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Congratulations!
Congratulations on the birth of your baby! We understand that your baby may have Down syndrome. You
probably have many questions, concerns and maybe even fears. That’s okay. You are allowed to feel
however you feel, and so are others who love you and your baby.
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. Take time to welcome and enjoy your baby. They grow up fast.
Now is the time to begin learning all you can about Down syndrome and the local services available to
you. We hope this packet will be a good start. We have written this information keeping in mind our own
diverse experiences when our children were born with Down syndrome.

About Down syndrome
Down syndrome is a chromosomal anomaly that occurs in 1.3 per 1000 births. For some unexplained
reason, an error in cell development results in 47 chromosomes rather than the usual 46. The extra gene
material slightly changes the orderly development of the body and brain. About 5000 babies with Down
syndrome are born in the United States every year. The national population of individuals with Down
syndrome is estimated to be 250,000.
About 80% of babies with Down syndrome are born to mothers under the age of 35. About 1 in 400
babies born to women over 35 have Down syndrome.
People with Down syndrome are more like typically developing individuals than they are different. There
is great diversity within the population in terms of personality, learning styles, intelligence, appearance,
compliance, humor, compassion, congeniality, and attitude. Favorite pastimes vary from person to person
and range from reading and gardening to baseball and music, and beyond.
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 and preschools or
at home is important to provide the child with Down Syndrome the opportunities that are needed to
develop strong academic skills.
On standard IQ tests, our sons and daughters with Down syndrome most often score in the mild to
moderate range of mental retardation. 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
rate of learning disabilities in students with Down syndrome sometimes masks a range of abilities and
talents.
Although babies and children with Down syndrome are early customers for extensive health evaluations,
infant stimulation, physical therapy, communication enhancement, developmental evaluations, and other
professional intervention, it is important to keep in mind that every child
deserves to be surrounded by people who love, respect and admire all children.
Individuals with Down syndrome may be identified by numerous physical attributes which may or may
not present themselves in any one individual. Some characteristics are the beautiful almond shaped eyes,
with striking Brushfield spots on the irises, a single palmar crease on one or both hands, small features,
and exceptional social intelligence. Individuals with DS have a high rate of congenital heart defects (35 to
50%) and should have an echocardiogram within the first two months of life. National organizations
provide medical checklists for individuals with DS that you may wish to pass on to your child’s
physician.
There are three major types of Down syndrome. Your baby is most likely to have Trisomy 21, meaning
presence of extra genetic material on the 21st pair of chromosomes resulting from an anomaly in cell
division during development of the egg or sperm or during fertilization. About 95% of people with DS
have Trisomy 21.
It is estimated that 3% to 5% have Translocation, where the extra chromosome 21 broke off and became
attached to another chromosome, and 1% to 3% have Mosaicism, where only some cells have Trisomy
21.

Your child will have more opportunities than a child born with Down syndrome five years ago. As young
people with DS show what they can do with the support of their communities as they integrate
mainstream programs, more doors open for others. We have seen a TV series starring a talented actor and
actress with DS enlighten the general public about the potential of all our children.
Two young men have authored a book, Count Us In, Growing Up with Down syndrome, and impressed
audiences across the country at book signings and on talk shows. A fast paced mystery, Honor Thy Son,
by Lou Shaw, features two characters with Down syndrome who are faithfully portrayed as multidimensional young adults. A young man with Down syndrome was a winner of the Best Actor honor at
the 1996 Cannes Film Festival.
Thousands of young people with Down syndrome across the country 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.
Staying integrated in your mainstream community is important to your child’s development and your
peace of mind. Allow your family, friends and neighbors some time to learn about Down syndrome,
reminding them if necessary that DS is just a small part of your child’s genetic makeup. It is a small part
of who your child is and will become.
This essay is taken from Welcoming Babies with Down Syndrome – a brochure published with permission from its author, Pam Wilson at
http://www.ctdownsyndrome.org. It has been printed to distribute to hospital nurseries, medical professionals, the media, family and friends to
benefit individuals with DS and their families.

Who We Are:
We are a diverse group of parents in the Gallatin Valley and surrounding areas
with young children with Down syndrome. Initially, we connected to celebrate the
joys and concerns that come with having a child with Down syndrome. Since then
we have all realized the importance of having a network of friends and resources
and wanted to reach out to others who may be in our same situation. We like to
meet once a month to get our kids together to play and to visit with each other
about Down syndrome specific topics.
When you are ready, please feel free to call or email any of us with questions,
concerns or just to chat. We have all been where you are and would love to lend
support, listen and be a resource to you if you are in need. We would also love to
invite you to join us at one of our “get togethers.” Just send your email to any one
of us and we will let you know the time, date and location of our next meeting.
Best Wishes and Rainbows,
The D.R.E.A.M Team

Our Stories ...

Ryan’s Journal Entry 8/26/08:
Dylan’s 2nd Birthday, how time flies by. Two years since we welcomed her into this world and
yet it is still so fresh in my head the first time I heard her cry, our first look at her, holding her for
the very first time so vivid in my mind. I go back to that day a lot because there had been so
much uncertainty and the moment I saw her things, though still very hard seemed to in an instant
feel so right. She was meant to be ours and we were meant to be hers. As I looked at her today in
her pretty brown dress with pink, blue, and green hearts all over it, it was hard to imagine a time
I was ever sad about her having Down Syndrome. Today she is a very independent 2 year old
and I wouldn’t have it any other way. Today on her birthday I wish of course the obvious health
but also that she grows up feeling like a “normal kid” I want her to have play dates (which she
does) friends, (that too she has) hobbies, sleep over’s, silly sayings, laugh a lot and DREAM as
big as she wants. I want what all parents want a happy child that goes far in life and I know she

will. As I watched her today in her pretty birthday hat blowing out her candles I was so thrilled
thinking how far we all have come and realizing that the sky is the limit for her. She is the one
thing we never knew we needed and now the one thing we can’t live without. We welcome each
day with her as a gift and although sometimes our patience is tested to the limits I wouldn’t trade
her for anything. As our favorite book God Gave Us You says “god had given her little her to
mama and papa and they wouldn’t trade her for anything in the whole world because god gave us
you mama had said, god gave us you!”
Our Trip to Holland
By Ryan Robinson
Where to begin? That is a good question. I’ll start with August 8th 2006 a day that forever
changed my life. I went in for an ultrasound because I had been having contractions and my
doctor wanted to make sure everything looked ok because I was just 33 weeks. The tech starts
the ultrasound and in my mind I’m thinking this is taking awhile, she finishes up and says she is
going to have the radiologist come in because she has some concerns with the measurement of
the baby’s arms and leg bones. In that moment time stopped. Something was wrong with my
baby. She leaves the room and it is just me and my husband and he says “I’m sure it’s nothing
everything is fine.” I knew however it wasn’t and when the radiologist came in he confirmed it
he used terms like the gestational age and the measurements don’t match, she is littler then she
should be, and her head appears to be large. Then the words came “I think she has dwarfism.”
Acondroplasia Dwarfism. He said he was going to call my doctor.
My husband and I were in the car and on our way to Billings by 1:00 to see the perinatologist.
The car ride over I went from periods of sobbing to periods of extreme numbness and anger. We
arrived in Billings and the doctor came in and did some more examining with the ultrasound and
finished up and said. “I am fairly certain your little girl has Acondroplasia dwarfism.” What this
means is that her head will be large for her body and that her arms and legs will be short but she
will have normal intelligence. There was more but that is the gist of it. Then came the question
do you want to do an amnio or wait until the baby is born to get the answer. All I could think was
there was no way I was going to make my baby get poked and prodded if I could do it instead so
we proceeded with amnio. After he was done he said the words that forever ring in my head we
will also do the FISH test (test for trisomys) since we have the sample, adding that he wasn’t too
concerned about it because he really felt the acondroplasia studies is what was needed. They said
they would have the FISH study back in a few days but the other would take longer probably 2
weeks. We asked that they call us with results no matter what they were we wanted to know right
away.
We found out during this time they hadn’t gotten enough cells for the rapid FISH study so it
wouldn’t be back for another week or so but then again he hadn’t really seemed to concerned
about that test. Looking back it seems it was an omen because it turns out the FISH results were
the only ones we needed.
My husband came home on Aug. 23rd and I was surprised to see him he said the perinatologist’s
office had called and told him they needed to talk to us both and would be calling. They did and I

remember her saying I have some results, Are you sure you want me to tell you on the phone and
we both said yes. She then totally shocked me she said “she has down syndrome.” I don’t
remember the rest of that conversation I just remember saying NO! NO! How could this be we
weren’t prepared for this down syndrome hadn’t even been discussed. That day I broke I
couldn’t take anymore, my husband called my sister to come over because he couldn’t get me to
go to the clinic and all I was doing was crying hysterically and saying NO! He didn’t know what
to do. Two days later my water broke, 35 weeks and this baby had decided she too had had
enough.
Looking back it is a blessing the way Dylan Dana arrived it only took a husband driving way to
fast to the hospital because my water broke at home, an ambulance ride to the airport, a life flight
to Missoula, another ambulance ride to the hospital, and then a STAT c-section upon arriving.
All this to have my husband and I say those 3 little words “cry baby cry” and she did, the best
sound I have ever heard in my life our first child’s cry. For the first time in weeks looking at my
newborn briefly in the warmer and my husband in the silly OR hat I somehow knew things were
going to be ok.
Dylan was whisked off to the nursery and Jarrod went with her we had also found out the day
before she needed surgery because she had duodenal atresia. She had that surgery at 1 day of life
that moment in itself I could write a story about. She pulled through with flying colors and has
been proving to us ever since how strong she is. Would I have asked that my child be born with
DS no, today would I take it away if I could NO! She is who she is all because of my now
favorite number 21. It’s amazing what 1 extra chromosome can do. She is now a 3.5 year old
busy toddler and I wonder where did the time go, my best advice to you as a new parent is enjoy
your baby, hold them, love them, rock them but above all enjoy them this is time you can’t get
back, believe I know. Everyone’s stories may be different, my hope is that within them all you
may find pieces that you relate too and above all take comfort in knowing we have walked in the
shoes you are about to and we are all still standing, and you will too.
Ryan, Jarrod and Dylan Belgrade, MT 59714 ryan_carlin@hotmail.com

Our baby girl, Devan Elizabeth was born on the morning of April 29, 2008. Our doctor sat down
with us within an hour of her birth to explain he was confident Devan had Down syndrome. Our
minds went into hyper drive, adding to the large amounts of emotions that already came with the
delivery of our first born. Our main question was “what exactly is Down syndrome?” We had no
idea who would help us answer that question, so we were initially very nervous.
As the summer went by, we met with doctors, conducted lots of online searches, read books, and
talked with other parents of children with Down syndrome. As they say, knowledge is power. At
the same time we were adjusting to life as new parents and enjoying our time with Devan.
Slowly our fear of Down syndrome faded, and we settled into the typical routines of parenthood.
Being connected with Family Outreach, The Cozy Nest, and Sullivan Speech Language
Associates (all in Bozeman) has been our foundation of support for Devan, along with our
families and the families of DREAM. Our biggest concern when we learned of her diagnosis was
that we didn’t have a clear understanding of what she would need from us and from her
therapists. Family Outreach helped us map out the essentials, including the need for various early
intervention therapies. Devan began attending physical and occupational therapies at the Cozy
Nest early on, and we added speech therapy with Sullivan Speech Language Associates around
age 1. While originally the idea of weekly therapies seemed daunting, it’s actually become a
highlight of our week. Devan loves seeing her friends, and we know her therapists are just as
excited to witness Devan learn and grow as we are.
Devan is now almost 2 years old and she is the most amazing blessing. Down syndrome is a part
of her, although that’s not really something we think about very often. She is an incredibly smart,
funny, loving and inspirational little toddler. Her smile and excitement for life always reminds us
that she’s exactly what we wished for while expecting our first born.
Joe, Amber and Devan Miller Big Sky, MT

Early Intervention and Bozeman’s Family
Outreach Organization
The first thing you need to do is just be a new parent – love and enjoy your new bundle of joy.
When you are ready to think about the next step, a good start is the Family Outreach
Organization. They will help you find all the information you will need in regards to early
intervention. If you are not familiar with the term early intervention then let us explain: Early
Intervention is one of the most important things you can do to help your child! These services
include things like developmental evaluations, lactation assistance, physical therapy,
occupational therapy and speech therapy. Every child is different and it is so empowering as a
parent to know that these services exist.
Below you will find contact information for Bozeman’s Family Outreach as well as a little more
about their services. They can help with many things including evaluations, therapies and even
financial help with therapies etc.

Children's Services
(taken from the Family Outreach website)
There are many things that can delay or hamper a child’s development. Whatever the cause premature birth, neurological disorder, injury, or disease - the strain on all family members can
be difficult.
FAMILY OUTREACH’ S FAMILY EDUCATION AND SUPPORT (FE&S) PROGRAM is
available to both natural and foster families who have a child with a developmental disability.
Services (usually provided in the home) include education, support, resources, and service
coordination.
Who Is Eligible
To be eligible for Family Education and Support Services the family must reside in one of the 12
counties served by Family Outreach. The child must also live in either their natural home or a
foster home and be between the ages of 0 and 22.
Early Intervention or PART C: (0 to 3 YRS)
Part C is a federal entitlement program available to all children who meet eligibility criteria.
There are two categories of eligibility, Type I and Type II:
Type I: Includes established medical conditions, such as chromosomal or genetic disorders,
infectious diseases, neurological disorders, congenital malformation, sensory disorders, severe
attachment, and toxic exposure. A physician’s signature is required to confirm eligibility.
Type II: Includes a 25% delay in two developmental areas or a 50% delay in one area,
including: physical, cognitive, communication, social-emotional, or adaptive. Eligibility

can be determined through developmental assessment and gathering information from other
sources.

Referrals:
When is a referral appropriate?
It is not necessary to determine a child’s eligibility prior to the referral. If there are any questions
or concerns about any aspect of a child’s development, a referral is appropriate. Family Outreach
will gather the necessary information to determine eligibility.
Referrals can be made by anyone:
•
•

Family and family members are encouraged to self refer.
Any agency (schools, therapists, medical personnel, other human services
agencies, mental health agencies - for example) working with a child can call and
make a referral once the parents give permission.

•

The law requires Child Protective Services to refer any child under three who has
experienced substantiated abuse. Once the referral is made, it is the parent’s decision to
continue the process or not.
It is easy to make a referral:

•
•

•

If you are a parent, call the closest office or any of the three offices to begin the referral
process. We’ll connect you to the appropriate office and person.
If you represent another family member, first talk to the parents to obtain permission to
make the referral. Then, with the parents’ permission, call the closest office or any of the
three offices to begin the process.
If you represent an agency working with a child talk to the parents about making the
referral, obtain their permission, and call the closest office or any of the three offices. Or
encourage the family to make the call themselves.
Once a referral is made:
The Family Support Coordinator (FSC) of the appropriate office will contact the parent to
set up an “intake” home visit at a time convenient to the parent. At this first meeting the
FSC will gather information from the parents, assist them in filling out the application
and necessary release of information forms, possibly complete a developmental
assessment on the child and provide information about Family Outreach and available
services.

After leaving this first visit and based on the release of information forms signed by the
parent, the FSC will then gather information from other sources necessary to determine
eligibility. The FSC will ensure that each child’s information moves quickly and
confidentially through the process and will keep the parents informed about the status of
their child’s referral.
If you are not sure to which office a referral should be made or for more information, just
call any office and we’ll help you.

Helpful Resources
National Down Syndrome Society www.ndss.org/
National Down Syndrome Congress www.ndsccenter.org/
Website written and maintained by a pediatrician who has a son with Down syndrome.
www.ds-health.com
Connecticut Down syndrome Congress (a long way from Montana but a great website
nonetheless)
www.ctdownsyndrome.org
National Association for Down Syndrome www.nads.org
Down Syndrome Quarterly www.denison.edu/dsq

Local Early Intervention Providers
Family Outreach
619 N Church Ave # 1 Bozeman, MT 59715-3087 (406) 587-2477 www.familyoutreach.org
The Cozy Nest (Pediatric OT/PT/Speech Therapy/Lactation Specialist) 1276 N. 15th Ave.
Suite 101
Bozeman, MT 59715
406-587-2755
thecozynest@msn.com
EpiCenter (Pediatric OT/PT/Speech Therapy) 612 E. Main St, Ste C
Bozeman, MT 59715
406-522-3722
etsoffice@qwestoffice.net
Mosaic (Pediatric OT/PT/Speech Therapy) 11 West Main St., Suite 218
Belgrade, MT 59714
406-388-4988 belgradeclinic@mosaicrehab.com
Sullivan Speech-Language Assoc (Pediatric Speech Therapy) GRO
720 Stoneridge Dr., Ste 1
Bozeman, MT 59718
406-556-9853

Nicole Scala (Pediatric Speech Therapy) GRO
720 Stonridge Dr., Ste 1
Bozeman, MT 59718
406-586-5609

D.R.E.A.M. Contact List
We no longer list individual names for contact. Please use this email to reach us:

DREAM.MONTANA.ORG@GMAIL.COM
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