby with
Downs”. When describing your child, it is preferred that you say, he/she
is a “baby with Down syndrome”. An example is: “Charlie has Down
syndrome.” NOT “Charlie is that Down’s kid.”
People-First Language emphasizes the person, not the disability.
By placing the person first, the disability is no longer the primary,
defining characteristic of an individual, but one of several
aspects of the whole person. A child is much more than a label.
People-First Language is an objective way of acknowledging,
communicating, and reporting on disabilities. It eliminates
generalizations and stereotypes by focusing on the person rather
than the disability. People-First Language puts the person before the
disability, and describes what a person has, not who a person is. Using
a diagnosis as a defining characteristic reflects prejudice, and also robs the
person of the opportunity to define him/herself.
Please help to educate your family, friends and physicians about the
preferred way to refer to your baby.
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Welcome to Holland
By Emily Perl 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 understand it, and 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. You must learn a whole new
language. 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. 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, ever, ever, ever 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
... about Holland.
©1987 by Emily Perl Kingsley. All rights reserved

Celebrating Holland - I’m Home
By Cathy Anthony

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 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 my 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 hospitability, 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.
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Getting To Know Zoe
By Jennie Mejan

Besides a Prince Charming of a husband, I’ve wanted a daughter since I was eleven years old.
Twenty years and two sons later, my dearest wish was finally granted. The tremendous joy I felt
turned out to be short lived. When my baby girl, Zoe, was eight hours old they gave me her
diagnosis of Down syndrome. I was completely devastated. I truly believed that my family’s
lives were ruined, not just for the moment, but permanently.
It felt to me as if someone had died. I mourned the girl I had always imagined having. I kept
wishing we could just try again and pictured a big bubble gum machine full of babies in pink
and blue plastic balls. I wasn’t the sort of mom it seemed this baby would need.
I’m sharing this with you because I’ve learned over the past three years that this is how a lot
of new mothers feel when they hear the diagnosis of Down syndrome. It would have been
priceless to me to have had a better understanding in those first weeks. Something to fuel the
worries into hope and rekindle the excitement I had about nurturing a tiny life. Like myself, you
may not even realize there is much more to your baby’s life. Here are things I have learned
while getting to know Zoe.

She can learn…a lot! I remember telling my boys that their new sister wouldn’t
be able to learn like they do. This is a common misconception about children
with Down syndrome. Overall she is about a year behind in her abilities,
but she has so many important skills. She can match shapes, use two
word phrases, sing songs and pretend play with her dolls.
Children with Down syndrome go to school, read, have jobs, drive,
and become valuable members of society. They are just like our
typical kids. The difference I’ve seen with Zoe is that the pace is
slower, but I feel like she is hitting all of the same key points that the
boys accomplished and it is a thrill to succeed with her.

She was a real baby!

Somehow I thought that Zoe was
going to rob me of the joys of having a baby in the house. I learned that
she was a 100% real baby! She was cuddly and good for long naps on
the couch. She made delighted baby noises when she saw herself in her crib
mirror. Great victories came in the form of her first turn over, her first crawl, and her first game
of peek-a-boo. It was all there! Her low muscle tone made these milestones come slower than
they did for my boys, but she made steady progress toward them until reaching them.

She is a best friend, not a burden.

She is the lightest, pinkest joy in our
house. She has an incredibly sharp sense of humor and a sweet magnetism that I’ve often
wished I could copy in my own personality. She learns routines and has recently started
feeding herself. She does empty her dresser drawers and pinch her brothers through the
back of their dining room chairs, but I don’t think this is due to her diagnosis!

She has not been made fun of or mistreated.

Zoe is a magnet. I am better connected to the world because of her power to draw people to
her with a big smile on their face. She is friendly, but strongly independent, and I am sure she
will handle conflicts as she develops in the same way that my boys do.
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Five Things I Wish I Had Known When My
Daughter Was Born With Down Syndrome
By Amy Julia Becker

Seven years ago, on December 30th, our firstborn daughter came into the world. It was an
easy delivery—a little early, but not premature, no signs of distress or trouble, just a shock of
black hair and a puffy face, and eyes the color of the sea on a cloudy day. But two hours after
Penny was born, we learned that she had Down syndrome, the presence of a third copy of
chromosome 21 in every cell of her body. We thought we had been given terrible news.
Now, I look back on that young mother, and I want to be able to hold her hand and look into
her frightened, angry, sorrowful eyes and tell her not just that it will all be okay. I want to tell her
why it will be more than okay. I want to tell her how her daughter will change her life in ways
she never could have expected. I want to take her worry and grief and confusion. If I could,
here is what I would say:

You think Down syndrome means tragedy, and people will compare your
experience to that of losing a child in a car accident or to cancer or some other horrible fate.
And though you will experience a sense of loss, you will realize eventually that you have lost a
hypothetical child, and that the child right in front of you, this child, with her sparkling eyes and
crooked teeth and warm soft hand, this child is a blessing. In time, because of the privilege of
knowing and loving her, you will realize that your grief has turned to gratitude and that your
worry has turned to wonder.

You think Down syndrome means isolation, but you will discover that it

brings a world of connections. It’s not only that you will now feel a bond with other parents of
children with Down syndrome throughout the country and around the globe. It’s that having a
child who looks and acts somewhat different from what you expected, a child who you see as
beautiful and funny and kind and smart and brave, will help you to recognize that same beauty
in everyone else. You will think your world has become smaller, when it has only begun to
grow.

You think that Down syndrome means hardship, for you and your

daughter. As with any child, you’re right. There will be sleepless nights. There will be doctor’s
visits. There will be a time when you find her sitting up in bed with eyes sunken into her head
from dehydration after a stomach flu, and you will rush her to the hospital and she will stay
for two days. There will be meetings with her teachers who talk about behavior plans. You will
worry about her health, her ability to make friends, her future. And yet you will also realize that
every life arrives with hardship. And every life arrives with the potential for inexpressible joy.

You think Down syndrome means special treatment, and other
people will, with very good intentions, treat her as if she can’t learn and can’t sit still and can’t
communicate. But you will believe in her abilities, and you will discover that she can sit in time
out just like her little brother. That she can communicate through sign language before she is
able to talk with words. That she will work harder than any kid you’ve ever known as long as
she is motivated, and that even though it takes longer for her, she will learn—to read, to swim,
to tie her shoes, to ride a bike, to use gentle hands with her baby sister. You will learn not to
treat her as special, but as her own person, with particular struggles and particular gifts.
You think Down syndrome means giving more than you have
to give, and some days it will feel that way, as it will with each of your children. But then

she will come over to you, with your head in your hands after a fight with your son, and she will
say, “Mom, should we pray?” She will come home from school and embrace you and say, “I
had a happy day Mom!” She will give back far more than she has ever taken.
She will break your heart. Wide open. And you will be forever grateful.
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Next Steps…. Where Do We Go From Here?
• Get to know your baby and welcome him/her into your family.
• Contact the Down Syndrome Association of Greater Cincinnati (513-761-5400).
We can help you get started with early intervention services and get connected
with other families.
• Make sure your baby has been scheduled for an echocardiogram.
This is usually performed at Children’s Hospital.
• Schedule an appointment with your pediatrician to discuss any
medical concerns & walk through the Health Guidelines in this book.
• Consider making an appointment with the Thomas Center for Down Syndrome
Center for
at Children’s Hospital Medical Center for a developmental assessment and
care coordination.
• You may want to meet with the genetics department to discuss chromosomal test results.
• Contact your Early Intervention Services, see pages 10 & 11.
• For Ohio residents only, apply for the Children with Medical Handicaps Program (CMH or BCMH).

What Does the Future Hold For My Baby?
Since our organization was founded in 1981, tremendous advances have been made to improve the
lives of our children in many areas including education, inclusion, social acceptance, healthcare,
employment, housing and opportunities for a fulfilling life. While there is still much to be done, we are
encouraged as we look to the bright future that lies ahead for babies born with Down syndrome today.

Improved Access to Medical Care - It is now routine for a baby born with Down syndrome to
receive an echocardiogram shortly after birth. This painless procedure allows the doctor to determine
if the baby’s heart is functioning well. This is very important since 50% of babies born with Down
syndrome will have a heart defect. The good news is that these defects are extremely treatable and
the prognosis is very good. To assist your baby’s doctor, we have provided the Healthcare Guidelines for
Individuals with Down Syndrome in this book.
Improved Educational Opportunities - In 1975, Congress enacted

the Education for All Handicapped Children Act or Individuals with Disabilities
Education Act (IDEA). Prior to that, schools were not legally responsible to educate
our children. In addition, federal law mandates that all of our children
have access to early intervention programs. Many of our children are
educated alongside their typical peers within their public schools and
provided with special education services. Students are graduating
from high school and some are even pursuing post-secondary
opportunities. The DSAGC is actively involved in assisting teachers in their
efforts to maintain inclusive classrooms.

Increased Independence - The benefits of improved healthcare
and enriching educational opportunities have resulted in people with
Down syndrome leading full lives as contributing members of society. As
a result, people born today with Down syndrome have a life expectancy of
over 60 years. Many hold jobs, pay taxes and are active members of their
communities. Today, the future is bright for your baby because of all the
wonderful families and professionals who have helped pave the way.
No one can know for certain what the future holds for any baby, but the staff and
families of the DSAGC are here to help your baby achieve his /her own unique
potential every step of the way.
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Breastfeeding
Breast milk helps protect your baby from infection as it provides immune
protection not found in formula. It is also easier to digest making stool easy to
pass which may be helpful if your baby has a bowel problem. It will stimulate
mouth and tongue coordination which may improve speech skills.
However, it can also provide challenges due to your baby’s low muscle tone,
weaker reflexes and tendency to tire easily. Many mothers have successfully breastfed their infants
with Down syndrome. If you find you are having difficulty we can connect you with another mother or
professional who can assist you.
Feed often - 8 or more times in 24 hours including some during the night. You may need to wake baby
to feed. Look for mouth or hand movement which usually means the infant is in a lighter sleep and will
wake more easily. A baby with low muscle tone usually sucks better when the head and bottom are
level, or close to it. Support your baby using pillows on your lap. If baby arches his body, try to hold
the body flexed, with knees bent and spine rounded. Swaddling in a blanket in a flexed position can
also help. Other helpful positions are modified cradle hold, football hold or dancer-hand position.
Please refer to photos on website www.childrensmn.org and search for Down syndrome.
Here are some things to watch for in the first week after birth:
Days after birth

Wet diapers

Stool color

1st day

1

Greenish-black

2nd day

2

Greenish-black

1- 2 stools

3rd day

3

Yellow, softer

2-4 stools

4th day

4

Yellow, softer

3-5 stools

5th day

5

Yellow, soft, seedy

3-5 stools

(at least this many in 24 hrs)

Number of stools

(at least this many in 24 hrs)

Take care of yourself. Patience is important. If you are
comfortable and well supported physically and emotionally,
you will have more energy for baby.
We value the right of every mother to choose which method
of nursing is best for her and her baby whether it be
breastfeeding, bottle feeding or pumping breast milk. The
DSAGC is here to provide support and information to all
mothers.

Adapted from information provided by Children’s Hospitals
and Clinics of MN, Minneapolis and St. Paul.
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Early Intervention Services
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 developmental patterns.
Children with Down syndrome typically face delays in certain areas of development, so early
intervention is highly recommended. It can begin any time after birth, but the sooner it starts, the
better. Early intervention is a free of charge service that works with children 0 – 3 years old. At age
3, a child is eligible to start pre-school through the local school district. The local school district is
mandated by a law to provide free and appropriate public education.

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 a 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.

How Can Early Intervention Benefit A Baby With Down
Syndrome?
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.
However, they will achieve all 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.

What Are the Types of Early Intervention Therapies and
How Does Each Type Address Specific Aspects of A Baby’s
Development?
Before birth and in the first months of life, physical development remains an underlying foundation
for all future progress. Babies learn through interaction with their environment. In order to learn,
therefore, an infant must have the ability to move freely and purposefully. An infant’s ability to explore
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his or her surroundings, reach and grasp toys, turn his or her head while
watching a moving object, roll over and crawl are all 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.
Physical therapy focuses on motor development. For example, 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.
Another long term benefit of physical therapy is that it helps prevent
compensatory movement patterns that individuals with Down syndrome
are prone to developing. Such patterns 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 their first words until 2 or 3 years of age, there are many prespeech and pre-language skills that they must acquire before they can learn to form words. These
include the ability to imitate and echo sounds; turn taking skills (learned through games like “peeka-boo”); visual skills (looking at the speaker and objects); auditory skills (listening to music, speech
or speech sounds for lengthened periods of time); tactile skills (learning to touch, exploring objects
in the mouth); oral motor skills (using the tongue, moving lips); and cognitive skills (understanding
object permanence and cause and effect relationships).
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 size 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 them skills
for playing and interacting with other children.
The overarching goal of early intervention programs is to enhance and accelerate development
by building on a child’s strengths and by strengthening those skills that are weaker in all areas of
development.

How Do I Sign-Up for Early Intervention Services?
Each state has its own set of laws governing early intervention services. Parents can get a referral
from their baby’s doctor or find a local agency by visiting www.nectac.org. 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 qualify. Early intervention services are individualized to meet the specific
needs of each individual baby. The caseworker, therapists and family will determine areas of focus
and set goals based on developmental milestones. These will be recorded in a document called the
Individualized Family Service Plan (IFSP).
OHIO
Adams County: 937-544-2574
Clermont County: 513-732-4832
Highland County: 937-393-4237

Brown County: 937-378-4891
Clinton County: 937-382-7889
Warren County: 513-695-3010

Butler County: 513-785-2800
Hamilton County: 513-794-3300

INDIANA
Dearborn County: 812-283-1040

Franklin County: 765-288-6516

Ripley County: 812-283-1040

KENTUCKY
All Northern Kentucky Counties (Boone, Campbell and Kenton) 877-417-8377 or chfs.firststeps@ky.gov
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Health Guidelines

One of the main questions on the minds of many new and expectant parents is, “Will my baby
be healthy?” It is important to note that many babies with Down syndrome are born without any
health problems.
However, it is true that newborns with Down syndrome are at a higher risk for certain
complications. While your baby may not have any of these potential complications, it is important
to be aware of them so you can catch them early if they do occur. This section discusses possible
health concerns and useful tools for monitoring your child’s health care.
The DSAGC strongly suggests that you bring these guidelines to your first pediatric appointment
as a guide of what to expect, as well as what to request if not offered. Requesting that your
pediatrician uses these guidelines does not make you an overbearing parent, but an advocate
for your child. And while your pediatrician may be a wonderful physician, he or she may not be
familiar with the most current guidelines.

Health Care Information for Families of Children with Down Syndrome
Child’s Age: Birth to 1 Month

Genetic testing If the physical examination after birth raises the possibility of Down
syndrome, testing by rapid (FISH) confirmation and a complete chromosome analysis are
needed. The rapid analysis results are typically available within 48 hours, whereas the
complete analysis might take 35 days for the results. A complete chromosome analysis is
needed to provide full information, but to ensure prompt results, both should be obtained
unless the complete analysis can be done as quickly as the rapid analysis.
Counseling The prenatal or newborn diagnosis of Down syndrome can cause many
concerns for parents. Talking with a medical geneticsteam (medical geneticist and genetic
counselor) or others recommended by your child’s doctor may be helpful.
Feeding Infants with Down syndrome sometimes have low muscle control, which can cause
feeding problems. For this reason, infants should be closely watched for slow feeding or
choking and for appropriate weight gain. Breastfeeding is strongly encouraged, but extra
attention may need to be given to positioning and keeping the baby awake or alert.
Heart An echocardiogram (an ultrasound picture of the heart) is needed to check for any
evidence of heart defect. This should be done even if a prenatal echocardiogram was done.
If issues exist, it is very important to act early. Breathing that is too fast or cyanosis (a bluish
color of the skin) are signs for possible concern.
Hearing and vision Infants with Down syndrome are at risk for sensory issues, such as eye
problems leading to vision loss or ear problems leading to hearing loss. It is important to
have both vision and hearing checked by specialists (ophthalmology and ENT).
Thyroid Thyroid hormone levels can be too low in newborns and need to be checked (a TSH
test). Thyroid hormone imbalance can cause a variety of problems that might not be easy to
detect without a blood test.
Blood test After birth, white and red blood cell counts can be unusually high in infants with Down
syndrome. These blood counts need to be checked.
Stomach or bowel problems (reflux, constipation, blockages) Intestinal issues can occur. Spitting up,
stomach swelling, or an abnormal stool pattern can be signs that there is an issue.
Infection Because of an increased risk of infections (especially respiratory infections), infants
should be protected from any unnecessary exposures to sick siblings, relatives, or others. It is also
recommended to get checked quickly when any infection is suspected.
Developmental services It is not too early in the first month of life to start to look for the developmental
services (sometimes called “Early Intervention”) that will be very important in early childhood.
Resources Families of children with Down syndrome will need multiple resources, and now is a
good time to start lining them up. Such resources might include specialized medical care, early
intervention, physical therapy, and family counseling services.
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Health Care Information for Families of Children with Down Syndrome
Child’s Age: 1 month to 1 year
Follow up on known problems with specialists and be sure that reports are sent to your child’s
primary doctor.
Regular wellness visits (check‐ups) While infants with Down syndrome might need multiple
special visits to their doctor and specialty physicians, it is very important that they get regular
wellness visits (check‐ups). These visits will include checking your child’s health, giving
immunizations (shots), and building the relationships between the doctor and the family.
Developing these relationships will help support the medical and other needs of the child and
the family.
Monitor growth It is important to check growth at every visit. Measurements include height,
weight, weight for height, and head circumference. Discuss your child’s diet, activity level,
bowel and urine patterns, and growth. Your child’s doctor can help with questions about any
need for vitamins or supplements.
Immunizations (shots) Your child’s doctor should follow the same shot schedule as for
any other child. This includes yearly influenza (flu) shots. It may include other shots, too,
depending on your child’s health history.
Heart If there were any signs of heart defect in the first month of life, heart monitoring is
probably already in place. Heart problems could still worsen or new ones could arise. If
concerns exist, it is very important to act early. Breathing that is too fast or cyanosis (a bluish
color of the skin) are signs for possible concern.
Hearing and vision Infants with Down syndrome are at risk for eye problems leading to
vision loss or ear problems leading to hearing loss. It is important to have both vision and
hearing checked by specialists (ophthalmologist and otolaryngologist/ear, nose, and throat
doctor or ENT). The eyes should be tested at birth and again at 1 year or sooner if there are
concerns. Hearing should be tested at birth and again every 6 months in early childhood to
be sure that the baby’s hearing is the best possible.
Thyroid Thyroid hormone levels can be too low in infants and need to be checked (a TSH
test). Low thyroid levels can cause a variety of problems that might not be easy to detect
without a blood test. A TSH should be obtained at birth and again at age 6 months and 1
year.
Stomach or bowel problems (reflux, constipation, blockages) Intestinal issues can occur.
Spitting up, stomach swelling, or an abnormal stool pattern can be signs that there is an issue.
Neck instability Bones in the neck or spine can be unstable in some people with Down
syndrome. There are almost always visible signs when there are problems. Daily physical
activity is important to your child and should not be limited by unneeded worries. X‐rays are
not needed unless there is pain or changes in the use of hands, walking, or bowel or bladder
function. If x rays are done and the results are abnormal, your child may be referred to a
spine or neck specialist. It is recommended that the neck be positioned properly for any
medical procedures.
Developmental services Developmental services (for example, early intervention programs)
can be of great benefit to the family with a child with Down syndrome.
Developmental services can also help arrange for other related services.
These services should provide information to your child’s doctor to
maintain a close working relationship with the doctor and the family.
Social support services Many families need additional help with
the issues that can arise with the care of children with Down
syndrome. All families should discuss with their doctor or local
Down Syndrome Association the social services that may be
available and their benefits.
Recurrence risk counseling Families should get counseling
about the possible risk of having another child with Down
syndrome, if they choose to have more children. While the risk
is usually low, other factors in the family history might be present,
so counseling should be done after a complete review of the family
history.
For complete healthcare guidelines 5 years & beyond,
visit www.dsagc.com/healthcareguidelines
(Reprinted with permission from the National Down Syndrome Society and The American Academy of Pediatricians)
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My Sister Nora
By Rachel Donohue

My name is Rachel and I am 11 years old. My sister, Nora, is 2 years old
and has Down syndrome. She’s the cutest baby in the world. You
always wonder, “What would we do without her?” She’s the most
playful baby. We sit around and make her car go, and she says,
“Vroom, Vroom.”
Nora loves to play with stuffed animals and to watch Barney. She
can do the hand motions to the songs. I’m a cheerleader and
when I say the cheer she moves her arms like me.
Nora has been sick about 4 times, and 3 of those times she was in
the hospital. When Nora went to the hospital, I was so scared because
she was only a baby. I knew it meant that she must be really sick. She’s
my baby sister and when you look at her you wonder what she feels like.
When she was better, all I could do was hug and kiss her.
I would say that my relationship with Nora is awesome! I will do anything for her. When
I feel sad or unhappy, Nora always will brighten my day. You look at her and just smile.
When she was first born I wasn’t sure what to think. When my Mom told me she had
Down syndrome I thought, “OK. Kids at my school have it and it doesn’t bother me.” But
it is totally different when your own sister has Down syndrome. I know sometimes people
use the word “retarded” in a bad way. I get so angry when I hear that and
I always tell people not to use that word. They usually don’t mean it in a bad way,
but it is still mean. I love my sister with all my heart and I wouldn’t give her up for
anything. Nora is the sweetest most beautiful person in the world!

“Siblings will be in the lives of their
brothers and sisters who have disabilities
longer than anyone. Their relationship
may span 60-80 years. Because of this
siblings will have an enormous influence
on their brothers and sisters.”
Don Meyer, Director, Sibling Support Project, Seattle
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If you have other children and you are interested in receiving a “Sibling Packet”, please
request this from the Early Matters Coordinator. This packet will give you information
about the appropriate steps and conversations to have with your other children about
Down syndrome at the appropriate age. There is also information in this packet about
books that may help reinforce the discussion.

I Can Do Anything
By Bob Effler

My name is Bob Effler. I’m 31 years old. In a few years, I want to
move out into an apartment by myself or with a roommate. I want to
see if I can be more independent and do stuff on my own.
I work at a Medical Center in the therapy department and I am
great at what I do. I straighten up the gym area and get ice and
hot packs for patients. I like my job and I like working with the
therapists and patients. In my spare time, I like to listen to country
music. I even like to write stories about country music and make
videos with my friends on my computer.
I look up lyrics and listen to clips of songs. I also look up biographies of
actors and actresses. I collect DVDs of old TV shows and have over 300 country CDs.
On Sunday I go to church. We talk about gospel readings for upcoming services, so we
understand what the priest is talking about.
I graduated from high school in 1995. I liked my school because
it was a big school. I took both special education and regular
classes, like drama, typing, and computer. I learned how to
work with spreadsheets. My favorite subjects were English
and History. In history we learned about things like deals with
different presidents and black history.
Let me tell you about some people in my life. Tracey is my best
friend. We talk on the phone, hang out together and go out to
eat. I have known her for 14 years through school. My friend Mike
used to swim with me at Special Olympics. I also have a lot
of friends at work.
I am passionate about society today and making a
difference. I may not be fast but that’s ok with me.
I may do stuff a little slower but I don’t
mind. When my Mom had me in
1975, the doctor came in and told
her I would never do much of
anything. I proved him wrong,
because I can do anything
I want to.
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Down Syndrome Association
of Greater Cincinnati

The mission of the Down Syndrome Association of Greater Cincinnati is to empower individuals,
educate families, enhance communities and together, celebrate the extraordinary lives of people
with Down syndrome.
The Down Syndrome Association of Greater Cincinnati (DSAGC) partners with families and others
to create an environment in which individuals with Down syndrome are welcomed with fairness,
enthusiasm, and encouragement in the community. We embrace inclusion at all levels of community
life: schools, workplace, neighborhoods and churches. We believe that diversity should be
embraced, not merely tolerated, because the entire community benefits when individuals with
differences are valued.

Support At Every Age

Early Matters – The Early Matters program provides support, networking
and information to expectant parents and parents with children ages birth
to five years.
School Age Matters – The School Age Matters program addresses
the unique concerns of children and adults attending school through
education, inclusion and advocacy.
Adult Matters – The Adult Matters program offers assistance and
educational resources for adult self-advocates and their caretakers.

Empowerment Classes & Social Opportunities

Empowerment classes are offered to individuals with Down syndrome of all ages and abilities and
their families. These classes include sign language, kitchen skills, physical therapy, cheerleading
and more! We also offer social opportunities such as social clubs, community outings, dance
parties and family get-togethers.

Community Groups

Community Groups create opportunities for families that have children with Down syndrome to
network and share common interests, concerns, challenges and information. The groups do this
through community events, informational meetings, playgroups and online chat groups.

Health Outreach

The DSAGC Health Outreach program provides healthcare information about Down syndrome to
families in the form of books, articles, and referrals. This program also provides information about
Down syndrome to pediatricians, obstetricians, nurses, social workers, genetic counselors,
midwives and other healthcare providers seeking information.

Hospital Care Packages

If your child is spending three or more days in the hospital, the Down Syndrome Association of
Greater Cincinnati would love to support you during this difficult time. Please register to receive a
Hospital Care Package on our website. We are thinking about you and hope that this small token
will put a smile on your face. You will find meal tickets, snacks, cards/stamps, activities, books, etc.
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Advocacy
The DSAGC is involved in advocacy work on behalf of children
and adults with Down syndrome, their families and the Down
syndrome community at large. We educate legislators and lobby
for or against specific pieces of legislation that impact our
families.

Buddy Walk®
With over 11,000 participants, Cincinnati hosts the largest Buddy
Walk® in the nation! The walk occurs each fall to raise funds
and promote acceptance and inclusion of people with Down
syndrome. It is the DSAGC’s largest fundraising event!

Resources for Families
Website (www.dsagc.com)
Our website provides es on various topics, such as potty training, behavioral issues, IEPs, housing,
waivers and more. The website also houses information about our upcoming programs and
events.
DS Press
The DS Press is a quarterly newsletter that reaches over 2,500 people. It shares current
information about the DSAGC, articles relating to Down syndrome and upcoming calendar
events.
E-Newsletters
Our constituents receive an age-specific, bi-monthly newsletter via e-mail with upcoming events
and other value-added content.
Lending Library
The Lending Library contains over 600 books and DVDs
on various topics relating to Down syndrome, such
as teaching strategies, medical concerns, social
development, parenting and more.
iPad Rental
Families can rent an iPad to explore various applications
within their own home and at their own pace. Each iPad
has 40 applications available for
all ages and abilities.
Community Participation Fund
We offer scholarships to people with Down syndrome so
that they can participate in community activities, such as
camps, soccer or swim lessons. There are also
scholarships for parents to attend educational meetings
or conferences.
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Resources
Books
All of the following resources are available in our Lending
Library. We continually update our collection of books to
provide you with the most current and accurate information.
Please visit our website at www.dsagc.com for more
information. Use our search box to find the information you are
looking for or contact us for assistance.

Babies with Down Syndrome:
A New Parent’s Guide
Karen Stray-Gundersen (1995)

Thousands of new parents and professionals have turned
to this book for their first source of information on Down
syndrome. Also available in Español. A free copy of this book is
given to all new parents in the DSAGC area.

Common Threads: Celebrating Life
with Down Syndrome
Cynthia Kidder and Brian Skotko (2001)

This book is an essay and photographic celebration of
inspirational accomplishments of people of all ages with Down
syndrome. Throughout the book there is a common thread the thread of belief that similarities outweigh the differences
between children with Down syndrome and their peers.

Early Communication Skills for Children
with Down Syndrome

My Friend Isabelle
Eliza Woloson

A charming story about what makes a friendship.

Road Map to Holland

Jennifer Graf Groneberg (2008)
Personal account of a mother’s journey following
the birth of twin sons, one of whom has Down syndrome.

Understanding Down Syndrome:
An Introduction for Parents
Cliff Cunningham (1996)
Also available in Español
A comprehensive book for parents of babies and young
children. The author provides answers to the countless
questions directed to him during his twenty years’ involvement
with individuals with Down syndrome and their families.

You Will Dream New Dreams
Stanley D. Klein, Ph.D. and Kim Schive (2001)
Real-life fathers and mothers of children with special needs
speak from the heart on how they mourned for the child of their
dreams, experienced the disappointment of letting go of certain
expectations and found the unexpected joy of discovering new
dreams.

Libby Kumin (2003)

Books for Siblings

Dr. Kumin shares her expertise with parents and speechlanguage pathologists to help them maximize the
communication development of young children. It
focuses on speech and language development from
birth through the stage of making 3-word phrases.

We’ll Paint the Octopus Red

Gifts

Karen Lynard Soper (Ed) (2007)
In this candid and poignant collection of personal stories, sixtythree mothers describe the gifts of respect, strength, delight,
perspective, and love which their child with Down syndrome
has brought into their lives. Their diverse experiences point
to a common truth: the life of a child with Down syndrome is
something to celebrate.

Married with Special Needs Children
Laura Marshak and Fran Pollock Prezant (2007)

This book is for parents to examine the stress that is often
placed upon a marriage when a couple has a child with a
disability. In this practical, supportive guide, the authors draw
on their experience in marital counseling and feedback from
hundreds of parents who share their solutions and secrets for a
healthy relationship.
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Stephanie Stuve-Bodeen
When baby Isaac is born, the family is confronted with the fact
that he has Down syndrome. Father explains that Isaac will still
be able to do all of the things that big sister Emma has thought
of; he will just do them at a slower pace. The story ends on a
high note with an excited Emma and her father visiting Isaac
and her mother in the hospital.
Reading Level Ages 4-8

Living With a Brother
or Sister
with Special Needs
Don Meyer
This book lends the voice of
hope, confidence and clarity
to the experiences of many
siblings of people with special
needs. It not only sheds light
on many questions that often
crop up, it also provides a
safe forum to explore any and
all sibling related issues.
Reading Level Ages 4-8

Views From Our Shoes – Growing Up with a
Brother or Sister with Special Needs
Donald Meyer

www.brightertomorrows.org — Providing families with

balanced and accurate infromation about receiving a diagnosis
of Down syndrome.

A collection of 45 brief essays by children and young adults
who have a sibling with special needs, ranging from down
syndrome through a number of rare syndromes. The writings
are arranged in chronological order, from that of a 4 year old to
an 18 year old.
Reading Level Ages 8 through Young Adult

www.downsyndromepregnancy.org — Providing

DVDS

www.downsyndromediagnosis.org —

Down Syndrome - The First 18 Months

support for mothers during their pregnancy.

www.globaldownsyndrome.org — the Global Down

Syndrome Foundation is dedicated to significantly improving the
lives of people with Down syndrome through Research, Medical
Care, Education and Advocacy.

National
Center for Prenatal and Postnatal Diagnosis of Down Syndrome
Resources

Will Schermerhorn (2003)
Heartwarming footage of young children with Down syndrome
is interspersed with interviews of parents and experts. Veteran
parents share their joys and concerns on raising a baby with
Down syndrome. An inspiring and educational video for parents
who want to know more, and an excellent tool for support groups,
medical professionals and libraries to support families.

Discovery - Pathways to Better Speech for
Children with Down Syndrome
Will Schermerhorn (2005)
This invaluable resource offers practical advice, examples, and
expertise for parents and professionals to follow as they help
children with Down syndrome from infancy to age seven become
the best talkers they can be.

www.imdsa.org —

International Mosaic Down Syndrome

www.ndsan.org —

National Down Syndrome Adoption

Association

Network

CCHMC is also home to the Jane and Richard Thomas Center
for Down Syndrome http://www.cincinnatichildrens.org/svc/
alpha/d/disabilities/clinical/down-syndrome-center.htm
which offers interdisciplinary evaluations and interventions for
infants, children, adolescents and young adults.

Ohio Organizations
www.dsagc.com — Down Syndrome Association of

Greater Cincinnati

www.dsaco.net — Down Syndrome Association of Central

Websites

Ohio (Columbus)

www.ds-health.com — Created by pediatrician and

(Eastern Ohio)

parent of a child with Down syndrome, Dr. Len Leshin.

www.ndss.org — The National Down Syndrome Society
was founded in 1979 to promote a greater understanding of
the scientific, medical and developmental aspects of Down
syndrome.

www.ndscenter.org — The National Down Syndrome

www.dsav.org — Down Syndrome Association of the Valley
www.mvdsa.org — Miami Valley Down Syndrome
Association

www.theupsideofdowns.org — The Up Side of Downs
(Northeast Ohio)

www.dsagt.org — Down Syndrome Association of Toledo

Kentucky / Indiana Organizations

Congress was formed in 1972 to provide information, advocacy
and support concerning all aspects of life for individuals with Down
syndrome.

Kentucky

www.peakparent.org — The mission of PEAK Parent

www.dsindiana.org — Down Syndrome Indiana
www.firstgiving.com/dssasi — Down Syndrome

Center is to provide training, information and technical assistance
to equip families of children birth through twenty-six including any
disability with strategies to advocate successfully for their children.

www.cchmc.org — Cincinnati Children’s Hospital Medical
Center is dedicated to providing the highest level of pediatric
care. As Greater Cincinnati’s only pediatric hospital, Cincinnati
Children’s is committed to bringing the very best medical care
to children in our community.

www.dsack.org — Down Syndrome Association of Central

Support Association of Southern Indiana,

www.downsyndromeoflouisville.org — Down
Syndrome Association of Louisville
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