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Hearing Loss

Hearing loss is one of the most common
birth defects, affecting about 3 in 1,000
babies. Hearing loss that is present at
birth is called congenital hearing loss.
Hearing loss also can develop later in
childhood or during adulthood.

Hearing loss can have a major impact
on the life of a child and his family.
Because language and communication
develop so rapidly during the first 3
years of life, an undetected hearing loss
is likely to interfere with a child's
speech, language and communication
with others. Hearing loss also can result
in learning problems that affect a child's
performance at school. The goal of
early screening, diagnosis and treatment
is to help children with hearing loss to
develop language and academic skills
equal to their hearing peers.

Because hearing loss in infancy is hard
to recognize, most hospitals screen all
newborns before they are discharged.
Most states have an Early Hearing
Detection and Intervention program to
help ensure that infants who don't pass
the screening receive follow-up care.
The March of Dimes, the American
Academy of Pediatrics, the Maternal
and Child I lealth Bureau, the Centers
for Disease Control and Prevention
(CDC) and others strongly support
these programs.

W hat causes hearing loss in babies
and children?

I learing loss can be inherited (genetic)
or can be caused by illness or iii|tiry. In
some cases, the cause of hearing loss is
not known. About ‘>0percent of babies
with congenital hearing loss are born to
hearing parents.

Cicuetic factors are believes! to cause
about 50 percent ol castsof congenital

hearing loss. About 25 genes that play a
role in hearing loss h.nc been identified.

About 50 percent of children with
hearing loss also have other birth
defects. In such cases, hearing loss is
part of a ssndrome (group of birth
defects that occur together).

llinesses that can cause congenital
hearing loss include infections during
pregnancy, such .is rubella ‘German
measles), cvtonicgalm irus, toxoplas-
mosis, herpes or syphilis. Babies born
preterm also are at increased risk.
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After birth, head injuries or childhood
infections, such as meningitis, measles
or chickenpox, can cause permanent
hearing loss. Certain medications, such
as the antibiotic streptomycin and
related drugs, also can cause hearing
loss. Ear infections (otitis mcdi.i) may
cause temporary hearing loss.

Are there different types of
hearing loss?

Hearing loss is the decreased ability to
hear sounds. When sound enters the
outer ear (auricle or pinna), it moves
through the ear canal to the eardrum
(tympanic membrane). Incoming sound
causes the eardrum to vibrate which
moves three small bones (ossicles) in the
middle ear. In this way, the ear canal,
the eardrum and the middle ear transmit
sound from the outside world to the
inner ear (cochlea). Within the inner
ear, thousands of tiny hair cells detect
the incoming vibrations and convert
them into signals d re relayed to the
auditory nerves, send neural im-
pulses to the hearing nter in the brain.

Hearing loss is often discussed in terms
of where the loss occurs in the hearing
pathway.

e Conductive hearing loss occurs when
something interferes with sound pas-
sing through the outer or middle ear.
A blockage in the car canal, damage
to the eardrum, or fluid or an infec-
tion in the middle ear (called otitis
media) are examples of conditions
that can cause a conductive hearing
loss. This type of hearing loss is
usually temporary and can often be
corr cted with medication or surgery.

» Sensorineural hearing loss usually
occurs when the hair cells in the inner
ear cannot detect all incoming vibra-
tions or when neural impulses are not
transmitted to the brain. Prenatal
infections, lack of oxygen at birth, or
genetic factors can cause this type of
hearing loss, which is generally
permanent. |lowever, many children
can be aided with devices that amplify
sound. Sensorineural heating loss
also can result from damage to the
brain's auditory center.

*« Mixed hearing loss occurs when a
child who lias a sensoiiueur.il hearing
loss also lias a conductive loss (sik!i
as fluid in the middle ear). It is very
important that children with
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permanent hearing loss be monitored
and treated for middle car problems
so hearing is not further reduced.

How are newborns screened for
hearing loss?

Newborns are screened with one of two
tests, both of which measure how a
baby responds to sound. Both tests take
5 to 10 minutes, are painless, and can be
done when the baby is resting.

In the otoacoustic emissions (OAE) test,
a small microphone is placed in the
baby’s ear. The microphone, connected
to a computer, sends soft clicking
sounds into the ear and records the inner
ear’s response to sound.

In the automated auditory brainstem
response (AABR) test, soft clicking
sounds arc presented to the car through
small earphones. Sensors placed on the
head and connected to a computer
measure brain wave activity in response
to sound.

W liat happens if a baby doesn’t
pass the hearing screening?

If a baby does not pass the OAE or the
AABR, the test should he repeated or
the baby should be referred to a hearing
specialist (audiologist) or an ear.

nose and throat specialist (ENT or
otolaryngologisrjfor more extensive
tests to determine if the baby lias a
hearing loss. It is important for babies
to be assessed bv specialists who have
experience testing very young children.
Diagnostic testing should be completed
by } months of age.

Parents must keep in mind that the
screening tests cannot diagnose hearing
loss. Up to 5 percent of babies will have
abnormal results on their hearing
screening test. However, additional
tests show that only about | in 10 of
these babies actually have hearing loss.

How .no babies and children tested
for hearing loss?

The most common hearing test for
infants under 0 months of age is the
diagnostic auditory brainstem response
test. It is similar to the automated
screening test, but it provides more
information and must be administered
by a specialist.

( luldren between (* months and 1 years
ol age often .ire tested with visual
reinforcement audiometry (VR \).
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During VRA testing, .1 scries of sounds
is presented to the child through
earphones or speakers. The child is
trained to turn toward any sound, and
is then rewarded with an entertaining
visual image for responding.

Children between 2 and 4 years of

age are tested with conditioned play
audiometry (CPA). They are asked

to perform a simple play activity (like
placing a ring on a peg) when they hear
a sound. This issimilar to the test for
older children and adults, who are asked
to press a button or raise their hand
when they hear a sound.

These tests also may be recommended if
1 child was not screened as a newborn;
if lie has had persistent ear infections,
meningitis or other illness that can cause
hearing loss; has been diagnosed with 1
syndrome that can include hearing loss;
or if a parent suspects the child is not
responding normally to sounds.

W hat are some signs of hearing
loss in infants and young children?

Parents should be alert to any signs of
hearing loss and discuss them with their
child's pediatrician. Some signs include:
failure to startle at loud sounds; not
turning toward ae sound of a voice or
imitating sounds after about 6 months
of age; lack of babbling at 9 months; not
using single words by IS months; or
using gestures instead of words to
express needs. Parents should he
concerned about hearing loss in older
children if they develop vocabulary
more slowly than their peers; have
speech that is difficult to understand or
that is too loud or too soft; often ask
you to repeat what was said; turn the
I'V too loud. At school age. children
with hearing loss often appear inatten-
tive and have difficulties learning to
read or perform simple mathematics,
and fall behind at school.

How is hearing loss treated?

A child with a congenital hearing loss
should begin receiving treatment before
@months of age. Studies suggest that
children treated this early are usually
able to develop communication skills
using spoken or sign language) that are
,is good as those of hearing peers,
because of a federal law the Individuals
with Disabilities education Act),
children with a hearing loss between
birth and 1years of age have the right to
receive interdisciplinary assessment and
early intervention services at little or no
cost. After age 4, early intervention and
special education programs are provided
through riie public scnool system.

There are a number of treatment
options available, and parents will need
to decide which are most appropriate
for their child. They will need to
consider the child's age, developmental
level and personality, the severity of the
hearing loss, as well as their own
preferences. ldeally a team of experts
including the child's primary care
provider, an otolaryngologist, a speech-
language pathologist, audiologist and an
educator will work closely with the
parents to create an Individualized
Family Service Plan. Treatment plans
can be changed as the child gets older.

Children as young as 4 weeks of age can
benefit front a hearing aid. These
devices amplify sound, making it
possible for many children to hear
spoken words and develop language.
However, some children with hearing
loss are helped more than others by
hearing aids. Some children with severe
to profound hearing loss may not be
able to hear enough sound, even with

a hearing aid, ro make speech audible.
A behind-thc-ear hearing aid is often
recommended for young children
because it is safer and more easily fitted
and adjusted as the child grows as
compared to one that fits within the ear.

Parents also will need to decide how
their family and child are going to
communicate. If the child is going to
communicate orally (speech), lie may
need assistance learning listening skills
anil lip reading skills to help him
understand what others are saying.
Many children with hearing loss jlso
need speech or language therapy.

A child also can learn to communicate
using a form of sign language. The type
preferred by most deaf adults is
American Sign Language (AS!,), which
has rules and grammar that is distinct
from English. There are also several
variations of sign language that can be
used along with spoken English.

Surgery may be recommended if a child
has a permanent conductive hearing loss
caused hv malformations nf the outer or
middle ear, or by repeated ear
infections. Although fluid 111the middle
ear usually results in <-*1 temporary
hearing loss, chron’ infection can
cause a child to fall o.hind 11 language
skills. In some cases, a doctor may
suggest inserting a tube through the
c.mlrum to allow the middle car to
dram. | his procedure generally does
not require an overnight hospital slay.

Surger> also may be an option lor some
children with severe to profound
sensorineural hearing loss. A device

called a cochlear implant can he
surgically inserted in the inner car of
children as young as 12 months of age to
stimulate hearing. The surgery requires
a hospital stay of one to several days.

W ith additional language and speech
therapy, children with cochlear implants
may learn to understand speech and
speak reasonably well, but the amount
of improvement is variable.

Does the March of Dimes support
research on hearing loss?

Several March of Dimes grantees are
exploring the role that specific genes
play in causing hearing loss, with the
goal of developing treatments for
hereditary hearing loss. Others are
seeking to prevent hearing loss by
preventing infections that can cause it
and to improve treatment of individuals
with hearing loss. One is developing
improved hearing aids that amplify
speech more clearly.
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Newborn Screening Tests

Every state and U.S. territory now
screens newborns for certain disorders
of body chemistry. These birth defects
have no immediate visible effects on a
baby but, unless detected and treated
early, can cause physical problems,
mental retardation and, in some cases,
death. A number of states arc also
screening babies for hearing loss.

Fortunately, most babies are given a
clean bill of health when tested. But
when test results are abnormal, early
diagnosis and proper treatment can
make the difference between lifelong
impairment and healthy development.

Here arc the answers to some common
questions parents ask about newborn
screening testi.

W hich newborn screening tests are
most likely 10 be given to my baby?

All states and U.S. territories screen
newborns for phenylketonuria (I’KU).
This was the nation's first newborn
screening test Developed with the help
ofthe March of Dimes, it has been
routinely administered since the 1960s.
PKU affects about 1baby in 12,000.
Babies with the disorder cannot process
a part of protein called phenylalanine,
which is found in nearly all foods.
Without treatment, phenylalanine builds
up in the bloodstream and causes brain
damage and mental retardation.

When PKU is detected early, mental
retardation can be prevented by feeding
the baby a speci.d formula that is low in
phenylalanine. This low-phcnylalanine
diet will need to be followed throughout
adolescence and, generally, for life.

Women of childbearing age with PKU
need to remain on this special diet prior
to and during pregnancy. This will
prevent mental retardation in their
children hy avoiding fetal exposure to
high maternal phenylalanine levels,

Along with PKU testing, all states and
U.S. territories test newborns for hypo-
thyroidism. and most test for galacto-
semia. Congenital hypothyroidism is
tin- most common disorder identified
by routine screening. It affects about
| baby m 4,000. Congenital hypo-
thyrotdistn is a thyroid hormone
dcftcicncy that retards growth and
brain development. Il it is detected in
time, a baby can be treated with utal
doses of thyroid hormone to permit
normal development.
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Galactosemia, which affects about

1 baby in 50,000, can cause death in
infancy, or blindness and mental
retard ttion. A baby with galactosemia
is unable to convert galactose, a sugar
present in milk, into glucose, a sugar
the body uses as an energy source.
The treatment for galactosemia is to
eliminate milk and all other dairy
products from the baby's diet; this
dietary restriction is lifelong.

You can find out which tests are
toutinely done in your state by asking
your health care provider or state health
department. You can also visit the web-
site of the National Newborn Screening
and Generics Resource Center at
http://genes-r-us.uthscsa.edu/resources/
newborn/state, htm.

W hat other disorders can newborn
screening tests detect?

Currently, tests are available for over 30
inborn errors of body chemistry. Babies
are not tested for all of these disorders
for a number of reasons, including the
fact that not all of these disorders are
treatable. The March of Dimes would
like to see all babies, in all states,
screened for at least nine specific inborn
errors of body chemistry including:
PKU, congenital hypothyroidism,
congenital adrenal hyperplasia (CAH),
biotinidasc deficiency, maple syrup
urine disease, galactosemia, homocysti-
nuria, sickle cell anemia, medium chain
acyl-CoA dehydrogenase deficiency
(MCAD), as well as hearing screening.

All of these disorders can be accurately
diagnosed in newborns, and treatment
is likely to improve the health of these
children.

More than -10 states screen newborns lor
sickle cell anemia, an inherited Hood
disease that can cause bouts of pain,
damage to vital organs Mich as the lungs
and kidneys and, sometimes, death in
childhood. Sickle cell anemia affects
about 1m -100 Africau-AiiKrican babies
and also occurs at a lower frequency
among people of | Itspanic, Mediter-
ranean, Middle Eastern and South
Asian descent.

Early treatment can prevent some of
the complications of sickle cell anemia.
Young children with the disease are
especially prone to certain dangerous
bacterial infections, muli as pneumonia
and meningitis. Studies in recent years
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have shown that treatment with
penicillin, beginning by 2 months of
age and continuing to about 5 years,
dramatically reduces the risk of these
infections and the deaths that result
from them. Newborn screening alerts
the physician to begin antibiotic
treatment before infections begin.

More than 25 states test for CAH. This
group of disorders, in which there is a
deficiency of certain hormones, affects

genital development and, in severe cases,

can disturb kidney function and cause
death. Lifelong treatment with the
missing hormones suppresses this
disease, which occurs in about | in
5,000 babies.

One newborn screening test, developed
by a March of Dimes grantee, detects
biotinidasc deficiency. About 20 stares
screen for this disorder. Biotinidasc

is an enzyme that recycles biotin, one
of the B vitamins, in the body. A
deficiency of this enzyme, which occurs
in about | in 70,000 babies, may cause
frequent infections, hearing loss, mental
retardation and even death. If the
deficiency is detected in time, problems
can be prevented by giving the baby
extra hiotm,

Maple syrup urine disease and
hotnocystiuuria are rare life-threatening
disorders that affect fewer than 1baby
in 250,000. About 20 states screen for
maple svrup urine disease, and 15 for
homoeystinuria.

At least eight states are now testing

tor MCAD, adisorder that tan cause
sudden death in infancy and serious
disabilities in survivors, such as mental
retardation, MCAD affects about |
baby in 15,(MM), Normally the body
burns fat tor energy when it runs out of
stored sugar (glucose). Babies with

M CAD cannot make this switch, so
they may suddenly develop seizures,
respiratory failure, cardiac arrest or go
into at xti.i or get infections or other
illnesses if they do not ear regularly.
When diagnosed early, the cusurder can
be successfully treated with a steady
food intake and avoidance of lasting.

About half of all states now screen
newborns for bearing loss. Approxi-
mately 1to 1in 1,000 babies in well-
baby nurseries and 2 to 4 in lIH) m
intensive can- nurseries luvc significant
bearing loss. Without testing, most
babies with bearing loss are not

on pregnancy @n( birrh defects
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diagnosed until 2 to 3 years of age. By
this time, they often have delayed speech
and language development. Detection
of hearing loss in the neonatal period
allows the baby to be fitted with hearing
aids before 6 months of age. Recent
studies show that this early intervention
helps prevent serious speech and
language problems.

How arc the tests for inborn errors
of body chemistry and hearing loss
done?

Inborn errors of body chemistry arc
detected by a blood test. The baby’s
heel is pricked to obtain a few drops of
blood for laboratory analysis. The same
blood sample can be used to screen for
a number of disorders. Usually, the
baby's blood specimen is sent to a state
public health laboratory for testing,
and findings are sent to the health

care professional responsible for the
infant's care.

Babies arc tested for hearing loss with
one of two tests that measure how the
baby responds to sounds. The. tests
use cither a tiny soft earphone or
microphone that is placed in the baby’s
ear. If either of these tests shows
abnormal results, the baby may need
more extensive hearing testing to see

if he or she docs have hearing loss.

How soon after birth should
screening tests be done?

A blood specimen should be taken from
every newborn prior to hospital release.
Some of the tests (such as the one for
I'KU) may not give accurate results,
however, if they arc done too soon
after birth. Because of early hospital
discharge, some babies are tested within
the first 24 hours of life, Because some
cases of I’'KU can be missed when the
test is performed this early, the
American Academy of Pediatrics
recommends that a repeat specimen

be taken 1to 2 weeks later from infants
whose initial test was taken within the
fitst a4 hours of life. Hearing tests are
also usu illy performed before the baby
is discharged front the hospital. Babies
born outside the hospital should have
newborn screening tests done before
the 7th d.:v of life.

W hat does an abnormal test result
meant

Parents should not be overly alarmed

by abnormal test results, as the initial
screening tests give only preliminary
information that must be followed up by
more precise testing. Most babies with
abnormal thyroid screening test results,
for example, prove normal in further
testing, as do many with abnormal
hearing rest results.

W hat should | do if my child is
diagnosed with one of the
conditions for which lie was tested?

Your child may need follow-up
treatment at a pediatric center that
specializes in children with inborn errors
of body chemistry. It is essential for
your child's healthy development that
you follow the recommendations of his
or her doctor. As your child grows, he
or she will need careful, continued
evaluations and monitoring.

If one of my children has a disorder,
will my other children also have it?

When one child in a family has PKU,
galactosemia, biotinidasc deficiency,
sickle cell anemia, CAH or MCAD,
the chance of the same birth defect
occurring in a sibling is 1in 4. The
chances remain the same with each
pregnancy. Parents who have a baby
with one of these disorders can discuss
their risk of having another affected
child with their health rare provide:
or a genetic counselor.

These disorders arc inherited when both
parents have the same abnormal gene
anil pass it on to their baby. A parent
who has the abnormal gene, but not the
disease, is called a carrier. The health of
a carrier is rarely affected.

Congenital hypothyroidism usually is
not passed on through parents' genes.
The siblings of those who have this
disorder are seldom affected.

flearing loss can be passed on through
parents’ genes. However, other causes
of hearing loss, such as infections that
are passed on to the baby doting
pregnancy or birth, arc unlikely to recur
in another pregnancy.

You also may wish to read these other
March of Dimes Pact Sheets:

I learing Loss
PKU
Sickle Cell Disease
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Birth Defects

About 150,000 babies are born each
year with birth defects. The parents of
one out of every 28 babies receive the
frightening news that their baby has a
birth defect.

A birth defect is an abnormality of
structure, function or metabolism (body
chemistry) present at birth that results in
physical or mental disability, or is fatal.
Several thousand different birth defects
have been identified. Birth defects are
the leading cause of death in the first
year of life.

W hat causes birth defects?

Both genetic and environmental factors
can cause birth defects. However, the
causes of about 60 to 70 percent of birth
defects currently are unknown.

A single abnormal gene can cause birth
defects. Every human being has at least
30,000 to 35,000 genes that determine
traits like eye and hair color, as well as
direct the growth and development of
every part of our physical and biochemi-
cal systems. Genes are packaged into
each of the *16 chromosomes inside our
cells.

Each child gets half its genes from each
parent. A person can inherit a genetic
disease when one parent (who may or
may not have the disease) passes along a
single faulty gene, This is called domi-
nant inheritance. Examples include
achondroplasia (a form of dwarfism)
and Marfan syndrome (a connective
tissue disease). Many other genetic
diseases are inherited only when both
parents (who do not have those diseases)
happen to carry the same abnormal gene
and pass it on to a child. This is called
recessive inheritance. Examples include
Tay-Sachs disease (a fatal disorder seen
mainly in people of European Jewish
heritage) and cystic fibrosis (a fatal
disorder of lungs and other organs,
affecting mainly Caucasians). There
also is a form ol inheritance (X-litikcd)
where sons can inherit a genetic disease
from a mother who carries the gene
(usually with no effect on her own
health). Examples include hemophilia
(a blood-clotting disorder) and
Ducheime muscular dystrophy (progres-
sive muscle weakness).

Abnormalities in the number or struc-
ture of chromosomes can cause numer-
ous birth defects. Hue to an error that
occurred when an egg or sperm cell was
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developing, a baby can he horn with too
many or too few chromosomes, or with
one or more chromosomes that are bro-
ken or rearranged. Down syndrome, in
which a baby is born with an extra chro-
mosome 21, isone of the most common
chromosomal abnormalities. Affected
children have varying degrees of mental
retardation, characteristic facial features
and, often, heart defects and other prob-
lems. Babies born with extra copies of
chromosome 18 or 13 have multiple
birth defects and usually die in the first
months of life.

Missing or extra sex chromosomes (X
and Y) affect sexual development and
may cause infertility, growth abnormali-
ties, and behavioral and learning prob-
lems. However, most affected individu-
als have essentially normal lives.

Birth defects also may result from envi-
ronmental factors such as drug or alco-
hol abuse, infections, or exposure to cer-
tain medications (such as the acne drug
Accutane) or other chemicals. Many
birth defects appear to he caused by a
combination of one or more genes and
environmental factors (called multifac-
torial inheritance). Some examples
include cleft lip/palate, clubfoot and
some heart defects

W hat are some common types of
birth defects?

Birth defects generally are grouped into
three major categories: structural/meta-
bolic, congenital infections, and other
conditions.

. Structural/metabolic abnormalities

When a baby has a structural birth
defect, some part of the body (internal
or external) is missing or malformed.
Heart defects are the most common type
of structural birth defect, affecting one
baby in 125. While advances in surgery
have dramatically improved the outlook
for affected babies, these remain the
leading cause <fbirth defect-related
infant deaths. Doctors usually do not
know what causes a baby’s heart to
form abnormally, although genetic and
environmental factors are believes! to
play a role.

Sputa bifida (open spine, in which the
backbone never completely closes and
the spinal cord is usually malformed)
affects one in 2,000 babies. Affected
babies suffer varying degrees of paraly-
sis, and bladder and bowel problems.
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0o/'Dimes’

Resource Center

Both genetic and nutritional factors
appear to play a role.

About one baby in 135 has a structural
defect involving the genitals or urinary
tract. These vary greatly in severity,
ranging from abnormal placement of the
urinary opening in males (hypospadias)
to absence of both kidneys. The cause
of hypospadias, which is surgically cor-
rectable, is unknown. Babies who lack
both kidneys die in the first hours or
days of life. This tragic defect is some-
times inherited.

Metabolic disorders affect one in 3,500
babies. These disorders are not visible,
but can be harmful or even fatal. Most
are recessive genetic diseases. These
diseases result from the inability of cells
to produce an enzyme (protein) needed
to change certain chemicals into others,
or to carry substances from one place to
another. An example is Tay-Sachs
disease. Affected babies lack an enzyme
needed to break down certain fatty sub-
stances in brain cells. These substances
build up and destroy brain cells, result-
ing in blindness, paralysis and death by
age five. Phenylketonuria (PKU) is
another metabolic disorder, in which
affected babies cannot process a part of
protein, which builds up in blood and
causes brain damage. PKU is routinely
detected with newborn screening tests,
so affected babies can be placed on a
special diet that prevents mental
retardation.

- Congenital infections

Rubella (German measles) probably is
the best known congenital infection that
can cause birth defects. If a pregnant
woman is infected in the first trimester,
her baby has a one-in-four chance of
being born with one or more features of
congenital rubella syndrome (deafness,
mental retardation, heart defects, blind-
ness). Portunately, with widespread
vaccination, this syndrome is now rare
in this country.

The most common congenital viral
infection is cytomcgalov inis (CMV).
About | percent (4(),0(X> babies a year)
of all newborns in this country arc
miccted, although only about Id percent
of them (3,000-4,000) have serious con-
sequences, including mental retardation,
ami loss of vision and hearing. Pregnant
women often acquire GMV from young
children, who usually have few or no
symptoms

nn pregnancy and birth defects
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Sexually transmitted infections in the
mother also can endanger the fetus and
newborn. For example, untreated
syphilis can result in stillbirth, newborn
death, or bone defects. About one baby
in 2,000 is affected.

« Other causes

Other causes of birth defects include
fetal alcohol syndrome, which affects
one baby in 1,000. This pattern of men-
tal and physical birth defects is common
in babies of mothers who drink heavily
during pregnancy. Even moderate or
light drinking during pregnancy can
pose a risk to the baby.

Rh disease of the newborn, which is
caused by an incompatibility between
the blood of a mother and her fetus,
affects about 4,000 infants a year. It can
result in jaundice (yellowing of the
skin), anemia, brain damage and death.
Rh disease usually can be prevented by
giving an Rh-negative woman an injec-
tion of a blood product called
immunoglobulin at 28 weeks of preg-
nancy and after the delivery of an Rh-
positivc baby.

Babies of mothers who use cocaine early
in pregnancy may be at increased risk of
birth defects. A large study has suggest-
ed that these babies are five times more
likely to be born with urinary tract
detects than babies of women who don't
use cocaine.

Can birth defects be prevented?

While the causes of most birth defects
are nor known, there are a number of
steps a woman can take to reduce her
risk of having a baby with a birth defect.
One important step is a pre-pregnancy
visit with her health care provider.
During this visit, the provider can obtain
valuable information about a woman or
couple’s family history, which may help
identify risk factors for birth defects or
inherited genetic conditions. This infor-
mation allows for appropriate testing
and screening to be offered prior to or
during pregnancy. During a pre-preg-
nancy visit, providers also can take a
good look at a woman's health and
lifestyle, and guide her in any changes
that could improve her chances of hav-
ing a healthy baby.

A prc-pregtiancy visit is especially crucial
for women with medical problems like
diabetes, high blood pressure, and epi-
lepsy, which can affect pregnancy. For
example, women with poorly controlled
diabetes are several times more likely
than women without diabetes to have

a baby with a serious birth defect.

I lowevcr, if their blood sugar levels are
well controlled starting before pregnan-

cy, they are almost as likely to have a
healthy baby as women without diabetes.

If a woman has never had chickenpox
(and has not been vaccinated), a pre-
pregnancy visit is a good time to check
whether she should be vaccinated prior
to pregnancy. Like rubella, chickenpox
can cause birth defects when contracted
by the pregnant woman, although the
risk is low. If she has not been vaccinat-
ed against rubella since childhood, she
should ask her doctor about the rubella
vaccine or a combination vaccine such
as mcasles-mumps-rubella (MMR). She
should avoid pregnancy for one month
after chickenpox, rubella or MM R vac-
cination.

All women who could become pregnant
should take a daily multivitamin con-
taining 400 micrograms of the B-vitamin
folic acid. Studies show that taking this
vitamin prior to and in the early weeks
of pregnancy reduces the risk of having
a baby with certain birth defects of the
brain and spine, including spina bifida.
If a woman already has had a baby with
one of these birth defects, she should
consult her doctor prior to pregnancy
about how much folic acid to take.
Generally, a higher dose, 4 milligrams, is
recommended.

A woman who is pregnant or planning
pregnancy should avoid alcohol, smok-
ing, and street drugs — these can cause
birth defects and other pregnancy com-
plications. She should not take any
medication — prescription, over-the-
counter, or herbal — without first
checking with her health care provider.

Can some birth defects be diag-
nosed before birth?

Some birth defects can he diagnosed
before birth, using one or more prenatal
tests including ultrasound, amniocente-
sis and chorionic villus sampling (CVS).
Ultrasound can help diagnose structural
birth defects, such as spina bifida, heart
and urinary tract defects. Amniocentesis
and CVS are used to diagnose chromo-
somal abnormalities, such as Down
syndrome. They also can detect, or rule
out, numerous genetic birth defects that
may he suspected because of family
history ot ethnic background.

Can birth defects be treated before
birth?

A small percentage of couples will learn
through prenatal diagnosis that their
baby has a birth defect. While this news
»e devastating, prenatal diagnosis

uiuviimoscan improve the outlook for
the baby. Advances in prenatal therapy
now make it possible to treat some birth
defects before birth. For example,

biotin dependence and methylmalonic
acidemia — two life-threatening inherit-
ed disorders of body chemistry— have
been diagnosed by amniocentesis and
treated in the womb, resulting in the
births of healthy babies.

Prenatal surgery has saved babies with
urinaty-tract blockages, rare tumors of
the lung, and congenital diaphragmatic
hernia (a hole in the muscle that sepa-
rates the chest from the abdomen).
More than 100 babies have undergone
experimental prenatal surgery to repair
spina bifida before birth. Preliminary
results appear promising: fewer babies
who have had surgery for spina bifida
require shunts to drain fluid from their
brain. However, it is too soon to know
how well most of these babies will walk,
and the procedure leads to preterm
birth. Prenatal blood transfusions have
saved numerous babies with severe Rh
disease, and heart medications given to
the pregnant woman have saved babies
with serious heart rhythm disturbances.
However, even when a fetus has a con-
dition for which prenatal treatment is
not yet possible, prenatal diagnosis per-
mits parents to prepare themselves emo-
tionally, and to plan with their provider
the safest timing, location and method
of delivery.

Couples who have had a baby with a
birth defect, or who have a family histo-
ry of birth defects, should consider con-
sulting a genetic counselor. These
health professionals help families under-
stand what is known about the causes of
a birth defect, and the chances of the
birth defect recurring in another preg-
nancy. Generic counselors also can pro-
vide referrals to medical experts as well
as to appropriate support groups.
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Locations of Newborn Hearing Screening Hospitals
2003 births

Nort- n Sound Regional Hospital
UNHS implemented 10199
106 births

mm M

Providence Kodiak Island
Medical Certsr

UNHS implemorted 1/02
190 births

Sitka Community Hospital
UNHS implemented 5/CQ

Mow up by public health certer
46 birthe

SEARHC Hospital

UNHS Implemented 8/98

66 birthe

Wrangell General Hospital
UNHS Implemented 5/03
Mow up by public health certer UNHS Implemented 2&3

Fairbanks Memorial Hospital
UNHS implemented 2/96

Bassett Array Community Hospital
UNHS Implemented 502

Alaska Regional Hospital
UNHS implemented 8/99

743 births

Eknandorf AFB Hospital
UNHS implemented fl/01

679 births

Alaska Native Medical Center
UNHS implemented 10/01
1354 births

Providence Alaska Medical Center
UNHS implemented 7/90

2518 htrths

Ketchikan General Hospital

211 birthe
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Alaska Early Hearing Detection & Intervention

Program Overview
January 2005

In Alaska each year, approximately 10,000 babies are born and according to national
statistics, about 30 of them will have some type of congenital hearing loss.

Hearing impairment is the most common disability in newborns, with a higher incidence than
cerebral palsy, Down Syndrome and severe mental retardation.

Early Identification is important because:

The most important period of speech and language development is from birth to age

three.
Delay in diagnosis can impair a child's language, speech, psycho-social and cognitive

development.
The average age of identification of a hearing impairment in the absence of newborn

hearing screening is 2-3 years of age.
Through early identification, children identified at birth with a hearing loss can learn and

progress at a rate comparable to those with normal hearing.

Alaska EHDI Program

The Alaska Early Hearing Detection & Intervention (EHDI) Program began in April 2000. the
EHDI Program is funded by two federal grants from: the Health Resources & Services
Administration (HRSA) and Centers for Disease Control & Prevention (CDC).

Key program fude the following:

Ensure tt born in Alaska have newborn hearing screening prior to hospital
discharge
Ensure tl sewborns who fail hearing screening receive an audiological evaluation by

three monu.. of age.
Ensure that infants diagnosed with hearing loss are referred to and enrolled in
appropriate early intervention and other needed services by six months of age.

Screening
To date, 23 of 23 communities within Alaska have implemented universal newborn hearing

screening programs. The majority of screenings are performed in hospitals by nurses prior
to discharge. However, in some smaller communities, public health nurses perform the
screen during home visits after hospital discharge.

Legislation

Nationwide, 38 states have enacted legislation requiring hospitals to implement newborn
hearing screening programs. In Alaska, newborn hearing screening was introduced and
worked on during the 2001, 2002, 2003, and 2004 legislative sessions.



Data & Evaluation

A primary roie of the Alaska EHDI Program is to support hospitals, audiologists and other
health care providers, and assist early intervention programs (Infant Learning Program) in
their tracking and follow-up efforts. The EHDI Program received a grant from the Centers
for Disease Control & Prevention (CDC) to develop an electronic data tracking and
surveillance system to facilitate the follow-up process and ensure smooth transition occurs
through services. The EHDI Program is purchasing the web-based database, Oz, and will

begin implementing in communities in 2005.

Loaner Program
The EHDI Loaner Program provides assistive hearing devices (i.e. hearing aids) for children

(0-3 years) whose families cannot otherwise afford them. For example, these families are
not eligible for Denali Kid Care and/or do not have private insurance that covers hearing
aids and/or cannot afford to purchase hearing aids themselves. The Loaner Program allows
these families to "borrow" money to purchase hearing aids for 6-12 months The Loaner
Program is made possible through a grant from the Mental Health Trust Authority.

Education & Outreach
The EHDI Program travels to communities introducing the Alaska EHDI Program.

Presentations target primary health care providers in those communities (i.e. pediatricians,
public health nurses, community health aide/practitioners) regarding newborn hearing
screening and early hearing detection and intervention.

To assist with this effort, educational materials were developed by EHDI Program with
assistance by many dedicated providers and parents. The following materials are available
from the EHDI Program: 1) general brochure regard!.”: universal newborn hearing
screening for parents and prospective parents, 2) brochure outlining the protocol for
parents to follow if their newborn does not pa. s the newborn hearing screening, 3) basic
hearing loss information for parents and the general public, 4) parent resource manual for
families of children diagnosed with hearing loss, 5) provider guide for health care providers,
6) hospital orientation manual regarding implementation of universal newborn hearing
screening, and 7) video/DVD for community health aide/practitioners (CHA/PS) in rural

Alaskan communities.
For copies of the materials and/or informatioi yarding the EHDI Program, contact:
Margaret Lanier Kossler
4501 Business Park Blvd. Suite 24
Anchorage, AK 99503-7167

Margaret lanier@health.state.ak.us e-mail

(907) 269-3466 - telephone
(907) 269-3465 - fax

http://hss.state.ak.us/dhcs/ncwborn
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Whv IsMandatory Newborn Hearing Screening and Reporting So Important?

L

Every day, 33 babies (or 12,000 each year) are bom in the United States with
permanent hearing loss, or 3 in every 1,000 births (1). In Alaska, approximately
10,000 babies are bom each year and according to statistics 30-40 will likely
have some type of congenital hearing loss.

The evidence for the benefits, practicability, and cost-efficiency of universal
newbom hearing screening is so compelling that 38 other states have passed
legislative mandates requiring that newboms be screened for hearing loss (2).

Hearing impairment is the most common disability in newboms, wi‘h a higher
incidence than cerebral palsy, Down Syndrome, and severe mental retardation (3).

Hearing impairment is approximately 30 times more prevalent than PKU and
hypothyroidism, screened through the metabolic disorder screening programs, and
mandated by law in all 50 states. (4).

The cost of identifying a newbom with hearing loss is less than 1/10lh the cost of
identifying newboms with metabolic disorders such as PKU and hypothyroidism,
for which screenings are required in every state (5). For most birthing hospitals,
the cost for newbom hearing screening per child is between S20 - S60 and
continues to decrease (6). Many birthing facilities in Alaska, implementing
newbom hearing screening voluntarily, include the cost in the total labor and
delivery' package cost.

Children not detected at birth or soon after, will not be detected, on average, until
2-3 years of age, and the most critical period for speech and language
development is from birth to three years of age (7).

When cnildren are not identified and served early, special education for a child
with hearing loss may cost an additional 5420,000, and deafness has an estimated
lifetime cost of approximately S 1 million per individual (S). These savings in
special education costs will pay for universal newbom hearing screening many
times over.

If left undetected, hearing loss can impair a child’s language, speech, psycho-
social and cognitive development. Recent research has compared children with
hearing loss who receive early intervention and amplification (i.e. hearing aids)
before 6 months of age versus after 6 months of age. By the time they enter first
grade, children identified earlier (prior to 6 months of age) arc 1-2 years ahead of
their later-identified peers in language, cognitive, and social skills (9, 10, I1).

Ifit remains undetected, even mild hearing loss or hearing loss in only one car lias
substantial detrimental consequences. For example, research shows that children



10.

11.

12.

13.

with hearing loss in one ear are ten times as likely to be held back at least one
grade compared to a matched group of children with normal hearing (12).

The American Academy of Pediatrics, the National Institutes of Health, the
American Academy of Audiology, the Joint Committee on Infant Hearing, and
the National Association of the Deafhave recommended that all babies be
screened for hearing loss before they leave the hospital (13).

To date, 23 of 23 communities in Alaska with birthing hospitals have voluntarily
implemented universal newbhom hearing screening programs. The majority of the
screenings are performed in hospitals by nurses prior to discharge. However, in
some smaller communities, public health nurses perform the screenings during
home visits after hospital discharge. As of December 2003, the total number of
newboms in Alaska that received hearing screening was approximately 80% (14).

Even though 80% sounds like a large number of Alaska’s newboms, because
newbom hearing screening is not mandated and the screening, reporting and
follow-up is not institutionalized in facilities across the state, Alaska remains in
the “unsatisfactory” category when rated nationally.

Due to Alaska’s large geographic size, high staff turnover occurs as well as
difficulty recruiting and keeping healthcare providers in many of it’s more rural
communities. And because the screening and reporting is not mandated, it is
often times not a priority at birthing facilities and among providers. As a result,
it is increasingly difficult to keep nurses and other providers with the knowledge
necessary' to maintain a newbom hearing screening program. Gaps in screening
occur in hospitals, thus babies miss their screening and are not followed for high

risk factors.
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FY06 Legislative Priorities

Fiscal Plan

Home and community-based services funded by Medicaid and state grants enable Alaskans with
severe disabilities to live independently and hecome productive, gainful members of their
communities. In an economy where the source of revenues is unprea:ctable, Alaskans with
severe disabilities, whose independence and productivity is linked to government supports, are at
risk for negative, unpredictable life changes.

Recommendation: The Council urges the Legislature to meet the needs of Alaskans with
disabilities by developing a consistent revenue stream for supports and services as a part ofa
long ranue fiscal plan.

Dental Services

Governor Murkowski will introduce legislation to expand Medicaid coverage for adult recipients
that will include preventive and restorative dental services. Proposed coverage will be capped at
SI, 150 annually. The Alaska Mental Health Trust Authority has agreed to contribute $5.4
million over five years toward the costs of dental services for Trust beneficiaries. In FY03, costs
of emergency dental care totaled S2.2 million. Over time, the State's investment, coupled with

the Trust funded donated dental and dental training programs, will significantly reduce the cost
for emergency dental services.

Recommendation: The Council urues adoption of the Governor's legislation to include adult
preventive dental coverage under Medicaid.

Bring the Kids Home

At any given time approximately 400 children are served in costly out-of-state placements.
Governor Murkowski’s initiative will develop a support system within the state to allow Alaskan
children to receive services near their homes and families. State expenditures will decrease as
children arc moved home and supported in their communities. The Council recommends that all
cost savings realized in this initiative be reinvested in Keeping Kids Home.

Recommendation: The Council urges the legislature to supr  .he Governor's Bring the Kids
Home Initiative

Creating Change That Improves The Lives Of People With Disabilities



WORLD COUNCIL

NEWBORN HEARING SCREENING
STATE REPORT CARD

Is your state making the grade on infant hearing screenings?

The jafnes? Research Foundation (DRF) and World Council on Hearing Health (WCHH), formerly known as the
National Campaign for Hearing Health, are proud to bring you the latest data on infant hearing screening across
the United States. The WCHH is the public education and advocacy arm of DRF. and works on the platforms of
detection, prevention, intervention, and research to make a lifetime of healthy hearing possible to all people.

Each year, more than 12,000 infants in the United States - one in 300 - are born with a hearing impairment. Of
these, 4,000 are profoundly deaf. In fact, hearing loss is the number one birth defect in the United States. Despite

this, only 89.8 percent of babies are currently screened for hearing loss at birth.

Early detection is vital to diagnosis and intervention. Does your state make the grade?

State Grade Babies Screened Babies Screened Total Uof Annual
May 2003 May 2004 Births
Alabama Excellent 90.0% 95.0% 58,967
Alaska Unsatisfactory 71.0% 70.0% 9,938
Arizona Excellent 95.0% 95.0% 87,837
Arkansas Good 91.0% 91.3% 37,437
California Unsatisfactory 57.7% 66.0% 529,357
Colorado Exemplary 96.0% 97.0% 68,418
Connecticut Excellent 97.0% 99.8% 42,001
Delaware Excellent 95.0% 98.0% 11,090
District of Excellent 99.5% 98.0% 7,498
Columbia
Florida Excellent 96.0% 98.0% 205,579
Georgia Exemplary 98.8% 98.0% 133,300
Hawaii Exemplary 98.3% 98.0% 17,477
Idaho Excellent 97.6% 97.0% 20,970
Illinois Excellent 97.0% 98.0% 180,622
Indiana Excellent 97.1% 99.9% 85,081
lowa Good 84.0% 80.0% 37,559
Kansas Excellent 95.0% 95.0% 39,412
Kentucky Exemplary 99.0% 99.5% 54,233
Louisiana Good 89.6% 93.2% 64,872
Maine Excellent 90.0% 98.0% 13,559
Maryland Good 87.0% 85.2% 73,323
Massachusetts Excellent 99.0% 99.7% 80,645
Michigan Excellent 93.0% 95.0% 129,967
M Innocnta rZnrui on &/ nv. fin nee



Grade Babies Screenetl Babies Screenetl Total # of Annual

State

May 2003 May 2004 Births
Mississippi Excellent 95.0% 98.0% 41,518
Missouri Excellent 96.9% 97.7% 75,251
Montana Excellent 94.0% 95.0% 11,048
Nebraska Excellent 92.0% 97.0% 25,383
Nevada Excellent 94.0% 97.0% 32,571
New Hampshire  Good 79.0% 90.0% 14,442
New Jersey Excellent 96.7% 98.3% 114,751
New Mexico Excellent 94.0% 94.0% 27,753
New York Excellent 95.0% 96.7% 251,415
North Carolina Exemplary 99.1% 98.0% 117,335
North Dakota Good 70.0% 92.0% 7,757
Ohio Unsatisfactory 22.0% 33.0% 148,720
Oklahoma Excellent 94.0% 94.0% 50,387
Oregon Excellent 97.0% 94.0% 45,192
Pennsylvania Excellent 86.0% 95.7% 142,850
Rhode Island Excellent 99.3% 99.6% 12,894
South Carolina Exemplary 98.4% 98.1% 54,570
South Dakota Good 88.0% 85.6% 10,698
Tennessee Good 93.1% 90.0% 77,482
Texas Exemplary 97.0% 99.0% 372,450
Utah Excellent 97.5% 98.2% 49,182
Vermont Excellent 94.7% 95.0% 6,387
Virginia Exemplary 95.2% 99.7% 99,672
Washington Good 62.2% 85.0% 79,028
West Virginia Excellent 96.0% 95.0% 20,712
Wisconsin Excellent 93.0% 95.0% 68,560
Wyoming Exemplary 98.0% 98.0% 6,550
TOTAL 89.8%

Grading Scale*

95% -100% of babies being screened, of which less than 50% of the funding for the

Exemplary**:
program comes from temporary federal grants.

94 % -100% of babies being screened, of which most of the funding for the program comes

Excellent:

from temporary federal grants.
Good: 80% - 94% of babies being screened
Unsatisfactory: 80% or less of babies being screened

‘Based on May 2004 dal3 from the National Center (or Hearing Assessment and Management dt Utah State University, grading scale based on
evaluation by the Wortd Council on Hearing Health.

~«i:\einplary larly Hearing Detection and Intervention (1tlID 1) programs reiprire more than liospiial-tuscd newborn hearing screening To be exemplary
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RE: MB 109 Screening for Newborn Hearing

May X 2006

Dear Senate Finance Committee. Committee Members, and all Members of the Alaska State
Senate.

HB 109 Screening for Newborn Hearing is necessary legislation. Please support it and vote to
pass it today. What basis do 1have for my conviction and request?

Twenty-four years ago. | was not screened for hearing loss as an infant: my moderate then
eventually severe hearing loss was not detected until 1was in school. Although I'm one of the
lucky ones who struggled and overcame this disadvantage and am now a college graduate and
professional. 1firmly believe that the relatively small group of babies in Alaska who are not
currently being screened are facing an avoidable disadvantage.

As a result of the late detection of loss. | was treated differently as a child: family and others
thought 1was "slow” and lowered their expectations for me. To this day. my parents are
terribly saddened at their incorrect assumption and pained to think of the resulting struggles |
faced that could have been avoided if intervention would have occurred earlier. 1struggled
with speech development and the stigma of being put in the special education program in
grade school in the Mat-Su. | struggled with first discovering | had hearing loss at an age
when it was difficult to accept my challenge, at an age when peers tended to be insensitive
and cruel and make fun of my disability. Ilad my loss been detected as an infant and
intervention occurred then, my speech development and interactions would have been more
normal, my acceptance of my disability would have been natural, and | wry likely would not

have needed any special education sen ices.

Extra and unnecessary laws are not good. This law. however, is a necessary one. Ihe most
caring and competent parents have no way to determine a hearing screening is needed for an
infant. My parents would have gladly requested and paid for the simpl +and inexpensive
screening had they known to ask: they are both college-educated—one is even in the medical
field—but because no outward sign provided a wanting signal, they did not request one.

Please, pass HB 109 today and help Alaskan babies and children who have hearing loss avoid
unnecessary extra challenges.

Sincerely.

Clara J. llughes
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SENATE COMMITTEE REPOh i
DATE: 4/22/05 FURTHER: (Finance

DATE TURNED
IN TO OFFICE: * 00

Health. Education and Social Services Committee considered CS FOR HOUSE BILL NO. 109(FIN)
HB 109 SCREENING NEWBORNS FOR HEARING ABILITY

"An Act relating to establishing a screening, tracking, and intervention program related to the hearing ability of
newborns and infants; providing an exemption to licensure as an audiologist for certain persons performing
hearing screening; relating to insurance coverage for newborn and infant hearing screening; and providing for

an effective date."

and recommends: CS Senate Bill:
) [ ] Same Title
[ | bereplaced with CS ( J New Title
[ 1 adopt previous _ CS SCS House Bill:
[ 1T Same Title
[ ] attached amendment(s) [ j Technical Title
Change
[ | adopt Letter of Intent by Committee (1 New Title w/
SCR # _
[ ] further referral to Committee
NEW FISCAL NOTE(S): PREVIOUS FISCAL NOTE(S):
Department Date Fiscal Indet. Zero FN# | Department Date Fiscal Indet. Zero FN#
Hss Vi A 5

[ 1] APPROPRIATION - no fiscal noto
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Testimony for Senutc Finance Committee Hearing
May 8,h, 2006

I’m Debbie Golden, Director of Program Services for tlic Alaska Chapter of March of
Dimes. March of Dimes supports HD 109. Thank you to all of you who've helped it get

to this point.

| don’t intend to repeat my previous testimony. ljust want to say that Alaska has a
wonderful newhorn metabolic screening program to screen for, track, and assist with
intervention for conditions like PKU and congenital hypothyroidism. It makes sense that
wc should do as well with newborn hearing screening, tracking, Intervention since
newborn hearing loss occurs 3-4 times more often than the metabolic disorders,
Alaska’s babies and families deserve no less,

A lot of people and organizations want HB 109 to become law. On behalf of March of
Dimes, the L2arly H iring Detection and Intervention advocacy group, the 268 individuals
who've signed pos .rds for March of Dimes supporting the bill, and the many other
organizations and individuals in support, | ask you to please pass HB 109 out of the
Senate Finance Committee.

Thank you.
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RE: HB 109 Screening for Newborn Hearing

May S, 2006

Dear Senate Finance Committee, Committee Members, and all ?vicmbers of the Alaska State
Senate,

HB 109 Screening for Newborn Hearing is necessary legislation. Please support it and vote to
pass it today. What basis do I have for my coiHction and request?

Twenty-four years ago, | was not screened for hearing loss as an infant; my moderate then
eventually severe hearing loss was not detected until 1 was in school. Although 1’'m one of the
lucky ones who struggled and overcame this disadvantage and am now a college graduate and
professional, | firmly believe that the relatively small group of babies in Alaska who arc not
currently being screened arc facing an avoidable disadvantage.

As aresult of tho late detection ofloss, | was treated differently as a child; family and others
thought 1 was “slow" and lowered their expectations for me. To this day, my parents are
terribly saddened at their incorrect assumption and pained to think of the resulting struggles |
laced that could have been avoided if intervention would have occurred earlier. I struggled
with speech development and the stigma of being put in the special education program in
grade school iu the Mat-Su. 1struggled with first discovering I had hearing loss at an age
when it was difficult to accept my challenge, at an age when peers tended to be insensitive
and cruel and make fun of my disability. Had my loss been detected as an infant and
intervention occurred then, my speech development and interactions would have been more
normal, my acceptance of my disability would have been natural, and | very likely would not
have needed any special education services.

iixIrti mid unnecessary laws are not good. This law, however, is a necessary one. The most
caring and competent parents have no way to determine a hearing screening is needed for an
infant. My parents would have gladly requested and paid for the simple and inexpensive
screening had they known to ask; they arc both collcgc-cducatcd—one is even in the medical
field mout because no outward sign provided a warning signal, they did not request one.

Please, pass HB 109 today and help Alaskan babies anil children who have hearing loss avoid
unnecessary extra challenges.

340 W. 32 Avc. *5
Anchorage, AK 99503

(907) 76-1 4667



Hello my name is Pam Mucller-Guy. | work lor Southeast Alaska Independent Living as
the Deaf Services & Interpreter Referral Coordinator. I am representing for SAIL in
support for the Newborn Hearing Screening test, House Bill 109 and Senate Bill 68.

| was born as a hearing child. However, 1'had to have a blood transfusion from a stranger
when | was five days old, due to my rare blood type. Due to this blood transfusion, |
became deaf, but no one realized it till | was about 2 years old.

Even as a toddler, Icould speak a little bit and mimicked by brother while playing with
toys. My grandmother finally figured out that I could not hear, realizing | never
responded when they called my name. Only when a loud noise occurred, such as a stomp

on the floor, did I look their way.

They finally took me to have a hearing test and 1was diagnosed with severe profound
nerve deafness. They were in shock and wept for me because they didn’t know what to
do. They asked, "How can she can hear music?" My whole family is musical! They had

grief until they realized I could experience music.

| started speech classes at 2 Vi years old then started wearing hearing aids at 3 1/2 years
old and started halfdays till four years old to stay at boarding parents house during the
week because deaf school was 25 miles away from my home.

| was held back in school twice due to my hearing disability. One time, just because they
wanted to keep all the students who were deaf together in one grade. 1 had to make

friends all over again.

If this bill is passed, it will also allow parents of newborn babies with hearing loss to get
information immediately and begin preparing for life with a child who is deaf. It is
difficult for organizations like SAIL to identify and assist persons who have hearing loss;
a much better way to do this is to catch the baby and family at the beginning of life. Ido
not want to see people with hearing loss have to go the hard way like me.

1hope lor the new generation that they can he diagnosed early and begin to learn early so
they may be capable of writing English easy instead of the hard way. |see most deaf and
hard of hearing have a hard time in alaska for jobs. Schools also should have programs
specifically for children who are deaf so they won't he isolated Iam hopeful children
who are deal will he able to communicate in both the hearing world and the deal world.

I'he new horn hearing screen would be best for all needs so the parents ol the baby can
siaii early to learn to cope with the child and their lives would he easier! This hill will



save a lot of money for the government, schools, and insurance, including Medicaid, in
the long run. Thank you for taking your time to listen to me. Keep passing those bills for
better lives in Alaska!



Cheryl L. Scott
5000 Country Club Lane
Anchorage, AK 99516

Representative
State Capitol
120-4 h

Juneau, AK 99801

Dear Representative,

In Alaska each year, approximately 10,000 babies are bom and according to national statistics,
about 30 of them will have some type of congenital hearing loss. My son is one of those babies.
Hearing impairment is the most common birth defect, more common than cerebral palsy, Down

Syndrome and severe mental retardation.

Mandatory newbom hearing screening of all babies bom in the state allows them to be screened
for hearing loss. Without mandatory screening in the newbom period, the average age of
identification of a hearing impairment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child’s language, speech, psycho-social, and cognitive development. Through early
identification, children identified at birth with a hearing loss can Icam and progress at a rate
comparable to those with normal hearing.

My son’s hearing loss was not diagnosed until he was 10 and 1/2 years old, due to his other
complex medical issues. If he had been screened at birth and his hearing loss detected, hearing
aids, sign language training and other needed supports could have been provided during his early
years. Maybe he wouldn’t even be considered mentally retarded if he had been provided the
opportunity to learn to communicate and to access a whole world of sound during those vital
early years. He will be 19 in two days and wc grieve for his lost potential every time he struggles
to make himselfunderstood or to fit i.i with hearing and speaking people that have little patience

with his few words and halting signs.

Mandatory reporting by birthing facilities of hearing screening results to the Stale of Alaska’s,
Early Hearing Detection & Intervention (EHDI) Program, will help to ensure that children with
possible hearing loss receive timely diagnostic evaluation and, if necessary, are enrolled into

early intervention aervices at the earliest possible time.

| want to ensure that all children have what they need to become productive members of our
communities. Please support the addition of HB 109 requiring newbom hearing screening,
reporting and follow up. Let me know how 1can assist you or your staff with additional
information Thanks for your attention to this important matter.

Sincerely,

Cheryl L. Scott, (Justin’s mom)
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Wood, Thalia

From: Suo Benson (Sue Benson@matsuK12.U5]

Sent: Friday, January 2 ). 2006 8:06 AM

To: Senalor_LydajGreen@)egis.state.ak.us

Cc: Thalia_Wood@h *alth.state.ak.us; Rep_Vic_Kohring@iegii atate.uk.us
Subject: HB109

1050 Onyx Circle
Wasilla, AK 99654
January 20, 2006

Senator Lyda Creon

State Capitol, Room 53

Juneau, AK 99801-1182

Senator_Lyda Green<*legis.state.ak. US

Dear Representative,

I am writing to ask you to support the addition of HB 109
reporting and follow up. As a parent of a child with
intervention than my

As one of your constituents
requiring newborn hearing scraeninig,
hearing loss 1 want other children to have earlier diagnostics and
child had.

in one ear when he »as almost two year6 of age.
He had several risk factors for hearing loas at birth, but newborn screening was not dons
at that time. Without mandatory screening In newborns, Che average age of identification
of hearing impairment is 2-3 years of age. Since the most important period of speech and
language development is from birth to age three, delays in diagnosis can impair a child"s
speech, language, psycho-social and cognitive development. Through early identification,
children identified at birch can learn and progress at a rato comparable to thoae without

hearing lois.

My son was diagnhosed with a hearing loss

As an aud.ologist 1 still see children that are not diagnosed with hearing loss until they
are three years of age or older. With mandatory screening and reporting by birthing
children

facilities to the State®"s Early Hearing Detection 6 intervention (EHDI) Program,
with possible hearing loss will receive timely diagnostic evaluation, amplification and/or
medical iIntervention and, if necessary, enrolled into early intervention services.

Januiry has been designated as Birch uefects Prevention Month. Please support HB109
requiring universal newborn hearing acreening, reporting and follow up, bo more children
have a better chance in the first few years of development.

Thank you for your attention to thlo important matter.

Sincerely,

Susanne Benson

Susanne Benson, MS. CCC-A
Bducational Audiologist

Mat-Su Borough School District
Wasilla High School. 701 Dogard Rd
Wasilla. AK 99654

907-352-8279
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Daniel E. Knudscn
P.O. Box 35426
Juneau, AK 99803

February 24, 2006

Senator Fred Dyson
State Capitol, Room 121
Juneau, AK 99*01-1182

Dear Senator

Birth defects are the leadiog cause of infanr mortality in the United Stales. 1am writing as one of your
constituents concerned about the public health Importance of the major birth defect, congenital hearing

lou.

January ha* been designated u Birth Defects Prevention Month. In Alaska each year, approximately
10,000 babies are bom and according to national statistics, about 30 of them will have some type of
congenital hearing lou. Hearing impairment is the most common birth defect, more common than

cerebral palsy, Down Syndrome arid severe mental retardation.

Mandatory newbom hearing serening of all babies bora in the Itata allows them to be scrceoad for
huaring lou. In the absence ofmandatory screening in the newbom period, the avenge age of
identification ofa hearing impairment Is 2-3 years ofag«. Since the most important period of speech and
language development i* from birth to age three, delay in diagnosis can impair a child’s language, speech,
psycho-social, and cognitive development. Through early idantification, children identified at birth with a
hearing lou can Warn and progress at a rate compilable to those with normal hearing.

In addition, mandatory reporting by birthing facilities of hearing screening result* to the State of Alaska’s
Early Hearing Detection £ Intervention (EHDI) Program, will belp to ensure that children with possible
hearing lou receive timely diagnostic evaluation and, if necessary, are enrolled into early intervention

services at toe earliest pouibk time.

| want to ensure th*t all children are given what Is needed to become productive members of our
communities. 1 know you do alao. PJease support the addition of HB 109 requiring newborn hearing
screening, reporting and follow up. Let me know how I can assist you or your suff with additional
information. | can be contacted by email st; ilomcnudioniwnih.v.ihnu.com. or by telephone at (907) 957-

1828.

Thanks for your attention to this Important matter.

Daniel E. Knudsen, M.S., CCC-A
Audiologist



I work as an audiologist at the Alaska Native Medical Center. | have lived in Alaska for a
long time. | previously worked in the Anchorage School District as an audiologist and as
a teacher of preschool deaf children. |also am the mother of an adult deaf woman.

I am writing in support of HB 109, Newborn Hearing Screening and Reporting for
Alaska's Children. The State of Alaska, since 1999, has been building the hospital
programs to screen hearing for all newborns and insure timely diagnostic evaluation and
early intervention. This work has been done by people who passionately believe in the
program and through federal grants. The voluntary compliance has been great.
However, soon the grants will expire and we need to have legislation that will ensure the
continuation of the program. Currently, 38 states have legislation in place mandating

newborn hearing screening.

I have worked with persons with hearing impairment for a long time and have seen the
positive changes early diagnosis and intervention makes. Before newborn hearing
screening, the average age of diagnosis of hearing loss was 2 to 3 years of age. Even
with mild/moderate losses of hearing, but especially with severe to profound hearing
losses, the impact on speech and language development was devastating. Hearing
impaired children maintained lower language levels than their peers and deaf children
often left high school with less than 4lhgrade reading levels. Good research n<the last
five years has shown that babies who have newborn hearing screening and receive
early diagnosis and intervention develop speech and language that is age appropriate by
age 5to 6 years, no matter the level of their hearing loss. Included in this intervention is
the improvement in cochlear implants for young children. If diagnosed with profound
hearing loss and receiving a cochlear implant before age 2 years, many children are
developing age appropriate speech and language skills and are being included
successfully in regular education classes.

Early diagnosis is even more important for children who live in remote villages. These
children already have more limited access to early intervention. By receiving early
diagnosis and intervention, their access to normal speech and language development
will be greatly enhanced. This is so important for these children. Without this access to
auditory intervention, rural Alaskan deaf children either are sent to Anchorage to live in
group homes in order to attend the State School for the Deaf, stay in their villages with
no one to communicate with, or their families move to Anchorar® and lose their

community support system.

On a personal note, my daughter who is deaf is married to a deaf man. They have three
children who are hearing. My daughter has worked hard and completed a college
degree. However, the opportunities for employment for her are limited due to her
communication abilities. She and several of her friends who went to the Alaska State
School for the Deaf and comple'~d college degrees are either unemployed or under-
employed (e.g. engineering degree working as a teacher assistant). If she was identified
today, |1would opt for a cochlear implant for her in a heartbeat because | have seen how
much they improve a deaf person’s access to auditory communication.

The key to an improved quality of life for children with hearing loss is early identification
and intervention. We need to ensure that our hospitals are required to screen hearing of
newborns and that diagnosis and intervention occurs in a timely manner. Please pass

this bill.



Robin M.Gibson
631 W. Gail Drive
Wasilla, AK 99654

March 4,2006

Representative
State Capitol
120-4h

Juneau, AK 99801

Dear Representative,

In Alaska each year, approximately 10,000 babies are bom and according to national statistics,
about 30 of them will have some type of congenital hearing loss. Hearing impairment is the most
common birth defect, more common than cerebral palsy, Down syndrome and severe mental

retardation.

Mandatory newborn hearing screening of all babies bom in the state allows them to be screened
for hearing loss. Without. mdatory screening in the newbom period, the average age of
identification ofa hearing m jjrment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child's language, speech, psycho-social, and cognitive development. Through early
identification, children identified at birth with a hearing loss can learn and progress at a rate

comparable to those with normal hearing.

My daughter was bom with mild hearing loss, though we were luclcy enough to be diagnosed
early, we have still encountered language and speech development issues. We have as a family,
learned some sign language that would allow her more opportunity to communicate. I can’t
imagine what the consequence? might have been like if this had not been delected within the

iImperative time frame.

Mandatory reporting by birthing facilities of hearing screening results to the State of Alaska's,
Early Hearing Detection & Intervention (EHDI) Program, will help to ensure that children with
possible hearing loss receive timely diagnostic evaluation. If necessary, the child can be enrolled
into early intervention services at the earliest possible time.

| want to ensure that all children have what they need to become productive members of our
communities. Please support the addition of HB 109 requiring newborn hearing sciccning,

reporting and follow up. Let me know how 1can assist you or your staff with additional
information. | can be contacted at Gibson6@mtaonline.nct.

Thanks for your attention to this important matter.

Since? ',

Robin M. Gibson
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AARP Alaska

March 3,2006

The Honorable Fred Dyson, Chair

Senate Health, Education and Social Services Committee
Alaska State Capitol, Room 121
Juneau, AK 99801-1182

RE: HB 109—(Ramras)--Support

Dear Chair Dyson:

On behalfof the members of AARP in Alaska, we er x>urage you and your colleagues on
the Senate Health, Education and Social Services Committee to support HB 109,
authored by Representative Jay Ramras and co-sponsored by your Committee colleague
Kira Elton as well as Senators Ellis, Davis, Guess and Kookesh. Twenty House members
signed on as co-sponsors, including twelve Republicans and eight Democrats.

AARP is not only a “senior organization.” We are also an organization of grandparents
concerned about the quality of health of all Alaskans of all ages.

The goal of HB 109 is to have all children bom in Alaska screened for hearing problems
soon after birth. 1fscreening is not done early, very often hearing losses or problems will
not be detected until a child is two or three years of age. The most important period for
speech and language development is from birth to three. Most of our newboms are
offered this screening. AARP hopes you will enable us to have 100% of them screened
at birth. Wc arc pleased to join the March of Dimes in support of this bill.

J ARP members often were not fortunate enough to be bom when newbom screening
was readily available. Many of our members have hearing losses that have been
exacerbated by age but they originated at birth. Any efforts to assure that all Alaskans
arc screened at birth and treatment made available will enhance their lives as long as they

live.

AARP urges an “AYE" vote on HB 109.

3601 C Street, Suite 1420 | Anchorage, AK 99503 | toll-free 866-227-7447 | 907-341-2270 fa* | toll-free 877-434-7598 TTY
Marie f Smith, President | William D. Novelll, Ch'ef Executive Officer |l wwwaarp org/ak



Should you have any questions about our position, please feel free to contact me (586-
3637) or Patrick Luby, AARP Advocacy Director (907-762-3314).

Thank you for your consideration.

Sincerely,

Marie Dariin, Coordinator

AARP Capital City Task Force
415 Willoughby Avenue, Apt. 506
Juneau, AK 99801

586-3637 (voice)

463-3580 (fax)

CC:  Vice-Chair Gary Wilken
Senator Lyda Green
Senator Kim Elton
Senator Donny Olson
Representative Jay Ramras
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Message

Wood, Thalia

From:  Sherris. Cari

Sent: Wednesday, March 01, <.006 11:51 AM

To: Birch, Stephanie: Wood, Thalia; 'LIsa@aktherapedic6.com’
Subject: FW. Aplea froma constituent- Letter to Senators

from: "Stephen Poptchak" <spopkhak9caty.org>

To:
<Sen>,or_Lydi_G/een9ltgts.statt.tk.us>l "Senator_FrEd_Dymn9le9ts.stite.ak.us>,<Senx»tor_Kim_pnon9legisstateak.us>,<SenJitor_Donald_0

CC: Xhriftina Keenan" <ckccn*n(t>catg.org>, X ait Sherris’ <csherrts9msn.com>,"Craig L Fkcncr* <cfcfnen&atg.ory>

Subject: / plea from u constituent
Date: Wed, 1 Mar200611:11:21 =0900

Honorable Senators-

| am writing to you to implore you to vote to have mandatory hearing screening on all newboms. which is to
be addressed in HB 109 on Monday, March 6. My name is Stephen Popichak and I am hearing impaired. |
was bom with German Measles in 1965, and my hearing loss is a rc-sult of that disease. | was not diagnosed
as being hearing impaired until | entered kindergarten. | was not fitted for heanng aides until 1was 16 years

old.

Why is this important? What did it do to my school life and home life? It is very simple, I struggled n
almost every aspect of my life. Learning was a struggle for me, as | was unable to hear instructors and had to
ask repeatedly to have things shown to me. | could not hear my friends who were trying to help me. It made
learning and living very very difficult. Had I been diagnosed earlier and fitted for hearing aides earlier, |
believe that my life, both in school and outside, would have been much easier. The need lor early detection of
possible hearing loss can greatly help children. 1f parents and teachers are made aware of problems with a
child, they can compensate so that learning is individualized making the child feel included, not special or
different, thereby providip'- them with an environment that will help them more efficiently. Having hearing
loss detected at birth would increase the chances that a child can get the help they need so they do not lag in

school and life.

| cannot strew how important early detection of hearing loss can be. No; you can’t make the hearing come
back, but you can get hearing aides and teach children. As a child, I felt so different and so alone because 1
could not understand what was going on around me. When I did get hearing aides, it was at a point where
they did nothing but confhse me because | had been used to hearing one way and suddenly | was
overwhelmed by the new sounds. Had | gotten them earlier my perception of sound and hearing would have
been something that I could have adjusted to easier and it would have made my cbancei of learning and
understanding that much better. Getting the hearing aide at an early age allows for adjusting to new sounds

and being accustomed to them.

I hope that you truly consider making the screening of hearing a mandatory requirement from birth onward.
Give the children a fighting chance to do the best that they can in school and in life. Every day, hour, minute
that is wasted not screening a child, is pushing that child’s learning back farther. | treasuie the sounds that |

hear...give newboms that opportunity as well.

3/3/2006



Message
Thank You-

Stephen Popichak

Early Head Start Family Services Manager
Council ofAthabascan Tribal Governments

PO Box 33. Foil Yukon, AK 99740 907.662.3266 spopichak@catg.

PO Box 367, Fori Yukon, AK 99740-0367 907.662.6440

il

3/3/2006



Alaska anarY Care Association, Inc.
Q03 West Northern L|Ehts Suite 200
Anchorage, Alaska 99508
Phone: g&%07) 992722
Fax: (907) 929-2734

Alaska Primary' Care Association
Board of Directors

RESOLUTION 200601
Title: Support of House Bill 109 Screening Newborns for Hearing Ability

WHEREAS, hearing impairment has been shown to be the most common disability in
newhoms, affecting about 3 in every 1.000 babies, and 30 to 40 babies are bom a year in Alaska

with some type of congenital hearing defect; and

WHEREAS, studies have shown that children with hearing impairment not detected at birth,
will not be delected until 2-3 years of age. and that the most critical period for speech and

language development is from birth to three years of age; and

WHEREAS. Alaska remains in the "unsatisfactory" category when rated nationally because
20% of newboms are not screened for hearing impairment as of December 2003 and because
newbom hearing screening is not mandated and the screening, r ‘porting, and follow-up is not

institutional in facilities across the state; and

WHEREAS. Community Ilcalth Centers arc active providers of health care for newboms in
Alaska, promoting quality health care for all Alaskans; and

NOW THEREFORE BE IT RESOLVED, that the Alaska Primary Care Association supports
the passage of House Bill 109 which is before the Alaska State Legislature. Second Session, and
supports legitimate and appropriate efforts necessary to ensure its passage by its staff and

members.
SUBMI rTLD BY: Shelley 1lughcs. APCA Policy Analyst DATE: January' 11. 2006

DONE AND DATED this. /<f dayof / *pJV LLaA M , in the year

SIGNED BY



I work as an audiologist at the Alaska Native Medical Center. | have lived in Alaska for a
long time. | previously worked in the Anchorage School District as an audiologist and as
a teacher of preschool deaf children. | also am the mother of an adult deaf woman.

I am writing in support of HB 109, Newborn Hearing Screening and Reporting for
Alaska’s Children. The State of Alaska, since 1999, has been building the hospital
programs to screen hearing for all newborns and insure timely diagnostic evaluation and
early intervention. This work has been done by people who passionately believe in the
program and through federal grants. The voluntary compliance has been great.
However, soon the grants will expire and we need to have legislation that will ensure the
continuation of the program. Currently, 38 states have legislation in place mandating

newborn hearing screening.

I have worked with peisons with hearing impairment for a long time and have seen the
positive changes early diagnosis and intervention makes. Before newborn hearing
screening, the average agr )f diagnosis of hearing loss was 2 to 3 years of age. Even
with mild/moderate losses of hearing, but especially with severe to profound hearing
losses, the impact on speech and language development was devastating. Hearing
impaired children maintained lower language levels than their peers and deaf children
often left high school with less than 4™ grade reading levels. Good research in the last
five years has shown that babies who have newborn hearing screening and receive
early diagnosis and interventir n develop speech and language that is age appropriate by
age 5 to 6 years, no matter thj level of their hearing loss. Included in this intervention is
the improvement in cochlear implants for young children. If diagnosed with profound
hearing loss and receiving a cochlear implant before age 2 years, many children are
developing age appropriate speech and language skills and are being included
successfully in regular education classes.

Early diagnosis is even more important for children who live in remote villages. These
children already have more limited access to early intervention. By receiving early
diagnosis and intervention, their access to normal speech and language development
will be greatly enhanced. This is so important for these children. Without this access to
auditory intervention, rural Alaskan deaf children either are sent to Anchorage to live in
group homes in order to attend the State School for the Deaf, stay in their villages with
no one to communicate with, or their families move to Anchorage and lose their

community support system.

On a personal note, my daughter who is deaf is married to a deaf man. They have three
children who are hearing. My daughter has worked hard and completed a college
degree. However, the opportunities for employment for her are limited due to her
communication abilities. She and several of her friends who wont to tho Alaska State
School for the Deaf and completed college degrees are either unemployed or under-
employed (e.g. enginooring degree working as a teacher assistant). If she was identified
today, | would opt for a cochlear implant for her in a heartbeat bocauso | havo seen how
much ihey improve a deaf person's access to auditory communication.

The key to an improved quality of life for children with hear ng loss is early identification
and intervention. We need to ensure that our hospitals are required to screen hearing of
nowborns and that diagnosis and intervention occurs in a timely manner. Please pass

this bill.
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Dr,Jessica Voigt, AilD.
10178 Nantucket Loop
Anchorage Alaska .99517
January 30,2006

Senator Gar?/ Wilcen

State Capito

120-4*

Juneau, AK 99801

Dear Senator Willcen,

Birth defects nre the leading cause ofinfant mortality in the United States. | am writing as one of
your constituents concerned about the public health importance ofthe major birth defect,
congenital hearing loss.

January has beun designated as Birth Defects Prevention Month. In Alaska each year,
approximately 10,000 babies are bom and according to national statistics, about 30 of them -will
have some type of congenital hearing loss. Hearing impairmentii the moit common birth
defect, more common than cerebral palsy, Down Syndicme and severe mental retardation.

Mandatory newbom hearing screening ofall babies bom in the stale allows than to be screened
for hearing loss. Tnthe absence of mandatory screening in the newbom period, the average age
of identification of a hearing impairment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age three, delay In diagnosis can impair a
child's language, speech, psycho-social, and cognitive development Through early
identification, children identified at birth with a hearing loss can learn and progress at a rate
comparable to those with normal bearing.

In addition, mandatory reporting by birthing facilities of hearing screening results to the State of
Alaska’s, Early Hearing Detection A Intervention (EHDI) Program, will help to ensure that
children with possible hearing loss receive timely diagnoatic evaluation and, if ncceakary, are
enrolled into early intervention services at the aariicst possible time.

1went to ensurr that all children are given what is needed to become productive members of our
communities. 1 know you do also. Please support the addition of HB 109 rajuiring newbhom
hearing screening, reporting and follow up. Lel me know bow [ can assist you or your staff with
additional information. | can ba contacted at 907-561-1326.

Thanks for your attention to this Important maUcr.

Sincerely,
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» When children are not identified and served early, special education costs For a
child -with hearing loss may cost an additional $420,000 and deafness has an
estimated lifetime cost ofapproximately $1 million per individual (6)

The loss of earnings among deafand hard of hearing adults compared to the average
earnings has been calculated in one study as a 28% reduction in lifetime earning potential

(7).

« 38 other states have already passed legislation that mandates newbom hearing
screening and reporting systems.
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BACKGROUND INFORMATION
NEWBORN HEARING SCREENING AND REPORTING

« Currently, some level ofhearing screening ofnewborns is taking place in 100% of
the 23 communities where births occur. Nurses prior to the newborn's discharge
perform the majority of screenings in hospitals. However, in smaller communities
such as Cordova, Petersburg, Valdez, and Wrangell hearing screening takes place
in the public.health centers where screening equipment has been placed. In
addition, equipment has been placed in Homer, Kcnai and Mat-Su with eithera
birth center or the public health center where a bigh number of birthing center and

home births occur.

Currently over 80% of newboms are screened. However the reporting of the results, with
the follow up and linkage with diagnostic, treatment and early intervention'providcrs is
less than satisfactory. By mandating reporting, this gap will be fixed. (2).

* Mandating newhorn hearing screening and reporting would assure equal access to
detection, diagnostic, treatment and early intervention services for all of Alaska’s
newboms regardless of their payer source, socioeconomic status or community of

residence..

The cost of screening runs between J25-J45 and is included by most hospitals In the
costs of maternity care. This cost is usually included in parent’s bill as part ofthe cost of

their total delivery care.

« Newborn hearing screening is coordinated with the newbom metabolic screening
program mandated by law, whioh screens newbhoms for more than 36 metabolic
disorders including PKU and hypothyroidism. Hearing loss however is
approximately 30 times more prevalent than either of these disorders (3).

Ifhearing loss is not detected at birth or soon after, ft will not be detected, on average
until 2-3 years ofage resulting in a loss of this period of development ().

 Children who are screened for hearing loss at birth are more likely to enter early
intervention programs by 6 months of age resulting in language development
much closer to the dotto (4

Ifhearing loss remains undcteoted, even mild hearing loss or hearing loss in one car has
been shown to have detrimental consequences. Research has demonstrated that children
with bearing loss in one ear arc 10 times more likely to be held back at least one grade
compared to a matched group of children with normal hearing (5)
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From: Linda Erb
Date: January 27, 2006

To. Sanator Fred Dyson. Chair, H&SS Committee
Senator Gary Wliken, Vice-Chair, H&SS Committee
Senator Lyda Green, H&SS Committee
Senator Kim Elton, H&SS Committee
Senator Donny Olson, H&SS Committee

Cc: Senator Con Bundo

I work a$ an audiologist atthe Alaska Native Medical Center. | have lived In Alaska for a long
time. |previously worked In tho Anchorage School District as an audiologist and as a teacher of

preschool deaf children.

| am writing to In support of HB 109, Newbom Hearing Screening and Reporting for Alaska's
Children. The State of Alaska, since 1999, has been building the hospital programs to screen
hearing for all newboms and Insure tinely diagnostic evaluation and earty intervention. This
work has been done by people who passionately believe In the program and through federal
grants. The voluntary compliance has been great. However, soon the grants will expire and we
need to hev# legislation that will ensure the continuation of the program Currently, 38 states
have legislation in place mandating newborn hearing screening.

| have worked with persons with hearing Impairment for a long time and have seen the pbsltiv®©
changes earty diagnosis and Intervention makes. Before newbom hearing screening, the
average age of diagnosis of hearing loss was 2 to 3 yearn of age,' Even with mlld/moderato
losses of hearing, but especially with severe to profound hearing losses, the Impact on speech
and language development was devastating. Hearing Impaired children maintained lower
language levels Ihan their pears and deaf children often left high school with loss than 4* grade
reading levels. Good research in the last five years has shown that babies who have newborn
hearing screening, receive early diagnosis and Intervention develop speech and language that
Is age appropriate by age 5 to 6 years, no matter the level of their hearing loss. Included In this
Intervention la the Improvement In cochlear implants for young children. If diagnosed with
profound hearing loss and receiving a cochlaar implant before age 2 years, many children care
-devetopinp-oge-epproprtete-spoech-anrMangttaga-aWHs-end-are bding-Inoludad-sijGoesefully-kv—
regular education classes.

Early diagnosis Is even more important for children who llva in remoto villages. These chlldron
already have more limited access to early intervention. By receiving early diagnosis and
Intervention, their accoss to normal speech and language development will be greatty
enhanced. This Is so Important for these children. Without thla access to auditory intervention,
rural AJaskan deaf chlldron either are sentto Anchorage to liva in group homes In order to
attend tho State School for the Deaf, etoy in their vllagea with no one to communicate with, or
thair families move to Anchorage and loso tholr community aupport system.

I am also enclonnp a fact sheet which you may have recolved before.

Newborn hearing screening and inlurvuntion la 80 Important for our hoonnfl Impaired children.
Please add your support to thla bill.
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to Whom It May Concern:

| am writing this letter in support of HB 109 Screening Newboms for Hearing, with particular reference to
rural Alaskans. Rural Alaskans are challenged daily in living in communities, many only accessible by

small planes.

1 have been with Norton Sound Health Corporation (NSHC), an Indian Health Service hospital in Nome,
for eight years a6 an audiologist and the director of audiology for the past two years. The audiology
department flies in small aircraft to provide 1 -3 clinics a year to each of the fifteen villages under
NSHC's carc that includes Little Diomede, Wales, Shishmaxcf, Brcvig Mission, Teller, White Mountain,
Golovin, Elim, Koyuk, Shaktoolik, Unalakleet, Stebbins and St. Michael. In 1999 | organized and
initiated the Universal Infant Hearing Screening program at NSHC using the benefit of our close-knit
rural community. This was a collaborative effort among nursing staff, medical staff, hospital
administration, health aides, clinic travel clerks (CTC's) and the school district. The nursing department
at NSHC provides the newbom screening with automated auditory brainstem response (AABR)
equipment while Public Health Nurses, both audiologists and school district speech language pathologist
have the capacity to follow up with hearing screening using otoacouatic emissions. It is absolutely vital to
follow up each child that did not pass the screening and the state EHDI program's organization in
tracking this aspect is critical to maintain the integrity of our screening protocol.

Hearing loss is one of the most common birth defects in the United States today and normal hearing is
“squired for proper speech, language and cognitive development. It is well documented that hearing loss
without intervention after the first two years of life can significantly impair thi9 development,
permanently. Therefore, hearing screening at birth and intervention within 3-6 months is critical.
Moreover, the amount of childhood ear infections in rural Alaska is absolutely staggering. It is the
number one diagnosis at this hospital for children in this region and even recognized by the school
district such that each Nome elementary classroom has a soundfield amplification system to benefit the

roughly 30% students that have ear infections at any given lime.

| especially want to ensure that all rural Alaskan children are given what i6 needed to become productive
members of our communities. In an already challenging environment you can remove an unnecessary
barrier by supporting the addition of HB 109 requiring newbhom hearing screening, reporting and follow
up. Let me know how I can assist you or your staff with additional information. | can be contacted by

(email or phone number or both).
Sincerely,

Philip J. Hofstcttcr. MA CCC-A
Director of Audiology

Norton Sound Health Corporation
PO Box 966

Nome, Alaska 99762

907-443 3297



Sawn Walker
P.0. Box 770658
Eagle River, Alaska
Ph. 907-696-1995 Email:;jsjk@mlaonline.nct

February 3, 2005

Representative Jay Ramras

State Capitol
Juneau, Alaska 99801-11S2

Subject: Letter in Support of House Bill 109
“\n Act relating to establishing a screening, tracking, and intervention program

related to the hearing ability of newboms and infants...”

Dear Representative Jay Ramras:

| am writing to thank you lor your sponsorship of HB 109. | am a parent of two children with
hearing loss. 1serve as a parent representative on the State’s Early Hearing Detection and
Intervention (EHDI) Programs’ advisory group and am on the March of Dimes steering
committee to introduce newbom and infant screening legislation.

My son Jack has a bilateral profound loss and my daughter Kate has a unilateral mild/moderate
loss. Their hearing loss was not identified until six months of age and four years respectively.
Identification of my son's loss at 6 months, appropriate intervention from highly skilled
professionals, and technology have all been instrumental in providing him access to sound - a
critical element in his language, social, and emotional development. Our family goal for Jack
was that he will be oral and just prior to his second birthday he received a cochlear implant. His
language and speech skills are on par with hearing children his age. Jack is now 5 years old, a
phenomenal reader, and mainstreamed in kindergarten at his local elementary school. He
receives support services but does not require an interpreter or full-time assistance. The degree
of Kate's hearing loss is minor compared with her brother but a unilateral loss can still affect a
child's ability to receive clear information. And it is harder to detect because they arc obviously

hearing.

HB 109 is one of two bills before the Legislature relating to newbom hearing screening. The
other is SB 68. HB 109 contains the elements that arc needed to successfully implement a
screening, tracking, and intervention program for newborns and infants in the State of Alaska.
Hearing loss is invisible - it cannot be seen at birth. For many toddlers, the possibility that there
may be a problem only begins to emerge when they should be talking but seem to be delayed.

By then, it is very hard to make up lost time. Early detection is the first critical step, but the other
elements are extremely important and part of the process that will allow newborns and infants
with hearing loss to maximize the critical brain development window (0 to 3 years) for language

acquisition.

| have testified for previous versions of this bill at an earlier time and stage in my son’s speech
and language development when wc (the family) were still hoping it was all going to work. Now
we have no doubts - he is cruising! I make no attempt to quantify or reduce his progress to a
dollar value or to predict what he will be when he moves on into the world of work. But | know
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Susan Walker
P.0. Box 770658
Eagle River, Alaska
Ph.907-696-1995 Email:;jsjk@ mlaunline.net

one thing for certain - he will not be limited by his hearing loss. At5 years old he can have
telephone conversations with family and friends, communicate with them directly when visiting,
advocate for himself in the classroom and in the recreational and cultural activities in which he

participates.

How often do you think about the importance of good language and writing skills to your success
and effectiveness as a legislator? Communication is key to yourjob. Early detection and
intervention works. Early detection and intervention opens doors that have been closed to many:
children with hearing loss deserve that key to open up their world to language and sound.

Sincerely,

Susan Walker

Distribution:

Sponsor and Cc-Snonsors
Representative Jay Ramras
Representative Les Gara
Representative Jim ElKins
Representative Peggy Wilson
Representative Max Grucnberg
Representative Lesil McGuire

Labor and Commerce Committee
Representative Pete Kolt
Representative Gabrielle LcDoux
Representative Bob Lynn
Representative Norman Rokchcrg
Representative Harry Crawford
Representative David Guttcnberg

House Leaders
Representative Ethan Berkowitz
Representative John Coghill
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February 3, 2005

The Honorable Tom Anderson, Chair
House Labor and Commerce Committee
Alaska State Capitol, Room 408

Juneau, AK 99801-1182
RE: HB 109 (Ramras)-Support

Dear Chair Anderson:

On behalf of the members of AAJRP in Alaska, we encourage you and your colleagues on
the House Labor and Commerce Committee to support HB 109, authored by
Representative Jay Ramras and co-sponsored by Representatives Gara, Elkins, Wilson,

Grucnbcrg and McGuire.

AARP is not only a “senior organization." Woc arc also an organization of grandparents
concerned about the quality of health of all Alaskans ofall ages.

The goal ofHB 109 is to have all children bom in Alaska screened for hearing problems
soon after birth. 1f screening is not done early, very often hearing losses or problems will
not be detected until a child is two or three years of age. The most important period for
speech and language development is from birth to three. Most ofour newborns are
offered this screening. AARP hopes you will enable us to have 100% of them screened
at birth. We are pleased tojoin die March of Dimes in support of this bill.

We urge an "AYE” vote on HB 109.

Should you have any questions about our position, please feel free to contact me (586-
3637) or Patrick Luby, AARP Advocacy Director (907-762-3314).

3G01 C Street. Suite 1470 | Anchorage. AK 99503 I toll-free 866-227-7447 | 907-341-2270 fax | toll-free 877.434-7598 TTY
Merle f. 5mlth, President | William 0. Novell', Chief Executive Officer | wwv/.aarp org/ak



Thank you for your consideration.

Sincerely,

Marie Darlin, Coordinator

AARP Capital City Task Force
415 Willoughby Avenue, Apt. 506
Juneau, AK 99801

586-3637 (voice)

463-3580 (fax)

CC:  Vice-Chair Pete Kott
Representative Gabrielle LeDoux
Representative Bob Lynn
Representative Norman Rokcbcrg
Representative Harry Crawford
Representative David Guttenberg

. Representative Jay Ramras
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Mury Wcy/nillcr Testimony for llou$« I1"ibor ¢ Commerce Commiitoo
907-479-4395 Kebwary 4>20<)5 1:30 p.m.
907-479-7432 fax

HU 109 “An act relating to establishing a screening, tracking, anil intervention
program related to the hearing ability of newborns and infants; providing M
exemption to licensure as an uudiologixt for certain persons performing bearing
screening test; renting In insurance coverage for newborn and infant hearing
screening; end providing for an effective date.”

Thank yno Representative Anderson and committee members for hearing my
testimony today,

National Institute for Health

* Approximately 3 out of every' 1,000 children in the United States arc born
deaf or hftrd-of-hcaring.
Children begin learning speech end language in the tint 6 months of life.
Congenital hearing loss should be identified early enough that intervention
could start before 6 months of age.

* Tho earlier deafness and hearing loss is diagnosed, the sooner the child cau
benefit from strategies that will help them learn to communkate.

Healthy Alaskans for 2010

* One of the rtahal goals to Improve the hearing health of Alaska** through
prevention, cariy detection, treatment end rehabtltiailnn, b to Increase the
proportion of newborn* who arc screened for bearing los* try age 1 month,
have audinloglc evaluation by age 3 months and arc enrolled In appropriate
Intervention services by 6 months of age.

* r.secutfvc Summary states four hospitals ii Alaska now perform routine
hearing screening or newborns. Forty-sU percent #f the bebie* born in
Alaska In 2000 were screened. With approximately 10,000 birtiu'unnuahy, 30
to 40 infants would be expected to have congenital hearing Impairments.

Quota International of Fairbanks
* Hrrvlcc oi gani/valSon eerylng lhu Np*trh and hearing Impaired

* F.ach year grant." approximately *4,00(1 for equipment to assist children with
speech and hearing problems in the Fairbanks area alone.

* Over MOschool age children receiving therapy in tho North Star borough
School District,

Please pass tbis hill and snake a difference for the 30-40 hahlte horn with hearing
deficits in Alaska each year.
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Quota International o f Fairbanks
r.0. tea 741S0
I'alrtunlts.M. 99707
p=>t** ptiiltiMrhmiix.urir

Rttotution in support ofwtablUWng * screening, tucking, and
intervention program related to the hearing ability of newborns and

infanta

Wherwx thirty to forty babies boin annunlly in Alaska arc likely to hevc
some type of congenital hearing loss; and

Whereas approximately 50% ofnewhorns with hearing loss are mil
identified tuid will not be identified until 18 mos. to 3 years ofuge; und

Whereas undetected hearing loss can result in lifelong deluys in language,
cognitive, soeio-amotional and academic tlevelopmont; and

W lictcos over the educational lifetime of achild, substantial amounts of

money would be saved if. USuresult of early identification und
intervention, the most appropriate educational setting for die child is a

rcgulur mainstream clasirootn instead of a sclfcotaaincd classroom or n
sclf-uinUiincd program; and

Wh ".ras the prevalence of congenital hewing loss at 3 per 1000 births
nation wide Ik substantially higher than the prevalence of phenylketonuria
(UK.V), hypothyroidism, or sicklo cell anemia, which are required for
screening In every stale;

Now therefore be It resolved that Quota International of Faitbunks, a
service organization focused on the speech and hcwiug impaired,
wholclicnrtcdly supports 11B 109 "un act to establish n screening, tracking,
and inlcrvnnliim program related to the hearing ability of newboms piuJ
Infants

Resolution H\ Adopted unanimously by the genet;;! membership on
February 1,2005, Gp.m. Regency Hotel, Fairbanks, Alaska.

Amy Kicharil, Preiklenl
907-452.1751 wt.
907-45(5.5982 fax
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American Academy of Pediatrics

DEDICATED TO THE HEALTH OP ALL CHILDREN~

February 4,2005

Representatives: Tom Anderson, Chair, House Labor and Commeicc
Pete Kott, Vice-Chair
Gabriel 1c LeDoux
Bob Lynn
Norm Rokchcrg
Harry Crawford
David Guttcnberg

Dear Representative Anderson and Members ofthe House L&C
Committee:

On behalfofthe pediatricians of the Alaska Chapter of the American

Academy of Pediatrics | am writing to encourage your support of HB 109:
Newborn Hearing Screening, Tracking and Intervention. Wc recommend

that all babies be screened for hearing loss before they leave the hospital.

The cost of identifying a newborn with hearing loss is less than 1/10mthe
cost of identifying newborns with metabolic disorders such as PKU and
hypothyroidism, for which screenings are required in every state. For
most birthing hospitals, the cost for newbom hearing screening per child is
betw n$20 and $60 and continues to decrease. The evidence for the
benefits, practicability and cost-efficiency of universal newbom hearing
screening is so compelling that 37 states have passed legislation requiring
that newboms be screened for hearing loss. Most importantly, children
not detected at birth or soon after, will on average not be detected until 2-3
years ofage. The most critical period for speech and language

C velopmenl is from birth to three years of age.

Thank you for supporting HB 109.

Sincerely,

iL r-xn — Mo

Thomas J. Porter, MD F.AAP

President
American Academy of Pediatrics, Alaska Chapter



FEB-17-05 THU 12:05 PM  MATSU L10 FAX NO. 9073766180 p. 01

gr

a0 Alaska State Legislat

sieta. - Alaska State Legislature

VWMEL3K)r

Please enter into the record my testimony to the Hd k” C ----mmme-

Committee name
Committee on .dated I~7 h pbruAs'Li__
Bill/Subject
X imMould life  +7 1", 5<
'TXe GrAwvL, -tfe prgMMTA-h@ | b-Ao-g 'S Nig shfw W

J*P ‘lh+' hearioy<£re?h,<?r"SmetX

-k WA a-p Hit) CM* e fe>yw  Tirrf-bd®  how )»,po*-fa>t+-

kfl- - whirfic  v)65r-5 T t'fe  0-7 A kn3M gje < PRI A
EVW W h+iW /bH <*¥] MM ***0* ©°f j*mr3, 9 a
: +a+ T E«w W N*b*ACt*tor*>
So ycrt) mAM+anT. ‘X fU k M oa
L A<iSpfrowk<4-  Av,A — T ]

V. h +WP A a 'A 2 L loss AW * oA
y+K W,/ n 772 .

-J..W
A WAL it kt:Mw . >'g>A

‘NAo ! Ivlew iXirk

Testifier

NIflrl’'W tf* i tyohett G Dg [fe. |
Representing (Optional)

Pfi rw Tiod AN (faEr~
Address

-i"k -nm

0 -2 fe X U, *W»



FROM :ALPHA FAX NO. :9073321036 Feb. 16 2005 02:59PM PI

A laska Puriin Mraitu al

IN SUPPORT OF HB 109 "SCREFNING NEWBORNS FOR HEARING ABILITY"
Dear members of the (H)HESS Committee:

On behalf of the Alaska Public Health Association, representing two hundred and twenty public health
professionals who are deeply committed to developing sound public health policy to Improve the health of all
Alaskans, we encourage you to vote yes on HB 109 and move It out of Committee today.

Recognizing the importance of universal hearing screening of newboms as a critical public health Intervention,
the Alaska Public Health Association encourages you to support HB 109. Hearing impairment is the most
common disability In newborns, Impacting 2-3 children out of every thousand. Identified early, these children
will not be left behind ouring the most critical period for speech and language development: birth to 3 years.

Late identification of Infant hearing loss presents a significant public health problem. Without screening,
children with hearing loss are usually not identified until two years of age or beer, which results in significant
delays In speech, language, social, cognitive, and emotional development - and a greater cost for services.

Research has shown that children Identified at birth .vfth mlld-co-seve'e hearing loss who receive Intervention
before they are 6 months of age fell within a normal imge of language comprehension and expression as well
as social development by the time they are ready to begin school. By contrast, children with hearing loss
diagnosed after six months of age experience significant delays in both language and sodal development. The

cost savings of oarly Intervention is significant.

HB 109 offers an important first step In providing newbom hearing loss screening. Yet we urge you to not
stop at the hospital or birth center, as what happens after screening Is also Important Families need to receive
appropriate Information and services following newbom hearing screening and to have their children begin
receiving Intervention services by six months of age. It is also critical the ceam ‘working with the child measure
cho Impact of early identification of hearing loss on development tracking gains made and -/eas to develop.
The public health surveillance system must bo In place for the Earfy Hearing Detection Program to be effective.

To quote from Dr. Marlon Downs. th« world-renowned pioneer In pediatric audiology, "If a child can be
idontiftod at birth and receive immediate Intervention, we have done our jobs," she said. "On tho other hand, if
we don't detect the hearing loss until the child reaches years of age or later, that child has. In most cases,
lost the opportunity to catch up with others his or her own age. Why, with oil the toots we ho\t, would we not
speed the owe to establish a model for screening ond eoriy intervention In our nation's hosprtokr That Is the
challenge before us in Alaska.

HB 109 ukos an important step in bringing forth universal hearing, building on the success of Alaska's hospitals
and birthing centers who are alreedy voluntarily screening, to assure all newboms will be screened. With
appropriite screening and follow up services, HB 109 will assure our children who are deaf or hearing
Impaired receive the early intervention services they need to develop their fullest potential. Thank you.

Marie ). Lavignc, Exeaiuvt Director Aliska Public Hoalth Association

P.O. 30« 9-1825 Anehorege, AK eeeot #07/312-1030 e~mwil: pufclichealthQelMfca.rwt wwwijil»*kapublicheelth.ory



Josh Applebee

From: Phyllis Kiehl [pkiehl@ pol.net]
Sent: Friday, February 04, 2005 8:45 AM
To: Rep. Tom Anderson

Subject: HB 109, Hearing screening

Dear Rep. Anderson,

I am writing to ask you to support and vote for House Eill 109 (“related to screening
Newborns for Hearing Ability. I am a pediatrician who has been in private practice in
Anchorage for 30 years. The American Academy of Pediatrics supports the development of
programs for universal screening of all infants for hearing deficits at or soon after
birth. This enables early identification of hearing impaired children in order to be able
to intervene to maximize their potential. This program is important because:

if one of the most common birth defects. One in 3000 infants are born in
Alaska with permanent congenital hearing loss. Without universal newborn hearing programs,
the average age of detection of even severe hearing loss is 2-3 years old 2. Hearing loss
has a significant negative effect on children. This would seem obvious, but many studies
indicate the negative impact of hearing loss on a child®"s emotional and social development
as well as language delays (that do not seem to progress even after diagnosis in some
children, when that diagnosis is delayed).

Even mild hearing loss or even when only one side is affected may have long lasting
negative effects to the child. It affects interactions in the family, too.

3. Early detection and intervention of hearing deficits significantly helps children.
Numerous studies show that when children are diagnosed with hearing loss and appropriate
intervention to augment hearing and provide appropriate communication options are started
early in life, preferably before 6 months of age, significant and long lasting benefits
are achieved by the children in language skills, emotional development, social and

familial adjustment.

1. Hearing loss

Due to new advancements in screening technology ,non-audiologists can administer the
screen (and bill appropriately for this service). By asking insurance companies to cover
this "standard of care'" evaluation, all infants in the state can have this evaluation

before they leave the hospital or birthing facility.

Universal hearing screen for all newborns is essential for Alaskan children.
Please support HB 109.

Thank you.
Sincerely,
Phyllis Kiehl, M.D.

Phyllis " numbers:
Home: 907/345-3394
Office: 907/562-2120
Beeper: 907/275-2030


mailto:pkiehl@pol.net
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February 15, 2005

The Honorable Peggy Wilson, Chair
House Heallh, Education and Social Services Committee

Alaska State Capitol, Room 108

Juneau, AK 99801-1182
RIE: HB 109 (Ramras)--Support

Dear Chair Wilson.

On behalfof the members of AARP in Alaska, we encourage you and your colleagues on
the House Health, Education and Social Services Committee to support HB 109, authored
by Representative Jay Ramras and co-sponsored by Representatives Gara, EIkins,
Grucnberg, McGuire, .Anderson, LeDoux, Guttenbcrg, Lynn, Joule and you.

AARP is not only a “senior organization.” Wc arc also an organization of grandparents
concerned about the quality of health of all Alaskans of all ages.

The goal of HB 109 is to have all children bom in Alaska screened for hearing problems
soon afler birth. 1fscreening is not done early, very often hearing losses or problems will
not be dotected until a child is two or three years ofage. The most important period for
spcoch and language development is &om birth to three. Most of our newboms arc
offered this screening. AARP hopes you will enable us to have 100% ofthem screened
at birth. We arc pleased tojoin the March of Dimes in support of this bill.

We urge an “AYE” vote on HB 109.

Should you have any questions about our position, please feel free to contact me (586-
3637) or Patrick Luby, AARP Advocacy Director (907-762-3314).

3601 C Street Suite 1420 | Anchorage. AK 99503 |toll free 866 227-7447 1907 341-2270 fix | toll free 877 434 7598 TTY
M»n« I Smith, Preiidern | William D. Novalll, Chief Cxtcvtha Offker | www aorp om'ax
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Thank you for your consideration.

Sincerely,

Marie Darlin, Coordinator

AARP Capital City T"sk Force
415 Willoughby Avenue, Apt. 506
Juneau, AK 99801

586-3637 (voice)

463-3580 (fax)

CC: Vice-Chair Paul Seaton
Representative Vic Kohring
Representative Tom Anderson
Representative Lesil McGuire
Representative Berta Gardner
Representative Sharon Cissna M
Representative Jay Ramras *:
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disclosure is expressly permitted by written consent of the person to whom it pertains, or as
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Key Platform 2005

1. Appropriate $6.2 million for wait liar reduction
2. Appropriate $351,576 to bring the 72 infanta off the
3. Implement reforms- to the DSD3 system to assure timely
reimbursements to providers so beneficiaries remain healthy and safe.
4. Support HB105 and SB79 to add Adult Dental coverage under Medicaid
5. Support RB109 to provide early hearing screening for newborns

iLP wait liac

We of course having talking points on all of these, but will deliver

than in person to the legislators.
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American Academy of Pediatrics &,

DEDICATED TO THE HEALTH OP ALL CHILDREN™*

February 4,2005

Representatives: Tom Anderson, Chair, House Labor and Commerce
Pete Kott, Vice-Chair
Gabrielle LeDoux
Bob Lynn
Norm Rokebcrg
Harry Crawford
David Guttenberg

Dear Representative Anderson and Members ofthe House LAC
Committee:

On behalf of the pediatricians of the Alaska Chapter of the American
Academy of Pediatrics | am writing to encourage your support ofHB 109:
Newborn Hearing Screening, Tracking and Intervention. Wc¢ recommend
that all babies be screened for hearing loss hefore they leave the hospital.

The cost of identifying a newbom with hearing loss is less than 1/10® the
cost of identifying newboms with metabolic disorders such as PKU and
hypothyroidism, for which screenings are required in every state. For
most birthing hospitals, the cost for newbom hearing screening per child is
between $20 and $60 and continues to decrease. The evidence for the
benefits, practicability and cost-efficiency of universal newbom hearing
screening is so compelling that 37 states have passed legislation requiring
that newboms be sc eened for hearing loss. Mot. importantly, children
not detected at birth or soon after, wili on average not be detected until 2-3
years of age. The most critical period for speech and language
development is from birth to three years of age.

Thank you for supporting HB 109.

Sincerely,

.frj. oO

Thomas J. Porter, MD FAAP

President
American Academy of Pediatrics, Alaska Chapter
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Alaska Center for Pediatrics
1200 Airport Heights Drive, Ste 140

Anchorage, AK 99508
Phone: 907.777,1800, Fax: 907.278.2068

10th House District
Fzdc (907)46642070

Ro: House Bill 109

February 1,2005

Dear Representative Ramras:

I am writing in support of House Bill 10S ("related to screening Newboms for Hearing AbUty”), which
you have agreed to sponsor. | am a pediatrician in private practice in Anchorage with 26 years of
experience. | also serve as the Alaska Chapter Champion for the Early Hearing Detection and
Intervention Program for the American Academy of Pediatrics. The American Academy of Pediatrics
supports the development of programs In each state for universal screening of all Infants for hearing
deficits at or soon after birth in order to alow for early Identification and Intervention of hearing Impaired
children In order to maxkulze their potential. There are several reasons that this program is important:

1. Hearing loss If one of the most common birth defects. One in 3000 infants are bom in Alaska
with permanent congenital hearing loss. Without universal newbom hearing programs, the
average age of detection of even severe hearing loss is 2-3 years old

2. Hearing loss has a significant negative offBd on children. This would seem obvious but many
studies Indicate the negative Impactof hearng loss on a chid's ©motional and social
development as wall as language delays (hat do not seem to progress even after diagnosis, in
some children, when that diagnosis is delayed. Even mild and unilateral hearing loss -
problems that often defy detection much longer without an objective early hearing screen- may
have long lasting negative effects to the child.

3. Early delection and Intervention of hearing deficits significantly helps chidren. Nume/cu*
studios show that when children are diagnosed with hearing loss and appropriate intervention
to augment hearing and provide appropriate communication options are started early In life,
preferably before 6 Lnonths of age, significant and long lasting benefits are achieved by the
children in language skJMs, emotional development, social and familial adjustment

In order to achieve these benefits for children and their families, there are several steps that must
occur that are benchmarks for a successful earty hearing detection and Intervention program and each

of these can be gneatfy aided by HB 109 as written:

1. Universal hearing screen for al newboms - This first stop b already nearly achieved In Alaska.
Duo to new edvenoemeot n screening technology almost al birthing hospltate either are or soon
will bo screening newboms for hearing loss. By allowing non-audiologisls to administer the screen
and bill appropriate” for this cervlou, and asking insurance companies to cover this "standard of
care* evaluation, all infants in the state can have this evaluation before they loavo tho hospital or
birthing facility.

2. When a hearing screen is failed, they are referred for evaluation - This stop may havo one or two
parts. A child who fals the Initial screen Is referred for re-screen and If still abnormal, diagnostic
Intervention is performed by 3 month of age. Each Institution and/or the infant's medical provider
are responsible for this step. The falure to return for re-screening or for diagnostic testing
markedly reduces the effectiveness of the entire program. With the trackhg prevision of your bill.
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information will be shared with a state program that can make sure that each infant that needs
further Intervention have this option provided for thorn. Without a state mandate, this Information
w* have to be shared voluntarily between institutions, which will allow for some Institutions to
ignore this critical step. Diagnostic intervention involves testing called auditory brainstem
response testing (ABR) which Is only done by audiologists trained In this procedure.

3. Once diagnosed, in order to receive maximum benefit, parents should be presented with
communication options and Intervention should begin before 6 months of age. These options may
include hearing aids (which are accepted by infants much better If started in eerly Infancy), and
various communication options inducing sign language and other visual cues. The parents and
the Infant's medical provider must serve as a medical home and have Information to make
appropriate referrals for subspecialty ovaluation and community based resources in accordance

with the Individuals with Disabilities Education Art.

Thank you for sponsoring HB 109 which will assure that our youngest Alaskans have the opportunity
to have this most common, but invisible, birth defect diagnosed early with appropriate intervention that
will offer long term benefits for their future. If | can be of any assistance, please let me know.

Sincerely,

Martin F. Beals, Jr.. M. D., FAAP
Alaska AAP Chapter Champion. EHDI program



Suzanne Rust
7930 Ingram Street
Anchorage, Alaska 99502

907-243-3160
February 1,2005

Representative Tom Anderson

Special Assistant Health and Human Services
State Capitol

Juneau, Alaska 99801-1182

Dear Representative Anderson:

I want to take this opportunity to tell you about Lauren, my 12-month-old
daughter. Besides being a marvelous girl, she happens to be hard of hearing.
Providence Hospital’'s New-Born Screening identified Lauren’s condition at birth.
Although it took us 13 weeks of hard work to verify that she has a hearing loss,
the screening was essential. Since she is hard of hearing, we may not have
detected her loss until her language was affected. We would have lost the
opportunity for laying a solid foundation of speech and language development.

lam contacting you today because |would like you to support House Bill 109
which requires universal hearing screening for new-born infants and mandatory
reporting by birthing facilities of the hearing screening results to the State of
Alaska’s Early Hearing Detection and Intervention Program. This will ensure that
children with possible hearing loss receive a timely diagnostic evaluation and, if
necessary, are enrolled in early intervention services at the earliest possible time.
The reasons | believe this bill should be whole-heartedly supported are many but
I will list a few:

= Hearing impairment is the most common disability in newborns.

e The low cost of screening is minimal when compared to the additional
hundreds of thousands of dollars the state may have to spend in special
education.

= The most important period of speech and language development is from
birth to age three. The average age of identification in the absence of the
newborn hearing screening is 2-3 years.

m Children with hearing loss can develop and progress like those without
hearing loss if they are identified early.

Because Lauren was identified in the screening process, she has had hearing
aids since she was three months old. Her language and speech seem to be on
track and, thankfully, she has been able to hear my voice. Please join me in
assuring that everyone’s child gets the same chance for success Lauren
received. Thank you in advance for your support.

Sincerely,

Suzanne Rust
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Douglas Owen

From: Lisa Owens [lowens@tetongravity.com]
Sent: Thursday, January 27, 2005 11:23 PM

To: Rep. Jay Ramras

Dear Rep. Ramras,

I want to thank you and give my support for HB 109. As an audiologist and speech pathologist working with
children with hearing loss | feel that it is critical that children with hearing loss are found early. Research and
personal experience show that children who are identified with a hearing loss early and receive appropriate

intervention, do better academically. They are provided more choices in communication options and develop

better speech and language skills. Please let me know if there is anything | can do to help support the passage of

this bill.

Sincerely,

Lisa Owens, M.A.. CCC-SLP/A

1/28/2005
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Quota International of Fairbanks
P.O. tax 74SJ0
talrtxmh,,\K. 9*707

WWAHVhiirhmikAIni

Resolution in support of establishing a screening, tracking, and
intervention program related hi tlie bearing ability' of aewborai and
Infants

Wiiereas thirty to forty babies bnni annually in Alaska urc likely to have
some type of congenital bearing loss; and

Whereas approximately 50% of newboms with hearing Joss are not
identified and will not be identified tinlil IHmos. to 3 yews of age; uml

Whereas undetected hearing loss con result in lifelong delays in language,
cognitive, sociiMsmolional and academic development; and

Whereas over the edueulional lifetime of a child, substantial amounts of
money would be saved if, as uresult of early identification and
inlervenlirm, tbo most appropriate educational jetting for the child is a
rtgulur mainstream classroom instead of a sclf-conttdncd cUaaroom or a
jdf-conuincd program; and

Whertsis Ihe prevalence of congenital hewing jojs at 3 per 1000 births
nation wide is substantially higher than the prevalence of phenylketonuria
(PKU), hyperthyroidism, or sickle coil nneniiu, which u<x required for

on.  ring Inevery stole;

Now therefore be it resolved that Quota International ol'Fairbanks, a

sci vice organization focused on the speech and bcariug Impaired,
wholeheartedly supports HR 109 “an net to establish gscreening, tracking,
«a]g inlervenlion program related to die hearing ability of newboms jmd
Infanis ™

Resolution ti\ Adopted unanimously by the general membership on
February 1,2005,6 p.m. Regency Hotel, Fairbanks, Alaska.

Amy Rlcbww, Prtsidenl
907-452-1751 wk.
907456-59K2 fux

>5»TWU.M LAUNAAVMN A
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Repr%sentative Jay Ramras

Co-Chalr, House Resources State Capitol, Room 104
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FnlrOanKs, Alaska 99701 House DlSt”Ct 10

Phono; (907) 452-1088
Fax: (907) 452-1146

inousc of Trlcprcscntatiucs

February 10, 2006

Senator Fred Dyson
State Capitol, Room 121
Juneau, Alaska 99801-1182

Re: House Bill 109 - Newbom Hearing Screening

Dear Senator Dyson:

This letter is being written in response to your memorandum concerning House Bill 109, "An
Act relating to establishing a screening, tracking, and intervention program related to the
hearing ability of newboms and infants; Providing an exemption to licensure as an audiologist
for certain persons performing hearing screening; relating to insurance coverage for newborn
and infant hearing screening; and providing for an effective date,"

The Early Hearing Detection and Intervention program (EHDI) is not a welfare program. The
Early Hearing Detection and Intervention Program is designed to include all newboms in Alaska,
regardless of their socioeconomic or insurance status. Birthing facilities in Alaska already
include the costs of newbom hearing screening in their total labor and delivery package. As far
as non-traditional births, Section 4 of this bill requires the state Bureau of Vital Statistics to
forward the names and address of Alaskans that choose nontraditional birthing options to the
Department of Health and Social Services, so that they may notify the parents of the merits of

hearing screening.

The authorship of this bill included several families both Native and non-Nativc and represents
the system of care and tracking that these families expressed would be the most helpful in
identifying newboms with hearing loss and assisting their families in linking them with available
services they may need. The grant component of this bill's fiscal note only includes dollars for
increasing specialized hearing services for children ages 0-3, in the already established early
intervention program, At the present time, one full lime employee, who now serves all 19
statewide Early Intervention/Infant learning grantees, and the specialized hearing resources
program, is running at capacity. Due to this fact, the effect of this hill on families in the Indian

RoDrosuntdtivo Jav Ramrastilaai* nUila.uk.ua
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Health Services system should be minimal, unless their newbom has an unsatisfactory initial
hearing screening, then they too would serve to benefit from the program.

With regards to medical protocols, a subcommittee of the EDHI advisory committee comprised
of private and Indian Health Services medical specialists, pediatricians, parents, audiologists and
speech language therapists developed the medical care protocols in 2002 based on best practices
and national standards of care. They continue to meet quarterly to review and update protocols
and conduct quality assurance integrity of the medical components of care, to improve the
system. The committee of individuals comes together voluntarily three to fou’ times a year,
donating a full day out of their schedules to perform this work.

The staff in the EDHI program has been very successful in engaging all 23 communities where
births take place in participating in the first step of the program, the screening of newboms prior
to their discharge from the hospital. Specifically, in those communities where only a very small
number of births occur in the hospital, such as Cordova, Petersburg, Valdez, Wrangell, and Sitka.
Hearing screening equipment has been purchased using federal funds and placed in the public
health centers where nurses provide free hearing screenings for newboms. In addition,
equipment has been placed in a birth center in Kenai, the Homer public health center and in the
Mat-Su public health center where a high number of birthing center and home births occur.
Hospitals in Anchorage, Fairbanks and Palmer also offer free hearing screening services to
families who deliver children outside of hospitals. Additionally, to assure that the direct entry
midwives are engaged in the success of developing this comprehensive approach, the president
of the direct entry midwife association is an active member of the EHDI advisory committee and

has been key in assisting with the program.

Regarding your question about where the insurance companies stand, there was testimony from
Jack McGray, Senior Vice President, Prcmera Blue Cross on this bill in the House HESS
Committee (a copy of his testimony is attached). Mr. McGray did offer an amendment to the bill
that deleted the exception for fraternal benefit societies, making sure that no sources of payment
should be excluded from the requirement. Mr. McGray did say, “we’re supporting HB 109 ...
we cover this hearing test now ... in a pediatric setting or in a hospital or birthing center ... what
our amendment will do is change the bill to reflect the standard practices in the health plan
design ... it will only modify the bill so that it will come into sync with standard practices in
health plan designs that we have in Alaska, now."

Finally, regarding the question of treatment for newboms and young children diagnosed as deaf
or hard of hearing. The approach to treatment and services is very much directed by the parents
once they arc provided with the information they might need. Most parents chose to seek
treatment regimes that will assist their children as hearing or partially hearing. Hearing aides,
auditory assistive systems, cochlear implants arc just some of the choices that a child can be
evaluated for by a medical provider in collaboration with an audiologist. Some parents may
choose to raise their child as a member of the deaf community. With either choice a family will
need to receive speech and language services to learn a method of communication, he it sign
language, SEE sign, finger spelling, lip reading, or a combination of techniques. It should he
understood that, most children who are hard of hearing rely on a combination of auditory support

such as hearing aides and sign language.
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The goal is to support a child’s language acquisition, early in life, while the brain is still
developing its connections. If left undetected, hearing loss can impair a child’s language,
speech, psychosocial, and cognitive development. Recent research has compared children with
hearing loss that receive early intervention and amplification before six months of age versus
after six-months of age. By the time they enter first grade, children identified prior to six-months
of age are one to two years ahead of the later identified peers, in languag \ cognitive and social
skills. (Attached is a list of references regarding some uf the research done in this area as well as

a fact sheet).

In closing, 1iB 109 provides not only the support of the continuation of the newbom hearing
screening of all Alaskan newboms, but also provides support to continue the work of building
tiie system of care through early identification and diagnosis of the most commonly occurring
congenital defect. In addition, the bill provides for the capacity to establish and sustain linkages
with treatment and early intervention services, ongoing screening for newboms and children at
high-risk for late onset hearing loss evaluation of the outcome of care over time. Statistics arc
being compiled with the initiation of the EHDI program’s data system to assist in the evaluation
of this comprehensive effort.

Hopefully, this letter addresses your concerns. Should you have any additional questions
concerning HB 109, please do not hesitate to contact my office.

District 10 - Fairbanks

JR/jwp
Enclosures as slated
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CHAIR WILSON asked now many childrena year are born with
hearing loss.

DR. BEALS stated that the incidents of hearing loss diagnosable
at birth is about 3 in 1,000 live births and there are about
10,000 live births in Alaska per year. He -estimated that there
are about 30 children a year born [in Alaska] who would be
diagnosed using this technology.

3:47:58 PM

JACK MCGRAY, Senior Vice President, Premera Blue Cross, began
discussion of Amendment 1 [submitted by Premera Blue Cross,
labeled as 2/16/05, 4:07 p.m.] which vread [original punctuation
provided]:

CSHB 109(L&C) Version "F" page 3, lines 9-24:

Sec. 5. AS 21.42 is amended by adding a new section to read:

Sec.21.42.349. Coverage for newbom and infant hearing
screening. (a)If a health care insurer offers, issues for
delivery, delivers, or renews in this state a health care

insurance plan that covers services provided to women during
pregnancy and childbirth and the dependents of a covered
individual, including routine newborn care, the health care
insurer must comply with the requirements of this subsection.

(1)The health care insurer may not deny coverage for a
newborn or infant screening to be performed within 30 days
after the child®"s birth; and

(2)If the initial screening under (1) of this section
determines that the child may have a hearing impairment,
the plan may not deny coverage for a confirmatory hearing

diagnosis evaluation.

(b)The coverage required by this section may be subject to
standard policy provisions, such as deductible or copayment

provisions.

Rationale: (a): Deletes exception for fraternal benefit
societies. Because the intent of the bill 1is to assure that
100% of newborns are screened, no sources of payment should be
excluded from the requirements. (@) through (b): Under
current practice, any costs Tfor the initial screening are
typically included in the hospital or other facility"s charge
for newborn care or in the physician or other practitioner®s

charge for routine follow-up care. Diagnostic tests, including
hearing examinations, are covered under existing medical
benefits. The amendment changes the bill language to reflect

standard practice and health plan design.

MR. MCGRAY said:

we"re supporting HB 109 ... we cover thi3 hearing test
now ... in a pediatric setting or in a hospital or
birthing center ... what our amendment will do is it
will change the bill to reflect the standard practices
in the health plan design ... it will only modify the

Page 6 of 10
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bill so it will come into sync with standard practices
in health plan designs that we have up in Alaska, now.

CHAIR WILSON inquired as to the specific changes included in
Amendment 1.

MR. MCGRAY explained that the amendment is technical and it will
allow {Premera Blue Cross] to utilize existing contracts.
Without the amendment, he said, administration costs would rise

due to the creation of new contracts.

REPRESENTATIVE SEATON inquired as to the HB 109 requirements for
testing being covered under existing procedures.

MR. MCGRAY stated that they are covered now under ‘'"hearing
screening.”

CHAIR WILSON inquired as to the purpose of Amendment 1 if there
is coverage [for screening] now.

MR. MCGRAY said that this is a technical issue that deals with
how the contract is written in relation to how the legislation

is written.

3:50:21 PM

REPRESENTATIVE GARDNER clarified that the Alaska State
Legislature makes the law and 1insurance company contracts comply

with the law.

MR. MCGRAY stated that one of the goals [of Pro iera Blue Cross)
is to keep administrative costs low; this amendment will not

modify the intent of HB 109.
REPRESENTATIVE ANDERSON stated:

if you look at Version F of the bill ... page 3 ...
lines 22 through 24 ... section 5, subsection 6 ... it
states, "The coverage required by this section may be
subject to standard policy provisions that are
applicable to other benefits, such as deductible or

co-payment provisions." Your amendment, as proposed

states ... '"the coverage required by this
subsection may be subject to standard policy
provisions, such as deductible or co-payment
provisions." .e- you hav” deleted, "that are

applicable to other benefits" and that was bought up
in the Labor & Commerce Committee, can you explain
why that was deleted.

MR. MCGRAY stated that the intent (of Amendment 1]:

if the language went through as is presently listed in
the bill, we‘d modify our contracts and have a stand—
alone benefit for this, for the hearing screen. Now
what we do is we include that in the benefit package
that the hospitals and physicians used when they're

screening for hearing. So, ... the amendment changes
won"t reflect anything different than our standard
practices ... instead of having a stand-alone benefit

tiiIn'/Aim /'U li>(>ic *il- 1ic/hiL-i tinulLi
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that states "hearing specific,” 1it"s part of the
package that"s used that the doctors and hospitals use
in screening and we pay for it that way.

3:54:13 PM

CHAIR WILSON stated that she needs to be convinced as to why the
language, "that are applicable to other benefits" shnuld be

deleted from HB 109.

MR. MCGRAY stated that [Premera Blue Cross] consulted with its
legal department and concluded that if the language in HB 109
remains as it is now, all contracts in Alaska will require
revision. Heexplained that the submitted amendment does not
change [Premera Blue Cross) practices in Alaska or the intent of

HB 109.

CHAIR WILSON offered comments concerning the language used
within the submitted amendment:

at the end of that first paragraph [of Amendment 1]
where it says ‘'care insurer must comply with the
rsquirements of this subsection,”™ | would suggest that
we change that to say ‘'care insurer shall comply [with
the requirements of this subsection].” ... under
number 1 ... leave out "The health insurer may not
deny" and ... [insert] "Coverage for a newborn or

infant screening to be performed within 30 days of the
child®"s birth" ... number 2 ... in the middle line,
"the plan may not deny" ... [insert] "the plan shall
provide coverage for confirmatory hearing diagnostic

evaluation.*

MR. MCGRAY said that he has no problem with Representative
Wilson®"s comments and corrections to Amendment 1.

3:57:30 PM

REPRESENTATIVE CISSNA inquired fts to the availaDility of an
attorney to assist with tho questions brought up by
Representative Anderson.

CHAIR WILSON stated that "Bill Drafting" has been contacted and
the person who drew up HB 109 will bo able to provide guidance.

CHAIR WILSON asked if someone would move the amendment before
the committee [in an attempt to make Representative Wilson"s
aforementioned corrections).

REPRESENTATIVE MCGUIRE stated her concerns about the moving the
amendment and questioned phrasing within HB 109.

4:02:34 PM

REPRESENTATIVE SEATON offered Amendment 1 [labeled 2/16/05. 4:07
p.m.] to be brought before the committco.

REPRESENTATIVE ANDERSON objected for the purpose of discussion.
REPRESENTATIVE SEATON offered a Conceptual Amendment to amend

lutp.y/www.lIl’gis.shllc.ak.us/ba.sis/gcl sinpit" minute :i»n>>r<vinn=7.1AI>hdb I">7 ftmv >Nnrw.
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Amendment 1, as follows:

In Subsection (1), remove "the health care insurer may

not deny"

Insert "Provide"

In Subsection (2), remove "may not deny"
Insert "shall provide”

In first paragraph, remove "must"

Insert "shall"

4:04:03 PM

CHAIR WILSON stated that hearing no objection, those changes
have been made to vread, "the health care insurer shall comply
with the requirements of this subsection ... they shall provide
coverage for a newborn infant and they shall provide coverage

for confirmatory hearing diagnostic evaluation."”

4:05:17 PM

REPRESENTATIVE SEATON offered Amendment 2, to amend Amendment 1,
as follow..

Remove Subsection (b)
Adopt the rest of the Amendment 1.

REPRESENTATIVE MCGUIRE objecteu for the purpose of discussion.

4:06:35 PM

JEAN MISCHEL, attorney. Legislative Legal and Research Services,
Legislative Affairs Agency, stated that there is a structural

problem with Amendment 1.

CHAIR WILSON explained the specific changes the House Health,
Education and Social Services Standing Committee have made to

Amendment 1.

4:08:39 PM

REPRESENTATIVE ANDERSON, for the benefit of Jean Mischel,
clarified the changes within HB 109 [and Amendment 1) that the

committee had been discussing.

4:10:29 PM

JEAN MISCHEL stated that Amendment 1 could significantly change
HB  109. She explained that what the current language change
does, in Subsection C. Section 5, of H3 109, is limit it t
standard policy provisions that are applicable to other
benefits. If the scandard policy provision were changed, with
respect to infant hearing and screening assessments, other
benefits wou’d also have to be changed. She stated that what is
beirg proposed in Amendment 1 is a much broader limitation.

CHAIR WILSON asked Jean Mischel to review Amendment 1 and inform
Representative Rnmran of the effects of the changes. She stated
that the House Health, Education and Social Services Standing
Committee will pass HU 109 to the next committee. In the
meantime, she said, legal counsel will provide information

hnp.7/www.Ic‘gis.stulc.ak.us/ha.sis/Kci single minuk.a.so?.scssion=?-l.frh<M>

linr=fH)P 7 ,fr.»tui

Page 9 of 10

vonrw.



House HEALTH, EDUCATION & SOCIAL SERVICES Minute 24 Legislature

concerning language changes.

REPRESENTATIVE SEATON withdrew his aforementioned amendments.

4:13:06 PM

REPRESENTATIVE ANDERSON moved to report CSHB 109(L&C), Version
F, with individual recommendations, attached fiscal note and
with supplemental legal comments. There being no objection,
CSHB 109 (LSiC) was reported from the House Health, Education and
Social Services Standing Committee.

Bill ROOt: | Display Bill Root |
To Report Problems with Basis Inquiry

Live KTOO Streams A

Return to Basis Main Mellu.(24 Legislature]
Reiumjo_Lcgislature. Homc Page
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Alaska Center for Pediarics
Airport He? hts Dntve, Ste 140

Anchorage. AK
Phone: 8077771800, Fax: 9072782066

Senator LydaG inn
Senate DistrictG

Fax (907) 465-3305

Re: House Bill 109

April 28. 2005

Dear Senator Green:

| am a pediatrician in Anchorage, J is serving as Chapter Champion for the Earty Detection of
Hearing mpairment and Intervention (r iDi) Program for the Alaska Chapter of the American Academy
of Pediatrics. The principles of Ihe El IDI Program have been endorsed by the American Academy of
Pediatrics, the Center for Disease Control, the National Institute of Health and numerous other
organizations. The basic goals o' lhe orogran are (1) Screening of all newboms fcr hearing
impairment by 1 month of age (preferably before hospital discharge), (2) Identification of all children
bom with hearing impairment (usng diagnostic testing by audologist3) by 3 months of age. and (3)
Intervention for children diagnosed with hearing loss with appropriate communication options and
technologies by 6 months of age. The essentia: goal of the program is to allow chtfdren with hearing
impairment to develop language skills equivaent to hearing children. There is plentiful evidence that
ceaf chldren who aro diagnosed and roceive appropriate holp oariy in ITo can develop languago skils
along normal lines, even before school entry.

In order to further lie development of the EHDI program in Alaska. | am endorsing and asking for
your support of House Bill 109, sporsored by Rep. Jay Ramras. This bit seems to contain elements
that will help Alaska achieve the goals of this program for Alaska's children

Hearing loss is the most common birth defect. The ability to minimize the negative effects of
deafness on children is why Ihe A'askan Mafch of Dimes Is supporting this bi I. Before the technology
that permits the screening of rewboms, pediatricians tried to pick up children with hearing Drab'orrs as
early as we could, but it was often not until 2-3 year of age, and often later with mi'der hearing
impairments Several Alaskan hospitals havo been doing roulino newborn heanng screening for over 6
yoars and incorporated the charges rrto thoir routino nowbom charges. Due to the efforts of O State
EHDI coordinator, working through the dvision of Maternal/Child Health, and usng fade grant
money, the equipment that is used to test newbom hoartrg is new available in all the slate's birthing
noso tas. Despite this availability, without requiring hospitals to routine y offer this sorvnco and report
thoir resuhs. we are sura that many of our stato's parents do not receive the opportunity to have the
(hopefully) reassumg lest of their child’s heanng. It Is estimated that Alaska is 48 out of 50 states in
.newborn hearing screenmg.

I was concerned to hoar from Rep Ramras. that you were hesitant to support this b.H | understand
you have some concern about tho insurance ram flcal ons While | certainly can't speak for the
nsomnco company, Uioy havo not oppose™4the bill As | said, tno tost has been done in lhe largest
birthing hcsp tais in AJusku for many years and will continue to be Nationwide, over 90% of ull
newboms undergo this screening and in over half of trie states all tho hospitals are screenrig 99% of
newborns In other words, this Is not a new burdon to tho insurance industry and | can't magino that

>reiatively Inexpensive screening lest that is almost universally nccoptod os "standard of care" for
all newboms would have almost no Impact on any Insurance plan. [|: would only a'foct p'nns that
already cover matem ty benefits.

The oconomic impact of the program is another issue thnl I'm sure h logisator must consdcr.
hove nothing to do with the fscal riotu and I'm suro if a chile's deafness is diagnosed earlur, then

t
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services lo that child will be started earlier. | havo alroady stated the positive benefits of this early
diagnosis. | bcllevo tfioro arc significant cost savings for children who are diagnosed eartior. As an
educator, I'rr sure you realize that a chid who starts school with significant language delays require
many more special services than children with normal language skills Special Education students cost
about twice what ‘normal students" cost the schoo: system. But the cost savings go beyond that. One
study indicated that, comparing lifetime costs for deaf children with normal language skills and wilh
delayed language skis, children with delayed language skills will cost $50,000 more In Special Ed
services, require 4 times the cost In vocat onal rehabilitation and have a lost earnings productivity of
over $350,000. How much earty diagnosis can offset these discrepancies cannot bo calculated. But
that there are fiscal as well as social, behavioral, educational, and humanistic advantages to this
program are undeniable.

Senator Green. | have been a pediatrician for 26 years and this is the first time | have been involved
wilh endorsing a bil and trying to educate legislators about its advantages. As | have said, my task is
to support tho EHDI program and | have beer told that House Bill 109 will be necessary if Alaska is lo
succeed in effectively offering this program to its citizens. When someone with your legislative stature
and experience is concerned about our biH, | want to do all | can to alleviate these concerns. | hope
that you will review this letter and other correspondence coming to you and listen to the testimonies
when the bill comes before your Health, Education, and Social Services committee. If you are still not
convinced of its melts, please alow me to meet with you after the session is over, so we can discuss it
further. Practice concerns will not allow me to fly to Juneau this session, but if there are any questions |
can answer, please feel free to cal me at my work number during the day, or at my home number

(907.349 1594) in the evenings,

Thank you for your attention,

v
Alaska AAP Chapter Champion, EHDI p ogram
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To:

Senator Lyda Green, Co-Chair Finance Committee
Fax: 907-465-3806 o ,
Senator Gary Wilken, Co-Chair Finance Committee
Fax: 907 74 o ,
Senator Con Bunde, Vice-Chair Finance Committee
Fax: 907-465-3871

Senator Fred Dyson

Fax: 907-465-3(PS-45#7

Senator Bert Steg?nan

Fax: 907-465-3873

Senator Lyman Hoffman

Fax: 907

Senator Donny Olson

Fax; 907-465-4821

March 13 2006
From: Linda Erb

Re:

Audiologist, ,
Alaska Native Medical Centr-
Q07-720-1422

Fax: 907-729-1474

Enciosed please find testimony | presented to the Senate Health and

Social Services Committee regarding HB 109

I urgle you to schedule this bill for a hearing. This bill is very important to
ensure that the newhorn heann%screen[ng continues so that we can diagnose
e

and begin intervention early for

aring impaired children.

Thank you for your consideration.

|
0037007
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work as an audiolo Sqrst at Fhe Ala?] a Native Medrc%I Center.. | have lived | rr] Alaska for a

ong time. | previqusty wor e Anchora ool District as an audiplogist and as
a teac erofpresc o¥ dea H{gren Ia?so ar% the mot‘rerofan adult% woman.

L P e
gro rams toscreen earrng rall new oms% sure time drag tceva ation and
régrla”rﬁe%e tn ug regeral gr%rsn Seenheo \r/r(e)uxtgeog emW Org Shac tenbe che inthe
ovjever soont% 8rants will'expire an We neeJ %a\ e?egrsatronﬁ at |ﬁ Hsure the

con nuatr?n 0 rogram. Currently, 38states have fion In place mandating
NEWNOrn nearing Screening.

| have worked with persons with hearing rmparrmen[< ora Iong time and have seen the
positive. changes early dia nosrrs and rnterventron ma es. Bef Sre newbom nearing
screening, tre average ade 0 dragnosrs 0 earrnﬁ 0Ss was 21to years of age. "Even
ith mil moderatel sses of he P% but es%ecra with severg to Ero found earrn
0SSES, Pactons eech an aﬂ g e ? ent was deva tatg ﬁr,g
rmgarre chr en m?m ained lower e leve an thelr peers and deaf ¢ en
often le hrgh school with |e%s tha rade regdrn 0 levels. Good research in the last
five yearsh s shown that hapies whq have newnom hearrn screenrn and recelve
early diagnosis and intervention dev lOP gee}han angu that rs ro rate b X
ag 0)5) ears nom iertho |eve their hearl (fuded rnt rsr erv ntrgnr
termg ement In cochlear imp nts fo Pr(ounge Ordren lagnosed wr)1 dHro oun

egis

earin 0SS and recervrn a0 earr ant ﬁ eas man}/ rgn are
evelo mra age approprraespeech and language skills and"are being nclu
successfully in reqular education classes.

Ear draqnosrs |f]even more important forehrldr n.who live.in remote vrlla es. These
8 renare%dy ave more T]mrted access 1o ear rnterventro(n recervr ear
ﬂ nosis ar] ntervention H lané/

eIr access to normal speec o ent
will'be greatly enhanced. T rrlg)rtﬂ%sec dren tthrs a% £55.10

auditory intefventiop, rural Ag I(S I810 lggl? m ren eith rare sent '[OAH orage tO Ive
oS for el g ih

%rouh) omes in order to attend the State %chool or the Deaf, stay In their vill %es wit
to communicate with, or their families move to Anchorage’and lose thel

— — communrtysupport SyStem; =-----=-------- -

él ers nal note, my dau hterw orsdeansm |e’\Td"e"|m" Tr he(/yTTaw three
ren who are he f dau er has orke Bar %’ngrréow ﬁi“e ol g

goﬁwre?nrcaiyg%vg Ptres%gheum ssev(%rrg e?”?ﬂetn s who wont to the Alaska State

a for the Deat and com eted c0 e(%]e degrees e eitner une poe or unger
employed (e.g. en?meerrng ifegree wor ?asateac er assis antfn [l she was identified
today, | wolld” opt hiear implant for her | aheart eat because | have seen how

or
muc ney IMProve a geaf person’saccess to augrtory communication.

Th kez toan |mproved %ualrty of life f %r children with hearrn% 1035 IS earl¥ identification
and Iintervention. We ne toensuretatourhosBrtasarer uired tosc en hearrn%of
teI\SrvBCﬁrns and thatdragnosrs and intervention occurs in a timely manner. Please pas
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April 12,2006

Senator Green
State Capitol
Room 516
Juneau, AK 99801

Dear Senator Green,

Birth defects are the leading cause ofinfant mortality in the United States. | am concerned about
the public health importance of the major birth defect, congenital hearing loss.

In Alaska each year, approximately 10,000 babies are bom and according to national statistics,
about 30 ofthem will have some type of congenital hearing loss. Hearing impairment is the
most common birth defect, more common than cerebral palsy, Down syndrome and severe

mental retardation.

Mandatory newbom hearing screening of all babies bom in the state allows them to be screened
for hearing loss. In the absence of mandatory screening in the newbom period, the average age
of identification ofa hearing impairment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child’s language, speech, psychosocial, and cognitive development Through early
identification, children identified at birth with a hearing loss can Icam and progress at a rate
comparable to those with normal hearing

In addition, mandatory reporting by birthing facilities of hearing screening results to the State of
Alaska’s, Early Hearing Detection & Intervention (EHDI) Program, will help to ensure that
children with possible hearing loss receive timely diagnostic evaluation and, if necessary, are
enrolled into early intervention services at the earliest possible time.

I want to ensure that ull children arc given what is needed to become productive members of our
communities 1 know you do also. Please support the addition of HB 109 requiring newborn
hearing screening, reporting and follow up. Let me know how | can assist you or your staff with

additional information.

Thanks for your attention to this important matter
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March 15,2006

Representative
State Capitol

120- 4th

Juneau, AK 99801

Dear Representative,

Birth defects are the leading cause of infant mortality in the United States. | am writing as one of
your constituents concerned about the public health importance of the major birth defect,
congenital hearing loss.

January has been designated as Birtb Defects Prevention Month. In Alaska each year,
approximately 10,000 babtes are born and according to national statistics, about 30 of them will
have some type of congenital hearing loss. Hearing impairment is the most common birth
defect, more common than cerebral palsy, Down Syndrome and severe mental retardation.

Mandatory newborn hearing screening ofall babies bom iti the state allows them to be screened
for hearing loss. Tnthe absence of mandatory screening in the newbom period, the average age
of identification ofa hearing impairment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child’s language, speech, psycho-social, and cognitive development Through ear'y
identification, children identified at birth with a hearing loss can learn and progress at a rate
comparable to those with normal hearing.

In addition, mandatory reporting by birthing facilities of hearing scteening results to the State of
Alaska’s, Early Hearing Detection & Intervention (EIlIDI) Program, will help to ensure that
children with possible hearing loss receive timely diagnostic evaluation and, if necessary, arc
enrolled into early intervention services at the earliest possible time.

1want to ensure that all children are given what is needed to become productive members of our
communities. | know you do also. Please support the addition of HB 109 requiring newbom
hearing screening, reporting and ft.ilow up. Let me know how | can assist yon oi your staff with
additional information

Thanks for your attention to this important matter.
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Representative
State Capitol

120- 4th

Juneau, AK 99801

Dear Representative,

Birth defects are the leading cause of infant mortality in the United States. | am writing as one of
your constituents concerned about the public health importance of the major birth defect,
congenital hearing loss.

January’ has been designated as Birth Defects Prevention Month. In Alaska each year,
approximately 10,000 babies arc bom and according to national statistics, about 30 ofthem will
have some type of congenital hearing loss. Heanng impairment is the most common birth
defect, more common than cerebral palsy, Down Syndrome and severe mental retardation.

Mandatory newbom heanng screening of all babies bom in the state allows them to Ix: screened
for hearing loss In the absence of mandatory screening in the newbom period, the average age
of identification ofa hearing impairment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child’s language, speech, psycho-social, and cognitive development Through early
identification, children identified at birth with a hearing loss can Icam and progress at a rate
comparable to tlrosc with normal hearing.

In addition, mandatory reporting by birthing facilities of hearing screening results to the Stale of
Alaska's, Early Hearing Detection & Intervention (EHDI) Program, will help to ensure that
children with possible hearing loss receive timely diagnostic evaluation and, if necessary, are
enrolled into early intervention services at the earliest possible time.

I want to ensure that all children arc given what is needed to become productive members of our
communities. | know you do also. Please support the addition of HB 109 requiring newborn
hearing screening, reporting and follow up. Let me know how | can assist you or your staff with
additional information

Thanks for your attention to this important matter.

Sincerely,

HJ
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March 15,2006

Representative
State Capitol

120- 4th

Juneau, AK 99801

Dear Representative,

Birth defects are the leading cause of infant mortality in the United States, | am writing as one of
your constituents concerned about the public health importance ofthe major birth defect,
congenital hearing loss.

January has been designated as Birth Defects Prevention Month. In Alaska each year,
approximately 10,000 babies are bom and according to national statistics, about 30 of them will
have some type of congenital hearing loss. Hearing impairment is the most common birth
defect, more common than cerebral palsy, Down Syndrome and severe mental retardation.

Mandatory newbom hearing screening of all babies bom in the stale allows them to be screened
for bearing loss. In the absence of mandatory screening in the newbom period, the average age
of identification ofa hearing impairment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child’s language, speech, psycho-social, and cognitive development. Through early
identification, children identified at birth with a hearing loss can learn and progress at a rate
comparable to those with normal hearing.

In addition, mandatory reporting by birthing facilities of hearing screening results to the State of
Alaska's, Early Hearing Detection & Intervention (EHDI) Program, will help to ensure that
children with possible hearing loss receive timely diagnostic evaluation and, if necessary, are
enrolled into early intervention services at the earliest possible time.

I want to ensure that all children arc given what is needed to become productive members of our
communities. | know you do also. Please support the addition of HB 109 requiring newbom
hearing screening, reporting and follow up. Let me know how | can assist you or your staff with

additional information.

Thanks for vour attention to this important matter.

Sincerely,

SofpU '-M?2- 3./ -n HY\alJ*m y\P ecbsujl.
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March 15,2006

Representative
State Capitol

120- 4th

Juneau, AK 99801

Dear Representative,

Birth defects are the leading cause of infant mortality in the United States. | am writing as one of
your constituents concerned about the public health importance ofthe major birth defect,
congenital hearing loss.

January has been designated as Birth Defects Prevention Month In Alarka each year,
approximately 10,000 babies are bom and according to national statistics, about 30 ofthem will
have some type of congenital hearing loss. Hearing impairment is the most common birth
defect, more common than cerebral palsy, Down Syndrome and severe mental retardation.

Mandatory newborn hearing screening of all babies bom in the state allows them to be screened
for hearing loss. In Die absence of mandatory screening in the newbom period, the average age
of identification ofa hearing impairment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age throe, delay in diagnosis can impair a
child’s language, speech, psycho-social, and cognitive development Through early
identification, children identified at birth with a hearing loss can learn and progress at a rate
comparable to those with 'ormal bearing.

In addition, mandatory reporting by birthing facilities of hearing screening results to the State of
Alas' a’s, Early Hearing Detection & Intervention (EHDI) Program, will help to ensure that
children with possible hearing loss receive timely diagnostic evaluation and, if necessary, arc
enrolled info early intervention services at the earliest possible time.

| want to ensure that all children arc given what is needed to become productive members of our
communities. I know you do also. Please supportthe addition ofl IB 109 requiring newbom
hearing screening, reporting and follow up. I>ct me know how Jcan assist you or your staffwith
additional information.

Thanks for your attention to this important matter.



March 15,2006

Representative
State Capitol
120-4th

Juneau, AK 99801

Dear Representative,

Birth defects are the leading cause of infant mortality in the United States. | am writing as one of
your constituents concerned about the public health importance ofthe major birth defect,

congenital hearing loss.

January has been designated as Birth Defects Prevention Month. In Alaska each year,
approximately 10,000 babies are bom and according to national statistics, about 30 of them will
have some type ofcongenital hearing loss. Hearing impairment is »hc most common birth
defect, more common than cerebral palsy, Down Syndrome and sevcic mental retardation.

Mandatory newbom hearing screening ofall babies bom in the state allo’vs them *o be screened
for hearing loss. In the absence of mandatory' screening in the newborn period, the average age
of identification ofa heanng impairmentis 2-3 years ofage. Since the mostimportant period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child’s language, speech, psycho-social, and cognitive development. Through early
identification, cliildrcn identified at birth with a hearing loss can learn and progress al a rate
comparable to those with normal hearing.

In addition, mandatory reporting by birtlung facilities of hearing screening results to the State of
Alaska’s, Early Hearing Detection & Intervention (EHDI) Program, will help to ensure that
children with possible hearing loss receive timely diagnostic evaluation and, if necessary, arc
enrolled into early intervention services al the earliest possible time

I want to ensure that all children ate given what is needed to become productive members of our
communities. 1know you Jo also. Please support the addition of HB 109 requiring newbom
hearing screening, reporting and follow lip. Let me know how 1can assist you or your stafT with

additional information.
Thanks for your attention to this important matter.

Sincerely.
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April 12, 2006

Senator Green
State Capitol
Room 516
Juneau, AK 99801

Dear Senator Green,

Birth defects arc the leading cause of infant mortality in the United States. | am concerned about
the public health importance ofthe major birth defect, congenital hearing loss.

In Alaska each year, approximately 10,000 babies arc bom and according to national statistics,
about 30 of them will have some type of congenital hearing loss. Hearing impairment is the
most common birth defect, more common than cerebral palsy. Down syndrome and severe

mental retardation.

Mandatory newbom hearing screening ofall babies bom in the state allows them to be screened
for hearing loss. In the absence of mandatory screening in the newbom period, the average age
ufidentification ofa hearing impairment is 2-3 years ofage. Since the most important period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child’s language, speech, psychosocial, and cognitive development. Through early
identification, children identified at birth with a hearing loss can ieam and progress at a rate

comparable to those with normal hearing.

In addition, mandatory reporting by birthing facilities of heanng screening results to the State of
Alaska’s, Early Hearing Detection & Intervention (UHDJ) Program, will help to ensure that
children with possible hearing loss receive timely diagnostic evaluation and. if necessary, arc
enrolled into early intervention services at the earliest possible time

I want to ensure that all children are given what is needed to become productive me nbcra ofour
communities. | know you do aJso. Please support the addition of HB 109 requiring newbom
heanng screening, reporting and follow up. Let me know how | can assist you or yoir staff with

additional infoimation.

Thanks for youi attention to this important matter
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