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Executive Summary

This project initiated a complex series of efforts in Washington State aimed at the primary prevention
of FAS through the identification of individuals with FAS so that their birth mothers could be
identified and in turn helped to avoid recurrent affected offspring.

Through CDC funding, collaborative funding from Washington State, the March of Dimes Birth
Defects Foundation, the John B. Chavez Fund for FAS research, and extensive cooperation and
collaboration with numerous individuals and private and public agencies mentioned in the
acknowledgements, we have been able to fully meet all six of our project goals.

The data set generated by this 5-year project is truly vast. The contents of this report are being
prepared for submission to the peer-reviewed medical literature in the fall of 1998. At this time, we
are providing a limited readership with this comprehensive set of data tables as set forth in the CDC
Cooperative Agreement. The data tables present a comprehensive profile of the patients seen in the
FAS DPN clinics in the first five years of operation and a comprehensive profile of the birth mothers
of children identified prospectively and retrospectively with FAS.

This CDC Cooperative Agreement was undertaken as a first step in the development of an FAS
diagnostic and prevention program. The primary objectives of the Cooperative Agreement are listed
below in italics followed by a brief summary the FAS DPN’s accomplishments to date.

1. Establish an FAS Diagnostic Clinic and demonstrate that it is an effective and efficient tool
for identifying individuals with FAS and for identifying the biologic mothers of these
individuals, women who are at the highest risk for having other children with FAS.

a. Establish an FAS Diagnostic Clinic and describe the population referred and evaluated.

The CDC-sponsored FAS Clinic was established in January, 1993 at the Center for
Human Development and Disability (a University Affiliated Program) at the University
of Washington in Seattle. In July, 1995 the U. W. FAS Clinic was expanded into a
network of seven community-based clinics statewide (the WA State FAS Diagnostic and
Prevention Network). This expansion was mandated by the 1995 WA State Legislature
in response to the high statewide demand for services. The FAS DPN provides
diagnostic and referral services to patients and their caregivers; training for social,
health care, educational and correctional rehabilitation providers statewide; primary
prevention intervention for birth mothers of children with FAS; and FAS surveillance
and screening for selected populations (foster care, juvenile rehabilitation). The FAS
DPN budget is currently managed by the Division of Alcohol and Substance Abuse in
the Department of Social and Health Services. Initial seed funding had been provided
by the Western Washington March of Dimes Birth Defects Foundation in 1994.

The FAS DPN is supported by an extensive database that profiles the patient population
referred and evaluated in the network. At present, the FAS DPN database contains 976
fields of data on up to 3,275 patients, 53 fields of data on up to 2,422 clinical facial
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photographs, and 1,928 fields of data on 80 birth mothers of children diagnosed with
FAS.

b.  Determine the rate at which individuals can be identified with FAS in the Clinic.

In the first four years of this five-year Cooperative Agreement, the gestalt method of
FAS diagnosis (Sokol & Clarren, 1989) was used. With the creation of the statewide
FAS DPN in 1995, a new, more comprehensive method of diagnosis (Diagnostic Guide
for FAS and Related Conditions: The 4-Digit Diagnostic Code, Astley & Clarren, 1997)
was created to ensure diagnostic accuracy and precision across all clinics. Using the
gestalt method of diagnosis, 19.5% (115/591) of children evaluated in the University of
Washington FAS Clinic were diagnosed with FAS. In 1997, all diagnoses made in the
first four years of clinic operation were converted from the gestalt classification to the
4-Digit classification to achieve diagnostic consistency across all FAS DPN patients.
The proportion of patients diagnosed with FAS using the more stringent 4-Digit
Diagnostic Code classification was 4.8% (39 / 811) children evaluated in the FAS DPN
clinics in the first five years of operation. The proportion of children with documented
prenatal alcohol exposure and documented CNS dysfunction using the 4-Digit Code
classification (diagnostic categories A-C, E-F) was 29.3% (238 / 811) in the first five
years of operation. All tables in this report, profiling the patients seen in the FAS DPN,
reflect the 4-Digit Diagnostic Code.

c. Estimate the cost associated with this method of identifying individuals with FAS.

A formal cost-benefit analysis was not proposed or conducted. The FAS Clinic cost
approximately $85,000 (direct costs for personnel) annually to operate at the University
of Washington. The clinic evaluated, on average, 170 patients per year, and diagnosed
31 patients with FAS (using the gestalt method defined by Sokol & Clarren, 1989).
Using the new 4-Digit Diagnostic Code method (1997) the clinic identifies on average
50 patients with prenatal alcohol exposure and documented CNS dysfunction, of which
eight or nine are FAS or atypical FAS annually. The target population for primary
prevention will be birth mothers of children with prenatal alcohol exposure and
documented CNS dysfunction, not just the subset with FAS. In addition to providing
diagnostic services, the annual costs supported the development of a comprehensive
research database, creation of the computerized FAS photographic screening tool,
creation of the Diagnostic Guide for FAS and Related Conditions, training of over 500
clinical and social service professionals and creation of a FAS Primary Prevention
Program.

d.  Determine what proportion of mothers of children diagnosed with FAS in the clinic can
be identified and located.

Two hundred and fifty-seven birth mothers, who had given birth to at least one child
with FAS, were identified through the gestalt diagnosis of their child. Of the 257 birth
mothers, 147 (57%) were identified prospectively through the CDC-sponsored FAS
DPN Clinics and 110 (43%) were identified retrospectively through the diagnosis of
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their child in a clinic established prior to the CDC-sponsored FAS Clinic. A summary
of maternal identification and location is presented in Table III.1. Of the 147 mothers
identified prospectively through the FAS DPN clinics, 139 (94.6%) were identified by
name and 84 (57.1%) were identified by name and located. Of the 84 women who were
identified by name and located, 47 (56.0%) were eligible to be invited into the study
and 46 (97.9%) accepted the invitation and enrolled for an interview. Of the 84 women
identified by name and located, a total of 37 women were not invited to enroll for the
following reasons, 20 did not live in Washington State, 12 were confirmed deceased
and five could not be contacted directly for invitation. The success at identifying,
locating and enrolling birth mothers of children diagnosed with FAS prior to the 1993
CDC-sponsored FAS Clinic was comparable to the success observed in the FAS DPN
Clinics (Table III.1).

e. Determine what proportion of the identified and located mothers are still at risk for
producing more children with FAS (i.e., still actively drinking and fertile).

Among the 80 birth mothers interviewed, 20 (25%) were fertile and actively drinking,
17 (21.1%) were fertile and at risk for drinking, 19 (23.8%) were not fertile, but
actively drinking and 24 (30.0%) were not fertile, but at risk for drinking at the time of
their child’s FAS diagnosis (Table V.10).

f. Estimate the cost associated with identifying and locating the mothers of the individuals
diagnosed with FAS in the clinic who are at risk for producing more children with FAS.

A social worker devoted approximately 162 days (35% effort for 27 months) to locate
and enroll 80 birth mothers from the list of 257 eligible women (see Section III). Far
less effort was required to locate the women who were identified prospectively through
the diagnosis of their child in the FAS DPN clinics than to locate the women who were
identified retrospectively through the diagnosis of their child in a previous clinics that
were conducted up to 19 years ago.

2. Demonstrate how the FAS Clinic model can be an integral component of an FAS surveillance
system for estimating the prevalence of FAS in Washington State.

a. Demonstrate the clinic can serve as a core center for establishment of satellite
diagnostic clinics for screening in special populations (i.e., schools, foster care, and
Jjuvenile rehabilitation systems).

The University of Washington FAS Clinic was expanded into a statewide FAS
Diagnostic and Prevention Network (FAS DPN) of seven clinics in 1995. This
expansion was mandated by the 1995 WA State Legislature and supported by funds
from the March of Dimes and Division of Alcohol and Substance Abuse in the WA
State Department of Social and Health Services. The FAS DPN continues to be
supported by WA State and provides diagnostic referral services to patients and their
caregivers, primary prevention intervention services to mothers of children with FAS,
FAS screening and surveillance in foster and juvenile rehabilitation populations, and
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training for social, health care, educational and correctional professionals statewide (see
Section II).

b.  Demonstrate the clinic can serve as a core research database center for collection of
sufficient data to establish key components necessary for the implementation of FAS
surveillance (i.e., generate an FAS case definition, develop effective screening tools,
identify effective interventions for individuals with FAS, all of which are needed if we
are to successfully encourage and support the identification of individuals with FAS)

The FAS DPN is supported by an extensive database which profiles the population
referred and evaluated in the network. At present, the FAS DPN database contains 976
fields of data on up to 3,275 patients, 53 fields of data on up to 2,422 clinical facial
photographs, and 1,928 fields of data on 80 birth mothers of children diagnosed with
FAS. This data was used to develop the Diagnostic Guide for FAS and Related
Conditions: The 4-Digit Code (Astley & Clarren, 1997), the computerized photographic
FAS screening tool (Astley & Clarren, 1996) and a Communicative Behavior
Assessment tool (Coggins et. al., 1998). The database and patient registry support
ongoing intervention research including a study to improve social-communication
deficits in children with FAS (Olswang & Coggins, 1996), a school and home-based
pilot intervention study (Quinby et. al., 1997), a secondary disabilities study (Steissguth
et. al., 1996) and a study of craniofacial dysmorphology (Omnell & Shashua, 1997).

3. Generate a comprehensive lifetime profile(s) of the mothers of children with FAS identified in
this study.

a. Describe the population who will eventually be targeted for primary prevention
intervention.

A comprehensive lifetime profile of 80 birth mothers of children with FAS is presented
in Tables V.1 through V.14.

b.  Determine if there is sufficient evidence to advance a hypothesis that women who give
birth to children with FAS are a unique and identifiable subset of all alcoholic women.

The profile of the 80 birth mothers presented in Section V. will be compared to
published profiles of female alcoholic populations over the next few months. The
results will be summarized and submitted for publication (see Section V.).
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c. Identify factors that differentiate the mothers who have and have not achieved sobriety
since the birth of the index child with FAS.

Factors that differentiate the mothers who have and have not achieved sobriety at the
time of their child’s FAS diagnosis and at the time of the interview are presented in
Tables VI. 1 and VI. 2.

d. Document maternal use of birth control throughout their reproductive years and
identify factors that may have enhanced or hindered their use of birth control.

Maternal use of birth control throughout their reproductive years and identification of
factors that may have enhanced or hindered their effective use of birth control are
presented in Tables V.8.a through V 8.h.

4.  Share the information gathered in this study with state and local agencies to enhance the

effectiveness of alcohol treatment and family planning programs targeted to mothers of
children with FAS.

The information gathered in this study has been shared with state and local agencies as
documented in Tables VII.1 through VII.6. We continue to share this data on a daily basis
statewide and nationally. The contents of this report are being prepared for publication in
the peer-reviewed literature in the fall of 1998.

5. Describe the parameters of the clinic itself, so that a clinic system for FAS can be understood
and incorporated into appropriate settings nationally for prevention efforts.

The FAS DPN has been described in full in “Clarren SK, Astley SJ. The development of the
fetal alcohol syndrome diagnostic and prevention network in Washington State. In:
Streissguth A and Kanter J (Eds.) The Challenge of Fetal Alcohol Syndrome: Overcoming
Secondary Disabilities. Seattle: University of Washington Press 1997, pp. 40-51”. Manuals
and tools have also been created for training multidisciplinary teams on how to establish their
own FAS DPN site. These manuals were used to train the six WA State FAS DPN sites.
They include:

Diagnostic Guide for FAS and Related Conditions, 1*' edition 1997.

Psychological Assessment and Treatment Planning Manual, 1* edition 1996.

Process Manual (detailed description of the UW clinic format and procedures), 1996.
Procedures Manual (description of Network goals and site responsibilities), 1996.

Data Collection and Consent Form Instruction Guide, November 1997.

Communicative Behavior Assessment, 1% edition, January 1998.

FAS-Tutor Compact Disk, (to train physicians to recognize and accurately measure
physical features associated with FAS) to be complete in May 1999.

Nk W =
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6. Provide patients for other currently funded CDC research studies in Washington State.

A total of 344 patients were recruited from the University of Washington FAS Clinic to enroll
in Dr. Ann Streissguth’s CDC-sponsored secondary disability prevention project 1992-95
(Streissguth et. al., 1996; Streissguth & Kanter, 1997). Summaries from the FAS Clinic and
Maternal populations were shared with the Rose Quinby at the Seattle-King County
Department of Public Health for development of their CDC-sponsored primary prevention
models. The FAS DPN clinics at the University of Washington and in Federal Way provided
screening and diagnostic services for all children (n = 180) participating in the South King
County Foster Care Screening Project funded by the CDC-sponsored Secondary Disabilities
Grant awarded to the Washington State Department of Health. Finally, the FAS DPN
provided patients to participate in Rose Quinby’s FAS intervention pilot study (Quinby et. al.,
1997).
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L. Primary Prevention of FAS.
LA. The Rationale for this Approach to the Problem.

It is axiomatic that the evolution of effective prevention and treatment programs for nearly any
medical condition rests on the identification of sufficient numbers of patients so that interventions
that are hypothesized to be effective can be appropriately evaluated. The identification of “patients”
is made more difficult than usual in conditions like FAS when both the child and the parent should be
appropriately identified as “the patient”, but the diagnosis in the child often is made after the child is
no longer in the birth mother’s custody and the diagnosticians have no direct access to the birth
mother or her records. It was our belief when we began this project five years ago, and it remains our
belief now, that FAS is vastly under-recognized and the mothers of the small percentage of cases who
have been identified are even more infrequently found. This lack of identification has limited
improved treatment and prevention efforts, but has not prevented tremendous social expense in terms
of inadequate education, drug and alcohol treatment, mental health and social interventions and
numerous additional births of affected children by the same women.

The failure to medically diagnose FAS has complex antecedents that include three apparently
commonly held beliefs. First, some physicians remain ignorant of the existence of FAS or the
diagnostic approach to this syndrome, or any syndrome. Second, many physicians believe that
intervention programs are equally effective for individuals with any etiologic form of mental
retardation or attention deficit disorder and they fail to recognize the more complex and subtle brain
damage in alcohol affected individuals. They also fail to recognize their role in helping to identify
the birth mother for future prevention efforts through recognition of FAS in the child (this may truly
be their current scope in the current system). Third, patients with FAS and their families often need
help with foster or adoption support services, educational interventions, alcohol treatment, vocational
rehabilitation, and/or the criminal justice system. Most physicians are not trained to lead intervention
programs in these arenas nor are they likely to have well-established referral linkages to professionals
in these other fields. Further, many physicians may believe these issues are truly outside of the
appropriate purview of pediatrics and “health care”. The actualization of these false beliefs sets up a
self-defeating cycle. When physicians fail to perceive that a diagnosis of FAS will benefit the
patient, the birth mother, the family, and society, FAS remains under-diagnosed. When individuals
are not diagnosed, it is not possible to demonstrate the benefits of diagnosis to the child or the parent,
nor can surveillance be done accurately enough to monitor the success of prevention efforts.

Although physician attitudes limit FAS diagnosis, we have found an intense interest by families and
professionals from social service, educational, and correctional facilities to confirm FAS and related-
condition diagnoses and consider their implications for intervention.

The ideas that stimulated this proposal in 1992 arose from our experiences in the 1980’s. Increasing
knowledge of FAS in the medical literature and public media, and countless medical trainings on the
subject, did not seem to be changing medical practice in diagnosing FAS. Rather, we felt that a new
team approach to diagnosis and treatment planning was needed in clinics dedicated to FAS issues if
the negative beliefs described above were to be effectively challenged.
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We believed that clinics dedicated specifically to FAS were the critical missing step in helping to
solve this problem. First, FAS clinics could provide a mechanism for demonstration of community
interest in the diagnosis of FAS and an opportunity to determine which professionals seek
consultation and what issues or problems drive those referrals. The clinics could accurately make
FAS diagnosis using appropriate and consistent assessments of physical, cognitive, and behavioral
abnormalities. The clinics could recommend treatment programs and over time determine if these
programs were available and, if available, effective. The clinics would stimulate ideas for novel
treatment modalities and would generate enough patients and sufficient linkage to treatment venues
that implementation and assessment could be done.

Second, clinics would become a critical resource in public awareness - FAS prevention programs. As
the general public is made aware of FAS and related conditions and warned to avoid alcohol use in
pregnancy, families who have children who might have FAS are also made aware of the disorder and
they often become concerned. These families deserve to have appropriate diagnostic facilities nearby
to answer their questions and provide appropriate diagnosis and treatment planning.

Third, clinics were necessary in active screening of appropriate high-risk sub-populations like foster
care or juvenile rehabilitation. Patients who screened positive needed a resource for final accurate
diagnosis and counseling that could only be reliably met through dedicated clinics.

Fourth, the clinics could be a critical tool for primary prevention. Not all women alcoholics appear to
be at equal risk for having children with FAS. Although women who have one affected child often
have more, to date there is no anticipatory biologic or sociologic markers that distinguish the mothers
of children with FAS from other women who drink in pregnancy and have normal or nearly normal
children. Treatment of women for alcoholism during pregnancy probably comes too late to prevent
brain damage in affected fetuses even if the right high risk, alcoholic women are selected for therapy.
While it would be ideal to identify and treat all alcoholic women prior to pregnancy, resources for
such a project are not available. However, each patient with FAS (as identified through an FAS
diagnostic clinic) has a mother who has a proven ability to give birth to a child with FAS. Focusing
prevention efforts on this select and high risk group of women could reduce the incidence of FAS
births dramatically without overburdening the current health care/alcohol treatment system.

This project allowed for the development of an FAS clinic at the University of Washington that could
demonstrate our conviction that under-diagnosis of FAS was occurring and could be corrected, and
that the birth mothers of the patients could be found. Once found, the mothers could be interviewed
to generate comprehensive lifetime profiles which, in turn, could be used to develop intervention
programs targeted to meet their needs.

The program has met all of its objectives and many others:

Identification of individuals with FAS: In Washington State, the general recognition of FAS does not
appear to be higher than elsewhere in the United States. In 1991, the Washington State Birth Defects
Registry reported a estimated prevalence of 1.6/10,000 live births for 1987-1988 and this is highly
comparable to rates of 1.3/10,000 in California (1983-1986), Iowa 1.0/10,000 (1986--1989), and
metropolitan Atlanta 1.2/10,000 (1986-1989). Yet, in a recently completed CDC-sponsored study of
all first graders in school districts in two Washington State counties, a minimum rate of FAS of
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1.9/1,000 (actually 7/3,712) was found in a population that had been screened (but not identified) by
the Washington State Birth Defects Registry in 1986-87 (unpublished). Among the first 591 patients
evaluated in the FAS DPN, 115 individuals (16%) were identified with FAS or atypical FAS and 346
individuals (59%) were identified with prenatal alcohol exposure and cognitive/behavioral
dysfunction. The diagnostic recommendations of Sokol and Clarren (1989) were used to classify
these patients.

To our knowledge, finding 115 cases of FAS/AFAS (using the gestalt method of diagnosis) among
591 patients evaluated is the largest and most efficiently found group of patients with FAS ever
assembled. Descriptions of all 811 patients evaluated in the U.W. FAS Clinic in the first five years
of operation are presented in Section II of this report.

The clinic was so successful that it was unable to deal with the very large demand for services.
Working first with the Western Washington Chapter of the March of Dimes Birth Defects Foundation
and then with the Washington State Legislature, we were able to help pass a law in 1995 which
directed us to develop community-based clinics like the one at the University throughout the state.
This was the beginning of the Washington State FAS Diagnostic and Prevention Network (FAS
DPN); at present, a consortium of seven clinics in six counties, generally close to all major
population areas.

We are currently developing similar clinics in several other states including Ohio, Minnesota, and
California and a Canadian province (British Columbia). We believe our clinical approach will soon
be a national model that will arise not from federal direction, but from grassroots local or state level
interest. These clinics will permit the kinds of clinical research and epidemiologic studies that have
been needed for so long. This could not have happened without this CDC-sponsored project.

We had no doubt that with support like the support we have received from the CDC, we could build
an efficient and effective clinical model for FAS diagnosis. It was less clear from the start that the
clinic could demonstrate success at identifying the birth mothers of patients with FAS. To date, no
one has published a description of a large cohort of birth mothers of patients with FAS. No one has
known if these women were unique in their specific needs or circumstances that would need to be
considered in their alcohol treatment or family planning decisions. No one has known how many of
the birth mothers would have achieved sobriety on their own (by the time they were identified). No
one has known how many more alcohol affected births could have been prevented if maternal
intervention began at the time her child was diagnosed with FAS.

This project set out to evaluate these questions. We anticipated that we would identify about 160
patients with FAS (as defined by Sokol & Clarren, 1989) in the period of study available for that
activity and predicted that we would be able to contact and interview about half of the birth mothers.
These predictions were on target. Eighty birth mothers were found and interviewed. Their stories
are told in the Tables presented and discussed in Sections III through VI.

The clinics have been an active site for training and dissemination of information about FAS and the
approach to its diagnosis and treatment. Over 500 individuals have visited the clinic at the
University of Washington. The trainees have diverse professional backgrounds and come from most
parts of the United States and several other countries (see Section VIII).
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The need to train visitors as well as the need to train our team members at the affiliated sites has led
to a series of training manuals and tools that are now in wide usage in Washington State. These
include:

Diagnostic Guide for FAS and Related Conditions, 1* edition 1997.

Psychological Assessment and Treatment Planning Manual, 1% edition 1996.

Process Manual (detailed description of the UW clinic format and procedures), 1996.
Procedures Manual (description of Network goals and site responsibilities), 1996.

Data Collection and Consent Form Instruction Guide, November 1997.

Communicative Behavior Assessment, 1% edition, January 1998.

FAS-Tutor Compact Disk, (to train physicians to recognize and accurately measure
physical features associated with FAS) to be complete in May 1999.

Nk =

While none of these manuals are deliverables of this project, they would not have been possible
without the experiences gained in our CDC-sponsored clinics.

Another result of the clinic program was the ability to accumulate clinical photographs of patients
with FAS. This allowed for the development of a computerized analysis of the FAS face and the
development of a computerized photographic technique for FAS screening and surveillance (Astley
& Clarren, 1996). This photographic screening tool has been used in two Native American tribes,
and is currently being used to screen children entering foster care, juvenile rehabilitation and a
newborn screening project in Santiago, Chile. The tool shows much promise for the future.
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1I. Identification of Individuals with FAS
11.A. Overview

It was our hope that the results of this project would lay the ground work for an ongoing prevention
effort against FAS in Washington State (which has now occurred). We reasoned that it was likely that
most future diagnosed cases of FAS would come through clinical programs rather than through
specifically funded population-based studies. Therefore it was appropriate to first focus our project on
women who had children who had been diagnosed with FAS in clinical programs. Then to demonstrate
that the birth mothers of patients identified through such systems could be found using legal means and
respecting the rules of confidentiality. And finally to interview those women to see what factor(s) in
their lives needed to be addressed in order to help them to avoid giving birth to additional children with
alcohol related disabilities. To this end we initiated the FAS Clinic at the University of Washington in
January of 1993 with funding from this CDC Cooperative Agreement.

The format and function of the FAS Clinic is described in (Clarren and Astley, 1997). Briefly, the FAS
Clinic was initiated with this Cooperative Agreement and began on January 8, 1993. The clinic is held
one day per week and sees two to four patients and their caregivers each day. The Clinic is staffed by a
multidisciplinary team that includes a developmental pediatrician, a dysmorphologist, educational and
clinical psychologists, an occupational therapist, an audiologist, a family therapist, and a communication
specialist. Applications for appointments are taken over a telephone hotline. Patients seek their own
appointment or are seen on referral. Referrals come from social agencies (i.e. foster/adoption case, child
protective services), educational facilities (school, educational psychologists, vocational rehabilitation
programs), the criminal justice system, and rarely from physicians or other health care providers. All
persons who call are sent a New Patient Information Form (NPIF) to complete (Appendix A). The NPIF
documents the patient's physical and developmental history and gestational exposures. The completed
and returned NPIF's (often including photos) are reviewed by Drs. Astley and Clarren on a weekly basis
and are prioritized based on the likelihood of making an FAS diagnosis. A scheduling priority score of
"A" high risk for FAS, "B" alcohol exposed but not FAS, or "C" an alcohol related diagnosis
improbable, is assigned. Patients who are likely to have FAS and who have a biologic mother who is
easily found are given top scheduling priority. Patients who have no physical stigmata of FAS (based
on report and photographs) and no gestational history of exposure to alcohol are given lowest priority (it
is suggested to them that they seek help elsewhere). There continues to be enough patients on the
waiting list in categories "A" and "B" to fill twelve months of clinics. The list is regularly re-prioritized
so that category "A" patients move to the top of the list.

Caregivers are asked to bring copies of previous school, medical, and psychological evaluations to clinic
on the day of their appointment. The caregivers are interviewed by a pediatrician and psychologist at
the clinic and the patient is examined to determine if he/she has the physical features of FAS. The
patient also receives a brief language and neurologic assessment. After the interview and clinical
examination, the clinic team completes the FAS Diagnostic Evaluation Form (Appendix A), derives a
diagnosis, and generates a referral plan for treatment and services. The caregivers then meet with the
Clinic team to discuss the diagnosis and referrals. The caregivers receive a complete medical summary
within three weeks after their clinic visit. A "Survey of Client Satisfaction" form is sent with the
medical summary. The caregivers are requested to complete the survey and return it to us in the self-
addressed envelope provided. The survey may be completed anonymously, but 95% of the patients
choose to sign it.
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I1.B. Sources of Patients with FAS

The diagnosis of patients with FAS did not begin with the CDC-sponsored University of Washington
FAS Clinic in 1993. The diagnosis had been actively made in our clinical system since the early 1970’s
when David Smith, M.D. and his colleagues identified the first cases in the United States. Dr. Clarren
has been actively making the FAS diagnosis since entering practice in 1978. Until very recently the
diagnosis of FAS has been made by Dr. Clarren using a typical dysmorphologic gestalt method based on
guidelines that were established in the initial case reports and then refined over time (Jones and Smith,
1973; Clarren & Smith, 1978; Rossett, 1980; Sokol and Clarren, 1989). The diagnosis has rested on
finding evidence of growth deficiency, a specific cluster of minor facial anomalies and evidence of
central nervous system dysfunction in the presence of a likely history of gestational alcohol exposure.
Other malformations might be found in individuals being considered for an FAS diagnosis, but these
additional features have not been thought necessary for making the diagnosis or sufficiently specific to
alcohol teratogenesis to be used in place of the pertinent facial features when making the diagnosis.
Obviously these guidelines permit a broad degree of clinical interpretation in each domain. This is
usually thought necessary in the development of a clinical condition. Over time a more precise case
definition is often developed. Drs. Astley and Clarren proposed such a case definition in the
“Diagnostic Guide for Fetal Alcohol Syndrome and Related Conditions” (Astley & Clarren, 1997).

In the first four years of this five-year Cooperative Agreement, the gestalt method of FAS diagnosis
(Sokol & Clarren, 1989) was used. With the creation of the statewide FAS DPN in 1995, a new, more
comprehensive method of diagnosis (Diagnostic Guide for FAS and Related Conditions: The 4-Digit
Diagnostic Code, Astley & Clarren, 1997) was created to ensure diagnostic accuracy and precision
across all clinics. Using the gestalt method of diagnosis, 19.5% (115/591) of children evaluated in the
University of Washington FAS Clinic were diagnosed with FAS/AFAS. In 1997, all diagnoses made in
the first four years of clinic operation were converted from the gestalt classification to the 4-Digit
Diagnostic Code classification to achieve diagnostic consistency across all FAS DPN patients. Using
the 4-Digit Diagnostic Code classification, 29.3% (238 / 811) of the patients evaluated in the FAS DPN
in the first five years of operation had prenatal alcohol exposure and documented evidence of CNS
dysfunction (diagnostic categories A-C, E-F). 4.8% (39 / 811) of these patients were diagnosed with
FAS/AFAS (diagnostic categories A and B). One of the greatest benefits of the new 4-Digit Diagnostic
Code method is its ability to accurately identify patients and birth mothers most likely to benefit from
primary and secondary prevention intervention, namely those with alcohol exposure and CNS
dysfunction, not just those with FAS.

The FAS Clinic did not advertise its existence since the program was overwhelmed with appropriate
referrals from its inception. Nevertheless, we think it is important to emphasize advertising was
occurring through the education offerings of several statewide groups. At least a dozen faculty members
from the University of Washington, members of the Washington State Department of Health and the
Department of Social and Health Services and the Seattle-King County Department of Public Health
(including a specific employee FAS educator), and family advocates were frequently speaking to
various lay and professional audiences throughout the state. Community level education was paramount
to the success of the clinical program.

The Clinic saw patients that had almost always been previously seen for developmental concerns. The
vast majority of patients had never been previously diagnosed and the few who had a prior diagnosis
generally did not have FAS (Table 11.4). This strongly emphasizes why dedicated and responsive clinics
are needed. Even in areas with active research programs and long standing interest in this program, the
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FAS diagnosis is not being made in the community - probably for the reasons noted in the introduction.
The data in this section demonstrates how successful such dedicated clinics can be.

The women enrolled in this study all had to have given birth to a child with FAS. The primary source
for these patients was the FAS Clinic at the University of Washington, which was funded by this
project. It became clear early in the study that even though the clinic was very efficient in identifying
FAS patients, many more patients had already been diagnosed in other clinical settings at the University
of Washington and Children’s Hospital by Dr. Clarren using the same clinical criteria. These clinical
lists were a second retrospective source of patients with FAS. Finally, as the other clinics were
developed in the Washington State FAS Diagnostic and Prevention Network, they became a third source
of patients.

Thus, the patients represent a large sample of patients in Washington who have been diagnosed with
FAS through the only tertiary medical center in the state. While the sample does not represent all cases
of FAS or all diagnosed cases of FAS, it is comparable to other samples of subtle disorders that are only
reliably diagnosed in referral centers. Since it is likely that dedicated clinics will remain the best way to
make FAS diagnoses in the future, the mothers who are found should be representative of the mothers
who will be found through this practical and traditional approach.

I1.C. Profile of the FAS DPN Clinic Population

Tables II.1 through I1.10 present a comprehensive profile of the all patients who requested a diagnostic
evaluation at the FAS DPN. More specifically, Table II.1 documents the demand for diagnostic services
experienced by the FAS Clinic. Table II.2 summarizes the concerns of the patients’ caregivers as they
expressed them to us on the New Patient Information Form (Astley & Clarren, 1997) (Appendix A).
Tables II.3 through II.10 provide a comprehensive profile of the 4-Digit diagnostic outcomes of all
patients seen in the FAS DPN. The tables present the diagnostic information in the order presented in
the FAS Diagnostic Evaluation Form (Astley & Clarren, 1997) (Appendix A).
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Table II.1. Ability to meet demand for diagnostic services at the U.W. FAS DPN Clinic in the first 5
years of operation (1993-97).

Characteristic

Total requests for appointments e 3,002
New Patient Information Forms (NPIF, Appendix A) completed by n
caregivers and submitted to the clinic for review . 1,374

Patient age (yrs.) at time of NPIF submission weirages n (valid %)

0.0t0 5.9 484 (35.3)

6.0 to 10.9 411 (29.9)

11.0to 15.9 272 (19.8)

16.0 to 20.9 107 (7.8)

21.0 and up 99 (7.2)

Mean NPIFagen mean (S.D.) min. - max. (n)

9.9 (7.9) 0.1-55.4 (1,373)

Gender ratio among patients who submitted NPIF nin (valid %)

Female:Male (% female) s 594:780 (43.2)

Race' among patients who submitted NPIF nccicz n (valid %)

1. Caucasian () 769 (56.3)

2. African American o, v+, ) 155 (11.3)

3. Native American, Alaskan or Canadian Native wnyc.d.¢ 312 (22.8)

4. Asian g 1,mn 16 (1.2)

5. Hispanic @y 106 (7.8)

6. Other i oters) 8 (0.6)

7. Unknown 8 (--)

Primary caregiver at the time the NPIF was submitted 2 n (valid %)

Birth mother 227 (16.6)

Birth father 98 (7.1)

Adoptive parent 301 (22.0)

Foster parent 401 (29.3)

Other biological family member 215 (15.7)

Self 66 (4.8)

Group home 3 (0.2)

Incarcerated 1 (0.1)

Legal guardian 3 (0.2)

Step parent 1 (0.1)

Case manager 1 (0.1)

Other 53 (3.8)
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Table II.1 (cont.).Ability to meet demand for diagnostic services at the U.W. FAS DPN Clinic in the
first 5 years of operation (1/93 — 12/97).

Characteristic

New Patient Information Forms (NPIF) completed and submitted (continued)

Patient’s place of residence” at time of NPIF submission g

n (valid %)
1. Urban Western Washington 840 (61.2)
2. Rural Western Washington 317 (23.1)
3. Central Washington 80 (5.8)
4. Eastern Washington 87 (6.3)
5. Outside Washington State 49 (3.6)
Distance from residence to U.W. Clinic (miles, one way) mitcage n (valid %)
0-50 901 (65.6)
51-100 225 (16.4)
101 —150 68 (5.0)
>150 178 (13.0)
Screening outcome among patients who submitted NPIF snouz n (valid %)
High risk for FAS (A) 323 (24.0)
Unlikely to be FAS, but high risk for PFAE (B) 710 (52.8)
No risk for FAS/PFAE based on information provided 312 (23.2)
Number of patients evaluated in FAS Clinic a3 n
811
Age (yrs) at time of FAS Clinic evaluation cinages n (valid %)
0.0t0o 5.9 247 (30.5)
6.0 to 10.9 267 (32.9)
11.0to 15.9 176 (21.7)
16.0 to 20.9 64 (7.9)
21 and up 57 (7.0)
Mean clinage2 mean (SD) min. - max. (n)
10.2 (7.5) 0.2-50.9 (811)
Gender ratio among patients seen in FAS Clinic s nn (valid %)
Female:Male (% female) 348:463 (42.9)
Race' among patients seen in FAS Clinic rcexia2 n (valid %)
Caucasian 458 (56.6)
African American 78 (9.6)
Native American, Alaskan or Canadian Native 194 (24.0)
Asian 9 (1.1)
Hispanic 66 (8.1)
Other 5 (0.6)
Unknown 1 (--)

CDC1998forweb2003.D0C Version 5/19/03 Copyright © University of Washington, FAS DPN, Astley & Clarren I1.5



I1. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table II.1 (cont.).Ability to meet demand for diagnostic services at the U.W. FAS DPN Clinic in the
first 5 years of operation (1/93 — 12/97).

Characteristic

Among patients evaluated in the FAS Clinic (continued)

Primary caregiver at time of FAS Clinic evaluation s n (valid %)
Birth mother 153 (18.9)
Birth father 68 (8.4)
Adoptive parent 164 (20.2)
Foster parent 248 (30.6)
Other biological family member 114 (14.1)
Self 31 (3.8)
Group home 1 (0.1)
Incarcerated 1 (0.1)
Other 31 (3.8)

Patient’s place of residence’ at time of FAS Clinic evaluation soue n (valid %)
Urban Western Washington 489 (60.3)
Rural Western Washington 184 (22.7)
Central Washington 51 (6.3)
Eastern Washington 64 (7.9)
Out of State 23 (2.8)

Distance traveled to UW Clinic (miles, one way) mitcage n (valid %)
0.0-50.9 446 (63.7)
51.0-100.9 129 (18.4)
101.0-150.9 43 (6.1)
>150.9 83 (11.8)

1. Race is classified hierarchically as follows: (1. Both parents are Caucasian); (2. Mother and/or father are African
American); (3. Mother and/or father are Native Alaskan, Native American or Canadian Indian, neither parent is African
American); (4. Mother and/or father are Asian, Japanese, Chinese, or Korean, neither parent is African American, Native
American, Native Alaskan or Canadian Indian); (5. Either parent is Hispanic, neither parent is from racial categories 2, 3
or 4); (6. Both parents are from racial categories other than categories 1 through 5).

2. 1. (Urban Western Washington: King, Pierce, and Snohomish); 2. (Rural Western Washington: Clallam, Clark, Cowlitz,
Grays Harbor, Island, Jefferson, Kitsap, Lewis, Mason, Pacific, San Juan, Skagit, Skamania, Thurston, Wahkiakum, and
Whatcom); 3. (Central Washington: Chelan, Douglas, Grant, Kittitas, Klickitat, Okanogan, and Yakima); 4. (Eastern
Washington: Adams, Asotin, Benton, Columbia, Ferry, Franklin, Garfield, Lincoln, Pend Oreille, Spokane, Stevens,
Walla Walla, and Whitman).
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II. Identification of FAS

Table I1.2. Concerns reported by caregivers of all 1,374 patients who completed and returned their
New Patient Information Form (NPIF) in the first 5 years of this clinic operation (1993-97).

Characteristic

PATIENT IDENTIFICATION

Gender nn (valid %)
Female:Male (% female) s 594:780 (43.2)
Race! necia n (valid %)
1. Caucasian 769 (56.3)
2. African American 155 (11.3)
3. Native American, Alaskan or Canadian Native 312 (22.8)
4. Asian 16 (1.2)
5. Hispanic/Mexican 106 (7.8)
6. Other 8 (0.6)
7. Unknown 8 (--)
Age (yrs) of patient at time of NPIF submission nerrages
n (valid %)
Birth to 1.0 49 (3.6)
1.1t03.0 151 (11.0)
3.1t05.0 191 (13.9)
5.1t0 10.0 451 (32.8)
10.1 to 15.0 288 (21.0)
15.1 to 20.0 134 (9.8)
>20.0 109 (7. 9)
mean (S.D) min. - max.
Mean eiragen 9.9 (7.9) 0.1-554 (1373)
Patient’s country couny n (valid %)
U.S.A. 1374 (100.0)
Unknown 0 (--)
Patient’s state nis n (valid %)
Washington 1,326 (96.5)
Alaska 10 (0.7)
California 7 (0.5)
Iowa 1 (0.1)
Idaho 12 (0.8)
Ilinois 1 (0.1)
Minnesota 1 (0.1)
North Carolina 1 (0.1)
North Dakota 1 (0.1)
Oregon 13 (0.9)
Pennsylvania 1 (0.1)
Unknown 0 (--)
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Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation
(1993-97).

Characteristic

PATIENT IDENTIFICATION (continued)

Patient’s WA State county w17 n (valid %)
Adams 1 (0.1)
Benton 18 (1.4)
Chelan 16 (1.2)
Clallum 29 (2.2)
Clark 13 (1.0)
Cowlitz 2 (0.2)
Douglas 6 (0.4)
Franklin 14 (1.1)
Grant 6 (0.4)
Grays Harbor 22 (1.7)
Island 22 (1.7)
Jefferson 7 (0.5)
King 466 (35.2)
Kitsap 60 4.5)
Kittitas 8 (0.6)
Lewis 32 (2.4)
Mason 21 (1.6)
Okanogan 9 (0.7)
Pacific 2 (0.2)
Pend Oreille 4 (0.3)
Pierce 138 (10.4)
San Juan 2 (0.2)
Skagit 38 (2.9)
Skamania 1 (0.1)
Snohomish 236 (17.8)
Spokane 31 (2.3)
Stevens 6 (0.4)
Thurston 46 (3.5)
Walla Walla 7 (0.5)
Whatcom 20 (1.5)
Whitman 6 (0.4)
Yakima 35 (2.6)
Outside WA 49 (--)
County unknown, but lives in WA state 1 (--)
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Primary Prevention of FAS: Targeting Women at High Risk II. Identification of FAS

Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation
(1993-97).

Characteristic

CAREGIVER IDENTIFICATION

Primary caregiver of patient ns n (valid %)
Birth mother 227 (16.6)
Birth father 98 (7.1)
Adoptive Parent 301 (22.0)
Foster Parent 401 (29.3)
Other biological family member 215 (15.7)
Self 66 (4.8)
Group home 3 (0.2)
Incarcerated 1 (0.1)
Legal guardian 3 (0.2)
Step parent 1 0.1)
Case manager 1 (0.1)
Other 53 (3.8)

PERSON COMPLETING THE NPIF

Relationship to patient ns n (valid %)
Birth mother 228 (16.6)
Birth father 67 (4.9)
Adoptive Parent 298 (21.7)
Foster Parent 260 (19.0)
Caseworker/Therapist/Counselor 167 (12.1)
CPS 12 (0.9)
Medical provider 21 (1.5)
Other 319 (23.3)

Person or agency who referred patient to Clinic w7 n (valid %)

(open-ended question) among 1,192 patients
Alcohol/drug abuse treatment 23 (1.9)
Children’s treatment center 49 (4.1)
CPS 18 (1.5)
Family (biological) 8 (0.8)
FAS organization or professional 147 (12.3)
Foster/Adoption agency, staff 17 (1.4)
Foster/Adoptive parent 16 (1.3)
Friend 24 (2.0)
Guardian ad litem 7 (0.6)
Legal system (JRA, criminal court) 16 (1.3)
Literature, TV, book, lecture 64 (5.4)
Medical (clinic, MD, hospital, PHN) 267 (22.5)
Mental health 53 (4.4)
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I1. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation

(1993-97).

Characteristic

Person or agency who referred patient to Clinic (continued) 7 n (valid %)
Native group (IHS, tribe) 28 (2.3)
Psychologist/Counselor/Therapist 59 (4.9)
School 64 (5.4)
Self 28 (2.3)
Social services (state or private) 194 (16.2)
Social worker/Caseworker 61 (5.1)
Other 5 (0.4)
Classification Unknown 46 (3.9)

REASONS FOR DIAGNOSTIC EVALUATION REQUEST

Reason(s) for requesting appointment nss n valid %
(open-ended question; can record >1 answer) among 1,260 patients
Alcohol exposure during gestation 164 (13.0)
Conduct disorders, emotional/behavioral problems, anger 579 (45.8)
Depression, low self esteem, low motivation 91 (7.2)
Does not learn from previous experiences, poor memory 117 9.3)
Drug/alcohol abuse by patient 31 (2.5)
Facial phenotype 138 (10.9)
Growth problems 40 (3.2)
Learning disabilities, problems in school, cognitive
delays, mental retardation 400 (31.7)
Legal problems perpetrated by the patient 32 (2.5)
Motor problems, fine or gross 80 (6.3)
Parenting skills of patient in question 9 (0.7)
Patient is pregnant 1 (0.1)
Physical/health problems 122 9.7)
Placement issues, adoption/foster home, group home 24 (1.9)

Poor judgment, cannot make own decisions, cannot

function independently, cannot hold job, cannot

understand time/money, no cause and effect 241 (19.1)
Poor self control, impulsiveness, lacks concern for

personal safety, absent minded, unpredictable

behavior, inflexible, poor adjustment, no internal

structure, disorganized 238 (18.8)
Poor social skills, poor bonding, separation anxiety 147 (11.6)
Recommendation by physician or FAS clinic staff 27 (2.1)
Recommendation by professional other than physician

(CPS, social worker, etc.) 37 (2.9)
Short attention span, hyperactivity, ADD, ADHD 360 (28.5)
Speech/language problems 99 (7.8)
Other 400 (31.7)
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Table II.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation
(1993-97).

Characteristic

REPORTED PHYSICAL APPEARANCE

Facial photographs submitted s n (valid %)
907 (68.2)
Patient reportedly born with birth defects among 246 patients, no7 n (valid %)
45 (18.3)
Patient reportedly has: n (valid %)
Allergies among 245 patients, 199 80 (327)
Multiple ear infections among 1,307 patients, nioo 889 (68.0)
Chronic sinusitis among 237 patients, n101 49 (207)
Chronic hearing 10Ss among 1,298 patients, nio2 269 (20.7)
Visual problems (wears glasses) among 1,286 patients, nio3 351 (27.3)
Chronic illness of the heart among 234 patients, nioa 7 (3.0)
Chronic illness of the kidneys among 1,292 patients, nios 189 (14.6)
Chronic illness of the joints/limbs among 233 patients, nios 14 (6.0)
Chronic illness of the stomach/bowels among 1,272 patients, 107 273 (21.5)
Patient has reportedly had: n (valid %)
Operations (since birth) among 255 patients, nios 76 (29.8)
Any other hospitalizations among 246 patients, n115 71 (28 9)
SCiZUI‘CS among 1,313 patients, n128 135 (103)
Loss of specific motor skills among 247 patients, n132 32 (13.0)
Bed wetting or soiling after 8 yrs old among 257 patients, ni34 31 (12.1)
CT or MRI scan among 260 patients, n137 30 (1 1 5)
Patient has reportedly been: n (valid %)
Phys1cally abused among 1,234 patients, n122 341 (276)
mean (S.D.) min. - max. n
Estimated age at onset 2.6 (3.2) 0.0-21.0 310
n (valid %)
Sexually abused among 1,247 patients, n125 292 (23 4)
mean (S.D.) min. - max. n
Estimated age at onset 4.3 (3.6) 0.0-21.0 285
REPORTED ATTENTION DEFICIT AND HYPERACTIVITY
n (valid %)
Patient has been evaluated for ADD/ADHD among 257 patients, ni3 95 (37.0)
Patient has been diagnosed with ADD/ADHD among 169 patients, ni2 72 (42.6)
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Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation

(1993-97).
Characteristic
REPORTED MENTAL HEALTH ISSUES
n (valid %)
Patient has been evaluated by psychologist or MH counselor among 259 patients, nisa 157 (60.6)
Patient has been evaluated for mood problems among259 patients, 177 56 (21.6)
REPORTED SCHOOL ISSUES
Open-ended questions presented to patient/caregiver n (valid %)
What learning problems does patient have? wss
(open-ended question; can record >1 answer) among 889 patients
Abstract thinking/judgement 16 (1.8)
Academic difficulties 77 (8.7)
Behavioral regulation/sensory motor 52 (5.8)
Global cognitive delays 34 (3.8)
Memory/Learning/Information processing 73 (8.2)
Motor/Oral Motor Control 16 (1.8)
Planning 3 (0.3)
Social Skills 10 (1.1)
Other learning problem 37 4.2)
Learning problems present, but unspecified 719 (80.9)
What behavioral problems does patient have? s
(open-ended question; can record >1 answer) among 1,130 patients
Abstract thinking/judgement 16 (1.4)
Behavioral regulation/sensory motor integration 168 (14.9)
DSM 1V diagnosis 23 (2.0)
Memory/Learning/Information 15 (1.3)
Planning 2 (0.2)
Social skills 30 2.7)
Other behavioral problem 78 (6.9)
Behavioral problems present, but unspecified 932 (82.5)
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Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation

(1993-97).
Characteristic

REPORTED ALCOHOL CONSUMPTION
Before pregnancy (one drink = % oz. absolute alcohol) mean (S.D.) min. - max. n
Avg. # drinks per drinking occasion w2 8.9 9.4) 0.0-86.0 (437)
Max. # drinks per drinking occasion s 124 (10.7) 0.0-86.0 (399)
Avg. # drinking occasions per week wso 4.5 4.1) 0.0-42.0 (507)
Type of alcohol consumed most often: (can select >1) n (valid %)
None n240a 1 (0 1)
Wine n2400 34 (25)
Beer waoc 106 (77)
Hard liquor nd 73 (5.3)
Unknown/Not reported naor 1,237 (90.0)
During pregnancy (one drink = % oz. absolute alcohol) mean (SD.) min. - max. n
Avg. # drinks per drinking occasion ma 6.9 (7.8) 0.0-86.0 (437)
Max. # drinks per drinking occasion w4 9.7 (9.6) 0.0-86.0 (395)
Avg. # drinking occasions per week 4.0 (4.4) 0.0-42.0 (501)
Type of alcohol consumed most often: (can setect >1) n (valid %)
None waa 4 (03)
Wine na 31 (23)
Beer wasc 100 (73)
Hard liquor waa 66 (4.8)
Unknown/Not reported mase 1,246 (90.7)
Trimester(s) when alcohol was reportedly consumed among 190 patients, n2as: n (valid %)
None 5 (3.6)
1* only 19 (13.9)
2" only 3 (2.2)
3" only 5 (3.6)
1 and 2™ only 12 (8.8)
2" and 3" only 3 (2.2)
1 and 3" only 3 (2.2)
1%, 2™ and 3 87 (63.5)
Unknown/Not reported 1,237 (--)
n (valid %)
Birth mother reportedly diagnosed with alcoholism among 250 patients, 246 129 (51.6)
Birth mother ever reported to have an alcohol problem among 258 patients, 47 181 (70.2)
Birth mother reportedly ever received alcohol treatment among 1,287 patients, n24s 647 (50.3)
Use of other substances during pregnancy n (valid %)
Drugs among 1,249 patients, n250 723 (579)
Tobacco among 1,230 patients, n254 860 (699)
Medications among 207 patients, n257 43 (20 8)
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Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation

(1993-97).
Characteristic
REPORTED INFORMATION ABOUT THE PATIENT’S BIRTH PARENTS

Number of unique birth mothers for the 1,374 patients 1,122
Birth mother mean (S.D) min. - max. n
Maternal age (yrs.) at birth of patient 24.7 (6.0) 13.0 - 44.0 (1149)
Maternal racel among 1,087 unique birth mothers, racemoml n (valid %)
1. Caucasian w 742 (68.3)
2. African American (b, v+, ) 82 (7.5)
3. Native American, Alaskan/Canadian Native anyc.de 206 (19.0)
4. ASial’l (any g,l,m,n) 8 (07)
5. Hispanic @nyn 44 (4.0)
6. Othel‘ (all others) 5 (0.5)
7. Unknown ¢ 35 (--)
Last year of school completed by birth mother among 753 unique birth mothers. n260 n (valid %)
Did not complete high school 418 (54.8)
Completed high school 244 (32.0)
Some college 82 (10.7)
College degree 19 (2.5)
Unknown 359 (--)
n (valid %)
Maternal history of learning problems among 133 unique birth mothers, 21 69 (51.9)
Birth mother living in WA State at time of NPIF submission among 144 patients, n7a 76 (52.8)
Patient’s last contact with birthmother among 1,170 patients, 276 n (valid %)
Current, continuous 355 (30.4)
< 6 months ago 334 (28.5)
7 to 12 months ago 69 (5.9)
>12 months ago 256 (21.9)
Never had contact 156 (13.3)

Number of unique birth fathers for the 1,374 patients 1213
Birth Father mean (S.D.) min. - max. n
Paternal age (yrs.) at birth of patient s 28.1 (7.4) 14.0-66.0 (771)
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Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation

(1993-97).
Characteristic

Paternal racel among 995 unique birth fathers, racedadl n (valid %)
1. Caucasian w 628 (63.1)
2. African American (b, v+, ) 105 (10.6)
3. Native American, Alaskan/Canadian Native wb, v, ) 127 (12.7)
4. Asian (any g,l,m,n) 1 8 (1 8)
5. Hispanic @nyn 104 (10.5)
6. Other i oters) 13 (1.3)
7. Unknown () 217 (--)
Last year of school completed by birth father among 524 unique birth fathers, ns3 n (valid %)
Did not complete high school 221 (42.1)
Completed high school 223 (42.6)
Some college 57 (10.9)
College degree 23 4.4)
Paternal history of learning problems among 87 unique birth fathers, wss: n (valid %)
37 (42.5)
Patient’s last contact with birth father among 1,000 patients, n2ss n (valid %)
Current, continuous 220 (22.0)
< 6 months ago 199 (19.9)
7 to 12 months ago 53 (5.3)
>12 months ago 279 (27.9)
Never had contact 249 (24.9)
Reported medical history of birth mother n (valid %)
Alcoholism among 984 patients, n287r 746 (75 . 8)
Birth defects among 954 patients, n288r 36 (3 8)
Stillbirths among 952 patients, n289r 37 (3 9)
Miscarriages among 953 patients, n290r 223 (23 4)
Mental retardation among 950 patients, n291x 43 4.5)
Other developmental disabilities among 957 patients, 92 111 (11.6)
Learning disorders among 959 patients, 293« 257 (26.8)
Attention deficit among 950 patients, n294r 113 (1 1 9)
Hyperactivity among 955 patients, n295r 98 (103)
Epllepsy among 957 patients, n296r 36 (3 . 8)
Neurologic disease among 956 patients, 297 12 (1.3)
Child abuse among 964 patients, n298r 290 (30 1)
Sexual abuse among 956 patients, n299r 277 (290)
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Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation

(1993-97).
Characteristic
Reported medical history of birth mother(continued) n (valid %)
Depression among 960 patients, n300r 416 (43 3)
Suicidal among 965 patients, n301r 170 ( 1 76)
Mental illness among 955 patients, n302r 166 (174)
Vision problems among 962 patients, n303r 227 (23 6)
Hearing problems among 960 patients, n3oar 80 (8.3)
Chronic illnesses among 962 patients, nios: 95 9.9)
Tourette’s Syndrome among 959 patients, n306r 3 (03)
Delinquency among 959 patients, n307r 204 (21 2)
Any specific genetic condition among 213 patients, n30s: 6 (2.8)

REPORTED PREGNANCIES OF BIRTH MOTHER

mean (S.D) min. - max. n
Total reported parity at the time of NPIF submission o 2.8 (1.8) 1.0 -12.0 (1,123)
Total reported gravitity at the time of NPIF submission s 33 (2.2) 1.0 - 18.0 (1,071)
Reported parity of patient ns 2.6 (1.7) 1.0-11.0 (1,115)
Reported gravitity of patient wos 3.1 (2.0) 1.0-10.0 (196)

PREGNANCY, LABOR, AND DELIVERY HISTORY OF THE PATIENT

Difficulties experienced during pregnancy among 238 patients, nio7 n (valid %)
61 (25.6)

Complications experienced during labor/delivery among 239 patients, naoo n (valid %)
63 (26.4)

Problems experienced while in birth hospital: n (valid %)
Feeding among 219 patients, n419 39 (1 7. 8)
Apnea/breathing difficulties among 219 patients, nazo 32 (14.6)
Supplemental oxygen required among 219 patients, ni21 26 (11.9)
Infections among 215 patients, n422 3 (1 4)
Jaundice among 221 patients, n423 44 (1 99)
Convulsions among 211 patients, n424 5 (24)
Method of delivery among 1,239 patients, nan n (valid %)
Natural 680 (67.7)
C-section 222 (22.1)
Forceps 102 (10.2)
Unknown 235 (--)
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Table I1.2. (cont.) Concerns reported by caregivers of all 1,374 patients who completed and returned
their New Patient Information Form (NPIF) in the first 5 years of this clinic operation
(1993-97).

Characteristic

REPORTED LIFETIME PLACEMENTS OF PATIENT

mean (SD) min. - max. n
Number of home placements nas 3.0 (3.0) 0.0-40.0 (842)
Number of home placements per year 18 years old and younger, nassr 0.6 (1.0) 0.0-18.0 (777)
Age(yr) at first out-of-home placement nsss 2.0 (3.1) 0.0-18.0 (196)
Age (yr) of last out-of-home placement nass 3.8 (4.0) 0.0-19.0 (191)

1. Race is classified hierarchically as follow: (1. Both parents are Caucasian); (2. Mother and/or father are African American); (3.
Mother and/or father are Native Alaskan, Native American or Canadian Indian, neither parent is African American); (4. Mother
and/or father are Asian, Japanese, Chinese, or Korean, neither parent is African American, Native American, Native Alaskan or
Canadian Indian); (5. Either parent is Hispanic, neither parent is from racial categories 2, 3 or 4); (6. Both parents are from racial
categories other than categories 1 through 5).

CDC1998forweb2003.D0C Version 5/19/03 Copyright © University of Washington, FAS DPN, Astley & Clarren I1.17



I1. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.3. Selected characteristics of the 811 patients seen in the FAS DPN Clinics in the first 5 years
of operation (1993-97) whose clinical data is recorded on the FAS DPN Diagnostic

Evaluation Form'.

Characteristic

Number of patients evaluated pacva

Duration of wait (months) to be seen in Clinic auwait mean
(Clinic is open 4 days per month) 9.0
Distance traveled one way (miles) to get to Clinic mieage 78.0

Person or agency who referred patient to Clinic among 665 patients, reter2
Physician
Public Health/Crippled Children
Mental Health
Hospital
School
Self/family
Legal
Social service agency
Other community agency
Other

(S.D)
(8.4)

(194.1)

Reason for referring patient to Clinic as reported by caregiver among 745 patients, nas

(can select >1)

Alcohol exposure during gestation

Conduct disorders, emotional/behavioral problems, anger

Depression, low self esteem, low motivation

Does not learn from previous experiences, poor memory

Drug/Alcohol abuse by patient

Facial phenotype

Growth problems

Learning disabilities, problems in school, cognitive delays,
mental retardation

Legal problems perpetrated by the patient

Motor problems, fine or gross

Parenting skills of patient in question

Patient is pregnant

Physical/Health problems

Placement issues, adoption/foster home, group home

Poor judgment, cannot make own decisions, cannot
function independently, cannot hold job, cannot
manage time/money, no cause and effect

811

min. - max.

0.2-56.6 (810)

5.0-2,950.0 (727)

n (valid %)
108 (16.2)
43 (6.5)
25 (3.8)
29 (4.3)
51 (7.7)
22 (3.3)
21 (3.2)
230 (34.6)
39 (5.8)
97 (14.6)
n (valid %)
94 (12.6)
364 (48.9)
66 (8.9)
76 (10.2)
16 (2.1)
81 (10.0)
31 (4.2)
268 (36.0)
23 3.1)
48 (6.4)
8 (1.1)

1 (0.1)
86 (11.5)
17 (2.3)
151 (20.3)
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Primary Prevention of FAS: Targeting Women at High Risk II. Identification of FAS

Table I1.3.(cont.) Selected characteristics of the 811 patients seen in the FAS DPN Clinics in the first 5
years of operation (1993-97) whose clinical data is recorded on the FAS DPN
Diagnostic Evaluation Form'.

Characteristic
Reason for referring patient to Clinic as reported by caregiver (continued)ss n (valid %)
Poor self control, impulsiveness, lacks concern for 130 (17.4)

personal safety, absent minded, unpredictable
behavior, inflexible, poor adjustment, no internal
structure, disorganized

Poor social skills, poor bonding, separation anxiety 95 (12.8)
Recommendation by physician or FAS clinic staff 17 (2.3)
Recommendation by professional other than physician (CPS, social worker, etc.) 19 (2.6)
Short attention span, hyperactivity, ADD, ADHD 223 (29.9)
Speech/language problems 60 (8.1)
Other 205 (27.5)
Total yearly family income among 557 patients, income n (valid %)
< $5,000 57 (10.2)
$5,000 to $9,999 82 (14.8)
$10,000 to $14,999 47 (8.4)
$15,000 to $19,999 40 (7.2)
$20,000 to $24,999 50 (9.0)
$25,000 to $29,999 37 (6.6)
$30,000 to $34,999 46 (8.3)
> $35,000 198 (35.5)
Some portion of family income comes from n (valid %)
welfare, public assistance, or SSI among 595 patients , weitare 273 (45.9)

1. Astley & Clarren, Diagnostic Guide for FAS and Related Conditions, 1997. (Appendix A)
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Tables I1.4 through II1.10 are stratified by diagnostic outcome as presented in the Diagnostic Guide for
FAS and Related Conditions: the 4-Digit Code (Astley & Clarren, 1998). There are 256 possible 4-
Digit codes that fall into one of 22 unique clinical diagnostic categories labeled A through V. For the
purposes of this report these 22 categories are collapsed into four groups: 1) FAS: diagnostic categories
A, B; 2) AFAS: diagnostic category C; 3) Affected, Alcohol Exposed: diagnostic categories E-I; and 4)
Other: diagnostic categories D, J-V.). The 4-Digit Diagnostic Code system and nomenclature is
described briefly below.

What are the 4 Digits?
The four digits reflect the magnitude of expression of four key diagnostic features of FAS in the
following order: (1) growth deficiency, (2) the FAS facial phenotype, (3) brain dysfunction, and (4)
gestational alcohol exposure. The 4-Digit Diagnostic Code is generated at the completion of the
diagnostic evaluation using information recorded on the FAS Diagnostic Evaluation Form. The code is
created by filling in the grid below which appears on page one of the Diagnostic Form.

4-Digit Diagnostic Code Grid

3 4 4 4
significant severe definite (4) X X X (4) high risk
moderate moderate probable 3) X 3) some risk

mild mild possible (2) (2) unknown
none absent unlikely (1) (1) no risk
Growth FAS Facial Brain Growth  Face  Brain Alcohol Gestational
Deficiency Features  Dysfunction Alcohol

Figure 1. 4-Digit Diagnostic Code grid. This grid is filled in to illustrate how the
Diagnostic Code 3444 is derived. This code is one of eight which
qualifies as a diagnosis of FAS.

How are the 4 Digits ranked?
The magnitude of expression of each feature is ranked independently on a 4-point Likert scale with 1
reflecting complete absence of the FAS feature and 4 reflecting a strong "classic" presence of the FAS
feature. Specific guidelines for ranking the magnitude of each of the FAS features are presented in
Section II1.B.

How many 4-Digit Diagnostic Codes are there?
There are 256 possible 4-Digit Diagnostic Codes ranging from 1111 to 4444. The 256 codes and their
corresponding clinical names are listed in numerical order in Section VI.

We have created diagnostic categories for all potential codes, even though to date we do not expect to
see all of these situations in clinic. For example, 1111 reflects a normal exam in an individual who was
definitely not exposed to alcohol. Such patients are seen by primary physicians daily, but are unlikely
to be referred to an FAS clinic. Other codes like 4441 would represent a “classic” clinical presentation
of FAS with a confirmed absence of alcohol exposure during gestation. We have never seen such a
case (or phenocopy), but we may some day.
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How many different Clinical Diagnostic Categories are there?
Each 4-Digit Diagnostic Code falls into one of 22 unique Clinical Diagnostic Categories (labeled A
through V). A list of the 22 Diagnostic Categories is presented below.

Category

Name

0 O Z 2 - R T O m m 9o w >

cC 13w =m0

Fetal alcohol syndrome (alcohol exposed)
Fetal alcohol syndrome (alcohol exposure unknown)
Atypical fetal alcohol syndrome (alcohol exposed)

Fetal alcohol syndrome phenocopy (no alcohol exposure)

Sentinel physical findings / static encephalopathy (alcohol exposed)
Static encephalopathy (alcohol exposed)

Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Neurobehavioral disorder (alcohol exposed)

Sentinel physical findings (alcohol exposed)

No cognitive/behavioral or sentinel physical findings detected (alcohol exposed)

Sentinel physical findings / static encephalopathy (alcohol exposure unknown)
Static encephalopathy (alcohol exposure unknown)

Sentinel physical findings / neurobehavioral disorder (alcohol exposure unknown)
Neurobehavioral disorder (alcohol exposure unknown)

Sentinel physical findings (alcohol exposure unknown)

No cognitive/behavioral or sentinel physical findings detected (alcohol exposure unknown)

Sentinel physical findings / static encephalopathy (no alcohol exposure)
Static encephalopathy (no alcohol exposure)

Sentinel physical findings / neurobehavioral disorder (no alcohol exposure)
Neurobehavioral disorder (no alcohol exposure)

Sentinel physical findings (no alcohol exposure)

What are the names of the Clinical Diagnostic Categories?
A series of terms are used in varying combinations to name the 22 diagnostic categories. They include:

® Sentinel Physical Findings:
The adjective "sentinel” refers to key physical findings that, in combination, are highly sensitive
and specific to in utero alcohol exposure. These include a unique cluster of minor facial anomalies
(short palpebral fissures, thin upper lip and a smooth philtrum) and growth deficiency. These
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sentinel features serve as necessary and sufficient criteria for establishment of the physical
component of an FAS diagnosis. Other physical findings may be detected instead of or in addition
to the sentinel findings which may suggest alternate or additional conditions. The findings may
also present as isolated features which may or may not be caused by in utero alcohol. There are
places on the Diagnostic Evaluation Form to record and interpret other physical findings.

@® Static Encephalopathy:

The term "encephalopathy” refers to any physical abnormality in the brain. Such abnormalities
can vary in magnitude from structural defects that are apparent on an image like a CT scan to
micro-cellular abnormalities that can only be confirmed with tissue samples or neurochemical
analysis. The term "static” means that the physical abnormality in the brain is unchanging, neither
progressing or regressing. The term "static encephalopathy” is used in this diagnostic system
when the patient presents with cognitive/behavioral dysfunction which is accompanied by
structural, neurologic, and/or psychometric measures which strongly support the presence of
structural brain abnormalities. The term does not define or suggest any specific pattern of
structural abnormality or cognitive/behavioral dysfunction.

® Neurobehavioral Disorder:
This term is used in this diagnostic system when the patient presents with cognitive/behavioral
dysfunction, but structural, neurologic and psychometric measures do not unequivocally support
the presence of structural brain abnormalities. Reasonably specific conditions like attention deficit
disorder and dyslexia, for example could be referred to as neurobehavioral disorders.

® Alcohol (Exposed, Not Exposed, Exposure Unknown):
This term is used to reflect the exposure status of the fetus. It is not to be used to link alcohol
exposure to outcome.

® Fetal Alcohol Syndrome (FAS):
The term FAS is used to refer to patients who present with the full compliment of sentinel physical
findings, static encephalopathy and were alcohol exposed. The following 4-Digit Codes are
classified as FAS (3433, 3434, 3443, 3444, 4433, 4434, 4443 and 4444. The term FAS is also
used when the facial phenotype, growth deficiency and CNS dysfunction are classically expressed,

but alcohol exposure is unknown. This condition is reflected in the following 4-Digit Codes
(3432, 3443, 4432 and 4442).

® Atypical Fetal Alcohol Syndrome (AFAS):
This term is introduced for use with a relatively small group of patients who have static
encephalopathy, most of the sentinel physical findings, and were alcohol exposed. The primary
contrast between FAS and AFAS is the absence of growth deficiency. Given the fact that variable
presentation is the rule rather than the exception after teratogenic exposure in gestation, we felt it
was appropriate to establish this marginal category. The following 4-Digit Codes are classified as

AFAS (1443, 2443, 1434, 1444, 2434, 2444, 3334, 3344, 4334, and 4344).

The names assigned to each diagnostic category reflect the patient's clinical outcome and alcohol
exposure. The names are listed in Sections IV and V. The first three categories (A through C) meet the
criteria for a clinical diagnosis of FAS and are named as such. The fourth category (D) applies to the
patient who presents with all of the features of FAS, but has a confirmed absence of gestational alcohol
exposure. This category is referred to as an FAS Phenocopy and has yet to be observed.
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The remaining 19 categories (E through V) do not meet the minimum criteria for FAS and are
subsequently named to reflect the Likert ranking of each digit in the 4-Digit Diagnostic Code. For
example, a code of 4342 is the Diagnostic Category called "sentinel physical findings / static
encephalopathy (alcohol exposure unknown)". Many of these patients might have previously been
referred to variably as having possible fetal alcohol effects (PFAE), alcohol related birth defects
(ARBD), or alcohol related neurodevelopmental disorder (ARND). This new nomenclature supersedes
all of these terms.

The following nomenclature pattern is used:

® Growth deficiency and facial characteristics are physical features. When either feature receives a
rank of 3 or 4, the patient is referred to as having a sentinel physical finding.

@® When brain dysfunction receives a rank of 2, the condition is referred as a neurobehavioral
disorder. When brain dysfunction receives a rank of 3 or 4, the condition is referred to as static
encephalopathy

® When alcohol exposure receives a rank of 1, there is a confirmed absence of gestational alcohol
exposure. When alcohol exposure receives a rank of 2, alcohol exposure is unknown. When
alcohol exposure receives a rank of 3 or 4, gestational alcohol exposure is confirmed.

Which new Diagnostic Categories represent the category we use to call FAE?
Diagnostic Categories E through I would have previously been referred to as "fetal alcohol effects",
"alcohol related birth defects" or "alcohol related neurobehavioral disorder". Categories J through V
are new categories which describe a large number of patient groups who have never been adequately
classified or described in the past.

How are lip thinness and philtrum smoothness measured?
A 5-point Likert pictorial scale (Figure 1) is used to measure lip thinness and philtrum smoothness.
Upper lip thinness can also be measured quantitatively (circularity) using a computer and scanned
images.
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Philtrum/Upper Lip Upper Lip ABC
Philtrum/Upper Lip Likert Scale Circularity* Scale

5 179 C

1 45 A

Figure 1. Pictorial examples of the 5-point Likert scales and the ABC scale used to
rank upper lip thinness and philtrum smoothness. *Circularity is a quantitative
measure of upper lip thinness (perimeter’/area). The thinner the upper lip, the
greater the circularity.
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Table I1.4. Sociodemographic characteristics of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by

. . 1
diagnostic outcome .

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)

mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Age (yrs.) at time of diagnostic evaluation prcis 10.2 (12.4) 8.9 (5.4) 10.0 (6.7) 10.9 (8.8)
min. - max. 0.3 - 50.6 15-223 0.6 - 50.9 0.2-46.3
Racez racekid2 n (valid %) n (valid %) n (valid %) n (valid %)
1. Caucasian 12 (66.7) 14 (66.7) 310 (55.5) 122 (57.6)
2. African American 1 (5.6) 2 9.5) 56 (10.0) 19 (9.0)
3. Native American/Alaskan/Canadian Native 4 (22.1) 4 (19.0) 141 (25.2) 45 (21.2)
4. Asian 0 (0.0) 1 (4.8) 6 (1.1) 2 (0.9)
5. Hispanic 1 (5.6) 0 (0.0) 41 (7.3) 24 (11.3)
6. Other 0 (0.0) 0 (0.0) 5 (0.9) 0 (0.0)
Gender orin nn (valid %) nn (valid %) nn (valid %) nn (valid %)
Female:Male (% female) 6:12 (33.3) 7:14 (33.3) 233:326 (41.7) 102:111 (47.9)
n (valid %) n (valid %) n (valid %) n (valid %)

Patient previously diagnosed with FAS tuspant
yes 0 (0.0) 1 (4.8) 4 (0.7) 0 (0.0)
suspected 1 (5.6) 0 (0.0) 3 (0.6) 0 (0.0)
no documentation of previous diagnosis 17 (94.4) 20 (95.2) 550 (98.7) 213 (100.0)
n (valid %) n (valid %) n (valid %) n (valid %)

Patient previously diagnosed with FAE tuepat
yes 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
suspected 0 (0.0) 0 (0.0) 2 (0.4) 1 (0.5)
no documentation of previous diagnosis 18  (100.0) 21 (100.0) 554 (99.4) 212 (99.5)
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Table I1.4 (cont.).Sociodemographic characteristics of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
n (valid %) n (valid %) n (valid %) n (valid %)
Patient has sibling(s) previously diagnosed with FAS s
yes 1 (5.6) 2 9.5) 20 (3.6) 6 (2.8)
suspected 0 (0.0) 0 (0.0) 2 (0.4) 0 (0.0)
unknown 17 (94.4) 19 (90.5) 535 (96.0) 207 (97.2)
n (valid %) n (valid %) n (valid %) n (valid %)
Patient has sibling(s) previously diagnosed with FAE
yes 0 (0.0) 1 (4.8) 12 (2.2) 3 (1.4)
suspected 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
unknown 18  (100.0) 20 (95.2) 542 (97.3) 210 (98.6)
Primary caregiver at time of diagnosis s n (valid %) n (valid %) n (valid %) n (valid %)
Birth mother 5 (27.8) 5 (23.8) 119 (21.3) 24 (11.3)
Birth father 0 (0.0) 2 9.5) 53 (9.5) 13 (6.1)
Foster care 6 (33.2) 5 (23.8) 164 (29.3) 73 (34.3)
Adoptive care 3 (16.7) 2 9.5) 104 (18.6) 55 (25.8)
Other biological family member 2 (11.1) 5 (23.8) 80 (14.3) 27 (12.7)
Self 1 (5.6) 0 (0.0) 17 (3.0) 13 (6.1)
Group home 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
Incarcerated 0 (0.0) 0 (0.0) 0 (0.2) 0 (0.0)
Other 1 (5.6) 2 9.5) 20 (3.6) 8 (3.9)
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Table I1.4 (cont.).Sociodemographic characteristics of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=559) (n=213)
Accompanied patient to Clinic oriior n (valid %) n (valid %) n (valid %) n (valid %)
Birth mother 4 (22.2) 4 (19.0) 132 (23.7) 32 (15.1)
Birth father 1 (5.6) 2 9.5) 50 (9.0) 11 (5.2)
Other family member 2 (11.1) 3 (14.3) 84 (15.0) 26 (12.3)
Foster parent 6 (33.3) 3 (14.3) 125 (22.4) 53 (25.0)
Adoptive parent 5 (27.8) 6 (28.6) 104 (18.6) 69 (32.5)
Step parent 0 (0.0) 1 (4.8) 2 (0.4) 1 (0.5)
Caseworker/Social worker 0 (0.0) 0 (0.0) 14 (2.5) 7 (3.3)
Other/None 0 (0.0 2 (9.5) 47 (8.4) 13 (6.1)

1. Astley & Clarren, Diagnostic Guide for FAS and Related Conditions, 1997; 2. See Table 1.2 footnote for description of racial categories.
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Table I1.5.Growth profile of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. AB Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=559) (n=213)
4-Digit Diagnostic Rank' for Growth Deficiency gown n (valid %) n (valid %) n (valid %) n (valid %)
Rank 4, Significant 13 (72.2) 5 (23.8) 27 (4.8) 9 (4.2)
Rank 3, Moderate 5 (27.8) 3 (14.3) 26 4.7) 4 (1.9)
Rank 2, Mild 0 (0.0) 4 (19.0) 53 (9.5) 15 (7.1)
Rank 1, None 0 (0.0) 9 (42.9) 453 (81.0) 184 (86.8)
ABC-Score! for Growth Deficiency orias n (valid %) n (valid %) n (valid %) n (valid %)
CcC 12 (70.6) 5 (23.8) 26 4.7) 9 (4.3)
CB 5 (29.4) 2 9.5) 17 (3.0 4 (1.9)
CA 0 (0.0) 1 (4.8) 22 (3.9) 9 (4.3)
BC 0 (0.0) 1 (4.8) 9 (1.6) 0 (0.0)
BB 0 (0.0) 1 (4.8) 24 4.3) 4 (1.9)
BA 0 (0.0) 2 9.5) 55 9.9 14 (6.6)
AC 0 (0.0) 2 9.5) 7 (1.3) 2 (1.0)
AB 0 (0.0) 2 9.5) 17 (3.0 9 (4.3)
AA 0 (0.0) 5 (23.8) 381 (68.3) 159 (75.7)
Birth mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Weight centile’ for gestational age oriis 24.6 (29.8) 24.0 (24.0) 50.7 (32.0) 50.0 (30.2)
n=12 n=15 n=334 n=109
Length centile? for gestational age prizo 19.2 (35.8) 27.1 (29.7) 59.6 (33.2) 63.3 (30.2)
n=10 n=13 n=251 n=88
Gestational age (weeks) pri2i 34.5 (4.0) 36.5 (3.9) 37.1 (3.5) 37.6 (2.8)
n=13 n=16 n=363 n=111
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Table I1.5 (cont.). Growth profile of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by diagnostic

outcome .

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. AB Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=559) (n=213)
At time of Diagnostic Exam mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Height centile’ oriso 3.2 4.7) 213 (20.6) 39.6 (30.0) 39.3 (28.1)
n=16 n=21 n=558 n=209
Weight centile’ orix 8.4 (19.7) 28.9 (27.2) 51.1 (31.2) 54.5 (29.6)
n=18 n=21 n=556 n=208

1. Astley & Clarren, Diagnostic Guide for FAS and Related Conditions, 1997.

2. Hall JG, Froster-Iskenius UG, Allanson JE. Handbook of Normal Physical Measurements. Oxford University Press, pp. 504, 1989.

3. Ross Laboratories, 1992, 1994.
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Table I1.6. Facial characteristics of the 811 patients

evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by diagnostic

outcome'.
FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Facial D—SCOI'e2 corresponding to the 4-digit face rank 2.5 (0. 8) 1.8 ( 1 .2) -1.2 ( 1 .6) -1.4 ( 1 .6)
n (valid %) n (valid %) n (valid %) n (valid %)
Facial D-score” > 0.8 o s 18  (100.0) 17 (81.0) 72 (13.0) 20 (9.8)
(D-score > 0.8 = screen positive for FAS facial phenotype)
Presentation of FAS Facial Features:
4-Digit Diagnostic Rank! e n (valid %) n (valid %) n (valid %) n (valid %)
Rank 4,Severe 18  (100.0) 13 (61.9) 25 (4.5) 8 (3.8)
Rank 3, Moderate 0 (0.0) 8 (38.1) 61 (10.9) 16 (7.6)
Rank 2, Mild 0 (0.0) 0 (0.0) 367 (65.6) 123 (58.6)
Rank 1, Absent 0 (0.0) 0 (0.0) 106 (19.0) 63 (30.0)
mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Palpebral fissure length z-SCOTe for targest patebra fissure, DF22 -4.5 (1.6) -3.8 (1.4) -2.6 (1.6) -2.3 (1.7)
Inner canthal distance z-SCOT€ among 750 patients,pr26 -0.4 (0.9) -0.5 (1.5) -0.05 (1.2) -0.03 (1.3)
Largest palpebral fissure length/inner canthal distance brc2is 78% (8.4%) 81% (12.8%) 84% (11.2%) 85% (11.4%)
Philtrum b7 n (valid %) n (valid %) n (valid %) n (valid %)
Rank 5, Smooth 13 (72.2) 10 (47.6) 23 (4.1) 9 (4.2)
Rank 4 5 (27.8) 8 (38.1) 56 (10.0) 13 (6.2)
Rank 3, Intermediate 0 (0.0) 3 (14.3) 119 (21.3) 42 (19.8)
Rank 2 0 (0.0) 0 (0.0) 133 (23.8) 50 (23.6)
Rank 1, Deeply grooved 0 (0.0) 0 (0.0) 228 (40.8) 98 (46.2)
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Table I1.6 (cont.). Facial characteristics of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by
diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Upper lip1 (vermilion border) prs n (valid %) n (valid %) n (valid %) n (valid %)
Rank 5, Very thin 13 (72.2) 11 (52.4) 62 (11.1) 25 (11.8)
Rank 4 5 (27.8) 5 (23.8) 125 (22.4) 26 (12.3)
Rank 3, Intermediate 0 (0.0) 5 (23.8) 126 (22.5) 51 (24.0)
Rank 2 0 (0.0) 0 (0.0) 76 (13.6) 35 (16.5)
Rank 1, Very thick 0 (0.0) 0 (0.0) 170 (30.4) 75 (35.4)
mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Upper lip circularity' (perimeter squared/area) 111.81 (45.3) 76.6 (32.3) 64.5 (23.5) 60.6 (19.5)
(Among patients with facial photographs. The larger the circularity, n=9 n=10 n=2352 n=116
the thinner the lip. This computerized method of measuring lip
thinness is described in Figure 1, Section I1.)
mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Nose/midface ratio L () L () L () L ()
(pending measurement)
Abnormal palatal shape an3sa. n (valid %) n (valid %) n (valid %) n (valid %)
Yes 3 (16.7) 3 (14.3) 33 (5.9) 9 (4.2)

The following variables were measured from photographs (when available):

Clown eyebrows cown n (valid %) n (valid %) n (valid %) n (valid %)
Rank 5, Definitely present 0 (0.0) 0 (0.0) 3 (1.0) 0 (0.0)
Rank 4 1 (7.7) 0 (0.0) 4 (1.3) 3 (3.7
Rank 3, Mildly present 3 (23.1) 2 (16.7) 14 (4.6) 6 (7.3)
Rank 2 6 (46.1) 3 (25.0) 76 (25.1) 23 (28.0)
Rank 1, Not present 2 (15.4) 6 (50.0) 184 (60.7) 47 (57.3)
Unknown 1 (7.7) 1 (8.3) 22 (7.3) 3 (3.7)
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Table I1.6 (cont.). Facial characteristics of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by
diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=1559) (n=213)
Epicanthal folds epican n (valid %) n (valid %) n (valid %) n (valid %)
Rank 5, Definitely present 0 (0.0) 1 (8.3) 14 4.5) 1 (1.3)
Rank 4 0 (0.0) 0 (0.0) 12 (4.0) 2 2.4)
Rank 3, Mildly present 1 (7.7) 0 (0.0) 25 (8.3) 11 (13.4)
Rank 2 5 (38.5) 3 (25.0) 36 (11.9) 12 (14.6)
Rank 1, Not present 7 (53.8) 8 (66.7) 210 (69.3) 56 (68.3)
Unknown 0 (0.0) 0 (0.0) 6 (2.0) 0 (0.0)
Ptosis ptosis n (valid %) n (valid %) n (valid %) n (valid %)
Rank 5, Definitely present 0 (0.0) 0 (0.0) 2 (0.7) 0 (0.0)
Rank 4 0 (0.0) 1 (8.3) 4 (1.3) 1 (1.2)
Rank 3, Mildly present 4 (30.7) 1 (8.3) 34 (11.2) 7 (8.6)
Rank 2 2 (15.4) 1 (8.3) 57 (18.8) 21 (25.6)
Rank 1, Not present 6 (46.2) 9 (75.1) 195 (64.4) 51 (62.2)
Unknown 1 (7.7) 0 (0.0) 11 (3.6) 2 (2.4)
Flat midface natacc n (valid %) n (valid %) n (valid %) n (valid %)
Rank 5, Definitely present 0 (0.0) 2 (18.2) 25 (9.2) 6 (8.1)
Rank 4 2 (18.1) 1 (9.0) 48 (17.7) 10 (13.5)
Rank 3, Mildly present 4 (36.4) 3 (27.3) 58 (21.4) 16 (21.7)
Rank 2 2 (18.2) 3 (27.3) 43 (15.9) 6 (8.1)
Rank 1, Not present 3 (27.3) 2 (18.2) 78 (28.8) 32 (43.2)
Unknown 0 (0.0) 0 (0.0) 19 (7.0) 4 (5.4)
Flat nasal bridge b n (valid %) n (valid %) n (valid %) n (valid %)
Rank 5, Definitely present 2 (15.4) 0 (0.0) 1 (0.3) 0 (0.0)
Rank 4 0 (0.0) 0 (0.0) 7 (2.3) 2 2.4)
Rank 3, Mildly present 2 (15.4) 3 (25.0) 39 (12.9) 14 (17.1)
Rank 2 5 (38.4) 1 (8.3) 92 (30.4) 25 (30.5)
Rank 1, Not present 4 (30.8) 8 (66.7) 160 (52.8) 41 (50.0)
Unknown 0 (0.0) 0 (0.0) 4 (1.3) 0 (0.0)

1. Astley & Clarren, Diagnostic Guide for FAS and Related Conditions, 1997
2. Astley & Clarren, A case definition and photographic screening tool for the facial phenotype of FAS, J. Pediatrics 1996; 129: 33-41.
3. Hall et al. Handbook of Normal Physical Measurements, Oxford University Press, 1989
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Table I1.7. Other physical anomalies of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by
diagnostic outcome'.
AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=1559) (n=213)

Additional physical anomalies pr233 n (valid %) n (valid %) n (valid %) n (valid %)

(based on direct clinic evaluation)

Head / Neck

Hair (e.g., hair whorl unusual) 1 (5.6) 0 (0.0) 13 (2.3) 4 (1.9)
Cranium(shape, synostosis) 0 (0.0) 1 (4.8) 27 (4.8) 10 4.7)
Hydropcephalus 0 (0.0) 1 (4.8) 1 (0.2) 0 (0.0)
Eyebrow (other than clown eyebrows) 1 (5.6) 0 (0.0) 2 (0.4) (0.5)
Eye (other than ptosis or epicanthal folds) 2 (11.1) 4 (19.0) 34 (6.1) 11 (5.2)
Nose (other than short) 0 (0.0) 0 (0.0) 14 (2.5) (1.4)
Philtrum (other than smooth) 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
Dental (e.g., mal occlusion) 2 (11.1) 2 9.5) 29 (5.2) 10 4.7)
Micrognathia 0 (0.0) 0 (0.0) 17 (3.0) 5 (2.3)
Jaw (other than micrognathia) 0 (0.0) 0 (0.0) 6 (1.1) 0 (0.0)
Facial (other than those reported above) 0 (0.0) 0 (0.0) 7 (1.3) 3 (1.4)
Ear 1 (5.6) 1 (4.8) 37 (6.6) 10 4.7)
Neck 0 (0.0) 0 (0.0) 1 (0.2) 2 (0.9)
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Table I1.7.(cont.)Other physical anomalies of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by

. . 1
diagnostic outcome .

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Additional physical anomalies (continued)or2ssa n (valid %) n (valid %) n (valid %) n (valid %)
Hands / Feet
Palmar crease
Hockey stick palmar crease 3 (16.7) 2 (9.5) 87 (15.6) 29 (13.6)
Transverse palmar crease 0 (0.0) 0 (0.0) 14 (2.5) 0 (0.0)
Other 0 (0.0) 0 (0.0) 7 (1.3) 0 (0.0)
Digital anomalies (e.g. clinodactyly) 1 (5.6) 1 (4.8) 91 (16.3) 26 (12.2)
Nail 0 (0.0) 0 (0.0) 4 (0.7) 1 (0.5)
Feet (e.g. club foot) 0 (0.0) 1 (4.8) 9 (1.6) 8 (3.8)
Limbs
Arm 0 (0.0) 0 (0.0) 2 (0.4) 0 (0.0)
Leg (including hip dislocation) 0 (0.0) 1 (4.8) 7 (1.3) 0 (0.0)
Torso
Heart 0 (0.0) 1 (4.8) 33 (5.9) 4 (1.9)
Pectus excavatum or carinatum 0 (0.0) 0 (0.0) 9 (1.6) 4 (1.9)
Rib 1 (5.6) 0 (0.0) 1 (0.2) 0 (0.0)
Spinal (e.g., meningomyelocele, scoliosis) 1 (5.6) 1 (4.8) 9 (1.6) 5 (2.3)
Intestinal/bowel 1 (5.6) 0 (0.0) 3 (0.5) 1 (0.5)
Renal 1 (5.6) 1 (4.8) 5 (0.9) 1 (0.5)
Genital 1 (5.6) 1 (4.8) 3 (0.5) 2 (0.9)
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II. Identification of FAS

Primary Prevention of FAS: Targeting Women at High Risk

Table I1.7.(cont.)Other physical anomalies of the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by

. . 1
diagnostic outcome .

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=559) (n=213)
Additional physical anomalies (continued)or2ssa n (valid %) n (valid %) n (valid %) n (valid %)

Other

Birth marks/moles 0 (0.0) 0 (0.0) 0 (0.0) 1 (0.5)
Hemagioma 0 (0.0) 1 (4.8) 1 (0.2) 2 (0.9)
Hirsutism (abnormal hairiness) 0 (0.0) 0 (0.0) 4 (0.7) 0 (0.0)
Skin 1 (5.6) 0 (0.0) 6 (1.1) 0 (0.0)
Skin tag 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
Thyroid 0 (0.0) 0 (0.0) 2 (0.4) 0 (0.0)
Umbilical 0 (0.0) 0 (0.0) 1 (0.2) 1 (0.5)
None reported 3 (16.7) 6 (28.6) 189 (33.8) 93 (43.7)
Other 0 (0.0) 2 (9.5) 34 (6.1) 6 (2.8)

1. Astley & Clarren, Diagnostic Guide for FAS and Related Conditions, 1997.
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8. Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by
diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=1559) (n=213)
Summary
4-Digit Diagnostic Rank of CNS dysfunction1 brain3 n (valid %) n (valid %) n (valid %) n (valid %)
Rank 4, Definite 14 (77.8) 13 (61.9) 100 (17.9) 22 (10.4)
Rank 3, Probable 4 (22.2) 8 (38.1) 99 (17.7) 24 (11.4)
Rank 2, Possible 0 (0.0) 0 (0.0) 347 (62.1) 87 (41.2)
Rank 1, Unlikely 0 (0.0) 0 (0.0) 13 (2.3) 78 (37.0)
Structural
mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
OFC (centile) orss 11.2 (18.0) 233 (31.5) 48.3 (28.1) 50.1 (25.3)
n=18 n=21 n=557 n=208
Structural anomalies on CT/MRI orss n (valid %) n (valid %) n (valid %) n (valid %)
Yes 0 (0.0) 1 (33.3) 9 (33.3) 1 (16.7)
No 1 (100.0) 2 (66.7) 18 (66.7) 5 (83.3)
No CT/MRI obtained 17 (-) 18 (--) 531 () 207 (--)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=1559) (n=213)

Neurologic'

Seizure(s) reported1 DF39 n (valid %) n (valid %) n (valid %) n (valid %)
Yes, disorder 2 (11.1) 1 (4.8) 28 (5.1 6 (2.9)
Yes, febrile 0 (0.0) 2 9.5) 27 (4.9) 7 (3.3)
No 16 (88.9) 18 (85.7) 494 (90.0) 197 (93.8)
Unknown 0 () 0 (--) 9 (-) 3 ()

Gross motor dys’functionl DE312 n (valid %) n (valid %) n (valid %) n (valid %)
Yes, severe (11.7) 4 (20.0) 31 (5.9 3 (1.5)
Yes, mild 1 (5.9) 3 (15.0) 48 (9.1) 6 (3.0)
None 14 (82.4) 13 (65.0) 447 (85.0) 190 (95.5)
Unknown 0 (--) 1 (--) 30 () 13 (--)

Fine motor dysfunction1 DF314 n (valid %) n (valid %) n (valid %) n (valid %)
Yes, severe 2 (11.8) (30.0) 38 (7.2) 2 (1.0)
Yes, mild 2 (11.8) 1 (5.0) 46 (8.7) 6 (3.0)
None 13 (76.4) 13 (65.0) 443 (84.1) 191 (96.0)
Unknown 0 (--) 1 (--) 29 () 13 (--)

Other neurologic si gnsl DF318 n (valid %) n (valid %) n (valid %) n (valid %)
Yes, severe 0 (0.0) (14.3) 39 (7.4) 8 (3.9)
Yes, mild 7 (43.7) 1 4.7) 71 (13.4) 17 (8.3)
No 9 (56.3) 17 (81.0) 420 (79.2) 181 (87.8)
Unknown 1 () 0 (--) 27 (--) 6 (--)

mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)

Quick Neurologic Screening Test score ors17 54.0 (0.0) -- (--) 32.1 (17.1) 25.4 (13.3)

(20-49 = borderline, >=50 = clinical) n=1 n=0 n=71 n=19
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Table I1.8 (cont.).Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=1559) (n=213)
Functional (“Objective Indicators”) '
Intellectual
mean (SD) mean (SD) mean (S.D.) mean (SD)
Full Scale 1Q brs23 81.5 (14.5) 68.2 (11.6) 85.2 (15.7) 85.8 (16.4)
n==6 n=13 n=235 n= 80
mean (SD) mean (SD) mean (S.D.) mean (SD)
Performance 1Q orss 77.7 (12.9) 70.8 (13.2) 88.4 (16.9) 88.9 (17.6)
n==6 n=10 n=174 n=61
mean (SD) mean (SD) mean (S.D.) mean (SD)
Verbal 1Q br324 84.0 (25.6) 72.5 (13.1) 84.2 (15.3) 85.3 (13.7)
n=>5 n=10 n=171 n=61
Likert Ranking1 DF320 n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 3 (42.9) 9 (69.2) 45 (17.3) 18 (19.4)
Mildly abnormal 3 (42.9) 3 (23.1) 86 (33.1) 24 (25.8)
Normal 1 (14.2) 1 (7.7) 129 (49.6) 51 (54.8)
Unable to judge 11 (--) 8 (--) 298 () 120 ()
Achievement' or:s5: n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 2 (40.0) 5 (45.5) 82 (36.9) 23 (31.1)
Mildly abnormal 2 (40.0) 4 (36.4) 76 (34.3) 26 (35.1)
Normal 1 (20.0) 2 (18.1) 64 (28.8) 25 (33.8)
Unable to judge 12 (--) 10 (--) 334 () 138 (--)
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II. Identification of FAS

Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Functional (“Objective Indicators”) continued
Adaptation1 DF367 n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 0 (0.0) 4 (100.0) 52 (52.0) 13 (61.9)
Mildly abnormal 2 (100.0) 0 (0.0) 37 (37.0) 6 (28.6)
Normal 0 (0.0) 0 (0.0) 11 (11.0) 2 9.5)
Unable to judge 16 (--) 17 (--) 458 (--) 192 (--)
Behavior/Social Competence1 DF41 n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 4 (57.1) 8 (72.7) 182 (65.9) 51 (67.1)
Mildly abnormal 2 (28.6) 3 (27.3) 67 (24.3) 18 (23.7)
Normal 1 (14.3) 0 (0.0) 27 (9.8) 7 (9.2)
Unable to judge 11 (--) 10 (--) 268 () 133 (--)
Child Behavior Checklist Tscores mean (S.D) mean (S.D) mean (SD) mean (SD)
n==6 n=9 n=237 n=71
Total cbrotpro 71.5 (12.0) 71.7 9.1) 72.7 (8.4) 71.9 9.7)
Internal coinimi 60.8 (13.0) 62.0 (11.8) 66.4 (10.6) 66.2 (10.1)
External coeximi 69.7 (15.0) 67.6 (6.0) 71.2 9.7) 69.9 (12.4)
Total totproch n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore > 70) 5 (83.3) 5 (55.6) 158 (66.7) 50 (70.5)
borderline range (tscore 67-70) 0 (0.0) 1 (11.1) 31 (13.1) 4 (5.6)
normal (tscore 0-66)) 1 (16.7) 3 (33.3) 48 (20.2) 17 (23.9)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Functional (“Objective Indicators”) continued
Child Behavior Checklist Tscores (continued)

Internal inumico n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 2 (33.3) 3 (33.3) 102 (43.0) 29 (40.8)
borderline range (tscore 67-70) 0 (0.0) 1 (11.1) 23 (9.7) 12 (16.9)
normal (tscore 0-66) 4 (66.7) 5 (55.6) 112 (47.3) 30 (42.3)

External eximic n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 4 (66.7) 2 (22.2) 134 (56.5) 40 (56.3)
borderline range (tscore 67-70) 0 (0.0) 4 (44.5) 41 (17.3) 6 (8.5)
normal (tscore 0-66) 2 (33.3) 3 (33.3) 62 (26.2) 25 (35.2)

mean (SD) mean (SD) mean (S.D.) mean (SD)

Activities cbaciv 40.8 (6.7) 42.2 (7.4) 43.7 (7.3) 42.9 (8.7)

Social ebsociat 35.5 (8.8) 32.6 (5.8) 35.4 9.1 34.2 (10.0)

School eschool 27.0 (1.4) 27.6 (1.8) 30.6 (6.0) 32.2 (7.7)

Withdrawn cowitnar 61.5 (61.5) 63.3 (11.7) 65.7 (10.8) 65.8 (11.5)

Somatic cosomate 60.3 (7.3) 59.0 (8.0) 61.9 (10.6) 60.7 (8.7)

Anxious/depressed coandep 60.8 (10.8) 62.8 (13.1) 65.9 (10.9) 65.2 (10.4)

Social Problems cosocpro 69.0 (13.7) 70.6 (8.9) 69.5 (10.3) 69.3 (10.4)

Thought Problems coiouen 69.5 (11.0) 69.7 (14.2) 68.8 (10.5) 67.5 (10.0)

Attention Problems coaten 78.0 (13.6) 76.0 (12.1) 75.2 (11.1) 73.7 (11.2)

Delinquent behavior codeiing 65.3 (10.3) 67.6 (7.2) 69.7 9.7) 69.7 (11.0)

Aggressive behavior cagres 74.0 (17.8) 66.0 (8.3) 72.1 (12.2) 70.9 (13.7)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Functional (“Objective Indicators”) continued
Child Behavior Checklist (continued)

Activities acives n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 3 (75.0) 8 (88.9) 180 (89.5) 59 (89.4)
borderline range (tscore 67-70) 1 (25.0) 0 (0.0) 10 (5.0 3 4.5)
normal (tscore 0-66) 0 (0.0) 1 (11.1) 11 (5.5 4 (6.1)

Social socialc n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 2 (50.0) 3 (33.3) 99 (52.1) 23 (36.5)
borderline range (tscore 67-70) 1 (25.0) 2 (22.2) 30 (15.8) 10 (15.9)
normal (tscore 0-66) 1 (25.0) 4 (44.5) 61 (32.1) 30 (47.6)

School schoolc n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 0 (0.0) 0 (0.0) 39 (24.2) 16 (29.6)
borderline range (tscore 67-70) 0 (0.0) 0 (0.0) 22 (13.7) 7 (13.0)
normal (tscore 0-66) 4 (100.0) 5  (100.0) 100 (62.1) 31 (57.4)

Withdrawn wimares n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 1 (16.7) 3 (33.3) 63 (26.6) 22 (31.0)
borderline range (tscore 67-70) 1 (16.7) 0 (0.0) 44 (18.6) 12 (16.9)
normal (tscore 0-66) 4 (66.6) 6 (66.7) 130 (54.8) 37 (52.1)

Somatic somatceb n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 1 (16.7) 1 (11.1) 39 (16.5) 10 (14.0)
borderline range (tscore 67-70) 0 (0.0) 1 (11.1) 43 (18.1) 7 (9.9)
normal (tscore 0-66) 5 (83.3) 7 (77.8) 155 (65.4) 54 (76.1)
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Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Functional (“Objective Indicators”) continued
Child Behavior Checklist (continued)

Anxious/depressed andepen n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 2 (33.3) 2 (22.2) 73 (30.9) 16 (22.6)
borderline range (tscore 67-70) 0 (0.0) 0 (0.0) 25 (10.5) 14 (19.7)
normal (tscore 0-66) 4 (66.7) 7 (77.8) 139 (58.6) 41 (57.7)

Social Problems socprocs n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 2 (33.3) 4 (44.5) 93 (39.2) 34 (47.9)
borderline range (tscore 67-70) 1 (16.7) 2 (22.2) 50 (21.1) 14 (19.7)
normal (tscore 0-66) 3 (50.0) 3 (33.3) 94 (39.7) 23 (32.4)

Thought Problems noughe n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 4 (66.7) 3 (33.3) 91 (38.4) 21 (29.6)
borderline range (tscore 67-70) 0 (0.0) 4 (44.5) 62 (26.2) 23 (32.4)
normal (tscore 0-66) 2 (33.3) 2 (22.2) 84 (35.4) 27 (38.0)

Attention Problems atenco n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 5 (83.3) 6 (66.7) 148 (62.5) 42 (59.2)
borderline range (tscore 67-70) 0 (0.0) 1 (11.1) 43 (18.1) 14 (19.7)
normal (tscore 0-66) 1 (16.7) 2 (22.2) 46 (19.4) 15 (21.1)

Delinquent behavior defingeb n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 3 (50.0) 4 (44.5) 119 (50.2) 35 (49.3)
borderline range (tscore 67-70) 0 (0.0) 3 (33.3) 40 (16.9) 11 (15.5)
normal (tscore 0-66) 3 (50.0) 2 (22.2) 78 (32.9) 25 (35.2)
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Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=1559) (n=213)
Functional (“Objective Indicators”) continued
Child Behavior Checklist (continued)
Aggressive behavior agresc n (valid %) n (valid %) n (valid %) n (valid %)
clinical range (tscore >70) 4 (66.7) 2 (22.2) 119 (50.2) 34 (47.9)
borderline range (tscore 67-70) 0 (0.0) 2 (22.2) 47 (19.8) 10 (14.1)
normal (tscore 0-66) 2 (33.3) 5 (55.6) 71 (30.0) 27 (38.0)
Neuropsychological1 DF412 n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 1 (50.0) 6 (75.0) 44 (31.8) 16 (32.6)
Mildly abnormal 1 (50.0) 2 (25.0) 55 (39.9) 12 (24.5)
Normal 0 (0.0) 0 (0.0) 39 (28.3) 21 (42.9)
Unable to judge 15 (--) 13 (--) 417 (--) 164 (--)
Visual Motor Integration mean (S.D) mean (S.D) mean (S.D.) mean (S.D.)
n=1 n=0 n=34 n=9
Standard score 83 (0.0) -- (--) 89.2 9.7 86.2 (14.4)
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II. Identification of FAS

Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)

stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=1559) (n=213)
Functional (“Objective Indicators”) continued
Language1
Expressive/ Recep‘[ivel DF416 n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 4 (44.4) 11 (73.3) 127 (34.1) 25 (22.5)
Mildly abnormal 3 (33.3) 4 (26.7) 127 (34.1) 30 (27.0)
Normal 2 (22.3) 0 (0.0) 118 (31.8) 56 (50.5)
Unable to judge 9 (--) 6 (--) 186 (--) 102 (--)
Mental State Reasoningl’2 DF423 n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 2 (50.0) 5  (100.0) 82 (52.6) 15 (36.6)
Mildly abnormal 0 (0.0) 0 (0.0) 11 (7.1) 10 (24.4)
Normal 2 (50.0) 0 (0.0) 63 (40.3) 16 (39.0)
Unable to judge 13 () 16 (--) 398 (-) 171 (-)
Narrativem DF427 n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 2 (66.7) 4 (57.1) 94 (51.9) 17 (36.2)
Mildly abnormal 1 (33.3) 3 (42.9) 33 (18.3) 14 (29.8)
Normal 0 (0.0) 0 (0.0) 54 (29.8) 16 (34.0)
Unable to judge 14 (--) 14 (--) 375 () 165 (--)
Developmental1 DF431 n (valid %) n (valid %) n (valid %) n (valid %)
Severely abnormal 3 (37.5) 7 (100.0) 67 (52.7) 9 (19.6)
Mildly abnormal 5 (62.5) 0 (0.0) 42 (33.1) 11 (23.9)
Normal 0 (0.0) 0 (0.0) 18 (14.2) 26 (56.5)
Unable to judge 10 (--) 14 (--) 426 (--) 166 (--)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Functional (“Subjective Indicators”) '
Planning’

Organicity ranking1 DFs1 n (valid %) n (valid %) n (valid %) n (valid %)
Very likely 4 (66.7) 6 (50.0) 132 (39.9) 35 (32.7)
Somewhat likely 2 (33.3) 5 (41.7) 158 47.7) 46 (43.0)
Unlikely 0 (0.0) 1 (8.3) 41 (12.4) 26 (24.3)
Unable to judge 11 (--) 8 (--) 228 (--) 103 (--)

Needs help organizing daily tasks ors: 6 (33.3) 13 (61.9) 269 (48.3) 77 (36.2)

Cannot organize time ors 2 (11.1) 5 (23.8) 125 (22.4) 43 (20.3)

Does not understand concept of time ors 0 (0.0) 2 (9.5) 47 (8.5) 19 (9.0)

Behavior Regulation / Sensory Motor Integration'

Organicity ranking1 DFs8 n (valid %) n (valid %) n (valid %) n (valid %)
Very likely 7 (43.8) 17 (85.0) 310 (62.2) 78 (47.6)
Somewhat likely 7 (43.8) 3 (15.0) 160 (32.1) 63 (38.4)
Unlikely 2 (12.4) 0 (0.0) 28 (5.7) 23 (14.0)
Unable to judge 2 (--) 1 (--) 60 (--) 48 (--)

Poor management of anger/tantrums orso 6 (33.3) 16 (76.2) 418 (74.9) 126 (59.2)

Mood swings orsio 6 (33.3) 13 (61.9) 337 (60.4) 105 (49.3)

Impulsive oesu 7 (41.2) 19 (90.5) 408 (73.1) 125 (58.7)

Compulsive prsi2 4 (23.5) 3 (14.3) 60 (10.8) 24 (11.3)

Perseverative orsis 4 (22.2) 4 (19.0) 87 (15.7) 14 (6.6)

Inattentive orsia 12 (66.7) 19 (90.5) 451 (80.8) 121 (57.1)

High activity level oesis 10 (55.6) 15 (71.4) 341 (61.3) 109 (51.7)

Lying / stealing orsis 5 (27.8) 10 (47.6) 248 (44.4) 75 (35.2)

Over-reactive to stimuli prsio 8 (44.4) 8 (38.1) 160 (28.8) 40 (19.0)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Functional (“Subjective Indicators”) continued
Abstract Thinking / J udgement1

Organicity ranking1 DF523 n (valid %) n (valid %) n (valid %) n (valid %)
Very likely 6 (66.7) 7 (53.8) 97 (28.7) 25 (21.4)
Somewhat likely 3 (33.3) 6 (46.2) 203 (60.1) 67 (57.2)
Unlikely 0 (0.0) 0 (0.0) 38 (11.2) 25 (21.4)
Unable to judge 9 (--) 8 (--) 220 () 95 (--)

Poor judgement ors24 9 (50.0) 15 (71.4) 324 (58.1) 102 (47.9)

Cannot be left alone orss 1 (5.9 7 (33.3) 76 (13.7) 24 (11.3)

Concrete, unable to think abstractly orsxs 5 (27.8) 8 (38.1) 149 (26.8) 46 (21.7)

Memory / Learning / Information Processing'

Organicity ranking1 DF529 n (valid %) n (valid %) n (valid %) n (valid %)
Very likely 7 (43.8) 16 (88.8) 194 (41.5) 63 (41.2)
Somewhat likely 9 (56.2) 1 (5.6) 238 (50.9) 60 (39.2)
Unlikely 0 (0.0) 1 (5.6) 36 (7.6) 30 (19.6)
Unable to judge 2 () 3 (-) 90 (-) 58 ()

n (valid %) n (valid %) n (valid %) n (valid %)

Poor memory, poor retrieval of learned info. orso 9 (50.0) 17 (81.0) 289 (51.8) 95 (44.6)

Slow to learn new skills orssi 16 (88.9) 19 (90.5) 387 (69.4) 106 (50.0)

Does not seem to learn from past experiences orss 6 (33.3) 16 (76.2) 323 (57.9) 95 (44.8)

Poor info. processing speed and accuracy orss 9 (50.0) 18 (85.7) 243 (43.5) 70 (32.9)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=1559) (n=213)
Functional (“Subjective Indicators”) continued
Spatial Memory1

Organicity ranking1 DFs37 n (valid %) n (valid %) n (valid %) n (valid %)
Very likely 1 (33.3) 1 (50.0) 7 (8.0) 4 (11.1)
Somewhat likely 0 (0.0) 0 (0.0) 12 (13.8) 5 (13.9)
Unlikely 2 (66.7) 1 (50.0) 68 (78.2) 27 (75.0)
Unable to judge 15 (--) 19 (--) 471 () 176 (--)

Gets lost easily prss 0 (0.0) 1 (4.8) 17 (3.1) 7 (3.3)

Social Skills and Adaptive Behavior'

Organicity ranking1 DFs41 n (valid %) n (valid %) n (valid %) n (valid %)
Very likely 8 (53.3) 13 (68.4) 262 (54.8) 78 (47.6)
Somewhat likely 5 (33.3) 6 (31.6) 159 (33.3) 47 (28.7)
Unlikely 2 (13.4) 0 (0.0) 57 (11.9) 39 (23.7)
Unable to judge 3 (--) 2 (--) 79 () 45 (--)

Behaves notably younger than age ors« 9 (50.0) 18 (85.7) 357 (64.0) 104 (49.1)

Poor social/adaptive skills brss 11 (61.1) 17 (81.0) 400 (71.7) 125 (58.7)

Motor / Oral Motor Skills'

Organicity ranking1 DFs46 n (valid %) n (valid %) n (valid %) n (valid %)
Very likely 8 (50.0) 8 (61.5) 101 (24.2) 22 (16.4)
Somewhat likely 4 (25.0) 4 (30.8) 171 (40.9) 45 (33.6)
Unlikely 4 (25.0) 1 (7.7) 146 (34.9) 67 (50.0)
Unable to judge 2 (--) 7 (--) 140 (--) 79 (--)

I1. 47 Copyright © University of Washington, FAS DPN, Astley & Clarren CDC1998forweb2003.D0C Version 5/19/03



II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Functional (“Subjective Indicators”) continued

Poor/delayed motor skills prs+r 10 (55.6) 12 (57.1) 269 (48.3) 63 (29.6)
Poor balance orsss 4 (22.2) 5 (23.8) 90 (16.2) 25 (11.7)
Reported Psychiatric Diagnoses orssi n (valid %) n (valid %) n (valid %) n (valid %)
Adjustment Disorder 0 (0.0) 1 (4.8) 10 (1.8) 8 (3.8)
Alcohol Dependence (303.90) 0 (0.0) 0 (0.0) 4 (0.7) 1 (0.5)
Alcohol/Drug/Polysubstance Abuse 0 (0.0) 0 (0.0) 7 (1.3) 1 (0.5)
Anti-social Personality Disorder (301.7) 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
Anxiety Disorder 0 (0.0) 0 (0.0) 4 (0.7) 0 (0.0)
Articulation Disorder 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
Avoidant Personality Disorder (301.82) 0 (0.0) 0 (0.0) 2 (0.4) 0 (0.0)
Bipolar/Manic Depression 0 (0.0) 0 (0.0) 6 (1.1) 4 (1.9)
Borderline Intellect Functioning 0 (0.0) 1 (4.8) 2 (0.4) 1 (0.5)
Cognitive Disorder (294.9) 0 (0.0) 1 (4.8) 0 (0.0) 0 (0.0)
Conduct Disorder (312.8) 0 (0.0) 0 (0.0) 22 (3.9) 8 (3.8)
DDD-Developmental Disability Disorder 0 (0.0) 0 (0.0) 4 (0.7) 0 (0.0)
Depression 0 (0.0) 1 (4.8) 31 (5.5) 10 4.7)
Disorder of Written Expression (315.2) 0 (0.0) 0 (0.0) 1 (0.2) 1 (0.5)
Dissociative Disorder 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
Dyslexia 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
Dysthymic Disorder (300.4) 0 (0.0) 0 (0.0) 17 (3.0 7 (3.3)
Emotionally Handicapped 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
Exogenous Obesity 0 (0.0) 0 (0.0) 0 (0.0) 1 (0.5)
Expressive Language Disorder (315.31) 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
Generalized Anxiety Disorder(300.02) 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
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II. Identification of FAS

Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)

stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)

Reported Psychiatric Diagnoses (continued) orss: n (valid %) n (valid %) n (valid %) n (valid %)
Impulse Control Disorder(312.30) 0 (0.0) 1 (4.8) 1 (0.2) 0 (0.0)
Language Disorder 0 (0.0) 0 (0.0) 2 (0.4) 0 (0.0)
Learning Disorder 0 (0.0) 0 (0.0) 5 (0.9) 2 (0.9)
Major Affective Disorder 0 (0.0) 0 (0.0) 0 (0.0) 2 (0.9)
Mathematics Disorder (315.1) 0 (0.0) 0 (0.0) 2 (0.4) 2 (0.9)
Mixed Personality 0 (0.0) 0 (0.0) 0 (0.0) 1 (0.5)
Nicotine Dependence (305.10) 0 (0.0) 1 (4.8) 0 (0.0) 0 (0.0)
OCD-Obsessive Compulsive Disorder (300.3) 0 (0.0) 0 (0.0) 1 (0.2) 1 (0.5)
ODD-Oppositional Defiant Disorder (313.81) 0 (0.0) 0 (0.0) 40 (7.2) 9 (4.2)
Organic-Brain Syn./Damage/Personality Syn. 0 (0.0) 1 (4.8) 1 (0.2) 0 (0.0)
Overanxious Disorder 0 (0.0) 0 (0.0) 1 (0.2) 3 (1.4)
Panic Disorder 0 (0.0) 0 (0.0) 1 (0.2) 1 (0.5)
PDD-Pervasive Developmental Disorder (299.80) 1 (5.6) 0 (0.0) 7 (1.3) 0 (0.0)
Personality Disorder 0 (0.0) 0 (0.0) 3 (0.5) 3 (1.4)
Psychotic Disorder 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
PTSD Post Traumatic Stress Disorder (309.81) 0 (0.0) 1 (4.8) 41 (7.3) 13 (6.1)
Pyromania(312.33) 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
Reactive Attachment Disorder (313.89) 1 (5.6) 2 9.5) 19 3.4) 5 (2.3)
Reading Disorder(315.00) 0 (0.0) 0 (0.0) 3 (0.5) 3 (1.4)
SBD-Severe Behavioral Disorder 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
Schizophrenia Paranoid Type (295.30) 0 (0.0) 0 (0.0) 1 (0.2) 4 (1.9)
Schizotypal Personality 0 (0.0) 1 (4.8) 0 (0.0) 1 (0.5)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.8 (cont.). Evidence of CNS dysfunction among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97)
stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=559) (n=213)
Reported Psychiatric Diagnoses (continued) orss: n (valid %) n (valid %) n (valid %) n (valid %)
Separation Anxiety (309.21) 0 (0.0) 0 (0.0) 3 (0.5) 0 (0.0)
Sexual Predator 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
Solitary Aggressive Type 0 (0.0) 0 (0.0) 2 (0.4) 0 (0.0)
Suicidal 1 (5.6) 0 (0.0) 3 (0.5) 0 (0.0)
Tourette’s Syndrome (307.21) 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
Undersocialized Aggressive Behavior 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
ADHD orss2 4 (22.2) 7 (33.3) 154 (27.8) 61 (28.6)
Dx but not in records 0 (0.0) 0 (0.0) 1 (0.2) 0 (0.0)
No Disorder Reported 15 (83.3) 17 (81.0) 422 (75.5) 163 (76.5)
Reported Medications orsss-ss. n (valid %) n (valid %) n (valid %) n (valid %)
Cyclert/Pemoline 1 (5.6) 1 (4.8) 19 (3.5 2 (1.0)
Desipramine/Norpramin 0 (0.0) 0 (0.0) 10 (1.8) 6 (2.9)
Imipramine/Tofranil 1 (5.6) 2 9.5) 28 (5.1) 16 (7.7)
Lithium/Lithonate 0 (0.0) 0 (0.0) 8 (1.5) 6 (2.9)
Ritalin/Methylphenidate 4 (22.2) 7 (33.3) 125 (22.8) 45 (21.5)

Astley & Clarren, Diagnostic Guide for FAS and Related Conditions 1997. See FAS Diagnostic Evaluation Form (Appendix A).
. Coggins, T., Assessment of language and social communication in FAS, 1997.
3. Coggins, T., et al., Analyzing narrative productions in older school-age children and adolescents with FAS: an experimental tool for clinical application. Clin Ling Phon

1998;12: 221 - 236.
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.9. Maternal alcohol use among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by
diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=1559) (n=213)
4-Digit Diagnostic Gestational Alcohol Exposure Rank! e n (valid %) n (valid %) n (valid %) n (valid %)
Rank 4, Exposed, high risk 6 (33.3) 18 (85.7) 277 (49.6) 38 (17.8)
Rank 3, Exposed, some risk 11 (61.1) 3 (14.3) 282 (50.4) 30 (14.1)
Rank 2, Exposure unknown 1 (5.6) 0 (0.0) 0 (0.0) 144 (67.6)
Rank 1, No exposure 0 (0.0) 0 (0.0) 0 (0.0) 1 (0.5)
Before pregnancy (I drink = % ounce of absolute alcohol)
mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Avg. # drinks per drinking occasion orsi 9.4 (10.4) 4.6 (2.5) 9.5 (8.5) 9.6 (10.3)
(n) min. - max. (7) 1-32 (5) 3-9 (226) 0-86 (46) 0-54
mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Max. # drinks per drinking occasion ors 11.0 (8.4) 12.2 (5.2) 14.5 (10.4) 12.6 (12.8)
(n) min. - max. (5) 1-24 (6) 4-18 (207) 0-86 (43) 0-54
mean (S.D.) mean (S.D.) mean (S.D.) mean (S.D.)
Avg. # drinking occasions per week ore 6.5 (0.8) 4.3 2.1 5.0 4.9 4.3 (2.6)
(n) min. - max. (11) 5-7 (8) 2-7 (286) 0-42 (57) 0-7
Type of alcohol consumed most often n (valid %) n (valid %) n (valid %) n (valid %)
(can select >1)
None a4 0 (0.0) 0 (0.0) 1 (0.2) 1 (0.5)
Wine asoso 1 (5.6) 3 (14.3) 25 4.5) 5 (2.3)
Beer dtsac 7 (38.9) 3 (14.3) 122 (21.8) 23 (10.8)
Hard liquor s 4 (22.2) 2 9.5) 82 (14.7) 8 (3.8)
Not reported arse 10 (55.6) 16 (76.2) 386 (69.1) 182 (85.4)
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II. Identification of FAS

Primary Prevention of FAS: Targeting Women at High Risk

Table I1.9 (cont). Maternal alcohol use among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by

. . 1
diagnostic outcome .

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=1559) (n=213)
During pregnancy (! drink = % ounce of absolute alcohol)

mean (SD) mean (SD) mean (S.D.) mean (SD)

Avg. # drinks per drinking occasion prss 6.1 (3.9) 6.9 (6.5) 8.0 (6.9) 6.7 9.5)

(n) min. - max. (7) 1-12 (7) 2-21 (254) 0.3-40 (49) 0-54

mean (SD) mean (SD) mean (S.D.) mean (SD)

Max. # drinks per drinking occasion ors; 10.5 (7.8) 12.0 (8.5) 12.2 (9.4) 9.1 (11.8)

(n) min. - max. (6) 1-24 (10) 3-32 (227) 0-60 47) 0-54

mean (SD) mean (SD) mean (S.D.) mean (SD)

Avg. # drinking occasions per week prss 6.5 (1.0) 4.9 (2.6) 4.9 4.5) 34 (2.8)

(n) min. - max. (12) 4-7 (16) 2-9 (332) 0-42 (57) 0-7

Type of alcohol consumed most often: n (valid %) n (valid %) n (valid %) n (valid %)
(can select >1)

None a0 0 (0.0) 0 (0.0) 0 (0.0) 1 (0.5)

Wine asooo 2 (11.1) 3 (14.3) 28 (5.0) 5 (2.3)

Beer asoc 8 (44.4) 4 (19.0) 142 (25.4) 23 (10.8)

Hard liquor o 3 (16.7) 3 (14.3) 94 (16.8) 8 (3.8)

Not reported asoe 9 (50.0) 14 (66.7) 355 (63.5) 182 (85.4)

Trimester when alcohol was reportedly consumed orei n (valid %) n (valid %) n (valid %) n (valid %)

1* only 3 (17.6) 3 (14.3) 43 (7.6) 9 (4.3)

ond only 0 (0.0) 0 (0.0) 2 (0.4) 0 (0.0)

3rd only 0 (0.0) 0 (0.0) 1 (0.2) 2 (1.0)

1% and 2™ 1 (5.9) 1 (4.8) 32 (5.8) 11 (5.3)

1% and 3™ 0 (0.0) 1 (4.8) 2 (0.4) 1 (0.5)

2" and 31 0 (0.0) 0 (0.0) 11 (2.0) 0 (0.0)

1%, 2" and 31 9 (52.9) 13 (61.8) 333 (60.0) 42 (20.0)

Unknown 4 (23.6) 3 (14.3) 131 (23.6) 144 (68.9)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.9 (cont.).Maternal alcohol use among the 811 patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by
diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A.B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=1559) (n=213)

During pregnancy (continued)

n (valid %) n (valid %) n (valid %) n (valid %)
Reportedly diagnosed with alcoholism orei2 16 (88.9) 18 (85.7) 386 (69.3) 108 (50.9)
Ever reported to have an alcohol problem oreis 16 (88.9) 21 (100.0) 511 (91.6) 150 (70.8)
Reportedly received alcohol treatment orsi4 12 (66.7) 17 (81.0) 334 (60.4) 93 (44.5)
Who reported maternal alcohol use for clinic review oreis n (valid %) n (valid %) n (valid %) n (valid %)
Birth mother 6 (33.3) 8 (40.0) 235 (42.3) 50 (24.3)
Individual who directly observed her drinking 4 (22.2) 7 (35.0) 141 (25.4) 21 (10.2)
Individual who did not directly observe her drinking 8 (44.5) 5 (25.0) 179 (32.3) 135 (65.5)
Reliability of reported use of alcohol during pregnancy orsis n (valid %) n (valid %) n (valid %) n (valid %)
Reliable 12 (70.6) 14 (66.7) 348 (64.5) 86 (41.3)
Questionable reliability 2 (11.8) 3 (14.3) 65 (12.1) 34 (16.3)
Unknown reliability 3 (17.6) 4 (19.0) 126 (23.4) 88 (42.4)

1. Astley & Clarren, Diagnostic Guide for FAS and Related Conditions, 1997. See FAS Diagnostic Evaluation Form (Appendix A).
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.10. Comorbidities (other prenatal and postnatal events that could contribute to cognitive/behavioral dysfunctlon) among the 811 patients
evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V
Characteristic (n=18) (n=21) (n=559) (n=213)
Prenatal Period
Prenatal
Overall risk rating oen n (valid %) n (valid %) n (valid %) n (valid %)
High risk 3 (17.7) 6 (28.6) 56 (10.1) 14 (6.6)
Some risk 5 (29.4) 13 (61.9) 395 (71.2) 124 (58.5)
Unknown risk 9 (52.9) 2 9.5) 98 (17.6) 73 (34.4)
No risk 0 (0.0) 0 (0.0) 6 (1.1) 1 (0.5)
Poor prenatal care e n (valid %) n (valid %) n (valid %) n (valid %)
Yes 3 (16.7) 1 (5.0) 44 (8.0) 9 (4.3)
Genetic n (valid %) n (valid %) n (valid %) n (valid %)
Maternal learning difficulties present or 5 (27.8) 9 (42.9) 246 (44.6) 83 (39.7)
Paternal learning difficulties present orss 1 (5.6) 4 (19.0) 151 (27.7) 43 (20.6)
Other conditions of heritability present oess 2 (11.1) 4 (19.0) 87 (15.8) 35 (17.2)
Other potentially teratogenic exposures present o 11 (61.1) 18 (85.7) 472 (84.4) 149 (70.3)
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II. Identification of FAS Primary Prevention of FAS: Targeting Women at High Risk

Table I1.10 (cont.). Comorbidities (other prenatal and postnatal events that could contribute to cognitive/behavioral dysfunction)among the 811
patients evaluated at the FAS DPN in the first 5 years of operation (1993-97) stratified by diagnostic outcome'.

FAS AFAS Affected, Alcohol Exposed All Others
Diag. Cat. A,B Diag. Cat. C Diag. Cat. E-I Diag. Cat. D, J-V

Characteristic (n=18) (n=21) (n=559) (n=213)

Postnatal Period'

Overall risk rating1 DF710 n (valid %) n (valid %) n (valid %) n (valid %)
High risk 7 (41.2) 8 (38.1) 244 (43.8) 74 (35.2)
Some risk 5 (29.4) 7 (33.3) 183 (32.9) 71 (33.8)
Unknown risk 4 (23.5) 6 (28.6) 113 (20.2) 61 (29.1)
No risk 1 (5.9) 0 (0.0) 17 (3.1 4 (1.9)

Other perinatal difficulties reported o1 8 (44.4) 4 (19.0) 184 (32.9) 45 (21.2)

Issues of nurture n (valid %) n (valid %) n (valid %) n (valid %)
Physical abuse o2 2 (11.8) 10 (50.0) 160 (28.8) 59 (28.2)
Sexual abuse prr3 1 (5.9) 3 (15.0) 122 (21.9) 32 (15.3)
Disrupted placement history o714 8 (47.1) 8 (38.1) 243 (44.8) 115 (55.6)
Other(e.g. neglect, trauma) oe7is 7 (38.9) 11 (52.4) 251 (45.3) 106 (50.5)

Other postnatal events that could result in brain dysfunction or7is

n (valid %) n (valid %) n (valid %) n (valid %)
Head injuries 1 (5.6) 1 (4.8) 35 (6.3) 10 4.7)
High fevers 0 (0.0) 0 (0.0) 7 (1.3) 2 (0.9
Chronic substance abuse by patient 0 (0.0) 0 (0.0) 11 (2.0) 7 (3.3)
Other 0 (0.0) 3 (14.3) 36 (6.1) 17 (8.9)
None reported 17 (94.4) 17 (81.0) 471 (84.3) 175 (82.2)

1. Astley & Clarren, Diagnostic Guide for FAS and Related Conditions, 1997.
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Primary Prevention of FAS: Targeting Women at High Risk II1. Identification of Birth Mothers

II1. Identification of the Birth Mothers of Individuals with FAS
III.A. Identification of the Birth Mothers

Two-hundred and fifty-seven birth mothers, who had given birth to at least one child with FAS, were
identified through the diagnosis of their child. Children with FAS were identified from the following
sources: 1) our FAS DPN Clinics between January, 1993 and June, 1997, 2) from previous and
ongoing clinics at Children’s Hospital and Medical Center in Seattle attended by Sterling Clarren,
M.D. (Craniofacial Clinic, 1978-97, Inpatient Psychiatry, 1994-97; CHMC Inpatient Services 1980-
97) and 3) Children’s Hospital Outreach clinics attended by either Sterling Clarren M.D. or
physicians in the Congenital Defects Division of Children’s Hospital, 1980-97. Of the 257 eligible
mothers, 147 (57%) were identified through the FAS DPN Clinics.

On March 5, 1995 location efforts began with a list of 66 eligible women. This number grew to 257
by June 30, 1997. During the course of the location and enrollment efforts, 33 women were
interviewed the first year, 36 the second year, and 11 in the final quarter of the study.

III.B. Location of the Birth Mothers

The key barriers to locating the birth mothers were: 1) most of the children were no longer in the
custody of their birth mothers and 2) medical confidentiality limited the exchange of patient/birth
mother information between our study staff and outside agencies who could be instrumental in
assisting us. We found, however, that public health and social service providers were very willing to
help when they could. Most often, they would telephone or forward letters of invitation from us to
the eligible women. The Department of Licensing provided an address of record when provided with
the woman’s full name and date of birth at a cost of $2 per name. Three women were located by this
method. The Department of Corrections confirmed incarceration and location in two cases when
provided with full name and date of birth. This information is free and part of the record of public
domain. The internet allows access to search engines and databases in order to search addresses,
phone numbers, forwarding address, and death verification. This was a valuable resource for finding
not only the birth mothers, but lateral contacts who might know the whereabouts of the birth mother.

III.C. Enrollment of the Birth Mothers

In enrolling women in the study, an important principle was giving the women comfort through
information and control. In all cases, women were given as much information about the study as
possible.  Every contact with the subject about their participation included discussion of
confidentiality, incentives, the value of their experience and opinions, and the importance of the
study for others. Asking questions was encouraged, and women were allowed to consider and to
reconsider their participation.

Every effort was made to facilitate the woman’s participation in the study. Offering childcare,
transportation, flexible scheduling, and mobile interviewing were key in enrolling women. Many
women quickly agreed to participate when they understood that the interviewing team would come to
them. Additionally, as long as the parameters of the interview were maintained (private room, no
interruptions, electrical outlet), women were encouraged to choose the setting of the interview.
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Interviews took place in a variety of settings -- public health centers, hospitals, community centers,
treatment centers, libraries, and homes — and at a time convenient to the women. Twenty-three
women needed transportation to and/or from the interview. Twenty-seven women chose to interview
at home. Eight women accepted the offer of child care during the interview. Each women received
$75 at the completion of the interview. This incentive was paramount to the enrollment success of
the study. Federal laws protecting study subjects’ confidentiality allowed them to accept the $75 and
not have to report it as income.

After talking to a subject about the study, and usually enrolling them, a follow-up letter summarizing
the conversation was mailed out along with a study information sheet. The letter summarized the
conversation, thanked them for considering participating, and included, if appropriate, the date and
time of the interview, and the study office phone number. Confirmation phone calls were made a day

or two before the interview. Women who wanted time to consider were asked when we should call
back.

Of the six women who declined to interview, five of them had given birth to a child with FAS over
17 years ago, and one had given birth to a child with FAS within the last four months. Two of the
identified patients had been diagnosed over ten years ago. Of the five women, three of them said
they were too old or unhealthy to participate. One said that she was too busy to participate. Another
woman received a letter and information sheet about the study and sent back the response form
saying she did not want to participate.

Our success at identifying, locating, and interviewing eligible women is summarized in Table III.1.
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Table III.1. Summary of maternal identification, location and enrollment stratified by whether child
was diagnosed with FAS in an FAS DPN clinic or received an FAS Diagnosis prior to
the establishment of the FAS DPN clinics.

Source of Patient with FAS

Characteristic FAS DPN Clinics Other Previous Clinics Total
n= 147 n=110 n=257
n (%) n (%) n (%)
Total number of birth mothers 147 110 257

Interview Status
Interviews completed 46 (31.3) 34 (30.9) 80 (31.1)
Interview not completed 101 (68.7) 76 (69.1) 177 (68.9)

Reasons for not interviewing:
Identified by name and located, but:

No direct contact achieved 5 1 6
Moved out of State 20 11 31
Deceased 12 15 27
Declined to interview 1 5 6
Identified by name but not located 55 42 97
Not identified or located 8 2 10

Identification and Location Success Summary

Identified by name 139  (94.6) 108  (98.2) 247 (96.1)
Identified by name and located 84 (57.1) 66  (60.0) 150 (58.4)
Identified by name but not located 55 (374) 42  (38.2) 97 (37.3)
Not identified by name or located 8 (5.5) 2 (1.8) 10 (3.9
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Primary Prevention of FAS: Targeting Women at High Risk

Table II1.2. Selected characteristics of the 80 children with FAS whose birth mothers were

interviewed.

Characteristic

Age (yrs) at time of FAS diagnosis
0.0to 5.9
6.0 to 10.9
11.0to 15.9
16.0 to 20.9
21.0 and up
Mean

Age (yrs) at time of interview
0.0to 5.9
6.0 to 10.9
11.0to 15.9
16.0 to 20.9
21.0 and up
Mean

Gender
Male:Female (% female)

Race'

. Caucasian s

. African American b, v+ *)

. Native American, Alaskan or Canadian Native nyc d.¢
. Asian (any g, 1, m, n)

. Hispanic @nyn

. Other i others)

AN N BN WN

Primary caregiver at the time of the FAS diagnosis
Birth mother only
Birth father only
Both birth parents
Grandparents
Other family members
Adoptive parent
Foster parent
Other (group home, therapeutic center, juvenile detention)
Independent adult
Unknown

mean

7.8

mean

10.5

(S.D)
(5.9)

(S.D.)
(6.2)

37
18
20

min. - max.

0.1-24.2

19
26
17
13

0.6 -25.5

55:25

51

19

(98]

— o= WO W QDN WA s

[S—

(valid %)
(46.3)
(22.5)
(25.0)

(1.2)
(5.0)

(80;

(valid %)
(23.8)
(32.5)
(21.3)
(16.2)

(6.2)

(80)
(valid %)
(31.3)

(valid %)
(63.8)
(10.0)
(23.7)
(0.0)
(2.5)
(0.0)

(valid %)
(45.0)
(3.7)
(2.5)
(8.8)
(3.7)
(6.2)
(23.8)
(3.7)
(1.3)
(1.3)
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Table I11.2. (cont.) Selected characteristics of the 80 children with FAS whose birth mothers were

interviewed.

Characteristic

Clinical source for patient identification n (valid %)
FAS DPN (1993 to 1997) 46 (57.5)
Children’s Hospital and Medical Center 33 (41.3)
Outside service provider 1 (1.2)

Diagnosing Physician n (valid %)
Sterling Clarren, M.D. 72 (90.0)
Other known physician 8 (10.0)

1. Race is classified hierarchically as follow: (1. Both parents are Caucasian); (2. Mother and/or father are African
American); (3. Mother and/or father are Native Alaskan, Native American or Canadian Indian, neither parent is
African American); (4. Mother and/or father are Asian, Japanese, Chinese, or Korean, neither parent is African
American, Native American, Native Alaskan or Canadian Indian); (5. Either parent is Hispanic, neither parent is
from racial categories 2, 3 or 4); (6. Both parents are from racial categories other than categories 1 through 5).
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IVv. Maternal Interview
IV.A. Format and Content

A four-hour structured personal interview was developed to generate a lifetime, comprehensive
profile of each woman’s sociodemographics, reproductive history and family planning, social and
health care use, adverse social experiences, social support structure, alcohol and drug use and
treatment, mental health profile and intelligence quotient. The structured interview was administered
by a single psychosocial nurse with a specialty in addictions. The interview included both
standardized* and non-standardized instruments.

The entire questionnaire includes the following components:

Quick DIS III R* (administered by laptop computer)

History of Alcohol Use and Sobriety Attempts

Maternal Sociodemographics, Reproductive History, Family Planning, and Health Care
Social Support Questionnaire (Short Version)*

Shipley-Hartford Institute of Living Scale*

Nh W=

The Maternal Interview is attached in Appendix B.
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V. Maternal Lifetime Profile
V.A. Overview

One of the primary objectives of this project was to generate a comprehensive lifetime profile of the
population we intend to target for primary prevention intervention, namely the birth mothers of
children with FAS. This profile serves as a first step in the development of our FAS Primary
Prevention Program.

In this section, the reader will find a comprehensive set of data tables describing the 80 birth mothers
of children with FAS. Formal analysis and interpretation will be presented in manuscripts being
prepared for publication in the peer-reviewed medical literature in the fall of 1998. A few very
preliminary observations might be suggested at this time. The racial distribution of this study
population is generally reflective of the racial distribution of Washington State with a slight over-
representation of Native Americans. This over-representation does not reflect a higher incidence of
FAS in this segment of the population, but rather a greater level of awareness and readiness to
prevent FAS. Sixty-one percent of the women did not finish high school and their 1Q’s were
somewhat below the expected mean for the population as a whole (mean = 91 £ 15 S.D.). Mental
health problems were very common with severe neurotic processes being much more typical than
psychotic processes. Post traumatic stress disorder occurred in 77% of these woman and reflected
the high rates of physical, sexual and emotional abuse that they had suffered. It would appear that
these women have led very desperate lives and will need help and guidance in a number of domains
if they are to be led into sobriety and protected from “at risk” pregnancies. It is our plan to fully
review these data and to detail a description of the women, compare them, whenever possible to the
general population of women in Washington State and to published samples of data on alcoholic
women as a whole.

We have recently been funded by Washington State to develop a primary prevention project as part
of the FAS Diagnostic and Prevention Network. We plan to follow the women in this study who
remain at risk for giving birth to more children with FAS. We plan to use an advocate model to help
the clients to identify the factors in their own lives which interfere with their ability to obtain alcohol
treatment or which result in unplanned and alcohol exposed pregnancies. The data from this study
will be placed in immediate use in working with this population. After further work with the women
who have already been interviewed, we plan to expand to all birth mothers of children with prenatal
alcohol exposure and documented organic brain damage.
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Primary Prevention of FAS: Targeting Women at High Risk

V.B. Maternal Sociodemographic Profile

Table V.1. Maternal Sociodemographics Questionnaire: Language, age, race, education, 1Q.

Characteristic n=280
Native language a n o (valid %)
English 79  (98.8)
Has difficulty communicating in English « n o (valid %)
Yes 0 (0.0)
mean (S.D.) min. - max. n
Age at time of interview (yrs) ageint 37.5 (8.1) 23.1-554 80
Age at diagnosis of child with FAS (yrs) sgcdie 34.7 (7.3) 20.7-52.37 80
Age at birth of child with FAS (yrs) agefus 26.9 (5.6) 17.8-40.7 80
Age when first started drinking (yrs) «s 15.1 4.1) 7-30 80
n (valid %)
7-9 7 (8.8)
10-12 11 (13.8)
13-15 26 (32.5)
16 - 19 26 (32.5)
20-29 9 (11.2)
30 1 (1.2)
Race/ethnicity momrace n (valid %)
Caucasian 54 (67.5)
African American 5 (6.3)
Native American 19 (23.8)
Hispanic 1 (1.2)
Canadian Indian 1 (1.2)
Education: Highest level completed (yrs) school n o (valid %)
<7 4 (5.0
7-8 14 (17.5)
9-11 31 (38.8)
12 11 (13.8)
13-16 17 (21.2)
>16 3 (3.7
Earned a GED « n  (valid %)
Yes 21 (26.3)
Estimated 1Q from Shipley (WAISR) waist n o (valid %)
57 -60 1 (1.4)
61-69 7 9.7)
70 - 85 20 (27.8)
86 - 100 24 (33.3)
101 - 120 20 (27.8)
mean (SD) min. - max. n
Mean 90.9 (15.2) 57-120 72
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V. Maternal Lifetime Profile

Table V.1 (cont.). Maternal Sociodemographics Questionnaire: Marital status, religion,

transportation.

Characteristic n =80

Marital status at time of interview a1z n (valid %)
Married 17  (21.3)
Separated 10 (12.5)
Divorced 17  (21.3)
Widowed 1 (1.2)
Living with a partner 23 (28.7)
Single, never married 12 (15.0)

Marital status at time of the birth of the child with FAS ais n (valid %)
Married 23 (28.8)
Separated 6 (7.5)
Divorced 7 (8.8)
Widowed 0 (0.0)
Living with a partner 27 (33.7)
Single, never married 17  (21.2)

Total number of times reported ais mean (S.D.) min. - max. n
Married 1.3 (1.4) 0-8 80
Separated 1.0 (1.5) 0-8 79
Divorced 0.9 (1.2) 0-7 80
Widowed 0.1 (0.3) 0-2 80
Living with a partner 2.8 (2.2) 0-12 80

Religious affiliation ao n  (valid %)

None 29  (36.3)
Catholic 8 (10.0)
Protestant 13 (16.3)
Christian 10 (12.5)
Pentecostal 3 (3.8)
Quaker 1 (1.2)
Jewish 1 (1.2)
Other 15  (18.7)

Usual mode of transportation at time of interview a n  (valid %)
Drives own car 39  (48.8)
Drives a friend's or relative's car 4 (5.0)
Receives rides from friends/relatives 12 (15.0)
Takes a bus 16 (20.0)
Walks 5 (6.2)
Other 4 (5.0)
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Table V.2. Maternal Sociodemographics Questionnaire: Home environment, household membership.

Characteristic n=_80
Residence at time of interview a: n (valid %)
Rural 21 (26.3)
Urban 46 (57.5)
Suburbs 7 (8.8)
On a reservation 3 3.7)
Other 3 (3.7)
Type and stability of housing at time of interview a» n o (valid %)
Permanent, stable 65 (81.3)
Transient, emergency shelters 4 (5.0)
Living with friends or relatives 7 (8.8)
Homeless (without shelter) 0 (0.0)
Jail, long-term 2 (2.5)
Transitional drug-free housing 1 (1.2)
Other 1 (1.2)
Stability of housing at birth of child with FAS 3 n o (valid %)
Permanent, stable 48  (60.0)
Transient, emergency shelters 5 (6.2)
Living with friends or relatives 22 (27.4)
Homeless (without shelter) 1 (1.3)
Jail, long-term 1 (1.3)
Transitional drug-free housing 1 (1.3)
Other 2 (2.5)
Number of times moved in the last year as n o (valid %)
Never 42  (53.2)
Once 18 (22.8)
2-5 times 18  (22.8)
> 5 times 1 (1.2)
mean (S.D.) min. - max. n
Mean 1.0 (1.5) 0-7 79
Number of times moved in the last three years s n  (valid %)
Never 19 (24.4)
Once 26  (33.3)
2-5 times 24 (30.8)
6-10 times 5 (6.4)
> 10 times 4 (5.1
mean (S.D.) min. - max. n
Mean 2.5 (3.7) 0-20 78
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Table V.2 (cont.). Maternal Sociodemographics Questionnaire: Home environment, household

membership.
Characteristic n =80
Who do you live with now (at time of interview)? asw n o (valid %)
(Can select >1 choice.)
Alone 11 (13.8)
My children 46 (57.5)
Friends 5 (6.3)
My parents 4 (5.0)
Husband/boyfriend/partner 48  (60.0)
Grandparents 0 (0.0)
Other family 13 (16.3)
Other 9 (11.3)
Who did you live with at the time of the birth n o (valid %)
of the child with FAS? (Can select > 1 choice.)
Alone 7 (8.8)
My children 43  (53.8)
Friends 6 (7.5)
My parents 14 (17.5)
Husband/boyfriend/partner 49 (61.3)
Grandparents 2 (2.5)
Other family 17  (21.3)
Other 4 (5.0)
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Table V.3. Maternal Sociodemographics Questionnaire: Employment, income and public assistance.

Characteristic n=_80
Ever been employed n (valid %)
Yes 74 (92.5)
Employed at time of interview s n o (valid %)
Yes 27 (36.5)
Employed at time of birth of child with FAS s n o (valid %)
No 52 (74.3)
Yes 18 (25.7)
Main source of household income at time of interview s n (valid %)
None 3 (3.7)
Your own employment 15 (18.8)
Husband or partner's employment 9 (11.3)
Parents and/or family support 3 (3.7)
Public assistance 18  (22.5)
Unemployment insurance/social security 27  (33.8)
Other 5 (6.2)
Main source of household income during pregnancy n o (valid %)
of child born with FAS s
None 1 (1.2)
Your own employment 7 (8.7)
Husband or partner's employment 19 (23.8)
Parents and/or family support 2 (2.5)
Public assistance 43 (53.8)
Unemployment insurance/social security 3 (3.8)
Family Independence Program 0 (0.0)
Other 5 (6.2)
Self-classification of health status at time of interview as n  (valid %)
Excellent 14 (17.5)
Good 36  (45.0)
Fair 17  (21.3)
Poor 13 (16.2)
Self-classification of health status at birth n (valid %)
of the child with FAS ass
Excellent 8 (10.0)
Good 27  (33.8)
Fair 14 (17.5)
Poor 30 (37.5)
Unknown 1 (1.2)
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V. Maternal Lifetime Profile

Table V.3(cont.). Maternal Sociodemographics Questionnaire: Employment, income and public

assistance.
Characteristic =80
Has a bank account now? (a the time of the interview) a9 n (valid %)
Yes 39 (49.4)
Had a bank account during pregnancy with child with FAS aso n o (valid %)
Yes 23 (28.8)
Gross yearly household income at time of interview asi n (valid %)
Less than $10,000 47  (58.8)
$10,000 to $29,999 24 (30.0)
$30,000 to $49,999 4 (5.0
$50,000 to $69,999 3 (3.7)
$70,000 or more 2 (25)
Gross yearly household income at birth of child with FAS a5 n o (valid %)
Less than $10,000 62 (77.5)
$10,000 to $29,999 14 (17.5)
$30,000 to $49,999 3 (3.8)
$50,000 to $69,999 1 (1.2)
$70,000 or more 0 (0.0
Types of public assistance being used at time of interview aso n o (valid %)
(Can select > 1 choice.)
Aid Families Dependent Child./welfare 27  (33.8)
Food stamps 40  (50.0)
Medicaid/medical assistance 50 (62.5)
Housing assistance 17  (21.3)
Low-income energy assistance 14 (17.5)
WIC 13 (16.3)
SSI 35 (43.8)
Other 13 (16.3)
Other 1 (1.3)
Types of public assistance being used at birth n o (valid %)
of child with FAS a0 (Can select > 1 choice.)
Aid Families Dependent Child./welfare 51 (64.6)
Food stamps 50  (63.3)
Medicaid/medical assistance 55  (69.6)
Housing assistance 12 (15.2)
Low-income energy assistance 15  (19.0)
WIC 53 (67.1)
SSI 4 (5.1)
Other 4 (5.1)
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Table V.3 (cont.). Maternal Sociodemographics Questionnaire: Employment income, and public
assistance.

Characteristic n= 80

Have you ever needed any of the following services? s
If so, did you have sufficient access to it at the time you needed it? ass

Had sufficient
Needed access to

n (valid %) n (valid %)

Medical Care......cccuviieiiieciie et 80 (100.0) 63 (78.8)
Medical INSUTANCE .......cceeuviieeiieeiiieeciee e eee e 77 (96.3) 46 (57.5)
Prenatal Care..........ccocveieeiiiieiie e 80 (100.0) 70 (87.5)
Mental health SErVICes........cceviieriiiiiieieeiieeieeieece e 53 (66.3) 34 (42.5)
Birth control SETVICES ........eeevvieeiiieeiieeiee e 72 (90.0) 58 (72.5)
Public health nurse..........ccccoovviieeiiieciiieeee e, 51 (63.8) 45 (56.3)
Public hoUSING......cc.ooviieiieiiieie e 60 (75.0) 22 (27.5)
Food donations or assistance............ccecveeeveervienneenveenneennnenn 74 (92.5) 60 (75.0)
Clothing donations ...........ccccvveeeiiieeeiieesie e eevee e 49 (61.3) 34 (42.5)
Emergency bill-paying Services .........cccoevveenieecieeneeenieennnen. 69 (86.3) 43 (53.8)
Support groups (social, church group, etc.) .....c.cccceevuvennennn. 64 (80.0) 47 (58.8)
Vocational classes or job training............cccceeeeveeveerneenneenne. 64 (80.0) 41 (51.3)
Childbirth or parenting classes..........cccecveeeciveenciieenirieeeieeens 60 (75.0) 47 (58.8)
Legal assiStance........ccueeeuierieriienieeieesiie et 68 (85.0) 41 (51.3)
Domestic VIOIENCE SEIVICES .....ecevuiieeriieeiieeeiiieeeireeeeiree e 54 (67.5) 36 (45.0)
Sexual assault SErVICES ........eeviiriieriieeieeriieeieeeve e 30 (37.5) 18 (22.5)

Did you need any of the following services around the time of the birth of the child with FAS? ass
If so, did you have sufficient access to it at the time you needed it? ass

Had sufficient
Needed access to

n (valid %) n (%)

Medical Care.......eevvieiiieiieciie et 77 (97.5) 65 (82.3)
Medical INSUTANCE .......eeervvieeciiieeciiie et et 75 (94.9) 61 (77.2)
Prenatal Care........cccooecviveeiiiiciie e 76 (96.2) 61 (77.2)
Mental health SErvices.........cooveiviieeiiieecieeecieeeee e 30 (38.0) 12 (15.2)
Birth control SErvices ........coovevvieriieeiienieeiieeie e 43 (54.4) 33 (41.8)
Public health nurse..........cccoeovviieiiieiieeeee e 40 (50.6) 34 (43.0)
Public houSINg.......c.ooviiiiiiiiieeeee e 26 (32.9) 14 (17.7)
Food donations or assiStance............ccceeeeveeevieeecveeecreeennenn 50 (63.3) 41 (51.9)
Clothing donations ...........ccceeeeveerieeiieenieeiiesieereeseeereeseneens 32 (40.5) 26 (32.9)
Emergency bill paying Services ........cccceevvveevieeenieeenveeennnennn 33 (41.8) 19 (24.1)
Support groups (social, church group, etc.) .....c.ccoceevveneenens 37 (46.8) 17 (21.5)
Vocational classes or job training............cecceeeveeeeeeneeeneenne. 19 (24.1) 7 (8.9)
Childbirth or parenting classes..........cccceeeevverieerieenieeciiennenns 45 (57.0) 28 (354)
Legal assiStance.........cceeeveieeieeeriiieeriee e e 25 (31.6) 10 (12.7)
Domestic VIOIENCE SEIVICES .....ccevuvieereiieeiiiieeiieeeiieeeivee e 28 (35.4) 7 (8.9)
Sexual assault SETVICES ......cccvieeriieeiiieeciee e eeree e 8 (10.1) 4 (5.1)
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V. Maternal Lifetime Profile

V.C. Maternal Social Experiences

Table V.4. Maternal Sociodemographics Questionnaire: Parental relationships.

Characteristic n =80
Did you ever have a stepmother or adoptive mother? as n o (valid %)
Yes 24 (30.0)
Did your birth mother live with you until you were 16? 4 n o (valid %)
Yes 53 (66.3)
If your birth mother did not live with you until 16,
was it due to n o (valid %)
Illness 1 3.7)
Separation/divorce 4 (14.8)
Death 4 (14.8)
Other 19  (66.7)
Did your birth father live with you until you were 16? s n o (valid %)
If your birth father did not live with you until 16,
was it due to aes n  (valid %)
Illness 0 (0.0)
Separation/divorce 21 (42.9)
Death 7 (14.2)
Other 21 (42.9)
Did you ever have a stepfather or adoptive father? s n o (valid %)
Yes 35  (43.8)
Did you ever have foster parents? a n o (valid %)
Yes 19 (23.8)
Did you ever live in a group home? us n o (valid %)
Yes 14 (17.5)
Were you ever in a juvenile detention facility? e n o (valid %)
Yes 28 (35.0)
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Table V.4 (cont.). Maternal Sociodemographics Questionnaire: Parental relationships.

Characteristic n=_80
On average, before age 8, how much did you feel your father/ n o (valid %)
stepfather/foster father loved you and cared for you? a0
Not at all 23 (29.9)
A little bit 7 9.1
An average amount 14 (18.2)
Above average 1 (1.2)
Very much 32 (41.6)
On average, before age 8, how much did you feel your mother/ n o (valid %)
stepmother/foster mother loved you and cared for you?
Not at all 6 (7.6)
A little bit 9 (11.4)
An average amount 20 (25.3)
Above average 3 (3.8)
Very much 41 (51.9)
On average, from ages 8—16, how much did you feel your n o (valid %)
father/stepfather/foster father loved you and cared for you? a»
Not at all 22 (27.8)
A little bit 13 (16.5)
An average amount 18 (22.8)
Above average 2 (2.5)
Very much 24 (30.4)
On average, from ages 8—16, how much did you feel your n o (valid %)
mother/stepmother/foster mother loved you and cared for you? a7
Not at all 10 (12.5)
A little bit 6 (7.5)
An average amount 21 (26.2)
Above average 6 (7.5)
Very much 37 (46.3)
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Primary Prevention of FAS: Targeting Women at High Risk V. Maternal Lifetime Profile

Table V.5. Maternal Sociodemographics Questionnaire: Negative childhood and adult experiences.

Characteristic n=_80
Were you ever involved in CPS as a child? a n  (valid %)
No 61 (76.3)
Yes 18 (22.5)
Unknown 1 (1.2)
Have any of your birth children ever been in foster n o (valid %)
care or involved in CPS? ws
No 16 (20.0)
Yes 64  (80.0)
When you were a child (<17 yrs), were you sexually abused? ss n o (valid %)
Never 34 (42.5)
Yes, once 3 (3.7)
Yes, a few times 13 (16.3)
Yes, many times 27  (33.8)
Unknown 3 (3.7)
When you were a child (<17 yrs), were you physically abused? a7 n o (valid %)
Never 43 (53.9)
Yes, once 3 (3.8)
Yes, a few times 11 (13.7)
Yes, many times 23 (28.7)
When you were a child (<17 yrs), were you n o (valid %)
emotionally or psychologically abused? s
Never 21 (26.3)
Yes, once 0 (0.0)
Yes, a few times 9 (11.2)
Yes, many times 50 (62.5)
Overall, how would you rate your childhood? a» n o (valid %)
1. Very unhappy 20 (25.3)
2. 16 (20.3)
3. Average 24 (30.4)
4. 8 (10.1)
5. Very happy 11 (13.9)
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V. Maternal Lifetime Profile Primary Prevention of FAS: Targeting Women at High Risk

Table V.5 (cont.). Maternal Sociodemographics Questionnaire: Negative childhood and adult

experiences.
Characteristic n =80
As an adult (=17 yrs), were you ever sexually abused? o n o (valid %)
Never 39 (48.8)
Yes, once 15 (18.7)
Yes, a few times 15  (18.7)
Yes, many times 11 (13.8)
As an adult(>17 yrs), were you ever physically abused? s n o (valid %)
Never 12 (15.0)
Yes, once 4 (5.0)
Yes, a few times 17  (21.3)
Yes, many times 47  (58.7)
As an adult (=17 yrs), were you ever emotionally n o (valid %)
or psychologically abused? s>
Never 11 (13.9)
Yes, once 2 (2.5)
Yes, a few times 14 (17.8)
Yes, many times 52 (65.8)
Tragic life events wagic 1-11 (Can report > 1 answer.) n o (valid %)
Victim of sexual abuse 37  (57.8)
Assaulted, tortured 24 (37.5)
Death in family: accidental, murder, suicide, suicide attempt 10 (15.6)
Family member was an accessory to murder 5 (7.8)
Child was assaulted 4 (6.3)
Witnessed abuse or murder 2 (3.1)
Kidnapped 1 (1.6)
Suicide attempt 1 (1.6)
Perpetrator of assault 1 (1.6)
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Primary Prevention of FAS: Targeting Women at High Risk V. Maternal Lifetime Profile

Table V.6. Maternal SSQSR Questionnaire: Level of satisfaction with support network.*

Level of Satisfaction (n = 80)

Satisfied Dissatisfied
Question Very Fairly Little Little Fairly Very
n (valid %) n (valid %) n (valid %) n (valid %) n (valid %) n (valid %)

1. Whom can you really count on to be dependable when you need help? «q

55 (68.8) 10 (12.5) 4 (5.0) 4 (5.0) 3(3.7) 4 (5.0)
2. Whom can you really count on to help you feel more relaxed when you are under pressure? sq

55 (68.8) 13 (16.3) 1 (1.2) 1 (1.2) 2 (2.5) 8 (10.0)
3. Who accepts you totally, including both your worst and your best points? s

56 (70.0) 12 (15.0) 3 (3.7 4 (5.0) 2 (2.5) 3 (3.8)
4. Whom can you really count on to care about you, regardless of what is happening to you? s

61 (76.3) 6 (7.5) 4 (5.0) 1 (1.2) 1 (1.2) 7 (8.8)
5. Whom can you really count on to help you feel better when you are feeling generally down-in-the-

dumps? sao
54 (67.5) 14 (17.5) 2 (2.5) 3 (3.7 0 (0.0) 7 (8.8)

6. Whom can you count on to console you when you are very upset? san

57 (71.3) 10 (12.5) 1 (1.2) 1 (1.2) 2 (2.5 9 (11.3)
SSQS Score (mean satisfaction Likert score across all 6 mean (S.D.) min. - max. n
questions) sss 5.2 (1.4) 0.5-6.0 80
SSQN Score (total number of people in support network) s mean (S.D.) min, - max. n
(Note: this method of scoring is flawed. A single individual can be counted up to 6 times.) 14.9 (1 1 6) 0-58 80

*  Questionnaire Instructions: FEach question has 2 parts. For the first part, list all people you know, excluding

yourself, whom you can count on for help or support in the manner described. Give the persons' relationship to you.
For the second, rank how satisfied you are with the level of overall support you have.
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V. Maternal Lifetime Profile

Primary Prevention of FAS: Targeting Women at High Risk

V.D. Maternal Psychiatric Comorbidities

Table V.7. Maternal Lifetime Mental Health Issues.

Disorder =80
Screened positive on the Quick Diagnostic Interview Schedule
Panic qapanic n  (valid %)
Yes 16 (20.3)
No 63  (79.7)
Age (yrs) at onset among those with the disorder recpan mean (S.D.) min. - max. n
21.0 (11.4) 4-39 16
Generalized Anxiety qagenan n (valid %)
Yes 27  (34.2)
No 52 (65.8)
Age (yrs) at onset among those with the disorder recgd mean (SD.) min. - max. n
20.7 (10.1) 3-37 27
Phobia - Agoraphobia o n o (valid %)
Yes 29  (36.7)
No 50 (63.3)
Age (yrs) at onset among those with the disorder recae mean (S.D.) min. - max. n
222 (10.3) 2-38 29
Phobia - Social qasocpho n o (valid %)
Yes 34  (43.0)
No 45  (57.0)
Age (yrs) at onset among those with the disorder s mean (SD.) min. - max. n
13.9 (7.7) 2-38 34
Phobia - Simple qasimpho n  (valid %)
Yes 35 (44.3)
No 44 (55.7)
Age (yrs) at onset among those with the disorder recsmp mean (S.D.) min. - max. n
11.4  (10.5) 2-41 35
Post-Traumatic Stress qapsa n o (valid %)
Yes 61 (77.2)
No 18 (22.8)
Age (yrs) at onset among those with the disorder recps mean (SD.) min. - max. n
18.9 (9.4) 2-41 61
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Primary Prevention of FAS: Targeting Women at High Risk

V. Maternal Lifetime Profile

Table V.7 (cont.). Maternal Lifetime Mental Health Issues.

Disorder =80
Screened positive on the Quick Diagnostic Interview Schedule (cont.)
Major Depressive Episode qasepres n o (valid %)
Yes 47  (59.5)
No 32 (40.5)
Age (yrs) at onset among those with the disorder recdep mean (SD) min. - max. n
18.1 (9.6) 3-38 47
Manic Episode / Bipolar Disorder qamania n o (valid %)
Yes 17  (21.5)
No 62 (78.5)
Age (yrs) at onset among those with the disorder recman mean (S.D.) min. - max. n
18.5 (9.3) 5-36 17
Schizophrenia / Schizophreniform gaschiz n o (valid %)
Yes 3 (7.0)
No 40  (93.0)
Age (yrs) at onset among those with the disorder reschiz mean (SD.) min. - max. n
20.7 (16.6) 5-38 3
Anorexia qaanorex n (valid %)
Yes 0 (0.0)
No 79 (100.0)
Age (yrs) at onset among those with the disorder recan mean (S.D.) min, - max. n
0 (0.0) -- --
Bulimia qabuiim n  (valid %)
Yes 10 (12.7)
No 69 (87.3)
Age (yrs) at onset among those with the disorder recou mean (S.D.) min. - max. n
22.0 (8.3) 7 -39 10
Alcohol qaatcabu n  (valid %)
Yes 68 (86.1)
No 11 (13.9)
Age (yrs) at onset among those with the disorder e mean (S.D.) min. - max. n
19.7 (6.2) 8-34 68
Antisocial Personality qaniso n (valid %)
Yes 31 (39.2)
No 48  (60.8)
Age (yrs) at onset among those with the disorder recas mean (SD.) min. - max. n
14.2 (5.9) 4-30 31
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V. Maternal Lifetime Profile Primary Prevention of FAS: Targeting Women at High Risk

Table V.7 (cont.). Maternal Lifetime Mental Health Issues.

Disorder n=80
Total number of comorbidities/disorders per woman comoria n  (valid %)
0 disorders 3 (3.8)
1 disorder 3 (3.8)
2 disorders 9 (11.2)
3 disorders 14 (17.5)
4 disorders 13 (16.2)
5 disorders 6 (7.4)
6 disorders 12 (15.0)
7 disorders 8 (10.0)
8 disorders 6 (7.5)
9 disorders 3 (3.8
10 disorders 3 (3.8)
Currently dealing with mental health issues muinua n o (valid %)
Yes 38 (47.5)
Suspected 8 (10.0)
Unknown 33 (41.3)
Intermittent 1 (1.2)
Currently receiving mental health treatment mninee n (valid %)
Yes 30 (37.5)
No 42 (52.5)
Suspected 2 (2.5)
Unknown 6 (7.5)
Estimated age of onset of mental health issues mhins n  (valid %)
None 4 (5.0)
Child (0-8) 33 (41.2)
Adolescent (9-17) 31  (38.8)
Adult (18+) 10 (12.5)
Unknown 2 (2.5)
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Primary Prevention of FAS: Targeting Women at High Risk V. Maternal Lifetime Profile

Table V.7 (cont.) Maternal Lifetime Mental Health Issues.

Disorder n=280

Indications that subject may have ever received

mental health treatment™ whin n (valid %)
DDttt e e ettt ettt et ente et et e eneens 3 (5.9)
C et eut et e et e e rt et e ettt e ate et e eate st e teente et e e beentees e e seenteeseenseenaeesteseentenneenseas 1 (2.0)
Qe ettt 5 (9.8)
€ etttk et ettt ettt h e et e ea e et e et en e e eh e et e en e e eh e et e enteehe e bt enteeheebeenteeaeenteas 1 (2.0)
SRR 11 (21.6)
ettt et e —e et e ete e te et e e bt enteatt e bt et e et e ebeenteente st enteesee st enteeneennes 2 (3.9)
L ettt et sttt et h e b e a e s bt et et esae et 3 (5.9
L ettt sttt ae e 1 (2.0)
D ettt ettt ns 3 (5.9)
D ettt ettt ettt et e te e teeraenaeenteenaenns 1 (2.0)
C Lttt 1 (2.0)
A ettt 6 (11.8)
QK s et st t e e ae e 1 (2.0)
1 1 SRS 1 (2.0)
B0 ettt 1 (2.0)
DT e et 1 (2.0)
g ettt eaeas 1 (2.0)
4§ o SRR SRPRI 1 (2.0)
B e 1 (2.0)
DAL e 1 (2.0)
T OSSR 1 (2.0)
4 1<) § TSRS 1 (2.0)
DT ettt e 1 (2.0)
DOTIK e 1 (2.0)
NONE TEPOTEEA 1.vvvieeiiieeiie ettt ree e e e e e enaeeeneeas 1 (2.0)

* b = inpatient mental health treatment; ¢ = outpatient mental health treatment; d = individual mental health
counseling/therapy; e = family mental health counseling/therapy; f = mental health medications; g = support group(s),
not AA; h = hospitalized for mental health; i = public assistance for psychiatric disability; j = group counseling; k =
home visit--mental health, case management; | = referred to psychiatrist.
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V. Maternal Lifetime Profile Primary Prevention of FAS: Targeting Women at High Risk

V.E. Maternal Reproductive History and Family Planning

Table V.8. Maternal Sociodemographics Questionnaire: Reproduction history, family planning.

Characteristic n =80
Parity at time of interview iievir n (valid %)
1 6 (7.5)
2 23 (28.8)
3 18  (22.5)
4 15  (18.8)
5 10 (12.5)
6 3 3.7)
7 3 (3.7)
8 2 (2.5)
Mean mean (S.D.) min. - max. n
34 (1.6) 1-8 80
Total number of children born to the 80 women iivevir n
272
Gravidity at time of interview concept n o (valid %)
1 4 (5.0)
2-3 31  (38.8)
4-5 22 (27.5)
6+ 23 (28.7)
mean (S.D.) min. - max. n
Mean 4.4 (2.1) 1-9 80
Parity of child with FAS e n (valid %)
1 17  (21.2)
2-3 47  (58.8)
4-5 11 (13.8)
6+ 5 (6.2)
mean (S.D.) min. - max. n
Mean 2.6 (1.5) 1-8 80
Gravidity of child with FAS fuconc n o (valid %)
1 15 (18.7)
2-3 35 (43.9)
4-5 19 (23.9)
6+ 11 (13.7)
mean (S.D.) min. - max. n
Mean 33 (1.9) 1-9 80

Number of alcohol exposed children born after the child with FAS  «
61
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Primary Prevention of FAS: Targeting Women at High Risk

V. Maternal Lifetime Profile

Table V.8 (cont.). Maternal Sociodemographics Questionnaire: Reproduction history, family

planning.
Characteristic =80
Trimester 1 spontaneous abortions at time of interview sponi n (valid %)
0 57  (71.3)
1 17  (21.3)
2 3 (3.7)
3 3 (3.7)
mean (SD) min. - max. n
Mean 04 (0.7) 0-3 80
Trimester 2 miscarriages at time of interview sone n (valid %)
0 75  (93.8)
1 4 (5.0)
2 1 (1.2)
mean (S.D.) min. - max. n
Mean 0.1 (0.3) 0-2 80
Trimester 3 still births at time of interview spons n o (valid %)
0 77  (96.3)
1 3 (3.7)
mean (S.D) min. - max. n
Mean 0.0 (0.2) 0-1 80
Pregnancy terminations at time of interview min n o (valid %)
0 55 (68.8)
1 15 (18.7)
2 8 (10.0)
3 2 (2.5)
mean (S.D) min. - max. n
Mean 0.5 (0.8) 0-3 80
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V. Maternal Lifetime Profile Primary Prevention of FAS: Targeting Women at High Risk

Table V.8 (cont.). Maternal Sociodemographics Questionnaire: Reproduction history, family

planning.

Characteristic n =80
Age at first pregnancy agepgl mean (S.D.) min. - max. n
19.6 (3.8) 12.5-30.0 80
Age at first live birth ssuiv mean (SD) min. - max. n
20.2 4.1) 13-32 80
Age at birth of child with FAS agets mean (S.D) min. - max. n
26.9 (5.6) 17.8-40.7 80
Number of unplanned pregnancies per woman unpian mean (S.D.) min. - max. n
3.3 (2.0) 0-9 80
Proportion of unplanned pregnancies per woman unpianp mean (S.D.) min, - max. n
772 (29.2) 0-100 80
Number of unplanned live births per woman unpiive mean (SD) min. - max. n
2.5 (1.7) 0-8 80
Proportion of unplanned live births per woman uspiive mean (S.D.) min. - max. n
73.3  (32.9) 0-100 80
Number of pregnancies per woman with no birth control nobe mean (S.D.) min. - max. n
3.5 (2.1) 0-9 80
Proportion of pregnancies per woman with no birth control nebe mean (SD.) min. - max. n
80.9 (27.6) 0-100 80
Number of pregnancies exposed to alcohol per woman aicconc mean (SD.) min, - max. n
3.0 (1.8) 0-8 80
Proportion of pregnancies exposed to alcohol per woman aicconcp mean (S.D.) min. - max. n
73.2  (30.6) 0-100 80
Number of live births exposed to alcohol per woman aciive mean (S.D.) min. - max. n
2.4 (1.3) 0-6 80
Proportion of live births exposed to alcohol per woman aiivep mean (S.D.) min, - max. n

75.9 (29.6)  0-100 80
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Primary Prevention of FAS: Targeting Women at High Risk

V. Maternal Lifetime Profile

Table V.8 (cont.). Maternal Sociodemographics Questionnaire: Reproduction history, family

planning.
Characteristic n =80
How old were you when you first started using birth control? ass  mean (S.D.) min, - max. n
Years 18.8 (4.8) 12 - 36 80
What was the first form of birth control you used? s n  (valid %)
Menopause 0 (0.0)
Hysterectomy 1 (1.3)
Tubal ligation 3 (3.7)
Diaphragm 2 (2.5)
1UD 1 (1.3)
Cervical cap 0 (0.0)
Pills 50 (62.4)
Norplant 0 (0.0)
Depo provera 1 (1.3)
Condoms 11 (13.7)
Vasectomy 0 (0.0)
Abortion 0 (0.0)
Rhythm method 2 (2.5)
Withdrawal 1 (1.3)
No method 1 (1.3)
Foam 7 (8.7)
If birth control were available to you free of charge, which method n  (valid %)
would you prefer to use now (or back when you were fertile?) s
Tubal ligation 11 (13.9)
Diaphragm 0 (0.0)
IUD 3 (3.8)
Cervical cap 2 (2.5)
Pills 8 (10.1)
Norplant 13 (16.5)
Depo provera 25  (31.6)
Condoms 5 (6.3)
Vasectomy 2 (2.5)
Abortion 0 (0.0)
Rhythm method 1 (1.4)
Withdrawal 0 (0.0)
No method 6 (7.6)
Foam 3 (3.8)
Do you feel there was a time in your life when alcohol use n o (valid %)
put you at risk for getting pregnant? a7
No 26 (32.5)
Yes 53 (66.3)
Uncertain 1 (1.2)
Table V.8 (cont.). Maternal Sociodemographics Questionnaire: Reproduction history, family
planning.
Characteristic n=_80
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V. Maternal Lifetime Profile

Primary Prevention of FAS: Targeting Women at High Risk

Number of women who have ever used each of the following n o (valid %)

types of birth control (Can select > 1 choice.)

Diaphragm s 14 (17.5)
TUD a4 20  (25.0)
Cervical cap wa 1 (1.3)
Pills a0 71 (888)
Norplant asaio 7 (8.8)
Depo provera s 17 (21.3)
Tubal ligation a4 40  (50.0)
Condoms s 57  (71.3)
Vasectomy auas 18 (22.5)
Abortion a4z 25 (31.3)
Rhythm method a3 9 (11.3)
Withdrawal aaais 25 (31.6)
No method e 77  (96.3)
Abstinence s 42  (53.2)
Proportion of pregnancies for each woman in which the mean (S.D.) min. - max. n

following types of birth control were used

Diaphragm g
IUD  iutper

Cervical cap capep
Pills pillpgp

Norplant nowpep
Depo provera  depopep
Condoms  condpep
Rhythm method sypep
Withdrawal witpe
No method nobep

04  (2.5) 0-20 80

09  (4.7) 0-33 80
00 (0.0 0-0 80
11.6  (19.5)  0-100 80
0.0  (0.0) 0-0 80
1.0 (7.7) 0-67 80

25 (8.7) 0-50 80
0.8  (6.7) 0- 60 80
0.0  (0.0) 0-0 80

80.9 (27.6)  0-120 80
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Primary Prevention of FAS: Targeting Women at High Risk

V. Maternal Lifetime Profile

Table V.8a. Maternal Sociodemographics Questionnaire: Birth control methods — Diaphragm.

Characteristic n=_80

Have you ever used this form of birth control? sas n  (valid %)
Never used 66 (82.5)
Yes, regularly use 10 (12.5)
Yes, intermittently 4 (5.0)

How old were you when you first started using this method? was  mean (S.D.) min. - max. n
Years 22.1 (5.1 16 - 32 14
Never used it as(n) 66

How old were you when you last used this method? aces mean (S.D.) min. - max. n
Years 23.5 (5.5) 16 - 34 13
Have not stopped using it (n) 0
Never used it as(n) 66

Did you have to pay for it yourself? saas n o (valid %)

No 9 (64.3)
Yes 4 (28.6)
Uncertain 1 (7.1)

Did you ever get pregnant when using it? aues n (valid %)
No 11 (78.6)
Yes 3 (21.4)
Uncertain 0 (0.0)

Are you currently using it? aass n o (valid %)
Yes 0 (0.0)

If you used to use it and stopped, why did you stop? ases n o (valid %)

(Can select > one reason.)

Did not work 2 (14.3)
Did not like it 6 (42.9)
Lost access to it 0 (0.0)
Could not afford it 0 (0.0)
Unable to conceive 0 (0.0)
Changed with new partner 0 (0.0)
Concern about health 1 (7.1)
No partner 1 (7.1)
Changed to another method 2 (14.3)
Planned pregnancy 0 (0.0)
Not applicable 0 (0.0)
Other 2 (14.3)

If it were available to you at no cost, would you n (valid %)

be open to using it NOW? 34ns
No 68 (85.0)

Yes 5 (6.3)
Uncertain 7 (8.7)
Not applicable 0 (0.0)
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V. Maternal Lifetime Profile

Primary Prevention of FAS: Targeting Women at High Risk

Table V.8b. Maternal Sociodemographics Questionnaire: Birth control methods — IUD.

Characteristic n=_80

Have you ever used this form of birth control? s n  (valid %)
Never used 60 (75.0)
Yes, regularly use 19 (23.8)
Yes, intermittently 1 (1.2)

How old were you when you first started using this method? wacs  mean (S.D.) min. - max. n
Years 22.9 (4.5) 16 - 34 20
Never used it aas (n) 60

How old were you when you last used this method? aaces mean (S.D.) min. - max. n
Years 23.1 (3.9) 16 - 32 19
Have not stopped using it (n) 1
Never used it as (n) 60

Did you have to pay for it yourself? s n o (valid %)

No 18 (90.0)
Yes 2 (10.0)
Uncertain 0 (0.0)

Did you ever get pregnant when using it? aues n o (valid %)
No 16 (80.0)
Yes 4 (20.0)
Uncertain 0 (0.0)

Are you currently u