


ANCHORAGE WATER UTILITY
RATE HISTORY
1992 THROUGH 2004

Type of Rate Effective  Single Commercial
Rate Increase  Date of  Family Metered
Docket/Order Increase Received Increase Rate Rate
per U-90-64(4) Permanent 6.00% 3-Jun-92  $24.75 $3.14
per U-94-89(5) COSS  Cost of Service (1} 0.00% 1-Jun-95  $25.80 $2.64
per U-04-023(1) Interim 1361% 23-Feb-04  $29.35 $3.00

Cost of Service rates reallocate costs to customer classes without charging the total
revenue to the Utility
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ANCHORAGE WASTEWATER UTILITY
RATE HISTORY
1992 THROUGH 2004

Type of Rate Effective

Rate Increase Date of

Docket/Order Increase Received Increase
per U-90-64() Permanent 14.89% 8-Juu-92
per U-94-88(5)COSS Cost of Service(l] 0.00% 1-Jun-95
per LO# 10001127  permanent -2.75% 1-Jan-01
per U-04-022(1) Interim 8.06%  23-Feb-04

Single
Family
Rate

$21.65
$21.80
$21.20

$22.90

Cost of Service rates ijallocate costs to customer classes without changinc

the total revenue to the Utility
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FISCAL NOTE

STATE OF ALASKA Fiscal Note Number
2005 LEGISLATIVE SESSION BillVersion: HB109-DHSS-DPH-02-04-0S
() Publish Date:
Revision | atenime (Note it coi.ectiun) 02/04/05 8:00 AM Dept Affected Health & Social Services
RELATING TO NEWBORN HEARING
Title SCREENING. AUDIOLOGISTS, AND RDU Public Health
INSURANCE

Component Women. Children and Family Health
Sponsor RAMRAS
Requester HOUSE (1.&C) Component No 278B

Exponditures/Revenues (Thousands of Dollars)
Note: Amounts do nut 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 8 Structures
Grants & Claims 319 39 474 558 646 64 6

Miscellaneous
TOTAL OPERATING 319 394 47.4 55.8 64.6 64.6

CAPITAL EXPENDITURES

CHANGE IN REVENUES (0)
FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts (297  (1116) (1159 (1199

1003 GF Match
1004 GF 319 394 771 167 4 1805 1844

1037 GF/Mental Health
Other(Specify Type-do not abbreviate)
Other(Specify Type-do not abbreviate'
TOTAL 319 394 474 55.8 64.6 64.6

Estimate of any current year (FY2005) cost:
Mark this box (XI if funding for this bill is included in the Governor's FY 2006 budqget proposal:

POSITIONS
Full-time

Part-time

Temporary

ANALYSIS: (Attach a separate page it necessary)

The iniert of this bill is to ensure all newborns 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, are enrolled in early intervention and receive treatment as
needed. Projected costs associated with maintenance of the Early Hearing Detection and
Intervention program (EHDI) arc 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% of 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 Mandsaaer. M D Phone 465-3090
Divisior, Public Health Date/Time 02/02/2005
Approved oy Joel S. Gilbertson, Commissioner Date 02/04"2005
Agency Department of Health and Social Services

(R*vi»#d 6/73/2004 OMB) Page '‘of 2



FISCAL NOTF.
fnn

STATE OF AVASKA .
Kit ' NO. HB109-DHSS-DPH-02-C4-05
005 LEGISLATIVE SESSION

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

onset hearing loss dui mg their first three years of life. 1hus, the ,/rogram requires a reporting and
surveillance system for tracking all newborns and assisting them with ongoing hearing screening,
diagnostic and intervention services. 5) The department is proposing elimination of Sec. 47.20.310 (Q).
It is not possible on this short notice to determine the increased cost to the department of the mandate

included in (g). and therefore this fiscal note assumes that subsection (g) is deleted.

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 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. Both grant” have been submitted for
continuation funding for three additional years. This would provide finds for infrastructure costs

through FY 08 if awarded.

The increased line item expenditures shown on page | will be utilized for;

GRANTS AND CLAIMS ($31.9 in FY 06): 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 pefod. 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:

I) An average FY 05 cost of $3,100 per newly enrolled infant, with a 3% inflation factor built in
annually. 2) Onl> assumes about 50% of the newly diagnosed infants would enroll in the early
intervention hearing resources program (10 new infants in FY 06: 12 in FY 07: 14 in FY 08; 16 in FY

09; and 18 in FY 10 and FY I1).

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

PLRSONAL SERVICES ($72.0 in FY 09, assume . a 3.5 percent annual merit increase thereafter):

a) 0.5 FTE - EI1DI 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 activitie: required for maintenance of a statewide newbon. hearing screening program.

TRAVEL (S1.0in FY 08): Travel costs arc included for the EHD1 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.

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

resources.

CONTRACTUAL ($27.7 in FY 08V Includes the actual cost of supporting web-based data and
surveillance system. Cost averages at $3.00 per newborn. Costs also include those needed for the

reprinting of educational materials lor parents and providers.



HOUSE COMMITTEE REPQ T

(7)

Date Referred to Committee: January 26, 2005 FURTHER REFERRALS: HES
Finance

Date of Committee Action:

The LABOR AND COMMERCE Committee considered: UK 109

HOUSE BILL NO. 109 SCREENING NEWBORNS FOR HF \RING ABILITY

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

Recommends it be replaced with [ ]1IK'S 0f [~]| CS for . U fcipq ( )
For Senate Bills with new title: /] Technical Title / ] New Title: lICR [ 1Same Title [ J New Title

[ ] attach amendments
[ ] add new referral to Committee
(J Letter of Intent Committee

lsl of NEW FiscAL NOTES PREVIOUS FiSCcAL NOTES

for _ #Assigned by Chief Clerk’s Office List by )cpt(s):  FN#  Fiscal  Indet.  Zero
Ilep'\lﬂs: List by l)ept(s):  eFN# Fiscal  Indet.  Zero

ED X

i DP | DNP NR AM
Sicnirfi with recommendations Printed Last Name

L ytik) y

A L Lj NC«X /
OIVVTE/\)6&h Y.

QMW Ed(@d> |
\ y AC*LE>E6CY

Chair: A ud& w K
Chair:



Josh Applebee

From:
Sent:
To:

Cc:

Doris Robbins [drobbins@ gci.net]

Monday, February 07, 2005 6:03 PM

Governor; Sen. Albert Kookesh; Sen. Ben Stevens; Sen. Bert Stedman; Sen. Bettye Davis;Sen. Charlie Hnqgins;
Sen. Con Bunde; Sen. Donny Olson; Sen. Fred Dyson; Sen. Gary Stevens; Sen. Gary Wilken; Sen. Gene
Therriault; Sen. Gretchen Guess; Sen. Hollis French; Sen. John Cowdery; Sen. Johnny Ellis; Sen. Kim Elton; Sen.
Lyda Green; Sen. Lyman Hoffman, Sen. Ralph Seekins; Sen. Tom Wagoner; Rep. Berta Gardner; Rep. Beth
Kerttula; Rep. Bill Stoltze; Representative_Bill_Thomas@legis.state.ak.us%20; Rep. Bob Lynn; Rep. Bruce
Weyhrauch; Rep. Carl Gatto; Rep. Carl Moses; Representative. Dan_0Ogg@ legis.state.ak.us; Rep. David
Guttenberg; Rep. Eric Croft; Rep. Ethan Berkowitz; Rep. Gabrielle LeDoux; Rep. Harry Crawford; Rep. Jay Ramras;
Rep. Jim Elkins; Rep. Jim Holm; Rep. John Coghill; Rep. John Harris; Rep. Kevin Meyer; Rep. Kurt Olson; Rep. Les
Gara; Rep. Lesil McGuire; Rep. Mark Neuman; Rep. Mary Kapsner: Rep. Max Gruenberg; Rep. Mike Chenault;
Rep. Mike Hawker; Rep. Mike Kelly; Rep. Nancy Dahlstrom; Representative_Nick_Stepovich@legis.state.ak.us;
Rep. Norman Rokeberg; Rep. Paul Seaton; Rep. Peggy Wilson; Rep. Pete Kott; Rep. Ralph Samuels; Rep. Reggie
Joule; Rep. Richard Foster; Rep. Sharon Cissna; Rep. Tom Anderson; Rep. Vic Kohring; Rep. Woodie Salmon

Governor Murkowski; carol_fleek@labor.state.ak.us; wally_frank@labor.state.ak.us;
jim_swanson@ labor.state.ak.us; beau_kelly@labor.state.ak.us

Subject: HB 109/ SB 68 -Screening Newborns for Hearing Ability * SAVES MONEY *

Governor.

Senators,

Representatives,

| heard 11B 109 debated today and the focus seemed to be on how much insurance premiums would go up. 1think
insurance companies will support early testing as a cost saving measure!

From NIH:

Almost 1/1000 children are born deaf.

All babies should he tested prior to leaving the hospital after birth.

There is a new inexpensive method of testing.

Ask the insurance companies if earlier detection is cheaper/costlier than later.

See: http://consensus.nih.gov/news/relcases/092_releasc.htm

Please pass HB 109. It will save money!

Thank you!

Doris Robbins

3763 Mitchell Avc. #B
Fairbanks AK 99709-4636
(907) 374-0597

2/8/2005
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3225 Hospital Drive Juneau, Alaska 99801
Phone (9071586-4920 Fax (907) 586-4980 TTY (907) 523-5285

Toll Free IRL Pager 1-877-950 8286

Interpreter Referral Line Policies

T o SCHKDI I I- INTKKI'RKTKR SKkVICKS

« Call SAIL at least | week before the interpreter is needed. 2 weeks notice is preferred.
* We try to fill all requests, but generally require at least one week's notice

The service provider and not the deaf person is responsible for the expense of the interpreter. If you are
scheduling an interpreter, please be sure the business or agency that will he paying for the interpreter is

aware of the cost.
Ftts
2-hour minimum for all interpreting services

* Regular interpreting service'- (excluding leual/medical)
$70.00 minimum for the first 2 hours + $3r '0 for each additional hour

»  Legal or medical interpreting services
$80.00 minimum for the first 2 hours + $40.00 for each additional hour

» Alter hours or emergency interpreting services (outside 8am-5pm Mon-Fri)
$100.00 minimum for the first 2 hours plus $50.00 an hour for each additional hour
This rate applies to all interpreting services requested less than 48 hours in advance.

* Any assignments lasting more than 2 hours will he hilled in 15-minute increments.

No Snow s AnoShort Notic>C \Nn:i.i. vhonsilkss Tuan 24 Hot k Nona.)

For cancellations with less than 24-hour notice or for which the party fails to appear, a fee will he charged
according to the following schedule:
 $35 for regular interpreting

» $40 for legal/medical interpreting
*  One-half the scheduled time at $35/hour for all interpreting services scheduled to last over two hours

How to Contactis

» Call SAIL office voice/TTY 586-4920
» Call Pam Muellcr-Guy (Interpreter Referral Coordinator) TI'Y 523-5285

o Call Toll Free in Alaska 1-800-478-7245
o Call Alaska Relay at 711. Information about Alaska Relay is in the front of the telephone directory.

» For services after regular business hours (8-5 M-F) call the toil free pager at 1-877-950-8286. Enter the
telephone number the interpreter needs to call to schedule services.

Revised 12/27/04



LEGAL SERVICES

DIVISION OF LEGAL AND RESEARCH SERVICES
LEGISLATIVE AFFAIRS AGENCY

(907) 465-3867 or 465-2450 STATE OF ALASKA Stale Capitol
FAX (907) 465-2029 Juneau, Alaska 99801-1182
Mill Slop 3101 Deliveries to: 129 6th St., Rm. 329
MI-MORANDI \1 February 4. 2005
SUBIJECT: CSHB 109( ), Infant Hearing Screening

(Work C..L-cr No. 24-LS0450\G)

TO: Representative Jay Ramras
Attn: Jane Pierson

FROM: Jean M. Mischel
Legislative Counsel

You have requested a sectional summary of the abovc-dcscnbed bill.

As a preliminary matter, note that a sectional nummary of a bill should not f « considered
an authoritative interpretation of the bill and the bill itself is the best statement of its
contents. If you would like an interpretation of the 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 I,

2008.

Section 3. Adds certain individuals who have been authorized by the Department 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. Establ.shc”™ a newborn and infant hearing screening, tracking, and intervention
program within the Department of Health and Social Services.



Representative Jay Ramrns
February 4, 2005
Page 2

Section 7. Authorizes the Department c." Health and Social Services to promulgate
.egulations required to implement the act before the effective date of the act.

Section 8. Adds a revisor's instruction to make conforming amendments.
Section 9. Provides an immediate effective date for s*cs. 6 through 8 of the act.

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

JMM:Imb
05-03 I.Imb



WORK DRAFT WORK DRAFT WORK DRAFT

24-L.S0450\C.
Mischcl
2/14/05

CS FOR HOUSE BILL NO. 109( )
IN THE LEGISLATURE OF THE STATE OF ALASKA
TWENTY-FOURTH LEGISLATURE - FIRST SESSION

BY

Offer'd:
Refen ed:

Sponsor(s): REPRESENTATIVES RAMRAS, Gara, Elkins, Wilson, Gruenherg, McGuire

A BILL
FOR AN ACT ENTITLED
"An Act relating to establishing a screening, tracking, and intervention program related
to the hearing ability of newborns and infants; providing an exemption to licensure as
an audiologist for certain persons performing hearing screening; relating to insurance

coverage for newborn and infant hearing screening; and providing for an effective
date.”

BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

* Section 1 The uncodified law of the State of Alaska is amended by adding a new section

to read:
LEGISLATIVE FINDINGS. The legislature finds that
(1) hearing loss occurs in newborns and infants more frequently than any other

health condition for which newborn or infant screening is required;
(2) 80 percent of the language ability of a child is established by the time the

child is 18 months of age, and appropriate language training is vitally important to the healthy

1- CSHB 109( )
New -ext Underlined (DELETED TEXT BRACKETED]



(o]

10
n
12
13
14
15

17

19
20

22
23
24
25
26
27
28
29
30

RK DRAFT

WORK DRAFT

evelopment of cognitive, social, emotional, and academic skills;

3)

early detection of hearing loss in a child and early intervention an

24-1>'0450\G

treatment have been demonstrated to be highly effective in facilitating a child’s healthy

development in a manner consistent with the child's age and cognitive ability;

(4)

children with hearing loss who do not receive early intervention an

treatment frequently require special education services, and these sendees are publicly funded

for the vast majority of children with hearing needs in the state; and
(5) appropriate screening and identification of newborns and infants with

heaung loss will facilitate early intervention and treatment and may serve the public purpose

of promoting the healthy development of children while reducing public expenditures.

* Sec. 2. The uncodified law of the State of Alaska is amended by adding a new section to

read:

LEGISLATIVE INTENT. Subject to the availability of appropriations to implement
AS 47.20.300 - 47.20.390. enacted by sec. 6 of this Act. the Department of Health and Social

Services shall implement the program required by this Act so that 100 percent of all newborns

16 and infants in the state are being screened for hearing loss by January 1, 2008.

*Sec. 3. AS 08.11.120(b) is amended tc read:

(b) Notw ithstanding the provisions of this chapter,
(1) a nurse licensed under AS 08.68 may perform hearing sensitivity

evaluations;

deal in hearing aids;

of Executives of AmericanSchools

(2) anindividuallicensed

as ahearing aiddealer under AS 08.55 may

(3) an individual holding a class A (crtificate issued by the Conference

of the Deaf mayteach the hearirgimpaired;

(4) an individual may engage in the testing of hearing as part of a

hearing conservation program that complies with the regulations of the Occupational J

Safety and Health Administration of the federal government if the individual is

csHB 166

Safety and HeaNR"ABRinidtidtighined |DELETED TEXT BRACKETED]
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may perform hearing

(tigied to do the testing by a state or_{gderal agency acceptable to the Occupationa,
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AS 47.20.310(e) hv the Department of Health and Social Services.

* Sec. 4. AS 18.50 is amended by adding a new section to read:
Sec. 18.50.162. Notification about hearing screening. When the bureau

receives a certificate of live birth under AS 18.50.160 for a newborn who was
delivered outside of a hospital, the bureau shall forward the names and addresses of
the parents to the department employees who administer the screening program set out
in AS 47.20.310 - 47.20.390. Those department employees shall notify the child's
parents of the merits of having the child screened for hearing ability.

*Sec. 5. AS 21.42 is amended by adding a new section to read:
Sec. 21.42.349. Coverage for newborn and infant hearing screening, (a)

Except for a fraternal benefit society, a health care insurer that offers, issues for
delivery, delivers, or renews in this state a health care insurance plan shall provide
coverage f r newborn and infant hearing screening under the schedule described in (b)
of this section if the plan covers services provided to women during pregnancy and
childbirth and the dependents of a covered individual.

(b) The minimum coverage required under (a) of this section includes

(1) a newborn or infant hearing screening to be performed within 30
days after the child's birth, and

(2) if the initial screening under (1) of this subsection determines that
the child may have a hearing impairment, a confirmatory hearing diagnostic
evaluation.

(c) The coverage required by this section may be subject to standard policy
ptovisions that are applicable to other benefits, such as deductible or copayment
provisions.

*Sec. 6. AS 47.20 is amended by adding new sections to read:
Article 2. New born and Infant Hearing Screening, Tracking, and Intervention
Program.

Sec. 47.20.300. Department to implement program. The department shall
plan, develop, and implement a hearing screening, tracking, and intervention program
to facilitate compliance with the requirements of AS 47.20.310 - 47.20.390.

Sec. 47.20.310. Screening requirements, (a) Subject to (b) of this section.

. -3 CSHB 109( )
New Text Underlined [DELETED TEXT BRACKETED]
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the physician in attendance at or immediately after the birth of a child in a hospital in
this state, or, if a physician is not in attendance at or immediately after the birth, the
person attending the newborn child in a hospital in this state, shall, unless medically
contraindicated, cause the child to be screened to determine whether the child has a
potential hearing impairment using the methods determined by the department under
(e) of this section. Unless medically contraindicated, the screening shall occur before
the newborn is released from the hospital or before the infant is 30 days old,
whichever is earlier. Each birthing center that provides maternity rjid newborn care
services shall provide that each newborn in the center's care is referred for an
appointment to a licensed audiologist or to a hospital or other newborn hearing
screening provider before discharge. Unless medically contraindicated, the screening
shall occur before the infant is 30 days old.

(b) Notwithstanding (a) of this section, the physician or other person at oi
immediately after the birth of a child in a hospital or birthing center that averages less
than 20 births a year is not required to screen the child as described in (a) of this
section but shall, before the newborn is released from the hospital or birthing center,
refer the child for screening at another facility or with another provider. Unless
medically contraindicated, the screening shall occur before the child is 30 days old.

(c) Ifitis determined by screening that a newborn child may have a hearing
impairment, the physician or other person who is required under (a) of this section to
cause the child to be screened shall

(1) refer the child for confirmatory diagnostic evaluation;

(2) make reasonable efforts to promptly notify the child's parent that
the child may have a hearing impairment and explain to the parent the poter ‘ial effect
of the impairment on the development of the child's speech and language skills and

psychosocial and cognitive development; and
(3) notify the department of the hearing screening results on a form

approved by the department.

(d) When the Bureau of Vital Statistics icceives a certificate of live birth

under AS 18.50.160 for a newborn who was delivered at a place other than a hospital,

the bureau shall notify the department employees who administer AS 47.20.310 -

109( ) -4
New Text Underlined [DELETED TEXT BRACKETED]
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47.20.390. The department employees shall notify the child's parents of the merits of
having a hearing screening performed, and the department shall provide information to
the parents to assist the parents in accomplishing the hearing screening within 30 days
after the child's birth.

(e) The hearing screening required under this section shall use protocols
established by the department. At a minimum, the protocols must include the use of at
least one of the following physiologic technologies: automated or diagrostic auditory
brainstem response (ABR) or otoacoustic emissions (OAE). The department shall
consider updating the protocols as information is provide- to the department that new
physiologic technologies or improvements to existing physiologic technologies will
substantially enhance newborn and infant hearing assessment.

(f) Notwithstanding (a) of this section, a physician or othe person required to
cause a newborn hearing screening under this section is exempt from this requirement
if the parent of the newborn child objects to the screening procedure on the grounds
that the procedure conflicts with the religious tenets and practices of the parent. The
parent shall sign a statement that the parent knowingly refuses the services, and the
physician or other person shall have a copy of the signed statement retained in the

hospital records of the birth and sent to the department for tracking under

AS 47.20.320.
() The physrian or other person required to cause a newborn hearing

screening under this section shall report the results of newborn hearing screening as
required by the department under AS 47.20.320.

Sec. 47.20.320. Reporting and tracking program, (a; The department shall
develop and implement a reporting and tracking system for newborns and infants
screened for hearing loss in order to provide the department with information and data

to effectively plan, establish, monitor, and evaluate the newborn and infant hearing

screening, tracking, and intervention program. Evaluation of the program must

include evaluation of the initial hearing screening, follow-up con., onents, and the use
and availability of the system of services for newborns and infants who are deaf or

hard of hearing and their families.
(b) A physician or other person attending the birth in the state, or a hospital on

-5- CSHB 109( )
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behalf of a physician or other person attending the birth, shali report information
related to hearing screening required under (a) of this section as specified by the
department. A person who provides audiological confirmatory evaluation and
diagnostic sendees for newborns and infants whose hearing was screened under
AS 47.20.310 shall report information as specified by the department in regulation.

(c) The information received under (b) of this section shall be compiled and
maintained by the department in the tracking system. The information shall be kept

in accordance with the applicable provisions of 20 U.S.C. 1439
Data

confidential
(Individuals with Disabilities Education Act), as amended by P.L. 105-17.

collected by the department that was obtained from the medical records of the
newborn or infant shall be for the confidential use of the department and are not public
records subject to disclosure under AS WA 25.110. Aggregate statistical data without
identifying information compiled from the information received is public information

(d) A hospital or other health facility, clinical laboratory, audiologist,
physician, registered nurse, certified nurse midwife, direct-entry midwife, officer or
employee of a health facility or clinical laboratory, or an employee of an audiologist,
physician, or registered nurse is not criminally or civilly liable for furnishing
information in good faith to the department or its designee under this section. The
furnishing of information in accordance with this sectio; is not a violation of AS 08 or
AS 18 or regulations adopted under AS 08 or AS 18 for licensees under those statutes.

Sec. 47.20.330. Intervention program, (a) The department shall establish
guidelines for the provision of follow-up care for newborn and infant children in the
state who have been identified as having or being at risk of developing a hearing loss.
The s -vices recommended must include appropriate follow-up care for newborns and
infants with abnormal or inconclusive screening results, such as diagnostic evaluation,
referral, and coordination of early intervention service programs if the newborn or
infant is found to have a hearing loss.

(b) The parents of all newborns and infants diagnosed with a hearing loss, as
reported to the department, shall be provided by the department with written
information on the availability of lollow-up care through community resources and

government agencies, including those provided in accordance with 20 U.S.C. 1400 -

CSHB 109( ) 6
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1491 (Individuals with Disabilities Education Act), as amended. Information provided
by the department must inctude listings of local and statewide nonprofit deaf and hard
0.' hearing consumer-based organizations, parent support organizations affiliated with
deafness, counseling and educational services, and programs offered through the
department and tne Department of Education and Early Development.

Sec. 47.20.340. OQutreach campaign. The department sh>I! conduct a
community outreach and awareness campaign to inform medical providers, pregnant
women, and families of newborns and infants of the newborn and infant hearing
screening, tracking, and intervention program and the value of early hearing screening,
hacking, and intervention.

Sec. 47.20.350. Report. The department shall prepare an annual report foi the
governor about the newborn and infant hearing screening, tracking, and intervention
program administered under AS 47.20.310 - 47.20.390 The report must include
recommendations on improving the early screening, tracking, and intervention
program, including strategies to increase the rate of early screening and the use of
appropriate early intervention techniques. The department shall notify the legislature
that the report is available.

f?.e. 47.20.360. Performance evaluation, (a) The department shall collect
and compile performance data on the early hearing screening, tracking, and
intervention program established under AS 47.20.300 - 47.20.390 to ensure that the
program is in compliance with AS 47.20.300 - 47.20.390 and the regulations adopted
under AS 47.20.300 - 47.20.390. The performance evaluation must include

(r) a comparison of the number of infants bom in the state to the
numbe* of infants screened;

(2, the referral rate a confirmatory diagnostic evaluation;

(3) the follow-up rate for intervention; and

(4) the number of false screening results.

(b) In conducting a performance evaluation, the department shall
establish hearing screening performance standards that must include a false positive
rate and a false negative rate for screening results of less than or equal to three percent.

Sec. 47.20.390. Definitions. In AS 47.20.300 - 47.20.390.

7- CSHB 109( )
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(1) "commissioner" means the commissioner of health and social
services;
(2) "department" means »he Department of Health and Social Services;
(3) "follow-up care™ means all of the following:
(A) services necessary to diagnose and confirm a hearing loss;
(B) ongoing audiological services to monitor hearing;
(C) communication services, including aural rehabilitation,
speech, language, social, and psychological services;
(D) support services for the infant and family; and
(E) early intervention services described in 20 U.S.C. 1431 -
1445 (Individuals with Disabilities Education Act), as amended;
(4) "health care insurer” mean.' an entity regulated by the director of
insurance, Department of Commerce, Community, and Economic Development, and

includes ahealth, hospital, or medical sendeeplan corporaiic and a  health

maintenance organization.
(5) "hearing loss" means a hearing loss of 40 decibels or greater in the

frequency region important for speech recognition and comprehension in one or both

ears, approximately 500 through 4000 Hz;
(6) "hearing screening” means automated auditory brain stem

response, otoacoustic emissions, or other appropriate screening procedure approved by
the department;

(7) "infant" means a child 30 days to 24 months old;

(8) "newborn" means a child less than JO days old;

(9) "parent" means a natural parent, stepparent, adoptive parent, legal
guardian, or other legal custodian of the child;

(10) "program™ means the newborn and infant hearing, tracking, and
intervention screening program established under AS 47.20.310 - 47.20.390.

* See. 7. The uncodified law of the State of Alaska is amended by adding a new section to
read:

TRANSITION: REGULATIONS. Notwithstanding sec. 9 ot' this Act, the

Department of Health and Social Services may proceed to develop and adopt regulations

CSHB 109( ) 8-

New Text Underlined [DELETED TEXT BRACKETED]



| WORK DRAFT

WORK DRAFT 24-1.50450\G

1 | required to implement this Act. The regulations take effect under AS 44.62 (Administrative

2Procedure Act), but not before the effective date of the relevant provision of this Act.

3

4
5

* Sec. 8. The uncodified law of the State of Alaska is amended by adding a new section to

read:
INSTRUCTION TO REVISOR. In AS 47.20.060 - 47.20.290, the revisor shall delete

"this chapter” and insert "AS 47.20.060 - 47.20.290."
* Sec. 9. AS 47.20.300, enacted by sec. 6 of this Act, and secs. 7 and 8 of this Act take

effect immediately under AS 01.10.070(c).
* Sec. 10. Except as provided in sec. 9 of this Act, this Act takes effect January 1, 2006.

- CSHG 109( )
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Josh Applsbee

From: Kathleen Pampusch [askmpli1®uaa.alaska.edu]

Sent. Sunday, February 06, 2005 6 22 PM

To: Rtf). Tom Anderson

Cc: Rep. Gabrielle LeDoux; Rep Norman Rokeberg; Rep. Harry Crawford; Rep. David
Guttenborg

Subject: Newborn Screening Bill

Dear House Labor and Crr.imerce Committee Member:

I am writing to urge you to support HB 109, the Newborn Hearing Screening B ill. In my
former career, | wa~ a service provider for individuals with developmental disabilities
Through this experience | learned that early diagnosis is vital. Once a disability is
diagnosised, the child benefits from early intervention. The socner the diagnosis, the

better the benefit fcr the child.
I am counting on your support of Alaska's children!
Thank You,

Kathleen Pampuscl.
Anchorage



Josh Applebee

From: Hilary Hardwick [hilaryh52@gci.net]
Sent: Monday, February 07, 2005 12:20 PM
To: Rep. Tom Anderson

Subject: Pleas pass HB 109 - itis critical

Dear Rep Anderson,

It is critical to communication developed and early intervention that newborns be screened
for hearing. So much can be done if caught early and the benefits for early intervention
are significant - both to the child's development of communication skills but also in cost
savings - much less is spent in remediation of problems when caught at birth than if one
waits. You can consider a double or triple cost per year for every year intervention is

delayed. Please pass this bill.

Hilary Hardwick, Speech-Language Pathologist - Anchorage


mailto:hilaryh52@gci.net

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 in 1997)

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

42.355 Coverage for services of midwives (1981, amended in 1995, 1996, 1997)
42.365 Substance abuse treatment coverage (1988, amended in 1996, 1997, 20C2)
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)



Vij,"
fwiP

Hello my name is Pam Mueller-Guy. | was born its a hearing child. However, | had to
have a blood transfusion from a stranger when | was five days old, due to mj rare blood
type. Due to this blood transfusion. I became deaf, but no one realized ii til1l was about 2

years old.

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

on the floor, did Ilook their way.

They finally took me to have a hearing test and | was diagnosed with severe profound
nerve deafness. They were in shock and wept for me because they didn’t know w.iat to
do. They asked, “How can she can hear music?” My whole family is musical! They had
grief until they realized I could experience music.

My mother wrote letters to all the important people that know about deafness and to the
John Tracy clinic in California. They gave a lot of info and said it was needed for parent

to work with me and go to school half-day to learn how to work with me.

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

I hope for the new generation that they can he diagnosed early and begin to learn early so
they may be capable of writing English easy instead of the hard way. |see most deaf and
hard of hearing have a hard time in aiaska for jobs. Schools also should have programs
specifically for children who are deaf so they won’t be isolated. 1am 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 to cope with the child and their lives would be easier!

(3
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Rep. Tom Anderson

From: mavac?* Haska [mavacat@hotmail.com]
Sent: Friday. February 04, 2005 11:28 AM
To: Rep. Tom Anderson

Subject: ear screening tesify

Sir,

Hello my name is christy Munoz. | am writing to you because | hear bout the Ear/screening for
ancwborns, | think its wounderful Please do pass that bill. 1 was myself born ( in 1975) one month
early. MY mothers belly ran out of fulid 3 days before | was born. After | was out of my mothers belly.
They did not check fully of what | was sick already, they put me in a baby box speical box to keep baby
warm etc.. for a bit and send me home with my mother, then a month of on .nd off of the sicknes that |
had first place. Bam | g t Feverish real bad ( that is a bad thing for a baby to have expeicly when they
are born) and I was taken to hopstil . sure enough / was pretty sick Isurvived with not much of
medicaiton , it was pretty much of a fever/spinal meginisist that culd ha\e cause of the month early with
infection and not checkin my blood and all so on forth.. SO Iend up being Fully profound deaf with
only little bit of hearing left in my cars. > It is very important to have FULL check up even ear blood so
on forth to double check to be pervcntcd to have any loss to become a disblity.. more chance of
normality of the child. So please pass the bill.. Thank you for your time ..

christy (aka) {mavacat}:)

214120(15
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While in Session
State Capitol, Room 104
Juneau, Alaska 99801-1182
(907)465- 3004
Fax: 465-2070
Toll Free: (877) 465-3004

Representative Jay Ranras .
Co-Chair, House Resources Alaska State Legislature

V-Chair, Economic Develop.
Tourism & Trade
House State Affairs
119 N. Cushman St. Suite 207
Fairbanks. Alaska 99701
Phone: (907) 452-1088
Fax: (907) 452-1146

House District 10

House of Representatives

Sponsor Statement

HB 109

Hearing impairment has been shown to be the most common disability in newborns, affecting
about 3 in every 1,000 babies. House Bill 109 will protect newborns in the State of Alaska by
mandating that newborns receive hearing screening at 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 Sendees 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 a 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 cost 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 newborns in Alaska have been screened lor 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 lacilitics across the
state, Alaska remains in the "unsatisfactory” category when rated nationally.

Representative_Jay Ramras@Iegis.state.ak.us
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LEGAL SERVICES

DIVISION OF LEGAL AND RESEARCH SERVICES
LEGISLATIVE AFFAIRS AGENCY

(907) 465-3867 or 465-2450 STATE OF ALASKA State Capitol
FAX (907) 465-2029 Juneau, Alaska 99801-1182
Deliveries to: 129 6th St.. Rm. 329
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MEMER*NDU M January 27, 2005

SUBJECT: HB 109, Infant Hearing Screening
(Work Order No. 24-LS0450VA)

TO: Representative Jay Hnmras
Attn: Jane Pierson

FROM: Jean M. Mischel
legislative Counsel

You have requested a sectional summary of the above-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 b >t statement of its
contents. If you would like an interpretation of the bill as it may apply to  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 at least 90 percent of newboms and
infants under the hearing screening and intervention program established by the ict by

January 1. 2007.

Section 3. Adds certain individuals who have been authorized by the Department 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 newboms 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.



Representative Jay Ramras
January 27, 2005
Page 2

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

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

JMM:Imb
05-018.Imb



Documents Attached to K3 109

Why is Mandatory Newbom Hearing and Screening and Reporting So
Important? - This is a two-page document describes why newbom hearing

screening is important.

Alaska Early Hearing Detection & Intervention Program Overview - A flow-
chart explaining EHDI.

Goal of Alaska Early Hearing Detection & Intervention Program (EHDI) -
Overview. - Heanng Impairment is the most common disability in newboms.
Explanation of Alaska Program.

» Ensure babies bom in Alaska have newbom hearing screening p ior to
hospital discharge or within 30 days of birth.

» Ensure that all newboms who fail hearing screening receive an
audiological evaluation by three months of age.

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

Locations of Newbom Hearing and Screening Hospitals in Alaska.

March of Dimes Resource Center - Hearing Loss.

March of

What causes hearing loss in babies and children?

Are there different types of hearing loss?

How are newborns screened for hearing loss?

What happens i*a baby docs not pass the hearing screening?
How are babies and children tcc,cd for hearing loss?

What are signs of hearing loss in infants and children?

How is hearing loss treated?

Dimes Resource Center - Newbom Screening Tests.

Which newborn screening tests arc cost likely to be given?

What other disorders c. . newborn screening tests detect?

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

How soon after birth should screening tests be done?

What does an abnormal test result mean?

What should y”u do if your child is diagnosed with one of the
conditions for which they were tested?

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



7. March of Dimes Resource Center - Birth Defects.

. What causes birth defects?
. What are some common types of birth defects?
® Can birth defects be prevented?
. Can some birth defects be diagnosed before birth?
. Can birth defects be treated before birth?
8. The Governor’s Council on Disabilities and Special Education - FY06

Legislative Priorities. - A legislative recommendation is made for Universal
Newbom Hearing Screening.

HB 109
Page 2 of 2



Whv Is Mandatory Newborn Hearing Screening and Reporting So Important?

1

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

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

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

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

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

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

When children are not identified and served early, special education for a child
with hearing loss may cost an additional S420,000, and deafness has an estimated
lifetime cost of appioximately $ 1 million per individual (S). These savings in
special education costs will pay for universal newbom hearing screening many
times over.

If left undetected, hearing loss can impair a child’s language, speech, psycho-
social and cognitive development. Recent research has compared children with
hearing loss who recei\e 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).

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



10.

11.

12.

13.

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

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

To date, 23 of 23 communities in Alaska with birthing hospitals have voluntarily
implemented universal newbom 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 perlorm the screenings during
home visits after hospital discharge. As of Decembei 2003, the total number of
newboms in Alaska that received hearing screening was approximately S0% (14).

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

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



Alaska Early Hearing Detection & Intervention
Program Overview
January 2005

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

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

Early Identification is important because:

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 ir.ciude the following:
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.
* Ensure that infants diagnosed with hearing loss are referred to and enrolled in
appropriate early intervention and other needed services by six months of age.

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

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

screen during home visits after hospital discharge.

Legislation

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



Data & Evaluation
A primary 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
The EHDI Loaner Program provides assistive hearing devices (i.e. hearing aids) for children

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

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

Presentations target primary health care providers in those communities (i.e. pediatricians,
public health nurses, community health aide/practitioners) regarding newborn hearing
screening and early hearing detection arid 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 hearing
screening for parents and prospective parents, 2) brochure outlining the protocol for
parents to follow if their newborn does not pass the newborn hearing screening, 3) basic
hearing loss information for parents and the general public, 4) parent resource manual for
families of children diagnosed with hearing loss, 5) provider guide for health care providers,
6) hospital orientation manual regarding implementation of universal newborn hearing
screening, and 7) video/DVD for community healtn 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, AK99503-7167

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

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

http://hss.state.ak.us/dhcs/newborn
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Locations of Newborn Hearing Screening Hospitals

2003 bhirths

Samuel SImmonds Hospital
UNHS Impfe.ncnted1/04
.X) birth*

Providence Kodiak Island
Medical Onlcr

UNHS implemented 1/02
190 births

Sitka Community Hospital
UNHS implemented 5/CD

follow up by public health center
*6 births

SEARHC Hospital

UNHS implemented 8/98

68 hrrtha

Fairbanks Memorial Hospital
UNHS implemented 2/98

1073 birth*

Bassett Army Community Hospital
UNHS implemented 5/02

567 births

Alaska Regional Hospital
UNHS Implemented 8/99

713 births

Elmendorf AFB Hospital
UNHS implemenied 9/01

B79 births

Alaska Native Medical Center
UNHS Implemented 1CvO1
135< births

Providence Alaska Medical Center
UNHS implemented 7/99

2518 brrths

Petersburg General Hosnilal
UNHS Implemented 503
follow up by public health center

23 births
Bartlett Memorial Hospital /
UNHS implemented 8/03
358 births
Petersburg

‘Ketchikan

Wrangell General Hospital
UNHS implemented 503
follow up by public health center UNHS implemented 2/03
6 births 211 births

Ketchikan General Hospital



Hearing Loss

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

Hearing loss can have a major impact
on the life of a child and his family.
Because language and communication
develop so ¢rndly during the first 3
years of life, an undetected hearing loss
is likely to interfere with achild'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 dor't pass
the screening receive follow-up care.
The March of Dimes, the American
Academy of Pediatrics, the Maternal
and Child Health Bureau, the Centers
for Disease Control and Prevention
(CDC) and others strongly support
ihese programs.

W hat causes hearing loss in babies
and children?

Hearing loss can be inherited igei -tic!
or can be caused by illness or irier). In
some cases, the cause of hearing loss is
not known. About 90 percent of babies
with congenital hearing loss arc born to
hearing parents.

Genetic 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 childien with
hearing loss also have other birth
defects. In such cases, hearing loss is
pari of a syndrome (group of birth
defects that occur together).

llinesses 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 the 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 car (auricle or pinna), it moves
through the ear canal io the eardrum
(tympanic membrane). Incoming sound
causes the eardrum to vibrate which
moves three small bones (ossicles) in the
middle ear. Ir. this way, the ear canal,
the eardrum and the middle ear transmit
sound from ,i;e outside world to the
inner ear (cochlea). Within the inner
car, thousands of tiny hair cells detect
the incoming vibrations and convert
them into signals that are relayed to the
auditory nerves, which send neural im-
pulses to the hearing center in the brain.

Hearing lossjs o'tcn discussed in terms
of where the loss iccurs in the hearing
pathway.

+ 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, ot fluid or an infec-
tion in the middle eat (called otttif
media) are examples of conditions
that can cause a conductive hearing
loss. This type of hearing loss i«
usually temporary and can often be
correered with melication or surgery.

+ Scnsorinei ral hearing loss usually
occurs when the hair cells in the inner
car cannot detect all incoming vibra-
tions or when neural impulses are not
transmitted to the brain. Prenatal
infections, lack of oxygen at birth, or
genetic factors can cause this type of
heariin 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 auditory center.

1 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

M arch
of Dimes’

Resource

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

How are newborns screened for
hearing loss?

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

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

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

What happens ifa baby doesn’t
pass the hearing screening?

If a baby does nor pass the O AE or the
AABR, the test should be repeated or
the baby should be refcrrc .io a hearing
specialist (audiologist) or an ear,

nose and throat specialist (ENT or
otolaryngologist)for more extensive
tests to determine if the baby has a
heating loss. It is important for babies
to he assessed by specialists who have
experience testing very young children.
Diagnostic resting should be completed
by 3 months ol age

Barents must kt *n in nnnd that the
screening testlcannot diagnose hearing
loss. Up t' 5percent of babies will have
abnormal results on their hearing
srrcening test. However, additional
tests show that only about 1in Ib of
these babies acrnalK have hearing loss.

How are babies and children tested
for hearing loss?

The most common hearing test ior
infants unde 6 months of age is the
diagnostic auditors’ brainstem response
test. It is similar to the automated
screening test, but it provides more
information and must be administered
by a specialist.

Children between 6 months and 2 years
of age often ate tested with visual
reinforcement audiometry (VRA).
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During VR A testing, 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 vear* of

age arc tested with condition'd play
audiometry (CPA). They are asked

to perform a simple play activity (like
placing 3 ring on a peg) when they hear
a sound. This issimilar to the test for
older children and adults, who are asked
to press a button or raise their hand
when they hear a sound.

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

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

Parents should be alert to any signs of
hearing loss and discuss them with their
child's pediatrician. Some signs include:
failure to startle at loud sounds; no!
turning tow ard the sound of a voice or
imitating sounds after about 6 months
of age; lari 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 in older
children if they develop vocabulary
more slowly than their peers; have
speech that is difficult to understand or
tha' 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 so >ol.

How is hearing loss treated?

A child with a congenital hearing loss
should begin receiving treatment before
n months of age. Studies suggest that
children treated this early arc usually
able to devi lop communication skills
(usiog spoken or sign language) that are
as good as those of hearing j ecrs.
Because of a federa law (the Individuals
w ith Disabilities Education Act),
children with a hearing loss berween
birth ~nd ’ years of age hast the nglv to
receive mt -rdisciplinary assessment and
early intervention services at little or no
cost. After age 2. early intervention and
special education pi,-.rams aic provided
through the public school system.

There are . number of treatment
options available, and parents will need
to decide which are most appropriate
for their child. They will need to
consider the child's age, developmental
level and personality, the severity of the
hearing loss, as well as their own
preferences. ldeally a team of experts
including the child's primary care
provider, an otolaryngologist, a specch-
I mguagc pathologist, audiologist and an
educator will work closely with the
parents to create an Individualized
Family Service Plan. Treatment plans
can he 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 are helped more than others by
hearing aids. Some children with severe
to profound hearing loss may not be
able to hear enough sound, even with

a hearing aid, to make speech audible.

A behind-the-ear hearing aid is often
recommended for young children
because it is safer and more easily fitted
and adjusted is the child grow: as
compared to one that tits withii the ear.

Parents also will need to decide low
their family and child arc going .o
communicate. If the hiid 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 alsvi can learn to communicate
using a form of sign language. The type
preferred by most deaf adults is
American Sign Language (ASL), which
has rules and grammar that is distinct
from English. There are also several
variations of sign language that can he
used along with spoken English.

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

Surgery also may be an option for so.ne
children with severe to profound
sensorineural hearing loss. 3 device

called a cochlear implant can be
surgically inserted in the inner ear of
children as young as 12 months of age to
stimulate hearing. The surgery requires
a hospital stay of one to several days.
With additional language and speech
therapy, children with cochlear implants
may learn to understand speech and
speak reasonably well, but the amount
of improvement is variable.

Does the March of Dimes support
research on hearing loss?

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

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

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

Here are the answers to some common
gquestions patents ask about newborn
screening tests.

Which newborn screening tests are
most likely to be given to my baby?

All states and 11.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 1baby in 12,000.
Babies with the disorder cannot process
3 part of protein called phenylalanine,
which is found in nearly all foods.
Without treatment, phenylalanine builds
up in the bloodstream and causes brain
damage and mental retardation.

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

Women of childbearing age with PKU
need to remain on this special diet prior
to and during pregnancy. This will
prevent mental retardation in their
children 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
| baby in 4,000. Congenital hypo-
thyroidism is a thyroid hormone
deficiency that retards growth and
brain development. If it is detected in
time, a baby can be created with oral
doses of thyroid hormone to permit
normal development.

Galactosemia, which affects about
1baby in 50,000, can cause death in
infancy, or blindness and mental
retardation. A baby with galactosemia
isunable to convert galactose, a sugar
present in milk, into glucose, a sugar
the body uses as an cneigy source.
The treatment for galactosemia is to
eliminate nnlk and all orhcr dairy
products from the baby’s diet; this
dietary restriction is lifelong.

You can find out which tests arc
routinely done in your state by asking
your health care provider or state health
department. You canals' visit the web-
site of the National Newborn Screening
and Genetics Resource Center at
http://genes-r-us.uthscsa.edu/rcst urces/
newborn/statc. htr.i.

What other disorders can ne.-jorn
screening tests detect?

C .rrently, tests are available for over 30
inborn errors of body chemistry. Babies
are not tested for all of these disorders
for | 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),
kiotinidase deficiency, maple syrup
urine disease, galactosemia, homocysti-
nuria, sickle cell anemia, medium chain
acyl-Co.A dehydrogenase deficiency
(MCAD), as well as hearing screening.

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

children.

More than 40 states screen newborns for
sickle cell anemia, an inherited blood

di, ease that can cause 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 lowei frequency
among people of Hispanic, Mediter-
ranean, Middle Eastern and South
Asian descent.

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

More than 25 states test for CAH. This
group of disorders, in which there is a
deficiency of certain hormones, affects
genital development and, in severe cases,
can disturb kidney function and cause
death. Lifelong treatment with the
missing hormones suppresses this
disease, which occurs in about | in
5,00d babies.

One newborn screening test, developed
by a March of D mcs gmntcc. detects
biotinidase deficiency. About 20 states
screen for this disorder. Biotinidase

is an enzyme that recycles biotin, one
of the B vitamins, in the body. A
deficiency of this enzyme, which occurs
in about 1in 70,000 babies, may cause
frequent infections, hcarm 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 are rare fe-thrcatening
disorders that affect fewer than 1baby
in 250.000. Aboui 20 states screen for
maple syrup urine disease, ai.d 15 for
homocystinuna.

At least eight states arc now testing

for MCAD, adisorder that can cause
sudden death in infancy and serious
disabilities in survivors, such as mental
retardation. MC AD affects about 1
baby in 15,000. Normally the body
burns fat for energy when it runs out of
stored sugar glucose). Babies with

M CAD cannot make this switch, so
they may suddenly develop seizures,
respiratory failure, cardiac arrest or go
into a coma or get infections or other
illnesses 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-
baby nurseries and 2 ro 4 in 100 in
intensive care nurseries have significant
hearing loss. Without testing, most
babies with hearing loss are not
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diagnosed until 2 to 3 years of age. By
this rime, they often have delayed speech
and mguagc 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 are the tests for inborn errors
of body chemistry and hearing loss
done?

Inborn errors of body chemistry are
detected by a blood test. The baby’s
heel is pricked to obtain a few drops of
blood for laboratory analysis. The same
blood sample can be used to screen for
a number of disorders. Usually, the
baby's blood specimen is sent to a state
public health laboratory for testing,
and findings 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 or
microphone that is placed in the baoy’s
car. if either of these ests shows
abnormal results, the baby may need
more extensive hearing testing to sec

if he or she docs have hearing loss.

How soon after birth should
screening tests be done?

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

be taken | to 2 weeks later frotn infants
whose initial test was ta'ten 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
newborn screening tests done before
the 7th day of life.

What does an abnormal test result
mean?

Parents should not be overly alarmed

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

What should I do ifmy child is
diagnosed with one of the
conditions for which he was tested?

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

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

When one child in a family has PKU,
galactosemia, biotinidase deficiency,
sickle cell anemia, CAH or MCAD,
the chance of the same birth ;cfect
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 are inherited when both
parents have the same abnormal gene
and pass it on to their babv. A parent
who has the abnormal gene, but not the
disease, is called a carrier. The health of
a carrier is rarely affected.

Congenital hypothyroidism usually is
not passed on through parents' genes.
The siblings of those who have this
disoidcr are 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 Dimes f act Sheets:

Hearing Loss
PKU
Sickle Cell Disease
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Birth Defects

About 150,000 babies arc born each
year wi’h 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 arc
the leading cause of death in the first
year of life.

W hat causes birth defects?

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

A single abnormal gene can cause birth
defects. Every human being has at least
30,000 to 35,000 genes that determine
traits like eye and hair color, as well as
direct the growth and development of
every part of ir 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 (a form of dwarfism)
and Marfan syndrome (a connective
tissue disease). Many other genetic
diseases are inherited only when both
parents (who do not have those diseases)
happen to carry the same abnormal gene
and pass it on to a child. This is called
recessive inheritance. Examples include
Tay-Sachs disease (a fatal disorder seen
mainly in people of European Jewish
heritage) and cystic fibrosis (a fatal
disorder of lungs and other organs,
affecting mainly Caucasians). There
also is a form of inheritance (X-linkcd)
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
Duchenne muscular dystrophy (progres-
sive muscle weakness).

Abnormalities in the number oi struc-
ture of chromosomes can cause numer-
ous birth defects. Due to an error that
occurred when an egg or sperm cell was
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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 feature ¢
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 V) affect sexual development and
may cause infertility, growth abnormali-
ties, and behavioral and learning prob-
lems. However, most affetted 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'metabolic abnormalities

When a baby has a structural birth
defect, some part of the body (internal
or external) is missing or malformed.
Heart defects are the most cot non 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 sufier varying degrees of paraly-
sis, and bladder and bowel problems.
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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 are not visible,
but can be harmful or even fatal. Most
are recessive genetic diseases. These
diseases result from the inability of cells
tu produce an enzyme (protein) needed
to change certain chemicals into others,
or to carry substances from one place to
another. An example is Tay-Sachs
disease. Affected babies lack an enzyme
needed to break down certain fatty sub-
stances m brain cells. These substances
build up and destroy brain cells, result-
ing in blindness, paralysis and death by
age live. Phenylketonuria (PKU) is
another metabolic disorder, in which
affected babies cannot p ocess a part of
protein, which builds up in blood and
causes brain damage. PKU is routinely
detected with newborn screening tests,
so affected babies can be placed on a
special diet that prevents mental
retardation.

« Congenital infections

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

The most common congenital viral
infection is cytomegalovirus (CMV).
About 1percent (40.000 1 hies a year)
of all newborns in this country arc
infected, although only about 10 percent
of them (3,000-4,000) have serious con-
sequences, including mental retardation,
and loss of vision and hearing. Pregnant
women often acquire CM V from young
children, who usually have few or no
symptoms.
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Sexually transmitted infections in the
mother also can endanger the fcrus and
newborn. For example, untreated
syphilis can result in stillbirth, newborn
death, or bone defects. About one baby
in 2,000 is affected.

« Other causes

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

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

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

Can th'th defects be prevented?

While the causes of most birth defects
are 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 <ealtli care provider.
During this visit, the provider can obtain
valuable information about a woman or
couple's family history, which may help
identify risk factors for birth defects or
inherited genetic conditions. This infor-
mation allows for appropriate testing
and screening to be offered prior to or
during pregnancy. During a pre-preg-
nancy visit, providers also can take a
good look at a woman’s health and
lifestyle, and guide her in any changes
that could improve her chances of hav-
ing a healthy baby.

A prc-pregnancy visit is especially crucial
tor 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 ihcck
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-rubella (MMR). She
should avoid pregnancy for one month
after chicke:i_ <, rubella or M M R vac-
cination.

All women who could become pregnant
should take a daily multivitamin con-
taining 400 micrograms of the B-vitamin
folic acid. Studies show that taking this
vitamin prior to and in the early weeks
of pregnancy reduces the risk of having
a baby with certain birth defects of the
brain and spine, including spina bifida.
If awoman 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 shoo' 1avoid a'cohol, smok-
ing, and street ¢ igs — these can cause
birth defects and other pregnancy com-
plications. She should not take any
medication — prescription, over-the-
counter, or herbal — without first
checking with her health care provider.

Can some birth defects be diag-
nosed before birth?

Some birth defects can 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 defects. Amniocentesis
and CVS are used to diagnose chromo-
somal abnormalities, such as Down
syndrome. They also can detect, or rule
out, numerous genciic 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
through 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 birtn
defects before birth. For example,

biotin dependence and methylmalonic
acidemia — two lifc-thre3tcmng 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
urinary-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 vs' en 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 appropriate support groups.
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*

FVO06 Legislative Priorities TJenoOi

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 urues the LeizisLture to meet the needs of Alaskans with
disabilities by developing a consistent revenue stream for supports and services as a part ofa

lonu ramie fiscal plan

Dental Services

Govemor Murkowski will introduce legislation to expand Medicaid coverage for adult recipients
that will include preventive and restorative dental services. Proposed coverage will be capped at
SI 150 annually. The Alaska Mental Health Trust Authority has agreed to contribute $5 4
million over five years toward the costs of dental services for Trust beneficiaries. In FYQ3, 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 programs, will significantly reduce the coct

for emergency dental serv ices.

Recommendation: The Council urues adoption of the Governor's letzislalion to include ao ill
preventive dental coverage under Medicaid.

Brine the Kids Home

At any given time approximately 400 children are served in costly out-of-state placements.
Govemor.Murkovvski'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 urues the legislature to support the Governor's Brine the Kids
Home Initiative.

Creating Change That Improves The Lives Of People With Disabilities



Additional Legislative Recommendations

Grant dollars for DP services

Investing genera! fund dollars in DD community grants will save the state money Grant-funded
services are generally low-cost and if provided at the right 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 FY02 the average cost of grant-funded services was 56,683

compared to the Stai 's share (532,500) of a waiver.

Recommendation: The Council urees that the leuislature increase -teneral fund dollars for DD
community tirants.

Capital funding for Assistive Technology and Home Modifications

The Governor's budget includes 5300,000 for assistive technology and home modifications that
will enable the Division of Vocational Rehabilitation to get more Alaskans to work.

Recommendation The Council urues that this capital request be funded

« VlI'niversal Newborn Hearinti Screenin

Using national incidence rates, the Department of Health & Social Services estimates that
congenital hearing loss is likely to be present in 30 of the 10,000 babies born annually. Thirty-
eight (38) states have passed UNHS legislation. The average lifetime costs in present dollars for
persons with hearing loss are estimated to be S417,000 (CDC 2004). With appropriate early
intervention, children with hearing loss can ieam and progress at a rate similar to children with
normal hearing, underscoring the importance ofearly diagnosis and intervention (Yoshinaga-
Itano. 2003). In addition, early intervention for children with hearing loss has been associated
with higher language development scores and newbom hearing screening is projected to be cost-
effective because of anticipated gains in lifetime earnings. (CDC. 2004)

Rccommendation: The Council urnes oassaee of UNHS legislation
Increase in formula 'enridini> and Two-Year Funding Cvclc for Education

This initiative will allow school districts to know how much funding they can rely on, which will
help them retain stall 1he increase in formula fun 'ing will allow them to better address student

needs throughout Alaska.

Recommendation The Council urees that school formula fundinu be increased and that
education be funded on a two-year cvcle.
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Alaska Center for Pediatrics

1200 Airport Heights Drive. Ste 140
Anchorage, AK 99508

Phone. 907.777.1800. Fax: 907.278.2066

RaqrasentabvvTam Andarson
CMiman, House Laborand Commerce

19th Houm District

Fate (907)4652418

Re: House Bill 109

February 1 2005

Dear Representative Anderson

| am writing to ask for your support of House Bill 109 (“related to screening Newboms for Hearing
Ability’), sponsored by Rep. Jay Ramras This bill will be coming before your Labor and Commerce
committee on Friday. February 4 and | will be offering testimony by telephone. | am a pediatrician in
private practice in Anchorage with 26 years of experience. | also serve as the Alaska Chapter
Champion for the Eerty Hearing Detection and Intervention Program for the American Academy of
Pediatrics. The American Academy of Pediatrics supports the development of programs in each state
for universal screening of all infants for hearing deficits at or soon after birth In order to allow for earty
identification and intervention of hearing impaired children in older to maximize their potential. There

are several reasons that this program is important:

1. Hearing loss if one of the most common birth uefects. Cne in 3000 infants are bom In Alaska
with permanent congenital hearing loss. Without universal newbom hearing programs, the
average age of detection o' 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 chid’s emotional and social
development as well as language delays (hat do not seem to progress even after diagnosis, in
some children, when that diagnosis is oelayed. Even mild and unilateral hearing loss -
problems that often defy detection much longer without an objective early hearing screen- may
have long lasting negative effects to the child.

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

In order to achieve these benefits for children and their families, there are several stops that must
occur that are benchmarks for a successful early hearing detection and intervention program and each
of these can be greatly aided by HB 109 as written:

1. Universal hearing screen for all newboms - This fi/sl step is already nearly achieved in Alaska.
Due to new advancement in screening technology almost all birthing hospitals either are or soon
will be screening newtxxns for hearing loss. By allowing non-audiologists to administer the screen
and bill appropriately for this service, and asking Insurance companies to cover this "standard of
care* evaluation, all infants in the state can have this evaluation before they Ireve the hospital or
birthing facility.

2. When a hearing screen is failed, they are referred for evaluation - 'in's step may have one or two
parts. A child who fails the initial screen is referred for rc-screer and if still abnormal, diagnostic
intervention is performed by 3 month of age. Each institution ar.d/or the infant's medical provider
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are responsible for this ctep. The failure to return for re-screenmg% or for diagnostic testmg .
markedy reduces the effectiveness of the entire program. With the tracking provision of your bill,
Information wHI bo shared with a state program that can make sure that each infant that needs
further intervention have this option provided for them. Without a state mandate, this Information
will have to be shared voluntarily between institutions, which will allow for some institutions to
ignore this cntical stop. Diagnostic intervention invofves testing called auditory brainstem
response testmg (ABRg which is only done by audiologists trained in this procedure,

3. Once diagnosed, In order to receive maximum benefit, parents should be presented with
communication options and intervention should begin before 6 months of age. These options may
include hearing aids (which are accepted by infants much better if started in earl1y Infancy), and
various communication options including sign language and other visual cues. The parent' and
the Infant’s medical provider must f/erve as @ medical home and have information to make
apﬂropnate.referrals f.orsu.bsB.e_c_lalt evaluation and community besed resources in accordance
with the Individuals with Disabilities Education Act.

| would appreciate Fo.ur supFort for HB 109 which wfil assure that our youngest Alaskans have the
opportunity to have this most oommon. but invisible, birth defect dlaFnosed early with appropriate
Intervention that will offer long term benefits for their future. If | can be ofany assistance, please let me

know.

Sincerely,

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



Suzanne Rust
7930 Ingram Street
Anchorage, Alaska 99502
007243-3160

February 1,2005

Representative Tom Anderson

Special Assistant Health and Human Services
State Capitol

Juneau, Alaska 99801-1182

Dear Representative Anderson:

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

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

* Hearing impairment is the most common disability in newborns.

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

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

e Children with hearing loss can develop and progress like those without
hearing loss ifthey are identified early.

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

Sincerely,

Suzanne Rust



FACT SHEET:

Universal Newborn Hearing Screening (UNHS)/Karlv Hearing Detection &
Intervention (EHDI)

1 Every day, 33 babies (or 12,000 each year) arc born in the United States with
permanent hearing loss, or 3 in every 1,000 births (1). in Alaska, approximately
10,000 babies are born 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 37 states have passed legislative
mandates requiring that newborns be screened for hearing loss (2).

3. Hearing impairment is the most common disability in newboms, with a higher
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 stales. (4).

5. The cost of identifying a newborn with hearing loss is less than I/K)™ the cost of
identifying newboms with metabolic disorders such as PKU and hypothyroidism,
for which screenings are required in every state (5). For most birthing hospitals,
the cost for newborn hearing screening per child is between $20 - $60 and
continues to decrease (6). Many birthing facilities in Alaska implementing
newborn hearing screening voluntarily include it in the total labor and delivery

package cost.

6. Children not detected at birth or soon after, will on average not be detected 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 $ | million per individual (8). These savings ".i
.special education costs will pay for universal newborn hearing screening many

limes over.

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



9. Ifit remains undetected, even mild hearing loss or hearing loss in only one car has
substantial detrimental consequences. For example, research shows that children
with hearing loss in one ear are ten times as likely to be held back at least one
grade compared to a matched group of children with normal hearing (12).

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 that all babies be
screened for hearing loss before they leave the hospital (13).

11. 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 (14).
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‘ \MSKA FRANK H. MURKOWSKI, GOVERNOR

DEPARTMENT of HEALTH & SOCIAL SERVICES

DIVISION of PUBLIC HEAL TH OFFICE OF THE DIRECTOR
P.O. BOX 110610

JUNEAU. AK 99811-0610
PHONE: (907)466-3090
FAX: (907) 466-4632

February 3, 2005

The Honorable Jay Ramras
Alaska State Legir'ature
State Capitol Room 104
Juneau, AK 99801

Dear Representative Ramras:

Thank you for your support of newborn hearing screening. | write to otfer some suggested
amendment” 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. Page 2:
Line 15: Change the “90 percent' to 100%."
Line 16: Change the date of “January 1, 2007” to “January 1, 2008.”

2. Page 3
Line 19: change the word “test” to “screen.”
Line 20 change the word “test” to “evaluation.”

3. 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 ntervention (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 owr. ;d by the state program and in place at
the public health nursing renters. 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: atte’-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.”

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 f o r “ 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”

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

Page 7:
gLine 6: change “and the value of early hearing testing” to “and the value of early heam g
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 Eval ation. 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 refcnal rate, the follow-up rate, the false-positive

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

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

less.

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

Line 25: Change “30 decibels” to “40 decibels.”



Page 8: After line  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,

Ricnara manusagei, iviiv
Director, Division of Public Health



Josh Applebee

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

Subject: HB 109, Hearing screening

Dear Rep. Anderson,

I am writing to ask you to support and vote for House B ill 109 ("related to screening
Newborns for Hearing A bility. 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 rc all infants for hearing deficits at or soon after
birth. This enables early identification of hearing impaired children in order to be able
to intervene to maximize their potential. This program is important because:

1. Hearing loss if one of the most common birth defects. One in 3000 infants are born in
Alaska with pen. ment congenita] 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 ard social development
as well as language delays (that do not seem to progress even after diagnosis in some
children, when that diagnosis is delayed).

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

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

familial adjustment.

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

before they leave the hospital or birthing facility.

Universal hearing screen for all newborns is essential for Alaskan children.
Please support HB 1009.

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

P hyllis' numbers:
Home: 907/345-3394
Office: 907/562-2120
Beeper: 907/275-2030
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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 Ramras:

I am writing to thank you for your sponsorship of HB 109. lam 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 am on the March of Dimes steering
committee to introduce newbom and infant screening legislation.

My son Jack has a bilateral profound loss and my daughter Kate has a unilateral mild/moderate
loss. Their hearing loss was not identified until six months of age and four years respectively.
Identification of my son’s loss at 6 months, appropriate intervention from highly skilled
professionals, and technology have all b”en instrumental in providing him access to sound - a
cntical 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 newbom hearing screening. The
other is SB 68. HB 109 contains the elements that are needed to successfully implement a
screening, Hacking, and intervention program for newboms and infants in the State of Alaska.
Hearing loss is invisible - it cannot be seen at birth. For many toddlers, the possibility that there
may be a problem only begins to emerge when they should be talking but seem to be delayed.

By then, it is very hard to make up lost time. Early detection is the firs’ 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 (0 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! 1make no attempt to quantify or reduce his progress to a
dollar value or to predict what he will be when he moves on into the world of work. But | know
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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 Bcrkowitz
Representative John Coghill


mailto:jsjk@mtaonline.net

02/03/2005 17:23 FAX 9073412270 AARP ALASKA STATE OFFICE

AARP......

February 3, 2005

The Honorable Tom Anderson, Chair
House Labor and Commerce Committee
Alask? 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 Laboi and Commerce Committee to support HB 109, authored by
Representative Jay Ramras and co-sponsored by Representatives Gara, Elkins, Wilson,

Gruenbcrg and McGuire.

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

The goal of HB 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 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 newboms are
offered this screening. AARP hopes you will enable us to have 100% of them screened
at birth. We are 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 Pah' k Luby, AARP Advocacy Director (907-762-3314).

3601 CStreet Suite 1-020 | Anchorage, AK 99503 i toll-free 866-227-7447 | 907-341-2270 fax | toll-free 877-434-7598 TTY
Marie F Smith, President | William 0. Novelli, Chief Executive Officer | www.aarp.org/ak
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Thank you for your consideration.

Sincerely,

Marie Darlin, Coordinator

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

586-3637 (voice)

463-3580 (fax)

CC: Vice-Chair Pete Kott
Representative Gabrielle LeDoux
Representative Bob Lynn
Representative Norman Rokcbcrg
Representative Harry Crawford
Representative David Guttenbcrg
Representative Jay Ramras
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Mury Weyxniller — Testimony for Jouse 1*bor & Commerce Commiltoo
07-479-43% February 42005 1:30p.m.
A07-479-7432 fax

HU 109 NMAn act relating lo establishing a screening, Iracking, and intervention
program related to thc hearing ability of newbom and infants; providing an
tcrmptlou to licensure as no audiologist for certain persons performing hearing
screening test; relating to insurance coverage for newborn and infant hearing
screening; and providing for an effective date."

Tb»nh yon Representative Anderson and committee member* for hearing my
testimony today.

National Institute for Health

* Approximately 3 out of every 1,000 children in the United State* arc born
deaf t*r hflrd-of-hcaring.

 Children begin learning speech and language in (ha first 6 month* of life.

e Congenital hearing loss should be identified early enough that intervention
could start before 6 months of age.

» The earlier deafness and hairing loss i* diagnosed, the sooner the child can
benefit from .strategies that will kelp them learn to communicate.

Healthy Alaskan* for 2010

» One of the stated goals to improve the hearing ’ eallh of Alaakao* through
prevention, early detection, treatment and rehabilitation, Is to Increase the
proportion of newborn* who are scree ned for bearing Io** hy age 1 month,
have audiologic evaluation hy age 3 months and arc enrolled In appropriate
intervention services by 6 months of age.

» Executive Summary states four hospitals in Alaska now perform routine
hearing screening of newborns. Forty-six percent of the babies bom in

Alaska in 2000 wrre screened. With approximately 10,000 births annually, 30

to 40 infants would he expected to have congenital hearing Impairment*.

Quota International of Fairbanks
e Hervice organisation serving the apMcb and hearing Impaired

» Fachye ir grant* approximately 54,000 for equipment to assist children with

speer.li and hearing problems in the Fairbanks area alone.
» Over (»0school age children receiving therapy in the North Star borough
School District.

Please pass this bill and m.Uc a difference for the 30-40 babies born with hearing
deficits in Alaiku each year.

ruz
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FAX NO. 9074583346

Quota International of Fairbanks
P.O. has 741.0
| alrUmts, AK. 7*707
i.svwiiiHithirwib.urit

Knohition in support oTestablishing a xcreening, tracking, and
intervention program related t0the bearing ability of newbornt and
infant*

Whereas thirty to forty babies bom annually In AUxWu ure likely to have
some type of congenital hearing lars; and

Whereas approximately 50% of newboms with hearing loss are not
identified and will not be identified until IKmos. to 3 years of*aye; and

Whereas undetected hearing loss r-tn result in Jifclong delays in language,
cognitive, socio-emolionaJ and actderwii development; and

Whereas over the educational lifetime of a child, substantial amounts of
money would be saved if, as u result of early identification and
intervention, the most appropriate educational setting for the child is a
regular mainstream clasrrootn instert] of a self-contained classroom or a
self-contained program; and

Whereas the prevalence of congenital hearing loss at 3 per 1000 births
nation wide is substantially higher than the prevalence of phenylketonuria
(I’KU), hyperthyroidism, or sickle cell nnetniu, which air required for
(.crooning Inevery stale;

Now therefore be it resolved that Quota International of Fuiihunks, a
service organization focused on the speech and hearing impulied,
wholeheartedly supports IJR 109 "'an act to establish a screening, tracking,
and intervention program related to (lie hearing ability of newboms pad
infants "

Resolution #1 Adopted unanimously by the general membership on
February 1, 2005,0 p.m. Regency Hotel, Fairbanks, Alaska.

907-452-1751 wk.
907-450-59K2 fax

E—iWiM AW «imiib»i» uni ixdi ivn 1 mmaiannm n r e r—nanmimvinnae-
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l1HE FOLLOWING DOCUMENT(S)
HAVE BEEN REFILMED TO
ASSURE LEGIBILITY ORPAGINATION

Central Microfilm Services
Dcpartement of Education & Early Development
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A merican/ ademy of Pediatrics
DEDICATED TO THE HEALTH OP ALL CHILDRE.T

February 4,2005

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

Dear Representative Anderson and Members of the House L&C
Committee:

On behalf of the pediatricians of the Alaska Chapter of the American
Acadcmy of Pedi- ics | am writing to encourage your support of HB 409:
Newbom Hearing Screening, Tracking and Intervention. We recommend
that all babies be screened for hearing loss before thc> icavc the hospital.

The cost of identify mg a newborn with hearing loss is less than 1/10®the
cost of identifying newboms with metabolic disorders such as PKU and
hypothyroidism, for which screenings are required in every state. For
most birthing hospitals, the cost for newbom hearing screening per child is
between $20 and $60 and continues to decrease. The evidence for the
benefits, practicability and cost-cffi icncy of universal newboir hearing
screening is so compelling that 37 states have passed legislation reqr’ring
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
years ofage. The most critical period fur speech and Irnguage
developmenl is £ . m birth to three years of age.

Thank you for s ppor-ing HB 109.

Sincerely,

Thomas J. Porter. MD FAAP

Presided
American Acadfmy of Pediatrics, Alaska Chapter
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Date Referred to Committee: February 25, 2005
Date of Committee Action:
The LABOR AND COMMERCE Committee considered:

HOUSE BILL NO. 120

FURTHER REFERRALS:

HB 120

HEALTH CARE EMPLOYEE PROTECTION

"An Act relating to safety devices and snarp instruments for the prevention of the spread of bloodborne
pathogens in health care employees; and providing for an effective date."
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A laska State Legislature

Representative Peggy Wilson
House District 2
Putting Alaska's Families First

MEMORANDUM

Date: March 1, 2005

To: Representative T >m Anderson Chair Labor and Commerce Committee

From: Representative Peggy Wi' in J"
Re: HB 120 Health Care Employee Protection

HB 120 will remove tv iexemptions for intraoral procedures and for health care
organizations with fewer that 25 full-time employees. This bill will bring the Alaska
standards into compliance with federal standards for the handling of needles and other
sharp instruments. Removing these exemptions is not expected to have a significant
impact as most of these organizations currently comply with the federal standards. |
request that you schedule HB 120 for a hearing before the Labor and Commerce
Committee as soon as possible. Thank you for your consideration.

JarH\Vay, JuneaLt State Capitol » Juneau, AK 99801-1121 « pi. (907) 465-3824  lax (907) 465-3175
Jure-Dee, Wanyell: PO Box 109« Wrangell. AK 99929 « ph (9C7) 874-3088 « 18X (907) 874-3055
Rep.Peggy.WilsonOlegis.state.ak.us  hitp /Amwakrepubiicans.org/wilsorv « 1-800-686-3824



ALASKA STATE LEGISLATURE

Interim. SSf Sgssion.
P.O. Box 109 o Stale Capitol. Room 108
Wrangell. AK 99929 . i Juneau, AK 99801-1182
Phore. (907) 874-3088 Phone (907) 465-3824
Fax (907) 874-3055 Fax (907) 465-3175

REPRESENTATIVE PEGGY WILSON
HOUSE DISTRICT 2

Sponsor Statement

HB 120

“ An Act relating to safety devices for needles and sharp instruments to prevent the
spread of bloodbome pathogens in Alaska’s health care workers and establishing an
effective date. ”

This bill repeals two exemptions from Alaska’s bloodbome pathogen protection
standards to bring Alaska standards into compliance with federal standards. The bill
removes exemptions for intraoral procedures and for health care organizations with fewer
than 25 full-time employees. Removing these exemptions is not expected to have a
significant impact, as most of these organizations have already made the necessary efforts
to minimize exposure to bloodbome pathogens by complying with state and federal
standards. The risks associated with bloodbome pathogen exposure demand clear and
consistent standards throughout health care organizations in Alaska.

SSHB 18 1/18/05



Sectional Analysis
House Bill 130 Health Ca~; Employee Protection

Sectional Analysis

Section 1repeals AS 18.60.880(h), which exempts operations where the primary use of
needles and other sharps is for intraoral procedures from requirements to use safety
devices. Removing this exemption will help ensure that the risk of spreading bloodbome
pathogens in dentist and oral surgery offices is minimized.

Section 2 repeals AS 18.60.890(3)(B), which exempts employers with fewer than 25 full-
time employees from the requirements to use safety device . to help ensure that the risk of
spreading bloodbome pathogens in health care occupations is minimized in Alaska.

Sections land 2:
These exemptions conflict with federal regulations (29 CFR 1910.1030)

governing occupational protections associated with the use of needles and other
sharp devices, as the federal regulations do not contain similar exemptions.

AS 18.60.880(h) arid AS 18.60.890(3)(B), as they currently stand, are in direct
conflict with AS 18.60.030(6) and Section 18 of the Occupational Safety and
Health Act of 1970 (29 USC § 667), which mandate the Alaska Occupational
Safety and Health (AKOSH) program to be “at least as effective as” the U.S.
Department of Labor, Occupational Safety and Health Administration program.
Not only does this conflict create confusion for employers who are not sure which
standard to follow, it also jeopardizes feueral grant funds for the AKOSH

program.

Section 3 establishes an immediate effective date.



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number:
2005 LEGISLATIVE SESSION Bill Version: HB 120
(H) Publish Date: 2/25/05

Revision Date/Time (Note if correction):

Department: Labor and Workforce Development
Labor Standards and Safety

FY 2011

Title: Health Care Employee Protection RDU:
Component: Occupational Safety and Health

Sponsor: Representative Wilson

Requester: House HES Component Number: 970

Ex 'mnditures/Revenues (Thousands of Dollars)

Note: Amounts do not include inflation unless otherwise note J below.

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

Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures
Grants & Claims

Miscellaneous

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0

CAPITAL EXPENDITURES
[CHANGE INREVENUES () f

1002 Federal Receipts

1003 GF Match

1004 GF

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: None
Mark this box (X) if funding for this bill is Included in the Governor's Fv 2006 budget proposal:

POSITIONS
Full-time
Part-time
Temporary

ANALYSIS: (Attach a separate page if necessary)

There is no anticipated fiscal impact as a result of this legislation.

Prepared by:  Grey Mitchell, Director Phone: 465-485b

Division: Labor Standards and Safety

Approved by: Greg O'Claray, Commissioner Date: 2/4/2005

Agency: Department of Labor and Workforce Development

@R YZ/Dia)

Date/Time: 2/4/05 9:43 AM

0.0

001

Page 1of 1



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number: 1
2005 LEGISLATIVE SESSION Bill Version: HB 120
( h ) Publish Date: 2/25/05
Revision Date/Time ENot eif corr ect|on) Dept. Affected: Health & Social Services
, ATING TO SAFETY DEVICES AND SHARP o
Title INSTRCl)JéIIEE,\lNS TS AND BLOODBORNE RDU Public Heaith

Component Public Health Admin Svcs

Sponsor WILSON
Requester ~ HOUSE (HES) Component No. 22

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 FY2J10 FY 2011

Personal Services
Travel
Contractual
Supplies

Equ J)ment
Land & Structures
Grants & Claims

Miscellaneous
TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 0.0

CAPITAL EXPENDITURES | 1 L A1 1

ICHANGE IN REVENUES (0)

FUND SOURCE (Thousa. Is of Dollars)
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 0.0 0.0 0.0 0.0 0.0 0.0
Estimate of any current year (FY2005) cost:
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: (Attach a separate page if necessary)

This legislation docs not affect procedures and practices already in place in public health
nursing centers. It has no fiscal impact on the Division of Public Health.

Prepared by: Richard Mandsager, M.D. Phone 465-3090
Division Public Health Date/Time 02/18/2006
Approved by: Joel S. Gilbertson. Commissioner Date 02/18/2005
Agency Department of Health and Social Services

(Revised 9/23/2004 OMB) Page 1of 1



List of testifiers for Health Care Employee Protection, HB 120

Grey Mitchell, Director of Labor Standards and Safety, in Juneau

Camille Soliel, Executive Director of Alaska Nurses Association, via teleconference from

Anchorage



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number
2005 LEGISLATIVE SESSION Bill Version: HB 120-DHSS-DPH-02-16-05
() Publish Date;
Revision Date/Tim# (Note Hcorrection): DOpt Affected: Health & Social Services
_ RELATING TO SAFETY DEVICES AND SHARP .
Title INSTRUMENTS AND BLOODBORNE RDU Public Health

PATHOGENS

Component Public Health Admin Svcs

Sponsor ~ WILSON
Requester ~ HOUSE (HES) Component No. 22

ExFenditures/Rove_nues (Thousands of Dollars)
Note: Amounts do not include inflation unless otherwise noted below.
OPERATING EXPENDITURES FY2006 FY2007 FY2008 FY2009 FY210 FY21
Personal Services
Travel
Contractual
Supplies
Equipment
Land & Structures
Grants &Claims
Miscellaneous
TOTAL OPERATING 00 0.0l 0.0 co 00 00

CAPITAL EXPENDITURES T o I

CHANGE IN REVENUES (0) I I I

FUNL SOURCE (Thousands of Dollars)
1002 Federal Receipts
1003 GF Match
1004 GF
1037 GF/Mental Health
OtheréSpec_ify Type-do not abbrevjateg
Other(Specify Type-do not abbreviate
TOTAL 00 00 00 00 00 00

Estlrr Jte of any current year (FY2,005,1 cost:
Mark this box (X) Ifbinding for this bill Is Included ™ the Governor's FY 2006 budget proposal: |
POSITIONS

Full-time

Part-time

Temporary

ANALYS|S (Attach a separate page tf necessary)

This legislation does not affect procedures and practices already in place in public health
nursing centers. It has no fiscal impact on the Division of Public Health.

Prepared by: Richard Mandsager. M.D. Phone 465-3090
Division Public Health Date/Time 02/18/2005
Approved by: Joel S. Gilbertson, Commissioner Date 02/18/2005
Agency Department of Health and Social Services

IR«vU*d 9/23/2004 0V B) Page 1of 1



FISCAL NOI E

Fiscal Note Number:

STATE OF ALASKA
Bill Version: HB120-DOLWD-OSH-02-04-05

2005 LEGISLATIVE SESSION

() Publish Date:
Revision Date/Time ﬂNote if correction): pepartment:  LabOr and Workforce Development
Title: Health Care Employee Profection |RDU: Labor Standards and Safety
Component: “Occupafional Safefy and Health
Sponsor Representative Wilson
Requester:  House HES Component Number 970

Expenditures/Revenues (Thousands of Dollars)
Note: Amounts do not include inflation unless otherwise noted bslow.

OPERATING EXPENDSTLRES 7Y2006 FY2007 FY2008 FY2009 FY2010 FY201

Personal Services
Travel
Contractual
Supplies
Equipment

Land & Structures
Grants & Claims

Miscellaneous
TOTmL OPFRATING 00 00 00 00 00 | 00

ICHANGE IN REVENUES ( ) , ,
FUND SOURCE (Thousands of Dollars)
1002 Federal Receipts
1003 GF Match
1004 Gg _
1005 GF/Program Receipts
1037 GF/Mental Health _
Cther (Specify Typre—Do not abbreviate)
OTAL 00 00 00 00 00 00

Estimate of any current year (FY2005) cost:
Marfc this hox z X) if funding for this bill is included In the Governors FY 2006 budget proposal:

POSITIONS
Full-time
Part-time
Temporary

ANALYS|S (Attach a separate page il necessary)

There is no anticipated fiscal impact as a result of this legislation.

Phone: 465-4855
Date/Time: 2/4/05 9:43 AM

Date: 2/4/2005

Prepared by:  Grey Mitchell, Director
Division: Labor Standards and Safety

Approved by: Greg O'Claray, Commissioner
Agency: Depa Intent of Labor and Workforce Devalopment

Page lof 1

(R«v»*d 9/23/2004 OMB)



Sectional Analysis
Bloodbome Paihogen Protective Devices Bill

Sectional Analysis

Section 1repeals AS 18.60.880(h), which exempts operations where the primary use of
needles and other sharps is for intraoral procedures from requirements to use safety
devices. Removing this exemption will help ensur that the risk of spreading bloodbome
pathogens in dentist and oral surgery offices is minimized.

Section 2 repeals AS 18.60.890(3)(B), which exempts employers with fewer than 25 full-
time employees from the requirements to use safety devices to help ensure that the risk of
spreading bloodbome pathogens in health care occupations is minimized in Alaska.

Sections 1and 2:
These exemptions conflict with federal regulations (29 CFR 1910.1030)
governing occupational protections associated with the use of needles and other
sharp devices, as the federal regulations do not contain similar exemptions.

AS 18.60.880(h) and AS 18.60.890(3)(B), as riicy currently stand, are in direct
conflict with AS 18.60.030(6) and Section 18 or the Occupational Safety and
Health Act of 1970 (29 USC § 667), which mandate the Alaska Occupational
Safety and Health (AKOSH) program to be “at least as effective as” the U.S.
Department of Labor, Occupational Safety and Health Administration program.
Not only does this conflict create confusion for employers who are not sure which
standard to follow, it also jeopardizes federal grant funds for the AKOSH
program.

Section 3 establishes an immediate effective date.
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Date Referred to Committee: February 2, 2005 FURTHER REFERRALS: Labor and Commerce

Date of Committee Action:
The HEALTH. EDUCATION AND SOCIAL SERVICES Committee considered: HB 120

HOUSE BILL NO. J20 HEALTH CARE EMPLOYEE PROTECTION

"An Act relating to safety devices and sharp instruments for the prevention of the spread of bloodbome
pathogens in health care employees; and providing for an effective date.”

Recommends it be replaced, with [ S Of_| 71¢Sfor J
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