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The Basics of Costello Syndrome
DNA carries the genetic information that we inherit from
our parents, half from our mothers and half from our
fathers. Genes are pieces of our DNA that carry the
instructions for making our proteins and us! That is why
we look like our parents.
Costello syndrome is caused by one typo in the HRAS gene
in every cell of the body.

About me
My name is _________________________________________________________
I am ___ old.
My most favorite thing to do is to _________________________________
I love to_____________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________

I have Costello syndrome and special needs. Many
parts of my body need extra care which means I need
to visit many doctors and therapists. I keep track of my
appointments by writing the date and times here and I
can color in a shape when I am done with the visit to
the doctors or therapists.

A photo of me

Eyes

My ophthalmologist's name is: ____________________________________________________

Everyone needs to get their eyes checked, but with my condition, I may need
more frequent visits. I may need glasses to see well. Also, I might need
surgery to straighten my eyes. The optic nerve at the back of my eye may not
be developed as well as others, so my eyes can have problems.
(Color in a llama after the eye appointment)

Brain

My neurologist’s name is: ____________________________________________________

I may need to see a neurologist because there are parts of my brain that are
developing differently. Some warnings of neurological problems are delays in
rolling, sitting, walking and talking. It is important for me to get an imaging
done of my brain to understand the present problems.
(Color in a elephant after each neurology appointment)

Food and Nutrition My gastroenterologist’s name is: ___________________
Since I may have problems swallowing food or have reflux, I might not gain
weight as easily, and I may have to use a gastrostomy tube (“g-tube”), which
carries food to my stomach. The tube helps with nutrition as I learn to swallow
food. As I grow older, I will probably outgrow the tube and will be able to eat
food through my mouth.
(Color in an apple after each gastrointestinal (GI) appointment)

Heart My cardiologist’s name is: ______________________________________
I may need to see the heart doctor regularly. It could be because I have a hole
in my heart or a problem with my heart muscles. To help, the doctor may
perform an echocardiogram, a special ultrasound to measure the flow of
blood going through my heart and an ECG to check the rhythm of my heart .
(Color in a heart after each cardiology appointment)

Lungs My pulmonologist name is: _____________________________________
I may have problems breathing at night and get frequent infections, so I may
need to see a pulmonologist. The pulmonologist can give me antibiotics and
inhalers. If I need it, they will provide me with a special machine called a CPAP
or BiPAP to help me breathe at night.
(Color in a cat after each pulmonology appointment)

Bones, Joints, & Muscles My orthopedist’s name is: ________________
I have to visit my pediatric orthopedist. I may need to get checked for scoliosis
and kyphosis. I also might have a different bend in my wrist called ulnar
deviation. Additionally I might have vertical talus, where a bone in my foot is in
such a way that it causes my foot to bend slightly upwards.
(Color in a giraffe after each orthopedics appointment)

Hormones My endocrinologist’s name: _______________________________
At birth I may have low blood glucose and problems with my insulin
regulation so I may visit an endocrinologist. I might also see an
endocrinologist for growth hormones and/or because of premature or
delayed puberty.
(Color in a reindeer after each endocrinology appointment)

Kidneys & Bladder My nephrologist's/urologist’s name is: _________________
I can have problems with my kidneys like malformations or dilations of the
filtering system. Starting at age 10, I need to have an annual urinal analysis for
hematuria, which means blood in my urine.
(Color in a camel and after each nephrology/urology appointment)

Dermatology My dermatologist's name is: _____________________________
I may have to see my dermatologist because I can develop papillomas,
thickening of my skin, and warts. I must protect myself from the sun to avoid
overheating.
(Color in a budgie after each dermatology appointment)

Therapies

My occupational therapist’s name is: ______________
My speech therapist’s name is: _______________ _

My physical therapist’s name is: _______________
My vision therapist’s name is: ________________

I may take longer to meet my milestones than others and will have therapy to
help meet them faster. The different therapies are physical therapy,
occupational therapy, and speech therapy.
(Color in a dolphin after each month of therapy appointments )
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