Washington State FAS Diagnostic and Prevention Network (FAS DPN)

Summary of the First 1,500 Patients Diagnosed
Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

Description of Criteria Required to Receive an Evaluation in the FAS DPN Clinics

In general:

The only criteriarequired to be seen in the FAS DPN is a confirmed prenatal acohol
history (Alcohol Rank 3 or 4). The presence of the full FAS facial phenotype (Face
Rank 4) can be used in lieu of a confirmed prenatal alcohol history.

OUTCOMES

Gender n (valid %)
FEMBIE. ...ttt e te e aenre e reenneas 647 (43.2)
IMLBIE ..ottt ne e ne et e tentenreeneereeneeneens 852 (56.8)

Race n (valid %)
(@2 U= S - SRR 764 (51.4)
Caucasian/NatiVe AMENTCAN........cccveereereeee e esae e e e sae e sre e e eee e esreeseesseees 109 (7.3)
(@2 U T0r= S F= 19 o T 0= o oSSR 78 (5.2
CalCaSIAN/UNKNOWN .....o.eeeiieiecee sttt ae e ste e e sseeaeeneasseenseenenns 71 (4.8)
Caucasi an/AfriCan AMENTCAN .......oovie et re e 59 (4.0)
Caucasian/Alaskan NaLIVE.........c.ccveieieeiece e 24 (1.6)
ATITCAN AMENTCAN. ...ttt et re et et e s e e reeneas 9 (6.1)
African American/NativVe AMENICAN..........coiveiueieereeie et este e se e ee e nee e sns 16 1.0
African AmEriCaN/HISPANIC .......ocueeiiirieiierieeie e 10 (0.7
NGLVE AMENICAN .....covieieeie et et e ee et e sse e teeaesseesseenseaneesseeseeneesneensens 104 (7.0
Native AMErCaN/HISPANIC. .....ccueeiiiierieeie e s ees 48 (3.2
Native AMEriCan/UNKNOWN .........c.ooueieeieieesieeee e sieeeesee e see e ste e sseesseeneesseenees 18 (1.2
ALBSKAN NGLIVE.......eeeicie ettt sttt b e b et nne e 4 (0.3
Native American/Alaskan NaLiVE ..........coveieieeiieiice e ee e see e see e ssee e 4 (0.3
S - o SRS 0 (0.0)
TS0 oS 15 (1.0
PACITIC IS ANAEN ... et ee e 1 (0.2
Other MIXEA RECE.......c.eeiiiieiee ettt esre e 71 (4.8
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Washington State FAS Diagnostic and Prevention Network (FAS DPN)

Summary of the First 1,500 Patients Diagnosed
Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

Age at Time of Diagnosis (years) n (valid %)
0.0 = 0.9 e e e r e e s b e e eae e reeteeae e reeanas 26 (1.8)
1000 S 68 (4.5)
2.0 — 2D e a e e be e e eae e reereeraeereeans 67 (4.6)
30T 1 88 (5.9
A0 = Ot e et e s reereannen 119 (7.9
oI - 0 S 113 (7.5)
B.0 = 8.0 e e e r e e e e ae b e areeaee s 136 (9.0
700 T 8 111 (7.9
B0 — B0 e e e e b e reeaee s 110 (7.3)
LS 0T K S 91 (6.1)

O 0 T [0 OSSR 80 (5.3
O T I 0 S 81 (5.4)
L2.0 — 12,0 e et be e r e eae e re e re e e e reennas 64 (4.3
G 30T T S 72 (4.8)
T4.0 = 149 e e re e e e r e e ae e re e re e nas 57 (3.8
15,0 = 5.0t e e ne e reere e e reennen 43 (2.9
16.0 = 168.9. e e b e e e ae e s e e r e e ne e re e reeneeens 38 (2.5)
O T 0 S 26 .7
18.0 — 18,0 e et e b e r e eae e re e re e e reenns 20 (1.3)
S O I e R U 8 (0.5
20.0 = 20,0 et ae e re e reereeaee e 53 (3.5)
010 U 29 (1.9
mean (SD)
9.5 (6.7)
minimum maximum
0.2 50.8
Age (years)
40
35
30
= 25
S 20
S 15
10 A
N ]
0
0Oto5 6to 10 11 to 15 16 to 20 20+
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Washington State FAS Diagnostic and Prevention Network (FAS DPN)

Summary of the First 1,500 Patients Diagnosed
Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

Closest Relation Accompanying Patient t0 CHNIC ......ccoovieiiieniniceee e n
BIirth MOTNEN ...t 281
BIrth TaNEr ... e 111
Other biological family MembEX ...........coiiiiiiie e 214
S Ol 072 | TR 12
F 0 0] LA = o= o | SRR 352
FOSLEN PAIENL....... e s e sbe e nne s 326
SOCIEl OF CASEWOIKEY ...ttt sttt st sre et e bt sreesee e 42
(@1 07 TSRO PPR 73
INO DNt e e e e e s b e e e e an e e s anne e e ann e e snr e e sneeesnneeaas 38

birth mom

foster parent birth dad

other family

adoptive parent step parent

Who Referred Patient for a Diagnostic Evaluation n
01V Lo = USSP 148
PUDITC HEAITN AQENCY ...t 44
Mental Health ProVIder ...........ooeoiieiee e s 33
[ (07 o1 = | S 34
SOCIAl SEIVICE AGENCY ..eeeieeieeieeiee ettt st e b be e sre et e e e seeeesneenais 288
SCROOI ... et b e 57
Other COMMUNITY AGENCY ...eoiueeiieieesieesieeie ettt seesre e s e e sseesaeseesneens 49
(@2 T o 1LY A I S 32
L 08l SYSIEM....ceiieiiee e et b et re e 22
(@ 1 0= ST RPN 118
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Other Physician

Caregiver/Self- Public Health
Other Agency
Community- Mental Health

provider

Hospital

Social Senice
Agency
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(valid %)
(19.4)
(7.7)
(14.8)
(0.8)
(24.3)
(22.5)
(2.9)
(5.0)
(2.6)

(valid %)
(17.9)
(5.3)
(4.0)
(4.1)
(34.9)
(6.9)
(5.9)
(3.9)
(2.7)
(14.3)



Washington State FAS Diagnostic and Prevention Network (FAS DPN)

Summary of the First 1,500 Patients Diagnosed
Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

4-Digit Diagnostic Category
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FAS

AFAS

FAS

FAS Phenocopy

Sentinel physical findings/ static encephal opathy
Static encephal opathy

Sentinel physical findings/ neurobehavioral disorder
Neurobehaviora disorder

Sentinel physical findings

No cognitive/behavioral or sentinel physical findings

Sentinel physical findings/ static encephal opathy
Static encephal opathy

Sentinel physical findings/ neurobehavioral disorder
Neurobehavioral disorder

Sentinel physical findings

No cognitive/behavioral or sentinel physical findings

Sentinel physical findings/ static encephalopathy
Static encephal opathy

Sentinel physical findings/ neurobehavioral disorder
Neurobehaviora disorder

Sentinel physical findings

No cognitive/behavioral or sentinel physical findings

(alcohol exposed)
(alcohol exposed)
(alcohol unknown)
(no alcohol exposure)

(alcohol exposed)
(alcohol exposed)
(alcohol exposed)
(alcohol exposed)
(alcohol exposed)
(alcohol exposed)

(alcohol unknown)
(alcohol unknown)
(alcohol unknown)
(alcohol unknown)
(alcohol unknown)
(alcohol unknown)

(no acohol exposure)
(no alcohol exposure)
(no acohol exposure)
(no alcohol exposure)
(no alcohol exposure)
(no alcohol exposure)
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Prevalence
n (valid %)
36 (2.9)
7 (0.5
56 (3.7)
0 (0.0
120 (8.0
298 (19.9
116 (7.7)
498 (33.2
17 (1.1)
101 (6.7)
20 (1.3)
66 (4.9
34 (2.3)
107 (7.1)
1 (0.2)
19 (1.3
0 (0.0
2 (0.2)
1 (0.
1 (0.2)
0 (0.0
0 (0.0)

Age (years)
mean (SD)
6.7 (9.0
13.4 (5.0
9.5 (7.7)
(--) (+-)
8.4 (6.8)
10.6 (6.3
7.7 (5.9
9.4 (5.8
83 (115
6.3 (6.3)
11.9 (8.5)
11.7 (4.9
12.7 (10.2)
11.3 (7.0
6.3 (--)
8.3 (10.6)
(--) (+-)
6.6 (3.2
53 (--)
6.8 (--)
(--) (--)
(--) (--)



Washington State FAS Diagnostic and Prevention Network (FAS DPN)
Summary of the First 1,500 Patients Diagnosed

Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

Evidence of Organic Brain Damage n
Static encephalopathy (FAS Or AFAS) ... 99
Static encephalopathy (N0t FAS OF AFAS) ... 506
Neurobehavioral diSOTAEY ... 757
No evidence of organic brain damage ..........cccccvevieeiie e 138

Microcephaly (2 or more standard deviations below the norm) n
AL TIME Of AIAQNOSIS.....c.veicieeiie et ee e aeeaanas 189

CNSRank: (Likelihood of CNS Damage) n
Rank 1: No evidence of CNS damage/dysfunction...........c.cccceeceveerercnseeseenens 138
Rank 2: Possible, (neurobehavioral diSorder), .......ccoeveveineeiineneee e 757
Rank 3: Probable (static encephalopathy) ..........cceeveiiicesicie e 312

Proportion of Rank 3that arealso Rank 4...........cccoevvviivieieninneee. 83
Rank 4: Definite (static encephalopathy...........cccccoeeievieieiierecce e 293
Proportion of Rank 4 that arealso Rank 3...........ccccooiviiinnecinneee, 83
Proportion of Rank 4 that arealso Rank 2...........cccceevvceviececcieceenee, 77
CNS Rank
60 -
50.5
50 +
- 40
E 30
e 20.8 19.5
20 +
9.2
10
.| I | |
Rank 1 Rank 2 Rank 3 Rank 4
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(valid %)
(6.6)
(33.7)
(50.5)
(9.2

(valid %)
(12.6)

(valid %)
(9.2)
(50.5)
(20.8)
(26.6)
(19.5)
(28.3)
(26.3)



Washington State FAS Diagnostic and Prevention Network (FAS DPN)

Summary of the First 1,500 Patients Diagnosed
Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

Growth Deficiency Rank n (valid %)
Rank 1: None (height and weight > 10" percentile) ..........ccocoovveervenrerreerneerenenns 1154 (76.9)
Rank 2: Mild (height and weight between 5™ and 10™ percentile) ....................... 142 (9.5)
Rank 3: Moderate (height and weight between 3" and 5" percentile).................... 79 (5.3)
Rank 4: Severe (height and weight < 3 percentile) ..........coovevereeereereeserereenene. 125 (8.3

Growth Rank

90 +

80 76.9

70 +
- 60 +
& 50 -
§ 40
® 30 -

20 95 - 6.3

10 A :

0 [ —
Rank 1 Rank 2 Rank 3 Rank 4
FAS Facial Phenotype Rank n (valid %)

The three diagnostic features include
1. palpebral fissure lengths two or more SDs below the norm,
2. smooth philtrum (Rank 4 or 5 on the Lip-Philtrum Guide) and
3. thin upper lip (Rank 4 or 5 on the Lip-Philtrum Guide)

Rank 1: Normal, none of the three FASfacial features.........cccccoveveviececcieseenen, 369 (24.6)
Rank 2: Mild, one of the three FAS facial features...........ccocoveverieeienencneneee, 837 (55.8)
Rank 3: Moderate, two of the three FAS facial features...........ccccovevveceiieceenn, 149 (9.9
Rank 4: Severe, all three of the three FAS facial features..........ccoccevvvervicncnene. 145 (9.7)
Face Rank
60 55.8
50 4
_ 40
é 30 246
= 20
9.9 9.7
10 A
0
Rank 1 Rank 2 Rank 3 Rank 4
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Washington State FAS Diagnostic and Prevention Network (FAS DPN)
Summary of the First 1,500 Patients Diagnosed

Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

Prenatal Alcohol Exposure Rank n
Rank 1. Confirmed absence of exposure from conception to birth...............c.c......... 4
Rank 2: UNKNOWN EXPOSUIE .......c.coiuiiirienierieeieee et 254
Rank 3: Alcohol exposure confirmed, quantity moderate or unknown................. 551
Rank 4: Alcohol exposure confirmed, quantity high...........ccoccoviieiiinin e, 691

Alcohol Rank
50 46.1
45
40 - 36.7
35
= 30 -
S 25
o 20 16.9
15
10
51 0.3
0
Rank 1 Rank 2 Rank 3 Rank 4

Other Prenatal Exposures/ Adver se Events: n
RaNK 1: NONE IEPOMEM. ... ....eeueeeeieierie sttt 14
RANK 2: UNKNOWN......uiitiiiicieeie ettt sa e 279
Rank 3: Some risk (poor prenatal care, other drug exposure, €fC) ............ceevee.e. 1043

Rank 4: High risk (exposure to known teratogen, known genetic risk factor(s))..148

Other Postnatal Exposures/ Adver se Events n
Rank 1: NONE FEPOIEd.......cueiieeiieee e 55
RANK 2: UNKNOWN ...ttt 253
Rank 3: Somerisk (neglect, multiple placements)..........ccoveeverceneenenieneeneenens 573
Rank 4: Highrisk (physical / sexual abuse, severe neglect) .........cccvvvevvvceeieenene 601

Physical Abuse n
AN ol gT= T = 0] (=" OSSP 703
SUSPECTEM ...ttt bbbttt b bbb ne e n s 88
D = U SS ST 447
UNKNOWN ...ttt et e s e nte e e e sneeseeneesreeeeeneenneennens 246

Sexual Abuse n
N\ [o T = ] (= OSSR 753
SUSPECLEA ...ttt sttt b et ae et e et e e e be et sneenrs 153
D = T ST PR 279
UNKNOWN ...ttt s b et st be et e s st e s beebesneesreennens 298
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(valid %)
(0.3)
(16.9)
(36.7)
(46.1)

(valid %)
(0.9)
(18.8)
(70.3)
(10.0)

(valid %)
(3.7)
(17.1)
(38.7)
(40.6)

(valid %)
(47.4)
(5.9)
(30.1)
(16.6)

(valid %)
(50.8)
(10.3)
(18.8)
(20.1)



Washington State FAS Diagnostic and Prevention Network (FAS DPN)

Summary of the First 1,500 Patients Diagnosed
Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

Birth Mother’s Age (years) at Time of Child’s Diagnosis n (valid %)
L1510 199 ittt b et nre s 11 (1.0)
2010 29.9 ... ettt ettt et sreeaenreas 305 (27.5)
S0 T0 399 .. ettt e b nre s 554 (50.0)
2L (o I SR 180 (16.2)
BOT0 59.9 .. ettt e 36 (3.2
B0 OF GIEALEN .......eeieeeeeteeeteerie e et e st et e e st et e e s bt e s eeesae e s e e e abeesaeeeseeeaseebessaneanneeannennseas 23 (2.1

mean (SD)
35.3 (9.2)
minimum maximum
16.1 81.2

Birth Mother’s Age (years) at Child’sBirth n (valid %)
S SRS 3 (0.3)
L1510 199 ittt e aenre s 203 (18.3)
2010 29.9 ... ettt e et et nreenenreas 619 (55.9)
S0 T0 399 .. ettt e naenae s 265 (23.9)
2L (o 1 SRS 16 (1.4)
BOT0 59.9 ..ottt e 1 (0.2)

mean (SD)
26.0 (6.2)
minimum maximum
14.2 51.2
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Washington State FAS Diagnostic and Prevention Network (FAS DPN)
Summary of the First 1,500 Patients Diagnosed

Using the Diagnostic Guide for FAS and Related Conditions: The 4-Digit Diagnostic Code (Astley & Clarren, 1999)

Reported Maternal Alcohol Use Before Pregnancy mean
Average number of drinks per occasion (N =532) .....ccccvveererinveeseee e 9.7
Maximum number of drinks per occasion (N=489) .......cccccceevveveeneereeie e, 14.5
Number of days of drinking per Week (N'=672) ......cccccceveereeiesieeseece e 4.9

Reported Maternal Alcohol Use During Pregnancy mean
Average number of drinks per 0ccasion (N = 571) ...cccccvveeveecnveese e 84
Maximum number of drinks per occasion (N=515) .....ccccceveeevveieeneesesie e 125
Number of days of drinking per week (N'=733) .....ccceceveeiecieseereeee e 4.7
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(SD)
(10.6)
(13.7)

(3.6)

(SD)
(10.3)
(11.7)

(3.5)



