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Factors A ssociated W ith

Reduced Secondary Disabilities

e Stable home
e Early diagnosis

« No viglence against
oneself

e Morethan. , yearsin
each lIving Situafion

* Recognized disabilities
* Diagnosis of FAS

e 5ood quality home from
ages . (1 uty

* Basic needs met for at
least .. percent of life

Streissguth, et al. (1996)



Secondary Disabilities of
Persons With an FASD

Percent of Persons With FAS or FAE Who Had Secondary Disabilities



Secondary Disabilities of
Persons With an FASD

Mental health Issues Confinement injail or |
freatment facilities

Disrupted school
experlence Alcohol and drug
problems

Trouble with the law N
Depenaent living

In?]p [oPriate Sexual

benavio Employment problems

Streissguth, et al. (1996)



Difficulties for Persons
an FASD

Multiple Issues
Cannot entertain themselves
Have trouble changing tasks

« Do not accurately pick up
soclal cues



Typical Difficulties for Persons

W ith an FASD

Self-Esteem and Personal Issues
Function unevenly In school, work, and development
Experience multiple losses
Are seen as lazy, uncooperative, and unmotivateo

* Have hygiene problems



Typical Difficulties for Persons

W ith an FASD

Executive Function Deficits

G o w ith strangers

Repeatedly break

the rules

Do notlearn from
m istakes or natural

consequences

Frequently do notrespond

point, level, or sticker

system s

H ave trouble with

time and money

G ive in to peer pressure

to



Typical Difficulties for Persons
With an FASD

Information Processing Problems

g By vher

avF Vi rb%\ expressive skills that often exceed their
evel of Understanding

* Misinterpret others’ words, actions, or body movements
* Have trouble following multiple directions



Typical Difficulties for Persons

W ith an FASD

Information Processing Problems

Do not complete tasks or chores and may appear to
be oppositional

Have trouble*determining what to do In a given
Situation

* Do not ask questions because they want to fit In



Typical Difficulties for Persons

W ith an FASD

Memory Problems
Multiplication

Time sequencing



Typical Difficulties for Persons

W ith an FASD

Sensory Integration Issues

e Are overly sensitive to sensory Input

e Upset by bri
. Aﬁnoye% 0y

i

ht lights or loud noises
a0s In Shirts or seams In Socks

e Bothered by certain textures of fooo

e Have problems sensing where thelr
body IS In space (1.e., clumsy)



Primary Disabilities of Persons
With an FASD

Lower |Q

Impaired ability In reading,
spelling, and arithmetic

Lower level of adaptive functioning;
more significantly impaired than |

Streissguth, et al. (1996)



Overall Difficulties for Persons

With an FASD

Taking In Information
Storing Information
Recalling Information when necessary

Using. Information appropriately in a
specific situation




Symptoms and Difficulties
FASD

This section Includes:

e Overall Difficulties for Persons With an FASD
e Primary Disabilities of Persons With an FASD
* Typical Difficulties for Persons With an FASD
e Secondary Disabilities of Persons With an FASD

* Fat r?.Associated With Reduced Secondary
Isabilities



| n the
Community

Post FASD inform ation in

doctors’” offices, treatm ent
IU* -m

alcohotfree
IT™

centers, and com munity centers.

*

Promote FASD A wareness D ay

(Septem ber 9). Visit

\u'\v. lie:xxl iv com for

inform ation.

Focus attention on
FASD. You can help the entire

community.



Raise Awareness in Schools

Ask the school to put up posters
about drinking and pregnancy.

e |nclude information about
FASD In health, sclence, and
physical education classes

eHold an assembly to talk
ahout the effects of alcohol
on aperson and on a hany.



Who Needs To Know

Women of childbearing age?

Women who have a history of alcohol or other
drug ISe?

Women who are at risk?
Teenagers?

Men?
EVERYONE!







Talk About Alcohol Use

o Talk about the effects of alcohol on an

individual and

*Begin at an early age, suc

e|naicate that S
pregnancy wil

on a fetus:

opping drir

King at any ti

help the fetus.

185 elementary sC

o0l

TE

rng



Prevention Is the Only Solution

Ask all women of childbearing age about
alconol use: | |
SSSS «Ask routinely at every medical appointment.
*ASK at appoIntments In various Systems.
«Ask In a nonjudgmental manner.
o Jse effective screening tools.

Ak ahout possible prenatal
eXposUre,

Photo courtesy of Microsoft.



| Prevention and Risk Reduction

This section includes:

* Prevention Is the Only Solution

e Talk About Alcohol Use

\\/ho Needs To Know

e Raise Awareness In Schools

e Raise Awareness In the Community




Numberof People With an FASD

N0 one knows for certain how many
Individuals are bom each year with
an FASD.

NO one knows how many
Individuals are living with
an FASD.



FAS and the Brain

These two images are ofthe brain ofa 9-year-old girl with FA S.
She has agenesis ofthe corpus callosum , and the large dark area in

the back ofher brain above the cerebellum 1is essentially em pty

space.

Source: Mattson, S.N.: Jcmigan, T.L.: and Riley. E.P. 1994. MRI and prenatal alcohol exposure: Images provide insight into FAS. Alcohol
Health & Research World 1X(1):49-52.



FAS and the Brain

A . M agnetic resonance imaging showing the side view ofa 14-year-old
control subject with a norm al corpus callosum ; B. 12-year-old with FA'S
and a thin corpus callosum ; C. 14-year-old with FAS and agenesis

(absence due to abnormal development) ofthe corpus callosum

Source: Mattson. S.N.; Jecmigan, T.L.; and Riley, E.P. 19Q4. MRI and prenatal alcohol exposure: Images provide insight into FAS. Alcohol
Health & Research World 18( 1):49-52.



FAS and the Brain

Permission to use photo on file.



FASD and the Brain

e Prenatal alconol exposure causes brain damage.
o Effects of FASD last a lifetime.

e People with an FASD can grow, Improve, ana
function well in life with proper support.



Alcohol and Women

[fawoman Is pregnant, It does not matter what
form the alcohol comes In.

*\\ine spritzers, alcohol pops

*Beer A Check

*\\ine coolers labels

for

e[ ight beer, nonalconolic beer  alcohol

content




Size Matters

.. 0L

VS

. 0L



Wi |
Size Matters



FASD and Alcohol

*Binge =. or more
drinks on one
occasion for a
WOMEN, . Or more
for a man

oDrink - .. 0UNCES
of beer, . ounces of
WINE, Of . . OUNCES
ofhard liquor



FASD and Alcohol

All alcoholic beverages are harmful.
Binge drinking 1s especially harmful.

e There IS no proven safe amount of alcohol use
during pregnancy.



Cause of FASD

e The sole cause of FASD Is women drinking
alcoholic beverages during pregnancy.

e Alcohol Is a teratogen.

“Ofallthe substances ofabuse (including cocaine, i
heroin, and marijuana), alcohol produces by far the m
urobehavioral effects in the letus.

—IOMReport to Congress, Jp



Vi

FASD Facts

.. DErCent preventable

of adévgnknag‘m i

[etarcation
Not caused on purpose

Can.oceur an ere and
8%|<me pregnant Women

Not caus jologic
thersaco oP %

Not a new d|sorder




Terminology

veonor @ Fetal alcohol effects (FAE)

-ﬁ\el eochgl Ae&{aé%gbwth
g
o AR

e Partial FAS (pFAS)



Terminology
e Fetal alcohol syndrome

e Term first used Drs. Smith
L mnljvergf Iﬂ/ifasﬁwt]) s Smith and Jones at

e ofthe d nos seF t0 (e o\lN?]c 1be birth
eects calse ya cohol use While pregnant

o



Fetal Alcohol Spectrum
Disorders (FASD)

Un eIIatﬁrm 0escripin the range
0' ers t can oc Ur

Lal Whose mother rank
aI 0l QUrIng pregnancy

.Maﬁ/apcb eplh lcah or A
i

mplications

* Not a diagnosis



Understanding Fetal Alcohol

. » opectrum Disorders

y . . .
This section Includes:

Fetal Alcohol Spectrum Disorders (FASD)
Termmolo?y

FASD Facis

Cause of FASD

FASD and Alcohol

Alcohol and \Women

FASD and the Brain

Number of People With an FASD
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The Basics



Attachment A

Understanding the Occurrence of Secondary Disabilities in Clients with Fetal
Alcohol Syndrome (FAS) and Fetal Alcohol Effects (FAE),
Final Report, August 1996

Center for Disease Control and Prevention and the University of Washington

And

Secondary Disabilities
www.hss.state,ak.us/fas/info/secondaryD isabilities.htm

and

Fetal Alcohol Spectrum Disorders, Center for Disease Control and Prevention,
www.cdc.gov/ncbddd/fas/protective.htm


http://www.cdc.gov/ncbddd/fas/protective.htm

Understanding the Occurrence of Secondary pisabiities In
Clients with Fetal Alcohol (%drome (FAS
and Fetal Alcohol Effects

Final Report
AUQUSt 1996

Centers for Disease Control end Prevention
Grant No. R0O4/CCR008515

September 30, 1992— September 29, 1996

University of Washington School of Medicine
Deportment of Psychiatry and Behavioral Sciences

F-ral Alcohol and Drug Unit
180 Nickerson Suite 309
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Understanding the Occurrence of Secondary Disabilities in
Clients with Fetal Alcohol Syndrome (FAS)
and Fetal Alcohol Effects (FAE)

Primary Authors:

Ann P Streissguth, Ph.D.
Helen M. Barr, M.A., M.S.
Julia Kogan, Ed.M.
Fred L Bookstein, Ph.D.

Final Report

August 1996

Centers for Disease Control and Prevention
Grant No. R0O4/CCR008515

September 30, 1992—September 29, 1996

University of Washington School of Medicine
Department of Psychiatry and Behavioral Sciences

Fetal Alcohol and Drug Unit
180 Nickerson, Suite 309
itdr* ‘s\/cjshinglon 98 109 o 112
(206) 343-715.5
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Executive Summ ary

Tlie purpose of this research project was:

« To examine the types and magnitude of secondary disabilities that are associated with Fetal Alcohol
Syndrome (FAS) and Fetal Alcohol Effects (FAE), and

« To assess the risk and protective factors that might alter the rates of occurrence of secondary disabilities.

For the purposes of this study, primary disabilities are defined as those that reflect the CNS dysfunctions
inherent in the FAS or FAE diagnosis. Secondary Disabilities are those that a client is not born with, and that
could presumably be ameliorated through better understanding and appropriate interventions.

Primary Disabilities associated with FAS/FAE were examined in 473 clients who ranged in age from 3 to 51
years. Those with FAS (n= 1~8) had an average IQ of 79, average reading, spelling, and arithmetic standard
scores of 78, 75, and "0, respectively, and an average Adaptive Behavior standard score of 61. Those with
FAE (n- 295) had an average 1Q of 90. average reading, spelling, and arithmetic standard scores of 84. 81,
and 76, respectively, and an average Adaptive Behavior score of 67. (For both 1Q and Adaptive Behavior, a
score of 100 is normal.)

Secondary Disabilities were examined with the Life History Interview (LHI), which was developed for this
study. Risk and protective factors were assessed primarily from the LHI The LHI was administered to all
available caretakers/informants of 415 clients with FAS/FAE. who ranged in age from 6 to 51 years with a
median of | t.2 years six main secondary disabilities were studied.

* Mental Health Problems (.VIHP) was by lar the most prevalent secondary disability, experienced by
over 90% of the full sample.

e Disrupted School Experience (DSE) (defined as having been suspended or expelled from school or
having dropped out of school) was experienced by 60% of the clients (12 and over).

e Trouble With the fane (TWL) (defined as ever having been in trouble with authorities, charged, or
comicted of acrime) was experienced by 60% of the clients (12 and over)

e Confinement ft NF) (including inpatient treatment for mental health problems or alcohol/drug
problems, or ever having been incarcerated for acrime) was experienced by about 50% of the clients
(12 and over).

* Inappropriate Sexual Behaiior (I5B) was noted for about 50% of the clients (12 and over).
® Meohol/Drug Problems (ADP) was noted for about 30% of the clients (12 and over).

In an effort to determine how many clients became self-sufficient as adults, two additional secondary dis-
abilities were evaluated tor the 90 clients who were at least 21 years old (median age 26 years):

 Dependent Wring (DPI.) (operationally defined in text) characterized about 80 of the sample t21
and over)

* Problems With Employment tPWE) (operation dly defined in text) characterized about 80% of the
sample t21 and ovet)

Onlv seven ot the 90 adults in this sample live independently and u ithout empii>y mem problems (ace>»rdiug

to these definitions)

Males have higher rates ot Disrupted School Iwpcrienec. Trouble Wnil the law, itld <oiilinemeni tli.u elo



Jwinm

females: otherwise, rates of Secondary Disabilities are nearly equal across the sexes. Clients 12 years and
oliler have a higher nuc of all Secondary Disabilities except Mental Health Problems than vounger clients.
Compared to clients with FAS, those with FAE have a hlghernte of all Secondary Disabilities, except Mental

Health Problems.

Ulults with FAE have as high arate of Dependent Living as do those with FAS. hut a somewhat louer rate of
Problems With Employment, which may reflect their higher 1Q level.

A low 1Q score (70 and below) is a protective factor for Disrupted School Experience.Trouble With the Law,
Confinement, and .Alcohol and Drug Problems. IQ level has little relationship to Mental Health Problems or
Inappropriate Sexual Behavior, but low 1Q is obviously arisk factor for Dependent Living and Problems With
Employment.

A diagnosis before 6 years of age is a strong protective factor for all Secondary Disabilities except Mental
Health Problems

A set of 21 possible risk and protective factors was examined through an analysis/of odds ratio plots across
the first six secondary disabilities (Table 6.1 and Figure 6 1). For items chut involve continuous scores, 1, 4.
5. and H below, the sample was divided at the median, which yields the classificationappearing inthe text
below (for these items only). Fight factors emerged that are almost universallyprotective interms of sec-
ondary disabilities. In order of their strength as "universal" protective factors, they are:

1 Living in a stable and nurturant home for over 72% of life:

2. Being diagnosed before the age of 6 years;

3. Never having experienced violence against oneself;

i. Slaying in each living .situation for an average of more than 2.8 years.

5. Experiencing a good quality home <10 or more of 12 good qualities) from age 8 to 12 years;

6 Having applied for and been found eligible for DDD (Div ision of Developmental Disabilities) serv ices:
llaving a diagnosis of FAS (rather than FAE);

8. Having basic needs met for at leasr 13% of life.

in addition to being universal or "specific," we also categorize risk and protective factors as cither “intrin-
sic" tie. attributes of the client or measures of the clients'putative brain damage) or ‘extrinsic" (i.e. envi-
ronmental). The following pattern of relationships between specific secondary disabilities and risk and pro-

tective factors was found through analysis of odds ratio plots:
Odds of Mental Health Problems are reduced primarily by the universal protective factors
Odds of Disrupted School Experience are reduced primarily by the universal protective factors.

I'hc rate of Trouble With the Law is related to all the universal protective factors, most notably: 1)DD

eligibility for services.

(onfincnu nt also is related to the universal protective factors, especially;living in a stable and nurturant

environment and being diagnosed prior to age 6
i xMs of Inappropriate Sexual Behavior are reduced by all universal protective factors.

\k iliol and Drug Problems have one specific protective factor in addition ro universal protective factors
namely having lived with an alcohol abuser less than the median for the group, which was =" of life.

iulils of Dependent Living are increased over fourfold for clients who had an 1Q score o ft) or below, an
\daptivc Behavior score below (o.or an IQ/Adaptive Behavior Discrepancy score of over Is points
vhlitr strong intrinsic risk fa» lors for Dependent Living arc a high I'Alls score, a Performance s, .fit It)
minus \crbal scale 1Q store of more ilian Is points, and being male. An extrinsic factor that is protec-
i c *Zlieiel Di pendent living is having a di.ign sis hi >ire (> vears < ige (Home eanalifv. nul >iihili;v



basic needs met, living with alcohol or drug abusers, or having FAS versus FAE were not associated
with Dependent Living as an adult.)
Odds of Problems with Employment are increased more than two to four fold by an IQ score of 70 or
below, an Adaptive Behavior Score below 65. an IQ/Adaptive Behavior Discrepancy score of over 15
points, and being FAS rather than FAE, Some universal factors arc also protective against problems

with employment, namely, an early diagnosis, longer time in a stable and nurturant home, longer dura-

tion in each household, and not being a victim of violence.

\X'c note that:

« The correlations reported may or may not be causative.They nonetheless suggest courses of action

that may be beneficial both to these clients, and ultimately to society.

« Many environmental influences that appear beneficial for clients with FAS/FAE are, of course, good
for all people— all the more reason that society should safeguard them for people born with a birth

defect, particularly a"hidden" birth defect like FAS/FAE ,

« Seven of the eight universal protective factors are extrinsic and presumably could be modified by

society.

« Some ofthe risk factors are intrinsic, indicating that subgroups ofhigh risk individuals could he detected

w ith special screening techniques.

« Efforts to intervene with alcohol-affected children should proceed simultaneously with efforts to prevent

future children from being born with FAS anil FAE.

Highlights of Findings

1.Across the full .ige spectrum of tIS individuals with FAS/FAF, Mental Health Problems chanu ierize
9-TV followed b) Inappropriate Sexual Behavior (‘15%).Disrupted School Experience (13%).and Trouble

with the Law <>2%) (Figure 7.1).

2. As anticipated, the most protective environmental factors n™iinst secondary disabilities are living in
a stable and nurturant home ofgood quality not having frequent changes of household, and not being

a victim of violence (Figure 6 1)

\ Three intrinsic characteristics are associated with a hlgher level of secondary disabilities: (1) having
FAE rather than FAS; (2) having a higher (ritlier than a lower) score on the Fetal Alcohol Behavior
s< ale;and (3) having an IQ above ~0 rather than below <figure 6.1 >spec ial attention should fot to on

clients with these risk) characteristics m order to prevent secondary disabilities

lhe 90 adults studied (21 vears and over) had an S5' rate of living dependcntly and a -yv« rate of

problems with employment (Figure - 1j.Only 10 to is ofthe clients were classified as DDD eligible.
The most important environmental factor protecting against these two secondary disabilities is an
early diagnosis, suggesting that families and communities may have provided special help and

opportunities for those clients identified earl) in life as FAS/FAE.

Our search for intrinsic client characteristics that might identify a subgroup among those with IAS/
IAE who, despite a higher 1Q. are unexpectedly unable to achieve independence and satisfactory
mmplovincut produced one interesting measure deserving further study. lhi.s is the 1Q minus Vlapti'c
Behavior Discrepancy Score", which may hold promise for identifying asubgroup o ft licnts with | \'S/

I'\E lor whom early job -kills and basic living skills might be especially fruitful.

s \u iarly diagu*'M 'is a strung nun ii'm | nrntcclivc l.tctur lor all we> Mid'ti'v <e. ihiliia s wi n!\ Il a

these individuals with FAS/FAE were diagnosed by age 6 (Figure 6 |). Every effort should he made to

provitle an <arlv diagnosis for even i liikl with 1AS and | \E

a Vpplving for and receiv ing t llgibilitv <> m rvii ce fm il the st He's Division 141 De mcF ipm m ial Do thilitirs



