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M ajority W hip
Memorandum
To: Representative Peggy Wilson
Chair House Health, Education & Social Services Committee
From: Rep. Richard Foster
Date: April 23, 2003
Re: HB 108

| respectfully request the House Health, Education & Social Services Committee schedule House
Bill 108 "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 tests; relating to insurance coverage
for newborn and infant hearing screening; and providing for an effective date." as soon a

practical.
The contact person in my office is Paul LaBolle, 465-3789.

Alakanuk. Brevig Mission, Chcvak, Diomede, lilim, Fmmonak, (iambell. Golovin. Hooper Bay, Kotlik. Koyuk, Mountain
Village. Nome. Nunam Iqua, Pitka’s Point. St. Mary’s, St. Michael, Savoonga, Scathmon Bay. Sliaktoolik, Stcbbins, Teller.
Unalakleet, Whales, White Mountain



Sponsor Statement

House Bill 108
Representative Richard Foster

With the discovery that a baby’s brain develops more rapidly than
previously believed, concern for identification of infant-hearing defects has

achieved a new prominence.

Over thirty states have passed legislation that provides universal newborn
hearing screening. Several other states screen a significant portion of
newborns. Approximately 10,000 babies are bom in Alaska each year. Out
of that number, thirty to forty of these newborns are likely to have some type

of congenital hearing loss

Even though many hospitals and clinics, within the state, screen high-risk or
premature infants for hearing loss, about 50% of newborns with hearing loss

are not identified.

Most newborns with congenital hearing loss that are not identified at birth
will not be identified until 18 months or three years of age. By this time
certain critical periods for language and cognitive development have passed.
When hearing loss is not detected it can results in lifelong delays in the
development of language, and other cognitive skills.

Since hearing loss is more common that any other birth defect and since it
has a significant impact on cognitive development, infant screening should

be a priority within the state.

This bill would insure that newborns are screened, and that a reporting and
tracking system is implemented. The department would have the
responsibility to effectively plan, establish, monitor, and evaluate the

program.



Locations of Newborn Hearing Screening Hospitals
2001 births

Samuel Simmonds Hospital
UNHS expect to Implement 2003
40 biilhs

Manillag Hospital
UNHS expect toimplement 2003
93 births

Norton Sound Regional Hospital
UNHS implemented 10/99
119 births

Yukon KuskokwIm Hospital
UNHS expectlo implement 2003
412 births

Central Peninsula General Hospital
UNHS implemented 3/02
353 birlhs

Kanakanak Hospital
UNHS implemented 0/01

48 bitllis

Barrow

Kotzebue

Nome

Fairbanks Memorial Hospital

UNHS implemented 2/90
959 births

Bassett Army Community Hospital

UNHS implemented 5/02
517 births

Alaska Regional Hospital
UNHS implemented 8/99
675 births

Valley Hospital
UNHS not Implemented
439 births

EiImendorf AFB Hospital
UNHS implemented 9/01
673 births

Alaska Native Medical Center
UNHS implemonled 10/01

1257 hirths

Providence Alaska Medical Center
UNHS implemonled 7/99

2562 births

Fairbanks

Matanuska Valley
Anchqi

Soldotn
Dillingham

Bethel

Kodiak

Providence Kodiak Island Medical Center
UNHS implemented 1/02
240 births

Homer

Valdez Community Hospital

UNHS notimplemented
55 births

Bartlett Memorial Hospital

Petershurg General Hospital
UNHS notimplemented
24 Dirths

UNHS expect toemplemenl 2003

506 births

Valdez

ordova

Cordova Community Hospital
UNHS notimplemented
11 births

South Konnl Peninsula Hospital
UNHS oxpocllo implement 2003
77 births

Sitka Community Hospital
UNHS notimplemented

59 birlhs

SEARHC Hospital

UNHS implemented 8/98
56 births

Wrangell General Hospital
UNHS notimplemented
13 birlhs

Juneau

Petersburg

Ketchikan General Hospital
UNHS expect toimplement 2003
234 hirlhs



GOAL/ PURPOSE OF NEWBORN HEARING SCREENING & REPORTING:

GOAL:
A law requiring that all birthing facilities in Alaska implement newborn hearing

screening and reporting programs. The requirement will assist with appropriately
providing, and facilitating the deliverance of, early intervention services to children with
hearing loss. Inorder to accomplish the goal, a statewide comprehensive and coordinated
interdisciplinary program, such as the Early blearing Detection & Intervention (EHDI)
Program, must be available to ensure completion of early hearing impairment screening,
identification, and follow-up of children from birth to thirty-six months of age.

PURPOSE:

To provide early detection of hearing loss in newborn children at the birthing facility or
as soon after birth as possible, to enable these children and their families/care-givers to
obtain needed multi-disciplinary evaluation, treatment, and intervention services at the

earliest opportunity; and to prevent or mitigate the developmental delays and academic
failures associated with late identification or hearing loss.

To provide the State with the information necessary to effectively plan, establish, and
evaluate a comprehensive system of appropriate services for newhorns and infants who
have a hearing loss or are deaf. In addition, the information reported to the State must
contain pertinent information regarding children identified with hearing impairment for
the purposes of tracking, monitoring, and assessing appropriate intervention strategies for
optimal health and educational benefits for the child and the child’s family including
enrollment in early intervention services. (See attached sheet, REPORTING, for
specifics regarding data elements for collection.)



REPORTING:

ITEMS RE: NEWBORN HEARING SCREENING FOR REPORTING TO EHDI
PROGRAM

The number of newborns bom in the hospital;

The number of newborns screened on birth admission;

The number of newborns who passed the birth admission screening;

The number of newborns who did not pass the birth admission screening;
The number of newborns recommended for follow-up rescreening, diagnostic
audiologic evaluation, or monitoring;

The number of newborns and infants who pass and did not pass the follow-up
rescreening or diagnostic audiologic evaluation; and

The number of infants referred for early intervention.
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FACT SHEET:

Universal [Newborn Hearing Screening (UNHSVEarlv Hearing Detection &
Intervention (EIID1)

1

Every day, 33 babies (or 12,000 each year) are bom in the United States with
permanent hearing ioss, or 3in every i.uuu outus \ij. m smusnu, approximately
10,000 babies are born each rear and according to statistics 30-40 will likely
have some type of congenital hearing loss.

The evidence for the benefits, practicability, and cost-efficiency of universal
newborn hearing screening is so compelling that 37 states have passed legislative
mandates requiring that newborns be screened for hearing loss (2).

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

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

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

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).

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 $ Imillion per individual (8). These savings in
rpecial education costs will pay for universal newborn hearing screening many
times over.

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



9 If it remains undetected, even mild hearing loss or hearing loss in only one ear has
substantial detrimental consequences. For example, research shows that children
with hearing loss in one ear arc 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, eleven hospitals in Alaska are voluntarily implementing newborn hearing
screening programs, resulting in approximately 60% of all newborns bom in the
state receiving the screening, and more are planning to implement by the end of

2002(14).



EHDI I-ACT SHEET REFERENCES

1

2

3

National Center on Hearing Assessment and Management.
http://www.infanthearing.org/prcsentations/cdc/prcvalence.html.
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National Center on Hearing Assessment and Management.
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Grosse S. “Cost comparison of screening newborns for hearing impairment
and biochemical disorders.” Center for Disease Control and Prevention.
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2001.
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infants and young children with hearing loss: a national study.” Ear and
Hearing. 1996;17:55-62

Johnson JL, Maitk GW, Takekawa KM, Simon PR, Sia CCJ, Blackwell PM.
“Implementing a statewide system of services for infants and toddlers with
hearing disabilities." Seminars in Hearing. 1993; 14 106-119.

Yoshinaga-Itano C., Apuzzo ML. “Identification of hearing loss after IS
months of age is not early enough.” Am Ann Deaf, 1998; 143 (5): 2°0-387.

Yoshinaga-Itano C., Scdey AL, Coulter BA, Mehl AL. “Language of early
and later-identified children with hearing loss.” Pediatrics. 1998; 102
116501171

Centers for Disease Control and Prevention. Natioi. 1Center for Birth
Defects and Developmental Disabilities, Early Hearing Detection &
Intervention Program. What is EHDI? http://www.cdc.gov/ncbddd/ehdi.htm

National Center on Hearing Assessment and Management.
http://www.infanthearing.org

National Center on Hearing Assessment and Management.
http://www.infanthearing.org
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Alaska Early Hearing Detection & Intervention Program Data.



P/2003 VI-B Child Count

Alaska Gateway
Aleutian Region
Aleutians East
Alveska Central
Anchorage
Annette Island
Strait
Bristol Bay
Chatham
Chugach
Copper River
Cordova
Craig
Delta/Greely
Denali
Dillingham
Fairbanks
Galona
Haines
Hoonah
Hydaburg
Iditarod
j. neau

Kashunamlul
Konai Peninsula
Ketchikan
Klawock

Kodiak Island
Kuspuk

Lake & Peninsula
Lower Kuskokwim
Lower Yukon

MI. Edgecombe
Nenana
Nome

Northwest Arctic
Pelican
Petersburg
Pribilof

Skagway
Southeast Island
Southwest Region
Tanana

Unalaska

Valdez

Wrangell

Yakutat

Yukon Flats
Yukon/Koyukuk

State of Alaska
Department of Education
and Eariy Development

Updated 3/10/2003

Count as of: 10/25/02

18116



FY2002 VI-B Child Count

Alaska Gateway
Aleutian Region
Aleutians East
Anchorage
Annette island

Bristol Bay
Chatham

Cordova
Craig
Delta/Greeh
Denali
Dillingham
Fairbanks
Caiena
Haines
Hoonah
Hydaburi
Iditarod Area
Juneau

Kashunamiut
Kenai Peninsula
Ketchikan
Klawock

Kodiak Island
Kuspuk

Lake & Peninsula
Lower Kuskokwim
Lower Yukon

MI. Edgecumbe
Nenana
Nome

Northwest Arctic
Pelican
Petersburg
Pribilof

Skagway
Southeast Island
Southwest Region
Tanana

Unalaska

Valdez

Yakutat
Yukon Flats
Yukon/Koyukuk

TOTALS

MR - Mental Retardnllon
H - Hoarlng Impaired

Sl - Speech/Language Impaired

M - Visual Impairments
ED - Emotional Disturbance

Ol - Orthopedic Impairments

State cf Alaska
Department of Education
and Early Development

OHI - Other Health Impairments
LD - Specific Learning Disabilities
DB - Deaf-Blindness

Updated 3/21/2002

Count as of; 10/26/01

4 BE fttisty
MD - 1lultiple Disabilities
AUT - \uilsm

TBI -1 -aumalic Brain Injury

Mgy oy

DD - Developmentally



State of Alaska Updated  3/19/01
Department of Education



FY2000 VI-B Child Count

Alaska Gateway
Aleutian Region
Aleutians East
Anchorage
Annette Island

Bristol Bay
Chatham
Chugach
Copper River
Cordova

Delta/Greely
Denali

Fairbanks
Galena
Haines
Hoonah
Hydaburg
Iditarod
Juneau

Kashunamiut
Konal Peninsula
Ketchikan
Klawock

Kodiak

Lower Kuskokwim
Lower Yukon

Mount Edgecumbe
Nenana
Nome

Northwest Arctic
Pelican
Petersburg
Pribilof

Skagway
Southeast Island
Southwest Region
Tanana

Unalaska

Valdoz

Wrangell
Yakutat___
Yukon Flats
Yukon/Koyukuk

S

MR -Mental Retardation
HI -Hoarlng Impaired

S| #Speech/Language Impaired

VI -Visual Impairments
ED -Emotional Disturbance

0l -Orthopedic Impairments

Stale of Alaska
Department of Education

OHI -Other Hoallh Impalrmonts
LD -Specific Learning Disabilities

DB -Deaf-Blind/ress

AlIT

Updated

3/21/00

Count as of: 12/1/99

TBI  3to5 321

MD -Multiple Disabilities
AUT -Autism
TBI -Traumatic Brain Injury

Total



Slate of Alaska
Department of Education
PY99 Tille 94-142 (VI-B) Child Count
4R ~Mental Retardation VI -Visual Impairments OHI -Other Health Impairments MD «Multiple Disabilities
~Hearing Im paired ED -Serious Emotional Disturbance LD -Specific Learning Disabilities AUT -Autism
[ -Speech/Lanpuaflo Impaired Ol -Orthopedic Impairments D8 «Deaf-Blindnpss TBI-Traumatic Brain Injury



State of Alaska
Department of Education

FY98 Title 94-142 (VI-B) Child Count

MR HI S| VI ED 0l OHI LD DB MD  AUT  TBI
Alaska Gateway 2 0 33 1 0 0 3 50 0 8 1 0
Aleutian Region 0 0 3 0 0 0 0 3 0 0 0 0
Aleutians East 3 1 8 0 2 0 0 42 0 3 0 0
Anchorage 266 133 995 12 384 21 160 4,295 1 191 54 26
Annette Island 7 0 18 0 1 1 1 33 0 1 n 0
Bering Strait 3 5 61 2 14 1 0 162 0 5 0 0
Bristol Bay 1 1 4 0 5 0 0 20 0 2 0 0
Chatham 3 0 4 0 1 0 1 12 0 6 0 0
Chugach 1 1 9 0 0 0 0 6 0 2 0 0
Copper River 9 0 22 0 3 0 5 44 0 0 0 0
Cordova 0 0 18 0 2 1 4 17 0 1 1 0
Craig 1 3 17 1 3 0 0 19 0 1 1 0
Delta/Greely 5 0 20 0 5 0 2 58 0 2 0 1
Denali 0 0 n 1 1 0 4 1 0 1 0 0
Dillingham 4 1 7 2 6 0 7 58 0 2 0 0
Fairbanks 113 21 547 3 113 6 81 980 0 36 8 9
Galena 0 1 8 0 2 0 2 9 0 2 0 0
Haines 0 0 19 0 2 3 3 30 0 1 1 0
Hoonah 5 0 8 0 2 0 3 1 0 3 1 0
Hydaburg 0 1 1 0 2 0 0 1 0 1 0 0
Iditarod 1 0 28 1 0 0 2 26 0 3 0 0
Juneau 16 13 140 5 20 2 28 344 5 22 9 3
Kake 0 0 12 0 1 0 0 8 0 1 0 0
Kashunamiul 4 1 2 1 1 2 0 16 0 2 0 0
Kenai Peninsula 55 n 266 5 53 7 30 725 0 217 6 10
Ketchikan 36 0 70 0 18 0 10 76 0 6 1 0
Klawock ) 0 12 0 0 0 0 20 0 0 0 0
Kodiak 9 3 75 0 18 0 36 188 0 10 4 1
Kuspuk 7 1 23 1 1 0 1 35 0 2 0 0
Lake & Pen 7 1 26 0 1 1 0 41 0 4 1 0
Lower Kuskokwim 16 4 54 2 21 4 1 299 1 31 1 1
Lower Yukon 9 3 58 2 7 1 1 124 0 7 0 0
Mat-Su 85 24 390 3 85 6 24 938 0 57 4 9
Mount Edgecumbe 0 0 0 0 0 0 1 10 0 0 0 0
Nenana 0 0 n 0 0 0 0 14 0 0 0 1
Nome 8 0 u 0 5 0 1 79 0 4 0 1
North Slope 23 1 60 0 19 0 9 92 0 1 0 2
Northwest Arctic 21 2 45 0 1 1 1 166 0 2 0 1
Pelican 0 0 0 1 0 0 0 3 0 0 0 0
Petershurg 0 0 40 0 0 4 3 49 0 2 2 0
Pribilof 4 0 8 0 0 0 2 16 0 2 0 1
Saint Mary's 2 0 8 0 0 0 0 6 0 1 1 0
Sitka 3 2 48 2 10 0 n 97 0 7 2 0
Skagway 0 0 0 0 0 1 2 3 0 1 0 0
Southeast Island 1 0 4 0 1 0 0 16 0 1 0 0
Southwest Region 3 3 57 0 4 2 4 27 0 2 0 0
Tanana 0 0 1 0 0 0 0 10 0 3 0 0
Unalaska 2 0 8 0 1 1 1 21 0 0 0 0
Valdez 6 0 22 0 1 0 2 69 0 1 0 1
Wrangell 3 0 1 0 2 0 7 30 0 4 2 0
Yakutat 2 0 0 1 0 0 1 6 0 1 0 1
Yukon Flats 3 0 24 1 1 1 0 51 0 0 0 0
Yukon/Koyukuk 5_ 2 24 0 2 0 3 68 0 1 0 0
Yupiit 1 42 0 2 0 0
TOTALS 761 239 3,357 49 827  es 468 9586 485 100 68

OH! - Other Health Impairments
LD - Specific Learning Disabilities
DB - Deaf-Blindness

MR - Mental Retardation VI - Visual Impairments
HI - Hearing Impaired ~ ED- Serious Emotional Disturbance
SI - Speech/Language Impaired Ol - Orthopedic Impairments

Updated 2/6/98
Countas of: 12/1/97

3to5 3-22 Total_
9 107
0 6
0 59
719 7,257
19 81
37 290
0 33
1 28
4 23
9 92
1 55
8 54
34 127
4 33
21 108
212 2,129
0 24
12 71
2 35
1 17
1 72
51 658
3 25
2 31
83 1,278
78 295
9 43
20 364
3 74
n 93
60 511
21 233
176 1,801
0 11
0 26
9 118
20 237
18 208
0 4
13 113
0 33
3 21
38 220
4 1
4 27
27 129
| 15
13 47
26 128
4 63
7 19
7 88
6 111
8 66
1,839 17,852

MD - Multiple Disabilities
AUT - Autism
TBI - Traumatic Brain Injury



© State of Alaska
Department of Education

FY97 Title 94-142 (VI-B) Child Count

VIEL *U Sl- id. Fn Ol dhi Id DB
ALASKA GATEWAY 1 1 23 0 0 0 3 58
ALEUTIAN REGION 0 0 0 0 0 0 1 5
ALEUTIANS EAST 4 0 6 0 3 1 0 66
ANCHORAGE 247 128 912 16 390 22 133 4,281
ANNETTE ISLAND 5 0 15 0 1 2 1 41
BERING STRAIT 8 5 58 2 13 1 0 138
BRISTOL BAY 0 0 5 0 3 0 1 19
CHATHAM 5 0 17 0 0 0 1 21
CHUGACH 1 4 0 0 0 0 0 5
COPPER RIVER 9 0 21 0 3 0 6 57
CORDOVA 0 1 18 0 0 0 3 27
CRAIG 0 3 16 1 2 0 0 31
DELTAGREELEY 3 0 18 0 7 0 4 60
DENALI 1 0 7 1 2 0 3 19
DILLINGHAM 5 0 8 0 5 0 5 50
FAIRBANKS 105 16 523 4 113 3 61 940
GALENA 0 0 8 0 0 0 0 18
HAINES 0 0 17 0 2 4 1 39
HOONAH 3 0 1 0 2 2 3 22
HYDABURG 0 1 0 0 0 0 0 1
IDITAROD 1 0 25 1 0 0 2 26
JUNEAU 17 2 133 4 22 3 23 370
KAKE 0 1 14 0 2 0 1 13
KASHUNAMIUT 3 1 2 1 1 2 0 14
KENAI 49 15 259 5 68 4 22 767
KETCHIKAN 31 0 17 0 16 0 6 83
KLAWOCK 0 0 8 0 0 0 0 34
KODIAK 1 5 83 0 18 0 29 195
KUSPUK 7 3 19 1 2 2 0 30
LAKES. PENINSULA 9 0 24 0 3 0 1 50
LOWER KUSKOKWIM 21 5 46 3 27 3 12 340
LOWER YUKON 10 1 62 2 8 1 3 126
MAT-SU 75 23 366 4 73 8 20 865
MT. EDGECUMBE 1 0 0 0 0 0 1 1
NENANA 0 0 5 0 0 0 0 16
NOME 1 0 15 0 4 0 1 82
NORTH SLOPE 20 2 42 0 22 0 7 77
NORTHWEST ARCTIC 31 3 38 0 2 1 0 172
PELICAN 1 0 1 0 0 0 0 1
PETERSBURG 1 0 36 0 0 4 2 45
PRIBILOF 4 0 7 0 1 0 1 16
SITKA 7 1 40 2 7 1 8 89
SKAGWAY 1 0 0 0 0 1 1 2
SOUTHEAST ISLAND 1 0 3 0 0 0 0 27
SOUTHWEST REGION 2 2 45 0 2 1 3 32
ST. MARYS 2 0 12 0 0 0 0 12
TANANA 0 0 0 0 1 0 1 13
UNALASKA 3 0 13 0 1 1 1 20
VALDEZ 6 0 17 1 1 0 5 64
WRANGELL 5 0 13 0 2 0 3 32
YAKUTAT 3 0 1 1 0 0 2 7
YUKON FLATS 3 0 24 0 3 1 1 59
YUKON KOYUKUK 4 0 22 0 2 1 0 73
YUPIT 7 0 13 1 0 0 0 34
TOTALS 744 223 3,148 50 ~834 69 382 9,705

MR - Mental Retardation
HI - Hearing Impaired
SI - Speech/Language Impaired

VI - Visual Impairments
ED - Serious Emotional Disturbance

Ol - Orthopedic Impairments DB - Deaf-Blindness

0
0
0
1
0
0
0
0
0
0
0
0
0
0
1
0
0
0
0
0
0
2
0
0
0
0
0
0
0
0
1
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
5

OHI - Other Health Impairments
LD - Specific Learning Disabilities

Count as of: 12/1/96

MD___ AUI— ISI— 3to5 3-22 TQuaL

5 1 o 16 108
0 0 0 0 6
3 0 0 7 90
188 30 25 677 7,050
1 0 0 17 83
4 0 1 20 250
1 0 0 3 32
4 0 0 0 48
2 0 0 4 16
1 0 0o 13 110
0 1 0 17 67
1 0 0 8 62
4 0 0 45 141
1 0 0 4 38
5 0 0 19 98
36 8 8 199 2,016
0 0 0 1 27
1 0 0 8 72
2 1 0 4 50
1 0 0 1 14
3 0 0 12 70
1 8 2 5 662
1 0 0 5 37
2 0 0 2 28
27 6 1 18 1351
7 2 0 65 287
2 0 0 5 49
7 2 1 3 382
1 0 0 3 68
4 0 0 13 104
28 1 0 65 552
6 0 0 10 229
57 4 g 184 1687
0 0 0 0 13
0 0 1 0 22
3 0 115 13
9 0 1 2 202
0 0 0 2 268
0 0 0 0 3
1 1 0 15 105
2 0 1 3 35
7 2 0 40 204
1 1 0 2 9
1 0 0 4 36
1 0 0 20 108
2 0 0 1 29
0 0 0 1 16
0 0 0 7 46
1 0 0 2 117
4 2 0 14 75
0 0 15 20
1 0 0o 1 106
1 0 0 0 103
2 0 0 10 67
46270 61 1.847 17,600
MD - Multiple Disabilities
AUT - Autism

TBI - Traumatic Brain Injury



# State of Alaska
Department of Education

FY96 Title 94-142 (VI-B) Child Count

MR H 5l vi. ED 01 OH LD
ALASKA GATEWAY 0 0 21 2 0 0 1 60
ALEUTIAN REGION 0 0 1 0 0 0 0 5
ALEUTIANS EAST 2 0 8 0 4 0 0 52
ANCHORAGE 240 123 919 12 342 27 102 4,225
ANNETTE ISLAND 4 0 15 0 2 2 1 43
BERING STRAIT 7 6 42 1 18 1 i 148
BRISTOL BAY 0 0 5 0 2 0 1 28
CHATHAM 6 0 19 0 1 0 0 17
CHUGACH 1 0 6 0 0 0 0 10
COPPER RIVER 7 0 17 0 5 0 3 56
CORDOVA 0 1 16 0 0 0 4 25
CRAIG 0 2 14 0 1 0 0 33
DELTA GREELY 2 2 13 0 5 0 2 88
DENALI 1 0 12 1 1 0 2 19
DILLINGHAM 5 1 5 2 3 0 5 43
FAIRBANKS 105 13 498 4 109 7 48 994
GALENA 0 0 7 0 0 0 0 15
HAINES 0 0 13 0 1 3 3 39
HOONAH 2 1 14 0 4 3 4 24
HYDABURG 0 1 1 0 1 0 0 9
IDITAROD 0 0 33 2 0 1 3 28
JUNEAU. 16 3 176 2 24 2 21 432
KAKE 0 0 14 0 2 0 1 15
KASHUNAMIUT 3 1 3 1 1 2 0 13
KENAI 48 16 281 5 58 8 22 740
KETCHIKAN 34 0 74 2 15 0 5 106
KLAWOCK 0 0 6 0 0 0 0 40
KODIAK 8 5 78 0 21 2 20 215
KUSPUK 7 1 16 1 1 0 2 35
LAKE & PENINSULA 6 1 23 0 2 1 0 43
LOWER KUSKOKWIM 17 6 45 3 22 2 13 235
LOWER YUKON 1 2 53 1 7 1 2 163
MAT-SU 53 16 376 4 55 13 21 860
MT. EDGECUMBE 0 0 0 0 0 0 0 6
NENANA 2 0 3 0 0 0 0 17
NOME 5 0 0 0 1 0 2 115
NORTH SLOPE 12 1 20 1 16 0 6 89
NORTHWEST ARCTIC 31 1 34 0 2 0 1 176
PELICAN 0 0 1 0 1 0 0 3
PETERSBURG 2 0 36 0 0 0 1 54
PRIBILOF 1 0 1 0 1 0 0 16
SITKA 7 1 52 2 4 2 5 113
SKAGWAY 1 0 2 0 0 1 1 2
SOUTHEAST ISLAND 1 0 7 0 0 0 2 38
SOUTHWEST REGION 2 2 41 0 2 1 3 39
ST. MARYS 1 0 10 0 2 0 0 7
TANANA 0 1 3 0 1 0 0 15
UNALASKA 3 0 9 0 1 0 4 13
VALDEZ 5 0 22 0 2 0 4 53
WRANGELL 2 1 15 0 1 0 5 43
YAKUTAT 2 0 3 1 0 0 0 10
YUKON FLATS 2 0 20 0 4 1 2 45
YUKON KOYUKUK 5 0 22 0 3 0 1 79
YUPIT 10 0 7 2 0 0 0 36
TOTALS 679 208 3,142

MR - Mental Retardation
HI - Hearing Impaired
SI'- Speech/Language Impaired

VI - Visual Impairments
ED - Serious Emotional Disturbance

0l - Orthopedic Impairments DB - Deaf-Blindness

DB
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OHI - Other Health Impairments
LD - Specific Learning Disabilities
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Updated 2/9/96

Count as of 12/1/95

TBI 3to5 3-22 Total

0 13 102
0 1 7
0 2 70
18 823 7,032
0 20 88
1 29 260
0 3 40
0 5 49
0 5 22
0 12 100
0 15 62
0 14 65
0 44 159
0 3 40
0 12 80
8 198 2,027
0 0 24
0 7 67
0 6 67
0 1 14
0 9 79
2 76 779
0 8 41
0 0 26
6 103 1,313
0 53 295
0 5 53
1 42 404
0 4 68
0 13 91
2 51 425
0 28 271
8 196 1,655
0 0 6
1 0 23
2 20 148
1 14 167
0 25 272
0 0 5
0 9 104
1 3 34
0 41 234
0 3 un
1 3 53
0 18 m
0 1 23
0 1 21
0 8 38
0 19 106
0 17 89
0 4 21
0 14 88
0 7 119
0 7 65
52 2015 17,613
MD - Multiple Disabilities
AUT - Autism

TBI - Traumatic Brain Injury



© State of Alaska updated 4/5/95
Department of Education
Countas of 12/1/94

FY9 TITLE VI-B CHILD OQOUNT
O4 LD DB MD AUT TBI 3to5 6-21 321 Totals

=
pu)
L
122
=
m
o
=}

AK GATEWAY 1 0 25 0 2 0 1 58 0 7 0 0 14 94 108
ALEUTIAN REGION 0 0 0 0 0 0 0 5 0 0 0 0 2 5 7
ALEUTIANS EAST 3 1 16 0 1 0 0 52 0 7 0 0 1 80 81
ANCHORAGE 232 127 944 11 354 26 104 4,105 2 160 17 14 884 6,096 6,980
ANNETTE ISLAND 5 0 12 0 2 2 1 54 0 1 0 0 19 77 96
BERING STRAIT 6 4 47 1 19 1 1 151 0 7 0 0 19 237 256
BRISTOL BAY 2 0 4 0 2 0 0 25 0 1 0 0 5 34 39
CHATHAM 6 0 13 0 1 0 0 23 0 1 0 0 10 44 54
CHUGACH 0 0 4 0 0 0 0 7 0 0 0 0 1 1 12
COPPER RIVER 5 10 2 0 1 0 0 57 0 0 0 0 10 75 85
CORDOVA 1 16 1 0 0 0 6 29 0 0 1 0 10 54 64
CRAIG 1 1 22 0 1 0 0 30 0 0 1 0 16 56 72
DELTA GREELY 1 1 15 2 10 0 3 100 0 6 0 0 46 138 184
DENALI 2 0 10 1 1 0 2 23 0 1 0 0 1 40 41
DILLINGHAM T 0 10 2 3 0 3 47 0 5 0 1 16 75 9
FAIRBANKS 86 12 400 3 81 1 22 926 0 67 3 5 189 1,616 1,805
FAIRBANKS ON BASE 6 0 73 1 9 2 1 153 0 8 0 1 0 254 254
GALENA 0 1 4 0 0 0 0 25 0 1 0 0 1 31 32
HAINES 0 0 u 0 3 3 1 34 0 1 0 0 7 53 60
HOONAH 2 0 13 0 1 0 3 22 3 6 0 0 un 50 61
HYDABURG 0 1 1 0 0 0 0 8 0 1 0 0 0 1 1
IDITAROD 0 0 23 1 1 1 1 29 0 2 0 0 16 58 74
JUNEAU 25 4 170 2 25 3 15 440 1 18 5 1 87 709 796
KAKE s o 7 o 2 0o o 1 1 0o o o 6 2 35
KASHUNAMIUT 3 1 3 1 1 4 1 19 0 1 0 0 2 34 36
KENAI 42 9 315 4 71 4 20 704 6 26 1 6 106 1,208 1,314
KETCHIKAN 217 1 71 2 10 0 4 113 0 6 0 0 43 234 282
KLAWOCK 0 0 6 0 2 0 0 31 0 1 0 0 5 40 45
KODIAK 8 4 84 0 28 3 16 218 0 15 1 1 40 378 418
KUSPUK 9 0 13 1 2 0 4 51 0 1 0 0 3 81 84
LAKE & PENINSULA 7 ¢ 2 o 1 1 0 3% 0 1 0 0 8 6 73
LOWER KUSKOKWIM 7] 8 47 1 32 1 14 206 2 26 1 2 49 357 406
LOWER YUKON w2 40 1 5 1 1 1719 0 3 0 0 38 244 282
MAT-SU 47 16 345 5 46 17 13 806 0 48 3 6 206 1,348 1,554
MT. EDGECUMBE 0 0 0 0 0 0 0 7 0 0 0 0 0 7 7
NENANA 0 1 5 0 1 0 0 20 0 1 0 1 0 29 29
NOME % 0 14 0 1 0 2 97 0 7 0 2 13 131 144
NORTH SLOPE 1 18 0 16 2 1 123 0 4 0 1 16 172 188
NW ARCTIC 34 0 38 0 8 6 102 94 1 0 0 0 27 283 310
PELICAN 0 0 4 0 0 0 0 5 0 0 0 0 0 9 9
PETERSBURG 2 0 31 0 0 0 0 64 0 1 1 0 9 99 108
PRIBILOF ISLANDS 1 0 5 0 1 0 0 21 0 1 0 1 4 30 34
SE ISLAND 1 0 6 0 1 0 0 43 0 1 0 0 1 52 53
SITKA 5 2 38 2 6 2 2 106 0 6 2 0 47 171 218
SKAGWAY 1 0 2 0 0 1 0 7 0 1 0 0 3 12 15
ST. MARYS 1 0 10 0 0 0 0 5 0 1 0 0 1 17 18
SW REGION 2 2 38 0 1 0 1 33 0 3 0 0 14 80 94
TANANA 0 0 3 0 3 0 0 12 0 0 0 0 1 18 19
UNALASKA 1 0 10 0 0 0 0 10 0 0 0 0 5 21 26
VALDEZ 6 0 16 0 4 0 3 51 0 1 0 0 16 81 97
WRANGELL 1 1 17 0 2 1 1 43 0 2 1 0 n 74 85
YAKUTAT 0 0 4 0 1 0 1 16 0 2 0 1 7 25 32
YUKON FLATS 1 0 13 0 2 0 2 54 0 0 0 0 4 72 76
YUKON KOYUKUK 2 0 25 0 1 0 1 82 0 3 0 0 5 114 119
YUPIT 8 1 8 2 0 0 0 50 0 3 0 0 6 72 78
TOTALS 640 228 3078 43 765 88 353 9,729 16 465 37 43 2,066 15485 17,551
MR - Mental Retardati Alaska State Totai 17,551
- Mental Retardation VI - Visual Impairments OHI - Other Health Impairments ~ MD_- Multiple Disabilities
HI - Hearing Impaired ED - Serious Emotional Disturbance LD - Specific LearninngisabiIiSes AUT -Autism

S| - Speech/Language Impaired Ol - Orthopedic Impairments DB - Deaf-Blindness TBI - Traumatic Brain Injury
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ALASKA PUBLIC HEALTH ASSOCIATION
Committed To Advancing Alaska’s Public Health Since 1978

ALPHA

Dear Representative:

FAX RE: HB 10B- SCREENING NEWBORNS

HB 108: Screening Newborns for Hearing Ability is expected to be heard for the first time in (H)HESS today. On
behalf of the Alaska Public Health Association. | will be presenting the following testimony.

Madame Chairman, members of the Committee, thank you for the opportunity to testify today. For the record,
my name is Marie Lavigne and | am the Executive Director of the Alaska P'Jblic Health Association. | am
honored to be here today representing close to two hundred public health professionals from across Alaska who
are deeply committed to developing sound public health policy to improve the health of all Alaskan's.

Recognizing the importance of universal hearing screening of newborns as a critical public health intervention,

the Alaska Public Health Association encourages you to support HB 108. Hearing impairment is the most
common disability in newborns. Impacting 2-3 children out of every thousand. Identified early, these children will
not be left behind during the most critical period for speech and language development: birth to 3 years of age.

Late identification of infant hearing loss presents a significant public health problem. Without screening, children
with hearing loss are usually not identified until two years of agB or later, which results in significant delays in
speech, language, social, cognitive, and emotional development.

Research has shown that children identified at birth with mild-to-severe hearing loss who receive intervention
before they are 0 months of age fall within a normal range of language comprehension and expression as well
as social development by the time they are ready to begin school. 9y contrast, children with hearing loss
diagnosed after six months of age experience significant delays in both language and social development. The
cost savings of early intervention is significant, as others will be testifying to this today.

HB 108 offers an important first step in providing newborn hearing loss screening. Yet we urge you to not stop at
the hospital or birth center, as what happens after screening is also important. Families need to receive
appropriate information and services following newborn hearing screening and to have their children begin
receiving intervention services by six months of age. it i9 also critical the team working with the child measure
the impact of early identification of hearing loss on development, tracking gains made and areas to develop.

To quote from Dr. Marion Downs, the world-renowned pioneer in pediatric audiotogy, "Ifa child can be Identified
at birth and receive immediate intervention, we have done ourjobs,” she said. "On the other hand, ifwe don't
oetect the hearing loss until the child reaches 2 years of age or later, that child has, In most cases, lost the
opportunity to catch up with others his or her own age. Why, with all the tools we have, would we notspeed the
time to establish a model forscreening and early intervention In our nation's hospitals?" That is the challenge

before us In Alaska.
HB 108 takes an important step in bringing forth universal hearing, building on the success 0of 60% of Alaska’s
hospitals and birthing centers who are already voluntarily screening, to assure all newborns will be screened.

With appropriate screening and follow up services, HB 108 will assure our children who are deaf or hearing
impaired receive the early intervention services they need to develop their fullest potential. Thank you.

Marie J. Laviane. Executive Director Alaska Public Health Association

0 e-mail: publioheflith@alaGka.net www.ataskapublichealth.org
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P.O. Box 240249 « Anchorage. Alaska 99524-0249 « Phone: 907-269-8990 « Fax: 907-260-8995 « Tall Froo 000-709-8990

May 6,2003
%

Dear Madam Chair and Members of the House HESS Committee,

%
On behalf of the Governor’s Council on Disabilities and Special Education, I would like 0

to indicate the Council’s support for House Bill 108, the newhorn hearing screening bill.
This bill is critical to the development and well being of the newest Alaskans, newhborn

infants.

Hearing loss is the most frequently occurring birth defect in the United States. Early
detection and treatment is crucial to prevent further damage. Without early screening
children wait years for treatment, simply because their hearing loss is not identified until
they are, on average, two and a half to three years old and in some cases until they are
even as old as five or six years of age. A child who does not receive treatment for several
years will have great difficulty learning basic language and social and cognitive skills,
necessary for success in school and later on in life as a productive member of society.

Currently 32 states have implemented laws requiring infant hearing screening. Alaska is
behind the curve. Hearing screening is relatively inexpensive ($10-$50 per infant),
especially when compared with the long-term costs of not treating an individual with
hearing loss. Studies have shown that a child whose hearing loss goes undetected in
infancy, even a child with mild hearing loss, will cost a projected %400,000 in special
education costs by the time they ?raduate from high school. These students are 10 times
as likely to be held back in school than a child with normal hearing or a child with
hearing loss who received early intervention services.

In conclusion | would urge every one of you to support House Bill 108. If you have any
questions or would like additional information, please feel free to contact me at 269-8992

or millie_ryan@hcalth.state.ak.us.

Sincerely,

Millie Ryan, Executive Director
Governor’s Council on Disabilities and Special Education

Creating Change That Improves The Lives OfPeople With Disabilities
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House Bill 108

Subject: House Bill 108
Date: Fri, 11 Apr 2003 18:49:16 -0800
From: Lisa Owens <lowens@tetongravity.com>
To: Representative_Richard_Foster@legis.state.ak.us

Hello Rep Foster,

My name is Lisa Owens and | am a speech Elathologlst/audlologlst in.
Anchorage, AK. | am very interested in House Bill 108 and would like to be
informed of any hearing dates. | am on the state advisory board for
newborn hearing screenings and see firsthand the importance of this bill
everyday in my work. | also used to live in Kotzebue and my family comes
from Nome. Both these communities suffer from high incidence of hearing
loss and | think that this legislation would be very important to the
children of Alaska. Please let me know when you plan to send this bill to

committee.
Sincerely,

Lisa Owens, M.A,, CCC-SLP/A
Speech Pathologist/Audiologist

4152008927 AM


mailto:lowens@tetongravity.com
mailto:Representative_Richard_Foster@legis.state.ak.us

Representative Richard Foster
State Capitol, Room 410
Juneau, AK 99801-1182

Dear Rep. Foster,

| am writing to support your sponsorship of House Bill 108 (“Screening Newhorns for
Hearing Ability”). | am a pediatrician in private practice in Anchorage and Chairman of
the Department of Pediatrics at Providence Alaska Medical Center and The Children’s
Hospital. House Bill 108is unanimously supported and endorsed by the pediatric staff at
Providence. The Ajnerican Academy of Pediatrics supports the development of programs
in each state for universal screening of all infants for hearing deficits at or soon afler birth
in order to allow for early identification and intervention of hearing impaired children in
order to maximize their potential. The implications of overlooked hearing loss as well as

the benefits of early detection have been well reported.

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

2. Hearing loss has a significant negative effect on children. This would seem
obvious but many studies indicate the negative impact of hearing loss on a child’s
emotional and social development as well as language delays that do not seem to
progress even afler diagnosis, in some children, when that diagnosis is delayed.
Even mild and unilateral hearing loss - problems that often defy detection much
longer without an objective early hearing screen- may have long lasting negative
effects to the child.

3 Early 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
benchmark steps that must occur for a successful early hearing detection and intervention

program.



Each of these can be greatly aided by your bill as written:

1 Universal hearing screen for all newborns - This first 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 newborns for hearing lose.
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 leave the
hospital or birthing facility.

2. When a healing screen is failed, they ire referred for evaluation - This step may
have one or two parts. A child who fails the initial screen is referred for re-
screen and if still abnormal, diagnostic intervention is performed by 3month of
age. Each institution and/or the infant’s medical provider are responsible for this
step. This allows for errors of omission that in some areas markedly reduce the
effectiveness of the entire program. With the tracking provision of your bill,
information will be shared with a state program that can make sure each infant
that needs further intervention have this option provided for them. Without a
state mandate, this information will have to be shared voluntarily creating a
possible HIPAA confidentiality concern. When done early, many of our
audiologists around the state can do this evaluation with objective testing called
automated brainstem response testing. When postponed, even a few months, this
test often requires testing with the infant sedated, which at present can only be
done in Anchorage, and at increased expense and concern for the family.

3. 0 'ce 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 early infancy), and various communication
options including sign language and other visual cues. The parents and the
infant’s medical provider must serve as a medical home and have information to
make appropriate referrals for subspecialty evaluation and community based
resources in accordance with the Individuals with Disabilities Education Act.

The physicians of The Children’s Hospital at Providence, thank you for sponsoring this
bill and for the efforts that you have made toward improving the health and well being of

Alaska’s children.

Sincerely,

Jeffrey G. Demain, MD, FAAP, FAAAAI
Chairman, Department of Pediatrics, PAMC



April 15 2003

Representative Richard Foster

Dear Mr. Foster:

| am writing to support your sponsorship of House Bill 108 (“Screening Newborns for
Hearing Ability”). | am a pediatrician in private practice in Anchorage with 24 years of
experience. | also serve as the Alaska Chapter Champion for the Early Hearing Detection
and Intervention Program for the American Academy of Pediatrics. The American
Academy of Pediatrics supports the development of programs in each state for universal
screening of all infants for hearing deficits at or soon after birth in order to allow for early
identification and intervention with hearing impaired children in order to maximize their
potential. There are several reasons that this program is important:

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

2. Hearing loss has a significant negative effect on children. This would seem
obvious but many studies indicate the negative impact of hearing loss on a child’s
emotional and social development as well as language delays that do not seem to
progress even after diagnosis, in some children, when that diagnosis is delayed.
Even mild and unilateral hearing loss - problems that often defy detection much
longer without an objective early hearing screen- may have long lasting negative
effects to the child.

3. Early 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 steps
that must occur that are benchmarks for a successful early hearing detection and
intervention program and each of these can be greatly aided by your bill as written:

1 Universal hearing screen for all newborns - This first 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 newhorns for hearing loss. By allowing
r.on-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 leave the hospital or birthing facility.

2. When ahearing screen is failed, they are referred for evaluation - This step may
have one or two parts. A child who fails the initial screen is referred for re-screen
and if still abnormal, diagnostic intervention is performed by 3month of age. Each



institution and/or the infant’s medical provider are responsible for this step. This
allows for errors of omission that in some areas markedly reduce the effectiveness of
the entire program. With the tracking provision of your bill, information will be
shared with a state program that can make sure each infant that needs further
intervention have this option provided for them. Without a state mandate, this
information will have to be shared voluntarily creating a possible HIPAA
confidentiality concern. When done early, many of our audiologists around the state
can do this evaluation with objective testing called automated nrainstem response
testing. When postponed, even a few months, this test often requires testing with the
infant sedated, which at present can only be done in Anchorage, and at increased
expense and concern for the family.

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 early infancy), and various communication options including sign language
and other visual cues. The parents arid the infant’s medical provider must serve as a
medical home and have information to make appropriate referrals for subspecialty
evaluation and community based resources in accordance with the Individuals with

Disabilities Education Act.

Mr. Foster, thank you for sponsoring this bill that will assure that our youngest Alaskans
have the opportunity to have this most common, but invisible, birth defect diagnosed
early with appropriate intervention that will offer long term benefits for their future. If |

can be of any assistance, please let me know.

Sincerely,

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



ALL ALASKA PEDIATRIC PARTNERSHIP
Jrd MEDICAL GROUP * ALASKA NATIVE CHILDREN'S CENTER * ALASKA REGIONAL HOSPITAL

CHILDREN'S HOSPITAL AT PROVIDENCE * FAIRBANKS VEMORIAL HOSPITAL
OF HEALTH AND SOCIAL SERVICES * VALLEY HOSPITAL

STATE OF ALASKA DEPARTMENT.
MUNICIPALITY OF ANCHORAGE DEPARTMENTOF HEALTH AND SOCIA!' SERVICES

MEMO DATE: 12/23/02

TO: Christin

FM: Mary Gi
RE: Univers :rn Hearing Screening
Hi Christine,

Enclosed is a packet of basic information that was prepared to assist
with re-introduction of structural legislation.

Reggie said to send it to you. I'm not sure if Rep. Foster will be
introducing this legislation; he however has expressed great interest.

THANKS!

PO Box 230567 Anchorage, AK 99523 907-580-3180 fax: 907-580-2454



November 27,2002

Dear Interested Party:

Enclosed are two model bills for Early Hearing Detection and Intervention: 1)
drafted by the American Speech-Language-Hearing Association (ASHA), and 2) drafted
by the American Academy °Pediatrics (AAP). Both model bills are compilations of
legislation from the 37st hat currently require universal newborn hearing screening
(UNHS) by law. Poin' ncem regarding wording throughout the two bills and
Implementation ofnr niversal newbhom hearing screening and reporting in

Alaska, include the
ASHA Model EHD>

p. 1, Table of Content, jection 4. _ _ _
Change from Early Hearing Detection & Intervention Advisory Board to EHDI

Advisory Committee throughout bill,

p. 2, Section 3 o o - .
(A). Expand definition of birthing hospital to include home deliveries and births

occurring in free-standing birthing centers,
p. 3, Section 5,
* (A). “There is established the Early Hearing Detection and Intervention Advisory
Board...” - would want to use existing EHDI Advisory Committee.
e (B). “...newhom hearing screening must be conducted on no fewer than 85% of
the newborns bom in the hospitals in this State during birth admission...” - want
to increase to 100% by end of 2003 or 2004
(D). “Every hospital shall report annually to the Board concerning the
foIIowin%:...”
1 g ange from Board to State of Alaska, Department of Health & Social
ervices
2. ensure that information collected starts with the minimum requirements
requested by the Center for Disease Control and Prevention (CDC)
3. infomiation collected should also include a list of newborns who meet the
high risk category for follow-up every six months for 3years

p. 6, Section 7.

 (A). “In the event that 85% of newborns and infants bom in this State are not
being screened..., then the Department shall immediately implement a program to
provide...” - State of Alaska, Department of Health & Social Services would not
begin performing newborn hearing screening, but rather work with the birthing
hospital, birthing facility, and/or community to remedy the situation.



e (Al). “A hearing screening test....A person properly trained and supervised by a
State-licensed audiologist may perform the hearing screening test.” - not
necessary to be trained by a State-licensed audiologist to perform newbom
hearing screening tests. An individual may perform a hearing test if authorized to
do so under a protocol developed by the Department of Health and Social
Services.

AAP EHDI MODEL BILL

p.  Section 5 _ _ _ _ .
“Perform the hearing testing...prior to the date on which he or she attains the age

of three months.” - Adjust to reflect an appropriate adjusted age for newborns
bom prematurely,

p. 3, Section 8 B
“Collect performance data specified by the state Department of Health...” -

Ensure that information collected begins with the minimum requirements required by
CDC forall children, the minimum data set for those children who “refer”, or do not pass
the screening, and/or children who meet the high risk registry categories.

Thank you very much for your inquiry regarding this program. Please let me
know if | can provide further information.

Sincerely,

ot mUA<ULIiixro

Margaret Lanier Kossler, MPH, CHES
EHDI Program Manager



MINIMUM DATA ELEMENTS ONLY
Last Updated 9/30/2002

Data items for state-based Early Hearing Detection and Intervention (EHDI) tracking database
Draft for Publication -- Produced by EHDI Data Committee

First draft created by Roy Ing, June 11, 2001; subsequent drafts updated by Data Committee during monthly conference calls, July 2001 through July 2002

Purpose

To create a comprehensive list of data items that can be used as a guide for building a state-based EHDI tracking system

This draft is intended as a guideline for states or facilities developing a newborn hearing program. Data items identified are classified as follows;
M= Minimum data item--data item recommended for all state data systems; the set of data items that are required for followup on

universal newborn hearing screening and for full reporting on national EHDI goals.

Audience

State EHDI coordinators . . .

Information systems developers interested in stale-based EHDI tracking system ,

Facilities providing hearing screening, diagnosis, intervention, or research related to slato or national EHDI programs

Outline Possible Record Type
Information about facilities Flaces and programs Facility Record
Information about BIRTHING HOSPITAL OR FACILITY
Information about HEARING TESTING /EVALUATION CLINIC OR FACILITY
Information about HEARING LOSS FOLLOW-UP FACILITY
Information about HEARING LOSS FOLLOW-UP PROGRAM
Information about GENETIC TESTING LABORATORY
Information about providers Provider Record
Information about PERSON CONDUCTING HEARING SCREENING (SCREENER)
Information about AUDIOLOGIST
Information about PHYSICIAN
Information about GENETIC COUNSELOR
Information about CASE MANAGER FOR CHILD WITH HEARING LOSS
Information about HEARING LOSS INTERVENTION SPECIALIST

Information about child and familr . , .
Information about FAMILY ﬁmo her, father, relative, caregiver) Family Record
Basic information about CHILD Child Record
Information about CHILD'S RISK FACTORS Child Record
Child Record

Information about events
Information about child's BIRTH HOSPITALIZATION _
Information about each | GREENING (FIRST OR RE-SCREEN) TESTS performed on child
Information about each DIAGNOSTIC HEARING EVALUATION performed on child
Information about EARLY INTERVENTION SERVICES received by each child with HEARING LOSS
Information about MEDICAL EVALUATION AND MEDICAL INTERVENTION received by each child with HEARING LOSS
Information about GENETIC TESTING of each child with HEARING LOSS and GENETIC COUNSELING for families
Information about SPEECH AND LANGUAGE DEVELOPMENT of each CHILD with HEARING LOSS

Information about hearing screening and follow-up status of child Program Reports

Page 1 Mnimm



Types of COMMUNICATIONS TO PARENTS AND PROVIDERS

Sz%mary report of STATUS of SCREENING. EVALUATION, HEARING LOSS and INTERVENTION of child

Abbreviations

Data Need categories: , , ,
M=Minimum data llem -dala item recommended for all slale data systems and required o report fully on national EHDI goals.

Other Abbreviations: , . _
DSHPSHWA=Directors of Speech and Hearing Programs in State Health and Welfare Agencies
ICD=!ntemational Classification of Diseases; codes used to designate diagnoses, conditions of newborn, causes of death, etc.B314

JCIH=Joint Committee on Infant Hearing
UNHS=Univeral Newhorn Hearing Screening

; Data Need Category
:fc - New’ o Data (tern de

1 M
8 M
9 M

10 M

Hospital or birthing facility (unique identifier).
Number of newborns screened

Newborn hearing screening status

Number of families that refuse screening
Are alternate forms of educational materials available?

Universal /High risk Infants only /Some |
None

Availability for languages where 5%or
more of population represented

EHDI 11, DSHPSHWA 10, 11,

Provided to national or out-of-slate databases
without hospital identifier.

Provided to national or out-of-slale databases
without hospital identifier.

All GA hospitals provide universal newborn
hearing screening.

Provided lo national or out-of-stale databases
without hospital identifier.

All hospitals in Georgia have access to
materials in the four most frequently spoken
languages from the UNHS program; availability
of materials is unknown.

EHD112

- Measure

i . Component..



" pnfonnallon about PERSON CONDUCTING HEARING
SCREENING (SCREENER)

* Data Need Category. . , Measure
vy -New Dataliem descflplion. Categories or codes Component
. Measure
Component

Page 3 Mnimum



143
145

146
147

New

== =

==

Data item deiscripHon |V
Child unique identifier’)
MOTHER INFORMATION
Mother's dale of birth

Mother's ethnicity
Mothers race

Mother's education
Mother's language

FATHER INFORMATION
GUARDIAN INFORMATION
CONTACT INFORMATION

| Baslc Information about CHILD

. Data Need Category o -wr V-
[t New Daa item description.

138 M Child (unique identifier)

256 M Sex .

206 M Ethnicity

207 M Race

28 M Mother%identifi_er% .

21 M Dale of birth (birth certificate)

rA* VEC |information about CHILD'S RISK FACTORS

Data Need Category o
U "' New. Dataltem description %'

138
213

214
215
216
27

218
210
220
224

==== ==== ==

Child (unique identifier

Family history of child%ood sensorineural (permanent) hearing

loss?

In-utero (congenital) infections? _
In-utero (congenital) infection; Cytomegalowrus?
In-utero (congenital) infection: Rubella?

In-ulero (congenital

mentioned? ~

In-utero (congenital) infection: Herpes?
In-utero (congenital) infection: Toxoplasmosis?
In-utero (congenital) Infection: Other?

Craniofacial anomalies, including those with morphological
abnormalities of the pinna and ear canal. (JCIH-1d)

Infection: Syphilis (although not specifically

Categories or codas ' Notes

Hispanic/Latino or not Hispanic
American Indian or Alask Native/ Asian/
Black or African American; Native
Hawaiian or Other Pacific Islander; While

Male /Female o
Hispanic/Latino or not Hispanic
American Indian or Alask Native/ Asian/
Black or African American; Native
Hawaiian or Other Pacific Islander; White

. Categories or codes

Component

EHD113
EHD113
EHD113

EHD113

EHD113
EHD113

EHDI 65; DSHPSHWA 3

. o EHDI 66
Wording deleted; Family histury of permanent ;EHDI 6.6, JCIH-1c, JCIH-2b

‘childhood hearing loss?

Yes/No IS thi m needbdy
Yes/No ico?

Yes/No ICD?

Yes/No ICD?

Yes/No ICD?

Yes/No ICD?.

Yes/No (rspemfy) ICD?

his and next risk were re-done lo fit updated

JCIH Risk Indicators

. "BHDIe
EHDI 6.6, JCIH-1e, JCIH-2e.
EHDI 6.6, JCIH-1e, JCIH-2e.
EHDI 6.6, JCIH-1e, JCIH-2e.

EHDI 6.6, JCIH-1g, JCIH-2¢.
EHDI 6.6, JCIH-10, JCIH-20.
EHD, g JCIH-1e, JCIH-2¢.

6,
EHDI 66

Mnimm



21 M

228 M
229

241
242
243
245
246

= == = == o=

247

N
&
==

d BB

r-"-Tf

=
Data Need Ca
[ .. New

282 M
138 M

Findings associated with a syndrome known to Include hearing

loss ?

Admitted lo NICU?
Days in NICU

Neonatal indicators: persistent pulmonary hypertension
associated with mechanical ventilation

Parent or carePiver concern regarding hearing, speech, language,

developmental delay or other? ,
Stigmata or other findings with SNHL or conductive HL or
Eustachian lube dysfunction?
Postnatal Infection: Bacterial memngms?
Postnatal infection associated with hearing loss: other?
Syndromes associated with progressive hearing loss

Neurodegenerative disorders or sensory motor neuropathies

Head trauma? 3 o _
Recurrent or ﬁerswtent otitis media with effusion (OME) for al

leasl 3months?

Child (identifier). o
Hospital or birthing facility (identifier)

Dale of birth (hospital record)
Discharge date
Insurance /payment type for birth hospitalization

Information 3bout each SCREENING (FIRST OR RE7-SQREEN) .

TFS7 performed oochild” o :
tegory

Data’item de:

Date of test

Child tested (identifier)

Trisomy 21 /Pierre Rohin syndrome /
choanal alresia /Rubinstein-Taybi
syndrome /Stickler syndrome /oculo-
auriculo-verlebral (O V) speclrjm

%Jldenbar syndrome) /Qilier (specify)

Number of days 48 hours or more is a risk factor. Some data
systems may collect risk factors (48 hours or
more and more than 28 days) rather than
number of days. Number of days was selected
to allow for research-based changes in risk
factor identification.

Yes/No

Yes/No

(specify)

Yes/No ICD?

&spemf% , , ICD?

eurofibromatosis / Osteopetrosis/Usher ICD?
S ndrome/Othergs ecify) ,
unter Syndrome “Friedreich's Ataxia /  1CD?

Charcot-Marie-Toolh Syndrome /Other

(specify)

Yes/No ICD?

Yes/No

Medicaid /Medicaid-HMO /Private
insurance /Private HMO /Self-Pay

Not available on GA hirlh cert.

B-D 66, JOH1h

EH
EH

= lw)

16.6. JCIH-a.
1 6.6, JCIH-1a.

JCH-2f
JCH-2a
JCH-2C.
JCIH-2d.
JCH-2d.
ICH-2q,
ICH-2h

JCIH-2i.
JCIH-2J.

%IB-IDI 11; DSHPSHWA 10, 11,
SE)HD| 11, DSHPSHWA 4thru
il

EHD111; DSHPSHWA 4a. 4b
EHD113

EHDI 6.5; DSHPSHWA 4a, 4b.

Mnimum



BD111

B166

EHDI 69; DSHPSHWA 4,42
EHD111, 65,69

See section on risk factors.

286 M Facility iidentifier) .
Risk factors (or hearing loss ,
280 M Right ear: Equipment type (e.g. DPOAE, TEOAE, ABR) OAE /ABR or more detailed codes?
X M Right ear: Test completed successfully? Yes/No
22 M Right ear: Test completion code Completed) /Could not test /Invalid /
issed /Refused /Transferred /

Scheduled /Broken appointment /
Deceased /Follow-up discontinued

293 M Right ear: Test results (e.g. pass/refer) Pass/Refer/NA Pass/Refer/Not tested EIB-IDI 6.9; DSHPSHWA 5, 73,

24 M Left ear: Equipment type (e.g. DPOAE, TEOAE, ABR) OAE /ABR or more detailed codes? .l(S)rt]tgeurl’.gl we ask ifTEQA& /D;POAE./lA.ABR / l'EHDI 66

2% M Left ear: Test completed successfully? Yes/No EEIDBI 6.9; DSHPSHWA 4 43,

% l\'\;lI kgg cor ?Si{ ?gsrﬂftlset(ig.g.cggses/refer) gaaglelgsef?rg/hl{leAar Pass /Refer /Not tested Ell:IiBI| %ij g'gHggHWA 5 7a,
13

29 M Disposition (eg re-screen, refer for evaluation) EHDI 69; DSHPSHWA 5, 11

AT information about each DIAGNOSTIC HEARING EVALUATION m
performed on chiid ‘ ’ ¥
UData Need Category

New  Data’item description

W M Dale of evaluation

18 M Child tested (unique identifier)
b

M Right ear: Evaluation completion code (
not test /Deceased /Invalid /Lost /

Missed | No response /Refused /

(Completed) /Broken appointment /Could Removed "did not do”

EHDI 6.10; DSHPSHWA 6, 6a.

6
EHDI 6,10, DSHPSHWA 6, 64,
8

EHDI 6.10; DSHPSHWA 6. 6a

, S . Scheduled /Transferred
5 Right ear: Diagnosis: Hearing loss? PCHL? 5H% 6.13 DSHPSHWA 7, 7a,
36 M Right ear: Diagnosis: Degree of hearing loss DSHf SHWA15
A7 M Right ear: Diagnosis: Type of hearing loss . , _ DSHPSHWA 15
conductive /Sensorineural /Mixed /
Unspecified _ _
A M Left ear: Evaluation completion code (Completed) /Broken  nointment /Could Removed “did not do" .
not lest /Deceased /In . 1/Lost / GA will not coiled this information.
Missed /No response /. .uiused /
_ Scheduled /Transferred EHDI 6,10, DSHPSHWA 6, 6a
34 M Left ear: Diagnosis: Hearing loss? PCHL? Sl-i[%l 6.13, DSHPSHWA 7, 74,
3B M Left ear: Diagnosis: Degree of hearing loss Mild (<=40db) /Moderate (41-60dtg/ DSHPSHWA 15
Severe (61-80dv) /Profound (>80dh)

Page 6
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36 M Lell ear: Diagnosis: Type of hearing loss Fluclualing conductive /Permanent DSHPSHWA 15

conductive /Sensorineural /Mixed /

Unspecified
138 Child (identifier) .
30 M Intervention service start date _ DSHPSHWA 9. %
R M Individualized family service plan (IFSP) for child? EHDI 613

" Data Need.Category
#e "New : .Data

18 M Child (identifier)

f Data Need Category-
Jt;  New  Dataitem descn

138 M Child (identifier)
Information <

each CHILD n
Data Need Category )
» ].. "Now ., Data itemdescrii
GA -Speech and Language Development are

e not planned (or collection In near future.
138 M Child (identiRer)
(NEED TO ADD MEASURES OF SPEECH AND LANGUAGE)

18 M Child (identifier)
139 Child’s mother (dentifier)

Pago 7 Mnimm



15 Chil's father (identifier?,

170 Child's quardian ﬁidenn ier)

219 Living with (identifier) *THE ONLY PREVIOUS QUESTION LIKE
THIS IS FROM BIRTH HOSPITALIZATION -
does not have id code

12 Case manager (identiﬁe,rg N , _ o

7] Child's medical doctor (identifier) ﬁhog}ld the medical home provider be identified

ere’s

P M This physician represents child's Medical Homo This record must link with the child's record for
ﬁhe physician who represents the medical

ome.

28 Initial hearing screening (dale, OAE/ABR, L/Rears, results) 'SEE ORIGINAL DESCRIPTION

28 Rescreen hearing screéning (dale, OAE/ABR, L/R ears, results)  'SEE ORIGINAL DESCRIPTION

339 Diagnostic ABR (most recent date, L/R ears, results)

330 Behavioral assessment (most recent date, L/R ears, results)

Summary report of STATUS of SCREENING, EVALUATION,
' ~ HEARING LOSS and INTERVENTION of child*
mData Need Category o e i ,
New' .Data ltem description o Categories or,codes
K0S %gﬁ/ Hearing loss confirmed? (dale) Yes /No
X7 %46%/ Type and degree of hearing loss (L/R ears, sound field)
e/
365,
367 o

33 C Is tester an Audjologist ? Yes/No o

34 E Person performing evaluation (identifier) , Change "person" to tester or audiologist

4o M i ‘Amplfication type Monoaural /Biaural | Unknown T///NTHS INFORMATION DOES:NO
Appear anywhere else in this-. :

MM o FBEMAT; See ltems 414.and 415. - mio;.y ¢

338 Date of hearing aid flttln? o

471 Child's age (months) at fime of hearing aid fitting "CALCULATE, USING BIRTH DATE

. ' AND DATE OF FITTING-400

472 Referral for tracking assistance. DID NOT THIS/ IYWHERE ELSE .

367 Case referred to early intervention

376 El Caseworker o , o , , o _

30 Early interventions (type anJ dates) Amplification /Audiology /Child-child Need lo specify what information is required.

group /Home visits /Medical /Nursing /
arent-infant group /Parent-parent group
/Parent-toddler %,roup /Parent education /
Service coordination /Speech or
, . . language , .

473 Hearing assessment audiologisl's recommendations Diagnostic ABR /Behavioral /Medical

follow-up /Risk monitoring /Locate or lost
. /Follow-up discontinued
474 Recommendation date

Pag 8 Mrimum



475 Action Due date
PARENT EDUCATION)
MEDICAL EVALUATION AND INTERVENTIONS)
UENETIC TESTING AND COUNSELING)
EARLY INTERVENTIONS)
SPEECH AND LANGUAGE DEVELOPMENT)

Page & Mnimum
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Cdiggs@ asha.org or 301-897-0151
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Mode! Early Hearing Detection and Intervention BIill

The original model bill (Model Universal Newborn/Infant Hearing Screening,
Tracking, and Intervention Bill) was prepared in 1999 with input from the
American Speech-Language-Hearing Association, the American Academy of
Audiology, and the Alexander Graham Bell Association for the Deaf, Inc.

Section 1.
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Section 3.
Section 4.
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Section 7.
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Section 12.
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Contents
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Advisory Board

Duties and Powers of the Board

Composition of the Board

Universal Newborn Hearing Screening Program
Tracking and Intervention Programs

Insurance Coverage

Medical Assistance

Miscellaneous Provisions

Appropriation

Effective Date

An Act establishing a statewide Early Hearing Detection and Intervention
program; establishing an advisory board; and for other purposes:

Be itenacted by the senate and general assembly of the State of

Section 1.

Short Title

This Act shall be known as the Early Hearing Detection and Intervention Act.

Section 2.

Legislative Findings and Purposes

(A) Findings. The General Assembly finds as follows:


mailto:Cdiggs@asha.org

1 Hearing Loss occurs in newborns more_frequently than any other health
condition for which newborn screening is currently required;

2 Early detection of hearing loss ina child and early intervention and
treatment before six months of age has heen demonstrated to be highly
effective in famhtatmg_a child's héalthy development in a manner
consistent with the child’s age and cagnitive ability;

3 Ei[qhty percent (80%? of a child's ability to learn speech, lan u,a?e and
refated cognitive skills is established By the time the child is thirty-six
months ofage, and hearing Is vitally important to the healthy development

of such language skills;

4. Children of all a?es_can receive reliable and valid screening for hearing
loss ina cost-effective manner;

5 Aggr,oprlate sc_re?nl_n%; and identification.of newborns and [nfants with
h rmg loss will Tacilitate earl*mterventmn and treatment in the critical |
time périod for Ianq,uage development, and ma¥ therefore serve the public
purﬁ)_ ses of promating the healthy development of children, and reducing
public expenditure forhealth care’and special education, and related

SEIVICES,

(B) Purposes. The purpose of this legislation is;

1. T0 ﬁ_rowde_e,arly detection of hearing loss in.newbom children at the

birt mg,famht_}/_ Or as soon after birthas possible, to enable these children
and their families/ care-givers to obtain needed multi-disciplinary _
evaluation, treatment, and intervention services at the earliest opportunity;
and to prevent or mitigate the developmental delays and academic failures
associated with late identification of hearing loss; and

2. 10 aﬁjrovide the State with the information necessar¥ to effectively plan,
establish, and evaluate a comprehensive system of appropriate Services
for newborns and Infants who have a hearing loss or are geaf.

Section 3. Definitions

Q

The following terms used inthis ACT shall have the meanings ascribed to
them In this Section unless expresslg( Indicated otherwise: -
Birth Admission" means the time after birth that the Newborn remains in
the hospital nursery prior to discharge. , _

Board" means the State Early Hearing Detection and Intervention
Advisory Board.

"Department” means the State Department of Health. _

Health Insurance Policy" means any group health insurance policy,
contract, plan or any individual policy, Confract or Jalan with dependent
,coveragefor_chn ren, which provides medical co era?e 0N an expense-

Incurred service or prepaidbasis. The term includes all of the following:



"L A health insurance policy or contract issued by a nonprofit
corporation or fraternal benefit society.

2. Ahealth service plan opgrating, (?s a Health Maintenance
Organization, a Preferred Provider Organization, an Exclusive
Provider Organization, or other managed care plan, as these terms

may be defined in State law;

3 An employee welfare benefit plan as defined in section 3of the
EmBIdee Retirement Income Security Act of 1974
(Public Law 93-406, 88 Stat. 829).

"Hearln% Loss" means a hearing loss of 30dB HL or greater inthe . .
frequen Oy region important for Speech recognition an comverehensmn in
one or both ears (3 Iprommatel 50(_)thro_u%_ 4000 Hz). However, as
technology allows for changes to this definition to allow for the detection of
Ielss severe hearing loss, the Board shall have the authority to modify it by
rule.
::Infantgsr?", means achwi 30 days to 24 months old. . .
Intervention and/or Follow-up Care™ means the early intervention services
described in Part C of the Individuals with Disabilitie$ Education Act
(IDEA) as amended. . . -
Medical Assistance Program" means the State administered Medicaid
program. _

Newnorn(s)" means a child up to 29days old. _
"Parent(s)" means a natural parent(s), s epParen,t(s), adoptive parent(s),
ijan ?uamlan s) or other Jegal custodian of a child ,

rogram” means the Early Hearing Detection and Intervention Program.
"Secretary" (Commissionef) means the Secretary (or Commissioner) of
Health of this State.

Section 4. Early Hearing Detection and Intervention Advisory Board

(A)

There is established the Early Hearing Detection and Intervention
Advisory Board under the jurisdiction of the Department.

Section 5 Duties and Powers of the Board

(A)

The Board shall advise the Secretary on issues relating to the newborn
hearmg screenln(ﬁ test, diagnostic héaring evaluation, intervention,
treatment, and follow-up care of newborn™and infant children witha
hearing loss, The Board shall act bX majority vote, and as required by this
State's Administrative Procedures Act. The Board shall have the authority
to adopt rules to implement this Act.

Bg December 31 200 , newborn hearing screening must be conducted on
no fewer than eighty-five percent (85%) of the newborns bom in hospitals
Inthis State during birth admission, using objective procedures



recommended by the Board or their equivalent. Where a newborn is
delivered in a facility other than a hospital, the parents must be instructed
on the merits of havmﬁ the, hearing screening performed and be given
information to assist them in having it performed within three moniths of
the date of the child's birth. o
On or after January 1200 , every hospital in this State shall educate the
arents of newborns born in such”hogpitals of the importance of scree_nlng?
the hearing of newborns, and of receiving follow-up care. This educationa
information shall explain, in lay terms, the process of hearing screening,
the likelihood, of thelr child having a he_arln? Joss, follow-up procedures,
and community resources. The éducationa] information also shall include
a description of the normal ,audltory, speech, and Ianguage developmental
Rroc,ess in children._Education shall not be _conﬂdere a Sybstitute for the
earing screening. The Board shcT determine t eaﬁpro riate screening
venue(s) for infaits who are born in facilities other than hospitals.

Every hospital shall report annually to the Board concerning the following:
1 The number of newborns bom in the h%spltal; o

The numper of newporns screened on birth admission:
The number of newborns who passed the hirth admission

sereening. , . -
e numboer of newborns who did not pass the birth admission

3
S reenmg[; ,
The nuniber of newborns recommended. for follow-up rescreening,
diagnostic audjologic evaluation, or monitoring;

Thé number of newborns and infants who_retirn for follow-up
rescreening, diagnostic audiologic evaluation, or mom,torm?;

The numbér of newborns and Infants who pass and did not pass
the follow-up rescreening or diagnostic udiologic evaluation; and
8 The number of infants réferred for early intervention.

The Board shall dgte_rmme,whlch hospitals or other heaIBh care institutions
in this State are administering hearing screening to newborns and Infants
on a voluntary basis and the number'of newborns and infants screened.
The Board shall report to the General Assembly by December 1, 200, the

ollowing: . o

1 1gne number of hospitals and other health %ar |nét|t_ut|,ons
administering voluntary screenings during birth admission;

2. The number“of newhorns screengd as compared to the total
number of newborns born in such hospitals and institutions;

3. The number of newborns who passed the birth admission
screening; , _ .

4. The numgner of newborns who did not pass the hirth admission

screening;
5. The numner of newhorns recommended for follow-up care.



(F) The Board shall meet as often as necessary to collect the information
necessary and report to the General AssemblY by December 1, 200, and
annually thereafter, In addition, the, Board shall develop and make
recommendations in a sufficiently timely manner to allow for statewide
early hearing detection and intervention programs by January 1, 200 .

(G) Subject to available apRro riations, the Board shall make the report
described in paragraphs £ and F of this section available throughout the

State, and specifically available to physicians whose practice incluges the
practice of obstetrics, neonatology, or the care of newborns and Infants, to
consumer 8rouPs, to managed cdre organizations, other third party

payers, and to the media.

(H  Ifthe number of newborns ang Infants screened does not equal or exceed
eighty-five percent 685%) of the total number of Newborns bom in this
State on or before December 31, 200, or falls below eighty-five percent
(8599 at anY time thereaf  the Department shﬁll adminis erth?
screening of newborns @ nfants pursuant to this Act, and.shall be |
reimpursed for such _screemnlgs from health insurance policies as defined
herein. Notwithstanding the aforementioned, it shall be the goal of this
State to achieve a one hundred percent (10094 screening rate.

() The Department shall provide administrative support services required by
the Board. The members of the Board shall recelve no compensation for
their services as members, but may. receive reimbursement for travel
expenses incurred as a result of their duties as members of the Board.

Section 6 Composition of the Board

(A)  The board shall be composed of an odd numbered membership of at least
eleven members, appointed by the governor, from the following

professions or organizations:

Health - Health Care Systems/
Professionals " ublic Members Government
An adult who is deaf or _
. hard of hearing, A Reﬂresentatlve of the
Audiologist representing consumer  Health Insurance

organizations of deaf and  Industry

hard of hearing persons
Speech-language  Parents of children with ~ The Secretary of Health
Pathologist Hearing Loss ~and/or Insurance
Pediatrician/ Teacher of children with A Representative from
Neonatologist Hearing Loss the designated



Health : Health Care Systems/
Professionals  "ublic Members Covernment

government agenc
responsible for IDEA
Part C.

Otolaryngologist

Famll_Y_ Medical

Practitioner (family

doctor)

Neonatal Nurse
Section 7. Universal Newbom Hearing Screening Program

(A) Inthe event that eighty-five Percent 85% of Newborns and Infants born
in this State are not'heing screened by Decemper 31, 200, or it af any
time after that date the number of scréenings drops _below@u{;hty five

ercent (85%% of all newborns and infants forn inthis State, then the
epartment shall immediately implement a program to provide the

following:
1 ,Aghear,in(ly, screening test that every Newborn child shall undergo for
identification of newborn child Hearl,ng loss. A P?rso_n properly
trained and supervised by a State-licénsed audiologist ma§ perform

the hearing screening test.

2. The hearing screening test should bT comﬁleteﬂ before discharge
from @ newbom nurserY unit, but no later than three months after
birth, The test shall include the use of at |east one of the following
ghaysmlogm technologies: automated or diagnostic auditor

rdinstem response {ABR) or otoacoustic emissions (OAE). New
Ph;(]smlogl,c technologies or improvements to existing physiologic
ec nolog|es that substantially enhance newborn hearin
assessmént should be incorporated into this program as the Board

finds appropriate.

Section 8 Intervention and Tracking Program

(A)  The Board shall establish guidelines for the provision of follow-up services
for newhom children in thi$ State who have or are at risk of developing a
hearing loss and are so identified. These services shall include, but are |
not limited to, confirmatory pediatric audiologic assessment and diagnosis
of newborns with abnormal or inconclusive test results, counseling and
educational services for the parent(s), and an explanation of the potential
effects of the identified hearing loss on the development of the newhorn’s
speech, language, and cognitive skills as well as the potential benefits of

early identification and intérvention.



(B)

The General Assembly recognizes that it is necessary to track children
identified with a hearing loss for a periog of time in order to render
appropriate follow-up care. Consequently, the Board is hereby authorized
and directed to study %nd re%ommend {0 the Secretary, on of before
December 31, 200, the preferred methods currently available to track
newhorns identifiedwith a hearing loss. From the choice(s) provided by
the Board, the Secretary shall thén determine the most appropriate
system for this State, and implement the Board's recommendation on or
before December 31, 200 . 1t is the purpose of this subsection fo facilitate
the re o,rtlng ?]f ne_wb?rns and Infants. who may have or arf %t risk of
developing & hearing loss, The reporting requirements shall e demqned
to be as simple as possible and easily comPIeted by nonprofe%smna
persons when necessary, Itis the intent of the General Assembly that the
racking system, at a minimum, does, the following:

1 Provide the Board, Department, and General Assembly with the
Information necessary to effectivel nﬁ)lan and establisha
compre enswe| r??/stem ofdevelogf ent” appropriate services for

an

newborn ants who are deaf or - ard of hearing:
30]‘ associated dlsa% 8

2. Reduce the likelihoo ns for such
children; and N

3 Develop.the tracking system contemplated by this section in
conjunction with other similar national systemis, such as the system
required by Part C of the IDEA.

Once the t,rackmq system is operational, all hospitals inthe State and

other providers of services that have established hearing screening

Ero?edures for newborns and infants and ?es irth thr?u?h three'years
hall report the existence of newborns and Tnfants who fail to pass hearing

screening procedures.

The information compiled and maintained in the tracking system shall be
kept confidential in ac?ordance with the aﬁphcable requirements and
provisions of Part C of [DEA. Parents of a re8|stran,ts will be provided
Information on the availability of resources and services in the State for
children with hearm? |oss, Iricluding those provided in accordance with
IDEA through the Statewide tracking system created by this Act.

ling conditi

Data obtained by the establishment of the tracking system_that is taken
directly from the medical records of a patient is for'th@ confidential use of
the Départment and the persons or public or private entities that the
Department determines are necessary to carrg out the intent of the
tracking system. The data IS privileged and m # not be divulged or made
public in & manner that discloses the identity of an individual'whose
medical records have been used for obtaining data for the registry.



Notwithstanding the above, anonymous statistical information collected

under this section is public information.

1 This tracking system should be intelgrated with any national datahase
or similar system developed by the federal government.

The following persons who act in compliance with this section are not

civilly or cnm_m,allY liable for furnishing information required by this section:

a hospital, clinical laboratory or other health, care facility, an audiologlst_ an
administrator, officer or employee of a hospital or other health care facility,

and a physician or employee 0f a physician.

Section 9. Insurance Coverage

(A)

(D)

Al health plans that are delivered, issued for delivery, renewed, extended
or modified in the state, without re?ard to whether the issuer ofthe health
benefit plan Is located within or outside this state, must provide coverage
for newhorn hearmﬂ screenmg,,n,e_cessary rescreening, audiological
assessment ang foflowup, and jnitial amplification ?raudnory C
programming. This section shall not apply to supplemental policies which
only Iorowde coverage for specific diseases, hospital indemnity, medicare
supplement or other"supplemental policies.

Benefits for newborn hearmg screening, necessary r?_scree,nmg, ,
audiological assessment and followupand initial amplification Or auditory
programming shall be _subgect to copayment and coinsurance provisions of
a health insurance policy fo the extent that other medical services covered
by the health insurance plan are éubg,ect to SéJCh provisions.. However,
benefits shall be exempt from deductible or dollar limit provisions in the

health insurance policy and such exemption must be explicitly provided for
inthe policy.

Coyerage for newbom hearing screening, necessary re
audlolofJ % folIowuBgand |n_|t|_aFa¥an|f|cat_|on

ogical assessment an
programming shall be provided to newborns eligible for medical

assistance and the Child'ens Health Insurance Plan. Inthe ahsence of a
third-party payor, all chaiges shall be paid by the state.

Al health insurance policies and health maintenance organizations shall
compensate providers for the covered benefit supplemental to any
previously contracted rate for services.

screening,
gr auditory

Section 10 Medical Assistance

(A)

The agency responsible for the administration of this State's Medicaid

Progra,m sHall paly for the newborn/ Infant child hearing screening test, if
he Child is eligibfe for medical assistance as determined by State and

federal law.



The Governor shall ensure that any cgntract or the aProvmon of medic |
assistance neﬂouated with a managed care org an|z tion as authorized b

State law, shall inc'ude payment for newborn/ |n fant hearing screening
testing and necessary audiologic follow-up care.



Section 11. Miscellaneous Provisions

(A) Notest is to be performeq. if the, parent of a newhorn dissents on the.
ground that the test conflicts with a personal religious belief or practice.

(B) The Secretary shall promulgate regulations as ma% be necessary to
Implement thie provisions under Séctions 4through 11

(C) The Insurance Commissioner shall promulgate regulations necessary to
implement the provisions under section 9

Section 12. Appropriation

(A)  The General Assembly shall make any necessary appropriations to carry
out the purposes of this Act.

Section 13. Effective Date
(A) This Act shall take effect on January 1, 200,
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Universal Newborn and Infant Hearing Screening Act

ABILL TO REQUIRE THE PROVISION OF AND COVERAGE AND REIMBURSEMENT
FOR NEWBORN AND INFANT HEARING SCREENING

BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF

Section L. Shorttitle. This Act shall be known and may be cited as the “Universal Newbom and Infant
Hearing Screening Act".

Section 2. Legislativefindings and purpose.
(a) The legislature hereby finds and declares that:

(1) Si?nificant hearin(r; loss is one of the most common major abnormalities present at birth
and, it undetected, will impede the child's speech, Ian?uage, and cognitive development.
(2) Screening by high-risk characteristics alone (e.g., family histoiy of deafness) only
Identifies approximately 50% of newborns with significant hearing loss.

(3) Reliance solely on physician and/or parental observation fails to identify many cases of
significant hearing loss irt newhorns and infants.

(4(); There is evidence that children with hearing loss who are identified at birth and receive
intervention services shortly thereafter, have significantly better learning capacity than
children who are identified with hearing loss later than six months after birth.

(52 Legislation is needed to provide for the early detection of hearing loss in newhorns and
Infants and to prevent or mitigate the developmental delays associated with late

identification ofhearing loss.

Section 3. Definitions.

a) "Child" means a person up to 21 years of age.
b) "False positive rate" means the proportion of infants identified as having asiginificant hearing loss by
the screening process who are ultimately found to not have a significant hearing loss.

(c) "False negative rate" means the proportion of infants not identified as having a si([]nificant hearing
loss by the screening process who are ultimately found to have a significant hearing loss.

d) "Health Care Insurer" means any entity requlated by the Insurance Commissioner, including, but not
imited to, health care insurers; health, hospital or medical service Flan corporations; or health
maintenance organizations. Health care insurer does not inc ude self-insured plans or groups regulated
by the Employment Retirement Income Security Act of 1974 ("ERJSA"), to the extent that state
regulation of such plans is preempted by ERISA.

(e) "Health Insurance Policy" means any health insurance policy, contract, plan, or evidence of coverage
Issued by a health care insurer, which provides medical coverage on an expense incurred, service or
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repaid basis.

I(Of) PHearing screening test" means automated auditory brain stem response, otoacoustic emissions, or
another appropriate screening test approved by the state Department of Health. _

(%) "Hospital" means a health care facility or birthing center licensed in this state that provides
obstetrical services.

%h) “Infant" means a child who is not a newbom and has not attained the age of one year.

ig "Newbom™ means a child up to 28 days old.

j) "Parent" m"' s anatural parent, stepparent, adoptive parents, guardian, or custodian of a newbom or

Infant.
%k) "Significant hearing loss" means a hearing loss equivalent to or greater than a 35-decibel hearing loss

35-dB HL) in the better ear.

Section 4 Newborn and Infant Hearing Screening Programs. _ _
éa) As a condition of its licensure, each h03ﬁ|tal shall establish a Universal Newbom Hearing Screening

UNHS) program. Each UNHS program shall:
51) In advance of any hearinﬁ screening testing, provide to the newborn’s or infant's parent
s) information concerning the nature of the screening procedure, applicable costs of the
screening procedure (including information concerning insurance coverage and copayment
obligations), the potential risk and effects of hearing loss, and the benefits of early detection
and intervention.

2) Consistent with informed consent obtained from the parent(s&pursuant to subsection (a)
1), provide ahearing screening test for every newbom bom in the hospital, for
Identification of hearing loss, regardless of whether or not the newborn has known risk
factors suggesting hearing loss.

(3) Develop screening protocols and select screening method(s) designed to detect
newhorns and infants with a significant hearing loss.

(4) Provide for appropriate training and monitoring of the performance of individuals
responsible for performing hearing screening tests shall be trained properly in:

a) the performance of the tests,

b) the risks of the tests, including psychological stress for the parent(s),

¢) infection control practices, and _ _ _ _

d) the genera] care and handling of newborns and infants in hospital settings.

5) Perfomi the hearing testing prior to the newborn's discharge; if the newbom
Is expected to remain in the hospital for a prolonged period, testing shall be
performed prior to the date on which he or she attains the age of three months.

(6) Develop and implement procedures for documenting the results of all hearing screening
tests.

(7) Inform the newborn's or infant's parents and primary care physician of the results of the
hearin([} screening test, or if the newborn or infant was not successfully tested. Whenever
possible, such notification shall occur prior to dischar%e; If this is not possible, notification
shall occur no later than ten days following the date o testin?. Notification shall include
information regarding appropriate follow-up for a screening failure or a missed screening,
and referral information for confirmatory testing. If a hearing screening test indicates the
possibility of a significant hearing loss, the hospital shall ens.'re that the physician or other
Person attending the newbom or infant is made aware of the community resour ces available
or confirmatory testing and process of referral to early intervention services.

(8) Collect performance data specified by the state Department of Health to ensure that each
UNHS program is in compliance with this section, including the number of infants born, the
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proportion of all infants screened, the referral rate, the follow-up rate, the false-positive rate,
and the false-negative rate.

(a) Testing Performance Standards.

fl) Each UNHS program should have a false-positive rate of 3% or
ess.
(2) Each UNHS program should have a false-negative rate of 3%

or less.

(b) Oversight Responsibility. The state Department of Health shall exercise
oversight responsibility for UNHS programs, including establishing a
performance data set and reviewing performance data collected pursuant
thereto by each hospital.

Section 5. Civil and Criminal Immunity and Penalties.

éag No physician shall be civilly or criminally liable for failure to conduct hearing screening testing.

b) No physician or hospital acting in com,oliance with this Act shall be civilly or criminally liable for
any acts taken in conformity herewith, including without limitation furnishing information required to
be furnished hereunder.

(c) A hospital that has not established or implemented an UNHS program in accordance with this Act
shall be subject to sanction by the Department of Health as provided by law for licensure violations.

#d) A health care insurer that violates section 7(b) shall be subject to a civil money penalty of [up to $25]
or each affected insured who has not received the required notice.

Section 6. Confidentiality. The Department of Health and all other persons to whom data is submitted in
accordance with this Act shall keep such information confidential. No O,oublication or disclosure of
information shall be made exceFt In the form of statistical or other studies which do not identify
individuals, except as specifically consented to in writing the by the parent(s) of a tested child.

Section 7. Coverage and Reimbursement.

(a) Any health insurance policy which is delivered, issued for delivery, renewed, extended, or modified

in this state by any health care insurer and which provides coverage for a child shall be deemed to

g_m\ﬂde coverage for hearing loss screening tests of newhorns and infants provided by a hospital before
IScharge. , . : : : .

(b) A health care insurer delivering a health insurance policy regulated under this Act shall provide each

|ﬂsure19| with notice of the provisions of this Act upon the effective date of coverage and annually

thereafter.

(c) The amount of reimbursement for newbom or infant hearing screenin%provi_ded_under.such apolicy

shall be consistent with reimbursement of other medical expenses under the policy, including the

imposition ofcoparment, coinsurance, deductible, or any dollar limit or other cost-sharing provisions

otherwise applicable under the policy.

Section 8. Delivery ofPolicy, if a health insurance policy provides coverage or benefits to a resident of
this state, it shall be deemed to be delivered in this state within the meaning of this Act, regardless of
whether the health care insurer issuing or delivering said policy is located inside or outside of the state.

Section 9. Applicability. This Act applies to health insurance policies delivered, issued for delivery,
renewed, extended or modified, after the effective date of this Act.
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Section 10. Effective Date. This act is effective upon passage and approval.

December 2000.
Revised October 2001.

©2000 by the American Academy o fPediatrics.
Nopart o fthis statement may be reproduced in anyform or by any means withoutprior written
permissionfrom the American Academy o fPediatrics exceptfor one copyfor personal use.

Return to Model Bills
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Subject: [Fwd: HB 108 comment]
Date: Tue, 29 Apr 2003 10:38:29 -0800 _ .
From: Representative_Peggy Wilson <Rep.Peggy.Wilson@legis.state.ak.us>

Organization: Alaska State Legislature
To: Jean Ellis <Jean_Ellis@legis.state.ak.us>

Subject: HB 108 comment
Date: Tue, 29 Apr 2003 13:15:13 -0500
From: "Angela Watts" <asarw4@uaa.alaska.edu>
To: Representative Richard Foster@ legis.slate.ak.us,
Representative_Max_Gruenberg@legis.state.ak.us,
Representative_Peggy Wilson@legis.state.ak.us

Dear Representatives:

N%A?ame is Angela Watts, | am a éunlor in the Social Work Department at
UAA. | have been following HB 108 for the last few months for Dr.
Patrick Cunningham's Policies and Procedures class. | am impressed that
this bill is _being considered. It is highly important that children who
are hearing impaired or deaf have accesS to language at a very early
age. The most important time for language acquisition is within the
first year. | have been studying American Slgn Language and the Deaf
culture as well as_working with deaf and hard of hearm% children for
the last 3 years. The difference between the children that are _
diagnosed at birth and those who are not is astounding. When a child
has no language until he/she is 2 or 3 years old it can cause the child
to be angry and socially isolated not only from peers but from family
members as well. If this bill Rasses it will be a giant step forward
for deaf or hearing-impaired children in Alaska.

| have one concern about the writing of the bill however. The bill
states that teachers of deaf children need to be certified by the
Conference of Executives of American Schools of the Deaf. Yet it does
not SﬁECIfy what if any training the social workers, doctors, nurses,
or other hospital staff will need in order to properly inform the
prarents about the options that they now have in raising a deaf child.
This step is often overlooked to ?reat determent to the child. Doctors
inform parents incorrectly about their options such as saying that if a
child learns ASL first instead of to speak English first that the child
will never know English or be able to communicate through speech or
written language. This however is false. If a child is born deaf and
acquires his/her native language (ASL in the United States) then the
child has a far higher chance of learning to read, write, and possibly
speak English as a second language. It iS an important part of the
!an?uage acquisition for a deaf child. | would like to see the bill
include a section that states that all persons who inform parents of
the hearing ability of their child to be required to take a course or a
Continuing Education Credit in deaf culture and the use of American

Sign Language.

| appreciate that the three of you are s?onsorin%_ this bill and commend
ou on reco?mzmg the importance of early detection and intervention
or the well being of deaf and hard of hearing children.

Thank you for your time,

Angela Watts
asarwd@uaa.alaska.edu
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