HOUSE AVENDED
PRI OR PRI NTER S NOS. 859, 1037, 1088, PRINTER S NO. 1517

1193, 1437

THE GENERAL ASSEMBLY OF PENNSYLVANIA

SENATE BILL
No. 100 55

| NTRODUCED BY LEMMOND, TOMLI NSON, MELLOW SCHWARTZ, MJRPHY
RHOADES, HOLL, LOGAN, JUBELI RER, WAGNER, KUKOVI CH, MADI GAN,
MOWERY, HELFRI CK, KITCHEN, ROBBI NS, LAVALLE, MJSTO, THOVPSON
STACK, BOSCOLA AND O PAKE, APRIL 4, 2001

AS RE- REPORTED FROM COW TTEE ON APPROPRI ATI ONS, HOUSE OF
REPRESENTATI VES, AS AMENDED, NOVEMBER 13, 2001

AN ACT
Establ i shing the Infant Hearing Education, Assessnent, Reporting
and Referral Program and providing for powers and duties of

t he Departnent of Health.

The General Assenbly of the Conmonweal th of Pennsyl vani a
her eby enacts as foll ows:

Section 1. Short title.

This act shall be known and may be cited as the Infant
Heari ng Education, Assessnent, Reporting and Referral (| HEARR)
Act .

Section 2. Legislative findings and purpose.

(a) Findings.--The General Assenbly finds as foll ows:

(1) Hearing loss occurs in approxi mately three newborns
and infants per 1,000 born in the United States.
(2) Hearing loss occurs nore frequently than any ot her

health condition for which newborn and infant screening is

required.
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(3) Reliance on either physician observation or parental
recogni tion has not been successful in detecting significant
heari ng | oss and over 50% of newborns and infants with
hearing inpairnents go undetected until the age of two and a
hal f .

(4) Infants with hearing | oss do not devel op nor nal
| anguage skills because 80% of a child' s |anguage ability is
| earned by 18 nonths of age.

(5) The lack of nornmal |anguage devel opnent has a
substantial negative effect on a child' s cognitive and soci al
devel opnent and will interfere with success in school and
later in life.

(6) Technology is now avail able to cost-effectively
screen for detection of hearing | oss in newborns and infants.

(7) Screening for hearing |loss, coupled with early
medi cal , audi ol ogi cal, educational intervention and
treatment, has been denonstrated to be highly effective in
facilitating a child s normal devel opnent.

(8) Children with hearing | oss who do not receive early
intervention and treatnent frequently require the expenditure
of public funds for health care and for | ong-term specialized
educati on servi ces.

(9) An established Statew de system for the provision of
early intervention services that can be utilized to further
t he purposes of this act already exists in this Conmonweal t h.

(10) Authoritative and respected governnent and
prof essi onal groups, including the National Institutes of
Heal t h Consensus Devel opnent Panel, the Heal t hy Peopl e 2000
Report fromthe United States Departnment of Health and Hunman

Services and the Joint Conmittee on Infant Hearing conprised
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of representatives fromthe American Acadeny of Pediatrics,

t he American Acadeny of Audiol ogy, the American Speech-
Language- Heari ng Associ ation, the Anerican Acadeny of

O ol aryngol ogy- Head and Neck Surgery and the Council for
Education of the Deaf, have reconmended that all newborns and
infants be screened for hearing |loss shortly after birth,
with appropriate intervention and treatnent begun before six
nont hs of age.

(11) Thirty-two states have passed | egislation requiring
newborn and infant hearing screening for all children born in
the state.

(12) The Departnent of Health has sponsored a successful
newborn and infant screening and tracking denonstration
initiative since 1999. This initiative has enabl ed the
departnment to identify the guidelines and protocol necessary
for a Statew de universal screening program and reporting
system

(13) Even though nore than 30 hospitals in this
Commonweal th have denonstrated the feasibility and cost-
ef fectiveness of operating newborn and infant hearing
screeni ng prograns as part of the standard care of babies
born in their facilities, |ess than 30% of all newborns born
in this Commonweal th are currently screened for hearing |oss
bef ore being rel eased from hospitals.

(b) Purpose.--The purpose of this act is:

(1) to provide infant hearing screening for all newborns
born in a hospital or within 30 days of the date of birth for
t hose newborns born outside a hospital, to enable these
infants and their famlies to obtain needed conprehensive,

mul tidi sciplinary evaluation, treatnment and intervention
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1 services at the earliest opportunity and to thus prevent or
2 mtigate the devel opnental del ays and excessive costs

3 associated with late identification of hearing | oss; and

4 (2) to provide the Departnment of Health with the

5 i nformati on necessary to effectively plan, establish,

6 adm ni ster and eval uate this conprehensive program of

7 appropriate services for newborns, infants and children who
8 have hearing | oss.

9 Section 3. Definitions.

10 The foll ow ng words and phrases when used in this act shal
11 have the neanings given to themin this section unless the

12 context clearly indicates otherw se:

13 "Advi sory conmmttee."” The Department of Health's Infant

14 Hearing Screening Advisory Conmttee.

15 "Birth adm ssion.” The tinme after birth that the newborn

16 remmins in the hospital or birth center prior to discharge.

17 "Birth center.” A facility not part of a hospital which

18 provides nmaternity care to childbearing famlies not requiring
19 hospitalization. A birth center provides a hone-like atnosphere
20 for maternity care including prenatal, |abor, delivery and
21 postpartumcare related to medically unconplicated pregnancies.
22 "Child." A person up to 21 years of age.
23 "Departnent."” The Departnent of Health of the Conmonwealt h.
24 "Early intervention.” The existing Statew de system of
25 coordinated, multidisciplinary, interagency prograns maintained
26 by the Departnment of Education, the Departnment of Health and the
27 Departnent of Public Welfare to provide appropriate services to
28 all eligible infants, children and their fam|lies under the act
29 of Decenber 19, 1990 (P.L.1372, No.212), known as the Early

30 Intervention Services System Act.
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"Health care facility.” Any hospital providing clinically
rel ated health services for obstetrical and newborn care, or
birth center, both profit and nonprofit and including those
operated by an agency, State or |ocal governnment. The term shal
not include an office used primarily for private or group
practice by health care practitioners where no revi ewabl e
clinically related health services are offered.

“Infant.” A child 30 days of age up to 24 nonths of age.

“"Newborn.™ A child up to and including 29 days of age.

"Parent." A natural parent, stepparent, adoptive parent,
| egal guardian or |egal custodian of a child.

"Program " The Infant Hearing Education, Assessnent,
Reporting and Referral (IHEARR) Program

"Secretary."” The Secretary of Health of the Conmonwealt h.
Section 4. Infant Hearing Screening Advisory Commttee.

The secretary shall appoint a six-nenber |nfant Hearing
Screening Advisory Conmrittee within the departnment. The advi sory
conmi ttee shall advise and nake recommendati ons on issues
relating to, but not limted to, programregulation and
adm ni stration, diagnostic testing, technical support and
foll owup. Menbers of the advisory comrittee shall serve w thout
conpensati on but may be rei nbursed for necessary travel and
ot her expenses in accordance with applicable | aw and
regul ati ons.

Section 5. Newborn and infant hearing educati on and assessnent.

(a) GCeneral rule.--The departnent shall establish a program
a conmponent of which shall be a systemto screen all newborns in
this Cormonweal th for hearing | oss before |leaving a hospital, to
screen all newborns who are not born in a hospital within the

first 30 days of life and to provide information and instruction
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to the parents of all newborns and infants on the nerits of
havi ng the hearing screening performed and of receiving foll ow
up care.

(b) Program adm nistration.--The departnment shall, in
cooperation with the advisory commttee, provide technical
support, including, but not limted to, audiological and
adm ni strative technical support to the health care facilities
and persons inplenmenting the requirenents of subsection (a).

o : | of Liai . . . -

. Lis oo Y I g b
s t] I L (L i b thei Liad
oF—practtees—

(C REFUSAL OF TEST.--SCREENI NG I S NOT REQUI RED | F A PARENT <—
OF THE NEVBORN OR | NFANT OBJECTS TO THE SCREENI NG FOR ANY
REASON. Such refusal shall be docunented in witing and nmade a
part of the nedical record of the newborn or infant and reported
to the departnment in a manner prescribed by the departnent.

(d) Inplenmentation.--The program shall be inplenmented as
fol | ows:

(1) By July 1, 2003, newborn and infant hearing
screening is to be conducted on no fewer than 85% of the live
births in health care facilities in this Commonweal th during
birth adm ssions, using procedures recommended by the
departnment's advisory commttee. If a newborn is bornin a
| ocation other than a hospital, the parents shall be
instructed on the nerits of having the hearing screening
performed and shall be given information to assist themin
having it perfornmed within 30 days of the newborn's birth.
The departnent shall determ ne the appropriate screening

venue for a newborn born outside a hospital.
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(2) If the nunber of newborns and infants receiving
heari ng screeni ng does not equal or exceed 85% of the total
nunber of live births in this Comopnweal th on July 1, 2003,
as shown in the nost recent data collected by the Pepartwent <—
of—Healt+h DEPARTMENT, or falls bel ow 85% annual ly thereafter, <—
the departnent, in consultation with the advisory conmttee,
shall imedi ately pronul gate regul ations to inplenent a
St at e-adm ni stered hearing screeni ng program

(3) By July 1, 2002, every health care facility in this
Commonweal th shall provide information and instruct the
parents of newborns and infants concerning the inportance of
screeni ng the hearing of newborns and infants and of
receiving followup care. An informational packet devel oped
and supplied by the departnment shall explain in lay terns the
i nportance and process of hearing screening, the |ikelihood
of a newborn or infant having hearing |oss, followup
procedures and available early intervention services. The
educational information shall also include a description of
the normal auditory, speech and | anguage devel opnent al
process in children. This information shall not preclude the
health care facility fromproviding additional material nor
shall it be considered a substitute for the hearing
screeni ng.

(4) By July 1, 2002, every hospital in this Comonweal t h
shall report to the departnent, in a manner prescribed by the
departnment, the nunber of newborns and infants screened and
the results of the screening. The departnent, based on this
information, shall report to the General Assenbly by January
1, 2003, and every January 1 thereafter, the follow ng:

(1) The nunber of hospitals conducting hearing
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1 screeni ngs during birth adm ssions.

2 (ii) The nunmber of live births in hospitals.

3 (ti1) The nunmber of newborns screened during birth
4 adm ssi ons.

5 (iv) The nunber of live births in a |ocation other
6 than a hospital

7 (v) The nunber of newborns born in a |ocation other
8 than a hospital screened within 30 days of the date of

9 birth.

10 (vi) The nunber of newborns born in a hospital who
11 passed and t he nunber who did not pass the birth

12 adm ssion screening, if admnistered.

13 (vii) The nunber of newborns born in a |ocation

14 ot her than a hospital who passed and the nunber who did
15 not pass a screening within 30 days of the date of birth,
16 i f adm ni stered.

17 (viii) The nunber of infants who returned for

18 foll ow up rescreening.

19 (i x) The nunber of infants who passed the foll ow up
20 rescreening.
21 (x) The nunber of infants reconmended for
22 nmonitoring, intervention and foll ow up care.
23 (5) The departnent shall determ ne which hospitals in
24 this Commonweal th are conducti ng newborn and infant hearing
25 screening on a voluntary basis or as part of the departnment's
26 denonstration initiative, the nunber of newborns and infants
27 screened and the results of the screening. The departnent,
28 based on this information, shall report to the Genera
29 Assenbly by January 1, 2002, the follow ng:
30 (1) The nunber of hospitals conducting hearing
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screeni ngs during birth adm ssions.

(ii) The nunmber of live births in hospitals.

(ti1) The nunmber of newborns screened during birth
adm ssi ons.

(iv) The nunber of newborns who passed the birth
adm ssion screening, if admnistered.

(v) The nunber of newborns who did not pass the
birth adm ssion screening, if adm nistered.

(vi) The nunber of infants who returned for follow
up rescreening.

(vii) The nunber of infants who passed the follow up
rescreening.

(viii) The nunber of infants recomrended for
nmonitoring, intervention and foll ow up care.

Section 6. Reporting and early intervention referral.

(a) GCeneral rule.--The departnment, as a conmponent of the
program shall inplenent a reporting and early intervention
referral systemthat |inks hearing screening, if necessary, wth
expert diagnostic services and available early intervention
services. It shall be the goal of the Commonwealth to identify
100% of newborns and infants with hearing |loss within 30 days of
the date of birth, to provide tinely diagnostic testing, if
i ndi cated, and to provide appropriate referral for treatnment and
i ntervention before the age of six nonths.

(b) Program adm ni stration.--Recogni zing the inportance of
tracki ng newborns, infants and children with hearing |loss for a
period of time in order to render appropriate early intervention
services, the departnment shall, in consultation with the
advi sory comm ttee, provide adm nistrative technical support to

the facilities inplenmenting the reporting and early intervention
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referral system pursuant to this section.

(c) Inplenmentation.--The departnment, in consultation with
t he advisory commttee, shall issue tenporary guidelines by July
1, 2002, inplenmenting a reporting and early intervention
referral system for newborns, infants and children who have been
recommended for further nonitoring. The tenporary guidelines
shall expire on June 30, 2003, or upon promul gation of
regul ati ons pursuant to section 8, whichever occurs first.
Section 7. Confidentiality of records.

(a) Limtations on disclosure.--No person, enployee or agent
of such person who obtains information in the course of this act
may di scl ose or be conpelled to disclose the information except
to the parent of the infant or child or to the departnent for
statistical recordkeeping or for appropriate treatnent referral
and early intervention services.

(b) Confidentiality.--Data obtained directly fromthe
nmedi cal records of a patient shall be considered confidenti al
and shall be for the confidential use of the departnent in
mai ntai ning the tracking systemand in providing appropriate
services. The information shall be privileged and may not be
di vul ged or nmade public in any manner that discloses the
identity of the patient. Notw thstanding this subsection,
anonynous statistical information collected under the tracking
system shal | be considered public information.

(c) Good faith.--Any person who acts in good faith in
conplying with the provisions of this section by reporting
newborn and infant hearing screening results to the departnent
shall not be held civilly or crimnally Iiable for furnishing
the information required by this act.

Section 8. Regul ations.
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The secretary shall pronul gate regulations to inplenent the

provi sions of this act.

SECTION 9. SERVI CES AND FUNDI NG SOURCES. <—
THE DEPARTMENT SHALL utilize various services avail able

t hrough the National Center for Hearing Assessnment and

Managenment and the National Early Hearing Detection and

I ntervention Technical Assistance Program and shall submt grant

proposal s for public and private funding, including, but not

limted to, the United States Health Resources and Services

Adm ni stration, Maternal and Child Health Bureau prograns and

the Centers for D sease Control and Prevention prograns.

Section 10. Effective date.

This act shall take effect in 90 days.
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