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CdiforniaState Law requiresthat all babieshavethe newborn
screening test beforeleaving their hospital of birth. A few dropsof
blood weretaken from your baby’sheel. Oneof thetestswasfor
primary congenita hypothyroidism.

Your health care provider may havetold you your baby hasprimary
congenital hypothyroidism. Babiescanlook hedthy at birth and till
havethisdisorder, but babies, who are not treated, often have
seriousand permanent health problems. With early and ongoing
care, your baby should develop normally both physicaly and
mentally.

Thisbooklet waswritten to help parentslearn moreabout this
disorder. Usethisbooklet tolearn more about how to carefor your
child.

For moreinformation about the Newborn Screening Program or
primary congenital hypothyroidismvisit our websiteat
www.dhs.ca.gov/gdb then click on Newborn Screening.



Primary congenital hypothyroidism occurswhenthereisa
deficiency of thethyroid hormone caused by thefailureof thethyroid
glandto develop normally. Asaresult, thethyroid gland doesnot
produce enough thyroid hormoneto meet the body’ sneeds.
“Congenital” meansthat itispresent at birth.

Primary congenital hypothyroidismisfairly common, occurring once
inevery 2,700 newborn babieswithin California. About 200 babies
inCaliforniaareborn with thisdisorder each year. 1t may befound
shortly after birth through routine screening and follow-up testing
required by Californialaw. Treatment must bestarted withinthefirst
weeksof lifeof infantsto prevent development of mental retardation,
learning disabilities, and/or growth delays. Thisconditioniseasly
treated by daily thyroid hormone medicinetaken by mouth.

Themainthyroid hormonesare
madeinthethyroidgland. The
thyroidglandisnormally located
intheneck. Hormonesare special
chemica sthat circulatethroughout
thebody and affect thefunctioning
of other organs. Thethyroid
hormonesare extremely important

inthe development of thebrain S
and centra nervoussystem, for TN
the growth of the bonesand N

musclesaswell asmaintaining

body temperature and metabolism. Without thyroid hormones,
physica growth, mental devel opment, and other bodily functionsdow
down or stop.



A baby’shypothyroidismisusualy duetoaproblemwiththethyroid
gland. Thegland may betoo small, located inthewrong place, or
absent altogether. Theexisting gland does not make enough thyroid
hormone or may not makeany at all. 1nsome cases, thethyroid gland
appearsnormal but isunableto produce hormonesnormaly. Inrare
instances, congenital hypothyroidism may not be permanent. Instead, it
maly betransient (temporary) and last only afew weeksor months. This
transient problem may be dueto substancesfrom the mother’sblood
caled antibodies, that block the baby’ sthyroid gland fromworking.
Occasionally, the problem iscaused by medi cationsgiven to themother.

The screening test for primary congenital hypothyroidism measures a
certain hormone Thyroid Stimulating Hormone (TSH). This hormone
stimulates the thyroid gland to make more thyroid hormone. Ifthis
hormone s elevated on the newborn screening test, it means that further
tests need to be done. In addition to repeating the TSH filter paper test,
testing of the specific thyroid hormones and other indicators of thyroid
function are done to confirm the diagnosis. Your baby’s doctor will take
avery careful history, examine the baby, and may also order other tests,
such as athyroid scan and or bone age (X-ray). Ininfants with
suspected transient disease, antibody tests in maternal/mother’s blood
may be ordered.



Oncethisdisorder isdiagnosed, thedoctor will prescribethyroid
hormonefor thebaby. Thyroid hormone, also called thyroxine

or T,,comesintablets. Thebaby’sdoctor will tell you how much of
thetablet or how many tabletsto give your baby each day. Itisvery
important that the baby receive enough thyroid hormoneto grow

and develop normally but not morethanisneeded. Itisimportant to
follow thedoctor’sinstruction carefully.

With early and ongoing treatment, your baby should develop normaly,
both physically and mentally. Inthemajority of casesof primary
congenital hypothyroidism, thetreatmentislifdong. Blood testswill be
doneonaregular basisto determineif your childisgetting theright
amount of thyroid hormone. Remember that your baby isanindividua
andwill develop hisor her own growth pattern and intellectual ability.

Ashe/shegetsolder her dose may change.

Besureto giveyour baby thyroid hormonemedicineevery day.
Only thyroxinetabletsshould be used. AccordingtotheAmerica
Academy of Pediatricsrecommended guidelines, thereareno Food
and DrugAdministr ation-approved liquid formsof thyroxine.
Thyroxine suspensionsprepared by individual pharmacistsmay lead
tounreliabledosage.

Givethetabletsat the sametimeevery day and makeit apart
of your routine so you do not forget.

With newborninfants, the tablets need to be crushed and given very
carefully. Whenyour infantisolder, itwill beeasiertogive. There
aresevera waysyou can givethethyroid medicine.



Crush tabl et(s) between two spoonsthen mix with asmall amount of
water, breast milk or formula* that does not contain soy or iron.
Givethismixturethrough adropper ontheside of the

mouth between the cheek and gum. To be surethat

all of themedicineistaken, draw up somewater into

thedropper after you have given the crushed tabl et(s)

and givethiswater to your baby. Useroom

temperaturewater. DO NOT mix with hot water.

Or

Wash handswell. Finely crush thetablet(s) between
two spoons. Moisten your fingertipswith water and &

dipinto crushed tablet(s). Let your baby suck the crushed tablet(s) off
your finger and continueto dip your finger in the crushed tabl et(s) until
no powder isleft. Offer thebaby asmall amount of water after giving
thetablet(s).

When your baby ison solid foods, you may want to try one of these

methods.
Placetablet(s) on aspoon and add afew drops of water _—
to soften them. After afew minutes, add afew drops

of water on the spoon then feed thismixtureto your baby.

Mix the crushed tablet(s) inasmall amount of

baby ceredl, applesauce, breast milk or formula*
that doesnot contain soy or iron. Alwayskeepthis
separate from therest of your baby’sfood. For example, T\
if your baby istaking two tablespoonsof cereal inthe
morning, mix the crushed thyroid tabl et(s) with a¥zteaspoon
of cereal in aseparate dish. Givethisportionto your baby. _
Some doctorsrecommend waiting at least one half hour after | 1z
givingthetablet(s) beforefeeding your baby therest  / ol
of themeal. That way, you will know that your baby
hasreceived al thehormone.

*Talk with your doctor before mixing with soy-based formula or formula that contains iron.
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DO NOT put thetablet(s) intoawhole
serving of thebaby’sfood. DO NOT

put thetablet(s) in thebaby’sbottle. The
baby may not eat or drink thewholeamount.

Whenyour childisolder, he or shemay takethewhole

tablet(s) by mouth. Sincethey areso small, they will either melt or
be swallowed whole. Thetablet(s) do not taste bad; they

have very littletaste. Itisperfectly al right for the child to
chew thetablet(s). Many childrentakethyroid tablet(s) inthe
morning just after they wake up and before breakfast.

1. Somedoctorsrecommend waiting at |east one half hour after giving
thetablet beforefeeding your baby solid foods. Wait an hour if
your baby hasatendency to spit up thefeedings.

2. If your baby spits up just after giving the medicine, then
giveanother dose.

3. Somefoodsand supplementsmay interferewith the absorption of
thyroid hormone medications* whentakentogether. Talk withyour
baby’sdoctor about any foodsto avoid.

4. Keeparecord of whenyou givethemedicine. You canmark a
calendar when thetabletshave been given. If youforgettogive
adoseononeday you cangive
twice the dose the next day. But
never give morethantwicethedose. , ., . .

Too much medicine can be just as
dangerousastoolittle.

* See References on page 9 for actual articles
5



5. Cadll your doctor or nurseif your baby hasany of the
following symptomsfor morethan 24 hours:
diarrhea
shorter deeping periods
irritability or nervousness, or
if thereisanything el sethat worriesyoul.

6. Alwayskeepanextrasupply of thetabletsfor emergencies.
Keep extramedicineinyour diaper bag and with your
emergency/earthquake supplies. Do not forget to check the
expiration date.

7. Alwaysexaminethetabletswhentheprescriptionisfilled.
Notethe color and the number onthetablet to besureitis
theright dose.

8. Besuretobringthebottleof thyroid tabletswith youto each
doctor’ sappoi ntment.

Your doctor will check the blood thyroid hormonelevelsona
regular basis. Theseblood tests help the doctor to adjust the
medicine so your baby will get the correct amount. The dose may
be adjusted asyour baby grows.

Althoughitisnot alwayspossibleto determine the cause of
congenita hypothyroidism at thetimeof diagnos's, your doctor will
not want to delay treatment. Further studiesmay be done after the
childisayear of age. Thesestudiesmay include blood hormone
tests, boneagetest, thyroid scans, and biochemical or genetic tests.

If you have any questionsin the meantime, pleasecal the person
listed below.




- An X-ray of the hand or knee bone to measure growth.

- A chemical with aspecific effect on other organs. A
hormoneis produced by agland inthe body.

- Aninternal organinthebody inthefront part of the
lower neck. It makesthyroid hormonesthat control many of thebody’s
functions

- A test that isused to find the presence and location of
thethyroid gland.

- Another namefor thyroxine.

- Themain hormone produced by thethyroid gland (also
caledT,).

-A hormone
produced by the pituitary gland that stimulatesthethyroid glandto
produceT, .






TheMagic Foundation, www.magicfoundation.org, or parent help
line at 800-3 MAGIC 3 (800-362-4423).
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