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What is the Vital Statistics Advisory Committee (VSAC)?

The California Department of Public Health (CDPH) Center for Health Statistics and
Informatics (CHSI) coordinates and oversees the collection, management, and
dissemination of public health and vital statistics in the State of California. Data
managed by CHSI support more than 400 projects each year, ranging from California
state surveillance systems to identity theft and fraud prevention programs to
fundamental health research. The ethical and responsive stewardship of California’s
health data is enshrined in California law and falls under the purview of CHSI and the
Vital Statistics Advisory Committee (VSAC).

According to California law’, the CHSI’s required to convene and facilitate the VSAC
and the Vital Records Protection Advisory Committee (VRPAC), respectively. Each
committee is required to review and make recommendations to the State Registrar
regarding privacy protection, and appropriate access to, and use of, vital records. To
maximize efficiency and ensure consistency of policies and procedures relating to vital
records data, the two committees have been merged. This single committee is referred
to as VSAC. Please refer to the referenced California Health and Safety Code (HSC)
statutes (HSC 102465 and HSC 102230, 102231) governing vital records.

VRPAC is responsible for providing policy recommendations to protect individual
privacy, inhibit identity theft, and prevent fraud involving birth, death, and marriage
certificates while providing needed access to birth, death, and marriage record
information to those seeking it for legitimate purposes.

VSAC is responsible for reviewing the findings of the Committee for the Protection of
Human Subjects (CPHS) and making recommendations to the State Registrar
regarding all requests for studies that propose to use confidential birth and fetal death
information from the birth and fetal death certificates with respect to whether a
legitimate scientific interest is present and whether the significance of the project
justifies use of the confidential information.

The combined committee assures that all research conducted using birth and fetal
death certificate data is consistent with guidelines provided by the CPHS. In addition,
some, though not all, death data requests may require VSAC review.

All VSAC meetings are open to the public and conducted in compliance with the Bagley-
Keene Open Meeting Act. An agenda for each month’s VSAC meeting is posted online
at least ten (10) days prior to the meeting date. This agenda will list all applications to
be reviewed at the meeting. All VSAC meetings are open to the public, and applicants
are welcome to participate in the VSAC review of their request. The monthly VSAC
meetings are scheduled through December of each calendar year and are held both
online and at 3701 North Freeway Boulevard., Sacramento, California. The schedule

!'Health and Safety Code (HSC) Sections 102465 and 103527
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and location of upcoming meetings and the agendas for those meetings are available
on CDPH VSAC Webpage.

Overview of CHSI

One of CHSI’'s major responsibilities is coordinating and overseeing the collection,
management, and dissemination of public health and vital statistics data to other
California State agencies, local government agencies, researchers, and other
customers.

The Research and Analytics Branch (RAB), Data Analytics Section and Data Reporting
Unit compiles data for birth, death, and fetal death vital events, develops data products
related to vital events, and supports public health programs by creating and delivering
custom data files to end users of these data.

Birth data and fetal death data are obtained through an electronic registration process
wherein birth certificates are generated from data entered into the Electronic Birth
Registration System at the birth hospital or the local registrar’s offices. Death data are
obtained through an electronic registration process wherein death certificates are
generated from data entered into the Electronic Death Registration System at funeral
homes, hospitals, coroners, or the local registrar’s offices.

Vital statistics data is derived from the registration process and includes confidential and
non-confidential identifiers, demographic information, and medical/health data contained
within the certificate. These data are provided by informants and clinicians; thus, the
data quality, accuracy, and completeness are dependent on the reporting parties. Vital
statistics data may not be accurate or complete due to a variety of circumstances,
including amendments to the legal records that may have been filed after the production
of the data files. Data files are not legal records and should not be used as substitutes
for the legal records from which they were derived.

Vital Records Data
CHSI/RAB administers and produces the following data file types:

Birth Files (CCBF)

The birth files include all state registered births, and births to California residents that
occurred out-of-state. These files contain detailed demographic information related to
the child, mother, and father, as well as medical data related to the birth. CPHS and
VSAC approvals are required to obtain the confidential data fields.

Birth Cohort Files (BCF)

The birth cohort files contain data for all live births and the infants who died in the first
year of life (linked to the birth) with fetal deaths appended to the end of the file. CPHS
and the VSAC approvals are required to obtain the confidential data fields.
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Death Files
The death files are available in various ways:
¢ In-state California deaths only (CCDF);
e A combination of in-state deaths and deaths of California residents that occurred
in other states or jurisdictions (CCMDF);
e Out-of-state deaths only.

The National Center for Health Statistics (NCHS) codes all causes of death according
to the International Classification of Diseases, version 10 for Mortality (ICD-10) using
the literal text from the death certificate. CPHS and the VSAC approvals may

be required to obtain the death files. RAB makes available a Death Data Sources
Comparison Chart with more detailed information on the data sources available for
request.

Multiple Causes of Death Files (MCOD)

NCHS produced a California customized MCOD file that was previously available 12-18
months after the close of the calendar year for data through 2018. This file includes
entity-axis, record-axis codes, group cause-of-death codes, infant group cause-of-death
codes, positional -information, and race/ethnicity codes. Effective 2016, the entity-axis
codes and record-axis codes data are available in the California Comprehensive Death
File (CCDF) and California Comprehensive Master Death File (CCMDF) data files;
sequence numbers 201-240. MCOD Layouts are provided by the Centers for Disease
Control and Prevention (CDC) and can be accessed through its website.

Fetal Death Files

The fetal death files contain data obtained from fetal death certificates registered in
California each year. These files contain demographic information related to the fetus,
mother, and father, as well as medical data related to the fetal death. The medical data
includes the underlying cause of the fetal death. CPHS and VSAC approvals are
required to obtain the confidential data fields.

Applying for Vital Records Data

Custom data files requiring the CPHS and VSAC approval can take on average from
one (1) — two (2) months to process after a complete application package is submitted
in the CDPH VSA. This includes all research applications, Department of Health Care
Access and Information (HCAI) applications, and some CDPH applications.

Data files are subject to cost recovery pursuant to HSC Section 102230. Data files are
provided in the form that they were created. Data elements and file formats differ
depending on the year(s) requested.

Requests for the use of confidential birth, birth cohort, or fetal death, and some requests
for death data must obtain State Registrar approval before the release of vital records
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data. The following documentation is required of all projects that require VSAC
recommendations and State Registrar determination:

e Application for vital records data file(s) that meet all the requirements of HSC
Sections 102230 and 102231
Data dictionary(s) with the frequency and justification for each variable requested
CPHS Protocol with all data dictionary(s) attached
All CPHS Protocol amendments (if applicable)?
CPHS Approval Letter®
Letter of Sponsorship (if applicable)
Information Privacy and Security Requirements (IPSR) to ensure proper security
measures are in place to protect the confidentiality of the data.*

In addition, HCAI requests require:
= HCAI data grid(s)
= HCAI Approval Letter

The application package is reviewed by CHSI staff. This review is necessary to meet
the following requirements: justify the use of confidential birth and death data; ensure
that adequate security measures are taken to protect the confidentiality of the data; and
to validate that a legitimate scientific interest exists for the use of the confidential data.
The review will ensure the application package is complete with all required
documentation and reflects the submission to CPHS.

The data dictionary(s) are verified by CHSI staff to ensure the compliance with the
CDPH minimum data necessary policy.® This review consists of validating the approved
data dictionary, submission of the correct data dictionary, and the justifications
accurately reflect the proposed use for each data variable.

The CHSI Science Advisor serves as the subject matter expert for vital statistics data
and has in-depth knowledge on how the data is created within the systems and
limitations regarding the field length, text type, system logic, and user data entry. The
Science Advisor reviews all applications for vital statistics data to ensure compliance
with HSC statutes and CDPH policy governing release of data. The Science Advisor
works collaboratively with CHSI staff to assist requesters through the review process.
Please refer to Appendix A for an example of issues examined by the CHSI Science
Advisor when reviewing applications.

2 Amendments must be accurately reflected in the application.

3 Only required prior to the release of the approved data files.

4 Only required prior to the release of the approved data files. Required by the PI, and co-PlI, if located at
different addresses, as well as any contractors listed.

5 See CDPH Information Privacy and Security Policies Section 17.14.
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Committee for the Protection of Human Subjects (CPHS)

CPHS is the institutional review board (IRB) for all of the departments under the
California Health and Human Services Agency; as such, CPHS must also approve
research requests utilizing CDPH vital records data.

Depending on the type of research being executed, review may be conducted at a
convened meeting of CPHS or completed on an expedited basis. Expedited reviews
may have one to three reviewers. Most projects that have any contact with human
subjects, such as a survey or collection of specimens, must be initially approved at a
convened meeting. If they are deemed to be minimal risk, all subsequent reviews may
be done on an expedited basis. All data-only projects are approved on an expedited
basis.

CPHS meetings are held on the first Friday of even-numbered months (February, April,
June, August, October, and December) from 8:30 AM to 5:00 PM. Meetings are held in
Sacramento at 2020 West EI Camino Avenue, Room 300, Sacramento, CA. The
schedule and location of upcoming meetings and the agendas for those meetings are
available on CPHS’ Public Meeting page. Researchers are encouraged to appear in
person but may attend by telephone if arrangements are made in advance with the
CPHS Administrator. All meetings are open to the public and conducted in compliance
with the Bagley-Keene Open Meeting Act.

CPHS has transitioned to a new electronic protocol submission and approval system,
IRBManager. View the IRBManager Manual for Researchers for technical and user
information about the new system.

How does CPHS Define Research?

According to Code of Federal Regulations section 46.102, research is defined as a
“systematic investigation, including research development, testing and evaluation,
designed to contribute to generalizable knowledge.” Activities, which meet this
definition, constitute research for purposes of this policy whether they are conducted or
supported under a program, which is considered research for other purposes. For
example, some demonstration and service programs may include research activities. If
a project falls under any of these parameters, it will require CPHS' review and approval.

A CPHS exemption for non-research can be approved based on the following:
FDA evaluation

Public health practice/surveillance

Program evaluation; and/or

Resource utilization review

A CPHS exemption for Research can be approved based on the following:
e Research involving analysis/study of existing data
e Research involving data which is publicly available
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e No identifiable data is being requested from any of the CHHSA departments

For more information about CPHS, see the CPHS Website, or contact CPHS by email
at cphs.chhs.ca.gov or call (916) 955-6265.

Member Responsibilities

State law requires the State Registrar appoint a VSAC and a VRPAC; membership on
the combined committee is for a term of three years, with appointments made on a
staggered basis to allow one-third membership to change annually.

VSAC meetings are held once a month for approximately an hour. Meetings are held
online and at the CDPH Sacramento office located at 3701 North Freeway Boulevard,
Sacramento, California. Members are invited to participate in person or by
teleconference.

Quorum Requirements

According to Robert's Rules of Order, a quorum is the minimum number of voting
members who must be present at a meeting to conduct business in the name of the
group. VSAC requires that more than fifty percent of the committee participate to
establish a quorum. Thus, it is important that members make every effort to attend
meetings.

Towards the end of each year, monthly meeting invitations are sent to each member to
determine the upcoming year’s calendar/schedule. The approved VSAC calendar is
based on members’ confirmations of availability for those dates. If a member is unable
to participate in a scheduled meeting, the member should notify CDPH staff as soon as
reasonably possible to determine if the meeting needs to be rescheduled.

How to Prepare for Meetings

At least one week prior to the meeting, VSAC members receive an email with a link to
the meeting materials and applications, including the prior meeting minutes.

If there are issues accessing the needed documents, please contact RAB staff via email
at HIRS@cdph.ca.gov or by phone at 916-552-8095 for assistance (i.e., create a new
account, accessing meeting materials, reset passwords, etc.).

Review Process

Each VSAC member is responsible for individually reviewing each project and providing
a recommendation for the State Registrar. Recommendations can be to approve,
approve with stipulations, or deny the use of vital records data.

There are approximately 3 to 6 projects to review for each meeting. Each VSAC
member is expected to review each vital statistics (VSA) application, CPHS Protocol (if
applicable), data dictionaries (or data grids for HCAI requests), and all other related
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materials. During the application review, the following should be taken into
consideration to form their recommendation:

1. The content within the CPHS protocol and VSA research application should
mirror each other; specifically in the project’s goals and study aims, the years
and type of data requested, and variables requested. The PI, co-PI, contractors
and all users with data access must be identical in the CPHS protocol and
research application.

2. The variables requested and justifications provided in the data dictionary(s) need
to correspond with the research project.

3. If the data will be linked to other data sources, the linkage procedure and who will
be performing it must be clearly explained. This should include which data fields
will be used for the linkage and where the data will be stored.

4. Note if the requestor explains how small cell sizes will be suppressed in
published data (if applicable).

The checklist provided in Appendix A can be utilized to assist in the application review
process.

During the review process, please note any questions or items to discuss during the
VSAC meeting. To comply with the Bagley-Keene Open Meeting Act, questions or
comments cannot be discussed with RAB staff or other VSAC members prior to the
public meeting. Upon completion of the application review, please be prepared to
discuss and provide your recommendation (approve, approve with stipulations, or deny)
at the next meeting.

VSAC Meeting

The agenda and meeting materials for each VSAC meeting are posted online at least
ten (10) days prior to the meeting date pursuant to the Bagley-Keene Open Meeting
Act. The meeting materials are composed of several attachments:

e Attachment 1 of the agenda, also referred to as the Consent Calendar, lists all
HCAI data applications and continuing research projects (with no substantiative
changes)

e Attachment 2, or New Business - Discussion ltems, contains new research
projects and continuing projects with changes to the protocol and/or variables
requested.

e Attachment 3 lists the State Registrar’s response to previous VSAC
recommendations.

e Attachment 4, the Recap of Data Requests Approved in the RAB, lists data
requests approved and processed through RAB. These requests do not require
VSAC review. Additional attachments will be added as needed.
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VSAC meetings are structured to follow the meeting agenda. Please refer to Appendix
C for an example of a meeting agenda.

Application Type

Agenda Item
(Consent/New
Business)

Requirements and Limitations

Research

New Project or
Continuing Project
with changes to
protocol

New Business

Confidential Birth, Birth Cohort, and Fetal
Death Data

e CPHS approval and VSAC
recommendation required.

e Persons with valid scientific interest as
determined by the State Registrar, who are
engaged in demographic, epidemiological,
or other similar studies related to health?

Death Data, Multiple Causes of Death

e CPHS approval and VSAC
recommendation required.

e Persons with valid scientific interest who
are engaged in demographic,
epidemiological, or other similar studies
related to health as determined by CPHSY

the project protocol or
Continuing Project
with minor changes to
the project protocol
as identified by RAB
Staff

CCR Linked with Vital | Consent T
Records Death Data | Calendar
Continuing Project Consent T
with no changes to Calendar

fSame Requirements and Limitations as Research New Project or Continuing Project with changes to

protocol.

February 2025
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HCAI Consent In accordance with state laws governing the
New Project or Calendar release of patient data, HCAI may make such
Continuing Project patient-level data available to qualified
researchers at non-profit educational
institutions conducting approved research on
a confidential basis. This research affords
significant benefits to the public in terms of
improved processes of care, improved
access to care and better-informed
healthcare policies.

Research using HCAI confidential data must
be approved by the California Health and
Human Services Agency’s CPHS.

Structure of Meeting

At the VSAC meeting, each member will have an opportunity to discuss each Agenda
item. After a VSAC member provides a motion and it's seconded, a vote is called for a
final recommendation to the State Registrar. Recommendations can include the
following:

e Approve the release of the data as described in the protocol.

e Approve the project with stipulations specified during the discussion. Data
cannot be released until all stipulations have been met. Once the stipulation(s)
have been met, CHSI will notify the committee at the following VSAC meeting
in the State Registrar's Response to VSAC Recommendations (Attachment 3)
on the agenda.

e Deny the release of the data.

Microsoft Teams

Meetings are held using AT&T Connect, an interactive presentation and collaborative
tool that combines audio conferencing and data sharing. To view the materials during
the meeting, members must be logged into a computer. A Microsoft Teams meeting link
is provided on each VSAC agenda.

Call to Order/Roll Call

The VSAC facilitator calls the meeting to order once a quorum is established. Roll call is
taken for all participants joining the meeting in person or via teleconference. This
includes members of the public, researchers, and/or applicants.

Review Previous Meeting Minutes

The first order of business is to review and vote on the prior meeting minutes. There will
be an opportunity to discuss any discrepancies or clarification of items to be corrected.
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Please review and be prepared to vote prior to attending the meeting. Please refer to
Appendix D for an example of VSAC meeting minutes.

New Business/Consent Calendar

All projects fall into one of three categories: a new project, a continuing project with no
changes to the CPHS protocol and no additional variables, or continuing project with
changes to the protocol or additional variables that were not previously requested. The
type of project will determine if the application is added to the Consent Calendar or
Discussion Items - New Business.

Consent Calendar (Attachment 1)

The consent calendar includes HCAI and continuing projects that were previously
approved with no changes to the study protocol, and where the request is only for
additional years of data. Also included are CCR (California Cancer Registry)
applications with linked vital statistics data. The committee provides a recommendation
(votes) on all projects listed in the Consent Calendar as one vote. Any VSAC member
may move to remove an item for discussion from the consent calendar. Those items will
be moved to the New Business for discussion and voting.

Discussion Items - New Business (Attachment 2)

This agenda item contains new research projects and continuing projects with changes
to the CPHS protocol and/or requested variables. The Science Advisor will notify the
committee of any staff concerns regarding each project as it is introduced. Committee
members may discuss any project if there is need for further clarification or if a member
has concerns. A vote is called for each request. The voting result is provided as a
recommendation to the State Registrar.

State Registrar’s Response to VSAC Recommendations (Attachment 3)

This informational attachment lists the State Registrar’s action on projects or agenda
items from a prior VSAC meeting. Please refer to Appendix C for sample Meeting
Agenda.

Recap of Data Requests Approved at the RAB Level (Attachment 4)

This informational attachment lists requests for data that have been reviewed and
approved by RAB staff since the last VSAC meeting.

After the Meeting

The State Registrar reviews all VSAC Recommendations for further action. All
applicants receive a letter either approving or denying their application about two weeks
following the VSAC meeting.

Approved data requests are assigned for production by RAB staff in the order they were
received. According to statute, data is not released until confirmation of payment. In
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addition, receipt of the current CPHS Approval letter, and all signed IPSRs are required
prior to the release of data. Data is delivered using a secure SFTP server.
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Appendix A — Sample Issues Reviewed by the Science Advisor

Are the training protocols of research staff adequate?

Is there an adequate assurance that data will not be reused or redisclosed?

Are all variables requested justified?

Are requestors asking for the minimum data necessary to accomplish the study

objectives?

Was all relevant information submitted to CPHS?

Will requested data be linked? If so, has the linkage procedure been thoroughly

explained?

Will the data be used to contact subjects?

Does the requestor explain how data confidentiality will be maintained and how

small cell sizes will be suppressed in published data?

o Are any variables being requested that cannot be released for
research/surveillance purposes, such as SSN from the birth files (protected by
the Federal Privacy Act) Mother’s marital status from the birth certificate files
(HSC 102426(b))?

o Are adequate physical and electronic safeguards in place to protect the data and

subjects?

o O O O
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Appendix B - Sample Meeting Agenda

VITAL STATISTICS ADVISORY COMMITTEE (VSAC)VITAL RECORDS
PROTECTION ADVISORY COMMITTEEJOINT COMMITTEE MEETING
Wednesday, December 8, 20219:00 a.m.

This meeting will be held via teleconference only.

Microsoft Teams Meeting Link:

Click here to join the meeting

Call-In Number: (916) 306-8051
Access Code: #HH-H#HH-HHHH

AGENDA
Call to Order and Roll Call
Approval of Minutes — November 10, 2022
Consent Calendar - Attachment 1
Discussion Iltems - New Business - Attachment 2
Informational Items
State Registrar’'s Response to VSAC Recommendations - Attachment 3

Recap of Data Requests Approved in the Research and Analytics Branch-
Attachment 4

Public Comment

Adjournment
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ATTACHMENT 1 - CONSENT CALENDAR:
DEPARTMENT OF HEALTHCARE ACCESS AND INFORMATION (HCAI) AND
CALIFORNIA CANCER REGISTRY (CCR) REQUESTS

HCAI Project(s):

Project Title: Health Disparities and Constriction Band Syndrome
Principal Investigator: Leah Demetri, MD, University of California, San
Francisco CDPH Order Number: 21-10-0427
Project Type: New
Data Requested: 2005-2012 Linked Patient Discharge Data
(PDD)/Emergency Department Data (ED)/Ambulatory Surgery Data (AS)/Birth
Cohort Data
Staff Comments: None

Project Title: Spillover Effects in California's Health Care Market Environment:
Population Health Outcomes
Principal Investigator: Emilia Simeonova, PhD, Johns Hopkins University
CDPH Order Number: 21-11-0467
Project Type: New
Data Requested: 1995-2012 Non-Public PDD, 2005-2012 Non-Public ED,
and 1999-2012 Linked Death Data (Version A)
Staff Comments: None

Project Title: Retrospective Examination of Statewide Surgical Disease
Principal Investigator: Stephen Bickler, MD, University of California, San
Diego
CDPH Order Number: 21-11-0494
Project Type: New
Data Requested: 2014-2018 Non-Public PDD, 2014-2018 Non-Public ED,
2014-2018 Non-Public AS, 2005-2013 Linked PDD/ED/AS/Birth Cohort Data,
2014-2018 Linked Death PDD, and 2014-2018 Linked Death ED
Staff Comments: None

CCR Project(s):

Project Title: Evaluating the Presentation, Treatments, Outcomes, and Cost
Effectiveness of Differentiated Thyroid Cancer Care in California

Principal Investigator: Michael Campbell, MD, University of California, Davis

Cancer Center

CDPH Order Number: 21-10-0450

Project Type: New

Data Requested: 2005-2018 CCR Linked Vital Statistics Data

Staff Comments: None
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ATTACHMENT 2 — DISCUSSION ITEMS — NEW BUSINESS

The following projects were reviewed by the Health Information and Research
Section and require VSAC review and recommendation:

Project Title: Life Course Social Context and Disparities in Birth Outcomes
Principal Investigator: Michelle Pearl, PhD, California Department of Public
Health (CDPH)/Environmental Health Investigations Branch
Project Type: Continuing
Data Requested: 1982-2015 Birth, Birth Cohort, and Fetal Death Data
Staff Issues Identified: None

Project Title: Request for 2014-2016 Birth Statistical Master File for Linkage with
Surveillance Data to Identify Congenital Syphilis Cases and All Births to Female
Syphilis Cases

Principal Investigator: Lauren Nelson, MPH, CDPH/Sexually Transmitted

Diseases Control Branch

Project Type: New

Data Requested: 2014-2016 Birth Data

Staff Issues Identified: None
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ATTACHMENT 3 — STATE REGISTRAR’S RESPONSE TO VSAC
RECOMMENDATIONS

The State Registrar adopted eight of the nine projects listed below:

Project Title: Infectious Disease Public Health Surveillance
Principal Investigator: Glorietta Kundeti, MPH, California Department of
Public Health (CDPH)/Infectious Diseases Branch
Project Type: Continuing Project
Data Requested: 2003-2016 Non-Public Patient Discharge Data (PDD) and
2005-2016 Non-Public Emergency Department Data (EDD)
Staff Issues Identified: None
VSAC Recommendation: Approve
State Registrar’s Action: Adopted

Project Title: Sexually Transmitted Diseases (STD) Related Complications in
California - EDD and PDD
Principal Investigator: Lauren Nelson, MPH, CDPH/STD Control Branch
Project Type: Continuing Project
Data Requested: 2014-2016 Non-Public PDD and 2014-2016 Non-Public
EDD
Staff Issues Identified: None
VSAC Recommendation: Approve
State Registrar’s Action: Adopted

Project Title: California Community Burden of Disease and Cost Engine Project
Principal Investigator: Michael Samuel, DrPH, CDPH/Fusion Center for
Strategic Development and External Relations
Project Type: New
Data Requested: 2000-2016 Non-Public PDD, EDD and Ambulatory
Surgery (AS) Center Data
Staff Issues Identified: None
VSAC Recommendation: Approve
State Registrar’s Action: Adopted

Project Title: California Cancer Registry
Principal Investigator: Sandy Kwong, CDPH/Chronic Diseases Surveillance
and Research
Project Type: Continuing Project
Data Requested: 2016 Non-Public PDD, EDD and AS Data
Staff Issues Identified: None
VSAC Recommendation: Approve
State Registrar’s Action: Adopted
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Project Title: Epidemiology of Firearm-Related Injury in California
Principal Investigator: Veronica Pear, MPH, University of California (UC)
Davis - Department of Emergency Medicine, UC Davis Medical Center
Project Type: New Project
Data Requested: 1992-2015 Non-Public PDD, 2005-2015 Non-Public EDD,
2005-2013 Linked PDD/ED and Vital Statistics-DSMF
Staff Issues Identified: None
VSAC Recommendation: Approve
State Registrar’s Action: Adopted

Project Title: Maternal and Infant Health Outcomes: Population-Based Research
on Causes, Care, & Costs

Principal Investigator: Henry Lee, MD, MS, Stanford University

Project Type: Continuing Project

Data Requested: 1997-2012 PDD/EDD/AS Linked Birth Cohort

Staff Issues Identified: None

VSAC Recommendation: Approve

State Registrar’s Action: Adopted

Project Title: Population-Based Assessment of Treatment Patterns and Outcomes
among Women with Newly Diagnosed Ductal Carcinoma in Situ
Principal Investigator: Jean Mitchell, PhD, McCourt School of Public Policy-
Georgetown University
Project Type: New Project
Data Requested: 2000-2014 California Cancer Registry (CCR) variables
containing Vital Records Data
Staff Issues Identified: None
VSAC Recommendation: Approve
State Registrar’s Action: Adopted

Project Title: Health at Birth and Adult Socio-Economic Outcomes
Principal Investigator: Maya Rossin-Slater, PhD, Stanford University School
of Medicine
Project Type: New Project
Data Requested: 1978-2015 Birth Data Files
Staff Issues Identified: None
VSAC Recommendation: Approve
State Registrar’s Action: Adopted

Project Title: Institutionalized Discrimination and Assimilation: The Case of
Unauthorized Immigrants
Principal Investigator: Patrick Egan, PhD, New York University
Project Type: New Project
Data Requested: 2005-2015 Birth Data Files
Staff Issues Identified: None
VSAC Recommendation: Vote Deferred
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State Registrar’s Action: N/A
ATTACHMENT 4 - RECAP OF DATA REQUESTS APPROVED IN THE RESEARCH

AND ANALYTICS BRANCH
CDPH
Genetic Disease Screening Program - 2015 Birth Cohort data

Local Health Departments

Sacramento County Public Health - 2016 Birth and 2014-2015 Multiple Causes of
Death data

Shasta County Health and Human Services - Public Health Branch - 2015 Death
data

Public Use

Cedars Sinai Medical Center - 2017 Death data
Gold Coast Health Plan - 2016 Death data
West Publishing Corporation - 2016 Death data

Anti-Fraud
City of Hope - 1905-2017 Birth and 1905-2017 Death data
Tabulated

San Joaquin General Hospital - 2013-2016 Death and 2013-2016 Birth data
Lompoc Unified School District - 2011-2015 Birth data
Johnson Consulting Group - 2016-2021 Death data

Government

California Correctional Health Care Services - 2006-2010 Death data
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Appendix C - Sample Meeting Minutes
Vital Statistics Advisory Committee and
Vital Records Protection Advisory Committee (VSAC)
Joint Meeting Minutes
Wednesday, January 8, 2025
9:00 AM

The meeting was called to order by Heather Fukushima at 9:01 am.
The following members were present via Microsoft Teams:

Rebecca Baer, University of California (UC) San Diego

Chris Krawczyk, Department of Healthcare Access and Information
Melanie Moreno, Senate Committee on Health

Aryana Amoon, Los Angeles County Department of Public Health
Deborah Karasek, UC Berkeley

Emily Putham-Hornstein, University of Southern California

The following member was not present:
Linda Remy, UC San Francisco
The following California Department of Public Health (CDPH) staff were present:

Michelle Miles, Research and Analytics Branch (RAB) Chief, Center for Health
Statistics and Informatics (CHSI)

Jennifer Womack, Research Data Supervisor II, RAB, CHSI

Joshua Endow-Monteiro, PhD, Science Advisor, RAB, CHSI

Tri Nguyen, Research Data Supervisor, Data Reporting Unit, RAB, CHSI
Amanda Jackson, Associate Program Analyst, RAB, CHSI

Heather Fukushima, Health Program Specialist, RAB, CHSI

Ping Yan, Research Scientist 1ll, RAB, CHSI

SENATE BILL 544: NEW BAGLEY-KEENE OPEN MEETING ACT REQUIREMENT
Effective January 1, 2024, Senate Bill 544 requires all voting VSAC members to use
their computer or laptop camera and be in view for all future meetings. Member Aryana
Amoon was not able to join by camera due to technical difficulties. All other attending
members were in view on their respective computers.

APPROVAL OF PRIOR MEETING MINUTES - DECEMBER 11, 2024

Discussion: None
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A MOTION was made by Melanie Moreno and SECONDED by Chris Krawczyk to
approve the meeting minutes. Chris Krawczyk, Melanie Moreno, Rebecca Baer, and
Aryana Amoon voted to approve the minutes. Emily Putham-Hornstein and Deborah
Karasek abstained.

CONSENT CALENDAR - ATTACHMENT 1

Project Title: Effect of Prenatal, In-Utero, and Early Life Exposures on Offspring Short-
Term and Long-Term Health Outcomes

Principal Investigator: Anny Xiang, Kaiser Permanente Southern California

CDPH Order Number: 22-09-0300

Project Type: Continuing

Data Requested: No New Data Requested

Staff Comments: Removal of co-PI

Project Title: Treatment Patterns and Allogeneic Transplant Use in Older Adults with
Acute Myeloid Leukemia in the Targeted Therapy Era

Principal Investigator: Vanessa Kennedy, MD, Stanford University

CDPH Order Number: 24-06-0382

Project Type: New

Data Requested: 2018-2022 California Cancer Registry (CCR) Linked Vital Statistics
Data

Staff Comments: None

Project Title: HIV/AIDS Cancer Match Study

Principal Investigator: Meredith Shiels Apelberg, National Cancer Institute
CDPH Order Number: 24-08-0463

Project Type: New

Data Requested: 1988-2024 CCR Linked Vital Statistics Data

Staff Comments: None

Project Title: Assessing Disparities in Employment Outcomes among Cancer Survivors
Principal Investigator: Jean Mitchell, Georgetown University

CDPH Order Number: 24-11-0657

Project Type: New

Data Requested: 2010-2024 CCR Linked Vital Statistics Data

Staff Comments: None

Discussion: None

A MOTION was made by Deborah Karasek and SECONDED by Melanie Moreno to
approve the release of the data. Rebecca Baer, Chris Krawczyk, Melanie Moreno,
Deborah Karasek, Emily Putnam-Hornstein and Aryana Amoon voted to approve the
release of the data.
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DISCUSSION ITEMS - NEW BUSINESS - ATTACHMENT 2

Project Title: Maternal and Infant Health Assessment

Principal Investigator: Kristen Marchi, MPH, UC San Francisco

CDPH Order Number: 17-11-0228

Project Type: Continuing

Data Requested: No New Data Requested

Staff Comments: Change in Scope of Study, Data Users, Data Variables

A MOTION was made by Melanie Moreno and SECONDED by Chris Krawczyk to
approve the release of the data. Rebecca Baer, Chris Krawczyk, Melanie Moreno,
Deborah Karasek, Emily Putham-Hornstein and Aryana Amoon voted to approve the
release of the data.

Project Title: Understanding Disparities in COVID-19 Mortality and the Role of
Short- and Long-term Air Pollution Exposure

Principal Investigator: Erika Garcia, University of Southern California

CDPH Order Number: 20-07-0062

Project Type: Continuing

Data Requested: No New Data Requested

Staff Comments: Change in Scope of Study

A MOTION was made by Deborah Karasek and SECONDED by Rebecca Baer to
approve the release of the data. Rebecca Baer, Chris Krawczyk, Melanie Moreno,
Deborah Karasek, Emily Putham-Hornstein and Aryana Amoon voted to approve the
release of the data.

Project Title: Spina Bifida Surveillance and Healthcare Utilization in California
Principal Investigator: Hillary Copp, UC San Francisco

CDPH Order Number: 24-02-0117

Project Type: New

Data Requested: 1960-2027 Birth Data, 1980-2026 Birth Cohort Data, 1970-2027
Death Data, 1970-2022 Fetal Death Data, 1970-2018 Multiple Cause-of-Death Data,
2019 Birth Multiple Race, 2019 Death Multiple Race, 2019 Fetal Death Multiple Race
Staff Comments: None

A MOTION was made by Melanie Moreno and SECONDED by Deborah Karasek to
approve the release of the data. Rebecca Baer, Chris Krawczyk, Melanie Moreno,
Deborah Karasek, Emily Putnam-Hornstein and Aryana Amoon voted to approve the
release of the data.
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Project Title: Development of State-Wide Perinatal Quality Improvement Metrics with
Patient Discharge Data/Linked Birth File

Principal Investigator: Jochen Profit, Stanford University

CDPH Order Number: 24-05-0319

Project Type: New

Data Requested: 2021-2026 Birth Cohort Data; 2021-2022 Fetal Death Data,

2019 Fetal Death Multiple Race Data

Staff Comments: None

A MOTION was made by Melanie Moreno and SECONDED by Emily Putnam-Hornstein
to approve the release of the data. Rebecca Baer, Melanie Moreno, Deborah Karasek,
Emily Putham-Hornstein and Aryana Amoon voted to approve the release of the data.
Chris Krawczyk abstained.

INFORMATIONAL ITEMS

ATTACHMENT 3 - STATE REGISTRAR'S RESPONSE TO VSAC
RECOMMENDATIONS

Discussion: None

ATTACHMENT 4 - RECAP OF DATA REQUESTS APPROVED IN THE HEALTH
INFORMATION AND RESEARCH SECTION

Discussion: None

DISCUSSION/PUBLIC COMMENT

Discussion: None

ADJOURNMENT

A MOTION was made by Chris Krawczyk and SECONDED by Rebecca Baer to
approve the release of the data. Rebecca Baer, Chris Krawczyk, Melanie Moreno,
Deborah Karasek, Emily Putnam-Hornstein and Aryana Amoon voted to adjourn the
meeting. The meeting adjourned at 9:20 am.
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DISCUSSION ITEMS - NEW BUSINESS - ATTACHMENT 2

New Project(s):

Project Title: The Impact of California Wildfire Exposure on Sex-specific Birth Outcomes
Principal Investigator: Liging Li, PhD, California State University, Fullerton

CDPH Order Number: 21-06-0252

Project Type: New

Data Requested: 2009 — 2019 Birth Cohort Data

Staff Comments: None

This project will assess the impact of wildfire smoke on infant mortality by linking
gestational age and geocoded maternal residence with National Oceanographic and
Atmospheric Administration. The project will also assess EPA wildfire and air quality
datasets by location and time.

A MOTION was made by Linda Remy and SECONDED by Tim Bruckner to approve the
project. Linda Remy, Tim Bruckner, Chris Krawczyk, Rebecca Baer, Emily Putman-
Hornstein and Deborah Karasek voted to approve the data release.

Project Title: Fetal Origins of Testicular Cancer: A Metabolomics Study in Newborns
Principal Investigator: Catherine Metayer, MD, PhD, University of California, Berkeley
CDPH Order Number: 21-08-0344

Project Type: New

Data Requested: 1978 — 2015 Birth Data

Staff Comments: None

This is a case-controlled study using existing CALSEC datasets that was previously
approved that links vital statistics, cancer registry data and Biobank records to match
people ages 15-33 that were diagnosed with testicular germ cell tumors with controls.
Analyze archived neonatal blood specimens from Biobank to test the hypothesis that in
utero chemical exposures are associated with tumor risk.

A MOTION was made by Linda Remy and SECONDED by Tim Bruckner to approve the
project. Linda Remy, Tim Bruckner, Chris Krawczyk, Deborah Karasek and
Emily Putman-Hornstein, Rebecca Baer and voted to approve the data release.

INFORMATIONAL ITEMS

ATTACHMENT 3 - STATE REGISTRAR’'S RESPONSE TO VSAC RECOMMENDATIONS
Discussion: None

ATTACHMENT 4 - RECAP OF DATA REQUESTS APPROVED IN THE HEALTH
INFORMATION AND RESEARCH SECTION
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Discussion: None

DISCUSSION ITEMS
Discussion: None

ADJOURNMENT

A MOTION was made by Linda Remy and SECONDED by Tim Bruckner to adjourn
the meeting. Linda Remy, Tim Bruckner, Deborah Karasek, Chris Krawczyk, Emily

Putman-Hornstein and Rebecca Baer voted to recommend adjourning the meeting.
The meeting adjourned at 9:10 A.M.
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Appendix D - Sample State Registrar Approval Letter

[Date]

[PI Name]
[Organization Name]
[Organization Address]
[City, State, Zip Code]

Project Number: 22-00-0000Project Title: XXXXXXXXXXXX
Dear Dr. XX:

The California Department of Public Health’s (CDPH) State Registrar has
approved the release of custom data files of the [years requested] [type of data
file] for the above-named project.

This authorization is only valid through the Committee for the Protection of
Human Subjects’ (CPHS) assigned expiration date of [date of expiration]. A copy
of each new CPHS approval and/or all extension letters must be provided to
CDPH. If at any time during this project there are any changes, either in the
scope of the study or in Principal Investigator, you are required to notify both
CPHS and CDPH. Upon CPHS approval, the revised project must then be
reviewed by Vital Statistics Advisory Committee before implementing any
changes. Upon completion of your project, you are required to return the vital
statistics data to CDPH or confidentially destruct said data.

California Department of Public Health

Center for Health Statistics and Informatics

Health Information and Research Section Attn: Data Request Desk
1616 Capitol Avenue, MS 5101

P.O. Box 997410

Sacramento, CA 95899-7410

If you have any questions, please contact the Research and Analytics Branch at
HIRS@cdph.ca.gov.

Sincerely,

State Registrar

Assistant Deputy Director

Center for Health Statistics and Informatics
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Appendix E - Sample VSAC Stipulation Letter

[Date]

[PI Name]
[Organization Name]
[Organization Address]
[City, State, Zip Code]

Project Number: 18-00-0000
Project Title: XXXXXXXXXXXX
Dear Dr. XX:

The Vital Statistics Advisory Committee (VSAC) reviewed your request to receive
custom data files of California’s Comprehensive [years requested] [Type of data
requested] for the above-named research project, and provided a
recommendation to approve the release with the following stipulation:

* [stipulations determined by VSAC]

The Science Advisor has provided an updated version of the proposed variable
transformations to capture VSAC recommendations (enclosed). Please review
and submit a final version of the variable transformations to [Science Advisor] at
[Science Advisor email address] and HIRS@cdph.ca.gov. The California
Department of Public Health (CDPH) will work with you to arrive at a final agreed
upon transformation of variables.

Once you have fulfilled the VSAC stipulation, your request will be forwarded to
the CDPH State Registrar for review. Please allow two to three weeks for a final
determination letter from the CDPH State Registrar.

Sincerely,

Research and Analytics Branch
Center for Health Statistics and Informatics

Enclosure
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