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(I)F)D) is also astrong protettivc factor for most secondary disabilities.The services provided bv DDO

would appear to be both useful and necessary for many clients with FAS/FAE who do not now qualify

-.Violence against individuals with FAS/FAE occurred at an alarming rate: 72% had experienced physical

8. Thirty females with FAS/FAE had given birth to achild. O f these. 57% no longer had the child

or sexual abuse, or domestic violence. Being a victim of violence was a strong risk factor for
Inappropriate Sexual Behavior, increasing tltc odds fourfold. Children and adults disabled by FAS/FAE

must have better protection and iheir families may need special training and guidance about
Inappropriate Sexual Behavior.

in their
care. »<)% were drinking during pregnancy: F% had children diagnosed FAS or FAE: and an additional
1.3% had children who were suspected by the informants of having FAS/FAF. Special advocacy services
for these high risk mothers w ho themselves have FAS/FAE and special attention to their birth control

needs and child care needs should be atop priority.

Recommendations Deriving from the Findings

1.

>

H

. Develop a coordinated system of parent and citizen education centers, and a system

Develop statewide networks of local FAS/FAE Diagnostic Clinics coordinated with local com m unity
service providers ro facilitate early diagnosis. This could reduce disrupted schooling, trouble with
the law. inappropriate sexual behavior, confinement, alcohol and drug problems, dependent fixing.

and problems with employment, because the organic problems ofthe child will be recognized from
an earh age.
for ongoing

relevant service providers. These should focus on strategies for
the

in-service training programs for all
improving the quality of life, increasing the duration of stay in each placement, and providing

appropriate life skills and job skills training.This could decrease ail secondary disabilities.

. Develop a state inter-agency network specifically on FAS/FAE including reprcscniaiivcs from key state

and private agencies and parents groups to identify an ‘FAS/FAE Coordinator” within each agenc).
tid to develop methods fordetecting.diagnosing, and serving this population. Multiple stare agencies
including mental health, schools and special education, the juvenile and criminal justice system.alcohol
and drug abuse treatment, and the health department must he involved in this effort. No single agent)
can be responsive to all the broad based needs of people with FAS/FVHand their families.

lund rescan It on methods tu quantify the Central Nervous S\stem nipairments assoei tied with 1AS/
F\E in order to develop clinicallv-usefu! diagnostic tools for the netirobehavioral effects of pren.ual
alcohol exposure This should facilitate diagnosis of alcohol-affected individuals without the futal
dvsmorphologv and growth deficiency, an.l permit a speedier respt use to their service needs hclitie

rite onset of secondary disabilities.

Develop and test new methods (such as those identified in this report) rh.tt could !>c utilized for
modifying the eligibility criteria for services from the Division of Developmental Disabilities Enhancing
eligibility for case management, job coaching, and supervised housing should reduce the level of costly
secondary disabilities among individuals with FAS/FAE who are unable to live and work independent!)
but arc now unable to get appropriate services because tltev mav not have an It) below 'D or a full

FAS diagnosis

lund a model long term residential/job training pr.'gram for voiith and .mill's aith 1 \*vTAF mb iln-n

implenu m th.s -tau widc and nati<unv idc

Mand tie the lull ilisi Insure of tin dieal/ment.tl he ilth/bat kground history wlicit placing a ( hild in <>stcr
"i of pti « pkici incuts mb provide education ami ‘raining on IAs I'M and ippropriatc ‘tippon

services r> tamilies raising such children, ineluding biologit al families

I'revent ftittin children Irom being born with 1 \> I'M ili Expand alcoholwlrug inpatient treatment

pi igi mi. a v..nttcn tml thi ir chilbren <2>Imid a aalt vidc netw>ik ol Birthm hilvo ao p -« \Y



for working with the highest risk mothers abusing alcohol/drugs during pregnancy; and (3) Provide
advocacy and free long-tcim birth control options to women with FAS/FAE

Conclusions

1 People with FAS and FAE have an unacceptable level of secondary disabilities that severely impairs
their quality of life and is extremely cost!)’ to society.

2.The low level of societal protection and support given to people with FAS and FAE and their families is
unacceptable and further compromises their lives.They should be given an appropriate level of societal
protection and support. To do this, their primary disabilities must be better understood by Families,
service providers, and by society at large.

3. The permanent, organic brain damage of people with FAS and FAE is often “hidden” in that it often
does not conform to current system guidelines for providing services, such as: a low 1Q score, a
debilitating physical handicap, serious mental illness, or even an FAS Face (apd diagnosis).

. By understanding the devastating secondary disabilities that characterize most individuals with FAS/
FAE. and by understanding the intrinsic and extrinsic risk and protective factors that exacerbate or
ameliorate these disabilities, we should be able to improve the quality of life for people with FAS and
FAE and their families, and to reduce costs to society.

5.The magnitude and cost of these secondary disabilities is huge— when calculated against the estimated
figure of 1to 3 FAS per 1000 births (NLAAA, 1987) and several fold this figure for FAE.



O | "0 B

VT |-V orr "niw™" all20< " WY 25 -7 A0 0r~qIrgy,, rey “rye--- - We-r«val -J

Introduction

Ir is fitting that the International Conference on Overcoming and Preventing Secondary' Disabilities in Fetal
Alcohol Syndrome and Fetal Alcohol Effects is being held at the | niversity ol Washington School of Medicine,
September 1-6, 1996. This University has been an important site for fetal alcohol studies lor the past 23

years.

In 1973. Kenneth LyonsJones and David W. Smith, dysmorphologists at the University ofWashington Medical
School. Department of Pediatrics, identified a“similar pattern of craniofacial, limb, and cardiovascular defects
associated with prenatal onset growth deficiency and development” in eight unrelated children of three
ethnic groups, all born to chronic alcoholic mothers (Jones, Smith, Ulleland, & Streissguth, 1973). The
distinctive pattern of malformations indicated that the damage was of prenatal origin, in a second report,
three more infants were identified, and the first necropsy on such a patient ‘disclosed serious
dysmorphogenesis of the brain,”which the authors thought might be responsible for some of the functional
abnormalities and joint malpositions seen in the syndrome.The naming of tiiis syndrome as Fetal .Alcohol
Syndrome (FAS) put the emphasis squarely on the presumed etiology and brought international attention to
this phenomenon (Jones & Smith, 1973). Among the letters that came to David Smith, was one from Paul
Lcmoine of Nantes, France, who had published a large study of children bom to alcoholic mothers who had
Minilar features and behaviors. Lcmoine and colleagues had published their findings in 1968 in a local pediatric
journal, but the article had not been translated into English, nor had it appeared in the international medical

literature.

from the start, both groups ot investigators were fascinated with the unusual behaviors of these children
who looked alike (although they were not related) anti behaved in a hyperactive and unfocused manner.
Through utilization ofrecords from the National Perinatal Collaborative Project (NPC.P). Jones and colleagues
(19- 1) were able to demonstrate that *4% of the children of chronic alcoholic mothers identified during
pregnancy had “borderline to moderate mental retardation"(defined as an 1Q of 79 or below) w hen examined
at ~years of age.Thirty two percent had enough abnormal features from the physical examination alone to
suggest the fetal Alcohol Syndrome. In a carefully matched comparison group selected from over 50,000
other women and children in the NPCP study, fewer than 10% of the other children had 1Q scores below "9.

and none had the physical features of FAS.

t.Inrren ant! colleagues ( 19~H) presented additional evidence of Central Nervous System (CiN'S) damage in
patients with FAS."neiuopathologic findings on font human neonates exposed to large amounts of ethanol
at frequent intervals during gestation. All four brains showed similar malformations stemming from errors
m migration of neuronal anil glial elements ' Two had hydrocephalus and only two of the four were diagnosed
as having the Fetal Alcohol Syndrome Irom external criteria.They concluded: the brain alterations may he
the only distinct abnormality produced bv in utero ethanol exposure." Since 1978 children who had some
hut not all the features of FAS have heen referred to as having fetal Alcohol Effects (FAE) (Hanson et al ,
Jo“ H) or Possible Fetal Alcohol Effects (PFAE) (Clai ren & Smith. 19> Recently there have been suggestions
:hat the terminology -Mould he reconsidered (Aasc et al . 1993 io\| 1996).

Within 1 tears ol the naming ot letal Mi'ohol Syndrome, experimental studies ot laboratory animals were
published demonstrating that alcohol is teratogenic and can produce malformations from prenatal exposure
eg (Itirnolf 19 Randall et al . 19") By 19“H J 1S clients with fetal Alcohol Syndrome had been
icported ui die nx * al literature md | AS was Jcm rihed as the most frequent know n teratogenic 1ansa: of
numal defuitncv in the western world' (( larren € smith 19“S) It also was recognized b\ this time that

, Nl .l =hi<#1 xpoMMi produces : whole >pei ti tun o] .alei ts. ot whii It | \s is the most 1R .12U definable



By tlu* mid 1980's,it was apparent that the physical features of FAS were less unique and characteristic after
the onset of adolescence. Clients with this disorder w hom we had watched grow up in Seattle had far more
life problems than vould he expected solely on the basis oftheir mental retardation or delayed development,
furthermore as more clients were evaluated, it was clear that there were many children with the full features
of FAS who did not technically qualify as mentally retarded, and in many instances, had trouble obtaining
appropriate services (Streissguth et al.,, 1985). It also was clear that many children without the phy*'cal
m anifestations of FAS were also bom to alcohol abusing mothers,and that these too had cognitive and adaj vc

behavior problems similar to children with FAS (Streissguth et al., 1991a).

Kfforts to prevent FAS began almost as soon as alcohol was clearly identified as a teratogen, and several
public policy decisions were made to enhance efforts to preventthe prenatal effects ofalcohol.The Surgeon
General of the U.S. (1981) recommended that women not drink alcoholic beverages during pregnancy or
when planning a pregnancy. Congress passeu legislation in 1989 to mandate warning labels on all alcohol

beverage containers sold in the U.S.that included a warning against drinking alcohol during pregnancy.

IUnderstanding the long-term impacts of FAS and FAE on society has taken more time Understanding the life
problems that characterize people with FAS and FAE as they grow and mature is essential to: developing

effective interventions, estimating the costs to society, and mandating appropriate public policies.

FAS and FAE have been recognized for the past 20 years as major known causes ofdevelopmental disability.
Yet, it is only in the past 10 years that the lifelong implications of these disabilities have been recognized.
Follow up studies in four countries have demonstrated the continuing adverse effects of prenatal alcohol
exposure into adolescence and adulthood (Aronson,Olegard et al.,, 198" ;Lcmoine & Lcmoine. 1992; Majewski,

1993, Spohr et al.. 1993; 1991; Stcinhauscn et al.,, 1993; 1994; Streissguth et al.,, 1985; 1991).

In 1992,in recognition ofthis problem, the Centers for Disease Control and Prevention (CDC) through the
N ational Center for Environmental Health, Disabilities Prevention Program, issued a request for proposals.
The present research project was undertaken in response ro that request. I'he aim of this project has been

to build a prevention inform ation bare fundamental to the amelioration of secondary disabilities in clients

w ith 1AS and FAE.

lor the purposes of this study, primary disabilities arc defined as those that reflect the CVS dysfunctions
inherent in the FAS or FAE diagnosis. Secondary Disabilities arc those that aclient is not born with, and that

could presumably be ameliorated through better understanding and appropriate interventions.

I he study has three main goals:

1.To documentthe occurrence and range of secondary disabilities that arc associated w ith FAS and FAE.

1l In determine the risk factors associated with these secondary disabilities in order to make

recommendations for preventive strategics.

3 19 develop a brief Fetal Alcohol Behavior Scale (I'ABS) so that statc/c<immunity agencies may identify

clients with probable IAS/FVE who may be in need of special services to prevent additional secondary

disabilities.

Il his document is the Final Report of that project.



Methods

3.1 Diagnostic Criteria

(-Vtil Mcohol Syndrome (FAS) is diagnosed when three priman characteristics occur together growth deficiency, a
characteristic pattern of abnormalities primarily observable in the lace, and some manifestations of Central Nervous
system (CNS) dysfunction. Ihe definition of CNS criteria used lu re is in keeping with thar originally used by damn
and Smith (19~N) and is not wholly consistent with the modifit ation suggested by the recent (OVt (1996) report for
diagnosing FAS Over the years, a small number of children had been diagnosed PFAS (possible or probable FAS). This
term was applied to borderline cases:either the CNS and facial features were classic but-the growth was marginal,or
the C.Ns and growth deficiency were classic anti the face was 'almost’ classic For this report, PFAS and FAS were
combined Fetal Alcohol Effects (FAE) and PFAE (possible or probable FAE) are terms that have been used clinically to
apply to individuals who manifest some, but not all of the characteristics of FAS, but were exposed prcnatallv to significant
levels of alcohol The terms FAE and PF\E,as they have been used hv Seattle dysmorphologists since 1974.anp consistent
with the new diagnostic category of ARND (Alcohol Related Neurodevelopmental Disabilities) suggested by the 10.YI

(1996) For this report. FAE anti PFAE were combined.

In the present study, adiagnosis of FAS was assigned to clients who had <1) aclear history of prenatal alcohol exposure:
i 2) dvsmorphic features (primarily observed in the face, such as short palpebral fissures, a pattern of flattened midface,
smooth and/or long philtrum and thin upper lip): (A) growth retardation lor height and/or weight below the IOth
perttunic and (t) <\S dysfunction (as manifested by microcephaly, developmental delay hyperactivity, attention and/
mr memory deficits, learning difficulties, intellectual deficits, motor problems, neurologic signs, and/or seizures). \
diagnosis ot I.\F or I'l \F was attributed lo those who had a clear history of prenatal alcohol exposure and <VS
disfunction hut did u<t manifest all of the physical features of FAS Ml diagnostic evaluations were pt-rfoimcd bv

ph. iuts trained in d\ >morphology and gcnetu s

3.2 Ascertainment

Ihe (K)I clients in ilils stuch represent a gradually accrued group that licgan with tin- lust patients diagnosed FAS in
Ivs In |on. sand smith and ended tvtrh those who came to the ( niversity o! Washington FAS Diagnostic Clinic between
loosand | )os |hei lients were largely ascertained through clinical referral across a 22-year period, and diagnosed by
a small honii gvneons group of d\ smorphologists who were trained In I)nvid M Smith at the |'niversity ot Washington
In Miiorpholiigv | nit 1he sample ini ludes. hut is not limited to all those a\ailablc from the following published studies:
Il lieuts Irom the two 19" Alancet papers describing FAS (Jones et al 19 A;Jones X Smith, 1V A): 20 and | * clients
0 spectively. from the first two FAS follow-up studies (Streissguth. Herman. X Smith, IV8a and b). S clients from the
Iti-ycar follow up study of the lirst 11 clients diagnosed with FAS (Streissguth et al |->rtS> Northwi st .sample only
tn=A l1of the first FAS follow-up study of adolescents and adults (Streissguth et al.. 1991a); iO clients in the test-retest
10 siuiK ni .ulok-si fins and adults (Streissguth. Ramlels.X Smith. 199Ilb):and 2 clients participating in the |A‘ngoty pe
-tudy (l.iusiman et a . 1992) (he published groups are overlapping, hut data for each client arc counted only once in

the report that follows

W erriimueni.ifthe (3@ i lieuts was through clinical referral li>r in FAS diagnostic c\aluation or through partii ipation

ir 'ingoing |As ii si.iri.h projects conducteil 1" the IVt.il Mcohol and Drug | nil sterling <larren was lie primary

d; igiti >stii iau. diagnosing two-rhinN <X die cln nis- David \\ smith Kenneth I. Jones aml .smith >otherdy smorphulogy
1-l. >vs diagiv -ed * of the sample Twenty four percent of the sample were diagnosed during or before 1190. Is
were diagnosed |)0]-|9‘)2 and (ilw e re diagnosed in 199Aor later at the | niversity ol Washington FAS Diagiiostic
<him din eii 9 by sit,(mg (Luu n lhe tlients were prim.uih Iroin tlu Iaiifii Northwest

1llie i mversitv .0 Wasliingtoii ! \s Diagnostic ( little w as estalilislied with primary Imuling fr>nil« 1> m lar.uarv lon <

bv physicians parent'. ti ailw-rs. caseworkers auvl othc. loiucrncvl v.us giv. is

I'iiii ms an ich i:>sitiitin f v>ilinn
i.®n'inm il <i S,;Sp i1<mW Inspire

I'aiiiiiis ire I>pit tilv rctirn d lor iugnuive mil heli.lvua il problems md must liavi
| pii e itai ah'-hoi i \posmv imb ismall nnmlii a pattents ire m :t m d to the ilinn i>a.vil on then- hi mg a hisiorv



< prenatal alcohol exposure aiihout majorconcern for behavioral or cognitive delays. The clinic meets one day per
week and can accommodate | or s patients per day As main more ilients apply than can be seen, priority is given to
those whose biologic mothers are living and known to be in the area, in keeping with the goals of the CDC. grant that

provides basic funding for the FASclinic (Clarrcn &Astley. 199").

3.3 Recruitment

Patients were referred from the FAS Diagnostic Clinic for our Secondary Disabilities study Those clients who met
diagnostic criteria and who along with their caregivers, consented to participate were enrolled in the study. The
study, which was approved by ihe | niversity ofWashington Human Subjects Review Committee was explained to the
families by our client advocate. Additionally a Confidentiality Certificate was obtained front the Public Health Service
to further protect the clients and their families Three kinds of consents were obtained: (1) for participation in the
study (2) for photographs, and (.3) for release of information from schools, hospitals, etc. Clients in our other FAS
research projects who met the- diagnostic criteria were also notified about the new study and asked to participate.
Caregivers were contacted over a four-year period to gather and update information on past and current client status.
Secondary Disabilities, and Risk and Protective Factors. Reports of psychological evaluations conducted for research
purposes were provided upon request to the clients or their caregivers. In case of acrisis call, clients were referred ;o

appropriate community agencies and professional local services.

3.4 Samples

This final report utilizes two overlapping samples from the (>61 clients in this study, one sample for describing the
Primary Disabilities (n=4~3) and o.tc for describing the Secondary Disabilities (LHI Sample, n= US— seeTable 3 1) All
clients were diagnosed either FAS, FAE. PFAS. PFAE. or ARND as described above. Clients from southwest Indian
reservations who were included in earlier reports (Streissguth et al 1988 Manual: Streissguth et al. 1991a: laDue.
Streissguth, & Randels. 1992) are not included in the current report because their recruitment and follow up were not
comparable to those clients in the Northwest. The Primary Disabilities sample includes clients from three years of age
and tif). the Secondary Disabilities sample includes those (>years and older. AIthough the two samples are not entirely
nested, the referral source, the diagnosing physician, and the age and date >fdiagnosis were comparable for the two
samples.

Table 3.1 Secondary Disabilities Sample (LHI):
enrollment and interview status

Interview status (n;
Enrolled patients bol
Not eligible for Lill
too young (s 6 years old) 32
SW re.sen ation clients
enrolled too late lata not processed in time (l
ot o J

ligible interviews not obtained:

family could not be found <li
caretaker refused interview >/
caretaker not available lor interv iew 16
invalid interv cw 1
lota! valid inteiviews conducted
Ihe 91 eligible clients tor whorn LFIlI's were not obtained do not differ from the tIS lor whom [IIl *we re ohr.iined in

terms mt aliohol relatcd diagnosis age ar diagnosis frequency of diagnosis prior to 1980. ethnicity, or sex 1he loss of
these 91 does not seem to present a bias m i stent ol Primary Disability in that they do not dillcr sigmlii antly limn ihe
s\ ili(] interviews in: IQ (as measured <iilier In mean IQ score or by numberofIQ scores ator below "li.achievement
iWR.VI reading, spelling arithmetic scaled scores =*or adaptive behavior i\Alts. Communications, Daily In ing s|pjls
s leiali/.uioit and Vdaplive behavior (omposju*) The interviewed sampli tppears to be latrh representative ot the

Il st ml<ligtblc diet Is ai.ni ml,iu . ai this d n.f an



3.5 Primary Disabilities Sample (IQ): Tests Administered

t lients were administered an age-appropriate Wee hslei 1Q Test: Wcchsler Preschool and Primary Seale of Intelligence
Revised i WPPM-R): Wcchsler Intelligence Scale for <hiidrcn-Rcvised (\XISC-R): and the Wechsler Adult Intelligence
scale Revised .WAIS-R) <Wechsler. 196T 19- L 1081) Tile Viulc Range Achievement Test-Revised (WRATR) (Jastak X
Wilkinson, 1981) was also administered individually to each client, and the Vineland Adaptive Behavior Scale (V.VBS>
(Sparrow et a)., 198 i) was administered to a caretaker or person who knew the client well, usually at the time the 1Q
and achievement tests were administered.Testing was carried out primarily at the Fetal.Alcohol and Drug Unit (FADI")

or in «lients homes or schools.

I very effort was made to schedule testing at a time and location convenient for the client and caregiver, including
evenings and road trips to the client's school or home If clients were unable to he seen tor psychological testing,
scores from previous 1Q and achievement evaluations were used for analysis when available. Reports of psychological
evaluations were systematically requested front the schools \Il applicable scores were entered into the database and
used in analysis.The clients were not asked to come in for psychological evaluations if they had been administered 1Q
tests within the past year and achievement tests within the past 6 months.

I he following psychological test scores were used in the present analyses: From the WPPSI WISC-R, and WA1S-R: the
full scale 1Q score, the Verbal Scale 1Q score (VIQ). the Performance Scale 1Q score (PIQ), and the 11 Subtest Scores
were used WISC Il 1Q scores, corrected for comparability with the WISC-R. were used for 11 clients who either could
not be seen at our lab for testing or who had been tested at tlieir schools on the WISC-IIl within the prior year, so were
rit eligible for retesting. From the NXRAT-R: the Standard Scores CSS) for Reading. Spelling, and Arithmetic were used,
from the VABS: the Standard Scores from the Adaptive Behavior Composite (ABC) and the Standard Scores for Social-
ization. Communication, and Daily Living Skills were used.

3.6 Secondary Disabilities Sample: Life History Interview (LHI)

The Lite History Interview (LHIiwas developed in the third year ot the project to evaluate clients of any age and am
degree of disability in order to .in tin maximum coverage of the sample. The focus of the LHI was on the kinds of
Secondary Disabilities and Risk and Protective Factors that characterize these diems The interview was administered

by telephone to caretakers/informants of the clients

lhe | 111 grew out ot our cxpcricmc with deriving secondary disability data from the clinical database that has been
accruing during the many wars we have been following these clients Some preliminary secondary disabilities data,
coded directly irom our clinical records were pr< seated previously (Streissguth. kopera-Fryc. \ Harr. 1994) Higher
rates of S. eondary Disabilities were obtained froi i the LHI than from abstracting our clinical database

file 1'lll i>." comprehensive structured evaluation 0ot ten major areas ot possible long-term functional covariates or
i nsequentes. n.tracteristic ol clients diagnosed with I'AS/FAL:( I) Inmschold and family environment:! 2) independent
in mg and mum ial management,i > education, i t) employment is) phy sical abuse sexual abuse and domestic violcrico:
in pin s.i a social and sexual devciopmociit. i “) behav ior manage mcnr and menial he.ilth issues: <S) alcohol and drug
use: tO) legal status and criminal justice involvement; and 110) companionship and parenting These areas of concern
nc rc explored in terms ot past and current client status.secondary disabilities, and possible risk and protective factors.

Interviewers phoned ahead of time to schedule a convenient tune tor the interviewee and asked to interview the
» rsuu who knew the client best Vdoptive mothers we re the most Irequent informants a.V followed bv biologic
itothers, f toster mothers. 12'.. stepmothers. 6" . lathers fall types). ¢legal guardians grandmothers. >'
other relatives r, caseworkers, < spouses or partners. |'» residential caretakers. | and Ivwy others, 21 v sin.ill
proportion of the clients, 2' had no one available who knew them well.so were intcrvii wed themselves for the LHI
sell report dm. wiic only used w!.«-n lin v appeared valid in ti rms of existing data in the clinical database v toia! ot

Ils valid in'cr;tew ' were obtained and <Scleil during a i mimilt interval in 19'tS

elie s' pact |Ill iurnims ovia isit £ parale gm stions eirgam/ed lo providc the mtervicver with «lcar visu il guides
lor iii uiin i®dmg WVlost questions inquired the interviewer to code a chone according 11 1prcspeeified list o]
response-. <'ihi-r questions permitted opt n-ended responses wInch wcre wnttcn in \erbatint ami ise.led later Validity
*simgs bv the uim iewer lollow ea» ) set lion of the LIIl. Vm >tiim ii as coded valid 'u hen the u spouses appeared to
- aii un i u-iused .in tin questions being posed V section was coded qiu snoiiable | the inhuman! did not
kf u Ini i iw I ss<med guarded, seemeil eoiifuscd and/or contradicted hiniself/hersell s(emed lo be biased,
mii .dli'-'"- ‘ol .i.* und«isianil €i ».< k 1-ngIMi \erv well > si med uiu'allv | indie ipped All s<tions with



seven interviewers were trained in administrutii>i: =&V  ling procedures by the project director, who was regtil.nlv
available to address queries Hat li completed intersicw  sreviewed by the team ot interviewers.and coding t onsensiis
was reat bed for any items under contention. Final v. all coded inter lews were reviewed by the project director before

they were submitted for data entry

Ibe LHI took.on average."0 minutes to administer (range. IS minutes to .V mhours). Interviews took longer to administer
when they involved older clients or those with a greater number of Secondary Disabilities. Interview lengili was not
related to sex, race, or fetal alcohol-related diagnosis ot the client.

Most caregivers felt that the LHI covered major areas of the client's functioning, in terms of prevalent problems, possible
environmental buffers and assessment of service needs. Many caregivers stated they felt that the data generated from
tins interview, once disseminated to the service agencies and community advocates, would help them provide better

carc for their children with FAS/FAE.

3.7 Quantifying Data Across the Life Span

Data presented in the following chapters were collected across the life span of each client. A given client may have
been diagnosed FAS (or FAH) ai age 3 years given an IQ test at age 5 years, and liad a caretaker provide information for
the LHI when the client was 16 years old. In addition, questions on the LHI assess the onset for many outcomes (age ot
onset of alcohol/drug problems, age of onset of problems in school) Thus, agiven client may contribute data to any of
several age groups depending on the topic at hand.

Figure V1 presents the cumulative age distributions for ages at which three key evaluation landmarks were made:
diagnosis. 1Q testing, and LHI. One at atime, follow the dotted horizontal line (at 30%, or median) to each of (he three
curves and drop a vertical line to flic 'age axis Ir is seen that the median ages at diagnosis, IQ testing, and |.HI are
approximately 10 Il and 1i years n-spcctivciv 1k dashed line tor LHI is to the right of the other lines indicating
that this was generally the most recent data collected

I'nc eight Secondary Disabilities are defined by any history of the secondary (usability since birth Thus, a comment
(hat 3)". of clients 21 years and older were reported as having a history of Disrupted .School Experience does not
mean that problems in school happened after age 21 years; the disruptions may have occurred ai much younger ages
Ages ai interview correspond ro age covered In the history ot secondary disability as follows;

¢ History of secondary disability for clients 21-31 years old al interview covers ages:
birth-age at Fill (birth to 31 vears)

» Hisiorv ol sccoiidarv disability for tlients |2 20 years old at interview covers ages'
birrh-age at ! HI 'birrh to 20 years)

« History ot secondary disability lor clients 6-11years old ai interview covers ages'
biiih-age at 11l 'birth to |1 wars)

3.1 Client ages ot evaluation landmarks (LH sample, n—4 J5)

Y ,i ,.Ir.— |



3.8 Strengths and Limitations of Study Design and Analysis

Tlu- .strengths of this studs design .ire It attempts complete coverage ot a large and established roster of clients recruited
in asimilar manner and i xamined in a uniform setting.There is no apparent htas in data collection or cooperation The
i lients span a broad spectrum of ages, socio-economic backgrounds, and rearing conditions. The instrument (the life
Ilhstorv Interview— LHI). in the hands or askilled inters icwcr. seems robust over a huge range of informants and across
the full age range of clients, (»through Sl years, providing extensive coverage of life experience.The LHI has a rich
and redundant coding scheme covering many different kinds of behaviors and difficulties

rhc limitations of the stud> design are It d»>es not involve a representative sample of any defined population. It contains
in >measures of dose except that all clients were horn to mothers who abused alcohol. The diagnostic categorization,
although carric d out by asmall uuuilter of dsstnorphologists with the same training, is subject to temporal changes in
interpretation and referral patterns Effective utilization of the LHI requires gifted interviewers, trained by those with
extensive experience with FAS across the lifespan, and the prior establishment of trust and rapport with families.
Nevertheless, the |.HI data are only as valid as the knowledge and capabilities of the informants. Obviouslv there was
no random assignment of clients, caretakers, or inter cntions

The strengths of the data analysis arc: It represents an effective distillation of the vicissitudes of hundreds of lives into
asmall number of major channels of secondary disability. The sample is large enough to subset informatively in many
different and interesting ways. Statistical analysis easily translates into English sentences. Findings are strong and plausible
in respect of aspects of the client and also of the client's environment. Many risk/protective factors common to most
secondary disabilities have I>ecn detected. The statistics arc quite simple: the graphics are powerful. The findings lead
easily to policy implications and recommendations.

The limitations of the data analysis are: There is no real possibility of assessing causation The secondary disabilities
arc intcrcorrelatcd as are the risk/protective factors. Then* is 110 apparent concern for hypothesis-testing of the academic
flavor. Hie absence of intervention research o011 this population precludes assessment of the causal role of interventions.



Two samples are described in this report:The Primary Disabilities Sample (determined by the 473 clients on which a
valid 1Q test was obtained; and the Secondary Disabilities Sample (determined by the 415 clients on whom a Life
History Interview (LHI) was obtained).The two samples are comparable demographic ally with respect to sex. ethnicity,
and diagnosis. Each sample is approximately one-third FAS and two-thirds FAE The Secondary Disabilities Sample

excludes clients below age 6. but includes more clients who are over 21 years.

Hie two samples have 3~8 clients in common.Thirty-seven individuals have an LHI but no IQ exam, and 95 have an 1Q
exam but no LHI. Vs 1Q data from past examinations on our unit had to be used for old clients who could not be
brought in for examination, 73 of the 473 IQ scores are evaluations conducted when the clients were 3-6 years of age.

Table 4 1 presents demographic characteristics of the Secondary Disabilities Sample.

Table 4.1. Demographic Characteristics of the Secondary
Disabilities (LHI) Sample (Ns415).

Demographic Characteristics N (%)
SEX
Male 236 (57%)
Female 179 i-»3%)
ETHNICITY
W hite 248 (60%)
Native American 103 (25%)
Black 30 (7%)
Hispanic 17 (6%)
Asian 5 (1%)
Other 2 <<1%)
PATIENT ACE AT TIME OF INTERVIEW
6-11 Wars 162 '39% )
12-20 Years 163 (39%)

Over 21 Years 90 (22%)



Na tinms in the Seeondars Disabilities Sample ranged in aye from <to S| sears at the time the interview seas

:In
ye ssas | tJ years |he data in this re,>m

..imiii'M eieil t.i their i.iieiaki is or intm'iiianis t>serall. their median .
lablc t 2 s|lh>\sthe breakdown of these aye groups b) se\ and diagnosis,

,in uleil intn three aye groups is shossn below
iililt i s bs iye at diagnosis m il sear = diagnosis

Table 4.2 The Secondary Disabilities (LHI) Sample (n=415) by sex, diag-

nosis, and age at interview

(=11 years 12-20 years 2 1-31 years Tmal
Median age S." sears IAS years 25." years 1i.2 years
(0)= (102) (s () (90) (ts)
Diagnosis Malt, IVinak Male Female Mals; | i-.ai.jle Male iernak
FAS 2t 22 ) 3 22 26 27 sa 71
FAE 67 i9 68 39 17 20 1S2 108
Total 91 " lu?2 61 »3 te 236 179

Table 4.3. The Secondary Disabilities (LHI) Sample by age
of diagnosis, year of diagnosis, and acp at interview
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lable * » shows the current living situation of these <15 clients hv age at interview About half of these clients lived
with biologic or adoptive parents at the time the interview was cond 'ctcd.

Table 4.4. Current Living Situation of 415 Clients with
FAS/FAE at time of interview

Client age at interview:

Living Situation 6-11 years 12-20 years 2 lyears
anti over
aim FAS iaf; EA> EAE EAS EAE
Hit>logie.il Parents 9 2 | 1 3 | 1
Biologit.d Mother S| t 13 6 19 = 7
Biological Father 34 3 la 3 10 3 1
Atlopiiw Relatives io 1 4 1 4 /0 0
\i m-Adoptn e Relativrs 22 9 4 3 3 0 3
Adoptive Parents 04 12 39 16 20 5 2
Foster Parents S3 8 23 9 12 3 0
Legal Guardian 23 7 11 2 4 I 0
Friends y 0 0 1 3 0 1
Spouse only 5 0 0 0 0 3 2
Spouse and Children 3 0 0 0 0 2 1
Partner Only 9 0 0 1 3 - 3
Partner and Children 3 0 0 0 1 2 0
Single Parent with Children 3 0 0 0 0 2 3
Live-in W oik 1 0 0 0 | 0 t)
Armed Forces 2 1 0 1 0 1 ")
Alone 19 0 0 0 0 10
W ith or Near Attendant 1 ti tl 0 0 1
Kent Subsidy I'n gram 1 0 0 0 0 | t)
WwMSted Living = o 0 0 0 ) o
Shared Living 6 0 0 0 2 A 1
>lierapeutk Fosici Home 8 0 » 0 3 1 0
' oup H<miie 6 n 2 0 1 3 0
Adult Fatuity 1F>me 4 < 0 i 1 1 |
X< sideiKc School 1 0 0 | 1 0 (
Kesidenci rre.itmet t ¢ o s 3 1 | 1
a-N, Irili < >.«Jiiedi* >ns 6 0 1) 1 a 1 o
iivemic (otreil:ms t tj U 3 1 (@i 0
1,li.stillb «it Homeless s 0 0 2 4 ! 11
l'on ; Know 6 Q 1 1 3 i) 1



Hu- general level ol intcllec tual functioning ff,r r,u- clients in the LHI sample is in the'borderline* range, their median
I*J is 86. llie group's average leading and spelling levels are consistent with their intellectual level median WRAT-K

Reading » S2:median spelling ss so. But Arithmetic is lower (median Vi RAT RAnthmetie sS.-S) The median for the
\ melatid Adaptive Behavior Seales (VABSI composite score is 62.The averages for the three summary subdomain seores
in <ommunieation. Daily living Skills, and Socialization are 6". 60. and 66 respectively.

figure -i 1shows three relevant ages of events tor the | HI sample, the ages at which the clients were diagnosed: the
im s at which the IQ test used in tins report was administered and the ages of the diems when rhe interview was

conducted with their caretakers.

4.1 Percentof clients getting diagnosed, tested and the LHI
within age ranges, n=415

diagnosis

0
hrh 10 o) 40 0
age at evaluation landmarks (in years)



Primary Disabilities

<icner.il intelligence, mastery ol reading, spelling arithmetic, and general level ot adaptive functioning are considered
here as measures ol "primary disabilities," representing the i.NS manifestations of FAS, the birth defect with which
these clients were born Most of these clients have been raised in environments in which they had the opportunities
to learn basic academic skills and adaptive behaviors. Rather than trying to "adjust" such data for adverse early
environmental circumstances, we evaluate the effects of such circumstances in the section on risk and protective

factors.

It) data were available on i~S clients in the Primary Disabilities Sample 1~8 have a diagnosis of FAS and JOS a diagnosis
of FAK. Clients with I AS have a mean 1Q score of *0. with a range from 29 to 120. Clients with FAfc have a mean 1Q ol
on. with arange from i2 to | » I'wc nty-sevcn percent ot the clients with FAS and 0% of the clients with FAK hate an

1(} of TO or below

Figure S. | depicts the frequency distribution of the two >ets of IQ scores superimposed on the normative bell curve of
Q. Both the FAS sample ami the FAR sample deviate to the low side of the standard 1Q distribution. The 11-j>omt IQ
discrepancy between clients with the full EVSand those with FAE replicates one we have previously reported (Streissguth

et al.. 1991a).

5.1 1Q distributions in tbe Primary Disabilities Sample: FAS and FAE

X FAG (= 178) mean !Q: 79 (FAS)
20 FAE (=295 ) 90 (FAE)
N =473 : lest ages 3-51 yrs IQ <70: 27°0 (FAS)
25 M o\ 9% (FAE)
o 0
i 15
10
5
0

G range. 20- 30- 40- .50- 60- 70- 80- 90- 100- 110-120- 130- 140-

:[iithin FAS 1/ 0/ 3/ 7/ ;4/24/29/12/6/ 4/ 1/ 0/ 0/
» .vithm rAE 0 0 16 25 26 15
IQ Scores



interpreted clinically as a profile We centered those

llie- W\« ihMir IQ tests contain 11 suhtests which art- often
nihust {Ze»lilf.s i\ subtracting tin' client S mean Milncst score from cat W U( ilk- Il raw Mmores. ti> derive a set ol M

centered sum s varying about zero as shown in Figure V2

5.2 Profile of 1Q subtests: FAS and FAE

FAS mean (n=165) k
FAE mean (n=275)

2 10
&
> 5
% :
1 -5
u
-1.0 A
Info

ObjA PicC PicA BlkDes Sim Comp CodingVocab Anth DigSp

IQ Subfests

s 2-1 \s the group means 3 the <entered"subtest scores for (.lients with FAS versus |‘Af:.. Three suhtests o1
In m In- FAS/FAE »ii>ms .l.i poorly relative lo their other subiest scores arc \rilbmetic. Digit span and Information
I Ins is.i similar pattern to that seen in learning disabled ehildren whose arithmetic.coding or vocabulary, information,
"til digit span are often the lowest suhtests <Vargo. (".rosscr A 'spalford. 1995) Two suhtests on which the FAS/FAI:
In ms do best relative ro their other suhtcst s<..res are Object Assembly and Picture <omplciiun.This specific pattern
t subfest sir< ngths and weaknesses is similar in rltat associated with prenatal alcohol exposure in the “00 subject' nt
die Seattle Inngiruilm.il IVospcctiva study on Alcohol and IVvgnancy (Streissguth et al.. 1993.figure “ i. page Is'-n
score was ialvulated for i aclt i heni which reflects the degree to winch an individual s suhtcst
.shown m Figure s 2 lbis strength ot profile score appears as item Is on
\ high store equals high congruence a low ston

\ strength of profile
profile parallels the group subicst protjle

iiDie 9 | of the most important Kish and Protective (actors
congruence This pattern profile covariaiuv istomputed as .l weighted sum of 111 entered s.ibtest scores.The weight
I he 'strength of profile 'score is not Chitcl.ited %ith 1Q or age

little

...n l: score is the sample mean lor that =t ore



We compared academic achievement to what might be anticipated from overall IQ level. Figure S t shows that clients
with FAS are functioning close to their IQ level for Reading and Spelling, but are two-thirds of a standard deviation low
in Arithmetic For FAE. average Arithmetic scores are nearly a full standard deviation lower than would Ik*expecttcl
from 1Q levels: the Other two achievement scores are relatively lower as well Thoe data replicate the findings of tlie

previous study restricted to adolescents and adults (Streissguth et al.. 19)la)

Figure Vy shows that both groups of elients have low adaptive behavior scores relative to their respective 1Q levels

lhe relative deficit in these scores, in tact, is considerable greater than shortfalls in achievement regardless of diagnosis.

Figure 5 »clarifies all these comparisons in a different graphic style

5.3 1Q, WRAT, VABS: FAS and FAE

FAS (n=145-173)  FAE (. 218-275 )
3? 100 popujancn averages PSP, 'Jption. averages 100
0 90 %
CO
80 80
't 70 . 70
a .
- 60 ¢ ¢ 60
< 0)0)8 ecs ¢ o
. 515 ~
< 1*1 < 8.8 -
5 Mic l.r§ ¥ $ < 1 &
‘T o B o

IQ WRAT VABS IQ WRAT VABS

5.4 Relationship of achievement ond
adaptive behavior lo IQ, by diagnosis In figure S l.,each mean score for the f-\s group has been comiei :ul
by line to the eorrrqgionding mean score tor the FVF group Flu darkest

line (at the top) is 1Q which is higher tor both I'\s .mil I\t il>ms

90
iban arc the U li> venunt and ydaptive lk-havier scums lo. d - ut
c
?T] group ot clients
il Re ding
Ihe lines lor Arithmetic and <.omtm mii ations arc approximately p inlirl
a 80 spelling . . . . . .
o to the 1Q lint l'Ins indicates that although Vrirhmctie in.l
gl) thmelic <omniimicatiotis arc lower than 1Q, the discrepancy is about tin '.tint
&) Dci'iy oi'.g Skills tor F\S clients as it is for clients with | \E.
o Communications
70 Socialization ‘I he five ilarker lines i Reading Spelling Daily Living skills.V n i.iji/arii; i.

Adc... i 13eh ( ..vni; and the Adaptive behavior <omposite) are relatively flatter 1lIns
ndu .ites di.it although all s mean s('ires ire lovvirdun I*»wuhin their
ri --peilive -amples the.list rep.uicy appears to he greater for I M client,

iban lor F\s srents

60  mAi  FAE



ligurc 55 presents data from onlv the sccondarv I)is.ihilitics <IHI >sample on winch 1Q was r ail.ihle (n- \~H> ihi’
ih.ir the ItJ m <tvs tiu the xlu nts at e.u ii 11l .ijjio grouping were >omparablc tor subgroups defined h\ o\

iigurc 'In
1 the 12 groups age (1) hx 't \ iJ

uni diagnosis the «listrihution ot" 1Q .<con' i> pres« ntcil with .l box plot tor each

In diagnosis (2).

5.5 LH Sample: 1Q distributions by sex, diagnosis, and ago ot interview

sex M F M F M F M F M F M F
n: 2> 2' 62 40 30 2! 64 34 24 27 15 19
age 0-1 1 veers 12-20 years 21-51 years

Hit hox in ahoxplot spans the middle halfol rhc data from J5ih tt> ~5rh ptrt entiles: the tlark horizontal litre within .

box indicates the median 1Q >eore. the whiskers extending \i rtiealh Irom each brrx reach to the lowest ami Inchest

IQ the open boxes nn lower and tipper whiskers indicate tils 10th and 00th IQ pcrcci tiles respectively

1Q) scores and VIQ (Verbal 1Q) scores, and how

figure 5 n describes the discrepancies between I'lQ (Performance
nitside

iliese di'» repaneie’ tor the 1\S/f-\E clients dilicr tn -nr the inrrmal popiilaii.m. Notice lhat more iinlix iditaN fall
rite- number outside ol the lower dotted line, I'liis indicates that

he Jotted line at tire top of the figure compared to
\c lit.illv S" ol

more | VS/HAE indixixluals have a Pit,) greater than VIQ In 2<)or more points.compared to the <<>n\t rse

the !lients tall above 11it line compared to 2 r <below the line \i\ ¢inling to s.r|(r 10SS). <mix v-. of a population

\ .gild hi expected t» li.i't a 1*10 greater than VIQ In this magnitude
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Risk and Protective Factors: Overview &
Definitions

i*ur main goal in diis research project was to study the prevalence in this sample ot the deleterious life outcomes we

have called Secondary Disabilities. These are examined in ( haptcrs " through I-,0t course, risks or these outcomes

are not the same tor all clients In thi.- Chapter, we describe our rationale and methodology lor quantifying these risks

fable (>.1 contains our final list of 21 Risk and Protective Factors and their definitions; Figure h. | depicts the relationship
ofthese 21 Risk and Protective Factors to our six main Secondary Disabilities, and Figure 6 2 displays the S by 8 matrix

of all eight Secondary Disabilities against each other Of course, we cannot maintain that these relationships are causal

t> independent

Definition of the Risk and Protective Factors

We considered two types of Risk and Protective factors: Intrinsic and Extrinsic. INtrinSiC Factors include attributes ot
the i lit nt that directly characterize his/her biology or extent ot putative brain damage and include age sex.diagnosis,
1Q. 1Q subtest profile and Mil, score. Fxtrinsic Factors represent environmental influences that have rhe potential ot

affecting ||f9'outcomes;these can |k'g|eaned from the life History Interview (1”D E xtrinsic Risk and Protective Factors

were subjectively evolved Irom clinical experience for example fraction o| life in a stable and nurturant home, living

m non alcoholic lamilies. not being abused or neglected, receiving special help as needed. Some ot the Risk and Protective
Factors were available Irom the test and demographic data in our database, the rest were developed into questions on
the LHI. dispersed appropriately within the various sections ot the interview Variables like “traction of life' came from

During what ages did die nt livs- in a stable and nurturant household'™'l lu- quality of mirturanec' is

questions like
informant would think ba< k

ee0bjective, but the fraction of life is intended as an explicit quantification. Ivpually die

over the history ol living situations and list for the interviewer the inclusive periods during which the situation was

judged nurturant :licnv e.the dates arc probably I.tirlv acci.rtie tNot all Ri'k and Protective Factors fit under intrinsic

ii extrinsii eg the | MIS is neither.)

Micr administering 11SLHI s vt developed a scoring system that itn Hided two types of scores some were median
splits, m which the top Itail of die distribution was compared with the lower halfon agiven item sueh as fracti- ni of
litc- lived with alo itiol and drug abusers : itllcrs Were simple thresholds - binary si-, ires that applied otilv to aprop. 1ljm

ol the subjects such as violence against client For si>me si.ires like this, with bn cidercoverage separate e*anpiincuts

‘domestic violence physical abuse and sexual abuse) were also examined individually as risk (actors. A likJy group ol

Vs such candidate* ' -\.imined in relation to die secondary Disabilities discussed in (,\ ptci
\iter exumn ition ol th« daii.we ret tn<< ) the set ol 2! Risk and Protective Fattors d« picieil inTihte o ! whit h p.. eiits
die definition .a each die tvpe ol score obtained, distributions for .ill dichotomies, and die source of the inform ation

fioiu wfin Ii die data derive f. > in ui- >Urn ing from die | HI die spec ilic item numbers art documented in fable < |



Table 6.1. Definitions and derivations of risk/protective factors as reported by
the caretaker, physician and psychometrist with distribution for clients 12 years

and over.
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Definition

Ta

12

Type

ble Continues

. Driver’s license
attainment

(S'Ib years of age only)

IT Sex

16 .

19

VAIW ABC
Standard Score

Difference between

IQ and ABC's

Has there always
been at least one
caretaker after age

IH years

Difference between
performance and

verbal KJ

Similarity of 1Q
subtext profile to other

FAS FAE patients

SSI eligibility status

\ge iif Secondary
Disability assessment

Always 2 carerakers
available before Ib vis

' H - Extrinsic, | * Intrinsic

“ Item polarities ate assigned according to the median plotted in !igure 6 i

‘meeotidary Disabilities, las- two Secondary Disahilitie

md Problems with Employment) -ee Figures |t _

proteitive i-nd I<-risk end

ior R-Sk and Prole, thne Factors for the

"Derivation or binary protective/
risk factors’*

W hether or not patient >16 years has
has a driver s license:
P: yES

R: no

*Sex:
P: female

R: male

Median split on the AdaptiveBehavior
Composite Standard Score

P: VABS Aficss K 65

R: NABS ABCss < 65

Comparison of 1Q Stvass aBcss
P: 1Q dt ABCss are within IS pts
R. more than 15 pts different

Yes No
P: never after age 18 years

R: sometimes— always

Peiformanee IQ (PIQ) minus verbal
P PIQ more than 15 points higher
It PIQ not m< re than 15 points higher

Median split on the iQ subtext strength of
profile score
P weak 1Q profile <nor similar)

R: strong 1Q profile tsimilar)

Indicator of whether the patient both
applied for and was eligible for ssr
P: applied for, but was ineligible

R applied foi wuid was eligible

Status as adult (5:21 years)
P. under 21 years old
R 21 years and older

ves. no
P nut always 2 caretakers

It alwals 2 caretakers available

and 17.2, respectively

I'eieents apply only to clients 12 years m .i < set

1Q(VIQ)

O *”

31%
69%

43%
57%

39%
62%

32%
68 %

64%
36%

17%
83%

49%
51%

28%
72%

64%
36%

57",

source Of

info (LH! items)

General
Inform ation

Form

VABS
Interview

(FADI)

Testing .i
interviewing

(FADU)

LHI

FADL’ testing

FADL testing

LHI

from dates

.vhich peitains onIy to the lirst six
(Dependent laving



Odds Ratios

1Inimgh most of this report we will express effects of Risk ami Protective Factors in terms of otitis ratios (Some
,C nlcrs mat recognize this approach as a series of univariate logistic regressions.) An example will make the computation
vicar Suppose we are interested in the role of low 1Q (less than or equal to "f») as a predie tor of some binary outcome,
in this case.*Trouble with the law." one of the summary Secondary Disability scores introduced in the next chapter.
I he subsample to which this outcome score seems most pertinent is the set of clients 12 and older. For this subsample,
die 1\ 2 table is as follows:

Trouble

no yes

>)  ~2 a1z

IQ

<“ 20 18
lhe odds ot no Trouble tor 1Q>70 are 32.122. Ihe odds tor 1Qi~0 are 20.18 The OtltIS [UtIN for the effect of the IQ
dichotomy on this outcome is thus (20/18i/(72/122), or | 88. about a 2:1 pmtecllre effect’.The clients of lower IQ
have rC|tt|ItV|nyUC|' problems with the law:that is. they do better For a different cut of "low IQ 'at 85, the table is:

ot 88
SI 52

The odds ratio (51/52.V( 11/88), or 2.10, stands tor just about the same "protective effect. Ratios less than 1 indicate
erisk' rather than protection. lhe method of multiple logistic regression would attempt to "adjust” all such odds ratios
for associations among the separate factors Vie have no reason to believe that any of the assumptions of these analyses
arc met. and SO we do not pursue this refinement here.

lor each Secondary Disability in the subsequent chapters, each risk or protective factor is associated with an odds
ratio of this son. For IQ < 70, tor instance, the ratios are. for Mental llcalth Problems f2/36)/(.!>/18~y or 1.15 (clearly a
problem of small cell <mints here), for Disrupted School rxperience. <W'l “V f.v| 221 or 1.8" for Confinement. (22/
la 105. loti) or 1.15 for Inappropriate Sexual Behavior. (1 21 )/(<H>/*)2).or 0.75 ia slight escalation of risk), for Alcohol/

Drug Problems. (28/9)/(12.V5). or |85

\s a -oncd list, these odds ratios arc t 75. | 15. |.n 1.85. i 8“. 1.88) with median tl o % | 85)/2 - 1.65.Thus,

IQ "0"is plotted it In igbt 1.65 in figure 6 | with the separate odds ratios around ir Fach later chapter begins with

graph «d similar information as i protile’ a<ross all the risk or protective lactors as they pertain to thatoutcome.one

ii atime
iln ii” at set Ofodds rmo mfor ihcse 21 Risk md 11" rei rive F.utors is presented in Figure < i 'l lie horizontal scale in
ms ugure is a log stale, so that reciprocals (e.g. i and | i> arc at etpial distances from the ccntcrlim in opposite

hreinous. lhcse minoivil points represent equivalent odds ratios of either risk (left) or protection (right). The

Protective Factors, which lie in the top halt ot the page arc the converse ol the "Risk’ factors, which He in the

vi iiom hill ot ilie page. Fach row on the llgure represents a single Risk, Protective Factor Ihe one at the top ot the

page percent of life in a siihlo and nurturant household, is the strongest Protective Factor, on average, against the

fit st six Secondary |bs.ibihtics desiribed in ( hapter *. |lhe median imp.nt of this one Protective Factor on the six

secondary Disabilities is represented bv a black diamond. Risk.-Protective Factors that have the least impact (odds

.atios closest to |1 0 whether risky or protective; on these six Secondary Disabilities appear at the midpoint of the

page. at d:c end til tin list ol !'1 \rrows indicate scores that could not he calculated forone of the diamonds because
there w.is azero in eiilu rthe numeratoror the denominatorl3rhe odds rario The vertical column ofdecimal numbers

0 the left ol the Risk/Protective Factor names on Figure (> | is rhe median of ihe six odds ratios observed for that

(aicir

1 #'i'li diamonds oi.« who w upn sentdn I'el.uionships ot that Kixk/Proicciive iactor to each ofthe m\ secondary

1 ib'iitn -tuilicd in t hapttrs 8 through | »1.uii ol these chapters has agraph with one set ol diamonds, re-flci ting
m the 2! Itr-k, Protective | 'dors arc related to the sc‘omlarv lijsability doi nssed in that chapter for simplification
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ill Figure 6.1. two types of Risk .mil Protective Factors can he detected. Retail that the vertical line at the center
differentiates the Risk side of the distribution (at the left) from the Proteilive side (right) Any Factor for which all the
open diamonds are to the same side ofcenter line is a'Untrersal’ Factor. The Universal Protective Factors are those
that are consistently protective for each of the six Secondary Disabilities. Except as noted in Table 6.1. the sample lor
each Risk and Protective Factor was divided at the median, which is the number appearing below These Universal
Protective Factors include:living in anurturant and stable home at least ~2".> of life: being diagnosed before the age of
6 years; never having experienced violence: getting to stay longer than an average of 2 8 years in each household;
experiencing a good quality of home (10 of 12-good" qualities): being FAS (rather than FAE); and having basic needs
met at least 13% of life. Of course, many of these items overlap substantially among themselves; we are making no
claim that any of these Risk or Protective Factors are independent of others. Other Risk/Protective Factors are called

Specific" because they arc Protective Factors tor some Secondary Disabilities yet may be Rick Factors for others.

6.1 Risk/Protective Factors across 6 Secondary Disabilities
among clients 12 years and older, max n =253
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<k UK ratios larger than 2 (or less than (I S) indicate interesting protective effects (or risks) An odds ratio of about 2.
on It as seen lor 1)1)1) eligibility, indicates that the chance of avoiding a Secondary Disability is about twice as high tor
achild who receives 1)1)1.) services as tor one who does not

two Secondary Disabilities pertaining only to adults art- not included in Figure 6 | due to the necessarily smaller sample

m/c Dependent living and Problems with Ftuplovment.These could he tsscssed realistically only for clients who
However, they were examined according to the same Risk and Protective Factors

were -1 years of age and older
in Chapter I't (Dependent l.iving) and

Icserihed in Table 6.1 These latter two Secondare Disabilities are described

c hapter IS (Problems with Employment) The odds ratio graphs tor these latter two Secondary Disabilities appear as
the second graph in their respective chapter
Wi als'i<onsider each of the cght Secondary Disabilities ti>be Risk and Protective Factors lor any ofthe others. Figure

1l 'how san R\ S matrix ofthese hiivarv 212 com parisons in graphic al Form The only pairofSecondary Disabilities

that are negatively associated— for which the prevalence ofcitheris lower lor the group coded yes" for the other— is

Mcohol and Drug Problems with Dependent Living

6.2 Prevalences of each secondary disability
controlling for the others one by one
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Secondary Disabilities: Definitions & O verviey

Secondary disabilities arc those that aclient is not born with, and thatcould presumably he ameliorated (eithe‘r {uny or
partially) through better understanding and appropriate interventions.The project examined altogg%ﬂg;gian% Setn‘n’da;)t
Disabilities The first six pertain to clients of all ages and are easily quantifiable. The latter two. Dependent |

(DPL) anil Problems with Employment (PWE). pertain only to adult clients (21 and over), restricting the sample si;\«/emg
90 compared to *15 for the other Secondary Disabilities. DPL and PWE are by nature more subjective and rea ,i t
more complex and qualitative definitions In the graphs that follow in this chapter the two latter Secondary Disability,
are set apart from the others to draw attention to this difference. All data on Secondary- Disabilities derive front iltt
l.ilc History interview (I Ill) This means that the accuracy of the information is dependent,on the knowledge of the

informant, which varied depending on the age and living circumstances of the client.

Figure ". | shows the prevalence of all eight Secondary Disabilities across the entire sample of tOR-415 clients The
remaining figures in this chapter focus primarily on clients 12 years of age and older, the age at w hich most of these

Secondary Disabilities were manifest.

7.1 Prevalence of Secondary Disabilities across the Life Span

too
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Secondary Disabilities Definitions

Mental Health 1rnhleins <MIft') was coded yes"if the diem was described a>ihj t\er basing any of a list ol mental
health problems or (lit gone to 1 psychiatrist psychotherapist, or counselor for mental health problems, or (c) eler

having been a client in a psychiatric or a mental health hospital t< hapicr b)

yw n/ileil v h'nil n.v/iericHev (DSi'j was i odccl ‘ves il the client w ts desi ribc-d as e\cr being suspc-iiclcd or expcllid

from school or .is having dropped out nf school (( liaptcr *))

/= iiMlc i ith the /.07 i'lWI) isioiled ms it the ila-nt w is desci.bed i> h.n mu been ibarge {1iir coils ii ted or m
trouble with authorities tor any one or more ol these main categories ot uiminal behavior: crimes against person*
m\chdng \nluediimesagars prop N\ EEassessanmrsdling of illeg il suiostanoes, se\ crimes H il iiig \idations
_..rl_de \|oll;!!c s Sdpping kel «scei goe or alhi r crim si primitib \ictinkss. -nli .is running UM\ from I'ic)
I ligpter 1>
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Confinement (.Sf) was coded "yes" it the client was described as ever having been incarcerated for a crime or having

received inpatient treatment for mental health problems or for alcohol or drug abuse problems. (Chapter |1l

hnippropiiute Sexual Behavior 4SB) was coded "yes" if the client had ever been sentenced to sexual offenders treatment

or had ever been reported as "repeatedly” having one or more problems with sexuality. (Chapter 12)

\It ohol and/or Dmg Problems t\DP\ was coded "yes" if the client was reported to have hud akohol abuse problems,

drug abuse problems, and/or alcohol/drug treatment, whether inpatient or outpatient. (Chapter 13)

Dependent Living if)Pl.) was coded "yes" for clients 21 years old and over and Nnot independent. Independence
requires either:

1.1) — that the client can handle 12 daily living activities without help
or

ild - that the client does not have another person organizing his or her life.
— does not live with a caregiver.
— needs help with at most 3 of the 12 critical daily activities, and
— can pay at least some of his or her own expenses. (Chapter 14)

Problems With Employment (PWF.I was coded “yes" if a client is 21 years old and over and not effectivelyemployed.

Effectively employed is defined as meeting any one of the following three criteria:
i Having no other cash support except his/her own wages

2. Weekly earnings of 5280 or more

? Being currently employed 20 hours or more pet week, and

— Having none or only mild job problems (that is. no repeated problems and amaximum of two"minimalproblems:"
minimal problem is a score of “ 1" on |I.HI questions that follow: trouble getting hired,troubleholding ajob.
being tired from ajob. and | ismg a job without understanding vvhyj.
and

— Hasing had tincc or fewer jobs in ihe past two years (Chapter 15)

Secondary Disabilities Overview

: knire 7 ? shows prevalences of the sis major Sccondaiy Disabilities by three age groups. Prevalence inadults does

< exceed prevalence in adolescents except for Confinement and Alcohol and Drug Abuse.

1.2 History of Secondary Disabilities by three age groups at interview
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Figure 7.3 through 7.5 consider only those 253 clients 12 years and over. Figure 7 3 compares the prevalence of

Secondary Disabilities for males and females. Males have higher rates of Disrupted School Experience, Trouble With
the Law. and Confinement.

7.3 History of Secondary Disabilities among clients > 12 years old by sex

Nih sl tatw W ag g  vih
pddas omec aao  poNns

Bnnales in=U5.43) Bfemales <=100/47)

lhere are mild but systematic differences between clients with FAS and those with FAE in terms of the prevalence of

Secondary Disabilities (see Figure 7.4). In all matters except independence and employment, clients with FAE (although

often thought to be more ‘mildly affected") have higher rates of the Secondary Disabilities.

7.4 History of Secondary Disabilities among clients > 12 years old by diagnosis
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| ow |(> seems to have 1 similar pattern of "protective” effect its » diagnosis of FAS (with which it is formally tier!
through the (\S  ’terion ot ) \S) For the 'S clients technically classifiable as mentally retarded, there are lower rates
.it Mcohol and Drug Problems. Disrupted School Experience. Trouble with the Law, and Confinement. \Il of them are
11t dependent living situations, and l)i°i have employment problems (Figure 7.5). An IQ above 85 (average for this full
sample is clearly not "protective" and may actually he associated with additional legal tionblcs anil additional

confinements

7.s History of Secondary Disabilities among clients > 12 years 0ld by 1Q level
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| > .i. show - [‘in ldiagnosis More age « *s related to lower prevalence >iin secondmy disabilities except perhaps
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7.6 History of Secondary Disabilities .among clients > 12 years old by age at diagnosis



Mental Health Problems (M HP)

i" a binary summary of reported mental health concerns. problems, or treatment for

Mental Health Problem." (MHP) i
clients of any age. It i" coded | for those clients who had one or more of a long list of possible mental health problems,

had ever gone to a psychotherapist or a counselor for a mental health problem, or had ever been a client in a psychiatric

or mental hospital. At 44Vl of the full Secondary Disabilities sample (Figure <.l). Mental Health Problems is by far the

most prevalent Secondary Disability, accounting for twice as many clients as Disrupted School Experience or Trouble

with the Law. the next most frequent problems. Because of the overwhelming prevalence of Mental Health Problems,

luirdly any clients were, in fact, “protected "

8.1 History of Mental Health Problems (MHP) by s«x,diagnosis
and age at Interview (n=41f

letAS ar.ic

For those who were protected. Figure 8.2 shows the strongest protective fach rs against MHP- 1 1) DDD services eligibility,

(2r below median FARS score, oil higher than the median number of years per living situation, (4) living in a home of

above ntcd .I*1 quality eduring *hildho<*d ages S-1Ji. md (5* living m a stable and nurtuiunt household above median

proportion ol life (72 1'iO'r). Became the base rate f Mental Health Problems m tins sample is so close to HXK{, these

odds ratios .ue more suiiject to sampling error than the others a Figuie 6.1.

8.2 3isk/Protective Factors for History of Mental Health Problems
among clients 12 years and older at interview, max n =253

rotective t t
P *A



figure S } shows thar most clients of any age with Mental Health Problems receive treatment for these problem.

8.1 History of Mental Health Problems: Components of the Secondary
Disability by age at interview (n=41S

Reportor! problems Treatment

O ages s-11 Hages 1P-20 Bages 21-51

figure S.4 shows the rate of Mental Health Problems In age. The most frequent menial health problems for ehildren

and adolescents are attention deficit problems (61'.«j. followed by depression and suicide thieats. Over half the adults

were repotted to have depression problems. 13C<have made suicide threats, and 23 have made .suicide attempts;

22 of adults Itive psychotic .symptoms.

8.4 History of mental health problems by age at interview (n=41Y9)
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Figure 8.5 -how* ihar among client* who were reported to have a mental health problem, the first sign of mental
health problems with onset at age five or under, was attention deficit problems (51%). followed by behavior problems
(25*'« 1l including conduct problems 16'c) and assaultive behaviors 11%). By contrast, if die onset of mental health problems

was after age 21. the most commonly reported Mental Health Problem was depression (62%). or psychotic behavior

125 >

8.5 Firstsignolamental health problem by age of onset among
clients with MHP (n=310
30
d 30
20
10

The most frequent reason reported for obtaining outpatient mental health treatment is attention problems, followed by
depression. For inpatient treatment, the primary reasons are suicide threats and depression (Figure 8.6 * One in three

of all hospitalized clients have been hospitalized for over two months, including 3% for over one year 'Figure 8.7).

8,6 Mental Health Problems: Prevalence of therapy and hospitalization by reason
for treatment
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Disrupted School Experience (D SE)

Disrupted School Experience tDSE) is a binary summary ot reported disruptions ot schooling for clients of any age. It
S set to | for those clients who ever were suspended front school, expelled front school, or dropped out of school.
I mure I).I shows that 60'i of clients 12 years and older have had Disrupted School Experience.

9.1 History of Disrupted School Experience (DSE) by sex, diagnosis and age
atinterview (n=4i 1)

too

D

ao

~
o

mc—@E
D
o

oBBB3S

¢ important protective factors against DSI: ‘items in figure I»2 that lower the odds of DSE) include: an early diagnosis.

e per duration ol living situations, longer duration in a stable and nurturant home, living ir a good quality home, and

laving a driver’s license In addition, having applied for DDD (Division of Developmental Disabilities) services and
m und to be eligible was a ..pevilic protective factor against DSI..

9.2 Risk/Protective Factors for History of Disrupted School Experience
among clients 12 years and older at interview, max n =250

protective



Thi.* tale ul DSK is higher after childhood when one in two adolescents have been suspended, one in four expelled,
and more than one in tour liase dropped out of school (Figure 9.3).

9.3 Disrupted School Experience: Components of the Secondary Disability by age
atinterview (n=411)
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The moil frequent learning problems (Figure 9.4) are attention problems (70%) and repeatedly incomplete school
work 155 60%). Neatly half the adolescents and adults had failed a grade in school. The most frequent bch.nioi problems
evci experienced (Figure 9 5) were repeated problems :n getting along with peers ( 60% ) and repeatedly being disruptive

in class (55-60%). Clients with DSi. had about twice -is many of these problems as compared to clients without DNF
i Fietire 9 6).

9.4 Learning problems by age at interview (n=395>407)
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9.5 Repeated behaviorproblems by age at interview (n=401-408)

Getfng along Disruptive in Disobeying Talking back Fighting Truancy
with peers class school rules to teachers

Age at interview, O ages 6-11 d ages 12-20 Bages 21-51

Age of behavior problems: ages 0-1 1 ages 0-20 ages 0-5 1

Figures 9.6 through 9.8 --how that DSF, is correlated with learning problems and behavior problems. Although rates of

repeated poor attention are high whether or not students also experience DSF;. rates of tailing grades and repeatedly

failing classes are much higher among those who also had DSIli. Being suspended, expelled from school or dropping

out is an unfortunate concomitant for students with problems doing the school work and/or have behaviors that are

disruptive or aggressive School truancy is a frequent behavior problem <48%). Clearly children who are not nt school

Kir any reason are unable to benefit from tite structure and support that the school offers for the time they are away

Irom school.

9.6 Distributions of number of problems observed repeatedly
in school among patients 12 years and older
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problems school class
work
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Figure 9.8 shows that ull repealed behavior problems display higher rates among clients with DSE.

9.8 Repeated behavior problems by presence or absence of DSE (n= 240-245)
i(0))

Getting song Disruptive m Disobeying Talking back Truancy Fighting
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[mDSE-yes J DSEmo

ri.’urc 9.9 >hows that 40% ot the clients with FAS/FAE were known to have been in special education.

9.9 Typesofearly intervention programs attended (N=3A9-404)
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W here schools put emphasis on remediation i> ot interest, given that over 80% ofclients over age 21 are in dependent
living siruations It may be more effective for schools to fix us more on practical daily living skills training. We found
that ov. of the clients with FAS/FAE had received remedial help in Reading and Arithmetic, hut fewer than one in

tlir« ¢ had received life skills training, and only one in live had recc ived occupational or physical therapy (Figure 9.10).

9.10 Types of remedial interventions received at school (N«393*397)

Roadmg  Arithmetic Written Speech  Social skills Counseling Lite skills OC/PT

language

< unpared to Washington State statistics <Figure 9 .11),clients with FVS/FAE graduate less frequently from high school

evan other 'indent- counting all types ofgraduation including special education CifcD. etc.). Even after age 21 years

*'y si™-- have gone to ariv type of post-setondary school education The category membership ofa person in the L.l
mentpie is determined hiei'arc hieally from letr ro right Irvr Figure o il lhus a 16 yearold who is both in school and has
-meii suspended twice scoded as hiing among the r who art in school. Ilie S «( 12-1"* vearolds graphed a* DSE
.t til*isc wh*> are not 'till in school.

9.11 Educational status in full study sample and in WA state
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Trouble With the Law (TWL)

Trouble with the Law <TW 1) is abinary suinnia / ofreporteil interactions with police,authorities,or the judicial system
for clients ofany age. It is setto 1for those clients who everwere in trouble with the police or authorities,or were ever

arrested for. charged with, or convicted of any of the seven t>pts ofiriminal behavior delineated in Figure 10.3.

TV. | is reported for 1i% of6-11year olds, and higher rates in adolescence and adulthood (01% and 58%.respectively).

Figure 10 | shows the prevalence of TNVL hy sex, diagnosis, and age at interview.

10.1 History of Trouble With the Law (TWL) by sex, diagnosis and age
at interview (n»412)

oy 't
s N8 88

Ilie most cffecth e fartor protecting against 'l \VI. is digibiliiy lor 1>>)<0i\ ision of Dcvelopinent.il Disabilities) services
il igurc JO.2j.01 clients 12 years and over,02 had applied tor DDL) (applying.by itselfis neithcra risk nora protective
luctor>: 55 were found eligible and 2“ were not <)i the 2 not eligible," 21 (or “S’'.) were coded yes lor IWL.OI the
55 found eligible for DDD services. 16 ( 16%) were coded yes lorTWL. (No data on the relative timing ot these events
is available JW here.u DL'D pro\ides sen ices iila.se managers, job pl.n cmcnt and coaching, and shelter). SSI provides

only money;eligibility for >M (Suppletiient.il se<untv Income) was NOI' a protective factor against TWL.

10.2 Risk/Protective Factors for History of Trouble with the Law
among clients 12 years and older at interview, max ns 251

protective



figure 10 3 shows ih.ti crimes against persons are ihe most fret|ticmh reported in every age group. This category

imompasscs theft (including shoplifting), burglary assault, and murder.

10.3 History ol Trouble with tho Law: Components ol the Secondary
Disability by age at interview (na407-412)

Pew* Property  Pcr*«Jscorv 3c*uai Status Vehicuhw olhttr

soiLnq Assault oflence

Oages 6-11 Bages 12-20 Bages 21-51

Figure 10.4 shows that shoplifting/theft is most often the first type of crime reported.

10.4 Nature ol first troublo with tho law among clients £ 12 years
old with TWL by diagnosis (na 151)
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\I- Hit one in three clients |J vears and older com m itted a fir'-r crime between 0 and | ) years ol age Very lew diems
their first |'\\ | alter age JO (Figure 1U.S) Hie rate >11VCI|. wasS milillv lower in the FAS subgroup, hut disirihiiiioiis

ol lirst otknscs for the two diagnoses were similar.(Figure It), i)

10.5 Age at first trouble with the law by diagnosis among
clients* 12 years old at interview
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Females were less likely to he charged after the police were called, and less likely to he convicted than were males
iFignre 10 6).

10.6 Trouble with tho low: arrests, charges, convictions by sox
among clients> 12 years old at interview
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Figures 10 " and 10.8 show that among clients who have had trouble with the law.the most prevalent types ofsentencing
are juvenile justice and juvenile detention,and the most prevalent sentencing alternatives are probation and com m unity

service.

10.7 Trouble with the law: typo of sentence among clients
>12 years old at interview with TWL (ns 1S 1)

(&9)

@ f

S
o TH11TILI]l =
041 o0 i o

RV (O Y
otenttOP 0T»CC2U3«* \owlh
ptcyam

10.8 Trouble with the law: type of sentencing alternatives among
clients >12 years old at interview with 1IWL (nolSO)
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flguivs 10.y) ami 10 10 «\aminc Tw 1 in relation to two other Secondary Disabilities: Disrupted School Experirm
< and \li:ohol and Drug Problems cADP). Staying in school is related to a lower rate ot n*'L by a factor ol J
\I| mmhv ol Alcohol ami Drug Problems (ADP) is also a factor against TU | .decreasing the rate by almost half.

10.9 History of TWL and its components by Disrupted School

TWL/component
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Experiences among clients >12 years old at interview (n=248)
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10 10 History o. TWL and its components by Alcohol and Drug
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Confinement (CNF)

Confinement (CNF) is abinary score summarizing restrictions of personal freedom — the i.iost serious consequence of
any secondary disability CNF is set to 1tor those clients who have ever been in a mental hospital (23% of the clients
over 12 years of age;, have ever been in an alcohol/drug inpatient treatment program (15%). or have ever been

incarcerated for acrime (35%).

11.1 History of Confinement (CNF) by sex, diagnosis and age
at interview (n=412)
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Il he protective lactors against Confinement are the same as the "universal“set lor the first six Secondary Disabilities as
a group (notice how smooth the profile is in Figure 11.2). I his score seems to extract the essence of the three most
serious specific secondary disabilities that wc have already examined. What protects the client against confinement is
what protects him or her against the other setoihl.iia disabilities, namely a stable and nurturant household, an carlv

diagnosis, nut being a victim ol violence, relatively lew distinct living situations and the like.

11.2 Risk/Protective Factors for History of Confinement
among clients 12 years and older at interview, max n = 251
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Confinement was reported by caregivers of clients under 12 years of ago at the tunc of interview only for menial

health problems (Figure 11 3). but figure 11.4 shows that age at first confinement was often younger than 12 years

11.3 History of Confinement: Components of the Secondary Disability
by age at interview (n=410-415)
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11.4 Age of first confinement by type of confinement among clients >12
years old at the time of interview

Potcoot

figure 11.5 indicates that among the ilients who were confined,many were confined lor more than one reason for
in alcohol and drug inpatient

in mental health inpatient treatment. had also been
reported to have experienced

example, clients who had been
treatment i.22'.'o or had also been incarcerated <ii) > Furthermore 13 clients were

confinement of all three types

11.5 Types of confinements in combination with each other among
clients >12 years old at interview



Inappropriate Sexual Behavior (ISB)

Inappropriate Sexual Behavior (ISB) is a Bin.in 'core summarizing problems with sexual behavior among clients of

any age. ISB is coded 1 for clients who were ever sentenced to a sexual offender's treatment program or who were

reported to have 'repeated” problems with one or more ofthe 10 inappropriate m xual behaviors identified in Figure

Figure 12 | show =prevalence of ISB bv sex. age.and diagnosis.There do not seem to be important differences in Kites

of ISH by these three client characteristics.

12.1 History of Inappropriate Sexual Behaviors (ISB) by sex, diagnosis
and age at interview (n=408)
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I'nc strongest risk factor against ISB is violence against client (Figure 12 2) Being a victim of violence increases (hr

.dels or sexually inappropriate behavior by fourfold. Inappropriate Sexual Behavior is the only one of the six main
low 1Q is not a protective factor,tAs we will see in Chapters 14 and IS

Setondary IUsabilities tFigure 6 .1>for which
IQ does not protect against ISB is that

Ice "() is also not protective for the two adult problems.)The reason that low
low 1Q is a risk factor lor three com ponents of ISB. namely masturbating in public (odds ratio 6 5). inappropriate

advances (odds ratio 2.8), and inappropriate touching (odds ratio 2.0).

122 Risk/Protective Factors for History of Inappropriate Sexual Behavior
among clients 12 years and older at interview, max n = 247

protective

> «

3

acio 12.' itemizes It) inappropriate sexual behaviors and their prevalence in iliis sample. Repeated sexual advances

.ward others are ihe most prevalent.at IS" of the sample overall.

12.3 History of Inappropriate Sexual Behaviors reported as repeated
behaviors (n=388 403)



Hgures 12 a and 12.5 show tlut tcmalc clients who exhibited inappropriate sexual behaviors, were more likely to
have experienced sexual victimization, and to receive therapy to treat their ISB. Whetext male clients who exhibited

inappropriate sexual behaviors were more likely to get involved in legal trouble

12.4 Prevalence of sexual victimization, therapy for ISB, and trouble with the
law for sexual behavior by six common inappropriate sexual behaviors:
Among females

too
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12.5 Prevalence of sexual victimization, therapy for ISB. and trouble with the
law for sexual behavior by six common inappropi.ate sexual behaviors:
Among males

10

difond  oNaws

dneee,

(n=-29) (n=18) n=»17) (S
Promiscuity n>exual Compulsions Xposure Voyeurism

touching advances

Isexuai victimization Hthorapy 0 legal trouble



Alcohol and Drug Problems (ADP/

\Jcohol anil Drug Problems (ADP) is ;i binary score summarizing problems with alcohol or drug habits among clients

-t any age ADP is coded 1 for clients who have tver hail alcohol abuse problems, drug abuse problei is, or have ever
mvcn in alcohol or drug abuse treatment (either outpatient or inpatient)

Figure 1V I shows that report of ADP is not different for male versus female clients, but is related to age at interview
.nd to diagnosis.

13.1 History of Alcohol/Drug Problems (ADP) by sex, diagnosis and

ago at interview '
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Figure 13 3 shows that among clients who were still younger th. 11 12 years at interview, there was no Alcohol and
Drug Problems reported. However, as will he seen in subsequent figures, problems often began at ages younger rhan
12 years among clients 12 years and older at the timr ol the interview (1-igurc 13.-»). Overall. ADPrelated rates among
adolescents and adults were 33% for alcohol problems. 23% for street drug problems, and 2.3% for treatment Overall
\I)P was noted for .33". of the clients 12 years and older.

13.3 Alcohol/Drug Problems; Components of the Secondary
Disability by age at interview
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The 5~ clients with s™vet drug abuse problems are almost entirely “nested"within the 81 clients with alcohol problems
The same is true for use of treatment programs Among clients with both alcohol and street drug problems, alcohol
abuse began on average abour 2 years before the abuse of street drugs Sixty-live percent of clients 12 years and older
who had abused alcohol later abused street drugs. Also, among clients engaging in treatment lor both alcohol and
street drug abuse, the age at first treatment was the same for alcohol as for drug use. as if the multiple addictions were

often needed to ensure action

Possibl) quicker treatment for alcohol abuse could lower the rate of later street drug abuse.

13.4 Age of onset of alcohol problems, by sex and diagnosis among
clients with alcohol problems
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figure 1' i shows th.it -0" ofclients who haxc been in treatment hail (heir first alcohol treatment bclore age .11

13.S Age of first alcohol treatment among alcohol abusers, by
sex and diagnosis
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Figures 13.6 and 137 show the choices of treatment used by clients with alcohol abuse problems and drug abuse
problems In sex of client.There is not much difference in use ofthe different treatment types by sex.There also docs

not seem to be an overall difference in rate of utilization of different treatment types. Inpatient treatment is as highly

utilized as other types oftreatment.

13.6 Alcohol problems and treatment type among clients
12 years old by sex
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Figures 13 8 and 1V9 depict the tour stages Ot alcohol and drug use respectively: no use'/"using, but not abusing /

abusing,but no treatmentyet'/"abusing and treatment received.' Female FAS clients have ihe highest rate ot abstinence.
Among those who become alcohol abusers, they have the lowest rate of trrarmcnt (.i09(. compared to 66% for alcohol

abusers as a group). Male FAS clients have the highest rate of use Among those who become alcohol abusers, they

also have the highest rate of treatment.

13.8 Stages of akohol uso among clients >12 years old by sex
and diagnosis
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\ serv similar patftin is observed for sircet drug use (Figure 1VO) lemale FAS clients have the highest rate ot street
drug avoidance, but among those who become drug abusers, they have the lowest rate ot treatment (SV ,, ompared

to 58% tor all street drug abusers as agroup) Male FAS clients have the highest rate of street drug use.

13.9 Stages of illicit drug use among clients >12 years old by sex

and diagnosis
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Main- dients have avoided alcohol use completely The reasons caretakers report liir the clients abstaining from

are. as presented in Figure 1.V 10 1 folio

1 Jr re «v<3 ( « pm viiin& bfie.aeq I

13.10 Reasons for abstinence among clients >12 years old reported
not to consume alcohol at present (n*!63)
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Dependent Living (DPL) Over 21 Years

Dependent Living (DPL) could only reasonably be defined tor the 90 people who are 21 years and older. Two sets ot
criteria were developed for independence; one could qualify as "independent' by either one. The first focuses on
independence in 12 daily living activities (regardless of whether or not support people are available): the second
locuses more on NOt having a support person organizin their lives, not living with a caregiver, and being able to
handle at least 9 of the 12daily living activitics, including paying own expenses. No one was counted as an independent
adult who does not manage his or herow n money (See Figure 14 3 for this list of 12 daily activities). Figure 14.1 show s

that S\VSiof adults live dcpcndently.

/
14.1 Prevalence of Dependent Living (DPL), by sex
and diagnosis
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Only one Of our universal ' RPF's is protective against DPI. diagnosis before age six Several RPF's specific to DPL arc
ipp.ucnt in Figure H i int hiding a VANS score of 63 or ahove. IQ above "'0,aVABS ABC being withm 15point>of
1Q . a tow- FADS score fbelow rhc median), and being femalc.The environmental RPF's include having adriver license

and not ha> mg (presumably. not netding) two caretakers.

Dependent ii-.ing and problems with i mplos mem e.u h char.utcn/cd ipproximately 80‘, of the adults with I'AS/L.U"

"o', had both (>nly H' (~ <lients) bad neither.

14.2 Risk/Protective Fedors for Dependent Living

among clients 21 years and older af interview, max n = 89

protective t ina)



ligure 1< <asts |2daily activities (hat people sometimes or frequently need help with Hie daih task. requiring help
h\ ilic laigest numbers of clients 21 years ami older include managing money am! making decisions.

14.3 Daily life activities among clients >21 years old (n=90)
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figure 1t t show, that female | M. elk ni. arc most likely to he able to do all |2 daily activities \ithont help, but all 20
ire over 21 years <dd and only 5 <25’1) of them are reported to lie capable of doing these t.i'’ks

14.4 Number of daily activities among clients >21 vyears old, by se* and diagnosis
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l1'i 5 shows that even as adults, people with FAS and FAE experience social problems which significantly
living

Figure
compromise their daily functioning. Hence, i: is not surprising that over 80% of ;hese adults have difficulty

independent;-/ and need intensive help and supervision w ith managing their daily activities.

14.5 Current caregiver reports of social problems "sometimes™"™ or "frequently”
experienced amo*.g clients » 21 years old (n*76*88)
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Problems With Employment (PWE)

Problems With employment tP\v | >wea emit nnc and variable in this group of clients. We ended up defining :i group
who were ivIatIiva problem tree The clients in ibis group have little in common except that they arc all employed,

beyond that, we have combined three more specific groups, overlapping, but not nested, defined as follows:
Group | No financial support except own earnings.

Group 2 Farns S2HO a week or more.

Group 3.This category was added based on the characteristics of several specific individuals who seemed to be
effectively employed but lidn't meet any of the preceding criteria.These* were people who were not in
a sheltered workshop, weie working at least half time, and hail no more than 3 jobs in the past 2 years.
In addition, from the list ut problems under Group 1.they had no repeated problems and only | or 2
problems ofany kind

PWE is defined by all clients 21 years and older who are not re latively problem-free. Figure 15.1 shows that TO*t of
clients 21 years and older have PV\ li.

15.1 History of Problems With Employment (PWE) among clients > 21 years
old, by sex and diagnosis (n=90)
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Figure 1s.2 shows that aVABS Adaptive BehaviorComposite higher than the median is aprotective factor (itsrsuccessful
employment.There are also two clear intrinsic risk factors against successful employment: being FAS (as opposed 10
FAE) and having a low 1Q. No person with FAS or FAF. who had an IQ "0 or below met our criteria for successful
employment,even though low IQ was not explicit in the definition. In addition, one specific protective factoremerged
(having adriver’s license), and some ofthe "universal" .setof protective factors emerged: more than the median number

ofyears per living situation follow ed closely by neverexperiencing violence, an early diagnosis, and living in anurturant

and stable home for over 72% o f life.

15.2 Risk/Protective Factors for Problems With Employment

among clients 21 years and older at interview, max n =90

N

Figure 15 3 show s that holding ajob is a bigger problem than getting ajob.

15.3 Problems acquiring and maintaining employment by
clients i 21 years old (n=78-83)
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Figure 154 itemizes many problems that clients have on the job Al least one. “poor task comprehension” (57*)?;. may
reflect poor job placement. Educating personnel directors and job placement services staff to special characteristics

of clients with FAS or FAE may be mutually beneficial both to the clicp's and employers.

IS.4Type of employment problems experienced while on ajob (n*B0-83)
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