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Fiscal Estimate - 2007 Session

Original Updated Corrected Supplemental
LRB Number 07-0947/1 Introduction Number AB-0185
Description

The birth defect prevention and surveillance system

lFlscal Effect

State:
No State Fiscal Effect

Indeterminate

[[JIncrease Existing [[J!ncrease Existing
Appropriations Revenues

[] Decrease Existing Decrease Existing
Appropriations Revenues

Create New Appropriations

|Local:
XINo Local Government Costs

Indeterminate
1.Oincrease Costs 3.|Lj Increase Revenue
EI Permissive ] Mandatory Permissive|_}Mandatory
2.[[JDecrease Costs 4.[ODecrease Revenue
Permissive|_J|Mandatory Permissive|_||Mandatory

Fund Sources Affected
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Affected Ch. 20 Appropriations

[X] Increase Costs - May be possible
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5.Types of Local
Government Units Affected

Otowns [Jvilage [JCities
Ccounties [Jothers

[] School WTCS
- Districts D Districts

Agency/Prepared By Authorized Signature Date
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Fiscal Estimate Narratives
DHFS 3/30/2007

LRB Number 07-0947/1 Introduction Number AB-0185 |Estimate'Type  Original

Description
The birth defect prevention and surveillance system

Assumptions Used in Arriving at Fiscal Estimate

This bill makes several changes to state law regarding the definition of birth defects and the way in which
birth defects of infants or children are reported to the Department’s birth defect prevention and surveillance

system.

This bill changes the process by which an infant or child’s parent may decide not to consent to the release of
that child’s identifying information. The bill requires the Department, by July 1, 2009, to prescribe and
distribute to pediatric specialty clinics and local health departments copies of a form that is to be used by a
parent or guardian who decides to refuse to consent to the release of a identifying information about the
child or to remove information from the birth defect system. The Department is required to remove this
information from the system when the form requesting this action is received.

This provision would result in an increased workload which could not be absorbed. An additional 1.0 FTE

Program and Planning Analyst would be needed to carry out the provisions of this bill. The position would
ined, periodically review with

have to develop and send out the new form, review fo
‘providers the use of the form, an ensure bat informa m the syster M the
form. The cost of an-additional staff p person would be $64,500 Gl wally. Costs for printing a N

“ﬁ‘i?t’?f”utmg the form would be $500 GPR annually. Total costs of this bill to the Department are estimated to
be $65,000 annually.

Long-Range Fiscal Implications
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Fiscal Estimate Worksheet - 2007 Session

Detailed Estimate of Annual Fiscal Effect

Original Updated

Corrected Supplemental

LRB Number 07-0947/1

Introduction Number

AB-0185

Description

The birth defect prevention and surveillance system

annualized fiscal effect):

Hi. Annualiized Costs:

I. One-time Costs or Revenue Impacts for State and/or Local Government (do not include in

Annualized Fiscal Impact on funds from:

Increased Costs|

Decreased Costs

B. State Costs by Source of Funds

A. State Costs by Category
State Operations - Salaries and Fringes $61,500 $
(FTE Position Changes) (1.0 FTE)
State Operations - Other Costs 3,500
Local Assistance
Aids to individuals or Organizations
TOTAL State Costs by Category $65,000 $

GPR

65,000

FED

PRO/PRS

SEG/SEG-S

 oermmsasms—————e e e e e —
lll. State Revenues - Complete this only when proposal will increase or decrease state
revenues (e.g., tax increase, decrease in license fee, ets.)

Increased Rev Decreased Rev
GPR Taxes $ $
GPR Earned
FED
PRO/PRS
SEG/SEG-S
|TOTAL State Revenues $ $
NET ANNUALIZED FISCAL IMPACT
State Local
NET CHANGE IN COSTS $65,000 $
NET CHANGE IN REVENUE $ $
:gency/Prepared By B - Authorized Signature Date
DHFS/ Ellen Hadidian (608) 266-8155 Andy Forsaith (608) 266-7684 3/30/2007
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ASSEMBLY SUBSTITUTE AMENDMENT 2,

TO 2007 ASSEMBLY BILL 185
YN

September 6, 2007 — Offered by Representative TOWNSEND.

AN ACT to renumber and amend 253.12 (1) (b); to amend 69.03 (12), 69.20 (2)

ot

(a) (intro.), 69.20 (3) (b) 3., 69.20 (3) (¢}, 69.20 (3) (d), 253.12 (1) (a) (intro.),
253.12 (1) {a) 1., 253.12 (2) {a) (intro.), 253.12 {2) (am), 253.12 (2) (b}, 253.12 (2)
(e}, 253.12 (3) (a) 1. (intro.), 253.12 (3) (c). 253.12 (4) (a). 253.12 (5) (a) 1., 253.12
(5) (a) 2. and 253.12 (5) (a) 4.; to repeal and recreate 253.12 (2) (d); and to
create 69.20 (2) (a) 3., 253.12 (1) (e), 253.12 (2) (a) 3., 253.12 (2) (a) 4., 253.12

(5) (b) 5m., 253.12 (5) {c) and 253.12 (5m) of the statutes; relating to: the birth

(o B~ | B~ A O B b

defect prevention and surveillance system.

Analysis by the Legislative Reference Bureau

Under the birth defect prevention and surveillance system (system) in current
law, pediatric specialty clinics and physicians are required to report to the
Department of Health and Family Services (DHFS) any birth defects of infants or
children who are diagnosed or treated in the clinics or by the physicians. A “birth
defect” is defined as a structural deformation, disruption, or dysplasia or a genetic,
inherited, or biochemical disease that occurs prior to or at birth and that requires
medical or surgical intervention or interferes with normal growth and development.
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An “infant or child” is defined as a human being from birth to the age of two years.
DHFS may not require a pediatric specialty clinic or physician to report the name
of a reported infant or child if the parent or guardian of the infant or child refuses
in writing to consent to the release of the name or address of the infant or child.

Currently, information that is contained in a vital record and is designated as
being collected for statistical and medical use or statistical use only or that involves
the birth of a child to an unmarried mother may be disclosed only in certain
instances. One instance is disclosure of this information, under an interstate
cooperation agreement, from the vital record of the resident of another state or a
resident of this state born in another state, for use by the state registrar in compiling
statistics. Another instance is disclosure of statistical or medical information for use
in the conduct of official duties of a federal agency, a Wisconsin governmental agency,
or the agency of a county, city, town, or village. In addition, hospitals and funeral
directors must provide and the state registrar must accept reports of certain fetal
deaths. Before destroying these reports, the state registrar may record the reports’
information for use in medical research and use the information to compile statistics.

Also under current law, DHFS may release confidential information that
identifies the subject of a birth defect to a person proposing to conduct research if
DHFS approves the person’s application to conduct the research, the research is to
study birth defects surveillance and prevention, DHFS determines that any direct
contact with a family meets certain requirements, and the person agrees in writing
to certain requirements.

Lastly, under current law, DHFS must establish and maintain an up-to-date
registry that documents the diagnosis in this state of any infant or child who has a
birth defect. Among the information that DHFS is required to include in the registry
is information that will facilitate the development of primary preventive strategies
to decrease the occurrence of birth defects without increasing abortions.

his substitute amendment changes the process by which the parent or
guardiannf a stillbirth, infant, or child may decide not to consent to theTelease of
the stillbirth’3\jnfant’s, or child’s identifying information, to reqtiire that a physician
or physician’s designee| inform the parent or guardiarrof the intent of the system
and to require signature of\the parent or guardian on a DHFS form. Further, the
substitute amendment specifie3~a_preceSs by which, using the DHFS form, the
parent or guardian of a stillbirgh infant, gr child may effect withdrawal of consent
to the release of identifying information abott<the stillbirth, infant, or child, and
requires that, if copserit to the release is withdrawn, DTS remove the information
from the systeri. DHFS must prescribe and periodically distcibute to pediatric
specialty ¢hifhics, hospitals in which deliveries are performed, ahd_local health
departm¥énts the form for these purposes, beginning July 1, 2009.

The substitute amendment requires the division of DHFS that deals with.yital
statistics to report to the system, for use in the registry, information that is contained
in a vital record and is designated as being collected for statistical and medical use
or statistical use only, including this type of information that is available under an
interstate cooperation agreement, if this disclosure is agreed to by the other state.
However, if this information is not confirmed by another reporting entity, DHFS
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must, before releasing the information to anyone who is proposing to conduct
research, remove from the registry all information that would identify the stillbirth,
infant, or child other than the address of the infant or child or place of delivery of the
stillbirth that DHFS has encoded to refer to the same geographical location. In
addition, the substitute amendment requires the entity that contracts with the
Department of Administration for collecting, analyzing, and disseminating health
care information of hospitals and ambulatory surgery centers to report to the system
concerning birth defects as recorded in public use data files of hospitals and
ambulatory surgery centers.

The substitute amendment requires that a person who is proposing to conduct
research, to whom DHFS releases certain confidential birth defect information,
agree in writing that the information will not be used by an insurer to limit or deny
health care coverage or a policy of life insurance to an individual.

The substitute amendment also permits the state registrar to record
information from reports of certain fetal deaths for use in research conducted under
the system.

Lastly, the substitute amendment includes stillbirths, as defined in the
substitute amendment, under the requirements of the system, expands the
definition of “birth defect” to include structural malformations, and makes other
minor changes.

The people of the state of Wisconsin, represented in senate and assembly, do
enact as follows:

SecTiON 1. 69.03 {(12) of the statutes is amended to read:
69.03 (12) Accept fetal death reports under s. 69.18 (1) (e). The state registrar

may record the information on the reports for use in medical research, including

research conducted under s. 253.12 (5} (b). and may use the information to compile

- statistics. After recording the information on a fetal death report, the state registrar

shall destroy the report.
SecTiON 2. 69.20 (2) (a) (intro.) of the statutes is amended to read:

69.20 (2) (a) (intro.) ion Information

in the part of a certificate of birth or divorce or annulment or a marriage document
that is designated on the form as being collected for statistical or medical and

statistical use only and information in the part of a death certificate that is
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SECTION 2

designated on the form as being collected as statistical-use—only information under
s. 69.18 (1m) (c) may not be disclosed to any person except the following:

SEecTION 3. 69.20 (2) (a) 3. of the statutes is created to read:

69.20 (2) {(a) 3. As provided under sub. (3).

SecTION 4. 69.20 (3) (b) 3. of the statutes is amended to read:

69.20 (3) (b) 3. The information is from the vital record of a registrant who is
a resident of another state or who was born in another state and is transmitted to
the office responsible for keeping the vital statistics in such state under an interstate
cooperation agreement which requires that the information be used for statistical
and administrative purposes only and which provides for the retention and
disposition of such copies. If under such an agreement the state registrar receives
information from an office responsible for keeping the vital statistics in another
state, the state registrar may not use the information for any purpose except for the

compilation of statistics and, if agreed to by the other state, in meeting requirements

for reporting under s. 253.12 (2) (a) 3.

SecTioN 5. 69.20 (3) {¢) of the statutes is amended to read:

69.20 (3) (c) Notwithstanding sub.(2)},—a- A local registrar may disclose
information on a birth certificate or issue a copy of the certificate to a local health
department, as defined in s. 250.01 (4), for health or demographic research or a public
health program if the local health department pays the copying costs and if the birth
of the registrant occurred within the boundaries of the political subdivision served
by the local health department or the registrant is a resident of the political
subdivision. The local health department may not disclose any information from any
copy which it receives under this paragraph to any person and shall destroy the copy

no later than one year after receipt.
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SECTION 6

SecTION 6. 69.20 (3) (d) of the statutes is amended to read:

69.20 (3) (d) Subject to par. (f), the state or a local registrar may disclose
information from the vital record of a specified registrant;-except-information-under
sub-—{2)-{a); to a federal agency, to any agency of the government of this state, or to
any agency of a county, city, town, or village if the agency requests the information
for use in the conduct of its official duties.

SEcTiON 7. 253.12 (1) (a) (intro.) of the statutes is amended to read:

253.12 (1) {a) {intro.) “Birth defect” means any of the following conditions
affecting a stillbirth or an infant or child that occurs prior to or at birth and that
requires medical or surgical intervention or interferes with normal growth and
development:

SecTioN 8. 253.12 (1) {(a) 1. of the statutes is amended to read:

253.12 (1) (@) 1. A structural malformation, deformation, disruption, or

dysplasia.

SecTION 9. 253.12 (1) (b) of the statutes is renumbered 253.12 (1) (cm) and
amended to read:

253.12 (1) (cm) “Pediatric specialty clinic” means a clinic that is located in a
hospital or is a freesﬁa&éing clinic, the primary purpose of which is to provide
pediatric specialty diagnostic, counseling and medical management services to
persons with birth defects by a physician subspecialist.

SkecTion 10. 253.12 (1) (e) of the statutes is created to read:

253.12 (1) (¢} “Research” means a systematic study through scientific inquiry
for the purpose of expanding a field of knowledge, including environmental or
epidemiological research or special studies.

SecTION 11. 253.12 (2} (a) (intro.) of the statutes is amended to read:
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SecTioN 11

253.12 (2) (a) (intro.) Except as provided in par. (b), all of the following shall
report in the manner prescribed by the department under sub. (3) (a) 3. a birth defect
in a stillbirth or an infant or child:

SecTiON 12. 253.12 (2) (a) 3. of the statutes is created to read:

253.12 (2) (a) 3. The division of the department that deals with vital statistics,
with respect to the information received under s. 69.20 (3) (b) 3. or available under
s. 69.20 (3) (d). If a report is made under this subdivision and the report is not
confirmed by a report made by another reporting entity, the department shall remove
from the registry under sub. (3} all information that would identify the stillbirth,
infant, or child before releasing the information to another party under sub. (5) (b),
other than the address of the infant or child or place of delivery of the stillbirth that
the department has encoded to refer to the same geographical location.

SecTioN 13. 253.12 (2) (a) 4. of the statutes is created to read:

253.12 (2) (a} 4. The entity under contract under s. 153.05 (2m) (a), with respect
to public use data files under s. 153.46 (1) (b).

SecTioN 14, 253.12 (2} (am) of the statutes is amended to read:

253.12 (2) (am) Any hospital in which a birth defect is diagnosed in a stillbirth
or an infant or child or treatment is provided to the infant or child may report the
birth defect in the manner prescribed by the department under sub. (3) (a) 3.

SecTtion 15. 253.12 {2) (b) of the statutes is amended to read:

253.12 (2) (b) No person specified under par. (a) need report under par. (a) if
that person knows that another person specified under par. (a) or (am) has already
reported to the department the required information with respect to the same birth
defect of the same stillbirth or infant or child.

SECTION-H
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SecTION 16

~.253.12 (2) (d) If the parent or guardian of a stillbirth or an infant op-ehild for
whom a Qn <{_is made under par. (a) decides, after hawirng been informed by a
physician or a physicianSdesignee of the intentdf the system under this section, not
to consent to the release of identify#ig informatien concerning the stillbirth or infant
or child and signs the form specified in sub. (5) (c), the dep entmay not require
a person.-specified under par. (a} 1., 2., or 3. to report information identifying the
stillbirth or infant or child.

SecTioN 17. 253.12 (2) (e) of the statutes is amended to read:

253.12 (2) (e} If the address of an infant or child or the place of delivery of a
stillbirth for whom a report is made under par. (a) is included in the report, the
department shall encode the address to refer to the same geographical location.

SecTioN 18. 253.12 (3) {(a) 1. (intro.) of the statutes is amended to read:

253.12 (3) (a) 1. (intro.) Establish and maintain an up—to-date registry that
documents the diagnosis in this state of any stillbirth or infant or child who has a

birth defect, regardless of the residence of the infant or child or place of delivery of

the stillbirth. The department shall include in the registry information that will
facilitate all of the following:

SecTioN 19. 253.12 (3) (¢} of the statutes is amended to read:

253.12 (3) (¢) The department shall, not more than 10 years from the date of
receipt of a report under sub. (2), delete from any file of the department the name of
a stillbirth or an infant or child that is contained in the report.

SecTioN 20. 253.12 (4) (a) of the statutes is amended to read:

253.12 (4) (a) Make recommendations to the department regarding the
establishment of a registry that documents the diagnosis in the state of a stillbirth

or an infant or child who has a birth defect, as required under sub. (3) (a) 1. and
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SecTion 20

regarding the rules that the department is required to promulgate under sub. (3) (a)
2. and 3. on the birth defects to be reported under sub. (2} and on the general content
and format of the report under sub. (2) and procedures for submitting the report. The
council shall also make recommendations regarding the content of a report that,
because of the application of sub. (2) (d}, does not contain the name of the subject of
the report.

SecTtiON 21. 253.12 (5) (a) 1. of the statutes is amended to read:

253.12 (5) (a) 1. The parent or guardian of a stillbirth or an infant or child for
whom a report is made under sub. (2).

SEecTION 22. 253.12 (5) (a) 2. of the statutes is amended to read:

253.12 (5) (a) 2. A local health officer, a local birth-to-3 coordinator or an

agency under contract with the {ie;;a;'tmeni: to administer the children x thh special

— MN»W;::’ e

health care needs program,

i

~The local heaith efﬁcer may disclose information received

e W -
s
- '”""’-s...! et

ﬂ' -

under this subdivision only to the extent necessary to render and coordinate services
and follow—up care for the infant or child or to conduct a health, demographic or
epidemiological investigation. The local health officer shall destroy all information
received under this subdivision within one year after receiving it.

SEcTION 23. 253.12 (5) {(a) 4. of the statutes is amended to read:

253.12 (5) (a) 4. A representative of a federal or state agency upon written
request and to the extent that the information is necessary to perform a legally
authorized function of that agency, including investigation of causes, mortality,
methods of prevention and early intervention, treatment or care of birth defects,

associated diseases or disabilities. The information may not include the name or
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SecTION 23

address of an infant or child or the place of delivery of a stillbirth with a condition

reported under sub. (2}. The department shall notify the parent or guardian of a
stillbirth or an infant or child about whom information is released under this
subdivision, of the release. The representative of the federal or state agency may
disclose information received under this paragraph only as necessary to perform the
legally authorized function of that agency for which the information was requested.

SEcTION 24. 253.12 (5) (b) 5m. of the statutes is created to read:

253.12 (5) (b) 5m. The person agrees in writing that the information provided
will not be used by an insurer, as defined in s. 600.03 (27), to limit or deny health care
coverage or a policy of life insurance to an individual.

SecTiON 25. 253.12 (5) (¢) of the statutes is created to read:

253.12 (5) (¢) By July 1, 2009, the department shall prescribe and distribuge,
and perigdically distribute thereafter, to pediatric speciality clinics, hospitals in
which deliveries are performed, and local health departments copies ofa form to be
used by the parent or guardian of a stillbirth or an infant or childfor whom a report
is made under sub. (2) {a).in indicating any of the followjz ;7

1. Refusal under sub. (2)Xd) by the parent or guardian to consent to the release
of identifying information concerning the stil§irth or infant or child.

2. The decision under sub. (5m) by the parent or guardian to remove from the
system any identifying informagitn entered for the stillbirth or infant or child.

SEcTION 26. 253.12 45m) of the statutes is created\g read:

253.12 (5m) REMOVAL OF IDENTIFYING INFORMATION. If the parent or guardian
of a stillbirth of an infant or child for whom a report is made under suk, (2) (a) decides
to withdraw consent to the release of identifying information concegning the

stillbirth or infant or child, the parent or guardian may request from the local health
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SecTION 26

department or the stillbirth’s or infant’s or child’s physician the ferfn specified in sub.

If the parent or guardian decides, aftertfaving been informed by the
stillbirth’s or irifants or child’s physiciag er'physician’s designee of the information
contained in the system untsghis section, and signs the form, the local health
department, physiciga:or physician’s desigiee.shall forward the form to the division
of the depastment that deals with public health. On receiptaf the signed form, the
department shall remove from the system under this section any Infermation
identifying the stillbirth or infant or child.

(END)
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ASSEMBLY SUBSTITUTE AMENDMENT g’,
TO 2007 ASSEMBLY BILL 185

; to amend 69.03 (12), 69.20 (2)

AN ACT to renumber and amend 253.12 (1)

(a) (intro.), 69.20 (3) (b) 3., 69.20 (3
253.12 (1) (a) 1., 253.12 (2) @f(ro.), 253.12 (2) (am), 253.12 (2) (b), 253.12 (2)
53.12 (3) (c), 253.12 (4) (a), 253.12 (5) (a) 1., 253.12

¢), 69.20 (3) (d), 253.12 (1) (a) (intro.),

(e), 253.12 (3) (a) 1. (intr(}),
(5) (a) 2. and 253?5’{ (a) 4.; to repeal and recreate 253.12 (2) (d); and to
create 69.20 (2) («) 3., 253.12 (1) (e), 253.12 (2) (a) 3., 253.12 (2) (a) 4., 253.12
(5) (b) 5m., 253.12 (5) (¢) and 253.12 (5m) of the statutes; relating to: the birth

defect prevention and surveillance system.

Analysis by the Legislative Reference Bureau

Under the birth defect prevention and surveillance system (system) in current
law, pediatric specialty clinics and physicians are required to report to the
Department of Health and Family Services (DHFS) any birth defects of infants or
children who are diagnosed or treated in the clinics or by the physicians. A “birth
defect” is defined as a structural deformation, disruption, or dysplasia or a genetic,
inherited, or biochemical disease that occurs prior to or at birth and that requires
medical or surgical intervention or interferes with normal growth and development.
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An “infant or child” is defined as a human being from birth to the age of two years.
DHFS may not require a pediatric specialty clinic or physician to report the name
of a reported infant or child if the parent or guardian of the infant or child refuses
in writing to consent to the release of the name or address of the infant or child.

Currently, information that is contained in a vital record and is designated as
being collected for statistical and medical use or statistical use only or that involves
the birth of a child to an unmarried mother may be disclosed only in certain
instances. One instance is disclosure of this information, under an interstate
cooperation agreement, from the vital record of the resident of another state or a
resident of this state born in another state, for use by the state registrar in compiling
statistics. Another instance is disclosure of statistical or medical information for use
in the conduct of official duties of a federal agency, a Wisconsin governmental agency,
or the agency of a county, city, town, or village. In addition, hospitals and funeral
directors must provide and the state registrar must accept reports of certain fetal
deaths. Before destroying these reports, the state registrar may record the reports’
information for use in medical research and use the information to compile statistics.

Also under current law, DHFS may release confidential information that
identifies the subject of a birth defect to a person proposing to conduct research if
DHFS approves the person’s application to conduct the research, the research is to
study birth defects surveillance and prevention, DHFS determines that any direct
contact with a family meets certain requirements, and the person agrees in writing
to certain requirements.

Lastly, under current law, DHFS must establish and maintain an up—to—date
registry that documents the diagnosis in this state of any infant or child who has a
birth defect. Among the information that DHFS is required to include in the registry
is information that will facilitate the development of primary preventive strategies
to decrease the occurrence of birth defects without increasing abortions.

This_substitute amendment changes the process by which the - pare
guardian o?‘%si;&l}bmth infant, or child may decide not to consent to the release of
the stillbirth’s, infant’s,-or child’s identifying information, to require @aﬁé’?hyswmn
or phys1c1an s designee first inform the parent or guardian of theMent of the system
and to require signature of the parent-er.guardian on @BPTFS form. Further, the

\ substitute amendment specifies a process y whic] M, using the DHFS form, the
\/ parent or guardlan of a stlllblrth 1nfant orchild maye 1thdrawal of consent

B

i

from the system DHFS must prescrlbe and penodlcally distribute to peda’tmc

It

MATERIA | specialty chg;os”hospltals in which deliveries are performed, and local health
“t@om || departments the form for these purposes, beginning July 1,2009. /~

_"he Sdbstitute amendment reqmres the division of DHFS that deals with vital
| Heer) statistics to report to the system, for use in the registry, information that is contained
.77 inavital record and is designated as being collected for statistical and medical use
or statistical use only, including this type of information that is available under an
interstate cooperation agreement, if this disclosure is agreed to by the other state.
However, if this information is not confirmed by another reporting entity, DHFS

‘
Kooy
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must, before releasing the information to anyone who is proposing to conduct
research, remove from the registry all information that would identify the stillbirth,
infant, or child other than the address of the infant or child or place of delivery of the
stillbirth that DHFS has encoded to refer to the same geographical location. In
addition, the substitute amendment requires the entity that contracts with the
Department of Administration for collecting, analyzing, and disseminating health
care information of hospitals and ambulatory surgery centers to report to the system
concerning birth defects as recorded in public use data files of hospitals and
ambulatory surgery centers. @ (V4

The substitute amendmenté‘equlres that a person who is proposing to conduct
research, to whom DHFS releases certain confidential birth defect information,
agree in writing that the information will not be used by an insurer to limit or deny
health care coverage or a policy of life insurance to an individual.

Z’he substitute amendment @%ermlts the state registrar to record
information from reports of certain fetal deaths for use in research conducted under
the system. =R - ﬁ} )

&8 “Gubstitute amendment includes stillbirths, as defined—in’ “the

substitute amendment, under the requirements of the syste éxpands the
definition of “birth defect” to include structural malformationsgye ot

— The people of the state of Wisconsin, represented in senate and assembly, do
' enact as follows:

SECTION 1. 69.03 (12) of the statutes is amended to read:

69.03 (12) Accept fetal death reports under s. 69.18 (1) (e). The state registrar
may record the information on the reports for use in medical research, including

research conducted under s. 253.12 (5) (b), and may use the information to compile

statistics. After recording the information on a fetal death report, the state registrar
shall destroy the report.
SECTION 2. 69.20 (2) (a) (intro.) of the statutes is amended to read:

69.20 (2) (a) (intro.) -Execept-as-provided-under sub(3) information Information

in the part of a certificate of birth or divorce or annulment or a marriage document

© 0 3 O Ut b W N
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o

that is designated on the form as being collected for statistical or medical and

o
[EY

statistical use only and information in the part of a death certificate that is
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designated on the form as being collected as statistical-use—only information under
s. 69.18 (1m) (c) may not be disclosed to any person except the following:

SECTION 3. 69.20 (2) (a) 3. of the statutes is created to read:

69.20 (2) (a) 3. As provided under sub. (3).

SECTION 4. 69.20 (3) (b) 3. of the statutes is amended to read:

69.20 (3) (b) 3. The information is from the vital record of a registrant who is
a resident of another state or who was born in another state and is transmitted to
the office responsible for keeping the vital statistics in such state under an interstate
cooperation agreement which requires that the information be used for statistical
and administrative purposes only and which provides for the retention and
disposition of such copies. If under such an agreement the state registrar receives
information from an office responsible for keeping the vital statistics in another

s\tate, the state registrar may not use the information for any purpose except for the

compilation of statistics and, if agreed to by the other state, in meeting requirements
for reporting under s. 253.12 (2) (a) 3.

SECTION 5. 69.20 (3) (¢) of the statutes is amended to read:

69.20 () (¢) Neotwithstanding sub—(2);,a- A local registrar may disclose
information on a birth certificate or issue a copy of the certificate to a local health
department, as defined in s. 250.01 (4), for health or demographic research or a public
health program if the local health department pays the copying costs and if the birth
of the registrant occurred within the boundaries of the political subdivision served
by the local health department or the registrant is a resident of the political
subdivision. The local health department may not disclose any information from any
copy which it receives under this paragraph to any person and shall destroy the copy

no later than one year after receipt.
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SECTION 6

SECTION 6. 69.20 (3) (d) of the statutes is amended to read:

69.20 (3) (d) Subject to par. (f), the state or a local registrar may disclose
information from the vital record of a specified registrant;-exceptinformation-under
sub—(2)-(a); to a federal agency, to any agency of the government of this state, or to
any agency of a county, city, town, or village if the agency requests the information
for use in the conduct of its official duties.

SECTION 7. 253.12 (1) (a) (intro.) of the statutes is amended to read:

253.12 (1) (a) (intro.) “Birth defect” means any of the following conditions
affecting a stillbirth or an infant or child that occurs prior to or at birth and that
requires medical or surgical intervention or interferes with normal growth and
development:

SECTION 8. 253.12 (1) (a) 1. of the statutes is amended to read:

253.12 (1) (a) 1. A structural malformation, deformation, disruption, or
dysplasia.

SECTION 9. 253.12 (1) (b) of the statutes is renumbered 253.12 (1) (cm) and
amended to read:

253.12 (1) (em) “Pediatric specialty clinic” means a clinic that is located in a

hospital or is a freestanding clinic, the primary purpose of which is to provide

pediatric specialty diagnostic, counseling and medical management services to
persons with birth defects by a physician subspecialist.

SECTION 10. 253.12 (1) (e) of the statutes is created to read:

253.12 (1) (e) “Research” means a systematic study through scientific inquiry
for the purpose of expanding a field of knowledge, including environmental or
epidemiological research or special studies.

SecTIiON 11. 253.12 (2) (a) (intro.) of the statutes is amended to read:
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253.12 (2) (a) (intro.) Except as provided in par. (b), all of the following shall
report in the manner prescribed by the department under sub. (3) (a) 3. a birth defect

in a stillbirth or an infant or child:

SEcTION 12. 253.12 (2) (a) 3. of the statutes is created to read:

253.12 (2) (a) 3. The division of the department that deals with vital statistics,
with respect to the information received under s. 69.20 (3) (b) 3. or available under
s. 69.20 (3) (d). If a report is made under this subdivision and the report is not
confirmed by a report made by another reporting entity, the department shall remove
from the registry under sub. (3) all information that would identify the stillbirth,
infant, or child before releasing the information to another party under sub. (5) (b),
other than the address of the infant or child or place of delivery of the stillbirth that
the department has encoded to refer to the same geographical location.

SECTION 13. 253.12 (2) (a) 4. of the statutes is created to read:

253.12(2) (a) 4. The entity under contract under s. 153.05 (2m) (a), with respect
to public use data files under s. 153.46 (1) (b).

SECTION 14. 253.12 (2) (am) of the statutes is amended to read:

253.12 (2) (am) Any hospital in which a birth defect is diagnosed in a stillbirth
or an infant or child or treatment is provided to the infant or child may report the
birth defect in the manner prescribed by the department under sub. (3) (a) 3.

SECTION 15. 253.12 (2) (b) of the statutes is amended to read:

253.12 (2) (b) No person specified under par. (a) need report under par. (a) if
that person knows that another person specified under par. (a) or (am) has already
reported to the department the required information with respect to the same birth
defect of the same stillbirth or infant or child.
th utes iy’ repealed and reeredted t6-read:-
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SECTION 16

/\;fﬁ:&

253.12 (2) (d) If the parent or guardian of ﬁt;lllbll‘th or an mfant or chlld for
a/cfée;/éj

whom a report is made under W fter having been informed by a

Mf”

fent of the syste mf’ﬂﬁﬁ:}' this section, not

physician or a physician’s //deélgnee of the i

to consent to the r //e%ase of 1dent1§jaﬁ/@n concermng,,ﬁ'le stillbirth or 1nfant

or chlld and 81gns the form specified in sub. (5) (¢), the Mnt may not require

S——

2 p(son specified under par. (a) 1., 2., or 3. to report information 1dent1fy1ng the |
/&M»M y

stillbirth or 1nfant or ch11d
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SECTION 17. 253.12 (2) (e) of the statutes is amended to read:

253.12 (2) (e) If the address of an infant or child or the place of delivery of a
stillbirth for whom a report is made under par. (a) is included in the report, the
department shall encode the address to refer to the same geographical location.

SEcTION 18. 253.12 (3) (a) 1. (intro.) of the statutes is amended to read:

253.12 (3) (a) 1. (intro.) Establish and maintain an up-to—date registry that
documents the diagnosis in this state of any stillbirth or infant or child who has a
birth defect, regardless of the residence of the infant or child or place of delivery of
the stillbirth. The department shall include in the registry information that will
facilitate all of the following:

SECTION 19. 253.12 (3) (¢) of the statutes is amended to read:

253.12 (3) (¢) The department shall, not more than 10 years from the date of
receipt of a report under sub. (2), delete from any file of the department the name of
a stillbirth or an infant or child that is contained in the report.

SECTION 20. 253.12 (4) (a) of the statutes is amended to read:

253.12 (4) (a) Make recommendations to the department regarding the
establishment of a registry that documents the diagnosis in the state of a stillbirth

or an infant or child who has a birth defect, as required under sub. (3) (a) 1. and
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1 regarding the rules that the department is required to promulgate under sub. (3) (a)
2 2. and 3. on the birth defects to be reported under sub. (2) and on the general content
3 and format of the report under sub. (2) and procedures for submitting the report. The
4 council shall also make recommendations regarding the content of a report that,
5 because of the application of sub. (2) (d), does not contain the name of the subject of
6 the report.
7 SECTION 21. 253.12 (5) (a) 1. of the statutes is amended to read:
8 253.12 (5) (a) 1. The parent or guardian of a stillbirth or an infant or child for
9 whom a report is made under sub. (2).
10 SECTION 22”‘%2%53 12 (5) (a) 2 of the statutes is amended to re; d:
11 253.12 (5) (a) 2. Aelocal health officer, a local blr h
12 agency under contract with the department to ad
13 health care needs program, upen % quest-and-info d
14 onsent from the parent-or-gua dian of the i ant-or-child under the requirements
15 of subs. (2) (d) and (5m ,f’f local health officer rix??“disclose information received
16 under this subéy‘iﬁs/ier; only to the extent necessary to rendei'\éﬁ,d coordinate services |
17 and fol@yff{g care for the infant or child or to conduct a health?&’en&g\?aphic or
18 ﬂ)&ﬁéﬁiolegical investigation. The local health officer shall destroy all information "
MLQ// received under this subdivision within one year after receiving it.
20 SECTION 23. 253.12 (5) (a) 4. of the statutes is amended to read
21 253.12 (5) (a) 4. A representative of a federal or state agency upon written
22 request and to the extent that the information is necessary to perform a legally
23 authorized function of that agency, including investigation of causes, mortality,
24 methods of prevention and early intervention, treatment or care of birth defects,
25 associated diseases or disabilities. The information may not include the name or
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SECTION 23

address of an infant or child or the place of delivery of a stillbirth with a condition

reported under sub. (2). The department shall notify the parent or guardian of a
stillbirth or an infant or child about whom information is released under this
subdivision, of the release. The representative of the federal or state agency may
disclose information received under this paragraph only as necessary to perform the
legally authorized function of that agency for which the information was requested.

SECTION 24. 253.12 (5) (b) 5m. of the statutes is created to read:

253.12 (5) (b) 5m. The person agrees in writing that the information provided
will not be used by an insurer, as defined in s. 600.03 (27), to limit or deny health care

coverage or a policy of life insurance to an individual.
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SECTION 25 253.12 (5) (c)\/of the statutes is created to read:

y
253.12 (5) (c) By July 1, 2009, the department shall prescribe.and distribute,

and periodically dlstr‘lbute thereafter, to pediatric spec1ahty oe{nlcs hospitals in
which deliveries are perfi:)ﬁ{ed, and local health departm ts copies of a form to be
used by the parent or guardia\r}Qf a stillbirth or an inﬁt or child for whom a report
is made under sub. (2) (a) in indi}?ttj\ng any of %lowingz

1. Refusal under sub. (2) (d) by the areﬁ% br guardian to consent to the release
of identifying information concerning the shllblrth or infant or child.

2. The decision under sub. ( /1}1‘3 by the pa\;‘\ t or guardian to remove from the
system any identifying 1nform/a€1/on entered for the stillbirth or infant or child.

SECTION 26. 253. 12/(5111) of the statutes is created to read:

253.12 (bm) ]?E/)AOVAL OF IDENTIFYING INFORMATION. If the parent or guardian
X,

N\
of a stillbirth or an’” infant or child for whom a report is made under sub. (2) (a) decides

to withdraw consent to the release of identifying information comncerning the
N

S
",

RIS

stillbirth or infant or child, the parent or guardian may request from the local health
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S

department or theetlllblrth’s or infant’s or child’s physician the form specified in sub.

%&’%

 (5) (c)¥ If the parent OWS, after having been informed by the
stillbirth’s or infant’s or child’s physician wp&hysieé}% an’s d nee of the information

contained in the system under this/e/gmoﬁﬂyg;ld signs the form, the local health
g

department, phys101an ogphys” cian’s designee shall forwardﬁ’refonn to the division

of the department ”that deals with public health. On receipt of the s1gned form the

department shall remove from the system under this section any 1nformat1on

1dent1fy1ng the stillbirth or infant or child.

e

(END)
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1 SECTION }\ 253.12 (2) (d) of the statutes is amended to read:

253.12 (2) (d) The department may not require a person specified under par.
(a) 1. ex, 2., or 3. to report the name of an infant or child for whom a report is made

under par. (a) if the parent or guardian of the infant or child refuses to consent in

(2 SRR~ N L T V]

writing to the release of the name or address of the infant or child.

History: 1987 a. 371; 1991 a. 178; 1993 a. 27 ss. 347, 349; Stats. 1993 5. 253.12; 1993 a. 335; 1995 a. 27 5. 9145 (1); 1995 a. 417; 1997 a. 164, 252; 1999 a. 32, 114, 186;
2001 a. 38.
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