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August 17, 2020

Allison Lucas

Siri & Glimstad

200 Park Ave

17th Floor

New York, NY 10166

Via email: foia@sirillp.com

Dear Ms. Lucas:

This letter is regarding to your Centers for Disease Control and Prevention and Agency for Toxic Substances
and Disease Registry (CDC/ATSDR) Freedom of Information Act (FOIA) request of December 31, 2019,
assigned #20-00395-FOIA, for:

1. Each and every email communication between January 1, 2012, to December 31, 2014
which includes Jon Baio or his email address on the “To”, “From”, “Cc” or “Bcc” line
and also includes any one of the following names or email addresses on the “To”,
“From”, “Cc” or “Bcc” line:

e Christine Lasalle and/or christine.lasalle@hsc.utah.edu
e Judith Zimmerman and/or judith.zimmerman@hsc.utah.edu and/or
pinzim15@gmail.com

Dan Hogge and/or dan.hogge@hsc.utah.edu

Jocelyn Taylor and/or jocelyn.taylor@schools.utah.edu and/or

jotaylor@dsdmail.net

Jeffrey Botkin and/or jeffrey.botkin@hsc.utah.edu

Jerry Smith and /or jerry.smith@utah.edu

Amanda Bakian and/or amanda.bakian@hsc.utah.edu

William McMahon and/or william.mcmahon@hsc.utah.edu

Amy Henderson and/or amy.henderson@hsc.utah.edu

Deborah Bilder and/or deborah.bilder@hsc.utah.edu

2. Each and every email communication between January 1, 2012, to December 31, 2014
which includes the name of a CDC employee from the National Center of Birth Defects
and Developmental Disabilities division and/or email address on the “To”, “From”, “Cc”
or “Bcc” line and also includes any of the following names or email addresses on the
“To”, “From”, “Cc” or “Bcc” line:

e Christine Lasalle and/or christine.lasalle@hsc.utah.edu

e Judith Zimmerman and/or judith.zimmerman@hsc.utah.edu and/or
pinzim15@gmail.com
Dan Hogge and/or dan.hogge@hsc.utah.edu
Jocelyn Taylor and/or jocelyn.taylor@schools.utah.edu and/or
jotaylor@dsdmail.net

o Jeffrey Botkin and/or jeffrey.botkin@hsc.utah.edu
Jerry Smith and /or jerry.smith@utah.edu
Amanda Bakian and/or amanda.bakian@hsc.utah.edu
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¢ William McMahon and/or william.mcmahon@hsc.utah.edu
e Amy Henderson and/or amy.henderson@hsc.utah.edu
e Deborah Bilder and/or deborah.bilder@hsc.utah.edu

3. Each and every written CDC communication (including electronic communication)
between January 1, 2012, to December 31, 2014 which includes Jon Baio or his email
address on the “To”, “From”, “Cc” or “Bcc” line and also includes any one of the
following terms in the subject line or body of the communication: “Evaluating Prevalence
Changes and Identifying Risk Factors of Autism Spectrum Disorders”; “Population
Based Surveillance of Autism Spectrum Disorders”; “00011805”; “00049415”; “Utah
Department of Health”; “Utah Registry of Autism and Developmental Disabilities”;
“Prevalence and Characteristics of Autism Spectrum Disorder” and/or “URADD.”

4. Each and every written CDC communication (including electronic communication)
between January 1, 2012, to December 31, 2014 which includes the name of a CDC
employee from the National Center of Birth Defects and Developmental Disabilities
division and/or email address on the “To”, “From”, “Cc” or “Bcc” line and also includes
any one of the following terms in the subject line or body of the communication:
“Evaluating Prevalence Changes and Identifying Risk Factors of Autism Spectrum
Disorders”; “Population Based Surveillance of Autism Spectrum Disorders”;
“00011805”; “00049415”; “Utah Department of Health”; “Utah Registry of Autism and
Developmental Disabilities”; “Prevalence and Characteristics of Autism Spectrum
Disorder” and/or “URADD.”

On January 10, 2020, you clarified the scope of your request. You withdrew item 2 of your request and
modified items 3 and 4 of your request.

1. Each and every email communication between January 1, 2012, to December 31, 2014
which includes Jon Baio or his email address on the “To”, “From”, “Cc”, or “Bcc” line and
also includes any one of the following names or email addresses on the “To”, “From”, “Cc”

or “Bece” line:
e Christine Lasalle and/or christine.lasalle@hsc.utah.edu
e Judith Zimmerman and/or judith.zimmerman@hsc.utah.edu and/or

pinziml15@gmail.com

Dan Hogge and/or dan.hogge@hsc.utah.edu

Jocelyn Taylor and/or jocelyn.taylor@schools.utah.edu and/or jotaylor@dsdmail.net
Jeffrey Botkin and/or jeffrey.botkin@hsc.utah.edu

Jerry Smith and/or jerry.smith@utah.edu

Amanda Bakian and/or amanda.bakian@hsc.utah.edu

William McMahon and/or william.mcmahon@hsc.utah.edu

Amy Henderson and/or amy.henderson@hsc.utah.edu

Deborah Bilder and/or deborah.bilder@hsc.utah.edu

2. ltem 2 is withdrawn.

3. Each and every email communication between January 1, 2012, to December 31, 2014
which includes any of the following the names or his or her email address on the “To”,
“From”, “Cc” or “Bcc” line:
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Coleen Boyle, Stephanie Dulin, Georgina Peacock, Peggy Honein, Craig Hooper, Betsy
Mitchell, Sascha Chaney, James Scales, Stuart Shapira, Gloria Krahn, Cynthia Moore,
Salvatore Lucido, and/or Esther Sumartojo

and also includes any one of the following manes or email addresses on the “To”, “From”,
“Cc” or “Bec” line:

e Christine Lasalle and/or christine.lasalle@hsc.utah.edu

Judith Zimmerman and/or judith.zimmerman@hsc.utah.edu and/or
pinzim15@gmail.com

Dan Hogge and/or dan.hogge@hsc.utah.edu

Jocelyn Taylor and/or jocelyn.taylor@schools.utah.edu and/or jotaylor@dsdmail.net
Jeffrey Botkin and/or jeffrey.botkin@hsc.utah.edu

Jerry Smith and/or jerry.smith@utah.edu

Amanda Bakian and/or amanda.bakian@hsc.utah.edu

William McMahon and/or william.mcmahon@hsc.utah.edu

Amy Henderson and/or amy.henderson@hsc.utah.edu

Deborah Bilder and/or deborah.bilder@hsc.utah.edu

4. Each and every written CDC communication (including electronic communication)
between January 1, 2012, to December 31, 2014 which includes any of the following names
or email addresses on the “To”, “From”, “Cc” or “Bcc” line

Jon Baio, Coleen Boyle, Stephanie Dulin, Georgina Peacock, Peggy Honein, Craig Hooper,
Betsy Mitchell, Sascha Chaney, James Scales, Stuart Shapira, Gloria Krahn, Cynthia Moore,
Salvatore Lucido, and/or Esther Sumartojo

and also includes any of one of the following terms in the subject line or body of the
communication: “Autism Spectrum Disorders”; “ASD”; “Population Based Surveillance of
Autism Spectrum Disorders”; “00011805”; “00049415”; “Utah Registry of Autism and
Developmental Disabilities”; “Prevalence and Characteristics of Autism Spectrum Disorder”
and/or “URADD.”

We located 850 pages of responsive records (328 pages released in full; 13 pages disclosed in part; 50 pages
withheld in full; 357 pages referred to the Department of Health and Human Services (HHS); 102 pages
referred to the National Institutes of Health (NIH)). After a careful review of these pages, some information
was withheld from release pursuant to 5 U.S.C. 8552 Exemptions (b)(4), (b)(5) and (b)(6).

EXEMPTION 4

Exemption 4 protects trade secrets and commercial or financial information obtained from a person that is
privileged or confidential. The information withheld is commercial or financial information, such as journal
articles, and we have determined that the individuals to whom this information pertains have a substantial
commercial or financial interest in withholding it.

EXEMPTION 5

Exemption 5 protects inter-agency or intra-agency memorandums or letters which would not be available by
law to a party other than an agency in litigation with the agency. Exemption 5 therefore incorporates the
privileges that protect materials from discovery in litigation, including the deliberative process, attorney
work-product, and attorney-client privileges. Information withheld under this exemption was protected under
the deliberative process privilege. The deliberative process privilege protects the decision-making process of
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government agencies. The deliberative process privilege protects materials that are both predecisional and
deliberative. The materials that have been withheld under the deliberative process privilege of Exemption 5
are both predecisional and deliberative, and do not contain or represent formal or informal agency policies or
decisions. Examples of information withheld include draft documents.

EXEMPTION 6

Exemption 6 protects information in personnel and medical files and similar files when disclosure would
constitute a clearly unwarranted invasion of personal privacy. The information that has been withheld under
Exemption 6 consists of personal information, such as: personal e-mail addresses; phone numbers; bridge
lines and pass codes. We have determined that the individuals to whom this information pertains has a
substantial privacy interest in withholding it.

In accordance with the Department's implementing regulations, 45 CFR Part 5, a fee of $368.00 is assessed
(see attached invoice). Please follow mailing instructions on the invoice or your payment may not be
credited.

You may contact our FOIA Public Liaison at 770-488-6277 for any further assistance and to discuss any
aspect of your request. Additionally, you may contact the Office of Government Information Services
(OGIS) at the National Archives and Records Administration to inquire about the FOIA mediation services
they offer. The contact information for OGIS is as follows: Office of Government Information Services,
National Archives and Records Administration, 8601 Adelphi Road-OGIS, College Park, Maryland 20740-
6001, e-mail at ogis@nara.gov; telephone at 202-741-5770; toll free at 1-877-684-6448; or facsimile at 202-
741-5769.

If you are not satisfied with the response to this request, you may administratively appeal by writing to the
Deputy Agency Chief FOIA Officer, Office of the Assistant Secretary for Public Affairs, U.S. Department of
Health and Human Services, Hubert H. Humphrey Building, 200 Independence Avenue, Suite 729H,
Washington, D.C. 20201.You may also transmit your appeal via email to FOlARequest@psc.hhs.gov.
Please mark both your appeal letter and envelope “FOIA Appeal.” Your appeal must be postmarked or
electronically transmitted by October 18, 2020.

Documents belonging to other agencies were found in our search: Department of Health and Human Services
(357 pages) and National Institutes of Health (102 pages). In accordance with the Department’s
implementing regulations, CDC does not make decisions on the release or denial of other agencies’
documents. We have referred your request to the following agencies for their release determination and
direct reply to you:

Department of Health and Human Services (HHS)
Freedom of Information Officer

Hubert H. Humphrey Building, Room 729H

200 Independence Avenue, SW

Washington, D.C. 20201

Email: FOIARequest@hhs.gov

Phone: 202-690-7453

Fax: 202-690-8320

FOIA Officer: Brandon Gaylord
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NIH FOIA Office

Building 31 Room 5B35

31 Center Drive, MSC 2107
Bethesda, MD 20892

PH: 301-496-5633

Fax: 301-402-4541

E-mail: nihfoia@mail.nih.gov

Enclosures

20-00395-FOIA

Sincerely,

Roger Andoh

CDC/ATSDR FOIA Officer

Office of the Chief Operating Officer
(770) 488-6399

Fax: (404) 235-1852
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From: Alex Kemper, M.D.

Sent: 9 Jun 2012 03:01:30 +0000

To: Chris Kus;Maribeth Ostrander;Anne Comeau;Boyle, Coleen
(CDC/ONDIEH/NCBDDD);Dougherty, Denise (AHRQ);Marie Mann;Jeff Botkin

Cc: Green, Nancy;Sara Copeland

Subject: Good News - Point-of-Care manuscript

Attachments: A Framework for Considering Point-of-Care Newborn Screening-

Revision 2.doc
Hi All,
| hope everyone is doing well.

As | think many of you know, Genetics in Medicine initially gave our point-of-care paper a "Revise
and Resubmit" - the requested revisions were quite reasonable and did strengthen the work. Nancy
and | made those revisions and we were just notified that the paper has been accepted pending
minor revisions. Nancy and | have made those. Attached here is what we hope is the final draft of
the manuscript. The manuscript has no "new" thoughts.

I will submit this on Tuesday unless | hear about any particular concern from any of you.

Thanks,
Alex
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Abstract

Newborn screening is performed under public health authority, with analysis primarily
performed by public health or other centralized laboratories. Increasingly, opportunities to
improve infant health will arise from including screening tests that are completed within
individual birth centers instead of in centralized laboratories, which is a paradigm shift for
newborn screening. This report summarizes a framework developed by the United States
Secretary of Health and Human Services Advisory Committee on Heritable Disorders in
Newborns and Children based on a series of meetings held during 2011 and 2012 for evaluating
whether conditions identifiable through point-of-care screening should be added to the
recommended universal screening panel and to identify key considerations for birth hospitals,

public health agencies, and clinicians when point-of-care newborn screening is implemented.

Abbreviations: critical congenital heart disease (CCHD), dried-blood spots (DBS), Secretary’s
Advisory Committee on Heritable Disorders in Newborns and Children (SACHDNC), United

States Preventive Services Task Force (USPSTF)



Introduction

In 2011, the United States Secretary of Health and Human Services Advisory Committee
on Heritable Disorders in Newborns and Children (SACHDNC) recommended that newborns be
screened for critical congenital heart disease (CCHD) by pulse oximetry based on the evidence
of the effectiveness of screening and the benefit of early intervention to child health.! Other than
screening for CCHD and congenital hearing loss, public health newborn screening is based on
the use of centralized laboratories to analyze infant samples (i.e., dried-blood spots [DBS]). At
the time of the CCHD recommendation, the SACHDNC recognized that state public health
departments face significant challenges in adopting screening recommendations that do not
involve centralized laboratories.

The central issue is determining the degree to which newborn screening that occurs
outside of centralized laboratories should be overseen by newborn screening programs as
opposed to being conducted within the context of usual clinical care overseen by local health
care providers. The SACHDNC recognized the need to develop a standard approach to
evaluating nursery-based newborn screening. Over a one-year period of time, the SACHDNC
developed a framework for considering nursery-based newborn screening that does not rely on
centralized laboratories. This report describes the findings from this work, including key
definitions, specific challenges, criteria for determining whether screening should be
recommended, and the unique roles and responsibilities related to such screening activities.
Point-of-Care Newborn Screening

Point-of-care testing refers to those tests administered and interpreted outside of a
laboratory but close to the site of direct delivery of medical care for a patient.? Point-of-care

newborn screening differs from the expected usual care provided by the healthcare system



because the former includes universal access to follow-up diagnosis and treatment, aided by
some degree of public health oversight. Usual care does not include these attributes, although it
reflects current standards for care delivery, is supported by clinical guidelines produced by
professional societies, and includes screening for a wide array of conditions (e.g., the physical
exam of otherwise well-appearing newborns for conditions such as congenital hip dysplasia or
visual impairment). Evidence-based recommendations for such clinical preventive activities for
newborns are available from sources such as Bright Futures and the United States Preventive
Services Task Force (USPSTF).># However, these components of routine care are not provided
under public health authority, nor do public agencies provide direct oversight for performing
screening, ensuring uniform quality of procedures, follow-up care, and reporting. A key feature
of newborn screening, regardless of how it is implemented, is that it assures universal access to
diagnostic and follow-up treatment services, and thus plays an important role in eliminating
disparities for conditions of public health importance.
Challenges Related to Screening for Congenital Hearing Loss and CCHD

In the 1990s, newborn hearing screening for the early identification of hearing loss began
through hospital-based initiatives. By 2002, early hearing detection and intervention programs
were established as part of the public health system in all 50 states and the District of Columbia.’
Unlike newborn screening based on the analysis of DBS within centralized laboratories, the
screening test for congenital hearing loss is conducted in the newborn nursery and is based on
assessment of physiologic parameters (e.g., auditory evoked brainstem response, oto-acoustic
emissions)® with diagnostic follow-up for those with an abnormal screen as an outpatient by
three months of age. To implement the public health mandate for newborn hearing screening,

birth hospitals acquired equipment; developed protocols to assure screening and communication



of results to families, healthcare providers and state public health agencies; and trained their
personnel in these protocols.” Although nearly all newborns in the United States are screened for
hearing loss before hospital discharge,® assuring follow-up for those infants with abnormal
results remains challenging.®!? Hearing screening programs have not functioned under a
standardized approach to structuring program operation or responsibilities. In some states, the
newborn hearing screening program assumes responsibility for monitoring hospital screening
programs, follow-up of newborns who did not pass screening, and tracking and reporting
progress. In other states, tracking of infants with abnormal newborn hearing screening results is
primarily the responsibility of the institutions where testing is performed. In most states, the
public health responsibility for newborn hearing screening is primarily related to surveillance
rather than individual case management, probably contributing to incomplete follow-up or
reporting.’

As with congenital hearing loss, CCHD screening requires a physiologic test (i.e., pulse
oximetry). However, unlike screening for congenital hearing loss, those with a positive screen
for critical congenital heart disease require an urgent diagnostic testing prior to hospital
discharge. Important challenges for implementation include the need for a validated screening
algorithm that takes into account local effects such as altitude differences between nurseries, as
yet undeveloped quality assurance methods for the screening test, difficulties in obtaining off-
site diagnostic testing capabilities in some newborn nurseries, and the lack of established
methods to report screening results and diagnostic follow-up to state newborn screening
programs.

Criteria for Point-of-Care Newborn Screening



In developing recommendations for point-of-care newborn screening, the SACHDNC
will first evaluate the degree to which the following four criteria are met: 1) urgent treatment of
the condition is required earlier than the feasible turnaround time for a public health laboratory;
2) the screening is based on physiologic testing that requires the presence of the newborn at the
time the results are generated; 3) the public health impact of screening for early diagnosis and
treatment is of sufficiently health importance; and 4) universal screening and/or follow-up and
treatment for the condition is not currently performed under standard clinical practice. The first
two criteria establish the need for point-of-care screening. The first criterion, the need for urgent
treatment based on the rapid turnaround of a test, is the strongest argument for point-of-care
screening. The second criterion, the need for the presence of the newborn for a physiologic test
(e.g. hearing screening), is a compelling but less crucial argument. The SACHDNC would not
need to consider this criterion if the first was met. However, the SACHDNC would consider the
need for the presence of the newborn for a physiologic test if there were compelling evidence
that universal screening was not feasible outside of the newborn nursery. The third and fourth
criteria establish the need for screening within a public health context. Both of these would need
to be met before recommending the adoption of POC-NBS for the condition.

For conditions that meet these criteria, consideration for inclusion in the recommended
universal screening panel should include an assessment of the feasibility of decentralized
implementation, including not only the screening test but also the follow-up services. Before
point-of-care newborn screening is recommended, it must be demonstrated that screening
technology is readily available and can be standardized, the screening protocol can feasibly be
administered 1n the often chaotic newborn nursery setting without significant loss of clinical

validity, and that appropriate follow-up diagnosis and care can be begun promptly for those with



a positive screen. Ultimately, the decision about whether a condition meets the threshold for
point-of-care newborn screening is predicated upon evidence that substantially better health
outcomes are attainable if screening is performed under a public health mandate than feasibly
could be obtained through usual clinical care.
Roles and Responsibilities in Point-of-Care Newborn Screening

The table summarizes roles and responsibilities for public health programs and health
care providers across the components of point-of-care newborn screening. The degree to which
public health agencies are directly involved in point-of-care newborn screening will depend on
the legislation and regulations authorizing the particular screening test within each state. Factors
that can help determine the degree of public health involvement include: the risk of a missed
affected case; the complexity of the screening procedure; the degree to which the screening test
1s not already a component of standard clinical care; the challenge of providing confirmatory
diagnostic follow-up after an abnormal screen; and variability between sites on quality measures
related to screening and diagnosis, as well as health outcomes. Regardless of the level of
involvement, at a minimum, public health departments have roles in: informing the public about
a new screened condition; facilitating standardized implementation of screening; participating in
quality assurance; developing systems for diagnostic confirmation and follow-up; data collection
on screening and diagnosis; and evaluating the degree to which the newborn screening is
effective in improving child health. For some screening procedures or conditions, public health
may need to take a greater role in implementation and follow-up for point-of-care screening than
for those conditions screened within the context of routine care. For example, if screening for a
condition requires special equipment or staff training, public health expertise may be needed for

establishing standardized procedures and evaluation of the quality of the implementation.



Another example is if availability of confirmatory diagnostic testing or treatment exists at only a
limited number of sites, public health agencies could help facilitate transfer. For example, public
health agencies might play a role in financing for these rare but potentially costly activities. For
some conditions, public health roles may be limited to educating the public and providers and
standardizing the implementation.
Costs Related to Point-of-Care Newborn Screening

Central to the success of point-of-care newborn screening will be the availability of
sufficient funding to meet the needs of a comprehensive screening program. Undoubtedly, this
will require commitments from both state legislatures and payers. As with any screening
program, the costs associated with point-of-care newborn screening include the costs of both
testing and follow-up. Important costs beyond administration of the screening test include those
associated with purchase of screening equipment, start-up and continuous hospital staff training;
the development of information systems to track short- and long-term follow-up; entering of
results into these information systems; quality assurance monitoring; and program evaluation.
The scientific evidence base for screening, diagnosis and treatment must provide a clear rationale
for allocation of resources from clinical care and public health agencies to support point-of-care
newborn screening programmatic activities.
Summary and Next Steps

We expect that the number of conditions to be considered for inclusion in point-of-care
newborn screening by the SACHDNC will continue to increase. It is likely that continued rapid
development of testing methodologies will transition more testing from state public health
laboratories to the newborn nursery, transforming how newborn screening services are delivered.

In contrast to usual clinical care, screening with public health oversight helps to assure universal



access and uptake of testing; high-quality standardized screening; coordinated follow-up with
effective linkage to diagnosis, intervention, and family support; and, surveillance. Expanding
use of electronic medical records and health information exchanges may help with
documentation of screening and tracking of population health; such strategies will facilitate
public health monitoring and evaluation of the delivery of point-of-care newborn screening
services, from test administration through short- and long-term follow-up. The SACHDNC will
continue to make recommendations for newborn screening based on the potential benefit of
screening on health outcomes. At the same time, the SACHDNC will also consider feasibility in

making recommendations regarding point-of-care newborn screening.
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Table. Summary of roles and responsibilities related to point-of-care newborn screening.

Component

Public Health Agencies

Health Care Providers

Screening Test

¢ Promote standard
algorithm

e Provide quality
assurance

e Train health care
providers

e Provide educational
material

e Adopt standard
algorithm

e Assure all newborns
are screened

e Participate in quality
assurance

e FEducate families
¢ Document results

e Share results with
families

Diagnostic Evaluation

e Assure the availability
of diagnostic
evaluation

e Assure that those with
an abnormal screening
result receive timely
diagnostic evaluation

Surveillance

e Track results of
screening and
diagnostic evaluation

e Report results of
screening and
diagnostic evaluation

Long-term Follow-up

e Monitor long-term
follow-up

e Provide long-term
follow-up
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From: Boyle, Coleen (CDC/ONDIEH/NCBDDD)

Sent: 9 Jun 2012 16:56:53 +0000

To:

‘alex.kemper@du ke.edu';'cak03@health.state.ny.us'*b)(é) t'anne.comeau@u
massmed.edu';Dougherty, Denise (AHRQ);'MMann@hrsa.gov';'Jeffrey.Botkin@hsc.utah.edu’
Cc: 'nsgll@mail.cumc.columbia.edu’;'SCopeland@hrsa.gov'

Subject: Re: Good News - Point-of-Care manuscript

Thanks Alex and Nancy for your continued guidance on this project.

Coleen Boyle, Ph.D
cboyle@cdc.gov
Director

National Center on Birth Defects and Developmental Disabilities, CDC
Follow me on Twitter at https://twitter.com/#!/DrBoyleCDC

Sent from my BlackBerry Wireless Device

From: Alex Kemper, M.D. [mailto:alex.kemper@duke.edu]
Sent: Friday, June 08, 2012 11:01 PM

To: Chris Kus <cak03@health.state.ny.us>; Maribeth Ostrander [(b)(6) ; Anne
Comeau <Anne.Comeau@umassmed.edu>; Boyle, Coleen (CDC/ONDIEH/NCBDDD); Dougherty,
Denise (AHRQ); Marie Mann <MMann@hrsa.gov>; Jeff Botkin <Jeffrey.Botkin@hsc.utah.edu>
Cc: Green, Nancy <nsgll@mail.cumc.columbia.edu>; Sara Copeland <SCopeland@hrsa.gov>
Subject: Good News - Point-of-Care manuscript

Hi All,
| hope everyone is doing well.

As | think many of you know, Genetics in Medicine initially gave our point-of-care paper a "Revise
and Resubmit" - the requested revisions were quite reasonable and did strengthen the work. Nancy
and | made those revisions and we were just notified that the paper has been accepted pending
minor revisions. Nancy and | have made those. Attached here is what we hope is the final draft of
the manuscript. The manuscript has no "new" thoughts.

I will submit this on Tuesday unless | hear about any particular concern from any of you.

Thanks,
Alex



From: Judith Zimmerman

Sent: 3 Apr 2012 16:10:21 +0000

To: Boyle, Coleen (CDC/ONDIEH/NCBDDD)

Cc: Rice, Catherine (CDC/ONDIEH/NCBDDD)

Subject: RE: Congratulations on an excellent 2008 ADDM report

Thanks Coleen for your kind words. My sincere thanks to everyone at the CDC and in particular Cathy
Rice. She has gone above and beyond in providing extraordinary support to the Utah team. Although
the findings from Utah were not good news, we hope our cumulative research can be used to improve
the lives of all those impacted by autism. Judy

Judith Pinborough Zimmerman, Ph.D.

Assistant Professor

University of Utah Department of Psychiatry

Utah Registry of Autism and Developmental Disabilities
650 Komas, Suite 206

Salt Lake City, Utah 84108

801 585-7576 (office)

801 585-5723 (fax)

From: Boyle, Coleen (CDC/ONDIEH/NCBDDD) [mailto:cab3@cdc.gov]

Sent: Tuesday, April 03, 2012 9:34 AM

To: Allison Hudson; AMANDA BAKIAN; AMY HENDERSON; Beverly Mulvihill; Carrie Arneson; Chris
Cunniff; Corry Robinson; Eldon Schulz; Ellen Giarelli; Eric Lott; Gina Quintana; Jane Charles; John
Constantino; Josephine Shenouda; Joyce Nicholas; Judith Zimmerman; Julie Daniels; Kathy Gotschall;
Kelly Kast; Phillips, Keydra (CDC/ONDIEH/NCBDDD); Kristen Clancy Mancilla; Jolly, Kwinettaion
(CDC/ONDIEH/NCBDDD) (CTR); Laura Arnstein Carpenter; Li-Ching Lee; Miller, Lisa (CDC state.co.us);
Lydia King; Martha Slay Wingate; Marygrace Yale Kaiser; Matt Maenner; Maureen Durkin; Paula Bell;
Rebecca Harrington; Robert Fitzgerald; kirby S. Russell (CDC health.usf.edu); Sydney Pettygrove; Thaer
Baroud; Walter Jenner; Walter Zahorodny; William McMahon; lisa.miller@dphe.state.co.us; Ellen
Giarelli; mgkaiser@eureka.edu

Cc: Franklin, C. Leah (CDC/ONDIEH/NCBDDD) (CTR); Stevens, Melody (CDC/ONDIEH/NCBDDD);
Yeargin-Allsopp, Marshalyn (CDC/ONDIEH/NCBDDD); Baio, Jon (CDC/ONDIEH/NCBDDD); Richardson,
Julia (CDC/ONDIEH/NCBDDD); Galatas, Katherine (CDC/ONDIEH/NCBDDD); Lucido, Sal
(CDC/ONDIEH/NCBDDD)

Subject: Congratulations on an excellent 2008 ADDM report

Dear Colleagues:

Thank you for your hard work and dedication to the Autism and Developmental Disabilities Monitoring
(ADDM) Network. It took an incredible effort to produce our latest autism prevalence report, and no matter
how large or small any one person’s contribution, it all made a difference.

Because of the ADDM Network's efforts over the past decade, we know so much more about autism. We
know more about which children are more likely to have autism, at what age they are likely to be
diagnosed, and whether progress has been made in diagnosing children with autism early. The ADDM
Network also paints a picture of autism in the local ADDM Network communities. Having such detailed
information from a broad array of communities shows us how unique each site is and highlights the very
real impact of autism upon children and families in communities across the country.



The latest autism prevalence report has garnered a great deal of positive attention on the work we do and
the utility of our findings. Our work has contributed to increased awareness of autism, and the public
seems more receptive than ever to the knowledge we share. Ultimately, the ADDM Network is helping to
bring about a sense of hope and giving communities the information they need to plan for services and
understand where improvements can be made to help children.

Yet between the milestones of releasing our latest prevalence reports, the ADDM Network maintains the
highest quality in our day-to-day work and our investigators have no shortage of ideas for analyses to
further explore the data we collect. We thank you for your commitment to scientific integrity and your
relentless drive to know more about autism and other developmental disabilities.

| feel personally fortunate to have been working with CDC’s National Center on Birth Defects and
Developmental since its inception and have been watching our ADDM Network grow and develop--from a
seed planted in metropolitan Atlanta community 30 years ago to a surveillance system that has global
impact and bears scientific fruit that can be used to help us understand autism and other developmental
disabilities locally, nationally, and globally. We hope that you and your sites share in our pride as we
release these new data and continue our work.

I, along with my colleagues at CDC, look forward to continued collaboration with the talented and
dedicated individuals working on behalf of the ADDM Network and hope we can continue to contribute to
the field of autism in a meaningful way.

Thanks again to you and your teams for all you do!
Warm Regards,

Coleen

Coleen A. Boyle, PhD, MS Hyg

Director, National Center on Birth Defects and Developmental Disabilities
Centers for Disease Control and Prevention

1600 Clifton Road, Ne, Mailstop E-87

Atlanta, GA 30333

(Overnight delivery: 1825 Century Blvd., Atlanta GA 30345)

(I

Follow me on Twitter at https://twitter.com/#!/DrBoyleCDC

Ph: 404-498-3800 / Fx: 404-489-3070 / Cl: 404-202-1967
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From: Boyle, Coleen (CDC/ONDIEH/NCBDDD)

Sent: 3 Apr 2012 15:34:10 +0000

To: Allison Hudson;Amanda Bakian;Amy Henderson;Beverly Mulvihill;Carrie
Arneson;Chris Cunniff;Corry Robinson;Eldon Schulz;Ellen Giarelli;Eric Lott;Gina Quintana;lane
Charles;John Constantino;Josephine Shenouda;Joyce Nicholas;Judith Zimmerman;Julie
Daniels;Kathy Gotschall;Kelly Kast;Phillips, Keydra (CDC/ONDIEH/NCBDDD);Kristen Clancy
Mancilla;Jolly, Kwinettaion (CDC/ONDIEH/NCBDDD) (CTR);Laura Arnstein Carpenter;Li-Ching
Lee;Miller, Lisa (CDC state.co.us);Lydia King;Martha Slay Wingate;Marygrace Yale Kaiser;Matt
Maenner;Maureen Durkin;Paula Bell;Rebecca Harrington;Robert Fitzgerald;kirby S. Russell (CDC
health.usf.edu);Sydney Pettygrove;Thaer Baroud;Walter Jenner;Walter Zahorodny;William
McMahon;lisa.miller@dphe.state.co.us;Ellen Giarelli;mgkaiser@eureka.edu

Cc: Franklin, C. Leah (CDC/ONDIEH/NCBDDD) (CTR);Stevens, Melody
(CDC/ONDIEH/NCBDDD);Yeargin-Allsopp, Marshalyn (CDC/ONDIEH/NCBDDD);Baio, Jon
(CDC/ONDIEH/NCBDDD);Richardson, Julia (CDC/ONDIEH/NCBDDD);Galatas, Katherine
(CDC/ONDIEH/NCBDDD);Lucido, Sal (CDC/ONDIEH/NCBDDD)

Subject: Congratulations on an excellent 2008 ADDM report

Dear Colleagues:

Thank you for your hard work and dedication to the Autism and Developmental Disabilities Monitoring
(ADDM) Network. It took an incredible effort to produce our latest autism prevalence report, and no matter
how large or small any one person’s contribution, it all made a difference.

Because of the ADDM Network’s efforts over the past decade, we know so much more about autism. We
know more about which children are more likely to have autism, at what age they are likely to be
diagnosed, and whether progress has been made in diagnosing children with autism early. The ADDM
Network also paints a picture of autism in the local ADDM Network communities. Having such detailed
information from a broad array of communities shows us how unique each site is and highlights the very
real impact of autism upon children and families in communities across the country.

The latest autism prevalence report has garnered a great deal of positive attention on the work we do and
the utility of our findings. Our work has contributed to increased awareness of autism, and the public seems
more receptive than ever to the knowledge we share. Ultimately, the ADDM Network is helping to bring
about a sense of hope and giving communities the information they need to plan for services and
understand where improvements can be made to help children.

Yet between the milestones of releasing our latest prevalence reports, the ADDM Network maintains the
highest quality in our day-to-day work and our investigators have no shortage of ideas for analyses to
further explore the data we collect. We thank you for your commitment to scientific integrity and your
relentless drive to know more about autism and other developmental disabilities.

I feel personally fortunate to have been working with CDC’s National Center on Birth Defects and
Developmental since its inception and have been watching our ADDM Network grow and develop--from a
seed planted in metropolitan Atlanta community 30 years ago to a surveillance system that has global
impact and bears scientific fruit that can be used to help us understand autism and other developmental
disabilities locally, nationally, and globally. We hope that you and your sites share in our pride as we
release these new data and continue our work.

I, along with my colleagues at CDC, look forward to continued collaboration with the talented and
dedicated individuals working on behalf of the ADDM Network and hope we can continue to contribute to

the field of autism in a meaningful way.

Thanks again to you and your teams for all you do!



Warm Regards,

Coleen

Coleen A. Boyle, PhD, MS Hyg

Director, National Center on Birth Defects and Developmental Disabilities
Centers for Disease Control and Prevention

1600 Clifton Road, Ne, Mailstop E-87

Atlanta, GA 30333

(Overnight delivery: 1825 Century Blvd., Atlanta GA 30345)

Follow me on Twitter at https://twitter.com/#!/DrBovyleCDC

Ph: 404-498-3800 / Fx: 404-489-3070 / CI: 404-202-1967



From: Rice, Catherine (CDC/ONDIEH/NCBDDD)

Sent: 7 Mar 2012 13:44:19 -0500

To: Correa, Adolfo
(CDC/ONDIEH/NCBDDD);'amanda.bakian@hsc.utah.edu';'as16@columbia.edu';'ccunniff@peds.arizona.
edu';Lawler, Cindy P.
(NIH/NIEHS/DERT);'cjn32@drexel.edu’;'clarneso@wisc.edu';'constantino@wustl.edu';Phillips, Keydra
(CDC/ONDIEH/NCBDDD);Shapira, Stuart (CDC/ONDIEH/NCBDDD);{(b)(6) [ Washington,
Anita (CDC/ONDIEH/NCBDDD);Schendel, Diana

(CDC/ONDIEH/NCBDDD); fitzgerr@psychiatry.wustl.edu’;'Gayle.Windham@cdph.ca.gov';'gdawson@auti
smspeaks.org';'Gera|d.McGwin@ccc.uab.edu';'hgf2103@columbia.edu';'ihp@phs.ucdavis.edu';
(b)(6) }'julie_daniels@unc.edu';Van Naarden-Braun, Kim (CDC/ONDIEH/NCBDDD);Crider,
Krista (CDC/ONDIEH/NCBDDD);'Lisa.A.Croen@kp.org';'lisam@smtpgate.dphe.state.co.us';Schieve, Laura
(CDC/ONDIEH/NCBDDD);'llee2@jhsph.edu’;'maenner@Waisman.Wisc.Edu';'mandelld@mail.med.upenn
.edu'{(b)(6) [;'mdurkin@wisc.edu';Kogan, Michael
(HRSA/MCHB/ODPD);'mrosanoff@autismspeaks.org';'mwingate@ms.soph.uab.edu';Yeargin-Allsopp,
Marshalyn (CDC/ONDIEH/NCBDDD);Zack, Matthew M.

(CDC/ONDIEH/NCCDPHP);[1)(6) }'nicholjs@musc.edu’;King, Michael
(CDC/ONDIEH/NCEH);Devine, Owen
{CDC/ONDIEH/NCBDDD);'pbelI@autismspeaks.org';'perner@marshalI.usc.edu';'Prisca@alum.mit.edu';
[(b)(&) ['pshattuck@wustl.edu’;'qyang@thepi.org';'rgrink@gwu.edu';Visser, Susanna
(CDC/ONDIEH/NCBDDD);'sgalea@columbia.edu';'sydneyp@u.arizona.edu';Bartenfeld, Thomas
(CDC/ONDIEH/NCBDDD);Baroud, Thaer (CDC
healthyarkansas.com);'william.mcmahon@hsc.utah.edu’;'young-
shin.kim@yale.edu';'zahorodn@umdnj.edu’;'cvi11@columbia.edu';'Alison Singer';'lgrossman@autism-
society.org’;(b)(6) |;Yoon, Paula (CDC/OSELS/EAPO);'Charles, Jane
M.";'Beverly Mulvihill, MEd, Ph.D.";'Judith Zimmerman';kirby S. Russell (CDC health.usf.edu);'King, Lydia
A';'Rob Fitzgerald (fitzgerr@psychiatry.wustl.edu)';'brownst@psychiatry.wustl.edu';'Eldon Schulz -
AR';'Andria Ratchford';'King, Lydia A';'Lopez, Maya L';Merikangas, Kathleen R.

(NIH/NIMH/DIRP); {(b)(6) [;'Dunaway, Wolf';'retzioni@fhcrc.org'

Cc: Baio, Jon (CDC/ONDIEH/NCBDDD);Wright, Victoria
(CDC/ONDIEH/NCBDDD);Jones, Lekeisha F. (CDC/ONDIEH/NCBDDD);Jackson, Bisi (CDC/OID/NCEZID)
(CTR);Ayers, Kimberly P. (CDC/ONDIEH/NCEH);'Alycia Halladay';Boyle, Coleen
(CDC/ONDIEH/NCBDDD);Colson, Angela S. (CDC/ONDIEH/NCBDDD);Ward-Cameron, Conne
(CDC/OPHPR/DEO);Sumartojo, Esther (CDC/ONDIEH/NCBDDD);Stevens, Melody
(CDC/ONDIEH/NCBDDD);Richardson, Julia (CDC/ONDIEH/NCBDDD);Moore, Cynthia
(CDC/ONDIEH/NCBDDD)

Subject: 2011 Workshop on US Data to Evaluate Changes in ASD Prevalence Summary
Attachments: CS225567_ExecutiveSummary_Final Print.pdf,
CS225567_WorkshopSummary_Final Print.pdf

Dear Panelists,

Thank you so much for your participation in last year’s Workshop on U.S. Data to Evaluate Changes in
Prevalence of the Autism Spectrum Disorders (ASDs). The workshop was co-sponsored by CDC’s National
Centers on Birth Defects and Developmental Disabilities (NCBDDD) and Autism Speaks. The Executive
and Full Workshop summaries are attached and are also available on the CDC’s and Autism Speaks’
websites.



The purpose of the workshop was to bring together scientists and stakeholders in the field of autism
surveillance and research to:
e  Summarize where we are in our current understanding of changes in ASD prevalence in the US;
e Learn from different perspectives, including experts who have studied prevalence changes
among other complex conditions;
e Share ideas for the field to move forward in understanding trends in ASD prevalence.
e  Stimulate further work to understand the multiple reasons behind increasing ASD prevalence in
the U.S.

The key suggestions for framing the path forward centered around the following themes:
e Increase collaboration efforts
e  Better utilize existing data
e Use data on prevalence and characteristics of individuals with an ASD to better inform service
and support efforts
e Implement new types of data collection and studies

It is hoped that the information, research, and opinions shared during this workshop will add to the
knowledge about ASD prevalence and encourage further work among public and private groups to
understand the multiple factors influencing increasing ASD prevalence in the U.S. and beyond.

CDC is moving forward and is addressing several of the panelist suggestions. For example, CDC;

e Continues to monitor the prevalence of ASDs among 8-year-old children through the
multi-site collaboration of the Autism and Developmental Disabilities Monitoring
(ADDM) Network. An updated prevalence report is expected this Spring and ongoing
data collection is underway for another cohort of children in areas of the United States.

e Has begun projects in 6 ADDM Network sites to determine the prevalence of ASDs
among children at 4 years of age.

e Has supported 2 projects (CA and FL) currently underway to examine the prevalence of
ASDs in young children with one study conducting community-based screening for ASDs
in pediatric practices.

e Is working with NIH and Autism Speaks to support a project by the University of
Minnesota through the Association of University Centers on Disabilities (AUCD) to study
autism in a Minnesota Somali community to follow-up concerns about higher autism
prevalence than in other communities.

e Has implemented analyses related to how specific identification and risk factors in the
population have changed and whether they could have a significant impact on
increasing ASD prevalence.

= An analysis was completed and a paper published indicating that
population changes in select perinatal factors such as low birth weight
and gestational age have had a minimal effect on ASD prevalence
changes reported in the ADDM Network (Schieve et al., 2011).

= Several other analyses by ADDM Network investigators examining other

identification and risk factors in relation to ASD prevalence change are
underway.



e Has partnered with Autism Speaks to build on the ADDM Network infrastructure to
evaluate the completeness of ASD prevalence estimates. Autism Speaks is funding a
project in the SC ADDM site through the Medical University of South Carolina to add
community screening and assessment to the existing ADDM record-review surveillance
method.

e  Continues to work as part of the Interagency Autism Coordinating Committee (IACC) to
identify and implement a Strategic Plan for Autism Research coordinated among public
and private organizations. This workshop summary will be shared with the IACC and can
be used to inform the next iteration of the IACC Strategic Plan.

e Is conducting one of the largest studies in the United States to help identify factors that
may put children at risk. This study, being conducted across a 6 site network known as
the Centers for Autism and Developmental Disabilities Research and Epidemiology
(CADDRE), is called SEED, the Study to Explore Early Development. SEED is looking at
numerous risk factors of autism such as genetics, environmental exposures, pregnancy
factors, and behavioral factors. The study enrollment is on schedule, and first reports
are expected from SEED later this year.

e  Continues to work with the community to increase awareness of early signs of ASDs
and other developmental disabilities. Our "Learn the Signs. Act Early." program is
working to address critical gaps in early identification of autism and other
developmental disabilities in two ways:

o First, we know that all parents play a critical role in monitoring their children’s
developmental milestones. Our program offers free online resources for parents
to help them do that. We also have resources for health professionals and early
childhood teachers. www.cdc.gov/actearly

o Second, we are working with representatives from public health, medicine,

education, and advocates in states to improve early identification, screening,
and referral practices so children and their families can access the services and
supports.

e  For more information: www.cdc.gov

If you would like to have hard copies of the Workshop Report and/or Executive Summary mailed to you,
please send your name, mailing address, and number of copies (up to 5) to Lekeisha Jones at

Ifi9@cdc.gov.

Thank you for your work and commitment for people with ASDs. Hopefully, this workshop summary will
be a helpful resource for others as it has been for CDC.

Cathy and Marshalyn

Catherine E. Rice, PhD and Marshalyn Yeargin-Allsopp, MD
Developmental Disabilities Branch

National Center on Birth Defects and Developmental Disabilities
Centers for Disease Control and Prevention



404-498-3860
crice@cdc.gov

www.cdc.gov/autism
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Workshop Summary

PURPOSE

Autism spectrum disorders (ASDs) are estimated to occur among about 1% of children in the U.S. This is
in line with estimates from other industrialized countries. However, the identified prevalence of ASDs has
increased significantly in a short time period based on data from multiple studies including the Centers
for Disease Control and Prevention’s (CDC) Autism and Developmental Disabilities Monitoring (ADDM)
Network (http://www.cdc.gov/ncbddd/autism/addm.html). Whether increases in ASD prevalence are
partly attributable to a true increase in the risk of developing ASD symptoms or solely to changes in com-
munity awareness and identification patterns is not known. It is clear that more children are identified
with an ASD now than in the past and the impact on individuals, families, and communities is significant.
However, disentangling the many potential reasons for ASD prevalence increases has been challenging.
Understanding the relative contribution of multiple factors such as variation in study methods, changes in
diagnostic and community identification, and potential changes in risk factors is an important priority for
the ADDM Network and for CDC. This workshop was co-sponsored by CDC and Autism Speaks as a forum
for sharing knowledge and opinions of a diverse range of stakeholders about changes in ASD prevalence.
This summary report reflects statements made by individuals at the forum and discussions that were held
among the attendees, and does not constitute formal consensus recommendations to CDC. The informa-
tion, research, and opinions shared during this workshop add to the knowledge base about ASD preva-
lence in an effort to stimulate further work to understand the multiple reasons behind increasing ASD
prevalence in the U.S.

FRAMEWORK

The workshop brought together epidemiologic prevalence and surveillance experts in ASDs and other
conditions as well as representatives from autism organizations, parents of children with ASDs, adults
with an ASD, and other stakeholders. A total of 342 people registered to attend the workshop (143 in
person and 199 via webinar).

Prior to the meeting, the panel members met via teleconference and were asked to submit at least two
publications that they viewed as important background reading for understanding ASD prevalence trends.
Panel members were provided with the compiled reference list (Appendix C) and articles and were asked
to review, at a minimum, the priority readings prior to the workshop.

Presentations during the morning of the workshop summarized current knowledge and issues related
to ASD prevalence and provided perspectives from subject matter experts in cancer, Parkinson disease,
asthma, schizophrenia, and analytic modeling of prevalence changes.

Following the morning’s presentations, the public was invited to provide statements, and there was an
open invitation to provide written comments before and after the workshop. Workshop organizers, panel-
ists, and stakeholders were asked to consider these comments when expressing their opinions on priori-
ties for evaluating changes in ASD prevalence.

After hearing open comments from the community, the workshop was divided into four panels:
« Panel 1 - Utility of ASD Prevalence Data
« Panel 2 - U.S.-Based ASD Service Data

« Panel 3 - Autism and Developmental Disabilities Monitoring (ADDM) Network Data
Panel 4 - What Else Is Needed To Understand ASD Trends?




For the workshop panel sessions, members of each panel were asked to reflect on questions along the
following themes to better understand ASD prevalence trends:

What can we do now with existing data?
What should we do next to build on existing data systems?

What else is needed in terms of new analyses, data collection, or other efforts?

SUMMARY POINTS

Panel members and attendees commented that the effort to increase transparency and expand the dia-
logue related to ASD prevalence change was appreciated and necessary to move the community forward
around the issue of understanding ASD prevalence changes. Additional key points made during the work-
shop included:

The identified prevalence of ASD has increased significantly in a short time period across multiple stud-
ies, including data from the CDC's U.S.-based Autism and Developmental Disabilities Monitoring (ADDM)
Network.

CDC is the source for ASD prevalence estimates in the U.S., but other data systems exist or could be devel-
oped to better understand trends in ASDs.

ASDs are conditions estimated to occur among about 1% of children in the U.S. There is an urgent de-
mand to address the many needs associated with ASDs. Prevalence estimates have, for example, fueled
action by advocacy groups and the Interagency Autism Coordinating Committee (IACC) and driven the
creation of legislation and presidential priority. However, individuals, families, and communities continue
to struggle to address unmet needs across the lifespan of people with ASDs. ASD prevalence estimates
are important to stakeholders for program planning and making policy changes, in addition to highlight-
ing the need for research into causes and interventions.

In terms of reasons for increased ASD prevalence, the debate has been dichotomized by researchers,
advocacy groups, and the media to indicate that increases must be explained either by identification fac-
tors or by increased risk among the population. In reality, a more complex understanding is needed. It is
clear that some of the increase has been related to intrinsic and extrinsic identification factors. However,
although a true increase in ASD symptoms cannot be ruled out, such an increase has been difficult to
prove. Panels discussed needing to identify and use methods to better understand the role of potential
identification and risk factors in the changing prevalence of ASD.

Some people expressed hope that understanding why ASD prevalence has increased may help identify
modifiable risk factors. There was debate about the roles of prevalence and surveillance in answering
questions about risk and causes of ASDs. Prevalence studies provide descriptive data on the number

of people with a condition in a defined population. These types of studies are not sufficient to identify
what causes ASDs. However, prevalence studies can be used as tools to examine variation in occurrence
of ASDs across place, groups, time, and exposures, which may provide clues about groups who are at
increased risk for ASDs. Other study designs would then be necessary to fully investigate the reasons
behind observed variation in prevalence.

There are likely multiple forms of ASDs with multiple causes that are poorly understood. It was noted that
sufficient evidence exists that biologic and environmental factors, alone and in interaction, need to be
considered as causes. It is not necessary to have confirmation that a portion of the increase in ASD preva-
lence is due to increased risk in the population to motivate the active pursuit of causes of ASDs. By better
understanding what causes ASDs, maybe we can understand the increases in measured prevalence.



« Arisk factor might be strongly associated with ASD and might be modifiable, but it might not have
increased sufficiently in the population during the time frame of interest. Therefore, this risk factor might
be related to an individual’s risk for ASD but not related to the increase in population prevalence of ASD.
The model demonstrated that for any factor to have made a noteworthy contribution to population
changes in ASD prevalence during a short time period, three conditions must be met: the factor has to be
fairly prevalent in the population, it has to have increased substantially, and it has to be strongly associ-
ated with diagnosed ASD.

There was a shared recognition of the importance of, and commitment to, obtaining and using preva-
lence and epidemiologic information to improve the lives of people with ASDs.

PANEL DISCUSSION SUMMARIES

The four panel chairs compiled main discussion points brought forth by their members for building on
existing infrastructure and for developing new initiatives to better understand ASD trends. These discus-
sion points are summarized below.

Collaboration

The panels indicated that collaboration among professionals and stakeholders is important, and the fol-
lowing points were made to assist collaborative efforts among those interested in understanding ASDs
and supporting the ASD community through science:

»

»

Continue efforts of this workshop to develop and enhance communication among families, individals
affected, researchers, service providers, advocates, and government entities about ASD prevalence,
research, and service needs.

Seek public-private partnerships to support data collection, analyses, and usage.

Seek input from and collaboration with those in other fields, such as cancer epidemiology, to identify
and utilize methodologies for evaluating changes in the prevalence of complex conditions.

Collaborate with other data systems, such as the Environmental Public Health Tracking Network, to
improve access to population-level environmental data.

Analytic Activities

Points were made on better utilizing existing data to understand ASD prevalence trends:

»

»

»

Provide funding opportunities to encourage analyses and dissemination of findings from existing
datasets.

Link existing datasets identifying children with ASDs to other health, service, and research databases.

Conduct analyses that will help explain variations in ASD prevalence across subgroups (e.g., race and
ethnicity, sex, diagnostic subtype, and geographic groups) and if variation persists over time.

Use complex modeling and multifactorial analyses to better understand variation in ASD preva-
lence such as by possible etiologic subgroups (e.g., specific genetic conditions and family history),
geogrphy, and sex, and by potentially harmful exposures among cohorts.

Conduct simulation studies to predict the anticipated course of ASD prevalence.

Data Enhancements to Inform Practice
The panels discussed the importance of using data on the prevalence and characteristics of people with
an ASD to better inform service and support efforts:




»

»

In addition to prevalence estimates, provide more in-depth information on population character-
istics of people with an ASD (such as functional level and impact of functional limitations, subtype,
developmental characteristics, and associated conditions) to improve program planning and support
needs.

Examine data to better understand lags and disparities in ASD identification to, in turn, inform
screening, identification, and program planning.

Conduct analyses to provide better estimates of current and future needs of adults with an ASD.

Additional Studies
Beyond enhancements to existing data systems and uses, the panels discussed new types of data collec-
tion and studies including:

»

W

Expand ASD prevalence efforts to include very young children and adults.

Examine prevalence over time among older children by following up with those identified in previous
studies

Conduct additional validation studies at various ADDM Network sites and use the results to enhance
estimates of ASD
prevalence.

Conduct further studies to better understand who is identified and who is not identified in national
parent report surveys and in service-based data such as special education child counts.

Develop ways of better capturing the heterogeneity of ASD phenotypes including the complexity of
core and associated features that may present in different combinations for people with an ASD.

Improve tools for culturally sensitive screening and case confirmation among large populations.

Identify ways to measure and monitor the traits associated with ASDs among the general population
to reflect various degrees (dimensional) rather than categorical (having an ASD or not having an ASD)
case vs. not case) levels. This includes characterizing how these traits overlap with other conditions
and typical development.

Conduct cross-sectional and longitudinal studies following cohorts over time. This could include
examining trends in characteristics of the population, such as ASDs among specific subgroups (based
on, for example, race and ethnicity, immigrant status, and socioeconomic status), age of identifica-
tion, diagnoses, comorbidities, services use, and family characteristics.

Monitor trends in ASD prevalence prospectively to rule out identification factors by consistently con-
ducting developmental and ASD screening at a given age with diagnostic follow-up and documenta-
tion of each step and outcome.

Conduct prospective studies that examine biology, phenotype, identification patterns, and service
needs and use of people with an ASD.

Examine trends in other behaviorally defined conditions (e.g., attention-deficit/hyperactivity disor-
der, depression, and anxiety).

NEXT STEPS

The workshop summary will be made freely available to the community through posting on the CDC’s

and Autism Speaks’ websites. It is hoped that the information, research, and opinions shared during this
workshop will add to the knowledge base about ASD prevalence and stimulate further work among public
and private groups to understand the multiple reasons behind changes in identified ASD prevalence in the

u.s.
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Workshop Summary

PURPOSE

Autism spectrum disorders (ASDs) are estimated to occur among about 1% of children in the U.S. This is
in line with estimates from other industrialized countries. However, the identified prevalence of ASDs has
increased significantly in a short time period based on data from multiple studies including the Centers
for Disease Control and Prevention’s (CDC) Autism and Developmental Disabilities Monitoring (ADDM)
Network (http://www.cdc.gov/ncbddd/autism/addm.html). Whether increases in ASD prevalence are
partly attributable to a true increase in the risk of developing ASD symptoms or solely to changes in com-
munity awareness and identification patterns is not known. It is clear that more children are identified
with an ASD now than in the past and the impact on individuals, families, and communities is significant.
However, disentangling the many potential reasons for ASD prevalence increases has been challenging.
Understanding the relative contribution of multiple factors such as variation in study methods, changes in
diagnostic and community identification, and potential changes in risk factors is an important priority for
the ADDM Network and for CDC. This workshop was co-sponsored by CDC and Autism Speaks as a forum
for sharing knowledge and opinions of a diverse range of stakeholders about changes in ASD prevalence.
This summary report reflects statements made by individuals at the forum and discussions that were held
among the attendees, and does not constitute formal consensus recommendations to CDC. The informa-
tion, research, and opinions shared during this workshop add to the knowledge base about ASD preva-
lence in an effort to stimulate further work to understand the multiple reasons behind increasing ASD
prevalence in the U.S.

FRAMEWORK

The workshop brought together epidemiologic prevalence and surveillance experts in ASDs and other
conditions as well as representatives from autism organizations, parents of children with ASDs, adults
with an ASD, and other stakeholders. A total of 342 people registered to attend the workshop (143 in
person and 199 via webinar).

Prior to the meeting, the panel members met via teleconference and were asked to submit at least two
publications that they viewed as important background reading for understanding ASD prevalence trends.
Panel members were provided with the compiled reference list (Appendix C) and articles and were asked
to review, at a minimum, the priority readings prior to the workshop.

Presentations during the morning of the workshop summarized current knowledge and issues related
to ASD prevalence and provided perspectives from subject matter experts in cancer, Parkinson disease,
asthma, schizophrenia, and analytic modeling of prevalence changes.

Following the morning’s presentations, the public was invited to provide statements, and there was an
open invitation to provide written comments before and after the workshop. Workshop organizers, panel-
ists, and stakeholders were asked to consider these comments when expressing their opinions on priori-
ties for evaluating changes in ASD prevalence.

After hearing open comments from the community, the workshop was divided into four panels:
« Panel 1 - Utility of ASD Prevalence Data
« Panel 2 - U.S.-Based ASD Service Data

« Panel 3 - Autism and Developmental Disabilities Monitoring (ADDM) Network Data
Panel 4 - What Else Is Needed To Understand ASD Trends?




For the workshop panel sessions, members of each panel were asked to reflect on questions along the
following themes to better understand ASD prevalence trends:

+  What can we do now with existing data?
« What should we do next to build on existing data systems?

« What else is needed in terms of new analyses, data collection, or other efforts?

SUMMARY POINTS

Panel members and attendees commented that the effort to increase transparency and expand the dia-
logue related to ASD prevalence change was appreciated and necessary to move the community forward
around the issue of understanding ASD prevalence changes. Additional key points made during the work-
shop included:

« The identified prevalence of ASD has increased significantly in a short time period across multiple stud-
ies, including data from the CDC's U.S.-based Autism and Developmental Disabilities Monitoring (ADDM)
Network.

« (CDCis the source for ASD prevalence estimates in the U.S., but other data systems exist or could be devel-
oped to better understand trends in ASDs.

+ ASDs are conditions estimated to occur among about 1% of children in the U.S. There is an urgent de-
mand to address the many needs associated with ASDs. Prevalence estimates have, for example, fueled
action by advocacy groups and the Interagency Autism Coordinating Committee (IACC) and driven the
creation of legislation and presidential priority. However, individuals, families, and communities continue
to struggle to address unmet needs across the lifespan of people with ASDs. ASD prevalence estimates
are important to stakeholders for program planning and making policy changes, in addition to highlight-
ing the need for research into causes and interventions.

« Interms of reasons for increased ASD prevalence, the debate has been dichotomized by researchers,
advocacy groups, and the media to indicate that increases must be explained either by identification fac-
tors or by increased risk among the population. In reality, a more complex understanding is needed. It is
clear that some of the increase has been related to intrinsic and extrinsic identification factors. However,
although a true increase in ASD symptoms cannot be ruled out, such an increase has been difficult to
prove. Panels discussed needing to identify and use methods to better understand the role of potential
identification and risk factors in the changing prevalence of ASD.

- Some people expressed hope that understanding why ASD prevalence has increased may help identify
modifiable risk factors. There was debate about the roles of prevalence and surveillance in answering
questions about risk and causes of ASDs. Prevalence studies provide descriptive data on the number
of people with a condition in a defined population. These types of studies are not sufficient to identify
what causes ASDs. However, prevalence studies can be used as tools to examine variation in occurrence
of ASDs across place, groups, time, and exposures, which may provide clues about groups who are at
increased risk for ASDs. Other study designs would then be necessary to fully investigate the reasons
behind observed variation in prevalence.

« There are likely multiple forms of ASDs with multiple causes that are poorly understood. It was noted that
sufficient evidence exists that biologic and environmental factors, alone and in interaction, need to be
considered as causes. It is not necessary to have confirmation that a portion of the increase in ASD preva-
lence is due to increased risk in the population to motivate the active pursuit of causes of ASDs. By better
understanding what causes ASDs, maybe we can understand the increases in measured prevalence.



« Arisk factor might be strongly associated with ASD and might be modifiable, but it might not have
increased sufficiently in the population during the time frame of interest. Therefore, this risk factor might
be related to an individual’s risk for ASD but not related to the increase in population prevalence of ASD.
The model demonstrated that for any factor to have made a noteworthy contribution to population
changes in ASD prevalence during a short time period, three conditions must be met: the factor has to be
fairly prevalent in the population, it has to have increased substantially, and it has to be strongly associ-
ated with diagnosed ASD.

There was a shared recognition of the importance of, and commitment to, obtaining and using preva-
lence and epidemiologic information to improve the lives of people with ASDs.

PANEL DISCUSSION SUMMARIES

The four panel chairs compiled main discussion points brought forth by their members for building on
existing infrastructure and for developing new initiatives to better understand ASD trends. These discus-
sion points are summarized below.

Collaboration

The panels indicated that collaboration among professionals and stakeholders is important, and the fol-
lowing points were made to assist collaborative efforts among those interested in understanding ASDs
and supporting the ASD community through science:

» Continue efforts of this workshop to develop and enhance communication among families, individals
affected, researchers, service providers, advocates, and government entities about ASD prevalence,
research, and service needs.

» Seek public-private partnerships to support data collection, analyses, and usage.

» Seek input from and collaboration with those in other fields, such as cancer epidemiology, to identify
and utilize methodologies for evaluating changes in the prevalence of complex conditions.

» Collaborate with other data systems, such as the Environmental Public Health Tracking Network, to
improve access to population-level environmental data.

Analytic Activities

Points were made on better utilizing existing data to understand ASD prevalence trends:

» Provide funding opportunities to encourage analyses and dissemination of findings from existing
datasets.

» Link existing datasets identifying children with ASDs to other health, service, and research databases.

» Conduct analyses that will help explain variations in ASD prevalence across subgroups (e.g., race and
ethnicity, sex, diagnostic subtype, and geographic groups) and if variation persists over time.

» Use complex modeling and multifactorial analyses to better understand variation in ASD preva-
lence such as by possible etiologic subgroups (e.g., specific genetic conditions and family history),
geogrphy, and sex, and by potentially harmful exposures among cohorts.

» Conduct simulation studies to predict the anticipated course of ASD prevalence.

Data Enhancements to Inform Practice
The panels discussed the importance of using data on the prevalence and characteristics of people with
an ASD to better inform service and support efforts:




»

»

In addition to prevalence estimates, provide more in-depth information on population character-
istics of people with an ASD (such as functional level and impact of functional limitations, subtype,
developmental characteristics, and associated conditions) to improve program planning and support
needs.

Examine data to better understand lags and disparities in ASD identification to, in turn, inform
screening, identification, and program planning.

Conduct analyses to provide better estimates of current and future needs of adults with an ASD.

Additional Studies
Beyond enhancements to existing data systems and uses, the panels discussed new types of data collec-
tion and studies including:

»

W

Expand ASD prevalence efforts to include very young children and adults.

Examine prevalence over time among older children by following up with those identified in previous
studies

Conduct additional validation studies at various ADDM Network sites and use the results to enhance
estimates of ASD
prevalence.

Conduct further studies to better understand who is identified and who is not identified in national
parent report surveys and in service-based data such as special education child counts.

Develop ways of better capturing the heterogeneity of ASD phenotypes including the complexity of
core and associated features that may present in different combinations for people with an ASD.

Improve tools for culturally sensitive screening and case confirmation among large populations.

Identify ways to measure and monitor the traits associated with ASDs among the general population
to reflect various degrees (dimensional) rather than categorical (having an ASD or not having an ASD)
case vs. not case) levels. This includes characterizing how these traits overlap with other conditions
and typical development.

Conduct cross-sectional and longitudinal studies following cohorts over time. This could include
examining trends in characteristics of the population, such as ASDs among specific subgroups (based
on, for example, race and ethnicity, immigrant status, and socioeconomic status), age of identifica-
tion, diagnoses, comorbidities, services use, and family characteristics.

Monitor trends in ASD prevalence prospectively to rule out identification factors by consistently con-
ducting developmental and ASD screening at a given age with diagnostic follow-up and documenta-
tion of each step and outcome.

Conduct prospective studies that examine biology, phenotype, identification patterns, and service
needs and use of people with an ASD.

Examine trends in other behaviorally defined conditions (e.g., attention-deficit/hyperactivity disor-
der, depression, and anxiety).

NEXT STEPS

The workshop summary will be made freely available to the community through posting on the CDC’s

and Autism Speaks’ websites. It is hoped that the information, research, and opinions shared during this
workshop will add to the knowledge base about ASD prevalence and stimulate further work among public
and private groups to understand the multiple reasons behind changes in identified ASD prevalence in the

u.s.



Background and Purpose

WELCOME
C. Boyle and G. Dawson

Dr. Boyle welcomed everyone, thanked the organizing committee and co-sponsor Autism Speaks, and
indicated that she looked forward to the discussions and sharing of information and ideas on understand-
ing autism spectrum disorder (ASD) prevalence trends. Dr. Dawson stated that we all have concerns about
the increase in ASD prevalence. She expressed her hope that everyone would come away from the work-
shop with a path forward in understanding ASD prevalence changes and stated that we are much better
prepared to address problems than ever before because of better data and analytic tools. These data and
tools are from the Centers for Disease Control and Prevention’s (CDC) Autism and Developmental Disabili-
ties Monitoring (ADDM) Network, as well as other informative datasets from California and Europe. She
remarked that many published papers cite several reasons for the possible increase in ASD prevalence
including better analytic tools and broader awareness and diagnosis. However, these papers all have
included the statement “a true increase in prevalence cannot be ruled out.” She ventured that she looked
forward to lively and productive discussion and concrete actions that can improve the understanding of
why ASD prevalence has been increasing, with the ultimate goal of addressing the needs of people with
autism.

Background: What Do We Know About ASD Prevalence?
M. Yeargin-Allsopp

Autism once was thought to be a rare condition, affecting about 1 in 2,000 individuals. It was thought of
as mental illness, specifically schizophrenia of childhood, and was believed to be due to poor parenting.
The “refrigerator mother” perception was prominent until the 1970s, continuing even into the 1980s. To-
day, autism is recognized as having a biologic basis and a range or spectrum of presentations. The autism
spectrum disorders have been shown to occur among about 1% of children in several different countries.
In addition to the core areas of impairment in social, communication, and behavioral domains, people
with ASDs can have associated challenges in other areas such as sleeping, eating, attention, mood regula-
tion, and gastrointestinal issues. It is recognized widely that ASDs have a strong genetic basis, but this is
not a simple association and there is increasing recognition of the role of environmental factors. ASDs are
now recognized as a complex disorder, most likely due to interactions between genes and the environ-
ment.

Beginning in the mid-1990s, concerns arose about increases in the numbers of individuals with autism
identified in service systems. For example, starting in the early 1990s, the California Department of
Developmental Services and the U.S. Department of Education’s Office of Special Education documented
increases in the need for autism services. Not all people with an ASD are identified by these service
systems, so methods are needed to identify who else might have an ASD among the general population.
CDC’s ADDM Network conducts surveillance to estimate ASD prevalence in multiple areas of the U.S. and
provides data to describe variations and changes over time. The ADDM Network reports ASD prevalence,
or the total number of children with an ASD at a specified age in a specified year per 1,000 children in the
population. The ADDM Network does not use incidence because incidence is based on new cases where
a clear onset time can be documented. Typically, the onset of an ASD is not known, although it usually
manifests by the time a child is 3 years of age. However, there is a great deal of variability in when a child
actually manifests symptoms and then is diagnosed with an ASD.

There are several potential explanations that can account for an increase in the number of individuals di-
agnosed with ASDs, including better identification and screening methods, changes in diagnostic criteria,
increased awareness among parents and clinicians, and changes in the availability of services. There also
have been some studies that have examined how much of an increase is accounted for by other factors,
such as increasing parental age. However, a full explanation must consider multiple factors that are not
independent of each other. Prevalence estimates are important for planning policy and service needs and
identifying promising clues about who is at risk for an ASD.



Framework For This Workshop
C. Rice

The identified prevalence of ASDs has increased significantly in a short time period across multiple stud-
ies, including the CDC’s ADDM Network. ASDs are conditions estimated to occur among about 1% of

all children. There is an urgent demand to address the many needs associated with ASDs, and concerns
about ASD prevalence numbers have fueled local, state, and national action in terms of advocacy, policies,
research, and creation of the Interagency Autism Coordinating Committee (IACC) among other activi-
ties. However, individuals and families continue to struggle to address and meet the needs associated
with ASDs across their lifespan. Although prevalence estimates can help with service and policy efforts,
increases in ASD prevalence beg the questions “Why?” and “Is the increase an actual increase in risk for
ASDs?” The implication is that, if there is an increase in actual ASD risk, there might be modifiable risk
factors to prevent ASDs from occurring. These questions get to the heart of what causes ASDs. Although
multiple, complex genetic and environmental interactions are likely, we still have very limited information
on what predisposes a fetus or child to have an ASD, what might increase risk, and which risks lead to the
development of an ASD.

A prevalence study is an epidemiologic tool that describes the occurrence of a condition in a defined
population in a defined time period. Surveillance is the ongoing monitoring of prevalence in a defined
population over time. These studies provide descriptive data on the number of people with a condition

in a defined population. These types of studies are not sufficient to identify what causes ASDs. How-

ever, prevalence studies can be used as tools to examine variation in occurrence of ASDs across place,
groups, time, and exposures, and this may provide clues about groups who are at increased risk for ASDs.
Prevalence studies can provide observations that might need further causal examination. For example,
prevalence studies have shown that there are about 4 to 5 boys for every girl with an ASD. However, basic
studies of the biology of individuals with an ASD are necessary to explain the mechanism that results in
boys being at greater risk than girls.

Debates about reasons for ASD prevalence increases often have been dichotomized to point to explana-
tions of better identification or evidence of increased risk implicating specific environmental factors.

At this point, although we do know that some of the increase is related to identification factors, a true
increase cannot be ruled out—but, it is hard to prove. We also know enough about potential causal
mechanisms of ASDs to not pigeonhole the search for ASD causes to only genetic factors; complex bio-
logic and environmental factors must be pursued as well. In order to evaluate ASD prevalence changes,
scientists tend to use a systematic approach based on training in scientific methods where the first step
is to rule out alternative explanations. This approach begins by examining factors that could explain a dif-
ference over time that are attributable to artifacts, rather than “true” increases. This approach tends to
examine identification and methodological factors, as these variables are often more observable than the
many potential and unknown risk factors that might contribute to ASD prevalence changes. As more data
are collected and analyzed and different hypotheses evaluated over time and across studies, additional
conclusions can be drawn. Understandably, this methodical approach is frustrating, especially when most
people want to know the definitive reason for changes in ASD prevalence and whether it is something

in the environment we can do something about. The fact that, despite many efforts, we have not found

a single, simple explanation indicates that there are likely multiple, overlapping factors contributing to
increases in ASD prevalence.

The purpose of the workshop was to bring together experts in epidemiologic prevalence and surveillance
of ASDs and other conditions as well as stakeholders to: summarize where we are; learn from efforts to
document prevalence changes among other conditions; and improve the specificity in quantifying and
qualifying the multiple factors that might be influencing trends in ASD prevalence, including:

1. Intrinsic Identification—Internal methodology or measurement factors involved in documenting ASD
prevalence trends (e.g., differences in study methods may lead to different individuals being counted or



not counted as having an ASD such as using a registry of children identified with an ASD or active screen-
ing).

2. Extrinsic Identification—External classification and awareness factors involved in identifying people
with ASDs in the population (e.g., changes in diagnostic criteria or access to services based on an ASD
label may influence who is identified for ASD prevalence studies).

3. Risk—Possible etiologic or true change in ASD symptoms among the population in relation to single or
combined genetic, biologic, or environmental factors, or a combination thereof (e.g., specific biologic
vulnerabilities or exposures in the environment that increase the risk of developing an ASD).

Four panels were formed for this workshop:

Panel 1 — Utility of ASD Prevalence Data
Panel 2 — U.S.-Based ASD Service Data
Panel 3 — Autism and Developmental Disabilities Monitoring (ADDM) Network Data

« Panel 4 - What Else Is Needed To Understand ASD Trends?

After hearing the morning’s presentations, members of the four panels were asked to discuss the follow-
ing questions to provide a better understand of ASD prevalence trends:

1. What can we do now with existing data?
2. What should we do next to build on existing data systems?

3. What else is needed in terms of new analyses, data collection, or other efforts?

The goal of this workshop was to learn from different perspectives to inform the community and stimu-
late further work to understand the multiple reasons behind increasing ASD prevalence in the U.S.

A Model for Assessing the Contribution of Various Risk Factors to Recent
ASD Prevalence Increase in the U.S.

L. Schieve

This presentation reviewed preliminary results of a study to formulate a mathematical model to assess
the likely effects that given risk factors had on recent ASD prevalence increase and to apply the model to
specific prenatal and perinatal risk factors previously found to be associated with ASDs. According to the
ADDM Network report from 2009, there was a 57% increase in the prevalence of autism spectrum disor-
ders (ASDs) from 2002 to 2006. The effect of a given risk factor on prevalence depends on the baseline
prevalence of the risk factor (RFP), the change in RFP over time (cRFP), and the magnitude of the relative
risk (RR). A number of previous studies consistently have indicated that preterm birth and low birthweight
are risk factors for ASDs, and some other studies have implicated multiple birth, cesarean delivery, breech
presentation, and assisted reproductive technology (ART) as possible risk factors. However, none have
had sufficient values for RFP, cRFP, and RR to have contributed substantively to the recently observed ASD
increase. While at an individual level, having one or more perinatal risk factors might convey a moderate
or strong risk for having an ASD, these factors are unlikely to explain a large proportion of the population
increase in ASD prevalence. Although examples were given using selected prenatal and perinatal risk fac-
tors, this model could be extended to assess various other risk factors.

A risk factor might be strongly associated with ASD and might be modifiable, but it might not have in-
creased sufficiently in the population during the time frame of interest. Therefore, this risk factor might
be related to an individual’s risk for ASD but not related to the increase in population prevalence of ASD.
The model demonstrated that for any factor to have made a noteworthy contribution to population
changes in ASD prevalence during a short time period, three conditions must be met: the factor has to be
fairly prevalent in the population, it has to have increased substantially, and it has to be strongly associ-
ated with diagnosed ASD.



Panel member discussion:

A panel member asked if broad social changes, as opposed to individual risk factors, also were consid-
ered. The panel member was concerned that, by not fully examining population-level changes, the model
might be underestimating the contribution of the change in that risk factor in the population on ASD
prevalence. Dr. Schieve indicated that a large increase still would need to have an individual effect, and
the model is accurate for shorter time intervals such as a few years. As the time period gets longer, then a
different analytic model might be needed.

ASD Genetic Variation and Gene-Environment Interaction
K. Crider

This presentation summarized how genetic variations and gene-environment interactions could play a
role in ASDs and provided background on how these factors may or may not change in a way that would
affect ASD prevalence over a short period of time. Typically, to examine heritability of a condition, twin
studies are used. More than 30 studies to date consistently have shown higher concordance between
monozygotic than dizygotic twins, suggesting there is a strong genetic component associated with ASDs.
ASDs have been associated with the following genetic variations: mutation of a gene, deletion of a large
or small region of a gene, mutation of another gene, methylation of a gene, or creation of another copy
of the gene or the region or chromosome. It is estimated that all genetic variants discovered to date are
present in 10% to 15% of people with an ASD and many are implicated in other conditions (e.g., attention
deficit hyperactivity disorder and schizophrenia). In general, there would not be an epidemic of a purely
genetic condition because genes change over evolutionary time. However, shorter term changes can be
seen if there are increases in mutations or breaks, or both, in chromosomes, changes occur in epigenetic
patterning (e.g., DNA methylation) or in selective mating patterns.

Gene—environment interactions such as infection, stress, obesity, and trauma all can create the same type
of cell damage. Specific causes may or may not have the statistical power to show the true association
individually because multiple genetic and environmental factors can lead to the same disorder therefor,
studies should be designed to take this into consideration. In some conditions, the magnitude of gene—
environment interaction varies. Exposures associated with an increased risk for autism also are associated
with other conditions, such as birth defects and cerebral palsy. Single exposures (genetic or environmen-
tal) are unlikely (but possible) to show a dramatic increased risk among the general population. Not every
individual who carries these forms of genetic variation will have an ASD, which suggests the importance
of interactions among multiple genes or gene—environment interaction, or both, in the occurrence of
ASDs.

Panel member discussion:

A panel member questioned the accuracy of the statistic that about 10% to 15% of children with an ASD
have an identifiable genetic condition. Dr. Crider stated that the statistic is used by others in the field and
is a best estimate, but noted the statistic needs better evaluation.

Autism and Developmental Disabilities Monitoring (ADDM) Network
C. Rice
ADDM Network Overview

The ADDM Network is a collaboration of multiple sites in the U.S. to determine and monitor the preva-
lence of ASDs among 8-year-old children and to track peak prevalence over time. Children are identified
through multiple education or health evaluation records if there is an ASD diagnosis, a special education
classification, a suspicion of an ASD, or a social behavior associated with an ASD, even when an ASD has
not been diagnosed. Clinician reviewers apply the current diagnostic standard criteria of the American
Psychiatric Association’s Diagnostic and Statistical Manual, 4th edition, text revision (DSM-IVTR). The



strengths and limitations of the ADDM Network were discussed. The most recent ADDM Network es-
timates indicated that an average of 1 in 110 children (range from 1 in 80 to 1 in 240) had an ASD and
that ASD prevalence had increased 57% over a 4-year period from 2002 to 2006. According to the ADDM
Network data, the overall trend in ASD prevalence showed consistent increases, but variation existed
among sites and among subgroups. While the increase in observed ASD prevalence at ADDM Network
sites could be partly explained by identification factors—such as better information available in records,

a more stable population at some sites, and improved identification of specific subgroups such as His-
panic children and children without cognitive impairment—these identification factors did not explain the
total increase in prevalence. A neat explanation of all factors that could explain completely the observed
increase is unlikely, and further work is needed to evaluate multiple identification and risk factors.

Changes in ASD Diagnostic Criteria

This presentation reported on a preliminary analysis of how an identification factor could be evaluated
using the ADDM Network data. Although it often has been stated that the changes in diagnostic criteria
that occurred in the DSM in 1980 (DSM 1iI), 1987 (DSM 11I-R), and 1994 (DSM-1V and minor changes for
DSM-IV-TR in 2000) have affected reported ASD prevalence, no known studies have quantified this effect
directly. Recoding the ADDM Network data based on the three diagnostic standards (DSM /11, llI-R, and
IV-TR), it was found that autism and ASD prevalence were similar using DSM il and /l/-R standards, but
increased significantly using DSM-IV-TR standards. A portion of the prevalence increase over time might
have been attributed to differences in the definitions of ASD used for identification of ASDs by community
professionals and service systems. This recoding analysis represents one example of an effort to provide
more concrete estimates regarding the effects of a single factor on ASD prevalence.

Panel member discussion:

Panel members raised several questions regarding reasons or theories to explain the wide range of ASD
prevalence observed among ADDM Network sites, including the quality of data sources or records and
the effect it might have had on prevalence and the inclusion or exclusion criteria used by the ADDM
Network sites. Dr. Rice indicated there were some identifiable reasons explaining why the ASD prevalence
estimates were lower at some ADDM Network sites (e.g., limited availability of education records) and
higher at others (e.g., better quality of documentation in the records). Also, it is easier to identify reasons
for lower prevalence estimates than for higher estimates. However, if a site had a low prevalence not

due to a methodologic issue, it would be important to consider whether protective factors were at work
at that particular site. A question was raised about the reason why the number of sites varied over the
surveillance years. Dr. Rice explained that the number of ADDM Network sites depends on available fund-
ing and that sites go through a competitive application process in which the applicant must demonstrate
a minimum population, partnerships with health departments, and other criteria based on independent
peer review. A panel member also questioned when CDC was going to take the issue of rising ASD preva-
lence seriously. Dr. Rice indicated that CDC has been providing data actively to document these concerns
and has been calling attention to the urgency of addressing the needs of the ASD community for years.
She continued by stating that the workshop was an effort to broaden the conversation and share ideas on
how CDC and others can all learn from other fields and improve collaboration to better understand ASD
trends.

Analyses of ADDM Network Data Related to: Parental Age, Age at Autism
Identification, and Socioeconomic Inequalities in the Prevalence of ASD in
the U.S.

M. Durkin

This presentation summarized some analyses of data from CDC’s Autism and Developmental Disabilities
Monitoring (ADDM) Network related to parental age, age of autism identification, and socioeconomic
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status. A major strength of ADDM Network data on ASD prevalence is that a sizeable proportion (27%) of
children identified with ASDs for surveillance did not have a documented ASD classification. This allows
us to investigate factors associated with having a previous ASD diagnosis and receiving services for ASD
as distinct from having ASD, and to evaluate whether associations are due to differences in ASD risk or to
disparities in identification. A consistent finding in recent epidemiologic studies is a positive association
between both maternal and paternal age and risk of ASD in offspring. Despite this association and the
increasing trend in mean parental age in recent decades, only a very small (less than .5%) proportion of
the recent increase in ASD prevalence can be attributed to the increasing age of parents. ASD differs from
developmental disabilities overall in its positive association with higher socioeconomic status (SES). Ex-
amining SES among Wisconsin ADDM Network data, it was found that the ASD prevalence increased with
increasing SES. However, is this due to increased risk or identification disparities? For example, do edu-
cated parents have a disproportionate influence on autism awareness or does the risk of autism increase
with a higher socioeconomic status? Is a knowledgeable and determined parent of a child with autism
more likely to obtain an informed diagnosis? This is likely to be the case, and there is also the potential
role of clinician bias and the possible evidence of disparity in access to care. ASD prevalence estimates
likely underestimate prevalence in lower SES groups, which implies that we are still underestimating ASD
prevalence and can expect some increases if disparity gaps are closed over time. But the fact that we saw
a positive association between socioeconomic status and ASD risk in both those with and those without a
previous ASD diagnosis suggests that the association might not be entirely due to under-ascertainment of
ASD in economically disadvantaged groups.

Panel member discussion:

Panel members raised the question of whether birth order and the effects of stoppage (a family deciding
not to have another child after having a child with a disability) have been studied, and if plans are under
way to study miscarriages and autism risk. Dr. Durkin indicated that the effect of birth order combined
with parental age and sex appear to be additive. The role of stoppage and pregnancy loss cannot be
directly or adequately investigated using ADDM data but require longitudinal, birth cohort studies. CDC’s
Study to Explore Early Development (SEED) will examine prenatal and perinatal risk factors, such as mis-
carriages. Studying these factors is important because past adverse pregnancy outcomes are understud-
ied. The importance of examining characteristics (such as parental age, and SES) across cohorts to look
at changes among subgroups will be important in understanding potential identification and risk factors
contributing to ASD prevalence increases.




ASD Trends:
U.S. Service-Based Datasets

U.S. Special Education Data
P. Shattuck

This presentation provided an overview of U.S. Department of Education data related to documenting the
presence of ASDs among special education students. U.S. Department of Education’s Special Education
Child Count data is an annual count of children enrolled in special education services. It is an account-
ability measure required by the Individuals with Disabilities Education Act (IDEA) to show nonexclusion

of children with a disability based on select eligibility categories for each state. Autism was not initially

a category within the child count dataset, but was added in 1990 with statesreporting to the U.S. De-
partment of Education in 1991. The number of children classified as having autism and receiving special
education services has increased since the early 1990s. However, the number is still fewer than would be
expected given current prevalence estimates. A special education label is only mildly sensitive, but highly
specific, and enrollment counts might not have provided a true prevalence of ASD. Child Count data vary
by area and race or ethnicity. The special education system never was intended to serve a public health
surveillance role. Thus, several important questions have been raised that focus on (1) understanding
how state-level special education criteria for ASDs vary, (2) exploring referral pathways that lead to iden-
tification, (3) examining barriers to timely identification, and (4) developing more effective partnerships
with the education sector to maximize data sharing. This will lead to a better understanding of the social,
economic, and political factors that influence ASD identification in the community and that might contrib-
ute to the rise in identification ASDs in prevalence estimates.

Panel member discussion:

Panel members asked how to integrate ASD screening in schools. Dr. Shattuck indicated that a school
equivalent of CDC’s Learn the Signs. Act Early. program is needed to increase awareness among educators
of the signs of ASDs, and should be followed up with a systematic screening protocol to identify children
with an ASD. This is important because, until everyone in the schools uses the same criteria, it will be
difficult to rely on the validity of the Child Count data for monitoring changes in the actual prevalence of
ASDs. Dr. Shattuck also indicated the need for legislative support to allow education and public health

to form effective partnerships; often, school systems do not see the value in the Child Count data from a
public health perspective. Especially now, schools are working to meet the service needs of the students
rather than addressing broader public health issues such as identifying all children with an ASD in the
population.

California Department of Developmental Services Data I

I. Hertz-Picciotto

This presentation provided an overview of some ways the California Department of Developmental Ser-
vices (CA DDS) administrative data have been used to evaluate trends among children receiving services
for ASD. Whether due to an artifact or a true increase, ASD prevalence has been high and there is a need
to identify the causes. In addition, there already is enough evidence to suggest the importance of envi-
ronmental causes. There are three main measures of occurrence of a condition: prevalence (the number
of cases divided by the number of people in the population at a given time), incidence (the number of
new cases among a given population in a defined time divided by the amount of person-time observed
during the same period), and cumulative incidence (the number of new cases identified in an extended
time period [e.g., from birth] divided by the size of the population without the disorder at the start of
the time period). All measures are affected by changes in identification patterns and diagnostic practices.
Prevalence data are most useful for service planning and incidence data are useful for etiology. However,
a condition where the diagnosis tends to be stable (low mortality rate and it is rare for the diagnosis to
change), can result in prevalence and cumulative incidence measures that will be virtually identical over a
defined time or age period. For this reason, examining existing data may help us understand ASD trends.
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The CA DDS has a statewide database with data from 21 regional centers in the state. The DDS database
tracks 5 conditions (autism, epilepsy, cerebral palsy, intellectual disability, and intellectual disability-relat-
ed conditions). Data collection is passive in that a child must be brought to a CA DDS center and a parent
or guardian must request an evaluation to determine if they meet the service provision eligibility criteria.
Comparing births in 1990 with those in 2001 (followed to age ten), the cumulative incidence in autism

in the CA DDS rose 600%. About 200% of this increase in autism from 1990 through 2001 in the CA DDS
database could be explained by trends toward younger age at diagnosis, inclusion of more mild cases,
changes in diagnostic criteria, and older ages of mothers. Thus, artifacts related to criteria and methods
for ascertainment might explain part but not all of the increase in ASD cumulative incidence in the CA
DDS system. To date, there appears to be no leveling off of autism diagnoses, indicating there is consider-
able likelihood that there has been a true increase in incidence (or risk).

Panel member discussion:

Panel members questioned how the identification artifacts played out across regions. Dr. Hertz-Picciotto
indicated that there was substantial variability among the centers (Los Angeles traditionally has had high-
er ASD rates than other regions of the state). .Each DDS center is run by independent contractors and are
managed slightly differently from each other. There also are clusters of ASDs near places where there are
well-known treatment centers. A panel member pointed out that it is important to study these identifica-
tion factors at multiple locations beyond California service data to areas of the U.S. and to also consider
international patterns of occurrence.

California Department of Developmental Services Data Il

P. Bearman

This presentation summarized additional analyses of data from the CA DDS related to trends in ASD
prevalence conducted by Dr. Bearman and colleagues. During the past 30 years, the prevalence of autism
has increased dramatically. Examining California birth data from the period 1992 through 2007, there
were 8 million births (about 500,000 births per year). Using a sophisticated mapping program of all births
and addresses and linking to CA DDS autism data, researchers were able to ascertain parental character-
istics, prenatal conditions, and residence during the in utero period and link to data on neighborhoods,
socioeconomic status, local toxicants, and other conditions. Examining these data was useful in examining
the contribution of diagnostic change to increased prevalence, gaining insight into genetic mechanisms,
understanding the spatial structuring or geographic patterns of autism at birth and age of diagnosis, con-
sidering diverse individual and community level risk factors, and measuring the potential role of sharing
information on autism.

Analysis of the data showed that changes in ASD diagnoses in relation to those for intellectual disability
(mental retardation) explained 24% of the increase in autism prevalence in the CA DDS data during the
time period analyzed. An analysis was also done to see how administrative data might provide insight into
genetic mechanisms. There was a high ASD concordance between identical twins and low concordance
between fraternal twins. Over time, there was an increase in ASD among same sex twins and a decrease
among opposite sex twins. Another analysis examined the spatial structure (geographic mapping) of the
birth residence of children later identified with ASD by DDS. The researchers concluded that ASD birth
clusters have been robust over time and do not appear to be due to factors such as education or socio-
economic status. Examining the DDS administrative data has provided insight into risk factors for autism.
For example, findings indicated maternal age might be more critical than paternal age; community level
characteristics such as geographic spacing are increasingly less salient as ascertainment increases, but still
significant; and shorter interpregnancy intervals might confer excess risk. About 50% of ASD prevalence
increases in the CA DDS data could be explained by several factors, such as diagnostic change, advanc-

ing parental age, social influence of people sharing information on ASDs, and spatial structure. Work is
needed to understand what accounts for the other 50%. A project currently is under way to investigate
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whether assistive reproductive technology (ART) is related to increased risk of having a child with ASD as
identified in CA DDS data by linking with CDC data on births involving ART.

Panel member discussion:

Questions were raised about the autism clusters that were identified using CA DDS data. There was a
question as to whether these were true etiologic clusters or if there appeared to be shared identifica-
tion patterns. Dr. Bearman discussed the idea that clusters might have been due to a shared exposure,
such as toxicant, or to a social risk factor. For example, people with children the same age who shared a
workplace or social activity might have been more likely to discuss their children and share information
about autism, thus leading to increased identification. Or, there might have been reluctance among some
groups to reach out to the health care or services system, resulting in decreased identification. A panel
member expressed caution about the conclusion of being able to explain about 50% of the increase in
DDS ASD prevalence as the approach used to arrive at this estimate was too simplistic and did not take
the overlapping relationships between different factors into account. Dr. Bearman relayed his belief that
some of the factors operate on different aspects of the spectrum and that the 50% figure was a way of
summarizing what is known to date. For example, identification factors, such as shifts in the use of the in-
tellectual disability diagnosis to add autism as another diagnosis or an alternative diagnosis, may operate
on the lower end of the spectrum and social influence may operate on the higher end of the spectrum.
Factors such as parental age and shorter pregnancy intervals are more likely to be risk factors contributing
to ASD increases.




Lessons Learned From
Other Conditions and
Analytic Methodologies

Cancer
R. Etzioni

Changes in cancer trends can be seen from changes in (1) exposures (e.g., smoking, diet, and obesity),
(2) diagnosis or detection (e.g., screening and biopsy techniques), and (3) classification (e.g., staging and
grading techniques). Dr. Etzioni presented three examples of changes in different types of cancer:

Lung Cancer—The greatest modifiable risk factor for lung cancer is smoking. The trend line for lung
cancer incidence plots has sloped similarly with the trend line for smoking prevalence, meaning the inci-
dence rates of lung cancer have decreased over time (Surveillance, Epidemiology and End Results registry
data) as smoking behavior has decreased over time (National Health and Nutrition Examination Survey).

« Colorectal Cancer—Screening rates for colorectal cancer have been increasing over time and the con-
sumption of two or more servings of red meat per week has been decreasing over time. As screening has
increased and red meat consumption has decreased, the incidence of colorectal cancer has decreased.

» Prostate Cancer—Prostate-specific antigen (PSA) screening was first introduced in the 1990s, which cor-
related with the first peak of prostate prevalence. The second prevalence peak occurred when follow-up
biopsies became more routine. Researchers attributed the prevalence changes to differences in recording
techniques and improvements in grading of cancer (from poorly to moderately to well-differentiated).

Examining patterns of change among a population might explain disease trends due to changes in factors
such as the annual frequencies of exposures, availability of screenings, use of new diagnostic technolo-
gies, and changes in disease coding. It is important to have data on the occurrence of a condition before
and after the change factor being evaluated. It is also helpful if there is a clear change factor that has
occurred.

Modeling change is an integral part of cancer surveillance. There are several important lessons learned
from this modeling that can be useful when examining changes in ASD prevalence. The basic steps of
modeling change are:

Characterizing changes in disease trends;

Quantifying changes in the population that might explain trends;

- Estimating the size of the effect on the risk of disease diagnosis; and

Modeling or simulating experience among the population.

All of these steps are equally necessary and applicable in explaining changes in ASD prevalence. However,
modeling techniques might be useful if the potential effects of a factor on prevalence are not known.
There is a group called the Cancer Intervention and Surveillance Modeling Network (www.cisnet.cancer.
gov) that is working to develop techniques for modeling changes in cancer based on multiple factors.
Working with this group might be helpful in understanding ASD prevalence changes.

Parkinson Disease

C. Tanner

Parkinson’s disease is a relatively rare disorder that does not have a diagnostic test or definitive marker.
Symptoms occur later in life and share some features, such as cognitive decline, with other conditions
such as Alzheimer’s. The best diagnosis is a face-to-face exam. As with ASDs, population-based surveil-
lance is challenging and there have been changes in diagnostic criteria over time. Also similar to autism,
there are questions about the higher prevalence in males and differences by race. One example of exam-
ining diagnostic incidence trends of Parkinson’s is a study conducted in the Kaiser Permanente Medical
Care Program of Northern California (KPMCP). Researchers used active surveillance to examine electronic



medical records, physician referrals, and computerized databases to identify patients receiving services
in community settings. Researchers have identified increased incidence of Parkinson’s disease among
men and with increasing age, a pattern that has been seen in most populations world-wide. Patterns that
were suggested, but not supported by evidence, were higher incidence among Hispanics and the lowest
incidence among Blacks. Environmental and genetic risk factors have been associated with Parkinson’s
disease. At this point, there are few sources of data to examine population trends in Parkinson’s disease.
The CA Parkinson’s Disease Registry is a pilot effort to create a population-based database with active
ascertainment and case validation, but is active in only a few counties and no state funds are designated
to support the effort. Other efforts at population-based registries have been tried, but in these there is no
active mechanism for reporting. Advocacy groups support a national surveillance system for Parkinson’s
disease, but this has yet to be realized. Researchers are also examining conditions with similar symptoms
and/or risk factors to identify common biologic mechanisms. It may be useful to study prevalence chang-
es in other disorders with symptoms that overlap with ASDs and among adults.

Panel member discussion:

A panel member asked if there is a spectrum of conditions similar to ASDs. Dr. Tanner indicated that there
are similar clinical syndromes including Parkinsonism. Different disorders have different clinical features
and prognoses, but definitive diagnosis is post-mortem.

Asthma
M. King

Asthma is a highly prevalent chronic disease. Studies have shown persistent demographic differences in
prevalence, as well as health care use. Asthma surveillance relies on several national datasets to de-
termine prevalence and severity. One of these is the National Health Interview Survey (NHIS). Before
1997, the NHIS measured 12-month prevalence based on self-reports of “having asthma.” After 1997,
the NHIS measured prevalence by self-report of a “doctor’s diagnosis” of asthma and included lifetime,
past 12-months, and whether an attack occurred in past 12-months. The current measure of prevalence
is similar to the projected 12-month rate, and the prevalence is higher among children than adults with
racial differences observed as well. The Behavioral Risk Factor Surveillance System (BRFSS) allows state-
specific estimates of asthma and enables CDC to conduct an asthma call-back survey. The BRFSS allows
CDC to determine a population-based prevalence, as well as an at-risk—based rate. An at-risk—based rate
is the number of affected people within the population having certain risk factors. While asthma preva-
lence has increased over time, actual asthma attack rates have been relatively stable. The reasons for
overall prevalence increases are not known, but there are sociodemographic disparities in identification
and service use. Changes in survey measurement have affected asthma estimates.

Panel member discussion:

There was a question about the content of the call-back survey. Dr. King indicated this that this survey
provides a chance to find out more about health care needs and use, effects on quality of life, and other
information on the functional effect of asthma and service use related to asthma. Another question was
about the availability of linking asthma data with environmental factors such as air pollution. Dr. King
stated that data are not available to look at direct measures among individuals in the population over
time, but different datasets could be linked to conduct ecologic analysis of asthma survey data based on
residence and air quality, for example.

Schizophrenia

E. Susser
There are many parallels between schizophrenia and ASDs in the attempts to estimate incidence and
historical changes in incidence. With respect to schizophrenia and related psychoses, two landmark



World Health Organization (WHO) studies can be used to mark shifts in thinking about schizophrenia, as
well as about how studies of schizophrenia should be conducted. First, the International Pilot Study of
Schizophrenia (IPSS), conducted in the 1960s, was designed to determine if schizophrenia was a cultur-
ally bound disorder and if it was a “real” disorder (some people hypothesized that schizophrenia was a
social construction). The study used standardized criteria in a multinational study and many regions of the
world were included. Researchers found schizophrenia in all settings; that finding is still questioned, but
is supported by the findings of other types of studies. Second, the WHO “Ten Country Study” examined
whether the incidence and course of schizophrenia varied across sociocultural settings. The study also
had a novel design for determining incidence. It inaugurated the “first contact” design, now widely used
and considered a “gold standard”, in which researchers ascertain all people seeking help for a possible
psychosis for the first time, within a defined population.

Based on misinterpretation of the results of these (and other) studies, the prevailing summary of schizo-
phrenia from 1980 to about 2005 was that there was a lifetime risk of schizophrenia of 1%, and that this
figure remained constant over time and place. The current view on schizophrenia is different; it is clear
that the occurrence varies across populations and population subgroups, the clearest example being the
very high rates among some immigrants who are ethnic minorities (mainly documented among immi-
grant groups in the United Kingdom and Netherlands). This variation is not inconsistent with the results
of the WHO studies, but is inconsistent with the way these results were interpreted by most schizophre-
nia researchers and clinicians as showing constant rates overtime (not by the authors themselves, who
were cautious in their conclusions). The WHO studies were not designed to examine change over time.
Although other studies have attempted to examine change over time (e.g. registry studies), the results
have been inconsistent, and the data weak (e.g. due to changes in diagnostic practices and systems). As a
result, with the exception of one or two particular locations, we cannot at present draw conclusions as to
whether schizophrenia incidence has changed over time. The discrepancy between studies of the course
of schizophrenia, and interpretation of those results (again, not by the authors) is even more striking, but
| do not have time to elaborate on this during this presentation.

There are several important lessons learned from studies of schizophrenia that could be useful when ex-
amining changes in ASD prevalence. For example, with regard to the notion of “constant” incidence over
place and time, fixed thinking about schizophrenia was allowed to override the available data. The idea
that schizophrenia occurred worldwide and that there was at most a very modest variation in incidence
was accepted as true for a long time, and still taught in many psychiatry and other mental health profes-
sional training programs. This lesson is relevant to ASDs to help understand how to interpret ASD data.
There have been different waves of ideology which have influenced the way in which the data on inci-
dence of ASDs have been interpreted, and in particular, on whether they demonstrate a “true” increase
or not (“true” means over and above an increase due to changes in ascertainment and help-seeking). The
schizophrenia story helps one to recognize the power of ideology in the interpretation of such data, and
the need to be cognizant of it. He noted his personal view is that the data on whether there has been a
“true” increase in autism are simply inconclusive, but that the overall evidence favors the position that a
part of the increase is “true”.

Panel member discussion:

Panel members asked if there was a specific way in which those in the ASD field could learn from the
schizophrenia example? Dr. Susser responded that there have been different waves of ideology in how
autism and related conditions have been interpreted and people tend to look at data as either, “yes, there
has been an increase”, or “no, there has not been an increase”. It would be really helpful for those work-
ing with ASDs to not look through the data using those lenses, but to ask questions openly. Dr. Susser
further stated that we do not need to be committed to either position to use data to advocate and to
improve services. There was another question on subtypes of schizophrenia. Dr. Susser indicated that
subtypes typically have not been reliable over time. Dr. Susser also commented that if a disorder persists



over generations, we also should be consider examining if there are selective mutations occurring or
reframing to consider a selective advantage associated with the condition.

Simulation Studies
S. Galea

This presentation provided a brief overview of simulation studies as a method to understand prevalence
changes. Changes in ASD prevalence have been and continue to be an observed phenomenon, yet the
problem lies in identifying the causes for the changes. Causal models, including sufficient-component
cause models, can shed some light on the joint effects of multiple exposures. However, these models are
unable to consider timing in a dynamic way or connections between individuals. A possible solution is

to use complex systems models. Complex systems approaches are computational approaches that use
computer-based algorithms to model dynamic interactions between individuals within and across levels
of influence (such as social networks and neighborhoods) using simulated populations. Complex systems
models can incorporate multilevel determinants of population health, connections between individuals,
and patterns of feedback between exposures and outcomes over time.

An example of trying to understand health problems seen after disasters was presented using a type of
analytic strategy called “agent-based modeling” to predict changes among heterogeneous populations.
The goal was to model outcomes observed by varying the variables that might have contributed to the
observed pattern. There could have been several different sets of variables that produced the same out-
come. A lesson that might be important when examining reasons for ASD trends is that complex systems
models point to different possible explanations for observed phenomenon. However, they can be used
in conjunction with empirical data to narrow down possible explanations and can play a central role in
epidemiological analyses.




Open Comments

The workshop included presentations and discussions among panel members. However, the meeting was
open to anyone to register and attend in person or via webinar. Nonpanel members were able to provide
written comments before and after the workshop, as well oral statements during an open period of the
workshop. Comments included concern about increases in ASDs, the need to find out what has changed
in our environment, the larger than expected number of children and young adults with an ASD, and the
cost to society. Many of the public comments focused on concern about the role of vaccines in autism,
with disappointment expressed about the lack of research on vaccine safety. In particular, studies of vac-
cinated and unvaccinated children and mitochondrial disease were requested. In addition, concerns were
raised about the cumulative effect of the vaccine schedule and vaccine ingredients, as well as the need
to consider a child’s immune status prior to giving vaccinations. Suggestions were made for other studies
such as of young children’s development from birth to 2 years of age and to determine if there are spe-
cific subgroups of children with ASDs, such as those with gastrointestinal sensitivities. A man with an ASD
expressed the belief that it is possible to be successful with an ASD and offered himself as an example of
someone who once relied on public assistance, but is now successfully employed and lives independently.
He also expressed gratitude for CDC’s work in vaccine safety and satisfaction with receiving vaccines to
protect from known diseases. Other comments included frustration with the delays parents face in get-
ting a diagnosis of autism, despite bringing concerns to the attention of professionals. Other comments
included concern about non-scientific expertise among panelists and interest in the latest research find-
ings and plans for future research related to ASDs. Workshop organizers, panelists, and stakeholders were
asked to consider these comments when discussing priorities for evaluating changes in ASD prevalence.




Panel Session Summaries

The workshop featured four breakout panel discussions, with each panel asked to discuss questions
related to ASD prevalence. The panelists’ discussion, ideas, and suggestions were compiled by the panel
chairs. Panel members consisted of epidemiologists and scientists with experience in epidemiology and
surveillance of autism or other complex conditions and community stakeholders (representatives from
autism organizations, parents of children with an ASD, and adults with an ASD). Following is a summary of
the panel discussions and their ideas for addressing questions related to ASD prevalence trends.

Panel 1: Utility of ASD Preval Dat

Panel Chair: A. Singer
Panelists: C. Cunniff, W. Zahorodny, R. Kirby, M. Lopez, R. Grinker, D. Mandell*, L. Grossman¥*,
W. Dunaway, M. Rosanoff, J. Zimmerman, B. Mulvihill, J. Charles

*Invited participant unable to attend remotely or in-person at last minute due to unforeseen circumstances.

The discussion and questions addressed by Panel 1 focused on how ASD prevalence data are used in the
community by different stakeholders and sought to identify ways in which data collection and reporting
on the population prevalence and characteristics of people with an ASD could be further developed.

Q1. What does having ASD prevalence information do for stakeholders (parents, professionals, people
with an ASD, researchers, scientists, policy makers, service providers)?

The panelists indicated that ASD prevalence data are used to:
Empower the community, confirming what parents and educators experience
Drive public policy
Support the need for service provisions and development
Support the need for professional development and systems planning

« Support the need for additional research

At the community level, prevalence data have informed stakeholders about needed improvements in
identifying people with an ASD and helped direct research which may ultimately lead to information
about etiology. Similarly, the resulting increase in ASD awareness and knowledge among parents, care-
givers, and communities has increased the quality of social and behavioral descriptions by clinicians and
service providers when a child has been referred for an evaluation. This has resulted in parents being
more equipped to discuss concerns with professionals. Clinicians have found that having ASD prevalence
information increases awareness of the need to identify children and facilitates having a conversation
with parents about concerns. It also has provided information to help clinicians advocate for needed
resources for identification, referral, and intervention. Researchers have used prevalence data as justifica-
tion for etiologic and intervention research, and the increased awareness of ASD has increased their own
career choices to be engaged in meaningful work. Individuals with an ASD have also benefitted from ASD
prevalence data. Increased ASD awareness has resulted in positive community connections and increased
information has allowed them to help themselves and others understand their experience.

Prevalence data also have empowered communities by confirming what parents and educators have been
experiencing and providing evidence for robust advocacy. ASD prevalence estimates have provided a
starting point to assess service and support needs for individuals, families, and communities. On a policy
level, awareness of the Autism and Developmental Disabilities Monitoring (ADDM) Network has allowed
scientists and researchers, in some states, easier access to data sources and records for surveillance pur-
poses, thus increasing the accuracy of ASD estimates. Prevalence estimates also have informed policy ef-
forts to create an infrastructure to support children with an ASD (e.g., child care, intervention, education,
transition services); understand and address lifespan issues (e.g, housing training, employment, health



and wellness); drive public policy and programs (e.g., insurance coverage and health care legislation); and
support the need for service deployment, systems planning, and additional research funding.

Q2. How are stakeholders actually using ASD prevalence information?

ASD prevalence data are included at the beginning of many, if not most, research publications and grant
applications related to ASDs because they provide an estimate of the population-level effect of the condi-
tions. In particular, recent estimates indicating that ASDs are more common than previously thought have
motivated the need to better understand the course, causes, and supports related to ASDs. In addition to
putting the scope of need into perspective, recent ASD prevalence estimates have prompted some states
to pass mandatory reporting laws, establish autism task force groups or autism councils, pass legislation
affecting service provision, or offer grants to school districts for supplemental funding related to autism.
Examples of how states have used ASD prevalence data follow:

South Carolina used prevalence data to show the need for improving access to services when drafting
and passing insurance reform.

New Jersey passed laws related to ASDs and mandatory reporting, compelling insurance companies to
provide services and providing additional grants to schools.

+ Alabama appointed an autism coordinator for the state based on the effects of the prevalence data.

Q3. What types of ASD prevalence information and descriptions of the population are useful to stake-
holders?

For individuals, families, and communities, having ASD prevalence data that are applicable to more spe-
cific local areas and states can better inform advocacy and service planning efforts. ASD prevalence data
are population-based and are not easily applicable at the individual level. In addition to understanding
the population effects of ASDs, families and communities continue to seek ways of making the informa-
tion more relevant for their individual circumstances. Specific recommendations included:

« Improving communication with the community (e.g., families, individuals with an ASD, professionals,
policy makers, and researchers) to help put the prevalence data into context.

Providing more in-depth information on what an ASD diagnosis means for an individual across his or her
lifespan, and what support systems such an individual needs or will need.

Collecting and reporting data on functional level and effects of ASD, subtypes, developmental character-
istics, and associated conditions (in addition to overall ASD prevalence estimates).

Q4. What questions do stakeholders expect epidemiology and prevalence studies, in particular, to an-
swer?

The panel noted that community stakeholders want the data to be useful at the community and indi-
vidual levels. At the community level, ASD prevalence estimates can inform larger needs (identification,
supports, policy, and research). For the individual person, as suggested in Q3’s discussion, more detailed
data on functioning and characteristics would be helpful. Prevalence numbers should inform preparation
for the needs of a growing population. In addition to describing the population, prevalence studies could
provide a baseline for evaluating interventions and gauging service needs. Some panel members called
for more data on the link between prevalence and etiology. For example, would lower prevalence in some
areas or subgroups indicate potential protective mechanisms? Prevalence studies should be accompa-
nied by data collection on specific symptoms or biological measures, interventions, and trajectories over
time.



Panel Chair: L. Croen
Panelists: P. Shattuck, P. Bearman, M. Kogan, S. Visser, I. Hertz-Piciotto, L. Miller, A. Bakian, K. Van
Naarden Braun, L. Lee, T. Baroud, P. Bell, R. Etzioni, Y. Kim

Panel 2 discussed databases that exist to serve the administrative functions of tracking service use, or
were developed for specific studies. Although not designed to identify all children with an ASD among
the population, these databases might serve as useful tools for looking at trends in identification, char-
acteristics, and service use that will help explain population-based ASD prevalence trends. Some of the
databases or datasets noted that could be explored for examining administrative or reported prevalence
issues include:

All-Payer Claims Database (APCD; combines outpatient data from all claims databases)

California Department of Developmental Services (CA DDS) database

Department of Education/Individuals with Disabilities Education Act (IDEA) Child Count (also, Special Edu-
cation Longitudinal Study)

Hospital Discharge Data

Interactive Autism Network (IAN) survey

Kaiser Permanente® membership databases

Centers for Medicaid and Medicare Services (CMS)

National Health Interview Survey (NHIS)

National Survey of Children’s Health (NSCH)

National Survey of Children with Special Health Care Needs (NSCSHCN)
State registries (New Jersey, Utah, West Virginia)

Vaccine Adverse Event Reporting System (VAERS)

Q1. What are the top three immediate (within 1 to 2 years) priority analyses needed to understand ASD
trends using existing U.S.-based datasets?

Panelists discussed several analyses that could be pursued, including:

+ Conducting a life-course study of ASD identification, service use, and characteristics. Tracking life history
can help determine if the ways people come into the system are changing. Researchers could examine
first concerns and average age at first diagnosis, and what happens before and after an ASD diagnosis
occurs among those in successive birth cohorts. Kaiser Permanente® membership data could be used to
explore this.

Examining trends in comorbidities among children with ASDs over time and trends in the use of treat-
ments among parents over time. For example, a potential research question might include "Does survi-
vorship of a mental or physical iliness by parents (e.g., bipolar disorder) affect the trend in ASD preva-
lence among children? Kaiser Permanente® membership data or perhaps Medicaid data could be used to
explore this type of question.

« Examining behavioral screening data to investigate trends in ASD diagnosis over time. Potential data
sources could include the ADDM Network, as well as research programs, insurer databases, and primary
care practices that have administered developmental screening tests over time.

Examining trends in other behaviorally defined conditions (e.g., attention-deficit/hyperactivity disorder,
depression, and anxiety) in U.S. population-based datasets (e.g., the National Survey of Children’s Health).
This could be addressed by ADDM Network data (among children with an ASD).



Looking at ASD prevalence trends over time among different immigrant groups. This might inform trends
and prevalence rates in terms of eliminating certain risk factors. However, it is difficult to disentangle if
observed rates are lower among immigrants either because of immigrants’ lack of familiarity with the U.S.
health care system U.S. (including how it operates), or because of reluctance on the part of immigrants to
seek medical attention for developmental disorders, or both.

Further examining the respondents to national surveys who had at least one child ever diagnosed with
an ASD and who reported the child no longer had an ASD diagnosis at the time of the survey There is a
need to understand why some children may have been reported to have an ASD at one time, but not at
the time of the survey.

Q2. What are the top three next (within 3 to 5 year) priority analyses needed to understand ASD trends
using existing U.S.-based datasets?

Panelists discussed several potential analyses, including:

Conducting multilevel modeling with Special Education Child Count or other datasets. Enhanced analysis
might help answer questions regarding administrative prevalence trends in schools and communities.

Using Special Education Child Count data from both IDEA Part C Early Intervention for 0-3 year-olds and
IDEA Part B for 3-21 year-olds to track identification, services, and developmental trajectories at the indi-
vidual level.

Linking all-payer claims databases with state autism registries to track ASD diagnostic or billing codes,
along with additional billing and pharmaceutical claims, to provide information concerning comorbid
conditions.

Taking simulation-based approaches to data analysis, and evaluating the models using real data from
epidemiologic studies.

Using Medicaid data to examine trends over time in ASD and related diagnoses among those receiving
Medicaid services. Also, evaluate children longitudinally to examine changes in diagnoses and services.

Collaborating with the National Institute of Mental Health (NIMH) to better understand the factors as-
sociated with the persistence of parent-reported ASD diagnosis. (NIMH has partnered with the Health
Resources and Services Administration and the Centers for Disease Control and Prevention, and currently
is conducting a follow-up study of the NSCSHCN for families of children who were reported ever to have
had a diagnosis of an ASD.)

Q3. Can the existing data systems be enhanced (e.g., adding analyses, data collection) to better answer
questions about the changing ASD prevalence? if not, why not and what else is needed?

Panelists discussed several enhancements, including:

Enhancing use of Child Count Special Education Data by

» Documenting state differences in identifying children as eligible for autism special education services
and documenting the methodology for obtaining and reporting these data to make better sense of
special education data.

» Conducting studies to evaluate how children with autism are identified at schools.

» Enabling individual-level child data to be accessed for study purposes and pooled together.



Enhancing use of surveys by

» Conducting needed validation studies of parent-reported data.

» Exploring whether national surveys (e.g., National Immunization Survey, NHIS, NSCH, VAERS) could be
used to examine ASDs among vaccinated versus unvaccinated groups.

» Using national surveys to examine service use and needs.
» Adding questions to the IAN Survey to assess beliefs about causes of ASDs.
« Enhancing data access and coordination by

» Partnering with analytic powerhouses (e.g., Google) to develop new strategies to take advantage of
the huge amounts of data that will become available in upcoming years (e.g., data enhancements
from health care reform and electronic health records). This will require public and private partner-
ships.

» Making ASDs reportable conditions in more states. However, it was noted that making a condition
reportable does not improve the ahility to understand trends, but it is a useful method to establish
public health authority to collect additional data to track trends.

» Collaborating with the National Environmental Public Health Tracking Network (EPHTN) to potentially
access environmental risk factor and other environmental public health tracking data at the popula-
tion-level.

« Creating new data collections for
» Using qualitative methods to understand pathways to screening and diagnosis.

» Monitoring trends in ASD prevalence prospectively to rule out “artificial” factors. Consistently con-
duct developmental and ASD screening at given ages with diagnostic follow-up and documentation
of each step and outcomes.

» Developing methods to track the effects of information dissemination across parent networks via the
Internet or other social media.

Panel Chair: G. Dawson
Panelists: S. Galea, G. McGwin, O. Devine, A. Correa, M. Zack, P. Yoon, M. Maenner, J. Daniels, L. Schieve,
S. Pettygrove, M. Wingate, J. E. Robison, P. C. Marvin

The questions and discussion of Panel 3 focused on identifying immediate, next, and future priorities
for enhancing the data collection, analysis, and reporting of ASD prevalence and descriptive data by the
ADDM Network to betterunderstand trends.

Q1. What are the top three immediate (next 1 to 2 years) priority analyses needed to understand ASD
trends using existing ADDM Network data?

Panelists discussed the following priorities:

Conducting simulation studies to predict the anticipated course of ASD prevalence, informed by existing
ADDM Network data, by

» Identifying and using more complex, nuanced modeling approaches to simultaneously examine
multiple identification (intrinsic and extrinsic) and risk factors across cohorts (this will be challenging
because several factors are confounded).

» Using ADDM Network data to inform assumptions in simulation models of ASD prevalence trends.



Conducting analyses that will help explain variations in ASD prevalence across geography and subgroups

Providing information about risk factors related to parental age.

Examining data on ASD prevalence for disparities in identification to inform diagnostic and access to
service needs.

Comparing changes in ASD prevalence among children with more a narrowly defined autistic dis-
order diagnosis to with those with a broader ASD diagnosis, as autistic disorder might be less influ-
enced by increased public awareness.

« Using methods to maximize the number of children with an ASD in the population identified by the
ADDM Network by

»

Performing additional validation studies including direct screening and assessment at other ADDM
Network sites and using the results to enhance estimates of ASD prevalence. [Note that a valida-

tion study in the Atlanta site (Avchen et al,, 2010) found that the records-based approach had good
specificity but low sensitivity indicating that ADDM Network ASD case classifications are consistent
with clinical examination, but that some children with ASDs are not identified using current methods.
Therefore, ADDM Network prevalence estimates likely underestimate ASD prevalence.]

Q2. What are the top three (within 3 to 5 years) priority analyses needed to understand ASD trends us-
ing existing ADDM Network data?

Panelists discussed the following potential next priorities:

« Conducting analyses to better understand ASD prevalence trends and current and future needs of ado-
lescents and adults with an ASD by

»

Examining an older cohort to better understand the changes in prevalence over time. This could be
done by

* Surveying a previously-characterized cohort of 8-year-olds when they are older to determine
if prevalence estimates are the same in this cohort at older ages.

Identifying methods for estimating lifetime prevalence and characterizing developmental trajectories

by

* Examining how ASD symptom presentation may change across cohorts and individuals across
the lifespan.

* Identifying methods to examine the effects of early intervention and whether changing symp-
tom profiles may have on ASD prevalence estimates.

Conducting studies of ASD prevalence among adults by

* Identifying appropriate methods for characterizing ASD prevalence at different ages.

* Addressing the ethical concerns of identifying adults with an ASD who may not want that
classification.

* Characterizing outcomes and service and support needs.

Using ADDM Network data to better understand risk factors for ASDs by




* Recognizing that ADDM Network data might not be well-designed to examine risk factors
at the individual level; however, use the data to characterize whether some risk factors have
changed among the population and correlate to ASD prevalence changes.

Q3. Can the ADDM Network be enhanced to better answer questions about changing ASD prevalence?
If yes, how? If no, why not and what else is needed?

Panelists discussed building on the existing ADDM Network infrastructure by

Developing ways of better capturing the heterogeneity and complexity of ASD phenotypes.

Expanding ADDM Network dataset linkages to other datasets (e.g., health, education, service, environ-
mental data) to enrich data completeness and use for examining risk factors.

Collecting follow-up data on cohorts studied previously at later ages to better understand trends over
time and outcomes.

« Collecting more extensive data as part of ongoing surveillance using additional methods such as direct
screening and diagnostic confirmation to obtain the most complete estimates of ASD prevalence in the
u.S.

Panel 4 -What Else Is Needed To Understand ASD Trends?

Panel Chair: M. Durkin

Panelists: K. Crider, E. Susser, C. Lawler, C. Tanner, M. King, S. Shapira, D. Schendel, J. Nicholas,
W. McMahon, J. Constantino, C. Newschaffer, L. Perner, M. Blaxill, E. London, G. Windham,

K. Merikangas

Panel 4 engaged in an open discussion on some of the “big picture” issues related to understanding ASD
trends, including whether it is possible to fully understand reasons for ASD prevalence increases, ways to
move forward with collaborations and new methods, and what else could be done to improve the under-
standing of ASD trends.

Q1. Can the question of the relative contribution of identification or risk factors, or both, on ASD preva-
lence during the last 20 years be answered? If not, why not? If yes, what are the three primary ques-
tions that need to be addressed by epidemiology?

Panel members offered a range of perspectives on whether it will ever be possible to understand the rela-
tive contributions of identification and risk in increasing ASD prevalence. There was agreement that the
ASD prevalence is a huge public health problem and that many individuals and families are affected glob-
ally. Panel members did not agree about whether it was possible ever to understand fully all the reasons
behind increasing ASD prevalence. One panelist asserted that the question already has been answered:
Of course there has been an increase because there has an increase in the number of cases and autism is
an epidemic and needs to be treated as a public health emergency. Others noted that autism is a disor-
der of social behavior and that trends over time in its frequency are affected by corresponding changes
in social context, perceptions, awareness, knowledge, diagnostic practices, and availability of services.
However, there was a general sense that it is possible to move forward and to be more specific in docu-
menting potential reasons for ASD prevalence trends. Several challenges were mentioned, such as insur-
mountable measurement error, overlap and confounding of multiple identification and risk factors, and
poorly defined subtypes with limited information on biological underpinnings to explain phenotypes. It is
unlikely that prevalence trend data will explain the etiology of a complex set of conditions, such as ASDs,
but these data can identify clues for further mechanistic studies (e.g., increased risk by sex, geography,
and birth characteristics). By better understanding what causes autism, maybe we can understand the



increases in measured prevalence. In addition, panelists noted that we need more clarity on phenotypes,
expression across the lifespan, and trends in other conditions. Others thought that, although we might
not be able to use prevalence data to make discoveries about how to prevent or cure ASDs, we can use
prevalence data to assess needs and improve the lives of those affected by ASDs. This could lead to a
focus on services and figuring out how to improve identification and access to such services.

Q2. How can efforts to understand ASD trends be informed by other fields or conditions (e.g., com-
parison with other conditions, sharing methodology, analytic techniques, etc.)? How can that best be
accomplished?

Panelists discussed several potential collaborations, including:
+  Comparing ASD prevalence trends to trends in other neurodevelopmental disorders.

Collaborating with scientists investigating epigenetic effects in cancer and other fields to better under-
stand gene-environment interactions in neurodevelopment.

« Examining subgroups of children with an ASD (e.g., children with fragile X syndrome and ASD) to deter-
mine if there are specific risk factors that can be identified among these children with increased risk for
developing ASD.

Analyzing new bioinformatics and computational tools and approaches to better understand compli-
cated systems and interactions.

Conducting translational research because existing ASD criteria are not mapped to biology and etiology.
Translational investigators could help bridge the gap between diagnostic criteria and biology.

Q3. What else is needed to understand reasons for trends?

During the discussions for Questions 1 and 2, several propositions were made for better understanding
ASD prevalence trends, including:

Seeking public-private partnerships to support data collection, analyses, and usage of data.
Providing funding opportunities to encourage use of existing datasets.
+ Expanding use of analytic techniques for examining population trend data by
» Using modeling approaches to supplement observed data.
» Comparing multiple identification and risk factors that might contribute to prevalence changes.
+ Expanding ASD prevalence efforts to include very young children and adults.

« Understanding patterns in ASD prevalence among subgroups (e.g., subtypes, males and females, geo-
graphic variation, comorbidities) to evaluate whether changes likely are due to identification or risk fac-
tors:

Expanding the methodology for looking at ASD prevalence by

» Developing methods to conduct cross-sectional studies across successive birth cohorts that simulta-
neously ascertain parent-reported descriptions of developmental characteristics, intellectual func-
tioning, ASD and comorbid symptoms, research diagnosis (categorical or observational), community
diagnoses, and family characteristics (sibling recurrence).

Understanding and improving ASD identification by
» Measuring ASDs dimensionally and quantifying the traits that make up the ASDs.



» Measuring any overlap with other conditions and typical development, determining if is there a con-
tinuum of symptoms.

» Improving tools for culturally sensitive screening and case confirmation among large populations.

» Developing methods for measuring disability and monitoring functional limitations in individuals
with ASD.

» Using data on identification of ASDs to identify gaps and improve community practice.

Improving community engagement and communication between individuals and families affected by
autism, professionals providing services for people with autism, researchers, and policy makers by

» Fostering broader understanding of the strengths and challenges associated with ASDs so people
with ASDs have access to the community.

» Utilizing ASD prevalence estimates to develop programs and practices that support the positive
development of people with ASDs.

» Realizing that autism is not an academic issue for the many individuals and families affected by ASD,
and listening to the concerns of parents of children and individuals with an ASD.

» Sharing information with leadership and policy makers to respond to this health crisis.

Making sure public health is part of the Interagency Autism Coordinating Committee (IACC) Strategic
Plan and input is sought from a range of stakeholders via annual research plan updates.

Noting that, while trends are important, understanding them might require a better understanding of the
etiology and heterogeneity of autism, as well as changes over time in diagnostic practices. These goals
can be achieved by

» Advancing basic science on biologic and environmental mechanisms.

» Increasing the types of study methods used in research and service studies such as

* Conducting prospective studies that examine biology, phenotypes, identification patterns,
and service needs and use.




Appendix A:
Workshop Agenda

Workshop on U.S. Data to Evaluate Changes in the Prevalence
of the Autism Spectrum Disorders (ASDs)

Co-Sponsored by the National Center on Birth Defects and Developmental Disabilities,
Centers for Disease Control and Prevention (CDC) and Autism Speaks

Tuesday, February 1, 2011

Location: Centers for Disease Control and Prevention,
Tom Harkin Global Communications Center, 1600 Clifton Road, N.E., Atlanta, Georgia

Building 19, Auditorium B1/B2

7:30-8:00. ...........o..oollL Check-in
8:00-8:05. ... Welcome — C. Boyle and G. Dawson
8:05-10:00. .................... Background and purpose

- What do we know about ASD prevalence? — M. Yeargin-Allsopp
» General summary of ASD prevalence
» Framework for this meeting — C. Rice
» What might be influencing temporal patterns in prevalence?
* Intrinsic Identification — methodology/measurement
* Extrinsic Identification - (awareness and classification)
* Risk — (multiple biologic and environmental)
» Questions to address (For U.S. service data, ADDM, and the field, more generally)
* What we can do now? (analysis with existing data)
* What should we do next? (building on existing data systems)
* What else is needed? (analyses, data collection, others)

+ 8:30-8:45. ........ A mode for assessing the contribution of various risk factors to recent ASD prevalence
increase in the U.S. — L. Schieve

» Examples using selected prenatal and perinatal risk factors.
» 8:45-9:00. ........ ASD genetic variation and gene-environment interaction — K. Crider

+ 9:00-9:45. ........ Examples of analyses in progress from the Autism and Developmental Disabilities
Monitoring (ADDM) Network

» ADDM Network Overview — C. Rice
» Changes in ASD diagnostic criteria
» Parental age, dx age, SES — M. Durkin
* Hypothesis
* Methods
* Findings
* What else could be done to understand ASD trends using this dataset?
* What else could be done to understand ASD trends?



10:00-10:50. ..........ccon. ASD Trends: U.S. single source datasets (ED and CA DDS data)

+ U.S. Special Education Data — P. Shattuck
« CA DDS Data — |. Hertz-Picciotto, P. Bearman
» Brief overview of evidence of prevalence changes.

» What factors contribute to the change in prevalence over time? (is it possible to distinguish the
relative contribution of various intrinsic identification, extrinsic identification, and/or risk factors
influencing prevalence change?)

» What are the strengths/limitations of these approaches?
» What else could be done to understand ASD trends using this dataset?
» What else is needed to understand ASD trends?

10:50=11:05.. :...ooovesioniiia Break

121:05-12:30.. . covissirivvin Lessons from other conditions and analytic methodologies

» Cancer — R. Etzioni
« Parkinson’s — C. Tanner
+ Asthma — M. King
« Schizophrenia — E. Susser
« Simulation Studies — S. Galea
Given a change in prevalence/ incidence, what has been done to understand the reason(s)?

« Brief overview of evidence of prevalence changes.

» What factors contribute to the change in prevalence over time? (is it possible to distinguish the relative
contribution of various intrinsic identification, extrinsic identification, and/or risk factors influencing
prevalence change?)

- What are the strengths/ limitations of these approaches?

+ What lessons may be important when looking at reasons for ASD trends?

12:30-1:00. ..............cooonee. Open Comment
100=1:20: :oooiov i Pick up lunch and transition to Panel Breakouts
1:20=2:45. connmasiing Panel Discussion Breakouts

Panel 1 - Utility of ASD Preval o tion (R 117)

Panel Chair: A. Singer

Recorder: C. Arneson
Panelists: C. Cunniff, W. Zahorodny, R. Kirby, M. Lopez, R. Grinker, D. Mandell*, L. Grossman*,
W. Dunaway, M. Rosanoff, J. Zimmerman, B. Mulvihill, J Charles

+ What does having ASD prevalence information do for stakeholders (parents, professionals, people with




ASD, policy makers, service providers)?
« How are stakeholders actually using ASD prevalence information?

« What types of ASD prevalence information and descriptions of the population are useful to stakehold-
ers?

« What questions do stakeholders expect epidemiology and prevalence reports, in particular, to answer?

Panel 2 - Other US-Based ASD Data (Room 255)
Panel Chair: L. Croen

Recorder: L. King
Panelists: P. Shattuck, P. Bearman, M. Kogan, S. Visser, I. Hertz-Piciotto, L. Miller, A. Bakian, K. Van
Naarden Braun, L. Lee, T. Baroud, P. Bell, R. Etzioni, Y. Kim

+ What are the top 3 immediate (1-2 year) priority analyses needed to understand ASD trends using exist-
ing US-based datasets?

+ What are the top 3 next (3-5 year) priority analyses needed to understand ASD trends using existing US-
based datasets?

« Can these data systems be enhanced (analyses, data collection, others) to better answer questions about
changing prevalence of ASDs? If yes, how? If no, why not and what else is needed?

Panel 3 - ADDM Network Data (Room 257)
Panel Chair: G. Dawson

Recorder: K. Phillips
Panelists: S. Galea, G. McGwin, O. Devine, A. Correa, M. Zack, P. Yoon, M. Maenner, J. Daniels, L. Schieve,
S. Pettygrove, M. Wingate, J. E. Robison, P. C. Marvin

+ What are the top 3 immediate (1 -2 year) priority analyses needed to understand ASD trends using exist-
ing ADDM data?

- What are the top 3 next (3-5 year) priority analyses needed to understand ASD trends using existing
ADDM data?

« Can the ADDM Network be enhanced (analyses, data collection, others) to better answer questions
about changing prevalence of ASDs? If yes, how? If no, why not and what else is needed?

Panel 4 -What else could be done to understand ASD Trends?
(Room B1/B2)

Panel Chair: M. Durkin

Recorder: R. Fitzgerald
Panelists: K. Crider, E. Susser, C. Lawler, C. Tanner, M. King, S. Shapira, D. Schendel, J. Nicholas,
W. McMahon, J. Constantino, C. Newschaffer, L. Perner, M. Blaxill, E. London, G. Windham, K. Merikangas

+ Can the question of the relative contribution of identification and/or risk factors on ASD prevalence in
the last 20 years be answered?

» If not, why?
» If yes, what are the 3 primary questions which need to be addressed by epidemiology?

+ How can the ASD field work with other fields / conditions to evaluate trends (comparison to other condi-
tions, sharing methodology, analytic techniques, etc.)? How best can that be accomplished (give specific
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conditions with possible analyses/activities)?

» What else is needed for the ASD larger field to understand reasons for trends?

2:45-3:00. ..poiiaans Break

3:00-5:00. ...................... Report from Each Panel (Aud A)
Facilitator: P. Yoon
« 3:00-4:45. ...... For Panel 1,2, 3,and 4
» 10 minute summary report for each panel
» 15 minute Larger Panel Discussion
+ 4:45-5:00. ........ Meeting adjournment




Appendix B:
Panelist Biographies

Amanda V. Bakian, MS, PhD, is the epidemiologist and data manager for the Utah Registry of Autism and
Developmental Disabilities (URADD) and the Utah ADDM Network site. She has collaborated on a variety

of research studies investigating the prenatal, perinatal, neonatal, socio-demographic, and environmental
risk factors associated with ASDs and intellectual disabilities.

Thaer Baroud, BSN, MA, MHSA, is a senior epidemiologist with the Arkansas comprehensive tobacco
control program and he is the epidemiologist for the Arkansas ADDM Network site. He has worked as an
epidemiologist at the Arkansas Center for Health Statistics.

Peter Bearman, PhD, is the Director of the Lazarsfeld Center for the Social Sciences, the Cole Professor

of Social Science, and Co-Director of the Health & Society Scholars Program at Columbia University. He is
currently investigating the social determinants of the autism epidemic. He has researched topics includ-
ing adolescent sexual networks, networks of disease transmission, genetic influences on same-sex prefer-
ence, and historical sociology.

Peter Bell, MBA, is Executive Vice President for Programs and Services at Autism Speaks and the father of
a son with autism. He oversees the foundation’s government relations and family services activities and
also serves as an advisor to the science division. Mr. Bell was president and CEO of Cure Autism Now fol-
lowing a marketing career at McNeil Consumer & Specialty Pharmaceuticals, a member of the Johnson &
Johnson family of companies.

Mark Blaxill, MBA, is the father of a daughter with autism, editor-at-large for Age of Autism, a director of
SafeMinds, and a frequent speaker at autism conferences. He writes often on autism, science, and public
policy. In his professional career, he is managing partner for 3LP Advisors, an advisory firm focused on
intellectual property transactions.

Coleen A. Boyle, PhD, MSHyg, is the Director of the National Center on Birth Defects and Developmental
Disabilities (NCBDDD) at CDC. She has worked on public health issues such as agent orange and cancer.
Her interest and expertise is in the epidemiology and prevention of birth defects and developmental dis-
abilities.

Jane Charles, M D, is a Developmental-Behavioral Pediatrician in the Department of Pediatrics at Medical
University of South Carolina. Her areas of specialization are in the fields of ASDs and intellectual disabili-
ties. For the past ten years, she has been Co-Principal Investigator for the South Carolina ADDM Network
site.

Prisca Chen Marvin, JD, is the mother of a daughter with autism, a member of the Visiting Committee
at Massachusetts Institute of Technology’s Brain and Cognitive Science Department, a board member
of REACH at the University of lowa, and a Member of the Executive Council of the Associates of the Yale
Child Study Center.

John N. Constantino, MD, is the Blanche F. Ittleson Professor of Psychiatry and Pediatrics at Washington
University, Associate Director of a Eunice Kennedy Shriver Intellectual and Developmental Disabilities
Research Center at the Washington University School of Medicine, and Director of the School’s Division
of Child Psychiatry. In addition to his role as Principal Investigator of the Missouri ADDM Network site, he
leads a federally-funded program in autism research that is centered on a prospective longitudinal study
of sibling pairs in families affected by autism.

Adolfo Correa, MD, MPH, PhD, is a Medical Officer and Birth Defects Surveillance Team Lead with the
CDC’s National Center on Birth Defects and Developmental Disabilities, Birth Defects Branch. He has
worked extensively with the Metropolitan Atlanta Congenital Defects Program (MACDP). His current
work focuses on surveillance of congenital heart defects and on the epidemiology of maternal diabetes
and birth defects.



Krista S. Crider, MA, PhD, is a Geneticist with the CDC’s National Center on Birth Defects and Develop-
mental Disabilities, Pediatric Genetics Team. She has worked on epigenetics changes in DNA methylation
and folic acid supplementation, antibiotic use and the risk of birth defects, trends in trisomies, and genet-
ics of preterm birth among other projects with the National Birth Defects Prevention Study, Metropolitan
Congenital Defects Program, and the China collaboration.

Lisa A. Croen, PhD), is a Senior Research Scientist and the Director of the Kaiser Permanente® Autism
Research Program. Currently, she is leading or collaborating on several federally funded autism studies,
including the Study to Explore Early Development (SEED), the Early Autism Risk Longitudinal Investigation
Study (EARLI), the Early Markers for Autism Study (EMA), the California Autism Twins Study (CATS), and
the Mental Health Research Network Autism Registry project.

Christopher Cunniff, MD, FACMG, FAAP, is a Professor of Pediatrics and Chief of the Section of Medical
and Molecular Genetics at the University of Arizona, College of Medicine. His research focuses on public
health genetics and the surveillance of developmental disabilities including ASDs, intellectual disability,
muscular dystrophy, and fetal alcohol syndrome.

Julie Daniels, PhD, is a pediatric epidemiologist and Associate Professor in the Department of Epidemi-
ology and Maternal and Child Health at University of North Carolina at Chapel Hill. She is the Principal
Investigator of the North Carolina ADDM Network site and the CDC’s Study to Explore Early Development
(SEED) North Carolina site since 2002. Her research focuses on perinatal exposures, specifically nutrition
and environmental exposures that may be associated with child health and development.

Geraldine Dawson, PhD, is Chief Science Officer for Autism Speaks, Research Professor of Psychiatry at
the University of North Carolina at Chapel Hill, Adjunct Professor of Psychiatry at Columbia University, and
Professor Emeritus of Psychology at University of Washington. She is a licensed clinical psychologist who
has published extensively on autism, focusing on early detection and intervention and early patterns of
brain dysfunction.

Owen Devine, PhD, is a Mathematical Statistician with the CDC’s National Center on Birth Defects and
Developmental Disabilities. He provides guidance on the analysis of epidemiologic data related to birth
defects and developmental disabilities. His areas of interest included Bayesian methods, missing and
miss measured data, and the interface of mathematical modeling and statistical techniques as applied to
public health.

Wolf E. Dunaway works for the federal government as an Information Technology Specialist. He speaks at
various colleges, universities, and symposiums on issues associated with autism and other disabilities and
helps others better understand childhood autism through his own autism life experiences.

Maureen Durkin, PhD, DrPH, is a Professor of Population Health Sciences and Pediatrics and Waisman
Center Investigator at the University of Wisconsin-Madison and the Principal Investigator of the Wiscon-
sin ADDM Network site. She is an epidemiologist specializing in population-based studies of the frequen-
cy, prevention, antecedents, and consequences of developmental disabilities.

Ruth Etzioni, PhD, is a biostatistician and a full member at the Fred Hutchinson Cancer Research Center
in Seattle. She studies population trends in prostate cancer incidence and mortality and is one of the
principal investigators on the National Cancer Institute’s Cancer Intervention and Surveillance Modeling
Network. She is currently adapting models for use in policy development for PSA screening.

Sandro Galea, MD, MPH, DrPH, is a physician, epidemiologist, and the Anna Cheskis Gelman and
Murray Charles Gelman Professor and Chair of the Department of Epidemiology at Columbia University’s
Mailman School of Public Health. He has conducted large population-based studies in several countries,



and his primary research has been on the causes of mental disorders, substance abuse and on the role of
traumatic events in shaping population health.

Roy Richard Grinker, PhD, is Professor of Anthropology at the George Washington University and editor-
in-chief of The Anthropological Quarterly. He has published on topics such as the ethnic conflict in central
Africa, intellectual history of African Studies, north-south Korean relations, and autism. He was a collabo-
rator on a prevalence study of autism in South Korea and is a Co-Investigator on an NIMH-funded project
entitled “Early Social Communication Characteristics of ASD in Diverse Cultures in the US and Africa”.

Lee Grossman®, CAE, was the President and CEO of the Autism Society of America through early 2011
and the father of a son with autism. He has more than 20 years of experience with autism related issues,
notably autism services and supports, adult issues, education, and research. He has served on nhumerous
government and non-government advisory boards related to autism. Mr. Grossman has owned and oper-
ated a small business specializing in marketing, distribution, and consulting for medical manufacturers
throughout the Pacific Basin.

Irva Hertz-Picciotto, PhD, is a Professor of Health Sciences at the University of California, Davis. She has
published extensively on the effects of environmental exposures on pregnancy and child development.
She is the Principal Investigator of CHARGE (Childhood Autism Risks from Genetics and Environment)
Study, the first large, comprehensive population-based study of environmental factors in autism, and
MARBLES (Markers of Autism Risk in Babies — Learning Early Signs), to search for early biologic markers
that will predict autism.

Young Shin Kim, MD, MPH, PhD, is a researcher at Yale University. Her major research efforts focus on
school bullying, the epidemiology of childhood onset neuropsychiatric disorders, and the genetic epide-
miology of childhood onset neuropsychiatric disorders. She was the lead author on an epidemiological
study of ASD prevalence in South Korea.

Michael King MSW, PhD, is a Commander in the US Public Health Service and an epidemiologist with the
CDC’s National Center for Environmental Health, Division of Environmental Hazards & Health Effects, Air
Pollution and Respiratory Health Branch. His research has focused on using national surveys to monitor
asthma-related morbidity, health-service use, and other respiratory health outcomes, including uninten-
tional carbon monoxide poisoning.

Russell S. Kirby, PhD, MS, FACE, is Professor and Marrell-endowed Chair in the Department of Communi-
ty and Family Health, College of Public Health, University of South Florida. He is a pediatric and perinatal
epidemiologist with extensive experience in population health informatics and public health surveillance
of birth defects and developmental disabilities and has been involved with the ADDM Network since
2002.

Michael D. Kogan, PhD, is Director of the Office of Epidemiology, Policy, and Evaluation for the US Health
Resources and Services Administration’s Maternal and Child Health Bureau. He also directs the US Nation-
al Surveys of Children’s Health and the National Surveys of Children with Special Health Care Needs. He
has published over 100 articles and book chapters on numerous topics in pediatric and perinatal epide-
miology, including the prevalence of ASDs, as well as the health care experiences of families with children
who have an ASD.

Cindy Lawler, PhD, is a Program Director in the Division of Extramural Research and Training at the Na-
tional Institute for Environmental Health Sciences (NIEHS), one of the National Institutes of Health. She
is the NIEHS representative for extramural autism activities; this includes responsibilities as a program
official for the NIH-funded Early Autism Risk Longitudinal Investigation (EARLI) study.



Li-Ching Lee, PhD, 5cM, is a Research Scientist with the Department of Epidemiology at the Johns Hop-
kins Bloomberg School of Public Health at the Johns Hopkins University. She has a background is in psy-
chiatric epidemiology and a research interest in developmental disabilities in the US, China, and Taiwan.
She has been involved with Maryland ADDM Network site since early in its inception and is currently the
Principal Investigator.

Eric London, MD, is trained as a general psychiatrist and has a son with autism. He and his wife started
the National Alliance for Autism Research (NAAR) in 1994, which later merged with Autism Speaks. He
now serves on the Board of the Autism Science Foundation. Dr. London was the Director of the Autism
Treatment Laboratory at the New York State Institute for Basic Research, and is now the Research Director
at the the Center for Discovery in Harris, New York. His primary interests are in very early identification of
autism and creating novel methods for autism treatment research.

Maya Lopez, MD, is a Developmental-Behavioral Pediatrician and Assistant Professor in the Develop-
mental-Behavioral and Rehabilitative Pediatrics in the Department of Pediatrics College of Medicine at
University of Arkansas Medical Sciences. She is the current Principal Investigator on the Autism Treatment
Network (ATN) Grant for her institution and is Co-Principal Investigator for the Arkansas ADDM Network
site.

David S. Mandell*, ScD, is Associate Professor of Psychiatry and Pediatrics at the University of Penn-
sylvania School of Medicine, an Associate Director of the Center for Mental Health Policy and Services
Research, and Associate Director of the Center for Autism Research at The Children’s Hospital of Phila-
delphia. The goal of his research is to improve the quality of care individuals with autism receive in their
communities.

Matthew Maenner is a PhD candidate at the University of Wisconsin and works as an epidemiologist and
data manager for the Wisconsin site of the ADDM network. He is currently funded by the Autism Science
Foundation to explore the phenotypic heterogeneity of autism and its relationship to early identification.

Gerald McGwin, PhD, is a Professor and Vice Chairman in the Department of Epidemiology in the School
of Public Health at the University of Alabama at Birmingham. He is an associate editor for the American
Journal of Epidemiology, and has a lengthy and distinguished scientific reputation as a researcher, having
authored or co-authored over 300 peer-reviewed manuscripts, with an emphasis on injury and ophthal-
mic epidemiology.

William M. McMahon, MD, is the Chairman of the Department of Psychiatry and a Professor of Psychia-
try, Pediatrics, Psychology and Educational Psychology at the University of Utah. His research interests
include the genetics and epidemiology of autism, Tourette’s Disorder, nicotine addiction, and suicide. He
is a Senior Investigator for the Autism Genome Project and is currently Principal Investigator of an Autism
Speaks funded follow-up study of the Utah Autism Studies sample.

Kathleen Ries Merikangas, PhD, is a Senior Investigator and Chief of the Genetic Epidemiology Branch in
the Intramural Research Program at the National Institute of Mental Health (NIMH). Her research inter-
ests have included clinical research on affective disorders and genetic epidemiology.

Lisa Miller, MD, MISPH, is the director of the Disease Control and Environmental Epidemiology Division
at the Colorado Department of Public Health and Environment. She is the Co-Principal Investigator of
the CDC-funded Colorado sites of the ADDM Network site and the Study to Explore Early Development
(SEED). She currently directs epidemiologic programs concerning communicable diseases, environmental
health, autism, and muscular dystrophy.



Beverly Mulvihill MEd, PhD, is currently an Associate Professor in the Department of Health Care Orga-
nization and Policy and a Research Scientist with the Civitan International Research Center at the Univer-
sity of Alabama at Birmingham. She has been Principal Investigator or Co-Principal Investigator of the
Alabama ADDM Network site since 2008. Her research interests include child development; children with
and at-risk for disabilities, especially autism spectrum disorders; and early identification, intervention,
and inclusion for children in need of special services.

Craig Newschaffer, PhD, is Professor and Chairman of the Department of Epidemiology and Biostatistics
at Drexel University School of Public Health. He leads an NIH-funded EARLI Study, which is designed spe-
cifically to study pre, peri- and neonatal autism risk factors and biomarkers. He is also a Principal Investi-
gator on other major autism epidemiology initiatives. Prior to focusing his research on autism, he worked
extensively in cancer epidemiology.

Joyce S. Nicholas PhD, is an Associate Professor in the Medical University of South Carolina’s Department
of Medicine, Division of Biostatistics and Epidemiology, with a dual appointment in the Department of
Neurosciences. She specializes in neuro-epidemiology, in particular neurodevelopmental and other neu-
rologic conditions. She is a Co-Principal Investigator for the South Carolina ADDM Network site.

Lars Perner, PhD, is an Assistant Professor of Clinical Marketing at the Marshall School of Business of the
University of Southern California. His research interests focus on consumer behavior, “win-win” deals,
non-profit marketing, and autism subtypes. He currently serves as Chair of the Panel of Persons on the
Spectrum of Autism Advisors for the Autism Society.

Sydney Pettygrove, PhD, is an Assistant Professor of Epidemiology, College of Public Health, at the Univer-
sity of Arizona, Tucson. She primarily works on the effects of environmental and occupational exposures
on reproductive outcomes including birth defects and developmental disabilities. She is the Co-Principal
Investigator of the Arizona ADDM Network site.

Catherine E. Rice, PhD, is an Epidemiologist with CDC’s National Center on Birth Defects and Develop-
mental Disabilities, Developmental Disabilities Branch and has worked with people with an ASD through
teaching, diagnostic assessment, intervention, training, and research. She has been a lead scientist with
the ADDM Network since 2001. She works on public health programs related to autism with specific
interests in early identification, diagnosis, prevalence, and risk factors for autism.

John Elder Robison is a self-identified “free range” Aspergian male. He is the founder of a specialty auto-
mobile company, pioneered specialty guitars for the band KISS, and worked on some of the first talking
toys for Milton Bradley. He serves as adjunct faculty in the department of Communication Sciences and
Disorders at EIms College in Massachusetts and has served on several national autism science boards as a
community member. He is the author of Look Me in the Eye: My life with Asperger’s.

Michael Rosanoff, MPH, is the Associate Director of Public Health Research and Scientific Review for
Autism Speaks. He is a member of Autism Speaks etiology team and manages the organization’s epide-
miology and public health research grants. He is also the staff lead in overseeing the International Autism
Epidemiology Network (IAEN) and is part of the development team for the Global Autism Public Health
Initiative (GAPH).

Diana E. Schendel, PhD, is Lead Health Scientist and Epidemiology Team Lead with the CDC’s National
Center for Birth Defects and Developmental Disabilities, Developmental Disabilities Branch. She serves as
Principal Investigator for the Centers for Autism and Developmental Disabilities Research and Epidemiol-
ogy (CADDRE) which includes the Study to Explore Early Development (SEED). She is Project Lead for the
International Collaboration for Autism Registry Epidemiology (iCARE). Her research interests include risk
factors for cerebral palsy and autism.



Laura A. Schieve, PhD is an Epidemiologist with the CDC’s National Center on Birth Defects and Develop-
mental Disabilities, Developmental Disabilities Branch. Dr. Schieve is one of the Principal Investigators on
the CDC'’s Study to Explore Early Development (SEED). Her current research includes prevalence of autism
and other developmental disabilities, maternal and perinatal risk factors for developmental disability,
health care needs and family functioning in families with a disabled child, and epidemiologic methods for
assessing maternal and child risk factors in populations.

Stuart K. Shapira, MD, PhD, is a Medical Officer with CDC’s National Center on Birth Defects and Devel-
opmental Disabilities, Pediatric Genetics Team. He is an investigator on the CDC Study to Explore Early
Development (SEED). His current interests include birth defects epidemiologic research, dysmorphology
of autism, gene and nutritional interactions for adverse reproductive outcomes, and newbaorn screening.

Paul T. Shattuck, PhD, is an Assistant Professor at the George Warren Brown School of Social Work at
Washington University in St. Louis. Dr. Shattuck conducts research aimed at improving systems of care
and services for people with autism and their families. He is especially interested in two key service tran-
sitions: getting a diagnosis in early childhood and exiting high school in adolescence.

Ezra Susser, MD, DrPH, is Professor of Epidemiology and Psychiatry at Columbia University. Dr. Susser
heads the Imprints Center for Genetic and Environmental Lifecourse Studies, a collaborative birth cohort
research program in which epidemiologists seek to uncover the causes of a broad range of disease and
health outcomes, including psychiatric and neurodevelopmental disorders, obesity, cardiovascular dis-
ease, reproductive performance, and breast and ovarian cancers. His own studies focus on schizophrenia
and autism.

Alison Singer, MBA, is Co-Founder and President of the Autism Science Foundation, a not-for-profit orga-
nization that funds autism research and serves to increase awareness of ASDs and the needs of individu-
als and families affected by autism. She has been very involved in advocacy for autism as the mother of

a child with autism and legal guardian of her adult brother with autism. She spent 14 years at CNBC and
NBC in a variety of positions, including vice president of programming in NBC’s cable and business devel-
opment division and as a producer. Ms. Singer has served on several research, advocacy, and government
advisory boards for autism.

Caroline M. Tanner, MD, PhD, FAAN, is Director of Clinical Research at the Parkinson’s Institute in Sunny-
vale, California, a Visiting Professor at Xuan Wu Hospital and Capital University in Beijing, China, and an
Adjunct Professor in the Department of Health Research and Policy at Stanford University. Her current
research includes epidemiologic investigations of the genetic and environmental determinants of Parkin-
son’s disease, multiple system atrophy, dystonia, Huntington’s disease and essential tremor in a variety of
populations in the US.

Kim Van Naarden Braun, PhD, is an Epidemiologist with the CDC’s National Center on Birth Defects and
Developmental Disabilities, Developmental Disabilities Branch and with the New Jersey Department of
Health and Senior Services. She is the Principal Investigator for the Metropolitan Atlanta Developmental
Disabilities Surveillance Program (MADDSP) and also serves an epidemiologist for the ADDM Network and
the ADDM Cerebral Palsy Network. Research interests include developmental disabilities, perinatal epide-
miology, genetic epidemiology, environmental health, and child health and development.

Susanna Visser, MS, is the lead Epidemiologist with the CDC’s National Center on Birth Defects and De-
velopmental Disabilities, Child Development Studies Team. Her current research interests include popula-
tion-based epidemiological studies of neurobehavioral and mental health conditions, including ADHD and
Tourette Syndrome, medication treatment among youth with ADHD, and factors associated with ADHD
medication treatment.



Gayle Windham, PhD, is a Research Scientist and Chief of the Epidemiological Surveillance Section at the
California Department of Public Health in the Division of Environmental and Occupational Disease Con-
trol. She currently works with the Centers for Autism and Developmental Disabilities Research (CADDRE)
team and is the lead investigator on a study of early ASD prevalence in California. Her areas of research
and expertise include children’s health in relation to environmental risk factors, pregnancy outcomes such
as spontaneous abortion and fetal growth, and other aspects of reproductive health including puberty,
infertility, and menstrual function.

Martha S. Wingate, DrPH, is an Assistant Professor at University of Alabama at Birmingham in the Depart-
ment of Health Care Organization and Policy. She is the Co-Principal Investigator of the Alabama ADDM
Network site. Much of her work focuses on preterm birth, fetal and infant mortality, racial and ethnic
disparities in birth outcomes, and health policies related to pregnancy and infant health.

Marshalyn Yeargin-Allsopp, MD, is a Medical Epidemiologist and Branch Chief with the CDC’s National
Center on Birth Defects and Developmental Disabilities, Developmental Disabilities Branch. She designed
and implemented the first U.S. population-based study of developmental disabilities in school-age chil-
dren in an urban area, which has served as the basis for the ADDM Network and the Centers for Autism
and Developmental Disabilities Research and Epidemiology (CADDRE). She has presented internationally
and published extensively on the epidemiology of developmental disabilities, including autism and cere-
bral palsy.

Paula Yoon, MPH, ScD, is currently the Team Lead for the Health Services Research and Registries Team
in the Division for Heart Disease and Stroke Prevention, Epidemiology and Surveillance Branch. She is also
leading an initiative to establish a National Cardiovascular Disease Surveillance System. She is the Chair of
the Surveillance Science Advisory Group at CDC and is spearheading an effort to develop an agency-wide
surveillance report to track the impact of health care reform on prevention in health care.

Matthew Zack, MD, is a Medical Epidemiologist with the CDC’s National Center for Chronic Disease Pre-
vention and Health Promotion, Division of Adult and Community Health, State Support, Arthritis, Epilepsy,
& Quality of Life Branch. He has worked extensively on issues related to chronic diseases and environ-
mental health.

Walter Zahorodny, PhD, is a clinical psychologist and Assistant Professor of Pediatrics at the New Jersey
Medical School. He has over twenty years of experience in pediatric neurodevelopment and is the Princi-
pal Investigator of the New Jersey ADDM Network site for population-based ASD surveillance system. He
is a founding member of the New Jersey Medical School Autism Center and was instrumental in develop-
ment of the New Jersey Governor’s Council on Medical Research and Treatment of Autism.

Judith Pinborough Zimmerman, PhD, CCC, is an Assistant Professor in the Department of Psychiatry

at the University of Utah. She is the for the Utah Registry for Autism and Developmental Disabilities
(URADD) and the Principal Investigator for the Utah ADDM Network site. She is particularly interested in
the utility of ASD prevalence data for state Maternal and Child Health Programs.

RECORDERS
Carrie Arneson, MSc, serves as Project Coordinator for the Wisconsin ADDM Network site located at the
Waisman Center at University of Wisconsin-Madison.

Jon Baio, EdS, is an Epidemiologist with the CDC’s National Center on Birth Defects and Developmental
Disabilities, Developmental Disabilities Branch. He currently serves as Principal Investigator on the ADDM
Network, studying the prevalence of autism and other developmental disabilities in several communities
throughout the U.S.



Thomas A. Bartenfeld, PhD, specializes in program evaluation with the CDC’s National Center on Birth
Defects and Developmental Disabilities. His most recent work has focused on using evaluation to promote
information to action and organizational integration with NCBDDD’s surveillance, research, and preven-
tion programs.

Robert Fitzgerald, MPH is currently a staff scientist in the Department of Psychiatry at the Washington
University School of Medicine in St. Louis, and is a PhD candidate in Epidemiology at the St. Louis Univer-
sity School of Public Health. He has served as Project Coordinator for the Missouri ADDM Network site
since its inception in 2003 and has served as Co-Principal Investigator since April of 2009.

Lydia King, PhD, is an Assistant Professor of Pediatrics at the Medical University of South Carolina and is
an Epidemiologist specializing in ASDs. She has served as the Project Coordinator for the South Carolina
ADDM site since 2003. She is also Faculty Director for the Global Education Masters in Clinical Research
Program.

Keydra Phillips, MSc, is a Health Scientist with the CDC’s National Center on Birth Defects and Devel-
opmental Disabilities, Developmental Disabilities Branch. She is a member of an interdisciplinary team
of researchers of the ADDM Network, and her research interests include public health informatics and
surveillance of chronic diseases.

Andria M. Ratchford, MSPH, has served as the Project Coordinator for the Colorado ADDM Network site
at the Colorado Department of Public Health and Environment since 2002. She has considerable surveil-
lance and project management experience through her experience with ADDM and the Colorado Center
of Autism and Developmental Disabilities Research and Epidemiology (CADDRE) activities.

Anita Washington, MPH, is a Research Public Health Analyst with Research Triangle Institute (RTI) as part
of the Atlanta Regional Office. For the past 6 years, she has been working as a contract employee in the
role of the ADDM Network Project Coordinator for CDC’s National Center on Birth Defects and Develop-
mental Disabilities, Division of Birth Defects and Developmental Disabilities, Developmental Disabilities
Branch.

*Invited participant unable to attend remotely or in-person at last minute due to unforeseen circumstances.
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