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S p o n s o r  S t a t e m e n t

SB 267 mandates that health carc professionals record an infant’s pre-natal exposure to alcohol,

assist with early FASD diagnosis’s when applicable. The benefits o f early detection o f FASD 

are immeasurable in comparison to late detection, misdiagnosis, or possible failure to diagnose.

disabilities” such as difficulty in school, trouble maintaining employment, mental health 

problems, drug an/or alcohol addiction, etc.

Due to the ambiguous nature o f  many o f the symptoms o f FASD, misdiagnoses are common. In

professionals in making more accurate diagnoses.

This bill limits use o f  information pertaining to prenatal aleohol use by the mother to purposes o f 

diagnosis, treatment, or care. This legislation comports with the FAS Surveillance Project 

recommendations found in h'cta! Alcohol Syndrome Prevalent c in Alaska: “ I lealth care 

prov iders should he encouraged to document the details o f maternal alcohol use during 

pregnanev in the child’s medical chart."

if consent is given by the mother, in the infant’s medical file. This information is desired to

Harly diagnosis and intervention has shown to reduce the risk o f developing "secondary
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Don Burrtll

From : Rutherdale, Jan A (LAW) Qan.rutherdale@alaska.gov]
Sent: Sunday, February 24, 2008 4:01 PM
To: Thomas Obermeyer
Cc: Laughlin, Wilda J (HSS); Sen. Bettye Davis
Subject: DOL comments to SB 267

Tom,
As noted in my earlier email to you, 1 understand from M ike Ford that you would like an outline o f  what 
concerns the Department o f  Law has with SB 267. Below is a recap o f  what the bill is trying to 
accomplish and our position that it does not accomplish that result; in practice, it may accomplish the 
opposite. In addition, since this issue has already been addressed in a 2006 addition to the reporting 
statutes, we don 't believe that there is a need for this bill.

1. Problem sought to be addressed:
SB 267 requires that a health care professional record an infant’s pre-natal exposure to alcohol, if 

the mother so consents, in the infant’s medical file. According to the sponsor statement, “This 
information is desired to assist with early FASD diagnosis’s when app licab le. . .  A docum entation o f  
pre-natal alcohol exposure in the child’s medical file will assist medical professionals in making more 
accurate d iagnoses.. . .  This legislation comports with the FAS Surveillance Project recom mendations 
found in Fetal Alcohol Syndrome Prevalence in Alaska: “Health care providers should be encouraged to 
docum ent the details o f  maternal alcohol use during pregnancy in the child’s medical chart.’’

There is no question that documentation is important in diagnosing FASD. In my experience, 
the FASD evaluators will not even begin an assessment o f  a child or adult suspected to have FASD 
unless there is som e sort o f  documentation that the m other o f  the person to be evaluated drank during 
pregnancy. For exam ple, if  someone saw the mother drinking during pregnancy or i f  the m other admits 
to drinking during pregnancy, the evaluators would want this fact documented, such as in a letter or 
records o f  some kind, including medical, police or OCS records.

Usually, FASD symptoms don’t appear until the child is in school or older. The biggest 
problem s o f doei .icntation arise when the child is an adult and 20-30 years have passed since the 
pregnancy. This bill tries to ensure that a health professional documents drinking behavior when the 
child is still an infant.

2. This bill does not solve the need for increased docum entation because it allows the mother to prevent 
such documentation:

Instead o f  providing more documentation, this bill may have the unintended effect o f  making it 
more likely that the docum entation o f  pre-natal exposure to alcohol exposure will not be made. If, as the 
sponsor statement states, it is important that the docum entation is made in the first place, asking the 
m other and giving her veto power over this documentation creates a possibility that the docum entation 
will not be made. The tile is the infant's and this would prevent the doctor to do what is best for the 
infant. In other words, if  making the documentation is good medical practice, the docum entation should 
be made regardless o f  the m other’s wishes.

3. AS 47.17.024 already addresses this issue:
AS 47.17.024. enacted in 2006, requires a “practitioner o f  the healing arts” (which includes a 

doctor) involved in the delivery or care o f  an infant to make a report to OCS if  the practitioner 
determ ines that the infant has been exposed to alcohol. If  the doctor makes a report o f  harm the doctor

mailto:Qan.rutherdale@alaska.gov


will undoubtedly note this fact in ihe infant’s file. Therefore, there is no need for this bill, since 
the docum entation is already being made. In addition, given the reporting statute, OCS is going to have 
this prenatal exposure docum ented in their files, which will be helpful in later making an FASD 
diagnosis (at least when OCS is involved, which is often the case).

4. T his bill may create confusion for doctors whp are trying to follow AS 47.17.024.
ti the m other objects to any docum entation about prenatal exposure in the infant’s file, the doctor 

is still obligated to m ake a report o f  harm under AS 4 7 .17.024. but if  the mother refuses to allow 
docum entation, the doctor may be under the false im pression that he/she does not have to comply with 
AS 47.17.024. A lternatively, the lack o f  docum entation due to m other's refusal may make it more likely 
that the doctor will forget to make a report to OCS, or it will require the doctor to create a filing system 
apart from the infant’s file so that the doctor can honor the m other’s request but still keep a record that 
he made the report o f  harm pursuant to AS 47.17.024.

5. This bill is a departure.from, normal licensing requirements.
Normally, the state does not legislate best practices for a doctor. I f  it is good practice for doctors 

to document exposure to  alcohol, the doctors will probably already be doing this. I f  more education is 
needed for doctors, there are better ways to satisfy this need than by legislation.

Thank you for providing this opportunity to share m y concerns about this bill. Please feel free to call or 
email me if  you have any questions are w ish to discuss this m atter further.

Jan Rutherdale 
Deputy Section Chief

• Child Protection Section 
Attorney General's Office 
(907)465-3608 
Fax: (907)465-3019

2 25 2008



Secondary D isabilities
Information ' Age Comparison Table | Developing Baby I Secondary 
Disabilities, FAQ's

Oth* i emblem.1., or sooomMry disabilities, arise when needs go unmet for 
children tfi r ;hol-ielated bi.th defects
In a  1996 s tu d y  of 415  FA S/FA E  p a t ie n ts  ra n g in g  in a g e  fro m  6 to  51 y e a r s ,  
Dr A nn S tre is s g u th  o f th e  U n iv e rs ity  o f W a s h in g to n  id e n tif ie d  a  n u m b e r  o f 
s e c o n d a r y  d is a b il i t ie s  th a t  a  p e r s o n  is  n o t n e c e s s a r i ly  b o rn  w ith . T h e s e
include:

90" i had mental health problems
80 ■ of those over 21 were dependent on others for daily needs
.30% (21 and older) had employment problems
60 j (12 and older) were expelled or dropped out of school
60% (12 arid older) had trouble with the law
50% (12 and older) inappropriate sexual behavior
50% (12 and older) were incarcerated or confined for mental health reasons 
$0", (12 and older) had alcohol or drug problems

T h is  s tu d y  a l s o  id e n tif ie d  s e v e r a l  u n iv e rs a l  “p ro te c t iv e  f a c to r s "  th a t  - if 
a d d r e s s e d  e a rly  o n  a n d  c o n s is te n t ly  • h e lp e d  m in im iz e  th e  s e c o n d a ry
d isa b ili t ie s .

I ../mg :n a • table nurturing home for over 72°c of life
Being dmgno ed before the age of six years
Never having e-perienced violence against oneself
Staying in each living situation for an average of more than 2 8 years
i: <penerv inq i good quality home from age six to twelve years
Having applied for and been found eligible for Developmental Disability
Services
Having a diagnosis of FAS rather than FAE 
Having basic needs net for at least 13% of life

www.hss.stute.uk.us/fas info seeoiKJuryDisabilities.htm

http://www.hss.stute.uk.us/fas


•  Approximately 126 
infants bom each year 
in Alaska arc 
identified as having 
been aflcctcd by 
maternal alcohol use 
during pregnancy.

• During 1993 through 
1998, an average of 
14 Alaskan infants 
per year were bom 
with Fetal Alcohol 
Syndrome ( 1.4 per 
1000 live births).

• FAS surveillance 
resulted in higher 
FAS prevalence 
findings than 
previously reported 
lor Alaska Natives - 
4.8 per 1000 live 
births for children 
born in 1995 through 
1998.

• Women 30 years of 
age or older are 
significantly more 
likely to have an FAS 
child than younger 
women.

Fetal Alcohol Syndrome 
Prevalence in Alaska: 
New Findings From The FAS 
Surveillance Project
B a c k g r o u n d

Fetal Alcohol Syndrome (FAS) was first identified as a clinical condition 
in 1973. FAS has drawn considerable attention in Alaska. During the 
I980's, the Alaska Area Native Health Service of the Indian Health 
Service began FAS surveillance among beneficiaries. In 1990, the 
Alaska Area Native Health Service joined the Alaska Department of 
Health and Social Sen'ices and the Centers for Disease Control and 
Prevention in establishing the Alaska FAS Prevention Project. The 
Alaska FAS Prevention Project developed methods for FAS case 
identification from multiple data sources, documented issues associated 
w ith improved FAS surveillance and published the first population-based 
FAS prevalence for the state1".
The Section of Maternal, Child and Family Health established the Alaska 
Fetal Alcohol Syndrome Surveillance Project in 1998. The Surveillance 
Project is part o f a collaborative effort with the Centers for Disease 
Control and Prevention (CDC) and four other states (NY, Wl. CO. AZ). 
These five Mates make up the National FAS Surveillance Network 
(FASSNct). FASSNet has developed a standardized surveillance case 
definition lor FAS surveillance0 '. Participating states (with the exception 
o f Wisconsin) use the same ease definition and the same ease abstraction 
methods: however, each o f the live states uses varying methodologies 
Ibr identifying potential FAS eases. FASSNet will soon publish 
surveillance findings for birth years 1995-97 in the CIX 's Morbidity and 
Mortality Weekly Report This issue of the Daluline summari/es FAS 
prevalence in Alaska for birth years 1995 through 1998.



M e t h o d s

FAS surveillance in Alaska is 
based on reports to the Alaska 
Mirth Defects Registry. The 
Alaska Mirth Defects Registry is 
population-bused and uses a 
multiple source methodology lor 
recording all reportable birth 
defects. The FAS Surveillance 
Project and the Alaska Mirth 
Defects Registry are housed in 
the Div ision of Public Health's 
Section of Maternal Child and 
Family Health, MCH 
Epidemiology Unit.
Children reported to the Alaska 
Mirth Defects Registry with the 
International Classification of 
Discuses, 9th revision (ICD-9) 
code 760.71 (infant affected by 
prenatal ulcohc exposure) or 
742.1 (child with microcephaly) 
are considered to be potential 
cases o f FAS. Trained medical 
record abstractors review the 
medical records o f each 
potential case. Extensive 
medical and risk factor 
information abstracted from 
medical records for each 
reported child is entered into 
standardized abstraction 
software developed by the C IK ’ 
FASSNet group.
FAS surveillance ease 
definitions were developed by 
FASSNet. in consultation with a 
committee of dysinorphologists, 
pediatricians, psychologists, 
epidemiologists, and public health 
officials. The FASSNet database 
uses an algorithm for determining 
FAS case status based on 
abstracted infonnation. The ease 
categories established bv 
FASSNet are:
• Continued FAS phenotype 

with or without confirmed 
maternal alcohol exposure

• Probable FAS phenotype with or without confirmed maternal 
alcohol exposure; and

• Suspect FAS (reported children who do not meet the criteria for a 
continued or probable ease).

To meet the criteria for confirmed FAS phenotype, a child must 
have medical record documentation o f the following: facial features 
associated w ith FAS (small palpebral fissures, thin upper lip und 
smooth/abnormal philtrum): central nervous system impairment, 
either structural or functional (head circumference less than or equal 
to the 10th percentile at birth, low intellectual functioning, 
developmental delay, mental retardation, or uttcntion deficit 
disorder); and height, weight or weight for height below the 10th 
percentile for age. Probable FAS phenotype differs from the 
confirmed FAS phenotype in that a child may have either central 
nervous system impairment, or height and weight below the 10th 
percentile in addition to the facial fcuturcs associated with FAS.
In this report all children who were reported to the Alaska Birth 
Defects Registry with ICD-9 codes 760.71 or 742.1, and for whom a 
medical chart review was conducted, arc described as “at risk of 
FAS." An “FAS case” is defined as a child who was classified as 
confirmed or probable according to the definitions above.
Records of children identified as being at risk for FAS were linked 
to birth certificates to eliminate duplicate cases and to obtain 
additional epidemiological information. Mirth certificate data were 
used to compute rate raiios (rr) for potential maternal risk factors 
and to compare the prevalence of adverse birth outcomes among 
FAS eases with other Alaskan children bom during the study period 
(1995 through 1998).

R e s u l t s

As of July I, 2001, 543 Alaska children, boin in 1995-98, were 
reported to the Alaska Mirth Defects Registry as potential FAS 
cases. O f the 543 children. 505 (93%). had at least one medical chart 
abstraction. Among these 505 children. 55 met the FAS 
surveillance case definition for either u confirmed or probable ease.

table I FAS Surveillance Case Finding Results, bv Birth Year. Alaska. 
1995-98.

r
1
1 Mirth Year
! _

Children 
At Risk 
of FAS

Confirmed
FAS

Cases

r~
Probable

FAS
Cases

lotal FAS
Cases

Percent of At 
Risk Children

with FAS

1 199? 67 9 6 15 22.4

j 1996 126 14 4 18 14.3

1997 138 9 4 13 94

1998 174 6 3 9 5 3

lolul 50? 38 17 55 10.9



lah le  2. I AS Prevalence hv M other’s R ace. A laska. 1995-98

M other's Race

C hildren At Risk o f  ! /\S Children with FAS

n
Rate per 
1000 1 tve 

Hrths

95%
Confidence

Interval
n

Rate per 
1000 Live 

Hrths

95%
Confidence

Interval

Witte 74 2.7 (2.1. 3.4) 5 0.2 (0.0, 0.3)

Akiskn Native .190 40.9 (36.9. 45.0) 46 4.8 (3.4, 6.2)

African American 5 2.9 (0 4. 5.4) 0 - -

Asian Pacific 
Isbnder

9 4.6 (1.6. 7.5) 0 - -

Unknown 27 - - 4 - -

Total 505 126 (11.5. 13.6) 55 1.4 (1.0. 1.7)

The proportion of'children reported "at risk of FAS" who met the 
ease definition decreased lor each subsequent birth year (Table I ). 
The overall FAS prevalence for Alaska, for ehildren bom in 1995- 
98. was 1.4 per thousand live births (95% CM.: 1 .0 - 1.7).
All races were represented among ehildren who were reported "at 
risk of FAS", but only w-hites and Alaska Natives met the FAS 
surveillance case definition. Children bom to Alaska Native women 
were signifieantly more likely to be reported to Ihe Alaska Birth 
Defects Registry as having an alcohol related birth defect than 
children of other races. Among Ihe 55 children with confirmed or 
probable FAS, 84% were Alaska Natives and 9.1% were white 
(Table 2).
Maternal characteristics (as indicated on the birth certificate) that 
were associated with having a child with FAS were: alcohol use 
during pregnancy, cigarette smoking during pregnancy. Alaska 
Native race, maternal age of 30 or more years, and 12 or fewer years 
o f education. Maternal residence in Anchorage or Fairbanks, the 
two census areas in Alaska with the largest populations, was not 
associated with FAS (Table 3).
Twenty-two percent o f children with FAS were bom at less than 33 
weeks gestation and 25"o were bom between 33 and 37 weeks of 
gestation. Fifty percent o f children with FAS were bom with low 
birth weight. The prev alence of low birth weight and prematurity 
were significantly higher among children with FAS than other 
infants bom over the study period (relative prevalence 8.9 (95%
Cl: (>.7.11 9) and 4.8 (95% Cl: 3.6. 6.4) respectively). FAS was not 
associated with sex of the child.

D i s c u s s i o n

I lie stalew ide FAS rate presented in this report ( 1.4 per 1000 
children born in 1995-981 is higher than that found previously by the 
Alaska FAS Prevention Project (0 8 per 1000 children born in 1977- 
9 2 )  ". Differences in the case finding methodology used by the two

projects may have contributed to 
Ihe higher rate found by the 
Alaska FAS Surveillance 
Project. Routine public health 
surveillance provides a system 
for identification of all potential 
cases based on standardized 
surveillance protocols. Ongoing 
surveillance also provides lor 
systematic updates to the FAS 
prevalence for any given birth 
cohort. Children may not be 
diagnosed with FAS or reported 
"at risk of FAS” until they are as 
old as six years; additionally, 
future medical chan abstractions 
on children previously reponed 
to the registry may change case 
status findings. Because of this, 
the Alaska FAS Surveillance 
Project may report higher FAS 
prevalence in the future as the 
birth cohort ages.
Our surveillance findings 
substantiate previous reports that 
Alaska Natives have a vastly 
higher reported prevalence of 
FAS than other races'3451. 
Increased awareness of maternal 
alcohol use and excellent 
documentation by Alaska Native 
health organizations may result 
in more vigilant reporting of 
potential cases of FAS.
Diagnostic bias may also play a 
role in explaining the high FAS 
rate for Alaska Natives: growth 
curves for Yup’ik Fskimos. one 
of the largest Alaska Native 
groups, indicate that this group 
tends to have shorter stature than 
the standard l.'S population 
(State o f Alaska, unpublished 
data). Furthermore, some Yup’ ik 
Fskimo facial features resemble 
those characteristic of FAS. such 
as small palpebral fissure.
Another finding of this study 
that is substantiated by previous 
reports is the association of older 
maternal age with FAS. This



stud> demonstrates that while 
the association holds true lor 
I AS eases, there is no 
significant association with 
maternal age among children 
w ho are reported to the Alaska 
limit Defects Registry as ‘at 
risk" for FAS. These findings 
suggest that maternal age may 
be a co-factor in Ihe risk of 
developing symptoms consistent 
w nil FAS. Further study o f the 
interaction between risk factors, 
such as age. race and maternal 
alcohol use during pregnancy is 
needed. Continued collection 
and analysis of FAS surveillance 
data over time will increase the 
power of risk factor analysis.
This analysis showed that children 
whose birth certificate's recorded 
maternal alcohol use during 
pregnancy were 5 1 times more 
likely to have FAS. The birth 
certificates of 15 of the children 
who met the ease definition lor 
FAS did not record maternal 
alcohol use. Retrospective 
assessment of maternal alcohol 
use is diflicult; birth certificate 
information may be 
unsubstantiated and often, the 
medical charts of children 
reported to be at risk of FAS do 
not contain adequate infonnation 
on maternal drinking.
Interestingly, data from a 
population based survey of 
w omen who have recently had a 
live birth in Alaska show 3.7% of 
Alaska Native women reported 
drinking during the last three 
months of pregnancy compared to 
4.6% of white women.1"'
Because the F AS rates reported 
here are derived from surveillance 
data, they are affected bv the 
degree to which health care 
prov iilers comply vv ith birth 
defects reporting requirements. It 
is important to recognize that the

Table 3. FAS Risk Ratios ( r r | for Selected M aternal C haracteristics, tfom 
I inked Itirili C ertificate Information. A laska. 1995-98.

Potential Risk Factor

Children with FAS

n
Rate per 1,000 

Live liirtlis
rr (95% C ll

M aternal R ace

Aluska Native 4b 4.8 29.6(11.76. 74 42)*

Non-Nalive 5 0.2 ref

M aternal Age

■*~ 30 years 37 2.A 4 .9(2 .68 . 9.15)*

< 30 years 14 0.5 ref

M aternal Residence

Anchorage or Fairbanks 27 I.A 1.5 (0.89. 2.66)

Other Regions 24 1.0 ref

M aternal Education

i ligh School o r less 38 1.7 5.0 (2.1. 11.7)*

More than 1 ligh School 6 0.4 ref

Sm oked during Pregnancy

Yes 39 5.0 16.2 (8.1,32.5)*

No 10 0.3 ref

Alcohol Use During Pregnancy

Yes 32 19.9 50.6 (27.5. 93.2)*

No 15 0.4 ref

•Statistically significant

ICD-9 code 760.71 is not specific to FAS. This code means only that 
an infant has been identified as having been prenatally affected by 
maternal alcohol exposure, and may or may not be identified al birth or 
in later years as a child with FAS. The relative interpretation of which 
cases to report under ICD-9 code 760.71 effects the sensitiv ity and 
specificity of FAS surveillance. Hlforts to increase awareness and 
understanding of mandated birth defects reporting should be continued.
The proportion o f FAS cases among children reported as “at risk of 
FAS" decreased for each successive birth year under study.
Children reported at birth with maternal alcohol exposure may not 
initially meet the FASSNet case criteria, but may meet the definition 
later in life. Man) tests and assessments for developmental delay 
may not be effective until after a child has reached the age of three 
or older. Since most children w ith FAS are diagnosed between ages 
3 and 5. the prevalence of FAS for an) given birth year may 
increase as the birth cohort ages. This illustrates the importance of 
abstracting medical data over time for children reported with 
prenatal alcohol exposure. An important feature of the Alaska FAS



Surveillance Project is our ability to continue medical chart 
abstraction lor all children reported al risk of FAS up to the sixth 
birthday. Completion o f medical chart abstractions for all reported 
children and follow -up abstractions on suspect eases is a central 
component o f on-going FAS surveillance.
FAS prevalence in Alaska is higher than in other FASSNet 
regions.'*' In the first FASSNet report on FAS prevalence, estimates 
o f FAS prevalence for birth years 1995-97 ranged from 0.26 per 
1000 in the Dcnvcr-Bouldcr metropolitan area, to 1.5 per 1000 in 
Alaska. For Alaska Natives the FAS prevalence is 5.6 per 1000 live 
births for birth years 1995-97. We found a similar overall FAS 
prevalence in our analysis of ehildren bom in 1995-98 (1.4 per 1000) 
but a lower prevalence for Alaska Natives (4.8 per 1000). The 
higher race-specific linding in our FASSNet report for birth years 
1995-97 illustrates how case ascertainment may be more complete 
for older birth cohorts.
Alaska’s high FAS prevalence and the presence of ongoing 
surveillance provide the opportunity to implement and monitor 
intervention programs. The relatively small number o f women who 
give birth to children with FAS may make targeted intervention 
programs the most cost-effective method of decreasing FAS 
prevalence. Future analysis of FAS surveillance data on maternal 
characteristics of mothers of children w'ith FAS will help to focus 
these efforts.

R e fe re n c e s

R e c o m m e n d a t i o n s
• The Alaska Birth Defects Registry should continue provider 

education efforts to encourage consistent and timely compliance 
with birth defects reporting requirements.

•  Health care providers should be encouraged to document the 
details of maternal alcohol use during pregnancy in the child's 
medical chart.

• The Fetal Alcohol Syndrome Surveillance Project should 
implement a plan for completion o f medical chart abstractions 
for all reported ehildren and for routine and follow-up 
abstractions on suspect cases.

• The Section of Maternal Child and Family Health should 
conduct further study of the interaction between FAS risk 
factors.

•  The Section o f Maternal Child and Family w ill monitor trends in 
FAS prevalence through periodic' analysis of FAS surveillance 
data.

•  The Section of Maternal Child and Family Health should work 
with the Office of FAS to develop mechanisms to make FAS 
surveillance findings widely available to prevention programs 
for use in planning and evaluation.
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F e t i l  A lc o h o l S y n d rom e

l ast C hn stm as I 'J lk ed  Aitn j  P 'egn an t n o m jn  dunking a  c.ip o l spiked eggnog

.v  i n ' j u  o l lota i aic . ' synd rom e she sa-d t o u  have 10 be .111 a lcoho lic  and  p regnan t lo r your baby 10 be bom  with .1 B e t id e s  my O b  G y1' lo ld  'ne il 
i  s a le  10 di 'ik ,iku iiiit d i.i '1 j  'iiy p regnancy lo  ' e u i  a t  king a t  I only Jnnk o c ca tion a lly  '

n e i com m ent startled m e ' re a liz e d  l i e *  Mile m any wom en know about the d ang e rs  o l drinking a lcoh o l when pregnant 'ndeed  one study found that 
a lthough nea i'v  'a *  thuds o l a o  nen  h ad  hea rd  o l ' f la t  a lcoho l synd rom e 73 p e rcen t o l them  thought it m ean! an m lant * a s  born add ic ted 10 a k  ohoi

I e la i no ohoi synd rom e I  A S ) s the m ost clinically rusegn ,cab le  lo rm  pi a  a rge r g roup  o l p rob lem s caused  by p rena ta l a lcoho l consum ption te rm ed le ta l 
a lcoh o l sp e iirum  J n o rd e rs  FA SD ' yytnch a lso  .n c iudet the m ore d iagnoslica l'y e lu s ive  a k o h o l re la ted  neu iodeve iopm en ta i d isorder (A RN O ) ChikJren 
with. FAS have som e t e n ia e  >3-~.al an om a lie s , grow th d e lic e n c n ii and va rious le v e ls  o l brain d am age  behavio ra l an d  learn ing p rob lem s resu lt, and  the 
con sequences are gene ra lly  n le lang  A RN D  Je sc n b es  a sim ilar b ehav io ra l and  cognitive synd rom e without the characteristic 'acral abno rm alities ot growth 
Je lk>enc ies o l FAS Wan (ew er p h ,s ic a u iu e s  d iagnosis o l AHND >s m ore com p lrca led  on ly a  doctor who is an e>ped  in ARNO  can dete rm ine whether a 
1 h i j  s b eh .n  01s or disabilities a re  J k o h o i  le ia ied

Each  year a s  many as 4 0  0 0 0  b Jb ie s  m the u  S ate  bem  with FA SD - a s  m any a s  o n e  ou t o l ev e ry  10 0  brdhs -  co s tin g  Ihe notion abou t lou r billion 
d o lla rs  N euro log ica l and  lea rn ing  cha llenge s range trom seve re  10 mud. and  sym p tom s otten re sem b le  those lor a ' len lion  delicit hyperactivity d isorder 
(A O nO ) Child ren with FA SD  a ls o  have  lower 'Q although on ly 2 5  percent o l ch ild ren  w ho have FA S  have n v in la l re tardation  (10  o l 6 9  o r under) A recent 
M ichigan study focused  on  the iQ o l JOG children who were fo llow ed Irom  b e fo re  birth to m ore  than seven  and  a  ha* ye a  s o l age For eve ry  hmo additional 
dunks per day consum ed by a  m other while p regnant, the child s IQ d ropped  an av e ra g e  o l th ree p om ls  Ch rid ri o l m othe rs ove r Ihe ag e  o l 3 0  who drank 
were must a l risk o l hav ing a child with a  lower IQ

H ow  M uch  A k o h o l  Is  S a le  to  O rin k  W h en  P re g n a n t?

While Ihe m edica l literature h a s  b een  c lea r lo r som e time Iha l there is no sa te  am ount o r period  lo r a lcoho l consum ption  during p regnancy , som e doc tors 
h ave  continued to suggest ih a l lim ited use  during late r s iag es may not be harm fu l N eve rth e le ss , stud ies suggest even  e  sing le ep isode  o l  consum ing as  
httie a s  two dunks may lead  10 to ss o l le ta l b iam  ce lls  (one  dunk * 1 2  oun ces o l b ee r. 5  o u n c e s  o l  w ine o r 1 5  oun ces  o l hard hquor)

Recen tly  S u ig eon  G ene ra l R icha rd  C a rm on a  u rged national attention 10 the im portance o f com p le te  abstinence during p regnancy Sard  O r C arm ona . "We 
m ust p revent ait mfory and  illn ess that is p reven tab le  m society , and a lcoh o l-re la ted  birth d e lec ts  a re  com p le te ly  p reven tab le  W e do  not know  whet, rf any. 
am ount o l a k o h o l >s s a le  W hen  a  p regnan t w om an dnnks a k o h o l. so  d o e s  her b aby T he re fo re , it's in the best interest lo r a  pregnan t w om an  to  srmpry 
not dunk a k o h o l ' The S u rg eon  G e n e ra l a ls o  noted  that despite public hea lth ad v iso rie s , significant num bers o f  w om en continue to dnnk during pregnancy 
In a  su rvey by Ihe N ationa l Task F o rc e  on  F e ta l A k o h o l Synd rom e and  Fata l A lcoho l E ffect. 10  percen t o f w om en aged  18 to 4 4  repo rted  dnnkmg dunng 
p regnancy, and  two percent repo rted  drinking m a  bmge fash ion , with m ore  than five d rinks p e r ep isode .

The FA SD  synd rom es a re  not hered ita ry , n eu ron  d am age end ce ll to ss in the le ta l brain oc cu rs  th rough the direct e ffe c ts  o f  a lcoh o l a s  a  toxin 
N eve rth e less , there seem s to b e  a  g e n e lc  p red isposition to p rob lem  drmkmg. and  how  rapid ly and  com p le te ly  a  w om an 's body b rea ks  dow n a lcoho l 
d ep ends 10 som e extent on  g ene tics  W he th e r Irom  genetic o r othe r le c to rs , the risks lo r FA SD  a re  in c re ased  m w om en o ld e r than 3 0  y e a rs  and  wom en 
with tow toc iueconom ic  sta tus How C an  P a re n ts  and  Teachers H e lp ?

FA SO  cannot be cured , but ea r ly  in tervention h e lp s  im prove ch ild ren ’s  learn ing  and  m ed ica l ou tc om es Idea lly children d iagnosed  o r su spec ted  o l  having 
FA S or ARND  a re  re fe rred  lo  a  multid iscip linary team  including spec ia lists such a s  a  clin ica l geneticist, a  deve lopm en ta l pediatrician , m enta l hea lth  
p ro fe ss ion a ls  soc ia l w o rke rs and  educa tiona l spec ia lists

Treatment invo lves coord ina tion  o f m u ltip le com m unity services Soc ia l se rv ice s can  en su re  a  sate hom e env ironm ent and  help  pa ren ts lea rn  w ha l 
p rob lem s lo  e>poct and how 10 constructive ly ro spond  lo  them , and spec ia l educa tiona l techn iques m ay he lp  ch ild ren ove rcom e learn ing  p rob lem s

P a ren ts  and teache rs o ften  strugg le lo  understand  the cha llenging or m aladaptive b ehav io r o l  ch ild ren  with FA SD . and  they need  he lp  learn ing  effective 
m anagem ent techniques (o r lea rn ing  and  behav io r p rob lem s The FA S D iagnostic and  P reven tion  Network is currently eva luating an intervention m ode l 
b asod  011 two com p lem en tary e lem en ts  1) individualized supportive behav io ra l consu lta tion  fo r oa ren ts  and  sch oo l sta ff o l  children with F A S/ARND  and 2 )  

a schoo l based  soc ia l com m unication  intervention provided dnectty to children with FA S /A RN D  that targets critical deficits m soc ia l com m unication  and 
pee r re lations

Each  child is a s  d ifferent a s  a  liny sn ow flake  ' sa y s  Sonm e Buxton, author o l Ihe book

D am aged  Angels and adoptive m other o l a  child d iagnosed  with ARND  However, som e co re  p rob lem s resu lt Irom  dam age lo  the iron la l lob e  and  deeper 
s t ru ilu re s  o l the brain and th ese  p rob lem s con tinue into adu lthood A reas m os l a ffe c ted  inc lude o rgan iza tiona l sk ills , soc ia l interaction, m em ory , 
p e ic ep lion  and cooidm ation

K a le 's  S to ry

M any clukJien with • ASO Hmo o» penence sen so ry , deve lopm enta l and mnd'ca! p o b 'e m s  As an m lant and  lodd lo r Hate who was 'ate i d iagnosed  w th  
ARND 1 ou ld net tCi'erate i .u d  n o ise s  bright ignts or crowds Mer n e th e r Mad to avo id  th ese  tngge is  so her Jauyh te i would not go nto sen so ry  ove rload
•  a le  cu'd nut ev en  go tc 1 gn  1 cry s i c e  without scream ing She a lsu  had deve lopm en ta l p rob lem s such a s  Jo la y ed  speech  and  Jh icu ity  learn ing how 10 

I -3, o i  t.raw' ii.d  a . i *  1 e j in .n g  the a lphabe t was a m j|c r  hc 'd 'e and she was n eve i ab le  to l«arn multiplication o r cursive anting Bu i m te im s al health
•  i le  was tc r tu n jle  Although she ’ as a  'm a rl "> jn t iu i  and si ght sco liosis H a le had 'ow  m edica l p rob lem s fcevond ' le q u en i v a i j  he* fc j r  .e lec tion s  a ie  

inm cn ••. p e " lie  Aha I a . e  * A S ’J  ! e  a u se  the F uS lach an  ’ u te s  are poc rly  (o im ed  and the huid <toes not dr a n  out leaving 3 perfect e n . i i  jn m e n t <o<

• in . t o n  )

A i v . i v g i A  Jifi J H i l l ' s . ) '  si' S in  i . i . i  m i . i  s a  • gs m d ' .u e s  i r l  n i d ’ i- ju t 'c  nuking and  keep  mg in end s By * 0 '.me she was "m e years 
1 n y  n pi, si'S .si ' "  s . 1* f t  ' i "  "  n ’ r 1 to c 'c i )'."J v ie  m js l  h j . e  ADHD  «"1 p ie scnb ed  M 'alm  'h e  m edicat on • e 'p o j H with "e r

• 1 . se u i "  ■ 11 1 ’  i t s '  1 ' . ty t *.l the . pi C'oi' M t '>  s V J  S '*  1 bin d 'i'e  iic ie a s  r giy f r u s l r j t r g  b ecau se  she  was m a t e  ic »  ms ab s tra iily
••  i s  s i l l  1 g m l  • • }••" n g "  "• gs D 'h i.i |,J ie" w e 'f ; ■ gn s s ' g n s • 1 i " d  r a le  knew that she  c iu ld  not keep  uC wth th [ i n  '.Jnttuiu"rffw lg

. ' j '  c i ’ 1 • t • t • • • a  <s a ' .•'1 s' e a  is  ' '  , t  j ' s  v J ' ' ' I ' le n i o i ' s  ire " ''. . ig h l to t e  m ost su ccess lu l w te "  s ta h n ; t e l  'e  " 'e  age 1 »'•

A . I

I I 1 I I

• !•••" .s' n . i . i  ► ~ i  . * • a  ■! I go '• it i'. • o l w as !' e  cause • m any 1 " e i  . a "  c  ; •• • s she  I : le d  the
. • 1 ,• • g • e ' ; •••. f  - s  i \ '  ■ ."••.•I.'.s t , n c " g  d i* . i i t e s  ■ a'c " i t  .e d  a '»  ’ c i ’ a ! a # / V s  i» r

,• .* . .  • |S . . I . f  ts'n J • 'II " ,  ' I . *. ■ e "  •• S I ,S I I . it < n i l i j l  "  . II . .I . d • ' 1" .  • J • a  ;  '1 1 . '  "  e l'i s
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Fetal alcohol sy ndrome

l .iin.i Maria Doming;

Definition

Fetal alcohol syndrom e (FAS) is a group of birth  (congenital) delects occurring in an infant as a result o f m aternal aleohol 

alm se during pregnancy.

western civ ili/ation, outranking Down Syndrom e. In the United States, m ore than 5,000 infants art diagnosed each year. It is 

n to ’Ni preventable hut has no cure.

Congenital effects associated with I’AS include:

•  Neurologic alm orm alities: m ental retardation  (average I Q. of 63), sm all head (m icrocephaly). problem s with 

m ou-m cnt (m otor retardation), poor m uscle tone, and hearing disturbances.

•  Facial abnorm alities: sm all eyes a n d /o r  short eye openings (palpebral fissures), underdevelopm ent o f the upper l i | . 

and flattening o f the upper lip ridges (fiat philtrum ).

•  t irowth disturbances: sm all s i/e  and weight with growth lag before and after birth.

•  Behavioral disturbances: infant irritability, childhood hv|>cractivity, and attention  deficit.

» Cardiac defects: heart m urm ur, w hich may subside by one year o f  age, and heart defects, including ventricular o r  atrial 

septal defect.

Causes & symptoms

Ihe  cause ol FAS is alcohol abuse during pregnancy. The exact am ount o f  alcohol consum ption causing FAS has not been 

identified: however, hinge d rinking is known to be very harm ful. Drinking during  the first trim ester lias been linked to 

congenital dofci Is. while drinking in the last trim ester is known to result in prem ature birth and low birth weight. FAS occurs 

am ong people of all social and econom ic backgrounds.

Infants horn to women who drink hear ilv during pregnancy show the most signs of FAS. Infants born to heavy drinkers have a 

yi'V  risk ot harmful eltects. while inf.m is of m oderate drinkers are at a io"« risk. It is not uncom m on lot children to he 

diagnosed I itei in 1 hildhond when there is a noticeable lag in school perform ance, and possibly h\peractiv ity and attention  

detn  it.

( 1111111 en and adults ot women with a history of alcohol abuse during pregnancy may display beli.o ioi.tl problem s, thinking and 

t *'. 1 s o m 11 e t cognitive I deficits, and psychological and social disturbances w itlmut facial abnorm alities or growth retardation.

I In s, individuals arc freijiieiitlv diagnosed with fetal alcohol effects (FAK).

i **w birth vv, c.'lil and p ielerm  delivery may be seen in infants ot women who used alcohol in low to m oderate am ounts during 

pi ego nicy.

Description

l etal alcohol sy m bnine was first recogni/.ed and identified in It is currently Ihe leading cause of mental retardation in
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Diagnosis

Diagnosis <it I AS is most often m ade In a genetic specialist. Diagnosis is mailt* In looking lor a history of alcohol use In the 

mot h c i: rev lowing the babe's grow th liefon- anil a f te rb irth ; exam ining physical facial eharaeteristies; ami assessing iH'havim 

problem s, atten tion  ilelleit. anil speech problem s Tools for the accurate diagnosis o f I AS are lieing developed. Some cases 

id u a iu  um liaguosed lor m ans sears

Treatment

Ideally. women planning to becom e pregnant should stop drinking several m onths liefore the pregnanes Women who are 

pregnant should stop drinking as soon as possible in the ir pregnancy. The highest risk to the developing fetus is in the first 

trim ester; hosveser, heavy drinking at la ter stages o f pregnancy can also cause serious harm . Discontinuing alcohol 

consum ption cson as late as the last tr im este r of pregnancy show improved outcom es for the infant. During the last trim ester 

the fetus normally has the greatest brain  growth.

fe ta l alcohol sy ndrom e is com pletely prov entablc. The treatm ent of FAS is in response to  sym ptom s. For example, cardiac 

defects can Ik* treated surgically. Farly diagnosis is essential for optim al trea tm en t of behavioral related problems. M otor and 

speech issues may lie addressed by developm ental specialists including physical, speech, and occupational therapists. 

Problem s with hearing and vision are  followed up by medical specialists.

Prognosis

Prognosis depends on the degree of m ental an d  neurological developm ent, as well as the tim ing of diagnosis, and family and 

social support. Many children with FAS an* placed in adoptive o r foster hom es by age five. Family support and interaction is 

crucial for prom oting more positive outcom es. FAS is a life-long illness with no cure.

Follow up studies in a group o f adolescents with an age o f 18 showed that the average academ ic functioning was at a fourth- 

grade level. Deficits in arithm etic w ere com m on. Additionally, adolescents in the group studied displayed poor judgm ent and 

were easily distracted.

Prevention

FAS is completely preventable with the avoidance o f alcohol during pregnancy. No one knows exactly how much alcohol is 

harm ful. Ideally, women planning to conceive should stop drinking prior to  becom ing pregnant. Most specialists and 

lesearchcrs agree that the best prevention is com plete abstinence of alcohol use during pregnancy.

I ainily ami community education is necessary to prevent FAS. O bstetricians should get a com plete history of m aternal alcohol

II si md plum ule prenatal education. A lthough most obstetric providers ask about the use of alcohol in pregnancy, few probe in 

depth.

I AS is .1 publu health issue. Currently, w arnings are placed on the labels o f alcoholic beverages, but research shows that 

ill oholii s and heav y drinkers lrct|ucntly ignore these warnings. Many states have m ade public education of alcohol use in 

prcgu.mev a priouty.

Key terms

Congenital
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Protective Factor* for Children wtth FAS

Se . eraI positive factors have been identified that might help reduce secondary conditions 
that result from fetal alcohol syndrome (FAS) Som e of these protective factors are:

Early Diagnosis - Children with FAS  who are identified early have an improved prognosis A 
child who is identified early in life can be p laced in appropriate educational c lasses and given 
access to social services that can help the child and his or her family. In addition, early 
d iagnosis helps fam ilies and school personnel understand why the child might act or react 
differently from other children in som e situations.

Involvement in Special Education and Social Services - Children who receive special 
education geared towards their specific needs and learning style are more likely to achieve 
their developmental and educational potential. Children with FA S  show a wide range of 
behaviors and seventy of symptoms. Specia l education allows for individualized educational 
(Mograms. In addition, fam ilies o f children with FA S  who receive socia l services, such as 
respite care or stress and behavioral management training, have more positive outcomes 
tnan families who do not receive such services

Loving, Nurturing, and Stable Caretaklng Environment - While all children benefit from a 
loving and stable home life, children with FA S  can be particularly sensitive to disruptions, 
transient lifestyles, or harmful relationships compared to children who do not have FAS. 
Community and family support are needed to prevent secondary conditions in individuals with 
FAS.

Absance of Vlolenct - Individuals with FA S  who live in stable or non-abusive households or 
who do not become involved in youth violence are much less likely to develop secondary 
conditions than children who have been exposed to violence in their lives. Children with FAS  
need to leam  and be taught other ways of show ing their anger or frustration.

Source:
Streissguth, A.P., Barr, H.M.. Kogan, J. & P jokste in , F. L., "Understanding the Occurrence of 
Secondary Disabilities in C lients with Fetal A lcohol Syndrome (FAS) and Fetal Alcohol 
Effects (FAE),‘  Final Report to the Centers for D isease Control and Prevention (CDC),
August, 1996, Seattle: University o f Washington, Fetal Alcohol & Drug Unit, Tech. Rep. No. 
96-06, (1996).
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Fefal Akohol Syndrom#

', .» l C hu s lm 3i  I i j lk e d  with .1 p regnan t w om an Junking j  cup o l sp iked eggnog

1 .v  h ea rd  o l total a lcoho l s yn d iom o .' sin* said  S ou  have lo be an  a ic oh o lc  and  p regnan t tor your baby lo  be bom  with it B e s id e s  iny O tvGyn told me a 
s s a le  to dunk a lcoho l during my p iognancy lo  'e la s  as long  a s  I on ly dunk oc ca s ion a lly  '

n t i i com m ent sta ined n io i -u a lu u d  how 1 til*! m any women knovy about Ihe d ange rs  o l dunking a lcoh o l when p iegnan l indeed  one s ludy lound  Iha l 
a lthough nea tly m o  thuds o l n om e n  had  hea id  o l le la l a lcoho l synd rom e 70 p e ic en l o l them  Ihoughi it rneon l an m tanl w as bom  ad d c ted  lo  a k o h o l

F e la i a lcoho l synd ium e iF AS ) » ihe in o s l clinmally recogn izab le lorm  o l a  la rger g roup  o l p rob lem s cau sed  by p renata l a lcoh o l consumption , termed feta l 
a lcoho l spec lrum  d iso rd e rs  (F A S D i which a ls o  includes Ihe m ore d iag n o itt ra lly  e lu s ivo  a lc o h o l re la le d  n eu iodeve lopm en la l d isorder iA R N D ) Children 
with FA S  have som e te ll-ta le fac ia l an om a lie s  grow th deliciencies and  v a n ou t le v e ls  u l team  d am age  behavio ra l and learn ing p rob lem s resu lt, and the 
con sequ en ces  are g ene ra lly  lile iong  A R N D  d esc rib es  a sim ilar behav io ra l and cognitive synd rom e without lha characteristic taciai abno rm a lities ot growth 
Je lic  enc ies o l FAS W ith lewer physica l d o e s , d iagnos is o t ARND is m ore com p lica ted , on ly a  doctor who is an e ip e d  in ARND  can dete rm ine whether a 
i h id s b e h a v o rs  or d isabilities a re  a lcoh o l re la ted

I  ach  ,e a r  a s  m any as  4 0 .0 0 0  b ab ie s  m Ihe U S  are  born with FA SD - as m any a l  on e  out o t eve ry  100  b id h s - costing lh a  nation abou t lou r M iron 
ito lla rs  N euro log ica l and learn ing  ch a lle n g e s  range Irom  seve re  lo  mad. and  sym ptom s often  re sem b le  Ihose lo r attention deficit hyperactivity d ito tde r 
I ADHD ) Children with FA SD  a ls o  h ave  lower IQ  -a lthough on ly 2 5  p e ic en l o l ch ild ren  who h ave  FA S  have m en ia l re tardation (IQ  o l 6 9  o t under) A recant 
M ichigan sludy focu sed  on  Ihe iQ o l 30C children who were fo llow ed Irom  b e lo re  birth lo  m ore  lhan  sev en  and  a  h a l  ye a rs  o l ag e  F o r eve ry  two additional 
dunks pei day con sum ed  by a  m other while p regnan t. Ihe child s IQ d ropped  an  av e ra g e  ot th ree poin ts Children o l m othe rs ove r Ihe age o l 3 0  who drank 
w ere m ost at risk o l having a child with a  lower iQ

H ow  M uch A k o h o l  I*  S a le  l o  D rin k  W h e n  P re g n a n t?

While the medicul literatu re h a t  b een  c lea r lo r som e lim e Iha l there n  no s a le  am ount o r period  lo r a lcoho l consumption during p regnancy, som e doctors 
h ave  continued lo  suggest that lim ited u se  during late r stage* may not b * harm fu l N e v e rth e le s t . stud ies suggest even  a  sing le a p rto d *  o l  consum ing a t  
■■tile a s  two drinks m ay lead  lo  k iss o l le la l btam  ce ll*  (one  drink = 12 ounces  o l b ee r. 5 ou n c es  o l  w ine or 1 S ounces o l hard  liquor)

R ecen tly . S u rg eon  G ene ra l R ichard  C a rm ona  u rged  national attention lo  Ihe im portance o t com p le te  abstinence during o regnancy S ea ) D r C arm ona . 'W a 
must p revent a ll injury and  iHnett Ih a l n  p reven tab le  in society, and a lcoho l-re la ted  birth d e lec ts  a re  com p le te ly  p reven tab le  W e d o  not know  what, 11 any. 
am ount o l a k o h o l is sa le  W han  a  p regnan t w om an drinks a k oh o l. so  d oe s  her b aby Thar a te  r* . it'a m the beat interest lo r  a  p regnan t wom an to simply 
no l drink a k o h o l ' The S u rg eon  G e n e ia l a ls o  noted  that desp ite public hea lth adv iso ries , significant num bers o l w om an continue to drink during pregnancy 
In a  su rvey by the N ationa l Task F o re *  on  F e ta l A lcoho l Synd rom * and Fata l A k o h o l E lfe c l. 10  percen t o l w om an aged  18 to 4 4  repo rted  dnnkmg during 
p regnancy, and  two percent repo rted  drinking m a  bm ge fash ion , with m ore than five d rinks p e r ep isode

The FA SD  synd rom es are  not hered ita ry , neu ron  d am age  and ceS lo s s  m the le ta l b ia in  occu rs  th rough the direct effe c ts o l  a k o h o l a s  a  loam  
N eve rth e le ss . Ih t re  s e em s to b e  a  genetic p red isposition  lo  p rob lem  drinking, and  how  rapid ly an d  com p le te ly  a  w om an s  body b rea ks  down a k o h o l 
d ep end s lo  som e *>t*nt o n  gene tics  W he the r Irom  g e n a lk  or other (ac to rs , the risks to r FA SD  a te  in c reased  m w om an o ld e r than 3 0  y s a r i  and  woman 
with low soc ioeconom ic sta tus. How C an  P a re n ts  and  Taachars H e lp?

F A SD  cannot be cured , but ea r ly  intervention h e lp s  improve children s learn ing and  m ed c a l ou tc om es Idea lly children d iagnosed  o r s u tp e c le d  o f having 
FA S  or ARND  are  re fe rred  to a  multidiscip linary laam  including specia lists such a s  a  c lin ica l geneticist, a  deve lopm en ta l pediatrician , m enta l hea lth 
p ro fe ss ion a ls  soc ia l w o rke rs  jn d  educa tiona l spec ia lists

T reatment invo lves coord ina tion  o l mui p ie com munity services Soc ia l se rv ices can  in s u re  a  s a fe  ho ,e env ironm ent and help  pa ren ts lea rn  what 
p rob lem s lo  e ip o c t and  how to construe lively re spond  lo  Ihem . and spec ia l educationa l le chm ques m ay help  ch ild ren overcom e learn ing  p rob lem s

P a ru m s  and teachers o ften  strugg le lo  u nd e is la n d  Ihe cha llenging or m aladaptive behavior o l ch ild ren  with FASD . and they need  he lp  learn ing  effective 
m anagem en t techniques tor lea rn ing  and  behavio r p rob lem s The FAS D iagnostic and  P reven tion  Network is currently eva luating an  intervention m ode l 
b ased  on  two com p lem entary e lem en ts  t ) in d iv id u a te d  supportive behaviora l consu lta tion  lo r pa ren ts and  schoo l sta ff o f children with FAS/ARND  and 2 ) 
a schoo l based  soc ia l com m unica tion  intervention p rov ided directly lo  children with FA S /A RN D  that ta rget* critical deficit* m soc ia l com munication and 
pee r re lu lion s

E ach  child s as ditfc-rent a s  a  liny sn ow flake  ’ s a y s  Bonn ie Bu«lon . author o f Ihe book

D am aged  Angels jn d  idop tive m othe r o t a  child d iag n osed  with ARND However, som e c o re  p rob lem s result from  dam age to the Iron la l k b *  and  deeper 
s iru t lu re s  o l Ihe brain, and  th ese  p rob lem s continue m lo  adu lthood A reas most a f f tc le d  include o rgan iza tion a l skills soc ia l interaction m am ory 
percep tion  and coord ination

N a ts '*  S to ry

Many ch ild ren with FA SD  a ls o  c*«p»-neMce sen so ry  deve lopm en ta l and -nodical p rab 'em s A* an  in fant and tcdd ler * a le  who was '.Her d iagnosed  w-th 
ARND  cou ld -to t ici'erate loud  n o .s o s  t>r*ghl ights j r  crowds " e i  m other *’ ad 10 avo id  Ih ese  togqe rs  so  her lau gh te r would not go n lo  sen so ry  o .e r lo a d  
» »!e cu 'J  no! e.c-n go lo i g roce ry  sto re without scream .ng  She a'so n.*d le .e 'o p m e n la i p rob lem s such a s  Je 'a ve J  speech jn d  d Hicuity 'earn ing how lo 
ra t ove r craw ' .md walk ce a rn ing  m e jtp h .ib e l w as l  m a(or hurdle and  she was - le v e l ab<e lo  team  m ud'plical-on or cursive writing B o ! n 'o rm s of hearth 
•  a le  w js  *o r lu i- jle  A though she - as a 'u -a il murmui and si gt-l sco liosis , n o te  f ,ad  *ew m edica l p rob lem s t e F0" J  ''hduen l e a 'a c h e s  E a r n lec ln in s are 
. m m cn  ■- penc le  who r j . e  f  ASD  hoc ju s e  Ihe EuS tacK .*n 'o te s  a re  pocn* C jnned and Ihe  ' 'y d  d o e s  not Ira  n out 'ea ,-ng  a perfect env ironm ent to* 

rdec lion  )

a s  a i-r- j-i.w  Jer " . r e  I ” . , " o *  r  s-* She h ad  in ry;d  sw n g j jn d  'ag e s i "  1 n id  troub le  m jkm g  and  keep ing  'i-ends B* m e '" ' ie  she  wa s -  ne , e a rs  
1 • nr '• c i.'sn s we'e sc a  .1 -"lii> 'hat thefp r , d e j  she f^ s l  f a .  a a C h D  and p re s e n te d  P-taim ’ • e ' c - d  alien *>>pod *  a 'e w ih  *»r 
c i s e  n d ' tp e rac i . ly but -t-o u r 'e r  p i . t 'e m s  g c s  s'c*d Schoo l t n c jm e  riicreas'r-giy f ru s f r jt n g  b ecau se  she was *- it e to ’ * •« it s i r a c ’ v

j  v  • * ci g a *d ‘ c r j o "  r-g ihu-gs S 'h e ' .* '-Her- .com .1 g i'.s v  g -> s , r  .,.ji ir-d r a le  ki ew !h*t >he . ,M • p i se ep  .p  wan ihem  , «•„•*.«*" y
e j '   p i . (  * -h.s w as " o l  S' w  ' she w i s  17 , e j r s  . J  ’ ' r t c - " !  or s *re 'houg f I to far m ost suCCCssfu' when slum .-1 t« t r e 'h e  age sa

•i w .  i •  r e  s •’ -  fh»r *.v t l-i-n  w* o  fia.c* f a s  Te s t  re '"•.*» -cw n t jc  ' " a l !•< o' o' w »s '*'•» • t . s e  > * \ I"  * i - * i  . wr - t r  t e " 'S  s'-e t
 ................... I  \  • i t - . i l  f» ;n  i - 1 j  .- g *.o' e re  jn . r  - es A * v  *m«r.- ,s  t r e - 'm g  1 NiCuit.es *  HO '• r .e d  w m. • e f two l . i , g r ' e - s  no ' c-r
• ,-r v ’ - e
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F e t a l  A l c o h o l  S p e c t r u m  D i s o r d e r s

#
/  e t u i  a l c o h o l  s p e c t r u m  d i s o r d e r s  ( F  I S P s )  c u n  c a u s e  s e r i o u s  d i s a b i l i t i e s  l l w t  l  i s t  a  l i j e i i m e .  T h e y  c a n  a f f e c t  

h o w  a  p e r s o n  l o o k  s ,  f ’ r o n ' s ,  l e a r n s ,  a n d  a c t s .  H u t .  I  I S P s  a r e  1 1 1 0 %  p r e v e n t u I  i f  a  w o m a n  d o e s  m u  d r i n k  

a l c o h o l  w h i l e  s h e  i s  p r e g n a n t .

•  FASD is a term that describes the range o f effects that can occur in a person whose mother drank alcohol
while pregnant. These effects can include physical and mental disabilities and problems w ith behavior or
learning. Olten. a person has a mix o f these problems. The term FASD is not 
intended for use as a clinical diagnosis.

•  People with an FASD often have problems with learning, memory, attention span 
problem solving, speech, and hearing. They are at very high risk for trouble in 
school, trouble with the law, alcohol and drug abuse, and mental health disorders.

• FASDs include fetal alcohol syndrome (FAS), which causes growth problems, 
abnonnul facial features, and central nervous system problems. Children who do 
not have all o f the symptoms o f  FAS can have another FASD. These children can 
have problems that are just as severe as those o f children with FAS.

•  It is not known exactly how many people have an FASD. Studies by Ihe Centers 
for Disease Control and Prevention (CDC ) have shown that 0.2 to 1.5 cases o f 
FAS occur for every 1.000 live births in the United States. Other studies using

#  different methods have estimated the rate o f FAS at 0.5 to 2.0 cases per 1.000 live 
that there are at least four times as many cases o f FASDs as FAS.

T here is no known am ount of alcohol use tha t is safe during  pregnancy. T here is no known time during 
pregnanes when alcohol use is safe.

•  All drinks with alcohol can hurt an unborn baby. A 12-ounce can o f beer has as much alcohol as a 4-ounce 
glass o f w ine or a I-ounce shot o f liquor. Some drinks, like malt beverages, w ine coolers, and mixed drinks, 
have more alcohol than a 12-ounce can o f beer.

•  A woman should not drink any alcohol if she is pregnant or planning to get pregnant. If a woman could 
become pregnant, she should talk to her doctor and take steps to lower the chance o f exposing her baby to 
alcohol.

• FASDs last a lifetime there is no cure. But if children with an FASD are identified carlv. they can receive 
serv ices to help increase their well-being.

•  lA SD s are I00"« preventable if a woman docs not drink alcohol while she is pregnant.

i

B e

births. Scientists believe

%
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Ea r l y  D ia g n o s is  o f  Fe ta l  A lc o h o l  S p e c t r u m  D iso r d er

You asked for information about Fetal Alcohol Spectrum Disorder (FASD). Specifically, you 
wished to know whether early diagnosis of FASD was important. Briefly, all our sources believe 
that early diagnosis is a key factor in enhancing the quality of the life of any child so affected.
Prenatal exposure to alcohol can cause a range of disorders collectively known as fetal alcohol 
spectrum disorder (FASD).1 The term FASD is not a clinical diagnoses but rather an umbrella 
term describing the range of effects that can occur to a child whose mother consumed alcohol 
during pregnancy. These effects can be physical, mental, or behavioral and have lifelong 
implications. The term “spectrum” is used l  jcause each individual with FASD may have some or 
all of the aforementioned effects with varying degrees of severity.
Fetal alcohol syndrome (FAS) is the most well know diagnosis—and the most severe—within 
FASD. To be diagnosed with FAS, a wide range of testing is required including physical, 
psychological, speech and language tests. Symptoms and the extent of damage caused vary 
depending on factors such as the amount and kind of alcohol the mother drank, when the alcohol 
was consumed in the gestational period, and the genetic makeup of both mother and fetus. Fetal 
Alcohol Syndrome is characterized by abnormal facial features, growth deficiencies, and central 
nervous system problems. Other conditions that fall under FASD include fetal alcohol- effects 
(FAE), alcohol related neurodevelopment disorder (ARND) and alcohol-related birth defects 
(AEBD). All of these conditions are permanent and have no cure. However, all FASDs are also 
100% preventable—if a woman does not drink alcohol during pregnancy.
Experts agree that early diagnosis of FASD is important for a variety of reasons. While the 
conditions are incurable, a child who is identified early can receive services and accommodations 
that can help him or her lead a more productive and rewarding life. All of the literature we 
surveyed and the professionals with whom we spoke stress that the earlier intervention occurs, 
the better the outcome. Diagnosis at birth is ideal but only occurs in cases where the mother 
acknowledges drinking during pregnancy or the child has extreme FAS facial features. According

’ Much of the infonnation we gathered for this report < ame from the Center for Disease Control 
www.cdc.gov/ncbddti/fas and the Substance Abuse and Mental Health Services Administration www.samhsa.gov. as well 
as conversations with experts in the field and other literature.

P repared  for  S enator Bettye Davis

By T im S pen g ler , Legislative Analyst

907-465-3001 
907-465-3900 (fax)

Alaska Laglslatura 
Laglslativa Raaaarch Sarvlcaa

w3.lagia.staf.ak.ua/faa/raaaarch/rataarch.php

S f f  Capitol 
Junaau, AK 99001

http://www.cdc.gov/ncbddti/fas
http://www.samhsa.gov


to our sources, children are often not initially diagnosed until they start school. Many children, 
however, especially those without distorted facial features, are never diagnosed with having 
FASD.
Dan Dubovsky, FASD Specialist for the federal Substance Abuse and Mental Health Services 
Administration (SAMHSA), emphasizes that FASDs, which often appear as oppositional or anti­
social behavioral choices, are actually the result of brain damage.2 As a result, children are 
negatively pigeon-holed as disruptive or lacking in intelligence. He stresses that being 
misdiagnosed is extremely counterproductive to the child, his or her family, and to their 
community. For parents, knowing their child (in many cases their adoptive or foster child) is 
affected by FASD can be of immeasurable importance. Although the challenges of raising a child 
with special needs remain, knowing that the behavior issues are due to a disorder—and not willful 
disobedience—is of obvious importance. When a child is accurately identified as having FASD, 
educational plans and services can be set in place appropriate for his or her needs.
Mr. Dubovsky was emphatic that early diagnosis is crucial—especially as a way to minimize the 
occurrence of secondary disabilities. Secondary disabilities include mental health problems, 
disrupted school experiences, trouble with the law, confinement, inappropriate sexual acting out, 
and substance abuse problems. He pointed us to a “groundbreaking'' Center for Disease Control/ 
University of Washington study headed by Dr. Ann Streissguth that examines how individuals 
with FASD whose needs go unmet frequently develop one or more of these secondary 
conditions. One of the findings highlighted in the study is the importance of being diagnosed 
before the age of six. We include Dr. Steissguth's report as well as two brief overviews regarding 
the findings of her study as Attachment A .3
A SAMHSA publication, Fetal Alcohol Spectrum Disorders, The Basics, includes the following as 
some of the benefits of identification and treatment of FASD4

• Helps decrease anger and frustration for individuals, families, providers, and 
communities by helping them understand that negative behavior results from the 
disability and is not willful;

• Helps people with an FASD succeed by focusing on why they have trouble in certain 
programs; and

• Helps improve outcomes and helps prevent future births of children with alcohol related 
disorders.5

1 Dan Dubovsky can be reached al (866) 786-7327.

3 The document Understanding the Occurrence of Secondary Disabilities in Clients with Fetal Alcohol Syndrome and
Fetal Alcohol Effects is in less than stellar condition. We contacted the University of Washington and. while they do not 
have the report in an electronic format, they will send a hard copy which we will scan and make available. The Center for 
Disease Control's Protective Factors for Children with FAS is available at www.cdc.gov/ncbddd/fas/protective.htm. 
Secondary Disabilities from Alaska's FAS office is located at www.state.ak.us/fas/info/secondaryDisablities.htm.

4 We include Fetal Alcohol Spectrum Disorders, The Basics as Attachment B

4 Dan Dubovsky stresses that a mother who remains unaware of her child's condition may drink during subsequent 
pregnancies possibly resultinq in the birth of additional children afflicted with alcohol related disorders. However, if a 
diagnosis is made early, and the family educated about FASD. the mother may adjust her behavior and abstain from 
consuming alcohol during these pregnancies. Therefore earty diagnosis can potentially lessen future FASD occurrences
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Dr. Eugene Hoyme, who spent years studying the effects of fetal alcohol syndrome at Stanford 
University, helped develop a diagnostic spectrum used with alcohol-exposed children. It looks at 
the whole child, from physical features to cognitive thinking and motor skills. Dr. Hoyme is 
currently studying ways to diagnose children at birth. He emphasizes that the earlier a child is 
identified with FASD, and the sooner he or she can receive help, the better the chance for a 
successful outcome.6 Often FASD diagnoses are conducted as a team approach with 
physicians, speech and physical therapists, psychologists, and audiologists participating. 
Obviously, in some geographic areas, such teams are not available. In these cases, physicians, 
and other health professionals with proper training, are able to make a diagnosis on their own.
We spoke with Juneau pediatricians Joy Neyhart and Amy Dressel as well as Alaska's FAS 
program manager Diane Casto and Ric lannolino, FASD Diagnostic Team Coordinator with 
Central Council Tlingit Haida Indian Tribes.7 All these experts concur that oarly diagnosis of 
FASD is of paramount importance for children, families and providers. Additionally, Diane Casto 
points out that many children with FASD are not being raised by their birth mothers but reside 
with relatives, or in adoptive or foster homes. She asserts that it is vital that these caregivers 
have all information possible to best assist, and advocate for, the children relying on them. Dr. 
Neyhart notes that FASD children often have multiple placements within the foster care system 
as they can be very difficult to manage. This phenomenon is exacerbated when their condition is 
undiagnosed.
As mentioned, there is a continuum of multiple issues that children with FASD—and their families 
and providers—face. Interventions for children with FAS/FASD are sometimes non-specific, 
unsystematic and often lack scientific evaluation. In an effort to remedy this situation, The Center 
for Disease Control currently has a number of grantees working through a collaborative effort to 
identify, develop, and evaluate effective strategies for working with children with FASD and their 
families.8 While there is no “one siz? fits all" strategy for helping these unfortunate children, all 
our sources agree that the earlier a child is accurately diagnosed, the better chance he or she 
has to lead the fullest life possible. As the State of Alaska’s FAS website notes.

With the right diagnosis, support and understanding, many individuals with FASD
are living happy and full lives.

I hope you find this information to be useful. Please do not hesitate to contact us if you have 
questions or need additional information.

8 Diagnosing FASD is Tricky, Minnesota Public Radio. minnesota.publicradio.org/display/web/2007/09/0S/fasd2.

7 Dr. Neyhart can be reached at (907)463-1210. Dr Dressel at (907) 586-1542. Diane Casto at (907)465-1188. and 
Ric lannolino at (907) 463-7373.

8 For information on the CDC's development of strategies program see www.cdc.gov/ncbdd/fas/intervening.
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Attachment*:

Marilyn Dodd [akafpQgci.net] 
Friday, February 20, 2006 2:44 PM 
Sen. Bettye Davis 
sb267
ATT00001.htm; sb267.doc

ATTOOOOl.htfn (4 Sb267.doc (31 KB) 
KB)

Maryann P o lan d , MD
P r e s id e n t  E le c t ,  A laska  Academy o f Fam ily  P h y s ic ia n s

R E C E IV E D  

WARD 32008

D ear S e n a to r  D a v is :

The Board o f  D ir e c to r s  o f th e  A lask a  Academy o f F am ily  P h y s ic ia n s  r e p r e s e n t s  o v e r  365 
p r im a ry  i a r e  p h y s ic ia n s  who p r a c t i c e  th ro u g h o u t A la sk a . We oppose S en a te  B i l l  No. 267. 
T h is  b i l l  r e q u i r e s  d o cu m en ta tio n  in  an  i n f a n t ' s  m e d ica l r e c o rd  any p r e n a ta l  e x p o su re  to  
a l c o h o l ,  b u t o n ly  w ith  th e  m o th ers  c o n s e n t.

We b e l ie v e  t h i s  b i l l  i s  u n n e c e ssa ry  and h a s  u n in te n d e d  le g a l  co n seq u en ces . P r a c t i t i o n e r s  
a l r e a d y  have a s t a t u t o r y  and e t h i c a l  d u ty  to  r e p o r t  su sp e c te d  a lc o h o l o r  d rug  ab u se  
a f f e c t i n g  a c h i ld .  The M edical P r a c t i c e  A ct r e q u i r e s  a l l  p e r t i n e n t  in fo rm a tio n  to  be 
e n te r e d  in t o  a m e d ica l r e c o rd .  F u rth e rm o re , to  r e s t r i c t  u se  o f any in fo n n a t io n  o n ly  fo r  
th e  p u rp o se  o f p ro v id in g  m ed ica l d ia g n o s is  o r  tr e a tm e n t l i m i t s  i t s  u se  in  any  p o t e n t i a l  
l e g a l  c a ^ e . S in c e  t h i s  would a f f e c t  how e v id e n c e  may be u sed , i t  may r e q u i r e  a more wide- 
r e a c h in g  change in  c o u r t  r u l e s .

The b e n e f i t s  o f e a r l y  d ia g n o s is  and t r e a tm e n t  f o r  F e ta l  A lcohol Syndrome D iso rd e r  a r e  
u n d e n ia b le .  However, we do n o t b e l ie v e  t h i s  b i l l  adds any encouragem ent to  b e t t e r  
docum ent a m ed ica l h i s t o r y .  I t  would n o t  h e lp  w ith  e i t h e r  e a r ly  d ia g n o s is  o r  t r e a tm e n t .  
T h e re fo re ,  we s t r o n g ly  u rg e  t h a t  SB267 be d e f e a te d .

S in c e re ly

M aryann 
P re s id e n t

R oland, M.D. 
E le c t ,  AXAFP

1
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Alaska Academy o f Fam ily 
Physicians

35555 Spur Highway #266, Soldotna, A K 99669 akafp@gci. nit www.alaikaafp.org 907 258-2255 offici 
530 326-5612fax

Maryann Foland, MD
President Elect, Alaska Academy of Family Physicians

De^r Senator Davis:

The Board of Directors of the Alaska Academy of Family Physicians represents over 365 
priqiary care physicians who practice throughout Alaska. We oppose Senate Bill No.
267. This bill requires documentation in an infant’s medical record any prenatal exposure 
to alcohol, but only with the mothers consent.

j
Wei believe this bill is unnecessary and has unintended legal consequences. Practitioners 
already have a statutory and Jthical duty to report suspected alcohol or drug abuse 
affecting a child. The Medical Practice Act requires all pertinent information to be 
entered into a medical record. Furthermore, to restrict use of any information only for the 
purpose of providing medical diagnosis or treatment limits its use in any potential legal 
cask Since this would affect how evidence may be used, it may require a more wide- 
reaching change in court rules.

I
I

Th( benefits o f early diagnosis and treatment for Fetal Alcohol Syndrome Disorder are 
undeniable. However, we do not believe this bill adds any encouragement to better 
document a medical history. It would not help with either early diagnosis or treatment 
Therefore, we strongly urge that SB267 be defeated.

iiI
I

i
Mftryann Foland, M.D. 
President Elect, AKAFP

http://www.alaikaafp.org


laska State Medical Association
4107 Laurel Street •  Anchorage, Alaska 99508  •  (9 07 ) 562*0304 •  (907 ) 561-2063 (fax)

March 3, 2008

Honorable Bettye Davis 
State Senate
Chair, Senate Health, Education, and Social Services Committee 
State Capitol, Room 30 
Juneau, AK 99801-1182

RE: SB 267 - Documentation o f  an Infant’s Pre-natal Exposure to Alcohol 

Dear Senator Davis:

The Alaska State Medical Association (ASMA) represents physicians statewide and is primarily 
concerned with the health o f  all Alaskans.

Notwithstanding your laudable intent to “assist with early FASD diagnosis’s when applicable”, ASMA 
feels that this bill, i f  passed as is, provides for unintended consequences that puts physicians in situations 
where they may violate other laws, put themselves at unwarranted risk in civil litigation, and impair their 
ability to be paid by health insurance companies. ASMA can not support SB267.

This statement is based on the comments and advice provided to ASMA by its legal counsel, Mr. Roger 
Holmes. Those comments are attached to the written testimony.

I am an internal medicine specialist who specializes in the treatment o f  diabetes and lipids. I do not 
specialize in the treatment o f  FASD. However, it is good medicine to include everything in the patient’s 
medical chart that is relevant to the delivery o f  good medical care to the patient.

From a medical standpoint, it makes no sense to dictate what a physician might include in her or his 
medical record for an infant based on the consent o f  a mother who m ay indeed be impaired by alcohol 
abuse and/or addiction.

ASM A suggests that Alaska would be better served through legislation that fitrthers research and 
education to prevent, identify, and treat FASD.

ASM A urges you not to support SB267.

Transmitted by email: Senator_Bettye_Davis@legis.ak.state.us

Sincerely,

By: J. Ross Tanner, DO, President 
For: Alaska State Medical Association

cc: Senate Health, Education, and Social Services Committee members

mailto:Senator_Bettye_Davis@legis.ak.state.us
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February 29. 2008

J tunes J. Jordan 
F.xccutivc Director 
Alaska State Medical Association 
4107 I aurel Street 
Anchorage. Alaska 99508

Re SB 267

Dear Mr. Jordan:

You have asked me to comment on the proposed language in AS 08.64.364 which states:

(u) For the purpose o f screening for fetal alcohol spectrum disorder, a person licensed 
under (his chapter attending or making a postnatal examination o f a mother and 
infant shall document the infant's prenatal exposure to alcohol in the infant’s medical 
file if ihe mother provides her consent lo the inclusion o f  the information in the 
in font s medical file.

(b) Information received under this section may not be used except for the purposes 
o f providing medical diagnosis, treatment, or can.*.

The Sponsor's Statement indicates that the purpose o f this statute is to mandate the inclusion o f  this 
information in an infant's chart to encourage early detection o f  FASD. However, the way the bill 
is written, it appears physicians may not include this information in the patient’s chart unless the 
mother gives her consent. Were this to be the result o f this bill, it would turn medicine upside down. 
I he infant is the patient. 1 he doctor has a moral, legal and ethical oblig-'! ion lo include anything and 

everything in the patient's medical chart which the physician feels is relevant regardless o f receiving 
the permission o f the patient or the patient’s mother.

It is hciow the standard o f  care for a physician to fail to record in the chart all o f the information 
pertinent to diagnosis and treatment, rhc failure to record something the phy sician feels is relevant 
subjects the physician to a claim o f malpractice.1 It also subjects the physician to discipline

Sweet v. Sisters of Providence in Washinuton. 881 P.2d 304 .311 (Alaska, 1994) “ In Patrick 
v Scdwick. 391 P.2d 453. 457 (Alaska 1964). for example, the Alaska Supreme Court noted that 
‘ it was incumbent upon the appellee surgeon to have described accurately and fully in his report o f 
the operation everything o f consequence that he did and which his trained eye observed during the
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including a possible loss o f license as it is unprofessional eonduct fora physician fail “to prepare and 
maintain accurate, complete, and legible records in accordance with generall) accepted standards o f 
practice for each patient. "' No physician could ethically or legally fail to include this information 
in an infant's chart regardless o f  the feelings of the mother.

Subsection (h) limits the use o f FASD information in the chart to diagnosis, treatment and care o f 
the patient. I his too has unintended, impermissible and. most likely, unconstitutional consequences. 
It appears the information could not be used h> the patient in a law suit against a school district, 
health care provider or other third party. Nor could the health care provider use that infonnation in 
defense o f  a suit. Actually, as written, the health care provider could not even submit the record to 
Blue Cross in connection with getting paid for the cane provided. Nor, if  this record were made in 
a hospital emergency room, could it used as pan o f  a  peer review process.

There is a companion bill in the House - HB300. (lie House sponsor's statement says:

I he hill specifics that information related to a mother's use o f alcohol can only he 
used for diagnostic and medical purposes, not as evidence against the woman’s 
fitness or in an attempt to remove her custodial rights.

Since this hill purports to limit the ev idcncc which can be used in a Court proceeding, it ma> need 
a two-thirds majority. ’

Please call me if you have any questions.

V’cry truly yours.

Roger F. Holmes

operation.... If these requirements had been met the report would ... more likely ... have supplied 
sufficient facts to have permitted expert witnesses to testify on the question o f  negligence.” *

-12 AAC 40.% 7(9).

I have not looked at the issue o f  the constitutionality o f depriving a spouse or a child's 
guardian ad litem o f the use o f relevant infonnation in a child custody dispute.

BISS & IIOLMHS
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Talking Points

•  I f  medical providers were reporting prenatal alcohol exposure routinely w e would 
not need this bill

•  It is not illegal for w om en to drink during pregnancy in A laska and children 
exposed to alcohol during pregnancy cannot be diagnosed for several years from 
the tim e o f  their birth.

•  W itn respect to m andatory reporting o f  suspected alcohol abuse affecting a child 
by m edical professionals per T itle 47 Child Protection. It is our contention that 
this practice is reactive and counter to the intent o f  this piece o f  legislation. Senate 
Bill 267 provides a non-punitive, pro-active means for m others to se lf  report their 
prenatal alcohol use.

•  As a coordinator o f  one o f  A laska’s diagnostic clinic m y experience is that some 
mother have died or have lost custody o f  their children, relative m ay not be aware 
o f  their alcohol use during the specific nine months o f  a m other’s pregnancy the 
result is m any children and their families can not obtain a diagnosis.

•  Children are diagnosed at the earliest in our clinic at 2 years o f  age children must 
be identified much early  in order to m itigate some o f  the behavior and cognitive 
deficits long past the post natal reporting period that this bill provides for.

Senate Bill 267
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M E M O R A N D U M M arch 3 ,2008

SUBJECT: Legal and practical issues relating to the requested 
CSSB 267(HES) (W ork Order No. 25-LS1471\C)

TO: Senator Bettye Davis 
Chair o f  the HESS Comm ittee 
Attn: Thom as Obermeyer

FROM: Alpheus Bullard 
Legislative Counsel

You requested a committee substitute for SB 267 based on an amendment prepared by 
Jan Ruthdale o f  the Department o f  Law. I have several comments.

1. The requested com mittee substitute directed a person m aking a postnatal examination 
o f  a m other and infant to docum ent "observations, medical history, and other available 
information o f the infant's prenatal exposure to alcohol in the infant's medical file." This 
is unclear. W hose "observations," w hose "medical history," and what is "available 
inform ation"? I redrafted this to read, "the person's observations," the mother's pertinent 
medical history" and other "information relevant" to the infant's prenatal exposure to

2. The language you requested provides that "[ijnformation described in this section that 
was obtained from statements o f the mother made during the mother's examination that is 
confidential medical information o f  the mother may not be released without the consent 
o f the mother, except upon court order, or as required by AS 47.17.024." The committee 
substitute you requested makes changes to a provision that directs that certain 
inform ation be recorded in an infant's medical file. This means that the mother's 
information is released to the infant's medical record. A ny future provider o f  medical 
services to the infant will encounter the inform ation provided by the mother in the 
infant's file. If  the inform ation obtained from the mother by a medical provider is not 
confidential, this is something o f  which she should be made aware. I'm not sure what the 
sense o f  "release" is supposed to be, but it does not seem to make sense in the context o f  
what the bill requires.

Note too, that the concept o f  doctor-patient confidentiality would not apply just to 
"confidential medical information o f  the mother" but all noncriminal inform ation shared 
by the m other in seeking the advice, care, and/or treatment o f  a physician for herself or 
her child. It is a generally accepted principle that individuals seeking medical help or

alcohol.
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advice should not be inhibited by any fear that their medical concerns or conditions will 
be disclosed to others. Patients entrust personal knowledge o f  themselves to their 
physicians, which creates an uneven relationship in that the vulnerability is one-sided. 
There is usually an expectation that physicians will hold that special knowledge in 
confidence and use it exclusively for the benefit o f  the patient. See A laska Rule o f  
Evidence 504(b) which provides:

General Rule of Privilege. A patient has a privilege to refuse to disclose 
and to prevent any other person from disclosing confidential 
com m unications made for the purpose o f  diagnosis or treatment o f  the 
patient's physical, mental or em otional conditions, including alcohol or 
drug addiction, between or am ong the patient, the patient's physician or 
psychotherapist, or persons who are participating in the diagnosis or 
treatm ent under the direction o f  the physician or psychotherapist, 
including m em bers o f  the patient's family.

The com m ittee substitute would have such information recorded in the infant's medical 
file, but not "released without the consent o f the mother, except for court order, or as 
required by AS 47.17.024." I don't know how a court would interpret this language, but I 
believe that it is certainly possible that the changes affected by the com m ittee substitute 
could be interpreted as an unconstitutional violation o f  a m other’s right to privacy.

3. Senate Bill 267 requires a person licensed under AS 08.64 to document "an infant's 
prenatal exposure to alcohol" in the infant's medical file, and that the inform ation "may 
not be used except for the purposes ofproviding medical diagnosis, treatment, or care.” 
AS 47.17.024 im poses a duty on practitioners o f  the healing arts to notify the Department 
o f  Health, Education and Social Services o f  an infant's condition that the practitioner has 
determined has been adversely affected by, or is withdrawing from exposure to, a 
controlled substance or alcohol. The duty imposed by AS 47.17.024 is a different duty 
than that created under the bill. SB 267 deals only with the documentation o f  information 
in an infant's m edical file relating to a mother's consumption o f  alcohol, nql a 
practitioner's determ ination that an infant has been adversely affected by alcohol. These 
are legally and practically distinct actions and responsibilities.

I f  you have any questions, please do not hesitate to contact me.

ALB:lmb 
08-05 l.lm b

Enclosure



February 25,2008

Representative Doll 
Senator Davis 
Capitol Building 
Juneau Alaska 99801

Greetings,

I would like to thank you both for sponsoring bills to  increase the access to support 
services for people experiencing brain damage caused by fetal alcohol spectrum.
This bill will rem ove one o f  the m ajor barriers to effective diagnosis, by increasing the 
knowledge o f  one o f  the key indicators. I believe this bill still maintains the relationships 
between medical provider and parents.

I worked closely for a number o f  years with a young person experiencing FASD. I 
w itnessed the frustration o f  fellow staff members and community members, and the 
negative attitudes toward this individual.

Once it was determ ined that the person’s behaviors w ere a result o f  FASD, there was a 
dram atic change in treatment o f  this individual. People working with her experienced 
m uch less frustration, and were much more effective in working w ith her. This resulted 
in a higher quality o f  life, work, and relationships for the individual.

This bill is a w in-win for people with FASD, the people that care for them, and the State 
o f  A laska in general. Thank you for sponsoring this legislation.

Joy Lyon 
570 Seater 
Juneau AK 998
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CS F O R  SEN A TE B IL L  NO. 267(H ES)

IN THE LEGISLATURE OF THE STATE OF ALASKA 

TW ENTY-FIFTH LEGISLATURE - SECOND SESSION

BY THE SENATE HEALTH, EDUCATION AND SOCIAL SERVICES COMMITTEE

Offend:
Referred:

Spouor(a): SENATOR DAVIS

A B IL L  

F O R  AN A C T E N T IT L E D  

"A n  A ct re la ting  to  re q u ir in g  ce rta in  persons licensed by th e  S tate  M ed ica l B o ard  to 

docum en t an  in fan t 's  p re n a ta l exposure to  alcohol In th e  in fan t's  m edical file ."

BE IT  EN A C TED  BY T H E  L E G IS L A T U R E  O F  T H E  S T A T E  O F  A LA SK A :

* Section 1. AS 08.64 is amended by adding a new section to article 3 to read:

Sec. 08.64.364. H ealth  ca re  professionals to  docum ent an  in fa n t 's  p ren a ta l 

exposure to  alcohol, (a) For the purpose o f  screening for fetal alcohol spectrum 

disorder, a person licensed under this chapter attending or making a postnatal 

examination o f  a m other and infant shall docum ent the person's observations, the 

mother's pertinent m edical history, and other information relevant to the infant's 

prenatal exposure to alcohol in the infant's medical file. Information described in this 

section that was obtained from statements o f  the m other made during the  postnatal 

examination that is confidential medical inform ation o f  the m other m ay not be 

released without the consent o f  the mother, except by court order, or as required by 

AS 47.17.024. The docum entation must be in the form or format required by the

-1-
New Text Underlined [DELETED TEXT BRACKETED]

CSSB 267(HES)
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department.

(b) Except as provided in AS 47.17.024, infonnation received under this 

section m ay not be used except for the purposes o f  providing m edical diagnosis, 

treatment, o r care o f  the infant.

(c) In this section, "infant" m eans a  child who is less than 12 m onths o f  age.

CSSB 267(HES) -2-
N»w Text Underlined [DELETED TEXT BRACKETED]



• SAMHSA FASD Center for Excellence:fasdeenter.sam hsa.gov
• Centers for Disease Control and Prevention FAS Prevention Team: vvv\ w.cdc.gov/ncbddd/Yas
• National Institute on Alcohol Abuse and Alcoholism (NIAAA): www.niaaa.i lj h.gov/
• National Organization on Fetal Alcohol Syndrome (NOFAS): ) las.org
• National Clearinghouse for Alcohol and Drug Information: n a 1 : samhsa. zoy
• These sites link to many other Web sites.

http://www.niaaa.i


Paradigm  Shift

“We must move

f do well in a program to viewing the 
1 program as not providing what the? 

individual needs in order to
succeed.”

D u b o v s k y ,  2 0 0 0



S tren g th s o f  P e r so n s  With an  
FASD

• Build on strengths of persons 
with an FASD, such as giving 
them opportunities to help 
in the classroom.

Photo courtesy o f Microsoft

•Use teaching strategies that focus on strengths.

• Find jobs that use the person’s strengths.



S tren g th s o f  
FASD

Highly moral—deep 
sense o f fairness

• Highly verbal

e r s o n s  With an

______________________________________________________

• Kind with younger 
children 
and
animals

fbpGjbb W

j  iVS S i  a  i d S

Photo courtesy o f Microsoft.

• Able to participate in 
problem solving with 
appropriate support



•  E n e r g e t i c  a n d  h a r d  w o r k i n g

•  F a i r  a n d  c o o p e r a t i v e

C u d d l y  a n d  

c h e e r f u l

•  H a p p y  i n  a n  a c c e p t i n g  

s u p p o r t i v e  e n v i r o n m e n t

•  L o v i n g ,  c a r i n g ,  k i n d ,  

s e n s i t i v e ,  l o y a l ,  a n d  

c o m p a s s i o n a t e

•  S p o n t a n e o u s ,  

c u r i o u s ,  a n d  

i n v o l v e d

Permission to use photos on file.



S tren g th s o f  P e r so n s  Wit 
FASD

Friendly Determined

Likable Have points o f 
insight

Desire to
Not malicious

Helpful

D ubovsky, D rexel U niversity C ollege o f  M edicine (1 9 9 9 )



Strategies To Improve O utcom es 
for Individuals With an FASD

Self-Esteem and Personal Issues

Use person-first language (e.g., “ child with FAS,” not 
“ FAS kid”).
Do not isolate the person. 
Address issues o f loss and grief.
Do not blame people for what they cannot do.
Set the person up to succeed.



S tra teg ies  To  Im prove O utcom es  
fo r In d iv id u a ls  W ith  an FASD

Strategies for Executive Function Deficits

Use short-term consequences .
specifically related to the behavior.

Establish achievable goals.

Provide skills training and use 
a lot of role playing.

_______

Photo property of SAMHSA.



S tra teg ies  To  Im prove O utcom es  
fo r Ind iv iduals  W ith  an FASD

Strategies for Information Processing Problems

Check for understanding.

Use literal language.

Teach the use of calculators and 
computers.

O Q

Look for misinterpretations of words or actions 
and discuss them when they occur.



S tra teg ies  To  Im prove O utcom es  
fo r In d iv id u a ls  W ith  an FA SD

Strategies for Memory Problems

Provide one direction or rule at a 
time and review rules regularly.

Use a lot of repetition.



VWyo/,v.v.

X

S tra teg ies  To  Im prove O utcom es  
fo r  In d iv id u a ls  W ith  an FA SD

Strategies for Sensory Integration Issues

Simplify the individual’s 
environment.

Provide a lot of one-to-one 
physical presence.

Take steps to avoid sensory triggers.
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S t r a t e g i e s  T o  I m p r o v e  O u t c o m e s  f o r

I n d i v i d u a l s  W i t h  a n  F A S D

Ask about possible 
prenatal alcohol 
exposure at intake.

Ask about substance 
use during medical 
appointments.

Educate families 
and providers 
about FASD.

Have a thorough
diagnostic
workup.

Dubovsky, Drexel University College o f Medicine (1999)



O u tc o m e s

This section includes:
• Strategies To Improve Outcomes for Persons With an 

FASD
•  S t r a t e g i e s  f o r  S e n s o r y  I n t e g r a t i o n  I s s u e s

•  S t r a t e g i e s  f o r  M e m o r y  P r o b l e m s

•  S t r a t e g i e s  f o r  I n f o r m a t i o n  P r o c e s s i n g  P r o b l e m s

•  S t r a t e g i e s  f o r  E x e c u t i v e  F u n c t i o n  D e f i c i t s

•  S t r a t e g i e s  f o r  S e l f - E s t e e m  a n d  P e r s o n a l  I s s u e s

• Strengths of Persons With an FASD

• Paradigm Shift



E c o n o m ic  C o s ts  o f  F A S

One prevented case of FAS saves
1 000000

8 0 0 0 0 0
6 0 0 0 0 0
4 0 0 0 0 0
200000

I n c r e a s e d  s a v i n g s  

t h r o u g h  p r e v e n t i o n

More than $ 1  million in 3 0  years
Lupton, Burd, and Harwood (2004)
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E c o n o m ic  C o s ts  o f  F A S

FAS alone cost the United States more than 
$ 4  billion in 1 9 9 8 .

The average lifetime cost for each child with 
FAS is $ 2  million.

*$1 . 6  million for medical care services [

• $0 . 4  million for loss of productivity
Lupton, Burd, and Harwood (2004)



S y s te m s  o f C a re

m i

K  a n y  D o o r s ,  N o  M a s  t o r  K o y s  R o s o u r c o s  N o o d o d  f o r  B  r a n d a n ,  A g s  1 - 2  Y d a r s

H e a l t h K fU O t lM I

J  Pediatrician Feeding Specialist

J  Neurologists (2) I I Nutritionist

.<>: J  Ped ia tric
J . / J  O o h th a lrO p h th a lm o lo g is t

I 4
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Local Indian Child 
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Infant Educator
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T h era p y  
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Cate Issues

Attorneys for 
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F o s te r  C a re  S ystem

G a s tro e n te ro lo g is t  I  .  I  R e sp ira to ry  T h e ra p is t



S y s t e m s  o f  C a r e  f o r  P e r s o n s

W i t h  a n  F A S D

Health 

Education 

Social and community services 

Legal and financial services



in te rv e n tio n  Is s u e s

Failure in traditional mental health treatment
programs

•  P e o p l e  w i t h  a n  F A S D  m a y  k n o w  w h a t  t h e y  n e e d  t o  

d o  b u t  c a n n o t  f o l l o w  t h r o u g h

•  C a r e g i v e r s  w i t h  u n r e c o g n i z e d  F A S D  o f t e n  l a b e l e d  

n e g l e c t f u l ,  u n c o o p e r a t i v e ,  o r  s a b o t a g i n g  t r e a t m e n t  

b e c a u s e  t h e y  d o  n o t  f o l l o w  i n s t r u c t i o n s

Limited FASD-specific treatment services



G e n e ra l Is s u e s  W itlIi FASC )

Often undiagnosed among persons 
facial features

without FAS

• More difficulties seen in those without FAS
facial features and with higher IQs

• Adaptive functioning more impaired than 
intelligence



T  re a tm e n t
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This section includes:

General Issues With FASD 
Intervention Issues
Systems of Care for Persons With an FASD 
Economic Costs of FAS

i m f  D



• Helps improve outcomes

• Helps prevent future births of children with an

• Helps decrease anger and frustration for individuals, 
families, providers, and communities by helping them 
understand that negative behavior results from the 
disability and is not willful

• Helps people with an FASD succeed by focusing on why 
they have trouble in certain programs



R i s k s  t o  a n  A d u l t  o f  N o t  A c c u r a t e l y

I d e n t i f y i n g  a n d  T r e a t i n g  F A S D

Unemployment • Jail

Loss of family • Premature death

Homelessness • Increased substance 
abuse



a C h ild  o f  N o t A c c u ra te ly  
an d  T re a tin g  F A S D

• Loss of family

• Increased substance

• Premature death

P h o to  c o u r t e s y  o f  M i c r o s o f t .



F A S D  a n d  M e n ta l H e a lth  D is o rd e rs

Prenatal alcohol exposure may lead to severe 
behavioral, cognitive, and psychiatric 
problems.

FASD is not a psychiatric disorder.

FASD can co-occur with a mental health 
or substance abuse disorder.
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D iffe re n tia l D ia g n o s is  o f F e a tu re s  
o f  F A S

Differential diagnosis is very important 
because:

Many syndromes can cause features that look like 
FAS.

• Facial features alone cannot be used to diagnose 
FAS.



I A lc o h o l

Prenatal maternal alcohol use *

Growth deficiency

Central nervous system 
abnormalities

• Dysmorphic features
• Short palpebral fissures
• Indistinct philtrum
• Thin upper lip

Source: Astley, S.J. 2004. Diagnostic Guide for Fetal Alcohol Spectrum Disorders: The 
4-Digit Diagnostic Code, Third Edition. Seattle: University of Washington Publication 
Services, p. 114.

Lip-PhWrum Guide I

Caucasian
Lip-Philtrum G uide 2 

A f r i c a n  A m e r i c a n



This section includes:

Diagnosing Fetal Alcohol Syndrome
Differential Diagnosis of Features of FAS
FASD and Mental Health Disorders
Risks to a Child of Not Accurately Identifying and 
Treating FASD
Risks to an Adult of Not Accurately Identifying and 
Treating FASD
Benefits of Identification and Treatment



F a c t o r s  A s s o c i a t e d  W i t h

R e d u c e d  S e c o n d a r y  D i s a b i l i t i e s

• Stable home

• Early diagnosis

• No violence against 
oneself

• More than 2 . 8  years in 
each living situation

• Recognized disabilities

• Diagnosis of FAS

• Good quality home from 
ages 8  to 1 2

• Basic needs met for at 
least 1 3  percent of life

Streissguth, et al. (1996)



S e c o n d a ry  D is a b ilitie s  o f 
P e rs o n s  W ith  an  F A S D ■

Percent of Persons With FAS or FAE Who Had Secondary Disabilities

Mental Disrupted Trouble with Confinement Inappropriate Alcohol and Dependent Problems
health school the law sexual drug living with

problems experience behavior problems employment

♦ = Age 6+ ♦ = Age 12+ ♦ = Age 21 +
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S e c o n d a ry  D is a b ilitie s  o f 
P e rs o n s  W ith  an  F A S D

Mental health issues

Disrupted school 
experience

Trouble with the law

Inappropriate sexual 
behavior

-

Confinement in jail or 
treatment facilities

Alcohol and drug 
problems

Dependent living

Employment problems
Streissguth, et al. (1996)



D iffic u ltie s  fo r  P e rs o n s  
an  F A S D

• Do not accurately pick up 
social cues

Multiple Issues

Cannot entertain themselves

Have trouble changing tasks



T y p i c a l  D i f f i c u l t i e s  f o r  P e r s o n s

W i t h  a n  F A S D

Self-Esteem and Personal Issues

■
J

Function unevenly in school, work, and development

Experience multiple losses

Are seen as lazy, uncooperative, and unmotivated

• Have hygiene problems



T y p i c a l  D i f f i c u l t i e s  f o r  P e r s o n s

W i t h  a n  F A S D

Executive Function Deficits

G o  w i t h  s t r a n g e r s

R e p e a t e d l y  b r e a k  

t h e  r u l e s

D o  n o t  l e a r n  f r o m  

m i s t a k e s  o r  n a t u r a l  

c o n s e q u e n c e s

F r e q u e n t l y  d o  n o t  r e s p o n d  t o  

p o i n t ,  l e v e l ,  o r  s t i c k e r  

s y s t e m s

H a v e  t r o u b l e  w i t h  

t i m e  a n d  m o n e y

G i v e  i n  t o  p e e r  p r e s s u r e



T y p ic a l D iffic u ltie s  fo r  P e rs o n s  
W ith  an  F A S D
Information Processing Problems

Say they understand when 
they do not

YES! (How do 
you straighten 
up? Make sure 
the bed/chair is
straight?)

Have verbal expressive skills that often exceed their 
level of understanding

• Misinterpret others’ words, actions, or body movements

• Have trouble following multiple directions



T y p i c a l  D i f f i c u l t i e s  f o r  P e r s o n s

W i t h  a n  F A S D

Information Processing Problems

W/1 •• ' .-v Ti Do not complete tasks or chores and may appear to 
be oppositional

Have trouble^determining what to do in a given 
situation

‘" ' s s r v x / i G

• Do not ask questions because they want to fit in



T y p i c a l  D i f f i c u l t i e s  f o r  P e r s o n s

W i t h  a n  F A S D

Memory Problems

Multiplication

Time sequencing



T y p i c a l  D i f f i c u l t i e s  f o r  P e r s o n s

W i t h  a n  F A S D

Sensory Integration Issues

• Are overly sensitive to sensory input
• Upset by bright lights or loud noises
• Annoyed by tags in shirts or seams in socks
• Bothered by certain textures of food

• Have problems sensing where their 
body is in space (i.e., clumsy)



r

P rim a ry  D is a b ilitie s  o f  P e rs o n s  
W ith  an  F A S D

« •

Lower IQ
- ;

Impaired ability in reading, 
spelling, and arithmetic

P e rm i s s i o n  t o  u s e  p h o t o  o n  f i l e .

Lower level of adaptive functioning; 
more significantly impaired than IQ

Streissguth, et al. (1996)



O v e r a l l  D i f f i c u l t i e s  f o r  P e r s o n s

W i t h  a n  F A S D

Taking in information

Storing information

Recalling information when necessary

Using information appropriately in a 
specific situation



This section includes:

• Overall Difficulties for Persons With an FASD

• Primary Disabilities of Persons With an FASD

• Typical Difficulties for Persons With an FASD

• Secondary Disabilities of Persons With an FASD

• Factors Associated With Reduced Secondary 
Disabilities

S y m p to m s  a n d  D iffic u ltie s  
F A S D



C''- j>is ,

_____

C o m m u n ity
P o s t  F A S D  i n f o r m a t i o n  i n  

d o c t o r s ’ o f f i c e s ,  t r e a t m e n t  

c e n t e r s ,  a n d  c o m m u n i t y  c e n t e r s .

P r o m o t e  F A S D  A w a r e n e s s  D a y  

( S e p t e m b e r  9 ) .  V i s i t

\ u ' \ v .  ! ; • :x l  i v  c o m  f o r  

i n f o r m a t i o n .

F o c u s  a t t e n t i o n  o n

F A S D .  Y o u  c a n  h e l p  t h e  e n t i r e

c o m m u n i t y .

in  th e

IU* -m

a l c o h o t f r e e
ITM *-



R a is e  A w a re n e s s  in S c h o o ls

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

• Include information about 
FASD in health, science, and 
physical education classes.

• Hold an assembly to talk 
about the effects of alcohol 
on a person and on a baby.



W h o  N e e d s  T o  K n o w

Women of childbearing age?
Women who have a history of alcohol or other 
drug use?
Women who are at risk?
Teenagers?
Men?
EVERYONE!





T a lk  A b o u t A lc o h o l U s e

• Talk about the effects of alcohol on an 
individual and on a fetus:
• Begin at an early age, such as elementary school.
• Indicate that stopping drinking at any time during 

pregnancy will help the fetus.
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■ r i S S

P re v e n tio n  Is  th e  O n ly  S o lu tio n

Ask all women of childbearing age about 
alcohol use:
• Ask routinely at every medical appointment.
• Ask at appointments in various systems.
• Ask in a nonjudgmental manner.
• Use effective screening tools.
• Ask about possible prenatal 

exposure.

P h o to  c o u r t e s y  o f  M i c r o s o f t .



I P re v e n tio n  a n d  R is k  R e d u c tio n

• •

This section includes:
1

• Prevention Is the Only Solution
• Talk About Alcohol Use
• Who Needs To Know
• Raise Awareness in Schools
• Raise Awareness in the Community



N u m b e r o f  P e o p le  W ith  an  F A S D

No one knows for certain how 
individuals are bom each year 
an FASD.

No one knows how many 
individuals are living with 
an FASD.

many
with

P h o to  p r o p c i  ts o f  S A M H S A .



F A S  an d  th e  B ra in

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

T h e s e  t w o  i m a g e s  a r e  o f  t h e  b r a i n  o f  a  9 - y e a r - o l d  g i r l  w i t h  F A S .  

S h e  h a s  a g e n e s i s  o f  t h e  c o r p u s  c a l l o s u m ,  a n d  t h e  l a r g e  d a r k  a r e a  i n  

t h e  b a c k  o f  h e r  b r a i n  a b o v e  t h e  c e r e b e l l u m  i s  e s s e n t i a l l y  e m p t y  

s p a c e .



F A S  a n d  t h e  B r a i n

A .  M a g n e t i c  r e s o n a n c e  i m a g i n g  s h o w i n g  t h e  s i d e  v i e w  o f  a  1 4 - y e a r - o l d  

c o n t r o l  s u b j e c t  w i t h  a  n o r m a l  c o r p u s  c a l l o s u m ;  B .  1 2 - y e a r - o l d  w i t h  F A S  

a n d  a  t h i n  c o r p u s  c a l l o s u m ;  C .  1 4 - y e a r - o l d  w i t h  F A S  a n d  a g e n e s i s  

( a b s e n c e  d u e  t o  a b n o r m a l  d e v e l o p m e n t )  o f  t h e  c o r p u s  c a l l o s u m .

Source: Mattson. S.N.; Jcm igan, T.L.; and R iley, E.P. 19Q4. MRI and prenatal alcohol exposure: Images provide insight into FAS. Alcohol 
Health & Research World 18( 1 ):49-52.
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F A S  a n d  t h e  B r a i n
Permission to use photo on file.



F A S D  a n d  t h e  B r a i n

• Prenatal alcohol exposure causes brain damage.

• Effects of FASD last a lifetime.

• People with an FASD can grow, improve, and 
function well in life with proper support.



A lc o h o l a n d  W o m e n

If a woman is pregnant, it does not matter what 
form the alcohol comes in.
• Wine spritzers, alcohol pops
• Beer
• Wine coolers
• Light beer, nonalcoholic beer

A Check
labels

for
alcohol
content



S ize  M a tte rs  
^ ________________________________________________

vs

1 2  oz. 1 6  oz.



r  f
S ize  M a tte rs



F A S D  a n d  A lc o h o l

• Binge = 4  or more 
drinks on one 
occasion for a 
women, 5  or more 
for a man

• Drink = 1 2  ounces 
of beer, 5  ounces of 
wine, or 1 . 5  ounces 
of hard liquor



• There is no proven safe amount of alcohol use 
during pregnancy.

W w r ■

F A S D  a n d  A l c o h o l

All alcoholic beverages are harmful.

Binge drinking is especially harmful.
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“ O f  a l l  t h e  s u b s t a n c e s  o f  a b u s e  ( i n c l u d i n g  c o c a i n e ,  

h e r o i n ,  a n d  m a r i j u a n a ) ,  a l c o h o l  p r o d u c e s  b y  f a r  t h e  m

i i
V ;

s e r i o u s  n e u r o b e h a v i o r a l  e f f e c t s  i n  t h e  l e t u s .

—IOM Report to Congress,

t o

J p

C a u s e  o f F A S D

• The sole cause of FASD is women drinking 
alcoholic beverages during pregnancy.

• Alcohol is a teratogen.
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F A S D  F a c ts

1 0 0  percent preventable
Leading known cause 
of preventable mental 
retardation
Not caused on purpose
Can occur anywhere and 
anytime pregnant women 
drink
Not caused by biologic 
father’s alcohol use
Not a new disorder



T e rm in o lo g y
1

A l c o h o l

M a y  r e s u l t  i n

• Fetal alcohol effects (FAE)

• Alcohol-related birth 
defects (ARBD)

• Alcohol-related 
neurodevelopmental 
disorder (ARND)

• Partial FAS (pFAS)



T e rm in o lo g y

• Fetal alcohol syndrome

• Term first used in 1 9 7 3  by Drs. Smith and Jones at 
the University of Washington

• One of the diagnoses used to describe birth 
defects caused by alcohol use while pregnant

• A medical diagnosis (7 6 0 .7 1 ) in the International 
Classification of Diseases (ICD)



F e ta l A lc o h o l S p e c tru m  
D is o rd e rs  (F A S D )
Umbrella term describing the range 
of effects that can occur in an 
individual whose mother drank 
alcohol during pregnancy

• May include physical, 
mental, behavioral, and/or  ̂
learning disabilities with 
possible lifelong 
implications

• Not a diagnosis



U n d e rs ta n d in g  F e ta l A lc o h o l 
S p e c tru m  D is o rd e rs

4 ^ -
y

This section includes:

Fetal Alcohol Spectrum Disorders (FASD)
Terminology
FASD Facts
Cause of FASD
FASD and Alcohol
Alcohol and Women
FASD and the Brain
Number of People With an FASD
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FETAL ALCOHOL 
SPECTRUM DISORDERS

The Basics



A tta c h m e n t 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 

w w w . h s s .  s t a t e ,  a k . u s / fa s / in fo / s e c o n d a r y D is a b i l i t i e s .  h tm
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 Disabilities in 
Clients with Fetal Alcohol Syndrome (FAS) 
and Fetal Alcohol Effects (FAE)
Final Report 
August 1996

Centers for Disease Control end Prevention 
Grant No. R04 /CCR008515

September 30 , 1992— September 29 , 1996

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

F-ra! Alcohol and Drug Unit 
180 Nickerson Suite 309
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U n d e r s t a n d i n g  t h e  O c c u r r e n c e  o f  S e c o n d a r y  D i s a b i l i t i e s  i n  
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a n d  F e t a l  A l c o h o l  E f f e c t s  ( F A E )
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E x e c u t i v e  S u m m a r y

Tlie purpose o f this research project was:

• To examine the types and magnitude o f secondary disabilities that are associated w ith Fetal Alcohol 
Syndrome (FAS) and Fetal Alcohol Effects (FAE), and

• To assess the risk and protective factors that might alter the rates o f occurrence o f secondary disabilities.

F o r the purposes o f 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 w ith , and that 
could presumably be ameliorated through better understanding and appropriate interventions.

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

Secondary Disabilities were examined w ith 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 o f 415 clients w ith FAS/FAE. who ranged in age from 6 to 51 years w ith a 
median of I t.2 years six main secondary disabilities were studied.

• M en ta l H ealth  Pro b lem s (.VIHP) was by lar the most prevalent secondary disability, experienced by 
over 90% o f the full sample.

• D isrup ted  Schoo l Exp e rien ce  (DSE) (defined as having been suspended or expelled from school or 
having dropped out o f school) w as experienced by 60% o f the clients (12 and over).

• Trouble W ith the fane (TWL) (defined as ever having been in trouble w ith authorities, charged, or 
com icted of a crime) w as experienced by 60% o f the clients (12 and over)

• C o n fin e m en t ft NF) (inc luding inpatient treatment for mental health problems or alcohol/drug 
problems, or ever having been incarcerated for a crime) was experienced by about 50% o f the clients 
( 12 and over).

• In ap p ro p ria te  Sexu al B e h a i io r (I5B) w as noted for about 50% o f the clients (12 and over).
■ M eohol/D rug Prob lem s (AD P ) w as noted for about 30% o f the clients (12 and over).

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

• Dependent W rin g  (DPI.) (operationally defined in text) characterized about 80 of the sample t21 
and over)

• Problem s W ith Em p loym ent tPWE) (operation dly defined in text) characterized about 80% o f the 
sample t 21 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)

M ales  hav e  h i g h e r  r a t e s  o t  D i s r u p t e d  S c h o o l  I w p c r i e n e c .  T r o u b l e  W nil t h e  l a w ,  i t ld  < . o i i l i n e m e n i  tli.u  elo
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females: otherwise, rates o f Secondary Disabilities are nearly equal across the sexes. Clients 12 years and 
oliler have a higher nuc o f all Secondary Disabilities except Mental Health Problems than vounger clients. 
Compared to clients w ith FAS, those w ith FAE have a higher n te o f all Secondary Disabilities, except Mental 
Health Problems.

Ulults v\ ith FAE have as high a rate o f Dependent Living as do those w ith FAS. hut a somewhat lo u e r  rate o f  
Problems W ith Employment, which may reflect their higher IQ level.

A low IQ 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 IQ is obviously a risk factor for Dependent Living and Problems W ith 
Employment.

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

A set o f 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 classification appearing in the text
below (fo r these items only). Fight factors emerged that are almost universally protective in terms o f sec­
ondary disabilities. In order o f their strength as "universal'' protective factors, they are:

1. Living in a stable and nurturant home for over 72% o f life:

2. Being diagnosed before the age o f 6 years;

3. Never having experienced violence against oneself;

i. S la y in g  in  e a c h  l iv in g  .s i tu a t io n  f o r  a n  a v e r a g e  o f  m o r e  t h a n  2 .8  y e a r s .

5. E x p e r i e n c i n g  a g o o d  q u a l i t y  h o m e  < 10 o r  m o r e  o f  12 g o o d  q u a l i t i e s )  f r o m  a g e  8  t o  12 y e a r s ;

6  H a v in g  a p p l i e d  fo r  a n d  b e e n  f o u n d  e l i g ib l e  fo r  D D D  (Div i s io n  o f  D e v e l o p m e n t a l  D is a b i l i t i e s )  se rv  ic e s :

I lav i n g  a d i a g n o s i s  o f  FAS ( r a t h e r  t h a n  FAE);

8 . H a v in g  b a s i c  n e e d s  m e t  fo r  at le a s r  l 3% o f  life.

i n  a d d i t i o n  to  b e i n g  u n i v e r s a l  o r  " s p e c i f i c ,"  w e  a l s o  c a t e g o r i z e  r i s k  a n d  p r o t e c t i v e  f a c t o r s  as  c i t h e r  “i n t r i n ­

s ic "  t.i e .  a t t r i b u t e s  o f  t h e  c l i e n t  o r  m e a s u r e s  o f  t h e  c l i e n t s ' p u t a t i v e  b r a i n  d a m a g e )  o r  ‘e x t r i n s i c " ( i .e .  e n v i ­

r o n m e n t a l ) .  T h e  f o l lo w in g  p a t t e r n  o f  r e l a t i o n s h i p s  b e t w e e n  s p e c i f i c  s e c o n d a r y  d i s a b i l i t i e s  a n d  r isk  a n d  p r o ­

t e c t i v e  f a c t o r s  w as  f o u n d  t h r o u g h  a n a ly s is  o f  o d d s  r a t io  p lo t s :

O d d s  o f  M e n t a l  H e a l th  P r o b l e m s  a r e  r e d u c e d  p r i m a r i l y  b y  t h e  u n iv e r s a l  p r o t e c t i v e  f a c t o r s

O d d s  o f  D i s r u p t e d  S c h o o l  E x p e r i e n c e  a r e  r e d u c e d  p r i m a r i l y  by t h e  u n iv e r s a l  p r o t e c t i v e  f a c to r s .

I 'h c  r a t e  o f  T r o u b l e  W i t h  t h e  L aw  is r e l a t e d  t o  all t h e  u n iv e r s a l  p r o t e c t i v e  f a c to r s ,  m o s t  n o ta b ly :  I ) D D  

e l ig ib i l i ty  fo r  s e r v i c e s .

( o n f i n c n u  n t  a l s o  is r e l a t e d  t o  t h e  u n iv e r s a l  p r o t e c t i v e  f a c t o r s ,  e s p e c i a l l y ; l iv in g  in  a s t a b l e  a n d  n u r t u r a n t  

e n v i r o n m e n t  a n d  b e i n g  d i a g n o s e d  p r i o r  to  a g e  6

i >«Ms o f  I n a p p r o p r i a t e  S e x u a l  B e h a v io r  a r e  r e d u c e d  by all u n iv e r s a l  p r o t e c t i v e  f a c to r s .

\ k  iliol a n d  D r u g  P r o b l e m s  h a v e  o n e  s p e c i f i c  p r o t e c t i v e  f a c t o r  in  a d d i t i o n  ro  u n iv e r s a l  p r o t e c t i v e  f a c t o r s  

n a m e ly  hav in g  l iv e d  w i t h  a n  a l c o h o l  a b u s e r  le s s  t h a n  t h e  m e d i a n  fo r  t h e  g r o u p ,  w h i c h  w a s  ■><)", o f  life.

i u l i ls  o f  D e p e n d e n t  L iv in g  a r e  i n c r e a s e d  o v e r  f o u r f o ld  f o r  c l i e n t s  w h o  h a d  a n  IQ  s c o r e  o f t )  o r  b e lo w ,  a n  

\ d a p t i v c  B e h a v i o r  s c o r e  b e l o w  ( o . o r  a n  I Q /  A d a p t iv e  B e h a v i o r  D i s c r e p a n c y  s c o r e  o f  o v e r  I s  p o i n t s  

v h l i t r  s t r o n g  i n t r i n s i c  r isk  fa» l o r s  fo r  D e p e n d e n t  L iv ing  a r c  a h ig h  I'Alls s c o r e ,  a P e r f o r m a n c e  s ,  .fit It,) 

m i n u s  \ c r b a l  s c a l e  I Q  s t o r e  o f  m o r e  i l ia n  I s  p o i n t s ,  a n d  b e i n g  m a le .  An e x t r i n s i c  f a c t o r  t h a t  is p r o t e c -

i c  * •1: i •. i •-1 D i p e n d e n t  I iv in g  is hav in g  a d i . ig n  sis  h i  !> ire  (> v e a r s  < *r ig e  ( H o m e  •analifv n u l  >iihili ;v



b a s ic  n e e d s  m e t , l i v i n g  w i t h  a l c o h o l o r  d r u g  a b u s e r s , o r  h a v in g  FAS v e r s u s  FAE w e r e  n o t a s s o c ia te d  

w i t h  D e p e n d e n t L iv in g  as a n  a d u l t . )

O d d s  o f  P r o b le m s  w i t h  E m p lo y m e n t a re  in c r e a s e d  m o r e  th a n  t w o  t o  f o u r  fo ld  b y  a n  IQ  s c o r e  o f  7 0  o r  

b e lo w , a n  A d a p t iv e  B e h a v io r  S c o re  b e lo w  6 5 . a n  IQ /A d a p t iv e  B e h a v io r  D is c r e p a n c y  s c o re  o f  o v e r  15 

p o in t s , a n d  b e in g  FAS r a t h e r  th a n  FAE , S o m e  u n iv e r s a l fa c to r s  a r c  a ls o  p r o t e c t i v e  a g a in s t p r o b le m s  

w i t h  e m p lo y m e n t , n a m e ly , a n  e a r ly  d ia g n o s is , lo n g e r  t im e  in  a s ta b le  a n d  n u r t u r a n t h o m e , lo n g e r d u r a ­

t i o n  in  e a c h  h o u s e h o ld , a n d  n o t b e in g  a v i c t im  o f  v io le n c e .

\X 'c n o te  th a t :

• T h e  c o r r e la t i o n s  r e p o r t e d  m a y  o r  m a y  n o t b e  c a u s a t iv e .T h e y  n o n e th e le s s  s u g g e s t c o u r s e s  o f  a c t io n  

th a t m a y  b e  b e n e f ic ia l b o t h  t o  th e s e  c l ie n t s , a n d  u l t im a t e ly  t o  s o c ie ty .

• M a n y  e n v i r o n m e n ta l in f l u e n c e s  th a t a p p e a r b e n e f i c ia l f o r  c l ie n t s  w i t h  FA S /F A E  a re , o f  c o u r s e , g o o d  

f o r  a ll p e o p l e — a l l th e  m o r e  r e a s o n  th a t s o c ie t y  s h o u ld  s a fe g u a rd  th e m  f o r  p e o p le  b o r n  w i t h  a b i r t h  

d e fe c t , p a r t i c u la r l y  a " h id d e n "  b i r t h  d e fe c t l ik e  FA S /F A E  ,

• S e v e n  o f  th e  e ig h t u n iv e r s a l p r o t e c t i v e  fa c to r s  a re  e x t r i n s i c  a n d  p r e s u m a b ly  c o u ld  b e  m o d i f i e d  b y  

s o c ie ty .

• S om e  o f  th e  r is k  fa c to r s  a re  in t r i n s i c ,  in d ic a t in g  th a t s u b g r o u p s  o f  h ig h  r is k  in d iv id u a ls  c o u ld  h e  d e te c te d  

w i t h  s p e c ia l s c r e e n in g  te c h n iq u e s .

• E f fo r t s  to  in te r v e n e  w i t h  a lc o h o l - a f fe c te d  c h i ld r e n  s h o u ld  p r o c e e d  s im u l ta n e o u s ly  w i t h  e f f o r t s  to  p r e v e n t 

f u t u r e  c h i ld r e n  f r o m  b e in g  b o r n  w i t h  FAS a n i l FAE .

H ighlights o f Findings

1. A c r o s s  th e  fu l l . ig e  s p e c t r u m  o f  t l S  in d iv id u a ls  w i t h  FA S /F A F , M e n ta l H e a l th  P r o b le m s  c h a n u  ie r iz e  

9-T V  fo l l o w e d  b )  In a p p r o p r ia t e  S e x u a l B e h a v io r ( ‘15% ). D is r u p t e d  S c h o o l E x p e r ie n c e  ( 13% ). a n d  T r o u b le  

w i t h  th e  L a w  < >2% ) (F ig u r e  7 .1 ) .

2 . A s a n t ic ip a te d , th e  m o s t p r o t e c t i v e  e n v i r o n m e n ta l fa c to r s  n ^ iin s t s e c o n d a r y  d is a b i l i t i e s  a re  l i v in g  in  
a s ta b le  a n d  n u r t u r a n t h o m e  o f  g o o d  q u a l i t y  n o t h a v in g  f r e q u e n t c h a n g e s  o f  h o u s e h o ld , a n d  n o t b e in g

a v i c t im  o f  v io le n c e  ( F ig u r e  6  1)

\ T h r e e  in t r i n s i c  c h a r a c te r is t i c s  a re  a s s o c ia te d  w i t h  a higher le v e l o f  s e c o n d a r y  d is a b i l i t ie s : ( 1 )  h a v in g  
FAE r a th e r th a n  FAS ; ( 2 )  h a v in g  a h ig h e r  ( r i t l i e r  th a n  a l o w e r )  s c o re  o n  th e  F e ta l A lc o h o l B e h a v io r  

s< a le ; a n d  ( 3 )  hav in g  an IQ  a b o v e  ~0 r a t h e r  th a n  b e lo w  < f i g u r e  6 .1  > s p e c ia l a t t e n t io n  s h o u ld  fo t t o  o n  

c l ie n t s  w i t h  th e s e  r i s k )  c h a r a c t e r is t i c s  m  o r d e r  to  p r e v e n t s e c o n d a r y  d is a b i l i t i e s

•i. I h e  9 0  a d u l t s  s t u d ie d  (2 1  v e a rs  a n d  o v e r )  h a d  an S 5 ‘.o ra te  o f  l i v in g  d e p e n d c n t l y  a n d  a -y v «  ra te  o f  

p r o b le m s  w i t h  e m p lo y m e n t ( F ig u r e  -  1 j .O n l y  10 to  i s  o f  th e  c l ie n t s  w e r e  c la s s i f ie d  as D D D  e l ig ib le . 

T h e  m o s t im p o r t a n t e n v i r o n m e n t a l fa c t o r  p r o t e c t i n g  a g a in s t th e s e  tw o  s e c o n d a r y  d is a b i l i t i e s  is  a n 

e a r ly  d ia g n o s is , s u g g e s t in g  th a t fa m i l ie s  a n d  c o m m u n i t i e s  m a y  h a v e  p r o v i d e d  s p e c ia l h e lp  a n d  

o p p o r t u n i t i e s  f o r  th o s e  c l ie n t s  id e n t i f i e d  e a r l ) in  l i f e  as FAS /FAE .

O u r  s e a rc h  f o r  in t r i n s i c  c l i e n t c h a r a c te r is t i c s  th a t m ig h t id e n t i f y  a s u b g r o u p  a m o n g  th o s e  w i t h  IA S / 

IA E  w h o , d e s p i te  a h ig h e r  IQ . a re  u n e x p e c t e d ly  u n a b le  to  a c h ie v e  in d e p e n d e n c e  a n d  s a t is f a c t o r y  

■ m p lo v  in c u t p r o d u c e d  o n e  in t e r e s t in g  m e a s u re  d e s e r v in g  f u r t h e r  s tu d y . Ih i.s  is th e  IQ  m in u s  V l a p t i ' c  

B e h a v io r D is c r e p a n c y  S c o re " , w h i c h  m a y  h o ld  p r o m is e  f o r  id e n t i f y i n g  a s u b g r o u p  o f t  l i c n t s  w i t h  I \  S /

I \E  l o r  w h o m  e a r ly  jo b  - k i l l s  a n d  b a s ic  l i v in g  s k i l ls  m ig h t b e  e s p e c ia l ly  f r u i t f u l .

s \ u  i a r ly  d ia g u * ’M ' i s  a s t r u n g  n u n  i i 'm I n r n t c c l i v c  l . t c t u r  lo r  a ll w c> M id 'ti'v <:•. i h i l i i a  s w i  n ! \ I I  a 

th e s e  in d iv id u a ls  w i t h  FA S /F A E  w e r e  d ia g n o s e d  b y  age 6  (F ig u r e  6  I ). E v e r y  e f f o r t  s h o u ld  h e  m a d e  t o

p r o v i t l e  an <.a r lv d ia g n o s is  f o r  e v e n  i  l i i k l  w i t h  I AS a n d  I \E

a V p p lv in g  fo r  a n d  re c e iv  in g  t l l g i b i l i t v  f< >r m  rv ii c •. f  m i l  th e  st H e 's D iv is io n  1 >1 D e ■ cF i p m m ia l D o  t h i l i t i r s



( I ) F )D )  is  a ls o  a s t r o n g  p r o t e t t i v c  fa c to r  f o r  m o s t s e c o n d a r y  d is a b i l i t i e s . T h e  s e r v ic e s  p r o v id e d  b v D D O  

w o u ld  a p p e a r to  b e  b o t h  u s e fu l a n d  n e c e s s a r y  f o r  m a n y  c l ie n t s  w i t h  FA S /F A E  w  h o  d o  n o t n o w  q u a l i f y

- . V i o le n c e  a g a in s t in d iv id u a ls  w i t h  FA S /F A E  o c c u r r e d  a t a n  a la rm in g  ra te : 7 2%  h a d  e x p e r ie n c e d  p h y s ic a l 

o r  s e x u a l a b u s e , o r  d o m e s t i c  v io l e n c e . B e in g  a v i c t im  o f  v i o l e n c e  w a s  a s t r o n g  r i s k  f a c t o r  fo r 
I n a p p r o p r i a t e  S e x u a l B e h a v io r , in c r e a s in g  t l t c  o d d s  fo u r f o ld . C h i l d r e n  a n d  a d u l t s  d is a b le d  b y  FA S /F A E  

m u s t h a v e  b e t t e r  p r o t e c t i o n  a n d  i h e i r  f a m i l ie s  m a y  n e e d  s p e c ia l t r a i n i n g  a n d  g u id a n c e  a b o u t 

In a p p r o p r i a t e  S e x u a l B e h a v io r .

8 . T h i r t y  fe m a le s  w i t h  F A S /F A E  h a d  g iv e n  b i r t h  t o  a c h i ld . O f th e s e . 5 7%  n o  lo n g e r  h a d  th e  c h i l d  in  t h e i r  

c a re . •»<)% w e r e  d r i n k i n g  d u r i n g  p r e g n a n c y : F %  h a d  c h i l d r e n  d ia g n o s e d  FAS o r  FAE : a n d  a n  a d d i t i o n a l

1.3% h a d  c h i l d r e n  w h o  w e re  s u s p e c te d  b y  th e  in f o r m a n t s  o f  h a v in g  FAS /FAF . S p e c ia l a d v o c a c y  s e r v ic e s  

f o r  th e s e  h ig h  r is k  m o th e r s  w  h o  th e m s e lv e s  h a v e  FA S /F A E  a n d  s p e c ia l a t t e n t i o n  t o  t h e i r  b i r t h  c o n t r o l 

n e e d s  a n d  c h i l d  c a re  n e e d s  s h o u ld  b e  a t o p  p r i o r i t y .

Recom m endations D eriv ing  from  the Find ings

1. D e v e lo p  s t a te w id e  n e tw o r k s  o f  lo c a l FA S /F A E  D ia g n o s t ic  C l in ic s  c o o r d in a t e d  w i t h  lo c a l c o m m u n i t y  

s e r v ic e  p r o v id e r s  r o  fa c i l i t a t e  e a r ly  d ia g n o s is . T h is  c o u l d  r e d u c e  d is r u p t e d  s c h o o l in g , t r o u b le  w i t h  

th e  la w . in a p p r o p r i a t e  s e x u a l b e h a v io r , c o n f in e m e n t , a lc o h o l a n d  d r u g  p r o b le m s , d e p e n d e n t fix in g . 

a n d  p r o b le m s  w i t h  e m p lo y m e n t , b e c a u s e  th e  o r g a n ic  p r o b le m s  o f  th e  c h i l d  w i l l  b e  r e c o g n iz e d  f r o m  

a n  e a r h  age .

2 . D e v e lo p  a c o o r d in a t e d  s y s te m  o f  p a r e n t a n d  c i t i z e n  e d u c a t io n  c e n t e r s , a n d  a s y s te m  f o r  o n g o in g  

in - s e r v ic e  t r a in i n g  p r o g r a m s  f o r  a l l r e le v a n t s e r v ic e  p r o v id e r s . T h e s e  s h o u ld  fo c u s  o n  s t r a te g ie s  fo r  

im p r o v in g  th e  q u a l i t y  o f  l i f e , in c r e a s in g  th e  d u r a t io n  o f  s ta y  in  e a c h  p la c e m e n t , a n d  p r o v i d i n g  th e  

a p p r o p r ia t e  l i f e  s k i l ls  a n d  jo b  s k i l l s  t r a in in g . T h is  c o u ld  d e c r e a s e  a il s e c o n d a r y  d is a b i l i t i e s .

3. D e v e l o p  a s t a t e  i n t e r - a g e n c y  n e t w o r k  s p e c i f i c a l ly  o n  FAS/FAE i n c l u d i n g  r e p r c s c n i a i i v c s  f r o m  k e y  s t a t e  

a n d  p r i v a t e  a g e n c i e s  a n d  p a r e n t s  g r o u p s  t o  i d e n t i f y  a n  ‘FAS/FAE C o o r d i n a t o r "  w i t h i n  e a c h  a g e n c ). 

t i d  to  d e v e l o p  m e t h o d s  f o r  d e t e c t i n g . d i a g n o s i n g ,  a n d  s e r v i n g  t h i s  p o p u l a t i o n .  M u l t i p l e  s t a r e  a g e n c i e s  

i n c l u d i n g  m e n t a l  h e a l t h ,  s c h o o l s  a n d  s p e c i a l  e d u c a t i o n ,  t h e  j u v e n i l e  a n d  c r i m i n a l  ju s t i c e  s y s t e m . a l c o h o l  

a n d  d r u g  a b u s e  t r e a t m e n t ,  a n d  t h e  h e a l t h  d e p a r t m e n t  m u s t  h e  i n v o l v e d  in t h i s  e f f o r t .  N o  s i n g l e  a g e n t )  
c a n  b e  r e s p o n s i v e  t o  all t h e  b r o a d  b a s e d  n e e d s  o f  p e o p l e  w i t h  FAS/ F.VH a n d  t h e i r  fam il ie s .

i ! u n d  r e s c a n  It o n  m e t h o d s  tu  q u a n t i fy  t h e  C e n t r a l  N e r v o u s  S\ s t e m  n i p a i r m e n t s  a s s o e i  t i e d  vv i th  IA S /  

F \ E  in o r d e r  t o  d e v e l o p  c l in ic a l lv -u se fu !  d i a g n o s t i c  t o o l s  f o r  t h e  n e t i r o b e h a v i o r a l  e f f e c t s  o f  p r e n .u a l  

a l c o h o l  e x p o s u r e  T h i s  s h o u l d  f a c i l i ta t e  d i a g n o s i s  o f  a l c o h o l - a f f e c t e d  i n d i v id u a l s  w i t h o u t  t h e  f u t a l  

dv s m o r p h o l o g v  a n d  g r o w t h  d e f i c i e n c y ,  an .I  p e r m i t  a s p e e d i e r  r e s p t  u s e  t o  t h e i r  se rv  ic e  n e e d s  h c l i t i e  
r i te  o n s e t  o f  s e c o n d a r y  d is a b i l i t i e s .

3 D e v e l o p  a n d  t e s t  n e w  m e t h o d s  ( s u c h  as  t h o s e  i d e n t i f i e d  in  t h i s  r e p o r t )  rh.tt c o u l d  !>c u t i l i z e d  fo r  

m o d i f y i n g  t h e  e l ig ib i l i ty  c r i t e r i a  fo r  s e rv  i c e s  f r o m  th e  D iv is io n  o f  D e v e l o p m e n t a l  D isa b i l i t i e s  E n h a n c i n g  

e l ig ib i l i ty  f o r  c a s e  m a n a g e m e n t ,  j o b  c o a c h i n g ,  a n d  s u p e r v i s e d  h o u s i n g  s h o u l d  r e d u c e  t h e  lev e l  o f  c o s t l y  

s e c o n d a r y  d is a b i l i t i e s  a m o n g  in d iv id u a l s  w i t h  FAS/FAE vv h o  a r e  u n a b l e  t o  live  a n d  w o r k  i n d e p e n d e n t ! )  

b u t  a r c  n o w  u n a b l e  to  g e t  a p p r o p r i a t e  s e r v ic e s  b e c a u s e  tltev mav n o t  h a v e  a n  I t )  b e lo w  ' D o r  a full 

FAS d i a g n o s i s

(> I u n d  a m o d e l  l o n g  t e r m  r e s i d e n t i a l / j o b  t r a i n i n g  pr .  'g r a m  fo r  v o i i th  a n d  .m i l l ' s  a i th  I \*vTAF m b  i ln -n  

i m p l e n u  m  th . s  - t a u  vv id c  a n d  nati<unv idc

M a n d  t ie  t h e  lull ilisi I n s u r e  o f  t in  d i e a l /m e n t . t l  h e  i l t h / b a t  k g r o u n d  h is to ry  vv licit p l a c i n g  a ( hi Id in r< >stcr 

" i  o f  p t i  «. p k ic i  i n c u t s  m b  p r o v i d e  e d u c a t i o n  a m i  ' r a i n i n g  o n  I A s  I'M a n d  i p p r o p r i a t c  ' t i p p o n  

s e r v i c e s  r-> ta m i l ie s  r a i s in g  s u c h  c h i l d r e n ,  i n e l u d i n g  b io lo g i t  al f a m il ie s

H I ' r e v c n t ft it t i n  c h i ld r e n  I r o m  b e in g  b o r n  w i t h  I \>  I 'M  i I i  E x p a n d  a lc o h o l w lr u g  in p a t ie n t t r e a tm e n t

pi igi m i .  a- v. . n t t c n  t m l  th i  ir c h i l b r e n  < 2 > I m i d  a a a l t  v id c  n e t  vv > i k ol B ir th  m  h i l v o  a o  p • v



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

Conclusions

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

2.The low level o f societal protection and support given to people w ith FAS and FAE and their families is 
unacceptable and further compromises their lives.They should be given an appropriate level o f 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 o f people w ith FAS and FAE is often “hidden” in that it often 
does not conform to current system guidelines for providing services, such as: a low IQ 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 w ith 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 o f life for people w ith FAS and 
FAE and their families, and to reduce costs to society.

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



v n f r o T -v  rr "nfw*" ■ ■■■>, »>.’»»<"»^ ■’F y ^ ^ . - ? . ' ? r ;Tt'Jr'~q irgy ;,r*y ^rye--- -  'W*-i'«val -J|r"'"PWP-VJff*.i r '"

I n t r o d u c t io n

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 I  niversity ol Washington School of Medicine, 
September 1-6, 1996. Th is University has been an important site for fetal alcohol studies lor the past 23 
years.

In 1973. Kenneth Lyons Jones 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 w ith 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 o f malformations indicated that the damage was o f prenatal origin, in  a second report, 
three m ore in fants w ere id en tified , and the firs t necropsy on such  a patient ‘ d isclosed  serious 
dysmorphogenesis o f the brain,” w hich 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 o f 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 o f these children 
who looked alike (although they were not related) anti behaved in a hyperactive and unfocused manner. 
Through utilization o f records 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 IQ o f 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 IQ  scores below "9. 
and none had the physical features o f FAS.

t.lnrren 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 ,
19“ H) or Possible Fetal Alcohol Effects (PFAE) (Clai ren & Smith. I 9~h > Recently the re 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 
e g  ( It irn o lf 19 Randall et al . 1 9 " )  By 19“ H J 1S clients with fetal Alcohol Syndrome had been 

icported ui die mx >Ii* al literature md I AS was Jcm rihed as the most frequent know n teratogenic 1 ansa: of 
num al defuitncv in the western world' (( larren <St smith 19“ S ) It also was recognized b\ this time that 

, n 1i.1l .1I1 . >11< >1 1. xpoMMi produces : w hole >pei ti tun o| . a lei ts. ot w hii It l \s is the most 1 R .11U definable



B y t lu * m id  1 9 8 0 ’s, i t  w a s  a p p a r e n t th a t t h e  p h y s ic a l fe a tu r e s  o f  FAS w e r e  le s s u n iq u e  a n d  c h a r a c t e r is t i c  a f t e r 

th e  o n s e t o f  a d o le s c e n c e . C l ie n ts  w i t h  th i s  d i s o r d e r  w  h o m  w e  h a d  w a t c h e d  g r o w  u p  in  S e a t t le  h a d  fa r m o r e  

l i f e  p r o b le m s  th a n  v o u l d  h e  e x p e c te d  s o le ly  o n  th e  b a s is  o f  t h e i r  m e n ta l r e t a r d a t io n  o r  d e la y e d  d e v e lo p m e n t , 

f  u r t h e r m o r e  as m o r e  c l ie n t s  w e r e  e v a lu a te d , i t w a s  c le a r th a t th e r e  w e r e  m a n y  c h i l d r e n  w i t h  th e  fu l l fe a tu r e s  

o f  FAS w h o  d id  n o t t e c h n ic a l l y  q u a l i f y  as m e n ta l l y  r e ta r d e d , a n d  in  m a n y  in s ta n c e s , h a d  t r o u b le  o b t a in i n g  

a p p r o p r ia t e  s e r v ic e s  (S t r e is s g u th  e t a l . , 1 9 8 5 ) . I t  a ls o  w a s  c le a r th a t m a n y  c h i l d r e n  w i t h o u t  th e  p h y * 'c a l 

m a n i fe s ta t io n s  o f  FAS w e r e  a ls o  b o m  to  a lc o h o l a b u s in g  m o th e r s , a n d  th a t th e s e  to o  h a d  c o g n i t i v e  a n d  a d a j vc 

b e h a v io r  p r o b le m s  s im i la r  t o  c h i ld r e n  w i t h  FAS (S t r e is s g u th  e t a l. , 1 9 9 1 a ) .

K f f o r t s  to  p r e v e n t FAS b e g a n  a lm o s t as s o o n  as a lc o h o l w a s  c le a r ly  id e n t i f i e d  a s a te r a t o g e n , a n d  s e v e ra l 

p u b l ic  p o l i c y  d e c is io n s  w e r e  m a d e  to  e n h a n c e  e f f o r t s  t o  p r e v e n t th e  p r e n a ta l e f f e c t s  o f  a lc o h o l . T h e  S u rg e o n  

G e n e r a l o f  th e  U .S . ( 1 9 8 1 )  r e c o m m e n d e d  th a t w o m e n  n o t d r i n k  a l c o h o l i c  b e v e ra g e s  d u r i n g  p r e g n a n c y  o r  

w h e n  p la n n in g  a p re g n a n c y . C o n g re s s  p a s s e u  le g is la t io n  in  1 9 8 9  t o  m a n d a te  w a r n in g  la b e ls  o n  a l l a lc o h o l 

b e v e ra g e  c o n t a in e r s  s o ld  in  th e  U .S . th a t in c lu d e d  a w a r n in g  a g a in s t d r i n k i n g  a lc o h o l d u r i n g  p re g n a n c y .

I U n d e rs ta n d in g  th e  lo n g - t e rm  im p a c t s  o f  FAS a n d  FAE o n  s o c ie t y  h a s ta k e n  m o r e  t im e  U n d e r s t a n d in g  th e  l i f e  

p r o b le m s  th a t c h a r a c te r iz e  p e o p le  w i t h  FAS a n d  FAE as t h e y  g r o w  a n d  m a tu r e  is e s s e n t ia l to : d e v e lo p in g  

e f f e c t i v e  in t e r v e n t io n s , e s t im a t in g  th e  c o s ts  t o  s o c ie ty , a n d  m a n d a t in g  a p p r o p r ia t e  p u b l i c  p o l ic ie s .

FAS a n d  FAE h a v e  b e e n  r e c o g n iz e d  f o r  th e  p a s t 2 0  y e a rs  as m a jo r  k n o w n  c a u s e s  o f  d e v e lo p m e n ta l d is a b i l i t y . 

Y e t, i t  is o n l y  in  th e  p a s t 10 y e a rs  th a t th e  l i f e lo n g  im p l i c a t io n s  o f  th e s e  d is a b i l i t i e s  h a v e  b e e n  r e c o g n iz e d . 

F o l lo w  u p  s tu d ie s  in  f o u r  c o u n t r ie s  h a v e  d e m o n s t r a t e d  th e  c o n t in u i n g  a d v e r s e  e f f e c t s  o f  p r e n a ta l a lc o h o l 

e x p o s u r e  in t o  a d o le s c e n c e  a n d  a d u l t h o o d  (A r o n s o n ,O le g a r d  e t a l. , 19 8 " ’ ; L c m o in e  &  L c m o in e . 1 9 9 2 ; M a je w s k i , 

1 9 9 3 , S p o h r e t a l. . 1 9 9 3 ; 1 9 9 1 ; S tc in h a u s c n  e t a l. , 1 9 9 3 ; 1 9 9 4 ; S t r e is s g u th  e t a l. , 1 9 8 5 ; 1 9 9 1 ) .

In  1 9 9 2 , in  r e c o g n i t i o n  o f  th is  p r o b le m , th e  C e n te r s  f o r  D is e a s e  C o n t r o l a n d  P r e v e n t io n  (C D C ) t h r o u g h  th e  

N a t io n a l C e n t e r  f o r  E n v i r o n m e n ta l H e a l th , D is a b i l i t ie s  P r e v e n t io n  P ro g ra m , is s u e d  a r e q u e s t f o r  p r o p o s a ls . 

T h e  p r e s e n t re s e a r c h  p r o je c t w a s  u n d e r t a k e n  in  re s p o n s e  ro  th a t r e q u e s t . I 'h e  a im  o f  th is  p r o je c t h a s b e e n  

t o  b u i ld  a p r e v e n t io n  in f o r m a t i o n  b a r e  fu n d a m e n t a l to  th e  a m e l io r a t io n  o f  s e c o n d a r y  d is a b i l i t i e s  in  c l ie n t s  

w i t h  I AS a n d  FAE .

l o r  th e  p u r p o s e s  o f  t h is  s tu d y , p r im a r y  d is a b i l i t i e s  a rc  d e f in e d  as th o s e  th a t r e f l e c t th e  C V S  d y s f u n c t io n s  

in h e r e n t in  th e  FAS o r  FAE d ia g n o s is . S e c o n d a r y  D is a b i l i t ie s  a r c  th o s e  th a t a c l i e n t  is n o t b o r n  w i t h ,  a n d  th a t 

c o u ld  p r e s u m a b ly  b e  a m e l io r a t e d  t h r o u g h  b e t t e r  u n d e r s t a n d in g  a n d  a p p r o p r ia t e  in t e r v e n t io n s .

I h e  s tu d y  h a s th r e e  m a in  g o a ls :

1 .T o  d o c u m e n t th e  o c c u r r e n c e  a n d  ra n g e  o f s e c o n d a r y  d is a b i l i t i e s  th a t a r c  a s s o c ia te d  w i t h  FAS a n d  FAE .

1 I n  d e t e r m i n e  t h e  r i s k  f a c t o r s  a s s o c ia t e d  w i t h  th e s e  s e c o n d a r y  d i s a b i l i t i e s  in  o r d e r  t o  m a k e  

r e c o m m e n d a t io n s  f o r  p r e v e n t iv e  s t r a te g ic s .

3 19 d e v e lo p  a b r i e f  F e ta l A lc o h o l B e h a v io r  S c a le  ( I 'A B S ) s o  th a t s t a tc / c < im m u n i t y  a g e n c ie s  m a y id e n t i f y  

c l ie n t s  w i t h  p r o b a b le  lA S /F V E  w h o  m ay b e in  n e e d  o f  s p e c ia l s e r v ic e s  to  p r e v e n t a d d i t i o n a l s e c o n d a ry  

d is a b i l i t ie s .

I h is d o c u m e n t is th e  F in a l R e p o r t o f  th a t p r o je c t .



M e t h o d s

3.1 D iagnostic C rite ria

(-Vt.il 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 o f CNS criteria used lu re is in keeping with thar originally used by d a m n  
and Smith ( I9~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 o f ARND (Alcohol Related Neurodevelopmental Disabilities) suggested by the IO.YI 
( I 996) For this report. FAE anti PFAE were combined.

In the present study, a diagnosis o f FAS w as assigned to clients who had < 1) a clear history o f prenatal alcohol exposure: 
i 2) dvsmorphic features (primarily observed in the face, such as short palpebral fissures, a pattern o f flattened midface, 
smooth and/or long philtrum and thin upper lip): (A) growth retardation lor height and/or weight below the IOth 
pert tun ic and ( t) < \S dysfunction (as manifested by microcephaly, developmental delay hyperactivity, attention and/
■ r memory deficits, learning difficulties, intellectual deficits, motor problems, neurologic signs, and/or seizures). \ 
diagnosis ot l.\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 o f the physical features o f FAS Ml diagnostic evaluations were pt-rfoimcd bv 
ph. i.uts trained in d\ >morphology and gcnetu s

3 .2  A scerta inm ent

I he (K)l clients in i Iils stuch represent a gradually accrued group that licgan with tin- lust patients diagnosed FAS in 
I v s  In | on. s and smith and ended tvtrh those who came to the ( niversity o! Washington FAS Diagnostic Clinic between 
l oo s and l )os | he i lients were largely ascertained through clinical referral across a 22-year period, and diagnosed by 
a small honii gv neons group of d\ smorphologists who were trained In I )nv id V\ Smith at the I 'niversity ot Washington 
In Miiorpholiigv I nit I he sample ini ludes. hut is not limited to all those a\ailablc from the following published studies:
I I lieuts Irom the two 19“ .A l ancet papers describing FAS (Jones et al 19“ A;Jones X- Smith, I V  A): 20 and I * clients
0 spectively. from the first two FAS follow-up studies (Streissguth. Herman. X Smith, I V8a and b). S clients from the 
Iti-ycar follow up study of the lirst 11 clients diagnosed with FAS (Streissguth et al I->rtS>: Northwi st .sample only 
t n=A 11 of the first FAS follow-up study o f adolescents and adults (Streissguth et al.. 199 la); iO clients in the test-retest
10 siuiK ni .ulok-si fins and adults (Streissguth. Ramlels.X Smith. 199lb):and 2 i clients participating in the I AS gmoty pe 
-tudy (l.iusiman et al . 1992) (he published groups are overlapping, hut data for each client arc counted only once in 
the report that follows

W  e rr i im u e n i . i f  th e  (>(■>I i lie u ts  w as th ro u g h  c l in ic a l re fe r ra l Ii> r in  FAS d ia g n o s t ic  c \ a lu a t io n  o r th r o u g h  p a r t i i ip a t io n  

i r  ' in g o in g  lA s  i i s i . i r i .h  p ro je c ts  c o n d u c te i l I "  th e IV t . i l M c o h o l and D ru g  I n i l s te r l in g  < la r re n  was lie  p r im a ry  

d ; ig it i >stii ia u . d ia g n o s in g  t w o - rh in N  • >1 d ie  c ln  n is - Dav id \ \  sm ith  K e n n e th  I. Jone s a m l .sm ith > o th e r d y  sm o rp h u lo g y

11 - 'I. > vs diagiv -ed * of the sample Twenty four percent of the sample were diagnosed during or before l')90. I s 
were diagnosed I )o |-|9 ‘)2 and ( i lw e r e  diagnosed in 199A or later at the I niversity ol Washington FAS Diagiiostic 
< .him din eii 9 by sit , (mg ( l.u u n I he t lients were prim.u ih Iroin tlu l'ai ifii Northwest
1 lie  i m ve rs itv . o W a s l i in g to i i ! \ s  D ia g n o s t ic ( lit t le  w as e s ta li l is l ie d  w i th  p r im a ry I m u lin g  fr> n i l « I >< m  la r.u a rv I on <

I ' ii i i m s an ic h  i : > s i ti i t in  f  v> i. l in n  bv p h y s ic ia n s p a re n t ' . t i a ilw - rs . ca s e w o rk e rs auvl o th c . l o iu c r n c v l v.us g iv . is  
I ’a i i i i i i s  ire  l> p it tilv r c t i rn  d lo r i u g n u iv e  m il h e li. lv u a il p ro b le m s m d m us t lia v i i . ■ m 'in m  i l < i s ,;sp i 1< ■) In s p ire

I pi i • itai ah ' -hoi i \posmv i mb i small nnml’i i a pat tents ire ■ :t m d to the i linn i>a-.v il on then- hi mg a hisiorv



<>i p re n a ta l a lc o h o l e x p o s u re  a i ih o u t m a jo r c o n c e rn  fo r b e h a v io ra l o r c o g n it iv e  de la ys . T h e c l in ic  m e e ts o n e  day p e r 

w eek and can a c c om m o d a te  I o r s p a t ie n ts  p e r day As m a in  m o re  i lie n ts  a p p ly  th a n can be seen , p r io r i t y  is g iv e n  to  

th o s e w h o s e  b io lo g ic  m o th e rs  a re l iv in g  an d k n o w n  to  be in th e area , in k e e p in g  w i t h  th e  goa ls o f th e  CDC. g ra n t th a t 
p ro v id e s  ba s ic fu n d in g  fo r th e  FAS c l in ic  (C la r r c n  & A s t le y . 1 9 9 " ) .

3 .3  Recruitm ent

P a tie n ts w e re  re fe r re d  fro m  th e  FAS D ia g n o s t ic  C l in ic  fo r o u r S e c o n d a ry D is a b i l i t ie s  s tu d y T h o s e c l ie n ts  w h o  m e t 

d ia g n o s t ic  c r i te r ia  an d w h o  a lo n g  w i t h  th e i r  c a re g iv e rs , c o n s e n te d  to  p a r t ic ip a te  w e re  e n ro l le d  in  th e  s tud y . T h e  

s tudy , w h ic h  w as a p p ro v e d  by ih e  I n iv e r s i ty  o f W a s h in g to n  H um a n  S u b je c ts Rev ie w  C o m m it te e  w a s e x p la in e d  to  th e  
fam ilie s b y o u r c l ie n t a d vo c a te . A d d it io n a l ly  a C o n f id e n t ia l i t y  C e r t i f ic a te  w as o b ta in e d  fro n t th e  P u b lic  H e a lth  S e rv ic e  

to  fu r t h e r  p r o te c t th e  c l ie n ts  an d th e i r fa m il ie s  T h re e  k in d s  o f c o n s e n ts  w e re  o b ta in e d : ( 1 ) fo r p a r t ic ip a t io n  in  th e  

s tu d y ( 2 ) fo r p h o to g ra p h s , an d (.3) fo r re le ase o f in fo rm a t io n  fro m  s c h o o ls , h o s p ita ls , e tc . C lie n ts  in  o u r  o th e r FAS 

re se a rch p ro je c ts  w h o  m e t the- d ia g n o s t ic  c r i t e r ia  w e re  a lso n o t i f ie d  a b o u t th e  n ew  s tu d y  an d asked to  p a r t ic ip a te . 

C a re g iv e rs w e re  c o n ta c te d  o v e r a fo u r -y e a r p e r io d  to  g a th e r a n d u p d a te  in fo rm a t io n  o n  pas t an d c u r r e n t c l ie n t s ta tu s . 

S e co n d a ry D is a b il it ie s , and R isk a n d P ro te c t iv e  F a c to rs . R e p o r ts o f  p s y c h o lo g ic a l e v a lu a t io n s c o n d u c te d  fo r re se a rch 

p u rp o s e s w ere p ro v id e d  u p o n  re q u e s t to  th e c l ie n ts  o r  th e i r  c a re g iv e rs . In case o f  a c r is is  c a ll, c l ie n ts  w e re  re fe r re d  ;o  

a p p ro p r ia te  c o m m u n i ty  ag e n c ie s an d p ro fe s s io n a l lo c a l se rv ic e s .

3 .4  Sam ples

T h is  f in a l r e p o r t u t i l iz e s  tw o  o v e r la p p in g  sam p le s f r o m  th e  (>61 c l ie n ts  in  th is  s tudy , o n e  sam p le fo r d e s c r ib in g  th e  

P r im a ry  D is a b i l i t ie s  (n = 4 ~ 3 ) a n d o .tc fo r d e s c r ib in g  th e  S e co n d a ry D is a b il i t ie s  (L H I S am p le , n =  U S — see Tab le 3 I ) A ll 

c l ie n ts  w e re  d ia g n o s e d  e i th e r FAS, FAE. PFAS. PFAE. o r  A R N D  as d e s c r ib e d  a b o v e . C lie n ts  f r o m  s o u th w e s t In d ia n  

re s e rv a t io n s w h o  w e re  in c lu d e d  in  e a r l ie r re p o r ts  (S tre is s g u th  e t al 1988 M anu a l: S tre is s g u th e t al. 1991a : la D u e . 

S tre is s g u th , &  R ande ls . 1 9 9 2 ) a re n o t in c lu d e d  in  th e  c u r r e n t re p o r t becau se th e i r  r e c r u i tm e n t and fo l lo w  u p  w e re  n o t 

c o m p a ra b le  to  th o s e c l ie n ts  in  th e N o r th w e s t . T h e  P r im a ry  D is a b i l i t ie s  s am p le  in c lu d e s  c l ie n ts  fro m  th re e  yea rs o f age 

and tif) . th e  S e co n d a ry D is a b i l it ie s  sam p le  in c lu d e s  th o s e  (> ye a rs and o ld e r. Although th e  tw o  sam p le s a re n o t e n t i r e ly  

nested, th e  re fe r ra l s o u rc e , th e diagnosing p h y s ic ia n , a n d th e age a n d d a te  >f d ia g n o s is w e re  c om p a ra b le  fo r th e  tw o  

samples.

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

In terv iew  s ta tu s ( n ;

E nrolled  pa t ien ts bo l
Not e l ig ib le  f o r  l.ill

to o  y o u n g  ( s- 6 years  o ld ) 32
SW re.sen at ion  c lients
e n ro l le d  to o  late lata not p ro c e s s e d  in tim e (j

ligible in te rv iew s no t o b ta in ed : • t • j

family c o u ld  no t  b e  fo u n d <li
c a re ta k e r  re fu sed  in te rv iew > /
c a re ta k e r  no t ava ilab le  lo r  interv iew 16
invalid interv c vv 1

Iota! valid in te iv iew s  c o n d u c te d

I h e  91 eligible c l ien ts  to r  w horn I.Fll's w e re  not o b ta in e d  d o  no t differ  from  th e  t IS lor w h o m  I III * we re o h r . i ined  in 
te rm s  ■ t a l io h o l  re la tcd  d iagnos is  age ar d iagnos is  f r e q u en cy  o f  d iagnos is  p r io r  to  1980. e thnicity , o r  sex I h e  loss o f  
th e s e  91 d o e s  no t seem  to p re s e n t  a b ias  m i s t e n t  ol Prim ary  Disability in tha t they d o  not d i l lc r  sigmlii antly l im n  ihe
I I s \ i| j( | in te rv ie w s  in : IQ  (as m easu re d < i i l i e r  In  m ean IQ  sco re o r by n u m b e r o f IQ  sco res at o r b e low  "ii‘. a c h ie v em e n t 

iW R .V I re a d in g , s p e ll in g  a r i th m e t ic  sca led sco re s >: o r a d a p tiv e  b e h a v io r i \ A l t s .  C o m m u n ic a t io n s , D a ily I n  in g  s |p j |s 

s le ia l i / .u io i t and V da p liv e b e h a v io r ( om p o s ju * ) T h e  in te r v ie w e d  sam p li tp p e a rs to  be la trh  re p re s e n ta t iv e  o t th e

II s t  ■ I < ligtblc d ie t  Is a i . ni ml,iu . ai this  d n .f a n



3 .5  P r im a ry  D isab ilities Sam ple (IQ ): Tests Adm in istered
t lients were administered an age-appropriate Wee hslei IQ Test: Wcchsler Preschool and Primary Seale o f Intelligence 
Revised i W PPM-R): Wcchsler Intelligence Scale for < hiidrcn-Rcvised (\XISC-R): and the Wechsler Adult Intelligence 
scale Revised I.WAIS-R) < Wechsler. I96T I9- L 1 081) Tile Vi ulc 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 IQ 
and achievement tests were administered.Testing was carried out primarily at the Fetal.Alcohol and Drug Unit (FADl') 
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 IQ and achievement evaluations were used for analysis w hen available. Reports of psychological 
evaluations were systematically requested front the schools \ l l 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 IQ 
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 W'ISC-R, and WA1S-R: the 
full scale IQ score, the Verbal Scale IQ score (VIQ). the Performance Scale IQ score (PIQ), and the 11 Subtest Scores 
were used WISC III IQ scores, corrected for comparability with the WISC-R. were used for 11 clients w ho either could 
not be seen at our lab for testing or who had been tested at tlie ir schools on the WISC-III within the prior year, so were 
n< it eligible for retesting. From the NX'RAT-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  Seco n d ary  D isab ilities Sam p le : Life H isto ry  In te rv ie w  (LHI)

The Lite History Interview (LHI i was developed in the third y ear ot the project to evaluate clients o f 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 interv iew was administered 
by telephone to caretakers/informants o f the clients

I he I 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 I III i> .' comprehensive structured evaluation ot ten major areas ot possible long-term functional covariates or 
i nsequentes. n.tracteristic ol clients diagnosed with l'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 v iolcrico: 
in pin s.i a! social and sexual devciopmciit. 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 o f 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 
i tot hers, f  toster mothers. 12'.. stepmothers. 6" . lathers fall types). • legal guardians grandmothers. >" 
other re latives r „  caseworkers, < spouses or partners. I '• residential caretakers. I and Ivy 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. wi i c only used w!.«-n 1 in v appeared valid in ti rms o f existing data in the clinical data base v toi a! ot
I I s va lid  in 'c  r ; tew '  w e re  o b ta in e d  and •'< ic le il d u r in g  a i m i m i lt in te rv a l in 19'tS

• lie s ' pact III i urn .i ms ov i a i sit sc para I e qm stions • irgam/ed lo prov idc the mterv icver w ith « Icar visu il guides 
lor i i i ui in i ■ 'dmg Vlost questions inquired the interviewer to code a chone according 1,1 1 prcspeeified list o| 
response-. < 'ihi-r questions permitted opt n-ended responses w Inch wc re w nttcn in \erbatint ami is •.led later Validity 
•imgs bv the u im  iewer lollow ea» I) set lion of the LI II. V m > tii m ii as coded valid ’ u hen the u spouses appeared to 
- a ii un i u - i used .in tin questions being posed V section was coded qiu snoiiable I the inhuman! did not 
k f u In i i i w, l| se< med guarded, seemeil eoiifuscd and/or contradicted hiniself/hersell s( emed lo be biased, 
■ ii . d l i ' - ' -  ' o I . i. > i und« i si anil < ii »;.< ,k 1-nglMi \ erv well >r si med ui u'allv I indie ipped All se< tions w ith



seven interviewers were trained in administrutii>i: ■•■'V ling procedures by the project director, who was regtil.nlv 
available to address queries Hat Ii completed inters icvv s reviewed by the team ot interviewers.and coding t onsensiis 
w as 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 ■ hours). Interviews took longer to administer 
when they involved older clients or those with a greater number o f 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  Q uan tify ing  D ata 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 !iad 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 o f alcohol/drug problems, age of onset o f problems in school) Thus, a given client may contribute data to any of 
several age groups depending on the topic at hand.

Figure V 1 presents the cumulative age distributions for ages at which three key evaluation landmarks were made: 
diagnosis. IQ testing, and LHI. One at a time, follow the dotted horizontal line (at 30%, or median) to each o f (he three 
curves and drop a vertical line to flic 'age axis Ir is seen that the median ages at diagnosis, IQ testing, and I.HI are 
approximately 10 I l and 1 i years n-spcctivciv 11k dashed line tor LHI is to the right o f the other lines indicating 
that this was generally the most recent data collected

I'hc eight Secondary Disabilities are defined by any history o f the secondary (usability since birth Thus, a comment 
(hat 3'.) ". o f clients 21 y ears and older were reported as hav ing 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 t lients | 2 20 years old at interview covers ages' 
birrh-age at ! HI 'birrh to 20 years)

• History ot secondary disability lor clients 6-11 years old ai interview covers ages' 
biiih-age at I III 'b irth to I I wars)

3.1 Client ages ot evaluation landmarks (LHI sample, n—4 J 5)

., , i ,.lr .- I '



3 .8  Strengths an d  Lim itations o f Study Design and  A n a ly s is
T lu - .strengths of this studs design .ire It attempts complete coverage ot a large and established roster of clients recruited 
in a similar 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 
Ihstorv Interview— LHI). in the hands or a skilled inters icwcr. seems robust over a huge range of informants and across 
the full age range of clients, (»through SI years, providing extensive coverage of life experience.The LHI has a rich 
and redundant coding scheme covering many different kinds o f behaviors and difficulties

rhc limitations o f 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 a small uuuilter o f dsstnorphologists with the same training, is subject to temporal changes in 
interpretation and referral patterns Effective utilization o f the LHI requires gifted interviewers, trained by those with 
extensive experience w ith FAS across the lifespan, and the prior establishment o f trust and rapport w ith families. 
Nevertheless, the I.HI data are only as valid as the knowledge and capabilities of the informants. Obviouslv there was 
no random assignment o f clients, caretakers, or in te r cntions

The strengths o f the data analysis arc: It represents an effective distillation of the vicissitudes of hundreds o f lives into 
a small number of major channels o f 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 o f aspects o f the client and also o f the client's environment. Many risk/protective factors common to most 
secondary disabilities have l>ecn detected. The statistics arc quite simple: the graphics are powerful. The findings lead 
easily to policy implications and recommendations.

The limitations o f the data analysis are: There is no real possibility o f assessing causation The secondary disabilities 
arc intcrcorrelatcd as are the risk/protective factors. Then* is 110 apparent concern for hypothesis-testing o f the academic 
flavor. Hie absence of intervention research 011 this population precludes assessment o f 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 IQ 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.

H ie  two s a m p le s  have 3~8 c l ien ts  in  c o m m o n .T h ir ty -se v e n  in d iv idua ls  h av e  an  LH I b u t  no  IQ  e x am , and  9 5 have  an  IQ  

exam but n o  LH I. .Vs IQ  d a ta  from  past ex a m in a t io n s  on o u r  u n i t  had to be used for old c l ien ts  who c o u ld  no t  be 
b ro u g h t  in fo r  e x a m in a t io n ,  73 o f  th e  473 IQ sco re s  a re  ev a lu a t io n s  c o n d u c te d  w h e n  th e  c l ien ts  w e re  3-6 years  o f  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

M a le 236 (57%)
F em a le 179 i-»3%)

E T H N IC IT Y

W h ite 248 (6 0% )
N a tiv e A m e r ic a n 103 (2 5% )

B la c k 30 (7% )
H is p a n ic 17 ( 6 % )
A s ia n 5 (1%)
O th e r 2 <<!%)

P A T IE N T A C E  AT T IM E  O F  IN T E R V IEW

6-11 W a rs 1 6 2 '3 9 % )

12-20 Years 163 (3 9% )
O v e r 21 Years 90 ( 2 2 % )



: l n  N a  t i n  m s  in  th e  S eeonda rs D is a b il i t ie s  S am p le ra n g e d in  aye fro m  <> to  SI sea rs at th e  tim e  th e in te r v ie w  seas 

. . im i i i 'M e ie i l t . i th e i r  i . i i e i a k i is  o r in tm 'i i ia n is  t >sera ll. th e i r m e d ia n  .ye ssa.s I t J yea rs I he da ta in th is  r e ,><m  i , •
, in  u le il in tn  th re e  aye g ro u p s is shoss n b e lo w  la b lc  t 2 s|h >\\ s th e  b re a k d o w n  o f the se aye g ro u p s b ) s e \ a n d d iagnos is , 
i i l i l t  i s bs iye at d ia g n o s is m i l se a r ■>( d ia g n o s is

Table 4.2 The Secondary Disabilities (LHI) Sample (n=415) by sex, diag­
nosis, and age at interview

M ed ia n age 

(o ) =

(■>-11 yea rs 

S ." sea rs 

(1 0 2 )

1 2-20 years 

IA S  years 

(1 6  ()

2 1-31 yea rs 

2 5 . "  yea rs 

(9 0 )

Tm a l 

1 i.2  yea rs 

( t lS )

D ia g n o s is Malt, IV in a k M a le Female MaJs; l i-.a i.jle M a le iernak
FAS 2 t 22 )■» 2 2 26 27 s a  7 1

FAE 6 7  i9 6 8  39 17 20 IS 2  108

T o ta l 91 " I Iu 2  61 »3 t “ 2 36 179

Table 4.3. The Secondary Disabilities (LHI) Sample by age
of diagnosis, year of diagnosis, and acp at interview

ye at Nil:
(11}

6-1 1 wars 
\--lo2

I ! 20 years 
\ 16,S

21̂ 1 S' If
\ =9t i

..t I! 1) lyi'ic isis 
T ttj " ° f • ()5 «-ti) ) i « ■ •.* r  (to
I . (1i • 1-t' » • C (/»<)*.. i a i ) i Li )
! 2- ?0 i ! *o 0 <tV ) Hr mi, ) 2 • 1 2'• i
21 .Mil » l\r lT
Vc* 11 . ! ' M ,

1 -f0j II M/V i '

1 * • I " 1 0 (i Jt ( ""n)
pr-: !•:*• ' 1 1 •) Mj „|

1 1  1

;•> N ■
! WI - P'S7 , 1 < k .. i \ 1 \ -'I ! 1 1! _ >
M’Sn- p"H) ' r>) 12 t *) . ) j2 13 .i 12 <:
J *;»11 J»)0J 0)2) 2̂  ( U)"- r  > r  > 10 < 11" )
P'O.H* ) - > 120 \ "r i 1 (02 • > 3- i



I able * » sh o w s  th e  c u r r e n t  living s i tua t ion  o f  th e se  <15 c l ien ts  hv  age  at in te rv ie w  A bout h a l f  o f  th ese  c l ie n ts  liv e d  
w ith  b io log ic  o r  ad o p t iv e  p a re n t s  at th e  t im e  th e  in te rv ie w  w as  c o n d  'c tcd .

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

C lien t  age  at in terv iew :
Living Situa tion  6 -1 1  years  12 - 2 0  y ea rs  2 1 y e a r s

anti over

a i m FAS ia f ; EA> EAE EAS EAE
H it> lo g ie .il P a re n ts 9 2 I 1 3 I 1
B io lo g i t .d  M o th e r S| t 13 6 19 •> 7

B io lo g ic a l F a th e r 34 3 la 3 10 3 1
A t l o p i iw  R e la tiv e s iO 1 4 1 4 /  0 0
\ i  m -A d o p tn  e Re la tiv r s 22 <) 4 3 3 0 3
A d o p t iv e  P a re n ts 04 12 39 16 20 5 2

F o s te r P a re n ts S3 8 23 9 12 3 0
Lega l G u a rd ia n 23 7 11 2 4 I 0
F r ie n d s y 0 0 1 3 0 1
S po u se only 5 0 0 0  0 3 2

S p o u se a n d C h ild re n 3 0 0 0 0 2 1
P a r tn e r O n ly 9 0 0 1 3 ■> 3
P a r tn e r a n d  C h i ld re n 3 0 0 0 1 2 0
S in g le P a re n t w i th  C h i ld re n 3 0 0 0  0 2 3
L iv e - in  W o ik 1 0 0 0  I 0 t)
A rm e d  Fo rces 2 1} 0 1 0 1 ')
A lone 19 0 0 0  0 10 9
W ith  o r N ea r A tte n d a n t 1 t i tl 0 0 1 0
Ken t S ub s id y I 'n  g ram 1 0 0 0  0 I t)
\vM S ted L iv in g ■> 0 0 0  0 ) o
S ha red L iv in g 6 0 0 0  2 A 1

'> l i e ra p e u tk  Fosici H om e 8 0 ■) 0 3 1 o
' o u p  H< m iie 6 n 2 0  1 3 0
A du lt F a tu ity 1F>me 4 <1 0 i 1 1 I
X< s id e iK c  S ch o o l 1 0 0 1 1 1 0 (1

K e s id e n c i r re . it m e t t c o s 3 1 I 1

a-N, Irili <• >.«J i ie d i* >ns 6 i) 1) 1 a 1 o

i iv e m ic  ( o t r e i ! :m s t t j U 3 1 (i 0

1 , 1 i.st.il lb  • it H om e le s s s 0 0 2 4 i 1.1

1 'o n  ; K n o w 6 Q 1 1 3 i) 1



j g

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. I lie g ro u p '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 R Anthmetie 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 l iv ing Skills, and Socialization are 6". 60. and 66 respectively.

figure -i 1 shows three relevant ages of events tor the I HI sample, the ages at which the clients were diagnosed: the i
im s at which the IQ test used in tins report was administered and the ages o f the diems when rhe interview was 
conducted w ith their caretakers.

4 .1  Percent o f  clients getting d iag n o sed , tested an d  the LHI 
w ithin a g e  ra n g e s , n = 4 15

diagnosis \

0

*
\

binh 10 20 40 50
age at evaluation landmarks (in years)



P r i m a r y  D i s a b i l i t i e s

< 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 o f 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 o f 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 
o f FAK. Clients with I AS have a mean IQ score of *0. w ith a range from 29 to 120. Clients with FAfc have a mean IQ ol 
on. with a range from i2 to I »2 I'wc nty-sevcn percent ot the clients with FAS and 0% of the clients with FAK hate an 
!(} of TO or below

Figure S. I depicts the frequency distribution o f the two >ets of IQ scores superimposed on the normative bell curve of 
IQ. Both the FAS sample ami the FAR sample deviate to the low side o f the standard IQ distribution. The 11 -j>omt IQ 
discrepancy between clients w ith the full F.VS and those with FAE replicates one we have previously reported (Streissguth 
et al.. 1991a).

5 .1  IQ  d istribu tions in tbe P r im a ry  D isab ilities S am p le : FAS an d  FAE

3 0

25

c 20 <D
i j

i  15

10

5

0

X FAG (n= 178 )
FAE (n= 295 )

N = 473 : lest ages 3-51 yrs

mean !Q: 79 (FAS) 
90 (FAE)

IQ < 70: 27°0 (FAS) 
M \  9% (FAE)

G  range .  20- 30- 40- .50- 60- 70- 80- 90- 100- 1 1 0 -1 2 0 -  130- 140- 

: /.iihin FAS 1 /  0 /  3 /  7 /  ; 4 /  2 4 /  2 9 / 1 2 / 6 /  4 /  1 /  0 /  0 /

» .vithm rAE 0  0 16 25  2 6  15

IQ Scores



I lie- \\< ih M i r IQ  te s ts c o n ta in  11 su h te s ts w h ic h  art- o f te n  in te r p r e te d  c l in ic a l ly  as a p r o f i le  W e c e n te re d  th o s e 

n i h u s t  {>:• »lilf.s li\ s u b t r a c t in g  t in ' c l ie n t s m ean M iln c s t s c o re  fro m  ca t 11 u( i Ik - I I raw m o re s . ti> d e r iv e  a set ol M 
c e n te re d  s u m  s v a ry in g  a b o u t ze ro as s h o w n  in F ig u re  V 2

5 .2  Profile o f IQ subtests: FAS and FAE

2 1.0 
v—o( JCO

.5a>
30 l/>
“O$ua>
1  -.5
u

-1.0

0

F A S  m e a n  ( n = 1 6 5 )  k 
F A E  m e a n  ( n = 2 7 5 )

7
A

O bjA  PicC PicA BlkDes Sim C o m p  C o d in g V o c a b  Anth DigSp Info

IQ Subfests

s 2 -I \s the group means >| the < entered"subtest scores for (.lients with FAS versus l:Af:. Three suhtests 011 

In !■ In- FAS/FAE » ii> ms .!.i poorly relative lo their other subiest scores arc \riibmetic. Digit span and Information 
l Ins i.s ,i similar pattern to that seen in learning disabled ehildren vv hose arithmetic.coding or vocabulary, information, 
" til digit span are often th e  low est s u h te s ts  <Vargo. ('.rosscr A 'spalford. 1995) Two su h te s ts  on which the FAS/FAl: 
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 lnngiruilm .il IVospcctiva study on Alcohol and IVvgnancy (Streissguth et al.. 1993.figure “ i. page Is'-n

\  s t re n g th  o f p r o f i le  s c o re w as i a lv u la te d  fo r i  a c lt i h e n i w h ic h  re f le c ts  th e deg re e to  vv In c h  an in d iv id u a l s su h tc s t 
p ro f i le  p a ra lle ls  th e g r o u p  su b ic s t p ro t j le  .s h ow n m F ig u re s 2 Ib is  s tre n g th  o t p ro f i le  sc o re a p p e a rs as ite m  I s  o n 

i i Die 9 I o f th e  m os t im p o r ta n t K ish and P ro te c t iv e  (a c to r s  \ h ig h  s to r e  equa ls h ig h  c o n g ru e n c e  a low  st. o n  li t t le  

c o n g ru e n c e  T h is  p a t te rn  p r o f i le  c o v a r ia iu  v is t o m p u te d  as . 1 w e ig h te d  sum  o f 1 1 1 e n te re d  s . ib te s t s c o re s .T h e  w e ig h t 

...n I : s c o re  is th e  s am p le  m ean lo r th a t ■ t o re  I he ’ s t re n g th  o f p ro f i le  ' sco re is n o t C h itc l. i te d  %\ ith  IQ o r  age



We c o m p a re d  a c a d em ic a c h ie v em e n t to  w h a t m ig h t be a n t ic ip a te d  f r o m  o v e ra l l IQ  le v e l. F ig u re  S t s h o w s th a t c l ie n ts  

w i t h  FAS a re fu n c t io n in g  c lo s e to  th e ir IQ  le v e l fo r R ea d in g an d S p e llin g , b u t a re tw o - th i r d s  o f a s ta n d a rd d e v ia t io n  low  

in  A r i t h m e t ic  F o r FAE. ave rage A r i t h m e t ic  s c o re s a re nea rly a fu l l s ta n d a rd d e v ia t io n  lo w e r th a n  w o u ld  Ik * e x p e c t tc l 

f r o m  IQ  le ve ls : th e  O th e r tw o  a c h ie v em e n t sco re s a re re la t iv e ly lo w e r as w e l l I h o e  da ta re p l ic a te  th e  f in d in g s  o f tlie 
p re v io u s  s tu d y re s t r ic te d  to  a d o le s c e n ts a n d a d u lts  (S tre is s g u th  e t a l.. I 9 ‘) l a )

F ig u re V y  sh o w s th a t b o th  g ro u p s o f e lie n ts  h a ve lo w  a d a p tiv e  b e h a v io r s c o re s re la t iv e  to  th e i r  re s p e c t iv e  IQ  le ve ls 

I h e re la t iv e  d e f ic i t in th e se sco re s , in  ta c t, is c o n s id e ra b le  g re a te r th a n  s h o r t fa lls  in a c h ie v e m e n t re ga rd le s s o f d ia g n o s is . 

F ig u re 5 » c la r i f ie s  a ll th e s e c om p a r is o n s  in  a d if fe re n t g ra p h ic  s ty le

5 . 3  IQ , W R A T , V A B S : FA S a n d  FAE
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5 .4  R e la t io n s h ip  of a c h ie v em e n t ond
a d a p t iv e  b e h a v io r lo IQ , b y d ia g n o s is
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In f ig u r e  S I.e a c h  m ean s c o re fo r th e  f - \ s  g ro u p  has b e e n c o m ie i : u l 

b y  line to  the e o r r r q io n d in g  m ean s c o re to r th e  FVF g ro u p  F lu da rke s t 

lin e  (a t th e  to p ) is IQ  w h ic h  is h ig h e r to r b o th  I \ s  .m il I \ t  i li> m s 

ib a n  arc the U lii> v e n u n t and y d a p t iv e  Ik -h a v ie r s c um s lo . d •• ■ t 

g ro u p  o t c l ie n ts

I he lin e s lo r A r ith m e t ic  and < .o m tm m ii a tio n s arc a p p ro x im a te ly  p  i n l l r l  

to  th e  IQ  l i n t  I In s  in d ic a t e s  th a t a l t h o u g h  V r i r h m c t i e  in . I 

< o m n i im ic a t io t is  a rc lo w e r th a n IQ , th e  d is c re p a n c y is a b o u t t in  ' . t i n t 

to r F \S  c lie n ts  as it is fo r c l ie n ts  w i th  I \E .

'I he fiv e i la r k e r lin e s i R ead in g S p e ll in g  Da ily L iv in g  s k i l l s .V n  i . i j i / a r i i ; i. 

a n d th e  A d a p t iv e  b e h a v io r < o m p o s i t e )  a re re la t iv e ly  f l a t t e r  I In s 

nd u .ite s d i. it a lth o u g h  a ll s m ean s( 'ire s  ire  lo vv i r d u n  I* .» w u h in  th e ir 

ri --pei liv e  -am p le s th e . l is t rep .u icy a p p e a rs to  he g re a te r fo r I M c l ie n t , 

ib a n  lo r F \s  • re n ts



I igurc 5 5 p re s e n t s  data  f rom  onlv th e  s c c o n d a r v  I )is.ihilitics < 1 HI > s a m p le  on w in c h  IQ was r  ail.ihle ( n -  \~H> i h i '  
i igurc 'In  '  ih.ir th e  It J  m < uvs ti u th e  xlu n ts  at e .u ii 11II .ijio g r o u p in g  w e re  > o m p a ra b lc  to r  su b g ro u p s  d e f in ed  h \  o \  
uni d iagnos is  t he «l is tr ihu t ion  ot" IQ .<con '  i> pres« n tc i l  w ith .1 b o x  p lo t  to r  each  "I the  I 2 g ro u p s  age (.1) hx ' t  \  i J 
In  d ia g n o s is  ( 2 ).

5.5 LHI Sample: IQ distributions by sex, diagnosis, and ago ot interview

sex M  F M  F

n: 2> 2 ' 6 2 40 
ag e  o - l  I veers

M  F M  F

30 2! 64 34 
12-20 years

M F M  F

24 27 15 19 
21-51 years

H it h o x  in a h o x p lo t spans th e  m id d le  h a l f o l rh c  da ta fr o m  J 5 ih  tt> ~ 5 rh p t  r t e n ti le s : th e  tla rk  h o r iz o n ta l lit re  w i th in  .1 

b o x  in d ic a te s  th e  m e d ia n  IQ  >eo re . th e  w h is k e rs  e x te n d in g  \ i  r t ie a lh  Iro m  ea ch b rrx  re a ch to  th e  lo w e s t am i In c h e s t 

IQ  th e  o p e n  b o x e s nn lo w e r an d t ip p e r w h is k e rs  in d ic a te  tils 10 th a n d 0 0 th  IQ  p c r c c i ti le s  re s p e c tiv e ly

f ig u r e  5 n d e s c r ib e s  th e  d is c re p a n c ie s  b e tw e e n  I ’ lQ  (P e r fo rm a n c e  IQ ) sc o re s and V IQ  (V e rb a l IQ ) sco re s , and h o w  

ilie s e  d i'»  re p a n e ie ' to r th e 1 \ S / f- \E  c l ie n ts  d i l i c r  tn  -nr th e  in rrm a l p o p i i la i i. m . N o t ic e  1 ha t m o re  iin l ix  id ita N  fa ll n it s ide 

he J o t te d  l in e  at t ir e  to p  o f th e  f ig u re  c o m p a re d  to  rite- n u m b e r o u ts id e  o l th e  lo w e r d o t te d  lin e , l ' l i is  in d ic a te s tha t 

m o re  I VS/HAE in d ix ix lu a ls have a P it,) g re a te r th a n V IQ  In  2<) o r m o re  p o in ts . c o m p a re d  to  th e  <.<>n\ t rse \c  1 it.illv S" o l 

th e  1 lie n ts  ta ll a b o ve 1 1 it lin e  c o m p a re d  to  2 r  • b e lo w  th e  l in e  \ i  \  • in  lin g  to  s.u r |( r I OSS). < m ix v - . o f a p o p u la t io n  

\ .g i ld  h i e x p e c te d  t<» l i . i ' t  a 1*10 g re a te r th a n V IQ  In  th is  m a g n itu d e

'  o tK i i l ' o i h e t w  1 h e a r ) da sh e d 1 tu x e s i l lu s t r a t in g  th a t fo r  n id t x id i . ' l s  xx u ir IQ  s u p t> a b o u t to n  c lie n ts  w m  in -g t 
■Keh to  «lex i.n c  nr l ir e  dux 1 t io i t o | Ph.) g i t H e r th a n  \ h.r ra th e i th a n th e  1 o n v i rst

. l ie  la rg e b la c k tr ia n g h  re p re s e n ts th e m ean m o n  s >1 all in d iv id u a ls  w it Ir I \ s  H e re w e set th  it th e  m ean I ’ l l . i> 1 1 

a it i le  th e m ean \  IQ  is ” 0 lo r  a il 1 x 1 rage d is c re p a n t \ o l 5 p o in ts  i l i c  la rg t w lu te  tr ia n g le  rt ■p resen ts t lu  in e .in si o :e>

< PI 1 1 It x td o . ils  xx ith  f \ f  I h e n : ts ’ Iso a '  p o in t >hsi r. p a n e y h e m  ee ir th e  m ean I ‘ IQ  o l ‘>5 an d th e  n ie .m  \  IQ  > a .SK

5.6 The two components of IQ by diagnosis
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R i s k  a n d  P r o t e c t iv e  F a c t o r s :  O v e r v i e w  &  
D e f i n i t i o n s

i *u r m a in goa l in  d i is  re se a rch p ro je c t w a s to  s tu d y th e  p re v a le n c e  in  th is  s am p le  o t th e  d e le te r io u s  l ife  o u tc o m e s  w e 

have ca lle d  S e co n d a ry D is a b il it ie s . T he se a re e x a m in e d  in ( h a p tc rs  "  th ro u g h  I - , o t  c o u rs e , r is k s o r th e se o u tc o m e s 

are n o t th e  sam e to r a ll c l ie n ts  In th i.- C h a p te r , w e  d e s c r ib e  o u r ra t io n a le  a n d m e th o d o lo g y  lo r  q u a n t i fy in g  th e s e ris k s 

fa b le  (>. I c o n ta in s  o u r fin a l lis t o f 21 R isk a n d P ro te c t iv e  F a c to rs an d th e ir d e f in i t io n s ; F ig u re  h . I d e p ic ts  th e  re la t io n s h ip  
o f th e se 21 R isk and P ro te c t iv e  F a c to rs to  o u r s ix m a in S e co n d a ry D is a b il it ie s , an d F ig u re 6  2 d is p la y s th e  S by 8  m a tr ix  

o f a ll e ig h t S e co n d a ry D is a b i l it ie s  ag a in s t e a ch o th e r O f co u rs e , w e  c a n n o t m a in ta in  th a t th e s e re la t io n s h ip s  a re causa l 

t >r in d e p e n d e n t

Definition of the R isk  and  Protective Factors

We c o n s id e re d  tw o  ty p e s o f R isk a n d P ro te c t iv e  fa c to r s : In t r in s ic  an d E x tr in s ic . Intrinsic F a c to rs in c lu d e  a t t r ib u te s  o t 
th e  i  l i t n t th a t d ir e c t ly  c h a ra c te r iz e  h is /h e r b io lo g y  o r e x te n t o t p u ta t iv e  b ra in  d am age and in c lu d e  age sex . d ia g n o s is , 

IQ . IQ  su b te s t p ro f i le  and M i l , s c o re . Fxtrinsic F a c to rs re p re s e n t e n v ir o n m e n ta l in f lu e n c e s  th a t have rh e p o te n t ia l o t 

a f fe c t in g  life- o u tc o m e s ;th e s e  can Ik - g le a n e d fro m  th e l.ife  H is to ry  In te r v ie w  (1 .IID  E x tr in s ic  R isk an d P ro te c t iv e  Fa c to rs 
w e re  s u b je c t iv e ly  e v o lv e d  Iro m  c l in ic a l e x p e r ie n c e  fo r e x a m p le  fra c t io n  o | life  in a s ta b le  an d n u r tu ra n t h om e , l iv in g  

m n o n  a lc o h o lic  lam ilie s . n o t b e in g  abused o r  n e g le c te d , rece iv in g  sp e c ia l h e lp  as needed . Som e o t th e  R isk a n d P ro te c t iv e  

F a c to rs w e re  av a ila b le  Iro m  th e  te s t an d d e m o g ra p h ic  da ta in  o u r da tabase , th e  re s t w e re  d e v e lo p e d  in to  q u e s t io n s  o n  

th e  LH I. d is p e rs e d  a p p ro p r ia te ly  w i th in  th e  v a r io u s s e c tio n s o t th e  in te r v ie w  V a ria b le s l ik e  “ tra c t io n  o f l i f e ' cam e fro m  

q u e s t io n s  lik e D u r in g  w h a t ages d id  d ie n t liv<- in a s ta b le and n u r tu r a n t h o u s e h o ld '" ' I lu - q u a lity  o f m ir tu r a n e c ' is 

••o b je c t iv e , b u t th e  fra c t io n  o f l ife  is in te n d e d  as an e x p l ic i t q u a n t i f ic a t io n . Iv p u a lly  d ie  in fo rm a n t w o u ld  th in k  ba< k 

o v e r th e h is to ry  o l l iv in g  s itu a t io n s  an d lis t fo r th e in te r v ie w e r the in c lu s iv e  p e r io d s  d u r in g  w h ic h  th e s itu a t io n  w as 

ju d g e d  n u r tu r a n t : lic n v e. th e  da te s a rc p ro b a b ly l . t i r lv  a c c i. r t ie  t N o t a ll R i 'k  an d P ro te c t iv e  Fa c to rs f i t u n d e r in t r in s ic
ii ex tr ins i i  e g  th e  I MIS is n e ith e r . )

M ic r a d m in is te r in g  1 1 S LH I s vvt d e v e lo p e d  a s c o r in g  sys tem  tha t itn  H id e d tw o  ty p e s o f sco res som e w e re  m e d ia n  

s p li ts , m  w h ic h  th e  to p  I ta il o f d ie  d is t r ib u t io n  w as c o m p a re d  w i t h  th e  lo w e r h a l f o n  a g iv e n  ite m  sue h as fra c ti- n i o f 

litc- liv e d  w i th  a lo  it io l and d ru g  abu se rs : i t l lc r s  v\ e re s im p le  th re s h o ld s -  b in a ry si-, ires th a t a p p lie d  o tilv to  a p ro p . 1 1 j. m 

o l th e  s u b je c ts  su c h as v io le n ce aga in s t c l ie n t F o r si >me s i . ire s l ik e  th is , w it h b n  c id e r c o v e ra g e  se p a ra te e* an p i in c u ts  

'd o m e s t ic  v io le n c e  p h y s ic a l abuse and se xu a l a b u se ) w e re  also e x a m in e d  in d iv id u a lly  as r is k  (a c to rs . A l ik J y  g r o u p  o l 

Vs su ch c a n d id a te * ' - \ . im in e d  in re la t io n  to  die s e c o n d a ry D is a b i l it ie s  d is cu s se d in (,\ p tc i

\ i t e r  e.x um n it io n  o l th« da i i. w e re t tn<< •) th e set o l 2 ! R isk and P ro te c t iv e  Fat to rs  d« p ic ie i l in T ih te  o ! v> h it h p . . e iits  

d ie  d e f in i t io n  .a  each d ie  tv p e  o l s c o re o b ta in e d , d is t r ib u t io n s  fo r .il l d ic h o to m ie s , and d ie so u rc e  o f th e  in fo rm a t io n  

f io iu  w fin  Ii d ie  da ta d e r ive f . >r in  ui- >U rn  in g  fro m  d ie  I H I d ie spec i l i c  ite m  n um b e rs  a r t d o c u m e n te d  in  fa b le  <> I



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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D e f i n i t i o n T y p e  ’ D e r iv a t io n  o r b in a ry  p r o te c t iv e /
risk f a c to r s ’*

%*”  S ou rce of
info (LH! i tem s)

T a b le  C o n t in u e s

12. D r iv e r ’s lic e n s e 

a tta in m e n t

(S’ lb  yea rs o f age o n ly ) 

I T Sex

I t .  VA IW  ABC 

S ta n d a rd S co re

I s D if fe re n c e  b e tw e e n  

IQ  a n d ABC ’s

16 . H as th e re  a lw a y s 

b e e n a t le a s t o n e  

c a re ta k e r a f te r age 
IH yea rs

I "  D if fe re n c e  b e tw e e n  

p e r fo rm a n c e  a n d  

ve rb a l KJ

IB  S im ila r ity  o f IQ

su b te x t p r o f i le  to  o th e r 

FAS FAE p a tie n ts

19 SSI eligibility status

\ g e  i if Secondary  
Disability assessment

21 Always 2 carerakers 
available before lb vis

W h e th e r o r  n o t p a t ie n t > 1 6 ye a rs h a s I.H I

has a d r iv e r s lic e n s e :

P: yes 3 1 %
R: n o  6 9%

•Sex: G e n e ra l

P: fe m a le  4 3%  In fo rm a t io n

R: m a le  57%  F o rm

M e d ia n  s p li t o n  th e A d a p t iv e  B e h a v io r VABS

C om p o s ite  S ta n d a rd S co re In te rv ie w

P: VABS A fiC s s k 65 3 9%  ( F A D l ')

R: N ABS ABC ss < 65 62%

C om p a r is o n  o f IQ St VABS ABC ss T e s tin g  . i

P: IQ d t ABC ss a re w i th in  IS p ts  32%  in te r v ie w in g

R. m o re  th a n  15 p ts d i f fe r e n t 6 8%  (F A D U )

Yes N o  LH I

P: n e v e r a fte r age 18 ye a rs 64%

R: s om e tim e s— a lw a y s 3 6 %

Pei fo rm a  nee IQ  (P IQ ) m in u s  v e rb a l IQ (V IQ ) FAD L ’ te s t in g

P P IQ  m o re  th a n 15 p o in ts  h ig h e r 17%
It P IQ  n o t m< re th a n  15 p o in ts  h ig h e r 83%

M e d ia n  s p l i t o n  th e  iQ  su b te x t s t re n g th  o f F A D L  te s t in g

p r o f i le  s c o re

P w e a k  IQ pro f ile  < nor s im ilar)  49%
R: s t ro n g  IQ  p r o f i le  t s im i la r ) 5 1 %

In d ic a to r o f w h e th e r th e  p a t ie n t b o th  LH I

a p p l ie d  fo r  a n d w a s e l ig ib le  fo r ss r 

P: a p p l ie d  fo r , b u t w a s in e l ig ib le  28%

R a p p l ie d  fo i u id  w a s e l ig ib le  72%

S ta tus as a d u lt (5:21 ye a rs ) f r o m  da te s

P. u n d e r 21 yea rs o ld  6 4%

R 21 years and older 36%

ves. n o  i .h i

P nut always 2 caretakers 57".,
It a lw a \s  2 ca re ta k e rs a v a ila b le

' H -  E x tr in s ic , I *  In t r in s ic

“ I te m  p o la r i t ie s  a te  a ss ig n e d a c c o rd in g  to  th e m e d ia n  p lo t te d  in ! ig u re  6 i . .v h ic h  p e ita in s  only to  th e lirs t six 
'■eeo tid a ry D is a b il it ie s , i o r R-Sk a n d  P ro le , tn e  Fac to rs fo r th e  las- tw o  S e c o n d a ry D is a h i l i t ie  (D e p e n d e n t la v in g  

m d P ro b lem s w ith  E m p lo y m e n t) -e e F ig u re s I t _ an d 1^.2, re s p e c tiv e ly 

i p r o te i t iv e  i-n d  l< -r is k e n d

I 'e ieen ts  a p p ly  o n ly to  c lie n ts  12 yea rs m . i < • e t



O dds Ratios

11 ni mgh most of this report we w ill 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 w ill make the computation
v Icar Suppose we are interested in the role of low IQ (less than or equal to "f») as a predie tor o f some binary outcome, 
in  this case.•Trouble with the l aw." one o f 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
n o  yes

>~i) ~2 122

IQ
<“ <) 20 18

Ihe odds ot n o  T ro u b le  tor IQ>70 are ~>2 :122. Ihe odds tor IQ i~0 are 20.18 The otitis rutin for the effect o f the IQ 
dichotomy on this outcome is thus (20/18i/(72/l22), or I 88. about a 2:1 pm teclire effect'.The clients of lower IQ 
have rc lttlitv ly fc u c r problems with the law: that is. they do better For a different cut o f "low IQ ' at 8 5 , the table is: 

•t I 8 8

SI 52

T h e  odds ratio (51/52.V( 11/88), or 2 .10, stands tor just about the same "protective effect. Ratios less than 1 indicate 
•risk ' rather than protection. Ihe 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 o f the assumptions of these analyses 
a rc m e t. a n d so we d o  not pursue this refinement here.

lo r each Secondary Disability in the subsequent chapters, each risk or protective factor is associated with an odds 
ratio o f this son. For IQ < 70, tor instance, the ratios are. for Mental I Icalth Problems f 2/36)/(.!>/18~y or 1.15 (clearly a 
problem of small cell < mints here), for Disrupted School rxperience. < W 'l “ V f . v l 221 or 1.8“ for Confinement. (22/ 
la 105. I oti) 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)/( I 2 .V5). or I 85

\ s  a - o n c d  lis t , th e s e o d d s ra tio s a rc t 7 5 . I 15. I . n  1.85 . i 8 “ . 1 .8 8 ) w i t h  m e d ia n  t I o  -*• I 8 5 ) /2  -  1 .6 5 .T h u s , 

IQ  " 0 “ is p lo t te d  it In ig b t 1.65 in f ig u r e  6 I w i th  th e  se p a ra te o d d s ra tio s a ro u n d  ir Fach la te r c h a p te r b e g in s w i th  

g ra p h  • d s im i la r in fo rm a t io n  as i p r o t i le ’ a< ross a ll th e  r is k o r p ro te c t iv e  lac to rs  as th e y p e r ta in  to  th a t o u tc o m e .o n e

ii a t im e

i In  i i ”  a t  set O f o d d s r m o ■ fo r ih c s e  2 1 R isk m d I 1:' re i r iv e F.u to rs is p re s e n te d  in F ig u re  <> i 'I l ie  h o r iz o n ta l sca le in 

m s u g u re  is a lo g  s ta le , so th a t re c ip ro c a ls  (e .g . i and I i> a rc at e tp ia l d is ta n c e s fro m  th e c c n tc r l im  in o p p o s ite  

h r e in o u s . I h cse m in o i v i l p o in ts  re p re s e n t e q u iv a le n t o d d s ra t io s  o f  e i th e r ris k ( le f t )  o r p ro te c t io n  ( r ig h t ) . T h e  

P ro te c t iv e  F a c to rs , w h ic h  lie  in th e to p  h a lt o t th e  page a rc th e c o n v e rs e  o l th e  "R is k ’ fa c to r s , w h ic h  He in th e

vi i io m  h i l l o t i l ie  page . Fach row  on th e  l lg u r e  re p re s e n ts a sing le R isk, P ro te c t iv e  F a c to r I he o n e  a t th e  to p  o t th e 

page p e rc e n t o f life  in a si ih lo  and n u r tu ra n t h o u s e h o ld , is th e  s tro n g e s t P ro te c t iv e  Fac to r, o n  ave rage , aga in s t th e  

f i t st s ix S econda ry I b s . ib ih t ic s  d e s i r ib e d  in ( h a p te r **. I he m e d ia n  im p .n  t o f  th is  o n e  P ro te c t iv e  F a c to r o n th e  s ix 

s e c o n d a ry D is a b il i t ie s  is re p re s e n te d  bv a b la c k  d ia m o n d . R is k .-P ro te c t iv e F a c to rs th a t h a ve th e  lea s t im p a c t (o d d s 

.a t io s  c lo s e s t to  I 0 w h e th e r risky o r p r o te c t iv e ; o n  th e se s ix S e c o n d a ry D is a b i l i t ie s  a p p e a r at th e  m id p o in t o f th e 

page . at d :c  e n d  t i l t in  lis t o l ! 1 \ r r o w s  in d ic a te  sco re s th a t c o u ld  n o t he c a lc u la te d  fo r o n e  o f th e  d ia m o n d s because 

th e re  w .is a ze ro  in e i i l u  r th e  n u m e ra to r o r th e  d e n o m in a to r 1 >1 rh e o d d s ra r io  T h e  v e r t ic a l c o lu m n  o f d e c im a l n u m b e rs

0  th e  le ft o l th e  R is k /P ro te c t iv e  F a c to r nam es o n F ig u re (> I is rhe m e d ia n  o f ih e  s ix o d d s ra tio s o b s e rv e d  fo r tha t 
( ai c ir

1 .• ’ i ’ l i d iam o n d s o i . «. w h o  w u p n  sen t d n  I'e l.u io n s h ip s o t th a t K ix k /P ro ic c i iv e  i a c to r to  each o f th e  m \  se c o n d a ry 

1 ib ' i i t n  - tu i l ic d  in t h a p tt rs 8 th ro u g h  I '» I .u ii o l th e s e c h a p te rs  has a g ra p h  w i th  one se t o l d iam o n d s , re -flc i t in g

m  th e  2 ! Itr-k, P ro tec tive  I ' d o r s  arc  re la ted  to  the  s c ‘ omlarv I ijsabili ty d o i  nssed in tha t c h a p te r  f o r  s implification  
•; i i . onlv d c | ' t i  i tiu PioUa live side one  can  n M g i i i i ' t h e  R isk 'iv le  to  h r  tin rt l lec tion .  i h e se  separa te  g raph s  

■ , i • « i . . Ii ipt. - u  n d  l ig tiu  I n h w in k  diam  md foaiu i o n  a g rap h  ■ an b e  Im m d at c\:u.tlv the  r- •
* ■ i * 1 1 i ' ■ * * ■ i * i- | i |u nd . o l Risk. ’P ro ii- i , f .u m is  I i . . . • I < en ■ c ia n i t 11 u to s s  • h.apti r» T h e  R isk an d P ro tc e i i- 

I .m : !-• u i ' a .Ic iv d  by m e d .a ii dd> i a im  *.o i i in t 'g o rc  o , n n m ost p ro te c t iv e  ti I h i to p  th ro u g h  m us t r i sk '  at th e  
b o ' i i m



i l l  F ig u re  6 .1 . tw o  ty p e s o f R isk .m il P ro te c t iv e  F a c to rs ca n he d e te c te d . R e ta il th a t th e  v e r t ic a l l in e  at th e  c e n te r 

d if fe re n t ia te s  th e  R isk s id e o f th e  d is t r ib u t io n  (a t th e  le f t )  f r o m  th e P ro te i l iv e  s id e ( r ig h t )  A n y F a c to r fo r  w h ic h  a ll th e 

o p e n  d ia m o n d s a re to  th e  sam e s id e o f  c e n te r lin e  is a 'U ntrersal' Fac to r. T h e  U n iv e rs a l P ro te c t iv e  F a c to rs are th o s e 
th a t a re c o n s is te n t ly  p ro te c t iv e  fo r e a ch o f  th e  s ix  S e c o n d a ry D is a b il it ie s . E x c e p t as n o te d  in  Tab le 6 .1 . th e  s am p le lo r  

e a ch R isk an d P ro te c t iv e  F a c to r w as d iv id e d  a t th e  m e d ia n , w h ic h  is th e n u m b e r a p p e a r in g  b e lo w  These U n iv e rs a l 

P ro te c t iv e  F a c to rs in c lu d e : l iv in g  in  a n u r tu r a n t a n d s ta b le  h om e  a t leas t ~2".> o f life : b e in g  d ia g n o s e d  b e fo re  th e  age o f 

6  yea rs ; n e v e r h a v in g  e x p e r ie n c e d  v io le n c e : g e t t in g  to  stay lo n g e r th a n an ave rage o f 2 8 yea rs in  e a ch h o u s e h o ld ; 

e x p e r ie n c in g  a g o o d  q u a l it y  o f h o m e  (1 0  o f 1 2 -g o o d " q u a lit ie s ) : b e in g  FAS ( r a th e r th a n  FAE); a n d h a v in g  ba s ic needs 

m e t a t leas t 13% o f life . O f c o u rs e , m a n y o f  th e s e ite m s o v e r la p  s u b s ta n t ia l ly  am o n g  th em s e lv e s ; w e  a re m a k in g  no 

c la im  th a t any o f th e se R isk o r  P ro te c t iv e  F a c to rs are in d e p e n d e n t o f o th e rs . O th e r R is k /P ro te c t iv e  F a c to rs a re ca lle d  

S p e c if ic " because th e y  a rc P ro te c t iv e  F a c to rs to r som e S e co n d a ry D is a b i l i t ie s  ye t m a y be R ick F a c to rs fo r o th e rs .

6.1 Risk/Protective Factors across 6 Secondary Disabilities 
among clients 12 years and older, max n = 253
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m e d ia n  a n d  r a n g e  o f  o d d ?  ra t io  of 6

-I 0 I
lo g (o d d s )
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3.o n u r tu ran t ,s ta b le  y H > m e d  
7 7 d i a g n o s i s  b e fo re  a g e  6  yr 

■i n ev e r  v io len ce  a g  client 
7 2 m a n y  y r s / l iv  sit (med) 
r o h o m e  qu a l i ty  g o o d  (med)
7 o a p p l i e d ,  DDD e l ig ib le  
i.9 PAS 

8 n e e d s  usual ly  m e t  (m ed)
7 low  FABS ( < * 2 0 ;  m ed)

se ld o m  w  a / d  a b u s e r (m e d )  
5 h a s  d r iv e r 's  l icense  
l fem a le
4 VABS ABC ss >=  6 5
3 a b s  dif; IQ-ABCss <«= 15 
7 IQ profile  no t  s imilar(med)
7 h a s  c a r e t a k e r  afr 1 Syrs 
' perf -verb  > 1 5  

a p p l i e d  SSI ine l ig ib le  
o a g e  < 2 1
; no t 2  c a r e t a k e r s  b e f  1 8 yrs

c. h a s  2  c a r e t a k e r s  b e f  1 8yrs 
a g e  > 2 1  

,o ■' a p p l i e d .  SSI elig ib le  
0 - pe rf -verb  <=  15  
o ; no  c a r e t a k e r  af t  I Syrsf 

IQ  p r o f l e  similar (m ed '  
a b s  dif: IQ-ABCss > 1$

• '  VABS ABC ss < 6 5  
7 m a le
’ no  d r iv e r 's  l icense  

• * often w a / d  o b u se r (m e d )
'  IQ  > 7 0  

hi FABS (> 2 0 ;  med! 
t  n e e d s  n o t  m e t  (m ea)

o s FAE 
'• a p p l i e d ,  DDD inel ig ib le
5 h o m e  q ' . a l  p o o re r (m e d )

few  y rs / l iv  sit (med) 
i v io len ce  a g a in s t  c ' ien t  
. d i a g n o s i s  a f t e r  a g e  6  yr 

. jd u ra n r ,s t a b le  H H c rn e d
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< k UK ra tio s la rg e r th a n  2 ( o r  less th a n  (I S) in d ic a te  in te re s t in g  p ro te c t iv e  e ffe c ts  ( o r  r is k s ) A n o d d s ra t io  o f a b o u t 2. 

o n  It as seen lo r 1)1)1) e l ig ib i l i t y , in d ic a te s  th a t th e  c h a n c e  o f a v o id in g  a S e c o n d a ry D is a b i l i t y  is a b o u t tw ic e  as h ig h  to r 
a c h i ld  w h o  re c e iv e s 1)1)1.) s e rv ic e s as to r o n e  w h o  do e s n o t

tw o  S e co n d a ry D is a b i l i t ie s  p e r ta in in g  on ly to  a d u lts art- n o t in c lu d e d  in  F ig u re 6 I d u e to  th e n e ce s s a r ily sm a lle r sam p le 

m / c D e p e n d e n t l i v i n g  a n d P ro b lem s w i th  F tu p lo v m e n t .T h e s e  c o u ld  he tsscssed re a l is t ic a l ly  o n ly  fo r c l ie n ts  w h o  

w e re  -1 yea rs o f age a n d o ld e r H o w e v e r , th e y w e re  e x a m in e d  a c c o rd in g  to  th e  sam e R isk and P ro te c t iv e  Fa c to rs 

Ic s e r ih e d  in  T a b le 6 .1 T h e s e la t te r tw o  S econda re D is a b i l i t ie s  a re d e s c r ib e d  in  C h a p te r I t (D e p e n d e n t I . iv in g ) and 

c h a p te r IS  (P ro b le m s w i t h  E m p lo y m e n t) T h e  o d d s ra t io  g ra p h s to r th e s e  la t te r tw o  S e co n d a ry D is a b i l i t ie s  a p p e a r as 

th e  s e c o n d  g ra p h  in th e i r  re s p e c t iv e  c h a p te r

\ \ i a ls ' i < o n s id e r eac h o f th e  c g h t S e co n d a ry D is a b il i t ie s  ti > b e R isk a n d P ro te c t iv e  F a c to rs lo r  a n y o f th e  o th e rs . F ig u re 

: 1 'h o w  s an R \  S m a t r ix  o f  th e s e h iiva rv 2 \ 2  c o m p a r is o n s  in  g ra p h ic a l Form The o n ly  p a ir o f  S e c o n d a ry D is a b i l it ie s  

th a t are n e g a t iv e ly  a s s o c ia te d — fo r w h ic h  th e  p re v a le n c e  o f c i t h e r  is lo w e r lo r  th e  g ro u p  c o d e d  yes " fo r th e  o th e r — is 
M c o h o l and D ru g  P ro b le m s w i th  D e p e n d e n t L iv in g

6 .2  P reva lences o f  each secondary  d isab ility  
con tro lling  fo r  the others one b y  on e

t'O
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S e c o n d a r y  D i s a b i l i t i e s :  D e f in i t io n s  &  O v e r v i e !W

S e c o n d a ry d is a b i l i t ie s  a rc th o s e th a t a c l ie n t is n o t b o rn  w i t h , a nd th a t c o u ld  p re s u m a b ly  he a m e lio ra te d  ( e i t h e r  f  

p a r t ia l ly ) th ro u g h  b e t te r u n d e rs ta n d in g  an d a p p ro p r ia te  in te r v e n t io n s .T h e  p ro je c t e x a m in e d  a lto g e th e r e io h t _____  ° f

• v in g  

to

D is a b i l i t ie s  The f ir s t s ix p e r ta in  to  c l ie n ts  o f a ll ages an d a re ea s ily q u a n t i f ia b le . T h e  la t te r tw o . D e p e n d e n t I 

(D P L ) a n il P ro b lem s w i th  E m p lo ym e n t (PW E ). p e r ta in  o n ly  to  a d u lt c l ie n ts  (21 a n d o v e r ) , r e s t r ic t in g  th e  s a m p le  s iz e  

9 0  c o m p a re d  to  *15 fo r th e  o th e r S e co n d a ry D is a b i l it ie s . DPL a n d  PW E a re b y  n a tu re  m o re  s u b je c t iv e  a n d  re a  ,i 

m o re  c o m p le x  an d q u a lita t iv e  d e f in i t io n s  In  th e  g ra p h s th a t fo l lo w  in  th is  c h a p te r th e  tw o  la t te r S e c o n d a r y  D is a b i l i t y ,  

a re set a p a rt fro m  th e  o th e r s  to  d ra w  a t te n t io n  to  th is  d if fe re n c e . A ll da ta o n  Seconda ry - D is a b i l i t ie s  d e r i v e  f r o n t i l t t

l . i lc  H is to ry in te r v ie w  ( I I I I )  T h is  m eans th a t th e  a c c u ra c y o f th e in fo rm a t io n  is d e p e n d e n t ,o n  th e  k n o w le d g e  o f th e  
in fo rm a n t , w h ic h  v a r ie d  d e p e n d in g  o n  th e  age a n d l iv in g  c irc u m s ta n c e s  o f  th e  c l ie n t .

F ig u re  " . I s h o w s th e  p re v a le n c e  o f a ll e ig h t S e c o n d a ry D is a b il i t ie s  a c ro s s th e  e n t ir e  s am p le  o f  tO R -4 1 5  c l i e n t s  The 

re m a in in g  f ig u re s in th is  c h a p te r fo c u s p r im a r i ly  o n  c l ie n ts  12 yea rs o f age a n d o ld e r , th e  age a t w  h ic h  m o s t o f  th e s e
S e c o n d a ry D is a b il it ie s  w e re  m a n ife s t .

. tu n y  o r
g e th e r e i g h t S e c o n d a r y  *

5
tI

7.1 Prevalence of Secondary Disabilities across the Life Span
too

Montal fit- «!in Dtnruptcil 
pfol-Utms nrtwoi 

wponerce

'Ouble with Cfifiiir.fmcnt 
tn«* law

rir-{H' Vfll K robl^ms 

w ith
‘•mployrnont

I ayes 6-51 ( n - 408 -415 ) Q .ig o s  P I - 5 1 in .59-90) |

Secondary  D isab ilities Definitions

Mental Health 1‘rnhleins < Ml ft') w as c o d e d  yes " i f  th e  d ie m  was d e s c r ib e d  a>> ih j t \ e r  b a s in g  any o f  a l is t o l m e n ta l 

h e a lth  p ro b le m s o r  ( l i t  g o n e to  .1 p s y c h ia tr is t p s y c h o th e ra p is t , o r c o u n s e lo r fo r  m e n ta l h e a lth  p r o b le m s , o r  ( c )  e \e r  

h a v in g  b e e n a c l ie n t in a p s y c h ia t r ic  o r a m e n ta l h e a lth  h o s p ita l t< h a p ic r b )

J/.w n/ileil Vi h'nil n.v/iericHcv (DSi'j w as i odcc l ‘ ves il th e  c lie n t w ts d e s i ribc -d as e \ c r  b e in g  s u s p c - i ic lc d  o r  e x p c l l i d 
f ro m  s c h o o l o r .is h a v in g  d ro p p e d  o u t n f s c h o o l ( (  l ia p t c r *))

/ •• iiM'lc ll ith the / .o / i 'IW I ) is i oiled  m s it th e  i la -n t w is desc i .b ed  i> h .n m u b e e n  i ba rge 1 1 i i r  c o i ls  i i t e d  o r m 
tr o u b le  w i t h  a u th o r i t ie s  to r a n y o n e  o r  m o re  o l th e se m a in c a te g o r ie s o t u im in a l b e h a v io r : c r im e s  a g a in s t p e rs o n *

■ c\c hiding \ n l.ued i i rmies agamsi propi n\ p< is>ession ■ >r selling of illeg il substances, se\ crimes Hi i\ iiig \ iolations 
..nole \ ioI.iii. .us skipping bail • <i ei ape or olhi r c rimi s i prim.itib \ ictimkss. -in. Ii .is running u\vu\ from I'<mic) 
i liaptcr I»* *



Confinement (. S f ) was coded "y e s " it the c lie n t was desc ribed as eve r h a v in g been in ca rce ra te d fo r a c r im e o r hav ing 

re c e iv e d in p a tie n t tre a tm e n t fo r m en ta l h e a lth p ro b lem s o r fo r a lc o h o l o r d ru g  abuse p ro b lem s . (C h a p te r I I I

hnippropiiute Sexual Behavior <ISB) was coded "y e s " i f  the c lie n t had e ve r been sen tenced to  sexua l o ffe n de rs trea tm en t 
o r had eve r been re p o r te d  as " re p e a te d ly " h a v in g  one o r m o re p ro b lem s w ith  se x u a lity . (C h a p te r 12)

\lt ohol and/or Dmg Problems t.\DP\ was coded "y e s " i f  the c lie n t was re p o rte d to  have hud a k o h o l abuse p ro b lem s , 

d ru g abuse p ro b le m s , a n d /o r a lc o h o l/d ru g  tre a tm e n t, w h e th e r in p a t ie n t o r o u tp a t ie n t . (C h a p te r 13)

Dependent Living if)PI.) w as co d e d " y e s "  fo r c l ie n ts  21 years old and over and not in d e p e n d e n t . In d e p e n d e n ce 
re q u ire s either:

1 .1 ) — tha t the c lie n t can hand le 12 d a i ly  l iv in g  a c t iv it ie s  w ith o u t h e lp

or
i Id  - tha t the c l ie n t does n o t have a n o th e r pe rson o rg a n iz in g  h is o r her l i f e .

— does n o t liv e  w ith  a ca re g iv e r .

— needs he lp w ith  at m os t 3 o f the 12 c r i t ic a l d a ily  a c t iv it ie s , and

— can pay at leas t som e o f h is o r he r o w n  expenses. (C h a p te r 14)

Problems With Employment (PWF.I was coded “ y e s " i f  a c lie n t is 21 years old and over and not e ffe c t iv e ly  em p lo ye d .

E f fe c t iv e ly  em p lo y e d is d e fin e d as m ee tin g any one o f the fo l lo w in g  th ree c r ite r ia :

i H a v in g  no o th e r cash s u p p o r t e x c e p t h is /h e r o w n  w ages

2. W ee k ly ea rn in g s o f 5 280 o r m o re

? B e in g  c u r re n t ly  em p lo y e d  20 ho u rs o r m o re pet w e e k , and

— H a v in g  none o r o n ly  m ild  jo b p ro b lem s (th a t is. no repeated p ro b lem s and a m a x im um  o f tw o  "m in im a l p ro b lem s :"

m in im a l p ro b le m  is a sco re o f “ I "  on I .H I q u e s tio n s tha t fo l lo w : tro u b le  g e tt in g  h ire d , tro u b le  h o ld in g  a jo b .

b e in g t ir e d  fro m  a jo b . and I ism g a jo b  w ith o u t u n d e rs ta n d in g vv h y j. 
and

—  Has in g had tin c c  o r fe w e r jo b s in ihe pas t tw o  yea rs (C hap te r 15)

Seco n d ary  D isab ilit ie s  O ve rv ie w

: k n ire  7 ? show s p re va le n ce s o f the s is m a jo r S cco n d a iy D is a b i l i t ie s  by th re e age g ro u p s . P re va le n ce in adu lts does

•: exceed p re va le n ce in ado le scen ts excep t fo r C o n f in e m e n t and A lc o h o l and D ru g  A bu se .

7 .2  H is t o r y  o f  S e c o n d a ry  D is a b i li t ie s  by th re e  age g ro u p s  a t  in te rv ie w

MoflUli C'.>rupt®d ..pin C o ^ i * lppi^p <:nV irvj
»•». t'lh "■V)! II • ;»w iiiK.ll

-iprtf'dnca fH)h*lV'Or prObf<«U

A T 1 a t interview  | a  ages o-11 ->•. a  ages I 2 <i0 in s i€  . d a g e s  i i  i t  n 90)

Age at-.ocoi.Jory oisobiiity: ages 0 -1 I ages 0-20 uges0-51



F ig u re  7 .3 th ro u g h  7.5 c o n s id e r o n ly  th o se 253 c l ie n ts  12 ye a rs and o ve r. F ig u re  7 3 com pa re s the p re v a le n c e  o f 
S econda ry D is a b i l i t ie s  fo r m a les and fem a le s . M a le s have h ig h e r ra tes o f D is ru p te d  S ch o o l E xp e r ie n c e , T ro u b le  W ith  

the L aw . and C o n f in em e n t.

7 .3  H is t o r y  o f  S e c o n d a ry  D is a b i li t ie s  am ong  c lie n ts  >  12 y e a rs  o ld  b y  se x

Maalth school tha tw sexual drug living with
problems cxpener.cc oehavor proNams employment

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

lh e re  are m ild  bu t sy s tem a tic d iffe re n c e s be tw een c lie n ts  w ith  FAS and those w ith  FA E  in te rm s o f the p re va le n ce o f

Seconda ry D is a b il it ie s  (see F ig u re 7 .4 ). In a ll m a tte rs excep t independence and em p lo ym e n t, c lie n ts w ith  F A E  (a lth o u g h 

o fte n  th o u g h t to be m o re ‘m i ld ly  a ffe c te d " ) have h ig h e r ra tes o f the S econda ry D is a b il it ie s .

7 .4  H is t o r y  o f  S e c o n d a ry  D is a b i li t ie s  am on g  c lie n ts  >  12 y e a rs  o ld  b y  d ia g n o s is

Montal D*3rupt*:d .' c .Dievnth Ccntnon cni mnpprop A*cohol u *c portion! P:ctJlGir.ij
fujaiih school mo aw soxuai drug living wi»h



I 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 vVith the Law, and Confinement. \ l l of them are 
111 dependent living situations, and l) i° i  have employment problems (Figure 7.5). An IQ above 85 (average fo r  this full 
sample is clearly not "protective" and may actually he associated with additional legal tionblcs anil additional 
confinem ents

7.S H is t o r y  o f  S e c o n d a ry  D is a b i li t ie s  am o n g  c lie n ts  > 12 years o ld  by IQ le v e l

noAlth KCDoOl thfl !7|W P*Uvl ADOS* I P. fVJ with
troDtome expertenco b«hav.or Amptoymonl

OIQ < 70 m-38; 17j BIO 71-35 (n-7-s 36i ■  IQ > 85 (n= 122 32)

I    ’ .i. show - [‘i n .1 diagnosis M o r e  age « *s related to lower prevalence > i  ill secondmy disabilities except perhaps

M irt.it II rith Pri'blcins

7 .6  H is to ry  o f  S e c o n d a ry  D isa b ilit ie s  .among c lie n ts  > I 2 y e a rs  o ld  by age a t d iag nos is



M e n t a l  H e a l t h  P r o b le m s  ( M H P )

M en ta l H e a lth  P rob lem ." (M H P ) i" a b in a ry sum m a ry o f re p o rte d m en ta l hea lth co n ce rn s . p ro b lem s , o r tre a tm e n t fo r 

c lie n ts o f any age. It i" coded I fo r those c lie n ts w h o had one o r m o re o f a lo n g lis t o f poss ib le m en ta l hea lth p ro b lem s , 

had eve r gone to a psycho the rap is t o r a coun se lo r fo r a m en ta l hea lth p ro b lem , o r had eve r been a c lie n t in a p s y c h ia tr ic 

o r m en ta l h o sp ita l. A t 44 VI o f the fu l l S econda ry D is a b il it ie s  sample (F ig u re <> .l) . M e n ta l H ea lth P rob lem s is by fa r the 

m os t p re va le n t S econda ry D is a b i l i ty , a c c o u n tin g fo r tw ic e  as m any c lie n ts  as D is ru p te d  S ch o o l E xp e r ie n ce o r T ro u b le  

w ith  the Law . the nex t m os t fre q u e n t p ro b lem s . Because o f the o v e rw h e lm in g  p re va le n ce o f M e n ta l H ea lth P ro b lem s , 
lu ird ly  any c lie n ts  w e re , in fa c t, “ p ro te c te d "

8 . 1 H is t o r y  o f  M en ta l H e a lth  P ro b le m s  (M H P ) by s« x , d ia g n o s is
a n d  age a t  In te rv ie w  (n = 4 l  f )

letAS ar.ic

F o r those w ho w e re p ro te c te d . F ig u re 8.2 show s the stronges t p ro te c tiv e fach rs aga inst M H P - 1 1) D D D  se rv ices e l ig ib i l i ty , 

(2 r be low m ed ian FARS score , o i l h ig h e r than the m ed ian num be r o f years pe r l iv in g  s itu a t io n , (4 ) l iv in g  in a hom e o f 

above n tcd .1*1 q u a lity  •d u r in g  *h ildho<*d ages S - 1J i . m d (5 * liv in g m a stab le and n u r tu iu n t h o u se h o ld above m ed ia n 

p ro p o r t io n  o l l ife  (72 I ' iO 'r ) . B ecam e the base rate f  M en ta l H ea lth P rob lem s m tin s sam p le is so c lo se to H X K {, these 

odds ra tio s .ue m o re s u iije c t to sam p lin g  e r ro r than the o the rs a F ig u ie  6 .1 .

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

p ro t e c t iv e  t  t♦ A



f i g u r e  S } s h o w s  t h a r  m o s t  c l i e n t s  o f  a n y  a g e  w i th  M e n t a l  H e a l t h  P r o b l e m s  r e c e i v e  t r e a t m e n t  f o r  th e s e  p r o b l e m .

8 .1  H is to ry  o f  M en ta l H e a lth  P ro b le m s : C om p o n e n ts  o f  th e  S e c on d a ry  
D is a b i li ty  b y  age a t  in te rv ie w  (n = 4 1 S )

Reportor! problems Treatment

□  ages 6 - 1 1  H ages 1P-20 B ag e s 21-51

f ig u r e  S.4 show s the ra te o f M en ta l H ea lth  P ro b lem s In  age. The m os t fre q u e n t m e n ia l hea lth p ro b lem s fo r e h ild re n  

and ado le scen ts are a tte n tio n d e f ic i t p ro b lem s ( 6 l ' . « j . fo l lo w e d  by dep re ss io n and su ic id e th ie a ts . O v e r h a lf the adu lts 

w ere re p o tte d  to  have d e p re s s io n p ro b le m s . 13c:< have m ade su ic id e  th re a ts , and 2 3 ‘7( have m ade .su ic ide a ttem p ts ; 
2‘>'r o f a d u lts It.ive p s y c h o tic .sym p tom s.

8 .4  H is to r y  o f  m e n ta l h e a lth  p ro b le m s  by age a t in te rv ie w  (n = 4 l  S)
90 -r

Aitenhon Depression Suicide Panic attacks fearing Suicide 
deficit throats voices see.ng attempts
problems visions

Age at interview j CD jcjos 6-11 B a y e s  ■  . » ! . ;  L'!-5i|

Age ot MHP ogns 0-1 I iges 0 -20 ages 0-51



F ig u re  8 .5 -h o w * ih a r am o n g c l ie n t *  w h o  w e re  re p o r te d  to  have a m e n ta l h e a lth  p ro b le m , the f i r s t s ig n o f m en ta l 

h e a lth p ro b lem s w ith  onse t at age f iv e  o r unde r, was a tte n tio n d e f ic i t p ro b lem s (5 1% ). fo l lo w e d  by b e h a v io r p ro b lem s 

(25*’« I in c lu d in g  co n d u c t p ro b lem s 1 6 ' c )  and assau ltive beha v io rs 1 1%). B y con tra s t, i f  die onse t o f m en ta l hea lth p rob lem s 
was a fte r age 21. the m os t c om m o n ly re p o rte d M e n ta l H e a lth  P ro b lem  was dep re ss io n (6 2% ). o r p s y c h o tic  b e h a v io r

112*; >.

8 .5  F ir s t  s ign o l  a  m e n ta l h e a lth  p r o b le m  b y  age o f  o n s e t  am ong  
c lie n ts  w ith  M H P (n = 3 1 0 )

30

70

30

50
<u 40
VCL 30

2  0
10

0

The m os t fre q u e n t reason re p o rte d fo r o b ta in in g  o u tp a t ie n t m en ta l hea lth tre a tm en t is a tte n tio n  p ro b lem s , fo l lo w e d  by 

d e p re s s io n . F o r in p a tie n t tre a tm e n t, the p r im a ry  reasons are s u ic id e  th rea ts and dep re ss io n (F ig u re  8 .6 *. O ne in th ree 

o f a ll h o s p ita liz e d  c lie n ts  have been h o sp ita liz e d  fo r o v e r tw o  m on th s , in c lu d in g  3% fo r o v e r one yea r 'F ig u re  8 .7 ).

8 ,6  M en ta l H e a lth  P ro b le m s : P re v a le n c e  o f  th e ra p y  and  h o s p i ta li z a t io n  by re a s o n  
f o r  t r e a tm e n t

j  5 

.10 
25 

2 0

t 0
5

0

8 .7  L eng th  o f  s ta y  in a m e n ta l h e a lth  h o s p ita l ( n = 6 7 )
SI*. • 2% 16% IS' )•

.
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D i s r u p t e d  S c h o o l  E x p e r i e n c e  ( D S E )

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

9 . 1 H is t o r y  o f  D is ru p te d  S c h o o l E x p e rie n c e  (D S E ) by s e x , d ia g n o s is  an d  age 
a t  in te rv ie w  (n = 4 i  I )

too

90
ao

70111
g 60 
I
u
£ 40

20
20 
10
0

c important protective factors against DSI: ' i te m s in f  igure l».2 that lower the odds of DSE) include: an early diagnosis. 
•. per duration ol living situations, longer duration in a stable and nurturant hom e , living ir a good quality home, and 
la v in g  a driver’s license In addition, having a p p lie d for DDD (D iv is io n  o f D e v e lo pm e n ta l Disabilities) services and 
■ 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

p r o t e c t i v e



Thi.* ta le  u l D S K is h ig h e r a f te r c h ild h o o d  w hen one in tw o  ado le sce n ts have been suspended , one in fo u r e xp e lle d , 
and m o re than one in to u r lia se d ro p p e d o u t o f schoo l (F ig u re  9 .3 ) .

9 .3  D is ru p te d  S c h oo l E xp e r ie n c e : C om p o n e n ts  o f  th e  S e c o n d a ry  D is a b i li ty  by age 
a t  in te rv ie w  (n = 4 1 1 )
80 

70 

60 

5 0

§ 40
S. 30

20 
1 0 
0

Suspension Expu ls ion Dropout

A g e  at interview:
Age ot DSE: ages 0-11 ages 0-20 ages 0-51

T h e m o i l fre q u e n t le a rn in g  p ro b le m s (F ig u re  9 .4 ) are a t te n t io n  p ro b le m s (7 0 % ) and re p e a te d ly in c o m p le te  schoo l 

w o rk  1 55 6 0% ). N ea tly h a lf the ado lescen ts and adu lts had fa ile d  a g rade in schoo l. The most fre q uen t b c h .n ioi p rob lem s 

e v c i e xpe rie n ced (F ig u re 9 5 ) were repeated p ro b lem s :n ge tt in g a long w ith  peers ( 60% ) and repea ted ly be ing d is ru p tiv e

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

□  ages 6-11 f la g e s  12-20 B a g e s 21-51

9 .4  L e a rn in g  p ro b le m s  by age a t  in te rv ie w  (n = 3 9 5 > 4 0 7 )

Renoalod
iiten iion

problems

Repeatedly
incomplete 
school*-.rk

E /o r tailed
ft gnde

Age al interview a  Ky -s c 1 1  a i.jes ti '-to ■ •jgos 2151 

A g e  o f ' e a r n i n g  p rob lem s:  a g e s  0 - 1  I a g e s  0 - 2 0  a g e s  0 - 5 1

Repeatedly 
faited a



9 .5  R e p e a te d  b e h a v io r  p r o b le m s  b y  age a t  in te rv ie w  (n = 4 0 1 - 4 0 8 )

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

□ ages 6-11 a ages 12-20 Bages 21-51Age at interview,

A g e  o f  b e h a v io r  p ro b lem s :  a g e s  0 - 1  I a g e s  0 - 2 0  a g e s  0 - 5  1

F ig u re s 9 .6  th ro u g h 9 .8 --how tha t DSF, is c o rre la te d  w ith  le a rn in g p ro b lem s and b e h a v io r p ro b lem s . A lth o u g h  rates o f 

repea ted p o o r a tte n t io n  are h ig h  w h e th e r o r no t s tu d en ts a lso e xp e r ie n ce DSF;. ra tes o f ta i l in g  g rades and re p e a te d ly 

fa i l in g  c lasses are m uch h ig h e r am ong those w h o  a lso had D S Ii. B e in g suspended , e x p e lle d  fro m  sch o o l o r d ro p p in g  

o u t is an u n fo r tu n a te  c o n c o m ita n t fo r s tu d e n ts w i th  p ro b le m s d o in g  the s c h o o l w o rk  a n d /o r have b e h a v io rs tha t are 

d is ru p t iv e  o r agg re ss ive S choo l tru a n c y is a fre q u e n t b e h a v io r p ro b lem  <48% ). C le a r ly  c h ild re n  w h o are no t nt schoo l 

K ir any reason are unab le to  b e n e fit fro m  tite  s tru c tu re  and su p p o rt tha t the sch o o l o ffe rs  fo r the tim e the y are away 
Iro m  s c h o o l.

9 .6  D istributions o f  num ber o f  p rob lem s ob se rved  repea ted ly  
in schoo l am ong  patients 12  yea rs  and  o ld e r
oo
1,0-o
•T3

8gi* 6 
</»
£ ,0)

_oo

ua
>>

V n 
152 9i
DSE

;r.

v n y n y n

11 8 1 2 8 61 183 7 4  173 

Sur-ocnded Evpf4lod Dropped out



problems school class
work

iDSE^yos OOSE.no

F ig u re  9.8 show s tha t u ll repea led b e h a v io r p ro b lem s d isp la y h ig h e r ra tes am ong c lie n ts  w ith  DSE .

9 .8  R e p e a te d  b e h a v io r  p ro b le m s  by p re s e n c e  o r  ab sen ce  o f  DSE (n =  2 4 0 - 2 4 5 )
100

Getting song Disruptive m Disobeying Talking back Truancy 
«viih poors class school rules to teachers

1

Fighting

[■D S E -ye s J DSEmo

r i . ’ u rc 9.9 >hows tha t 40%  o t the c lie n ts  w ith  FA S /F A E  were kn o w n to  have been in spe c ia l edu ca tio n .

9 .9  T ypes o f  e a r ly  in te rv e n t io n  p ro g ram s  a t te n d e d  (N = 3 A 9 -4 0 4 )

Resource Spoon! Hendstart therapeu tic Infant Other
room education layeare a m u ta tion



W h e re  s c h o o ls p u t em p h a s is o n  re m e d ia t io n  i> o t in te re s t , g iv e n  th a t ov e r 80%  o f c l ie n ts  o v e r age 21 a re in  d e p e n d e n t 

liv in g  s iru a t io n s It may be m o re  e f fe c t iv e  fo r  s c h o o ls  to  f i x  us m o re  o n  p ra c t ic a l d a ily l iv in g  s k il ls  t ra in in g . W e fo u n d  

th a t o v .  o f th e c l ie n ts  w i t h  FAS /FAE had re c e iv e d  rem e d ia l h e lp  in  R ea d in g an d A r i th m e t ic , h u t fe w e r th a n  o n e  in  

tlir« c ha d re c e iv e d  life  s k il ls  t r a in in g , an d on ly o n e  in liv e  had recc iv e d  o c c u p a t io n a l o r p h y s ic a l th e ra p y (F ig u re  9 .1 0 ) .

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

80 --------------------------------------------------------------

70 I ..................................................................................................................................

Road mg Arithmetic W ritten Speech Social skills Counseling Lite skills OC/PT

language

< u n p a re d  to  W a s h in g to n  S ta te s ta t is t ic s  < F ig u re 9 . 11 ) ,c l ie n ts  w i t h  F VS/FAE g ra d u a te  less f re q u e n t ly  f r o m  h ig h  s c h o o l 

•v a n  o th e r ' in d e n t -  c o u n t in g  a ll ty p e s o f g ra d u a t io n  in c lu d in g  s p e c ia l e d u c a t io n  CifcD. e tc . ) . E ven a f te r age 21 yea rs 

• ’y si'"-- h a ve gone to  ariv ty p e  o f po s t-se t o n d a ry s c h o o l e d u c a t io n  T h e  c a te g o ry  m e m b e rs h ip  o f a p e rs o n  in  th e  L.III 

■ •n tp ie  is d e te rm in e d  h ie i'a rc h ie a lly f r o m  le tr ro r ig h t Irvr F ig u re o i l  Ih u s  a 16 ye a r o ld  vv h o  is b o th  in  s c h o o l a n d has 

•■eii s u s p e n d e d tw ic e  s c o d e d  as h i in g  am o n g  th e  r  w h o  a r t in  s c h o o l. I l ie  S •;( 12-1"* v e a ro ld s  g ra p h e d  a* DSE 

. t t i l* is c  wh*> a re n o t ' t i l l  in  s c h o o l.

9.11 Educational status in full study sample and in WA state
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T r o u b le  W i t h  t h e  L a w  (T W L )

T ro u b le w i t h  th e  Law  <TW 1 )  is a b in a ry  s u in n ia  /  o f re p o r te i l in te ra c t io n s  w i t h  p o l ic e ,a u th o r i t ie s ,o r th e  ju d ic ia l s y s tem  

fo r  c l ie n ts  o f  a n y age. I t is se t to  1 fo r th o s e  c l ie n ts  w h o  e v e r w e re  in  t ro u b le  w i t h  th e  p o l ic e  o r a u th o r i t ie s , o r w e re  e v e r 

a r re s te d  fo r. c h a rg e d w i th , o r  c o n v ic te d  o f any o f th e  se ven t> p t s  o f i r im in a l b e h a v io r d e lin e a te d  in  F ig u re 10 .3 .

TV. I is re p o r te d  fo r 1 i%  o f 6 - 1 1 ye a r o ld s , an d h ig h e r ra te s in a d o le s c e n c e a n d a d u lth o o d  (0 1%  a n d 58% . re s p e c t iv e ly ) . 
F ig u re  10 I s h o w s th e  p re v a le n c e  o f TNVL hy sex , d ia g n o s is , and age a t in te r v ie w .

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

100 
90 
80

£ 70 ~ 60
= 50<Dy -to
® 30

20 
to 
0

aaos

I l ie  m o s t c f fe c th  e fa r to r p r o te c t in g  aga in s t 'I \V I. is d ig ib i l i i y  lo r I > I > I ) <0 i \  is io n  o f D c v e lo p in e n t . i l D is a b i l i t ie s ) se rv ic e s 

i l  ig u rc  JO .2 j.O I c lie n ts  12 yea rs a n d  o v e r ,0 2  had a p p lie d  to r DDL) (a p p ly in g .b y  i t s e l f is n e i th c r a  r is k  n o r a  p ro te c t iv e  

lu c to r> : 55 w e re  fo u n d  e l ig ib le  a n d 2 “  w e re  n o t < )i th e 2“  n o t e lig ib le , ' 21 ( o r “ S ’ .) w e re  c o d e d  yes lo r  I W L .O I th e 

55 fo u n d  e l ig ib le  fo r D D D  se rv ic e s . 16 ( 16%) w e re  c o d e d  yes lo r TW L . (N o  da ta o n  th e  re la t iv e  t im in g  o t th e se e v e n ts 

is a va ila b le  J W h e re .u  D L 'D  p r o \ id e s s e n  ice s iia .s e m anage rs , jo b  p l.n  cm c n t a n d c o a c h in g , an d s h e lte r ) . SSI p ro v id e s  

o n ly  m o n e y ; e l ig ib i l i t y  fo r >M (S u p p le t i ie n t . i l se< u n tv  In c o m e ) was nor a p r o te c t iv e  fa c to r a g a in s t TW L.

10 .2  Risk/Protective Factors for History of Trouble with the Law 

among clients 12  years and older at interview, max n s  2 5 1

protective



f ig u r e  10 3 s h o w s ih . t i c r im e s  aga in s t p e rs o n s a re ih e  m o s t f r e t | t ic m h  re p o r te d  in e v e ry  age g ro u p . T h is  c a te g o ry
i m  om pa s s c s th e f t ( in c lu d in g  s h o p l i f t in g ) , b u r g la r y  assau lt, an d m u rd e r .

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

P e w *  P ro p e rty  P c * * « 9 s«orV  3 c * u a i S t a t u s  V e h icu h w  O lh  ttr

soiLnq Assault oflence

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

F ig u re  10 .4 s h o w s  th a t s h o p l i f t in g / t h e f t is m o s t o f te n  th e  f i r s t ty p e  o f c r im e  re p o r te d .

10.4 Nature ol first troublo with tho law  among clients £  12 years 
old with TWL by diagnosis (na 151)

dH. J fe . .Wtm-.. rn&.L_
Put jUry ‘ . a.irt • * • «* I H j  •. i -•

I 131 AH •

\ l - H it o n e  in  th re e  c l ie n ts  I J vea rs an d o ld e r c o m m it te d  a fir '- r c r im e  b e tw e e n  0 an d I ) yea rs o l age V e ry lew d ie m s  

th e i r  f i r s t | ' \ \ I a lte r age JO (F ig u re  1U.S) H ie  ra te  >11VC I. w as m il i l lv  lo w e r in th e  FAS s u b g ro u p , h u t d is i r ih i i i i o i i s  

o l l i r s t o tk n s c s  fo r  th e  tw o  d ia g n o se s w e re  s im i la r . (F ig u re  It) , i )

10.5 Age at first trouble with the law by diagnosis among 
clients* 12 years old at interview
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Fem a les w e re  less l ik e ly  to  he c h a rg e d  a f te r th e  p o l ic e  w e re  c a lle d , a n d less lik e ly  to  h e  c o n v ic te d  th a n w e re  m a les 

iF ig n re  10 6 ) .

10.6 Trouble with tho low: arrests, charges, convictions by sox 
among clients > 12 years old at interview
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F igu res 10 "  a n d 10.8 s h o w  th a t am o n g c lie n ts  w h o  have ha d tr o u b le  w i t h  th e la w .th e  m o s t p re v a le n t ty p e s o f s e n te n c in g  

are ju v e n i le  ju s t ic e  a nd ju v e n ile  d e te n t io n ,a n d  th e  m o s t p re v a le n t s e n te n c in g  a lte rn a tiv e s are p ro b a t io n  and c o m m u n i ty  

se rv ic e .

10.7 Trouble with the law: typo of sentence among clients 
> 1 2  years old at interview with TWL (ns 1S 1)
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10.8 Trouble with the law: type of sentencing alternatives among 
clients > 12  years old at interview with 1WL (noISO)
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f Iguivs 10.v) ami 10 10 «\aminc T W I in relation to two other Secondary Disabilities: Disrupted School Experirm 
< I and \li:ohol and Drug Problems c ADP). Stay ing in school is related to a lower rate ot l \ * ’L by a factor ol J' 
\l ■nmhv o l Alcohol am i Drug Problems ( ADP) is a lso a factor against TU I . decreasing the rate by almost half.

10.9 History of TWL and its components by Disrupted School
Experiences among clients > 12  years old at interview (n=248)
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10 History o. TWL and its components by Alcohol and Drug 
Problems among clients »  12 years old at interview (n=250)
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C o n f in e m e n t  ( C N F )

C o n f in e m e n t (C N F ) is a b in a ry  s c o re  s u m m a r iz in g  re s t r ic t io n s  o f p e rs o n a l f r e e d o m — th e  i. io s t s e r io u s c o n s e q u e n c e  o f 

a n y s e c o n d a ry d is a b i l i t y  C N F is se t to  1 to r  th o s e  c l ie n ts  w h o  have e v e r b e e n  in  a m e n ta l h o s p ita l (2 3%  o f th e  c l ie n ts  

o v e r 12 ye a rs o f  a g e ;, h a ve e v e r b e e n in  an a lc o h o l /d r u g  in p a t ie n t tre a tm e n t p ro g ra m  (1 5% ). o r h a ve e v e r b e e n 
in c a rc e ra te d  fo r a c r im e  (3 5% ).

11.1 History of Confinement (CNF) by sex, diagnosis and age 
at interview (n=412)
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I he p ro te c t iv e  la c to rs  ag a in s t C o n f in e m e n t a re th e  sam e as th e  "u n iv e rs a l" s e t lo r th e f i r s t s ix  S e co n d a ry D is a b i l i t ie s  as 

a g ro u p  ( n o t ic e  h o w  sm o o th  th e p ro f i le  is in F ig u re 11 .2 ). I h is s c o re seem s to  e x t ra c t th e essence o f th e  th re e  m o s t 

s e r io u s s p e c if ic  s e c o n d a ry  d is a b i l i t ie s  th a t w c  have a lre a d y e x am in e d . W h a t p ro te c ts  th e  c l ie n t aga in s t c o n f in e m e n t is 

w h a t p ro te c ts  h im  o r h e r ag a in s t th e  o th e r set o ih I.i ia d is a b i l i t ie s , n am e ly a s ta b le  a n d n u r tu ra n t h o u s e h o ld , an c a r lv  

d ia g n o s is , n u t b e in g  a v ic t im  o l v io le n c e , re la t iv e ly  le w  d is t in c t l iv in g  s itu a t io n s  and th e  lik e .

1 1 . 2  Risk/Protective Factors for History of Confinement

among clients 12  years and older at interview, max n =  2 5 1
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C o n f in e m e n t w a s re p o r te d  b y  c a re g iv e rs o f c l ie n ts  u n d e r 12 yea rs o f ago at th e  tu n c  o f in te r v ie w  o n ly  fo r m e n ia l 

h e a lth  p ro b le m s (F ig u re  11 3). b u t f ig u r e  1 1.4 s h o w s th a t age a t f i r s t c o n f in e m e n t w as o f te n  y o u n g e r th a n 12 yea rs

11.3 History of Confinement: Components of the Secondary Disability
by age at interview (n=410-415)

60 •, 1

50 +

Mental Health Alcohol. Drug Incarceration

O.iges 6-1 ' H agon 12-20 Bages 21-51

11.4 Age of first confinement by type of confinement among clients > 12  
years old at the time of interview

P o t c o o t

f ig u r e  11.5 in d ic a te s  th a t am o n g th e  i l i e n t s  w h o  w e re  c o n f in e d ,m a n y  w e re  c o n f in e d  lo r m o re  th a n  o n e  reason f o r  

e x a m p le , c l ie n ts  w h o  ha d b e e n  in m e n ta l h e a lth  in p a t ie n t tre a tm e n t . had a lso b e e n in  a lc o h o l a n d d ru g  in p a t ie n t 

tr e a tm e n t i.22'.‘ o o r  h a d a lso b e e n in c a rc e ra te d  < i i ) >. F u r th e rm o re  13 c l ie n ts  w e re  re p o r te d  to  have e x p e r ie n c e d  

c o n f in e m e n t o f a ll th re e  ty p e s

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



I n a p p r o p r i a t e  S e x u a l  B e h a v i o r  ( I S B )

In a p p ro p r ia te  S exua l B e h a v io r ( IS B ) is a B in . in  'c o r e  s u m m a r iz in g  p ro b le m s w i th  se xu a l b e h a v io r a m o n g  c l ie n ts  o f 

any age. ISB is c o d e d  1 fo r c l ie n ts  w h o  w e re  e v e r s e n te n c e d  to  a se xu a l o f fe n d e r 's  tre a tm e n t p ro g ra m  o r w h o  w e re  

re p o r te d  to  have 're p e a te d " p ro b le m s  w ith  o n e  o r m o re  o f th e  10 in a p p ro p r ia te  m xu a l b e h a v io rs  id e n t i f ie d  in  F ig u re

12.3
F ig u re  12 I sh ow  •> p re v a le n c e  o f ISB bv sex . age . an d d ia g n o s is .T h e re  d o  n o t seem  to  be im p o r ta n t d if fe re n c e s  in K ite s 
o f ISH b y th e se th re e  c l ie n t c h a ra c te r is t ic s .

12.1 History of Inappropriate Sexual Behaviors (ISB) by sex, diagnosis 
and age at interview (n=408)
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I 'h c  s tro n g e s t r is k  fa c to r a g a in s t ISB is v io le n c e  aga in s t c l ie n t (F ig u re  12 2) Be in g  a v ic t im  o f v io le n c e  in c re a se s ( h r 

..de ls o r s e x u a lly  in a p p ro p r ia te  b e h a v io r b y  fo u r fo ld . In a p p ro p r ia te  S e xua l B e h a v io r is th e  o n ly  o n e  o f th e s ix m a in 

Set o n d a r y  I U s a b il i t ie s  tF ig u re  6 . 1 > fo r w h ic h  lo w  IQ  is n o t a p ro te c t iv e  fa c to r , t A s w e  w i l l see in  C h a p te rs  14 an d IS 

Ic e " ( ) is a lso n o t p r o te c t iv e  fo r th e  tw o  a d u lt p ro b le m s . )T h e  re a so n th a t lo w  IQ  do e s n o t p ro te c t a g a in s t ISB is th a t 

lo w  IQ  is a risk fa c to r lo r  th re e  c o m p o n e n ts  o f ISB. n am e ly m a s tu rb a t in g  in  p u b l ic  (o d d s  ra t io  6  5 ). in a p p ro p r ia te  
a d va n ce s (o d d s  ra t io  2 .8 ) , and in a p p ro p r ia te  to u c h in g  (o d d s  ra t io  2 .0 ) .

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

p ro te c t iv e

> « 
S a i  
° O

■ c io 12. '  i te m iz e s I t ) in a p p ro p r ia te  se xu a l b e h a v io rs  an d th e i r  p re v a le n c e  in  i l i i s  sam p le . R epea ted se xu a l ad van ce s 

.w a rd  o th e r s  a re ih e  m o s t p re v a le n t .a t IS " o f th e  s am p le  o ve ra ll.

12.3 History of Inappropriate Sexual Behaviors reported as repeated
b e h a v i o r s  (n = 3 8 8  403)



SrflBUJ 
f'>UO-.ilP 

..'3JJU

H g u re s 12 a a n d 12.5 s h o w  t l u t  tc m a lc  c l ie n ts  w h o  e x h ib i te d  in a p p ro p r ia te  se x u a l b e h a v io rs , w e re  m o re  l ik e ly  to  

h ave e x p e r ie n c e d  se xu a l v ic t im iz a t io n , a n d  to  re c e iv e  th e ra p y  to  tre a t th e i r  ISB. W h e t e x t m a le c l ie n ts  w h o  e x h ib i te d  
in a p p ro p r ia te  se xua l b e h a v io rs  w e re  m o re  l ik e ly  to  ge t in v o lv e d  in  lega l t r o u b le

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

n <n=.41>-.Promiscuity
(n = 24 )
Sexua l
touching

(n=31)
Sexua l

advances
Compulsions

1 " MS)
Exposure Voyeurism

I sexua l v ictim ization O  therapy □  legal trouble

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
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A lc o h o l  a n d  D r u g  P r o b le m s  (A D P /

\J c o h o l a n il D ru g  P ro b lem s (A D P ) is ;i b in a ry  s c o re  s u m m a r iz in g  p ro b le m s  w i th  a lc o h o l o r d ru g  h a b its am o n g c l ie n ts  

,-t any age A D P  is c o d e d  1 fo r c l ie n ts  w h o  ha ve t v e r h a il a lc o h o l abuse p ro b le m s , d ru g  abuse p ro b le i is, o r have e v e r 

■ v c n  in  a lc o h o l o r  d ru g  abuse tre a tm e n t ( e i t h e r  o u tp a t ie n t o r  in p a t ie n t )

F ig u re  1 V I s h o w s th a t r e p o r t o f A D P  is n o t d i f fe r e n t fo r m a le ve rsu s fem a le c lie n ts , b u t is re la te d  to  age a t in te r v ie w  

.n d  to  d ia g n o s is .

13.1 History of Alcohol/Drug Problems (ADP) by sex, diagnosis and 
ago at interview '
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!")■.,■ . io n * > p e c ifW  r is k  fa c to r lo r \|)P is Ii' ing w i th  a lc o h o l abu se rs ,itu! dm-.; users Other im p o r ta n t n>k fa c to rs  are 
n t l ie  g e n e t a l" UPF >ct; la te  d ia g n o s is o t I a n / I  \ l  .m il \ it > lc it h e h .o  ii >r tg a in s t c l ie n ts  1 1 ig u re  I V 2 1

13.2 Risk/Piotective Factors for History of Alcohol/Drug Problems 
among clients 12 years and older at interview, max n = 252
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Figure 13 3 shows that among clients who were still younger th. 11 12 years at interview, there was n o  Alcohol and 
Drug Problems reported. However, as w ill he seen in subsequent figures, problems often began at ages younger rhan 
12 years among clients 12 years and older at the tim r ol the interview (1 -igu rc 13.-»). Overall. A D P re la te d  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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Alcohol problem Drug problem A lco h o l/d ru g 
problem  treatm ent

□  ages 6-11 B a g e s  12-20 Bages 21-51

The 5~ clients with s'*vet drug abuse problems are almost entirely “nested "w ithin 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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“P'S?

f ig u r e  I '  i  s h o w s th . it - 0 "  o f clients w h o  h a xc b e e n in tre a tm e n t h a il (h e ir f ir s t a lc o h o l tre a tm e n t b c lo re  age .11

13.S Age of first alcohol treatment among alcohol abusers, by 
sex and diagnosis

t 3\> 35%

v M ///////////M
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P y o t i  O K  a p e

Q a g e s 2 1 - 5 1

■  a g e s 1 2 - 2 0

•to 60

P e r c e n t  %

F ig u re s I 3.6 a n d 13 7 s h o w  th e  c h o ic e s  o f t r e a tm e n t u sed b y  c l ie n ts  w i t h  a lc o h o l a b u se p ro b le m s  a n d d ru g  abuse 

p ro b le m s  In  sex o f c l ie n t .T h e re  is n o t m u c h  d if fe re n c e  in  use o f  th e  d i f fe r e n t t r e a tm e n t ty p e s b y  se x .T h e re  a lso d o cs 

n o t se em  to  be an o v e ra ll d if fe r e n c e  in ra te  o f u t i l iz a t io n  o f d i f fe r e n t t r e a tm e n t ty p e s . In p a t ie n t tre a tm e n t is as h ig h ly  

u t i l iz e d  as o th e r ty p e s o f  tre a tm e n t .

13.6 Alcohol problems and treatment type among clients 
12 years old by sex
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F ig u re s 13 8 and 1 V 9  d e p ic t th e  to u r s tages ot a lc o h o l an d d ru g  use re s p e c t iv e ly : n o  u s e '/ " u s in g , b u t n o t a b u s in g  /  
a b u s in g , b u t n o  tre a tm e n t y e t '/ " a b u s in g  a n d tre a tm e n t re c e iv e d . ' Fem a le FAS c l ie n ts  have ih e  h ig h e s t rate o t a b s tin e n c e . 
A m o n g  th o s e  w h o  b e c om e a lc o h o l a b u se rs , th e y ha ve th e  lo w e s t ra te o f t r r a rm c n t (. i09(. c o m p a re d  to  66%  fo r a lc o h o l 

a b u se rs as a g ro u p ) . M a le FAS c l ie n ts  have th e  h ig h e s t ra te o f use A m o n g  th o s e w h o  b e c o m e  a lc o h o l abuse rs , th e y  

a lso ha ve th e  h ig h e s t ra te o f tre a tm e n t.

13.8 Stages of akohol uso among clients > 12  years old by sex 
and diagnosis

(ornate FAE (n=53)

male FAE r.-flSi

females FAS (r.-49)

males FAS (n—60)

30% 19% 17% 32% 2%

□  OK about use/abuse/tx 

O a b u s e d , 're e d  treatm ent

■  abused, no treatment

■  has drunk, but not abused
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\ s e rv  s im i la r pa t ft in is o b s e rv e d  fo r sircet d r u g  use (F ig u re  1 VO ) I em a le FAS c l ie n ts  have th e  h ig h e s t ra te o t s tre e t 

d ru g  a v o id a n c e , b u t am o n g th o s e w h o  b e c o m e  d ru g  abuse rs , th e y have th e  lo w e s t ra te o t tre a tm e n t ( SV , , o m p a re d  

to  58% to r a ll s tre e t d ru g  ab u se rs as a g ro u p ) M a le FAS c lie n ts  h a ve th e  h ig h e s t ra te o f  s tre e t d ru g  use.

13.9 Stages of illicit drug use among clients > 12  years old by sex 
a n d  diagnosis
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M a in - d ie n t s  h a ve a v o id e d  a lc o h o l use c o m p le te ly  T h e  re a son s c a re ta k e rs re p o r t l i i r  the c l ie n ts  a b s ta in in g  from  
are. as p re s e n te d  in  F ig u re  l.V  10 1 fo lio

I I  J r  r e  « v < 3  ( «  p m v i i i n & b f i e . a e q  I
13.10 Reasons for abstinence among clients > 12  years old reported 

not to consume alcohol at present (n*!63)
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D e p e n d e n t  L i v in g  (D P L )  O v e r  2 1  Y e a r s

 _______

D e p e n d e n t L iv in g  (D P L ) c o u ld  o n ly  re a so n a b ly be d e f in e d  to r th e  9 0 p e o p le  w h o  a re 21 yea rs a nd o ld e r. T w o  se ts o t 

c r i t e r ia  w e re  d e v e lo p e d  fo r  in d e p e n d e n c e ; o n e  c o u ld  q u a l i f y  as " in d e p e n d e n t ' b y  e i th e r o n e . T h e  f i r s t fo c u s e s o n 

in d e p e n d e n c e  in  12 d a ily  l iv in g  a c t iv i t ie s  (re g a rd le s s o f w h e th e r o r  n o t s u p p o r t p e o p le  a re a va ila b le ) : th e  s e c o n d  

lo c u s e s m o re  o n  not h a v in g  a s u p p o r t p e rs o n  o rg a n iz in  th e i r  liv e s , not l iv in g  w i t h  a ca re g iv e r , an d b e in g  a b le to  

h a n d le  a t le a s t 9 o f th e  12 d a ily  l iv in g  a c t iv it ic s , in c lu d in g  p a y in g  o w n  e xp e n se s . N o  o n e  was c o u n te d  as an in d e p e n d e n t 
a d u lt w h o  d o e s n o t m anage h is o r h e r ow  n m o n e y  (S ee F ig u re  14 3 fo r th is  l is t o f 12 d a ily  a c t iv it ie s ) . F ig u re 14.1 s h o w  s 
th a t S.VSi o f a d u lts  liv e  d c p c n d e n t ly .

/
14.1 Prevalence of Dependent Living (DPL), by sex 

and diagnosis
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O n ly o n e  of o u r u n iv e rs a l ' RPF's is p ro te c t iv e  aga in s t DP I. d ia g n o s is b e fo re  age s ix  Seve ra l RPF's s p e c if ic  to  DPL a rc 
ip p .u c n t in  F ig u re  H i  in t h id in g  a VANS sc o re o f 6 3 o r  a h o ve . IQ  a b o ve " ’0 , a VABS ABC b e in g  w i th m  1 5 p o in t > o f 

IQ . a tow- FADS s c o re  fb e lo w  rh c  m e d ia n ) , a n d b e in g  fe m a lc .T h e  e n v iro n m e n ta l RPF's in c lu d e  h a v in g  a d r iv e r lic e n s e  

and n o t ha> m g (p re s um a b ly . n o t n e t d in g ) tw o  ca re ta k e rs .

D e p e n d e n t ii- . in g  an d p ro b le m s w i th  i m p lo s m em  e .u h c h a r . u t c n / c d  ip p r o x im a te ly  8 0 ‘ „ o f th e  a d u lts w i th  I'A S /L .U ': 

" o ' ,  h ad b o th  ( >nly H' (~ < lie n ts ) bad n e ith e r .

14 .2 R isk /P ro te c tive Fedo rs fo r D ependen t L iv ing

am ong clien ts 21 yea rs a nd o ld e r a f in te rv iew , m ax n = 89

p ro te c tive t  ina )



I igure 1 < < asts I 2 daily activities (hat people sometimes or frequently need help w ith H ie daih task. requiring help 
h\ ilic laigest numbers o f clients 21 years ami older include managing money am! making decisions.

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

14 .4  N u m b e r  of d a i l y  ac tivi t ies a m o n g  cl ients > 2 1  y e a r s  o ld ,  b y  s e *  a n d  d i ag n o s i s
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Problems with sexuality 
/•oient or too aggresŝ e 
Making cr keeping friends 
Getting along with others 

Lonely or isolated 
Losing temper 

Boredomslack of initiative 
Poor organizational skills 

Puor lodgement

F ig u re  I i 5 s h o w s th a t e ve n as a d u lts , p e o p le  w i t h  FAS a n d FAE e x p e r ie n c e  so c ia l p ro b le m s  w h ic h  s ig n i f ic a n t ly  

c o m p ro m is e  th e i r  d a ily  fu n c t io n in g . H e n c e , i: is n o t s u rp r is in g  th a t o v e r 80%  o f ;h e s e a d u lts  have d i f f i c u l t y  l iv in g  

in d e p e n d e n t ;- / a n d need in te n s iv e  h e lp  a nd s u p e rv is io n  w ith  m a n a g in g  th e i r  d a ily  a c t iv it ie s .

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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ti P r o b le m s  W i t h  E m p lo y m e n t  ( P W E )

P ro b lem s W ith  e m p lo y m e n t t P\v | > w e a  em it nnc and v a r ia b le  in th is  g ro u p  o f c l ie n ts . W e e n d e d  u p  d e f in in g  :i g ro u p  

w h o  w e re  ivlatlivly p ro b le m  tre e  T h e c l ie n ts  in ib is  g ro u p  have l i t t le  in c o m m o n  e x c e p t th a t th e y  a rc a ll e m p lo y e d , 

b e y o n d  th a t , w e  have c o m b in e d  th re e  m o re  s p e c if ic  g ro u p s , o v e r la p p in g , b u t n o t n e s te d , d e f in e d  as fo l lo w s :

G ro u p  I N o  f in a n c ia l s u p p o r t e x c e p t o w n  e a rn in g s .

G ro u p  2 Fa rns S2H0 a w e e k o r m o re .

G ro u p  3. T h is  c a te g o ry  w as ad d e d based o n  th e  c h a ra c te r is t ic s  o f se ve ra l s p e c if ic  in d iv id u a ls  w h o  se em ed to  be 

e f fe c t iv e ly  e m p lo y e d  b u t l id n 't m ee t any o f  th e  p re c e d in g  c r ite r ia .T h e s e * w e re  p e o p le  w h o  w e re  n o t in  

a s h e lte re d  w o rk s h o p , w e ie  w o r k in g  at least h a l f t im e , a n d h a il n o  m o re  th a n  3 jo b s in  th e  pas t 2 yea rs . 

In  a d d it io n , fro m  th e  lis t u t p ro b le m s u n d e r G ro u p  1. th e y ha d n o  re p e a te d  p ro b le m s a n d o n ly  I o r 2 

p ro b le m s  o f  any k in d

PW E is d e f in e d  b y  a ll c l ie n ts  21 yea rs and o ld e r w h o  a re not re la tiv e ly p ro b le m - fre e . F ig u re 15.1 s h o w s th a t TO*1- o f 

c l ie n ts  21 yea rs a n d  o ld e r have PV\ li.

15.1 History of Problems With Employment (PWE) among clients > 21 years 
old, by sex and diagnosis (n=90)

'-U
5

FAS FAE

j U tnon over 2*. yoars ■  wom en cv t-t ? l years;
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F ig u re  1 s .2  s h o w s th a t a VABS A d a p t iv e  B e h a v io r C o m p o s ite  h ig h e r th a n  th e  m e d ia n  is a p ro te c t iv e  fa c to r (it»r s u c c e s s fu l 

e m p lo y m e n t .T h e re  are a lso tw o  c le a r in t r in s ic  risk fa c to rs  a g a in s t su c c e s s fu l e m p lo y m e n t : b e in g  FAS (.as o p p o s e d  10 
FAE ) a n d  h a v in g  a lo w  IQ . N o  p e rs o n  w i t h  FAS o r FAF. w h o  h a d  an IQ  "’ 0  o r  b e lo w  m e t o u r c r i te r ia  fo r s u c c e s s fu l 

e m p lo y m e n t , e v e n  th o u g h  lo w  IQ  w a s n o t e x p lic  i t in  th e  d e f in i t io n . In  a d d it io n , o n e  s p e c if ic  p ro te c t iv e  fa c to r em e rg e d  

(h a v in g  a d r iv e r ’s lic e n s e ) , an d som e o f th e  "u n iv e rs a l" .set o f p ro te c t iv e  fa c to rs  em e rg e d : m o re  th a n  th e  m e d ia n n u m b e r 

o f yea rs p e r l iv in g  s itu a t io n  fo l lo w  ed c lo s e ly  b y n e v e r e x p e r ie n c in g  v io le n c e , an e a r ly d ia g n o s is , an d l iv in g  in a n u r tu ra n t 

a n d  s ta b le  h o m e  fo r o v e r 72%  o f  life .

1 5 .2  R isk/Protective Factors fo r  Prob lem s W ith Employment
among clients 21 years and older at interview, max n = 90

J\

F ig u re 15 3 show  s th a t h o ld in g  a jo b  is a b ig g e r p ro b le m  th a n g e t t in g  a jo b .

15.3 Problems acquiring and maintaining employment by
clients i  21 years old (n=78-83)

Hoiding a job Gutting hueo Going fired Losing a joo 
w/o 

understanding 
why



F ig u re 15 4 item ize s m any p ro b lem s tha t c lie n ts  have on the jo b A l least one . “ p o o r task com p re h e n s io n ”  (57*)?;. m ay 

re f le c t p o o r jo b  p la cem e n t. E d u c a tin g  p e rs o n n e l d ire c to rs  and jo b  p la c em e n t se rv ic e s s ta f f to  sp e c ia l c h a ra c te r is t ic s 
o f c lie n ts  w ith  FAS o r FA E may be m u tu a lly  b e n e fic ia l bo th to the c l ic p 's  and em p lo ye rs .

I S .4 T yp e  o f  e m p lo y m e n t  p r o b le m s  e x p e r ie n c e d  w h ile  o n  a jo b  (n * B O -8 3 )
80 t---------------------------------------------------------------------------------------------------------------------------------- -

70 4-

Easily Poor task Poor Social tmreha&ie Angor Proc'orrs wflf) Lying
frustrated comprahansion judgement problems management t̂jpervmor



P r o b l e m s  w i t h  P a r e n t i n g  ( P W P )

O f the 253 clients who were over 12 years o ld  at the time o f  the I.H I. 44 (1 7 % ) had become parents; 30 females and 14 
males (2 8%  o f  females 12 years and ove r and 10% o f  males). F o r fem ales, the mean age o f the first pregnancy was 18 
years, fo r males, the mean age o f  first fathering o f  a child was 20  years. The youngest age at which a client with FAS o r 
FAE had a child was 13 years. I he maximum number o f  ch ild ren burn to a mother was fo u r (O n ly  child ren known to 
the respondent were reported on the I .H I . as c lients were not in terv iew ed them se lves).
In  o rd e r to com pare  c lien ts  who became parents with those who did not, a subset o f  “ non-parenting c lien ts " was 
selected from  the database, based on age o f  client at interview. There was little difference in the average IQ  o f  the two 
groups. Average IQ  was 84  fo r  parents, ranging from  borderline mental retardation (IQ  7 0 ) 'to above average ( IQ  117). 
Parents had a slightly higher VABS Adaptive Behavior score than non-parents (66 versus 60).

Com pared to the non-parenting c lien ts, c lients who became parents had a higher rate o f  h istory o f  liv ing  in unstable 
homes. They were much more like ly  to have been homeless, more like ly  to have run away from  home, and experienced 
ove r tw ice the rate o f  domestic v io lence  (F igu re  16 .1 ).

16 .1 Prevalence of risk  and pro tec tive  facto rs by parenting  s ta tu s

100 J-
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6 0  4  
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nomo above 
median

‘■■hystcai aouse Domestic

violence

Sexual abuse

■ n o n -p a ro n ’ . rg  <n=112i □ parer'ting (n - 4 4 )



Parenting c lients had m ore D isrupted Schoo l Experience . more Trouble with the I aw. more C on fin em en t, and moo. 
\L o h o i ami Drug Prob lem s. eumparcJ to non-parenting clients (F igu re  1 o 2 1 They were ove r two times mote likelv 
in have diopped out o f school (OOM versus 2(>‘ e >

16 .2  H is to ry  o f  S e c o n d a ry  D is a b i li t ie s : C om p a r in g  n o n -p a re n t in g  an d  p a re n t in g  c lie n ts
too

Mental health 
rroblom*

Cnn‘»noment Inappropriate Alcohol and Ooocndent Problems with 
*mjal drug II i/inr| ompioyroont

fcohnv ors problems
□ non parontmg In 112) ■ parenting (r.-4<t)

f  ift\-n in e  percent o f  the parents were diagnosed FAS o r FAK ifter they had become parents: 3 0 ' i  before thev became 
parents and to r the rest, tile tw o ages weic too  c lose  to eva lua te  in this regard . The 44  parents had produced ~(t 
chiidten . at least h a lf u f whom were no longer being cnied lot h the . lient (F igu re lb .3 ) Thirty six percent ot female 
c lients had flte ir «. hi I .Iren rem oved from  iheii care by C PS . wher-ms IV "  o f  m ale e licnrs had given tip la o in g  then
. h ild ren
I 4 meriting clients x e v  more likely t"  s e m at.led (2 3 4 .ersus J . They vvete more like ly  have evet been on well t • 
I s ! ve ; ois -'*■.«). but somewhat less like ly to have ever received SSI than non-parents (44'V  vvisits 50'/< i; ID ', o l the 
parents had applied tor and received elig ibility fo r O D D  vet i s 2 (o < o f the non-parents.

I 6 .3  S e p a ra t io n  o f  p a re n t  f r o m  ch ild  am ong  p a re n t in g  c lie n ts : C om p a r in g  m a le  
and  fem a le  c lie n ts
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R e c a p  a n d  R e c o m m e n d a t i o n s

In this chapter, we summarize some o f  the main findings fio in  this report, draw conc lusions, and make recommenda­
tions fo r ove rcom ing  the Secondary D isab ilitie s we have documented . W h ile  causation can ’ t be in ferred from  these 
data, they nevertheless can suggest appropriate courses o f  action First we focus on the ‘extrin sic" risk factors— those 
that suggest env ironm enta l in fluences , specific  program s and so fo rth . Then we go to the “ in trinsic" risk fac to rs—  
those that revea l typ ica l c lien t characteristics that w ou ld  demand special p ro tec tion  01 considera tion  by caretakers 
and serv ice p rov iders .

1 7 . 1 F a c i l i t a t e  a n  e a r l y  d i a g n o s i s  o f  F A S /F A E

Although an early  FAS/FAE diagnosis is a strong "un iversa l" protective factor fo r  ail Secondary D isabilities (F igures 6 .1 ), 
on ly  I I 'T  o f  the clients had a d iagnosis p rio r to age 6 (Tab le 6 . 1). An early  FAS/FAE diagnosis may help the fam ily  
hetter understand the root o f  their c h ild ’ s deve lopm enta l de lays and behaviora l p rob lem s and em power the fam ily  to 
advocate fo r  appropriate services pa rticu larly  in the crucia l first years at schoo l. A diagnosis is an e ffective com m uni­
cation too l that enables caregivers to educate others about the special needs o f  a lcoho l-a ffec ted  individuals.
Many actions cou ld be taken to foster an early  diagnosis. These include:

• A statew ide nctwoik o f  FAS D iagnostic C lin ics such as is a lready underway in Washington State through the 
I. niversity o f  Washington Medical Schoo l (C la rion  A Astlev. 1997).

• A re fe rra l network system  whereby ch ild ren at risk o f  having FAS/FAE are screened during in fancy and the
preschool peril I fo r  possib le FAS/FAE . Tho.se child ren identified at risk  (i .e .. from  those being adopted from  
alcoho l-abusing  mothers, those who are under the supervision o f  C h ild ren ’ s P rotective Services fo r  neglect o r 
abuse, and those entering the foster care system) arc referred to their loca l FAS Diagnostic C lin ics. A foster care 
screening program  is presently underway in K ing County , Washington

• Routine ly obtaining prenatal exposure in form ation at each point at which the child and fam ily are evaluated by 
the system (prenatal care, de livery , and pediatric cate school entry, crim ina l justice , mental health, and so fo rth ).

• fram ing  school nurses to screen tor FAS/FAE as part o f  the school entrance exam ination. The effeciivenes. o f 
this program  m two counties o f  Washington State has a lready been demonstrated

1 7 . 2  E n c o u r a g e  s t a b l e  l o n g - l a s t i n g  p l a c e m e n t s  in  n u r t u r a n t  h o m e s  
o f  “ g o o d  q u a l i ty * *

Desirab le characteristic* o f  the c lien t x home life  (stability , nunurance. "good qua lity ” ) are universal protective ; actors
fo r  a ll Secondary D isab ilities (F igu res 6 .1 / . This common sense protective fac to r is a fundamental right fo r  the well
being o f  a ll ch ild ren . The fact that many a lcoho l a ffected ind iv iduals have come fro tn dysfunctiona l, transient, and 
abusive liv ing  situations demands that we reiterate the need fo r  m ore e ffec tive  community and fam ily  support ser­
vices. perhaps modeled on the R irth to program  (G rant et a l.. 1996).
Environmenta l risk factors fo r secondary disabilities that must he m odified il we are to prevent >r decrease secondary
disab ilities are exem p lified  by the fo llow ing  prob lems revealed by 'his study:

• Halt >1 our clients ove r 17 years o l age have net lived at 'east 7 2 '/  o f  life  in a stable and nurturant environment
• Hull have »?»/? lived in a home w ith it least ID o f  12 positive qualities between the ages o f  X and 12 y ra is
• II d f had net -t.iycd in each living itiM lion foi m „v,-iage o f  mote (hall 2 years, and
• H a lf o f  u u r , ;ients 12 years and older, h d net had their basic (fo od  and she lten needs met fo r ntorc than 

life

1 7



H\ iden tify ing  environm enta l iisk  factors, service p roviders can w ork together with the fam ily  to prevent second , ,v 
d i-ab ilities in a lcoho l aiteetcd individuals.

• E arly  id en tific a tion  o l ch ild ren  born to  "high r is k "  w om en with a lc o h o l and d iug  p rob lem s shou ld  draw 
com m unity resources to these ch ild ren  and their fam ilie s , id ea lly  during the prenatal p e rio J . the postpartum  
pe riod , and onward into in fancy and ch ildhood .

• \dv ivates/case managers in c lose personal contact with high risk fam ilies can work to improve the duality o f  the 
home. W hen the child 's safety in the home cannot be safeguarded, the child should be mov.-d to an al. alive lone 
term home or placed fo r  permanent adoption as early  as possible.

• An early diagnosis can identify child ren with FAS/FAE living in high risk homes, so that b io log ica l fam ilies can obtain 
the same state resources that should be availab le fo r foster and adoptive fam ilies i fam ily support services, med.c.d 
coverage, home visits, respite carc. and case management opportunities and so forth ).

• ( )n a policy leve l, requiring state personnel to disclose the fu ll medical/mental health background history before pine me 
a ch ild  m foster care o r adoptive placement should insure that ihe parents w ill know about the special needs o f  their 
child ren with FAS/FAE from  the onset o f  parenting.

• \  better system fo r educating and training parents about child ren with FAS/FAE is needed, so that parents and all 
caregivers can use their energies most e fficac iously on beha lf o f  their children.

• G roup homes prov iding stable, long-term  residences with personal and job supervise in appropriate to the special needs 
o f  youth and adults with FAS/FAE are urgently needed. A s a  start, a model program should be funded, implemented, 
and evaluated.

1 7 .3  I m p r o v e  t h e  c i r c u m s t a n c e s  o f  c h i l d r e n  i n  a l c o h o l i c / d r u g  
a b u s i n g  h o m e s

Living with people who have a lcohol/drug prob lems was a risk factor fo r five o f  the eight Secondary D isabilities studied- 
M o'ho! and Pnis! P rob lem s. Confinement. Disrupted School Experience. Trouble with the Law. and Inappropriate Sexual 
H e lm  iur
H a lf o f  the clients who were 12 years o ld  and older, had spent at least h)' . it iheir lives living with a person who had 
an a lc oh o l/d ru g  p rob lem
Rase I >>n ou r find ings, wc recommend that c lfu rts  be focused on:

• Delecting high risk a lcoho l and drug abusing mothers and provid ing jp p ro p ru te  services (during prenatal care.
. :  le liv e r . it F \ S  D iagnostic C lin ics , uul at community ire. tin. ut .en ters ),

• I MMin'ing a lcoho l ..nd drug treatment services fa r  women so that they can keep their ch ild ren v .lih  them md 
iheii fam ilies  intact during inpn'icnt treatment.

• Dev --loping id-1 .:icy ...tv ices fo r  a lcoho l/dm g abusing niotLeis i - ! using advocates .is a lia ison w ith C l ’ S f. i
m onitoring the safety o f  ch ild ren in a lcohol/drtig -ahnsm g homes ms has been successfu lly  accomplished in the
Seattle Hirth to a Program : Grant et a l. 1 9% ).

1 7 . 4  I n t e r v e n e  t o  p r e v e n t  v i o l e n c e  a g a i n s t  p e o p l e  w i t h  F A S /F A E

kndenee against ihe client i*. a lm ost a um veis.il risk I, d o r  fo r  a ll Secondary D isab ilitie s , impacting six o l th > eight 
’ lie-! •! gt i .- o I It is a l.inn ing  to find that " I  the x lients with I VS.TAE who were 12 yca is and o ldei hi'.c
•xpencneed v io k u o  'e ith e r physica l oi -exunl abuse, and /or domestic v io le n ce l. and that inanv have experienced

it j ■ i ' iden.-' in then li le liu ie s
D i ' • in n . -d >' ' .e  I-- by fa r th * strongest n -k  I • >i lm  ! . .:ppi •. >». i tte Sexual iL .h ivn  i V: 15 'i .  I .u p  -o ,n-

■ .d B eh av io r i di.- 'Ceoi'.d most p ic ..d en t v .- .o .M .u ; D i-ab ility  ni peop le with l A .S .bM  axiox* tile i i le 'p m
I ■.*i■- R c g .u d le "  t i a*, between 1"' .uni clients in the three main ace croups studied had ei.e-ived u

I- I :. ||, I '. s T III tin'll. ||. .J-!) T. .pi I.i' f  , . • ..-I !l - lie- '•!' ug.. ci.lt • -il I ;.. IWo ill;.. I
oiidarv l»i ab ilitie- namely. Trouble with the I aw and < 'entitlement These latter .ire the most >si!\ -ei'ious uul u .

I" ■ - 11 •• -.,e . -..   ..........tab'.- I'li-.uti'f-’i"a   • ' m ■ • . .j. | ,. . '. i a
I."-. ... j .H i.. i..:k- i ■ -oils 11’i r<-«!;.» - . all ■ ■: ti;..- .u x. , n,i. i | >•, a- ii.w .uul the i: k tax !oi i.-hued them,



Both child ren and adults with FAS/FAE are vu lnerab le to being victims o f  v io lent physical and sexual behavior, perhaps 
as a icsu lt ot both iheir prenatal brain damage and the high risk environm ents in which they often live .
Based on ou r find ings. we recom m end the fo llow in g  e tfo rts  be made to prevent v io len ce  against these vu lne rab le  
c lien ts:

• Advocates, .such as those described in the Birth to 3 program , can serve as ail e ffec tive liaison with C h ild ren ’ s 
Protective Services tCPS) fo r  monitoring the safety o f  child ren and adults with FAS/FAE in high risk homes

• Several groups o f  p rofessionals must be in formed about the presence o f  people with FAS/FAE among their client 
popu la tions, so that the most e fficac iou s treatment m odels can be deve loped and implem ented . These groups 
include: sexual deviancy counse lors, the sexual abuse treatment fie ld , and those dealing with domestic vio lence

• The possib ility  o f  prenata l a lcoho l exposure should be exp lo red  (a long  with a h istory o f  physica l and sexual 
abuse) among a ll patients com ing into troub le with the law. mental health , o r ju d ic ia l confinem ent settings.

• Further research on the most e ffective response o f  the crim inal justice system to the expression o f  Inappropriate 
Sexua l B eh av io r by peop le o f  a ll ages with FAS/FAE is urgently needed. Sentencing a lternatives, methods o f  
enhancing fam ilia l supervision , and program s to enhance soc ia l sk i lls  and jo b  sk ills 'a re  needed.

1 7 . 5  D e v e l o p ,  e v a l u a t e ,  a n d  I m p l e m e n t  m e t h o d s  t o  d e t e c t
s u b g r o u p s  o f  p e o p l e  w i t h  F A S /F A E  w h o  a r e  I n  s p e c i a l  n e e d  o f  
i n t e r v e n t i o n s

The recommendations in 1 7 .1 -1 7 .4  pertain to environmental influences resulting from  the discoveries in this study about the 
"extrinsic" risk factors fo r secondary disabilities. This study has a lso addressed the relationship o f  "in trinsic" charactei istics 
o f  certain subgroups o f people w ith FAS/FAE that might put them at special risk  o f  deve loping secondary disabilities. These 
include:

• people with FAE. who do not have the fu ll facial stigmata o f  FAS and thus may not readily qua lify  fo r  services.
• people with F \ S  o r FAF. whose IQ  leve l is above 70  and who consequently often fa il to qua lify  fo r special services,
• people with FAS/FAE who have a marked discrepancy between their IQ  leve ls and their leve l o f  Adaptive Behavior, 

and
• peop le with IA S /FA E  who have a pa rticu la r c luster o f  characteristic behaviors as identified  by a high FAHS 

score on the Fetal A k o h o l Behavior Scale.
Recom m endations fo llo w :

• Further research is urgently needed to quantify  the prenatal brain damage from  a lcoho l in people who do not 
have the physical signs o f  FAS and/or who do not have an IQ  score permitting classification as mentally retarded 
ii.e .. IQ  below 70 ).

• The identification and evaluation o f  new quantification methods should facilitate diagnosis as w ell as permitting 
the deve lopm ent o f  m ore approp riate guidelines to r p rov id ing  needed services.

• One p rom ising new scale deve loped fo r  this study that needs fu rther eva luation  is the Fetal A lc oh o l B ehav io r 
Scale iF A B S ). As a high F.ABS score is a risk fac tor fo r  numerous secondary disabilities, providing specialized 
services fo r  this subset o f  c lients might be particu larly cost c lfcctive .

• Another prom ising market derives from  the "IQ /Adap tive Behav io r D iscrepancy" score which t> a lso  a -ociated 
with secondary disabilities. Further study o f this and the use o f  other techniques fo r evaluating specific cognitive 
linguistic, and neuri psycholog ica l problems in people with both FAS and FAE. particularly those with IQ  semes 
too high lo  readily qualify fo r  services, should he a high priority fo r  future research

• F ina lly , o f  course, e ffec tive strategies fo r  remedial in terventions appropriate to the needs o f peop le with FAS/
I \ r. need to be deve loped , evaluated, aid implemented.



I 7 . 6  P r o m o t e  c o m m u n i t i e s ,  f a m i l i e s ,  a n d  c l i e n t s  w i t h  F A S / F A ^  
w o r k i n g  t o g e t h e r

lust .i' .ill ch ild ren  need im m un iza tions against d iseases p e op le  w ith I VS/FAC app ea r in need specia l ' im m unization  
(gainst m ain  inadequacies- ind dangers in o u r society T h e ir fu nc tion ing  is n iie ii fa r b e low  th e ir apparen t in te lligence 
Many p e op le  w ith FAS/FAE appea r to  lea rn  only inadequate!) th rough  n o rm a l channe ls ahou t th e ir en v ironm en t and 
h ow  to  in teract w ith  it. W ork ing  a round  the d isab ilities that these c lien ts are b o rn  w ith is not the fam ily's respons ib il 
itv a lone  but n e ith e r is it so le ly  the g o ve rnm en t ’s o r  com m un ity 's responsib ility  ( om m un ities . fam ilies, and c lien ts 
w o rk ing  tog e th e r tow ard  this m utual goa l o f  red u c tion  o f  Secondary D isab ilities may fo s te r be tte r op tim iza tion  o f  
]iia lii\ o f  life  to r bo th  p eop le  w ith  FAS/FAE and th e ir com m un ities .
Ih e  Secondary D isab ilities data ind icate  that c lien ts w ith  FAS/FAE com e in con tact w ith many d iffe re n t com m unity  
p ro fe ss iona ls  and agencies F o r exam p le : o v e r dea l w ith M ental H ea lth  p ro fe ss iona ls . 6 0%  w ith the c rim ina l pis- 
net system . 2 A • w ith  a lc oh o l and d rug  trea tm ent p e rson n e l (F igu res 8  1 Id . 1 , 1A 3 ) . and 100%  w ith  sch oo l p e rsonn e l 
( he tinding that an early d iagnosis is un iversa l p ro tec tiv e  fa c to r a g a in s t« / / Secondary D isab ilities suggests tliai ml- ir 
m ation abou t the d iagnosis is u se fu l to  h a \c  in resp ond ing  app rop ria te ly  lo  a ch ild 's p rob lem s, i ’e o p le  w ith Fa S/FAE 
and th e ir fam ilies cou ld  fac ilitate  m o re  bene fic ia l and hum ane s e n  ices by sharing the d iagnostic  in fo rm a tion  w ith 
p ro fe ss iona ls  they w o rk  w ith
Hail ot the c lien ts  12 years and o ld e r  d isp lay  in ap p rop ria te  Sexual B eh av io r (F igu re  1 2 .1 ). A lthough the rates o f  these 
b ehav io rs  are abou t the same fo r fem ales and males, the ou tcom e  is ve ry  d iffe ren t Thirty n ine pe rcen t o f  the m ales 12 
years and o ld e r  w ith  In app rop ria te  Sexual Behav io rs are “ in T rou b le  w ith the L aw 'o v e r these behaviors , w h ile  abou t 
i l l-?, ot tlie fem ales go to  t re a tm en t.T h e  in app rop ria te  sexua l b eh av io r that gets m ales in to  troub le  w ith the law is 
in app rop ria te  touch ing  Females m ost frequen tly  go  to  trea tm en t fo r  p rom iscu ity .com pu ls io n s .and  sexua l advances 

I’e o p le  w ith  IAS/FAF and th e ir fam ilies sh ou ld  k n ow  rhat In ap p rop ria te  Sexual B ehav io r docs n o t just begin in adoles- 
i (  nee Am ong o  l I year o ld s , app rox im a te ly  3~".. o l g irls  and 41%  o f  boys are a lready exh ib iting  these behav io rs 
Fam ilies c rim ina l justice , and m enta l hea lth  p ro fe ss iona ls  need to  w o rk  tog e th e r to d eve lop  new in te rven tion  stra te ­
gies that w ill rru lv  reduce ra the r than increase the le ve l o t Secondary D isab ilities
\!c< 'hoi p ro b lem s o e i n r in 33' •• o l c lien ts w ith  I MS/FAfc o v e r the age 11 > Figure I s  I >— o l these. <>5 . have gone on  to 
abuse street d ru g ', .P in iv< rage o f tw o  years a lte r the onset <>f a lc o h o l abuse. Farly paren ta l recogn ition  and in te rv en ­
tion  o f  a lc o h o l p rob lem s im ong  yotirlt w ith  FAS/TAF. c ou ld  resu lt in the p reven tion  o f  o th e r d rug  abuse p rob lem s. 
Fam ilies sh ou ld  a lso  be app rised  that fem ale  c lien ts have as high a rate o l a lc o h o l p rob lem s as male c lien ts , and that 
u m ales an m uch less like ly to receive treatm ent fo r  th e ir a lc o h o l p rob lem s. < lien ts w ith F\S/FAF ami ilte ir fam ilies 
' lio u ld  b< aware • >! the -pc i ia! vu ln e rab ility  to  a lc o h o l p rob lem s th.ti h  ca rried  by a ll < h ild rcn  o f  a lcoho lic s , and de- 
: lo p  a p p rop ria te  early fam ily p ractices to  guard against the oust t o l a lc o h o l p rob lem s am ong a lcoho l-a ffe c ted  indi-

v {duals
Approximately St) . o f  the adu lts w ith FAS/FAE in this study d o  not app ea r to lie  ach iev ing e ith e r an independent 

••ig s t ilu s  a | n cili-m -free em p loym en t (F igu res I i I | s  l l  People- w ith I \> / f-A l.th e ir  I.unifies, schoo l p e rsonn e l, 
ti -iic-nr.il he .ilth  p ro fess iona ls need to  start p lann ing  long he ln re  adu lth ood  tor a life tim e in vo lv ing  som e degree o l 

ip p o n  IV.uning ot app rop ria te  liv ing  and w o rk ing  sk ills  needs to start long  be fo re  adu lth ood
'ianv n r  .mm. mint inns have been made r< gard ing w hat the gove rnm en t agate ies c in d o  to h e lp  low e r the rates o l
v i  <.in i.trv I )isab ifiia  s observed  in this c lien t sam p le I am ilies can do  a lo r tor >. CV rtainh . com m un ities a lso need be tte r 
• ''ii atm :! about pi op lc  w ith I AS/FAE. B lit it is the c oop e ra tion  am ong fam ilies, iom m u n itie s . gove rnm ent agencies, 
ii" 1 1 In ins that p e rm its  a foe using o f  com b ined  energ ies tow ard  so lu tion s that are bem  lic ia! to  a ll.
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G l o s s a r y  o f  T e r m s  a n d  A b b r e v i a t i o n s

• ABC score

A D P  
A r ic h  
A R N D  
B i r t h  J o  3

B lk D e s
C  D C
C FN
C N S
C o d in g
C o m p
C PS
D D D
f> lg S p
D K
D P I

DSE

D S M - fV
D V R

O x

E x t r in s ic  R P F  

K  ViiS

• f a d i ;
• FAE

• FAS
• In fo

Adaptive Behav io r Com posite— the summary score from  the VABS. derived from  combining 
the fou r domains o f adaptivity measured: Communication S k ills . D a ily  Living S k ills , and 
Socia lization . Ih e  A BC  is a standard score, like IQ . which is set to the same parameters as ihe 
W cchsle r IQ  tests: 1 0 0= n o r im l and l5 = on e  standard deviation
A lcoho l and Drug Prob lem s
Arithmetic -subtest o f  W echsler IQ  tests
A lc oh o l Related N eu rodeve lopm enta l D iso rd e r '

The Seattle Advocacy M ode l Program  fo r  high risk  mothers abusing a lcoho l and drugs. (Sec 
G rant et a l., 1996 )
B lock  Designs— subtest o f  Wechsler IQ  tests
Centers fo r  D isease C on tro l and Prevention
C on fin em en t
Central Nervous System

Cod ing— subtest o f  W echsler IQ  tests
Com prehension  —subtest o f  W echsle r IQ  'ests
C h ild ren 's Protective Services
D iv is ion  o f  Developm en ta l D isab ilities
D ig it Span— subtest o f  W echsler IQ  tests
Don 't Know
Dependent L iv ing
D isrup ted  S choo l Experience
Diagnostic and Statistical Manual o f  Mental D isorders. Fourth Edition
Department o f  Vocational Rehab ilita tion
D iagnosis
\  R isk and Protective Factor that describes something in the client's environment o r something 
ihat has happened to the c lient
Fetal A lcoho l Bchavi ;r  Scale -  The FABS is a list o f  36  behaviors (selected out o f  72 items on a 
Persona l Behav io rs C heck lis t) that parents and caretakers have frequently used to describe 
people w nh FAS. The 36 item.' are characteristic o f  people vvuh FAS irrespective o f  age * except 
in fants and the e lderly  i and IQ  texcept ihe p ro found ly  retarded). (See Streissguth. B a rr and 
Press, 1996 )
Fetal U coho l and D rug Unit 
I \  tal Ale. hoi Et fed s 
Fetal A lcoho l Syndrome
Ir.fo i a.io ii v ih .-  a-, .it 1: 'or !(.) tcOs
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\  R isk  and Protective Factor that invo lves some characteristic ot the c lients i l i c n i s e l v i h k c  
IQ )
Institute o f  Medicine
In te lligence Quotient I'hts is a standard scute, with the popu lation mean=IOO. and I5=cne 
standard desi.tiion .
Inappropriate Sexual Behav io rs
L ife  H istory Interview
M aximum
Median
Mental Health Prob lem s
N ational Perinatal C o llabo ra tive  P ro ject
Object A ssem b ly - subtest o f  Wechslci lests
Ih e  ratio ot tvvu ratios describing the relation o f  a two-valued outcome (say. A and B.i to a two- 
valued predictor (say, y and 11). It is the tatio iyB /> A )/(n B /n .\ ). o r (y B  'uA i/ty .V  11B ). (See Chapter 
6  fo r  exam p les)
Possib le or Probab le Fetal A lcoho l E ffects 
Possib le o r Probab le Petal A lcoho l Syndrome 
Picture A rrangement— subtest o l W echsler IQ  tests 
Picture C om p le tion— subtest o l W echsle r IQ  tests 
Perform ance Sca le IQ  from  the Wechsler IQ  tests 
P rob lem s XXiih Employment 
R isk and Protective Factors 
Secondary D isab ilities 
S im ilarities- -subtest o f  Wechsler IQ  tests
A  R isk  and Protective Factor that on ly  applies to some ot the eight Secondary Disabilities 
studied, o r ir .; \  be R iskv lo r  some and Protective lo t others
Standard .Score: the rescaling ot any numerical variable so it has an easily remembered standard
deviation tin the case o f  Wcchsler IQ  tests, the XX'RAT-R and the VABS. the average-1 0 0  .nd  
the standard deviation around the average i .  15 points).
Supp lem enta l .Scsitrity Income
Trouble XX uh the L.avv
(Yi atmeni
\  ki>k and Protective I icioi '.vliicli > i n lo rin lv  p io iec livc  o r risky f  u a ll six o f  the mam 

.Secondary D isab ilities described in Figure h ! and Table 0  I
Vineland Xdaplivc Behavior <k . . ! “
Verbal Ss.de IQ  -irom H e Wechsler IQ  tests
Vocabulai v subtest u XX'e lis le r IQ  icsis
XVeehsIer im . lF; m v s, de tor < liild ren -R e a ..al
W echsL r Preschool m l I ’m ra rv  s do >f In telligence R e v  veil
’ ide !•’  , • hr «, •.teat !. a R.-v ■ ■ !
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Secondary Disabilities
Infonnation | Ago Comparison Tabia | Oavaloping Baby ! Secondary 
Dlsabilitias | FAQ's

Other p rob lem s, o r second a ry  d isabilities, a rise  when need s go  unmet for 
child ren with a lcoho l-re la ted  birth d e fec ts
In a 1996 study o f 4 15  FAS/FAE patien ts rang ing in age from  6 to 51 yea rs , 
Dr. Ann S tre issgu th  o f the University  o f  W ash ing ton  identified a num ber o f 
secondary  d isab ilities that a p e rson  is not necessa rily  bo rn  with. These 
include:

* 9 0%  had m enta l hea lth  p rob lem s
’ 8 0%  o f those  o v e r 21 w ere dependen t on o th e rs  fo r daily need s 
' 8 0%  (21 and o ld e r) had em p loym ent p rob lem s 
’ 6 0%  (1 2  and o ld e r ) w ere  expe," 3d o r d ropped  out o f sch oo l 
’ 6 0%  (1 2  and o ld e r ) had troub le with the law 
' 5 0%  (1 2  and o ld e r) inapp rop riate  sexu a l behav io r
' 5 0%  (1 2  and o ld e r) w ere  in ca rce ra ted  o r con fined for m enta l health rea son s  
' 3 0%  (1 2  and o ld e r) had a lcoho l o r drug p rob lem s

This study a ls o  identified seve ra l un ive rsa l "p ro tective fa c to rs " that - if 
add re ssed  ea rly  on  and c on s is ten tly  - he lped  m inim ize the seconda ry  
d isab ilities .

Living in a stab le  nurturing hom e fo r o ve r 7 2%  o f life
Being d iagnosed  be fo re  the age  o f six y ea rs
N ever having expe rienced  v io len ce  against o n e se lf
S taying in each  living situation fo r an a ve rag e  o f m ore  than 2 .8  y ea rs
Experiencing a g ood  quality hom e from  age  six to twelve y ea rs
Having app lied fo r and been  found e lig ib le fo r D eve lopm en ta l Disability
Se rv ices
Having a d iagnosis o f FA S  rathe r than FAE 
Having basic n eed s  net fo r at le as t 1 3%  o f life
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Fetal A lco h o l Spectrum  Disorders
Fetal Alconol Spectrum Disorders

Protective Factor* for Children with FAS

Several positive factors have been identified that might help reduce secondary conditions 
that result from fetal alcohol syndrome (FAS). Some o f these protective factors are:

Early Diagnosis - Children with FAS who are identified early have an improved prognosis. A 
child who is identified early in life can be placed in appropriate educational classes and given 
access to social services that can help the child and his or her family. In addition, early 
diagnosis helps families and school personnel understand why the child might act or react 
differently from other children in some situations.

Involvement in Special Education and Social Services - Children who receive special 
education geared towards their specific needs and learning style are more likely to achieve 
their developmental and educational potential. Children with FAS show a wide range of 
behaviors and severity of symptoms. Special education allows for individualized educational 
programs. In addition, families of children with FAS who receive social services, such as 
respite care or stress and behavioral management training, have more positive outcomes 
than families who do not receive such services.

Loving, Nurturing, and Stable Caretaking Environment - While all children benefit from a 
loving and stable home life, children with FAS can be particularly sensitive to disruptions, 
transient lifestyles, or harmful relationships compared to children who do not have FAS. 
Community and family support are needed to prevent secondary conditions in individuals with 
FAS.

Absence o f Violence - Individuals with FAS who live in stable or non-abusive households or 
who do not become involved in youth violence are much less likely to develop secondary 
conditions than children who have been exposed to violence in their lives. Children with FAS 
need to learn and be taught other ways of showing their anger or frustration.
Source:
Streissguth. A.P.. Barr, H.M., Kogan, J. & Bookstein, F. L., "Understanding the Occurrence of 
Secondary Disabilities in Clients with Fetal Alcohol Syndrome (FAS) and Fetal Alcohol 
Effects (FAE)," Final Report to the Centers for Disease Control and Prevention (CDC).
August, 1996, Seattle: University o f Washington, Fetal Alcohol & Drug Unit, Tech. Rep. No. 
96-06, (1996).

[Return to Top]
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Topic C on ten ts
> Home
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> FAQs
> Fact Sheets
> Materials
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> National Task Force
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Read about the Science 
Ambassador Program and 
available lesson plans on FAS 
for middle and high school 
classrooms

FAS Guidelines fo r Referral 
and Diagnosis
Click here to view or download 
the Guidelines. [PDF document] 
Find out how to order copies

Surgeon General's Advisory on 
Alcohol Use in Pregnancy [PDF 
document]

MMWR Recommendations and 
Reports - Guidelines for 
Identifying and Referring 
Persons with Fetal Alcohol 
Syndrome

Date May 2 20
Conlenl source National Center on Birtn Detects and Developmental Disabilities

Report on alcohol consumption 
among women who are 
pregnant or who might become 
pregnant

Curricula Available

C on tac t In fo

Fatal Alcohol Syndrome
NCBDDD, CDC 
Mail-Stop E-86 
1600 Clifton Road 
Atlanta. GA 30333 
1-800-CDC-INFO (232-4636)
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Email: cdcintogcdc.gov
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We arc not able to answer persona: 
medical questions. Please see your 
health care provider concerning
appropriate care, treatment, or other 
medicai advice.

Programs ft Campaigns

Science Ambassador

Pregnancy Planning Education 
Program

National Cantor on Birth Defacts ft Davafopmantal D la stunt fa a

Home | Policies and Regulations 
aarea • h(»i.tmi • eiorLt*

| Disclaimer | e-Government | FOIA | Contact Us

Centers for Disease Control and Prevention.1600 Clifton Rd. Atlanta. GA 30333. U S A Public Inquiries 1-aOO-CDC-INFO (232-4636): 1 -888-232-6348 (TTY)
Department of Health 
and Human Services
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From: Thomas S. Obermeyer Date: 3/3/2008

R t: Request for CS for SB 267,25- Pagaa:  3_ pages including cover
LS1471\A

To: Legal Services Fax: 465-2029; phone: 465-2450

State Capitol

9 0 7  4 0 9 - 3 7 8 6  f a x
From the  O ffice o f  Senator Bettye Davis

CC:

For Ravtow □  Pteaaa Commant PteaaaRaply □  Plaaaa
•  •  •  •  •  •  _  .  *Racyda

LEASE -  HEARING AT 1:30 TODAY

: To W hom  It M ay Concern:

i p rep are  a  CS for Senate Bill 267 per attached am endm ent p repared  by 
tun  R uthdale, Dept. Law, and  approved by Senator Davis.

Copies o f original and  changes in “A m endm ent”  are  attached.

Please call if  you have any questions.

Thom as S. O berm eyer 
907-465-3762
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A M E N D M E N T

OFFERED IN THE SENATE HEALTH, EDUCATION BY

AND SOCIAL SERVICES COMMITTEE 

TO: SB 267

1 Page 1, lines 5 -14:

2 Delete all material and insert:

3 "Sec. 08.64364. Health care professionals to docnm eat an infant's prenatal

4 exposure to alcohoL (a) For the purpose o f screening for fetal alcohol spectrum disorder,

3 a person licensed under this chapter attending or making a postnatal examination o f a

6 mother and infant shall document observations, medical history, and other available

7 information o f the infant's prenatal exposure to alcohol in the infant's medical file.

8 Information described in this section that was obtained from statements o f the mother

9 made during the mother's examination that is confidential medical information o f the

10 mother may not be released without the consent of the mother, except upon court order,

11 or as required by AS 47.17.024. The documentation must be in the form or format

12 required by the board.

13 (b) Except as provided in AS 47.17.024, information received under this section

14 may not be used except for the purposes o f providing medical diagnosis, treatment, or

13 care o f  the child.

16 (c) In this section, "infant" means a child who is less than 12 months o f age."



Thomas Obermeyer

From: Rutherdale, Jan A (LAW) (jan.rutherdale@alaska.gov]

Sent: Sunday, February 24, 2008 4:01 PM

To: Thomas Obermeyer

Cc: Laughlin, Wilda J  (HSS); Sen. Bettye Davis

Subject: DOL comments to SB 267

I'om,
As noted in my earlier email to you, I understand from Mike Ford that you would like an outline o f what 
concerns the Department o f Law has with SB 267. Below is a recap o f what the bill is trying to 
accomplish and our position that it does not accomplish that result; in practice, it may accomplish the
opposite. In addition, since this issue has already been addressed in a 2006 addition to the reporting
statutes, we don’t believe that there is a need for this bill.

I . Problem sought to be addressed:
SB 267 requires that a health care professional record an infant’s pre-natal exposure to alcohol, if 

the mother so consents, in the infant’s medical file. According to the sponsor statement, “This 
information is desired to assist with early FASD diagnosis’s when applicable . . .  A documentation o f 
pre-natal alcohol exposure in the child’s medical file will assist medical professionals in making more 
accurate diagnoses.. . .  This legislation comports with the FAS Surveillance Project recommendations 
found in Fetal Alcohol Syndrome Prevalence in Alaska: “Health care providers should be encouraged to 
document the details o f maternal alcohol use during pregnancy in the child’s medical chart.”

There is no question that documentation is important in diagnosing FASD. In my experience, 
the FASD evaluators will not even begin an assessment o f a child or adult suspected to have FASD 
unless there is some sort o f documentation that the mother o f  the person to be evaluated drank during 
pregnancy. For example, if  someone saw the mother drinking during pregnancy or if  the mother admits 
to drinking during pregnancy, the evaluators would want this fact documented, such as in a letter or 
records o f some kind, including medical, police or OCS records.

Usually, FASD symptoms don’t appear until the child is in school or older. The biggest 
problems o f documentation arise when the child is an adult and 20-30 years have passed since the 
pregnancy. This bill tries to ensure that a health professional documents drinking behavior when the 
child is still an infant.

2. This bijl does not solve the .need for increased documentation because it allows the mother to prevent 
such documentation:

Instead o f providing more documentation, this bill may have the unintended effect o f making it 
more likely that the documentation o f pre-natal exposure to alcohol exposure will not be made. If, as the 
sponsor statement states, it is important that the documentation is made in the first place, asking the 
mother and giving her veto power over this documentation creates a possibility that the documentation 
will not be made. The file is the infant’s and this would prevent the doctor to do what is best for the 
infant. In other words, if  making the documentation is good medical practice, the documentation should 
be made regardless o f the mother’s wishes.

3. AS 47,17.024 already addresses this issue:
AS 47.17.024, enacted in 2006, requires a “practitioner o f  the healing arts” (which includes a 

doctor) involved in the delivery or care o f an infant to make a report to OCS if the practitioner 
determines that the infant has been exposed to alcohol. If the doctor makes a report o f harm the doctor

2 /2 5 /2 0 0 8
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will undoubtedly note this fact in the infant’s file. Therefore, there is no need for this bill, since 
the documentation is already being made. In addition, given the reporting statute, OCS is going to have 
this prenatal exposure documented in their files, which will be helpful in later making an FASD 
diagnosis (at least when OCS is involved, which is often the case).

4. This bill may create confusion for doctors who are trying to follow AS 47.17.024.
If the mother objects to any documentation about prenatal exposure in the infant’s file, the doctor 

is still obligated to make a report o f  harm under AS 47.17.024. but if  the mother refuses to allow 
documentation, the doctor may be under the false impression that he/she does not have to comply with 
AS 47.17.024. Alternatively, the lack o f documentation due to mother’s refusal may make it more likely 
that the doctor will forget to make a report to OCS, or it will require the doctor to create a filing system 
apail from the infant’s file so that the doctor can honor the mother’s request but still keep a record that 
he made the report o f  harm pursuant to AS 47.17.024.

5. This bill is a departure from normal licensing requirements.
Normally, the state does not legislate best practices for a doctor. If  it is good practice for doctors 

to document exposure to alcohol, the doctors will probably already be doing this. If  more education is 
needed for doctors, there are better ways to satisfy this need than by legislation.

Thank you for providing this opportunity to share my concerns about this bill. Please feel free to call or 
email me if  you have any questions are wish to discuss this matter further.

Jan Rutherdale 
Deputy Section Chief 
Child Protection Section 
Attorney General's Office 
(907)465-3608 
Fax: (907)465-3019
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WORK DRAFT

SENATE BILL NO.

IN THE LEGISLATURE OF THE STATE OF ALASKA 

TWENTY-FIFTH LEGISLATURE - SECOND SESSION

BY SENATOR DAVIS

Introduced:
Referred:

A BILL 

FOR AN ACT EN TITLED  

"A n Act requ iring  certain  persons licensed by the State Medical Board to docum ent an 

infant's p ren a ta l exposure to alcohol in the in fan t's  medical file."

BE IT ENACTED BY TH E LEGISLATURE O F  T H E STATE OF ALASKA:

* Section 1. AS 08.64 is amended by adding a new section to article 3 to read:

Sec. 08.64.364. Health care professionals to document an in fan t's  prenatal 

exposure to alcohol, (a) For the purpose o f screening for fetal alcohol spectrum 

disorder, a person licensed under this chapter attending or making a postnatal 

examination o f a mother and infant shall document the infant's prenatal exposure to 

alcohol in the infant's medical file, if  the mother provides her consent to the inclusion 

o f the information in the infant's medical file. The documentation must be in the form 

required by the department.

(b) Information received under this section may not be used except for the 

purposes o f  providing medical diagnosis, treatment, or care, 

c) In this section, "infant" means a child who is less than 12 months of age.

-1-
N a w  T e x t  U n d e r l i n e d  ' D E L E T E D  T E X T  B R A C K E T E D ]



(907) 465-3867 or 465-2450 
FAX (907) 465-2029 
Mail Stop 3101

DIVISION OF LEGAL AND RESEARCH SERVICES 
LEGISLATIVE AFFAIRS AGENCY 

STATE OF ALASKA State Capitol 
Juneau, AJaaka 99601-1182 

Deliveries to: 129 6th SL, Rm. 329

M E M O R A N D U M March 3, 2008

SUBJECT: Legal and practical issues relating to the requested 
CSSB 267(HES) (Work Order No. 25-LS1471\C)

TO: Senator Bettye Davis 
Chair o f  the HESS Committee 
Attn: Thomas Obermeyer

FROM : Alpheus Bullard
Legislative Counsel

You requested a committee substitute for SB 267 based on an amendment prepared by 
Jan Ruthdale o f the Department o f  Law. I have several comments.

1. The requested committee substitute directed a person making a postnatal examination 
o f a mother and infant to document "observations, m edical history, and  other available 
information o f  the infant's prenatal exposure to alcohol in the infant's m edical f i l e "  This 
is unclear. Whose "observations," whose "medical history," and what is "available 
information"? I redrafted this to read, "the person’s observations," the mother's pertinent 
medical history" and other "information relevant" to the infant's prenatal exposure to

2. The language you requested provides that "[ijnform ation described in this section that 
was obtained fro m  statements o f  the mother made during the mother's examination that is 
confidential m edical information o f  the mother may not be released without the consent 
o f  the mother, except upon court order, or as required by A S  47.17.024." The committee 
substitute you requested makes changes to a provision that directs that certain 
information be recorded in an infant's medical file. This means that the mother's 
information is released to the infant's medical record. Any future provider o f  medical 
services to the infant will encounter the information provided by the mother in the 
infant's file. If the information obtained from the mother by a medical provider is not 
confidential, this is something o f which she should be made aware. I'm not sure what the 
sense o f  "release" is supposed to be, but it does not seem to make sense in the context o f 
what the bill requires.

Note too, that the concept o f doctor-patient confidentiality would not apply just to 
"confidential m edical information o f  the mother" but all noncriminal information shared 
by the mother in seeking the advice, care, and/or treatment o f  a physician for herself or 
her child. It is a generally accepted principle that individuals seeking medical help or

alcohol.



Senator Bcttye Davis 
March 3,2008 
Page 2

advice should not be inhibited by any fear that their medical concerns or conditions will 
be disclosed to others. Patients entrust personal knowledge o f themselves to their 
physicians, which creates an uneven relationship in that the vulnerability is one-sided. 
There is usually an expectation that physicians will hold that special knowledge in 
confidence and use it exclusively for the benefit o f the patient. See Alaska Rule o f 
Evidence 504(b) which provides:

G eneral Rule o f Privilege. A patient has a privilege to refuse to disclose 
and to prevent any other person from disclosing confidential 
communications made for the purpose o f diagnosis or treatment o f  the 
patient's physical, mental or emotional conditions, including alcohol or 
drug addiction, between or among the patient, the patient's physician or 
psychotherapist, or persons who are participating in the diagnosis or 
treatment under the direction o f the physician or psychotherapist, 
including members o f  the patient's family.

The committee substitute would have such information recorded in the infant's medical 
file, but not "released without the consent o f  the mother, except fo r  court order, or as 
required by A S  47.17.024.” I don't know how a court would interpret this language, but I 
believe that it is certainly possible that the changes affected by the committee substitute 
could be interpreted as an unconstitutional violation o f a mother's right to privacy.

3. Senate Bill 267 requires a person licensed under AS 08.64 to document "an infant's 
prenata l exposure to alcohoV  in the infant's medical file, and that the information "may 
not be used except fo r  the purposes o fp ro v id in g  medical diagnosis, treatment, or care.” 
AS 47.17.024 imposes a duty on practitioners o f  the healing arts to notify the Department 
o f  Health, Education and Social Services o f  an infant's condition that the practitioner has 
determined has been adversely affected by, or is withdrawing from exposure to, a 
controlled substance or alcohol. The duty imposed by AS 47.17.024 is a different duty 
than that created under the bill. SB 267 deals only with the documentation o f information 
in an infant's medical file relating to a mother's consumption o f alcohol, not a 
practitioner’s determination that an infant has been adversely affected by alcohol. These 
are legally and practically distinct actions and responsibilities.

If you have any questions, please do not hesitate to contact me.

ALBrlmb 
08-05 l.lm b

Enclosure



Marilyn Dodd [akafpQod.rwt] 
Friday, February 20,2008 2:44 PM 
Sen. Bettye Davis 
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M a r y a n n  J o l a n d ,  MD
P r e s i d e n t  E l e c t ,  A l a s k a  A c a d e s t y  o f  F a m i l y  P h y s i c i a n s  

t o r  D a v i s :

T h e  B o a r d  o f  D i r e c t o r s  o f  t h e  A l a s k a  A c a d e m y  o f  F a m i l y  P h y s i c i a n s  r e p r e s e n t s  o v e r  365 
p r i m a r y  j j a r e  p h y s i c i a n s  w h o  p r a c t i c e  t h r o u g h o u t  A l a s k a .  W e o p p o s e  S e n a t e  B i l l  N o .  2 6 7 . 
t h i s  b i l l  r e q u i r e s  d o c u m e n t a t i o n  i n  a n  i n f a n t ' s  m e d i c a l  r e c o r d  a n y  p r e n a t a l  e x p o s u r e  t o  
a l c o h o l ,  j b u t  o n l y  w i t h  t h e  m o t h e r s  c o n s e n t .

W e b e l i e v e  t h i s  b i l l  i s  u n n e c e s s a r y  a n d  h a s  u n i n t e n d e d  l e g a l  c o n s e q u e n c e s .  P r a c t i t i o n e r s  
a l r e a d y  q a v e  a  s t a t u t o r y  a n d  e t h i c a l  d u t y  t o  r e p o r t  s u s p e c t e d  a l c o h o l  o r  d r u g  a b u s e  
a f f e c t i n d  a  c h i l d .  T h e  M e d i c a l  P r a c t i c e  A c t  r e q u i r e s  a l l  p e r t i n e n t  i n f o r m a t i o n  t o  b e  
e n t e r e d  ^ n t o  a  m e d i c a l  r e c o r d .  F u r t h e r m o r e ,  t o  r e s t r i c t  u s e  o f  a n y  i n f o r m a t i o n  o n l y  f o r  
t h e  p u r p o s e  o f  p r o v i d i n g  m e d i c a l  d i a g n o s i s  o r  t r e a t m e n t  l i m i t s  i t s  u s e  i n  a n y  p o t e n t i a l  
l e g a l  c a d e .  S i n c e  t h i s  w o u ld  a f f e c t  h o w  e v i d e n c e  m a y  b e  u s e d ,  i t  m a y  r e q u i r e  a  m o r e  w i d e -  
r e a c h i n g  c h a n g e  i n  c o u r t  r u l e s .

T h e  b e n e f i t s  o f  e a r l y  d i a g n o s i s  a n d  t r e a t m e n t  f o r  F e t a l  A l c o h o l  S y n d r o m e  D i s o r d e r  a r e  
u n d e n i a b l e .  H o w e v e r ,  w e  d o  n o t  b e l i e v e  t h i s  b i l l  a d d s  a n y  e n c o u r a g e m e n t  t o  b e t t e r  
d o c u m e n t  a  m e d i c a l  h i s t o r y .  I t  w o u ld  n o t  h e l p  w i t h  e i t h e r  e a r l y  d i a g n o s i s  o r  t r e a t m e n t .  
T h e r e f o r e ,  w e  s t r o n g l y  u r g e  t h a t  S B 267 b e  d e f e a t e d .

S i n c e r e l y

M a r y a n n  
P r e s i d e n t

R o l a n d ,  M .D .  
E l e c t ,  A X A FP

1
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Maryann Foland, MD
President Elect, Alaska Academy of Family Physicians

! i

Dear Senator Davis:
il

Thd Board of Directors of the Alaska Academy o f Family Physicians represents over 365 
priqtary care physicians who practice throughout Alaska. We oppose Senate Bill No. 
267lj This bill requires documentation in an infant’s medical record any prenatal exposure 
to alcohol, but only with die mothers consent.

w J  believe this bill is unnecessary and has unintended legal consequences. Practitioners 
already have a statutory and ethical duty to report suspected alcohol or drug abuse 
affecting a child. The Medical Practice Act requires all pertinent information to be 
entered into a medical record. Furthermore, to restrict use of any information only for die 
purpose of providing medical diagnosis or treatment limits its use in any potential legal 
case. Since this would affect how evidence may be used, it may require a more wide- 
reaching change in court rules.

The benefits o f early diagnosis and treatment for Fetal Alcohol Syndrome Disorder are 
unreliable. However, we do not believe this bill adds any encouragement to better 
document a medical history. It would not help with either early diagnosis or treatment 
Therefore, we strongly urge that SB267 be defeated.

Sujfcerely,

Maryann Poland, M.D. 
President Elect, AKAFP

mailto:nkrnff@gei.tm
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CS FO R  SENATE BILL NO. 267(HES)

IN THE LEGISLATURE OF THE STATE OF ALASKA 

TWENTY-FIFTH LEGISLATURE - SECOND SESSION

B Y  T H E  S E N A T E  H E A L T H , E D U C A T IO N  A N D  S O C IA L  S E R V IC E S  C O M M IT T E E

O ffe re d :
R e fe r r e d :

S p o a io r f t ) :  S E N A T O R  D A V IS

25-LS1471\C
Bullard
3/3/08

WORK DRAFT

A BILL 

FOR AN ACT EN TITLED

1 I "A n Act relating to req u irin g  certain persons licensed by the State M edical B oard to

2 I docum ent an in fan t's  p ren a ta l exposure to alcohol in the infan t's  medical file."

3 I BE IT  ENACTED BY TH E  LEGISLATURE O F  TH E STATE O F ALASKA:

4 |  * Section 1. AS 08.64 is amended by adding a new section to article 3 to read:

5 |  Sec. 08.64.364. Health care professionals to docum ent an in fan t's  p renatal

6 |  exposure to alcohol, (a) For the purpose o f  screening for fetal alcohol spectrum

7 |  disorder, a person licensed under this chapter attending or making a postnatal

8 |  examination o f  a mother and infant shall document the person's observations, the

9 I mother's pertinent medical history, and other information relevant to the infant's

10 |  prenatal exposure to alcohol in the infant's medical file. Information described in this

11 |  section that was obtained from statements o f  the mother made during the postnatal

12 I examination that is confidential  ̂ medical information o f the mother m ay not be

13 I released without the consent o f the mother, except by court order, or as required by

14 I AS 47.17.024. The documentation must be in the form or format required by the

-1-
N ew  T e x t U n d e r lin e d  [ D E LETED TEXT BRACKETED ]
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department.

(b) Except as provided in AS 47.17.024, information received under this 

section may not be used except for the purposes o f providing medical diagnosis, 

treatment, or care o f  the infant.

(c) In this section, "infant" means a child who is less than 12 months o f  age.

CSSB 267(HES) -2-
N ew  T i f t  U n d e r lin e d  [D E LE TE D  TE X T BRACKETED ]
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D o n  B u r r e l l

From: Susan Hargis

Friday, February 01. 2008 2:02 PM 

Sen Bettye Davis

Thomas Obermeyer: Rep. Andrea Doll

Sent:

To:

Cc:

Subject: FASD Bill

Attachments: HB0300A.pdf; HB300 FASD Sponsor Stmt.doc 

Senator Davis,

Here’s the bill and sponsor statement for the FASD bill. Rep Doll asked me to send it to you 
and your staff per your discussion. 

Thanks for your support on it!

R e g a r d s ,
S u d i e  H a r g i s
Office o f  Representative Andrea Doll
susan.hargis(</ legis.state.ak.us 
(907)465-3744

2 /4 /2 0 0 8



Representative Andrea Doll
/ Louse D istrict J

A/aska State Legislature

Sponsor Statement 
HB 300 Documentation of Prenatal Alcohol Exposure

I IB 300 requires certain health care practitioners making a post-natal examination to document 
information in an infant’s medical record about the mother’s alcohol consumption, if  the mother 
provides consent. This information is vital for use in later diagnosis when children begin to 
show symptoms o f abnormal development, and can help doctors determine whether or not the 
child may have Fetal Alcohol Spectrum Disorder (FASD).

The scope o f  the bill is purposely limited to alcohol and does not include drug use. The bill 
specifies that information related to a mother’s use o f alcohol can only be used for diagnostic and 
medical purposes, not as evidence against the woman’s fitness or in an attempt to remove her 
custodial rights.

State Capitol, Juneau, AK 99801-1182 Phone: 907-465-3744 Fax: 907-465-2273 
Rcp_Andrea_Doll@legis.state.ak.us www.akdcmocrats.org/doll

mailto:Rcp_Andrea_Doll@legis.state.ak.us
http://www.akdcmocrats.org/doll
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Introduced: 1/15/OK
Referred: l.ubor und Commerce, lleollh, Kducutlon and Social Services

A BILL 

FOR AN ACT ENTITLED

"An Act requiring certain persons licensed by the State Medical Board to document an

infant's prenatal exposure to alcohol in the infant's medical file."

BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

* Section 1. AS 08.64 is amended by adding a new section to article 3 to read:

Sec. 08.64.364. Health care professionals to document an infant's prenatal 

exposure to alcohol, (a) For the purpose of screening for fetal alcohol spectrum 

disorder, a person licensed under this chapter attending or making a postnatal 

examination of a mother and infant shall document the infant's prenatal exposure 'o 

alcohol in the infant's medical file, if the mother provides her consent to the inclusion 

of the information in the infant's medical file. The documentation must be in the form 

required by the department.

(b) Information received under this section may not be used except for the 

purposes of providing medical diagnosis, treatment, or care.

(c) In this section, "infant" means a child who is less than 12 months of age.

HOUSE B IL L  NO. 300

IIB0300u -1-
N a w  T e x t  U n d e r l i n e d  [ D E L E T E D  T E X T  B R A C K E T E D ]
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SENATE BILL NO. 267

IN Till- LEGISLATURE OF THE STATE OF ALASKA 

TWENTY-FIFTH LEGISLATURE - SECOND SESSION 

BY SENATOR DAVIS 

Introduced: 2/1.VON
Referred: Health, Education and Social Services, Finance

A BILL 

FOR AN ACT ENTITLED

1 "An Act requiring certain persons licensed by the State Medical Board to document an

2 infant's prenatal exposure to alcohol in the infant's medical file."

3 BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

4 * Section 1. AS 08.64 is amended by adding a new section to article 3 to read:

5 Sec. 08.64.364. Health care professionals to document an infant's prenatal

6 exposure to alcohol, (a) For the purpose of screening for fetal alcohol spectrum

7 disorder, a person licensed under this chapter attending or making a postnatal

8 examination of a mother and infant shall document the infant's prenatal exposure to

9 alcohol in 'he infant's medical file, if the mother provides her consent to the inelusion 

of the information in the infant's medical file. The documentation must be in the form 

required by the department.

(b) Information received under this section may not be used except for the

13 ' purposes of providing medical diagnosis, treatment, or care.

14 (e) In this section, "infant" means a child who is less than 12 months of age.

C i f  t y f  “to  f t *  G ty  oP  fa

SB0267A J SB 267
N e w  T e x t  U n d o f l i n v d  i D E L E  T E C  I 'E X T  B R A C K E T E D ]
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Thomas Obermsysr

Sent:
To:

Cc:

From: Rutherdale, Jan A (LAW) [jan.rutherdale@alaska.gov] 

Friday, February 29, 2008 9:59 AM 

Thomas Obermeyer

Sen. Bettye Davis; Laughlin, Wilda J  (HSS)

Subject: SB  267 proposed amendment

Attachments: SB 267 amendment 022708

Hello Tom,
As we spoke on the phone, attached is a proposed amendment to the bill. The changes from the first version are 
in lines 6-12 and line 15. I'm hoping this amendment is self explanatory. It keeps the original bill's limitation to 
postnatal examinations, but, in our opinion, it cures the problem in the original bill -  giving the mother veto power 
over information that the doctor gleans outside of the mother's statements (such as the doctor's observations or 
information from others) or the mother's statements made when the infant, not the mother, is the patient.

If you have any questions about this amendment or wish to discuss further, please let me know.
Jan

Jari Rutherdale 
Deputy Section Chief 
Child Protection Section 
Attorney General’s Office 
(907)465-3608 
Fax: (907)465-3019

\ O
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mailto:jan.rutherdale@alaska.gov


T O :  Sen a to r B e ttye  D a v is
F R O M :  T h o m a s S . O b erm eyer
R E :  S B  267 -  C o n ce rn s  b y  Departm ent o f  law  per attached notes b y

A s s t .  A .G . ,  Jan  Rutherdale, 2/24/08

Su m m a ry  o f  A tto rn e y  R u therda le ’s  C o m m e n ts

1. T h e  bill m ay have the unintended result o f  requiring the p hysician  or 
health practitioner, to  act contrary to  the best in terests o f  the infant.

2. T h is  bill, con trary to  norm al licen sing  practices, leg isla tes “best 
p rac tice s” fo r a p hysician , w ith  a new  licen sing  section , A S  8.64.364, 
“H ea lth  care p ro fe ssion a ls to docum ent an in fan t’s  prenatal exposure 
to  a lcoho l.”

3. A S  47 .17 .024 , “C h i ld  Protection ,” already requires a “practitioner o f  
the healing arts” to  report to the departm ent ( O C S )  i f  he/she 
determ ines the in fant has been exposed  to fetal a lcohol. It fo llow s 
that i f  the health practitioner reports harm, th is in form ation  routinely 
is p laced in the in fan t’s  file.

4. I f  O C S  investiga tes and m akes a find ing o f  F A S ,  the m other’s 
prenatal a lcohol u se  m ay still w ind  up in the in fan t’s  file, regardless o f  
th is bill w h ich  addresses licensing  and docum entation  o f  health care 
professiona ls.

5. T h is  b ill a llow s the m other to refuse docum entation  o f  her prenatal 
a lcohol con su m p tion  in the in fan t’s  file , w h ich  is the o n ly  file  that is 
perm anent and w ill be forwarded w ith  the ch ild ’s  h isto ry  to  other 
providers or in stitu tions, or routinely called  into question  in 
eviden tiary m atters or d isco ve ry  in legal p roceed ings for ch ild  
cu sto d y , etc. concern ing  m other’s  prenatal a lcohol use.

6. T h e  file  is the I N F A N T ’S , not the m o ther’s, not the d o c to r’s. It is 
m ade fo r the benefit o f  the infant, not the m other, or doctor.

7. T h e  d octo r still m ust report to O C S  under th is bill, and i f  he/she 
cannot m ake a report to  the infant file, he/she m ay w ish  to  keep 
his/her o w n  private separate file  fo r protection  from  liab ility  for 
m alpractice. T h is  auxilia ry  file  se rves no purpose but to  protect the 
doctor, not the infant.


