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Sponsor Statement
CSHB 109(FIN)

Hearing impairment has been shown to be the most common disability in ncwboms, affecting
about 3 in every 1,000 babies. House Bill 109 will protect ncwboms in the State of Alaska by
mandating that ncwboms receive hearing screening a birth, or within thirty days of birth, if not
bom in a hospital. Once at risk infants have been identified, this bill will then serve to assist
parents of at risk children with appropriate, available follow-up care. Finally, the Department of
Health and Social Services shall prepare an annual report to the Governor detailing the
program's needs and success.

Statistics show that in Alaska. 30 to 40 babies are bom each year with some type of congenital
hearing defect. Further studies have shown that children with hearing impairment not detected at
birth, will not be detected, until 2-3 years of age, and that the most critical period for speech and
language development is from birth to three years of age. When children are not identified and
served early, special education for a child with a hearing loss may ¢ & an additional $420,000,
and deafness has an estimated lifetime cost of approximately $1 million per individual. These
savings in special education costs will pay for universal newborn hearing screening many times

over.

As of December 2003, 80% of ncwboms in Alaska have been screened for hearing impairment.
Even though 80% sounds like a large number, because newborn hearing screening is not
mandated and the screening, reporting, and follow-up is not institutional in facilities across the
state, Alaska remains in the "unsatisfactory” category when rated nationally.

Represontative_Jay Ramras@legis. state, ak. us
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MEMORANDUM February4,2005
SUBJECT: CSHB 109( ), Infant Hearing Screening

(Work Order No. 24-LS0450\G)

TO: Representative Jay Ramras
Attn: Jane Pierson

FROM: Jean M. Mischi
Legislative Cot

You have requested a sectional summ described bill.

As a preliminary matter, note that a sectional summary of a bill should not be considered
an authoritative interpretation of the bill and the bill itself is the best statermrent of its

contents. If you would like an interpretation of lhe bill as it may apply to a particular set
of circumstances, please advise.

Section 1 Describes legislative findings with respect to newborn and infant hearing loss,
the value of early intervention and the relationship to language ability.

Section 2. Describes legislative intent to cover 100 percent of newborns and infants
under the hearing screening and intervention program established by the act by January |,

2008,
Section 3. Adds certain individuals who have been authorized by the Depan.ncnt of

Health and Social Services to the list of individuals who may perform hearing screening
tests without an audiology license.

Section 4. Requires the state Bureau of Vital Statistics to forward names and addresses
of parents of newborns bom outside of a hospital to the Department of Health and Social
Services for notification of the merits of hearing screening.

Section 5. Requires certain minimum insurance coverage for newborn and infant
screening.

Section 6. Establishes a newborn and infant hearing screening, tracking, and intervention
program within the Department of Health and Social Services.
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Section 7. Authorizes the Department of Health and Social Services to promulgate
regulations required to implement the act before the effective date of the act.

Section 8. Adds arevisor's instruction to make conforming amendments.
Section 9. Provides an immediate effective date for secs. 6 through 8 of the act.

Section 10. Provides aJanuary 1, 2006 effective date except as stated in sec. 9.

JMM:Imb
05-031.Imb



FISCAL NOTE

STATE OF ALASKA
2005 LEGISLATIVE SESSION

Revision Dnlo/Timo (Note if correction): COlTCCth 4/1 5/05
RELATING TO NEWBORN HEARING

Title SCREENING

Sponsor RAMRAS
Requester ~ HOUSE (FIN)

Expenditures/Revenues

OPERATING EXPENDITURES Fy 2006 Fy 2007
Personal Services
Travel

Contractual
Supplies
Equipment

Land & Structures
Grants & Claims
Miscellaneous

TOTAL OPERATING 319
Capital exPENPITUREs | 1

CHANGE INREVENUES (0) 1

319

FUND SOURCE

1002 Federal Receipts

1003 GF Match

1004 GF

1037 GF/Mental Health

Other(Specify Type-do not abbreviate)
Other(Specify Type-do not abbreviate)

TOTAL

319

319

Estimate of any current year (FY2005) cost:

394
394

394

394

Fiscal Note Number.
Bill Version:
() Publish Date:

Dept Affected
RDU Public Health
Component Women, Children and Family Health

HB109CS(FIN)-DHSS-DPH-04-15-05

Health & Social Services

Component No. 2788
(Thousands of Dollars)
Fy 2008  Fy 2009 Ry 2010 Ry 2011
474 55.8 64 6 646
42,4 55.8 64.6 64.6
1 1
(Thousands of Dollars)
(29.7) (1116) (1159)  (1198)
71 167.4 180.5 1844
474 55.8 64.6 64.6

Mark this box (X) If funding for this bill is included in the Governor's FY 2006 budget proposal: 1 1

POSITIONS

Full-time
Part-time
Temporary

ANALYSIS: (Attach a separate page il necessary)

The intent of this bill is to ensure all newhorns arc provided with hearing screening within 30
days of their birth, and that those identified with a positive screen or high risk factors receive a
second screen or diagnostic work-up, are enrolled in early intervention and receive treatment as
needed. Projected costs associated with maintenance of the Early Hearing Detection and
inte.vention program (EHDI) are based on the following assumptions: |) The number of
newborns screened is based on the average number of births currently at 10,000 per year. 2)
The diagnostic rate of hearing loss is estimated to be at 0.3% ofthe 10,000 births=30 newly
diagnosed infants per year, however, not all newborns with hearing loss will be immediately
identified. 3) 90% of newhorns would be screened by FY 06; 95% by FY 07; and 100% by FY

08 and beyond. (Continued on P.2)

Prepared by: Richard Mandsaaer. M,D.

Phone 465-3090

Division Public Health

Date/Time 04/13/2005

Approved by: Joel S. Gilbertson. Commissioner

Date 04/15/2005

Agency Department of Health and Social Services

Rortd 023204 0VB

Page 10f3



FISCAL NOTE
FN#

STATE OF ALASKA BILL NO HB109CS(FIN)-DHSS-DPH-04-15-05
2005 LEGISLATIVE SESSION

ANALYSIS CONTINUATION
4) There is aneed lo follow an additional 10%%6o0f all newborns each year who arc a high risk for

later onset hearing loss during their first three years of life. Thus, the program requires a reporting
and surveillance system for tracking all nowboms and assisting them with ongoing hearing
screening, diagnostic and intervention services.

At present the Division of Health Care Services is receiving two federal grants to support the
development of this program. One grant, scheduled to be completed in March of FY 05, covers the
expenses associated with development of the newborn hearing program, including assisting hospitals
with implementation and education, and professional ai d public educational information. The second
grant will end in August of 2005 and covers start up costs associated with the statewide early
detcction/intcrvention surveillance and tracking system Both grants have been submitted for
continuation funding for three additional years. This would provide funds for infrastructure costs
through March 2008 if anarded. General Funds are also being requested in FYOS8 to fund the fourth
quarter activities aflcr the expiration of the continuation grant. This portion is shown as a switch fund

from Federal to GF.

The increased line item expenditures shown on page 1will be utilized for:

GRANTS AND CLAIMS (S31.9in FY 06): Additional funds for special hearing resources would be
needed for the existing Early Prevcntion/ILP programs to work with the anticipated increased
volume as children arc identified earlier and thus require services during the 0-3 period. The
additional grant funds would be awarded incrementally over the next five fiscal years to allow for
increased capacity-building to support special hearing services for children identified with hearing
loss in preparation for school readiness and learning. The dollar figure is based on:

1) An average FY 05 cost of S3,100 per newly enrolled infant, with a 3%inflation factor built in
annually. 2) Only assumes about 50% of the newly diagnosed infants would enrall in the early
intervention hearing resources program (10 new infants in FY 06; 12in FY 07; 14in FY 08; 16in
FY 09; and I18inFY 10and FY 11).

The General Funds replacing Federal Funds (and so not shown as line item expenditures on page 1)
will be allocated by cost category as follows:

PERSONAL SERVICES (S72.0 covers all of these personnel expenses in FY 09 and assumes a 35
percent annual merit increase):

a) 0.5 FTE - EHDI Health Program Manager Il (R/19). This position oversees the maintenance of the
reporting and surveillance activities of the program, assures early intervention referrals, tracks high-
risk infants through the age of 3, provides outreach education to providers, and technical assistance
to health care facilities throughout the state.

b) 0.5 FTE - Administrative Clerk 111 (R/10). This pasition provides administrative support and data
entry for the activities required for maintenance of a statewide newborn hearing screening program

TRAVEL (S1.0in FY 08): Travel costs are included for the EHDI manager to visit screening sites
for TA and program compliance. Additional travel funds would be required in FY 09 with the

termination of federal funding.

(Continued on P. 3)
Page 20f3



FISCAL NOTE
FN#

STATE OF ALASKA BILL NO. HB109CS(FIN)-DHSS-DPH-04-15-05
2005 LEGISLATIVE SESSION

ANALYSIS CONTINUATION

SUPPLIES ($1.0 in FY 08): This includes the cast of postage to mail brochures and technical
assistance resources.

CONTRACTUAL ($27.7 in FY 08): Includes the actual cost of supporting web-based data and
surveillance system Cost averages at $3.00 per newbomn. Costs also include those needed for the
reprinting of educational materials for parents and providers. Slight increases in contractual costs are

included in FYO9 and beyond.

Page 30f 3



FISCAL NOTE

0.0

STATE OF ALASKA Fiscal Note Number.

2005 LEGISLATIVE SESSION Bill Version: CSHB 109(F|N)
(H) Publish Date: 4/14/05

Revision Date/Time (Note if correction): Dept Affected Education & Early Development

Title "An Acl relatin% to establishing a screening, frack- |RDU TLS

ing, and intervention program related lo the hearing of newborns" Component  Special & Supplemental Services

Sponsor Representative Ramras

Requester  Lahor and Commerce Component No 166

Expenditures/Revenues (Thousands of Dollars)

Note. Amounts do not include inflation unless otherwise noted below

OPERATING EXPENDITURES FY 2006  FY 2007 FY 2008 FY 2009  FY 2010  FY 2011

Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures

Grants & Claims 00 00 00 00 00

Miscellaneous

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0
CAPITAL EXPENDITURES

CHANGE IN REVENUES ( )

FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts

1003 GF Match

1004 GF 0.0 ) ) ) )

1005 GF/Program Receipts

1037 GF/Mental Health

Other (Specify Type--Do not abbreviate)
TOTAL 0.0 0.0 0.0 0.0 0.0

Estimate of any current year (FY2005) cost: 0.0
Mark this box ZX) if funding for this bill Is included n the Governor's FY 2006 budget proposal:

POSITIONS
Full-time
Part-time
Temporary

0.0

0.0

ANALYSIS:  @ttzcha ssoaratepace if o B
Sec. 47 20.330 relates to the gsa?g I|shmenf of ?wdellnes for the provision of follow-up care for newbomn and
|

infant children in the state who have been identified as hav Sk (
The Department of Education & Early Development identifies no costs at this time.

Prepared by:  Barbara Thompson, Director Phone 465-8727
Division Teaching & Lean ing Support Date/Time 4/12/05 10 08 AM
Approved by  Karen Rehfeld, Deputy Comissioner Date 04/12/2005
Agency Education & Early Development

fied as having or being at risk of developing a hearing loss.

(Revised 9734 VB Page 1of 1



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number

2005 LEGISLATIVE SESSION Bill Version CSHB 109(FIN)
(H) Publish Date 4114105

Refwsmn Date/Time rgNote IfC rect|c¥ 2: . Dept Affected ~ Commerce

Tille creening Newhborns for Heanng Ability RDU Occupational Licensing (117)
Component Occupational Licensing

Sponsor Ramras, et al

Requester House Finance Component No. 2360

Expenditures/Revenues (Thousands of Dollars)

Note: Amounts do not include inflation unless otherwise noted helow

OPERATING EXPENDITURES FY 2006  FY 2007  FY2008  FY2009 FY 2010  FY 2011

Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures
Grants & Claims

Miscellaneous
TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 0.0

CAPITAL EXPENDITURES
CHANGE INREVENUES () |

1002 Federal Receipts

1003 GF Match

1004 GF

1005 GF/Program Receipts

1037 GF/Mental Health

Other 1156 - Receipt Supported Services

TOTAL 0.0 0.0 0.0 0.0 0.0 0.0
Estimate of any current year (FY2005) cost: - 00
Mark this box (X) if funding for this bill is included in the Governor's FY 2006 budget proposal:
POSITIONS
Full-time
Part-time
Temporary

ANALYSIS:  @tiatha sqarate page itrecessary)

The amendment made to the Audiology statute in Section 3 of this bill does not require new funding to be
implemented.

Prepared by:  Jennifer Strickler, Administrative Manager Phone (907)465-2144
Division Occupational Licensing Date/Time 4/11/05 6:24 PM
Approved by  Edgar Blatchford. Commissioner Date 4/11/2005
Agency Commerce. Community, and Economic Development

(Revissd 93204 VB Page lof 1



Whv Is Mandatory Newborn Hearing Screening and Reporting So Important?

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

have some type of congenital hearing loss.

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

3. Hearing impairment is the most common disability- in newborns, with ahigher
incidence than cerebral palsy, Down Syndrome, and severe mental retardation (3).

4. Hearing impairment is approximately 30 times more prevalent than PKU and
hypothyroidism, screened through the metabolic disorder screening programs, and

mandated by law in all 50 states. (4).

5. The cost of identifying a newborn with hearing loss is less than 1/10ththe cost of
identifying newborns with metabolic disorders such as PKU and hypothyroidism,
for which screenings are required in every state (5). For most birthing hospitals,
the cost for newborn hearing screening per child is between S20 - $60 and
continues to decrease (6). Many birthing facilities in Alaska, implementing
newborn hearing screening voluntarily, include the cost in the total labor and

delivery package cost.

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

7. When children are not identified and served early, special education for a child
with hearing loss may cost an additional $420,000, and deafness has an estimated
lifetime cost of approximately $ 1million per individual (8). These savings in
special education costs will pay for universal newborn hearing screening many

times over.

8. If left undetected, hearing loss can impair achild’s language, speech, psycho—
social and cognitive development. Recent research has compared children with
hearing loss who receive early intervention and amplification (i.e. hearing aids)
before 6 months of age versus after 6 months of age. By the time they enter first
grade, children identified earlier (prior to 6 months of age) are 1-2 years ahead of
their later-identified peers in language, cognitive, and social skills (9, 10, 11).

9. If it remains undetected, even mild hearing loss or hearing loss in only one ear has
substantial detrimental consequences. For example, research shows that children



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

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

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

12 Even though 80% sounds like a lai ge number of Alaska’s newboms, because
newborn hearing screening is not mandated and the screening, reporting and
follow-up is not institutionalized in facilities across the state, Alaska remains in

the “unsatisfactory" category when rated nationally.

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

risk factors.



Alaska Early Hearing Detection & Intervention

Program Overview

January 2005

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

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

Early Identification is important because:

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

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

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

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

progress at a rate comparable to those with normal hearing.

Alaska EHDI Program

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

Key program include the followmg
m Ensure that babies born in Alaska have newborn hearing screening prior to hospital

discharge
m Ensure that all newborns who fail hearing screening receive an audiological evaluation by

three months of age. _ N _
* Ensure that infants diagnosed with heai ing loss are referred to and enrolled in
appropriate early intervention and other needed services by six months of age.

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

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

screen during home visits after hospital discharge.

Legislation
Nationwide, 38 states have enacted legislation requiring hospitals to implement newborn

hearing screening programs. Ir Alaska, newborn hearing screening was introduced and
worked on during the 2001, 2002, 2003, and 2004 legislative sessions.



Data & Evaluation _ _ _ _
A primary role of the Alaska EHDI Program is to support hospitals, audiologists and other

health care providers, and assist early intervention programs (Infant Learning Program) in
their tracking and follow-up efforts. The EHDI Program received a grant from the Centers
for Disease Control & Prevention (CDC) to develop an electronic data tracking and

surveillance system to facilitate the follow-up process and ensure smooth transition occurs
through services. The EHDI Program is purchasing the web-based database, Oz, and will

begin implementing in communities In 2005.

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

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

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

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

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

Alaskan communities.
For copies of the materials and/or information regarding the EHDI Program, contact:
Margaret Lanier Kossler
4501 Business Park Blvd. Suite 24
Anchorage, AK 99503-7167
Margaret lanier(5)health.state.ak.us e-mail

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

http://hss.state.ak.us/dhcs/newhorn
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Hearing Loss

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

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

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

W hat causes hearing loss in babir e
and children?

Hearing loss can be inherited (genetic)

or can be caused by illness or injury. In
some cases, the cause of hearing loss is
not known. About 90 percent of babies
with congenital hearing loss are born to
hearing parents.

Cienctic factors are believed to cause
about 50 percent of cases of congenital
hearing loss. About 25 genes that play a
role in hearing loss have been identified.

About 30 percent of children with
hearing loss also have other birth
defects. In such cases, hearing loss is
parr of a syndrome (group of birth
defects that occur together'.

[lInesses that can cause congenital
hearing loss include infections during
pregnancy, such as rubella (German
measles), cytomegalovirus, toxoplas-
mosis, herpes or syphilis. Babies born
preterm also are at increased risk.

After birth, head injuries or childhood
infections, such as meningitis, measles
or chickenpox, can cause permanent
hearing loss. Certain medications, such
as *he antibiotic streptomycin and
related drugs, also can cause hearing
loss. Ear infections (otitis media' may
cause temporary hearing loss.

Are there different types of
hearing loss’

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

Hearing loss .s often discussed in terms
of where the loss occurs in the hearing
pv.liway.

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

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

* Mixed hearing loss occurs when a
child who has a sensorineural hearing
loss also has a conductive loss (such
as fluid in the middle ear). It is very
important that children with

«/onne
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permanent hearing loss be monitored
and treated for middle ear problems
so hearing is not further reduced.

How art newborn screened for
hearing loss’

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

In the otoacoustic emissions (OAE) test,
a small microphi €is placed in the
haby's ear. The microphone, connected
to a computer, si.ids soft clickin

sounds into the tar and records the inner
ear’s response to sound.

In the automattd auditory brainstem
response (AAfR) test, soft clicking
sounds are pr. sentcd to the car through
small earphones. Sensors placed on the
head and connected to a computer
measure braii wave activity in response
to sound.

W hat hap >em ifa baby doesn’t
pass the I taring screening?

Ifa baby |>snot pass the OAE or the
AABR, if test should be repeated or
the bat snould be referred to a hearing
speeiJ < audiolog' ' or an ear,

nose a ‘d throat specialist (ENT or
otolary iﬁ‘;qologist)for more extensive
tests to Inermine if the baby has a
hearinp !iss. It isimportant for babies
to be a essed by specialists who have
cxperic  cc testing very young children.
Diagnostic testing should be completed

by 3months of age.

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

H"w arc- bab'cs and children tested
for (tearing loss’

3 he most common hearing test for
infants under 6 months of age is the
diagnostic auditory brainstem response
test. It is similar to the automate
screening test, but it provides more
information and must be administered
by a specialist.

Children between 6 months and 2 years
ofa%e often are tested with visual
reinforcement audiometry (VRA).

S3INIAOIN 888
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During VRA resting, a series of sounds
is presented to the child through
earphones or speakers. The child is
trained to turn toward any sound, and
is then rewarded with an entertaining
visual image for responding.

Children between 2 and 4 years of

age are tested with conditioned EI?/
audiometry (CPA). They are aske

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

These tests also may be recommended if
achild was not screened as a new born;
if he has had persistent car infections,
meningitis or other illness that can cause
hearing loss; has been diagnosed with a
s ndrome that can include hearing loss;
or if a parent suspects the child is not
responding normally to sounds.

W hat arc some- signs of hearing
loss in infants and young children’

Parents should be alert to any signs of
hearing loss and discuss them with rheir
child’s pediatrician. Some signs include:
failure to startle at loud sounds; not
turning toward the sound of a voice or
imitating sounds after about 6 months
of age; lack of babbling at 9 months; not
using single words by 18 months; or
using gestures instead of words to
express needs. Parents should be
concerned about hearing loss tn older
children if they develop vocabulary
more slowly than rheir peers; have
speech that is difficult to understand or
that is too loud or too soft; often ask
you to repeat what was said; turn the
TV too loud. At school age, children
with hearing loss often appear inatten-
tive and have difficulties learning to
read or perform simple mathematics,
and fall behind at school.

How is hearing loss treated?

A child with a congenital hearing loss
should begir. receiving treatment before
6 months of age. Studies suggest that
children treated this early are usuallf/
able to develop communication skills
(using spoken or sign language) that are
as good as those of hearing peers.
Because of a federal law (the Individuals
with Disabilities Education Act),
children with a hearing loss between
hirth and 3 years of age have the right to
receive interdisciplinary assessment and
early intervention services at little or no
cost. After age 5. early intervention and
special education programs are provided
through the public school system.

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

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

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

Parents also will need to decide how
rheir family and child are going to
communicate. Ifthe child is going to
communicate orally (speech’, he may
need assistance learning listening skills
and lip reading skills to help him
understand what others are saying.
Many children with hearing loss also
need speech or language therapy.

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

Surgery may he recommended if a child
has a permanent conductive hearing hiss
caused by malformations of the outer or
middle car, or by repeated car
infections. Although fluid in the middle
ear usually results i only temporary
hearing loss, chronic car infection can
cause a child to fail behind in language
skills. In some cases, a doctor may
suggest inserting a tube through the
eardrum to allow the middle car to
drain. This procedure generally does
not require an overnight hospital stay.

Sur gery also may be an option for sonic
children with severe to profound
sensorineural hearing loss. A device

called a cochlear implant can be
surgically inserted in the inner car of
children as young as 12 months of age ro
stimulate hearin?. The surge requires
a hospital stay Ol one to scvr  days.
With additional language al speech
therapy, children with coc  ar implants
may learn to understand sj vh and
speak reasonably well, but ...e amount
of improvement is variable.

Does the March of Ditties support
research on heating loss’

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

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

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

Here are the answers to some common
questions parents ask about newborn
screening tests.

Which ing t
IOSEIKEy 15 B ghen oy oy

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

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

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

Along with PKU testing, all states and
U.S. territories test newborns for hypo-
thyroidism, and most test for galacto-
semia. Congenital hypothyroidism is
the most common disorder identified
by routine screening. It affects about
1haby in 4,000. Congenital hypo-
thyroidism is a thyroid hormone
deficiency that retards growth and
brain development. Ifit is detected in
time, a baby can be treated with oral
doses of thyroid hormone to permit
normal development.

Screening Tests

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

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

What other disgrders can newborn
screening tests detect?

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

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

More than 40 states screen newborns for
sickle cell anemia, an inherited blood
disease that can cau bouts of pain,
damage to vital organs such as the lungs
and kidneys and, sometimes, death in
childhood. Sickle cell anemia affects
about 1in 400 African-American babies
and also occurs at a lower frequency
among people of Hispanic, Mediter-
ranean, Middle Eastern and South
Asian descent,

Early treatment can prevent some of
the complications of sickle cell anemia.
Young children with the disease arc
especially prone to certain dangerous
bacterial infections, such as pneumonia
and meningitis. Studies in recent years

March
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have shown that treatment with
penicillin, beginning by 2 months of
age and continuing to about 5 years,
dramatically reduces the risk of these
infections and the deaths that result
from them. Newborn screening alert*
the physician to begin antibiotic
treatment before infections begin.

More than 25 states test for CAH. This
group of disorders, in which there isa

eficiency of certain hormones, affects
genital development and, in severe cases,
can disturb kidney function and cause
death. Lifelong treatment with the
missing hormones suppresses this
disease, which occurs In about 1in
5,000 babies.

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

is an enzyme that recycles biotin, one
of the Bvitamins, in the body. A
deficiency of this enzyme, wKich occurs
in about 1in 70,000 babies, may cause
frequent infections, hearing loss, mental
retardation and even death. If the
deficiency is detected in time, problems
can be prevented by giving the baby
extra biotin.

Maple syrup urine disease and
homocystinuria arc rare life-threatening
disorders that affect fewer than 1babv
in 250,000. About 20 states screen for
maple syrup urine disease, and 15 for
homocystinuria.

At least eight states are now testing

for MCAD, a disorder that can cause
sudden death in infancy and serious
disabilities in survivors, sue, as mental
retardation. MCAD affects about |
baby in 15,000. Normally the body
burns fat for energy when it runs out of
stored sugar (glucose). Babies with
MCAD cannot make this switch, so
they may suddenly develop seizures,
respiratory failure, cardiac arrest or go
into a coma or get infections or other
ilnesses if they do not eat regularly.
When diagnosed early, the disorder can
be successfully treated with a steady
food intake and avoidance of fasting.

About half of all states now screen
newborns for hearing loss. Approxi-
mately 1to 3 in 1,000 babies in well-
haby nurseries and 2 to 4 in 100 in
intensive care nurseries have significant
hearing loss. Without testing, most
habies with hearing loss are not
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diagnosed until 2 to 3 years of age. By
this time, they often have delayed speech
and language development. Detection
of hearing loss in the neonatal period
allows the baby to be fitted with hearing
aids before 6 months of age. Recent
studies show that this early intervention
helps prevent serious speech and
language problems.

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

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

care professional responsible for the
infant's care.

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

if he or she does have hearing loss.

How soon aft*' bi*th should
screening tests b< done?

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

be taken 1to 2 weeks later from infants
whose initial test was taken within the
first 24 hours of life. Hearing tests are
also usually performed before the baby
is discharged from the hospital. Babies
born outside the hospital should have
newhorn screening tests done before
the 7th day of life.

W fiai docs an abnormal tost n sub
m« an?

Parents should not be overly alarmed

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

What should Ido if my child is
diagnose d with one of the
conditions for which ho was tested.’

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

Ifoni of my children has a disorder
will my pthor children also havr it

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

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

Congenital hypothyroidism usually is
not passed on through Earents’genes.
The siblings of those who have this
disorder arc seldom affected.

Hearing loss can be passed on through
parents' genes. However, other causes
of hearing loss, such as infections that
are passed on to the baby during
pregnancy or birth, are unlikely to recur
In another pregnancy.

You also may wish to read these other
March of Dunes Fact Sheets:

Hearing Loss
PKU
Sickle Cell Disease
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Birth Defects

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

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

W hat causes birth defects?

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

A single abnormal gene can cause birth
defects, Every human being has at least
50,000 to .35,000 genes that determine
traits like eye and hair color, as well as
direct the growth and development of
every part of our physical and biochemi-
cal systems. Genes are packaged into
each of the 46 chromosomes inside our

cells.

Each child gets half its genes from each
parent. A person can inherit a genetic
disease when one parent (who may or
may not have the disease) passes along a
single faulty gene. This is called domi
nant inheritance. Examples include
achondroplasia éa form of dwarfism)
and Marfan syndrome (a connective
tissue disease). Many other genetic
diseases arc inherited only when both
ﬁarents (who do not have those diseases)

appen to carry the same abnormal gene
and pass it on to a child. This is called
recessive inheritance. Examples include
Tay-Sachs disease (a fatal disorder seen
mainly in people of European Jewish
heritage) and cystic fibrosis (a fatal
disorder of lungs and other organs,
affecting mainly Caucasians). There
also is a form of inheritance (X-linked)
where sons can inherit a genetic disease
from a mother who carries the gene
(usually with no effect on her own
health). Examples include hemophilia
(a blood-clotting disorder) and
Duchcnne muscular dystrophy (progres-
sive muscle weakness).

Abnormalities in the number or struc-
ture of chromosomes can cause numer-
ous birth defects. Due to an error that
occurred when an egg or sperm cell was

Your Source of information

developing, a baby can be born with too
many or too few chromosomes, or with
one or more chromosomes that are bro-
ken or rearranged. Down syndrome, in

which a baby is born with an extra chro-

mosome 21, is one of the most common
chromosomal abnormalities. Affected
children have varying degrees of mental
retardation, characteristic facial features

and, often, heart defects and other prob-

lems. Babies born with extra copies of
chromosome 18 or 13 have multiple
birth defects and usually die in the first
months of life.

Missing or extra sex chromosomes (X
and Y) affect sexual development and

may cause infertilitly, growth abnormali-
a

ties, and behavioral and learning prob-
lems. However, most affected individu-
als have essentially normal lives.

Birth defects also may result from envi-
ronmental factors such as drug or alco-

hol abuse, infections, or exposure to cer-

tain medications (such as the acne drug
Accutane) or other chemicals. Many
birth defects appear to be caused by a
combination of one or more genes and
environmental factors (called multifac-
torial inheritance). Some examples
include cleft lip/palate, clubfoot and
some heart defects

What are some common types of
birth defects?

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

« Structural/metjhohc abnormalities

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

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

on pregnancy anti birth
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Both genetic and nutritional factors
appear to play a role.

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

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

« Conxettitul infections

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

The most common congenital viral
infection is cytomegalovirus (CMV).
About 1 percent (40,000 babies a year)
of all newborns in this country arc
infected, although onlg about 10 percent
of them (.3,000-4,000) bave serious con-
sequences, including mental retardation,
and loss of vision and hearing. Pregnant
women often acquire CMV from young
children, who usually have few or no
symptoms.

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

® Other causes

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

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

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

Can birth defects be prevented?

While the causes of most birth defects
arc not known, there are a number of
steps a woman can take to reduce her
risk of having a baby with a birth defect.
One important step is a pre-pregnancy
visit with her health carc provider.
During this visit, the provider can obtain
valuable information about a woman or
couple’s family history, which may help
identify risk factors for birth defects or
inherited (I;enetic conditions. This infor-
mation allows for appropriate testing
and screening to be offered prior to or
during pregnancy. During a pre-preg-
nancy visit, providers also can take a
?_ood look at a woman's health and
ifestyle, and guide her in any changes
that could improve her chances of hav-
ing a healthy baby.

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

a baby with a serious birth defect.
However, if their blood sugar levels are
well controlled starting before pregnan-

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

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

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

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

Can some birth defects be diag-
nosed before birth?

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

Can birth defects be treated before
birth?

A small percentage of couples will learn
throu%h prenatal diagnosis that their
baby has a birth defect. While this news
can be devastating, prenatal diagnosis
sometimes can improve the outlook for
the baby. Advances in prenatal therapy
now make it possible to treat some birth
defects before birth. For example,

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

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

of delivery

Couples who have had a baby with a
birth defect, or who have a family histo-
ry of birth defects, should consider con-
sulting a genetic counselor, These
health professionals help families under-
stand what is known about the causes of
a birth defect, and the chances of the
birth defect recurring in another preg-
nancy. Genetic counselors also can pro-
vide referrals to medical experts as well
as to appropriat mupport groups.
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Call: 1-800-367-6630

Or write:

March of Dimes

P.0. Box 16J7

Wilkes Barre, PA 18703-165'

C March of Dimes Birth Delects Foundation. 7007
09-101 08 2/02

Sill . hill “strYytin |


http://www.marchofdimcs.com
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Mandated Benefits Added by the Legislature in the Last Ten Years

42.345 Coverage of newly bom children (federal requirement) (1975. amended in 1992.
1995, 1996, 1997)

42.347 Postpartum hospital stay coverage (federal requirement) (1996,amended in1997)

42.353 Acupuncture coverage (offer only, does not mandate coverage)(1990,amended in
1995, 1196, 1997)

42.355 Coverage for services of .nidwives (1981, amended in 1995, 1996, 1997)
42.365 Substance abuse treatment coverage (1988, amended in 1996, 1997, 2002)
42.375 Mammography coverage (1991, amended in 1995, 1996, 1997)

42.380 Phenylketonuria (1992, amended in 1995. 1996, 1997)

42.385 Dental, Vision, Health coverage (offer only, does not mandate coverage) (1992,
amended in 1996, 1997)

42.390 Coverage for diabetes treatment (2000, amended in 2002)

42 395 Prostate and cervical cancer screening (1996, amended in 1997, 2000)

42 400 Reconstructive surgery following mastectomies (federal requirement) (2000)



Friday, February 04, 2005 10:00 AV

American Academy of Pediatrics |

DEDICATED TO THE HEALTH OF ALL CHILDREN*

NMOaa

v IMMMi
Jfona. MD.FAAP
aoowmaoM.
MTawan>AKsaais
Bor/ao-wn

Bulto. MD.'wAP
mMao PIWW O Drivg m » * =+t
ﬁ;{}e@w* AKMOMOI

PoceBTTMMITO
P Qo

Tro-unr
%Af ACod % FAAP
4301_AMKI\/I\@V|%14<C\)N

rw a7iT29-Fvi6

frawt; WimaEAMHUNKNET
nnW' aawr
AlrtooT Tfonor

Anctwaa*, AK0S607

HmO, )w»wa*I»aa.oom

Janice Tower 907-340-0020

February 4,2005

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

Dear Representative Anderson and Members of the House LAC
Committee:

On behalfofthe pediatricians o f the Alaska Chapter of the American
Academy of Pediatrics | am writing to encourage your supportof HB 109:
Newborn Hearing Screening, Tracking and Intervention. Wc recommend
that all babies be screened for hearing loss before they leave the hospital.

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

Thank you for supporting HB 109.

Sincerely,

Thomas J. Porter, MD FAAP

President
American Academy 0f Pediatrics, Alaska Chapter
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February 3.2005

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

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

Dear Chair Anderson:

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

Gruenberg and McGuire.

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

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

We urge an “AYE” vote on HB 109.

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

. AK 99503 | toll-free 866-227-7447 | 907-341-2270 fax | toll-tr# 877-434-7598 TTY

3601 C Street Suite 1420 |Anchora8e . _ _
. Novell!, Chief Executive Officer | www.aarp.orjyak

Marie F. Smith. President | William


http://www.aarp.orjyak

02/03/2008 17:27 FAL 0073412270 AARP ALASKA STATE OPFICE

Thank you for your consideration.

Sincerely,

Marie Dirlin, Coordinator

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

586-3637 (voice)

463-3580 (fax)

CC:  Vice-Chair Pete Kott
Representative Gabrielle LeDoux
R-prescntative Bob Lynn
Representative Norman Rokeberg
Representative Hairy Crawford
Representative David Guttenberg

. Representative Jay Ramras

*1002
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Deer Representative Ramras:

| am wrtting n eupport of House Bill 106 (‘related to screening Newboms for Hearing Abut/), which
you have agreed to sponsor | am a pediatrician In private practice in Anchorage with 26 yews of
experience. | also serve as the Alaska Chapter Champion for the Early Hearing Detection and
Intervention Program for the American Academy of Pediatrics. The American Academy of Pediatrics
ent of programs in eech state for universal screening of al infants for hearin

supports the develoer nt o Inive , , ) [
deficits at or soon after birth in order In alow for aarty Identification and intervention of hearing Impaire
children In order to maximize their potential. There are several reasons that tils program is important

1. I tearing lose If one of the most common hirth defects. One In 3000 Infants are bom in AJaske
with permanent congenital hearing loss. Without universal newborn hearing programs, the
average age of detection of even Severe hearing loss Is 2-3 years old _

2. Hearing loss has a significant negative effect on children. This would seem obvious but many
studies Indicate the negative Impactof hearing loss ona chld's emotional and soctel
development as well as language delays that do not seem to progress even after diagnosis, in
some children, when that diagnosis is delayed. Even mild and unilateral hearing loss -
ﬁroblems that often defy detection much Io_rzjgerwﬂhout an objective early hearing screen- may

ave long lasting negative effects tothe chid.

3. Early detection and intervention of hearing deficits a|%nf|c_anDy helps chldran. Numerous
studies show that when children are d|agrosed with hearing loss and appropriate intervention
to augment hearing and provide appropr* 3 communication options are started early In ffe,
preferably before 6 months of age. significant and long lasting benefits are achieved by th*
children in language akils, emotional development, social and famlial adjustment

In order to achieve these benefits for children and foelr famiies, there are eevai*J steps that must
oocur that are benchmarks for a successful eerty hearing detection and intervention program and each
of these can be greatly aided by HB 109 as written:

1. Universal hearing screen for al newhoms - This first step Is already nearly achieved In Alaska.
Due to new advancementh screening technology almostal birthing hospitals either are or soon
WM be screening newboms for hearing loss. By atiowing norvaudioiogists to administer the screen
and M1 appropriately for this service, and askng insurance componies to cover this ‘standard of
g@}{ﬁr evfalu_?glon, all'infants in the state can have this evaluation hefore they leave foe hospital or

irthing facility.

2. When a hearing screen Isfailed, foey are referred or evaluation -Thie step may have one or two
Pens. A child vioo fals foe Initial screen is referred for re-ecrsen and If still abnormal, diagnostic
nter mention is performed by 3 month ofaga. Each Institution and/or the infants medical provider
are ruaponaUe for this step. The falure to return for re-screening or for diagnostic _testmfg

markedly reduces the effectiveness offoe entire program. With the trackhg provision of your biff.
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information wS be shared with a state program that can make sure tart each infant that needs
furtherintervention have this option provided for (hem. Wthout a state mandats, this Information
w | have to be st»M*d voluntarily between institutions, which wilt allow for some Imtitutiona to
Ignore this critical slap. Diagnostic Intervention Involves testing called auditory brainstem
response testing (Al I?Whmh Is only done by audlologists trained In tils proogrfons.

3. Once diegnooed, in order to receive maxfrnum benefit, parents should be preemtedwth
communication options and Intervention should begin before 6 months of age. These options may
incfode hearing aids (artiich are accepted by Infants much better f started In aarty Infancy), and
various communication options indudhg sign language and dhervteud cues. The parents and
the Infant's medical provider must serve as a medical home and have Information to make

ropriate nefemrto for subapedalty evaluation and community based resources in accordance

a
w%ﬁ the (ndMrfoals with Disabilities Education Ad.

Thank K,ou for sponsoring HB 109 which will assure that ouryounPest Alaskans have the opportunity
to have this moat common, but rvtsfote, birth defect diagnosed early wth appropriate intervention that
will offer long termfcsnefits for Iheir future. If 1 can be ofany assistance, pleese let me know.

Sinowely,

Martin F. Beals, Jr.. M. D.. FAAP
Alaska AAP Chapter Champion, EHDI program
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OO0 FOE RSO Alaska State Legislature stte Capiol, moom s

V-Chair, Economm Develop. Juneau, Alaska 99801-1182
Tourism & Trade (PO7)466-3004
House State Affairs RS.... 465-2070
119 N. Cushman St. Surte 207 Toll FAree: (877) 465-3004
Fairbarks, Alaska 99701
Phone: (907) 452-1088 o
Fax: (907) 452-1146 House District 10

To:

Fm:

House of Representatives

MEMO

Senator Frcci Dyson Chair, Senate Health~~ducation & Soc 1Services
Representative Jay Ramras
April 22. 2005 y

House Bill 109 - NewBom Hearing Screening and Tracking

Please accept this Memo as a request for the Senate Health, Education & Social Services
Committee to hear HB 109. "An Act relating to cstahlishing a screening, tracking, and
intervention program related to the hearing ability of ncwboms and infants; providing an
exemption to licensure as an audiologist for certain persons performing hearing screening tests;
relating to insurance coverage for newborn and infant hearing screening; and providing for an
effective dale.” HB 109 will protect newboms in Alaska by mandating thet infants receive
hearing screening al birth, and that follow-up care is provided for at risk infants.

Thank you in advance for scheduling HB 109 before the Senate Health, Education & Social
Services Committee.

Attachment to this meno:

Sponsor Statement

CSHB 109 (FIN)

CSHB 109 (L&C)

Original Copy of HB 109

Sectional

Fiscal Note - Health & Social Services

Zero Fiscal Note - Education & Early Development
Zero Fiscal Note - Commerce

House Labor and Commerce Committee Report

Representative_Jay Ramras@legis.state.ak.us
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e House Health, Education & Social Services Committee Report

e House Finance Committee Report

« Applicable statutes - AS 08.11.120, AS 21.42.347 - 347, AS 47.20

< Summary of articles with the following articles - (1) Why is Mandatory Newborn
Hearing a&=d Screening and Repotting So Important? (2) Alaska Early Hearing Detection
& Intervention Program Overview, (3) Locations of Newborn Hearing and Screening
Hospitals, (4) March of Dimes - Hearing Loss, (5) March of Dimes - Newborn Screening
Tests, (6) March of Dimes - Birth Defects, and (7) The Governor’s Council on
Disabilities ; J Special Education - FYO6 Legislative Priorities

» Correspondence and written testimony concerning HB 109

The information contained in this memo is CONFIDENTIAL and/or privileged. This memo is intended to
be reviewed initially by only the individual named above. [f the reader of this page is not the intended
recipient or a representative of the intended recipient, you are hereby notified that any review,
dissemination, or copying of this memo or the information contained herein is prohibited. If you have
received this memo in error, please immediately notify the sender by telephone and return this memo to
the sender at the above address.

Thank you

Representative_Jay Ramras@legis.state.ak.us
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FISCAL NOTE

STATE OF ALASKA Fiscal Note Number

2005 LEGISLATIVE SESSION Bill Version: HB109CS(FIN)-DHSS-DPH-04-15-05
() Publish Date

Revision Date/Time (Note Il correction) ~ GOTOCtod 41506 Dept. Affected: Health & Social Services

. RELATING TO NEWBORN HEARING .

Title SCREENING RDU Public Health
Component Women. Children and Family Health

Sponsor RAMRAS

Requester HOUSE (FIN) Component No. 2788

Expenditures/Revenues
Note Amounts do not Include inflation jnless otherwise noted below
OPERATING EXPENDITURES FY 2006 FY 2007 FY 2008 FY 2009 FY 2010 FY 2011

Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures

Grants & Claims 31.9 394 47.4 558 646 646

Miscellaneous
TOTAL OPERATING 319 394 47.4 55.8 64.6 64.6

CAPITAL EXPENDITURES.. _

CHANGE IN REVEN E 3(0) 1 i
1002 Federal Receipts (297, (1116) (1159 (1198)
1003 GF Match

1004 GF 319 39.4 771 1674 1805 1844

1037 GF/Mental HeaT

Other(Specify Type-dt N0t abbreviate)
Other(Specify Type-do NOt abbreviate)

TOTAL 319 394 47.4 55.8 64.6 64.6
Estimate of any current /ear (FY2005) cost:
Mark this box (X) if fui ding for this bill is Included in the Governor's FY 2006 budget proposal: [

POSITIONS

Full-time
Part-time

Temporary
ANALYSIS: (Altacr a separate page it necessary)

The intent of this bill i to ensure all newboms are provided with hearing screening within 30
days of their birth, and thet those identified with a positive screen or high risk factors receive a
second screen or diagnostic work-up, are enrolled in early intervention and receive treatnent as
needed. Projected costs a sociated with maintenance of the Early Hearing Detection and
Intervention program (EHDI) are based on the following assumptions: 1) The number of
newborns screened is based on the average number of births currently at 10,000 per year. 2)
The diagnostic rate of hearing loss is estimated to be at 0.3%o0f the 10,000 births=30 newly
diagnosed infants per year, however, not all newborns with hearing loss will be immediately
identified. 3) 90% of newborns would be screened by FY 06; 95%by FY 07; and 100%by FY
08 and beyond. (Continued on P.2)

Prepared by. Richard Mandsaqger. M.D. Phone 465-3090
Division Public Health Pat? Time 04/13/2005
Approved by: Joel S. Gilbertson. Commissioner___ Dale 04/15/2005
Agency Department of Health and Social Services

(Rl 9231 MY Page 10f3



FISCAL NOTE
FN#

STATE OF ALASKA
2005 LEGISLATIVE SESSION BILL NO HB109CS(FIN)-DHSS-DPH-04-15-05

ANALYSIS CONTINUATION
4) There is a need to follow an additional 10%of all newbons each year who arc at high risk for

later onset hearing loss during their first three years of life. Thus, the program requires a reporting
and surveillance system for tracking all ncwbonms and assisting them with ongoing hearing

screening, diagnostic and intervention services.

At present the Division of llealth Care Services is receiving two federal grants *  support the
development of this program. One grant, scheduled to be completed in March o f 05, covers the
expenses associated with development of the newborn hearing program, including assisting hospitals
with implementation and education, and professional and public educational information. The second
grant will end in August of 2005 and covers start up costs associated with the statewide early
detection/intervention surveillance and tracking system Doth grants have been submitted for
continuation funding for three additional years. This would provide funds for infrastructure costs
through March 2008 if anarded. General Funds are also being requested in FYOS to fund the fourth
quarter activities after the expiration of the continuation grant. This portion is shown as a switch fund

from Federal to GF.

The increased line item expenditures shown on page 1 will be utilized for:

GRANTS AND CLAIMS (S319in FY 06): Additional funds for special hearing resources would be
needed for the existing Early Prevention/ILP prograns to work with the anticipated increased
volume as children are identified earlier and thus require services during the 0-3 period. The
additional giant funds would be awarded incrementally over the next five fiscal years to allow for
increased capacity-building to support special hearing sendees for children identified with hearing
loss in preparation for school readiness and learning. The dollar figure is based on:

1) An average FY (b cost of S3.100 per newly enrolled infant, with a 3% inflation factor built in
annually. 2) Only assumes about 50% of the newly diagnosed infants would enroll in the early
intervention hearing resources program (10 new infants in FY 06; 12in FY 07; 4in FY 08; 16in

FY 09; and 18inFY 10and FY 11).

Ihe General Funds replacing Federal Funds (and so not shown as line item expenditures on page 1)
will be allocated by cost category as follows:

PERSONAL SERVICES (S72.0 covers all of these personnel expenses in FY 09 and assumes a 3.5
percent annual merit increase):

a) 0.5 FTE - EHDI Health Program Manager Il (R/19). This position oversees the maintenance of the
reporting and surveillance activities of the program, assures early intervention referrals, tracks high-
risk infants through the age of 3. provides outreach education to providers, and technical assistance
to health care facilities throughout the state.

b) 0.5 FTE - Administrative Clerk Il (R/10). This position provides administrative support and data
entry for the activities required for meintenance of a statewide newborn hearing screening program

TRAVEL ($1.0in FY 08): Travel costs are included for the EHDI manager to visit screening sites
for TA and program compliance. Additional travel funds would be required in FY 09 with the

termination of federal funding.

(Continued on P. 3)
Page 2 0f3



FISCAL NOTE
FN#

STATE OF ALASKA BILL NO. HB109CS(FIN)-DHSS-DPH-04-15-05

2005 LEGISLATIVE SESSION

ANALYSIS CONTINUATION.
SUPPLIES ($1.0in FY 08): This includes the cost of postage to mail brochures and technical
assistance resources.

CONTRACTUAL (527.7 in FY 08): Includes the actual cost of supporting web-based data and
surveillance system Cost averages at S3.00 per newborn. Costs also include those needed for the
reprinting of educational materials for parents and providers. Slight increases in contractual costs arc

included in FYO9 and beyond.

Page 3 of 3



Sec. 08.11.120. Audiology exemptions.

@ This chapter does not apply toan individial who practices audiology
consistent with the accepted standards and code of ethics of the individlal
profession as part of the individial 5 duties as

(D a physician licensed under AS 08.64;

(@ an employee of the federal government who s required to practice
audiology during the employment, if

(A the employer maintains appropriate supervision of the Individal™s
practice of audiology;

® tre Individal practices audiology as part of the duties forwhich the
individal isemployed;

(© the idivid.al pre rtces audiology n the faalitywhere the individal B
employed or under the supervision of the federal governmental unrtwhere the
individal semployed; and

() the Individial does not render or offer to render audiology services to the
public for compensation i addition to the salary the individual receives from the
federal governmental uitg

(©)] a student, intem, or resident pursuing a course of study naudiology at an
accredited college or a dinical training faality approved by the department, iftne
actaviies of the student, Intem, or resident constitute part of a supervised course
of study and the student, intem, or resident isdesignated as an "audiology
intem,”" “"audiollogy trairnee,’" or other titke approved by the department that clearly
indicates that the person s training to be an audiologist.

(b) Notwithstanding the provisions of this chapter,



(1) @ nurse licensed uncer AS 08.68 may perform hearing sensitivity
evaluations;

(2) an inividual licensed as a hearing aid dealer under AS 08.55 may deal in
hearing aids,

(3) an incividual holdling a class A certificate issued by the Conference of
Executives of American Schools of the Deaf may teach the hearing impaired;

(4) an incividual may engage in the testing of hearing as part of a hearing
conservation program that complies with the requlations of the Occupational
Safety and Health Aoministration of the federal govemment if the incivictal is
certified to do the testing by a State or feckeral agency acceptable to the
Occupational Safety and Health Administration.

(c) An individual who 1S nat an aucliologist, but who is exempt under this
section, may not use a fitle or description stating or inplying that the person is an
audiologist.

(d) An individual exempt under (a)(2) of this section may consuit with and
disseminate research findings and scientific infommetion to accredlited academic

Institutions or governmental agencies, and offer lectures to the public for a fee,
monetary or atherwise, without being licensed uncer this chapter.

(e) An individual who is nat licensed under this chapter but who teaches the
practice of audiology inan audiologist training program at a college or university
may use the title "auciologist” but may nat practice auidiology.



)

Sec. 21.42.347. Coverage for costs of birth.

(2) A health care insurer who provides coverage for the costs of childhirth
shall also jprovidke coverage for the costs of hospitalization or meiical care
following chilchirth for a period of nat less than

(1) 48 hours after a vaginal birth; and
(2) 96 hours after a caesarean birth

(o) Excet as otherwise reguired to provir” coverage specified under (a) of
this section, this section does nat affect a payment arrangement entered into
between a hospital or health care provider and a health care Insurer.

(c) This section may not be construed to require hospitalization or meclical
care as described under (a)(1) or (2) of this section if the mother giving birth and
the mother's health care provider agree that the mother and any newoom child of
the mother should be discharged earlier than required under (a)(1) or (2) of this
Section.

(d) In this section,

(1) "nealth care insurer™ has the meaning given in AS 21.54.500 ; "health
care insurer” includes the Comprehensive Health Insurance Association as

described InAS 21.55.010 ;

(2) "health care provider™ means a person licensed in this state to provice
health care services.

Exem ption ofproceeds, annuity contracts. [Repealed, Sec 14

ch 62 SLA 1982. Forcurrentlaw see AS 09.38.025 (a)].



AS 47.20
Sec. 47.20.060

It Is the purpose of this chapter to

(1) Subject to the availahility of funding, provide quality leaming and related
early Intervention family Support services to eligible children under the age of
three who have developmental delays or disanilities and, ona discretionary
basis, to those children under the age of three who are at sk of developmental

delays or disabilities;

(2) bring together and make optimal use of all available federal, state, local,
and private resources for the benefit of children under the age of three with
developmental delays or disahilities and their families;

(3) exppand and Improve existing leaming and early intervention services and
to provide and arrange for comprehensive services through local agencies and
Statewioe support programs.

Sec. 47.20.070. Establishment of program

(a) The department, with the assistance of the Governar’s Coundall for the
Handicapped and Gifted, shall establish a coordinated, comprehensive,
statewide system of multidisciplinary interagency programs that provice
appropriate early intervention services to eligible persons under this chapter.

(b) The department is the lead agency for purposes of federal law with
respect to the administration of the earty intervention services System reguired
under (a) of this section. The department shall establish and administer the
system required uncer (a) of this section so that the state is eligible for the
maximum avallable funding from pulblic and private sources.



() Inconnection with the System established under (a) of this section, the
department sl

(1) develop a state plan that icentifies the best methads of providing services
to children undeer the age of three with cevelopmental elays or disabilities and
their families and report to the governor on the extent to which that plan is being
implemented in the State;

(2) develop and implement an eaucational program conceming the nature
and effects of developmental delays and disablities;

(3) serve as a clearinghouse for educational materials and informetion aboit
developmental delays and disablities;

(4; organize and encourage training programs for persons who provice
services to children under the age of three with developmental delays and
disabilities and their families;

(5) establish a training program for paraprofessionals who provide services
to children under the age of three with developmental delays and disabilities and
their famllies;

(6) cooperate with other public and private agencies and incividuals to
facilitate the transition of children served inthe early intervention system to the
formal ecucation systent

(7) icentify and use all oublic and private resources avallable to the state;

(8) monitor and evaluate the services proviced to ensure the demonstrable
effectiveness of the services and compliance with state and federal law and
department policy regarcing the provision of early intervention Services.



Sec. 47.20.075. Grant authority.

The department may award grants for covered services to children and their
families who are eligible under this chapter.

Sec. 47.20.080. Program eligibility.

(2) A child and the cnild's family are eligible for core early intervertion
services and additional early intervention services under this chapter if the child
IS Under the age of three and

(1) experiencing developmental delay or cisahlity; or

(2) at nsk of experiencing developmental delay o disahlity if early
Intervention Services are not provickd

(b) If the department estimates that funding available for services uncer this
chapter will be insufficient to provice services to all persons who are eligible
uncer (a) of this section, the department shall eliminate coverage for services in
the following orcer;

(1) additional early intervertion services for persons eligible under (3)(2) of
this section;

(2) additional early intervention services for persons eligible under (a)(1) of
this section;

(3) core earty intervention services for persons eligible under (3)(2) of this
Section; and

(4) core early intervention services for persons eligible under (3)(1) of this

Section.
Sec. 47.20.090. Anding and evaluating eligible participarts.



(a) The department shall establish a comprehensive system for finding
chiloren i .idl their families who are eligible for services under this chapter. This

child find system must

(1) Include a public awareness program focusing on earty identification of
developmental™ delayed and disabled chilcren under three years of age;

(2) provice for participation by primery referral sources; and

(3) Incluce procedures with timelines for referral of eligible participants to
SErvice provicers.

(b) The department shall, within 45 days after a child's referral for services
under (a) of this section, ensure that all affected public agencies and service
provicers

(1) provick for a comprehensive muitidisciplinary evaluation of the

functioning of the child and the needs of the chilo!'s family so that the family can
appropriately assist in the development of the child

(2) in consultation with the child's parents, develop a wrtten indivicualized
Service plan that identifies how the needs of the child and the family could be
met.

Sec. 47.20.100. Individualized family service plan

The incividualized family service plan developed under AS 47.20.090(b)(2) shall
be based on the evaluation conducted under AS 47.20.090(b)(1) and must
Inclucke, subject to AS 47.20.080 (b),

(1)  provisions for case management services to implement the plan,
Induding the name of the case manager from the profession most immediately



relevant to the childls or family's needs who will be responsible for the
Implementation of the plan and coordination with other agencies and persons;

(2) a statement of the child's present levels of physical development,
cognitive development, language and speech development, psychosocial
development, and self-help skills, based on appropriate objective criterig;

(3) a description of the family's concems, priorities, and resources as they
relate to the future enhancement of the child's cevelopment;

(4) a description of the specific early intervention services that will help meet
the unique needs of the child and the family, inclucing the frequency, intensity;
and method with which the services should be delivered;

(5) the projected dates for initiation of services and the anticipated duration
of the services,

(6) an outline of the major outcomes expected to be achieved for the child
and the family along with the criteria, procedures, and timelines that will be used
to determine the degree towhich progress toward achieving the outcomes are
being made and whether modifications or revisions of the oLtcomes or Services

are necessary, and

(7) & statement of the steps that will be taken to support the transition of the
chid and the family to the use of services avallable under other appropriate
programs, indluding programs for children who are three years of age or older.

Sec. 47.20.110. Other duties of the cepartment.

(@  The cepartment shall adopt regulations necessary to implement this
chapter, including regulations



(1) for personnel development, including preservice and in-service training
programs for provicers of early intervention Services,

(2) to govem resolution of intra-agency and interagency disputes aboit the
provision of services under this chap ter and the financial responsibility of the
respective parties for those Services,

(3) that ensure that services are provided to children and their families ina
timely manner pending the resolution of cispute - among public agencies or
SENVICe provicers;

(4) provicing for due process with respect to the rights of children and
parents who are eligible for services uncer this chapter; the regulations must
provice that during the pencency of a complaint about a change in services, the
child and family shall continue to receive the prior services unless the state and
the family otherwise agree, o, ifthe complaint relates to an apyplication for initial
services, the child and family shall recelve the services that are nat in dispute;
and

(5) for the award of grants under this chapter.

()  The department shall establish a system for compiling data onthe
numbers of children and their families inthe state who need early intervention
services, the numuers being served, the types of services provided, and other
Information as required under federal law. Personally identifiable informetion
obtained under this chapter is confidential for purposes of AS 40.25.110 -
40.25.120.

Sec. 47.20.290. Definttions,

Inthis chapter,
(1) "aoditional early intervention Services" means



(A) family training and counseling;
(B) speech pathology and auciology;
(C occupaﬂona] therapy,

(D

(F) medical services only for diagnostic or evaluation purposes; and

(G) health services for the child that are necessary to enable the child to
benefit from the other early intervention Seices;

(2) "core early intervertion services means
(

A

) Case management Services;
) special instruction; and

(B
(C) early identification, screening, and assessmert;
(3) "department” means the Department of Health and Social Services;

(4) "developmentally delayed" means functioning at least 15 percent below a
chronological or corrected age or 15 stancard deviations below age appropriate
nomns in ane or more of the following areas: cognitive development, g« motor
development, sensory development, speech or language development, or
psychosocial development, including self-help skills and behavior, as measured
and verified by appropriate diagnostic instruments and procedures or through
Systematic observation of functional abilities in a daily routine by two
professionals and a parent, cevelopmental history, and appropriate assessment
[proceclures;



)

()  "disability" means having an icentifiable physical, mental, sensory, or
pSychosocial condition that has a probatility of resulting in developmental delay
ever though a developmental delay may not be exhibited at the time the
condition is identified, inclucing

(A) chromosomal abnormalities associated with delays in development, such
as Down's syndrome, Tumer's syndrame, Comelia de Lange syndrome, or fragile

X syndrome;

(B) other synaromes and conditions associated with delays in development,
such as fetal alcohol syndrome, cocaine and other drug-related syndromes,
metabolic disorders, cleft lip, or cleft palate;

(C) neurological disorcers associated with delays in development, such as
cerebral palsy, microcephaly, hydrocephaly, spina bific, or periventricular
leukomalacia;

(D) sensory impairment, such as hearing loss or deafness, visual loss or
blindness, or a combination of hearing and visual loss that interferes with the
child's ahility to respond effectively to environmental stimulus;

(E) congenital infections, such as rubella, cytomegalovirus, toxoplasmosis, or
acquired immune deficiency syndrome;

(F) chronic illness or conditions that may limit leaming or development, such
as cystic flbrasis, bronchopulmonary dysplasia, tracheostomies, amputations,
arthitis, or muscular dystrophy;

(G) psychosocial disordlers, stich as reactive attachment dis”er, infant
autism, or childhood schizaphrenia; or

(H) atypical groL1h pattems consistent with a prognosis of developmental
delay based upon parental and professional judgment, such as failure to thrive;



(6)  “early intervention services" or "seices" means Services that are
designed to help meet the developmental needs of a child under the age of three
Who is developmentally delayed or disabled o at sk of developmental delay or
disahility or the needs of the child's family so that the family can support the
child's cevelopment.



FRANK H MURKOASK], GOVERNCR
State of Alaska

PO Box 240249 + Anctiorage Alaska 99524-0249 « Phone 907-269-8990  Fax 907-269-8995 ¢ Toll Free 888-269-8990

FY06 Legislative Priorities

Fiscal Plan

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

risk for negative, unpredictable life changes

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

long range fiscal plan

[>°ntal Services

Governor Murkowski will introduce legislation to expand Medicaid coverage for adult recipients
that will include preventive and restorative dental services. Proposed coverage will be capped at
$1,150 annually The Alaska Mental Health Trust Authority has agreed to contribute $5 4
million over five years toward the costs of dental services for Trust beneficiaries. In FY0O3, costs
of emergency dental care totaled $2.2 million. Over time, the State's investment, coupled with
the Trust funded donated dental and dental training prograns, will significantly reduce the cost

for emergency dental services

Recommendation: The Council urges adoption of the Governors legislation to include adult
preventive dental coverage under Medicaid

Bring the Kids Home

At any given time approximately 400 children are served in costly out-of-state placements

Governor Murkowski's initiative will develop a support system within the state to allow Alaskan
children to receive services near their homes and families. State expenditures will decrease as

children are moved home and supported in their communities. The Council recommends that all
cost savings realized in this initiative be reinvested in Keeping Kids Home

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

Creating Change That Improves The Lives Of People With Disabilities
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Additional Legislative Recommendations

Grant dollars for PD services

Investing general fund dollars in DD community grants will save the state money Grant-funded
services are generally low cost and if provided at the nght time, help keep families together and
avert high-cost crisis situations. Although some services were one-time services or did not
completely meet people’s needs, in FYO2 the average cost of grant-funded services was $6,683

compared to the State's share ($32,500) of a waiver.

Recommendation: The Council urues that the legislature increase eeneral fund dollars for DD
community grants.

Canital Funding for Assistive Technology and Home Modifications

The Governor's budget includes $300,000 for assistive technology and home modifications that
will enable the Division of Vocational Rehabilitation to get more Alaskans to work.

Recommendation: The Council urges that this capital request be funded

— ~Universal Newborn Hearing Screening

Using national incidence rates, the Department of Health & Social Sen ices estimates that
congenital hearing loss is likely to be present in 30 of the 10,000 babies bom annually Thirty-
eight (38) states have passed UNHS legislation. The average lifetime costs in present dollars tor
persons with hearing loss are estimated to be $417,000 (CDC 2004). With appropriate early
intervention, children with hearing loss can leam and progress at a rate similar to children with
normal hearing, underscoring the importance of early diagnosis and intervention (Yoshinaga-
Itano. 2003). In addition, early intervention for children with hearing loss has been associated
with higher language development scores and newborn hearing screening is projected to be cost-

effective because of anticipated gains in lifetime earnings. (CDC, 2004)

Recommendation: The Council urues passage of UNHS legislation
Increase in Formula Funding and Two-Year Funding Cvcle for Education

This initiative will allow school districts to know how much funding they can rely on, which will
help them retain staff The increase in formula funding will allow them to better address student

needs throughout Alaska.

Recommendation: The Council urges that school formula fundine be increased and that
education be funded on a two-year cvcle.
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February 17. 2005
(H) HESS HB 109

IN SUPPORT OF HB 109 "SCREENING NEWBORNS FOR HEARING ABILITY"
Daar members of the (HHESS Committee:

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

Reco?nizin the importance of universal hearing screening of newboms asa critical public health Intervention,
the Alaska PuWk Health Association encourages )(ou to support HB 109. Hearing impairment is the most
common disability In newboms, Impacting 2-3 children out of every thousand. Identified early, these children
wUl not be left behind during the most critical period for speech and language development: hirth to 3 years.

Late identification of Infant hearing loss presents a significant public health problem. Without screening,
children with hearing km are usually not identified until two years of age or later, which resulu in significant
delays in speech, language, sodal, cognitive, and emotional development - and a greater coat ror Services.

Research has shown that children Identified at birth wth mlld-to-severe hearing km who receive Intervention
before they are 6 months of age fall within a normal range of Ian(T;uage comprehension and expression as well
as social development by the dme they are ready to begin school. By contrast, children with hearing km
diagnosed after sot months of age experience significant delays in both language and sodal development. The

cost savings of early Intervention is significant.

HB 109 offers an important first soap In providing newbom hearing loss screening. Tec we urge you to not
stop at the hospital or birth center, as what happens after screening Is also Important Families need to receive
appropriate Information and services following newbom Searing screening and to have their chik vn begin
receiving Intervention sendees by six months of age. It is also critical the team working wfth the child measure
the Impact of early identification of hearing loss on development tracking gams made and areas to develop.
The public health surveillance system must be in place for the Early Hearing Detection Program to be effective.

To quote from Dr. Marion Downs, the world-renowned pioneer In pediatric audiology. “If a child can be
identified at birth and receive Immediate Intervention, we have done ourg)obs," sheaid. "On the other hand, if
we don't detea the hearing loss until the child reaches 2 years ofa%eor eer, that child has, In most cases,
lostthe opportunity to catch up whh others his or her own age. Why, wien 0fthe tools we hove, would we not
SﬂGEd the t|me tO estabkh a model forscreemng and eorff intervention In our notion’s hospitakr That |S the

challenge before us In Alaska.
HB 109 akes an importantsteP in bringing forth universal hearing, building on the success of Alaska’s hospitals
and hirthing centers who are already voluntaril screemn?, to assure all newboms will be screened. W ith

appropriate screening and follow up services, HB 109 will assure our children who are deafor hearing
impaired receive the early Intervention services they need to develop their fullest potential. Thank you.

Mari* J Laviine. Executive Director Alaska Public Health Association

P.0. Box 8-1825 Anchorage, AKM609 907/3*2 1030 c*twy/: ptfcHcheakhOelMtalnet wwwjdaakapubllo. mMvory



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

I was bom as a hearing child. However, | had to have a blood transfusion from a stranger

when | was five days old. due to my rare blood type Due to this blood transfusion. |
became deaf, but no one realized it till 1 was about 2 years old.

Even as a toddler, | could speak a little bit and mimicked by brother while playing with
toys. My grandmother finally figured out that 1could not hear, realizing | never
responded when they called my name. Only when a loud noise occurred, such as a stomp

on the floor, did 1 look their way.

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

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

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

friends all over again.

If this bill is passed, it will also allow parents of newborn babies with hearing loss to gc*
information immediately and begin preparing for life with a child who is deaf. It is
difficult for organizations like SAIL to identify and assist persons who have hearing loss;
a much better way to do this is to catch the baby and family at the beginning of life. 1do
not want to see people with hearing loss have to go the hard way like me.

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

The newborn hearing screen would be best for all needs so the parents of the baby can
start early to learn lo cope with the child and their lives would he easier! This bill will



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



DEPARTMENT of HEALTH & SOCIAL SERVICES

DIVISION of PUBLIC HEALTH

PO BOX 110610
JUNEAU, AX 99811-0610
PHONE ~ (@) 465-3020
FAX (S07) 4654632

February 3,2005

The Honorable Jay Ramras
Alaska State Legislature
State Capitol Room 104
Juneau, AK 99801

Dear Representative Ramras:

Thank you for your support of newborn hearing screening. | write to offer some suggested
amendments to HB 109 on behalf of the Administration. We believe these changes, mostly
technical amendments to update language and programmatic information but a couple more
substantive, will help make the bill more supportable. Our proposed amendments are as follows:

1. Page2

2.

3

Line 15: Change the “90 percent” to 100%.”
Line 16: Change the date of “January 1, 2007" to “January 1, 2008.”

Page 3.

Line 19: change the word “test” to “screen.”
Line 20 change the word “test” to “evaluation.”

Page 4

Line 3: change the word “tested” to “screened.”

Line 11: add the following: “Results of all newborns screened will be reported to the state
early hearing, detection and intervention (EHDI) program on a regular basis to ensure
appropriate tracking, surveillance and intervention."

Line 14: Change the number of births from 50 to 20.

(Rationale: We currently have screening programs and equipment in place in all 23 of the
communities where birthing centers exist (either hospital based or free standing birthing
centers). The screening equipment is either owned by the hospital and the hospital
administers the program or the equipment is owned by the state program and in place at
the public health nursing centers. Additional equipment could possibly be purchased and
placed in other public health nursing centers as needed if the number of out of hospital
births in the community' warranted its placement.)

Line 18: Change the word “testing” to “screening.”

Line 20: Change the word “tested” to “screened.”

Line 24: after the words “speech and language skills” include the words “psychosocial



and cognitive development.”

Line 25: add “(3): notify the state early hearing, detection and intervention (EHDI)
program of the newborn’s screening results.”

Line 30: Change the word "testing" to "'screening."

4. Page 5:
Line 1 Change the word “testing” to *“screening”

Line 10: Change the word “testing” to "'screening
Line 14: Add the following: “Signed refusals by the parent(s) will be sent to the state
program for tracking”.

Lines 15-19: Delete this entire section.
Rationale: Payment methodologies for screening both during the hospital stay have been

established with the recent revision of Medicaid regulations and the accompanying
provider billing manuals. It is not feasible for the department to take on the costs and
reimbursement processes that would need to be established in order to reimburse the

hospitals for non-paying patients.
Line 22: Change the word “tested" to “screened"

5. Page 6: Section 47.20.320:
Line 12 include the words: “certified nurse midwife, direct entry midwife,...."

6. Page 7
Line 6: change “and the value of early hearing testing” to “and the value of early hearing
screening, tracking and intervention.”
Line 10: change the word “testing™ to “early hearing screening, detection, and
intervention.”

Line 13: add a new section:
Section: 47.20.360. Performance Evaluation. The Department will collect and compile

performance data to ensure that the Early Hearing Detection and Intervention (EHDI)
program is in compliance with this section, including the number of infants bom, the
proportion of all infants screened, the referral rate, the follow-up rate, the false-positive

rate, and the false-negative rate.
(@) Testing Performance Standards.
(1) Each newborn hearing screening program should have a false-positive rate of 3% or

less.
(2) Each newborn hearing screening program should have a false-negative rate of 3% or

less.

(b) Oversight Responsibility. The Department shall exercise oveisight responsibility for
EHDI programs, including establishing a performance data set and reviewing
performance data collected pursuant thereto by each hospital, birthing center or public

health nursing center.
Line 25: Change “30 decibels” to “40 decibels.”



7. Page 8: After line 2, add the following definitions:
9. “Health Care Insurer” means any entity regulated by the Insurance Commissioner,

including, but not limited to, health care insurers; health, hospital or medical service plan

corporations; or health maintenance organizations. _ _
10. “Hearing screening test” means automated auditory brain stem response, otoacoustic

emissions, or another appropriate screening test approved by the state Department of
Health and Social Services.

Sincerely,

RiCuaiu ivimiuaagti, ivul/
Director, Division of Public Health



Sosm Wafttr
P.O. Box 770658
Eagle Rfrer, Alaska
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February 3, 2005

Representative Jay Ramras
State Capitol
Juneau, Alaska 99801-1182

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

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

Dear Representative Jay Ranras:

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

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

hearing.

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

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

acquisition.

I have testified for previous versions of this bill at an earlier time and stage in my son’s speech
and language development when we (the family) were still hoping it was all going to work. Now
we have no doubts - he is cruising! | make no attempt to quantify or reduce his progress to a
dollar value or to predict what he will be when he moves on into the world of work. But | know



Son Walker
P.0.Box 770658
Eafie River, Alaska
Pk 907-696-1995 Eaai"lt&niaonjiiK.ari

one thing for certain - he will not be limited by his hearing loss. At 5 years old he can have
telephone conversations with family and friends, communicate with them directly when visiting,
advocate for himself in the classroom and in the recreational and cultural activities in which he

participates.

How often do you think about the importance of good language and writing skills to your success
and effectiveness as a legislator? Communication is key to your job. Early detection and
intervention works. Early detection and intervention opens doors that have been closed to many:

children with hearing loss deserve that key to open up their world to language and sound.

Sincerely,

Susan Walker

Distribution:

Sponsor and Cc-Sponsors
Representative Jay Ramras
Representative Les Gara
Representative Jim Elkins
Representative Peggy Wilson
Representative Max Gruenberg
Representative Lesil McGuire

Labor and Commerce Committee
Representative Pete Kott
Representative Gabrielle LeDoux
Representative Bob Lynn
Representative Norman Rokeberg
Representative Harry Crawford
Representative David Guttenberg

House Leaders
Representative Ethan Berkowitz
Representative John Coghill
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Message Page 1of 1

Douglas Owen

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

Dear Rep. Ramras,

I want to thank you and give my support for HB 109. As an audiologist and speech pathologist working with
children with hearing loss |feel that it is critical that children with hearing loss are found early. Research and
personal experience show that children who are identified with a hearing loss early and receive appropriate
intervention, do better academically. They are provided more choices in communication options and develop
better speech and language skills. Please let me know if there is anything I can do to help support the passage of

this bill.

Sincerely,

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

1/28/2005


mailto:lowens@tetongravity.com

FEB-02-05 02:47

CdarWLALj..A

VWuuuivimy, rccruary

- — c 1 o101 o F—o

my YTl

s BN DRI s 12 SO755220

QwoU IhU thsUohml ofFotrU nki
KA Box 74430
[>*irt«Jb, AK. 99707

w»wM*Mfolrh»tlk'LUrt

Koohition ia support ef eatabHihlaf a icreeaiag, tracking, ami
inlerveadoa program related to '%he bearing ability of MwboAi and
infant*

Wherc*s thirty to forty babies honi annually in Al<u&*are Hkcly to have
some type or congenital hearing low*; and

Whereas approximately 50% of newborn* with hearing low* are i*ot
identified aid will not be Identified until 18 mo*, to 3 yean of age; and

Whoreus undetected hearing lots cun result in lifelong delays in language,
cognitive, aocio-emolional and academic development; and

Where* * over the educational lifetime of achild, substantial amounts of

money would be saved if, os a result of early identificationand
intervention, the most appropriate educational Jetting for the child is a
tegular nruuiwtrcam ciasuoom instead of a self-contained clawroora or a

adfcuaUincd program; and [

Whereas Ihe prevalence of congenital hearing lons at 3 per 1000 birth*
nation wide is substantially higher than the prevalence of phenylketonuria
(PKU), hyperthyroidism, or sickle coil anemia, which urr required for
aereoning In every state;

Now therefore beit, solved that Quota International olTairbjmkx, a
service organization focused on the speech and hearing impaired,
wholeheartedly supports IfR 109 “on act to establish a screening, trucking,
anfd intervention program related to lhe hearing ability of newboms and
infrnts

Resolution #1 Adopted unanimously by the general membership on
Kebruary 1,2005,6 pm Regency Hold, iairbaniu, Alaska.

Amy Hie
907-452-1751 wk.
907-456-5982 fax

Y. ULVU4
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adn.com
Anchorage Delly News

Job's Daughters help kids take a HIKE toward hearing
GRANTS: Girls ages 10-20 raise money for fund, other projects.

By ASTA CORLEY
Anchorage Daily News

(Published: January 26, 2005)

Lauren Rust, 11-month-old daughter of Suzanne and Todd Rust
and unofficial "granddaughter” of former Alaska Rep. Cheryll
Helnze, failed her newborn hearing screening at birth. When she
was 3 months old, doctors confirmed she had mild to moderate ,
Local members of Job's Daughters

hearing loss at low frequencies, and moderate to severe hearing -~ - .
. . participate in a blanket party in

loss at high frequencies. December at the Masonic Temple.

Pictured from left: Tl'eri Lino, Becky

Doctors counseled Suzanne to speak clearly while allowing Boggs, Danya Eskridge, Kaylynn St.

Lauren to see her face during interaction. She was urged to find John, Damesha Shine and Jocelyn
opportune, quiet times to be expressive and vocal while Lauren Moore. (Photo courtesy of Job"s
absorbed her environment. With the help of hearing aids, Daughters)

Lauren's hearing has significantly improved.

"The minute | knew she could hear me, | was so much more
relaxed," Suzanne said.

Lauren's family has applied for help from the Hearing Impaired
Kids Endowment, or HIKE, the global charity of the International

Order of Job's Daughters.

The HIKE fund was established to provide grants to assist
hearing-impaired children and raise public awareness for Job’s
Daughters, a nonprofit organization for girls ages 10 to 20 who
are descendants of Master Masons, a community service

organization for men. Jeanne Hineman, left, the

international head of Job's
Founded in 1920 by Ethel T. Wead Mick in Omaha, Neb., the Iuaiﬁgglt’lerai’tﬁtet?\;l]:sgn?g'I%Crzo?grin
group gets its name from the 15th verse of the 42nd chapter of Anchorage and visited with Suganne
the Book of Job: "In all the land were no women found so fair as Ryt and her daughter Lauren. The

the daughters of Job; and their fathers gave them inheritance group's Hearing Impaired Kids
among their brethren."” The group promotes citizenship, Endowment project helps children
patriotism, leadership, organization, teamwork, self-reliance like Lauren, who experiences

hearing loss. (Photos courtesy of

and community service.
Job"s Daughters)

"This organization is near and dear to me," said adult adviser
Susan Anderson of Anchorage. "There's a basis behind

everything we do to bring these young girls into womanhood." Click on photo to enlarge

Last year, Anchorage Job's Daughters raised $675 for HIKE. Funds from the national organization
allowed them to distribute $20,000 in HIKE grants to Alaska children, and they hope to award a

similar amount this year.
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Hearing ImPairment is the most common disability In newborns, with a higher Incidence than
cerebral palsy, Down Syndrome and severe mental retardation, according to Early Hearing

Detection and Intervention statistics.

In the United States, three children Inevery 1,000 — about 12,000 a year -- are born with hearing
loss, according to EDHI figures. Of the 10,000 babies born in Alaska annually, 30 to 40 experience

some type of congenital hearing loss.

Any child, newborn to age 20, with hearing difficulties is ell%ble for a HIKE grant. Besides hearing
aids, grants may also he used for other hearing devices such as dosed-caption converters for
television, computers and training. Actual funds disbursed depend on a need assessment by a
doctor but can go as high as $4,000. It's also possible to reapply for funds.

Suzanne and Todd Rust are owners of Rust's Flying Service In Anchorage and K2 Aviation In
Talkeetna. Testing for Lauren during her first three months cost about $5,500. The Rusts estimate
they will pay $8,000 for Lauren's hearing aids, which are accompanied by an FM system (a small
one-way radio device that allows one to hear conversation and other sounds within a certain

range), as well as audiology services.

"Her hearing aids are super Important to her," Suzanne said. "It's healthy for brain develoFment to
hear sounds." Early intervention helps the child keep pace with language and speech development

and not fall behind in school.

When Heinze decided not to run for re election for the state House of Representatives, she had to
liuidate her campaign account and made a $1,750 donation to HIKE. Chugach Electric Association
also made an unsolicited donation. All donations are channeled to the International fund, and

contributions are tax-deductible.

Job's Daughters has more than 20,000 men jers.throu%hout Canada, Australia, the Philippines,
Brazil and the United States. Individual organizations of the group are called bethels. In Alaska
there is only one -- Bethel No. 1, Anchorage. Established in 1957, it has 18 active members. Past

activities of the Anchorage branch Include an Aces hockey night, swim parties, lunches, game
board nights, and fund-raising projects for HIKE and the group's travel fund.

East High School freshman Kaylynn St. John, 15, joined last year.
"It's more of a team experience," she said. "It's like we're a big family."

After the terrorist attacks of Sept. 11, 2001, the group traveled to Canada on a friendship visit.
And this past summer 11 members went to Casper, Wyo., for an international meeting.

The group's community service has included helping a charter school with its fund-raising auction,
and conducting food drives, clothing drives and the annual HIKE Penny Drive from April 15 to May

15.

Last %_/ear, the Fred Meyer Foundation gave Job's Daughters a $913 grant to purchase materials and
supplies to moke no-sew polar fleece blankets for Anchorage organizations. The group is creating
50 blankets for donation to residents of the Anchorage Pioneers” Home and the Salvation Army’s
McKinne.l House. They are looking for a skilled volunteer to make a blanket out of the remaining

scraps for a silent auction to raise money for HIKE.

Anderson underscores the value of including the girls In community service at a young age. She
enjoys serving as a mentor to tt em.
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"This is an organization where youn? girls can learn to fail and still succeed, to withstand peer
pressure, and above all, to develop logic and reasoning skills that enable them to think for

themselves," she said.

Daily News reporter Asta Corley can be reached at acorlev@adn,com.

MEETINGS OF THE ANCHORAGE BRANCH OF JOB'S DAUGHTERS are at 10:30 a.m. on the second
and fourth Saturdays of each month at the Masonic Temple, 1431 Eagle St. For more Information
about Job's Daughters or the HIKE program, call Susan Anderson at 344-6475.

Copyright C 2005 The Anchorage Dally New* (www.adn.com)
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Josh Applebee

From: Phyllis Kiehl [pkiehl© pol.net]
nt: Friday, February 04, 2005 8:45 AM
0; . Rep. Tom Anderson
Ub]eCt: HB 109, Hearing screening

Dear Rep. Anderson,

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

1. Hearing loss if one of the most common birth defects. One in 3000 infants are born in
Alaska with permanent congenital hearing loss. Without universal newborn hearing programs,
the average age of detection of even severe hearing loss is 2-3 years old 2. Hearing loss
has a significant negative effect on children. This would seem obvious, but many studies
indicate the negative impact of hearing loss on a child®"s emotional and sccial development
as well as language delays (that do not seem to progress even after diagnosis in some
hildren, when that diagnosis 1is delayed).
Even mild hearing loss or even when only one side is affected may have long lasting
negative effects to the child. It affects interactions in the family, too.
3. Ea: ly detection and intervention of hearing deficits significantly helps children.
Numerous studies show that when children are diagnosed w th hearing loss and appropriate
intervention to augment hearing and provide appropriate communication options are started
early in life, preferably before 6 months of age, significant and long lasting benefits
are achieved by the children in language skills, emotional development, social and

familial adjustment.

Due to new advancements in screening technology ,nor.-audiologists can administer the
screen (and bill appropriately for this service). By asking insurance companies to cover
this ’“standard of care" evaluation, all infants iIn the state can have this evaluation

before they leave the hospital or birthing facility.
Universal hearing screen for all newborns is essential for Alaskan children.
Please support HB 109.

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

Phyllis” numbers:
Home: 907/345-3394
Office: 907/562-2120
Beeper: 907/275-2030
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Senator Red Dyson
Chatonen, Senate Hm Mv EducaBoni
TMidM OwVICQSUOHTHTM

Faec (907)405-4887
Re. House BID 109

Apri 28,2005

Dear Senator Dyson:

lam a pediatrician in Anchorage, who is serving as Chapter Champion for the Early Detection or
Hearing impairment and Intervention (EHDI) Program for the Alaska Chapter of the American Academy
of Pediatrics. The principles of the EHDI Program have been endorsed by the American Academy of

Pediatrics, the Center for Disease Control, the National institute of Health and numerous other

o0 ganizattons. The basic goals of lhe program are (1) Screening of all newboms for hearing
Impairment by 1 month of aJ€ (preferably before hospital discharge), (2) Identification of all children
bom with hearing Impairment (using diagnostic testing by audldogtets) by 3 months of age. and (3)
intervention fa children diagnosed with hearing toes with appropriate communication options and
technologies by 6 months of age. The essential goal of the program is to allow children with hearing
impairment to develop language skills equivalent to hearing chidren. There Is plentiful evidenoe that
deaf chldren who are diagnosed and receive appropriate help early in life can develop language skills
along normal lines, even before school entry.

InOrder to further the development of Ihe EHDI program in Alaska, lam endorsing and askrg fa
your support of House Bill 109, sponsored by Rep Jay Ramras. This bill seems to contain elements
thatwll help Alaska achieve the goals of this program for Alaska's children.

Hearing loss is the most common birth defect. The ability to minimize the negative effects of
deafness on children Iswhy the Alaskan March of Dimes is supporting this bill. Before the technology
that permits the screentog of newboms. pediatricians tried to pick up children with hearing problems as
early as we could, but it was often not until 2-3 year of age. and often later with milder hearing
impairments. Several Alaskan hospitals have been doing routine newborn hearing screening for over 6
years and Incorporated the charges into their routine newborn charges. Due to the efforts of our state
EHDI coordinator, working through the division of Matemal/Chld Health, and using federal grant
money, the equipment that is used to test newborn hearing is now avalable in all the state’s birthing
hospitals. Despite this avalability, without requiring hospitals to routinely offer this servloe and report
their results, we are sure that many of our state’s parents do not receive the opportunity to have this
(hopefully) reassuring test of their chiefs hearing. It Is estimated that Alaska is 48 out of 50 statBS In
newborn heartog screening.

I hope when you understand better the merits of this bll than you wfl agree to support IL
understand that there have been some concerns about the insurance ramifications. While I certainly
can’t speak for the insurance company, they have not opposed this bll. As Isaid, the test has been
done Inthe largest birthing hospitals In Alaska for many years and will continue to be. Nationwide, over
90% of al newboms undergo this screening and in ova half of the states al the hospitals are screening
99% of newboms. In other words, this is not a new burden to the insurance industry end I cant
imagine that such a relatively Inexpensive screening test that Is almost universally accepted as
"standard of care’ for all newboms would have almost no Impact on any insurance plan. I would only
affect plans that already cover maternity benefits.

The economic Impact of the program Is another Issue that I'm sure a legislator must conslda.
have nothing to do with the fiscal note and 1Imsure if a chld’s deafness is diagnosed earlier, then
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services to that chid wifi be started earlier | have already stated the positive benefits of this early
diagnosis. | believe there are significant cost savings far chldren who are diagnosed earlier. I'm suré
you could appreciate toat a child who starts school with significant language delays require many more
Special services than children with normal language skis. “Special Education students cost about twice
what "normal stuoents" c%ﬁ%school system.  But the cost savings go beyond that. One study
Indicated that compering costs far deaf children wth normal language skills and with delayed
language skis, children with delayed lan uagie skills wll cost $50,000 more In Special Ed services,
require 4 times the cost In vocational rehablltatJon and have a lost earmngs productivity of over
$350,000. How much early diagnosis can offset these discrepancies cannot be catcjtated.” But that
there %re flskc):lal as well as sodal. behavioral, educational, and humanistic advantages to this program
are undeniable.

“Senator Jyson, | have been a pediatrician far 26 years and this is toe first time | have been involved
with endr.slng a M| and trying to educate legislatorS about Its advantages. As | have said, my task is
to support the EHDI program and | have been told that House Bill 109 will be necessary if Alaska is to
succeed in effectively offering this |_Program to it? citizens. If there are am_ concerns that you have
ahout the medical aspects ofthis bH, | want to do all | can to alleviate them, i hope that you wilt review
this letter and other correspondence coming to you and listen to the testimonies when the biN comes
before your Health, Education, and Sodal Services committee. Practice concerns will not allow me to
fly to Juneau this session, but if there are any questions about the medical aspects of this bit | can
answer, please feel tee to cal me at my work number during the day or at my home number
(907.349.1594) inthe evenings.

Thank you for your attention,

Martin F. Beals, Jr., M. D.. FAAP
Alaska AAP Chapter Champion, EHDI program
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1161 Elsinore Way Apt 1
Wasilla. AK,99654

January 31, 2006

Senator Fred Dyson
10928 Eagle River Rd Ste 238
Eagle River, AK 99577

Dear Sen Dyson,

I am writing as one of your constituents concerned about the public health importance of the
major birth defect, congenital hearing loss | understand that there is a bill which needs to be
introduced in order to establish and make mandatory Newborn Hearing Screening at birthing

facilities throughout Alaska

January is designated as Birth Defects Prevention Month, In Alaska each year, approximately
10,000 babies are bom According to national statistics, about 30 of them will have some type of
congenital hearing loss Hearing impairment is the most common birth defect, more common than

cerebral palsy, Down Syndrome and severe mental retardation

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

with normal hearing

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

As a Speech/Language Pathologist who works with preschool children with speech and language

delays, 1want to ensure that all children are given what they need to become productive members
ofour communities | know you do also. Please support the introduction of legislation requiring

newborn hearing screening, reporting and follow up
Thank you for your attention to this very important matter
Sincerely, /w

Frances Graves, M .S.
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Jason Hooley

From: Sen. Fred Dyson
Sent.  Tuesday, February 07, 2006 5:19 PM
To: Jason Hooley

Subject: PW: HB 109

9

From: Lisa Owens [mailto:lisa@akspeechdinic.com]
Sent: Friday, February 03, 2006 5:34 PM

T0: Sen. Fred Dyson

Subject: HB 109

Dear Senator Dyson,

lam currently in Washington DC attending the Early Hearing Detection and Intervention conference. After
meeting with several other state officials 1am writing again to ask for your support for HB 109. Thirty nine states
now have legislation in this area. Several other states have pending legislation. The results from the states
which now have mandatory screening are fantastic. They are screening on a national level 92% of babies born in
the United States. They are catching more infants than ever with hearing loss and intervention is beginning by 3-
6 months of age. This has reduced the amount of therapy and other intervention services which will be a hugh
savings to the state. 1would love to share the information that | learned at this conference. Rep. Walsh from New
York, who sponsored the federal legislation spoke and is committed to providing additional funding to states which

are actively working to establish EDHI programs.

Please schedule this bill for the HESS committee as soon as oossible. |strongly believe in the demoncratic
process. Ifeel that this bill deserves to be heard and the citizens of Alaska deserve a chance to testify in support
of this bill. There is no objection from insurance companies or any otner .ndividuals to my knowledge. Why is this
bill not getting scheduled for a hearing? 1would welcome the opportunity to speak with you on the information we
gathered while attending this important conference cn newborn hea'ing and intervention (EDHI).

Thank you for your time ;ind consideration.

Lisa Owens, M.A., CCC-3LP/A
Alaska Speech & Hearing Clinic, LLC
4048 Laurel Street, 303

Anchorage, AK 99508

(907) 562-4550

2/8/2006
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Cheryl L Scott
5000 Co.inry Club Lane
Anchorage, AK 99516

Representative
State Capitol
120-4h

Juneau. AK 99801

Dear Representative.

In Alaska each year, approximately X =00babies arc bom and according to national statistics,
about 30 ' f them will have some type of congenital hearing loss. My son is one of those babies.
Heanng aimcent is the it ,tcommon birth defect, more commmon than cerebral palsy, Down

Syndrorr  :dsevere mental retardation.

Mandatory newborn hearing screening of all babies bom in the stale allows them to be screened
for heanng loss. Without mandatory screening in the newborn period, the ave.age age of
identification of a hearing impairment is 2-3 years of age. Since the most important period of
speech and language development is from birth to age three, delay in diagnosis can impair a
child’s language, speech, psycho-social, and cognitive development. Through early
identification, children identified at birth with a hear»ng loss can learn and progress at a rate

comparable to those with normal hearing.

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

with his few words and halting signs.

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

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

Sincerely,

Cheryl L. Scott, (Justin’s mom)
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Daniel E Kmidsen
P.0O. Box 35426
Juneau, AK 99103

February 24, 2005

Senator Fn. Dyson
State Capitol, Room 121
Juneau, AK 99801-1182

Dear Senator.

Birth defects arc the leading cause orinfant mortality in the United Stales. 1amanting as one ofyour
constituents concerned about the public health importance ofthe major hirth defect, congenital hearing

loss

Jan&axry hu, been designated as Birth Defects Prevention Month. In Alaska each ¥]ear, approximately
10000 habies arc bom and according to national staristica, about 300 fthem will have some type of
congenital hearing loss. Hearing impairment is the most common birth defect, more common than
cerebral palsy. Down Syndrome and severe mental retardation.

Mandatory newborn hearing screening of ail babioa bom in the state allows them to be screened for
hearing lose. In the absence ‘mandatory screening in the newborn period, the average,age of
identification ofa hearing impairment is 2-3years ofage. Since the mor important period of speech and
language development is from hirth to age three, delay in djagnosis canjpalir achild’s lan uage, speech,
ﬁsycho-soual, and cognitive development. Through Cerly identification, children identified at birth with a
earing loss can learn‘and progress at a rite comparable to those with normal hearing.

In addition, mandatory - ->rting by birthing facilities ofhearin% screening results to the State of Alagka’s
Early Hearing Detection A Intervention fEHDI) Program, wil] help to ensure that children, with possible
bearing loss receive timely diagnostic evaluation and, if necessary, are enrolled into early intervention

servicés at (be earliest possible tune

| wsnt to ensure that all children are given whet is needed to become productive members ofour |
communities. | know you doalio. Please supportthe addition of HB' 1requiring newborn hearing
screening, reporting arid fellow up. Let me know how rcan assist you or your staffwith additional
T%natlon. | can be contacted by email it; iiomuaudmmnnrfJ vilipo coin, or by telephone at (907) %/-

Thanks for your attention to this important matter.

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



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

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

newborn 'if aring screening.

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

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

community support system.

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

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

this bill.



03/03/2006 14 59 FAX 907 269 3465 STATE CF ALAKA HCS «002/002

Robin M.Gibson
631 W. Gail Dnvc
Wasilla, AK 99634

March 4, 2006

Representative
Slate Capitol

120- 4th

Juneau, AK 99801

Dear Representative,

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

retardation.

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

comparable to those with normal hearing.

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

imperative time frame.

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

I want to ensure that all children have what they need to become productive members of our
communities. Please support the addition of HB 109 requiring hewborn heanng screening,

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

Thanks for your attention to this important matter

Sincerely,

Robin M. Gibson


mailto:Gibson6@mtaonlinc.net
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A. RP Alaska

March 3,2006

The Honorable Fred Dyson, Chair
Senate Health, F.ducation and Social Services Committee
Alaska State Capitol, Room 121

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

Dear Chair Dyson:

On behalfof the members of AARP in Alaska, we encourage you and your colleagues on
the Senate Health, Education and Social Services Committee to support HB 109,
authored by Representative Jay Ramras and co-sponsored by your Committee colleague
Kim Elton as well as Senator Ellis, Davis, Guess and Kookesh Twenty House members

signed on as co-sponsors, including twelve Republicans and eight Democrats.

AA RP is not only a “senior organization." We are also an organization of grandparents
cou'.emed about the quality of health of all Alaskans of all ages.

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

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

live.

AARP urges an"AYE" vote on HB 109.

3301 C Street Suite 1420 1 Anchorage, AK 99808 I toll-free 466 127-7447 1 907-341-2270 fax | toll-free 8774347504 TTY
Marie £ Sith, President |William D Nowelli, Chief Executive Officer 1 wwwwaarp org/ak
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Should you have any questions about our position, please feel free to contact me (586-
3637) or Patrick Luby, AARP Advocacy Director (907-762-3314).

Thank you for your consideration.

Sincerely,

Marie Dariin, Coordinator

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

586-3637 (voice)

463-3580 (fax)

CC; Vice-Chair Gary Wilkcn
Senator Lyda Green
Senator Kim Elton
Senator Donny Olson
Representative Jay Ramras



03/03/2006 10 00 FAX 907 269 3465 STATE CF ALASKA HCS 12011/012
Page 10f2

Message

Wood, Thalia

From: Sherria, Con
Son* Wednesday. March 01. 2006 11:51 AM
To: Birch, Stephanie: Wood, Thalia; 1 iBa@aktherapedico.com’

Subject: FW A plea from a constituent- Letter to Senators

Famt Stephen Poptchak* <tpopkh3kOcaty.org>

TO:
<Serutor_Lyda Greeti@Hgts.statr.ak. us>, <ScnatorFred Qyson@)*}ti. state. ak. us>, <Senator K)m Enon@tegrs tietc.sk_ us>, <Senator Oonak) 0
QC: Xhnstma Keenan” Zdtecnan@eaty.org>, Tarterris® <cstterrts@mn.com>, TraigL Hcencd <dleener@icatg-org>

Subject: A plea horn a constituent

pare: Wed, 1Mar200611:11:21 m0900

Honorable Senators-

I ?n writing to you to implore you to vote to have mandatory hearing screening on all newboms, which is to
be addressed in HB 109 on Monday, March 6. My name is Stephen Popichak and 1am heanng impaired. |

was bom with German Measles in 1965, and my hearing loss is aresult of that disease. | was not diagnosed
as being hearing impaired until | entered kindergarten. | was not fitted for heanng aides until |1 was 16 years

old.

Why is this important? What did it do to my school life and home life? It is very simple, | struggled in

almost every aspect of my life. Learning was a struggle for me, as 1was unable to hear instructors and had to
ask repeatedly to have things shown to me. | could not hear my friends who were trying to help me. tm? 4
learning and living very very difficult. Had 1been diagnosed earlier and fitted for heanng aides earlier, |
believe that my life, both in school and outside, would have been much easier. The need for early detection of
possible hearing loss can greatly help children. If parents and teachers are made aware of problems with a
child, they can compensate so that learning is individualized making the child feel included, not special or
different, thereby providing them with an environment that will help them more efficiently. Having hearing
loss detected at birth would increase the chorees that a child can get the help they need so they do not lag in

school and life.

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

and being accustomed to them.

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

hear...give newboms that opportunity as well.

3/3/2006
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Thank You -

Stephen Popichak

Early Head Start Famity Services Manager
Council ofAthabascan Tribal Governments

PO Box 33 , Fort Yukon AK 99740 907 662 3266 spopichok(frcatgorg

PO Box 367, Fort Yukon, AK 99740-0367 907 662.6440

3/3/2006



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number
2006 LEGISLATIVE SESSION Bill Version CSHB 109(FIN)
( Publish Date:
Revision Date/Time (Note if correction): Dept Affected; Commerce
Title Screening Newborn For Heanng/Audiologist RDU Corp. Bus & Prof Licensing C 17)
Component Corp, Bus & Prof Licensing
Soonsor Ramras el al
Requester Senate Health & Social Services Component No. 2360
Expenditures/Revenues (Thousands of Dollars)
Note Amounts do not include inflation unless otherwise noted below
OPERATING EXPENDITURES FY 2007 FY 2008 FY 2009 FY 2010 FY 2011 FY 2012
Personal Services
Travel
Contrar*ual
Supplies
Equipment

Land & Structures
Grants & Claims
Miscellaneous

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 00
CAPITAL EXPENDITURES
CHANGE INREVENUES ( ) 0.0 | 0.0 0.0 0.0 | 0.0 | 0.0 |

FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts |
1003 GF Match

1004 GF

1005 GF/rrogram Receipts

1037 GF/Mental Health

1156 Receipt Supported Services
TOTAL 0.0 0.0 0.0 0.0 0.0 0.0

Estimate of any current year (FY2006) cost: 00
Mark this box (X) if funding for this bill is included in the Governor's FY 2007 budget proposal:

POSITIONS
Full-time
Part-time
Temporary

ANALYsIs:  (Attach a separate page iinecessary)

This legislation amends the Audiology statute Sec 3 AS 08.11.120(b). It does not have a fiscal impact the
operations of the division.

Prepared by Katherine Mason. Administrative Manager Phone (907) 465-2144
Division Corporations, Business and Professional Licensing Date/Time 3/3/06 5:14 PM
Approved by: William C Noll. Commissioner Date 3/3/2006
Agency Commerce, Community, and Economic Development

Page lof1

(Revised a/7/2005 OMBI



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number:
2000 LEGISLATIVE SESSION Bill Version: HB 109CS(FIN)-DHSS-DPH-03-06-06
() Publish Date
Revitlon Dale/Tima (Note If corroction). Updated 3/3/06 Dept. Affected: Health & Social Services
Title RELATING TO NEWBORN HEARING RDU Public Health
SCREENING
Component Women, Children and Family Health

Sponsor RAMRAS
Requester SENATE(HES) Component No 2788
Expenditures/Revenues (Thousands of Dollars)
«UIP, -MMVUI'? yv "Ul n.uuuc
OPERATING EXPENDITURES FY 2007 FY 2008 FY 2009 FY 2010 FY 2011 FY 2012
Personal Services
Travel
Contractual
Supplies
Equipment
Land & Structures
Grants & Claims 394 474 55.8 64 6 64.6 64.6
Miscellaneous

TOTAL OPERATING 394 474 55.8 64.6 =6 64.6

ICAPITAL EXPENDITURES

ICHANGE IN REVENUES (0) 1 1 1 1 1

FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts (297) (111.6) (1159 (11998 (126.2)
10u3 GF Match

1004 GF 394 771 167 4 180.5 1844 1908

1037 GF/Mental Health

Other(Specify Type-do not abbreviate)
Other(Specify Type-do not abbreviate)

TOTAL 394 47.4 55.8 64.6 64.6 64.6
Estimate of any current year (FY2006) cost:
Mark this box (X) if funding for this bill is included in the Governor's FY 2007 budget proposal: [
POSITIONS
Full-time
Part-time
Temporary
ANALYSIS: (Attach a separate page il necessary)

The intent of this bill is to ensure all newboms are provided with hearing screening within 30
days of their birth, and that those identified with a positive screen or high risk factors receive a
second screen or diagnostic work-up, arc enrolled in early intervention and receive treatment as
needed. Projected costs associated with maintenance of the Early Hearing Detection and
Intervention program (EHDI) are based on the following assumptions: 1) The number of
newboms screened is based on the average number of births currently at 10,000 per year. 2)
The diagnostic rate of hearing loss is estimated to be at 0.3% of the 10,000 births=30 newly
diagnosed infants per year, however, not all newboms with hearing loss will be immediately
identified. 3) 95% of newboms would be screened by FY 07; and 98% by FY 08 and beyond.
(Continued on P.2)

Prepared by: Richard Mandsaaer. M.D. Phone 465-3090
Division Public Health Dale/Time 03/03/2006
Approved by: Karleen Jackson. Commissioner Date 03/06/2006
Agency Department of Health and Social Services

(Ravited 077/2005 OVB) Page 1of3
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STATE OF ALASKA N
2006 LEGISLATIVE SESSION BILL NO HB109CS(FIN)-DHSS-DPH-03-06-06

ANALYSIS CONTINUATION

4) There is a need to follow an additional 10% of all nhcwboms each year who are at high risk for
later onset hearing loss during their first three years of life. Thus, the program requires a reporting
and surveillance system for tracking all newboms and assisting them with ongoing hearing
screening, diagnostic and intervention services.

At present the Division of Public Health is receiving two federal grants to support the maintenance of
this program. One grant, scheduled to expire in March 2008, covers the expenses associated with
maintaining the newborn hearing program, including assisting hospitals with implementation and
education, and professional and public educational information. The second grant will end in August
of 2008 and covers costs associated with the statewide early detection/intervention surveillance and
tracking system. This provides funds for infrastructure costs through FYOS. General Funds arc also
being requested in FY08 to fund the fourth quarter activities after the expiration of the continuation
grant. This portion is shown as a fund switch from Federal to GF.

The increased line item expenditures shown on page 1will be utilized for:

GRANTS AND CLAIMS ($39.4 in FY 07): Additional funds for special hearing resources would be
needed for the existing Early Prevention/ILP programs to work with the anticipated increased
volume as children are identified earlier and thus require services during the 0-3 period. The
additional grant funds would be awarded incrementally over the next five fiscal years to allow for
increased capacity-building to support special hearing services for children identified with hearing
loss in preparation for school readiness and learning. The dollar figure is ba,,ed on:

1) An average FY 05 cost of $3,100 per newly enrolled infant, with a 3% inflation factor built in
annually. 2) Only assumes about 50% of the newly diagnosed infants would enroll in the early
intervention hearing resources program (12 new infants in FY 07; 14in FY 08; 16in FY 09; and 18

in FY 10, FY 11 and FYI2).

The General Funds replacing Federal Funds (and so not shown as line item expenditures on page |>
will be allocated by cost category as follows:

PERSONAL SERVICES ($72.0 covers all of these personnel expenses in FY 09 and assumes a 3.5

percent annual merit increase):

a) 0.5 FTE - EHDI Health Program Manager Il (R/19). This position oversees the maintenance of the
reporting and surveillance activities of the program, assures early intervention referrals, tracks high-
risk infants through the age of 3, provides outreach education to providers, and technical assistance

to health care facilities throughout the state.
b) 0.5 FTE - Administrative Clerk Ill (R" 1). This position provides administrative support and data
entry for the activities required for maintenance of a statewide newborn hearing screening program.

TRAVEL ($1.0in FY 08): Travel costs are included for the El IDI manager to visit screening sites
for TA and program compliance. Additional travel funds would be required in FY 09 with the

termination of federal funding,

(Continued on P. 3)
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FISCAL NOTE
FN#

STATE OF ALASKA P
2006 LEGISLATIVE SESSION HIM. NO. HB109CS(FIN)-DHSS-DPH-03-06-06

ANALYSIS "QNTINUATIQN
SUPPLIES ($1.0 in FY 08): This includes the cost of postage to mail brochures and technical

assistance resources.

CONTRACTUAL ($27.7 in FY 08): Includes the actual cost of supporting web-based data and
surveillance system. Cost averages ;*$3.00 pei newborn. Costs also include those needed for the
reprinting of educational materials for parents and providers. Slight increases in contractual costs are

included in FY09 and bey >d
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My n3nie is Leena Onglcy and | work as an Early Intervention Specialist on the North Slope |
have a Master’s Degree in Early Childhood Education and hold Certificates of Clinical
Competence in both Audiology and Speech and Language Pathology.

In the absence of mandatory hearing screening in the newborn period, the average age of
identification of acommunicatively significant hearing impairment is around the child’s second
or third birthday In many parts of rural Alaska this may not happen until the child reaches
school age. Since the most important period for speech and language development occurs during
the time between birth and the child’s second birthday, research has clearly demonstrated that a
delay m diagnosing a hearing problem will have a serious negative impact on the child’s long—

term educational outcome that can last a lifetime.

Each year about 10,000 babies arc bom in Alaska, and about 30 of them will have some type of
congenital heanng loss, a fact based on national statistics. The number sounds small and
insignificant, however, hearing impairment is one of the few birth defects where highly
specialized methodology of language and communication intervention in the early years prevents
future problems and enable? these individuals lo function as productive adults in literate modern

societies.

Furthermore, being able to refer to a normal newborn hearing screening result when evaluating
children for hearing loss associated with middle ear fluid provides critically important data on a
change in the child’s heanng status. Baseline data provided by the newborn hearing screening
helps parents understand there has been a change in the baby’s hearing, and a timely medical

evaluation by a specialist is indicated.

Having provided early intervention services in rural Alaska for years, our program data indicate
that five out of ten children livuig in many villages have chronic ear pathology accompanied by
mild to moderate hearing loss by ihe time they rum one. The most serious long term consequence
of fiequent ear infections is a language delay that in many cases contributes to difficulty learning
to read and write It is uncanny that schools in this region also report thai only about half of their

high school graduates read and write at grade level.

Getting back to the early idmtification of hearing problems, mandatory reporting infant hearing
screening results to the State of Alaska’s Harly Heanng Detection & Intervention Program helps
ensure thai children with potential hearing loss receive timely diagnostic evaluation and. if
necessary, arc enrolled into early intervention services as soon as the communicatively

significant bearing problem is identified

In case of hearing impairment, early services make the difference between an adult who has
problems reading and writing, and ihosc who can read and wnic with ease.

Please support HB 109 thai mandates newborn heanng screening, reporting and follow up
services as needed, and thank you for yonr attention to this important matter.
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Senate HES Committee Hearing
March 6,h, 2006

Tcstimony

I’'m Debbie Golden, Director of Program Services for the Alaska Chapter of March of Dimes. I've
been an Alaskan resident for 26 years, a registered nurse for 24 years and have worked as a public
health nurse in Alaska for 15 years. I’'ve lived in Fairbanks, Fort Yukon, and Anchorage, so I’'ve had
the opportunity to see health carc systems in action in different settings in Alaska.

I’m here to ask you to pass HB 109! For 50 years experts have emphasized the need to detect hearing
loss early in life. March of Dimes has a long history of advocating (or healthy babies and supports
mandatory newborn hearing screening. | think the benefits of babies being able to hear probably go
without saying at this point. HB 109 is a very good bill that does 3 things

= Requires that all newboms are screened for hearing loss

e Tracks .ollow-up to be sure children who need confirmatory diagnostic testing get it

e Assists parents and health care providers to secure further services for kids w'ho need them
The fiscal note for the bill is a mere $39,400 for FY 2007.

The beauty of this bill is its simplicity. HB 109 simply will assure the good things wehave in placeto
address newborn hearing loss won’t go away. It’s not about building complex new systems, because
the Early Hearing Diagnosis and Intervention program is in place. It's not about burdening rural health
care providers with new duties, because they already have equipment and conduct screening. And it’s
not about making Medicaid or private insurance companies pay for expensive new services, because
they’ve been covering the small cost associated with newborn hearing screening since 1998 and intend
to continue. HB 109 simply will assure:

= we can maintain the effective program we already have

- that screening babies all over the slate will not fall by the wayside as time goes by.new duties

are added, and staff turnover occurs, and

= new insurance companies that may enter the scene will adhere to state standards
In addition, HB 109 will prevent children from falling between the cracks. Newborns will be less likely
to be missed being screened and children less likely to have delayed intervention or be lost to follow-

up.

We choose to protect children and promote their health in many ways. We know infants benefit from
having their hearing loss identified. Appropriate interventions improve their hearing and language
dramatically, improve their performance in school, increase the quality of their lives and decrease
economic costs to society. Why would we deprive Alaska and its newboms the benefits accorded by

HB 109? Thank you for passing HB 109!

Respectfully submitted.

Debbie Golden, MS, f~NC/
Director of Program Services

The mission o fthe March oj Dimes Birth Defects Foundation is to improve the health o fbabies by preventing birth defects,
premature birth and infant mortality.



