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This Diagnostic Guide is the second edition. Based on our own experience and feedback from others,
we continue to make modifications that enhance accuracy, improve clarity, and increase ease of

usage. We hope you will find this new approach to the diagnosis of individuas with fetal acohol
exposure helpful and broadly applicable.
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. Introduction

Fetal alcohol syndrome (FAS).

FAS is a permanent birth defect syndrome caused by maternal consumption of acohol during
pregnancy. The definition of the fetal acohol syndrome has changed little since the 1970's when the
condition was first described and refined *>**. The condition has been broadly characterized by pre-
and/or postnatal growth deficiency, a characteristic set of minor facia anomalies, and evidence of
prenatal ateration in brain function such as microcephay from birth, neurologic problems without
postnatal antecedents, or complex patterns of functional disability.

The difficulty with diagnosing FAS and other disabilities associated with in utero
alcohol exposure.

For the trained clinician, dysmorphologist, or clinical geneticist there is little difficulty in making the
diagnosis of FAS when the typical anomalies in growth, face, and brain are al extreme and the
alcohol exposure is conclusive and substantial. But the physical, cognitive and behaviora features are
not dichotomous, that is either normal or clearly abnormal. Rather, the features, and indeed the
history of alcohol exposure, al range aong separate continua from normal to clearly abnormal and
distinctive.

In the absence of accurate, reproducible and unbiased methods for measuring and recording the
severity of exposure and outcome in individual patients, diagnoses will continue to vary widely from
clinic to clinic. From aclinica perspective, diagnostic misclassification leads to inappropriate patient
care, increased risk for secondary disabilities® and missed opportunities to achieve prevention. From
a public health perspective, diagnostic misclassification leads to inaccurate estimates of incidence and
prevalence. Inaccurate estimates thwart efforts to allocate sufficient social and health care services to
this high-risk population and preclude accurate assessment of primary prevention intervention efforts.
From a clinical research perspective, diagnostic misclassification reduces the power to identify
between-group contrasts within studies. Non-standardized diagnostic methods limit the ability to
compare outcomes between studies.

The primary limitations in the current practice of diagnosing individuals with prenatal alcohol
exposure include:

1. Thereis no standardized clinical definition of FAS. Rather, there are diagnostic guidelines that
physicians and medica researchers are encouraged to follow, but the guidelines are not
sufficiently specific to assure diagnostic accuracy or precision.

According to the latest proposed diagnostic guidelines published by Sokol and Clarren® which are

a minor modification of the 1980 definition of FAS by the Fetal Alcohol Study Group of the
Research Society for Alcoholism ®:

University of Washington, FAS Diagnostic & Prevention Network 1
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“The diagnosis of FAS can only be made when the patient has signs of abnormality in each of
the three categories. 1) Prenatal and/or postnatal growth retardation (weight and/or length
below the 10" percentile when corrected for gestational age), 2) central nervous system
involvement (including neurological abnormality, developmental delay, behaviora dysfunction
or deficit, intellectual impairment and/or structural abnormalities, such as microcephaly (head
circumference below the 3 percentile) or brain malformations found on imaging studies or
autopsy and 3) a characteristic face, currently qualitatively described as including short
palpebral fissures, an elongated midface, a long and flattened philtrum, thin upper lip, and
flattened maxilla.”

Although these descriptions do provide guidance, they are not sufficiently specific to assure
diagnostic accuracy and precision. The guidelines for CNS dysfunction do not address how many
areas of deficit must be present, how severe the deficits must be or what level of documentation
must exist to substantiate the presence of the deficit (i.e., parental history, psychometric testing or
structural imaging). The guidelines for the facial phenotype are equally nonspecific. How many
facial features must be present, how severe must the features be and what scale of measurement
should be used to judge their severity? One need only read the clinical literature or review
medical records, birth certificates, birth defect registries or ICD-9 codes to see how variably these
criteriaare interpreted, applied and reported %011,

2. Thereisalack of objective, quantitative scales to measure and report the magnitude of expression
of key diagnostic features.

For example, athough a thin upper lip and smooth philtrum are key diagnostic features',
quantitative measurement scales have never been used to measure thinness or smoothness and
guidelines have never been established for how thin or smooth the features must be. Objective
quantitative scales would not only improve accuracy and precision, but would also establish a
common descriptive language for communicating outcomes in medical records and the medical
literature.

3. Theterm FASfailsto convey the diversity of disability present in individuals with FAS.

No two individuals with FAS present with the same congtellation of anomalies and disabilities.
Growth, facial phenotype, CNS dysfunction and acohol exposure al vary aong separate
continua. The term FAS only conveys that the condition is permanent and was caused by prenatal
alcohol exposure. The term does not convey what the individud’s disabilities are. A
nomenclature that better conveys the diversity of outcomes among individuals with prenatal
exposure would benefit both the patient’s caregivers and their medical/social/educational care
network.

4. Theterm fetal alcohol effects (FAE) is broadly used and poorly defined.
The term “suspected fetal acohol effects was first introduced into the medical literature in 1978

and was defined as ‘less complete partial expressions of FAS in individuals with prenatal acohol
exposure’. Based on this definition, an individual whose mother drank a few glasses of wine

2 University of Washington, FAS Diagnostic & Prevention Network
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intermittently throughout pregnancy and presented with attention deficit hyperactivity disorder
would be diagnosed FAE. So would an individual whose mother drank a fifth of vodka daily
throughout pregnancy and presented with microcephaly, severe mental retardation, cleft palate
and severe growth deficiency. The broad use of this term and the reluctance to abandon it points
to the clear need to develop diagnostic terms for individuals with prenatal alcohol exposure who
present with physical anomalies and/or cognitive/behavioral disabilities, but do not have FAS.
New diagnostic terms, which more finely differentiate the variable exposures and outcomes of
these individuals without implying a cohol as the sole causal agent, are needed.

Clinicd terms like FAE™, acohol related birth defects (ARBD)* and acohol related
neurodevelopmental disorder (ARND)* inappropriately imply a causal link between exposure and
outcome in a given individua. Leading dysmorphologists in the field of FAS diagnosis have
formally requested that the term FAE no longer be used for this reason®.

With the likely exception of the facia phenotype, no other physical anomalies or
cognitive/lbehavioral disabilities observed in an individua with prenata acohol exposure are
necessarily specific to (caused only by) their prenatal alcohol exposure. Features such as
microcephaly, neurological abnormalities, attention deficit, mental retardation and growth
deficiency often occur in individuals with prenatal acohol exposure, but aso often occur in
individuals with no prenatal alcohol exposure.

A new approach to diagnosis.

Each of the above limitations has been overcome with the development the "4-Digit Diagnostic
Code" introduced in this guide. 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 facia
phenotype, (3) brain dysfunction, and (4) gestational acohol exposure. 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.

Benefits of the new diagnostic approach.

This new approach:

1.

Greatly increases diagnostic precision and accuracy through the use of objective, quantitative
measurement scales and specific case definitions.

Better characterizes the full spectrum of disabilities of alcohol exposed individuals who do and do
not have FAS.

Documents the presence of alcohol exposure without judging its causal role.

Provides a quantitative measurement and reporting system that can be used independent of the
clinica case definitions.

University of Washington, FAS Diagnostic & Prevention Network 3
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While this document might at first appear overly complex and perhaps daunting, one will find that this
new diagnostic approach is logical and easy to use and will greatly facilitate the proper description
and classification of patients presenting with all possible combinations of outcomes and exposure.

Other syndromes

The methods of diagnosing fetal alcohol syndrome and related conditions arise from the larger fields
of teratology and dysmorphology (clinical genetics). It is essential to remember that isolated features
in many birth defect syndromes overlap with FAS. A few examples of conditions often easily
confused with FAS include Aarskog syndrome, fragile-x syndrome, feta hydantoin syndrome and
Noonan syndrome. Furthermore it is likely that this diagnostic approach to organizing dysmorphic
features and issues of cognitive and behavioral problems could be used for patients exposed to other
potentially teratogenic substances instead of or in addition to alcohol. This diagnostic guide is "FAS
specific" but thisin no way should imply that the diagnostician need not consider alternate syndromic
diagnoses and medical conditions at al times.

4 University of Washington, FAS Diagnostic & Prevention Network
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II. FAS Diagnostic Evaluation Form

The FAS Diagnostic Evauation Form guides the clinical team in the collection, recording, and
interpretation of all key information used to derive an accurate and precise diagnosis. Although the
most accurate diagnoses are derived when complete information is available across all domains,
complete information is not always available or obtainable. This is especialy true with psychometric
assessments.  Although space has been provided to record a full complement of assessments, we are not
implying that all of these assessments must be conducted to derive adiagnosis. It isthe responsibility of

the clinical team to select the most appropriate psychometric assessment battery.

The form aso serves as atemplate for efficient generation of the final medical summary note.

Whereistheinformation for the Diagnostic Form obtained from?
The information recorded in the Diagnostic Form is obtained from four primary sources:
1. The New Patient Information Form completed by the caregivers (Appendix 1).
2. Medical/psychological/educational assessments conducted prior to the diagnostic evaluation.
3. Assessments administered by the clinical staff at the time of the diagnostic evaluation.
4

The caregiver/patient interview conducted at the time of the diagnostic evaluation

When isthe form completed and by whom?
The form is completed by the clinica staff before and during the patient's clinic visit. Typicaly, the
clinician completes the following sections: growth, structural and neurologic brain function, facial
features, alcohol exposure and co-morbidities. The occupational therapist, psychologist and language
pathologist complete the psychometric measures of brain function and the results of the caregiver

interview are completed by the clinician and psychologist.

University of Washington, FAS Diagnostic & Prevention Network 5
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FAS Diagnostic Evaluation Form

Medical # Clinic Date seen in Clinic / /
Patient's Name: Agey) Birth Date / /
First Middle Last
Name person(s) accompanying patient
Relationship(s) to patient PatientsGender M F

Patient’ s Race/Ethnicity: 4-Digit Diagnostic Code Grid

(See instructions in Diagnostic Guide for FAS and Related Conditions)

Form completed by:

Dlagnosus made by: significant severe definite 4 4 high risk
Diagnosis(es): moderate  moderate  probable 3 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
GROWTH
At Birth
Birth weight: (gms) (Ibsloz.), (centile) fOr gestational age
Birth length (cm) (inches), (centile) fOr gestational age
Gestational age at birth (weeks)
Highest Weight and Height Centiles Recorded
wgt (kg), (Ibs), (centile), age (yr)
hgt (cm), (inches), (centile), age (), parent adjustment (cm)
L owest Weight and Height Centiles Recor ded
wgt (kg), (Ibs), (centile), age (yr)
hgt (cm), (inches), (centile), age N, parent adjustment (cm)
Current Weight and Height
wgt (kg), (Ibs), (centile), age (yr)
hgt (cm), (inches), (centile), age (1), parent adjustment (cm)
Birth Parent's Heights
mother’s hgt (cm) (inches), father’s hgt (cm) (inches), mid-parent hgt (cm)
ABC-Scorefor Growth Deficiency Circle the ABC Scores for:
Height Weight
Seeingtructionsin the “ Diagnostic Guide for FAS’ £ 3rd centile = C C C
for deriving the ABC-score for growth >3rd and £ 10th centile = B B B
and trandating it into a 4-Digit Diagnostic Code > 10th centile = A A A
This ABC Score reflects the patient's growth between years and years of age. Page1of 7

6 University of Washington, FAS Diagnostic & Prevention Network (ersion 1/1/99)
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FACIAL FEATURES (and other physical findings)

CURRENT PHENOTYPE: (Age yrs)
Direct measures
Right palpebral fissure length (PFL) (cm) (z-score)
Left palpebral fissure length (PFL) (cm) (z-score)
Inner canthal distance (ICD) (cm) (z-score)
Not Present Mildly Present Definitely Present*
Fat philtrum: (flat)
1 2 3 4 5
Thin upper lip (thin)
Clinic Photograph Internal Measure  Truesize Units ( )
Was afacia photograph taken?Yes  ,No Sizeinphoto  Units(___ )
Right PFL Length in photo (pixdsormm):  True estimate (cm) (z-score)
Left PFL Length in photo (pixdsormm).  True estimate (cm) (z-score)
ICD Length in photo (pixdsormm):  True estimate (cm) (z-score)
Not Present Mildly Present Definitely Present Upper Lip
Fat philtrum: (flat) Circularity-
1 2 3 4 5
Thin upper lip (thin)

PAST PHENOTYPE (Age yrs) Internal Measure  Truesize Units ( )
Source of data ( photograph  , textrecord ) Sizeinphoto  Units(___ )
Right PFL Length in photo (pixdsormm):  True estimate (cm) (z-score)
Left PFL Length in photo (pixdsormm).  True estimate (cm) (z-score)
ICD Length in photo (pixdsormm):  True estimate (cm) (z-score)

Not Present Mildly Present Definitely Present Upper Lip
Fat philtrum: (flat) Circularity-
1 2 3 4 5
Thin upper lip (thin)
Facial D-score: Dscore = 0.7408 — 5.7337 (Largest PFL/ICD) + 1.1677 (philtrum Likert rank) + 0.1587 (upper lip Likert rank)
*(Use Lip-Philtrum Guide on page 26, Figure 1) ** (See Astley & Clarren, 1996)

ABC-SCORE for Facial Phenotype

Seeinstructionsin the “ Diagnostic Guide for FAS’ for deriving the ABC Score and tranglating it into a 4-Digit Diagnostic Code

5-Point Likert Scale Z-score for Largest Circle the ABC Scores for:
for Philtrum & Lip Palpebral Fissure Palpebral Fissure Smooth Philtrum Thin Upper Lip
4or5 £-2SD C C C
3 >-2 SDand £ -1 SD B B B
lor2 >-1SD A A A

ALL ADDITIONAL PHYSICAL ANOMALIESON THE BODY

Page 2 of 7

University of Washington, FAS Diagnostic & Prevention Network (version 1/1/99) 7
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BRAIN FUNCTION

Examiner's Clinical Judgment of Severity of Outcome
Circle: 0=UnabletoJudge, 1=Normal, 2=MildlyAbnormal, 3= Severely Abnormal

Severity STRUCTURAL

0123 OFC (cm) (centile) b (vears) Of age.
0123  Structural anomalieson CT/MRI

0123 Other:

NEUROLOGIC
0123  Seizure Disorder: type Age at onset (yrs)
0123  Grossmotor
0123  Finemotor
0123  Quick Neurological Screening Test score
0123  Other neurologic signs

PSYCHOMETRIC Provide most recent test scores

0123 Intellectual: (testversion) Age (yr/mos)
FSIQ or equiv. VIQ PIQ PercOrg VerbComp FreeDis

Inf.__ Sim.___Arith.___Voc.___ Comm.___Dig.___ PFictC. Pict.t A.__Blo.____Obj.___ Cod.___ Maz.

Age(s) of previous intelligence tests (yrs)

0123 Achievement (testversion) Age (yr/mos)
Subtest Score Type of Score (standard, %, age equiv., T, Z, tc)

Age(s) of previous Achievement tests (yrs)

0123 Adaptation (testversion) Age (yr/mos)
Composite Score Name Score Type of Score (standard, %, age equiv., T, Z, €tc)

Subtest
Age(s) of previous Adaptation tests (yrs)
See the “ Diagnostic Guide for FAS' for instructions on deriving the 4-Digit Diagnostic Code for Brain Dysfunction Page 3 of 7
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BRAIN FUNCTION (Continued)

Examiner's Clinical Judgment of Severity of Outcome

Circle: 0=UnabletoJudge, 1=Normal, 2=MildlyAbnormal, 3= Severely Abnormal

Severity
0123 Psychiatric Diagnoses. ADHD / ADD ( yes, no, unknown)
other (specify)
M edication(s) Response (+, -, none) M edication(s) Response (+, -, hone)
0123 Neuropsychological (eg. vVMI, CVLT-C, Hastead-Reitan, WRAML, Rey, Bender-G, Luria-Nebraska, etc)
Test name Score Type of Score (standard, %, age equiv., T, Z, €tc) Age (yr/months)
0123 Language
Test name Score Type of Score (standard, %, age equiv., T, Z, €tc) Age (yr/months)
0123 Menta State Reasoning Test ** Age (yr/mos)
1st Order ( Belief Justification ) 2nd Order ( Belief Justification )
0123 Narrative Test “® Age (yr/mos)
Bus Story Frog Story
0123 Developmental (testiversion) Age (yr/mos)
Subtest Score Type of Score (standard, %, age equiv., T, Z, etc.)
See the “ Diagnostic Guide for FAS' for instructions on deriving the 4-Digit Diagnostic Code for Brain Dysfunction Page 4 of 7

University of Washington, FAS Diagnostic & Prevention Network ersion 1/1/99) 9
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BRAIN FUNCTION (Continued)

Examiner's Clinical Judgment of Severity of Outcome

Circle: 0 = Unable to Judge, 1 = No, Normal 2 =Yes, Mildly Abnormal, 3 =Yes, Severely Abnormal
Severity CA REG' VER INTERVIEW These observations are intended to support, not define, clinical impressions
Planning
0123 Needs considerable help organizing daily tasks
0123 Cannot organize time,
0123 Doesn't understand concept of time
0123 Difficulty in carrying out multi-step tasks
0123 Other
Behavioral Regulation/ Sensory Motor Integration
0123 Poor management of anger / tantrums
0123 Mood swings
0123 Impulsive
0123 Compulsive
0123 Perseverative,
0123 I nattentive
0123 Inappropriately [ high or low ] activity level
0123 Lying/stealing
0123 Unusual [ high or low ] reactivity to [ sound touch light ]
0123 Other
Abstract Thinking / Judgment
0123 Poor judgment
0123 Cannot be left alone
0123 Concrete, unable to think abstractly
0123 Other
Memory / Learning / Information Processing
0123 Poor memory, inconsistent retrieval of learned information
0123 Slow to learn new skills
0123 Does not seem to learn from past experiences
0123 Problems recognizing conseguences of actions
0123 Problems with information processing speed and accuracy
0123 Other
Spatial Memory
0123 Getslost easily, has difficulty navigating from point A to point B
0123 Other
Social Skillsand Adaptive Behavior
0123 Behaves at alevel notably younger than chronological age
0123 Poor social/adaptive skills
0123 Other
Motor/Oral Motor Control
0123 Poor/delayed motor skills
0123 Poor balance
0123 Other
0 1 2 3 Behavioral/Social Competence: (tes) Age (yr/mos)
Subtest Score Type of Score (standard, %, age equiv., T, Z, €tc)
See the “ Diagnostic Guide for FAS' for instructions on deriving the 4-Digit Diagnostic Code for Brain Dysfunction Page 5 of 7
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MATERNAL ALCOHOL USE

Alcohol consumption of the birth mother
Befor e pregnancy: Average number of drinks per drinking occasion:

Maximum number of drinks per occasion:

Average number of drinking days per week:

Type of acohol consumed Wine, Beer, Liquor, unk., Other (specify)

During pregnancy: Average number of drinks per drinking occasion:

Maximum number of drinks per occasion:

Average number of drinking days per week:

Typeof alcohol consumed _ Wine, _ Beer, __ Liquor, ___ Unk., ___ Other (specify)
Trimester(s) in which acohol was consumed ih 2 3¢ Unk.
No Suspected Yes  Unknown
Was the birth mother ever diagnosed with alcoholism?
Was the birth mother ever reported to have a problem with alcohol ?
Did the birth mother ever receive treatment for acohol addiction?
Was alcohol use during this pregnancy positively confirmed?
If, yes, source of confirmation
Reported use of alcohol during pregnancy is. _ Reliable,  Somewhat reliable,  Of unknown reliability

Other information about acohol use during pregnancy:

4-DIGIT RANK for Alcohol Exposure

4-Digit Diagnostic ~ Gestational Alcohol
Code Rank Exposure Category Description

® Alcohol use during pregnancy CONFIRMED

and
4 High Risk

o Exposure pattern is consistent with the medical literature placing
the fetus at “high risk” (generally high peak blood alcohol
concentrations delivered at least weekly in early pregnancy).

® Alcohol use during pregnancy CONFIRMED

and
3 Some Risk

than in category (4) or exact amounts unknown.

o Drinking occurred in gestation in frequencies and volumes less

2 Unknown Risk questionable reliability

® Gestational exposure is simply not known or information is of

1 No Risk ABSENT.

® Alcohol use during pregnancy is CONFIRMED to be completely

Circlethe 4-Digit Diagnostic Code Rank in the table above that best reflects the patient's gestational Alcohol Exposure Category

University of Washington, FAS Diagnostic & Prevention Network (version 1/1/99)

Page 6 of 7
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CO-MORBIDITIES

PRENATAL
High risk Some risk Unknown risk No risk
I 4 | 3 | 2 | 1 |
See the “ Diagnostic Guide for FAS' for instructions on deriving the rank for Prenatal Co-morbidities
Prenatal
1. Poor prenatal care: No Suspected Yes Unknown
2. Complications/trauma (specify)
Genetics
1. Parenta learning difficulties (eg. Specia Ed., ADD, MR, did not complete high school, etc.)
Mother No Suspected Yes Unknown
Father No Suspected Yes Unknown
Ifyes, specify Maternal

Paternal
2. Other conditions of heritability or malformation that may be significant in this case. (specify)

Other Potentially Teratogenic Exposures

POSTNATAL
High risk Some risk Unknown risk No risk
I 4 | 3 | 2 | 1 I
See the “ Diagnostic Guide for FAS’ for instructions on deriving the rank for Postnatal Co-morbidities

Perinatal Difficulties

I ssues of Nurture
1. Abuse: Physicd Sexual
2. Number of home placements

3. Other (e.g., neglect, adverse home environment, etc)

Other Issues That Could Explain Brain Dysfunction (eg., head injuries, fever, chronic substance abuse, tc.)

Page 7 of 7
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FAS Diagnostic and Prevention Networ k
Preliminary Summary and Recommendations
The final medical summary will be sent to you in approximately two weeks.

Patient Name: Clinic:
Birth Date: / / Clinic Date: / / Clinic phone:

Diagnostic Outcome:

Result(s) of assessment(s) performed in Clinic (if applicable):

Recommendations for Follow-Up
A.Medical Issues

Page 1 of 2

14 University of Washington, FAS Diagnostic & Prevention Network ersion 1/1/99)
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FAS Diagnostic and Prevention Networ k
Preliminary Summary and Recommendations

Patient Name: Birth Date: / /

Recommendations for Follow-Up
B. Developmental, Educational, Vocational, Mental Health, and Family I ssues

Page 2 of 2

University of Washington, FAS Diagnostic & Prevention Network ersion 1/1/99)
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Ill. Diagnostic Evaluation Form Instructions
A. The 4-Digit Diagnostic Code

What arethe 4 Digits?
The four digits reflect the magnitude of expression of the four key diagnostic features of FAS in the
following order: (1) growth deficiency, (2) the FAS facia phenotype, (3) brain dysfunction, and (4)
gestational acohol 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 codeis
derived following the directionsin Sections 111. B. 1 through B. 4.

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

The 4-Digit Diagnostic Code 3444 inserted in the grid is one of twelve that
qualifies as adiagnosis of FAS.

How arethe 4 Digitsranked?

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 |11.B.

How many 4-Digit Diagnostic Codes ar e 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 dl of these situationsin clinic. For example, 1111 reflects a norma exam in an individual who was
definitely not exposed to acohol. Such patients are seen by primary physicians daily, but are unlikely
to be referred to a FAS clinic. Other codes like 4441 would represent a “classic” clinical presentation
of FAS with a confirmed absence of acohol exposure during gestation. We have never seen such a
case (or phenocopy), but we may some day.

University of Washington, FAS Diagnostic & Prevention Network 17
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How many different Clinical Diagnostic Categories are there?

Each 4-Digit Diagnostic Code fals into one of 22 unique Clinical Diagnostic Categories (labeled A
through V). A list of the 22 Diagnostic Categories is presented in Section IV. A list of the 4-Digit
Diagnostic Codes, which fall within each Clinical Diagnostic Category, is presented in Section V.

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

® Sentinel Physical Findings:

18

The adjective "sentinel" refers to physical findings that are key diagnostic features of FAS. These
include a unique cluster of minor facial anomalies (short palpebral fissures, thin upper lip and a
smooth philtrum) and growth deficiency. Other physical findings (maor or minor anomalies) may
be detected instead of or in addition to these sentingl findings that may suggest alternate or
additional conditions. There are places on the Diagnostic Evaluation Form to record and interpret
other physica findings.

Static Encephalopathy:

The term "encephalopathy” refers to any physica 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 nor 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.

Alcohol (Exposed, Not Exposed, Exposure Unknown):
Thisterm is used to reflect the exposure status of the fetus. It is reported independent of outcome
and does not imply a causal association between exposure and outcome.

Fetal Alcohol Syndrome:
The term FAS is used to refer to patients who present with one of twelve 4-Digit Diagnostic Code
combinations reflecting growth deficiency, the FAS facial phenotype and brain dysfunction.

Atypical Fetal Alcohol Syndrome:

This term is introduced for use with a relatively smal group of patients who have static
encephalopathy, most of the sentinel physical findings of FAS, and were alcohol exposed. Given
the fact that variable presentation is the rule rather than the exception after teratogenic exposurein
gestation, we felt it was appropriate to establish this marginal category.
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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 isreferred to as a FAS Phenocopy and has yet to be observed.

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 4333 is the Diagnostic Category caled "sentinel physical findings / static
encephalopathy (alcohol exposed)”. Many of these patients might have previousy 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 al of these
terms.

How are the Clinical Diagnostic Category names constructed?

@ Growth deficiency and facial characteristics are physical features. When either feature receives a
rank of 3 or 4, sentinel physical findingsis placed at the beginning of the name.

® \When brain dysfunction receives arank of 2, the term neurobehavioral disorder isincluded in the
name. When brain dysfunction receives a rank of 3 or 4, the term static encephalopathy is
included in the name.

® \When alcohol exposure receives a rank of 3 or 4, (alcohol exposed) is placed at the end of the
name. When alcohol exposure receives a rank of 2, (alcohol exposure unknown) is placed at the
end of the name.

4-Digit Diagnostic Code: Nomenclature
3 2 4 2

significant severe definite 4) 4) high risk
moderate moderate probable ?3) X ?3) some risk
mild mild possible 2) X 2) unknown
none absent unlikely (1) (1) no risk
Growth FAS Facial Brain Growth  Face  Brain Alcohol Gestational
Deficiency Features Dysfunction Alcohol
KEY
Growth and Face Brain Alcohol

I:l sentinel physical findings - static encephal opathy I:l alcohol exposed
- neurobehavioral disorder - alcohol exposure unknown

The 4-Digit Code 3242 would receive the clinical name sentinel physical findings / static
encephalopathy / alcohol exposure unknown. A code of 1223 would receive the clinical name
neurobehavioral disorder / alcohol exposed.
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Which new Diagnostic Categoriesrepresent the category we useto call FAE?
Diagnostic Categories E through | would have previously been referred to as "fetal acohol effects’,
"alcohol related birth defects’ or "acohol related neurobehavioral disorder”. Categories J through V
are new categories that describe a large number of patient groups who have never been adequately
classified or described in the past.

How do you explain the diagnosisto the patient?

At the end of this manual (Section VII) are summary explanations for each of the 22 Clinical
Diagnostic Categories. These summaries can be used as the first page of the patient's final medical
summary note.
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Ill. Diagnostic Evaluation Form Instructions
B.1. Scoring Growth Deficiency

What type of growth deficiency are we looking for ?

We are looking for growth deficiency characteristic of a teratogenic insult, not characteristic of
postnatal environmental factors such as nutritional deprivation or chronic illness. We want to answer
the question *What is the patient’s growth potential after controlling for parental height and postnatal
environmental influences? Growth deficiency of teratogenic origin is likely to present as a relatively
consistent impairment over time (i.e., the patient’s growth follows the normal curve, but is below
genetic expectation for family background). In contrast, growth deficiency due to postnatal
environmental influences is likely to present as periodic fluctuations in the curve. Separating the two
growth patterns requires astute clinical judgment.

The method described below allows one to rank a patient’s overall growth pattern on a single 4-point
Likert scale with 1 equa to norma and 4 equal to significantly deficient. Not all patients will have
complete growth curves available, therefore, a guide is provided below for prioritizing the ranking of
the patient’ s growth over alifetime

Method for ranking the growth component of the 4-Digit Diagnostic Code
A. Height should be age and gender adjusted and should be adjusted for parental height, if possible.

B. Weight should be age and gender adjusted. Weight is not adjusted for height. Normal growth
charts are provided in Section VIII.

C. For ranking purposes, the growth curve is separated into two parts:
1. Prenata growth (birth measures)
2. Postnatal growth (all measures collected after birth)

Select the part of the growth curve with the greatest deficiency in the height centile.

If the prenatal height centile is lower than all postnatal height centiles, proceed to section D
for instructions on how to rank prenatal growth.

If any of the postnatal height centiles are lower than the prenatal height centile, select the
point or consecutive points on the curve that reflect the lowest height centiles that cannot be
attributed to postnatal environmental influences such as nutritional deprivation or chronic
illness. If the height deficiency is reflected in a series of points on the curve, as opposed to a
single point, rank the level of deficiency based on the centile range where the majority of the
pointsfal. Proceed to section D for instructions.
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D. Rank the level of deficiency of the height and weight centiles for the section of the curve with
greatest deficiency in the height centile by circling A, B or C in the ABC-Score table at the
bottom of page 1 of the FAS Diagnostic Evaluation Form. This ABC-Score table is
duplicated below as Table 1.

Table 1: Deriving the ABC-Scor e for Growth

Circle the ABC-Scorefor:

Centile Range Height Weight
£3¢ C C

>3 and £ 10" B B
>10" A A

E. Next, refer to Table 2 to determine the 4-Digit Diagnostic Code Rank of the Height-Weight
ABC-Score recorded in Table 1. Transfer the resulting 4-Digit Diagnostic Code Rank for
growth to the 4-Digit Diagnostic Code Grid at the top of page 1 of the FAS Diagnostic
Evaluation Form.

Table 2: Converting the Growth ABC-Scoreto a 4-Digit Diagnostic Code Rank for Growth

4-Digit
Diagnostic Code  Growth Deficiency Height-Weight
Rank Category ABC-Score Combinations
4 Severe CC
3 M oderate CB, BC
2 Mild CA, BB, AC
1 None BA, AB, AA
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Example for Scoring Growth Deficiency

Patient's Growth Record:

Aqge (years) Height Centile Weight Centile
birth 0.0 5% 2%
15 10 % 15%
5.0 12 % 20 %
7.0 12 % 10 %
15.5 15% 30%

Assume the clinical records rule-out any environmental influence on postnatal measures.

Scoring:
® Priority would be placed on ranking the birth measures because the birth height centile is lower than
all postnatal height centiles recorded.

® Birth height would be ranked > 3"% and £ 10" (or Rank B) in Table 1.
Birth weight would be ranked £ 3 (or Rank C) in Table 1.

Table 1: Deriving the ABC Scorefor Growth

Circle the ABC-Scores for:

Centile Range Height Weight
£ 3¢ C

>3%and £ 10" B
>10™ A A
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® The Height-Weight ABC-Score would be BC according to Table 2.
® The Growth Deficiency Category would be M oder ate according to Table 2.

® Moderate growth deficiency receives arank of 3 in the 4-Digit Diagnostic Code in Table 2.

Table 2: Converting the Growth ABC-Scoreto a 4-Digit Diagnostic Code Rank for Growth

4-Digit
Diagnostic Code ~ Growth Deficiency Height-Weight
Rank Category ABC-Score Combinations
4 Severe CC
3 | M oder ate CB, BC
2 Mild CA, BB, AC
1 None BA, AB, AA

The number 3 would be transferred to the 4-Digit Diagnostic Code Grid on page 1 of the FAS
Diagnostic Evauation Form (as duplicated below).

Result:

4-Digit Diagnostic Code Grid

3
significant severe definite 4) 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
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Ill. Diagnostic Evaluation Form Instructions
B.2. Scoring the Facial Phenotype

Method for ranking the facial phenotype component of the 4-Digit Diagnostic Code

A.

The largest palpebra fissure length (PFL) is measured and ranked according to its z-score (or how
many standard deviations above or below the norm it is). The palpebral fissures are adjusted for age
and when possible, race. Eyes must be wide open to obtain accurate measures™™ *’. A normal
palpebral fissure length chart is provided in Section V1112,

. The upper lip and philtrum are measured independently using the 5-point pictorial Likert scale

presented on the Lip-Philtrum Guide (Figure 1). Lips must be gently closed with no smile to obtain
accurate measures (Figure 2)*. The physician’s eyes must be in the patient’s Frankfort Horizontal
plane (represented by aline drawn from the external auditory canal to the lower border of the orbital
rim). Thisis crucia for accurate measurement of upper lip thinness (Figure 3)

Rank the size, smoothness and thinness of the fissures, philtrum, and upper lip respectively by
circling A, B, or C in each column in the ABC-Score table at the bottom of page 2 of the FAS
Diagnostic and Evaluation Form. Thistable is duplicated below as Table 3.

Table 3: Deriving the ABC-Score for Facial Phenotype

5-Point Likert Z-score* Circle the ABC-Scores for:
Scale for for Largest Palpebral
Philtrum & Lip Palpebral Fissure Fissure Philtrum Upper Lip
4or5 £-2SD C C C
3 >-2 SDand £ -1 SD B B B
lor2 >-1SD A A A

* z-score = (patient PFL - normal population PFL)/(normal population PFL standard deviation)

Next, refer to Table 4 to determine the 4-Digit Diagnostic Code Rank based on the ABC-Score
derived from Table 3. Transfer the resulting 4-Digit Diagnostic Code Rank for face to the 4-Digit
Diagnostic Code Grid on page 1 of the FAS Diagnostic Evaluation Form.

Table 4: Converting the Facial ABC-Score to a 4-Digit Diagnostic Code Rank for Face

4-Digit Level of
Diagnostic Code Expression of Palpebral Fissure - Philtrum - Lip
Rank* FAS Facial Features ABC-Score Combinations
4 Severe CCC
3 Moderate CCB, CBC
BCC
CCA, CAC, CBB, CBA, CAB, CAA
2 Mild BCB, BCA, BBC, BAC
ACC, ACB, ACA, ABC, AAC
1 Absent BBB, BBA, BAB, BAA
ABB, ABA, AAB, AAA

* |f facial measures are available at more than one age, score the age when the FAS phenotype is expressed the most.
If FAS features are never expressed, score the face between the ages of 3 and 10 years, or at any age if this age
rangeis not available.
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Lip — Philtrum Guide
5-Point Likert Ranks

ABC-Scores
Philtrum Upper Lip Upper Lip
Smoothness Thinness Circularity*

C C 178

B B 65
A A 50
A A 35

Figurel. Pictoria examples of the 5-point Likert scales and the ABC scale used to
rank upper lip thinness and philtrum smoothness. It is important that the
individual’s lips are gently closed with no smile asillustrated in Figure 2.
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Philtrum

Figure2. This is the same person with and without a smile. Note that without the smile, the lip and
philtrum would both receive a correct Likert rank of # 1. With asmile™, the lip and philtrum
would both receive an incorrect Likert rank of # 5.

Figure 3. Illustration of a physician aligned in the patient’s Frankfort Horizontal plane while using the
Lip-Philtrum Guide to rank upper lip thinness and philtrum smoothness. The Frankfort
Horizonta plane is defined by aline that passes through the patient’s external auditory canal
(marked by the tragion) and the lowest border of the bony orbital rim (orbitale). The
physician’s eyes (or cameralens) should be directly in line with this plane.
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Example for Scoring Facial Phenotype

Patient measurements at 10 year s of age:

@ Padpebral fissure lengths = 2.5 cm which are < -2 SD's from the norm.
@ Philtrum smoothness received a score of 5 on the 5-Point photographic Likert scalein Figure 1.

® Upper lip thinness received a score of 3 on the 5-Point photographic Likert scaein Figure 1.

Scoring

® The palpebral fissure lengths receive a Score of “C” in Table 3.
A philtrum score of 5 correspondsto ascore of “C” in Table 3.

A lip score of 3 correspondsto a score of “B” in Table 3.

® The ABC-Score Combination for Fissure - Philtrum - Lipis CCB.

Table 3: Deriving the ABC-Scorefor Facial Phenotype

5-Point Likert Z-score for Circle the ABC-Scores for:
Scalefor Largest Palpebral Palpebra
Philtrum & Lip Fissure Length Fissure Smooth Philtrum  Thin Upper Lip
4or5 £-2SD C
3 >-2SDand £-1SD B B
lor2 >-1SD A A A
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® A scoreof CCB indicates that the level of expression of the FAS Facial Featuresis
MODERATE.

® A MODERATE expression of the FAS facial features receives arank of 3 in the 4-Digit
Diagnostic Code.

Table 4: Converting the Facial ABC-Scoreto a 4-Digit Diagnostic Code Rank

4-Digit Levd of
Diagnostic Code Expression of Palpebral Fissure - Philtrum - Lip
Rank FAS Facia Features ABC-Score Combinations
4 Severe CCC
M oder ate CCB, cBC
BCC
CCA, CAC, CBB, CBA, CAB, CAA,
2 Mild BCB, BCA, BBC, BAC
ACC, ACB, ACA, ABC, AAC

1 Absent BBB, BBA, BAB, BAA
ABB, ABA, AAB, AAA

®  Transfer the number 3 to the 4-Digit Diagnostic Code Grid on page 1 of the FAS Diagnostic
Evaluation Form (duplicated below).

Result

4-Digit Diagnostic Code Grid

3
significant severe definite 4) 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
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Ill. Diagnostic Evaluation Form Instructions
B.3. Scoring Brain Function

Method for ranking the brain function component of the 4-Digit Diagnostic Code
A. Rank Definitions

Brain dysfunction is the most significant disability for individuals damaged by prenatal acohol
exposure. Accurately quantifying and qualifying it is important for both diagnosis and treatment
planning. Brain damage can be defined in a large number of ways that are each associated with a
broad spectrum of disability. The 4-point Brain Dysfunction Scale (Table 5) allows the clinician to
differentiate patients with clear evidence of brain damage (static encephaopathy, Rank 4) from
patients without evidence of brain damage (Rank 1). It aso introduces two intermediate categories
for describing patients who, in the clinician’'s judgment, cannot be classified as Rank 1 or 4. The
higher the number the more certain the clinician is that the patient’s cognitive and behavioral
problems stem from brain damage, but a higher score does not necessarily mean a more severe
expression of functiona disability. Patients with severe brain dysfunction may not have good
evidence for damage at the levels that we can currently study the brain. A patient could
simultaneously meet the criteria for both a Rank 3 and 4 on this brain scale. When two scores are
both applicable, the higher score is selected for diagnostic purposes because that reflects the level of
certainty that there is brain damage.

Brain Rank 4

This rank is selected when the evidence for brain damage is defined through a traditional medical
approach. It isour impression that "brain damage" or static encephalopathy is readily diagnosed by
clinicians when structural anomalies of the brain are detected or when permanent neurologic findings
of presumed prenatal origin are found. Evidence for brain damage includes microcephaly, structural
abnormalities of the brain of presumed prenatal origin on a brain image (including, but not limited to
hydrocephaly, heterotopias, agenesis of the corpus calosum, etc.), neurologic conditions like
seizures which are not due to a postnatal insult or other process, other hard neurologic signs, or a
full scale 1Q of less than 60.

In this system, at this time, microcephaly is defined as a measurement that is £ 2 standard deviations
from the mean. Head circumference £ 2 standard deviations from the mean has been associated
with mental deficiency in the literature®®. Microcephaly is measured independently of height and
weight (i.e. children with height and weight that are less than the second centile and a head
circumference of less than the second centile are considered to have the same degree of
microcephaly as children who have greater somatic growth).

An 1Q of 60 or less was selected for this rank because many experts regard mild mental retardation
(1Q of 60-70) as potentially representing the low end of the normal range, while 1Q’s below 60 seem
much more reliably related to true brain abnormality.
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Ranking Criteria: One or more positive findings recorded under the Structural or Neurologic
headings of the Brain Function section (page 3) of the FAS Diagnostic Evaluation Form are
sufficient to classify a patient as Rank 4. A ‘positive finding' is defined as a * Severity of Outcome’
score equal to 3.

Brain Rank 3

Through our experience with hundreds of patients who have been exposed to potentially teratogenic
doses of ethanol, we have found that many would not qualify as having static encephalopathy using
the definition above, but neither could the possibility that they have static encephalopathy be
dismissed out of hand. These are typically patients with 1Q scores that are above the range clearly
indicative of mental retardation, but who often have wide variations in 1Q subtest scores, and in
addition, have problems with executive functioning, memory and learning, language pragmatics,
socia adaptation, attention, and/or activity level. These patients have problems that seem likely due
to underlying brain structure or function rather than to adverse postnatal environmental experiences.

Ranking Criteria: Three or more significant deficiencies recorded under the Psychometric heading
of the Brain Function section (pages 3 and 4) of the FAS Diagnostic Evaluation Form are sufficient
to classify a patient as Rank 3. A ‘significant deficiency’ is defined as a ‘ Severity of Outcome’ score
equal to 3.

Brain Rank 2

This score should be given to two groups of patients. All patientsin Rank 2 should have histories of
behavioral and/or cognitive problems that strongly suggest underlying brain dysfunction. One group
of patients has not yet had the types of testing that would move them into Ranks 3 or 4 if positive.
The reason for this lack of testing is usually because the patients are too young to be tested (i.e., less
than 6 years of age). The other group of patients is those who have had testing that did not reveal
compelling evidence for Rank 3 or 4 classification, and yet, in the clinician's judgment, a strong
possibility of brain damage can not be wholly dismissed. Alternative testing and/or follow-up testing
should usually be considered. If adequately sensitive and appropriate testing has been carried out
without clear evidence of brain dysfunction, it is unlikely a Rank 2 classification would be given.

Ranking Criteria: Deficiencies recorded under the Caregiver Interview heading of the Bran
Function section (page 5) of the FAS Diagnostic Evaluation Form serve to support a Rank 2
classification. To date, criteria for the number of deficiencies that must be present to warrant a
Rank 2 classification have not been established. The classification is made through clinical judgment
and the overall weight of evidence obtained.

University of Washington, FAS Diagnostic & Prevention Network



Diagnostic Guide for FAS and Related Conditions Instructions, Section llI

Brain Rank 1

Patients are classified as Rank 1 when no structural, neurologic or cognitive/behavioral problems
measured by psychometric assessment or caregiver interview are discerned.

B. Completing the Brain Function section of the FAS Diagnostic Evaluation Form

The Brain Function section appears on pages 3 through 5 of the FAS Diagnostic Evaluation Form.
These pages serve as a place to record pertinent structural, neurologic, pyschometric and caregiver
interview data available on the patient. Although space has been provided to record a full
complement of assessments, we are not implying that al of these assessments must be conducted to
derive a diagnosis. It is the responsibility of the clinical team to select the most appropriate
assessment battery. Recording data for the structural, neurologic and psychometric sections is salf
explanatory. The Caregiver Interview section warrants further explanation.

An important aspect of the FAS evaluation is an in depth interview of the caregivers of the patient.
This interview takes approximately one hour and is conducted jointly by the physician and
psychologist while the child is being formally assessed by the other clinical staff members. There are
several questions that need to be addressed. What are the problems that led to the diagnostic
referra? What do the caregivers hope to gain from the assessment? What are the caregivers' views
of the patient’ s overall strengths and weaknesses? What is the child’s social and medical history? In
addition, we have found it very useful to methodically ask age-appropriate questions that review the
patient’s functional abilities in domains that are commonly problematic for acohol exposed
individuals according to the literature. These domains (planning, behavioral regulation/sensory
motor integration, abstract thinking/judgment, memory/learning/information processing, spatial
memory, social skills/adaptive behavior and motor control) are presented on the FAS Diagnostic
Evauation Form (page 5). Routinely asking these questions serves several purposes. First, the
caregivers ability to answer the questions gives insight into their capability of interpreting the
patient’s behaviors and their general relationship with the patient. Second, it is often helpful to
compare this subjective assessment to the psychometric profile to see if discrepancies or deficiencies
are present. Third, abnormalities in these domains serve to differentiate Brain Rank 2 from Brain
Rank 1. That is, the data needed to establish a Rank 3 or 4 classification is not found, but the
reported behaviors of the patient cannot be dismissed as normal variants or transient emotional
responses to environmental problems (i.e., depression, post traumatic stress, etc.).

Severity of Outcome Scale[ 0, 1, 2, 3]

Along the left margin of each pageis a Severity of Outcome scale. The clinician is asked to rank the
level of abnormality of each outcome as follows: O = unable to judge, 1 = normal, 2 = mildly
abnorma and 3 = severely abnormal. This ranking process is based on the clinician’s clinica
judgment and serves to guide him/her in ranking brain dysfunction. For outcomes measured on
standardized scales, outcomes? 2 S.D.’s from the norm would be judged severely abnormal.
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Table5: Derivingthe 4-Digit Diagnostic Code Rank for Brain Function

4-Digit Brain
Diagnostic Code Dysfunction
Rank* Scale Confirmatory Findings
4 Definite ® Microcephaly, OFC £ -2 S. D.
and/ or
referred to as ® Abnormalities on brain images diagnostic of
static prenatal ateration
encephal opathy and/ or
® Evidence of persistent neurologic findings
likely to be of prenatal origin
and/ or
® | Q. score£ 60
3 Probable ® Substantial deficiencies or discrepancies across
multiple areas of brain performance such as
referred to as cognition, achievement, adaptation,
static neurologic "soft" signs, and language. Generally
encephal opathy three or more areas should be found aberrant.
2 Possible ® Historical information / personal observations
strongly suggest the possibility of
referred to as brain damage, but data to this point
neurobehavioral does not permit a Rank 3 or 4 classification.
disorder
1 Absent ® No problems likely to reflect brain damage
are presented.

*  Transfer the resulting 4-Digit Diagnostic Code Rank for Brain Function to the
4-Digit Diagnostic Code Grid on page 1 of the FAS Diagnostic Evaluation Form.
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Ill. Diagnostic Evaluation Form Instructions
B.4. Scoring Alcohol Exposure

Table 6: Deriving the 4-Digit Diagnostic Code Rank for Alcohol Exposure

4-Digit Gestational
Diagnostic Code Alcohol
Rank* Exposure Description
Category
® Alcohol use during pregnancy CONFIRMED
4 High Risk and
® Exposure pattern is consistent with the medical
literature placing the fetus at “high risk” (generally
high peak blood acohol concentrations delivered
at least weekly in early pregnancy).
® Alcohol use during pregnancy CONFIRMED
and
3 Some Risk
® Drinking occurred in gestation in frequencies and
volumes less than in Rank (4) or exact amounts
unknown.
2 Unknown Risk ® Gestational exposure is simply not known or
information is of questionable reliability
_ ® Alcohol use during pregnancy is CONFIRMED to
1 No Risk be completely ABSENT.

*  Transfer the resulting 4-Digit Diagnostic Code Rank for Alcohol Exposure to the 4-Digit
Diagnostic Code Grid on page 1 of the FAS Diagnostic Evaluation Form.
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Ill. Diagnostic Evaluation Form Instructions
B.5. Scoring Co-Morbidities

The co-morbidity scales are added for clinical clarification. It is rare that other pre- and/or postnatal
factors have not played a role in creating the specific disabilities in a patient with prenatal alcohol
exposure. These factors are often helpful in explaining the specific problems faced by the patient and
helpful in development of a treatment plan.

A. Prenatal Co-Morbidity Rank Definitions

High Risk (Likert Rank 4):

This Rank is reserved for aternate genetic conditions (e.g., Fragile X, Noonans syndrome,
velocardiofacial syndrome, etc.) or teratogenic exposures (e.g., hydantoin, etc.) that have been
clearly shown to produce abnormalities.

Some Risk (Likert Rank 3):

This category is used for potential genetic conditions, teratogenic exposures or prenatal conditions
that have been associated with physical or neurodevelopmenta problems in a less well-established
way. Examples of conditions that would be placed in this category would include poor prenatal
care; patients whose parents have mild mental retardation, attention deficit, significant learning
disabilities or learning problems thought to be due to a non-specific (and non-teratogenic) source;
exposure to drugs like marijuana or heroin, in otherwise non-specified frequencies and quantities;
and cigarette smoking.

Unknown Risk (Likert Rank 2):
This category is used when the details of the family background and gestation are unknown —
generaly in the circumstance of a closed adoption.

No Risk (Likert Rank 1):

On occasion, the genetic, teratogenic, and prenatal histories are well documented and no factors can
be identified that would explain the abnormalities found in the patient.
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B.

38

Postnatal Co-Morbidity Rank Definitions

High Risk (Likert Rank 4):

This Rank is used to note postnatal circumstances that have been shown to have a significant
adverse effect on development in most instances. Examples would include physical and sexua
abuse, multiple disrupted placements, neglect resulting in failure to thrive, serious head injury, or
medical conditions which lead to brain damage (i.e. kernicterus or persistent neonatal apnea).

Some Risk (Likert Rank 3):

This Rank is used to note conditions akin to those in Rank 4, but the circumstances are less severe
and so less likely to be a definite factor in the patient’s present condition. Obvioudly, clinica
judgment is needed in judging the magnitude of a postnata problem and interpreting this
information into a Rank 3 or 4 placement.

Unknown Risk (Likert Rank 2):

This Rank is used when historical information is missing. This is sometimes the case with adopted
children or those in foster care. Adult patients may, at times, be unable to reconstruct their own
early histories.

No Risk (Likert Rank 1):
This Rank is used when awell documented history confirms an absence of adverse postnatal events.
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I\VV. Diagnostic Categories

The 256 Diagnostic Codes can be logically grouped into 22 Diagnostic Categories

Category Name

Fetal alcohol syndrome (alcohol exposed)
Fetal alcohol syndrome (acohol exposure unknown)
Atypica fetal alcohol syndrome (alcohol exposed)

O 0O W >

Fetal alcohol syndrome phenocopy (no alcohol exposure)

Sentinel physical findings/ static encephal opathy (alcohol exposed)
Static encephal opathy (alcohol exposed)
Sentinel physical findings/ neurobehavioral disorder (alcohol exposed)

I O m m

Neurobehaviora disorder (alcohol exposed)
I Sentinel physical findings (alcohol exposed)
No cognitive/behaviora or sentingl physical findings detected (alcohol exposed)

(&

Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Static encephal opathy (alcohol exposure unknown)

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

Sentinel physical findings (alcohol exposure unknown)

T O 2 5 r X

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

Sentinel physical findings/ static encephal opathy (no alcohol exposure)
Static encephal opathy (no alcohol exposure)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Neurobehaviora disorder (no alcohol exposure)

Sentinel physical findings (no alcohol exposure)

< C 4 wn /WO

No cognitive/behaviora or sentinel physical findings detected (no alcohol exposure)
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V. 4-Digit Diagnostic Codes

Within each Diagnostic Category

Category Diagnostic Name and Codes

A Fetal alcohol syndrome (alcohol exposed)
3433 4433
3434 4434
3443 4443
3444 4444
B Fetal alcohol syndrome (acohol exposure unknown)
3432 4432
3442 4442
C Atypica fetal alcohol syndrome (alcohol exposed)
1443 1434 2434 3334 4334 4343
2443 1444 2444 3344 4344
D Fetal alcohol syndrome phenocopy (no alcohol exposure)
3431 4341 4441
3441 4431
E Sentinel physical findings/ static encephal opathy (alcohol exposed)
1333 1433 2344 3143 3243 4133 4233 4333
1334 2333 2433 3144 3244 4134 4234
1343 2334 3133 3233 3333 4143 4243
1344 2343 3134 3234 3343 4144 4244
F Static encephal opathy (al cohol exposed)
1133 1144 1243 2134 2233 2244
1134 1233 1244 2143 2234
1143 1234 2133 2144 2243
G Sentinel physical findings/ neurobehavioral disorder (alcohol exposed)
1323 2323 3123 3323 4123 4323
1324 2324 3124 3324 4124 4324
1423 2423 3223 3423 4223 4423
1424 2424 3224 3424 4224 4424
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Category Diagnostic Name and Codes

H Neurobehavioral disorder (alcohol exposed)

1123 2123
1124 2124
1223 2223
1224 2224

Sentinel physical findings (alcohol exposed)
1313 2313 3113 3313 4113 4313
1314 2314 3114 3314 4114 4314
1413 2413 3213 3413 4213 4413
1414 2414 3214 3414 4214 4414

J No cognitive/behaviora or sentingl physical findings detected (alcohol exposed)

1113 2113
1114 2114
1213 2213
1214 2214

K Sentinel physical findings/ static encephalopathy (alcohol exposure unknown)
1332 2332 3132 3332 4232
1342 2342 3142 3342 4242
1432 2432 3232 4132 4332
1442 2442 3242 4142 4342

L Static encephal opathy (alcohol exposure unknown)
1132 1232 2132 2232
1142 1242 2142 2242

M Sentinel physical findings/ neurobehavioral disorder (alcohol exposure unknown)
1322 2322 3122 3322 4122 4322
1422 2422 3222 3422 4222 4422

N Neurobehavioral disorder (alcohol exposure unknown)
1122 1222 2122 2222

@) Sentingl physical findings (alcohol exposure unknown)
1312 2312 3112 3312 4112 4312
1412 2412 3212 3412 4212 4412
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Category Diagnostic Name and Codes

P No cogn./behaviora or sentinel physical findings detected (alcohol exposure unknown)

1112
1212

2112
2212

Q Sentinel physical findings/ static encephal opathy (no alcohol exposure)

1331 2341 3231 4141

1341 2431 3241 4231

1431 2441 3331 4241

1441 3131 3341 4331

2331 3141 4131

R Static encephal opathy (no alcohol exposure)

1131 2131

1141 2141

1231 2231

1241 2241

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

1321 3121 4121
1421 3221 4221
2321 3321 4321
2421 3421 4421
T Neurobehaviora disorder (no alcohol exposure)
1121 2121 2221 1221

U Sentinel physical findings (no alcohol exposure)

1311 3111 4111
1411 3211 4211
2311 3311 4311
2411 3411 4411

\% No cognitive/behaviora or sentinel physical findings detected (no alcohol exposure)

1111
1211
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Codes Sorted Numerically, Section VI

VI. 4-Digit Diagnostic Codes

Sorted Numerically

Code Category Diagnostic Name

1111
1112
1113
1114
1121
1122
1123
1124
1131
1132
1133
1134
1141
1142
1143
1144
1211
1212
1213
1214
1221
1222
1223
1224
1231
1232
1233
1234
1241
1242
1243
1244
1311
1312
1313
1314
1321
1322
1323
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No cognitive/behavioral or sentinel physical findings detected (no acohol exposure)
No cognitive/behavioral or sentinel physical findings detected (alcohol exposure unknown)
No cognitive/behavioral or sentinel physical findings detected (alcohol exposed)

No cognitive/behavioral or sentinel physical findings detected (alcohol exposed)
Neurobehavioral disorder (no acohol exposure)

Neurobehavioral disorder (alcohol exposure unknown)

Neurobehavioral disorder (alcohol exposed)

Neurobehavioral disorder (alcohol exposed)

Static encephal opathy (no acohol exposure)

Static encephal opathy (alcohol exposure unknown)

Static encephal opathy (alcohol exposed)

Static encephal opathy (alcohol exposed)

Static encephal opathy (no acohol exposure)

Static encephal opathy (alcohol exposure unknown)

Static encephal opathy (alcohol exposed)

Static encephal opathy (alcohol exposed)

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

No cognitive/behavioral or sentinel physical findings detected (alcohol exposed)
Neurobehavioral disorder (no acohol exposure)

Neurobehavioral disorder (alcohol exposure unknown)

Neurobehavioral disorder (alcohol exposed)

Neurobehavioral disorder (alcohol exposed)

Static encephal opathy (no acohol exposure)

Static encephal opathy (alcohol exposure unknown)

Static encephal opathy (alcohol exposed)

Static encephal opathy (alcohol exposed)

Static encephalopathy (no acohol exposure)

Static encephal opathy (alcohol exposure unknown)

Static encephal opathy (alcohol exposed)

Static encephal opathy (alcohol exposed)

Sentind physical findings (no alcohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
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Code Category Diagnostic Name

1324
1331
1332
1333
1334
1341
1342
1343
1344
1411
1412
1413
1414
1421
1422
1423
1424
1431
1432
1433
1434
1441
1442
1443
1444
2111
2112
2113
2114
2121
2122
2123
2124
2131
2132
2133
2134
2141
2142
2143
2144
2211
2212
2213
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Sentingl physical findings / neurobehavioral disorder (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)

Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)

Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentind physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Sentindl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)

Sentinel physical findings / neurobehavioral disorder (alcohol exposed)

Sentinel physical findings/ static encephalopathy (no alcohol exposure)

Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Atypical fetal acohol syndrome (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)

Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Atypical fetal acohol syndrome (alcohol exposed)

Atypicd feta alcohol syndrome (alcohol exposed)

No cognitive/behavioral or sentinel physical findings detected (no acohol exposure)
No cognitive/behavioral or sentinel physical findings detected (alcohol exposure unknown)
No cognitive/behavioral or sentinel physical findings detected (alcohol exposed)
No cognitive/behavioral or sentinel physical findings detected (alcohol exposed)
Neurobehavioral disorder (no acohol exposure)

Neurobehavioral disorder (alcohol exposure unknown)

Neurobehavioral disorder (alcohol exposed)

Neurobehavioral disorder (alcohol exposed)

Static encephalopathy (no acohol exposure)

Static encephal opathy (alcohol exposure unknown)

Static encephal opathy (alcohol exposed)

Static encephal opathy (alcohol exposed)

Static encephalopathy (no acohol exposure)

Static encephal opathy (alcohol exposure unknown)

Static encephal opathy (alcohol exposed)

Static encephal opathy (alcohol exposed)

No cognitive/behavioral or sentinel physical findings detected (no acohol exposure)
No cognitive/behavioral or sentinel physical findings detected (alcohol exposure unknown)
No cognitive/behavioral or sentinel physical findings detected (alcohol exposed)
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Code Category Diagnostic Name

2214
2221
2222
2223
2224
2231
2232
2233
2234
2241
2242
2243
2244
2311
2312
2313
2314
2321
2322
2323
2324
2331
2332
2333
2334
2341
2342
2343
2344
2411
2412
2413
2414
2421
2422
2423
2424
2431
2432
2433
2434
2441
2442
2443
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No cognitive/behavioral or sentinel physical findings detected (alcohol exposed)
Neurobehavioral disorder (no acohol exposure)

Neurobehavioral disorder (alcohol exposure unknown)

Neurobehavioral disorder (alcohol exposed)

Neurobehavioral disorder (alcohol exposed)

Static encephalopathy (no acohol exposure)

Static encephal opathy (alcohol exposure unknown)

Static encephal opathy (alcohol exposed)

Static encephal opathy (alcohol exposed)

Static encephal opathy (no acohol exposure)

Static encephal opathy (alcohol exposure unknown)

Static encephal opathy (alcohol exposed)

Static encephal opathy (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentindl physical findings / neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentindl physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentind physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentinel physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentindl physical findings/ static encephalopathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Atypical fetal alcohol syndrome (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Atypical fetal acohol syndrome (alcohol exposed)
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Code Category Diagnostic Name

2444
3111
3112
3113
3114
3121
3122
3123
3124
3131
3132
3133
3134
3141
3142
3143
3144
3211
3212
3213
3214
3221
3222
3223
3224
3231
3232
3233
3234
3241
3242
3243
3244
3311
3312
3313
3314
3321
3322
3323
3324
3331
3332
3333
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Atypical fetal acohol syndrome (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentind physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings / neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentindl physical findings/ neurobehavioral disorder (alcohol exposed)
Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentinel physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings/ neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentind physical findings/ static encephalopathy (no alcohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)
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Code Category Diagnostic Name

3334
3341
3342
3343
3344
3411
3412
3413
3414
3421
3422
3423
3424
3431
3432
3433
3434
3441
3442
3443

4111
4112
4113
4114
4121
4122
4123
4124
4131
4132
4133
4134
4141
4142
4143
4144
4211
4212
4213
4214
4221
4222
4223
4224
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Atypical fetal acohol syndrome (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentindl physical findings/ static encephal opathy (&l cohol exposed)

Atypical fetal acohol syndrome (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)

Fetal alcohol syndrome phenocopy (no acohol exposure)

Fetal alcohol syndrome (alcohol exposure unknown)

Fetal alcohol syndrome (alcohol exposed)

Fetal alcohol syndrome (alcohol exposed)

Fetal alcohol syndrome phenocopy (no acohol exposure)

Fetal alcohol syndrome (alcohol exposure unknown)

Fetal alcohol syndrome (alcohol exposed)

Fetal alcohol syndrome (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentind physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephalopathy (no alcohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentind physical findings / neurobehavioral disorder (no acohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentindl physical findings / neurobehavioral disorder (alcohol exposed)
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Code Category Diagnostic Name

4231
4232
4233
4234
4241
4242
4243
4244
4311
4312
4313
4314
4321
4322
4323
4324
4331
4332
4333
4334
4341
4342
4343
4344
4411
4412
4413
4414
4421
4422
4423
4424
4431
4432
4433
4434
4441
4442
4443
4444
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Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentind physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentingl physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentinel physical findings/ static encephal opathy (alcohol exposed)

Sentingl physical findings (no alcohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings / neurobehavioral disorder (no acohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings/ static encephal opathy (no acohol exposure)
Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Sentinel physical findings/ static encephal opathy (alcohol exposed)

Atypicd feta alcohol syndrome (alcohol exposed)

Fetal alcohol syndrome phenocopy (no acohol exposure)

Sentinel physical findings/ static encephal opathy (alcohol exposure unknown)
Atypical fetal acohol syndrome (alcohol exposed)

Atypical fetal acohol syndrome (alcohol exposed)

Sentind physical findings (no acohol exposure)

Sentingl physical findings (alcohol exposure unknown)

Sentingl physical findings (alcohol exposed)

Sentingl physical findings (alcohol exposed)

Sentinel physical findings/ neurobehaviora disorder (no alcohol exposure)
Sentingl physical findings / neurobehavioral disorder (alcohol exposure unknown)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)
Sentinel physical findings / neurobehavioral disorder (alcohol exposed)

Fetal alcohol syndrome phenocopy (no acohol exposure)

Fetal alcohol syndrome (alcohol exposure unknown)

Fetal alcohol syndrome (alcohol exposed)

Fetal alcohol syndrome (alcohol exposed)

Fetal alcohol syndrome phenocopy (no acohol exposure)

Fetal alcohol syndrome (alcohol exposure unknown)

Fetal alcohol syndrome (alcohol exposed)

Fetal alcohol syndrome (alcohol exposed)
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VIl. Clinical Summaries

For each of the 22 Diagnostic Categories

Clinica summaries for each of the 22 Diagnostic Categories are presented on the following pages
listed alphabetically from A through V. A complete list of the 22 categories is presented in Section
V.

These summaries can be used as the first page of the fina diagnostic report. They often require
minor aterations or additions to conform to the specifics of an individua case.
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A
THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Fetal Alcohol Syndrome
(2) Alcohol exposed

Fetal alcohol syndrome (FAYS) is defined by evidence of growth deficiency, a specific set of subtle facial
anomalies, and evidence of brain damage which occur in individuals exposed to alcohol during
gestation. On the attached sheets are the specific findings in this patient's case that led to our
conclusion that there was sufficient evidence to make the diagnosis of fetal alcohol syndrome.

Although we believe that the patient clearly has fetal acohol syndrome, this does not mean that alcohol
exposure during pregnancy is the only cause of the patient’s current problems. A number of other
factors could be contributing to the present situation, such as the patient’s genetic background, other
potential exposures or problems during pregnancy, and various experiences since birth. Such factors
may partly explain why there is so much variability in the kinds of specific difficulties that patients with
FAS have.

Individuals with FAS have brain damage as a mgor component of their cognitive and behaviora
problems and should be viewed individuas with disabilities. The fetal alcohol syndrome diagnosis has
implications for educationa planning, societal expectations, and health. On the attached sheet you will
find alist of specific concerns that have been identified that need attention.

Physician's Signature Date
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B
THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Fetal Alcohol Syndrome
(2) Alcohol exposure unknown

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
On the attached sheets are the specific findings in this patient’s case which led to our conclusion that
there was sufficient evidence in this case to make a diagnosis of fetal alcohol syndrome even though the
history of exposure to alcohol during gestation could not be confirmed.

Although we believe that the patient clearly has fetal acohol syndrome, this does not mean that alcohol
exposure during pregnancy is the only cause of the patient's current problems. A number of other
factors could be contributing to the present issues, such as the patient’s genetic background, other
potential exposures or problems during pregnancy, and various experiences since birth. Such factors
may partly explain why there is so much variability in the kinds of specific difficulties that patients with
FAS have.

Individuals with FAS have brain damage as a mgor component of thelr cognitive and behaviora
problems and should be viewed individuas with disabilities. The fetal alcohol syndrome diagnosis has
implications for educational planning, societal expectations, and health. On the attached sheet you will
find alist of specific concerns that have been identified that need attention.

Physician's Signature Date
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C
THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Atypical Fetal Alcohol Syndrome
(2) Alcohol exposed

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
Not al individuals exposed to acohol during gestation have FAS. Indeed, many patients who have
been exposed to alcohol show most, but not al, of the classic features of this syndrome. We use the
term “atypical fetal alcohol syndrome” when a patient’s characteristic features are very close to the
classic features of FAS and the alcohol history strongly suggests that alcohol exposure during gestation
was at high risk and likely to have played arole in the syndrome. Patients with atypica FAS either have
the full set of facial anomalies found with FAS and evidence of brain damage, but do not have growth
deficiency; or they have growth deficiency and evidence of brain damage, and most but not al of the
FAS facial features. Asyou can see from the enclosed list of features found in this patient, the patient
meets the criteria for atypical FAS. Patients diagnosed with atypical FAS must have confirmed
exposure to high levels of acohol during gestation.

In addition to gestational exposure to alcohol, a number of other factors could be contributing to the
patient’s current problems, such as the patient’s genetic background, other potential exposures or
problems during pregnancy, and various experiences since birth. Such factors may partly explain why
there is so much variability in the kinds of specific difficulties that patients with FAS experience.

Patients with atypical FAS have brain damage as a major component of their cognitive and behaviora
problems and should be viewed as having a disability. The diagnosis has implications for educational
planning, societal expectations, and headth. On the attached sheet you will find a list of specific
concerns that have been identified that need attention.

Physician's Signature Date
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D
THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Fetal Alcohol Syndrome Phenocopy
(2) No alcohol exposure

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
On the attached sheets are the specific findings in this patient’s case that led to our conclusion that the
patient has all of the features of FAS. However, there is good reason to believe this patient was not
exposed to acohol during gestation.

Most syndromes can occasionaly arise from an aternate cause. Presumably, thisis the situation here.
A number of other factors could be contributing to the present situation, such as the patient’s genetic
background and other potential exposures or problems during pregnancy, and various experiences since
birth.

Whatever the cause of this patient’s syndrome, there is brain damage which is a maor component of
their cognitive and behavioral problems and the patient should be viewed as a person with a disability.
The syndrome diagnosis has implications for educational planning, societal expectations, and health. On
the attached sheet you will find alist of specific concerns that have been identified that need attention.

Physician's Signature Date
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E
THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Static encephalopathy
(2) Sentinel physical findings
(3) Alcohol exposed

Fetal alcohol syndrome (FAS) is defined by evidence of growth deficiency, a specific set of facial
characteristics, and evidence of brain damage in individuals exposed to acohol during gestation. Not all
individuals exposed to alcohol during gestation have FAS.

In this patient’s case, some but not all of the characteristic growth and facial features associated with
FAS were present and there was evidence of brain damage as you will see noted on the attached pages.
There was aso a clear history of exposure to significant amounts of alcohol during gestation. In this
gituation, we use the terms "static encephaopathy” and "sentinel physical findings' to describe the
patient’s condition. Static encephalopathy literally means non-progressive brain dysfunction. The
diagnoses of "satic encephalopathy and sentinel physical findings' in the presence of alcohol exposure
do not mean that alcohol is the only cause of the problem. A number of other factors could be
contributing to the present issues such as the patient’ s genetic background, other potential exposures or
problems during gestation, and various experiences since birth. These kinds of differences may partly
explain why there is so much variability in the kinds of specific difficulties that patients with static
encephal opathy and alcohol exposure have.

The diagnoses made today are based on the information available at the time of this assessment. If this
patient’'s alcohol exposure was considered “low risk” and new information is uncovered which
documents higher exposures; or if the patient’s facial features, growth, or neurobehavioral problems
were judged “probable” and further growth or development suggest a “definite” problem is present,
then reconsideration of the diagnosis of fetal alcohol syndrome would be appropriate. Alternately other
birth defect syndromes not related to acohol exposure may also need reconsideration.

Individuals with static encephal opathy have brain damage which is a major component of their cognitive
and behavioral problems and they should be viewed as individuas with disabilities. The datic
encephalopathy diagnosis has implications for educationa planning, societal expectations, and health.
On the attached sheet you will find a list of specific problems that have been identified that need
attention.

Physician's Signature Date
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Static Encephalopathy
(2) Alcohol exposed

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
Not all individuals exposed to alcohol during gestation have FAS.

In this patient’s case, no growth deficiency or characteristic set of facial features were found so the
patient does not have FAS, but there was evidence of brain damage as you will see noted on the
attached pages. There was also a clear history of exposure to significant amounts of alcohol during
gestation. In this situation, we use the term “ static encephal opathy” to describe the patient’s condition.
Static encephalopathy literally means non-progressive brain dysfunction. On the attached sheets are the
specific findings in this patient's case that led us to this concluson. The diagnosis of static
encephal opathy does not mean that alcohol is the only cause of the problem. A number of other factors
could be contributing to the present issues such as the patient’s genetic background, other potential
exposures or problems during pregnancy, and various experiences since birth. These kinds of
differences may partly explain why there is so much variability in the kinds of specific difficulties that
patients with static encephal opathy face.

Individuals with static encephalopathy have brain damage that is a major component of their cognitive
and behavioral problems and they should be viewed as individuas with disabilities. The datic
encephalopathy diagnosis has implications for educationa planning, societal expectations, and health.
On the attached sheet you will find a list of specific problems that have been identified that need
attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Neurobehavioral disorder
(2) Sentinel physical findings
(3) Alcohol exposed

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
Not al individuals exposed to alcohol during gestation have FAS. On the attached sheets you will find
our specific observations in this case. We found that some, but not al, of the characteristic physical
findings seen in patients with FAS were present. There was not strong evidence that the patient's
cognitive/behaviora problems were clearly due to brain damage, but there were suggestions that this
was the case. In this situation we use the term "neurobehaviora disorder” to emphasize the possibility
that the problems may not be entirely due to postnatal experiences. Certainly a number of other factors
could be contributing to the patient’s condition such as genetic background, other potential exposures
or problems during pregnancy, and various experiences since birth.

The diagnoses made today are based on the information at hand. If further testing is done which makes
the likelihood of brain damage of prenatal cause more likely, then an aternate diagnosis could be
considered. Alternately other birth defect syndromes not related to alcohol exposure may also need
consideration.

In any event, the diagnosis of neurobehavioral disorder means that issues of abnormal brain structure
and brain impairment need to be considered with implications for educational planning, societal
expectations, and health. On the attached sheet, you will find alist of specific problems that have been
identified that need attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Neurobehavioral disorder
(2) Alcohol exposed

Fetal alcohol syndrome (FAS) is defined by evidence of growth deficiency, a specific set of facial
characteristics, and evidence of brain damage in individuals exposed to acohol during gestation. Not all
individuals exposed to alcohol during gestation have FAS.

On the attached sheets you will find our specific observations in this case. There was not strong
evidence that the patient's cognitive/behavioral problems were clearly due to brain damage, but there
were suggestions that this was the case. In this situation we use the term "neurobehavioral disorder” to
emphasize the possibility that the problems may not be entirely due to postnatal experiences. Certainly
a number of other factors could be contributing to the patient’s condition such as genetic background,
other potential exposures or problems during gestation, and various experiences since birth.

The diagnosis made today is based on the information available at the time of this assessment. If this
patient’'s alcohol exposure was considered “low risk” and new information is uncovered which
documents higher exposure, or if the patient’s facial features or growth become more abnormal or if
further testing finds further evidence of brain damage, then further diagnostic consideration would be

appropriate.

Whatever the cause, the diagnosis of neurobehavioral disorder means that issues of abnormal brain
structure and brain impairment need to be considered with implications for educational planning,
societal expectations, and health. On the attached sheet you will find a list of specific problems that
have been identified that need attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Sentinel physical findings
(2) Alcohol exposed

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
Not all individuals exposed to alcohol during gestation have FAS. Some individuals have the growth
deficiency and/or facia characteristics, but do not have evidence of brain damage. We refer to this
condition as "Sentinel physica findings / Alcohol exposed’. On the attached sheets are the specific
findings in this patient’s case which indicate that the characteristic growth deficiencies and/or facial
features are, to some extent, compatible with FAS, but at this time there is no clear evidence of
cognitive or behavioral problems that strongly suggest brain damage. At such time in the future that
brain damage is found through images of the brain, neurologic testing or cognitive behaviora
assessment, then the diagnosis of fetal alcohol syndrome should be reconsidered. Other birth defect
syndromes that are not related to acohol exposure should also be considered as alternate explanations
for the patient’ s problems.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis (1) No cognitive/behavioral or sentinel physical findings detected
(2) Alcohol exposed

In this current assessment, we conclude that this patient was exposed to alcohol during gestation, but no
specific cognitive, behavioral, or characteristic physical findings were detected in our examination.

No alcohol related diagnoses are offered at this time. Re-evaluation would be appropriate in the future
if problems arise that strongly suggested brain damage, growth deficiency, or facia dysmorphology.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis (1) Static encephalopathy
(2) Sentinel physical findings
(3) Alcohol exposure unknown

Fetal alcohol syndrome (FAS) is defined by evidence of growth deficiency, a specific set of facial
characteristics, and evidence of brain damage in individuals exposed to acohol during gestation. Not all
individuals exposed to alcohol during gestation have FAS.

In this patient’s case, some but not all of the characteristic growth and facial features associated with
FAS were present and there was evidence of brain damage as you will see noted on the attached pages.
In this situation, we use the terms "static encephalopathy” and "sentinel physical findings' to describe
the patient’'s condition. Static encephalopathy literally means non-progressive brain dysfunction.
Although it is unknown whether this patient was exposed to alcohol during gestation, a number of other
factors could be contributing to the patient's current cognitive/behaviora problems such as the patient’s
genetic background, other potential exposures or problems during pregnancy, and various experiences
since birth. These kinds of differences may partly explain why there is so much variability in the kinds
of specific difficulties that patients with static encephal opathy have.

The diagnosis made today is based on the information available at the time of this assessment. In the
event that a confirmed history of alcohol exposure is obtained, or if the patient’s facial features or
growth become more abnormal, then further diagnostic consideration would be appropriate. Alternately
other birth defect syndromes not related to acohol exposure may also need reconsideration.

Individuals with static encephalopathy have brain damage which is a major component of ther
cognitive and behaviora problems and they should be viewed as a person with a disability. The static
encephalopathy diagnosis has implications for educationa planning, societal expectations, and health.
On the attached sheet you will find a list of specific problems that have been identified that need
attention.

Physician's Signature Date
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Static encephalopathy
(2) Alcohol exposure unknown

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
Not all individuals exposed to alcohol during gestation have FAS.

In this patient’s case, no growth deficiency or characteristic set of facial features were found so the
patient does not have FAS, but there was evidence of brain damage as you will see noted on the
attached pages. In this situation, we use the term “static encephalopathy” to describe the patient’s
condition. Static encephalopathy literally means non-progressive brain dysfunction. On the attached
sheets are the specific findings in this patient's case that led us to this concluson. Although it is
unknown whether this patient was exposed to alcohol during gestation, a number of other factors could
be contributing to the patient's current cognitive/behavioral problems such as the patient’s genetic
background, other potential exposures or problems during pregnancy, and various experiences since
birth. These kinds of differences may partly explain why there is so much variability in the kinds of
specific difficulties that patients with static encephal opathy face.

The diagnosis made today is based on the information available at the time of this assessment. In the
event that a confirmed history of alcohol exposure is obtained, or if the patient’s facial features or
growth become more abnormal, then further diagnostic consideration would be appropriate.

Individuals with static encephalopathy have brain damage that is a major component of their cognitive
and behavioral problems and they should be viewed as individuas with disabilities. The datic
encephalopathy diagnosis has implications for educationa planning, societal expectations, and health.
On the attached sheet you will find a list of specific problems that have been identified that need
attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Neurobehavioral disorder
(2) Sentinel physical findings
(3) Alcohol exposureunknown

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
Not al individuals exposed to alcohol during gestation have FAS. On the attached sheets you will find
our specific observations in this case. We found that some, but not al, of the characteristic physical
findings seen in patients with FAS were present and a confirmed history of acohol exposure during
gestation was not avallable. There was not strong evidence that the patient's cognitive/behavioral
problems were clearly due to brain damage, but there were suggestions that this was the case. In this
situation we use the term "neurobehavioral disorder” to emphasize the possibility that the problems may
not be entirely due to postnatal experiences. Certainly a number of other factors could be contributing
to the patient’s condition such as genetic background, other potential exposures or problems during
pregnancy, and various experiences since birth.

The diagnoses made today are based on the information at hand. If further testing is done which makes
the likelihood of brain damage of prenatal cause more likely, then an alternate diagnosis would be
considered. . Alternately other birth defect syndromes not related to alcohol exposure may aso need
reconsideration.

In any event, the diagnosis of neurobehavioral disorder means that issues of abnormal brain structure
and brain impairment need to be considered with implications for educational planning, societal
expectations, and health. On the attached sheet, you will find alist of specific problems that have been
identified that need attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Neurobehavioral disorder
(2) Alcohol exposure unknown

Fetal alcohol syndrome (FAS) is defined by evidence of growth deficiency, a specific set of facial
characteristics, and evidence of brain damage in individuals exposed to acohol during gestation. Not all
individuals exposed to alcohol during gestation have FAS.

On the attached sheets you will find our specific observations in this case. There was not strong
evidence that the patient's cognitive/behavioral problems were clearly due to brain damage, but there
were suggestions that this was the case. In this situation we use the term "neurobehavioral disorder” to
emphasize the possibility that the problems may not be entirely due to postnatal experiences. Certainly
a number of other factors could be contributing to the patient’s condition such as genetic background,
other potential exposures or problems during gestation, and various experiences since birth.

The diagnosis made today is based on the information available at the time of this assessment. In the
event that a confirmed history of alcohol exposure is obtained, or if the patient’s facial features or
growth become more abnormal or if further testing finds further evidence of brain damage, then further
diagnostic consideration would be appropriate.

Whatever the cause, the diagnosis of neurobehavioral disorder means that issues of abnormal brain
structure and brain impairment need to be considered with implications for educational planning,
societal expectations, and health. On the attached sheet you will find a list of specific problems that
have been identified that need attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Sentinel physical findings
(2) Alcohol exposure unknown

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to acohol during gestation.
Not all individuals exposed to alcohol during gestation have FAS.

Some individuals have the growth deficiency and/or facial characteristics, but do not have evidence of
brain damage. We refer to this condition as " Sentinel physical findings'. On the attached sheets are the
specific findings in this patient’s case which indicate that the characteristic growth deficiencies and/or
facial features are, to some extent, compatible with FAS, but acohol exposure during gestation is
unknown and at this time there is no clear evidence of cognitive or behavioral problems that strongly
suggest brain damage. At such time in the future that brain damage is found through images of the
brain, neurologic testing or cognitive behavioral assessment, and a confirmed history of alcohol
exposure is obtained, then further diagnostic consideration would be appropriate. Alternately other
birth defect syndromes not related to acohol exposure may also need reconsideration.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis (1) No cognitive/behavioral or sentinel physical findings detected
(2) Alcohol exposure unknown

In this current assessment, it is unknown whether or not this patient was exposed to acohol during
gestation.  Furthermore, no specific cognitive, behavioral, or characteristic physical findings were
detected in our examination.

No alcohol related diagnoses are offered at this time. Re-evaluation would be appropriate in the future
if further history of acohol use in pregnancy is documented or problems arise that strongly suggested
brain damage, growth deficiency, or facial dysmorphology.
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Q

THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis (1) Static encephalopathy
(2) Sentinel physical findings
(3 No alcohol exposure

Fetal alcohol syndrome (FAS) is defined by evidence of growth deficiency, a specific set of facial
characteristics, and evidence of brain damage in individuals exposed to alcohol during gestation.

In this patient’s case, some but not all of the characteristic growth and facial features associated with
FAS were present, there was evidence of brain damage, and the patient was reportedly not exposed to
alcohol during gestation. Based on these observations, which are documented on the attached pages,
this patient does not have FAS, but does have static encephalopathy and some of the physica
characteristics found after alcohol exposure. Static encephalopathy literally means non-progressive
brain dysfunction. A number of factors other than acohol could be contributing to the patient's current
cognitive/behavioral problems such as the patient’s genetic background, other potential exposures or
problems during pregnancy, and various experiences since birth. The physical findings may suggest that
other syndrome diagnoses be considered.

The diagnosis made today is based on the information available at the time of this assessment. In the
event that a confirmed history of alcohol exposure is obtained, or if the patient’s facial features or
growth become more abnormal, then further diagnostic consideration would be appropriate. .
Alternately other birth defect syndromes not related to alcohol exposure may also need reconsideration.

Individuals with static encephal opathy have brain damage which is a major component of their cognitive
and behavioral problems and they should be viewed as a person with a disability. The static
encephalopathy diagnosis has implications for educationa planning, societal expectations, and health.
On the attached sheet you will find a list of specific problems that have been identified that need
attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Static encephalopathy
(2) No alcohol exposure

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to alcohol during gestation.

In this patient’s case, no growth deficiency or characteristic set of facia features were found and the
patient was not exposed to alcohol during gestation so the patient does not have FAS, but there was
evidence of brain damage as you will see noted on the attached pages. In this situation, we use the term
“static encephalopathy” to describe the patient’s condition. Static encephal opathy literally means non-
progressive brain dysfunction. On the attached sheets are the specific findings in this patient's case that
led us to this concluson. A number of factors could be contributing to the patient's current
cognitive/behavioral problems such as the patient’s genetic background, other potential exposures or
problems during pregnancy, and various experiences since birth.

The diagnosis made today is based on the information available at the time of this assessment. In the
event that a confirmed history of alcohol exposure is obtained, or if the patient’s facial features or
growth become more abnormal, then further diagnostic consideration would be appropriate. .
Alternately other birth defect syndromes not related to alcohol exposure may also need reconsideration.

Individuals with static encephalopathy have brain damage that is a major component of their cognitive
and behavioral problems and they should be viewed as individuas with disabilities. The datic
encephalopathy diagnosis has implications for educationa planning, societal expectations, and health.
On the attached sheet you will find a list of specific problems that have been identified that need
attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis (1) Neurobehavioral disorder
(2) Sentinel physical findings
(3 No alcohol exposure

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to alcohol during gestation.

On the attached sheets you will find our specific observationsin this case. We found that some, but not
al, of the sentinel physical findings seen in patients with FAS were present and the patient was
reportedly not exposed to alcohol during gestation. There was not strong evidence that the patient's
cognitive/behavioral problems were clearly due to brain damage, but there were suggestions that this
may be the case. In this situation we use the term "neurobehaviora disorder” to emphasize the
possibility that the problems may not be entirely due to postnatal experiences. The patient also had
some of the physical characteristics often found with alcohol exposure. In this case, however, there
was no alcohol exposure, therefore, these physical findings might suggest that other syndrome
diagnoses be considered. Certainly a number of factors could be contributing to the patient’s condition
such as genetic background, other potential exposures or problems during pregnancy, and various
experiences since birth.

The diagnosis made today is based on the information available at the time of this assessment. In the
event that a confirmed history of alcohol exposure is obtained, or if the patient’s facial features or
growth become more abnormal or if further testing finds further evidence of brain damage, then further
diagnostic consideration would be appropriate.

In any event, the diagnosis of neurobehavioral disorder means that issues of abnormal brain structure
and brain impairment need to be considered with implications for educational planning, societal
expectations, and health. On the attached sheet, you will find alist of specific problems that have been
identified that need attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Neurobehavioral disorder
(2) No alcohol exposure

Fetal alcohol syndrome (FAS) is defined by evidence of growth deficiency, a specific set of facial
characteristics, and evidence of brain damage in individuals exposed to acohol during gestation.

On the attached sheets you will find our specific observations in this case. In this patient’s case, no
growth deficiency or characteristic set of facia features were found and the patient was not exposed to
alcohol during gestation so the patient does not have FAS. Although there was not strong evidence that
the patient's cognitive/behaviora problems were clearly due to brain damage, there were suggestions
that this may be the case. In this situation we use the term "neurobehavioral disorder” to emphasize the
possibility that the problems may not be entirely due to postnatal experiences. Certainly a number of
other factors could be contributing to the patient’s condition such as genetic background, other
potential exposures or problems during gestation, and various experiences since birth.

The diagnosis made today is based on the information available at the time of this assessment. In the
event that a confirmed history of alcohol exposure is obtained, or if the patient’s facia features or
growth become more abnormal or if further testing finds further evidence of brain damage, then further
diagnostic consideration would be appropriate. Alternately other birth defect syndromes not related to
alcohol exposure may also need reconsideration.

Whatever the cause, the diagnosis of neurobehavioral disorder means that issues of abnormal brain
structure and brain impairment need to be considered with implications for educational planning,
societal expectations, and health. On the attached sheet you will find a list of specific problems that
have been identified that need attention.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis: (1) Sentinel physical findings
(2) No alcohol exposure

Fetal Alcohol Syndrome (FAS) is defined by evidence of growth deficiency, a specific set of subtle
facial anomalies and evidence of brain damage occurring in patients exposed to alcohol during gestation.

On the attached sheets are the specific findings in this patient’s case which indicate that characteristic
growth deficiencies and/or facial features, compatible with FAS, were present even though the patient
was not exposed to acohol during gestation. In this case, these physical findings might suggest that
other syndrome diagnoses be considered.

At such timein the future that brain damage is found through images of the brain, neurologic testing or
cognitive behavioral assessment, and/or a confirmed history of acohol exposure is obtained, then
further diagnostic consideration would be appropriate. Alternately other birth defect syndromes not
related to alcohol exposure may aso need reconsideration.
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THE FETAL ALCOHOL SYNDROME CLINIC
DIAGNOSTIC SUMMARY

Final Diagnosis (1) No cognitive/behavioral or sentinel physical findings detected
(2) No alcohol exposure

In this current assessment, we conclude that this patient was not exposed to alcohol during gestation.
Furthermore, no specific cognitive, behavioral, or characteristic physical findings were detected in our
examination.

No diagnoses are offered at this time. Re-evaluation would be appropriate in the future if further
history of acohol use in pregnancy is documented or problems arise that strongly suggested brain
damage, growth deficiency, or facial dysmorphology.
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VIll. Reference Charts of Normal Growth

The attached charts should be used to record standardized measures of palpebral fissure length, inner
canthal distance, head circumference, height, weight, and parental height adjustment on the FAS
Diagnostic Evaluation Form.
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Palpebral Fissure Distance
(From Hall et. dl., 1989, by permission)™
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Inner Canthal Distance
(From Hall et. al., 1989, by permission) *®
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Birth Weight
(Hall et. al., 1989, by permission) *®
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Birth Length
(Hall et. al., 1989, by permission) *®
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Head Circumference
(Hall et. d., 1989, by permission) *®
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Head Circumference BOY S
(Mead Johnson Nutritionals by permission)®
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Head Circumference GIRL S

(Mead Johnson Nutritionals by permission) **
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Girls. Birth to 36 Months, Height and Weight, NCHS Per centiles

(Ross Products Division by permission)®
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Girls: Birth to 36 Months, Head Circumference, NCHS Per centiles

(Ross Products Division by permission)?
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Girls: 2to 18 Years, Height and Weight, NCHS Per centiles

(Ross Products Division by permission)®
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Boys: Birth to 36 Months, Height and Weight, NCHS Per centiles

(Ross Products Division by permission)®
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Boys. Birth to 36 Months, Head Circumference, NCHS Per centiles

(Ross Products Division by permission) %
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Boys: 2to 18 Years, Height and Weight, NCHS Per centiles

(Ross Products Division by permission)®
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Parent Specific Adjustmentsfor Evaluation of Length and Stature

(Ross Laboratories by permission)®

PARENT-SPECIFIC ADJUSTMENTS FOR
EVALUATION OF LENGTH AND STATURE —BOYS

Recumbent length and stature (standing height) are alfected by both genetic and nongenetic
factgrs. The genetic component should be considered whien concern arises thal diet or disease may have
retarded or accelerated growth, Adjustiment of length or stalure to take parental stature inlo account may
halp identity or explain the natura of a growth problem. Such adjusiment may prompt diagnostic studies
of suggest a genetic basis for the growth problem.

Parent-specific adjustment procedures have bean developed for US children by Himes,

Roche, and Thissen.'? The accompanying tables of adjustments are adapled from their research.
Parent-specific adjustiments need not be done routingly bul should be considersed when a child has
unusual length or stature. As a guideling for applying parent-specific adjustments, “unusual” may
be defined as below the 5th percentile or above the 85th percentile in length or stature for age.

Occasionalty, a child's langth or stature may appear normal, but the parants (one or both) are very
tall or very short. Under such circumstances, parent-spacific adjustmant also is appropriate. Rapid
decrease of increasa in a child's percentile for langth or stature generally is not anindication for applying
parent-specific adjustments because the cause is more likely 1o be nongenatic than genetic.

1. by JH, Fochs AF. Thissen Oc Peenr-Specic Aty for Aspestmant of Recumbent Longth and Siatues. Monograchs in Pasdialrics.
Banai, Swizariant 5 Karpee 1981, vl 13

2 vrmod S, Rochs AF, Trases D, Mooes W Pareni-specfc adutirmants Iof evaluasion of recurmibent ieng &0 B of chidren  Peciatscs
TEM-I, 1985

Tabde 1. Metric Equivalents (cm) for Length and Stature
INCHES o W Ve W INCHES ¢ v % % INCHES ¢ W Yo W

12 305 314 3.7 324 3/ @14 921 927 8933 152.4 1530 153.7 1543
13 330 337 343 M9 7 @40 548 952 958 154.8 1556 156.2 156.8
14 356 362 368 I7T5 965 972 978 984 157.5 158.1 158.7 1504
18 331 387 394 400 2991 997 1003 1010 160.0 160.7 161.3 1619
16 406 413 419 425 101.6 1022 1029 1035 1626 1632 1638 1645
1T 432 438 444 451 104.1 104.8 1054 106.0 165.1 1657 1664 167.0
18 457 464 470 476 106.7 107.3 1070 1088 167.6 1683 1689 169.5
19 483 489 495 502 109.2 1099 1105 1111 170.2 1708 1714 172
508 514 521 B27 111.8 1124 1130 1137 1727 1734 1740 1748
533 540 546 552 1143 1149 1156 116.2 175.3 175.9 1765 177.2
559 565 &7 &TH 1168 1175 1181 1187 177.8 178.4 1791 179.7
584 591 587 603 116.4 1200 1206 1213 180.3 181.0 181.6 1822
810 616 622 629 1219 1226 123.2 1238 1829 1835 1841 1848
635 B41 B48 654 1245 1251 1257 1264 185.4 1861 186.7 1873
660 667 673 67O 127.0 1276 1283 1289 1880 1886 189.2 189.9
6BE 692 698 TOS 1295 130.2 1308 1314 190.5 1911 1918 1924
714 TIA 724 T30 1321 1327 1333 1340 153.0 193.7 194.9 104.9
737 T43 748 TEE 1348 1353 1359 1365 1956 196.2 1968 1975
782 TEA 775 TAA 137.2 137.8 138.4 1391 158.1 198.8 199.4 2000
78.7 794 B00 806 139.7 1403 141.0 1416 200,7 201.3 201.9 2026
813 B19 825 @2 1422 1429 1435 1441 2032 2038 2045 2051
B3B8 B45 851 BT 1448 1454 1460 1467 205.7 2064 207.0 207.6
864 870 676 B33 147.3 1480 1486 1492 2083 2089 2095 2102
B8O E05 902 908 1499 1505 151.1 1518 2108 211.5 Z121 2127

LEUBRIBRBEELEGEE0EEEE
gBe28JdIdddFdN23eesqeaeencse

fropgosEyEnugusg
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Parent Specific Adjustmentsfor Evaluation of Length and Stature (continued)

I nstructions

INSTRUCTIONS

1, Measure and record molher's slature.

2. Measure and record father's slalude,

3. When ona parent’s slature cannot b measured, 1he
measuidd paren’s estmate of the other parent’s stal-
ure (in cm) can b subslituted for meaasured salune,
and midparent staturs can be caltulaled as ininsireec-
lion 4. Alternatively, ihe measured perant’s perception
of the olher parent’s slalure (shorl, medium, or tall)
can be wsed 1o de1@imine midparant S1alurg dirccty
fearn Tabls 4.

Table 4. Midparent Stature {cm) When Measured
Parent Reports Other Parent’s Statureas
Short, Medium, or Tall
[ Midpaesssfosns fomyt |
earre! Tt bk e Plpceicti Wiaen Fallbe
L Farruler s S0a0ars 09 ke § 1L
Sk meen | T Therty Pl |
Teg [k M s 153 o
163 1% M heE 15 L T
153 184 184 ] 152 LE- T
152 1y ] L] 158 WA
15 R R moE 8
H a
18 12 16 177 154 A1
160 184 1l 1 14 k2 104
iz 1l 1 1 104 82 1A
L 106 m i 16 1 ]
6 166 172 17 160 1 1
A s V2 17 e w0
170 Rl 178 178 T 168 155
HE] LE] 1M AR 16E LI
. L] 1 18D 68 L
e iz 15 o rid i LES
57 e LE T b [
i (1] o oue i [T
5 L e T L in
18 [ [T LR [T |
18§ [ AT - Lho] [T BT |
181 ] g - e L] T
15 (3] e aa LEFY N i
156 ] [ aTk E 1
1 133 - - N iE 1R
10 1az = - Ve LT T
153 143 = - L] bl AL
* R eIOAET FELSEE ANE Ardal 10 B el ot Faginiata e
1 Tadyiea 7 ard 3
] mmgmm-mnmmnnrmnm whee
LETE om (5 TLE st Weledas® VHG 305 05 '3 5 A 1REA D (R A )
£ Wb 0 RO B FLNLS il P CMEGEAS O PRl BN RS e,
Rl FomihEl n | e SIFRce i Edni b SO Tow BT Al

4. Cakculate midpareni stature by adding the mother's
stature and the father's stalure in cm and diviging by
two. Matric equivalents hor stature are shawn in Table 1.

5. Measure, racord, and plot 1he boy's length (birth 10 36
menths) or stahare (3 to 18 years) in &m on the appro-
priate growth chart thal displays the National Conter
for Haallh Statistics (NCHS) percentiles. Metas aquiv-
alems for length and statere are shown in Table 1.

6. Calculats the boy's adjusted lengthor staturs by using
the parem-specific adjustments from Table 2 (o length
or from Table 3 for stature:

a. Locate (e age closost 1o that achioved Dy the boy.

b, For that age, locatd the honizontal row that inchudes
the Bay's lenglh or slalure.

¢. Locate the viertical column closest 1o the midgarent
stature for 1he boy's malher and father.

&, The parent-specilic adjustiment (n cm) appoars at
the row-columm intarseclhon,

&, Addihe parem-specific adjusimen 1o the bov's lenglh
or staturs if the factor has no sign; sublradt th ad-
jusiment if it hES & minus S0,

7. Determine the boy's parent-specific adjusied percen-
ble by plotting adsted lenglh o slature on o ap-
propriate NCHS growth chart. Clearly labal plolted
measuremeants as baing actual or agjusted valyos,

University of Washington, FAS Diagnostic & Prevention Network

Interpretation:a boy at a low percentile for actual length
or stature whse parants are shost prnba_b#,r 15 genel-
calty shofl. Howeveds, his shodtness, particulady if i is
extrema, mday hiave additonal contribuling lacltors thal
shauld b consdered.

If the boy's adjusted percentile is low, his growth proba-
biy has bean siowed by nongenebic factors, and diag-
nostic studies should be considered. f the parents ane
tall, the boy's adjusted percantile will ba lgwar than his
actual parcentile, and his shoriness is mong Ikely due 1o
ralrutrition or disease.

A boy at a high agjusted percentile lor lenglh or stature
most eiten will be found 10 have acoeleraled maturation,
Rarely, & specific disorder such as Marfan's syndrome
or pituitary gigantsm may be responsble for the boy's
unusial length o statune.

Follow-Up: Counseling may be advisable when a boy
i judged to ba ganetcally short or 120, Adgional con-
tributing faciors ahould be congidered and growth man-
itorad 1o contirm the ralative stabiity of 1o boy's langlh
ar stature percanti,

Further investigation ard medification of diet o specific
therapy are indicated for a boy with unusueal length or
slature due 10 malnylrition or disease. Growth should be
monicned 1o evaluale the effectiveness of diplary man-

agement of dreg theragy.

Example #1. Boy aged 12 months, length 28 in.,
mother's stalure B0V In, and father's
stalure §5% in,

Sam's actual lenglh incm bs 1.7 (freen Table 1),
Sama actual porcenido iz bolow the Sth ffram MCHS
graweth chart).
Mother's stalurg in em s 1537 {fom Table 1)
Falhor's staturg inem s 1687 [from Table 1),
Migparon) staturs is 1507 + 1857 _ joo7em

2

Adprsiment i3 2 e (fram Tabde 2.

Sars adusted lpngth iz Til om = Zom = T3.1om.

Son's aoushed pevoentia is between thg 10th and 245th

{from MCHS gegwih chart). .

Enberpretatian; Probabiy genetically shorr. Coensider
addiicnal ¢ antribuling Factars.

Example #2, Boy ngod 8 years, ataters 47 in.,
molher's steture §8% In., and lather's
siature reported as tall,”

Son's actusd slatun o omis 12000 (from Table 1)

Sans sctual peloenbie i3 10th (from NCHS growlh chart).
Miodingt's SLaburg 3 &m o3 17400 [from Tabie 1),

Micipanent staturd i$ 18000 em (from Tabde 4)

Adjustment is = 7 om (freen Tabde 31

Son's adjutted Statung is 1200 em - Fem = 113.0em.
Bon's adiusled parcantle is beiaw the Sin {fom NCHS
grasth charth,
Interpealation: Prabakly nengeralically shart. Furthor
Irvestigalion w= indigaied,

in vivo performance confirms . . .
SIMILAG=

SIMILAC® WITH IROMN

Infant Formulas

closest to mother's milk

ROGE LABCORATORIES
COLLNELS, CHID ARRW
Dwasoon of Aibbatt Luboratones, yus BAT DD
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Midparent Statura (cm)
150 152 154 156 158 160 162 164 166 188 170 172 174 176 178 180 182 184

Boys from Birth to 36 Months
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Parent Specific Adjustmentsfor Evaluation of Length and Stature
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Parent Specific Adjustmentsfor Evaluation of Length and Stature

Boysfrom 3to 18 Years
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Normal Growth Charts, Section VI
Girlsfrom Birth to 36 Months
Midpagent Stature (cm}
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Normal Growth Charts, Section VI

Parent Specific Adjustmentsfor Evaluation of Length and Stature

Girlsfrom 3to 18 Years
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New Patient Information Form FAS Clinic
Offie Uee: Datcrecelved 1/  Dendline ¢  ASAR  Respomselet. 4/ Thido s Sensen Code o
G F B A M__ e S B |

Patient ldentification

Patient's Social Security Number faptional) 7 i Female I Male  Race »

Patient's Name Birth date s Age s
Sl s Ssame e
Firs gy Lifidelie |, LATET |3

Patient’s Address

City w County 1 State cipeode

Patient's Telephone  Home | § Waork | ),

Caretaker Identification

Mame of patient's primary carctaker{s) _

Relationship to patient: » [ birth, [ adoptive, or O foster parent [ ather (specify )

Caretaker's Address

City County State zipeode

Telephone  Home | b Work ]

Mame of patient's legal guardian(s)

Person Completing the Form

Name of person completing this form Date

Relationship to patient: » [ binh, (O adoptive, or [ foster parent, [ caseworker, O medical care provider

L other relationship (please specify « }

Referred by (e.g., who or what organization told vou about the clinic 7)

Who Should Correspondence be Sent To?

MName - .
Relaticnship to patient: 2 birth, & adoptive, or O foster parent L ather (specify )
Mddress =

City ___ County State _ #ipeode

Telephone  Home | } Work ] -
University of 'Washingion FAS Daagnodie & Preventon Nevwark: NPIFS.doc 1/1790 Patient Mame: 1
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Uriversity of Washinghon FAS Diagrosizc & Prevention Nebwark: - NPIFS.doc 1/1/99 Patient Mame: 2

Please complete this form to the best of your ability, We realize you will not have the answers
to all questions. All of the information requested on this form is important in allowing us to
provide you with the most accurate diagnosis and most appropriate referrals for care.
Thankyou for taking the time to complete it.

Reasons for Evaluation .« What are the patient's primary problems? Please be specific.

What do vou hope to gain from the evaluation?

100 University of Washington, FAS Diagnostic & Prevention Network
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Birth Measures

|- Birth weight: Ibs / oz Or gms & =
Birth length: inches _or em s
Birth head
circumference: inches OT €m 5
Ciestationa] age (Jength of pregrancyl: weeks s ~ or months

Please provide additional height, weight and head measures if available*

2. Date Weight:  lbs or kg
Age Height:  inches Or om
Head Circumference:  inches ar cm
3. Date Weight: lhs orkg
Ape ) Height:  inches or cim e
Head Circumference:  inches OF €I
4. Date — Weight:  Ths or kg
Ape - Height:  inches _orem
Head Circumference:  inches oF cm
5. Date Weight:  lbs or kg
Ape Height:  inches B orem
Head Circumference:  inches 0F Cm -
Birth Parents’ Heights: Birth Mother:  inches or cm _
Birth Father:  inches or G W

=

This information may be available from the patient’s physician or school nurse, If growth charts are available
and can be photocopied and attached to this form, you need net fill out this section.

University of Washmgeon FAS Diagnostic & Prevention Network: NPIFSdac 111099 Patient Name: 3
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FPhysical Appearance and Health

Patient MName:

Diagnostic Guide for FAS and Related Conditions

1.  Photographs of the patient’s face are very helpful to us. The most

Please staple photo(s) here:

helplul show the patient’s full face towards the camera in good ight
without much facial expression (no big smile or frown}, Pictures

between ages 1 and 12 years are best.

#  Are such photographs availahle? ) ves e
*  Are one or two included with this form? _yes _ no
*  (Can others be brought to the clinie? vizs no

Photo may be bigger
than this space

2. Was the patient born with (or later discovered to have) any birth defects (things like cleft lip,

congenital heart defects, club foot, ete.)? « yes o unknown
IT yes, please describe: w
3. Has this patient ever had:
yes  no unknown yes no  unknown
Allergies = Chroaic illness of the heart 1
Multiple car infections Chronic illness of the kidneys 1= —
Chronic sinusitis Chronic illness of the joints/limbs
Chronic hearing loss 2 Chronie illness of the stomach/
Visual problems (wears glasses) m — howels
4. Has this patient ever had:
A.  Operations (since birth) o yes no unkngrwn
Describe Operation Surpeon’s Mame Patient’s Apg
B. Any other hospitalizations v yes ni unknown
Reason for Hospitalization Haospital/ Doctor Patient’s Mg
. Physical abuse yes no unknown Mge{s)y
Was this evaleated by a physician? yes _ no unknown
I}  Sexval abuse vz yes no unknown Agelsk 1=
Was this evaluated by a physician? yes ne unknown

University of Washington, FAS Diagnostic & Prevention Network
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1. Has this patient ever had:
A, Seizures

(k1 ViEs 14 HI'IkIII.'IWI'I
Type:
Age when seizure(s) started: 1

Mame(s) of medication{s) given? i»

B. Loss of specific motor skills such as standing, walking, running, etc.
i3 yes no  unknown
If ves, please describe
. Bed wetting or soiling after 8 years of age.
s yes _ na unknown  not B years old yet
2. Has this patient ever had a head injury leading to unconsciousness or evaluation by a physician?
yes nho unknown
If ves, please describe
3. Has the patient ever had a CT sean or MRI scan of the brain

17 yes no unknown

If yes, was it deseribed to be abnormal? o yes 1o _unknawn

Attention Deficit and Hyperactivity

1. Has the patient ever been evaluated for attention deficit/hyperactivity disorder (ADD or ADHD)?

w_ ¥es no  _ unknown
11 yes:
When was the evaluation done?  Age: x Doate: — —
Was the patient diagnosed with ADD or ADHD? 1. Cyes  onp _ unknown
Was the patient ever trealed for ADD or ADHD? ) yes  no _ unkmown

What medications have been tried?

Dirug Dose Ages Besponse
1
i
Uniwersiy of Washington FAS Diagrostic & Prevertinn Network: NPIFR.Goz 171009 Patient Mame: 5
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Unaversity of Washington FAS Dhagnostc & Prevention Network: NPIFS doc 1/1/99 Fatien Name: [}

Mental Health lssues

1. Has the patient ever been evaluated by a psychiatrist, psychologist, or mental health counselor?

L] yes no i unknown

If ves, please list each psychiatrist, psvehologist and/or counselor.

A, Type of professional:

Reason fior assessment:

Type of therupy (i.e., behavioral, individual counseling, group counseling, family counseling, medicinep:

Age at the time of therapy: Did the therapy help? Yes Ao unkiown

I wes, how did it help?

B. Type of professional:

Reason for assessment:

Type of therapy (i.e., behavioral, individual counseling, group counseling, family counseling, medicine)

Age at the time of therapy: Did the therapy help? _yes no unknown

If yes, how did it help?

2. Has the patient ever been evaluated for mood problems (depression, anxiety, ete.) or phobia (fear)?

1 ves no __ unknown
I ves:
When was the evaluation(s) done? Age(s) Deatefs):

What medications have been tried and how well did they work?

Driig Dase Response

104 University of Washington, FAS Diagnostic & Prevention Network
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School Issues

1. List ALL schools the patient has attended and the grades of attendance:
Received Special
Education, Resource
Schoaol City Grades Attended Room, Tutoring, elc,
ves po  unknown

2. What learning problems docs the patient have? -«

1. What behavioral problems does the patient have? -

Urmiversity of Washingem FAS Diagnostic & Prevemion Nemwnrk! NPIFE.doc 1190 Patient Mame:

University of Washington, FAS Diagnostic & Prevention Network
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Universiny of Washingron FAS Diagnostic & Prevention Netwark: NPIFS.doc 1/1099 Patiend Name:

Alcohol Exposure

Please fill in this information as completely as possible.

This information is critical to the evaluation of the patient.
Adcohol use by the hirth mother

® Before pregnancy: average number of drinks per drinking occasion:

a7

maximum number of drinks per occasion:
average number of drinking days per week: s
Type(s) of alechol consumed: . wing,  beer, liguor,

_unknown, other (specify

® During pregnancy:  average number of drinks per drinking occasion: =
maximum number of drinks per occasion: s
average number ol drinking davs per week: s

Typeis) of alcoho] consumed: =«  wine,  beer,  liquor,  unknown, other (specify
Which trimester{s) did the mother drink alcohol? »s 1" 2 - unknown
Mo Yes  Unknown
Was the birth mother ever diagnosed with alcoholism? -

Was the birth mother ever reported to have a problem with alcohol? 1

Did the birth mother ever receive treatment for aleohol addiction?

I the above information is unknown, please provide any information that might help deseribe the

mother®s level of aleohol use before and during pregnancy

Did the birth mother use any of the following substances during pregnancy?

Month{s) of

Yes Mo  Unknown Type Please List Specific Substance(s) Pregnancy
W o Dreuiges . —
e Tobacco o
7 ;- —: Medications 2
S B M-ravs

106
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Information about the Patient's Biclogical Parents

Birth mother's name Birth date 2
F"’Ilh. ﬁf.a-f;ﬂ.fr-_.“ L Hla
Mother's Race = [ white [ black O American Indian L Alaskan Native l:-] Hispanic
L Asian O unknown [ other {specify)
Education level attained (last yvear of school completed) 2 Age at bicth of patient =

[aes she have a history of learning problems? m
Birth mother's Address

Sreet il Sratiyg Fad
When was the last contact with the birth mother?

Birth father's name Birth date = - =
Firtlyn Mickdle g Lasin,
Father's Race w1 [ white 0 tlack ) American Indian L] Alaskan Nagive l:l Hispanic
O Asian O unknown O ciber [specify)
Education level attained (last vear of school completed) i Age at birth of patient s o

Does he have a history of learning problems? s

When was the last contact with the hirth father? .

Medical History of the Biological Family

Has anyone in this patient's biological family ever had any of the following conditions? Check all that apply.

Birth Birth Mather's Father's Siblings
Mother Father Family Family of patient
Alcoholism . :
Birth Defects s p
Stillbirths —
Miscarriages -
Mental retardation i
Other developmental = R
dizabilities
Learning disorders oo = = o
Attention deficit - —
Hyperactivity 2w _
Epilepsy 1w R _
Meurologic disease % ==
Child abuse s =T
Sexual abuse  m — S— NP
Depression o - -
Suicide R F-R—
Menial illness s == 3 . —
Vision problems Tm— e o
Hearing problems s i —
Chronie illnesses s —
Tourette syndrome s . in 5 I~
Delinquency =7 =
Any specific genetic condition s - —
Other s I
University of Washingron FAS Diagnostic & Frevention Mefwork: NPIFR.doc 101044 Patient Name: 9
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Unaversiy af Washingion FAS Diiagnostic & Prevention Merwork: NPIFS.doc 1A% Paticnt Mame; 10

Pregnancies of Birth Mother

I, Please list all of the birth mother's pregnancies including miscarriages. abortions, in the order of their occurrence:

Length of First name of child Live hom Nommally I not "normally™ developed, please explain
¥ ar Pregnancy if applicable Child Developed
yis N YEs no taelude FAS S FAE .'J'Jn:.'_g.l.lu,l.u.-._ kAW

[ Offee Use: | aa Total Parity [ o Toted Gravitity | e Patient Parity | o Patient Graviity | e FPAS/EAE diamoses

1. Did the birth mother experience any difficulties during pregnaney? o Yes Mo Lnknown

If wes, please describe:

Did the birth mother receive prenatal care? Yes No _ Unknown
Y. Woere there complications during the labor or delivery? = Yes Moo Unknown

If yes. please explain:

4. Was the Iil.:li#'i:r}': s Matiiral By C-section L inkionwin

Reason for C-Section, if performed

5. Where was the patient born?  Hospital __ Cityas State
6. Apgar scores ann_ at 5 minutes at at 10 minutes
7. How many days did the infant stay in the birth hospital? .o

§. Did the patient have any of the following problems while still in the birth hospital?

Yes Mo Unknown Yes Mo Unknown
Feeding problems s Infections 4= —
Apnea ! breathing difficulties - o Taumdice s
Supplemental oxygen required Convulsions s

108 University of Washington, FAS Diagnostic & Prevention Network



Diagnostic Guide for FAS and Related Conditions Appendices, Section X

List of Professionals Currently Involved in Patient's Care

Primary Phvsician Wame: Phone:

Address: L
Other Physicians Mame: Phone: _

Specialty:

Address:

Mame: Phone:

Specialty;

Address: -
Mame: = Phone:
Specialty: -
Address:
Mental Health MName: - [Phone:
Consultants Specialty: N _—
(includes Fryehiatrisis Address: —
Psvchologises, and
Counselors) Mame: - Phone:
Specialty:
Address: .
School Mame: Phone:
Address;

Coniact Person ffeacher, nurse, comwselor, ele.):

Other Mame: Phane:
Profession:
Address: =
University of Washingun FAS Dagnostic & Provestion Network: NPIFS.doc L1799 Patient Mame: 11
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University of Washingron FAS Deagnostic & Prevention Network: NFIFE.doc 101099 Patieni Mame: i2

Placements

1. List all of the placements the patient has had from birth through today.
Ape of paticnt when
Type of placement (i.e., foster, adoptive, e1c.) Duration of placement placement started

[ OfeeUse: | amTowml [ elisa | amm Lzt

A. How long has the patient been in vour eare?

What to bring to Clinic

[f the patient has had any of the following assessments, please bring them to Clinie on the day of your
appointment. This information is very important to the patient's diagnostic evaluation.

Photographs of the patient from birth to 10 vears of age, without a smile.
Medical records which document the problems yvou have reported above,

School Assessments including;
®  Achievement tests

1) tests

Language assessments

Social Skills asscssments

Behavior assessments
Psychological Assessments
Developmental Assessments including:
® Motor Development (fine and gross motor)

® Occupational Therapy assessments
® DMental (copnitive) assessments
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Appendix B.

FAS-Tutor™ CD-ROM

A CD-ROM entitled Fetal Alcohol Syndrome-Tutor ™ is available to accompany this Diagnostic Guide
for FAS and Related Conditions. The CD-ROM provides additiona instruction for medical
professionals, through video, computer animation and photographic examples, on how to screen and
diagnose FAS. Fetal Alcohol Syndrome-Tutor was supported by the March of Dimes Birth Defects

Foundation.

To learn more about the CD-ROM, contact the
FAS Diagnostic and Prevention Network
Children’s Hospital and Regional Medical Center
4800 Sand Point Way NE, CH-47

Sesttle, WA, 98105

http://depts.washington.edu/fasdpn
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