“Mankind owes to the child
the best it has to give ...”

— Opening words of the United Mations” Declaration of the Righes of the Child




We are pleased to have been asked to write a letter of introduction for the guide for parents
of children newly diagnosed with hearing loss. We truly hope that this publication, a joint
effort of interested service providers and parents of children with hearing loss, will be most
helpful to you and your family.

All parents shoulder the awesome responsibility of having to make difficult, sometimes life-
altering decisions for their children. As you become more familiar with your child’s hearing
loss and the many options available to you, you may at times feel confused, uncertain, even
hesitant. Indeed, the choices you will be required to make concerning your child’s education,
teaching methods and, ultimately, the form(s) of communication used by your child and your-
selves, may seem overwhelming. We cannot tell you that the experience will be an easy one,
but it can offer blessings beyond your wildest imagination, and you and your family will not be
alone on your journey.

We have found that some of the best advice comes from other parents of children with
hearing loss, other family members of deaf, and of course, from deaf and hard of hearing adults
and children themselves. Many well-intentioned people may offer you advice; be selective in
which advice to follow and which to dismiss; above all, follow whatever feels right for you and
your family. You will be determining how your child will interact with the world as well as how
you will interact with your child for a lifetime.

We encourage you to meet and interact with as many other families and individuals affected
by hearing loss as possible and to learn from their successes and their stories. Information will
be your best tool. Once you are informed, be willing to fight for your child’s needs. The payoff
can be incredible. Follow your heart.

Your child’s diagnosis has very likely brought sadness and grief to you and your family. These
emotions are perfectly normal and healthy, and we encourage you to accept and work through
your feelings at your own pace. In time, sadness and grief will subside, and you will find that
you are able to tackle the challenges ahead. Yes, there are many challenges to come... and
many rewards.

Children with hearing loss are limited only by imagination. All the joys of being children,
of playing with other children, of wondering at butterflies and stars, of achieving their
dreams...all things are possible. And this does not end with childhood. One need only look at
the countless examples of independent, well-adjusted, well-educated, responsible and mature
deaf and hard of hearing adults to see that this is true. Do not let others define limits on what
your child can achieve. You will be your child’s strongest advocate.

We wish you and your family a bright and awesome future.

Linda Erickson and Cheri Scott
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Introduction

More than 28 million Americans are deaf or hard of
hearing, and thirty million more are exposed to dan-
gerous levels of noise. Levels of hearing loss range
from a mild but important loss, to a total loss of hear-
ing or deafness. The most common cause of hearing
loss in infants/children is otitis media, a middle ear
infection that is found mostly in infants and young
children. A large number of hearing impairments,
or damage, is caused by factors in people’s surround-
ings such as noise, drugs, and poisons. Many acquired
sensorineural hearing losses, hearing loss caused by
damage that occurs in the inner ear and/or nerve
pathway to the brain, are also caused by a genetic
history for hearing loss. (For more information, see
the Genetic Counseling section). Important progress
has been made in the last ten years towards under-
standing hereditary factors connected with the au-
ditory (hearing) system.

Parent Resource Manual

[t is important to remember when dealing with your
deaf or hard of hearing infant/child, that hearing and
listening are not the same. Parents often say to their
infants/children “Listen to what I say” but not “Hear
what | say.” Hearing is a part of what the ears do.
With listening, your infant/child has to focus and
deal with the sound or speech that he/she hears. Then
your infant/child must form a message from this. An
infant/ child’s hearing may be normal but he/she may
not know how to listen. If you have seen an audiolo-
gist (hearing loss specialist), you already know about
your infant/child’s hearing. The next step is to help
your child find the power and fun of listening.




Hearing loss is the most common birth defect in newborns in America, and yet not

all newborns are routinely tested for it.

*  Approximately | out of 1,000 infants are born completely deaf, and another 2-3

out of 1,000 infants are born with some degree of hearing loss.

*  The cost of educating a child with a hearing loss through high school today is

over $420,000.

* The combined expenses of deaf education and loss of productivity result in an

average lifetime cost of over $1 million per deaf individual.

*  According to the American Academy of Pediatrics (AAP), infants/children that
are found to have hearing loss, and receive early intervention (treatment) by six
months of age will do much better with speech and language development/

growth than infants/children found with hearing loss after six months of age.




Frequently Asked Questions

Are there many infants/children with hearing
loss or am | all alone in this?

You are not alone. There are many infants/children
with hearing loss and many who are deaf. Actually,
approximately one child out of a thousand is born
deaf. And nine out of ten of these children have par-
ents who hear. Only about 1 out of 10 have parents
who are deaf themselves.

Are there different types and degrees of
hearing loss and does that make a difference?
Yes, there are several different types of hearing loss:

1. Conductive

2. Sensorineural

3. Mixed

4. Central

There are also different degrees of hearing loss:
. Mild

. Moderate

. Severe

. Profound

. Total
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Sensorineural hearing loss is permanent and is
the result of something affecting the inner ear,
or the nerve that deals with hearing called
the auditory nerve. There are many different
causes of sensorineural hearing loss, includ-
ing congenital infections, medications, noise,
and genetics. Congenital hearing loss is
present in three to four out of every 1000 new-
borns and is detectable at birth through uni-
versal newborn hearing screening. Senso-
rineural hearing loss can also develop later in
life for various reasons, one of which is exces-
sive exposure to loud noise.

Conductive hearing loss is the result of some-
thing affecting the outer or middle ear, such
as ear infections associated with fluid in the
middle ear space. Middle ear infections are
the second-most common reason children see
doctors. Any time children have middle ear
infections with fluid in their ears, they may

have an accompanying hearing loss. Other
common causes of conductive hearing loss
include excess wax, foreign bodies, swelling
of the auditory (hearing) canal, or ear canals,
eardrums, or middle ear bones that did not
form correctly. In most cases, conductive hear-
ing losses can be treated either medically or
surgically, and are not permanent.

Mixed hearing losses are combinations of sen-
sorineural and conductive hearing losses.

How common is hearing loss?

Hearing loss in young children is more common than
you may think. About three to four out of every
1,000 infants born have some type of hearing loss.
In fact, hearing loss is more common than all of the
other illnesses (for example PKU, sickle cell anemia)
for which all infants must be tested by law in the
hospital.

Why did this happen to my infant/child?

In some cases, the cause of an infant/child’s hearing
loss may be easy to find. For example, there may be a
family history of deafness, a congenital condition
(present at birth), an illness, a syndrome, an acci-
dent, and/or a prescribed medication that may obvi-
ously be the cause of the hearing loss. In other cases
however, there may be no obvious reason for the
hearing loss, and you may never know the cause of
your infant/child’s hearing loss.

What does my infant/child’s hearing loss mean?

Because there are many different kinds of hearing
loss, it may mean different things for different in-
fants/children. Hearing loss can be a temporary (pass-
ing) sound transfer problem caused by a blockage in
the outer or middle ear (for example, middle ear
fluid), or it can be permanent sensory damage (nerve
damage that will not go away). A hearing loss may
even be a combination of both of these things. How
your infant/child’s hearing loss will affect his/her lan-
guage development/growth depends on many things.
If the hearing loss can be fixed (for example, middle
ear fluid), quick medical treatment is most impor-



tant. If the hearing loss is permanent (will not go
away), the sooner the loss can be found and inter-
vention (treatment and/or therapy) started, the bet-
ter the chance for your infant/child’s language de-
velopment/growth. In all instances, active involve-
ment of you as parents and other caregivers in early
intervention is an important part of your infant/
child’s development/growth.

Will my infant/child’s hearing get better?

Whether or not your infant/child’s hearing gets bet-
ter depends on the cause of the hearing loss. If the
loss is because of a medical problem, such as middle
ear fluid, it may improve and may fluctuate (come

and go) with the reoccurrence (repeat) of the prob-
lem. If the loss is due to sensory or nerve damage, it
will not improve.

What should | do if | think that my infant/child
has a hearing problem?

Get in touch with your infant/child’s doctor, let him/
her know about your concern, and make plans to
have your infant/child’s hearing tested. This testing
should be done as soon as possible and when your
infant/child does not have a cold or an ear infection.
Do not wait several months because finding your in-
fant/child’s hearing loss early is very important.
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These degrees of loss show the results of measurement of unaided hearing, or testing without a hearing aid.

DEGREE OF LOSS

Minimal Hearing Loss

DECIBELS

16-25dB

POTENTIAL EFFECTS

A minimal loss of some sounds. May have
difficulty hearing quiet or distant speech
especially in noisy environments.

Mild Hearing Loss

26-40DB

Can hear most speech sounds but likely to
miss fragments of words, especially those
that contain “s”,“f”, and “th”. With proper
amplification, likely to understand all spoken
communication especially at close distances.

Moderate Hearing Loss

41-55DB

Without amplification, 50-100% of speech
sounds may be missed which may effect
speech development unless optimally
amplified. Proper amplification should
enable listener to hear and discriminate
all sounds.

Moderately Severe

56-70dB

Conversation cannot be understood, unless
the intensity is very loud. Age of amplifica-
tion, consistency of use, and intervention
will determine speech intelligibility and/or
language development.

Severe Hearing Loss

71-90dB

Without amplification, may be aware of loud
voices near ear. Spoken language will not
develop spontaneously unless modifications
and interventions are taken. Without
optimal amplification, should be able to
detect all the sounds of speech and identify
environmental sounds.

Profound Hearing Loss

91dB or greater

Aware of vibrations more than tonal
pattern. May rely on vision rather than
hearing as the primary avenue for communi-
cation and learning. Speech and oral
language will not develop spontaneously
without amplification and intervention.
Speech intelligibility often greatly reduced
and atonal voice quality likely.

The audiologist, and other professionals will be able to give you more information on types and
degrees of hearing loss.




What can parents do to help with speech and

language development/growth in their infants/

children with hearing loss?

e Make sure your infant/child wears his/her hear-
ing aid/s as directed by the audiologist.

e Speak to your infant/child often, including talks
about everyday events and routines.

® Speak at normal levels, using natural gestures, and
body language.

e Speak clearly.

e Say key words several times, giving your infant/
child extra chances to listen to the words.

® Praise your infant/child after using his/her voice.

¢ Include song and variety in your voice to highlight
key words, or to add meaning to the sentence.

¢ Give your infant/child time to respond.

¢ Encourage your child to be an active reader by read-
ing to him/her books that he/she knows rhyming
words, and/or words that are said over and over.

e Form schedules for daily activities. Talk about the
activity using familiar words and language.

e Read stories together. Infants/children like to hear
the same story over and over. After having heard
a story often enough, your infant/child can start
taking part by remembering and repeating words
and sounds connected with that page.

¢ Sing songs together. Infants/children learn from
hearing, rhyming, and saying things over and over.

e Say nursery rhymes.

® Form an experience/events book. Take a regular
notebook or journal, and glue pictures of the
people and happenings filling your infant/child’s
life (for example, photos of grandparents). Sit with
your infant/child and talk about the book together.
Play games with your infant/child like “pattycake”
and “peek-a-boo”.

¢ Build from what your infant/child knows to what
he/she does not know. For example, if your in-
fant/child knows the word “shoe,” start talking
about sneakers, boots, and slippers. Slowly your
infant/child will understand that sneakers, boots,
and slippers are all kinds of shoes.

Why is finding hearing loss in children early
(early detection) so important?

Hearing is necessary for speech and language de-
velopment (growth). The sooner a hearing loss is
discovered, the sooner your infant/child can be

treated and the better language and speech he/she
will develop.

Do my baby’s ears hurt?

If an infant/child pulls his/her ear(s) often, it may be
because of uncomfortable pressure or actual pain in
the ear(s). The following things may mean your in-
fant/child has an ear infection:

1. If your infant/child cries often

2. If your infant/child does not want to eat

3. If your infant/child has a fever

If your baby is suffering from any of these things, con-
tact your healthcare provider as soon as possible.

How is hearing loss treated?

If there is some hearing, sounds can be increased by
a hearing aid(s). If the loss is severe, children may
also be taught other forms of communication such
as sign language or lip reading. Speech and hearing
therapists can teach you how to best communicate
with your infant/child. An audiologist must first fig-
ure out where the hearing problem is (outer, middle,
or inner ear) before deciding on the best treatment
(for example, the use of hearing aids, seeing a doctor
for more treatment).

Where can | get my infant/child’s hearing
checked?

If your infant/child was not screened at the hospi-
tal at birth, go to a licensed pediatric audiologist (a
hearing loss professional who works with infants and
children). Your healthcare provider can provide you
with a list.

My infant/child has a hearing loss. Is there a
way for me to hear a sample of speech the
way he/she hears it?

The Alaska Early Hearing Detection and Interven-
tion (EHDI) program offers a compact disc (CD) that
can show different levels and kinds of hearing loss.
It will help you understand what your infant/child
hears, even though it won’t be exactly what he/she
is hearing. Contact the Department of Health &
Social Services, Division of Public Health, Section
of Maternal, Child & Family Health at (907) 269-

3400 for more information.

Early Hearing Detection & Intervention - 2002



Will my grandchildren also have a hearing loss?
If your infant/child’s hearing loss is due to middle
ear problems, the answer is probably not. If there is a
family history of hearing loss however, genetics may
be a factor, and an appointment with a genetics coun-
selor is important. Contact your health care provider
or the genetics clinic for more information. (To con-
tact the Genetics Clinic call State of Alaska, De-
partment of Health & Social Services, Division of
Public Health, Section of Maternal, Child, & Fam-
ily Health at (907) 269-3400.)

Can loud noises hurt infants/children’s hearing?
Yes. It is important to protect whatever hearing an
infant/child has. Very loud noises can damage your in-
fant/child’s hearing, and can do so permanently (for-
ever). Keep your infant/child away from very loud head-
phones, rock concerts, video arcades, and other loud
noises if possible. If you cannot keep your infant/child
away from the loud noises, protective earplugs should
be worn every time your child is around these noises.
The number of people with hearing loss caused by loud
noises is growing in this country. It is more important
than ever to stay away from these loud noises, or using
earplugs if staying away cannot be done.

What are “risk factors”?
A risk factor is a medical condition or event that is
known to be connected with hearing loss. Just be-
cause your son/daughter has a risk factor does not
mean that a hearing loss will definitely happen. A
risk factor means that hearing loss happened in a
very high number of children with one or more of
the conditions that are risk factors. The list of hear-
ing loss risk factors includes the following:
e Family history of childhood hearing loss
¢ Infection during pregnancy (rubella,
cytomegalovirus/CMYV, syphilis, herpes,
or toxoplasmosis)
e Birth defects of the head and neck
(for example, malformed outer ear)
e Low birth weight (under 3.3 pounds)
¢ Yellowing of the skin at birth (Jaundice,
Hyperbilirubinemia)
¢ Bacterial meningitis (illness)
® Medications for the ear (Ototoxic)
e If an infant/child is on a respirator for more
than five days (Mechanical ventilation)

el e T
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e Apgar scores of O to 4 at one minute or 0 to 6 at
five minutes. (This score is given at the time of
birth to figure out the newborn’s condition. The
score comes from evaluating the newborn’s heart
rate, respiratory/breathing effort, muscle tone,
reflex irritability, and color. A score of 0 -2 is
related on each of the five items, the highest pos-
sible score being 10.)

Finally, a hearing loss may have no known cause.

Nearly half of all infants with hearing loss have no

known risk factors to explain their hearing loss.

Can my infant/child’s hearing loss be
corrected?

Hearing loss that is caused by a disorder in the middle
or outer ear (conductive) can usually be corrected
with medical treatment such as antibiotics or minor
surgery. Hearing loss that happens because the audi-
tory nerve (hearing part of the inner ear) is not work-
ing correctly (sensorineural hearing loss) cannot be
corrected, but can usually be improved with the use
of hearing aids or a cochlear implant. With a mixed
hearing loss (combination of the hearing losses
above), the conductive part of it may be managed
with medical treatment, but the sensorineural part
will not go away. (For more information, see the Ter-
minology section.)

How can my infant/child have a hearing loss

when the newborn hearing screening was

passed?

Some hearing losses are congenital, which means

they happen before or during birth. Other hearing

losses are acquired, which means they happen after

birth. Hearing losses that take place after birth can

be because of:

1. Meningitis (illness)

2. Use of ototoxic antibiotics (medicine) during the
hospital stay

3. Some genetic losses that are described by progres-
sive hearing loss (hearing loss that gets worse as
an infant/child gets older), and may not be picked
up until later. In some cases, the effects of certain
illnesses or antibiotics may not show until months
later. If your infant/child had any of the risk fac-
tors, listed above, his/her hearing should be
checked regularly even if the screening at birth
did not show there was a hearing loss.



What is genetic counseling and why should |
have it done?

According to the Joint Committee on Infant Hear-
ing, the families of all infants/children with hearing
loss for whom there is not a clear-cut cause should
be given the option of genetic evaluation or review
and counseling by a medical geneticist. Many people
think that the main reason for such genetic evalua-
tion and counseling is so the family can know about
their chances of having other infants/children with
hearing loss. Actually, the genetic evaluation shows
much more important information that can be very
important on how your infant/child is treated. For
example, sometimes through a genetic evaluation a
certain cause of an infant/child’s hearing loss can be
found. If this is the case, sometimes they can tell
whether an infant/child’s hearing loss will become
worse. Also, for a large number of infants/children,
deafness is only one of many medical problems the
infant/child may have, and genetic testing may tell
whether the infant/child is likely to have other prob-
lems with the heart, kidneys, or eyes.

What will my son or daughter who is deaf or
hard of hearing be when he/she grows up?

No one can tell how a child will progress; each is unique.
Most importantly is to focus on being with your infant/
child NOW. Love, share, and learn to communicate
and enjoy each other. Comfort can also be found with
the knowledge that deaf and hard of hearing people are
everywhere and doing nearly everything.

The range of individual differences among hearing
people is also among deaf and hard of hearing people.
For example, some earn PhD’s, while others do not
complete high school, some marry deaf partners and
others marry hearing partners, and some have chil-
dren while others do not.

The important thing now though, is to work with
others to help your infant/child to learn language as
fast as possible. All children, whether deaf, hearing
impaired, or hearing, improve their academic and
social development (growth) as they gain good com-
munication skills. (For more information about how
to help your infant/child, see the Parents and Advo-
cacy sections).

“Here is my advice to you parents with deaf children.

It is important for you to learn how to communicate with
them and how to make them happy, not feel lonely. Just
make them feel as they are a part of the family. Once in
awhile they may take things personally and feel they are
left out but you parents have to be patient with them.
Telling them the truth is all that they want to know. Be
honest with them, also yourself too. If they have sisters
and brothers tell them about your child’s hearing loss.”

— |amon [age |4)
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Frequently Asked Questions -
Otitis Media/Ear Infections

What is otitis media?

Otitis media is an ear infection. Three out of four in-
fants/children have had otitis media by the time they
are 3 years old. In fact, ear infections are the most
common illnesses in infants and young children.

Are there different kinds of otitis media?

Yes. There are two main kinds. The first type is called
acute otitis media (AOM). This means that parts of
the ear are infected and swollen. It also means that
fluid and mucus are trapped inside the ear. AOM
can be painful.

The second type is called otitis media with effusion
(fluid), or OME. This means fluid and mucus stay
trapped in the ear after the infection is over. OME
makes it harder for the ear to fight new infections.
This fluid can also cause problems with your infant/
child’s hearing.

How does otitis media happen?

Otitis media usually happens when viruses and/or
bacteria get inside the ear and cause an infection. It
often happens as a result of another illness, such as a
cold. If your infant/child gets sick, it might hurt his/
her ears, causing otitis media.

[t is harder for infants/children to fight illness than
it is for adults, so children develop ear infections
more often. Research shows that other environmen-
tal factors, such as being around cigarette smoke,
can cause ear infections.

What’s happening inside the ear when my
child has an ear infection?

When the ears are infected the eustachian tubes be-
come inflamed and swollen. The adenoids can also
become infected.

The eustachian tubes are inside the ear. They keep
air pressure even in the ear. These tubes also help
supply the ears with fresh air.

The adenoids are found near the eustachian tubes.
Adenoids are clumps of cells that fight infections.

Swollen and inflamed eustachian tubes often get
clogged with fluid and mucus from a cold. If the flu-
ids plug the openings of the eustachian tubes, air and
fluid get trapped inside the ear. These tubes are
smaller and straighter in infants/children than they
are in adults. This makes it harder for fluid to drain
out of the ear and is one reason that infants/children
get more ear infections than adults. These infections
are usually painful.

Adenoids are located in the throat, near the eusta-
chian tubes. Adenoids can become infected and swol-
len. They can also block the openings of the eusta-
chian tubes, trapping air and fluid. Just like the eus-
tachian tubes, the adenoids are different in infants/
children than in adults. In infants/children, the ad-
enoids are larger, so they can more easily block the
opening of the eustachian tube.

Can otitis media have an impact on my child’s

hearing?

Yes. An ear infection (otitis media) can cause tempo-
rary (will go away) hearing problems. Temporary speech
and language problems can happen, too. If left un-
treated, these problems can become more serious.

An ear infection affects important parts in the ear
that help us hear. Sounds around us are collected by
the outer ear. Then sound travels to the middle ear,
which has three tiny bones and is filled with air. Af-
ter that, sound moves on to the inner ear. The inner
ear is where sounds are turned into electrical signals
and sent to the brain. An ear infection affects the
whole ear, but especially the middle and inner ear.
Hearing is changed because sound cannot get
through an ear that is filled with fluid.
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How do | know if my child has an ear
infection/otitis media?

[t is not always easy to know if your infant/child has
an ear infection. Sometimes you have to watch care-
fully. Your infant/child may get an ear infection be-
fore he/she has learned how to talk. If your infant/
child is not old enough to say, “My ear hurts,” you
need to look for other signals that there is a problem.

Here are a few signs your infant/child might show
you if he/she has an ear infection:

Tugging/pulling on ears

Crying more than usual

Fluid draining from ears

Trouble sleeping

Trouble keeping balance

Trouble hearing

Not reacting to quiet sounds

An infant/child with an ear infection may show you
any of these signs. If you see any of them, call your
health care provider as soon as possible.

How is and ear infection/otitis media treated?
Many health care providers suggest the use of an
antibiotic (a drug that kills bacteria) when there is
an active middle ear infection. If a child is feeling
pain, the health care provider may also suggest some-
thing to lessen it, called a pain reliever. Following
the health care provider’s instructions is very impor-
tant. Once started, the antibiotic (medicine) should
be taken until it is finished. Most health care pro-
viders will want to see your infant/child return for a
follow-up examination, to see if the infection has
gone away. Unfortunately, there are many bacteria
that can cause ear infections, and some cannot be
cured with just one antibiotic. This happens when
antibiotics are given for coughs, colds, flu, or viral
infections where antibiotic treatment does not work.
When antibiotics stop working to kill the bacteria
(bugs) in the body, those treatments do not work
against infections. This means that several different
antibiotics may have to be tried before an ear infec-
tion goes away. Antibiotics may also create unwanted
side effects such as nausea, diarrhea, and rashes.

Once the infection goes away, fluid may remain in
the middle ear for several months. Middle ear fluid
that is not infected often disappears after 3 to 6 weeks.
Neither antihistamines nor decongestants are sug-
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gested as helpful in the treatment of ear infections
at any stage in the disease process. Sometimes health
care providers will treat your infant/child with an
antibiotic to get rid of the fluid quickly. If the fluid
lasts for more than three months and is connected
with a hearing loss, many health care providers sug-
gest putting “tubes” in the ears with the infection/s.
This operation, called a myringotomy, can usually
be done on an outpatient basis by a surgeon, who is
usually an otolaryngologist (a doctor who specializes
in the ears, nose, and throat). While the child is
asleep under general anesthesia, the surgeon makes
asmall opening in the child’s eardrum. A small metal
or plastic tube is placed into the opening in the ear-
drum. The tube ventilates, or airs out, the middle
ear and helps keep the air pressure in the middle ear
equal to the air pressure in the outside. The tube
normally stays in the eardrum for six to 12 months,
after which time it usually comes out on its own. If
an infant/child has large or infected adenoids, the
surgeon may suggest removing them at the same time
the tubes are put into the ears. Removing the ad-
enoids has been shown to limit the number of ear
infections in some children, but not in those who
are under four years of age. However, research has
shown that removing a child’s tonsils does not cut
down on the number of ear infections. Tonsillotomy
and adenoidectomy may be correct for reasons other

than middle ear fluid.

Hearing should be back to normal once the fluid is
removed. Some children may need to have the op-
eration again if the ear infection comes back after
the tubes come out. While the tubes are in place,
water should be kept out of the ears. Many health
care providers suggest that a child with tubes wear
special earplugs while swimming or bathing so that
water does not get into the middle ear.

What will a health care provider do?

Your health care provider will check your infant/
child’s ear. The health care provider can tell you for
sure if your infant/child has an ear infection. He/she
may also give your infant/child medicine. Medicines
called antibiotics are sometimes given for ear infec-
tions. It is important to know how they work. Anti-
biotics only work against organisms called bacteria,
which can cause illness. Antibiotics do not work
against viruses, such as those connected with a cold.



In order to work, antibiotics must be taken until they
are finished. A few days after the medicine starts
working, your infant/child may stop pulling on his/
her ear, and appear to be feeling better. This does
not mean the infection is gone. The medicine must
still be taken. If not, the bacteria can come back.
You need to follow your health care provider’s direc-
tions exactly.

Your health care provider may also give your infant/
child medicine to lessen the pain, such as acetami-
nophen or aspirin.

How can | be sure | am giving the medicine
correctly?

If your health care provider gives you a prescription
for medicine for your infant/child, make sure you un-
derstand the directions completely before you leave
his/her office. Here are a few suggestions about giv-
ing medicine to your child:

1. Read. Make sure the pharmacy has given you
printed information about the medicine and clear
instructions about how to give it to your infant/
child. Read the information that comes with the
medicine. If you have any problems understand-
ing the information, ask the pharmacist, your
health care provider, or a nurse. You should know
the answers to the following questions:
¢ Does the medicine need to be refrigerated?

* How many times a day will I be giving my
infant/child this medicine?

* How many days will my infant/child take
this medicine?

¢ Should the medicine be given with food or
without food?

2. Plan. Sometimes it is hard to remember when you

have given your infant/child a dose of medicine.
Before you give the first dose, make a written plan
or chart to cover all of the days of the medica-
tion. Some infants/children may require 10 to 14
days of treatment.

Your chart might look like this if your infant/child’s prescription is for 3 times a day with food:

3TIMES A DAY WITH FOOD

BREAKFAST

LUNCH DINNER

DAY |

DAY 2

DAY 3

DAY 4

DAY 5

DAY 6

DAY 7

DAY 8

DAY 9

DAY 10

Put your chart someplace on the refrigerator so you can check off the doses at every meal. Be sure to measure
carefully. Use a measuring spoon or special medicine-measuring cup if one comes with the medicine. Do not use
spoons that come with tableware sets because they are not always a standard size.



3. Follow Through. Be sure to give all of the medi-
cine to your infant/child. Make sure it is given at
the right times. If your health care provider asks
you to bring your infant/child back for a “recheck”
or “follow-up”, do so on schedule. Your health care
provider wants to know if the fluid in your in-
fant/child’s ear/s is gone, and if the infection has
stopped. Write down and ask the health care pro-
vider any questions you have before you leave his/
her office.

Will my child need surgery?

Some infants/children with ear infections need sut-
gery. The most common surgical treatment involves
having small tubes placed inside the ear. This sur-
gery is called a myringotomy. (For more informa-
tion about the surgery, see “How is otitis media/ear
infection treated?”.)

What about infants/children in daycare,
pre-school, or school?

Even before your infant/child has an ear infection or
needs to take medicine, ask the daycare program or
school about their medication policy. Sometimes you
will need a note from your health care provider for
the staff at the school. The note can tell the people
at your child’s school how and when to give your
child medicine if it is needed during school hours.
Some schools will not give children medicine. If this
is the case at your child’s school, ask your health care
provider how to schedule your child’s medicine.

What else can | do for my infant/child?

Here are a few specific things you can do to lower

your infant/child’s chance of getting an ear infection:

* Do not put your child to sleep with a bottle

¢ Do not lay your child down flat with a bottle when
your child is awake

¢ Do not smoke around your child. Tobacco smoke
is bad for the delicate parts inside your infant/
child’s ear.

The best thing you can do is to pay attention to your

infant/child. Know the warning signs of ear infec-

tions, and be on the lookout if your infant/child gets

a cold. If you think your he/she has an ear infection,

call your health care provider.
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What are the effects of an ear

infection/otitis media?

Ear infections not only cause great pain, but may end
in serious problems if they are not treated. An un-
treated infection can move from the middle ear to
the nearby parts of the head, including the brain.
Although the hearing loss caused by an ear infec-
tion does not usually last, if not treated it can lead to
hearing loss that does not go away. Lasting fluid in
the middle ear and constant ear infections can lessen
an infant/child’s hearing at a time that is very im-
portant for speech and language development
(growth). Infants/children who have early hearing
loss from many ear infections are likely to have
speech and language problems.

How does an infant/child’s health care
provider diagnose ear infections/otitis media?
The simplest way to tell if your infant/child has an
ear infection, is to look in his/her middle ear with an
otoscope, a light instrument that allows the health
care provider to examine the outer ear and the ear-
drum. Inflammation of the eardrum can mean an
infection. There are several ways that a health care
provider checks for middle ear fluid:

The use of a special type of otoscope called a pneu-
matic otoscope allows the physician to blow a puff
of air onto the eardrum to test eardrum movement.
(An eardrum with fluid behind it does not move as
well as an eardrum with air behind it.)

A good test to see if the middle ear is working cor-
rectly is called tympanometry. With this test, a small
soft plug is placed into the opening of the infant/
child’s ear canal. The plug contains a speaker, a mi-
crophone, and a device that is able to change the air
pressure in the ear canal, allowing for several mea-
sures of the middle ear. The infant/child feels air pres-
sure changes in the ear or hears a few brief tones.
While this test provides information about the
middle ear, it does not tell how well the infant/child
hears. A health care provider may suggest a hearing
test for an infant/child who has many ear infections
to figure out the amount of hearing loss. The hear-
ing test is usually done by an audiologist, a person
who is specially trained to measure hearing.



What research is being done on ear
infections/otitis media?

Several avenues of research are being explored to im-
prove the prevention, diagnosis, and treatment of ear
infections. For example, research is better defining
those infants/children who are at high risk for devel-
oping ear infections and conditions that make cer-
tain people more likely to get middle ear infections
than others. Emphasis is being placed on discovering
the reasons why some infants/children have more ear
infections than other children. The effects of ear in-
fections on infants/children’s speech and language
development/growth are important areas of study. Just

as important is research to create more exact methods
help health care providers pick up middle ear infec-
tions. How the defense molecules and cells involved
with immunity respond to bacteria and viruses that
often lead to ear infections is also being studied. Sci-
entists are reviewing the success of certain drugs cur-
rently being used for the treatment of ear infections
and are examining new drugs that may work better,
be easier to give, and be better at keeping new infec-
tions from starting. Most importantly however, re-
search is leading to the vaccines that will keep ear
infections from happening.
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How Hearing Works - Sound Basics

Before you can understand hearing loss, you must
first get a general understanding of how the ear func-
tions normally. However, in order to understand how
your ears hear sound, you need first to understand
just what sound is.

An object gives off sound when it moves in matter.
Most of the time sound is heard when it moves
through the air in our atmosphere (surroundings).
When something moves in the atmosphere, it moves
the air particles around it. Those air particles in turn
move the air particles around them, carrying the pulse
of the movement through the air.

To see how this works, look at a bell. When you hit
a bell, the metal moves - flexes in and out. When it
flexes out on one side, it pushes on the air particles
on that side. These air particles then hit the par-
ticles in front of them, which hit the particles in front
of them, and so on. This is called compression. When
the bell flexes away, it pulls in on the air particles
around it. This forms a drop in pressure, which pulls
in more air particles around it, forming another drop
in pressure, which pulls in particles even farther out.
This drop in pressure is called rarefaction.

We hear different sounds from different moving ob-
jects because of differences in the sound wave fre-
quency. A higher wave frequency simply means that
the air pressure movement switches back and forth
more quickly. We hear this as a higher pitch. The
level of air pressure in each movement controls how
loud the sound is.

How the ear works

To understand how the ear works completely, you
must first learn how the ear(s) hear. The ear has three
sections:

1. the outer ear

2. the middle ear

3. the inner ear

The outer ear is the part that can be seen on the
outside of the head, and collects and sends sound
waves down the outer ear canal to the middle ear.
The middle ear includes the eardrum and three tiny
bones that send the sound to the inner ear. The in-
ner ear contains the cochlea that includes the sen-
sory cells for hearing. These sensory cells are called
hair cells.

\

How sound travels
through the air
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Here is how the ear works normally:

1. Sound is sent as sound waves from the environ-
ment (surroundings), gathered by the outer ear
and sent down the ear canal to the eardrum.

2. The sound waves cause the eardrum to move,
which sets the three tiny bones in the middle ear
into motion.

3. The motion of these bones causes the fluid in the
inner ear or cochlea to move.

4. The movement of the inner ear fluid causes the
hair cells in the cochlea to bend. The hair cells
change this movement into electrical signals.

5. These electrical signals are moved to the hearing
(auditory) nerve and up to the brain where they
are read as sound.

This can also be explained in a different way. The
pinna, the outer part of the ear, serves to “catch” the
sound waves. Your outer ear is pointed forward and
it has a number of curves. This structure helps you
figure out the direction of a sound. For example, if a
sound comes from behind you, it will bounce off the
pinna in a different way than if it is coming from in
front of you or below you. This sound reflection (like
a mirror image) changes the pattern of the sound
wave. Your brain learns certain patterns and tells
whether the sound is in front of you, behind you,
above you, or below you.

Your brain can also tell the horizontal (flat) position
of a sound by comparing the information coming
from your two ears. If the sound is to your left, it will
get to your left ear a little bit sooner than it gets to
your right ear. It will also be a little bit louder in
your left ear than your right ear.

Since the pinnae (outer ears) face forward, you can
hear sounds in front of you better than you can hear
sounds behind you. Many mammals, such as dogs
have large, movable pinnae that let them focus on
sounds from a certain direction. Human pinnae are
not so skilled and cannot focus on such detailed
sounds. They lay fairly flat against the head and do
not have the necessary muscles for such movement.
By cupping your ear, you can easily make your natu-
ral pinnae work like many animals.

With that information, you should be able to better
understand what the ear does and how it hears sound.
This should also make it easier to understand what
your infant/child may, or may not, be hearing and
ways to change your lifestyle to make it easier for
him/her to communicate with you.

Labyrinth

(Balance Canals)

Ossicles Balance Nerve

(Three Ear Bones) Facial Nerve

External

Ear Cana Cochlea

: i (Hearing Canal)

For a more detailed
illustration of the ear’s
anatomy see page |6.

Ear Space

Eustachian Tube
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Introduction

As your infant/child grows, many hearing tests will
be done by a hearing loss specialist called an audi-
ologist. Currently, the Auditory Brainstem Response
(ABR) test, also called Brainstem Auditory Evoked
Response (BAER), and Evoked OtoAcoustic Emis-
sions (OAE), are available to examine hearing in
newborns and infants up to six months of age. Once
your infant/child reaches six months of age, there
are several other tests that audiologists can do to
check and measure his/her hearing loss. Some of the
tests include the Behavioral Observation Audiom-
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etry (BOA), Visual Reinforcement Audiometry
(VRA), and Play Audiometry. (See the Terminol-
ogy section.)

Each test will give the audiologist information about
your infant/child’s hearing loss. Most likely, many
tests will need to be performed over a long period of
time, to figure out the exact kind and amount of
hearing loss your infant/child has.




Frequently Asked Questions

What is a decibel?

A decibel (shortened dB) is the unit used to mea-
sure the intensity of a sound, or how loud a sound is.
On the decibel scale, the smallest sound a person is
able to hear (near total silence) is 0 dB, and a sound
10 times more powerful is 10 dB. Any sound over 85
dB can cause hearing loss. This hearing loss (caused
by too much noise, or noise-induced) is the result of
both the loudness of the sound and how long a per-
son hears the sound.

Near total silence 0dB
A whisper I15dB
Normal conversation 60 dB
Lawnmower 90 dB
A car horn 110 dB
A rock concert or a jet engine___ 120 dB
Gunshot, firecracker 140 dB

What is an audiologist?

An audiologist is a highly trained and licensed pro-
fessional who specializes in the testing, evaluation,
and management of hearing loss. The audiologist
does tests to figure out the amount of hearing loss
your child has, what type of hearing loss it is, and
what type of help is needed.

How do | choose an audiologist?

Be sure that your audiologist is experienced in the
testing and management of infants and young chil-
dren. This is important because testing methods for
infants and young children are different than those
used for older children and adults who can talk and
answer questions.

How can an infant/child’s hearing be tested?

There are different ways to test an infant or young
child’s hearing. Some do not need any direct par-
ticipation or effort from your child. Other tests rely
on trained observation of your child’s behavior when
sound is present. Not all tests can be done on every
child and every type of test gives different informa-
tion. More than one type of test should always be
performed to provide the most information possible.

What is an ABR?

An Auditory Brainstem Response test (may be re-
ferred to as ABR, AABR/BAER, and BSER) records
the brain’s response to sound through sensors that
are placed on your infant/child’s head. Small ear-
phone inserts that look like earplugs, are placed into
his/her ear(s) to send the sound. The test requires
no direct reply or response from your infant/child.
For best results, your infant/child must be asleep since
movement can interfere with the test. A diagnostic
ABR gives the audiologist information about the
amount and type of hearing loss that your infant/
child may have.

What is an OAE?

An Otoacoustic Emissions (OAE) test is a simple
test to gather general information about your in-
fant/child’s hearing. A small probe is placed into
your child’s ear canal, after which sounds are car-
ried inside the ear. A normal cochlea (hearing part
of the ear) will send a signal back in reply/response.
If no signal from the cochlea is picked up by the
probe, then there may be a hearing loss. This test
cannot measure how much hearing loss is present.
[t can only tell if the cochlea is working correctly
or not.

What are BOA,VRA and Play Audiometry?
Behavioral Observation Audiometry (BOA), Visual
Reinforcement Audiometry (VRA), and Play Audi-
ometry are other methods used to review your child’s
hearing. These tests are all done in a soundproof booth
and should include testing for both tones and speech.
¢ Behavioral Observation Audiometry (BOA):
This is used for infants up to approximately six to
nine months of age. In this test, the audiologist
closely watches your infant/child’s face and body
for changes in actions when he/she hears differ-
ent sounds. Such actions include eye blinking and
widening, changes in sucking, trying to find
sound/s, and/or body tensing. Although this test
gives important information, it should never be
used alone to figure out whether or not your in-
fant/child has a hearing loss.
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¢ Visual Reinforcement Audiometry (VRA): This
test is generally used for infants and young chil-
dren from six months to two or three years of age.
In this test, the audiologist trains your infant/child
to look at a toy that lights up and/or moves when-
ever he/she hears the sound. Like the BOA, the
VRA should not be the only test used to diag-
nose, or decide whether or not your infant/child
has a hearing loss.

® Play Audiometry: This test is generally used for
children three to six years of age. In this test, the
audiologist trains your child to drop a block in a
bucket (or do something like it) whenever a sound
is heard. Your child may also be asked to point to
simple pictures when told or shown to do so.

The "Speech Banana"

What is an audiogram?

An audiogram is a graph, or picture, on which the
audiologist draws the findings of your infant/child’s
responses to different sounds, and the loudness (deci-
bel) level at which your infant/child can hear that
sound. An ABR audiogram can give a good idea of
your infant/child’s hearing level, usually within ten
decibels of the actual hearing loss. The audiogram
that you get through behavioral (your infant/child’s
actions) tests may give you more exact information.
However, the findings depend on if, and how, your
infant/child helps, or takes part in, these tests. As
your infant/child gets older, you can get a more de-
tailed audiogram done. A complete audiogram will
show the loudness level at which your infant/child
can hear different levels of sound in each ear with
and without hearing aids.
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What is tympanometry?

Tympanometry is not a hearing test. It measures the
movement of your infant/child’s eardrum (tympanic
membrane) and the ability of the middle ear system
to move sound to the inner ear. During the test a
small probe is placed into your child’s ear canal, and
there is a slight change in air pressure. The feeling is
very much like the feeling of air pressure change
when riding in an elevator. Tympanometry can de-
termine if there is middle ear fluid that is changing
the hearing test results.

What does the ABR/BAER look at?

Just like how an electroencephalogram (EEG) looks
at the way brain waves work, the ABR/BAER looks
at how brain waves change when different sounds
are heard by the auditory (hearing) part of the body.
As the sound travels into the ear, it is changed into
nerve signals by the tiny, hair-like nerve fibers of the
cochlea (hearing part of the ear). These tiny nerve
fibers come together at the auditory (hearing) nerve,
which conducts the signals through to the brain.
Research has shown that the lower parts of the brain,
called the brainstem, are very important in the work-
ing of a healthy auditory (hearing) system. During
the ABR/BAER test, by putting sounds at several
volume (loudness) levels into the ear, we can see if
the brainstem is working well. This information can
give us a good idea of how well someone can hear.

How is the ABR/BAER test done?

Typically, the ABR/BAER test is done by an audi-
ologist. Your health care provider or current audi-
ologist will most likely refer you to a professional
who can do the test, if the test cannot be done at
their office.

The audiologist uses a special computer to get and
analyze, or study, the ABR/BAER. A soft, foam ear-
plug is placed in your infant/child’s ear. This earplug
will send sounds at different volume (loudness) lev-
els into the auditory (hearing) part of the body in
the ear. Electrodes are placed on your infant/child’s

forehead and ear lobes. These electrodes carry tiny,
nerve-like signals to the computer. The computer
reads these signals and creates a special wave form
on paper. By looking at the shape and size of these
wave forms, the audiologist can tell if your infant/
child has a hearing loss or not, as well as, what type
of hearing loss they may or may not have.

Why might an ABR/BAER test not be normal?
There are many reasons why an ABR/BAER test
might not be normal.

1. Most importantly, if your child has a hearing loss,
that will cause the ABR/BAER test not to be nor-
mal. The audiologist can tell if the hearing loss is
caused by something not working in the outer or
middle ear, or if it is because of a problem with
the inner ear.

2. Some neurological (brain) conditions, or illnesses,
can also cause ABR/BAER tests not to be nor-
mal, or abnormal. An abnormal ABR/BAER can
also be caused if your infant/child moves during
the test, so it is very important for him/her to stay
still while the test is being done. Usually, infants/
young children need to be sleeping during this
procedure.

How do | know if my child needs to have an
ABR/BAER test?

Your infant/child’s health care provider may sug-
gest that you see an audiologist for other, earlier
tests before an ABR/BAER is done. Usually, the
audiologist will try to get responses/replies to sounds
through behavioral (action) testing. If the find-
ings of these earlier tests do not give what is needed,
the audiologist will likely suggest that an ABR/
BAER test be done to rule out hearing loss. Cur-
rently in Alaska, two hospitals can do ABR/BAER
tests for newborn infants; 1) Providence Alaska
Medical Center and 2) Alaska Native Medical Cen-
ter, both in Anchorage. In addition to diagnostic
testing, follow-up with your infant/child’s health
care provider or an otolaryngologist (a ear, nose,
throat doctor) may be also be suggested.
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Tests

Questions for parents to begin asking about their
infant/child’s hearing tests?

e What does this test measure? What will this test
tell me about my infant/child’s hearing loss?

* How does this test work?

e Why do we do this test at this time?

e What are you looking for with this test?
What do you expect to find with this test?

® How do we read the results or findings of
this test?

The audiologist (hearing loss specialist) is an impor-
tant part of your infant/child’s team of caregivers. Make
sure that he/she is willing to listen to you and take
time to answer your questions. Following are some
questions that you may want to ask your audiologist:

¢ How much experience do you have testing infants
and young children? How about fitting infants and
young children with hearing aids?

¢ How much of your time do you spend working with
young children (practicing pediatric audiology)?

¢ Do you know what FM systems are? Do you rec-
ommend them for infant/young children?

¢ How soon do you suggest fitting hearing aids for a
deaf or a hard-of-hearing infant/child? (The au-
diologist should be ready to fit your infant/child
with hearing aids as soon as the loss is confirmed.)

e Will you be able to direct me to the speech and
language pathologists? How about early interven-
tion programs’ (If not, the audiologist probably
does not have many pediatric (infant/children)
patients.)

e What do you know about cochlear implants?
Where can I get more information about them?

“I've learned that it’s not what happens to people
that’s important. It’s what they do about it.”

— |0 year old

Parent Resource Manual




Early Hearing Detection & Intervention - 2002



Introduction

One of the most amazing and important happenings
that will take place during your infant/child’s early
years is the learning of language. Babies start to say
their first words around one year of age. Around age
4, they know more than 1500 words and begin tell-
ing stories. Children learn language skills during the
preschool years and these work as a wonderful base
for learning in school.

Children with solid language skills often become
strong readers and writers. When an infant is born
with a hearing loss, this learning of language can be
delayed, or not on time. Such delays can be prevented,
or lessened, by finding hearing loss early (early detec-
tion) and taking action to help your infant/child learn
(intervention). Family members can help with in-
fant/children’s language, listening and speech while
doing natural, daily routines. The following section
will give you important information about early in-
tervention, ideas about how you and your family can
help your infant/child learn language, and places to
find support for your whole family.

Early intervention begins soon after your infant/child
has been found to have a hearing loss. Intervention,
or help, will usually be provided by Early Interven-
tion/Infant Learning Program (EI/ILP), in or near
your community.

The early intervention that you will get through
working with EI/ILP can help you understand hear-
ing loss and gain confidence as a parent of a deaf or
hard of hearing child. It also will guide you in iden-
tifying your infant/child’s strengths and needs, and
help him/her develop important language skills nec-
essary to become part of the larger community.

There are two main goals of early intervention:

Godl #1 is to help your infant/child who is deaf or
hard of hearing, learn how to communicate, use any
available hearing, and to interact with others. All
children learn skills best at certain ages. During these
“important periods,” your infant/child’s brain is ready
to learn. If these learning chances are missed, it will
be harder to learn the skills later in life.

Goal #2 is to help your infant/child become a fully
participating member of the family. Everyone in the
family is important to your infant/child’s develop-
ment, especially in learning language and social skills.
For example, you will want your infant/child to know
what your family talks about at mealtime, and what
his/her big brother and sister did at school. And,
like all other young children, you will want your in-
fant/child to understand where you are going when
you get into the car, when it’s time to go to bed, to
play, and so on.

“I've learned that when I grow up, I'm going
to be an artist. It’s in my blood.”

— B year old
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Frequently Asked Questions

What is early intervention?

Early intervention is the term used for many services
available to children, ages birth to 3 years, who have
disabilities or developmental delays. A federal law,
the Individuals with Disabilities Education Act
(IDEA) Part C, covers early intervention services
and outlines the rules for those infants/children that
qualify for these services. Early intervention services
may include home visits, family training, counsel-
ing, special instruction, and therapy. These “early
intervention” services are set up to help families help

their infant/child be the best he/she can be.

How will | decide what services are provided?
After your infant/child’s assessment/evaluation, an
Individual Family Service Plan (IFSP) will be devel-
oped. Your family works with a team (usually the same
people who reviewed your infant/child) to review all
of the information gathered about your infant/child.
If deaf education services are being considered, a
teacher of the deaf is always part of the team. You
will want to ask your infant/child’s audiologist to also
be involved in the development of the Individual-
ized Family Service Plan (IFSP). The plan is based
on the results that you want most for your child’s
development. You and the professionals then decide
on ways and services to help your infant/child reach
these results.

Who provides the services?

The IFSP states who will offer each service and who
is in charge of each service. A Family Service Coor-
dinator will work with your family to support your
child’s development, and to arrange for services in
and outside of the Early Intervention/Infant Learn-
ing Program.

Where can | find more information about
early intervention services in Alaska?

Early intervention services in Alaska are offered
through the Early Intervention/Infant Learning Pro-
grams and can be found in 22 communities through-
out Alaska. These programs are managed by the
State of Alaska, Department of Health & Social
Services, Division of Public Health, Section of Ma-
ternal, Child & Family Health, Special Needs Ser-

vices Unit. If you are unable to find your ILP Pro-
viders in the Resource section, call Alaska Info at 1-
800-478-2221 or visit the AK Info website at

www.ak.org.

What is the Early Intervention/Infant
Learning Program?

The Early Intervention/Infant Learning Program (EI/
ILP) is a family-centered program for children from
birth to three years of age. They work with families
whose children may have difficulties with:
Communication/speech

Movement

Social/behavior

Thinking/reasoning

Vision/hearing

Feeding/dressing

What can the Early Intervention/Infant

Learning Program do?

e Check whether your infant/child’s learning is
moving forward normally. If your infant/child is
not, EI/ILP can help to figure out whether there
is a developmental delay.

¢ Give you information about developmental
milestones.

e Work with your family to form an
individualized plan of services for infants/
children who qualify.

e Offer services such as special instruction in
occupational (work/job) therapy, physical therapy
and speech therapy, and other activities and
materials to improve your infant/child’s learning.

e Offer your family information and support in
finding other services and assistance.

Why are Early Intervention/Infant Learning

Program services important?

o The first years of your infant/childs life are the most
important ones in their growth/development.

e Every infant/child develops at their own
speed/rate.

¢ Infants and toddlers learn by playing.

® You, as the parents or caregivers, are the most
important people in moving along your infant/
child’s growth/development.




Who should contact the Early Intervention/
Infant Learning Program?

Any person that is worried about an infant/child’s
growth/development can contact EI/ILP. These people
include parents, friends, healthcare providers, and so-
cial, health and education services agencies.

Who can apply for and receive services?

1. Any child who is born prematurely (early), or is
in any way “at risk” of developing a delay.

2. Any child whose assessment/review points
toward a setback in one or more developmental
areas, such as:

Significant/progressive hearing loss

Down Syndrome

Complex seizure disorder

Cerebral palsy

Hydrocephaly

Congenital heart disease

Fetal Alcohol Syndrome (FAS)

Bronchopulmonary dysplasia (BPD)

How do I know if | can apply for the Early
Intervention/Infant Learning Program for my
infant/child?

Alaska law states that for an infant/child to qualify
for Part C of the IDEA law, that infant/child must
have a fifty percent or greater developmental delay
in one or more areas of development listed above.
In addition, a health care provider must state that
the delay is present in the infant/child or that a di-
agnosed condition, illness, will most likely end up in
such a delay. The state EI/ILP regulations (rules) al-
low infants/children with delays or risk factors that
are not listed above, to be enrolled with limited ser-
vices, if there is available funding.
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How much will the Early Intervention/Infant
Learning Program cost?

Some services including child find, evaluation and
assessment (review), forming a special plan of ser-
vices for your infant/child and service coordination,
are offered FREE to families. There may be a fee for
some Early Intervention/Infant Learning Program
services, but no one will be not be given services
because they are not able to pay.

Where are the services?

Early Intervention/Infant Learning Programs serve
children throughout Alaska. Services can be offered
in the natural surroundings for your infant/child, such
as your own home, or other settings, such as a child
care center.

What does the Early Intervention/Infant
Learning Program system offer for children
who have disabilities but do not qualify for
services offered through the state Part C
definition?

All families sent to the system who are not put into
services are offered re-screening of their child’s de-
velopmental progress on a routine basis, and receive
a developmental status report and suggested home
activities to improve their child’s development.

Where can | get more information about the
Early Intervention/Infant Learning Program?
Contact the Early Intervention/Infant Learning
Program at:

Department of Health & Social Services

Maternal, Child and Family Health

3601 C Street, Suite 934

P.O. Box 240249

Anchorage, Alaska 99524-0249

Anchorage (907) 269-3400

Statewide  1-800-478-2221

www.state.ak.us/dph/mcfh/default.htm

How can I find out who the ILP provider is in
my community?
See list of providers in Resources section.



[] Do I think that my infant/child might have a hearing loss? Call your infant/child’s health

care provider now!

[ ] Does my infant/child have a hearing loss? Call your infant/child’s health care provider for
the name of an audiologist (hearing loss specialist),an otylaryngologist (ear, nose, and
throat doctor), and the Early Intervention/Infant Learning Program in your community

(see Resource section for contact information).

[ ] Are there other parents | can talk to? Call the audiologist or the Early Intervention/
Infant Learning Program in your community for a referral (see Resource section for

contact information).

[ ] Are new people always being added to my infant/child’s intervention team? Find out
who they are from the service coordinators and write down their names, phone

numbers, addresses, and e-mail addresses.

[ ] What are my goals for my infant/child and for our family? Write them down and plan to

share them with the infant/family specialist.

[] Am | beginning to notice so many little kinds of progress that | forget them by the end
of the day? Start a diary and write just a few words about each little improvement in

your infant/child’s growth.

[ ] Have | found a pediatrician, an ear, nose, and throat (ENT) doctor, and an audiologist

who really understand my infant/child and listen to me? Keep up the relationship.

[ ] Have I found support for my family and myself? Remember to take care of everyone’s

needs. The whole family is important.




Team Members

The professionals who will play a part in the man-
agement and care of your infant/child’s hearing loss
are all members of your infant/child’s team of ex-
perts. It is important for you, as parents, to have these
experts on your team. However, don’t ever forget
that you are the only ones who can be the team man-
ager or coach, and speak up for your infant/child.
You know your child best! It does not matter how
much professionals know, don’t ever let them take
your place in the management and care of your in-
fant/child’s education and development/growth.

You will probably meet the members of the team in

the following order:

1. A health professional pediatrician (infant/child
doctor), family doctor, or public health nurse

2. An audiologist (hearing loss specialist)

3. An otorhinolaryngologist (ear, nose, and
throat doctor)

4. A child service coordinator

5. A speech and language pathologist

6. A teacher of the deaf or hard of hearing
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How to Choose an Audiologist

The audiologist is a vital part of your child’s team
of caregivers. Make sure that he/she is willing to
listen to you and take time to answer your ques-
tions. Following are some questions that you may
want to ask your audiologist:

e How much experience do you have testing
children? Fitting infants with hearing aids?

® How much of your practice is devoted to
pediatric audiology?

e Are you familiar with FM systems? Do you
recommend them for young children?

How soon do you recommend fitting hearing
aids for a deaf or a hard-of-hearing child?

(The audiologist should be ready to fit your
child with hearing aids as soon as the loss is
confirmed.)

Will you be able to direct me to the speech and
language pathologists? To early intervention
programs? (If not, the audiologist probably does
not have many pediatric patients.)

What do you know about cochlear implants?
Where do I get more information?
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Questions to Ask an Audiologist

The audiologist (hearing loss specialist) is an impor-
tant part of your infant/child’s team of caregivers. Make
sure that he/she is willing to listen to you and take
time to answer your questions. Following are some
questions that you may want to ask your audiologist:
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How much experience do you have testing infants
and young children? How about fitting infants and
young children with hearing aids?

How much of your time do you spend working with
young children (practicing pediatric audiology)?
Do you know what FM systems are? Do you rec-
ommend them for infant/young children?

How soon do you suggest fitting hearing aids for a
deaf or a hard-of-hearing infant/child? (The au-
diologist should be ready to fit your infant/child
with hearing aids as soon as the loss is confirmed.)
Will you be able to direct me to the speech and
language pathologists? How about early interven-
tion programs’ (If not, the audiologist probably
does not have many pediatric (infant/children)
patients.)

What do you know about cochlear implants?
Where can I get more information about them?

Questions for parents to begin asking about their
infant/child’s hearing tests?

What does this test measure? What will this test
tell me about my infant/child’s hearing loss?
How does this test work?

Why do we do this test at this time?

What are you looking for with this test?

What do you expect to find with this test?

How do we read the results or findings of

this test?

“Be gentle with yourself, learn to love yourself,
to forgive yourself, for only as we have the right
attitude toward ourselves can we have the right
attitude toward others.”
—'Wilfred Peterson




Infant Learning Program (ILP) -
Individualized Family Service Plan (IFSP)

The Individualized Family Service Plan must con-

tain the following:

e A statement of your infant/child’s present level

of development/growth.
e A statement of your family’s resources, priori-
ties, and concerns about your infant/child.

e A statement of the major outcomes expected.

* A statement of specific early intervention
services necessary.

A statement of the natural surroundings (such
as the home or a community setting) in which
early intervention services will be done, includ-
ing reason(s) if services are not provided in
natural surroundings.

The beginning dates of services, and length of
those services.

The service coordinator who will be in charge
of putting the plan into place.

The steps to be taken to support your child’s
move to preschool or other services.
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What indicators are related to hearing loss in newborns?

A baby is “at risk” (has a greater chance) for possible hearing loss if one or more of these

signs are present:
[ ] Family history of childhood hearing loss

[] Infection during pregnancy (rubella, cytomegalovirus/CMYV, syphilis, herpes, or

toxoplasmosis)

Birth defects of the head and neck (for example, deformed outer ear)
Low birth weight (under 3.3 pounds)

Jaundice or yellowing of the skin at birth (Hyperbilirubinemia)
Bacterial meningitis (illness)

Medicines for the ear (Ototoxic)

Respirator (mechanical ventilation) for more than five days
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Apgar scores of 0 to 4 at one minute or 0 to 6 at five minutes. (This score is given at
the time of birth to figure out the newborn’s condition. The score comes from
evaluating the newborn’s heart rate, respiratory/breathing effort, muscle tone, reflex
irritability, and color. A score of 0 -2 is related on each of the five items, the highest

possible score being 10.)




Frequently Asked Questions

What is genetic counseling and why should |
have it done?

According to the Joint Committee on Infant Hear-
ing, all families who have infants/children with hear-
ing loss that do not have a clear-cut reason for why
their child has a hearing loss, should be given the
choice of genetic evaluation and counseling by a
medical geneticist. Many people think that the main
reason for such genetic evaluation (review) and coun-
seling is so the family can know about their chances
of having more infants/children with hearing loss.
Actually, the genetic evaluation tells much more
important information that can have an important
impact on how the infant is treated. For example,
whether an infant/child’s hearing loss will become
worse can sometimes be predicted if the specific cause
is known. Also, for many infants, deafness is only
one of the medical problems the child may have, and
genetic testing may tell whether the infant is likely
to have other problems with the heart, kidneys, or
eyes.

What is the genetics clinic?

As more is learned about how inheritance (family
genes) affects health, physicians, health care provid-
ers, and patients are looking for information about
genetic services. Specifically, people ask for genetic
testing for specific disorders and why this is useful.

Sometimes genetic counseling is provided as part of
a multidisciplinary (more than one provider) evalu-
ation in a specialty clinic, but usually genetic ser-
vices are provided through a genetics clinic in a hos-
pital or university setting. The genetic clinic’s pur-
pose is to provide an individual or family with one
or more of the following:
e Confirm or rule out the diagnosis of a

genetic condition
¢ Find medical management issues and

support services
e Figure out and discuss genetic risks/chances
e Provide or arrange for psychosocial support

Diagnostic testing is used to rule out a known or sus-
pected genetic disorder in a symptomatic person.
Genetic testing is usually by chromosome analysis

(karyotype), DNA test (molecular testing), or bio-
chemical testing. It may give diagnostic information
at a lower cost with less risk than other procedures.
It may also allow for predictive (foretell) testing,
carrier testing or prenatal (before birth) testing in
other family members.

Who is involved in the genetic clinic?
The Alaska Genetics Clinics are funded by the State
of Alaska, through a contract with Children’s Hos-
pital and Medical Center in Seattle. Health care
providers travel to different hospitals and public
health clinics throughout the state. The staff, or
genetics practitioners, consist of:

1. Physicians who are board certified by the
American Board of Medical Genetics in
clinical genetics

2. Genetic counselors with graduate degrees in
human genetics, and are certified by the Na-
tional Society of Genetic Counselors

3. Public health nurses

In addition to the general genetic appointments, the
2003 Alaska Genetics Clinic schedule will offer clin-
ics with a specific focus. These clinics include adult
genetics, pediatric genetics, inherited eye disorders,
cancer, hearing loss, and neurogenetics. Two more
clinics for the diagnosis and treatment/management
of metabolic genetic disorders/conditions include a
nutritionist and biochemical geneticist.

Who pays for the genetic clinic appointment?
Usually third party coverage, such as private insur-
ance, Tri-Care, Indian Health Service, Denali Kid
Care, Medicaid or Medicare, will cover the cost of
the clinic evaluation. The fee is generally between
$150-200. Genetic testing is billed separately by the
laboratory. If a family has no coverage, a sliding fee
scale is offered.

When does the genetic clinic meet?

The Alaska Genetics Clinic meets every other
month in Anchorage, and less often in Bethel,
Dillingham, Fairbanks, Juneau, Ketchikan, Kodiak,
and Sitka. The clinic meets at The Children’s Hos-
pital at Providence Alaska Medical Center or
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Alaska Native Medical Center in Anchorage, and
at public health clinics in the other towns. A cal-
endar of clinics, plus contact coordinators and medi-
cal directors is published each year. It is available
from the Department of Health & Social Services,
Division of Public Health, Section of Maternal
Child and Family Health, (907) 269-3430 or (800)
799-7570 (in-state only).

How does a provider refer or contact the
genetic clinic?

Letters of referral and supporting medical informa-
tion can be faxed or mailed to the local coordinator,
or to the Anchorage office (1-800-799-7570 or 907-
269-3465). The address is State of Alaska, Alaska
Genetics Clinic, P. O. Box 240249, Anchorage, AK
99524-0249. The clinic coordinator will contact
your family by telephone or home visit to set up the
appointment, answer your questions about genetic
services, and gather medical and family history in-
formation. At the clinic, your family will be alone
and by appointment only. Infants, children, and
adults are seen at all clinics.

Physicians may contact the Alaska Genetics Clinic
medical director at Children’s Hospital and Regional
Medical Center in Seattle for information about a
referral or genetic condition. The telephone num-
ber is (206) 526-2056. The telephone number for
MEDCON (University of Washington toll free con-
sultation and referral service) is (800) 326-5300.

What role does the genetic clinic play in the
evaluation of hearing impaired infants?

Genetic forms of hearing loss frequently bring to mind
hearing loss connected with birth defects and condi-
tions. More than 400 genetic syndromes/conditions
with hearing loss have been described, and this is why
it is important to consider it in infants. Statistically it
accounts for up to thirty percent of all deafness that
takes place before infants begin speaking, but its con-
tribution to all deafness is much smaller.

For more than seventy percent of hereditary (in fam-
ily genes) hearing loss, there are no symptoms or
warning signs. Even though seventy percent of he-
reditary hearing loss is not syndromic (no obvious
signs), a genetic evaluation can provide important
information about:

e The etiology (the cause of the hearing loss)

¢ The prognosis (the future of the hearing loss and
its chances for getting better or worse)

e The recurrence in future infants/children (the
chance/s that other children born to the same
parents will also have hearing loss)

e Carrier testing (tests to figure out which parent(s)
may have hearing loss in their families)

“I’ve learned that everyone has something to teach.”

— ANonymous
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Introduction

Assistive Listening Devices (ALD) are amplification
systems specially made to help people hear better in
many difficult listening conditions. Even hearing aids
can be thought of as assistive listening devices. Most
of these devices can be used with a personal hearing
aid that has a telecoil (or t-switch), or by themselves
to do the following:

¢ To help overcome background noise

® To decrease the negative impact and sound dis-

tortions of distance from the sound source

The basic function of an ALD is to improve the “sig-
nal to noise ratio” for the listener. This means that
wanted sounds (signals) are amplified (increased),
and not wanted sounds (noises) are made smaller.

The most common types of ALDs used with infants/
children include Sound Field Systems, FM System:s,
Infrared Systems, and Loop Systems. (See Termi-
nology Section for definitions of these systems.)

The selection of the proper hearing aid is one of the
first important tasks that you, as parents may or may
not have to face. Therefore, it is critical that you
understand what hearing aids will and will not do
for your infant/child. Even though the hearing aid is
essential, it is an aid and will only use your infant/
child’s residual hearing, or the hearing that he/she
does have. A hearing aid is not a cure. It will not
allow a child to hear “normally.”

“My advice to vou is to buy great hearing aids. It will
pay off. Stand up for vour child, it might take a little
extra effort, but is well worth the time. Don't get
bothered by having to repeat some things, don’t say
‘forget it’. Hard of hearing people are normal people
who have a slight disability.”

— Douglas (age 11}
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Facts About Telecommunications Relay Services

The Americans with Disabilities Act (ADA) of 1990
went into effect on July 26,1993. Title IV of the ADA
requires all telephone companies across the United
States to provide telecommunications relay services.

A telecommunications relay service (TRS) allows
people who are deaf, hard of hearing, or speech im-
paired to communicate through a communications
assistant (CA) with people who use a standard tele-
phone. A CA relays the TTY (text telephone or
telecommunications device for deaf and hard of
hearing people) input to the telephone user and
types that person’s response back to the TTY user.
Telecommunications relay services can be reached

by dialing 711.

Just as you can dial 411 for information, you can
dial 711 to access all telecommunications relay ser-
vices anywhere in the United States. The 711 ac-
cess eliminates the difficulties that individuals have
in finding and remembering various relay numbers
from state to state. The relay service is free.

CAs are trained to be as unobtrusive as possible dur-
ing a call. A CA's responsibility is to relay the con-
versation exactly as it is received. All relay calls
are confidential.

Regardless of which long-distance company or orga-
nization is providing a state’s relay service, callers
can continue to use the long-distance company of
their choice.

Two options when using a telephone relay service
are voice carry-over (VCO) and hearing carry-over
(HCO). VCO allows a person with a hearing im-
pairment to speak directly to the other party and then
read the response typed by a CA. HCO allows a per-
son with a speech impairment to hear the other party
and relay the TTY response back to the telephone
user through the CA. This service allows people with
communication disorders to communicate with all
telephone users.

For more information on telecommunications relay
services, please visit the Federal Communications
Commission at www.fcc.org/cib/consumerfacts/
trs.html.
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Hearing Aids - Frequently Asked Questions

What is a hearing aid?

A hearing aid is an electronic, battery-operated de-
vice that amplifies (increases) and changes sound to
allow for better communication. Hearing aids receive
sound through a microphone, which then change
the sound waves to electrical signals. The amplifier
increases the loudness of the signals and then sends
the sound to the ear through a speaker.

How can hearing aids help?

On the basis of the hearing test results, the audi-
ologist can figure out whether hearing aids will help.
Hearing aids are very useful in improving the hear-
ing and speech understanding for people with sen-
sorineural hearing loss. When choosing a hearing
aid, the audiologist will consider your infant/child’s
hearing ability, work and home activities, physical
limitations, medical conditions, and what you would
like regarding the way the hearing aid(s) look on
him/her. For many people, cost is also an impor-
tant factor. You and your audiologist must decide
whether one or two hearing aids will be best for
your infant/child. Wearing two hearing aids may
help balance sounds, improve understanding of
words in noisy situations, and make it easier to lo-
cate the source of sounds.

What are the different kinds of hearing aids?

There are several types of hearing aids. Each type
offers different advantages, depending on its design,
levels of amplification, and size. Before purchasing
any hearing aid, ask whether it has a warranty that
will allow you to try it out on your infant/child. Most

manufacturers allow a 30 to 60 day trial period dur-
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In-The-Ear Aid
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Behind-The-Ear Aid
(ITE) (BTE)

There are four basic styles of hearing aids for people
with sensorineural hearing loss:

¢ [n-the-Ear (ITE) hearing aids fit completely in the
outer ear and are used for mild to severe hearing
loss. The case, which holds the parts that make
up the hearing aid, is made of hard plastic. ITE
aids can accommodate added technical mecha-
nisms such as a telecoil, a small magnetic coil con-
tained in the hearing aid that improves sound
transmission during telephone calls. ITE aids can
be damaged by earwax and ear drainage, and their
small size can cause adjustment problems and feed-
back. They are not usually worn by infants/chil-
dren because the casings need to be replaced as
the ear grows.

e Behind-the-Ear (BTE) hearing aids are worn be-
hind the ear and are connected to a plastic ear
mold that fits inside the outer ear. The parts are
held in a case behind the ear. Sound travels
through the ear mold into the ear. BTE aids are
used by people of all ages for mild to profound
hearing loss. Poorly fitting BTE ear molds may
cause feedback, a whistle sound caused by the fit
of the hearing aid, or by buildup of earwax or fluid.

e Canal Aids fit into the ear canal and are available
in two sizes. The In-the-Canal (ITC) hearing aid
is customized to fit the size and shape of the ear
canal and is used for mild or moderately severe
hearing loss. A Completely-in-Canal (CIC) hear-
ing aid is largely concealed in the ear canal and is

o
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used for mild to moderately severe hearing loss.
Because of their small size, canal aids may be dif-
ficult for the user to adjust and remove, and may
not be able to hold additional devices, such as a
telecoil. Canal aids can also be damaged by ear-
wax and ear drainage. They are not typically rec-
ommended for children.

Body Aids are used by people with profound hear-
ing loss. The aid is attached to a belt or a pocket,
and connected to the ear by a wire. Because of its
large size, it is able to incorporate many signal
processing options, but it is usually used only when
other types of aids cannot be used.

What questions should | ask before buying
hearing aids for my infant/child?

Before you buy a hearing aid, ask your audiologist
these important questions:

® Are there any medical or surgical considerations
or corrections for my infant/child’s hearing loss?

e Which design is best for my infant/child’s hear-
ing loss?

e What is the total cost of the hearing aid?

e [s there a trial period to test the hearing aids?
What fees are nonrefundable if they are returned
after the trial period?

* How long is the warranty? Can it be extended?

Do All Hearing Aids Work the Same Way?

The inside mechanisms, or parts, of hearing aids vary
among devices even if they are the same style. Three
types of circuitry, or electronics, are used:

* Analog/Adjustable: The audiologist determines the

Does the warranty cover future maintenance and
repairs’!

Can the audiologist make adjustments and pro-
vide servicing and minor repairs? Will loaner aids
be provided when repairs are needed?

What instruction does the audiologist provide?

volume and other specifications you need in your
hearing aid, and then a laboratory builds the aid
to meet those specifications. The audiologist has
some flexibility to make adjustments. This type
of circuitry is generally the least expensive.

* Analog/Programmable: The audiologist uses a

computer to program your hearing aid. The cir-
cuitry of analog/programmable hearing aids will
accommodate more than one program or setting.
If the aid is equipped with a remote control de-
vice, the wearer can change the program to ac-
commodate a given listening environment. Ana-
log/programmable circuitry can be used in all
types of hearing aids.

Digital/Programmable: The audiologist programs
the hearing aid with a computer and can adjust
the sound quality and response time on an indi-
vidual basis. Digital hearing aids use a micro-
phone, receiver, battery, and computer chip. Digi-
tal circuitry provides the most flexibility for the
audiologist to make adjustments for the hearing
aid. Digital circuitry can be used in all types of
hearing aids and is typically the most expensive.

¢ Can assistive devices such as a telecoil be used
with the hearing aids?

Hook

icrophone (not visible)

Volume Control

Internal Adjustment
Control

Ear Mold O-T-M Switch

(off-telephone-microphone)

Body of Aid

Battery Compartment
Hook

Microphone

Tubing & Earmold
attach here

Internal Adjustment
Controls

Battery Compartment

Early Hearing Detection & Intervention - 2002



What Are Some Tips for Taking Care of My
Infant/Child’s Hearing Aids?

The following suggestions will help you care for your
infant/child’s hearing aids:

Keep hearing aids away from heat and moisture.
Replace dead batteries immediately.

Clean hearing aids as instructed.

Do not use hairspray or other hair care products
while wearing hearing aids.

Turn off hearing aids when they are not in use.

® Keep replacement batteries and small aids away
from pets.

How long each day does my infant/child have
to wear hearing aids?

Your infant/child should wear the hearing aids all
day, every day except when bathing or sleeping.
Wearing both hearing aids during all possible wak-
ing hours will give your infant/child the best oppor-
tunity to listen to all the sounds around him/her.

How do | take care of the hearing aids?

e Hearing aids are tough but not unbreakable.

¢ Be sure to keep the hearing aids away from exces-
sive heat (for example, glove box of car, heaters,
windowsill).

* Do not put them in water.

e Keep hearing aids away from animals. A dog or
cat can chew the hearing aids and ear molds.

e Have a set routine every day and night for the
care of the hearing aids.

e Store the aids in a specific place when not worn.

e Dispose of hearing aid batteries safely as they are
dangerous if swallowed. If your infant/child does
swallow a battery, take him/her to the emergency
room immediately.

What do | need to know about caring for

ear molds?

[t is important that ear molds fit tightly and com-
fortably so that the hearing aid can perform as well
as possible. For infants, ear molds may have to be
made frequently. As your infant/child gets older and
growth slows down, ear molds will fit for a longer
time period. After a few weeks, the ear mold may
turn a yellowish color around the canal portion (the
area that goes into the ear canal). This is a stain
caused by cerumen (earwax) and is not harmful. You
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can wash ear molds with warm soapy water (do not
use alcohol unless your infant/child has a “draining
ear”) and be sure they are completely dry before put-
ting them back onto the hearing aid. If the tubing
attached to the ear mold becomes yellow and brittle,
it can affect the sound. Your audiologist can replace
the tubing.

How do | make sure my infant/child’s hearing

aid is properly fitted?

A properly fitted hearing aid should be expected to

do the following:

e Increase sounds to a level that the infant/child
can hear.

¢ Be tailored to the infant/child’s hearing loss so
that frequencies that need to be louder to be heard
are made louder more than the frequencies that
can be heard at softer levels.

¢ Be designed to wear comfortably and at the same
time be protected from damage.

¢ Be powerful enough to be useful, but avoid ex-
treme loudness that can further damage hearing .

What tools do | need to keep the hearing aids

working their best?

Your audiologist should show you the various tools

needed to maintain your infant/child’s hearing aids.

Some useful and inexpensive tools include:

e A listening stethoscope (to check for problems
with the sound quality and for volume and on/off
controls that may not be working)

e A battery tester

¢ A dehumidifier (to store the hearing aids each
night to remove excess moisture)

¢ An ear mold blower (to remove moisture from
the ear mold tubing after it is washed)

¢ (Cleaning tools such as a brush and a wax loop (to
remove cerumen)

e Extra batteries

What kind of hearing aid will my

infant/child need?

There are many different styles of hearing aids. They
can be classified into two main categories: (1) in-
the-ear (ITE), and (2) behind-the-ear (BTE). Your
audiologist may discuss these types with you, how-
ever, infants and children generally wear BTE hear-
ing aids. (For more information about BTEs, see ear-
lier question about different types of hearing aids.)



What is the difference between the different
hearing aid technologies?

Hearing aids have improved greatly over the years.
Most infants/children, even those with profound
hearing loss, can be helped to some degree with hear-
ing aids. There are several different types of tech-
nology available and your audiologist will discuss
which is best for your infant/child’s specific hearing
loss. Here is a summary of the various types:

¢ Conventional Technology: Conventional hear-
ing aids take the sound in, then amplify it or
simply, make it louder. This is done by the use of
an amplifier receiver and microphone, and is
called analog technology. This type of hearing
aid can be very powerful and help even profound
hearing losses with usually some benefit. The
hearing aid can be adjusted to your infant/child’s
hearing loss through the use of screwdriver con-
trol settings. Conventional hearing aids are less
costly, but not as flexible as more advanced tech-
nology. Conventional aids increase all sounds the
same so background noise cannot be filtered out
and may interfere with the ability to hear speech
in many settings.

¢ Programmable Technology: Programmable hear-
ing aids can be adjusted more precisely to your
infant/child’s hearing loss through the use of a
computer and can be re-adjusted if changes are
picked up in the hearing level over time. These
hearing aids can also be programmed with many
memories for different listening settings (for ex-
ample, quiet vs. noise). Programmable hearing
aids are more costly, but can make what your in-
fant/child will hear clearer both in quiet and noisy
situations. Programmable hearing aids can be fit
on nearly any type or degree of hearing loss. They
use both analog and digital technology to process
the sound.

¢ Digital Technology: Digital hearing aids have the
same abilities as programmable technology but the
sound is processed in a way similar to that of a
compact disc. The sound is changed into a digi-
tal code before it is increased. This makes the
sound clearer. Digital technology is far more so-
phisticated than the other types, and is more ben-
eficial in almost all listening settings, especially

in noisy surroundings. Digital hearing aids can also
be fit on nearly every type and degree of hearing
loss. Digital hearing aids are usually the most
costly of all the different technologies.

Will my infant/child understand everything
with hearing aids?

How much your infant/child hears with the hearing
aids may be related to the type of hearing loss he/she
has, the type of technology being used, and how faith-
fully the hearing aids are worn. Hearing aids cannot
replace natural hearing, so your infant/child will al-
ways have difficulty in some places.

What are “sensory aids” for infants/children
who are deaf or have a hearing loss?

Your audiologist may recommend and/or discuss with
you a sensory aid or aids for your child. For example,
sensory aids include the following:

¢ Hearing aids

¢ Cochlear implants

® EM systems

Sensory aids are designed to maximize available hear-
ing primarily to help with the development and un-
derstanding of spoken language. Sensory aids are
assistive technology that may be helpful, depending
upon the individual child and the educational ap-
proach chosen. The assistive technology does not
“cure” the hearing loss and the child who uses
assistive technology will usually still need special
services and programs.

My infant/child’s hearing aids are always
ringing or buzzing.What can | do?

Your infant/child’s ear mold may be loose. As your
infant/child grows, the ear increases in size, leaving
gaps between it and the ear mold. Your infant/child
will need new ear molds roughly every 3-6 months.
Sound leakage from the hearing aid causes ringing
and buzzing when it is picked up by the hearing aid’s
microphone, and increased a second time. However,
buzzing and ringing is not always due to loose ear
molds. It can also be a sign of a problem inside the
hearing aid called feedback. This can be caused by
an ear mold that isn’t in the ear correctly, by an ear
mold that is too small, by a crack in the tube that
goes between the ear mold and the hearing aid, or
by an actual breakdown of the hearing aid. Contact
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your audiologist to have both the hearing aids and
the ear molds checked.

How do | make the feedback stop?

Try pushing on, or reinserting the ear mold. If this
does not take care of the problem, contact your au-
diologist to determine what the actual cause is and
what needs to be done. Do not turn down the vol-
ume on the hearing aids lower than the recom-
mended setting as an answer. This may stop the feed-
back, but your infant/child will not be able to hear.

How should | check my infant/child’s hearing
aid to make sure it works?

A quick test to make sure a hearing aid is actually
providing a signal is to listen for a squeal as the vol-
ume control is turned up. Holding the hearing aid
and ear mold in your cupped hand will alert you
sooner that the hearing aid is indeed working. If you
do not hear a squeal with the volume control turned
all the way up, or if the squeal is much softer than
usual for a given position on the volume wheel, make
sure the ear mold is not blocked with earwax. Either
check the hearing aid battery with a battery checker,
or replace it with a new one. There are many other
accessories available to keep your infant/child’s hear-
ing aid working well such as dehumidifiers and wax
cleaning tools. If you have any concerns about how
well a hearing aid is working, take it to your audiolo-
gist for a complete check in a special test box.

How long do hearing aid batteries last and
where can | purchase them?

Hearing aid batteries last approximately one to two
weeks depending on the type of hearing aid and how
long your infant/child wears it each day. Batteries
can be purchased at local drug stores, your audiology
or hearing aid clinic, and grocery stores.

How can | keep my infant/child’s hearing aids
in the ears? Helshe keeps taking them off.
First, make certain that the ear mold is comfortable.
Are there any red spots or other signs of irritation in
your infant/child’s ears? Secondly, check with your
audiologist to make sure the hearing aid is working
well and providing enough hearing improvement for
the child to notice and want to wear it. Finally, iden-
tify if your infant/child has a fever with a possible
ear infection.
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If your infant/child is healthy, and nothing is wrong
with the hearing aid, the audiologist may suggest two-
sided tape or “huggie aids” to hold the aid. Covering
up the hearing aid with a hair band or hat, and find-
ing ways to distract your infant/child with favorite
toys may work. Teach your infant/child the hearing
aid must be left on, just as you teach him/her not to
touch breakables. As your infant/child gets older, help
him/her learn that if there is a problem with the hear-
ing aids, or they need to be taken off for any reason,
he/she should come to you and let you remove or
check the aids. To keep from losing the aids, the best
thing is to attach the hearing aids to the child’s cloth-
ing by use of a string and clip. A parent support
group may also be helpful, especially with issues of
behavioral modification to keep the aids in the ears.

Can hearing aids be insured?

Hearing aids are expensive. You can purchase loss
and damage insurance on your infant/child’s hear-
ing aid/s. This is sometimes offered through the hear-
ing aid manufacturer or can be purchased separately.
Your audiologist can give you the names of compa-
nies that specialize in hearing aid insurance or check
with your own insurance company.

How can | pay for my infant/child’s

hearing aid/s?

Your audiologist and Early Intervention Specialist
will guide you. They will try your health insurance
company first. For the future, consider getting a rider
on your insurance if possible. There are also several
foundations and organizations that will assist in find-
ing financial aid for purchasing hearing aids. (For
more information, see Resources section). Loaner
hearing aids are also available through the State of
Alaska, Department of Health & Social Services,
Division of Public Health, Section of Maternal Child
& Family Health, if certain eligibility criteria are met.
Contact your audiologist for complete details.
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Cochlear Implants - Introduction

Parents of infants/children who are deaf are sometimes
offered the choice of obtaining a cochlear implant for
their child. Before this choice is made, it is important
for parents to gather as much information as possible
regarding the technology and to understand what can
realistically be expected from a cochlear implant. A
cochlear implant is an electronic device with both
outer and inner parts. The outer parts are made up of
amicrophone, sound processor, transmitter, transmit-
ting cable, and battery. The inner parts are made up
of a receiver and an electrode array. These parts are
set into a infant/child’s head behind the ear during
surgery. The cochlear implant mechanism operates by
picking up sounds through the outer parts, digitally
changing them into electrical signals, and sending
them into the implanted parts and to the auditory
nerve, which carries them to the brain. Surgery to im-
plant the inner device is usually done on an outpa-
tient basis, requires general anesthesia, and takes about
two to three hours. The outer parts of the implant are
fitted four to six weeks after surgery when healing is
complete. The speech processor unit of the implant is
computer programmed or “mapped” specifically for
each individual with an implant. The cochlear im-
plant destroys all remaining hearing in the implanted
ear. In comparison to traditional hearing aids, cochlear
implants provide improved sound awareness to infants/
children with severe to profound hearing loss. As is
the cases with hearing aids, intensive, appropriate fol-
low up therapy and ongoing observance of the device
is essential to helping infants/children make sense of
the many sounds in their surroundings that are picked
up through the implant. While a cochlear implant
may provide sound detection at close to normal lis-
tening levels, the outcomes and rate of development
an infant/child may realize in relation to understand-
ing and using spoken language, will vary due to a num-
ber of factors. A cochlear implant does not give an
infant/ child normal hearing and does not guarantee
spoken language development similar to that of hear-
ing infants/children.

Parents who decide to have their infant/child im-
planted may do so because they believe it will help
the infant/child in listening and speaking, and that

these skills will help their infant/child fit in better
with their family and with the “hearing world” in
general. They also may do so to help the infant/child
develop a greater awareness of the sounds surround-
ing him/her.

Parents who decide against a cochlear implant for

their infant/child may do so because of:

¢ Concern about the medical risks

e Concern that the child will not be “successful”
with the implant

e Satisfaction with how the child is progressing
with hearing aids

e Satisfaction with the child’s progress using sign
language

e Satisfaction with the child’s membership in the
deaf community

While in the past, a family’s choosing a cochlear
implant for their infant/child suggested that a fam-
ily did not desire contact with the deaf community,
this attitude is fading. Increasing numbers of fami-
lies choose use of this technology for their infant/
child and continue to use sign language and par-
ticipate in the deaf community. If you are inter-
ested in cochlear implants, talk with other families
and parents whose children have had the proce-
dure done.
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Cochlear Implants - Questions to Consider

You may be wondering if choosing the implant is the
right decision for your infant/child and family. Here
are some questions parents facing this issue have
asked themselves:

Has my infant/child had a meaningful trial with
hearing aids?

Proper fitting of hearing aids is an inexact science.
Young children don’t have the ability to describe the
sounds they are hearing, or to be aware of sounds
they are not hearing. Therefore, it may be difficult
to tell how much benefit a young child is receiving
from hearing aids. Further, high technology hearing
aids may not be available to a child because many
insurance plans do not pay for hearing aids.

How much time can I devote to therapy?

The ability to interpret the sounds coming through
a cochlear implant does not come automatically. It
requires a significant time commitment to therapy
with trained specialists in the therapy room as well
as work at home by family members.

What is my definition of “success” for the implant?
What will I do if my version of success is not
achieved?

What is my perspective of the cochlear implant in
relation to the overall needs of my infant/child?
The cochlear implant is a tool that can provide sound
awareness to deaf individuals with the hope of hav-
ing that infant/child achieve spoken language use
with years of training.

What about the child’s language development,
ability to communicate, social-emotional
development, and academic progress during the
time while spoken language skills are developing?

How much do I know about the deaf community?

Members of the deaf community are found in all lev-
els of education and employment, and they experi-
ence the full range of personal rewards and challenges
regardless of their use of technology. Many parents

Parent Resource Manual

of with infants/children who have been newly iden-
tified as having a hearing loss, are not aware of the
potential achievements of deaf children and adults.

Is it possible for my infant/child to use sign
language and maintain his deaf identity and use the
cochlear implant?

While some medical professionals discourage fami-
lies from using sign language with their implanted
infant/child, many families value the continued role
of sign language for their children. In addition, more
professionals are beginning to see the benefits of us-
ing sign language and participation in the deaf com-
munity for implanted infants/children.

How much of an influence do portrayals of implant
“miracles” and pressure from medical practitioners

and others have on me!?

Outcomes among children with cochlear implants
vary widely, and the decision whether to implant an
infant/child is a serious and individual one. It should
be made only after careful consideration of the facts.
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Introduction

What Parents Should Know About
Communication Approaches

Parents and professionals alike have debated for many
years the best ways to provide communication skills
and education for deaf and hard-of-hearing children.
As a result, multiple communication methods have
developed. This section will not resolve the debate,
or identify the best method of communication for
your child, but rather serve as a guide to assist you to
better understand the communication options for
your infant/child and the questions to consider. For
the purposes of this resource guide ten categories of
communication methodology are listed. Some have
variations and subcategories so this list and the de-
scriptions are not all inclusive.

Before beginning your journey through the different
communication methods outlined in the following
pages, it is important to consider some of the following
questions and issues. Most importantly however, re-
member that you as parents and other family members,
along with the infant/child who has a hearing loss, are
all team members in communication. Parents and other
family members, along with the infant/child, must cre-
ate a communication system in order for a language
system to develop and be successful.

It helps to have a general understanding of all avail-
able communication options before learning about
a particular one more in depth. When you are given
balanced and objective knowledge, it is much easier
to make choices that are right for your infant/child
and family. Parents use one or more of several modes
to communicate with their deaf or hard of hearing

infant/child.

As parents, you are the best people to determine the
most appropriate communication option/s for your
infant/child, and those that will also be in the best
interests of your family as a whole. Some communi-
cation options require a large commitment in terms
of time and/or financial resources. A decision to use
one particular method over another must be made
after careful consideration of all available options and
the resulting consequences for the entire family.

Parent RescmFCb-

Remember, there are successful children and adults
using each of the many communication options.
Communication between you and your infant/child,
as well as other family members will be critical in
helping your infant/child learn language. Two-way
communication, responding to your infant/child and
encouraging him/her to respond to you, is the key to
your infant/child’s language development. As de-
scribed below, there are many different ways to com-
municate with your infant/child, as well as, many
different philosophies about the communication
methods. As you think about how your family com-
municates now with your infant/child and how you
would like to communicate with him/her in the fu-
ture, you are beginning the process of considering
your infant/child’s communication method/s.

A good way to decide on an approach to communi-
cation is to decide what will be best for your infant/
child and family. Be open about all the methods and
language choices. Ask questions. Talk to adults who
are deaf and hard of hearing and other families with
children who have a hearing loss. Discuss, read, and
gather as much information as you can about the
different methods.

Every so often, recheck your infant/child’s language
skills to determine if the decision is meeting his/her
needs as well as your family’s. If needs change, or you
discover another path that better helps your infant/
child, view this as a positive step toward discovering
his/her best way of communicating. If a method isn’t
best for your infant/child, it is neither your nor his/
her fault. Remember, as stated above, you may find it
beneficial to combine some communication options.

Consider the following items when choosing how to
communicate with your infant/child:

¢ [s the communication option chosen in the best
interest of your infant/child and family?

e Does it allow your infant/child to have influence
over his/her surroundings, discuss his/her feelings
and concerns, and participate in the world of
imagination and abstract thought?



® Does the communication option allow all your ¢ How is your infant/child going to be able to com-

family to communicate with your infant/child? If municate with peers and the community?
not, where can you get support for teaching fam-
ily members how to communicate with him/her? ¢ Do you and your family understand the commit-

ment this choice will require?
® Does the communication improve your relation-
ship with other family members? It should pro-
mote enjoyable, meaningful communication
among all family members and allow your infant/
child to feel part of your family and know what is
going on.

“I understand how you feel about your deaf child.

It is not your fault. Your deaf child is normal like other
people. Just he can’t hear. There is no difference about
that. All you do is give the child love and take good
care of him, trust him and be kind to that child.
The child will know that you love him. My advice
is you better learn how to sign to your child. The
child will understand you. Please learn to sign
for his oun sake.”

— Brandy (sge 14)
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* The earlier deafness or hearing loss is identified, the better chances a child has to acquire
language, whether spoken or signed.

* Each child is unique. It is important to understand the full nature and extent of a child’s
hearing loss or deafness. It is also important to understand how each family member and
caregiver will communicate with the child. Get to know the services that are provided in
your community for infants and children through early intervention in preschool and
elementary school.

+ Optimizing residual (existing) hearing may be advantageous. Children may benefit from
hearing aids or cochlear implants. This is a decision that you should discuss with your
infant/child’s health care providers.

* Exploring the options and, if possible, working with professionals in teams can be beneficial.
Your infant/child may visit a pediatrician, an otolaryngologist (ear, nose and throat physician
or ENT), an audiologist, and/or a speech-language pathologist. Ask each to keep the others
informed about your infant/child’s visits. However, only you can make sure this happens.
Remember, you are your infant/child’s best advocate, or voice to the world. Coordinated
care can be a big help to you and your infant/child.

* Itis important to interact with your deaf or hard-of-hearing infant by holding, facing, smiling,
and responding to your infant from the very beginning. All of the caregivers in the infant/
child’s life should keep interacting with him/her. Children need love, encouragement,and
care from their families.




Frequently Asked Questions

How do | communicate with my infant/child
and how will he/she communicate with me
and the rest of the world?

Most infants and toddlers, whether they have a hear-
ing loss or not, use their eyes, their faces, their voices,
their hands, and sometimes their whole bodies to
give “communication signals”. Look for these sig-
nals from your infant/child and respond to them as a
form of communication. This is your infant/child’s
way of telling you that he/she is hungry, needs a dia-
per change, is tired of being in the same position,
may want a hug, or needs some attention.

What is the difference between a language
and a communication method?

A language is a shared “code” that defines the mean-
ing of words and the rules for how words are com-
bined to convey ideas to others. English and Ameri-
can Sign Language (ASL) are examples of lan-
guages. Communication methods are various ways
to help a child learn one or both of these languages.
Most communication methods are ways to learn or
represent English. For example, ASL is a separate
language and the bilingual method is a way of learn-
ing two languages.

How can | understand my infant/child’s early
attempts to communicate with me?

All infants communicate through smiles, crying, and
body language. By looking for these behaviors, you
will begin to better understand your infant/child and
recognize when he/she is hungry, in need of a diaper
change, or is perhaps looking for the comfort of close
body contact. As a result of better understanding your
infant/child’s actions, you and your child will begin
to develop non-spoken methods of communication.

How do | get my infant/child’s attention?

Try using a normal tone of voice and call your in-
fant/child’s name, tap gently on a shoulder, and wait
for a response, or move so that your infant/child can
see you. Try to be close to your infant/child and at
eye or ear level. Children respond to things that are
rewarding or meaningful. For example, have a rea-
son for getting your infant/ child’s attention — to give
a favorite toy or a bottle. Make sure to always rein-

force your child’s request for attention with a smile
and a hug.

Where can | learn about communicating in
sign with my infant/child?

Early Intervention will help locate the resources for
instruction in sign language. There are many re-
sources in Alaska skilled in providing information
about both early language development as well as
sign language development, including videotapes and
books. The chance to communicate on a regular ba-
sis with people who use sign language is one of the
best ways to learn.

What do people mean by “options” for
communication?

One meaning of term “options” refers to the choice of
a main method of learning language and communi-
cating with others. In this use of the word option, lis-
tening and speaking as the main method is one op-
tion. Sign language, whether or not accompanied by
listening and speaking, is a second option.

A second meaning of the term “option” uses Ameri-
can Sign Language as the first and main language of
a person who is deaf as one option, and the use of
English, whether the English is through a listening
and speaking (oral) mode or through a signed (vi-
sual) mode as another option. There are many com-
binations and variations of the main communica-
tion options.

What is the spoken language approach?

A Spoken Language Approach is an approach to
teaching infants/children with hearing loss that fo-
cuses on developing speech and listening skills. Any
spoken language approach requires a commitment
on the part of the parents and families to work with
professionals to stimulate their infant/child’s spo-
ken language development throughout their infant/
child’s day. Specific communication options that
develop spoken language abilities include the Au-
ditory/Oral, Auditory-Verbal, and Cued Speech
approaches. These are described in more detail ear-
lier in this section.
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How can | teach my infant/child to speak if he/
she can’t hear?

There is no one answer to this question. There are
too many variables in hearing loss. In addition, some
people think that talking is very important and oth-
ers think that being able to communicate clearly
through any method is most important. In general,
infants learn to talk through listening and beginning
to copy what they hear, and by learning that using
voice and words can be used to get their needs met.
Advances in auditory (hearing) technology help
many children who are deaf or hard of hearing learn
to talk through the same way. For some children,
learning sign language provides a first language and
spoken language comes later. To encourage spoken
language, put the hearing aids on your child when-
ever he/she is awake. Make your voice interesting,
talk about things that have meaning for your child
and always reinforce your child’s attempts to com-
municate with voice or words.

Is Sign Language the Same Around the Globe?
No one form of sign language is universal. For ex-
ample, British Sign Language (BSL) differs notably
from ASL. Different sign languages are used in dif-
ferent countries or regions.

Where Did American Sign Language (ASL)
Start?

The exact beginnings of ASL are not clear. Many
people believe that ASL came mostly from French
Sign Language (FSL). Others claim that the foun-
dation for ASL existed before FSL was introduced
in America in 1817. It was in that year that a French
teacher named Laurent Clerc, brought to the
United States by Thomas Gallaudet, founded the
first school for the deaf in Hartford, Connecticut.
Clerc began teaching FSL to Americans, though
many of his students were already fluent in their
own forms of local, natural sign language. Today’s
ASL likely contains some of this early American
signing. Which language had more to do with the
formation of modern ASL is difficult to prove.
Modern ASL and FSL share some elements, includ-
ing a substantial amount of vocabulary. However,
one cannot be substituted for the other.
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How Does American Sign Language (ASL)
Compare With Spoken Language?

In spoken language, the different sounds created by
words and tones of voice (intonation) are the most
important devices used to communicate. Sign lan-
guage is based on the idea that sight is the most
useful tool a deaf person has to communicate and
receive information. Therefore, ASL uses hand
shape, position, movement, body movements, ges-
tures, facial expressions, and other visible signals
to form its words. Like any other language, fluency
in ASL happens only after a long period of study
and practice.

Even though ASL is used in America, it is a lan-
guage completely separate from English. It contains
all the basic features a language needs to function
on its own. It has its own rules for grammar, punc-
tuation, and sentence order. ASL evolves as its users
do, and it also allows for regional usage and jargon.
Every language expresses its features differently and
ASL is no exception. Whereas English speakers of-
ten signal a question by using a particular tone of
voice, ASL users do so by raising the eyebrows and
widening the eyes. Sometimes, ASL users may ask a
question by tilting their bodies forward while signal-
ing with their eyes and eyebrows.

Just as with other languages, specific ways of express-
ing ideas in ASL vary as much as ASL users them-
selves do. ASL users may choose from synonyms to
express common words. ASL also changes region-
ally, just as certain English words are spoken differ-
ently in different parts of the country. Ethnicity, age,
and gender are a few more factors that affect ASL
usage and contribute to its differences.

Why Does American Sign Language (ASL)
Become a First Language for Many Deaf
People?

Parents are often the source of a child’s early acqui-
sition of language. A deaf child who is born to deaf
parents who already use ASL will begin to learn ASL
as naturally as a hearing child picks up spoken lan-
guage from hearing parents. However, language is
learned differently by a deaf child with hearing par-
ents who have no earlier experience with ASL. Some
hearing parents choose to introduce sign language
to their deaf children. Hearing parents who choose
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to learn sign language often learn it along with their
child. Nine out of every ten children who are born
deaf are born to parents who hear. As with any lan-
guage, being around other children and adults who
use ASL is also very helpful in learning the language.

Why Emphasize Early Language Learning?
Parents should introduce infants/children to language
as early as possible. The earlier any child is exposed
to, and begins to learn language, the better that in-
fant/child’s communication skills will become. Re-
search suggests that the first six months are the most
important to an infant/child’s development of lan-
guage skills. All infants should be screened for deaf-
ness or hearing loss before they leave the hospital or
within the first month of life. Very early discovery of
an infant/child’s hearing loss or deafness provides
parents with an opportunity to learn about commu-
nication options. Parents can then start their infant/
child’s language learning process during this impor-
tant stage of development.

What Does Recent Research Say About
American Sign Language (ASL) and Other
Sign Languages?

Some studies focus on the age of ASL is first learned.
Age is an important issue for people who learn ASL,
whether it is a first or second language. For anyone
to fully understand any language, exposure must be-
gin as early as possible, preferably before school age.
Other studies compare the skills of native signers and
non-native signers to determine differences in lan-
guage processing ability. Native signers of ASL con-
sistently display more accomplished sign language
ability than non-native signers, again emphasizing
the importance of early exposure and learning.

Some studies focus on different ASL processing
skills. Users of ASL have shown ability to process
visual mental images differently than hearing users
of English. Though English speakers have the skills
needed to process visual imagery, ASL users dem-
onstrate faster processing ability suggesting that sign
language enhances certain processing functions of
the human brain.

Why is early communication important?
A child’s first years are an important time for devel-
oping communication and language. That’s why dis-

covering a hearing loss early is so important. After a
hearing loss is diagnosed, then a plan to teach your
infant/child language through hearing aids, cochlear
implants, and/or sign language, can be developed. Spe-
cific strategies exist to encourage early communica-
tion. Some language strategies are specific to auditory
(hearing) communication, and others to visual (sight)
communication. However, many techniques are com-
mon to sign and speech communication.

What are some ways to encourage early

communication?

e Watch closely for your infant/child’s communi-
cation “signals” and respond to them. This will
help your child learn that words/signs are a good
way to get his/her needs met, to express feelings,
and to get attention.

e When you pick up your crying child to comfort,
feed or change him/her, talk/sign about what is
happening.

Example: “Daddy’s here.” or “Are you hungry now?
It’s time to eat.”

e Follow your child’s gaze to see what is capturing
his/her attention.
Example: (In response to your child looking at the
family pet.) “There’s Fluffy. She is our cat.” or
“You see Boots, our dog.”

¢ Respond to points and gestures from your infant/
child. Think about what your child is trying to
convey and give him/her the words/signs for that
person, object or action.
Example: (In response to your child pointing at a
teddy bear.) “That’s your bear.” or “Do you want
your bear?”

¢ Respond to your child’s facial expressions. Let your
child know that you understand and provide him/
her with the appropriate words/signs.
Example: “Oh, you look sad. What'’s wrong?” or

'”

“You're a happy baby!

e Use lots of facial expression when you communi-
cate with your infant/child and be certain that
your expression matches your words/signs.
Example: “Do you want more cereal?” combined
with raised eyebrows and a questioning look.
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e Use natural gestures in combination with

words/signs.
Example: “Let’s change your diaper” while point-
ing to your infant/child’s diaper.

Help your infant/child learn about reciprocal, or

¢ Respond to all vocalizations as if they were com-

munication. If your infant/child babbles “ba ba”
when looking at the bottle, you can say, “Yes,
here’s your bottle.”

What are some ways to encourage early
visual communication?
e Pay close attention to your infant/child’s hand

“back and forth” communication.
Example: “Do you want a drink?” then pause to

give your infant/child a chance to respond. At first
he/she may just look, point, or vocalize (speak) for
his or her turn. In response, you give your infant/
child a drink and model the appropriate answer by
saying/signing, “Yes, you want a drink.” This helps
your child learn both the words/signs and the cor-
rect way to answer a question.

movements and respond positively to this “manual
babbling” in the same way that you might respond
to early vocalizations. When your infant/child uses
a handshape that resembles the word “mama,”
your excited response encourages him/her to use
this handshape again.

Pay close attention to what your infant/child is

looking at and provide the sign. Make the sign
very close to the object your infant/child is look-
ing at, or bring the object into his/her sight and

What are some ways to encourage listening
and speech?
¢ Encourage your child to wear his/her hearing aids

during all waking hours.

Point out interesting sounds and show him/her
what is making the sound. The dog barking, a fa-
vorite toy’s noise, or the car horn signaling that
Mommy is home are some examples.

Get close to your infant/child when you talk. The
farther away you are from the hearing aid micro-
phone, the less your infant/child can hear. By
moving closer, you will also lessen the interfer-
ence from other noises in the room. If your in-
fant/child has a cochlear implant, these same tech-
niques will also work.

Make your voice as interesting as possible. Use
Yy gasp

lots of intonation (up or down inflection) when
you talk to your infant/child. Phrases such as “all
gone” and “bye-bye” are much more interesting
with a lot of voice inflection.

Encourage your infant/child to vocalize and use
his or her voice for communication. Show how
happy and excited you are when your infant/child
does use his/her voice. Your response encourages
your infant/child to vocalize again.

Parent Resource Manual

then make the sign. For example, when it’s time
to get dressed, you might hold up your infant/
child’s shoes and when he/she looks, sign “shoes”.

Make visual communication as interesting as pos-
sible by using gestures, facial expressions, and
whole body movement along with signs. Using
all these forms of visual communication will help
to capture your infant/child’s attention.

Wait to be certain that you have your infant/
child’s attention before signing. You may need to
wait patiently until your child looks up before
starting to sign, or gently tap your child’s shoul-
der to get his or her attention.

Make your signs easy to see by positioning your-
self at your infant/child’s eye level and by making
your signs slowly and clearly.



Communication Options

American Sign Language (ASL)

American Sign Language is language in which the
placement, movement, and expression of the hands
and body are part of the language. Research has
shown that ASL is a complete language with its own
grammar and language rules. ASL is considered by
the Deaf community to be the native language of
people who are deaf. It is often the chosen language
for people who are deaf, even when they are fluent
(understand) in both ASL and English. Children
born to parents who are deaf learn ASL in the same
way that hearing children learn spoken language from
hearing parents. Since ASL is not a “method” of
learning English but a separate language, hearing
parents must work with those who “speak” ASL to
learn the language in order to give their infant/child
the best opportunity to learn ASL. (For more infor-
mation see Deaf Culture section).

Aural-Oral

In this method, listening is the main method for
learning language. Speech is the main method of
expressing language. The use of existing hearing is
very important. Children are encouraged to use aided
hearing (hearing aids or cochlear implants) during
their waking hours. For this method to work, aided
hearing must be within a range where speech can be
heard. If an infant/child cannot hear speech, even
with hearing aids, then a cochlear implant may be
an option. In addition to listening, an infant/child is
encouraged to watch the speaker to get more infor-
mation from speechreading or lipreading, facial ex-
pressions, and gestures. Hearing through hearing aids
or through a cochlear implant, even in the best of
cases, is not the same as typical hearing. Early inter-
vention will include certain strategies for increased
emphasis on listening and communication. This ap-
proach does not include the use of sign language.
The philosophy behind this method is to prepare
children to work and live in a hearing society.

Auditory-Verbal

This method follows a specific philosophy within the
broader aural-oral category. Development of language
through listening and the use of existing hearing are
very important to this method. Use of hearing aids

and/or cochlear implants will be the same as in the
aural-oral method. One-on-one teaching with a spe-
cially trained auditory-verbal therapist is an impor-
tant part of this method. There is little, if any, em-
phasis on visual clues such as speechreading or ges-
ture during therapy sessions. Parents participate in
all therapy sessions and use the same techniques at
home. Families who use an auditory-verbal approach
are encouraged to place their children in regular pre-
school and general education classes rather than spe-
cial education or deaf education classes. The goal of
auditory-verbal practice is to assist children who are
deaf or hard of hearing to grow up in regular learn-
ing and living environments, allowing them to be-
come independent, participating, contributing citi-
zens in mainstream society. The method’s philoso-
phy supports the idea that children with all degrees
of hearing loss deserve a chance to develop the abil-
ity to listen and to use their voice to communicate.

Manually Coded English (MCE)

This method uses a visual (signed) form of the En-
glish language. English is visually represented
(coded) through manual signs. There are a number
of systems for manually coding English and each
one has its own rules and variations. Most of the
systems use American Sign Language signs as a base
and also use English word order. Since manually
coded English follows English language rules, it is
easier for hearing parents to learn and use with their
infants/children. All sign language methods require
a commitment from all family members to learn and
use signs for all communication with the infant/
child. If you choose sign communication, it is im-
portant for you to learn sign as quickly as possible
so that your infant/child can learn language from
you in the same natural way that an infant/child
with hearing learns from his/her parents.

Simultaneous Communication (Sim-com)
See Total Communication.

Total Communication (TC)

This method refers to a combination of oral com-
munication and signed communication. In the si-
multaneous method, parents are encouraged to both

Early Hearing Detection & Intervention - 2002



speak and sign when they communicate with their
children. Some form of manually coded English is
used for the sign system. Infants/children wear hear-
ing aids and are encouraged to develop and use their
existing hearing as well as sign and speech. The term
total communication is a broader term and refers to
speaking and signing as well as the use of
speechreading and print. The belief behind TC is
that your infant/child’s surroundings should provide
access to language by making the full range of com-
munication choices available.

Cued Speech

This is a visual communication system combining
eight hand shapes (cues) that represent different
sounds of speech. These cues are used together with
speaking. The hand shapes will help your infant/child
differentiate sounds that look the same on the lips —
such as “p” or “b”. This system is designed to clarify
lip reading by using the simple hand movements
around the face to indicate the exact pronunciation
of any spoken word. Since many spoken words look
exactly alike on the mouth (for example, pan, man),
cues will allow your infant/child to see the differ-
ence between them. This is a particularly good sys-
tem for an infant/child who may not be able to learn
entirely through amplified (increased) hearing. For
the method to work, both the speaker and the lis-
tener must know the system.

Parent Resource Manual

Bilingual Language Development

Bilingual means knowing or being fluent in two lan-
guages. For a person who is deaf, the two languages
are usually American Sign Language (ASL) and
English. When an infant/child is born to parents who
are deaf, the language of the home and the first lan-
guage of the infant/child is usually ASL with En-
glish as a second language. When an infant/child is
born to parents who are hearing, the language of the
home and the first language of the child would typi-
cally be English (or whatever language is spoken in
the home). In a Bilingual method, the hearing fam-
ily learns and uses ASL in addition to English. In
some programs, the family uses English and the school
program uses ASL in the early years and adds En-
glish as a second language as the child gets older.

Speechreading

The skill of understanding spoken language through
movements seen on the mouth, facial expression and
body language, and background clues.

Signed English

These sign systems use signs from American Sign
Language along with invented signs to represent
English word order and rules. The systems are not
languages but are a code meant to be used to support
spoken English. Some examples are Seeing Essential
English (SEE I) and Signing Exact English (SEE II).
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0=-3 Years - Introduction

Hearing loss or deafness does not affect a person’s

intellectual capacity or ability to learn. However,

children who are either hard of hearing or deaf gen-

erally require some form of special education services

in order to receive an adequate education. Such ser-

vices may include the following:

e Regular speech, language and auditory training
from a specialist

* Amplification systems

e Services of an interpreter for students who use
manual communication

e Favorable seating in the class to help with
speechreading

e (Captioned films/videos

® Assistance of a note taker so that the student
can fully attend to instruction

e Instruction for the teacher and peers in alter-
nate communication methods, such as
sign language

¢ Counseling

Children who are hard of hearing will find it much
more difficult than children who have normal hear-
ing to learn vocabulary, grammar, word order, idi-
omatic expressions, and other aspects of verbal com-
munication. For infants/children who are deaf or
have severe hearing losses, early, consistent and con-
scious use of visible (sight) communication modes
(such as Sign Language, Fingerspelling, and Cued
Speech), and/or amplification (for example, hearing
aids), and aural/oral training can help lessen this lan-
guage delay. By age four or five, most children who
are deaf are enrolled in school on a full-day basis and
do special work on communication and language de-
velopment. It is important for teachers, families,
speech-language pathologists, and audiologists to
work together to teach the child to use his/her exist-
ing hearing to the maximum extent possible, even if
the preferred means of communication is manual.
Since the great majority of deaf children (over 90%)
are born to hearing parents, programs should pro-
vide instruction for parents on implications of deaf-
ness within the family.

Part C of IDEA, Individual with Disabilities Educa-
tion Act, which was established in 1986 as Part H

el e T
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and amended as Part C in 1997, covers children with
disabilities from birth until the age of three. This is
the law that governs the services that are provided
for deaf and hard of hearing infants and toddlers. For
infants/children who are deaf or hard of hearing in
Alaska, the educational services should begin at the
time he/she is identified with a hearing loss, prefer-

ably at birth.

Alaska Early Intervention Hearing Resource Program
has teachers who travel to communities statewide to
teach and provide services to deaf and hard of hear-
ing infants, toddlers, and their families. They work
with the local Early Intervention/Infant Learning
Programs in order to provide these services.

All eligible children, birth to three years old, receive
a multi-disciplinary evaluation/assessment before de-
termining their eligibility for services. Following the
determination of eligibility, a team of professionals,
including your infant/child’s family, works together
to create an Individualized Family Service Plan
(IFSP). This plan is based on your infant/child’s de-
velopmental needs and the needs of your family in
helping your infant/child learn. The plan identifies
outcomes and the early intervention services and sup-
ports needed to reach those outcomes, how services
will be paid for, length and locations of services, and
how progress will be determined.

Transition

When your child turns three, he/she is entitled to
free, public education under Part B of the Individu-
als Disabilities Education Act law. During this time,
your child will move from an IFSP to an Individual
Education Program (IEP), which is developed with
goals and objectives focused on your child, rather
than on the family.

This free, public education can be provided in a va-

riety of options:

¢ Your child may stay in their home community and
attend pre-school, Head Start, day care, or be
home schooled with the needed related services
support from the school district. Your school dis-
trict must provide an IEP, which will define the



educational services in a school setting. Consul-
tation services by a deaf/hard of hearing teacher

may be available through the Special Education
Service Agency (SESA) if needed.

School districts vary in the type and quality of
programs they offer. For example, some of the
larger school districts, such as Fairbanks, Anchor-
age, Mat-Su Valley and Kenai Peninsula Borough
offer special education pre-school classes with itin-
erant services provided by a teacher of the deaf/
hard of hearing. Direct services from the hard of
hearing itinerant teacher may also be provided at
the students’ home school from kindergarten
through grade 12.

Your child may attend school at the Alaska State
School for Deaf and Hard of Hearing (ASSDHH)
in Anchorage. This program serves children from
age 3 to 22 who experience hearing losses that
range from mild to profound and supports the
development of both American Sign Language
and English. Some families choose to move to
Anchorage so that their child can attend
ASSDHH. If your family does not live in An-
chorage, foster care can be arranged until your
child is six. At age six, he/she can move into the
student living center which houses a small num-

ber of deaffhard of hearing students and have
house parents who are either deaf/hard of hear-
ing or are fluent in sign language.

At age three, most children begin preschool or Head
Start and become eligible for special education ser-
vices. For children and their parents who are used
to home-based services, like ILP, this transition to a
school program can be challenging. The Alaska Early
Intervention Committee (EIC) has identified this
transition as a major concern for families statewide.

Without teamwork and effective planning among
all the community agencies involved (for example,
Head Start, school districts, preschools, Public
Health, etc.), it is impossible to make sure that there
are smooth transitions for special needs children at
age three.

Alaska has been one of several states nationwide to
begin exploring ways to improve this transition or
move for children, families, and service providers.
After gathering data on community needs, the De-
partment of Health and Social Services in coopera-
tion with the Department of Education developed
and started the Alaska Transition Training Initiative
(ATTI). A skilled Alaska training team has been
assembled as part of ATTI.

Early Hearing Detection & Intervention - 2002
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Frequently Asked Questions

What is meant by “different educational
approaches to language learning”?

Young children who hear, generally develop speech
and spoken language naturally, without any conscious
effort. Deaf infants/children, whose parents are deaf
and use American Sign Language (ASL) as the lan-
guage of the home, also develop the language (ASL)
naturally and without much effort. The necessary
ingredient for language development, whether it is
spoken language or a visual (sight) language such as
ASL, is for your infant/child to be able to actually
receive (take in) the language of the surroundings.
Currently, there are various approaches for helping
infants/children who are deaf or have a hearing loss
to develop a first language. All infants/children need
a first language for thinking, learning, communicat-
ing, and developing relationships with parents, fam-
ily and others.

What are the educational approaches with
infants/children who have a hearing loss?

¢ American Sign Language/English Bilingual ap-
proach

English-Only approaches

Auditory-Verbal approach

Auditory-Oral approach

Cued Speech

Spoken English combined with a Manually Coded
English Sign System known as Simultaneous
Communication, sometimes referred to as TC/To-
tal Communication

What is the “right” method for my child?
There is no “right” educational approach for your
infant/child. Teachers, programs, and schools
throughout the state use different approaches. Each
approach can claim positive impact on the lives of
many deaf and hard of hearing people. Some infants/
children have moved very slowly or not at all through
one approach and, with a change in approach, have
learned very well. Again, there is no one, “right” ap-
proach for your infant/child.

Who makes the decision regarding the
educational approach for my child?
You as a parent will need information on the differ-

ent approaches in order to make a choice for your
child and family. Parents can be assisted in gather-
ing objective information on all approaches from the
audiologists, pediatricians, early interventionists,
speech language therapists/pathologists, other pro-
fessionals, visiting a variety of programs, talking with
a variety of parents, and meeting adults who are deaf
and hard of hearing.

What is IDEA?

Individuals with Disabilities Education Act (IDEA) is
a law that was established in 1986 to provide services
to children birth to 22 years of age with disabilities.

What is Part B of IDEA?
This portion of the IDEA law entitles children with

disabilities to free public education from the ages of
3 to 22, or 3 through age 21.

What is Part C of IDEA?

Part C is a part of IDEA that was established to
specifically address the early educational needs of
young children with disabilities. This portion of the
law governs the provision of services for children
from birth until age three who have hearing loss or
other disabilities.

What is special education?

Special education is instruction that is specially de-
signed to meet the unique needs of children who have
disabilities. This is done at no cost to the parents.
Special education can include special instruction in
the classroom, at home, in hospitals or institutions,
or in other settings.

Over 5 million children ages 6 through 21 receive spe-

cial education and related services each year in the

United States. Each of these children receive instruc-

tion that is specially designed for the following:

¢ Tomeet the child’s unique needs (that result from
having a disability), and

¢ To help the child learn the information and skills
that other children are learning.

This definition of special education comes from the

Individuals with Disabilities Education Act (IDEA),

Public Law 105-17.




Who is eligible for special education?

Certain children with disabilities are eligible for spe-
cial education and related services. IDEA provides
a definition of a “child with a disability.” This law
lists 13 different disability categories under which
a child may be found eligible for special education
and related services. These categories are listed in
the box below.

IDEA’s Categories of Disability for children ages 3 through
age 21:

Autism

Deafness

Deaf-blindness

Hearing impairment

Mental retardation

Multiple disabilities

Orthopedic impairment

Other health impairment

Serious emotional disturbance

Specific learning disability

Speech or language impairment
Traumatic brain injury

Visual impairment, including blindness

According to the IDEA, the disability must affect
the child’s educational performance. The question
of eligibility, at that point, comes down to a ques-
tion of whether the child has a disability that fits
into one of IDEA’s 13 categories and whether that
disability affects how the child does in school. That
is, the disability must cause the child to need special
education and related services.

How do | found out if my child is eligible for
special education?

The first step is to find out if your child has a disabil-
ity. To do this, ask the school to evaluate your child.
Call or write the Director of Special Education, or
the principal of your child’s school. Tell him/her that
you think your child has a disability and needs spe-
cial education help. Ask the school to evaluate your
child as soon as possible.

What happens during an evaluation?
Evaluating your child appropriately will give you and
the school a lot of information about your child. This
information will help you and the school:
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¢ Decide if your child has a disability
® Design an individualized instruction plan for your

child

How does the school collect information for

the evaluation?

The school collects information from many different

people and places. The evaluation should include:

e (Certain tests.

e Observations and opinions of professionals who
have worked with your child.

¢ Your child’s medical history, when it relates to his/
her performance in school.

® Your ideas about your child’s school experiences,
abilities, needs, and behavior outside of school,
and his/her feelings about school.

What does the school do with the information

from the evaluation?

The information gathered from the evaluation will

be used to make important decisions about your

child’s education. All of the information will be used:

¢ To decide if your child is eligible for special edu-
cation and related services, and

¢ To help you and the school decide what your child
needs educationally.

What happens if my child is not eligible for
services?

If your school determines that your child is not eli-
gible for special education services, the school sys-
tem must tell you this in writing and explain why
your child has been found “not eligible.” Under the
IDEA law, you must also be given information about
what you can do if you disagree with the school’s
decision.

What kinds of changes can be made in a

classroom for children with hearing loss?

There are many changes that can be made in a class-
room to help children with hearing loss. In conjunc-
tion with hearing aids or cochlear implants, there
are changes that can be made to the classroom itself
to make it a more of a sound favorable setting. Mi-
nor changes such as wall-to-wall carpeting, sound
treated tiles on the ceilings and walls, well-fitted and
closed windows and doors, and quiet hearing/venti-
lation systems are all helpful. In addition, there are
assistive listening devices such as personal FM sys-



tems and sound field amplification systems, that can
increase the teacher’s voice over the background
noise, and are quite helpful in classroom settings for
children with hearing loss. In fact, strengthening the
whole classroom with a sound field amplification
system can help every child in the class. (For more
information, see Assistive Technology section).
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Individualized Family Service Plan (IFSP)

Your Child’s Evaluation

How do | find out if my child is eligible for
special education?

The first step is to find out if your child has a disabil-
ity. To do this, ask the school to evaluate your child.
Call or write the Director of Special Education or
the principal of your child’s school. Say that you think
your child has a disability and needs special educa-
tion help. Ask the school to evaluate your child as
soon as possible.

The public school may also think your child needs
special help, because he or she may have a disability.
If so, then the school must evaluate your child at no
cost to you.

However, the school does not have to evaluate your
child just because you have asked. The school may
not think your child has a disability or needs special
education. In this case, the school may refuse to
evaluate your child. The school must let you know
this decision in writing, as well as why it has refused.

If the school refuses to evaluate your child, there are

two things you can do immediately:

® Ask the school system for information about its
special education policies, as well as parent rights
to disagree with decisions made by the school
system. These materials should describe the steps
parents can take to challenge a school system’s
decision.

® Get in touch with your Alaska’s Parent Training
and Information (PTI) center. The PTI is an ex-
cellent resource for parents to learn more about
special education, their rights and responsibilities,
and the law. The PTI can tell you what steps to
take next to find help for your infant/child. (See
Resources section for PTI contact information).

What happens during an evaluation?

Evaluating your child means more than the school
just giving your child a test or two. The school must
evaluate your child in all the areas where your child
may be affected by the possible disability. This may
include looking at your child’s health, vision, hear-

ing, social and emotional well-being, general intel-
ligence, performance in school, and how well your
child communicates with others and uses his or her
body. The evaluation must be complete enough (full
and individual) to identify all of your child’s needs
for special education and related services.

Evaluating your child appropriately will give you
and the school a lot of information about your child,
such as:

e To decide if your child has a disability

¢ To design instruction for your child

The evaluation process involves several steps. These
are listed below:

Reviewing existing information. A group of people,
including you, begins by looking at the information
the school already has about your child. You may
have information about your child you wish to share
as well. The group will look at information such as:

¢ Your child’s scores on tests given in the classroom
or to all students in your child’s grade

® The opinions and observations of your child’s
teachers and other school staff who know your
child

¢ Your feelings, concerns, and ideas about how your
child is doing in school

Deciding if more information is still needed. The

information collected above will help the group de-

cide the following:

¢ If your son or daughter has a particular type of
disability

e How your child is currently doing in school

e Whether your child needs special education and
related services

e What your child’s educational needs are

Group members will look at the information they
collected above and see if they have enough infor-
mation to make these decisions. If the group needs
more information to make the decisions, the school
must collect it.
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If more information about your child is needed, the
school will give your child tests or collect the infor-
mation in other ways. Your informed, written per-
mission is required before the school may collect this
information. The evaluation group will then have
the information it needs to make the types of deci-
sions listed above.

So the school needs my permission to collect
this extra information?

Yes. Before the school can do more evaluations/as-
sessments of your child to see if he/she has a disabil-
ity, the school must ask for your informed written
permission. [t must also describe how it will conduct
this evaluation. This includes describing the tests that
will be used and the other ways the school will col-
lect information about your child. After you give your
informed written permission, the school may evalu-
ate your child.

How does the school collect this information?

The school collects information about your child

from many different people and in many different

ways. Tests are an important part of an evaluation,

but they are only a part. The evaluation should also

include the following:

e The observations and opinions of professionals
who have worked with your child,

¢ Your child’s medical history, when it relates to his
or her performance in school, and

¢ Your ideas about your child’s school experiences,
abilities, needs, and behavior outside of school,
and his/her feelings about school.

The following people will be part of the group evalu-

ating your child:

® You, as parents,

® At least one regular education teacher, if your
child is, or may be participating in the regular edu-
cation environment,

e At least one of your child’s special education
teachers or service providers,

¢ A school administrator who knows about poli-
cies for special education, about children with dis-
abilities, about the general curriculum (the cur-
riculum used by non-disabled students), and about
available resources,

e Someone who can interpret the evaluation results
and talk about what instruction may be necessary

Parent Resource Manual

for your child,

¢ Individuals (invited by you or the school) who
have knowledge or special expertise about your
child,

¢ Your child, if appropriate,

® Representatives from any other agencies that may
be responsible for paying for, or providing transi-
tion services (if your child is 16 years or, if appro-
priate, younger and will be planning for life after
high school),

¢ Audiologist, and

¢ Other qualified professionals.

These other qualified professionals may be respon-

sible for collecting specific kinds of information about

your child:

¢ A school psychologist,

® An occupational therapist,

e A speech and language pathologist (sometimes
called a speech therapist),

e A physical therapist and/or adaptive physical edu-
cation therapist or teacher,

¢ A medical specialist, and

o Others.

Professionals will observe your child. They may give

your child written tests or personally talk with your

child. They are trying to get a picture of your child
as a “whole person.” For example, they want to un-
derstand:

¢ How well your child speaks and understands language,

® How your child thinks and behaves,

e How well your child adapts to changes in his/her
surroundings,

e How well your child has done academically,

e What your child’s potential or aptitude (intelli-
gence) is,

* How well your child functions in a number of ar-
eas, such as moving, thinking, learning, seeing,
hearing, and

e What job-related and other post-school interests
and abilities your child has.

The IDEA gives clear directions about how schools
must conduct evaluations. For example, tests and
interviews must be given in your child’s native lan-
guage (for example, Spanish) or in the way he/she
typically communicates (for example, sign lan-
guage). The tests must also be given in a way that



does not discriminate against your child, because
he/she has a disability or is from a different racial
or cultural background.

The IDEA states that schools may not place chil-
dren into special education programs based on the
results of only one procedure such as a test. More
than one procedure is needed to see where your
child may be having difficulty and to identify his/
her strengths.

In some cases, schools will be able to conduct a child’s
entire evaluation within the school. In other cases,
schools may not have the staff to do all of the evalu-
ation needed. These schools will have to hire out-
side people or agencies to do some or all of the evalu-
ation. If your child is evaluated outside of the school,
the school must make the arrangements. The school
will say in writing exactly what type of testing is to
be done. All of these evaluation procedures are done
at no cost to parents.

In some cases, once the evaluation has begun, the
outside specialist may want to do more testing. If the
specialist asks you if it is okay to do more testing,
make sure you tell the specialist to contact the school.
If the testing is going beyond what the school origi-
nally asked for, the school needs to agree to pay for
the extra testing.

Your Child’s Eligibility

What does the school do with these

evaluation results?

The information gathered from the evaluation will

be used to make important decisions about your

child’s education. All of the information about your

child will be used for the following:

¢ To decide if your child is eligible for special edu-
cation and related services, and

* To help you and the school decide what your child
needs educationally.

How is a decision made about my child’s
eligibility for special education?

As was said earlier, the decision about your child’s eli-
gibility for services is based on whether your son or
daughter has a disability that fits into one of the IDEA’s

13 disability categories (see the list below) and whether
that disability affects how your child does in school.
This decision will be made when the evaluation has
been completed, and the results are in.

IDEA’s Categories of Disability
Autism

Deafness

Deaf-blindness

Hearing impairment

Mental retardation

Multiple disabilities
Orthopedic impairment

Other health impairment
Serious emotional disturbance
Specific learning disability
Speech or language impairment
Traumatic brain injury

Visual impairment, including blindness

In the past, parents were not involved under IDEA in
making the decision about their child’s eligibility for
special education and related services. Now, under the
newest changes to IDEA (passed in 1997), parents
are included in the group that decides a child’s eligi-
bility for special education services. This group will
look at all of the information gathered during the
evaluation and decide if your child meets the defini-
tion of a “child with a disability.” (This definition will
come from the IDEA and from the policies your state
or district uses.) If so, your child will be eligible for
special education and related services.

Under the IDEA, a child may not be found eligible
for services if the determining reason for thinking
the child is eligible is one of the following:
¢ The child has limited English proficiency, or
e The child has a lack of instruction in math

or reading.

If your child is found eligible, you and the school
will work together to design an educational program
for your child. This process is described in detail in
Part I1I of this section.

As parents, you have the right to receive a copy of
the evaluation report on your child and the paper-
work about your child’s eligibility for special educa-
tion and related services.
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To find out more about these disabilities and how
IDEA defines them, contact National Information
Center for Children and Youth with Disabilities and
ask for “General Information about Disabilities.”
(See the Resources section for more information).

What happens if my child is not eligible for
services?

If the evaluation team decides that your child is not
eligible for special education services, the school sys-
tem must tell you this in writing and explain why
your child has been found “not eligible.” Under the
IDEA, you must also be given information about
what you can do if you disagree with this decision.
Read the information the school system gives you.
Make sure it includes information about how to chal-
lenge the school system’s decision. If that informa-
tion is not in the materials the school gives you, ask
the school for it.

Also get in touch with your state’s Parent Training
and Information (PTI) Center. The PTI can tell you
what steps to take next. The PTI Center in Alaska
is listed below.

PARENTS, Inc.

4743 E. Northern Lights Blvd.

Anchorage, AK 99508

907-337-7618 Voice

907-337-7629 TDD

907-337-7671 FAX

1-800-478-7678 in AK

parents@parentsinc.org

WWw.parentsinc.org

Parent Resource Manual

Re-evaluation

Will my child be re-evaluated?

Yes. Under the IDEA law, your child must be re-

evaluated at least every three years. The purpose of

this re-evaluation is to find out the following:

¢ If your child continues to be a “child with a dis-
ability,” as defined within the law, and

¢ Your child’s educational needs.

The re-evaluation is similar to the initial evaluation.
[t begins by looking at the information already avail-
able about your child. More information is collected
only if it is needed. If the group decides that addi-
tional assessments are needed, you must give your
informed written permission before the school sys-
tem may collect that information. The school sys-
tem may only go ahead without your informed writ-
ten permission if they have tried to get your permis-
sion and you did not respond.

Although the law requires that children with dis-
abilities be re-evaluated at least every three years,
your child may be re-evaluated more often if you or
your child’s teacher/s request it.




3=22 Years - Introduction

A federal law exists which requires that an Individu-
alized Educational Program (IEP), be developed for
each child who is identified as having special needs.
The IEP allows the teachers to figure out exactly what
your child needs. Developing an IEP is complicated
and not foolproof. It is intended that parents and
professionals work together as a team to identify the
special needs of your child. Sometimes you as the
parent may have to fight for many of the educational
services and placements for your child. You have the
right to request reasonable services and placements

for your child, as well as, the right to request reason-
able services and placements for your child. Fear or
embarrassment should not prevent you from making
such requests. New laws now cover your child from
birth to age three. They require an Individual Fam-
ily Service (delivery) Plan (IFSP) that has the same
purpose as the IEP with additional concern for the
needs of your family. Also remember, that there is
an appeal process that can be used if you disagree
with the professional regarding services and/or
assistive listening devices.
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Frequently Asked Questions

So my child has been found eligible for special

education.What next?

The next step is to write what is known as an Indi-
vidualized Education Program, usually called an IEP.
After a child is found eligible, a meeting must be
held within 30 days to develop the IEP. (For more
information re: IEPs, see IEP section.)

What is an IEP?

An Individual Education Plan (IEP) is an individu-

alized comprehensive plan that a child receives when

he/she transfers from early intervention (age birth

to three) to public education. This plan is developed

with goals and objectives focused on your child rather

than your family. The document is:

¢ Intended to be developed in a collaborative and co-
operative effort between you and school personnel

e Describe your child’s abilities and needs precisely

e Set forth in detail the placement and services spe-
cially designed to meet those unique needs

What is the purpose of the IEP meeting?

The purpose of the IEP meeting is:

e For you and the school district to jointly deter-
mine the needs of your child

¢ Todevelop an educational plan for your child that
is appropriate to meet his/her needs

Who attends an IEP meeting?

The following people are to attend an IEP meeting:

* Your child’s parents or guardians

¢ A regular education teacher (if your child is par-
ticipating, or may participate in regular education)

¢ A special education teacher or representative

® A representative of the education department
who is qualified to supervise a specially designed
education program and who is knowledgeable
about the general curriculum

¢ An individual who can interpret the instructional
implications of evaluation results of your child

e A related service provider, if applicable

¢ Any other person/s that you, as the parent’s request

What will be discussed during the IEP
meeting?
Many things related to your child will be discussed

L

R S
e

during the IEP meeting. Things to consider are:

¢ Your child’s strengths

® Your concerns for improving the education of
your child

® The results of the initial or most current evalua-
tion of your child

® Your child’s current school records

¢ The current IEP for your child

® Any independent educational evaluations of
your child

¢ Information about your child’s current commu-
nication mode and abilities; information about
your family’s communication preference; the lin-
guistic needs of your child

® The severity of your child’s hearing loss and po-
tential for using his/her remaining hearing

e Behavioral interventions, strategies, and supports
to address these problems if your child has be-
havioral problems that might slow down his/her
learning or the learning of others

e Assistive technology devices and services

¢ Opportunities for direct communications with
peers and professional personnel in your child’s
language and communication mode

® Your child’s academic level

¢ Your child’s social, emotional, and cultural needs,
including opportunities for peer interaction and
communication.

What type of information is included in

an IEP?

According to the IDEA, your child’s IEP must in-
clude specific statements about your child. These
are listed below. Take a moment to read over this
list. This will be the information included in your

child’s [EP.

Your child’s [EP will contain the following statements:

o Present levels of educational performance. This state-
ment describes how your child is currently doing
in school. This includes how your child’s disabil-
ity affects his/her involvement and progress in the
general curriculum.

e Annual goals. The IEP must state annual goals for
your child, meaning what you and the school team
think he/she can reasonably complete in a year.



This statement of annual goals includes individual
steps that make up the goals (often called short-
term objectives) or major milestones (often called
benchmarks). The goals must relate to meeting
the needs that result from your child’s disability.
They must also help your son or daughter be in-
volved in, and progress in the general curriculum.
Special education and related services to be provided.
The IEP must list the special education and re-
lated services to be provided to your child. This
includes supplementary aids and services (such as
a communication device). It also includes changes
to the program, or supports for school personnel
that will be provided for your child.

Participation with non-disabled children. How much
of the school day will your child be educated sepa-
rately from non-disabled children or not partici-
pate in extracurricular or other nonacademic ac-
tivities such as lunch or clubs? The IEP must in-
clude an explanation that answers this question.
Participation in state and district-wide assessments.
Your state and district probably give tests of stu-
dent achievement to children in certain grades
or age groups. In order to participate in these tests,
your child may need individual modifications or
changes in how the tests are administered. The
IEP team must decide what modifications your
child needs and list them in the IEP. If your child
will not be taking these tests, the IEP must in-
clude a statement as to why the tests are not ap-
propriate for your child and how your child will
be tested instead.

Dates and location. The IEP must state:

(a) when services and modifications will begin,
(b) how often they will be provided,

(c) where they will be provided, and

(d) how long they will last.

Transition service needs. If your child is age 14 (or
younger, if the IEP team determines it appropri-
ate), the IEP must include a statement of his/her
transition service needs. Transition planning will
help your child move through school from grade
to grade.

Transition services. If your child is age 16 (or
younger, if determined appropriate by the IEP
team), the [EP must include a statement of needed
transition services and, if appropriate, a statement
of the interagency responsibilities or any needed
linkages.

Measuring progress. The IEP must state how school

personnel will measure your child’s progress to-
ward the annual goals. It must also state how you,
as parents, will be informed regularly of your
child’s progress and whether that progress is
enough to enable your child to achieve his/her
goals by the end of the year.

[t is very important that children with disabilities
participate in the general curriculum as much as
possible. That is, they should learn the same cur-
riculum as non-disabled children, for example, read-
ing, math, science, social studies, and physical edu-
cation, just as non-disabled children do. In some
cases, this curriculum may need to be adapted for
your child to learn, but it should not be deleted
altogether. Participation in extracurricular activi-
ties and other nonacademic activities is also im-
portant. Your child’s IEP needs to be written with
this in mind.

For example, what special education services will help
your child participate in the general curriculum—in
other words, to study what other students are study-
ing? What special education services or supports will
help your child take part in extracurricular activities
such as school clubs or sports? When your child’s IEP
is developed, an important part of the discussion will
be how to help your child take part in regular classes
and activities in the school.

Who develops my child’s IEP?
Many people come together to develop your child’s
IEP. This group is called the IEP team and includes
most of the same types of individuals who were in-
volved in your child’s evaluation. Team members will
include the following:
® You, the parents
® At least one regular education teacher, if your
child is (or may be) participating in the regular
education environment
e At least one of your child’s special education
teachers or special education providers
¢ A representative of the public agency (school sys-
tem) who,
(a) is qualified to provide or supervise the provi-
sion of special education,
(b) knows about the general curriculum, and
(c) knows about the resources the school system
has available.
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® An individual who can interpret the evaluation
results and talk about what instruction may be
necessary for your child

® Your child, when appropriate

® Representatives from any other agencies that may
be responsible for paying for, or providing transi-
tion services (if your child is 16 years or, if appro-
priate, younger)

¢ Other individuals (invited by you or the school)
who have knowledge or special expertise about
your child. For example, you may wish to invite a
relative who is close to the child or a childcare
provider, the child’s audiologist, and/or speech/
language therapist.

Together, these people will work as a team to de-
velop your child’s IEP.

So | can help develop my child’s IEP?

Yes, absolutely. The law is very clear that parents
have the right to participate in developing their
child’s IEP. In fact, your input is invaluable. You know
your child the best, and the school needs to know
your insights and concerns.

The school staff will try to schedule the IEP meeting
at a time that is convenient for all team members to
attend. If the school suggests a time that is impos-
sible for you, explain your schedule and needs. It’s
important that you attend this meeting and share
your ideas about your child’s needs and strengths.
Often, another time or date can be arranged. How-
ever, if you cannot agree on a time or date, the school
may hold the IEP meeting without you. In this event,
the school must keep you informed, for example, by
phone or mail.

What should | do before the IEP meeting?

The purpose of the IEP meeting is to develop your

child’s Individualized Education Program. You can

prepare for this meeting by the following:

® Makinga list of your child’s strengths and weaknesses

¢ Talking to teachers and/or therapists and getting
their thoughts about your child

* Visiting your child’s class and perhaps other classes
that may be helpful to him/her

e Talking to your child about his or her feelings to-
ward school

Parent Resource Manual

[t is a good idea to write down what you think your
child can accomplish during the school year. It also
helps to make notes about what you would like to
say during the meeting.

What happens during an IEP meeting?

During the IEP meeting, the different members of
the IEP team share their thoughts and suggestions.
If this is the first IEP meeting after your child’s evalu-
ation, the team may go over the evaluation results,
so your child’s strengths and needs will be clear. These
results will help the team decide what special help
your child needs in school.

Remember that you are a very important part of the
IEP team. You know your child better than anyone.
Don’t be shy about speaking up, even though there
may be a lot of other people at the meeting. Share
what you know about your child and what you wish
others to know.

After the different team members (including you,

the parent) have shared their thoughts and concerns

about your child, the group will have a better idea of

your child’s strengths and needs. This will allow the

team to discuss and decide on the following:

¢ The educational and other goals that are appro-
priate for your child

¢ The type of special education services your child
needs

The IEP team will also talk about the related ser-
vices your child may need to benefit from his/her
special education. The IDEA lists many related ser-




vices that schools must provide if eligible children
need them. The related services listed in IDEA are
listed below. Examples of related services include
the following:

Related Services, as listed in IDEA

Transportation

Speech-language pathology

Audiology services

Psychological services

Physical therapy

Occupational therapy

Recreation (including therapeutic recreation)

Early identification and assessment of disabilities

in children

® Counseling services (including rehabilitation
counseling)

¢ Orientation & mobility services

Medical services for diagnostic or evaluation pur-

poses

School health services

Social work services in schools

Parent counseling & training

Occupational therapy, which can help a child
develop or regain movement that he or she may
have lost due to injury or illness, and

¢ Speech therapy (called speech-language pathology),
which can help children who have trouble speaking.

This list does not include every related service a child
might need or that a school system may offer. To learn
more about these related services and how IDEA
defines them, contact National Information Center
for Children and Youth with Disabilities and ask for
the News Digest on Related Services. (For more in-
formation, see the Resources section.)

Depending on the needs of your child, the IEP team

may also discuss the special factors listed below:

e Whether or not your child’s behaviors interfere
with his/her learning or the learning of others.

® The IEP team will talk about strategies and sup-
ports to address your child’s behavior.

e [f your child has limited understanding of the
English language.

® The IEP team will talk about your child’s language
needs as these needs relate to his/her IEP.

 Since your child has communication needs, the
[EP team must consider those needs.

¢ Since your child is deaf or hard of hearing, the IEP
team will consider your child’s language and com-
munication needs. This includes your child’s oppor-
tunities to communicate directly with classmates and
school staff in his/her usual method of communica-
tion (for example, American Sign Language).

The IEP team will also talk about whether your child

needs any assistive technology devices or services.

Assistive technology devices can help many children

do certain activities or tasks. Examples of these de-

vices include the following:

¢ Devices that make the words bigger on the com-
puter screen or that “read” the typed words aloud—
which can help children who do not see well

¢ Electronic talking boards—which can help stu-
dents who have trouble speaking

e Computers and special programs for the com-
puter—which can help students with all kinds of
disabilities learn more easily

Assistive technology services include evaluating your
child to see if he/she could benefit from using an
assistive device. These services also include provid-
ing the devices and training your child (or your fam-
ily or the professionals who work with your child) to
use the device. (For more information about these
devices, see the Assistive Technology section.)

As you can see, there are a lot of important matters
to talk about in an IEP meeting. You may feel very
emotional during the meeting, as everyone talks
about your child’s needs. Try to keep in mind that
the other team members are all there to help your
child. If you hear something about your child which
surprises you, or which is different from the way you
see your child, bring this to the attention of the other
members of the team. In order to design a good pro-
gram for your child, it is important to work closely
with the other team members and share your feel-
ings about your child’s educational needs. Feel free
to ask questions and offer opinions and suggestions.

Based on what is discussed in the meeting above,
the IEP team will then write your child’s IEP. This
includes the services and supports the school will
provide for your child. It will also include the loca-
tion where particular services will be provided. Your
child’s placement (where the IEP will be carried out)
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will be determined every year, must be based on your
child’s IEP, and must be as close as possible to your
child’s home. The placement decision is made by a
group of persons, including you the parent, and oth-
ers knowledgeable about your child. The meaning
of the evaluation data, and the placement options
are also taken into account. In some states, the IEP
team makes the placement decision. In other states,
the placement decision is made by another group of
people. In all cases, you as parents have the right to
be members of the group that makes decisions on
the educational placement of your child.

Depending on the needs of your child and the ser-
vices to be provided, your child’s IEP could be car-
ried out in the following locations:

¢ In regular classes

® In special classes (where all the students are re-
ceiving special education services)

In special schools

At home

In hospitals and institutions

In other settings

Which of these placements is best suited for your
child? Can he or she be educated in the regular class-
room, with special aids and services? (The IDEA law
prefers this placement.) If not, then the placement
group will look at other placements for your child.
Before the school system can provide your child with
special education for the first time, you, as parents,
must give your written consent.

Can my child’s Individualized Education Plan

be changed?

Yes. At least once a year a meeting must be sched-

uled with you to review your child’s progress and

develop your child’s next IEP. The meeting will be

similar to the IEP meeting described above. The team

will talk about the following:

¢ Your child’s progress toward the goals in the cur-
rent [EP

e What new goals should be added

e Whether any changes need to be made to the spe-
cial education and related services your child is
currently receiving

This yearly IEP meeting allows you and the school
to review your child’s educational program and
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change it as necessary. But you don’t have to wait for
this yearly review. You, or any other team member,
may ask to have your child’s [EP reviewed or revised
at any time.

For example, you may feel that your child is not
making good progress toward his/her yearly goals. Or
you may want to write new goals, because your son
or daughter has made such great progress! Call the
principal of the school, the special education direc-
tor, or your child’s teacher, and express your con-
cern. If necessary, they will call the [EP team together
to talk about changing your child’s IEP.

What are the Alaska Transition Training

Initiative’s (ATTI) goals?

e To offer statewide training to promote teamwork
and support among agencies and families involved
in children’s transition from the Infant Learning
Program to school based programs.

¢ To help community agencies in developing ef-
fective models for children to transition from
the Infant Learning Program to school based
programs.

Who is the training for?

School district special education staff
All teachers and aides

Head Start and preschool staff

Infant Learning staff

Parents and other family members
Medical care providers

Day care providers

What’s included in the training?

* Ways to welcome the child and family into the
new program

Family involvement in decision making
Identification of agencies for referral
Interagency support and agreements
Development of transition timeline

Support for child through curriculum planning
and environmental modification (change in sur-
roundings)

¢ Evaluation of transition procedures



Where can | get more information
about ATTI?
State of Alaska
Department of Health & Social Services
Division of Public Health
Section of Maternal, Child & Family Health
3601 C Street, Suite 934
P.O. Box 240249
Anchorage, Alaska 99524-0249
(907) 269-3400

Is the school responsible for ensuring that my
child reach the goals in his/her Individualized
Education Plan?

No. The IEP sets out the individualized instruction
to be provided to your child, but it is not a contract.
The school is responsible for providing the instruc-
tional services listed in an IEP. School officials must
make a good-faith effort to help your child meet his/
her goals. However, the school is not responsible if
your child does not reach the goals listed in the IEP.
If you feel that your child is not making progress to-
ward his/her goals, then you may wish to contact the
school and express your concern/s. The IEP team may
need to meet and revise your child’s [EP.

What if | disagree with the school about what

is right for my child?

You have the right to disagree with the school’s de-

cisions concerning your child. This includes deci-

sions about the following:

* Your child’s identification as a “child with a dis-
ability”

¢ His/her evaluation

¢ His or her educational placement

® The special education and related services that
the school provides to your child

In all cases where the family and school disagree, it
is important for both sides to first discuss their con-
cerns and try to compromise. The compromise can
be temporary. For example, you might agree to try
out a particular plan of instruction or classroom place-
ment for a certain period of time. At the end of that
period, the school can check your child’s progress.
You and other members of your child’s IEP team can
then meet again, talk about how your child is doing,

and decide what to do next. The trial period may
help you and the school come to a comfortable agree-
ment on how to help your child.

If you still cannot agree with the school, it is useful

to know more about the IDEA’s protections for par-

ents and children. The law and regulations include

ways for parents and schools to resolve disagreements.

These include the following:

® Mediation. This is where you and school per-
sonnel sit down with an impartial third person
(called a mediator) and talk openly about the ar-
eas where you disagree, to try to reach agreement.

® Due process. This is where you and the school
present evidence (or information) before an im-
partial third person (called a hearing officer), and
he/she decides how to resolve the problem.

¢ Filing a complaint with the state education
agency (SEA), where you write directly to the
SEA and describe what requirement of IDEA the
school has violated. The SEA must either resolve
your complaint itself, or it can have a system
where complaints are filed with the school dis-
trict and parents can have the district’s decision
reviewed by the SEA. In most cases, the SEA must
resolve your complaint within 60 calendar days.

Your state will have specific ways for parents and
schools to resolve their differences. You will need to
find out what your state’s policies are. Your local de-
partment of special education will probably have
these guidelines. If not, contact the state department
of education and ask for a copy of their special edu-
cation policies. The telephone number and address
of the state department of education are listed on
National Information Center for Children & Youth
with Disabilities, State Resource Sheet for your state.
(See the Resources section for contact information).

You may also wish to call the Parent Training and
Information (PTI) center in your state. The PTI has
been mentioned several times in this information.
They are an excellent resource for parents to learn
more about special education. (For contact infor-
mation, see the Resource section.)
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Talking to Other Parents Helps!

You can learn a lot from talking to other parents of
children who are already receiving special educa-
tion services. There are many different local par-
ent groups. (See the Resources section for more in-
formation.) Find one, and go to a meeting. If there
aren’t any groups in your area, contact the nearest
group and ask for its newsletter. These can be full
of information, too!

How do I find parent groups?

National Information Center for Children with Dis-
abilities has a State Resource Sheet for your state.
This sheet is a good source of information about
parent groups or disability groups in your state.
These state groups can tell you about groups in your
area. If you do not already have a State Resource
Sheet, call National Information Center for Chil-
dren with Disabilities and ask for one. It’s free and
can be very useful.

How can | get more services for my child?
Suppose your child gets speech therapy two times a

week, and you think he/she needs therapy three times
a week. What do you do?

First, you can talk with your child’s teacher or speech-
language pathologist (sometimes called a speech
therapist). Ask to see the evaluation of his/her
progress. If you are not satisfied with your child’s
progress, then request an IEP meeting to review your
child’s progress and increase speech therapy. Discuss
your child’s needs with the IEP team and talk about
changing the IEP. The other team members will ei-
ther agree with you and change the IEP, or they will
disagree with you.

If the rest of the IEP team does not agree that your
child needs more services, try to work out a com-
promise. If you cannot, then parents can take the
problem beyond the IEP team. As was mentioned
above, mediation, due process, and filing a com-
plaint are ways to resolve disagreements. But, al-
ways remember that you and the school will be
making decisions together about your child’s edu-
cation for as long as your child goes to that school
and continues to be eligible for special education
services. A good working relationship with school
staff is important now and in the future. Therefore,
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when disagreements arise, try to work them out
within the IEP team before requesting mediation,
due process, or filing a complaint.

How can | support my child’s learning?

Here are some suggestions that can help you support

your child’s learning and maintain a good working

relationship with school professionals:

e Let your child’s teacher/s know that you want to
be involved in your child’s educational program.
Make time to talk with the teacher/s and, if pos-
sible, visit the classroom.

¢ Explain any special equipment, medication, or
medical problem your child has.

e Let the teacher(s) know about any activities or
big events that may influence your child’s perfor-
mance in school.

e Ask that samples of your child’s work be sent
home. If you have questions, make an appoint-
ment with the teacher/s to talk about new ways
to meet your child’s goals.

e Ask the teacher/s how you can build upon your
child’s school activities at home.

* Give your child chores at home. Encourage be-
havior that leads to success in school, such as ac-
cepting responsibility, behaving, being organized,
and being on time.

¢ Volunteer to help in the classroom or school. This
will let you see how things work in the school
and how your child interacts with others. It will
also help the school.

e Remember that you and the school want suc-
cess for your child. Working together can make
this happen.

What if | still have questions and need more
information?

You can contact your state’s Parent Training and In-
formation (PTI) center. Your PTI will have a lot of
information to share about the special education pro-
cess in your state. You can also contact National In-
formation Center for Children & Youth with Dis-
abilities (NICHCY) again. They have information
on all aspects of the IEP process. They also have in-
formation on other issues that are important to fami-
lies who have a child with a disability. NICHCY staff
can send you more publications, answer questions,
and put you in touch with other organizations who
can work with you and your family. (See the Resource
section for contact information.)



Preparing for the IEP

Prior to the IEP meeting, you should do the following:

1.
. Carefully review all evaluations of your child.
. Determine who will be attending the IEP meet-

Carefully review your child’s school records.

ing on behalf of the education department.
Make a list of your child’s strengths, weaknesses,
and needs including the surroundings he/she will
require, the communication mode your child
should use, and the services necessary to help him/
her learn.

5. Identify realistic goals for your child to achieve

during the school year and place those goals in
order of importance.

. Consider who you wish to bring with you to

the meeting (such as an advocate or attorney,
educational or other experts) and invite them
to the meeting.

. Prepare written notes to bring to the meeting that

address your concerns, opinions, and expectations
for your child, and the delivery of educational and
related services to him/her.
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Introduction

Deaf children, like all children who are neurologi-
cally intact, are born with the amazing ability to learn
and develop language. From the earliest moments of
life, they begin to communicate their needs and to
interact with those around them. Through cries,
squeals, hand clapping and eye gaze, deaf and hear-
ing children begin to engage in the process of lan-
guage learning. We watch them carefully and listen
to them, certain that every thing they say is mean-
ingful. In this manner we recognize and build their
skills. Through their daily efforts to make sense of
the sounds of voices and/or the signs on hands, chil-
dren activate the ability they are born with, to learn
and develop the most sophisticated communication
system of all - language.

Language, whether it is spoken or signed, whether it
is English, French, or American Sign Language, is
learned through interaction. Children must actively
participate in figuring out meanings, rules, and struc-
tures. They cannot learn by passively observing or
mimicking the language of others. Cognitive and
social experiences with meaningful linguistic data
must be present in large doses and in natural situa-
tions for all children. By the time hearing children
enter school, they have already mastered language.
They have done so without formal language instruc-
tion. In our culture, the language most often learned
is English.

Deaf children have the same ability to learn lan-
guage as hearing children do. However, they must
interact with their world through sight instead of
through hearing. Instead of listening and speaking,
they watch and often gesture to make their ideas
and thoughts known. Their access to interaction is
through sight in a world where most people depend
on hearing. It is this basic mismatch of systems
which often keeps deaf children from participating
in, and learning language.

[t is up to you as parents, and caregivers to maximize
the interactive process for your deaf child through
sight. By including deaf children in social and cog-
nitive activities, by concentrating on communicat-
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ing meaning (not structure), and by providing vi-
sual (sight) access to communication whenever pos-
sible, we can take advantage of the strengths of deaf
children. Sign language provides an avenue which
is minimal in speech and audition. It ensures deaf
children’s participation in the language learning pro-
cess. It helps us to expand our communication and
this in itself leads to a stronger language skill.

— Margaret Finnegan, Ph.D. parent and educator

The American Society for Deaf Children (ASDC)
sets out the following principles, which ASDC be-
lieves apply to all deaf infants/children, their fami-
lies, and the professionals who serve them. These
principles apply regardless of whether the family
chooses a cochlear implant for their infant/child,
hearing aids, other hearing technology, or no hear-
ing technology at all.

ASDC believes that parents of deaf children:

¢ Have the right to make informed decisions on be-
half of their infants/children.

® Benefit from meeting other parents of deaf infants/
children from a variety of backgrounds, experi-
ences, and philosophies.

¢ Benefit from meeting successful deaf infants/children
and members of the deaf community from a variety
of backgrounds, experiences, and philosophies.

ASDC believes that deaf infants/children have the

right to:

¢ Be valued and respected as whole infants/children
capable of high achievement, regardless of their
degree of technology use.

® Meet, socialize, and be educated with other deaf
children.

¢ Achieve fluency reading and writing English, and
to the extent of their ability, speaking English.



ASDC believes that medical, hearing health, and

educational professionals serving deaf infants/chil-

dren and their families have a responsibility to:

® Be informed about the successes of deaf persons
from all walks of life, including those who use
American Sign Language as their main language
and those who do and do not use cochlear implants.

® Recognize the benefits of early language — includ-
ing sign language - and work to ensure that deaf
infant/children’s language development — whether
signed, spoken, or both — progresses at a rate
equivalent to that of their hearing peers.

Refer parents to a wide range of information sources,
including deaf individuals, families with deaf chil-
dren, schools for the deaf, and local, state and na-
tional parent and deaf adult organizations.

“It is important to nurture and encourage the fire in the
child’s belly; persistence is a characteristic trait among
well-rounded deaf adults living in mainstream.
Encourage the child to read books, newspapers and
jowrnals so that knowledge will become a powerful
tool. Encourage the child to live on the edge and thus
develop independence in the mainstream.”

— John {adult)
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Frequently Asked Questions

What is the Deaf Community?

A community is a group of people who share com-
mon interests and a common heritage. The Deaf
Community is made up of people, both deaf and hear-
ing, who to different degrees have similar commu-
nity goals that come from Deaf cultural influences.

Why are there so many different terms to
describe deafness?

The different terms reflect differing views of deaf-
ness. The terms most often used are Deaf, Hard of
Hearing, and Hearing Impaired. Some professionals
use the term, “Hearing Impaired,” to identify an in-
fant/child with a hearing loss. This is a medical or
clinical term that implies a need to fix or change.
Within the Deaf community, people don’t consider
themselves “impaired”. Members of the Deaf com-
munity, and some hearing professionals, who share
this view, prefer, and use the terms Deaf or Hard of
Hearing. Individuals who are Deaf or Hard of Hear-
ing may have individual preferences. Their choices
to use one term or the other may be based on many
factors, including communication and culture.

What is Deaf Culture?

A culture is generally defined as a system of values,

beliefs, and standards that guide a group of people’s

thoughts, feelings, and behaviors. The Deaf Culture
is made up of five areas including:

® Language: American Sign Language (ASL) is a lan-
guage in which the placement, movement, and
expression of the hands and body are actually part
of the language. ASL is considered by the deaf
community to be the native language of people
who are deaf. ASL has its own grammatical struc-
ture and linguistic principles. It is one of the most
complete sign systems in the world, and it can
express abstract thoughts. ASL is now accepted
as a true and complete language.

e [dentity: It is important in any culture to know
your identity. It is critical for an infant/child who
is deaf to have Deaf role models, so he/she will
have a better idea of the future. It is equally im-
portant for that infant/child who is deaf or hard
of hearing to understand both Deaf and Hearing
cultures and both languages (ASL and English)
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in order to succeed in a larger society. A lot of
young children are exposed to more than one lan-
guage and culture, and it is perfectly permissible
for Deaf/Hard of Hearing children to understand
more about Deaf Culture and American Sign Lan-
guage.

® Values: Individuals who are Deaf want to have
clear communication without any barriers. This
is an important and shared value. It is easy to un-
derstand why people who are Deaf feel comfort-
able using American Sign Language. They value
their eyes because they can’t depend on their hear-
ing ability. Eye contact is often used to carry on a
conversation. Deaf individuals use their hands to
communicate. There is not a high value placed
on the use of speech, as not all of Deaf/Hard of
Hearing people are able to use their speech skills.
The Deaf World is really a small world. It’s easy
to become friends with many Deaf people in many
cities and countries because individuals share
common values.

e Rules of Social Interaction: It is essential to know
general rules of both cultures, so your infant/child
can have an opportunity to function well in any
setting. Here are a few rules of interaction in the
Deaf Culture.
® Maintain eye contact, do not stare
e Use attention getting devices such as waving,

tapping the shoulder, stamping on the floor and

turning the lights on and off

Be blunt, “tell it like it is”

Engage in long departures from a social event

Hug when greeting or leaving

Pointing is polite

Touch during conversations

Avoid “excuse me” when walking between two

people who are signing, it is not necessary to

say “excuse me”

® Deaf Traditions: There are many traditions that
are an important part of the Deaf Culture. They
include:

e Storytelling using American Sign Language

e Sharing folklore

¢ Giving name signs that reflect something
about the person



¢ Attending social gatherings including
homecomings, tournaments, conferences
and reunions

¢ Belonging to local or national Deaf organizations

What is it like being deaf?

Deaf people are normal. Their typical day is like
yours. They can do anything, except hear! Helping
people who hear to understand these things is an
ongoing education process. Deafness is a handicap
that you cannot see. You can’t know that someone
is Deaf by just looking at them. Hearing people may
first realize someone is Deaf or Hard of Hearing
when that person uses sign language or asks for
something just said to be repeated. People who are
Deaf often must fight for their rights. They want
the same type of access that hearing people have.
Access may mean having an interpreter when one
is needed, or being able to use the telephone
through a public relay service, or having a visual
fire alarm system in a hotel. Advances in technol-
ogy are improving access everyday. For example,
hearing people have cell phones, and Deaf/Hard of
Hearing people have pagers with text. Open-cap-
tioned films are available in many cities, so Deaf/
Hard of Hearing people can watch a movie on a big
screen. Despite all the improvements that have been
made, people who hear continue to have more ac-
cess to services than people who are deaf. The move-
ment toward gaining equal access continues.

How did the deaf culture begin?

The deaf revolution began in the 1970s. The cul-
ture rebelled against attempts by some educators
in the hearing world to teach deaf children to
speak English. This “oral” approach discouraged
the use of sign language. Unfortunately, many chil-
dren, even with the powerful hearing aids, had
difficulty understanding what was supposed to be
their native language.

My deaf infant/child is the first deaf person |
have ever met in my life. Will he/she have a
normal life?

Yes! Your infant/ child can have a good relationship
with you and other family members, get a good edu-
cation and later a good job, and lead a rich, fulfill-
ing, contributing life. People who are deaf are found
in many different professions, such as law, medicine,

drama, research, education, computer programming,

accounting, and businesses. People who are deaf are

found in all sorts of interesting activities, including

travel, writing, sports, religious activities, social clubs

and more. But your infant/child’s success will not

happen without your involvement and support. Some

things you should do are:

® Learn to communicate with your infant/child as
well as you can

¢ Read to your infant/child and nurturing his/her
writing when the time is appropriate

e Darticipate in organizations that provide support
and information to parents

e Gather information about child development,
language learning, and infants/children with hear-
ing loss

¢ Get to know other parents of deaf infants/chil-
dren and deaf adults in your community

I am considering using sign language with my
infant/child, but | have been told that if | do it
will interfere with his/her speech
development. Is this true?

There is no evidence to indicate that using sign lan-
guage interferes with speech development. In fact,
research shows that a higher degree of language, in-
cluding sign language, is connected with better
speech production. Research also shows that hear-
ing infants/children benefit from learning sign lan-
guage as well, and that they’re spoken language de-
velops appropriately.

How well will my infant/child be able to speak?
The degree to which a deaf infant/child is able to
speak depends on many factors including when your
child’s hearing loss was identified, intervention, and
what type of hearing loss. Hearing aids and other
forms of assistive technology can provide a high de-
gree of access to speech sounds. Combined with
speech therapy, technology can help many infants/
children who are deaf develop some level of speech,
with some becoming fluent speakers. However, the
ability to hear sounds, discriminate among them, and
then speak about them is quite complex, and not
every deaf infant/child will master these skills. The
degree to which an individual infant/child will learn
how to speak and understand other speakers may be
difficult to predict.
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Shouldn’t | try to have my infant/child learn
how to talk instead of sign? It’s a “hearing
world” isn’t it?

While it is true that most people are hearing and use
spoken language for face to face communication, it
is important to remember the distinction between
language and speech. Language is a means of com-
municating ideas or feelings using certain signs,
sounds, gestures, or marks. Language is necessary for
cognitive, academic, and psycho-social development.
Speech is the communication or expression of
thought in spoken words. Speech is a method of com-
munication, or a means of expressing language, and
not language itself.

Deaf infants/children with normal vision and cogni-
tive ability who interact with people who use sign
language can themselves learn sign language. Deaf
infants/children’s degree of success mastering spoken
English will differ. In addition, factors such as back-
ground noise and distance from the speaker can im-
pact an infant/child’s ability to understand a speaker.
As a result, many parents choose to provide their
deaf infants/children an opportunity to learn both
spoken English and sign language.

You should never be forced into choosing one mode
of communication and rejecting others. Work with
your infant/child’s service providers (teachers, audi-
ologists, and therapists) to ensure that your infant/
child is developing language, whether signed, spo-
ken, or both, at the same rate as your infant/child’s
hearing peers.
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| want my infant/child to learn American Sign
Language (ASL) and be part of the deaf
community, but | am afraid that his/her
learning ASL will prevent him/her from
learning English. Will this happen?
ASL is a language of its own with a structure and
grammar different from that of English. However,
just like infants/children in cultures all over the
world, deaf infants/children can become bilingual,
using both ASL and English. Regardless of a deaf
infant/child’s speaking ability, he/she will need to
be a fluent reader and writer of English. Research
shows that characteristics that are found in good
deaf readers are:
e They had their hearing loss identified early
® They had early access to language (usually sign
language)
® They were exposed to English

Which is better - signed English or ASL?
When it comes to languages there is no “better” or
“worse.” The question is, for what purpose is the lan-
guage being used? Generally, deaf adults use ASL with
each other. When they are signing with a hearing
person who does not know much sign language,
they might sign in an order that is more like English.
If they have understandable speech, they might use
that either instead of, or in addition to their signs.
Generally, hearing parents whose first language is
English and are learning to sign, tend to sign in En-
glish word order, because that is the language with
which they are most familiar.

| am afraid that if my infant/child joins the
Deaf community he/she will reject the rest of
our family, which is hearing. Will that happen?
As with any family, families with deaf infants/chil-
dren that have the strongest bonds are those where
there is love, respect, understanding, and communi-
cation. Regardless of what your infant/child’s main
method of communication is, you must make sure
that clear and open communication exists. Deaf
people value the efforts their parents made to com-
municate with them throughout their lives. Clear
and open communication with your infant/child, and
not whether their peers are deaf or hearing, will help
establish healthy relationships with him/her that will
last throughout your lives.
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Health Plans

Choosing a Health Plan that Works

Most people have few choices when it comes to
health plans. People are limited to the health plans
offered by their employers. Even if choice is avail-
able, it is difficult to decide which health plan is best.
Sometimes, we find out too late that our health plans
do not cover needed medical benefits. For deaf and
hard of hearing people and their families, this may
mean no coverage for hearing aids, cochlear implants,
and other medically necessary devices and services.

Coverage of Hearing-Related Technology &
Procedures

Even under the best of circumstances, you can ex-
pect some resistance at first from your health plan if
you are requesting costly devises such as cochlear
implants or hearing aids. Indeed, some health plans
have tried to not provide coverage for cochlear im-
plants by lumping them into their general exclusion
for hearing aids. You may need to educate your health
plan about how a cochlear implant is different and
why it is “medically” necessary for many deaf and
hard of hearing people.

For hearing aid users, all hope is not lost. Although
most health plans don’t cover hearing aids, some
plans are willing to include such coverage for a small
additional premium. For example, adding hearing
aids as an eligible benefit under the State of Minne-
sota employees insurance program added only 50
cents per month to the cost of a family policy.

The first step, however, is to ask. Because approxi-
mately fifty percent of all health insurance is se-
cured through a family member’s employer, the place
to begin is with your employer’s benefits adminis-
trator. If the hearing aids are for your infant/child,
emphasize that he/she needs hearing aids to learn
language and to fully participate in the educational
process. You should also mention that to benefit
fully from hearing aids, infants/children need fol-
low-up fittings, and rehabilitation from a qualified
hearing health care provider. A successful interven-
tion benefits the well being of the patients and their
entire family. The societal impact of hearing and
coverage is also worth presenting to a socially
minded employer. Because infants/children who are
deaf or hard of hearing need new hearing aids fre-
quently, the expense for the individual family is
considerable. “High tech,” top-of-the-line hearing
aids cost thousands of dollars, and most infants/chil-
dren with hearing loss have a binaural hearing loss
(both ears) requiring two aids. Covering hearing
aids helps spread the cost among all insured rather
than overburdening the affected family.

Although some health plans will cover the full cost
of hearing aids, many will cover only a percentage of
the cost (for example, $1,000 or less per hearing aid).
In general, coverage is limited to once every three to
five years. Nevertheless, some coverage is better than
none, and you can’t lose anything by asking. If more
people made the effort to get hearing aid insurance
coverage, it would become easier to get this cover-
age for everyone.

“I've learned that if you want to cheer vourself up,

you should try cheering someone else up.”

— ANy mous
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Tax Deductions

Parents should be aware that if they itemize deduc-
tions, they are permitted to deduct as medical ex-
penses any costs for treating or lessening the effects
of hearing loss. This includes expenses for treatments
by doctors and audiologists, speech therapy, special
education, and transportation connected with get-
ting these services. Special equipment such as hear-
ing aids, batteries, cochlear implant supplies, ear
molds, television captioners, and other assistive lis-
tening devices (for example, door bell ringers, TTY’,
amplifiers, wake-up devices, tactile communicators,
fire/burglar alarms, and baby cry signalers) may also

be deductible.

In addition to deducting medical expenses, you may
deduct donations made to non-profit educational or
charitable groups that are dedicated to helping people
with hearing loss. This includes deductions from
contributions, donations of merchandise, and costs
as a result of volunteering. The value of one’s time
however, is not deductible.

For more information about the tax law concerning
parents of infants/children with disabilities, contact:

Internal Revenue Service

Correspondence Unit, Group 18

P.O. Box 538

Baltimore, MD 21203

Voice 800-829-1040

TTY 800-428-4732
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Introduction

Discovering that your infant/child is deaf or has a
hearing loss can result in many emotions. It is nor-
mal to experience a variety of feelings including re-
lief, anger, shock, fear, denial, sadness, grief, confu-
sion, guilt, disbelief, and surprise.

Most people have never had any experience with
deafness or hearing loss of any kind, and therefore
suddenly find themselves launched into very unfa-
miliar and uncomfortable territory. For many, this
experience is not unlike the grief process. It is very
individual and everyone reacts differently.

Some parents have little problem accepting the di-
agnosis and seem to move on without a hitch, while
others find themselves struggling to come to terms
with it, sometimes for an long period of time. Re-
gardless of what your reaction is, be assured that it is
normal. There is no right or wrong way to react.

You can learn a lot from talking to parents of children
who have older children with a hearing loss. There
are many different local parents groups. Find one, and
go to ameeting. If there aren’t any groups in your area,
contact the nearest group and ask for its newsletter.
These can be full of information too! (See Resource
Section to find parent groups in your area.)

“Important advice that you should think about is having
patience with your child. It will take some time to get
used to some changes that you will have to sacrifice for.
Remember that your child will look up to you and copy
your actions. Your child will leam from you and you will
learn from your child. All it takes is time and patience.
Later as you get used to the changes, you will realize that
learning something about your deaf child is precious.
You learned that love is what brought you and vour child
close together. Having a deaf child might not be easy but
you will be able to handle it if vou have love for your child.
That is most important between you both. My advice
to you is to just take one day at a time and leamn
from your mistakes.”

— Jenllee (age 14)
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Advocating for Your Child

An advocate is someone who takes action on behalf

of someone else. As the parent of an infant/child with

a hearing loss, you are an advocate when you stand up

for the needs and the rights of your child. You are an

advocate when you do the following:

¢ Let professionals know what services you want for
your infant/child and your family at your IFSP/
IEP meeting

¢ Find the best doctors, therapists, and services for
your infant/child

 Talk to other families with children with hearing
loss about your experiences with the services your
infant/child is receiving

[t can be difficult to advocate for your infant/child
without knowing what your rights are as a parent.
There are organizations available to help you learn
more about the laws that affect your infant/child and
how to advocate.

[t is important to remember to take care of yourself
while caring for your infant/child. Taking time for
yourself will make both you and your family happier
and more effective.

Five Steps to BecomingYour Infant/Child’s
Best Advocate

1. Begin by assuming that you are an equal partner
in your infant/child’s education.

2. Deal with your perceptions or feelings about your-
self as a parent of an infant/child with special needs.

3. Gather information. You don’t have to memorize
everything, but rather be aware and ask questions.
¢ Know your rights regarding IDEA (Individu-

als with Disabilities Education Act).

e Other rights are protected by ADA (Ameri-
cans with Disabilities Act), which ensures that
all people with handicaps have access to pub-
lic events, spaces, and opportunities.

¢ Know that now all issues are controlled by the
local school system.

¢ Know how the system operates.

* Know the people.

4. Improve your skills in:

e Communication

¢ Documentation/letter writing

® Record keeping

5. Participation is the most important thing you can
do for your infant/child.

e Participate in Individualized Education Plans
(IEPs) and share your ideas

¢ Teacher conferences

e Parent group meetings

¢ School functions

Don’t ever forget, that you are an equal partner and
deserved to be treated like one. And remember, you
and your infant/child have other rights in addition
to your legal rights. You have the right to decide what
is best for your infant/child.
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Dealing with Professionals

The audiologist (hearing loss specialist) is an impor-
tant part of your infant/child’s team of caregivers. Make
sure that he/she is willing to listen to you and take
time to answer your questions. Following are some
questions that you may want to ask your audiologist:

® How much experience do you have testing infants
and young children? How about fitting infants and
young children with hearing aids?

¢ How much of your time do you spend working with
young children (practicing pediatric audiology)?

¢ Do you know what FM systems are? Do you rec-
ommend them for infant/young children?

¢ How soon do you suggest fitting hearing aids for a
deaf or a hard-of-hearing infant/child? (The au-
diologist should be ready to fit your infant/child
with hearing aids as soon as the loss is confirmed. )

e Will you be able to direct me to the speech and
language pathologists? How about early interven-
tion programs’ (If not, the audiologist probably
does not have many pediatric (infant/children)
patients.)

e What do you know about cochlear implants?
Where can I get more information about them?

Questions for parents to begin asking about their
infant/child’s hearing tests?

e What does this test measure? What will this test
tell me about my infant/child’s hearing loss?

¢ How does this test work?

e Why do we do this test at this time?

e What are you looking for with this test?
What do you expect to find with this test?

¢ How do we read the results or findings of
this test?




for Effective Parent-Professional Collaboration

[ ] Do I believe that | am an equal partner with professionals, accepting my share of the
responsibility for solving problems and making plans on behalf of my infant/child?

[ ] Am | able to see the professional as a person who is working with me for the well being
of my infant/child?

[ ] Do I see as my goal for communications with professionals the mutual understanding of a
problem so that we can take action as a team to reduce the problem?

[ ] Do I clearly express my own needs and the needs of my family to professionals in an
assertive manner?

[ ] Do I state my desire to be an active participant in the decision-making process
concerning services for my infant/child and do | seek agreement on how to make sure |
am involved?

[ ] Do I take an active, assertive role in planning and implementing the Individual Education
Program for my child?

[ ] Do I come to appointments having thought through the information | want to give and
the questions | want answered?

[ ] Do I accept the fact that a professional often has responsibility for service coordination
and communication with many families, including my own?

[ ] Do I treat each professional as an individual and avoid letting past negative experiences
or negative attitudes get in the way of establishing a good working relationship?

[ ] Do | communicate quickly with professionals who are serving the needs of my infant/
child when there are significant changes or when notable situations occur?

[ ] Do | communicate with other parents, thereby reducing my isolation and theirs,and
sharing my expertise?

[ ] Do I encourage the professionals involved with my infant/child to communicate with
each other and to keep me informed as well?




Literacy Skills

Always remember, your deaf or hard of hearing in-

fant/child:
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Needs to see you more than a hearing infant/child.
Deaf infants/children may not know you are there
without seeing you.

Responds well to movements. For example, he/
she will watch the movements and changing ex-
pressions of your eyes.

Uses your face to understand what you say. For
example, hearing infants/children learn the dif-
ference between a question and an order by lis-
tening to their parent’s voices go up or down in
pitch. Deaf or hard of hearing infants/children
watch their parent’s faces for a questioning facial
expression or a firm, ordering expression.

Keep it simple. Show pictures of simple objects
and pictures to your infant/child. Infants/children
become confused when there is too much to look
at. For example, your infant/child will be more
interested in one toy than in a chest full of toys.

e Keep adiary of your infant/child’s progress. Write
down the many things you and your infant/child
do together such as:

e facial expressions I used and my infant/child
watched...

¢ my infant/child watched with interest when
I...

¢ my infant/child watched my face and signed
when [ said these words....

e words [ want to use with my infant/child in
the future are...

e pictures and things I want to show my
infant/child in the future are...

e facial expressions I want to show my infant/
child in the future are....

As your infant/child starts new activities and re-

sponds to you, expand his/her language by adding

new words and new ideas such as:

¢ A good way to stimulate your infant/child’s
thinking is to offer choices

¢ Many pre-reading activities do not require books

® Many toys and activities encourage reading,
writing, and speaking

e Before you start any activity, get rid of distractions




for Reading to your Deaf or Hard of Hearing Child

*  Choose books both you and your infant/child like.

*  Make sure your infant/child can see your face, your signs, and the print at the same time.

* Don’t be limited by the words. Expand on the book’s ideas.

+ Talk about the story with your infant/child as you read. Ask your infant/child questions.
Connect ideas in the story with your experiences. Have your infant/child guess what will

happen next.

*  Be dramatic. Play with the signs and exaggerate your facial expressions and movements
to show different characters.

*  Vary where you make the signs. Sometimes sign on the page; sometimes sign on your
child; sometimes sign in the usual place.

* If you don’t know some signs, don’t panic. Use gestures, point to pictures, and act out
that part of the story. Later you can ask your infant/child’s teacher for the sign.

* Keep attention by tapping lightly on your infant/child’s shoulder, or giving him/her a
gentle nudge.

*  Let your infant/child guide you through the story. For very young children, this may mean
letting him/her turn the pages as you briefly describe the pictures. When your child is
older, you can actually read the story.

*  Act out the story after you have read it.

* Read the story over and over if your infant/child asks. This is an important part of his/
her language development (learning).

* Have fun! Make your time together a positive experience!




Record Keeping

Creating a Home File - How Do | Keep Track
of All of This?

Getting Started
Decide what type of storage you will use.
Examples include:

Binders

An accordion file
A tote bag

A computer

A filing cabinet
A box

A drawer

Organizing Your File
Use folders or dividers to separate different sections,
and subsections. Examples of the sections include:

“Get to Know Me”

¢ Pictures

e Likes/Dislikes (food, activities, toys, friends,
pets, etc.)

e Strengths/Weaknesses

® Daily routine

Important Documents (originals in a safe place
and copies in the file)

e Birth certificate

Immunization record

Social Security Number

Insurance card

Legal documents (guardianship, consents for
emergencies, etc.)

Directory of Names/Phone Numbers

e District administration (School Board, super-
intendent, special education director)
School administration

Teacher

Related services (therapists, psychologists, etc.)
Case manager

Respite/day care providers

Doctors

Pharmacy/medical supply company

Hospital

Support groups/counselor

Transportation

Communication

¢ Keep a log of incoming and outgoing calls. In-
clude date, name, title agency, what was dis-
cussed, highlight items on which action is ex-
pected and date on which action is expected.
It may be a good idea to follow-up your call
with a letter.

Calendar of Appointments and Meetings

Current and Past Individualized Education
Plans/Individualized Family Service Plans

e Report card

e Samples of work

¢ Evaluations and assessments

¢ Correspondence from the school

e Record of parent observations and participation

Medical Records/Reports
Diagnostic reports/lab results
Primary care and consultants
Medical records

Medical care/medication schedule
Family medical history

Log of treatments and reactions
Log of hospitalizations

Developmental Records/Reports

e Evaluations by doctors, therapists, psychologists

e Log of services and responses (what works and
what doesn’t)

¢ Adaptive & Medical Equipment

¢ Instruction and service manuals
e Catalogs

Resources

¢ Education rights and responsibilities
Local, regional & national organizations
Articles, fact sheets, brochures, etc.
Copies of laws and regulations

Glossary and acronyms



Your Rights

[t is very important to remember that legal rights are
not the only right that you and your infant/child are
entitled to receive. You have the right to voice your
concerns and be taken seriously. It is your right to
decide what is best for your infant/child. There are
many professionals and educators who are experts in
the field of hearing loss available to assist you in the
decision making process. You may not agree with the
expert’s suggestions regarding how to care for your

infant/child.

Remember, you do not have to accept what the pro-
fessionals advise. If you and your family feel you know
of better alternatives for your infant/child, you have
the right to choose those. However, if you want some-
thing else, you may have to make calls, write letters,
get audiologists or physicians involved, and/or go to
meetings to get what you want. Advocacy is an on-
going and very challenging process. Always pursue
what you feel is in your infant/child’s best interests.

There are a number of procedural safeguards in place

to ensure that infants/children and their families re-

ceive appropriate services. These include:

® A means to resolve complaints by parents, includ-

ing through legal means

The right to confidentiality

The right to accept or decline services

The right to examine records

Written prior notice (in the parent’s native lan-

guage) regarding the infant/child’s identification,

evaluation, and placement

¢ The right to use mediation (legal support) to re-
solve disputes

There are also important federal laws that protect
the rights of the deaf and hard of hearing. These

include:

IDEA

Individuals with Disabilities Education Act of 1997 (IDEA
'97: PL 105-107), is the federal law that requires that
all children be given a free, appropriate public educa-
tion, with meaningful access to the general curricu-
lum, and high expectations and standards.

Part C of IDEA refers to the services all states are
required to provide to infants/children and their fami-
lies, ages birth to three.

Part B of IDEA refers to the services all states are
required to provide to children aged three through
age 21, including access to public education.

ADA

Americans with Disabilities Act (PL 101-336), ensures
that all people with handicaps have access to public
events, spaces, and opportunities.

Early Hearing Detection & Intervention - 2002



Hearing Check List

Here are some things a child with normal hearing should be able to do. Use the hearing
milestone chart to check your child’s hearing at home.

0-3 months
[ ] Jumps at a sudden, loud noise
[ ] Calms down when you speak

3-6 months
[ ] Turns head or moves eyes to find your voice
[ ] Plays at making noises and sounds

6-10 months
[ ] Reacts to hearing his/her name
[ ] Begins to understand easy words like “no” and “bye-bye”

10-15 months
[ ] Repeats simple words and sounds you make
[] Uses two to three words other than “ma-ma” and “da-da”

18 months
[] Follows simple spoken directions
[] Uses seven or more true words

24 months
[ ] Understands when you call from another room
[] Points to body parts when asked




Parent Stories

From Lisa Coleman’s testimony

On behalf of The National Campaign for Hearing Health

Before the House Committee on Appropriations
Subcommittee on Labor, Health and Human Services and
Education

April 23,2002

“Now, I would like to share with you my experi-
ence with my daughters Corrine, age 9, who was di-
agnosed late at age 2 and Emily, age 7, who was diag-
nosed at birth.

If there were ever parents that should have self-
diagnosed a hearing loss on their own, it should have
been my husband Lance and I. Lance is an Ear Nose
and Throat physician and when Corinne was born I
had just completed my Master’s Degree in Child and
Family Development. When Corinne was born she
looked and responded very normally, but as months
progressed, she didn’t seem to be talking. We coun-
seled with our pediatrician who encouraged us to
watch and wait 3 months, 6 months, and then 12
months. We watched and waited, but Corrine showed
no improvement. Finally, without the approval of
pediatrician, we scheduled a hearing test when she
was 22 months. Corinne failed the hearing test and
at age 2, the average age of diagnosis without a new-
born screen, Corinne was fitted with hearing aids.

Developmentally, just think about what two-year-
olds are notorious for. Corinne tried to do all of those
things with her hearing aids. She sucked them, threw
them, and tried to hide them. We had a solution -
hearing aids to assist her hearing, — but no means to
keep them on. Finally a few months later by a stroke
of luck, we found a hat that we cinched on and she
couldn’t get her hearing aids off. So Corrine wore that
hat from sun up to sun down.

Soon after diagnosis, we tried to enroll Corinne in
an early intervention program, but because of the school
calendar, it was late spring and no one could take us on
their case until early fall because of summer break. She

was eventually admitted to early intervention at age 2-
1/2, but was soon forced to exit the program because
early intervention stops at age three.

Corinne started preschool at age 3 with essentially
no expressive and very little receptive speech. To
improve her communication skills we started speech
therapy, which resulted in hundreds of hours and
thousands of dollars over the course of four years.
With such significant language delays, our family has
learned to use a communication tool, which also has
taken hundreds of hours of practice and study.

Our Emily was born when Corinne was age 2-1/2.
She was tested at birth with the appropriate equip-
ment and had a hearing aid at 5 months. Emily did
not reject her aids. She left them in and just soaked
up the sound. Emily was enrolled in an Early Inter-
vention Program at 6 months where her speech was
monitored regularly. She developed speech normally
right along with her hearing peers. Emily has never
had to have regular speech therapy. Her vocabulary
has been very expressive, confident and dramatic
from a young age.

The contrast in our experiences dealing with ev-
ery aspect of essentially the same hearing loss in both
girls has been dramatic. From testing, to aiding, to
early intervention, speech therapy, language devel-
opment, socialization and ongoing voicing and speak-
ing confidence issues— our younger daughter Emily
has had a tremendous advantage because of her ear-
lier identification.”

Emily: “I'm Emily and I'm so glad I got tested when
[ was born, | haven’t had to work as hard as Corinne.

Thank you.”

Corinne: “I am Corinne and because there was no
newborn hearing screening when I was born I had lots
and lots of speech therapy. My little sister Emily didn’t
have to do all that work. I wish that all kids with a
hearing loss could be identified early like she was. |
really hope you will put the money for hearing testing

back in the budgets to help other kids. Thank you.”
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Taylor’s Story

[ feel very strongly that a standardized test for hear-
ing should be a requirement before a newborn leaves
the hospital. I have a 7-year old son that did not
have a hearing test as a newborn. It was not until
he was 3 three years old that we discovered he had a
hearing problem. He is currently completely deaf in
his right ear.

One might ask why it took so long to discover a
problem such as this. He is our second son and when
[ would ask the pediatrician why he wasn’t speaking
clearly and using words more, the response was “He
has the older brother doing the talking for him.” He
also had very few ear infections as a baby, probably
less than four. It was not until we were battling fluid
in his inner ears (still not an infection) that we in-
sisted on seeing a specialist. In fact, we discovered
that he not only did not have hearing in his right
ear, but his hearing in his left was approximately only
50 percent. I will never forget that feeling of terror
and helplessness that I experienced that day for my
son and our family. Since that day we have not
stopped getting help and educating ourselves on our
son’s condition and how best to teach and help him.
Finding out a fact such as hearing loss in your child
changes the way you think about everything in his
environment as it well should if he is to grow up as
normally as possible.

We also discovered over a couple of months that
our son has a fluctuating hearing loss in his 50 per-
cent ear. In fact, it has fluctuated twice and is at 100
percent hearing now. Through this process he has
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been in speech two to four times a week, has had ear
tube surgery a few times, many hearing tests, and has
worn a hearing aid. We have had incredible support
but again if we had known when he was born we
could have started the process of helping him much
earlier in his life. ~As new parents, [ would want to
know as much as I could about my new baby so I
could take care of and nurture my baby. As in the
case of hearing loss, the more parents know, the bet-
ter equipped they can become to help their child
grow and learn in the best possible environment.



Lindsey’s Story

On November 9, 1994, my husband and I received
a call in mid-afternoon from a doctor in Washing-
ton stating that the birth-mother was going into la-
bor, and that we had better make reservations to get
there as soon as possible.

Well, we were having a blizzard, and on top of it,
we lived in the bush of Alaska. Everybody from
Alaska knows that no planes fly in blizzards.

The doctor called back at about 6:00 p.m. our time
congratulating us for being the new parents of a beau-
tiful little six lbs. ten oz. baby girl, and, that we had
better make it there within the next twenty-four
hours or else the birth mother was going to give the
baby away to another family. I was devastated! I
prayed and asked God that if this was his perfect will,
to open the doors and help get us there soon.

We called Alaska Airlines and they had two seats
available that same night as a cancellation just oc-
curred. So, we drove to the airport, in a blizzard,
and of course, praying all the way. The plane was
circling the airport. One more round, and if they
could not get through the storm, they were heading
back to Anchorage.

Somehow, a hole opened up in the thick clouds,
the plane got through, unloaded their passengers,
loaded the new passengers and all the luggage, and
took off, through the same and only opening in the
sky, and then, the hole closed up immediately as we
flew through it. We knew then that that little baby
girl was ours!

We had many more trials and tribulations to work
through within those next forty-eight hours, and
many more miracles occurred. God meant business.

After we arrived back home with our little angel,
we noticed that her hearing was not right! We tried
the loud noises behind her, calling her by her name,
thinking she was not watching us, but little did we
know then that babies with no hearing, all of their
other senses became stronger. Her eye vision was
very quick and fast, as if she had eyes behind her
head. This offset our suspicions for some time and

the doctors also. Finally, when she was eleven
months old, we visited the audiologist at our hospi-
tal here in Dillingham. From that appointment,
we learned that our little angel was profoundly deaf.
We were devastated! Our dreams changed from
then on, we learned how to become her advocates.

The audiologist called the Infant Learning Pro-
gram. Within the first week, a knock came to our
door, and with welcoming arms, we invited them into
our lives. They came with a bag of toys and books,
and wonderful information on how we could start to
communicate and teach our daughter a new language.
From there, the Anchorage School for the Deaf had
a team of educators that did traveling throughout
the state to work with families that have children
who are deaf and hard of hearing. We received
monthly visits from them along with the ILP (In-
fant Learning Program) who visited with us on more
recent home visits. They were an answer to prayer.
[ called both of the programs our Angels sent from
God. They were compassionate, full of wonderful
information, and they loved and adored our little girl
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as she did them. These people were dedicated and
committed to their jobs and to the families they
worked with. They were what we needed back then.

After we learned of our little girl’s special hearing
loss, the Infant Learning Program helped us set up
some appointments in Anchorage for some tests to
be done to see what the hearing loss was caused from
and the depth of her hearing loss. Lindsey had an
ABR done at Alaska Regional Hospital. Then from
there, we visited with another audiologist, Joyce Sex-
ton to receive more information about Lindsey’s hear-
ing loss. These professionals were great advocates
and support to us.

It was such a vulnerable time in our life. But we
knew that this child was given to us for many special
reasons, so we never looked back, except to the won-
derful miraculous miracles that were shown to us.
This is what my hopes are for your family when you
are now going through these special times.
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[ urge you to become your child’s advocate, be-
cause she/he will need you for a very long time, and
they will need the best of care to help those tiny
little neurons and synapses to grow in their tiny little
brains. With no hearing, or very little hearing, your
child will need all the love and support they can get
from you. You're the one that was chosen to be your
child’s parents. I encourage you to walk each day as
a new beginning and thinking of this as a new ad-
venture, for it really is. Always remember though,
that your infant/toddler is a child first that needs all
your love and support, and the special needs are sec-
ondary. Never forget this.

Hugs to you and God Bless.
Warmly,

Brad, Linda, Lindsey Erickson of Dillingham, Alaska



Jordyn’s Story

Jordyn’s story starts on January 8% 2000, when she
was delivered emergency c-section due to compli-
cations in my pregnancy. She was born at 29 weeks
gestation and was only 31bs 30z. Looking back the
month and a half she was in neonatal intensive care
unit was a blur. Wanting to be there with her every
minute of the day, but having to pull myself away
at some point to rest. Day after day I would go sit-
ting next to the isolete where she was hooked up to
cords and tubes, each day she would get a little
stronger. | remember going into the NICU and see-
ing her hooked up to different wires and having
strange electrodes on her head. When I asked what
they were for I was told he had just finished a hear-
ing test and they had done another earlier but she
had failed them both. That is the moment we ques-
tioned Jordyn’s hearing. We were told by the nurses
not to worry that some babies failed and it did not
necessarily mean they had a hearing loss. We were
told to get a more in depth hearing test for Jordyn
in the coming months.

The months that followed were filled with end-
less doctors appointments, procedures and test for
various ailments. Finally, it was the day of the
BAER test that we were awaiting for months. I re-
member it taking a long time, several hours and how
the technician looked concerned when she was fin-
ished testing. “Well your daughter is deaf,” she said.
Those words changed my family dramatically. From
there, only minutes after being told that Jordyn was
deaf we went downstairs in the hospital, to a room
with a sound booth. While the technician did a
few small tests she told us about AEIHR and told
us to find an audiologist. The technician told us
that we were actually really lucky that we caught
the hearing loss so early. Jordyn was 7 months old
when she was diagnosed with a profound hearing
loss. That day when my husband and I returned
home we were still in shock. We decided right then
and there that we would not dwell on the fact that
our daughter was deaf, instead we would embrace

her deafness and try our best as hearing parents to
teach our daughter sign language and ourselves. Our
second step was calling AEIHR which has helped
our family tremendously with everything from bor-
rowing materials to coming to our first audiologist
appointment to help us understand more about our
daughters hearing loss. Within a month of the
BAER test Jordyn was fitted with hearing aids. It
has been a struggle keeping the hearing aids on her,
we actually just recently found that even with hear-
ing aids we have not found any hearing.

Now Jordyn is almost 3 and is currently in transi-
tion into preschool. She is very bright and cute and
people seem to be drawn to her, not only because
they see her wild expressions and her use of sign lan-
guage but also they can tell that she will not let be-
ing deaf slow her down in any way.




Jack’s Story

We learned of our son Jack’s deafness when he was
about 6 months old. It was a very traumatic and
emotional discovery for our family. Having had no
prior contact with deaf or hard-of-hearing people we
really did not know what to expect. We certainly
had no immediate idea of what to do. But we knew
time was critical and got into action fast.

Jack was born several months before implementa-
tion of the state’s newborn hearing screening pro-
gram and was not tested at birth for hearing loss.
We had suspicions about Jack’s hearing within a
month after his birth — unlike his twin sister, he had
no startle reaction to loud sound. These suspicions
were raised with Jack’s pediatrician who felt that
there was no immediate cause for concern. At age 6
months, it was clear Jack’s response to sound contin-
ued to be abnormal. We had his hearing tested and
received the first hard evidence that Jack had hear-
ing problems. The first test was an Otoacoustic
Emissions (OAE). Neither of Jack’s ears produced
the expected response. This test was followed by a
Brainwave Audio Evoked Response (BAER) test.
The results of this test were irregular but suggested a
hearing loss in the severe to profound range in both
ears. Jack’s deafness was now fully confirmed.

We felt it important to determine the physical rea-
son for Jack’s deafness and requested a CAT scan in
the hopes that it might provide some answers. Noth-
ing helpful came from the CAT scan at this time,
however these images later proved pivotal in explain-
ing Jack’s hearing loss and determining our choice
of treatment.

In addition to doing the diagnostic work, one of
the first things we did after seeing the results of the
OAE was contact the state early intervention pro-
gram who put us in touch with the Alaska Early In-
tervention Hearing Resource (AEIHR) and FOCUS,
our local infant learning program. Both agencies
became immediately involved. They helped us move
through and past our initial anxiety and introduced
us to the many issues we would face. We were di-
rected to appropriate medical, audiological, and
therapeutic services, and were able to learn much
from their resources. We were also introduced to
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sign language and provided courses and material suit-
able to our family.

Jack was fitted with his first pair of hearing aids by
7 months. He readily accepted these and wore them
without complaint. The aids were an immediate
and clear benefit. He became very interested and
focused on this new sensory input. He loved toys
that produced music or other interesting sounds.
Jack also enjoyed exploring and expanding upon
his range of vocal skills. He rapidly became a skilled
lip reader. We committed to an oral approach to
Jack’s language development because of his fasci-
nation with sound and his early ability to interpret
and express spoken language.

Around his first birthday, it became apparent that
Jack wasn’t hearing as well. The hearing loss was
sudden and dramatically apparent by the loss of his
ability to locate sound. Despite no indication of ear
infection, fluid, or inflammation, Jack’s ENT pre-
scribed ear tubes. These were placed in both ears at
age 14 months. There was no improvement to hear-



ing. At age 21 months, Jack experienced sudden
loss of hearing (over the course of 1 day) in his right
ear. These sudden losses were very real and supported
by audiograms — Jack has always been great in the
sound booth. The ENT recommended another set
of ear tubes. We became very frustrated at this - we
knew another set of tubes would not help. We sim-
ply could not engage the interest or creativity of this
ENT to pursue a more diagnostic approach to Jack’s
case. We e-mailed a doctor at the House Ear Insti-
tute (HEI) immediately after our disappointing visit
with the ENT. This doctor asked that we overnight
Jack’s CAT scan images to him in Los Angeles.
Within 24 hours of the initial contact, the HEI doc-
tor phoned with a definitive diagnosis. Jack had a
bilateral Mondini deformity. His cochleas had not
formed properly. The explanation to Jack’s progres-
sive hearing loss had been sitting in a file for well
over a year. The images taken at 7 months had been
misread by the radiologist and ignored by Jack’s ENT!

The sudden losses Jack had experienced over the
preceding months were characteristic of Mondini.
Things moved rapidly over the next several months.
Now that we had a diagnosis we were able to make
some critical decisions about Jack’s future. Within
two weeks we had our first visit to the House Ear
Institute, and a little over two months after that ini-
tial visit, just prior to his second birthday, Jack re-

ceived a cochlear implant. Jack was switched on a
month later in early May, and the following month
we attended a three-week summer school at the John
Tracy Clinic. It has been exciting to watch Jack’s
language skills improve in leaps and bounds.
Through his implant and weekly therapies and ser-
vices provided by AEIHR and his speech therapist,
Jack is steadily becoming a proficient user of spoken
language. Today at almost 3, Jack is in his first year
of pre-school in an oral enriched environment.

Jack loves sound! He likes his speech processor to
be switched on soon after he wakes in the morning
and won’t let you take it off until asleep at night. He
can change the batteries, is able to tell us when it is
not working properly, and tells us when things are
too loud. He loves music and has a great sense of
rhythm. He works hard at both listening and speak-
ing. As he is going about his busy day, he will stop,
put his hand to his ear and say, “what’s that?” He
can hear planes flying overhead, dogs barking, sirens,
and the wind blowing. Spoken English is our family’s
first language and that of our families and friends.
Our decision to raise Jack in an oral environment is
right for us and has been a great success. Jack is able
to speak with his family and friends and even strang-
ers, and he can use the telephone to talk with grand-
parents who live far away. He is a young guy wired
for sound.
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Americans with Disabilities Act of 1990

(ADA)

Typelpurpose?

A civil rights law to prevent discrimination solely
on the basis of disability in employment, public ser-
vices, and accommodations.

Who is protected?

Any person with a disability who:

1. hasaphysical or mental disability that greatly lim-
its one or more life activities,

2. has a record of such a disability, or

3. is regarded as having such a disability.

Further, the person must be qualified for the program,

service, or job.

Is there a responsibility to provide a Free
Appropriate Public Education (FAPE)?

Not directly. However, ADA protections apply to
nonsectarian private schools, but not to organiza-
tions or entities controlled by religious organizations.
ADA provides additional protection in combination
with actions brought under Section 504 and the In-
dividuals with Disabilities Education Act (IDEA).
Reasonable accommodations are required for eligible
students with a disability to perform essential func-
tions of the job. This applies to any part of the spe-
cial education program that may be community-
based and involve job training/placement.

Is there funding to implement these
requirements?

No, but limited tax credits may be available for re-
moving architectural or transportation barriers. Also,
many federal agencies provide grant funds to sup-
port training and to provide technical assistance to
public and private institutions.

Are there procedural safeguards?

The ADA does not specify procedural safeguards re-
lated to special education. It does, however, detail
the administrative requirements, complaint proce-
dures, and the consequences for noncompliance, re-
lated to both services and employment.

Are there evaluation/placement procedures?
The ADA does not specify evaluation and placement
procedures. It does, however, specify provision of rea-
sonable accommodations for eligible students across
educational activities and settings. Reasonable ac-
commodations may include, but are not limited to,
redesigning equipment, assigning aides, providing
written communication in alternative formats, modi-
fying tests, redesigning services to accessible loca-
tions, altering existing facilities, and building new
facilities.

What is due process?

The ADA does not define specific due process pro-
cedures. People with disabilities have the same rem-
edies that are available under Title VII of the Civil
Rights Act of 1964, as amended in 1991. Thus,
people who are discriminated against may file a com-
plaint with the relevant federal agency or sue in fed-
eral court. Enforcement agencies encourage informal
mediation and voluntary compliance.



Individuals with Disabilities Education Act

(IDEA)

Typelpurpose?

An education act to provide federal, financial assis-
tance to State and local education agencies to guar-
antee special education and related services to eli-
gible children with disabilities.

Who is protected?

Children ages 3-21 who are determined by a
multidisciplinary team to be eligible within one or
more of 13 specific categories of disability and who
need special education and related services. Catego-
ries include:

Autism

Deafness

Deaf-blindness

Hearing impairments

Mental retardation

Multiple disabilities

Orthopedic impairments

Other health impairments

Serious emotional disturbance

Specific learning disabilities

Speech or language impairments

Traumatic brain injury, and

Visual impairment.

Is there a responsibility to provide a Free
Appropriate Public Education (FAPE)?

Yes. A FAPE is defined to mean special education and
related services. Special education means “specially
designed instruction, at no cost to the parents, to meet
the unique needs of the child with a disability....” Re-
lated services are provided if students require them in
order to benefit from specially designed instruction.
States are required to ensure the provision of “full edu-
cational opportunity” to all children with disabilities.
The Individual with Disabilities Education Act
(IDEA) requires the development of an Individual-
ized Education Program (IEP) document with specific
content and a required number of specific participants
at an IEP meeting. (See Educational Options section
for information regarding IEP.)

Is there funding to implement these
requirements?

Yes. IDEA provides federal funds under Parts B and
C to assist State and local education agencies in
meeting IDEA requirements to serve infants, tod-
dlers, children, and youth with disabilities.

Are there procedural safeguards?

IDEA requires written notice to parents regarding
identification, evaluation, and/or placement. Further,
written notice must be made prior to any change in
placement. The Act delineates the required compo-
nents of the written notices.

Are there evaluation/placement procedures?

A comprehensive evaluation is required. A

multidisciplinary team evaluates the child, and pa-

rental consent is required before an initial evalua-
tion. IDEA requires that the IEP team is to deter-

mine if reevaluations are to be conducted every 3

years. A reevaluation is not required before a signifi-

cant change in placement. For evaluation and place-
ment decisions, IDEA requires:

1. That more than one single procedure or informa-
tion source be used,

2. That information from all sources be documented
and carefully considered,

3. That the eligibility decision be made by a group
of persons who know about the student, the evalu-
ation data, and placement options, and

4. That the placement decision serves the student
in the least restrictive environment.

An [EP review meeting is required before any change
in placement.

What is due process?

IDEA defines specific requirements for local education
agencies to provide neutral hearings for parents who
disagree with the identification, evaluation, or place-
ment of a child. For more information of the IDEA as
it relates to children who are deaf or hard of hearing,
there is the following question and answer book.




1997 Reauthorization of IDEA - Impact
on Deaf and Hard of Hearing Students

The IDEA (Individuals with Disabilities Education
Act) has had some changes that have recently taken
effect. You may hear it referred to as the 1997 Reau-
thorization. A couple of things that effect deaf and
hard of hearing children are as follows:

“language and communication needs, opportunities
for direct communications with peers and profes-
sional personnel in the child’s language and com-
munication mode, academic level, and full range of
needs, including opportunities for direct instruction
in the child’s language and communication mode.”

The 1997 Amendments also require the Individual-
ized Education Plan (IEP) team to consider whether
the child requires assistive technology devices and
services. Children enrolled in private schools no
longer automatically get services from the public
schools. The school district must agree that they
cannot provide services for the child and that the
private school is the better setting. This doesn’t mean
that a school district won’t provide services but they
don’t have to if they weren’t involved in the deci-
sion to place the child in the private school. Please
visit the U.S. Department of Education website to
obtain more information about the 1997 Reauthori-

zation of the [DEA.

“Evervbody’s special in their own way. Yes, it’s true,
being deaf has disadvantages ... we are also lucky. I have
friends of the deaf and hearing. I'm really happy with
that! I've had the chance to be successful, and I believe
I am! I've participated in the yearbook staff, drama club,
FHA, basketball team and volunteering at Chippenham
Hospital and Lucy Coor Nursing Home. Now, if I'm deaf
and able to do these activities, anybody can! We can do
things for ourselves, being deaf isn't a handicap, it’s
a part of who you are.”

—Amy (age 14)
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Section 504 of the Rehabilitation Act of 1973

Typelpurpose?

A civil rights law to prohibit discrimination on the
basis of disability in programs and activities, public
and private, that receive federal financial assistance.

Who is protected?

Any person who:

1. hasaphysical or mental impairment that substan-
tially limits one or more major life activities,

2. has a record of such an impairment, or

3. is regarded as having such an impairment.

Major life activities include walking, seeing, hear-
ing, speaking, breathing, learning, working, caring
for oneself, and performing manual tasks.

Is there a responsibility to provide a Free
Appropriate Public Education (FAPE)?

Yes. An “appropriate” education means an educa-
tion comparable to that provided to students with-
out disabilities. This may be defined as regular or
special education services. Students can receive re-
lated services under Section 504 even if they are
not provided any special education. Section 504
does require development of a plan, although this
written document is not mandated. The Individu-
alized Education Program (IEP) of the Individuals
with Disabilities Education Act (IDEA) may be
used for the Section 504 written plan. Many ex-
perts recommend that a group of persons knowl-
edgeable about the student convene and specify the
agreed-upon services.

Is there funding to implement these
requirements?

No. State and local jurisdictions have responsibility.
IDEA funds may not be used to serve children found
eligible only under Section 504.

Are there procedural safeguards?

Section 504 requires notice to parents regarding iden-
tification, evaluation, and/or placement. Written
notice is recommended. Notice must be made only
before a “significant change” in placement. Follow-
ing IDEA procedural safeguards is one way to meet
Section 504 mandates.

Are there evaluation/placement procedures?
Unlike IDEA, Section 504 requires only notice, not
consent, for evaluation. It is recommended that dis-
tricts obtain parental consent. Like IDEA, evalua-
tion and placement procedures under Section 504
require that information be obtained from a variety
of sources in the area of concern that all data are
documented and considered and that decisions are
made by a group of persons knowledgeable about the
student, evaluation data, and placement options.
Section 504 requires periodic reevaluations, but does
not specify any timelines for placement. Section 504
requires that students be educated with their non-
disabled peers to the maximum extent appropriate.
Section 504 does not require a meeting or any change
in placement.

What is due process?

Section 504 requires local education agencies to pro-
vide impartial hearings for parents who disagree with
the identification, evaluation, or placement of a stu-
dent. It requires that parents have an opportunity to
participate in the hearing process and to be repre-
sented by counsel. Beyond this, due process details
are left to the discretion of the local education agency.
[t is recommended that districts develop policy guid-
ance and procedures.
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Early Hearing Loss Detection,
Diagnosis, & Intervention Act

An exciting piece of legislation was introduced by
Representative James Walsh (R-NY) in 1997. The
“Early Hearing Loss Detection, Diagnosis, and In-
tervention Act of 1997” (H.R.2923) provided grant
support to individual states so that they could estab-
lish screening and intervention programs for new-
borns and infants with hearing loss. The legislation

called for:

1. Screening all babies born in hospitals or birthing
centers for hearing loss prior to discharge.

2. Screening all babies not born in hospitals within
the first two months of life.

3. Diagnostic audiologic testing performed in a
timely manner when hearing loss is suspected.

4. Linkage with acommunity system of early interven-
tion for those infants diagnosed with hearing loss.

5. Establishment of public policy for the early iden-
tification and intervention of newborns with
hearing loss.

The benefits of early diagnosis and intervention are
well documented. Representative Walsh’s bill has
moved the country toward universal newborn hear-
ing screening (UNHS) and benefited countless chil-
dren and families.
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Acquired Hearing Loss
Hearing loss that is not present at birth, but picked
up later in life.

Adjusted Age

Adjusted age is the time (for example, days) between
the date of premature birth and the actual due date
of the full term pregnancy.

Alerting Devices

Term used to describe devices that are available to
help people who are deaf or hard of hearing increase,
maintain, or better communicate within their sur-
roundings and society.

American Sign Language (ASL)

American Sign Language is language in which the
placement, movement, and expression of the hands
and body are part of the language. Research has
shown that ASL is a complete language with its own
grammar and language rules. ASL is considered by
the Deaf community to be the native language of
people who are deaf. It is often the chosen language
for people who are deaf, even when they are fluent
(understand) in both ASL and English. Children
born to parents who are deaf learn ASL in the same
way that hearing children learn spoken language from
hearing parents. Since ASL is not a “method” of
learning English but a separate language, hearing
parents must work with those who “speak” ASL to
learn the language in order to give their infant/child
the best opportunity to learn ASL. (For more infor-
mation see Deaf Culture section.)

Amplification

The use of hearing aids or other electronic devices
to increase the loudness of a sound so that it may be
more easily picked up and understood.

“At risk”

This is a term that refers to a medical condition
or event that is known to be connected with a
hearing loss.

Auditory Trainer

A communication device that can be used with a
hearing aid, and is made to increase the main sound
source and reduce any other noise for the listener.

Auditory Brain Stem Response (ABR)

This is a hearing test that can record and tell what
the brain’s response to sound is. During the test,
small electrodes are placed on your infant/child’s
head and a computer is used to figure out the brain’s
response to sound. The test does not hurt and is
usually done while infants/children are sleeping.
The screening form may be used before the infant/
child leaves the hospital. There is a longer form for
infants/children that is usually one part of a com-
plete diagnostic audiological evaluation, or work
up by a hearing loss specialist.
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Audiogram

This is a graph, or picture, of how a person hears
different sounds at different levels of loudness. The
numbers across the top show pitch, from low on the
left to high on the right. The numbers going from
top to bottom of the audiogram on the left side show
the level of loudness.

Audiological Evaluation

Tests done by a licensed audiologist to figure out
whether or not there is a hearing loss, how much of a
hearing loss there is, and what type of a hearing loss.
The evaluation also includes suggestions for the best
way of dealing with the hearing loss. If a hearing aid is
suggested, procedures, or ways, to figure out the best
hearing aid may also be part of this evaluation.

Audiologist

An audiologist specializes in the study of hearing
disorders. Audiologists figure out the hearing loss,
measure it, and help the deaf and/or hard of hearing
person, by suggesting certain hearing aids or other
assistive devices. Most are also licensed to sell and
fit hearing aids.

Auditory Discrimination
The ability to pick up differences in sounds and words.

Auditory Neuropathy (Auditory
Dyssynchrony)

An defect in the auditory (hearing) system caused
by improper firing of auditory nerve cells
(dyssynchrony). This affects the ability to understand
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speech signals clearly. The condition is diagnosed
using sophisticated (high technology) diagnostic tests
(otoacoustic emissions, acoustic reflex, and auditory
brain stem response). There may or may not be a
hearing loss.

Auditory Nerve

This nerve is called the VIIIth (eighth) cranial nerve.
It is found in the inner ear and leads to the brain. It
is responsible for carrying nerve signals, resulting from
sound stimulation, to the brain.

Auditory-Verbal

This method follows a specific philosophy within the
broader aural-oral category. Development of language
through listening and the use of existing hearing are
very important to this method. Use of hearing aids
and/or cochlear implants will be the same as in the
aural-oral method. One-on-one teaching with a spe-
cially trained auditory-verbal therapist is an impor-
tant part of this method. There is little, if any, em-
phasis on visual clues such as speechreading or ges-
ture during therapy sessions. Parents participate in
all therapy sessions and use the same techniques at
home. Families who use an auditory-verbal approach
are encouraged to place their children in regular pre-
school and general education classes rather than spe-
cial education or deaf education classes. The goal of
auditory-verbal practice is to assist children who are
deaf or hard of hearing to grow up in regular learn-
ing and living environments, allowing them to be-
come independent, participating, contributing citi-
zens in mainstream society. The method’s philoso-
phy supports the idea that children with all degrees
of hearing loss deserve a chance to develop the abil-
ity to listen and to use their voice to communicate.

Aural-Oral

In this method, listening is the main method for
learning language. Speech is the main method of
expressing language. The use of existing hearing is
very important. Children are encouraged to use aided
hearing (hearing aids or cochlear implants) during
their waking hours. For this method to work, aided
hearing must be within a range where speech can be
heard. If an infant/child cannot hear speech, even
with hearing aids, then a cochlear implant may be
an option. In addition to listening, an infant/child is
encouraged to watch the speaker to get more infor-
mation from speechreading or lipreading, facial ex-
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pressions, and gestures. Hearing through hearing aids
or through a cochlear implant, even in the best of
cases, is not the same as typical hearing. Early inter-
vention will include certain strategies for increased
emphasis on listening and communication. This ap-
proach does not include the use of sign language.
The philosophy behind this method is to prepare
children to work and live in a hearing society.

Babbling

Term used to describe your infant’s first use of speech
sounds. With this early babbling, there is no com-
munication or language plan. However, later bab-
bling may be used as a part of your infant/child’s be-
ginning communication system.

Behavioral Testing

With this test, your infant/child is taught to respond
to hearing a sound by looking towards the person or
thing making the sound.

Behavioral Observation Audiometry (BOA)
During this hearing test, an audiologist studies an
infant/child’s response to sound by looking at his/
her facial expressions, or looks, body movements, and
other actions. Different sounds from high levels to
low levels may be used with the infant/child. This
test is only one part of a complete audiological evalu-
ation, or work up by an audiologist.

Bilateral Hearing Loss
A hearing loss of any degree that is in both ears.

Bilingual/Bicultural

Being fluent in two languages and comfortable in
two cultures. For a person who is deaf, these words
mean people who “speak” both American Sign Lan-
guage and English, and are comfortable in both the
Deaf Culture and the Hearing Culture.

Bilingual Language Development

Bilingual means knowing or being fluent in two lan-
guages. For a person who is Deaf, the two languages
are usually American Sign Language (ASL) and
English. When an infant/child is born to parents who
are Deaf, the language of the home and the first lan-
guage of the infant/child is usually ASL with En-
glish as a second language. When an infant/child is
born to parents who are hearing, the language of the



home and the first language of the child would typi-
cally be English (or whatever language is spoken in
the home). In a Bilingual method, the hearing fam-
ily learns and uses ASL in addition to English. In
some programs, the family uses English and the school
program uses ASL in the early years and adds En-
glish as a second language as the child gets older.

Binaural
Regarding hearing with both ears.

Binaural Hearing Aids
Hearing aids worn on both ears.

Body Aids

An amplification unit (equipment) that is worn on
the body. Provides increased gain (power) and less
feedback for people with a severe hearing loss. Used
in situations where ear level hearing aids cannot

be used.

Bone Conduction

The process through which sound is sent to the inner
ear by the movement of the bones of the skull when
responding to sound. During a bone conduction hear-
ing test, a vibrator is placed on the skull in back of the
ear. Vibrations of sound are carried through the bone,
passing by the outer and middle ear allowing for testing
of the inner ear directly. This test may be one part of a
complete audiologic evaluation.

Bone Conduction Hearing Aid

An amplification device (equipment) that is worn
behind the ear and usually put on with a headband.
It allows sound to be moved through bone directly
to the inner ear.

Child Service Coordinator

The person who is in charge of managing all services
for the infant/child and will serve as the person for
parents to contact when trying to get needed ser-
vices and assistance. The child service coordinator
is also needed to help parents in discovering and lo-
cating available services and service providers, and
to inform parents (and families) of the availability
of advocacy (support) services.

Chronological Age
Chronological is how old the infant/child is based

on his/her date of birth. It is referred to when com-
paring him/her to other infants/children born at the
same time. If an infant was born early, however, his/
her development (growth) may be measured at his/
her adjusted age.

Closed Captioned

A process in which the text version of what is being
said on a TV or video is either coded in the video or
in real time (for news broadcasts, etc.) and is printed
at the bottom of the television screen when the “cap-
tion” option is on. This is provided on a standard
television through an electronic chip. By law, TV’s
that are 13 inches and larger, and are manufactured
after 1993, must have closed caption capability.

Cochlea

A hearing organ found in the auditory (hearing)
portion of the inner ear that sends sounds from the
middle ear to the auditory nerve.

Cochlear Implant

An electronic device that excites nerve endings in
the inner ear (cochlea) in order to pick up and pro-
cess sounds, including speech. A microphone, a
speech processor (miniature computer that changes
sound waves into special coded signals), and a trans-
mitter (coil that sends coded signals to inner parts)
are worn externally. A small receiver (changes coded
signals into electrical pulses) and an electrode array
(carries decoded electrical signals to the hearing
nerve) are surgically implanted.

Cognitive
The ability to think, learn, and remember.

Communication

The exchange of information through spoken or non-
spoken means. Communication can include gestures,
facial expressions, words, and/or signs. Children’s
earliest communication with parents or other
caregivers starts before they use either words or signs.

Conditioned Play Audiometry

During this hearing test, the audiologist measures a
young child’s response to sound through the use of a
game. For example, the child may be taught to drop a
block in a container whenever a sound is heard. A
variety of sounds from high to low pitch may be pre-
sented at various levels of loudness (intensity). This
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test is only one part of a complete audiological evalu-
ation, or work up by an audiologist.

Conductive Hearing Loss
A hearing loss resulting from a disorder of the outer
or middle ear.

Conductive Hearing Loss

Conductive hearing loss is the result of something af-
fecting the outer or middle ear, such as ear infections
associated with fluid in the middle ear space. Middle
ear infections are the second-most common reason
children see doctors. Any time children have middle
ear infections with fluid in their ears, they have an ac-
companying hearing loss. Other common causes of con-
ductive hearing loss include excess wax, foreign bod-
ies, or swelling of the auditory (hearing) canal. In most
cases, conductive hearing losses can be treated either
medically or surgically, and are not permanent.

Congenital Hearing Loss
Hearing loss at birth or connected with the birth, or
which forms within the first few days of life.

Connexin 26

A protein that plays an important role in the work-
ing of the cochlea. The instructions for this protein
are found in many genes including one known as
the GJB2 gene. Genetic research shows that a large
number of infants with hearing loss who do not have
a syndrome/condition, may have a difference in the

GJB2 gene.

Consonants
The sounds made by stopping the outgoing breath
suchasb,p, 1,5, t, v, f, g, k, p.

Consonant Blend
Two or more consonant sounds spoken together, such
as “sn”, “tr”, and “bl”.

Continuum of alternative placements

School districts must provide various settings in
which to educate children with disabilities, includ-
ing regular classes, special classes, and special schools.

Continuum of alternative placements

School districts must provide various settings in
which to educate children with disabilities, includ-
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ing regular classes, special classes, and special schools.
This variety of settings is referred to as the continuum
of alternative placements.

Cued Speech

This is a visual communication system combining
eight hand shapes (cues) that represent different
sounds of speech. These cues are used together with
speaking. The hand shapes will help your infant/child
differentiate sounds that look the same on the lips —
such as “p” or “b”. This system is designed to clarify
lip reading by using the simple hand movements
around the face to indicate the exact pronunciation
of any spoken word. Since many spoken words look
exactly alike on the mouth (for example, pan, man),
cues will allow your infant/child to see the differ-
ence between them. This is a particularly good sys-
tem for an infant/child who may not be able to learn
entirely through amplified (increased) hearing. For
the method to work, both the speaker and the lis-
tener must know the system.

Deaf

Spelled with a small “d,” the word “deaf” refers to
the phenomenon of being audiologically deaf. A
child who is audiologically deaf has a hearing loss so
severe that the child cannot adequately process in-
formation through hearing, with or without amplifi-
cation (increasing the sound). Spelled with a capi-
tal “D,” the word “Deaf” refers to a specific linguistic
and cultural identity, namely a person whose primary
language is American Sign Language, and considers
himself/herself to be part of the Deaf community.
Members of the Deaf community share common
identity, culture, and experiences.

Deaf Blindness
Educationally significant combined loss or no residual
(existing) hearing.

Deaf Community

A group of people who share common interests and
a common heritage. Their method of communica-
tion is through American Sign Language (ASL). The
Deaf community in the United States may have a
wide range of feelings and opinions on certain is-
sues, but stress remains on Deafness as a positive way
to live.



Deaf Culture

A view of life made up of certain traditions, beliefs,
artistic expressions, understandings and language
(ASL) particular to Deaf people. A capital “D” is
often used in the word Deaf when it refers to com-
munity or cultural features of Deafness.

Deaf Educator
A person trained in the education of deaf and hard
of hearing people.

Deafness

This term is defined by the Individuals with Disabili-
ties Act (IDEA) as “a hearing impairment that is so
severe that the child is impaired in processing linguis-
tic information through hearing, with or without
amplification.” That is, a hearing loss that is great
enough to cause an infant/child to be unable to learn
at a normal pace without help like hearing aid/s.

Decibel
The unit of measurement for the loudness of a sound.
The higher the decibel, the louder the sound and

greater the hearing loss.

Developmental Delay

A delay in the appearance of some phases of growth in
motor skills, cognitive (thought) ability, social-emo-
tional growth, or language use and understanding.

Ear mold

An individually fitted plastic or vinyl piece that is
worn in the outer ear and connects with a hearing
aid. It has a channel that carries sound from the hear-
ing aid to the ear.

English-only approaches
These approaches include:

¢ Auditory-verbal approach
e Auditory-oral approach
¢ Cued Speech

Environmental Sounds
All sounds that take place around us. These usually
do not include speech sounds.

Etiology of Hearing Loss
The cause of, or reason for, the hearing loss.

Expressive Language

Symbolic communication such as vocalization,
speech, gestures, signs, or body movement, and spon-
taneous utterance as opposed to imitation.

Feedback

The whistling sound made when amplified sound
(made louder) goes back into the microphone. In a
hearing aid, feedback can occur when an ear mold
does not fit well and the amplified sound goes back
into the hearing aid microphone. There are addi-
tional causes for feedback and if feedback lasts it
should be discussed with your health care provider.

Fingerspelling
A standardized series of hand shapes to form letters.

Frequency
The pitch (level) of a sound.

Frequency Modulation (FM) System

An assistive listening device, often referred to as
an auditory trainer, which is used to help with the
problem of background noise interference, and/or
distance between the speaker and the person with
the hearing loss. Increasing the loudness of speech
relative to background noise is also referred to as
improving the signal to noise ratio. One type of FM
system consists of a microphone/transmitter (worn
by the speaker) and a receiver (worn by the child).
The signal is sent from the speaker to the child
through an FM signal. FMs are used most commonly
in the classroom.
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Functional Hearing

This means how helpful a person’s residual (remain-
ing) hearing is in hearing and understanding infor-
mation through hearing only, when amplified (in-
creased) with hearing aids.
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Gain

Term that describes the amount of amplification
provided by a hearing aid. For example, a child with
unaided hearing at 70 decibels who, when ampli-
fied, hears at 30 decibels, is experiencing a gain of

40 decibels.

Genetic Counseling

Provides genetic diagnoses and counseling for people
with birth defect and genetic disorders that may be
connected with hearing loss or have a chance of hear-
ing loss returning.

Genetic Hearing Loss

Hearing loss that is caused by one of more than a
hundred genes that are known to be responsible
for hereditary hearing loss and deafness. The hear-
ing loss can be part of a syndrome (meaning the
infant/child has other medical problems) or non-
syndromic (meaning that the infant/child has no
other medical problems).

Gesture

The movements of the hands or body that express
an idea. Gestures include pointing, head nodding,
waving good-bye and many others. Gestures can be
used alone or can be combined with words to com-
municate thoughts and ideas.

Hard-of-Hearing

A hearing loss, whether permanent or changing,
which affects a person’s ability to detect or under-
stand some sounds including speech. Hard-of-
hearing is preferred by the Deaf and hard-of-hear-
ing community over the term “hearing impaired”
when referring to people who have hearing loss
and also have, and use, residual (remaining) hear-
ing to communicate.

Hearing Aid

An electronic device that increases sound and di-
rects it into the ear. A hearing aid has a microphone,
an amplifier (makes the signal louder), and a receiver
(loudspeaker). Sound usually enters the ear through
an ear mold worn in the ear. The most common style
of hearing aid for children is a behind-the-ear hear-
ing aid in which the hearing aid fits behind the top
and back part of the ear and connects through a small
tube to the ear mold.

Hearing Carry Over

Hearing carry over (HCO) allows a person with a
speech disability to type his/her part of the conver-
sation on a TTY. The operator reads these words to
the called party, and the caller hears responses di-
rectly from the other party.

Hearing Impaired

Clinical or medical term used to describe an infant/
child whose hearing is less than the normal range. It
is not the term generally preferred by people who
have a hearing loss. (For more information, see Deaf,
Hard-of-Hearing.)

Hearing Impairment

A clinical or medical term used to describe an in-
fant/child whose hearing is less than the normal
range. Itisnot the term generally preferred by people
who have a hearing loss. (For more information, see

Deaf, Hard-of-Hearing.)

Hearing Loss

This describes a hearing level that is less than that
heard by most people. The range of hearing loss is
shown in the table below. (The range of numbers
attached to the specific word labels may vary slightly.)

0 decibel to |5 decibel
Mild Loss 16 decibel to 35 decibel
Moderate Loss 36 decibel to 50 decibel
Moderate/Severe Loss 51 decibel to 70 decibel
Severe Loss 71 decibel to 90 decibel
Profound Loss 91 decibel or more

Normal Hearing

Hearing Screening

A pass/refer (no pass) type of hearing test that is de-
signed to pick up infants/children who require more
audiological evaluation (tests by a hearing specialist)
to figure out whether or not there is a hearing loss.

Hertz (Hz)
This is generally used for measuring frequency, ex-
pressing the vibrations or cycles per second. Most

speech sounds fall within the so-called “speech range”
of about 300 to 3000 Hz.



Huggies

The brand name of a plastic-ringed device designed
to “hug” the hearing aid to the ear. Huggies are popu-
lar for infants and toddlers whose ears may not hold
the hearing aid snugly in place behind the ear.

IDEA

The Individuals with Disabilities Education Act
(IDEA), formerly the Education of the Handi-
capped Act (PL 94-142), includes “hearing impair-
ment” and “deafness” as two of the categories un-
der which children with disabilities may be eligible,
or qualify, for special education and related service
programming.

IEP (Individualized Education Plan)

A team developed, written program, that identifies

therapeutic and educational goals and objectives,

needed to appropriately address the educational

needs of a school-aged student with a disability. An

IEP for a child with a hearing loss should take into

account the following factors:

a) communication needs and the child’s and family’s
preferred mode of communication,

b) linguistic needs,

c) severity of hearing loss,

d) academic progress,

e) social and emotional needs, including opportuni-
ties for peer interactions and communication, and

f) appropriate accommodations to facilitate learning.

IFSP (Individualized Family Service Plan)

A written plan developed by parents/guardians with

input from a multidisciplinary team. An IFSP in-

cludes the following:

a) addresses the family’s strengths, needs, concerns,
and priorities,

b) identifies support services available to meet those
needs, and

c) empowers the family to meet the developmental
needs of the infant or toddler with a disability.

Impedance Testing

These are tests that tell whether or not the middle
ear is working correctly. These tests can be done
while your infant/child is awake and alert.

Inclusion
Also referred to as “mainstreaming”. This refers to
the concept that students with disabilities should

be included with their “typically developing” class-
mates in the educational setting to the maximum
extent possible.

Infrared Systems

Infrared systems transmit sounds by invisible light
beams. To be effective, the receiver must be within
direct line of sight of the light beam from the trans-
mitter. These systems cannot be used outside be-
cause of interference from sunlight.

Intensity
The loudness of a sound, measured in decibels (dB).

Language

A series of words communicated through speech,
sign, and writing that are used to express thoughts
shared with people in a community.

Least Restrictive Environment

Term in the Individuals with Disabilities Education
Act (IDEA) used to describe the educational setting
requirement in which a child with disabilities is edu-
cated with non-disabled peers for as much time as
possible, and still receives services that meet his/her
special needs. The least restrictive environment will
not be the same for every child.

Listening Age

Term used to describe how long an infant/child has
worn a hearing aid and therefore, had the opportu-
nity to “listen.” For example, after an infant/child
has worn a hearing aid for one year, his/her listening
age will be one. An infant/child with a listening age
of one ear, might be just beginning to use words even
though his chronological age may be older.

Localization
Turning in the direction of a sound or finding where
it is coming from.

Manual Babbling

Term used to describe the early hand shapes used by
infants or toddlers who see sign language in their ev-
eryday surroundings. As with speech babbling, early
manual babbling may not represent any true signs or
words. Later manual babbling may be used as part of a
young child’s beginning communication system.
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Manually Coded English (MCE)

This method uses a visual (signed) form of the En-
glish language. English is visually represented
(coded) through manual signs. There are a number
of systems for manually coding English and each
one has its own rules and variations. Most of the
systems use American Sign Language signs as a base
and also use English word order. Since manually
coded English follows English language rules, it is
easier for hearing parents to learn and use with their
infants/children. All sign language methods require
a commitment from all family members to learn and
use signs for all communication with the infant/
child. If you choose sign communication, it is im-
portant for you to learn sign as quickly as possible
so that your infant/child can learn language from
you in the same natural way that an infant/child
with hearing learns from his/her parents.

Mixed Hearing Loss

A type of hearing loss that has is both conductive
and sensorineural. (See conductive and sensorineu-
ral hearing loss.)

Monaural
Referring to hearing with only one ear.

Monaural Amplification
The use of one hearing aid instead of two.

MyTTY
Like a TTY or teletypewriter. A typing piece of
equipment that attaches to a phone line as well as a
personal computer and allows callers to type conver-
sations back and forth. It is sometimes known as a
TDD, or telecommunications device for the deaf, or
TT, text telephone.

Native Language
The language spoken in an infant/child’s home.

Natural Environment

Term in the Individuals with Disabilities Education
Act (IDEA) used to describe the location for early
intervention services. IDEA describes the natural
surroundings as a home or community setting that
is natural and normal for same age peers who have
no disabilities.
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Oral

A term that is used when referring to people with hear-
ing loss and deafness who talk but do not necessarily
use sign language. Emphasis is placed on use of re-
maining hearing, lip-reading, and background clues
to communicate using spoken language.

Oral Method

A teaching approach that uses listening skills and
speech-reading to develop understanding and com-
munication skills.

Otitis Media

A middle ear infection. Infants/children with many
repeating ear infections may have fluctuating (chang-
ing) hearing loss and there may be a chance for
speech and/or language delays. Fluid can also be in
the ear with or without infection, and may cause tem-
porary (not lasting) hearing loss, which can advance
into permanent hearing loss.

Otoacoustic Emissions (OAE)

A hearing test that is used to make sure that the co-
chlea (part of the inner ear) is working. During the
test, a small instrument (probe) is placed in your in-
fant/child’s ear and a computer records the response.
The test is very simple and does not hurt. An OAE
test is often done as one type of hearing screening
test before the baby leaves the hospital. A hearing
specialist should do it as part of a complete diagnos-
tic audiological evaluation, or review, for infants and
young children.

Otorhinolaryngologist/ ENT/Otologist

A doctor who specializes in diseases of the ear, nose,
and throat. An ENT must examine a child to rule
out any medical problems before parents purchase a
hearing aid. An ENT should check every infant/
child on a routine basis. Some of these doctors also
give out hearing aids.

Parent/Infant program

A program offered by a local school district or a
school for deaf children that provides learning op-
portunities for the child age 0-3 and parents. Parent
infant programs may include home visit, center-
based, and/or parent group components.



Pediatrician

A doctor who treats only infants/children. He/she
may treat inflammations and infections of the ear
and the upper respiratory system (breathing) that can
change hearing, as well as other conditions that oc-
cur in infants/children.

Post-Lingual Deafness
Hearing loss that develops after learning a first language.

Pre-Lingual Deafness
Hearing loss that is congenital (at birth) or develops
before learning a language.

Progressive Hearing Loss
A hearing loss that increases over time.

Public Access Devices

Also called Audioloops or Induction Loops and In-
frared Systems, Public Access Devices improve the
use of hearing aids in theaters, churches, classrooms,
and public meetings. The Americans with Disabili-
ties Act (ADA) make it a law to include these sys-
tems in a host of public settings. Government agen-
cies are the first to provide such access devices.

Real Ear Measurement

An audiological test that measures how well sound
is amplified, made louder, by the hearing aid for an
infant/child. During this test a small device (probe
microphone) is placed in the ear canal while the hear-
ing aid and ear mold are being worn.

Receptive Language
The understanding of spoken, written, and/or
signed language.

Relay Telephone Service (Relay Alaska)

A service that involves an operator “relaying” con-
versation between a text telephone user (generally a
person with a hearing loss and/or speech impairment)
and a hearing/speaking individual using an ordinary,
non-adapted phone.

Residential Schools

Schools for deaf and hard of hearing that provide
room, board, and care for deaf and hard of hearing
children in addition to educational services.

Residual Hearing
The amount of hearing that a person with a hearing
loss uses.

Sensorineural Hearing Loss

A hearing loss that occurs when the inner ear, the
auditory (hearing) nerve, and/or the brainstem do
not work correctly.

Sensorineural Hearing Loss

This is permanent and is the result of something af-
fecting the inner ear, or the nerve that deals with
hearing called the auditory nerve. There are many
different causes of sensorineural hearing loss, includ-
ing congenital infections, medications, noise, and ge-
netics. In fifty percent of congenital hearing loss
cases, a cause is never found. Congenital hearing loss
is present in three to six out of every 1000 newborns
and is detectable at birth through universal newborn
hearing screening. Sensorineural hearing loss can also
develop later in life for various reasons, one of which
is excessive exposure to loud noise.

Sign Language
Communication using movements rather than spo-
ken words.

Signed English

These sign systems use signs from American Sign
Language along with invented signs to represent
English word order and rules. The systems are not
languages but are a code meant to be used to support
spoken English. Some examples are Seeing Essential

English (SEE ) and Signing Exact English (SEE II).

Simultaneous Communication (Sim-com)
See Total Communication.

Total Communication
Spoken English combined with a Manually Coded
English Sign System. (For more information, see

Manually Coded English Sign System.)

Sound Field Systems

A sound field system is designed to give teachers the
edge over poor classroom sound and unwanted back-
ground noise. Through the use of an FM transmit-
ter, and the portable speakers strategically positioned
in the classroom, the teachers voice is projected at a
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level where students can hear comfortably without
straining. Speech/sounds are increased 10-12 deci-
bels above room noise through a single ceiling speaker
or through speakers placed around the room. Unlike
the FM systems, a sound field system does not re-
quire listeners to wear receivers.

Spanish Relay Services

Telephone companies must provide interstate (be-
tween states) relay services in Spanish. While Span-
ish language relay is not required for calls within (in-
trastate) states, many states with large Spanish-speak-
ing populations already offer this service on a volun-
tary basis.

Special Lights

These are linked electronically to doorbells, tele-
phones, alarm clocks, and alarm systems (for ex-
ample, smoke detectors), and can be used as alerting
devices. Some schools use them.

Speech
The ability to express thoughts through sounds

(words).

Speech Awareness Threshold
The softest level that speech is heard.

Speech and Language Pathologist

A person who specializes in the diagnosis and habili-
tation of speech and language problems. This spe-
cialist may meet with a child on a regular basis to work
on the fine points of speech and language develop-
ment/growth and speech correction. He/she will ex-
plain how parents can help with the infant/child’s
speech and language development/growth.
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Speech Area or Zone

This is an audiological graph, or picture, using deci-
bels and frequencies, to show the area where most
sounds of spoken language take place. This area is
called the “speech banana” because of the shape this
area forms on the graph. One purpose of wearing
hearing aids is to amplify, or make louder, the sound
into the speech area. This is not possible with all
types and/or amounts of hearing loss.

Speechreading

The skill of understanding spoken language through
movements seen on the mouth, facial expression and
body language, and background clues.

The "Speech Banana"

Speech Reception Threshold
The softest level that familiar two-syllable words are
understood.

Speech-to-Speech Relay

With this option, a person with a speech disability uses
a Communication Assistant (CA) who is specially
trained in understanding a variety of speech disorders.
The CA repeats what the caller says in a manner that
makes the caller’s words clear and understandable. No
special telephone is needed for this option.

Speech Visualizers

These are electronic devices that can stand for dif-
ferent aspects of speech like pitch and volume. They
are helpful in speech production.
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Tactile Aids

A type of assistive communication device that sends
out a vibration or “tactile” signal to point out the
presence of sound/s.

Teacher of the deaf or hard of hearing

This person is certified by the State Department of
Education to teach the deaf or hard of hearing. Par-
ents should begin talking to these special teachers,
from programs in their area, even if the child is only
an infant. This person can help parents get started
right away with communication and language devel-
opment/growth, even if the hearing aids have not yet
arrived. Most areas have programs for infants/chil-
dren and their parents. Teachers in these programs
will become one of the most important members of
the team, providing home visits and one-on-one early
intervention for parents and infants/children.

Telecommunications Devices for the Deaf
(TTDs)

Originally, and often still referred to as TTY’s, these
electronic devices allow the deaf and hard of hearing
to communicate through a test telephone system.

Text-to-Voice TRS

This type of TRS uses a Communication Assistant
(CA) who speaks what a TTY user types, and types
what a voice telephone user replies. The first step of
this type of TRS is the TTY user’s call to the TRS
center. This is the same as getting a dial tone. The
caller then gives the number of the party that he/she
wants to call to the CA. The CA in turn places an
outbound voice call to the called party. The CA serves
as the “link” in the conversation, changing over all
TTY messages from the caller into voice messages,
and all voice messages from the called party into typed
messages for the TTY user. The process is performed
in reverse when a voice telephone user starts the call.

TRS

Telecommunications relay service, which allows
communication between people who use TTY’s and
people who use the general telephone network. A
TRS is equipped with special equipment and staffed
by communications assistants who relay conversa-
tion between the two parties. Each state hasa TRS.
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TTY (Text Telephone)

Teletypewriter. A typing piece of equipment that
attaches to a phone line and allows callers to type
conversations back and forth. It is sometimes known
asa TDD, or telecommunications device for the deaf,
or TT, text telephone. Also see myTTY.

Threshold
The softest level at which a sound is heard.

Total Communication (TC)

This method refers to a combination of oral com-
munication and signed communication. In the si-
multaneous method, parents are encouraged to both
speak and sign when they communicate with their
children. Some form of manually coded English is
used for the sign system. Infants/children wear hear-
ing aids and are encouraged to develop and use their
existing hearing as well as sign and speech. The term
total communication is a broader term and refers to
speaking and signing as well as the use of
speechreading and print. The belief behind TC is
that your infant/child’s surroundings should provide
access to language by making the full range of com-
munication choices available.

Tympanometry

This test is used to measure the mobility of the ear-
drum. It is not a test of hearing but gives informa-
tion on how well the ear canal, eardrum, Eustachian
tube, and middle ear bones are working. It also tells
if the middle ear is able to direct sound to the inner
ear. Tympanometry is useful to a health care pro-
vider in figuring out whether or not there is a middle
ear problem that needs special, medical treatment.
This test may be one part of a complete audiological
evaluation, or review by a hearing specialist.



Unilateral Hearing Loss
Concerning only one ear or one side of the head
or body.

Vibrating Beepers and Alarms
These are now available and very popular, especially
among deaf and hard of hearing teenagers.

Video Relay Services

This type of TRS allows people who use sign language
to make relay calls through Communication Assis-
tants (CA) who can explain their calls. The caller
signs to the CA with the use of video equipment and
the CA voices what is signed to the called party and
signs back to the caller. This type of relay service is
not required by law, but is offered on a voluntary basis
by certain TRS programs. This option is helpful for
people who use American Sign Language (ASL), and
for people who cannot type on a TTY easily, such as

children who are ASL users.

Voice Carry Over

Voice carry over (VCO) TRS allows a person who is
hard of hearing, but who wants to use his/her own
voice, to speak directly to the receiving party and to
receive responses in text form through the CA. No
typing is required by either the calling or the called
party. This service is very useful to senior citizens who
have lost their hearing, but who can still speak.

Vowels
The sounds coupled with the letters “a”, “e”, “i”, “0”,

({3 [{))

u”, and sometimes “y”.

Wrist Vibrators

These are sometimes used to provide “tactile” sensa-
tion (physically feel) of speech and other sounds.
Many children with a hearing loss like to place their
foot or hand on the speakers of television, radios and
stereos as they “listen”.
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Organizations

Alexander Graham Bell Association for the
Deaf and Hard of Hearing (A.G. Bell)

3417 Volta Place, NW

Washington, DC 20007-2778

Voice: (202) 337-5220

TTY: (202) 337-5221

Toll-free: 1-800-HEAR-KID (1-800-432-7543)
E-mail: info@agbell.org

Internet: www.agbell.org

Description: A nonprofit, membership-based informa-
tion center on hearing loss. Focuses specifically on
children with hearing loss, providing ongoing support
and advocacy for parents, professionals, and other in-
terested parties. Information available to parents in-
cludes publications, funding sources, pamphlets, con-
ferences, and scholarship program information.

Alternatives in Education for the Hearing
Impaired (AEHI)

2020 E. Camp McDonald Rd

Mount Prospect, IL 60056

Voice/TTY: (847) 297-3206

E-mail: contact@achi.org

Internet: www.aehi.org

Description: A nonprofit organization that provides
information on cued speech. Provides resources and
information regarding unique educational options for
the hearing impaired.

American Academy of Audiology (AAA)
8300 Greensboro Dr, Suite 750

McLean, VA 22102

Voice: (703) 790-8466

TTY: (703) 790-8466

Toll-free: 1-800-AAA-2336 (1-800-222-2336)

Internet: www.audiology.org

Description: A professional membership organization
dedicated to providing high quality hearing care to
the public. Provides consumer information and lo-
cates certified audiologists in a specified area. Website
contains, “Ask the Audiologist”, designed to enhance
parental and public understanding of audiology.
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American Academy of Pediatrics (AAP)
141 Northwest Point Boulevard

Elk Grove Village, IL 60007-1098

Voice: (847) 434-4000

Fax: (847) 434-8000

Internet: www.aap.org/advocacy/archives/
aprhear.htm

A professional membership organization of pediatricians
whose efforts are dedicated to improving the physical,
mental, and social well-being of all children.

American Society for Deaf Children (ASDC)
PO Box 3355

Gettysburg, PA 17325

Voice/TTY: (717) 334-7922

Toll-free: 1-800-942-ASDC (1-800-942-2732)
E-mail: ASDC1@aol.com

Internet: “http://www.deafchildren.org”
www.deafchildren.org

Description: A nonprofit organization designed to
educate, empower and support parents and families
of children who are deaf or hard-of-hearing. Helps
families find meaningful communication options,
particularly through the use of sign language, in their
home, school, and community.

American Speech-Language-Hearing
Association (ASHA)

10801 Rockville Pike

Rockville, MD 20852

Voice: (301) 897-3279

TTY: (301) 897-0157

Toll-free: 1-800-638-8255

E-mail: actioncenter@asha.org
Internet: www.asha.org

Description: The national professional, scientific, and
credentialing association for more than 93,000 audi-
ologists, speech-language pathologists, and speech,
language, and hearing scientists. Provides brochures,
fact sheets, and information packets to the general
public at no cost. A computerized referral database of
audiology and speech-language pathology programs is
available to meet individual consumer needs.



Auditory-Verbal International
2121 Eisenhower Avenue, Suite 402
Alexandria, VA 22314

Voice: (703) 739-1049

TDD: (703) 739-0874

E-mail: avi@auditory-verbal.org
Internet: www.auditory-verbal.org

Description: A nonprofit, international organization
serving children with hearing impairment, their fami-
lies, and the professional community. Provides in-
formation about the choice of listening and speak-
ing for children who are deaf or hard of hearing
through education, advocacy, and family support.
Also provides quarterly newsletter, membership di-
rectory, and educational scholarship opportunities for
professional members.

Beginnings for Parents of Children Who are
Deaf or Hard of Hearing, Inc.

(Beginnings)

P.O. Box 17646

Raleigh, NC 27619

Voice/TTY: (919) 850-2746

TTY: (919) 5 71-4843

Toll-free: 1-800-541-HEAR (1-800-541-5437)
E-mail: beginnings@beginningssvcs.com
Internet: www.beginningssves.com

Description: A nonprofit organization that provides
support and information in an unbiased manner to
parents and professionals dealing with deaf and hard-
of-hearing issues in children. Also provides informa-
tion on communication options, placement, and
educational programs, workshops for professional
personnel who work with children who are deaf or
hard of hearing, advocacy and support for young
people. Provides a weekly chat room for patients,
called Parents Place.

Boystown National Research Hospital
555 North 30th Street

Omaha, NE 68131

Voice: (402) 498-6511

TTY: (402) 498-6543

Toll-free: 1-800-282-6657

E-mail: moeller@boystown.org

Internet: www.boystownhospital.org

Description: A nonprofit hospital that is internation-
ally recognized for research and treatment of child-
hood deafness and communication disorders. Pro-
grams include the Center for Audiology and Vesti-
bular Services, the Center for Childhood Deafness,
Language, and Learning, and the Center for Medi-
cal/ Surgical Services. Produces videotapes designed
to help families learn signs and read effectively with
young children who are deaf.

Callier Center for Communication Disorders
at The University of Texas at Dallas

1966 Inwood Rd

Dallas, TX 75235

Voice: (214) 905-3000

TTY: (214) 905-3005

Internet: wwwecallierutdallas.edu

Description: A nonprofit educational, clinical, and
research center for individuals with communication
disorders of all types. Clinical services specific to
hearing loss include complete audiological testing,
amplification services, aural rehabilitation classes,
and cochlear implant evaluation and habilitation.
A Cochlear Implant Summer Listening camp offered
one week each summer. Educational programs in-
clude specialized services for children with hearing
loss, ages 2-5, within an early childhood preschool.

Caption Media Program (CMP), National
Association of the Deaf

1447 East Main Street

Spartanburg, SC 29307

TTY: 1-800-237-6819

Toll-free: 1-800-237-6213

E-mail: info@cfv.org
Internet: www.cfv.org

Description: A nonprofit program with a free-loan
video collection of approximately 4,000 titles. Pro-
vides open-captioned videos, available free of charge
to any American with a hearing loss, or to any hear-
ing person involved with hearing loss, such as par-
ents and teachers. Funding for this program is pro-
vided by the U.S. Department of Education.
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Central Institute for the Deaf (CID)
4560 Clayton Ave

St. Louis, MO 63110

Voice: (314) 977-0000

TDD: (314) 977-0001

E-mail: bfisher@cid.wustl.edu

Internet: www.cid.wustl.edu

Description: A private, nonprofit institute composed
of: (a) research laboratories in which scientists study
the normal aspects as well as the disorders of hear-
ing, language, and speech, (b) a school for children
who have hearing loss, speech, language, and hear-
ing clinics; and (c) professional education programs
in audiology, education of persons with hearing im-
pairment, and communication sciences.

Cochlear Implant Association, Inc. (CIAI)
5335 Wisconsin Avenue N'W, Suite 440,
Washington, DC 20015-2052

Voice: (202) 895-2781

Fax: (202) 895-2782

E-mail: ciainfo@cici.org

Internet: www.cici.org

Description: A nonprofit organization that distributes
educational materials, organizes national and inter-
national meetings and conventions, promotes cochlear
implant technology and deafness research, and advo-
cates on all governmental levels for the rights and ser-
vices of people who have hearing loss. Provides infor-
mation and support to cochlear implant users, health
professionals, and the general public.

Council for Exceptional Children

1110 North Glebe Rd, Suite 300

Atlington, VA 22201-5704

Voice: (703) 620-3660

TTY(text only): (703) 264-9446

Toll-Free: 1-888-CEC-SPED (1-888-232-7733)

Internet: www.cec.sped.org

Description: A nonprofit organization that promotes
information and programs for people with disabili-
ties and/or gifted and talented populations. Advo-
cates for appropriate governmental policy, sets pro-
fessional standards, provides continual professional
development, advocates for newly and historically
underserved individuals with exceptionalities, and
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helps professionals obtain conditions and resources
necessary for effective professional practice.

Deafness Research Foundation

1050 17th St NW/, Suite 701

Washington, DC 20036

Voice: (202) 289-5850

Fax: (202) 293-1805

Toll-Free: 1-800-535-DF-AF (1-800-535-3323)
Email: drf@drf.org

Internet: www.heari nghealth.net

Description: A privately funded research founda-
tion committed to finding the causes, treatment,
and prevention of all types of hearing loss. Orga-
nizes a national campaign aimed at public outreach,
professional education, and government relations.
Provides parents with a website detailing current
research findings.

Ear Foundation (EF)

1817 Patterson Street

Nashville, TN 37203

Voice/TDD: (615) 284-7807

Fax: 1-800-545-HEAR

Toll-Free: 1-800-545-HEAR (1-800-545-4327)
Email: earfound@earfoundation.org

Internet: www.earfoundation.org

Description: A nonprofit organization aimed at in-
tegrating people with hearing loss into the main-
stream of society through public awareness and medi-
cal education. Provides educational pamphlet tar-
geted for children ages kindergarten through third
grade. Also administers the Menier’s Network, a na-
tional network of patient support groups.

Gallaudet University

800 Florida Avenue NE

Washington, DC 20002

Voice: (202) 651 -5000

Email: public.relations@gallaudet.edu
Internet: www.gallaudet.edu

Description: World’s only university in which all pro-
grams and services are designed specifically to accom-
modate students who are deaf or hard of hearing. Of-
fers more than fifty undergraduate degree programs
and numerous continuing education and summer



courses. It also houses the National Deaf Education
Network Clearinghouse, which disseminates informa-
tion about people who are deaf and hard of hearing
and shares best practices in deaf education.

Gallaudet University Regional Center -
Johnson County Community College
12345 College Blvd

Overland Park, KS 66210-1299
Voice/TTY: (913) 469-8500

Internet: web.jccc.net/academic/gurc

Description: Affiliated with Gallaudet University,
this Community College provides services to deaf
and hard of hearing students, parents, educators, and
educational interpreters in eleven Midwestern states
including Texas. Services provided include work-
shops and seminars in a variety of areas related to
improving the quality of education for deaf and hard
of hearing students, family/parent education pro-
grams, needs assessment, technical assistance, and
resource and referral.

Hear Now

4248 Park Glen Road

Minneapolis, MN 55416

Toll-Free: 1-800-648-4327

Email: cbetz@harringtoncompanycom
Internet: www.hearingaid.org

Description: A nonprofit domestic program of the
Starkey Foundation involved in increasing public
awareness about the need for available and afford-
able assistive technology for people with hearing loss.
Provides hearing aids to people with limited finan-
cial resources.

Holley Ear Institute

28000 Dequindre

Warren, M1 48092

Voice: (313) 343-7484

TTY: (313) 343-8789

Email: ardis.gardella@stjohn.org
Internet: www.stjohn.org

Description: A nonprofit organization of volunteers,
doctors, speech-language pathologists, audiologists,
and other professionals. Provides services aimed at
improving the quality of life and programs for deaf

families, hearing families with children who are deaf,
parents who are deaf with hearing children, and se-
niors who are deaf.

House Ear Institute (HEI)
2100 West Third St

Los Angeles, CA 90057
Voice: (213) 483-4431
TDD: (213) 484-2642
Email: webmaster@hei.org
Internet: www.hei.org

Description: A privately funded, nonprofit research
and professional education facility that investigates
the causes of hearing loss and vestibular disorders.
Provides outreach programs such as family camps and
seminars. Website provides educational information
related to hearing health.

Infant Hearing Resource, Hearing and Speech
Institute

3515 SW Veterans Hospital Road

Portland, OR 97201

Voice: (503) 228-6479

TTY: (503) 228-6479

Email: valeriesghearingandspeech.org

Description: A nonprofit organization that publishes
materials including videotapes specifically for par-
ents. Provides pediatric hearing assessment and hear-
ing aid selection, fitting and monitoring. Also pro-
vides Signed English classes, family support groups,
and family-centered auditory language, and speech
habilitation for children birth through 4 years with
hearing loss, including those with cochlear implants.

JohnTracy Clinic

806 W. Adams Boulevard

Los Angeles, CA 90007

Voice: (213) 748-5481

Toll-Free: 1-800-522-4582

Fax: (213) 749-1651

TTY: (213) 747-2924

Email: mmartindale@johntracyclinic.org
Internet: www.johntracyclinic.org

Description: A private, nonprofit organization that
provides worldwide parent-centered services without
charge to young children with hearing loss. Provides
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correspondence courses and videotapes for parents of
infants and children who are deaf or have hearing loss.
Courses are available in English and Spanish.

Joint Commiittee on Infant Hearing Screening
lowa EHDI Coordinator

lowa Department of Public Health
321E. 12 St.

Lucas State Office Building

Des Moines, [A 50319-0075

Voice: (515) 242-5639

Fax: (515) 242-6384

Email: dramsey@idph.state.ia.us
Internet: www.asha.org/infant_hearing
Listen-Up Website

Email: kay@listen-up.org

Internet: www.listen-up.org

Description: This is a one stop place for informa-
tion, answers, help, ideas, resources, and anything
else related to hearing-impairment. A listserver is
included to assist parents and others to advocate for
the rights of children with hearing loss.

Marion Downs National Center for Infant
Hearing

University of Colorado at Boulder, Department of
Speech, Language, and Hearing Science

Campus Box 409

Boulder, CO 80309-0409

Voice: (303) 492-6283

TTY: (303) 492-4124

Internet: www.colorado.edu/slhs/mdnc

Description: A university affiliated center that co-
ordinates statewide systems for screening, diagnosis,
and intervention for newborns and infants with hear-
ing loss. Via its website, the center also provides in-
formation on parent participation in systems’ build-
ing as well as a list of references for publications in
early intervention.

National Association for the Deaf (NAD)
814 Thayer Avenue

Silver Spring, MD 20910-4500

Voice: (301) 587-1788

TTY: (301) 587-1789

Fax: (301) 587-1791
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Email: NADinfo@nad.org

Internet: www.nad.org

Description: A nonprofit consumer organization safe-
guarding the accessibility and civil rights of persons
who are deaf and hard of hearing in education, em-
ployment, health care, and telecommunications. Pro-
vides grassroots advocacy and empowerment, deaf-
ness-related information and publications, legal as-
sistance, policy development, public awareness, and
youth leadership development.

National Information Center for Children and
Youth with Disabilities

P.O. Box 1492

Washington, DC 20013

Voice/TTY: (800) 695-0285

Fax:  (202) 884-8441

Internet: http://www.nichcy.org/
Email:nichcy@aed.org

National Cued Speech Association
23970 Hermitage Road

Cleveland, OH 44122-4008

Voice: 1-800-459-3529

TTY: 1-800-459-3529

Email: curly@cuedspeech.org
Internet: www.cuedspeech.org

Description: A nonprofit association that promotes
and supports the use of cued speech for communica-
tion, language acquisition, and literacy. Provides in-
formation, referral, and support services for persons
with language, hearing, speech, and learning needs.
Sponsors family camps, workshops, conferences and
scholarships. Distributes a catalog, newsletter, and
journal on cued speech and hearing loss.

National Deaf Education Network and
Clearinghouse Info to Go - Gallaudet
University

800 Florida Avenue, NE

Washington, DC 20002-3695

Voice: (202) 651-5051

TTY: (202) 651-5052

Email: clearinghouse.infotogo@gallaudet.edu
Internet: http://clerccenter.gallaudet.edu



Description: A federally funded organization that re-
sponds to inquiries about a diverse range of topics
related to people age birth through 21 years who are
deaf or hard of hearing. The Clearinghouse also col-
laborates with authors from within the Gallaudet
community and around the nation to design, pro-
duce and disseminate books, videotapes, periodicals,
and other information related to deaf and hard of
hearing children, their families, and the profession-
als who serve them.

National Institute on Deafness and Other
Communication Disorders (NIDCD)
National Institutes of Health

31 Center Dr. MSC 2320

Bethesda, MD 20892-2320

Voice: (301) 496-7243

Toll Free: 1-800-241-1044

TTY: (301) 402-0252

Toll Free TTY: 1-800-241-1055

Email: nidedinfo@nidcd.nih.gov
Internet: www.nided.nih.gov

Description: A nonprofit organization affiliated with
the National Institutes of Health. Conducts research
and research training on normal and disordered pro-
cesses of hearing, balance, smell, taste, voice, speech,
and language. Provides a newsletter and other mate-
rials, based on research, that educate the public and
health professionals about its seven research areas in
communication. Website contains sections for par-
ents that cover topics related to hearing loss.

Oberkotter Foundation

PO Box 50215

Palo Alto, CA 94303-9465

Toll Free Voice: 1-877-ORAL DEAF
(1-877-672-5332)

TTY: 1-877-672-5889

Internet: www.oraldeafed.org

Description: A private family foundation that advo-
cates oral deaf education. The foundation distrib-
utes a variety of free educational materials (videos
and pamphlets) for parents and professionals.

Self Help for Hard of Hearing People (SHHH)
7910 Woodmont Avenue, Suite 1200
Bethesda, MD 20814

Voice: (301) 657-2248
TTY: (301) 657-2249
Fax: (301) 913-9413
Email: national@shhh.org
Internet: www.shhh.org

Description: A nonprofit educational, volunteer, and
international organization composed of people who
are hard of hearing and their relatives and friends.
Offers education, support, and advocacy for persons
who are deaf or hard of hearing, their families, and
friends. Within each state, local chapters provide
expertise on the rights of people who are deaf or hard
of hearing. Website offers a listserv for parents on
various aspects on deafness including support, coun-
seling, and parental input.

Signing Exact English Center for
Advancement of Deaf Children (S.E.E.
Center)

PO. Box 1181

Los Alamitos, CA 90720

Voice: (562) 430-1467

TTY: (562) 430-1467

Fax: (562) 795-6614

Internet: www.seecenter.org

Description: A nonprofit organization that promotes
early identification and intervention, the develop-
ment of improved English skills, and the understand-
ing of the principles of Signing Exact English and its
use. The organization also strives to foster the posi-
tive development of self concept of the child who is
deaf by promoting the interaction of the child and
Family with the Deaf and hearing communities. Vid-
eotapes, research articles, and packets are also avail-
able to parents and educators for a minimal fee.

SKI-HI Institute - Utah State University
6500 Old Main Hill

Logan, UT 84322-6500

Voice: (435) 797-5600

TTY: (435) 797-5584

Fax: (435) 797-5580

Email: skihi@cc.usu.edu

Internet: www.skihi.org

Description: A nonprofit, grant funded institute that
develops programs and materials and provides work-
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shops for professionals working with families of in-
fants and young children who have special needs.
The SKI-HI Model for Family Centered Home-Based
Programming for infants, toddlers, and preschool-
aged children with hearing impairment is widely used
by early intervention programs both in the United
States and Canada.

Starkey Hearing Foundation
6700 Washington Ave. S.
Eden Prairie, MN 55344
Voice: 1-800-328-8602

Internet: Www.starkev‘com

TDI (Formerly Telecommunications for the
Deaf, Inc.)

8630 Fenton Street, Suite 604

Silver Spring, MD 20910-3803

Voice: (301) 589-3786

TTY: (301) 589-3006 Email: info@tdi-online.org
FAX: (301) 589-3797

Internet: www.tdi-online.org

Description: A national advocacy organization that
promotes equal access to telecommunications and
media for people who are deaf, late-deafened, hard
of hearing, or deaf blind. Provides public education
and promotes consumer involvement in policies
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which support accessibility. Publishes an annual, na-
tional directory of TTY numbers.

U.S. Department of Education

400 Maryland Avenue, SW

Washington, DC 20202-0498

Voice: 1-800-USA-LEARN (1-800-872-5327)
Internet: http://www.ed.gov/index.jsp

Email: customerservice@inet.ed.gov

World Federation of the Deaf
PO Box 65, 00401

Helsinki, FINLAND

Fax: +358 9 580 3572

TTY: +358 9 580 3573

Email: info@wfdnews.org
Internet: www.wfdnews.org

Description: A nonprofit organization which works
for human rights and equal opportunity for Deaf
people everywhere. WFD promotes the right of Deaf
people to use sign language to access education, in-
formation, and all other spheres of life. Priorities in-
clude deaf education, strengthening associations of
Deaf people, assisting in the establishment of asso-
ciations where none exist, and abolishing discrimi-
nation against Deaf communities and sign languages.




Government Agencies

United States Senators

Honorable Ted Stevens (R)
United States Senate
Washington, DC 20510-0201
Voice: (202) 224-3004

Honorable Appointee (R)
United States Senate
Washington, DC 20510-0202

Governor

Honorable Frank Murkowski
P.O. Box 110001

Juneau, AK 99811-0001

Voice: (907) 465-3500

E-mail: governor@gov.state.ak.us
Web: www.gov.state.ak.us

State Department of Education:
Special Education

Greg Maloney, Director

Office of Special Education

Alaska Department of Education

801 W. 10th Street, Suite 200
Juneau, AK 99801-1894

Voice: (907) 465-2972

E-mail: greg_maloney@eed.state.ak.us
Web: www.eed.state.ak.us/tls/sped/

Programs for Infants and Toddlers with
Disabilities: Ages Birth through 2

Karen A. Martinek, Unit Manager

State of Alaska, Dept. of Health & Social Services
Special Needs Services Unit

3601 C Street, Suite 934

P.O. Box 240249

Anchorage, AK 99524-0249

Voice: (907) 269-3423

E-mail: Karen_Martinek@health.state.ak.us

Programs for Children with Disabilities:
Ages 3 through 5

Karen Sato, Program Manager

Office of Special Education and Early Development
Alaska Department of Education

801 W. 10th Street, Suite 200

Juneau, AK 99801-1894

Voice: (907) 465-2824

E-mail: Karen_Soto@eed.state.ak.us

Web: www.eed.state.ak.us/tls/sped/

State Vocational Rehabilitation Agency

Duane French, Director

Division of Vocational Rehabilitation
801 W. 10th Street, Suite A

Juneau, AK 99801

Voice: (907) 269-3573

TTY: (907) 269-3570

E-mail: Duane_French@labor.state.ak.us

Office of State Coordinator of Vocational
Education for Students with Disabilities

Helen Merhkens, Program Manager
Office of Adult and Vocational Education
800 W. 10th Street, Suite 200

Juneau, AK 99801-1894

Voice: (907) 465-8704

E-mail: Helen_Merhkens@eed.state.ak.us
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State Mental Health Agency

Walter Majoros, Director

Division of Mental Health/
Developmental Disabilities

Department of Health and Social Services
P.O. Box 110620

Juneau, AK 99811-0620

Voice: (907) 465-3370

TTY: (907) 465-2225

E-mail: Walter_Majoros@health.state.ak.us
Web: www.hss.state.ak.us

Richard Rainery, Executive Director

Alaska Mental Health Board

431 N. Franklin Street, Suite 200

Juneau, AK 99801

Voice: (907) 465-3072

E-mail: Richard_Rainery@health.state.ak.us

State Mental Health Representative for
Children and Youth

Kathryn Craft, Children’s Mental Health
Coordinator

Division of Mental Health/
Developmental Disabilities

Department of Health and Social Services
751 Old Richardson Highway, Suite 123
Fairbanks, AK 99701-7802

Voice: (907) 451-2017

E-mail: Kathryn_Craft@health.state.ak.us
Web: www.hss.state.ak.us

State Mental Retardation Program

David Maltman, Program Administrator
Developmental Disabilities Section
Division of Mental Health/
Developmental Disabilities

Department of Health and Social Services
P.O. Box 110620

Juneau, AK 99811-0620

Voice: (907) 465-3370

TTY: (907) 465-2225

E-mail: David_Maltman@health.state.ak.us
Web: www.hss.state.ak.us
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State Developmental Disabilities
Planning Council

Millie Ryan, Director

Governor’s Council on Disabilities and Special
Education

P.O. Box 240249

Anchorage, AK 99524-0249

Voice: (907) 269-8990

E-mail: Millie_Ryan@health.state.ak.us

Web: www.hss.state.ak.us/htmlstuf/ BOARDS/
boards.htm

Protection and Advocacy Agency

Dave Fleurant, Director

Disability Law Center of Alaska

3330 Arctic Boulevard, Suite 103
Anchorage, AK 99503

Voice/TTY: (907) 344-1002, (907) 565-1002
E-mail: akpa@dlcak.org

Client Assistance Program

Pam Stratton, Director

ASIST

2900 Boniface Parkway, Suite 100
Anchorage, AK 99504-3195

Voice/TTY: (907) 333-2211, (800) 478-0047
E-mail: akcap@alaska.com

Web: http://home.gci.net/~alaskacap/

Programs for Children with Special Health
Care Needs

Karen Martinek, Unit Manager

Department of Health and Social Services
Division of Public Health, Section of Maternal
Child and Family Health

Special Needs Services Unit

3601 C Street, Suite 934

P.O. Box 240249

Anchorage, AK 99524-0249

Voice: (907) 269-3423

E-mail: Karen_Martinek@health.state.ak.us
Web: www.hss.state.ak.us/dph/mcth/default.htm



Regional ADA Technical Assistance Agency

Toby Olson, Executive Director

Northwest Disability and Business Technical
Assistance Center

Washington State Governor’s Committee on
Disability Issues and Employment

P.O. Box 9046, MS 6000

Olympia, WA 98507-9046

Voice/TTY: (360) 438-4116

E-mail: tolson2@esd.wa.gov

Web: www.wata.org/NWD

University Centers for Excellence in
Developmental Disabilities
(formerly University Affiliated Programs)

Karen M. Ward, Director
University of Alaska Anchorage
Center for Human Development
2210 Arca Drive

Anchorage, AK 99508

Voice: (907) 272-8270

Web: www.alaskachd.org

Technology-Related Assistance

Jim Beck, Program Manager

Division of Vocational Rehabilitation
1016 W. Sixth Avenue, Suite 205
Anchorage, AK 99501

Voice: (907) 269-3570

E-mail: james_beck@labor.state.ak.us

State Mediation System

Gregory Maloney, Director

Alaska Department of Education

801 W. 10th Street, Suite 200
Juneau, AK 99801

Voice: (907) 465-2972

E-mail: greg_maloney@eed.state.ak.us
Web: www.eed.state.ak.us/tls/sped
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Special Disabilities Organizations

Attention Deficit Disorder

To identify an ADD group in your state or locality,
contact either:

Children and Adults with Attention-Deficit/
Hyperactivity Disorder (CHADD)

8181 Professional Place, Suite 201

Landover, MD 20785

Voice: (301) 306-7070

Voice: (800) 233-4050 (Voice mail to request
information packet)

E-mail: national@chadd.org

Web: www.chadd.org

National Attention Deficit Disorder Association

(ADDA)

1788 Second Street, Suite 200
Highland Park, IL 60035
Voice: (847) 432-2332
E-mail: mail@add.org

Web: www.add.org

Autism
To identify an autism group in your state, contact:

Autism Society of America

7910 Woodmont Avenue, Suite 300
Bethesda, MD 20814

Voice: (301) 657-0881, (800) 3-AUTISM

Web: www.autism-society.org

Cerebral Palsy

UCP of Alaska/Parents Inc.

4743 E. Northern Lights Boulevard
Anchorage, AK 99508

Voice: (907) 337-7678

E-mail: parents@parentsinc.org
Deaf Blind

Voice: (800) 438-9376

TTY: (800) 854-7013

Email: dblink@tr.wou.edu
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Special Education Service Agency (SESA)
2217 East Tudor Road, Suite 1

Anchorage, AK 99507

Phone: (907) 562-7372

Fax:  (907) 562-0545

TTD: (907) 563-8284

Email: sesa@sesa.org
Web:  www.sesa.org

SESA isa public agency which provides assistance to Alas-
kan school districts and early intervention programs serv-
ing students with low incidence disabilities. Also avail-
able through SESA, is Alaska Dual Sensory Impairment
(DSI) Services. DSI Services is a part of a SESA, but is
federally funded to provide free assistance and support to
families, infant learning programs, school districts, and
other service providers involved with children, birth to 22
years old, experiencing both a vision and hearing loss.

Learning Disabilities

Pamela Bickford, Acting President
Learning Disabilities Association of Alaska
16840 Tideview Drive

Anchorage, AK 99516

Voice: (907) 345-7731

Mental Health

Jan McGillivary, CEO

Alaska Mental Health Association
4045 Lake Otis Parkway, Suite 209
Anchorage, AK 99508-5221
Voice: (907) 563-0880

E-mail: mhaa@alaska.net

Web: www.alaska.net/~mhaa

Jill Ramsey, Executive Director

NAMI Alaska

144 W. 15th Avenue

Anchorage, AK 99501

Voice: (907) 277-1363; (800) 498-4462 (In AK)
E-mail: jramsey@nami-alaska.org

Web: www.nami-alaska.org



Mental Retardation

Gwendolyn Lee, Executive Director
The Arc of Anchorage

2211 Arca Drive

Anchorage, AK 99508

Voice: (907) 277-6677

E-mail: glee@arc-anchorage.org
Web: www.arc-anchorage.org

Physical and Cognitive Disabilities

V. Gutierrez-Osborne, Executive Director
Easter Seals Alaska

126 W. 15th Avenue

Anchorage, AK 99501

Voice: (907) 277-7325

E-mail: vgosborne@gci.net

Web:  www.easter-seals.org

Speech and Language

Kelly Scannell-Brewer

Alaska Speech-Language-Hearing Association
3211 Starboard Lane

Anchorage, AK 99516

Voice: (907) 261-5800, ext. 4340

E-mail: Kbrewer@provak.org

Visual Impairments

Gil Johnson, Director

American Foundation for the Blind
111 Pine Street, Suite 725

San Francisco, CA 94111

(415) 392-4845

E-mail: sanfran@afb.net

Web:  www.afb.org
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Organizations Especially for Parents

Support Centers for Parents of Children with
Hearing Loss

Anchorage School District

Special Education Parent Resource Center
5530 East Northern Lights Boulevard
Anchorage, AK 99504

Phone: (907) 742-3972

Fax:  (907) 742-3867

Special Education Service Agency (SESA)

2217 East Tudor Road, Suite 1

Anchorage, AK 99507

Phone: (907) 562-7372

Fax:  (907) 562-0545

TTD: (907) 563-8284

Email: sesa@sesa.org

Web:  www.sesa.org
SESA is a public agency which provides assistance
to Alaskan school districts and early intervention pro-
grams serving students with low incidence disabili-
ties. Also available through SESA, is Alaska Dual
Sensory Impairment (DSI) Services. DSI Services is
a part of a SESA, but is federally funded to provide
free assistance and support to families, infant learn-
ing programs, school districts, and other service pro-
viders involved with children, birth to 22 years old,
experiencing both a vision and hearing loss.

ARC (Association of Retarded Citizens) of Anchorage

2211 Arca Drive

Anchorage, AK 99508

Phone: (907) 276-3456

Fax:  (907) 272-2161

TTY: (907) 277-3345

Email: wivy@arc-anchorage.org

Web:  www.arc-anchorage.org
ARC'’s mission is to secure for all people with develop-
mental and other disabilities the opportunity to choose
and realize their goals of where and how they learn, live,
work, and play. As a local chapter of The Arc of the
United States, a nationwide organization of 140,000 par-
ents, consumers, and professionals in the field, we are
active in pursuing national legislation that promotes the
rights and welfare of people with disabilities. The Arc of
Anchorage is a non-profit, non-sectarian organization.
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Parent Training and Information Project

PARENTS, Inc.

Faye Nieto, Executive Director

4743 E. Northern Lights Boulevard

Anchorage, AK 99508

Phone: (907) 337-7678 (Voice/TTY)

(800) 478-7678 (in AK only)

Fax:  (907) 337-7671

E-mail: parents@parentsinc.org

Web:  www.parentsinc.org
PARENTS, Inc. is a partnership of Alaskan
families of children with disabilities, which
provides support, training, resources, and advo-
cacy statewide.

Southeast:

P.O. Box 32613
Juneau, AK 99803
Phone: (907) 586-6171
Fax:  (907) 586-6433

Email: jan@parentsinc.org

Fairbanks/Interior:

P.O. Box 74922
Fairbanks, AK 99707
620 5™ Avenue
Fairbanks, AK 99701
Phone: (907) 456-6770
Fax:  (907) 451-1169

Email: Kathie@parentsinc.org

Matsu Valley, Southwest, Kenai/Soldotna,
Ketchikan, Barrow, and other locations call:

1-800-478-7678

Parent Teacher Association (PTA)

Janice Louden, President

Alaska Congress of Parents and Teachers
P.O. Box 201496

Anchorage, AK 99520-1496

Phone: (907) 279-9345

E-mail: ak_office@pta.org

Web:  www.akpta.org



Recommended Readings for Parents

A Basic Course in American Sign Language
Description: A primer used in many sign language
classes.
Authors: Humphries, Tom, Padden,
Carol Silver Spring, Md., TJ.
Publishing: ~ Publishers, Inc., 1994.

Spanish

version: Un Curso Basico de Lenguaje Americano
de Senas

Authors: Rubio, Lourdes, translator, Delgado,

Gilbert, editor
Publishing: ~ Silver Spring, Md., T.J. Publishers,
1991.

ASL Basics for Hearing Parents of Deaf
Children
Description: Introduces the basics of ASL in an easy
format. Video also available.
Authors: King, Jess Freeman and
Kelley-King, Jan
Publishing:  Hillsboro, Ore., Butte Publications,
1996.

Deaf and Hard of Hearing Students

Educational Service Guidelines

Description: Describes needed program elements
and features which must be considered
when designing appropriate services
for individual students.

Publishing:  National Association of State Direc-
tors of Special Education (NASDSE),
Alexandria, Va., NASDSE, 1994.

Deaf Culture, Our Way

Description: An entertaining glimpse of life in the
Deaf community.

Authors: Holcomb, Roy, Holcomb, Samuel, and
Holcomb, Thomas

Publishing: ~ San Diego, Dawn Sign Press, 1995.

A portion of sales of this is donated to ASDC.

Deaf Like Me

Description: A family’s story of educating and com-
municating with their daughter.

Authors: Spradley, T.S. & Spradley, J.P.

Publishing: ~ Silver Spring, Md., National Associa-
tion of the Deaf, 1978.

Educating Deaf Children Bilingually

Description: Practices in educating deaf children to
achieve grade-level mastery and flu-
ency in the languages of the deaf com-
munity and general society.

Author: Mabhshie, Shawn Neal

Publishing:  Washington, D.C., Gallaudet Univer-
sity Press, 1995.

Kid-Friendly Parenting with Deaf and Hard of
Hearing Children
Description: A step-by-step guide to, and reference
for, raising a deaf or hard of hearing child.
Authors: Medwid, Daria and Weston,
Denise Chapman
Publishing: ~ Washington, D.C., Gallaudet Univer-
sity Press, 1995.

Movers & Shakers: Deaf People Who Changed
the World
Description: A collection of Deaf success stories
Authors: Carroll, Cathryn and

Mather, Susan M.
Publishing:  San Diego, Dawn Sign Press, 1997.

Raising and Educating a Deaf Child

Description: Information on deaf children’s needs.

Author: Marschark, Marc

Publisher: ~ New York, Oxford University Press,
1997.

A portion of sales of this is donated to ASDC.

Speak to Me

Description: A down-to-earth account of how a
single mother copes to accept her 18
month old son’s deafness.

Author: Forecki, Maria Calhoun

Publishing:  Washington, D.C., Gallaudet Univer-
sity Press, 1995.
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The Joy of Signing

Description: A popular dictionary of approximately
1,500 signs.

Author: Riekehof, Lottie L.

Publishing:  Springfield, Mo., Gospel Publishing
House, 1987.

The Other Side of Silence

Description: Classic book on American Sign Lan-
guage and the Deaf community.

Authors: Neisser, Arden

Publishing:  Washington, D.C., Gallaudet Univer-
sity Press, 1983.
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The Silent Garden
Description: Provides parents with a firm founda-

Author:
Publishing:

tion for making decisions for their

child.

Ogden, Paul

Washington, D.C., Gallaudet Univer-
sity Press, 1996.




Recommended Readings for Children

(For children birth to age five)

A Very Special Friend

Description: ~ Six-year-old Frannie finds a very spe-
cial friend in Laura, who “talks” in
sign language.

Author: Levi, Dorothy

Publishing: ~ Washington, D.C., Gallaudet Uni-
versity Press, 1989

Come Sign With Us: Sign Language Activities

for Children

Description:  This illustrated activities manual con-
tains more than 300 line drawings of
people signing familiar words, phrases,
and sentences using ASL in English
word order. Video also available.

Author: Hafer, Jan and Wilson, Robert
Publishing:  Gallaudet University Press, 1996. (In
Spanish and English.)

Dad and Me in the Morning

Description:  Beautifully illustrated story of a boy
and his father on the beach.

Author: Lakin, Patricia

Publishing: ~ Morton Grove, Ill., Albert Whitman
& Company, 1994.

| Have A Sister - My Sister is Deaf

Description: ~ An empathetic, affirmative look at
the relationship between siblings, as
a young Deaf child is affectionately
described by her older sister.

Author: Peterson, Jeanne Whitehouse
Publishing: ~ New York, Harper Collins, 1977

Mandy

Description: ~ Mandy, a young Deaf girl, is delight-
fully presented in a lively, picture-
book format.

Author: Booth, Barbara D.
Publishing: ~ New York, Lothrop, Lee & Shepard
Books, 1991.

My ABC Signs of Animal Friends
Author: Bahan, Ben and Dannis, Joe
Publishing: ~ San Diego, Dawn Sign Press, 1994

My First Book of Sign

Description: ~ Gives signs for 150 of the words most
frequently used by young children.

Author: Baker, Pamela J.

Publishing: ~ Washington, D.C., Gallaudet Uni-
versity Press, 1986.

My Signing Book of Numbers

Description: ~ Children learn the signs for numbers
0 through 20, and 30 through 100.

Author: Gillen, Patricia Bellan

Publishing: ~ Washington, D.C., Gallaudet Uni-
versity Press, 1988.

Sesame Street Sign Language ABC
Description: ~ With Deaf actress Linda Bove, Muppet
scenes depict letters and words.
Author: Children’s Television Workshop.
Publishing: ~ New York, Random House, 1985.

Signs for Me: Basic Sign Vocabulary for
Children, Parents and Teachers
Description: ~ Vocabulary primer with the basics for

preschoolers
Author: Bahan, Ben and Dannis, Joe
Publishing: ~ San Diego, Dawn Sign Press, 1990.
Silent Lotus

Description: ~ Vivid watercolor drawings bring to
life the thousand-year-old tradition of
Cambodian court ballet and the quiet
triumph of a young Deaf dancer.

Author: Lee, Jeanne M.

Publishing:  Farrar, Straus, and Giroux, 1991.

The Handmade Alphabet

Description: ~ Celebrates the beauty of the manual
alphabet.

Author: Rankin, Laura

Publishing: ~ New York, Penguin, 1991.

Word Signs

Description:  Delightful board book with full color
photos of objects important to babies.

Author: Slier, Debbie

Publishing: ~ Washington, D.C., Gallaudet Uni-
versity Press, 1995.




Additional Resources

Adco Hearing Products
5661 South Curtice Street
Littleton, CO 80120
Voice/TTY: 800-726-0851

Web: www.adcohearing.com

Assistive Communication Center
7346 South Alton Way, Suite E
Englewood, CO 80012

Voice/TTY: 800-859-8331

Web: www.assistcenter.com/ear
Email: asstcom@ix.netcom.com

Butte Publications

P.O. Box 1328

Hillsboro, OR 97123-1328

Voice: 800-330-9791

Email: service@buttepublications.com
Web: www.buttepublications.com

Dawn Sign Press

6130 Nancy Ridge Drive
San Diego, CA 92121-3223
Voice: 800-549-5350

www.dawnsign.com

Harris Communications
15155 Technology Dr.

Eden Prairie, MN 55344-2277
Voice: 1-800-825-6758

TTY: 1-800-825-9187

Fax: (952) 906-1099

Internet: www.harriscomm.com

Institute for Disabilities Research and Training
2424 University Boulevard West

Silver Spring, MD 20902

Voice/TTY: 301-942-4326

Email: www.idrt.com or idrtorder@aol.com
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Early Intervention/infant Learning
Program Contact Information

Alaska Center for Children and Adults, Inc.
(ACCA, Project TEACH)

1020 Barnette Street

Fairbanks, AK 99701

coord@acca-ilp.org

Phone 456-4003

Fax  456-6124

Alaska Early Intervention Hearing Resource,
Infant Learning Program

4600 DeBarr Road

Anchorage, AK 99508

PO Box 196614

Anchorage, AK 99519-6614
lee_dennis@asdk12.org

Phone 742-4273

Fax  742-4299

Bristol Bay Area Health Corporation, Infant
Learning Program

PO Box 130

Dillingham, AK 99576

lhurley@bbahc.org

Phone 842-3398

Fax  842-3406

Bethel Community Services, Family Infant
Toddler Program (FIT)

1801 Chief Eddie Hoffman Hwy

PO Box 2188

Bethel, AK 99559
mary_whitaker@ddc-alaska.org

Phone 543-3690

Fax  543-5520

Center for Community, Early Learning
Program

700 Katlian Street, Suite B

Sitka, AK 99835

cfesitka@ptialaska.net

Phone 747-6960

Fax  747-4868

Community Connections, Early Learning
Program

2030 Sea Level Drive, Suite 350

Ketchikan, AK 99901
Ithomas@comconnections.org

Phone 225-5396

Fax  225-1541

Family Outreach Center for Understanding
Special Needs, Inc. (FOCUS)

PO Box 671750

Chugiak, AK 99567

focusinc@gci.net

lizette-stiehr@gci.net

Phone 688-0282

Fax  688-2013

Frontier Community Services, Early
Intervention Program

43335 Kalifornsky Beach Rd #36
Soldotna, AK 99669
shannon_parkerambro@fcsonline.org
Phone 262-3144

Fax  262-6294

(800) 819-8194

Homer Children’s Services (Birth 2 Three)
3691 Ben Walters Lane, Suite 4

Homer, AK 99603

homerilp@xyz.net

Phone 235-6044

Fax  235-2644

Kodiak Area Native Association (KANA),
Infant Learning Program

Physical: 1941 Mill Bay Road

Mailing: 3449 East Rezanoff

Kodiak, AK 99615

ilpwic@ptialaska.net

Phone 486-4643

Fax = 486-3911

R



KANA
Phone 486-9800
Fax 486-9898

Mat-Su Services for Children and Adults
5000 East Shennum Drive

Wasilla, AK 99654

ilp@mssca.org

Phone 352-1200

Fax  352-1249

North Slope Borough School District Infant
Learning Program

PO Box 169

Barrow, AK 99723

Phone 852-5311

Fax  852-9664

Norton Sound Health Corporation, Infant
Learning Program

PO Box 966

Nome, AK 99762

ppartridge@nshcorp.org

Phone 443-3298

Fax  443-3741

Northwest Arctic Borough School District
(NWABSD), Infant Learning Program

PO Box 51

Kotzebue, AK 99752

tbrown1@nwarctic.org

Phone 442-34172

Fax  442-2196

Programs for Infants and Children, Inc., Infant

Learning Program

4400 Business Park Boulevard, Suite 34; Anchorage,

AK 99503
info@picak.org
Phone 561-8060
Fax  563-3172

REACH, Inc., Infant Learning Program
PO Box 34197

Juneau, AK 99803

bingram@reachak.org

Phone 586-8228

Fax  586-8226

SeaView Community Services, Infant
Learning Program

302 Railway Ave., Suite 9

PO Box 1045

Seward, AK 99664
mluther@seaviewseward.org

Phone 224-5257

Fax  224-8883

Tanana Chiefs Conference, Infant Learning
Program

122 First Avenue

Fairbanks, AK 99701
skuenzli@tananachiefs.org

Phone 452-8251

Fax = 459-3952

(800) 478-6822

Vision Impairment Services for Infants and
Toddlers (VISIT), Special Education Service
Agency

2217 E Tudor Road, Suite 1

Anchorage, AK 99507

jsmith@sesa.org

visit@sesa.org

Phone 562-7372

Fax  562-0545



