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INTRODUCTION
Describing the prevalence of fetal alcohol syndrome

(FAS) in the United States and monitoring the trends
in its occurrence remain elusive undertakings. Al-
though FAS has been recognized as a public health
problem and preventable birth defect since 1973, no
surveillance system specifically designed to monitor its
occurrence existed until the development of the U.S.
Fetal Alcohol Syndrome Surveillance Network (FASS-
Net) in 1997. Measuring the occurrence (incidence or
prevalence) of FAS and monitoring trends in its rates
in population subgroups are necessary to understand
and identify vulnerable populations; target prevention
and treatment resources; and evaluate the strengths
and limitations of various prevention, intervention,
and treatment strategies.

Prevalence rates for FAS reported in the literature
vary widely from 0.2 to 120.0 per 1,000 live births
(CDC, ’95b; Robinson et al., ’87). Estimates from case
registries, some of which are population-based, also
vary (Table 1). These variations reflect differences in
case definitions, methods of case ascertainment, and
populations examined. Developing an epidemiologic
surveillance system for FAS presents unique chal-
lenges that cannot be met by traditional surveillance
systems designed to monitor infectious diseases or even
by current birth defects monitoring programs
(BDMPs). Most communicable, infectious, and chronic
disease surveillance models rely primarily on notifiable
diseases or required reporting from health-care provid-
ers, laboratories, hospitals, or vital records. Most

BDMPs focus primarily on the first year of life for case
finding and diagnosis. FAS is not easily identified, and
there is no definitive laboratory test or single charac-
teristic (beyond the cluster of facial dysmorphic fea-
tures, which is often recognizable only to expert clini-
cians) specific to the diagnosis of FAS. A FAS diagnosis
is based primarily on clinical examination and the ap-
plication of diagnostic criteria in each of the following
three categories: 1) prenatal or postnatal growth retar-
dation; 2) central nervous system (CNS) abnormalities,
which may manifest as developmental delays in child-
hood; and 3) characteristic abnormal facial features
(Aase, ’94; Institute of Medicine, ’96). To further com-
plicate case finding and diagnosis, application of clini-
cal criteria requires expertise in recognizing dysmor-
phic features and differentiating the condition from
other syndromes and malformations that may manifest
similar features. FAS becomes easier to diagnose with
increasing age of the child, at least until puberty, be-
cause some of the cardinal facial features and CNS
abnormalities are not apparent during the first 1–2
years of life (Aase, ’94; Jones, ’99; Stoler and Holmes,
’99). Finally, even when the clinical manifestations are
present and recognized, some physicians are reluctant
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to make the diagnosis of FAS because of the potential
social stigma associated with the diagnosis and the
perceived lack of resources and services to support
treatment for the child and family (Morse et al., ’92).

The challenges to developing a simple and efficient
state-based surveillance system for FAS, one that can
derive national prevalence rates and track trends in
the occurrence of FAS in the population, have been
described elsewhere (Cordero et al., ’94). Surveillance
of FAS cannot depend on any one service delivery sys-
tem or other single data source for complete case as-
certainment. Lessons from previous efforts indicate
that a multiple-source FAS surveillance method yields
more promising data (Egeland et al., ’98). A multiple-
source method may include such data sources as birth
defects monitoring programs, developmental disabili-
ties or special needs registries, early intervention pro-
grams, hospital discharge data, Medicaid data, vital
statistics, private providers, special diagnostic or ge-
netic clinics, and other population-based systems (Mill-
er et al., ’95; Egeland et al., ’98; CDC, ’93a). The theo-
retical basis for a multiple-source approach to case
finding is that, because of the nature of the health and
developmental problems associated with the condition,
children with FAS are likely to encounter one or more
of these providers for services at some point in early
childhood. Often, however, the diagnosis of FAS is not
made at the time of such encounters. In addition, doc-
umentation in patients’ medical or other source records
is often insufficient to support a clinical diagnosis of
FAS. Thus, ensuring more comprehensive documenta-
tion of the diagnostic features in medical records and
educating and training providers to recognize FAS-

affected children and refer them for diagnosis would
improve the success of the multiple-source methodol-
ogy.

In 1997, the Centers for Disease Control and Preven-
tion (CDC) announced the availability of funds for
5-year, cooperative agreement programs for states to
establish or enhance population-based FAS surveil-
lance (DHHS, Federal Register, ’97). States were asked
to develop a multiple-source surveillance system by
establishing relationships with diagnostic and service
programs to generate FAS prevalence rates in defined
geographic areas (Fig. 1). Five states—Alaska, Ari-
zona, Colorado, New York, and Wisconsin—were
awarded cooperative agreements and now make up
FASSNet. Four of these states (Alaska, Arizona, Colo-
rado, New York) follow the multiple-source approach
described in this report; Wisconsin’s alternative meth-

Fig. 1. Major goals of the state-based Fetal Alcohol Syndrome Sur-
veillance Network (FASSNet)

TABLE 1. Registry-based studies reporting a prevalence of fetal alcohol syndrome

Method Population Age at diagnosis
Rate per 1000 children by race or

year of birth

BDMP1 (Chavez et al., ‘88) United States
1981–1986

Newborn 0.6 Blacks
0.08 Hispanics
2.99 American Indians
0.03 Asians
0.09 Whites

BDMP (Chavez et al., ‘88;
CDC, ‘93b; CDC, ‘95a)

United States
1979–1993

Newborn 0.1 1979
0.37 1992
0.67 1993
0.22 1979–1993

BDMP (Cordero et al., ‘94) United States
1992

Newborn 0.52 1992

MACDP2 (CDC, ‘95b;
Cordero et al., ‘94)

5-County
Metropolitan
Atlanta
1989–1992

Birth–1 year 0.23
0.33

1989–1992
1992

Linked MACDP and
MADDSP3 (CDC, ‘97)

5-County
Metropolitan
Atlanta
1981–1989

Birth–10 years 0.1

0.16

1981–1989 observed

1981–1989 projected

Multiple Sources
(Egeland et al., ‘98)

Alaska
1977–1992

3–18 years 0.8 1977–1992

1Birth Defects Monitoring Program.
2Metropolitan Atlanta Congenital Defects Program.
3Metropolitan Atlanta Developmental Disabilities Surveillance Program.
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odology will be described elsewhere. In this article, we
describe the methods used by FASSNet, including the
multiple-source methodology, surveillance case defini-
tion, data collection variables, and the record abstrac-
tion process. Prevalence rates for FAS, applicability of
this methodology to larger-scale FAS surveillance, and
issues concerning staffing and budget requirements
will be addressed in future papers.

METHODS

Population

The four-state FASSNet catchment area includes ap-
proximately 145,730 average annual live births for the
initial target birth years 1995–1997, representing all
live births in the states of Alaska and Arizona and
select regions of Colorado and New York (Table 2). The
population data used for determining prevalence rates
are estimated from each individual state’s vital statis-
tics department. The racial composition is diverse. Ap-
proximately 62% of the children in the four-state study
area are white (non-Hispanic), 6% are black, 6% are
American Indian or Alaska Native, 2% are Asian or
Pacific-Islander, and �1% are classified as “other” or
“unknown” race. Approximately 23% are Hispanic.

To be included in FASSNet, a child must have been
born to a resident of the study area on or after January
1, 1995. To balance the need for a timely reporting
system with the need to allow ample opportunity for a
child with FAS to enter the health-care delivery sys-
tem, we initially focused case finding and abstraction
activities on children in the birth years 1995–1997.
This allows a minimum of two years for children with
FAS to come to the attention of the health-care delivery
systems and expands the window of case finding be-
yond that of traditional birth defects monitoring pro-
grams.

Surveillance case definition

The FASSNet surveillance case definition was devel-
oped by a committee of physicians (including dysmor-
phologists), psychologists familiar with FAS, experts in
clinical anthropometry, epidemiologists, and other ex-
perts in public health surveillance of FAS and other
birth defects. This definition was developed before be-
ginning record abstraction. Initially, committee mem-
bers examined the clinical case definition for FAS pre-
sented in the 1996 Institute of Medicine (IOM) report

(IOM, ’96) and used this as a framework for developing
the FASSNet surveillance case definition. Though the
general clinical criteria for FAS (i.e., growth retarda-
tion, CNS abnormalities, and characteristic abnormal
facial features) are well established (IOM ’96), the spe-
cific items that may be found in a medical or psycho-
logical record that fulfill the criteria are not. Therefore,
several general guidelines were followed when deter-
mining which specific items would fulfill the criteria for
the FASSNet surveillance case definition. First, for
items that could be quantified, the use of a measure
was selected over a qualitative description. For exam-
ple, one criterion in the IOM report was “decreased
cranial size at birth” which was operationalized as an
actual head circumference measurement �10th centile
at birth or any age. Second, to remain consistent across
sites and err on the side of inclusion, in cases for which
conflicting information was present, information that
met the case definition was selected over information
that did not. For example, if one qualified examiner (an
examiner with the appropriate license or degree and
deemed qualified in the field of interest) diagnosed a
child as having developmental delay and another qual-
ified examiner documented no developmental delay,
the positive diagnosis was recorded (FASSNet Abstrac-
tor’s Manual, ’00). The source and expertise of the
examiner were also considered when determining the
acceptability of conflicting information. For example,
head circumference measurements made by a physi-
cian in a genetics clinic would be accepted over a head
circumference measurement recorded in an early inter-
vention program record by an unknown examiner.

To meet the facial dysmorphic criteria, three facial
anomalies (i.e., short palpebral fissures, abnormal phil-
trum, and thin upper lip) were chosen based on the
characteristics that have been shown to best discrimi-
nate between children who have FAS and those who do
not (Hymbaugh et al., ’93; Astley and Clarren, ’95). In
addition, a broader criterion of a physician diagnosis of
abnormal facial characteristics consistent with FAS
was included.

To meet the criteria of CNS abnormality, either
structural (i.e., head circumference) or functional (i.e.,
mental retardation, developmental delay, or attention
deficit disorder) criteria were included. A standard
head circumference growth curve was chosen for both
birth and postnatal head circumference. (See section on

TABLE 2. The geographic region covered by FASSNet and the average annual live births, by state 1995–1997

State Geographic region

Average annual live births

Number
Percentage of

state population

Alaska Statewide 10,073 100%
Arizona Statewide 74,348 100%
Colorado Six counties in the Denver-Boulder Metropolitan

Statistical Area
31,712 57.0%

New York Nine-county region in western New York 29,597 12.0%

Total Four-State Area 145,730
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standardization of growth measures data.) A child
whose head circumference is �10th centile for age (at
any age) meets the CNS structural criteria. To mea-
sure functional delays (e.g., developmental delay, men-
tal retardation, and other intellectual deficits), a list of
acceptable standardized tests was developed in consul-
tation with developmental psychologists. Tests were
considered to meet the criteria for CNS abnormality if
the score was at least one standard deviation below the
mean for a child at any age. In addition to test results,
a diagnosis of developmental delay, mental retarda-
tion, or attention-deficit/hyperactivity disorder
(ADHD) by a qualified clinician met the CNS criteria.

To meet the criteria of growth retardation (i.e.,
weight, height, or weight for height), any child whose
growth measures fell �10th centile for age (at any age)
was included. Standard growth curves for both intra-

uterine and postnatal growth were selected. (See sec-
tion on standardizing the growth measures.)

To indicate positive maternal alcohol exposure, any
medical record documentation of alcohol use by the
mother during the index pregnancy (other than hear-
say reported by a third party) met the criteria. Though
substantial alcohol use is necessary to cause full FAS,
information in medical records is usually insufficient to
determine the level of use. However, this information is
collected when available.

Initially, four surveillance case-definition categories
will be used (Fig. 2), including 1) confirmed FAS phe-
notype with maternal alcohol exposure, 2) confirmed
FAS phenotype without maternal alcohol exposure, 3)
probable FAS phenotype with maternal alcohol expo-
sure, and 4) probable FAS phenotype without mater-
nal alcohol exposure. A fifth category, “suspect,” is used

Fig. 2. FASSNet surveillance case-definition categories
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for all other children referred to the system. Informa-
tion about maternal alcohol use during the index preg-
nancy is the only factor that differentiates the two
“confirmed FAS phenotype” and the two “probable FAS
phenotype” categories. To be included in either con-
firmed category 1 or 2, the child must manifest abnor-
malities in each of the three areas described earlier
(i.e., facial dysmorphia, central nervous system abnor-
mality, and growth retardation). In the probable cate-
gories 3 and 4, the child must manifest the same facial
characteristics as in the confirmed FAS phenotype but
is only required to meet one of the other criteria—CNS
or growth criteria. All other children identified (see
case-finding procedures below) are categorized as “sus-
pect.”

The case-definition categories may be modified pend-
ing further experience with their application. By the
nature of the methodology we are using, some cases in
the surveillance network undoubtedly fall in the cate-
gories of alcohol-related birth defects commonly re-
ferred to as alcohol-related neurodevelopmental disor-
ders (ARND), alcohol-related birth defects (ARBD) or
fetal alcohol effects (FAE). Analysis of the data on
probable and suspect cases, along with maternal expo-
sure, could reveal further insights into these catego-
ries. However, the intent of FASSNet was to develop a
specific case definition of FAS for surveillance and use
this as the indicator against which any suspected case
was to be measured. Therefore, these data will ulti-
mately provide a method for determining prevalence of
the syndrome rather than a measure of the problem of
alcohol-related birth defects in its broader context.

Description of the multiple data sources and
case-finding procedures

The case-finding methodology used by FASSNet re-
lies on both passive reporting and active record review
of source records. All states use birth defects monitor-
ing programs (BDMP) as a source for FAS case finding.
In some FASSNet states (i.e., Alaska, Colorado, and
New York), FAS is reportable by legislation (in Alaska
and New York, FAS is one among numerous birth
defects reported) or by board of health regulation (Col-
orado requires physician reporting) to the state BDMP.
FAS reporting is not mandatory in Arizona.

Building on existing resources and developing collab-
orative relationship, each of the four FASSNet sites
identified additional sources for conducting surveil-
lance activities (Table 3). These additional sources in-
clude the following: 1) hospital discharge data sets; 2)
genetics clinics; 3) developmental clinics; 4) neonatol-
ogy clinics; 5) private physicians; 6) state Medicaid
programs; 7) early intervention programs; 8) vital
records (birth and death certificates); and 9) miscella-
neous other sources. Although case-finding sources
varied, each state included hospitals, genetics clinics,
and developmental clinics as major source categories.
In addition, each state can link to birth certificate data.

Various methods are used to identify potential FAS
cases at the different sources. Examples of these meth-
ods include the following: 1) identification of children
with an ICD-9 code of 760.71 (newborn affected by
alcohol via placenta or breast milk) or 742.1 (micro-
cephaly) in a hospital discharge data set; 2) manual
review of all records at a genetic clinic to identify chil-
dren referred for prenatal alcohol exposure or maternal
substance abuse during pregnancy; 3) identification of
children whose birth weight is at or below the 10th
percentile for gestational age from a specialty clinic;
and 4) referral of children with the clinical features of
FAS by private providers to the state FASSNet pro-
gram (Fig. 3). Specific details on the case-finding pro-
cedures at each source were recorded at the beginning
of the project. These data will be critical in the analysis
of variation in case yields among sources within a state
and for comparisons across states.

The FASSNet project staff continues to work with
personnel at the multiple sources for their respective
states to improve specific case finding and reporting
methods to the surveillance system. They also provide
training on FAS to personnel at the sources (see Pro-
vider Education and Training) and continue to work to
identify other potential sources for case finding in their
respective target regions. FASSNet, like other surveil-
lance programs for birth defects and developmental
disabilities, examines source records rather than chil-
dren. It relies on clinicians to recognize, diagnose, and
document the condition and to record relevant physical
and psychological findings. Not all diagnostic criteria
may be found in any single record or source of referral.

TABLE 3. Number of sources, by major source type for each of the FASSNet states

Sources Alaska Arizona Colorado New York TOTAL

Hospitals 18 49 19 28 114
Specialty Clinics (e.g., Genetic and

Developmental) 3 3 6 4 16
Private Physician Group 4 4 8
Early Intervention 1 8 9
Birth Defects Surveillance Program 1 1 1 2 5
Birth Certificates 1 1 1 1 4
Other Vital Records 1 1 2
Medicaid 1 1 2
Hospital Discharge Data 1 1 1 3
Other 6 1 2 9 18

TOTAL 36 56 32 57 181
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Therefore, project abstractors abstract records from
the sources blind to previous abstractions. An advan-
tage of this approach is the ability to evaluate which
sources are the “best” for case finding and documenta-
tion of information critical to the case definition. This
information will be useful in the future for evaluating
the sources and in streamlining the surveillance sys-
tem. A disadvantage is that duplicate information (and
in some cases conflicting information) may be ab-
stracted at different sources.

Data collection and standards

Data collection instrument. Using existing state-
based BDMP data-collection instruments and other
state FAS data-collection tools, the FASSNet data-col-
lection instrument was developed by a data committee
made up of experts from the CDC and each FASSNet
state. The instrument was pilot-tested in the field with
various sources. The CDC then developed an electronic
version, the FASSNet Main Application, in Microsoft
ACCESS 97 software. During development of the in-
strument, we considered ease of use in the field, the
need for specific data consistent with the FASSNet
goals, ongoing evaluation of the surveillance case def-
inition, compatibility with existing systems (e.g.,
BDMPs), and ease of electronic transmittal of data to
CDC, reporting, and data analysis. After field testing,
the data elements were discussed relative to continued
inclusion. Several data elements were dropped because
they were not available for most children (e.g., infor-
mation about the biologic father or mother’s social his-
tory). Non-identifiable data from the four states are
pooled at CDC to examine data quality and assure
consistency across the four sites and to perform pooled
analyses.

Types of variables. Data variables included in the
FASSNet application are summarized in the following
sections.

Identifiers
Personal identifiers are collected and maintained

only by the local FASSNet projects in accordance with
state legislative mandates for birth defects surveil-

lance and confidentiality. Personal identifiers are col-
lected to allow multiple records of one child to be
matched.

Standard demographic variables
Standard demographic variables include child’s age

and date of birth, parental ages at the index birth, and
race/ethnicity. When available, information is also col-
lected on other maternal drug exposures during the
index pregnancy, prenatal history, maternal education,
marital status, occupation, insurance coverage, public
assistance, and other information indicative of socio-
economic status. When available, information is col-
lected on other biologic children of the mother because
these data may lead to the identification of additional
cases of FAS.

Variables associated with the case-definition criteria
Detailed information is also collected for each of the

case-definition criteria (Fig. 2). In addition to determin-
ing case-definition status, this allows for evaluation of
the case-definition categories if the criteria are modi-
fied. The selection of the data elements for each of these
criteria involved considerable discussion and input
from experts in the fields of dysmorphology, psychol-
ogy, pediatrics, anthropometry, and public health sur-
veillance. For those elements used for case determina-
tion, a hierarchy of sources was developed so data from
the source thought to provide the best quality informa-
tion (e.g., genetics or neurodevelopmental clinics)
would be selected to determine case status (FASSNet
Manual, ’00).

Maternal alcohol exposure information
FASSNet originally intended to collect information

on amount, frequency, and timing of maternal alcohol
use. Data were first collected in a format similar to the
one in the Behavioral Risk Factor Surveillance System
(BRFSS) (CDC, ’98). However, during field testing, the
information in records was found to be incompatible
with the BRFSS categories designed for interview sur-
veys. Thus, the FASSNet form was revised to capture
the more frequent qualitative statements found in
medical records as well as detailed information when
available.

Fig. 3. Examples of case ascertainment procedures, by select source types
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Program evaluation and follow-up data elements
All abstracted information is linked to the source

from which it was obtained. Because information is
compiled from many sources for any individual child,
the multiple source approach will provide the opportu-
nity to evaluate the productivity of the various sources
relative to case finding, quality of data, and contribu-
tion of data for the assignment of the case-definition
category. Information on other potential sources (e.g.,
programs where a child is referred for services) is also
collected. This follow-up information can lead to new
sources, additional data, changes in case-definition,
and identification of additional cases.

Standardization of growth measurements. All avail-
able growth measurements (along with dates of each
measurement) for weight, height, head circumference,
and palpebral fissure length are abstracted and en-
tered into the FASSNet Application. Because measure-
ment practices in the United States vary (between
customary and metric), all growth measures are con-
verted to metric for ease of calculations. Standard
growth references for age and sex were identified for
both prenatal (Alexander et al., ’96; Lubchenco et al.,
’66) and postnatal (Dibley et al., ’87) growth (Fig. 4).
Because references for palpebral fissure measurements
are scarce, a group of clinicians with extensive experi-
ence in FAS and dysmorphology selected the standard
used for palpebral fissure length (Thomas et al., ’87).
For all growth measures, growth retardation is indi-
cated when the value is at or below the 10th centile.

All growth measures for birth are corrected for the
recorded gestational age. When conflicting gestational
ages are found, a hierarchy reflecting the most reliable
source of data is used. For postnatal growth measures,

chronological age is determined by taking the date of
exam minus the date of birth. When the recorded ges-
tational age is �37 weeks, prematurity is corrected up
to age 24 months. CDC’s EpiInfo 2000 Nutrition soft-
ware program is used to assign anthropometric values
including percentile for age, z-scores, and percent of
median (Dean et al., ’00). Both the World Health Or-
ganization (WHO)/National Center for Health Statis-
tics (NCHS) 1977 and the new CDC/NCHS 2000 Ref-
erence Standards are generated in the FASSNet
program. Initially, the WHO/NCHS 1977 Reference
will be used as it was the standard during the target
birth years.

Data abstraction. Standard data abstraction proce-
dures were developed collaboratively. The FASSNet
Abstractors Committee reviewed appropriate abstrac-
tors’ manuals and used them as guides to develop the
FASSNet Abstractors’ Manual. The Committee also
manages continuing development of the manual and
oversees training procedures for new abstractors. Ab-
stractors were initially trained at the CDC and are
evaluated periodically for quality assurance.

After identification of suspect cases by one of the
methods previously described, the records are reviewed
and abstracted on site and data are entered into the
FASSNet Main Application via laptop computers. Data
abstraction takes 15 minutes – 2 hours, depending on
the type and amount of information found. Drop-down
menus and fields in the abstraction database were de-
signed to provide uniform coding and reflect commonly
used medical records terminology.

Data quality control/quality assurance. Several
methods are used to ensure data quality. First, the
database was programmed so that many of the fields

Fig. 4. FASSNet references for standardizing growth measures
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have range checking at data entry. Second, the data
manager at each FASSNet site evaluates specific data
fields for missing and incongruent data. This is done
manually and by the use of an automated “Consistency
Check” computer program. The “Consistency Check”
program reviews key variables associated with the case
definition for missing or inaccurate dates. Third, each
FASSNet site plans to re-abstract 10 – 15% of the
records for additional quality assurance.

PROVIDER EDUCATION AND TRAINING

To increase awareness of FAS and improve case find-
ing and referral, a major objective of FASSNet was to
implement provider training and education. We tar-
geted improving the ability of providers to recognize,
accurately diagnose, and refer children with FAS to
appropriate services, and improving documentation in
the records of children suspected of having FAS. To-
ward this end, the FASSNet Provider Education and
Training Committee developed a “charting tool” for use
by healthcare providers when a child is suspected of
having FAS (FASSNet Charting Tool, ’00). Additional
FASSNet provider education and training activities
and evaluation of their impact will be described in
more detail in subsequent papers.

PROGRAM EVALUATION

Another major objective of FASSNet is to evaluate
the completeness of the surveillance system methodol-
ogy, it’s ability to generate an accurate prevalence rate
for FAS, and the potential for monitoring trends. Pro-
gram evaluation strategies include developing methods
to estimate under-ascertainment, completeness of case
ascertainment by source, and availability or quality of
the data to determine case status by age and source.
Each FASSNet site developed specific methods to de-
termine predictive value positive, efficiency, reproduc-
ibility, process evaluation, and quality assurance.
These activities are ongoing and will be described in
more detail in subsequent papers.

DISCUSSION

FASSNet is a multiple-source, collaborative, surveil-
lance system now operating in four states. A rigorous
surveillance case definition was developed using the
IOM clinical case definition. The FASSNet case cate-
gories provide a standard method of case classification,
can be used in a variety of clinical settings, and allow
the use of information from multiple data sources. The
system can adapt to changes in the clinical or surveil-
lance case definition and continue to monitor trends in
FAS occurrence. Because FASSNet collects informa-
tion on all children identified as suspect cases in a
geographic region, the characteristics of high-risk chil-
dren who do not meet the full surveillance case defini-
tion can also be assessed. Therefore, the potential ex-
ists to evaluate the public health burden of other
effects associated with prenatal alcohol exposure—

FAE, ARND, ARBD, and other nonspecific conditions.
However, to monitor these other conditions would be
even more challenging, if not prohibitive, since they are
less specific and even less agreed upon than FAS.

The FASSNet methodology has limitations. First,
even though we have established criteria for assessing
completeness of case ascertainment in the four states,
the true completeness of case ascertainment is un-
known. However, case under-ascertainment (if
present) should remain stable and, with no major
changes in the methodology, allow FASSNet to monitor
trends over time. Likewise, case over-ascertainment
(identification of false-positive cases) may occur. Ide-
ally, a sample of confirmed cases will be evaluated
independently by a qualified examiner (e.g., dysmor-
phologist or clinical geneticist) to determine the false-
positive rates. Finally, the complexity and variability of
the expression of the phenotype and the reliance on
medical record data present challenges to any FAS
surveillance system.

The methodology described in this report, however,
provides more complete case ascertainment than other
traditional public health surveillance methods that are
often limited to single sources of information and pro-
vider notification. FASSNet can also be used for special
follow-up studies to monitor access to services, evalu-
ate unmet service needs, and assess intervention pro-
grams with biological mothers. Finally, with four
states contributing suspect cases, FASSNet will likely
be the largest database of both children suspected of
having FAS and those that meet a standardized sur-
veillance case definition, allowing for a greater under-
standing of this multifaceted and challenging, yet to-
tally preventable, birth defect.
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