Why Retest For
Hemoglobin E-
Beta Thalassemia?

Sinceyour baby'sinitial screening test
results indicate the presence of an unusual
hemoglobin, your baby needs to be retested
as soon as possible. In most cases further
testing will show the baby does not have a
hemoglobin disorder. If retesting shows that
your baby does have a hemoglobin disorder,
treatment can be done to help your baby

grow and develop normally.
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Cdliforniastatelaw requiresthat al babieshave
the newborn screening test beforeleaving the
hospital. A few dropsof blood weretaken
fromyour baby’sheel and tested for many
inherited diseasesincluding hemoglobin
disorders. Inherited meansthediseaseis
passed down inthe genesfrom both parents
tothechild. Genesdeterminefeaturessuch
aseyecolor, height, and hemoglobin type.

Babiescanlook hedthy at birth and still have
oneof thesedisorders. If untreated, these
disorderscan cause serious health problems.

Why Should My Baby Be Retested?

The Newborn Screening Program hasreported
a“pogitive’ screening test result for hemoglobin
E for your baby. Your baby now needs
retesting as soon aspossibletofind out if the
baby hashemoglobin E-betatha assemia
whichrequiresearly and ongoing treatment.
However, most babieswithaninitial positive
screening result will not haveadisorder.

What is Hemoglobin?

Hemoglobinisaspecia proteininsdeour red
blood cells. Red blood cellshave animportant
job. They pick up oxygen fromthelungsand
takeit to every part of thebody. Itisthe
hemoglobinintheredblood cellsthat actualy
carriestheoxygen. Therearemany different
typesof hemoglobin. Themost commonis
hemoglobinA. Another typeishemoglobin E.

Hemoglobin Eiscommonin peopleof
Southeast Asian ancestry including Thailand,

Malaysia, Indonesia, Vietnam, Cambodiaand
Laos. Peoplewhoseancestorsarefrom
southern China, Philippines, Indiaand Turkey
may aso havehemoglobin E. Althoughitis
more common inthesegroups, it could be
foundinanyone.

What is Hemoglobin EE?

Most babieswith aninitia positiveresult for
hemoglobin Ewill haverepest test resultsthat
show hemoglobin EE.

A personwith hemoglobin EE may havemild
anemia. Thiscausesno serioushealth
problems. However, thered blood cellswill be
smdler thanusual. Thisisoftenmistakenfor
iron deficiency anemia. Peoplewith

hemogl obin EE should havetesting for the
amount of ironintheir bloodto find out if they
need to betreated withiron supplements.

Treatment can bedoneto help childrenwith
hemogl obin E-betatha assemiagrow and
develop normdlly.



What is Hemoglobin E-Beta
Thalassemia Disease?

Oneout of 15 babieswithaninitial positive
result for hemoglobin Ein Cdiforniawill have
arepeat test that shows hemoglobin E-beta
thalassemia. About 4 babiesper year are
bornin Californiawith hemoglobin E beta-
thalassemia

Hemoglobin E-betatha assemiadiseaseisan
inherited diseasethat isquitevariable. Its
effectscanbemild, or it can beaserious
diseaseif not treated, resultingin severe
anemia. Inadequate treatment may al so cauise
poor growth, enlargement of theliver and
spleen, and changesin the bones.

What Causes Hemoglobin E-Beta
Thalassemia?

Hemoglobin E-betathalassemiaisaninherited
condition that happenswhen one parent passes
agenefor hemoglobin E and the other parent
passesagenefor betathalassemiato ther child.

How is This Disease Treated?

Newbornswith E-betathal assemianeed close
monitoring. Childrenwith thisdiseaseshould
get prompt medical attention whenthey become
ill. Vird infectionsand fever can causered
blood cellsto breakdown faster. Some people
with thisdisease need regular blood transfusions
inorder to prevent serious health problems.

What should | do right now?

¢ Returntothedoctor’sofficeor hospital
laboratory asinstructed. Thedoctor will
arrangefor the baby and the parentsto be
tested again.

TheNewborn Screening Staff will report the
test result to your doctor.

Call your doctor or the Newborn Screening
Staff listed below if you have any questionsor
concernsabout hemoglobin E retesting.

Notes and/or questions | want to ask:
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