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Senator Bettye Davis

Sponsor Statement

SB 267 mandates that health carc professionals record an infant’s pre-natal exposure to alcohol,
if consent is given by the mother, in the infant’s medical file. This information is desired to
assist with early FASD diagnosis’s when applicable. The benefits of early detection of FASD
are immeasurable in comparison to late detection, misdiagnosis, or possible failure to diagnose.
Harly diagnosis and intervention has shown to reduce the risk of developing "secondary

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

problems, drug an/or alcohol addiction, etc.

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

professionals in making more accurate diagnoses.

This bill limits use of information pertaining to prenatal aleohol use by the mother to purposes of
diagnosis, treatment, or care. This legislation comports with the FAS Surveillance Project
recommendations found in h'cta! Alcohol Syndrome Prevalent ¢ in Alaska: “llealth care

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

pregnanev in the child’s medical chart.”
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The intent of this legislation is to improve and enhance the ability of service providers to identify, screen,
assess and diagnose individuals impacted by prenatal exposure to alcohol. This will be accomplished by
requiring certain persons licensed by the State Medical boards to document an infant's prenatal exposure
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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, lunderstand from Mike Ford that you would like an outline of what

concerns the Department of Law has with SB 267. Below is a recap of 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 applicable... A documentation of
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 of 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 ofa child or adult suspected to have FASD
unless there is some sort of documentation that the mother of the person to be evaluated drank during
pregnancy. Forexample, 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 of 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 of 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 documentation because it allows the mother to prevent
such documentation:

Instead of providing more documentation, this bill may have the unintended effect of making it
more likely that the documentation of 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 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 documentation should

be made regardless of the mother’s wishes.

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

doctor) involved in the delivery or care of an infant to make a report to OCS if the practitioner
determines that the infant has been exposed to alcohol. Ifthe doctor makes a report of 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 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 whp are trying to follow AS 47.17.024.

ti the mother objects to any documentation about prenatal exposure in the infant’s file, the doctor
is still obligated to make a report of 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 of 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
apart 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 of 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. Ifitis 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

Dep ut¥ Section Chief
rotection Sectign

Attorne General s Office

Eoo (907)465 3019

2 25 2008
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%ﬂ’a rle%mbl mJ, %rofcigm\ér%l(%ﬁ%gé% arise when needs go unmet for

In a 1996 study of 415 FAS/FAE patients ranging in age from 6to 51 years,
Dr Ann Streissguth of the University of Washington identified a number of
secondary disabilities that a person is not necessarily born with. These

include:

90" i had mental health problems _

80 mef those over 21 were dependent on others for daily needs

30% (21 and older) had employment problems

60 / 12 and older) were expelled or droPped out of school

60% (12 arid older) had trouble with the faw

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

This study also identified several universal “protective factors" that - if
addressed early on and consistently « helped minimize the secondary

disabilities.

|./mg na «table nurturln% home for over 72°c of life

Being amgno ed before the _a?e of Six years

Never having e-perienced violence against oneself

Staying in.edch Tiving situation for an average of more than 2 8 years

I <penerving i ?oo guahty home from age six to twelve years =
Elgxw&gpphed or and heen found eligible for Developmental Disability

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 aflccted by
maternal alcohol use
during pregnancy.

» During 1993 througih
1998, an average 0
14 Alaskan infants
per year were bom
with Fetal Alcohol
Syndrome (L4 per
1000 live blrthssj.

* FAS surveillance
resulted in higher
FAS prevalence
findings than
i)rewously reported
or 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
I|k_eI(Y to have an FAS
child than younger

women.

Fetal Alcohol S){ndro me
Drevalence in Alaska:
New Findings From The FAS

Survelllancé Project

Background

Fetal Alcohol Syndrome (FAS) was first identified as a clinical condition
in 1973, FAS has drawn considerable attention in Alaska. Durln%hthe
1980's, the Alaska Area Native Health Service of the Indian Heal
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
with improved FAS surveillance and published the first population-based

FAS prevalence for the statel",

The Section of Maternal, Child and Family Health established the Alaska
Fetal Alcohol Syndrome Surveillance Project in 1998, The Surveillance
Project is part of a collaborative effort with the Centers for Disease
Control and Prevention (CDC) and four other states (NY, WI. 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
of Wisconsin) use the same ease definition and the same ease abstraction
methods: however, each of the live states uses varying methodologies
lbr identifying potential FAS eases. FASSNet will soon publish
surveillance mdmgs for birth years 1995-97 inthe CIX s Morbidity and
Mortality Weekly Report This issue of the Daluling summari/es FAS
prevalence in Alaska for birth years 1995 through 1998,




Methods

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 methodol_ogﬁ/ lor
recording all reportable birt
defects. The FAS Surveillance
Prc%Ject and the Alaska Mirth
Defects Registry are housed in
the Division 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
9renata| ulconc exposure) or
42.1 (child with microcephaly)
are considered to be potential
cases of FAS. Trained medical
record abstractors review the
medical records of 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 CIK’
FASSNet group.

FAS surveillance ease
definitions were developed b
FASSNet. in consultation with a
committee of dysinorphologists,
pediatricians, psychologm_ts,
ePr|_d_em|oIo Ists, 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 pheno(tjype with or without confirmed maternal
alcohol exposure; an

J SusP_ect FAS (regorted children who do not meet the criteria for a
continued or probable ease).

To meet the criteria for confirmed FAS ﬁhenotyp_e, a child must
have medical record documentation of the following: facial features
associated with 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 hirth, low intellectual functioning,
developmental delay, mental retardation, or uttcntion deficit
d|sorde_?; and height, welqht 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_helght and weight below the 10th
percentile in addition to the facial fcuturcs associated with FAS.

In this report all children who were reBorted 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).

Results

As ofJuIY |, 2001, 543 Alaska children, boin in 1995-98, were
reported fo the Alaska Mirth Defects Registry as potential FAS
cases. Of the 543 children. 505 32_3%). 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 1 FAS Surveillance Case Finding Results, bv Birth Year. Alaska.
1995-98.

r r~
1 Children Confirmed Probable lotal EAS Percent of At
1 Mirth Year At Risk FAS FAS Cases Risk Children
1 of FAS Cases Cases 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 53
lolul 50? 38 17 55 10.9



lahle 2. I AS Prevalence hv Mother’s Race. Alaska. 1995-98 Frojects may have ContribUtEd tO
_ . . . he higher rate found by the
Child At Risk of I/\S Child th FAS A
ren AL iSO neren Alaska FAS Surveillance

Mother's Race pasper oo Rate per 9% Projact, Routing public health
n tve Confidence n 1000 Live Confidence : :
surveillance provides a system
e dntenal e el o identification of all potential
Witte 21 eres s 020 (00,03 cases based on standardized
Adiskn Native 19 409 (36.0.450) 46 48 (34,62 SUrveillance protocols, OnFomg
_ . surveillance also provides lor
Affcan American 5 29 (0454 0 - " systematic updates to the FAS
Asian Pacific . | cas 0 . _ prevalence for any given hirth
Isbnder v GeT9 cohort,” Children may not be
Unknown 27 : - 4 _ _ diagnosed with FAS or reported
“at risk of FAS” until they are as
Total 505 126 (11.5. 13.6) 55 14 (1.0. 1.7) old as six vears: add|t|0na”y
! 1

future medical chan abstractions

The proportion of'children reported “at risk of FAS" who met the ~ on children previously reponed
ease definition decreased lor each subsequent birth year (Table IS) to the registry may change case
The overall FAS prevalence for Alaska, for ehildren bom in 1995-  status findings. Because of this,

98. was 14 per thousand live births (95% CM.. 1.0- 1.7). the Alaska FAS Surveillance
Project may reﬁort higher FAS

All races were represented among ehildren who were reported “at -
risk of FAS", but only whites and Alaska Natives met the FAS B_fﬁ\é&hﬂCitlnt g future as the
surveillance case definition. Children bom to Alaska Native women DIt conortages.

were signifieantly more likely to be reported to Ihe Alaska Birth Our surveillance findings
Defects Registryas having an alcohol related birth defect than substantiate previous reports that
children of other races. Among Ihe 55 children with confirmed or ~ Alaska Natives have a vastly

robable FAS, 84% were Alaska Natives and 9.1% were white higher reported prevalence of
FTabIe 2). FAS than other races'35L

" o - o Increased awareness of maternal
Maternal characteristics (as indicated on the birth certificate) that alcohol use and excallent

were associated with having a child with FAS were: alcohol use : :
during pregnancy, ci?arette smoking during pregnancy. Alaska ﬂoclutrg\entatlon tby Alaska Natn/e
Native race, maternal age of 30 or more years, and 12 or fewer years r?érln rorg_ar_1||zre]1t|?ns my relgu
of education. Maternal Tesidence in Anchorage or Fairbanks, the | oter?tiglvclglsgs ofe RSI g0

two census areas in Alaska with the largest populations, was not s
associated with FAS (Table 3). LR rollggaogyClgiﬁisnmetlh/earhsighp@xg
Twenty-two percent of children with FAS were bom at less than 33 rate for Ai)aska atives: growth

weeks gestation and 25"0 were bom between 33 and 37 weeks of curves for Yup'ik Fskimos. one
gestanor]. Fifty percent of children with FAS were bom with low — of the largest Alaska Native

irth weight. The ﬁ[ev alence of low birth weight and prematurity groups, indicate that this group
Were S|%n|f|cantly Igher among children with FAS than other fends to have shorter stature than
infants bom over the stud gerlod (relative prevalence 8.9 (95%  the standard 1'S population
Cl: (>.7.119) and 4.8 #9500 l: 3.6.6.4) respectively). FAS wasnot  (State of Alaska, unpublished

associated with sex of the child. data). Furthermore, some Yup'ik
Fskimo facial features resemgle

those characteristic of FAS. such
Discussion as small palpebral fissure.

tlie stalewide FAS rate presented in this report (1.4 per 1000 Another finding of this study
children born in 1995-981 iS higher than that found previously by the that is substantiated by previous
Alaska FAS Prevention Project (0 8 per 1000 children born in 1077~ reports is the association of older
92) ", Differences in the case finding methodology used by the two  maternal age with FAS. This



stud> demonstrates that while
the association holds true lor
| AS eases, there isno
significant association with
maternal age among children

who are reported to the Alaska

limit Defects qu%stry as ‘at
risk" for FAS.  These findings
suggest that maternal _age may
be a co-factor in Ihe risk of

developing symptoms consistent
wnil FAS.” Further study of the
interaction between risk factors,

such as age. race and maternal

alcohol use during preﬁnancy s

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 hirth certificate's recorded

maternal alcohol use during
Fre%manc were 5 1times more
|ke_¥ to have FAS, The hirth
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.
Interest_mglg, data froma
population based survey of

women 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. "
Because the FAS rates reported

here are derived from surveillance

data, they are affected bv the
degree t0 which health care
prov iilers comply with birth

defects reporting requirements. It
IS important to recognize that the

Table 3. FAS Risk Ratios (rr| for Selected Maternal Characteristics, tfom
I inked Itirili Certificate Information. Alaska. 1995-98.
Children with FAS

Potential Risk Factor Rate per 1,000

Live liirtlis rr (95% Cli
Maternal Race
Aluska Native 4b 48 29.6(11.76. 74 42)*
Non-Nalive 5 0.2 ref
Maternal Age
w30 years 37 2.A 4.9(2.68. 9.15)*
< 30 years 14 0.5 ref
Maternal Residence
Anchorage or Fairbanks 27 LA 1.5 (0.89. 2.66)
Other Regions 24 1.0 ref
Maternal Education
i ligh School or less 38 1.7 5.0 (2.1. 11.7)*
More than 1ligh School 6 0.4 ref
Smoked 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 heen 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 1CD-9 code 760.71 effects the sensitiv ity and
specificity of FAS surveillance. Hiforts to increase awareness and
understanding of mandated hirth defects reporting should be continued.

The proportion of FAS cases among children reported as “at risk of
FAS" decreased for each successive hirth year under study.

Children reported at hirth with maternal alcohol exposure ma¥_ 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 with FAS are diagnosed between ages
3and 5. the ﬁrev_alence of FAS for an) %nven birth year ma

increase as the birth cohort ages.  This llustrates the importance of
abstractm? medical data over time for children reported with
prenatal alcohol exposure. An important feature of the Alaska FAS



Surveillance Proljlect IS our ability to continue medical chart

abstraction lor a

children reported al risk of FAS up to the sixth

birthday. Completion of medical chart abstractions for all reported
children and follow -up abstractions on suspect eases is a central
component of on-going FAS surveillance.

FAS prevalence in Alaska is higher than in other FASSNet
regions.™" In the first FASSNet report on FAS prevalence, estimates
0f FAS prevalence for hirth years 1995-97 ranged from 0.26 per
1000 in the Denver-Boulder metropolitan area, to 15 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

Brevalence in oUr analysis of ehildren bom in 1995-98
ut a lower prevalence for Alaska Natives (4.8 per 1000)

61.4 er 1000
. The

higher race-sPecific linding in our FASSNet report for birth years

1995-97 illus

for older birth cohorts.

Alaska’s high FAS prevalence and the presence of ongoing
surveillance provide the opportunity to |mﬁlement and monitor

intervention prorqrams. The relatively sma

give birth to children with FAS may make targeted intervention

rates how case ascertainment may be more complete

number of women who

programs the most cost-effective method of decreasing FAS
prevalence. Future analysis of FAS surveillance data on maternal
characteristics of mothers of children with FAS will help to focus

these efforts.

Recommendations

The Alaska Birth Defects Registry should continue provider
education efforts to encourage consistent and timely compliance

with birth defects reporting requi

rements.

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 of 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 of Maternal Child and Family will 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 develo
surveillance findings widely avai

F mechanisms to make FAS
able to prevention programs

for use in planning and evaluation.
Stihmilh il bv Amine Sclun Uhnni iiin/ Diuiisc I'mbin
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ALASKA MCH FACTSs i@ new publication of the Section of Maternal Child and Family
Health's Fpidemiology Unit. mcH FacTs are one page presentations of epidemiological
data on various MCH topics. These new fact sheets arc designed for distribution to
clients, health care workers, policy makers and educators. We encourage providers to
r?Froduce copies of ALaska mcH FacTs for use in clinical practice and for patient
education,

Subscribers to the Family Health Dutaline Will receive an introductory issue of ALaska
MCH FACTS iN U Next putaline Mailing. Issues of mcH FacTs Will be posted on our
wehsite (http://www.hss statc.ak.us/dph/mcfh/cpi/) and email subscriptions arc also
available. For more information on ALaskA McH FACTS please Visit our website or
contact us at 269-8073.

ol Maternal. Child, and family Health. .1601 C St . Ste 0.14. 1*0 Hox 24024V. Anchorage. AK WS24-024V. (V07) 26V-.1400 (fax) 26V-.1414.

Stale of Alaska Governor . .. Tuny Knowles JAniugm Plilur Junine,SthovIIhiirn. MS. MHH
DHIIS Commissioner Jay Luc) Ctmlri uﬁnx Editor... Uim| ov.rwier. I'H
DPI 1 Director Katen Pearson. MS. MPH Design/tumml oo Jiuh Hm lunun
Section Chief.... Pam Muth, MPH .. PriniinK PyrumnlLnnimu
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Fetil Alcohol Syndrome

['ast Chnstmas I'Jlked Aitn j P'egnant nomjn dunking a c.ip ol spiked eggnog

~vin'ju ol lotai aic. * = syndrome she sa-d tou have 1be m1alcoholic and pregnant lor your baby 10be hom with 1 Betides my Ob GyZ lold "ne il
+ sale 10di 'ik ,ikuiiiit di.i'l; ‘iiy pregnancy lo "eui at king at lonly Jnnk occationally '

%alcohol when pregnant ‘ndeed one study found that
t

nei comment startled me ‘realized lie* Mile many women know about the dangers ol drinkin ) . t
ought it mean! an mlant *as born addicted 10ak ohoi

although neai'v 'a* thuds ol ao nen had heard ol *flat alcohol syndrome 73 percent ol them
I elai noohoi syndrome | AS) s the most clinically rusegn,cable lorm pia _arqer group ol problems caused by prenatal alcohol consumption termed letal
noslical'y elusive akohol related neuiodeveiopmentai disorder (ARNQO) ChikJren

alcohol speiirum Jnorders FASD' yytnch also .nciudet the more dia
gvarious levels ol brain damage behavioral and learning problems result, and the

with. FAS have some teniae -3-~alanomalies, growth delicencnii and S | ) ar ut
consequences are generally nlelang ARND Jescnbes a similar behavioral and cognitive syndrome without the characteristic ‘acral abnormalities ot growth

Jelk>encies ol FAS Wan_f,ewer ph,sicauiues diagnosis ol AHND >smore complrcaled only a doctor who is an e>ped in ARNO can determine whether a
1hij s beh.n 01s or disabilities are Jkohoi leiaied

Each year as many as 40 000 bJbies m the u S ate bem with FASD- as many as one out ol every 100 brdhs - costing Ihe notion about lour billion
dollars Neurological and learning challenges range trom severe 10mud. and sym_ﬁltoms otten resemble those lor a'lenlion delicit hyperactivity disorder
AOnO) Children with FASD also have lower 'Q ~although only 25 percent ol children who have FAS have nvinlal retardation (10 ol 69 or under) A recent
ichigan study focused on the iQ ol JOG children who were followed Irom before birth to more than seven and a ha* yea s ol age For every hmo additional
dunks per day consumed by a mother while prel%nant, the child s 1Q dropped an average ol three pomls Chridri ol mothers over Ihe age ol 30 who drank

were must al'risk ol havinga child with a lower

How Much AkoholIs Sale to Orink When Pregnant?

While [he medical literature has been clear lor some time [hal there is no sate amount or period lor alcohol consumption during pregnancy, some doctors
est even e single episode ol consuming as

have continued to suggest ihal limited use during later siages may not be harmful Nevertheless, studies su%g
httie as two dunks may lead 10toss ol letal biam cells (one dunk *12 ounces ol beer. 5 ounces ol wine or 15 ounces ol hard hquor)

Recently Suigeon General Richard Carmona urged national attention 10the importance of complete abstinence during pregnancy Sard Or Carmona. "We
and alcohol-related birth delects are completely preventable We do not know whet, rf any.

must prevent ait mfory and illness that is preventable m societ&/, re c )
amount ol akohol >Sale  When a preglnantwoman dnnks akohol. so does her baby Therefore, it's in the besSt interest lor a pregnant woman to srmpry
not dunk akohol" The Surgeon General also noted that despite public health advisories, significant numbers of women continue to dnnk during pregnancy

In‘a survey by Ihe National Task Force on Fetal Akohol Syndrome and Fatal Alcohol Effect. 10 percent of women aged 18 to 44 reported dnnkmg dunng
pregnancy, and two percent reported drinking m a bmge fashion, with more than five drinks per episode.

The FASD syndromes are not hereditary, neuron damage end cell toss in the letal brain occurs through the direct effects of alcohol as a toxin
Nevertheless, there seems to be a genelc ﬁredlsposmon to problem drmkmg. and how ra |d|)6and completely a woman's bodr breaks down alcohol
depends 10some extent on genetics Whether Irom genetic or other lectors, the risks lor FASD are increased m women older than 30 years and women
with tow tociueconomic status How Can Parents and Teachers Help?

FASO cannot be cured, but early intervention helps improve children's learning and medical outcomes Ideally children diagnosed or suspected ol having
FAS or ARND are referred lo a multidisciplinary team including specialists such as a clinical geneticist, a developmental pediatrician, mental health
professionals social workers and educational Specialists

services Social services can ensure a sate home environment and help parents learn whal

Treatment involves coordination of multiple communiéy ¢ ! ) I ]
problems lo e>poct and how 10constructively rospond lo them, and special educational techniques may help children overcome learning problems
?/ need help learning effective

Parents and teachers often struggle lo understand the challenging or maladaptive behavior ol children with FASD. and they ne )
management techniques (or learning and behavior problems The FAS Diagnostic and Prevention Network is currently evaluating an intervention model
hasod Qtwo complementary elements 1) individualized supportive behavioral consultation for oarents and school staff ol children with FAS/ARND and »,

pl y elements 1) individualize avioral school staf ! SIA
a school based social communication intervention provided dnectty to children with FAS/ARND that targets critical deficits m social communication and
peer relations
Each child is as different as a liny snowflake ' says Sonme Buxton, author ol lhe book

tive mother ol a child diagnosed with ARND However, some core problems result Irom damage lo the ironlal lobe and deeper

Damaged An%els and adOJ) | ‘ eS| ] ( (
struilures ol the brain and these problems continue into adulthood Areas mosl affected include organizational skills, social interaction, memory,

peiceplion and cooidmation

Kale's Story

Many clukJien with « ASO Hmo o»penence sensory, developmental and mnd'ca! pob'ems As an mlant and loddlor Hate who was "atei diagnosed wth
ARND 1ould net tCi'erate i.ud noises bright ignts or crowds Mer nether Mad to avoid these tn%geis so her Jauyhtei would not go nto sensory overload
-ale cu'd nuteven gotc 1gn dcry sice without screaming She alsu had developmental problems such as Jolayed speech and Jhicuity ledrning how 10

1300 traw' iid a.i* 1efj1|n.ng the alphabet was a mjAcr_ hc'd'e and she was nevei able to l«arn multiplication or cursive anting Bui m teims al health
- ile was tertunjle Although she 'as a ‘marl ">ntiui and sight scoliosis Hale had 'ow medical problems fcevond 'Ie(1uen|va|1 he* fcjr .elections aie

inmcn . pe "lie Ahala.e *ASJ le ause the FuSlachan "utes are pocrly (oimed and the huid <toes not dran out leaving 3 perfect en.iijnment «-<

«in.ton )

Aiv.ivgiA ifi JH ill's.)" si* Sin i.i.imi isaegsmd'.ues irlnid'i-jut'c nuking and keep mﬁinends By * 0'.me she was "me years
Lny npi,si'S si'™s. xft 'i" " n'ritoc'ci )" vie mjslhj.e ADHD «"1 piescnbed M'alm 'he medicaton +e'pojH  with "er
edl.se ui ml'its' 1.ty tXIthe.  pi Cloi' Mt'>sVJ S 1bind'i'e iicieasr giy fruslrjitrg because she was mat e ic » ms abst_rauly
o ds sill o agmle eje"ng”" gs D'hil |Jie" we'f;mgnss'gns 1 i"drale knew that she ciuld not keep uC wth thiin “Jnttuiu"rffwlg

JJU i Leteteeracs a <1seais" tj's vy "I'lenioi's ire "".ighl to te most successlul wte" stahn;tel 'e "'e age 1»"
Al ol stonid i ke amlgoit i eol was!'e cause emany 1'ej .a" c ; wes she l:led the
o Leegeg';eef -5 0\ meslst nc"g di* itesme'c "it.ed a'» 'ci'ala#/Vs i»r
XS Lt et et eSS 1S T Lt dlijlt b de T Le]e a; 11 el s
| 'y L1y o lomlle oo Ssis m; itejrite sism ,ng » leit teeee "Tonjlhugg o< fj|
P Lje * 0 it s "me *"ei FAS  "AM.' > st Jel( inpe, ... SV "yt sV my
Y1t y), > g celLs, It es efie"01 111e s ewe ;1 'weswC"D la( ss
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Fetal alcohol syndrome
| .iin.i Maria Doming;

Definition

Fetal alcohol syndrome (FAS) isa group of birth (congenital) delects occurring in an infant as a result of maternal aleohol

almse during pregnancy.

Description

| etal alcohol symbnine was first recogni/.ed and identified in It is currently lhe leading cause of mental retardation in

western civili/ation, outranking Down Syndrome. In the United States, more than 5,000 infants art diagnosed each year. It is

nto N preventable hut has no cure.

Congenital effects associated with I’AS include:

Neurologic almormalities: mental retardation (average I Q. of 63), small head (microcephaly). problems with

mou-mcnt (motor retardation), poor muscle tone, and hearing disturbances.
Facial abnormalities: small eyes and/or short eye openings (palpebral fissures), underdevelopment of the upper li|.

and flattening ofthe upper lip ridges (fiat philtrum).
tirowth disturbances: small si/e and weight with growth lag before and after birth.

Behavioral disturbances: infant irritability, childhood hv|>cractivity, and attention deficit.
Cardiac defects: heart murmur, which may subside by one year of age, and heart defects, including ventricular or atrial

septal defect.

Causes &symptoms

Ihe cause ol FAS is alcohol abuse during pregnancy. The exact amount ofalcohol consumption causing FAS has not been

identified: however, hinge drinking is known to be very harmful. Drinking during the first trimester lias been linked to
congenital dofci Is. while drinking in the last trimester is known to result in premature birth and low birth weight. FAS occurs

among people of all social and economic 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.mis of moderate drinkers are at a io"« risk. It is not uncommon lot children to he
diagnosed litei in Lhildhond when there is a noticeable lag in school performance, and possibly h\peractiv ity and attention

detn it.

( Ulllen and adults ot women with a history of alcohol abuse during pregnancy may display beli.o ioi.tl problems, thinking and

t*.Isomlle tcognitive I deficits, and psychological and social disturbances witlmut facial abnormalities or growth retardation.

i *w birth w, c.'lil and pielerm delivery may be seen in infants ot women who used alcohol in low to moderate amounts during

pi ego nicy.
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Diagnosis

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

mothci: rev lowing the babe's growth liefon- anil afterbirth; examining physical facial eharaeteristies; ami assessing iH'havim
problems, attention ilelleit. anil speech problems Tools for the accurate diagnosis of | AS are lieing developed. Some cases

iduaiu umliaguosed lor mans sears

Treatment

Ideally. women planning to become pregnant should stop drinking several months liefore the pregnanes Women who are
pregnant should stop drinking as soon as possible in their pregnancy. The highest risk to the developing fetus is in the first
trimester; hosveser, heavy drinking at later stages of pregnancy can also cause serious harm. Discontinuing alcohol
consumption cson as late as the last trimester of pregnancy show improved outcomes for the infant. During the last trimester

the fetus normally has the greatest brain growth.

fetal alcohol syndrome is completely proventablc. The treatment of FAS is in response to symptoms. For example, cardiac
defects can Ik*treated surgically. Farly diagnosis is essential for optimal treatment of behavioral related problems. Motor and
speech issues may lie addressed by developmental specialists including physical, speech, and occupational therapists.

Problems with hearing and vision are followed up by medical specialists.

Prognosis

Prognosis depends on the degree of mental and neurological development, as well as the timing of diagnosis, and family and
social support. Many children with FAS an* placed in adoptive or foster homes by age five. Family support and interaction is

crucial for promoting more positive outcomes. FAS is a life-long illness with no cure.

Follow up studies in a group of adolescents with an age of 18 showed that the average academic functioning was at a fourth-
grade level. Deficits in arithmetic were common. Additionally, adolescents in the group studied displayed poorjudgment and

were easily distracted.
Prevention

FAS is completely preventable with the avoidance ofalcohol during pregnancy. No one knows exactly how much alcohol is
harmful. Ideally, women planning to conceive should stop drinking prior to becoming pregnant. Most specialists and

lesearchcrs agree that the best prevention is complete abstinence ofalcohol use during pregnancy.

lainily ami community education is necessary to prevent FAS. Obstetricians should get a complete history of maternal alcohol

lIsi md plumule prenatal education. Although most obstetric providers ask about the use of alcohol in pregnancy, few probe in

depth.

I AS is .l publu health issue. Currently, warnings are placed on the labels ofalcoholic beverages, but research shows that
ill oholii s and heavy drinkers Irctjucntly ignore these warnings. Many states have made public education of alcohol use in

prcgu.mev a priouty.
Key terms

Congenital
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Fetal Alcohol Spectrum Disorders

Fatal Aiconol Spw .:-i- r' sorden

Protective Factor* for Children wtth FAS

Se .eral positive factors have been identified that might help reduce secondary conditions
that result from fetal alcohol syndrome (FAS) Some 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 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 seventy of symptoms. Special education allows for individualized educational
(Mograms. 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
tnan 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.

Absance of Vlolenct - 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 leam and be taught other ways of showing their anger or frustration.

Source:
Streissguth, A.P., Barr, H.M.. Kogan, J. & Pjokstein, 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 of Washington, Fetal Alcohol & Drug Unit, Tech. Rep. No.

96-06, (1996).
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lhe Guidelines. [PDF document]
Find out how to order copies
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document]
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Fefal Akaohol Syndromy#
"»| Chusim3i lijlked with 1pregnant woman Junking j cup ol spiked eggnog

1.v heard ol total alcohol syndiomo." sin* said Sou have lo be an aicoholc and pregnant tor your baby lo be bom with it Besides iny OtvGyn told me a
s sale to dunk alcohol during my piognancy lo 'elas as long as lonly dunk occasionally '

onmen knovy about Ihe dangers ol dunking alcohol when piegnanl indeed one sludy lound Ihal

ntii comment stained nio i-ualuud how Lti*l man % 10
elal alcohol syndrome 70 peicenl ol them Ihoughi it meonl an mtanl was bom addcted lo akohol

although neatly mo thuds ol nomen had heaid ol

Felai alcohol syndiume iFASF) » ihe inos! clinmally recognizable lorm ol a Iar%er group ol problems caused by prenatal alcohol consumption, termed fetal
alcohol speclrum disorders (FASDi which also includes lhe more diagnoittrally elusivo alcohol relaled neuiodevelopmenlal disorder iARND) Children
with FAS have some tell-tale facial anomalies growth deliciencies and vanout’levels ul team damage behavioral and learning problems result, and the
consequences are generally lileiong ARND describes a similar behavioral and cognitive syndrome without Iha characteristic taciai abnormalities ot growth
Jelic encies ol FAS With lewer physical does, diagnosis ot ARND is more complicated, only a doctor who is an eiped in ARND can determine whether a

ihidsbehavors or disabilities are alcohol related

I 'ach ,ear as many as 40.000 babies m Ihe U S are born with FASD- as many al one out ot every 100 bidhs- costing Iha nation about lour Miron
itollars Neurological and learning challenges range Irom severe lo mad. and sym_Ftoms often resemble Those lor attention deficit hyperactivity ditotder
IADHD) Children with FASD also have lower 1Q -although only 25 peicenl ol children who have FAS have menial retardation (IQ ol 69 ot under) A recant
Michigan sludy focused on Ihe iQ ol 30C children who were followed Irom belore birth lo more Ihan seven and a hal years ol age For every two additional
dunks pei day consumed by a mother while preanant. Ihe child s IQ dropped an average ot three points Children ol mothers over Ihe age ol 30 who drank

were most at'risk ol having a child with a lower i

How Much Akohol I* Sale lo Drink When Pregnant?

While the medicul literature hat been clear lor some lime Ihal there n no sale amount or period lor alcohol consumption during pregnancy, some doctors
have continued lo suggest that limited use during later stage* may not b* harmful Neverthelest. studies su%gest even a single aprtod* ol consuming at
mmie 35 two drinks may lead lo kiss ol lelal btam cell* (one drink = 12 ounces ol beer. 5 ounces ol wine or 1 S'ounces ol hard liquor)

Recently. Surgeon General Richard Carmona urged national attention lo Ihe importance ot complete abstinence during oregnancy Sea) Dr Carmona. 'Wa
must prevent all injury and iHnett Ihal n preventable in society, and alcohol-related birth delects are comﬁletely preventable We do not know what, 1any.
amount ol akohol 1s Sale  Whan a pregnant woman drinks akohol, so does her baby Tharater*. it'a m the beat interest lor a pregnant woman to simply
nol drink akohol" The Surgeon Geneial also noted that despite public health advisories, significant numbers ol woman continue to drink during pregnancy
In a survey by the National Task Fore* on Fetal Alcohol Syndrom* and Fatal Akohol Elfecl. 10 percent ol woman aged 18 to 44 reported dnnkmg during
pregnancy, and two percent reported drinking m a bmge fashion, with more than five drinks per episode

The FASD syndromes are not hereditary, neuron damage and ceS loss m the letal biain occurs through the direct effects ol akohol as a loam
Nevertheless. Ihtre seems to be a genetic predisposition o problem drinking, and how rag)ldl%and completely a womans bod¥ breaks down akohol
depends lo some *>t*nt on genetics Whether Irom genalk or other (actors, the risks tor FASD ate increased m woman older than 30 ysari and woman

with low socioeconomic status. How Can Parents and Taachars Help?

FASD cannot be cured, but early intervention helps improve children s learning and medcal outcomes Ideally children diagnosed or sutpecled of having
FAS or ARND are referred to a multidisciplinary laam including specialists such as a clinical geneticist, a developmental pediatrician, mental health

professionals social workers jnd educational specialists

Treatment involves coordination ol mui Fie communi(tjy services Social services can insure a safe ho e environment and help parents learn what
problems lo eipoct and how to construe lively respond lo Them. and special educational lechmques may help children overcome learning problems
Y need help learning effective

Parums and teachers often struggle lo undeisland Ihe challenging or maladaptive behavior ol children with FASD. and they ne )
management techniques tor learning and behavior problems The FAS Diagnostic and Prevention Network is currently evaluating an intervention model
hased on two complementary elements t)individuated supportive behavioral consultation lor ﬁarents and school staff of children with FAS/ARND and 2)
a school based social communication intervention provided directly lo children with FAS/ARND that target* critical deficit* m social communication and

peer relulions
Each child s as ditfc-rent as a liny snowflake ' says Bonnie Bu«lon. author of Ihe book

els jnd idoptive mother ot a child diagnosed with ARND However, some core problems result from damage to the Ironlal kb* and deeper

Damaged An
sirut lures ol I%e brain, and these problems continue mlo adulthood Areas most afftcled include organizational skills social interaction mamory

perception and coordination

Nats'* Story

Many children with FASD also c*«p»-neMce sensory developmental and -nodical prab’ems A* an infant and tcddler *ale who was 'Her diagnosed w-th
ARND could-tot ici'erate loud no.sos t>r*ghl ights jr crowds "ei mother *ad 10 avoid Ihese toqqers 50 her laughter would not go nlo sensory o.erload
» »le cu'Jnole.c-n golo igrocery store without scream.ng She a'so n.*d le.e'opmenlai problems such as Je'aveJ speech jnd d Hicuity ‘earning how lo

ra tover craw'.md walk cearning me jtph.ibel was | ma(or hurdle and she was -level ab<e lo team mud'plical-on or cursive writing Bo! n ‘orms of hearth
-alewjs *orIU|-\|e Athough she -as a ‘u-ail murmui and si gt-l scoliosis, note f,ad *ew medlcaldproblems te FO'J "hduenl ea‘aches Ear nleclnins are
.mmcn mpencle whorj.e fASD hocjuse lhe EuStacK *n ‘otes are pocn* Cjnned and Ihe "yd does not Ira nout 'ea,-ng a perfect environment to*

rdeclion )

as a i j-iw - Jer
Lenr “ci'sns we'e sc

“.re 1" "0* ros* She had inry;d swngjjnd ‘ages i" Inid trouble mjkmg and keeping ‘i-ends B* me'"'ie she was- ne ,ears

a.l -"li> 'hat  thefpr ,del she fAslfa.aaChD and presented P-taim "+e'c-d alien *>>pod * a'e wih *»r
cise . nd’tperaci . ly but-t-our'erpit'ems gcs sc'd School tnejme. riicreas'r-giy _frusfrg']tng because she was * it e to '* «« itsirac'v
iV oec gad'crjo” r-? ihu-gs S'he’ * “Her- .com .1 gi'sv g >s,r..ji ir-drale’kiew In*t>he . Mepiseep .p wan ihem | ety
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Fetal Alcohol Spectrum D isorders

FASD is a term that describes the rangie of effects that can occur in a_iJ_e_rson whose mother drank alcohol
while pregnant. These effects can include physical and mental disabilities and problems withbehavior or
learning. Olten. a person has a mix of these problems. The term FASD is not

intended for use as a clinical diagnosis.

People with an FASD often have problems with Iearninﬁl memor¥, attention span i
0

problem soIving,_sEeech and hearing. They are at very high risk for trouble in
school, trouble With the faw, alcohol and drug abuse, and mental health disorders.

FASDs include fetal alcohol syndrome (FAS), which causes growth problems, B
abnonnul facial features, and central nervous system problems. Children who do e
not have all of the symptoms of FAS can have another FASD. These children can

have problems that are just as severe as those of children with FAS.

It is not known exactly how many peoBIe have an FASD. Studies by Ine Centers
for Disease Control and Prevention (CDC) have shown that 0.2 to 15 cases of

FAS occur for every 1.000 live births in the United States. Other studies using =~ o _
different methods have estimated the rate of FAS at 0.5 to 2.0 cases per 1000 live births. Scientists believe

that there are at least four times as many cases of FASDs as FAS.

There is no known amount of alcohol use that is safe during pregnancy. There is no known time during
pregnanes when alcohol use is safe.

All drinks with alcohol can hurt an unborn baby. A 12-ounce can of beer has as much alcohol as a 4-ounce
lass of wine or a I-ounce shot of liquor. Some drinks, like malt beverages, wine coolers, and mixed drinks,

Eave more alcohol than a 12-ounce can of beer.

A woman should not drink anz/ alcohol if she is preginant or planning to get pregnant. Ifa woman could
become pregnant, she should talk to her doctor and take steps to lower the chance of 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.

|ASDs are 100"« preventable ifa woman docs not drink alcohol while she is pregnant.
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Early Diagnosis of Fetal Alcohol Spectrum Disorder

Prepared for Senator Bettye Davis
By Tim Spengler, Legislative Analyst

You asked for information about Fetal AIcohoI Spectrum Disorder (fFASD) Specifically,
wished fo know whether early diagnosis of F as Important. Briefly, all ‘our souyces eIreve
that early diagnosis is a key factor n enhancrng the qualrty of the life of any child so affected.

Prenatal exposure 1o alcohol can cause a ranoe of disorders collectively known as fetal aIcohoI
spectrum dlisorder (FASD).L The term FASD 1s not a clinical |a%nose hut rather an umprel
t m descnbrn% the range of effects that can occur to a child whose mother consumed alconol
dunng regna cg hese effects can be, physical, mental, or behavioral and have lifelong
implications. Thé term “spectrum” is used , jcause each mdividual with FASD may have some or

all'of the aforementioned effects with varying degrees of severity.

Fetal aIcohoI syndrome (FAS) is the most well know dragnosrs—and the most severe—vvrthrn
ASD.  To he dragnosed with FAS, a wide range of t strng IS requrred mcludrng gh sical,
nsychological, speech and | anﬁua etests S}(/mg oms and the extent of damage cause
depending on factors such as the amount and ind of alcohol the mother drank, when the aIcoho
Was constimed Int e%estatronal period, and the oenetrc makeup of both mother and fetus. FetaI
AIcoho Ssyndromer caractenzed b}% (abnorm afcral features rowth defrorencres and ceptra
nervous é/stem roblems.  Other conditions that fall under FASD include fefal alcohol- effects
A? ol related neurodevelopment disorder gARND ) and alcohol- relgted hirth defe ts
| of these conditions are permanent and have no‘cure. However, all FASDs areaso

g 0% reventable—ifa woman does not drink alcohol during pregnancy.

Experts agree that early draginosrs of FASD is |mPortant for a variety of reasons. While, the
00 drtrons are mcurable a child who IS identified early can receive services and accommodations
that can he g him or her lead a more productive and rewarding e, All of the literature we
surveyed and the professionals with whom we spoke stress that the earlier Intervention occurs,
the beétter the outcome. Diagnosis at birth is ideal but onP/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.

907-465-3001 Alaska Laglslatura S ff Capitol
Laglslativa Raaaarch Sarvicaa Junaau, AK 99001

wa3.lagia.staf.ak.ua/faa/raaaarch/rataarch.php

907-465-3900 (fax)


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

fo our sources, children are often not initially diagnosed until they start school. Many children,
E()AV§eDver especially those without distorted facial features, are never diagnosed with having

Dan . Dubovsky, FASD Specialist for the federal Substance Abuse and Mental Health Services
Administratior’ (SAMHSA), emphasizes that FASDs, which often appear as oppositional or anti-
social behavroral chorces are_actually the result of brarn dama% As a result, children are
negatrve pr eqn-holed as disruptive or Iackrng in |nteII|gen He stresses that berng
misd |a |s extreme counterproductrve to the child,"his_or her. famil and to, their
commu For parents, novvrn their child Qn many fa]ses their adoPtrve or foster chrld')]ré

ectedb FASD can be of Imme surable Importance. "A ough the chal enges of raising a chil
vvrt sg | needs remarn knowing that th eb havior Jssues ar duri to él disorder—and riot 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.

M, Dubovslc‘y Was emphatrc that early dragnosrs IS crucral—especralla/ asa wa){]to minimize the
occurrence secon ary disabilities. = Secondary disabilities include mental eat problems,
disrupted school experrences trouble with the law; conflnement mapEroinnate sexual acting out,
an( substance abuse problems. He pointed us to a “groundb reakrnﬁ er for Disease Control/
University of Washrnﬁton study headed by Dr. Ann Strerssguth that examines, how individuals
with FASD whose needs go” unmet freq uent%/ develop One or more of these secondar
conditions, One of the frndrngs hrghh?hted In the study 1 |s the importance of bejng diagnoge
bheoret e age of six. We mcludg Dr. Steissquth's report'as well as two brief overviews regarding
the frndrngs her study as Attachment A.3

A SAMHSA Ub| atlon d:eta%_Alcohol Spectrum Disorders, The Basics, includes the fO”OWIﬂg as
some of the ene tS Ofl entification and treatment O? ASD4

J nPS decrease anger and frustration for indivioyals, families, providers, and
munities by V\El?lﬁ them understand that negative behavior' results from the

drsabrlrty and is not

* Helps people with an FASD succeed by focusing on why they have trouble in certain
prograr%s %n Y J y ey

J EII%I rsél én;prove outcomes and helps prevent future births of children with alcohol related

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

3The 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.

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

4Dan Dubovsky stresses that a mother who remains unaware of her child's condition may drink during subsequent
pregnancies possibly resulting 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
nrver lpddeve% a diagnostic spectrim_used with alcohol-exposed children. It looks at
the wh oe chrd from pnysical Teatures to co%nrtrve thinking and_ motor skills.  Dr. Hoyme IS

currentystu #mgwayst diagnose children at birth. He emphasizes that the earlier a child Is

ioentified vvrt D, and the sooner he or she can receive help, the better the chance for a

successfu outcome.s  Often FASD diagnoses are conducte a_team approach with

srcrans seech and physical theraﬁrsts gsg/cho 0gists, and audrologrsts partrcrpatrng
vrous¥ me ?eoqra hic areas, such teams are nof‘available. In these Cases éphysrcran
and other health professionals with proper training, are able to make a diagnosis on their own

We spoke with Juneau pedratrrcrané JOX Neyhart and Amy Dressel as well as Alaska's FA}S]
rogram manaper Diane Casto and RIC lanno no FASD"Diagnostic Team Coordjnator wit

en raI Councr Tlrnﬂrt Haida Indian Trrh§s7 Al t 1ese experts concur that oarly dra nosis of

D is of Raramou t importance for children, families and providers.. Additionally, Diane Casto
pornts out that many children with FASD are not being raiseql by their birth mothers but reside
vvrth reIatrves or.in adoptrve or foster homes. She asserts that'it is vital that these care |vers
have all information |:possrbeto best assist, and advocate for, the chrldren relyrn on them. Dr,
Neyhart notes that FASD children often have multiple placements within the foster care s stem
as they can pe very difficult to manage. This phenomenon is exacerbated when their condition is

undiagnosed.

As mentroned there s a continuum of multiple issues that children with FASD—and their families

roviders—f ac& Interventions for chilaren with FAS/FASD are sometimes non-specific,
uns stematic and often Iack screntrfrc evaluatron Inan effort to remedy this Situation, The Center

ISease Contro currentg as,a number of (Trrantees Workin throunh a collﬁboratrve effort o
|dent| evelop, and evaluate effectrve strate% es for vvorkrn? ith chifdren with FASD and their
familiés.8 Whrle there is no “one siz? |ts trateg)( or. he prng 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 fife possible. As the State of AlaSka’s FAS website notes.

With.the right diagnosis, support and understanding, many individuals with FASD
are living hgappy a?t ﬁaf |Sv sp o ey

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

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

7Dr. 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.

8For information on the CDC's development of strategies program see www.cdc.gov/ncbdd/fas/intervening.
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Maryann Poland, MD
President Elect, Alaska Academy of Family Physicians

Dear Senator Davis:

The Board of Directors of the Alaska Academy of Family Physicians represents over 365
primary iare physicians who practice throughout Alaska. Wk 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.

We 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 infonnation only for
the purpose of providing medical diagnosis or treatment limits its use in any potential
legal ca”e. Since this would affect how evidence may be used, it may require a more wide-

reaching change in court rules.

The benefits of 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.

Sincerely

Maryann Roland, M.D.
President Elect, AXAFP
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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
prigiary 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.

\/\/elJ 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.

|

|
Th( benefits ofearly 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.

I

Mfltryann Foland, M.D.
President Elect, AKAFP
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Ha Sate Moial Assyvsetin
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March 3, 2008

Honorable Bettye Davis

State Senate
Chair, Senate Health, Education, and Social Services Committee

State Capitol, Room 30

Juneau, AK 99801-1182
Transmitted by email: Senator_Bettye Davis@ legis.ak.state.us

RE: SB 267 - Documentation ofan 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 of all Alaskans.

Notwithstanding your laudable intent to “assist with early FASD diagnosis’s when applicable”, ASMA
feels that this bill, if 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 of diabetes and lipids. | do not
specialize in the treatment of FASD. However, it is good medicine to include everything in the patient’s
medical chart that is relevant to the delivery ofgood 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 ofa mother who may indeed be impaired by alcohol

abuse and/or addiction.

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

ASMA urges you not to support SB267.

Sincerely,

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

cc: Senate Health, Education, and Social Services Committee members
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February 29. 2008

Jtunes J. Jordan

F.xccutivc Director

Alaska State Medical Association
4107 laurel 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) Forthe purpose ofscreening for fetal alcohol spectrum disorder, a person licensed
under (his chapter attending or making a postnatal examination of 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 ofthe information in the

infont s medical file.

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

The Sponsor's Statement indicates that the purpose ofthis statute is to mandate the inclusion o fthis
information in an infant's chart to encourage early detection of 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 of this bill, it would turn medicine upside down.
I he infant is the patient. 1he doctor has a moral, legal and ethical oblig-'lion lo include anything and
everything in the patient's medical chart which the physician feels is relevant regardless of receiving
the permission of the patient or the patient’s mother.

It is hciow the standard of care for a physician to fail to record in the chart all of the information
pertinent to diagnosis and treatment, rhc failure to record something the physician feels is relevant
subjects the physician to a claim of malpractice.1l 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 of
the operation everything of consequence that he did and which his trained eye observed during the
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including a possible loss of license as it is unprofessional eonduct fora physician fail “to prepare and
maintain accurate, complete, and legible records inaccordance with generall) accepted standards of
practice for each patient. ™ No physician could ethically or legally fai to include tnis information
In an infant's chart regardless of the feelings of the mother.

Subsection (h) limits the use of FASD information in the chart to diagnosis, treatment and care of
the patient. Ihistoo 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. Norcould the health care provider use that infonnation in
defense ofa 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 ofa peer review process.

There is d companion bill in the House - HB300. (lie House sponsor's statement says:
Ihe hill specifics that information related to a mother's use of 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 evidcnce which can be used ina Court proceeding, it ma> need
a two-thirds majority.’

Please call me if you have any questions.
Very truly yours.

BISS & IIOLMHS
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 of negligence.”*

-12 AAC 40.%7(9).

| have not looked at the issue of the constit_utiona_li(tjy of depriving a spouse or a child's
guardian ad litem of the use of relevant infonnation in a child custody dispute.
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Senate Bill 267

Talking Points

If medical providers were reporting prenatal alcohol exposure routinely we would
not need this bill

It is not illegal for women to drink during pregnancy in Alaska and children
exposed to alcohol during pregnancy cannot be diagnosed for several years from
the time of their birth.

Witn respect to mandatory reporting of suspected alcohol abuse affecting a child
by medical professionals per Title 47 Child Protection. It is our contention that
this practice is reactive and counter to the intent of this piece of legislation. Senate
Bill 267 provides a non-punitive, pro-active means for mothers to selfreport their
prenatal alcohol use.

As a coordinator of one of Alaska’s diagnostic clinic my experience is that some
mother have died or have lost custody of their children, relative may not be aware
of their alcohol use during the specific nine months of a mother’s pregnancy the
result is many children and their families can not obtain a diagnosis.

Children are diagnosed at the earliest in our clinic at 2 years of age children must
be identified much early in order to mitigate some ofthe behavior and cognitive
deficits long past the post natal reporting period that this bill provides for.
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MEMORANDUM March 3,2008
SUBJECT: Legal and practical issues relating to the requested

CSSB 267(HES) (Work Order No. 25-L.S1471\C)

TO: Senator Bettye Davis
Chair ofthe 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 of the Department of Law. | have several comments.

1. The requested committee substitute directed a person making a postnatal examination
of a mother and infant to document "observations, medical history, and other available
information ofthe infant's prenatal exposure to alcohol in the infant's medicalfile." This
is unclear. Whose "observations," whose "medical history,” and what is "available
information"? | 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
alcohol.

2. The language you requested provides that "[ijnformation described in this section that
was obtainedfrom statements ofthe mother made during the mother's examination that is
confidential medical information o fthe mother may not be released without the consent
o fthe 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
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 of 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 of which she should be made aware. I'm not sure what the
sense of "release" is supposed to be, but it does not seem to make sense in the context of

what the bill requires.

Note too, that the concept of doctor-patient confidentiality would not apply just to
"confidential medical information o f the mother" but all noncriminal information shared
by the mother in seeking the advice, care, and/or treatment of a physician for herself or
her child. It is a generally accepted principle that individuals seeking medical help or
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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 of 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 of the patient. See Alaska Rule of
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
communications made for the purpose of diagnosis or treatment of 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 of the physician or psychotherapist,
including members of the patient's family.

The committee substitute would have such information recorded in the infant's medical
file, but not "released without the consent of the mother, exceptfor court order, or as
required by AS 47.17.024." 1don't know how a court would interpret this language, but |
believe that it is certainly possible that the changes affected by the committee substitute
could be interpreted as an unconstitutional violation ofa mother’ 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 information "may
not be used exceptfor the purposes ofproviding medical diagnosis, treatment, or care.”
AS 47.17.024 imposes a duty on practitioners of the healing arts to notify the Department
of Health, Education and Social Services of 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 of information
in an infant's medical file relating to a mother's consumption of alcohol, nqgl 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.

ALB:Imb
08-051.Imb

Enclosure
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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 remove one ofthe major barriers to effective diagnosis, by increasing the
knowledge of one of the key indicators. | believe this bill still maintains the relationships
between medical provider and parents.

I worked closely for a number of years with a young person experiencing FASD. |
witnessed the frustration of fellow staff members and community members, and the

negative attitudes toward this individual.

Once it was determined that the person’s behaviors were a result of FASD, there was a
dramatic change in treatment of this individual. People working with her experienced
much less frustration, and were much more effective in working with her. This resulted
in a higher quality of life, work, and relationships for the individual.

This bill isa win-win for people with FASD, the people that care for them, and the State
of Alaska in general. Thank you for sponsoring this legislation.

Joy Lyon
570 Seater
Juneau AK 998
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CS FOR SENATE BILL NO. 267(HES)
IN THE LEGISLATURE OF THE STATE OF ALASKA

TWENTY-FIFTH LEGISLATURE - SECOND SESSION

BY THE SENATE HEALTH, EDUCATION AND SOCIAL SERVICES COMMITTEE

Offend:

Referred:

Spouor(a): SENATOR DAVIS

A BILL

FOR AN ACT ENTITLED

"An Act relating to requiring certain persons licensed by the State Medical Board to

docum

BE IT

ent an infant's prenatal exposure to alcohol In the infant's medical file."

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 person's observations, the
mother's pertinent medical 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 of the mother made during the postnatal
examination that is confidential medical information of the mother may not be
released without the consent of the mother, except by court order, or as required by

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

-1- CSSB 267(HES)
New Text Underlined [DELETED TEXT BRACKETED]
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im
department.

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

section may not be used except for the purposes of providing medical diagnosis,

treatment, or care ofthe infant.

(c) In this section, "infant" means a child who is less than 12 months of age.

CSSB 267(HES) -2-
N»sw Text Underlined [DELETED TEXT BRACKETED]
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Strengths of Persons With an
FASD
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Strengths of ersons With an
FASD
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Cuddly and « Energetic and hard working

cheerful

. Fair and cooperative

Happy in an accepting

supportive environm ent

. Spontaneous,
Loving, caring, kind, curious, and
sensitive, loyal, and involved

com passionate
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Strengths of Persons Wit

FASD

Frienaly Determined

Likable Have points of
Insight

Desire to N
Not malicious

Helpful

Dubovsky, Drexel University College ofMedicine (1999)



Strategies To Improve Outcomes
for Individuals With an FASD

SeHEsteamand Fersoal Isaes
UFS& g?(risc?,,r)ll-first language (e.g., “child with FAS,” not

Do not Isolate the person.

Address Issues of loss and grief.

Do not blame people for what they cannot do.
Set the person up to succeed.




Strategies To Improve Qutcomes
for Individuals With 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.



Strategies To Improve Qutcomes
for Individuals With an FASD

Strategies for Information Processing Problems

Check for understanding. oo

Use literal language.

Teach the use of calculators and
COMpUters.

Efor misinter retau ns of words or actions
IScuss them when they occur,



Strateqies To Improve Qutcomes
for Individuals With an FASD

Strategies for Memory Problems

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

Use a lot of repetition.



Strategies To Improve Outcomes
for Individuals With an FASD

Strategies for Sensory Integration Issues

Simplify the Iindividual’s
environment.

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

Take steps to avoid sensory triggers.



Strategies To Improve Outcomes for

Individuals W ith an FASD

Ask about possible Educate families
prenatal alcohol and providers
exposure at Intake. about FASD.
Askdab(_)ut subatanlce

Use during medica

appointments. (I;Iigv%gswcorough

workup.

Dubovsky, Drexel University College ofMedicine (1999)



Outcomes

This section Includes:
E}@ les To Improve Qutcomes for Persons With an

St gies for Sensory Integration Issues

Str gies for M em ry Proble

Strategies for Inform ation Processing Problem s
Strategies for Executive Function D eficits
Strategi for Self-Esteem and Personal Issues

- Strengths of Persons With an FASD
e Paradigm Shift



Economic Costs of FAS

One prevented case of FAS saves

0000000
800000

600000
400000

000000

More than... millionin.. years

Lupton, Burd, and Harwood (2004)



Economic Costs of FAS

FAS alone cost the United States more than
.. billionin........

The average lifetime cost for each child with
FAS 1s.. million.

$. . million for medical care services |

e $ . million for loss of productivity

Lupton, Burd, and Harwood (2004)



Systems of Care

Kany Doors, No Mastor Koys Rosourcos Noodod for Brandan, Ags 1-2 Ydars

Social and

Health KfUuOtIMI Community Sendee*
- Local Indan Child
. . . elfare Advisol
J  Pediatrician Feeding Specialist Physical Therapist Committee Y )aycare SS
J £3e
- - 0 9
J Neurologists (2) 1 | Nutritionist Speech/Language wgﬁ'«i‘” a V] &,amri}gh SOUICe Medicaid
Pathologist Coordinator
JT *
<] Pediatric High-Risk _ Child Welfare/ Substance Abuse
J.11 Ophthalmologist Infint Clinic Caseworker T reatment Guardian Ad Litem
Infant Educator birth mother)
| 4 FAS Cultural a Mental Health
o . e Recreational _ _ - Judge-Foster
8.1 Audiologist Diagnostic Clinic H ‘Therapy ' Tribal Council n &?H?]S%Ig%er) Cate lssues
(e.g., drumming)
Er Laband Birth-3 Program-. N n i E%rentti_ng Attorneys for
- } i i i ucation i
— Otolaryngologist X-Ray Services ‘lanjuafc Respite Providers (birth mother) Birth Parents
1 Patholofist Teater.
- o1 Ack. Ry Trerepist. |/
Pharmacy Surgeons Foster Care System
Medical
Supply Providers Pulmonologist

Gastroenterologist | . | Respiratory Therapist



System s of Care for Persons

W ith an FASD

Health
Education
Social and community services

Legal and financial services



Intervention Issues

Failure in tracitional mental health treatment
programs

People with an FASD may know whatthey need to

do butcannot follow through

Caregivers with unrecognized FA SD often labeled
neglectful, uncooperative, or sabotaging treatm ent

because they do not follow instructions

Limited FASD-specific treatment services



General Issues Witlli FASC,

Often undiagnosed among persons without FAS
facial features

e More difficulties seen in those without FAS
facial features and with higher 1Qs

e Adapfive functioning more impaired than
Intelligence



Treatment

........
(L

This section includes:

General Issues With FASD

Intervention Issues

Systems of Care for Persons With an FASD
Economic Costs of FAS
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* Helps Improve QUECOMeS
* Helps prevent future births of children with an



Risks to an Adult of Not Accurately
ldentifying and Treating FASD

Unemployment e Jall
Loss of family * Premature ceath

Homelessness o IBcreased substance
abuse



a Child of Not Accurately
and Treating FASD

e [ oss of family

e |ncreased substance

Photo courtesy of Microsoft.

e Premature death



FASD and Mental Health Disorders

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

FASD Is not a psychiatric disorder.

FASD can co-occur with @ mental health
or substance abuse disorder.



s ey A B ° EuEFag .

Differential Diagnosis of Features
0f FAS

Differential diagnosis Is very Important
hecause:

II§/IAagy syndromes can cause features that look like

. EaAcSiaI features alone cannot be used to diagnose



| Alcohol

Prenatal maternal alcohol use  *
Growth deficiency

Central nervous system
abnormalities

e Dysmarphic features
)’ é)&iqg ?R t? 1SSUreS

Frum
In uppe I|o

Source: Astley, S.J. 2004. Diagnostic Guidefor Fetal Alcohol Spectrum Disorders: The

4-Digit Diagnostic Code, Third Edition. Seattle: University of Washington Publication Lip-PhWrum Guide |
Services, p. 114. .
Caucasian

Lip-Philtrum Guide 2



This section Includes:

Dia nosingi Fetal Alcohol Syndrome
Differentia D|a?n05|s of Features of FAS

FASD and Mental Health Disordlers

}85% F]% ?:&%d of Not Accurately laentifying ang

]ﬂgléﬁ rt% ?%%Jlt of Not Accurately Identifying and

Benefits of Identification and Treatment




Factors A ssociated W ith

Reduced Secondary Disabilities

e Stable home
e Early diagnosis

« No viglence against
oneself

e Morethan. , yearsin
each lIving Situafion

* Recognized disabilities
* Diagnosis of FAS

e 5ood quality home from
ages . (1 uty

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

Streissguth, et al. (1996)



Secondary Disabilities of
Persons With an FASD

Percent of Persons With FAS or FAE Who Had Secondary Disabilities



Secondary Disabilities of
Persons With an FASD

Mental health Issues Confinement injail or |
freatment facilities

Disrupted school
experlence Alcohol and drug
problems

Trouble with the law N
Depenaent living

In?]p [oPriate Sexual

benavio Employment problems

Streissguth, et al. (1996)



Difficulties for Persons
an FASD

Multiple Issues
Cannot entertain themselves
Have trouble changing tasks

« Do not accurately pick up
soclal cues



Typical Difficulties for Persons

W ith an FASD

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

* Have hygiene problems



Typical Difficulties for Persons

W ith an FASD

Executive Function Deficits

G o w ith strangers

Repeatedly break

the rules

Do notlearn from
m istakes or natural

consequences

Frequently do notrespond

point, level, or sticker

system s

H ave trouble with

time and money

G ive in to peer pressure

to



Typical Difficulties for Persons
With an FASD

Information Processing Problems

g By vher

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

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



Typical Difficulties for Persons

W ith an FASD

Information Processing Problems

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

Have trouble*determining what to do In a given
Situation

* Do not ask questions because they want to fit In



Typical Difficulties for Persons

W ith an FASD

Memory Problems
Multiplication

Time sequencing



Typical Difficulties for Persons

W ith an FASD

Sensory Integration Issues

e Are overly sensitive to sensory Input

e Upset by bri
. Aﬁnoye% 0y

i

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

e Bothered by certain textures of fooo

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



Primary Disabilities of Persons
With an FASD

Lower |Q

Impaired ability In reading,
spelling, and arithmetic

Lower level of adaptive functioning;
more significantly impaired than |

Streissguth, et al. (1996)



Overall Difficulties for Persons

With an FASD

Taking In Information
Storing Information
Recalling Information when necessary

Using. Information appropriately in a
specific situation




Symptoms and Difficulties
FASD

This section Includes:

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

* Fat r?.Associated With Reduced Secondary
Isabilities



| n the
Community

Post FASD inform ation in

doctors’” offices, treatm ent
IU* -m

alcohotfree
IT™

centers, and com munity centers.

*

Promote FASD A wareness D ay

(Septem ber 9). Visit

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

inform ation.

Focus attention on
FASD. You can help the entire

community.



Raise Awareness in Schools

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

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

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



Who Needs To Know

Women of childbearing age?

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

Women who are at risk?
Teenagers?

Men?
EVERYONE!







Talk About Alcohol Use

o Talk about the effects of alcohol on an

individual and

*Begin at an early age, suc

e|naicate that S
pregnancy wil

on a fetus:

opping drir

King at any ti

help the fetus.

185 elementary sC

o0l

TE

rng



Prevention Is the Only Solution

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

Ak ahout possible prenatal
eXposUre,

Photo courtesy of Microsoft.



| Prevention and Risk Reduction

This section includes:

* Prevention Is the Only Solution

e Talk About Alcohol Use

\\/ho Needs To Know

e Raise Awareness In Schools

e Raise Awareness In the Community




Numberof People With an FASD

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

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



FAS and the Brain

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

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

space.

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



FAS and the Brain

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

(absence due to abnormal development) ofthe corpus callosum

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



FAS and the Brain

Permission to use photo on file.



FASD and the Brain

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

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



Alcohol and Women

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

*\\ine spritzers, alcohol pops

*Beer A Check

*\\ine coolers labels

for

e[ ight beer, nonalconolic beer  alcohol

content




Size Matters

.. 0L

VS

. 0L



Wi |
Size Matters



FASD and Alcohol

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

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



FASD and Alcohol

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

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



Cause of FASD

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

e Alcohol Is a teratogen.

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

—IOMReport to Congress, Jp



Vi

FASD Facts

.. DErCent preventable

of adévgnknag‘m i

[etarcation
Not caused on purpose

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

Not caus jologic
thersaco oP %

Not a new d|sorder




Terminology

veonor @ Fetal alcohol effects (FAE)

-ﬁ\el eochgl Ae&{aé%gbwth
g
o AR

e Partial FAS (pFAS)



Terminology
e Fetal alcohol syndrome

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

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

o



Fetal Alcohol Spectrum
Disorders (FASD)

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

Lal Whose mother rank
aI 0l QUrIng pregnancy

.Maﬁ/apcb eplh lcah or A
i

mplications

* Not a diagnosis



Understanding Fetal Alcohol

. » opectrum Disorders

y . . .
This section Includes:

Fetal Alcohol Spectrum Disorders (FASD)
Termmolo?y

FASD Facis

Cause of FASD

FASD and Alcohol

Alcohol and \Women

FASD and the Brain

Number of People With an FASD
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Attachment A

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

Center for Disease Control and Prevention and the University of Washington

And

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

and

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


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

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

Final Report
AUQUSt 1996

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

September 30, 1992— September 29, 1996

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

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

Primary Authors:

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

Final Report

August 1996

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

September 30, 1992—September 29, 1996

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

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

Tlie purpose of this research project was:

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

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

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

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

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

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

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

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

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

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

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

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

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

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

to these definitions)

Males have higher rates ot Disrupted School Iwpcrienec. Trouble Wnil the law, itld <oiilinemeni tli.u elo
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females: otherwise, rates of Secondary Disabilities are nearly equal across the sexes. Clients 12 years and
oliler have a higher nuc of all Secondary Disabilities except Mental Health Problems than vounger clients.
Compared to clients with FAS, those with FAE have a hlghernte of all Secondary Disabilities, except Mental

Health Problems.

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

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

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

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

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

2. Being diagnosed before the age of 6 years;

3. Never having experienced violence against oneself;

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

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

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

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

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

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

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

eligibility for services.

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

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

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

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



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

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

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

\X'c note that:

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

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

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

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

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

society.

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

w ith special screening techniques.

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

future children from being born with FAS anil FAE.

Highlights of Findings

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

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

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

a victim of violence (Figure 6 1)

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

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

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

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

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

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

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

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

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

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

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



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

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

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

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

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

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

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

needs and child care needs should be atop priority.

Recommendations Deriving from the Findings

1.

>

H

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

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

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

relevant service providers. These should focus on strategies for
the

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

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

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

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

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

rite onset of secondary disabilities.

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

FAS diagnosis

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

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

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

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

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

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



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

Conclusions

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

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

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

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

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



O | "0 B

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

Introduction

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

years.

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

literature.

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

and none had the physical features of FAS.

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

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

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



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

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

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

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

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

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

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

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

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

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

w ith 1AS and FAE.

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

could presumably be ameliorated through better understanding and appropriate interventions.

I he study has three main goals:

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

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

recommendations for preventive strategics.

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

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

disabilities.

Il his document is the Final Report of that project.



Methods

3.1 Diagnostic Criteria

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

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

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

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

3.2 Ascertainment

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

the report that follows

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

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

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

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

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

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

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



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

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

3.3 Recruitment

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

appropriate community agencies and professional local services.

3.4 Samples

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

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

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

ligible interviews not obtained:

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

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

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



3.5 Primary Disabilities Sample (IQ): Tests Administered

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

or in «lients homes or schools.

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

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

3.6 Secondary Disabilities Sample: Life History Interview (LHI)

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

by telephone to caretakers/informants of the clients

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

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

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

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

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



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

they were submitted for data entry

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

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

carc for their children with FAS/FAE.

3.7 Quantifying Data Across the Life Span

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

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

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

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

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

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

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

Y ,i ,.Ir.— |



3.8 Strengths and Limitations of Study Design and Analysis

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

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

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

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



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

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

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

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

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

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

Over 21 Years 90 (22%)



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

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

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

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

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

nosis, and age at interview

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

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

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

Client age at interview:

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



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

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

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

conducted with their caretakers.

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

diagnosis

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



Primary Disabilities

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

factors.

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

1(} of TO or below

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

et al.. 1991a).

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

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

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

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



interpreted clinically as a profile We centered those

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

centered sum s varying about zero as shown in Figure V2

5.2 Profile of 1Q subtests: FAS and FAE

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

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

ObjA PicC PicA BlkDes Sim Comp CodingVocab Anth DigSp

IQ Subfests

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

\ strength of profile
profile parallels the group subicst protjle

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

little

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



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

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

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

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

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

5.3 1Q, WRAT, VABS: FAS and FAE

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

IQ WRAT VABS IQ WRAT VABS

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

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

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

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

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

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

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

In diagnosis (2).

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

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

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

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

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

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

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

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

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

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

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

\ .gild hi expected t» li.i't a 1*10 greater than VIQ In this magnitude

"otk i il'oihetw 1hear) dashed ! tuxes illustrating that for nidtxidi.'ls xuir IQ sup t about ton clients wm in-gt
mKeh to «lex i.nc nr lire dux 1| tioit o] Ph.) git Her than \ h.r rathei than the lonvi rst
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Risk and Protective Factors: Overview &
Definitions

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

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

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

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

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

t> independent

Definition of the Risk and Protective Factors

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

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

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

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

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

questions like
informant would think ba< k

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

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

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

ii extrinsii eg the | MIS is neither.)

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

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

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

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

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



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

and over.
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Definition

Ta

12

Type

ble Continues

. Driver’s license
attainment

(S'Ib years of age only)

IT Sex

16 .

19

VAIW ABC
Standard Score

Difference between

IQ and ABC's

Has there always
been at least one
caretaker after age

IH years

Difference between
performance and

verbal KJ

Similarity of 1Q
subtext profile to other

FAS FAE patients

SSI eligibility status

\ge iif Secondary
Disability assessment

Always 2 carerakers
available before Ib vis

' H - Extrinsic, | * Intrinsic

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

‘meeotidary Disabilities, las- two Secondary Disahilitie

md Problems with Employment) -ee Figures |t _

proteitive i-nd I<-risk end

ior R-Sk and Prole, thne Factors for the

"Derivation or binary protective/
risk factors’*

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

R: no

*Sex:
P: female

R: male

Median split on the AdaptiveBehavior
Composite Standard Score

P: VABS Aficss K 65

R: NABS ABCss < 65

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

Yes No
P: never after age 18 years

R: sometimes— always

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

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

R: strong 1Q profile tsimilar)

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

R applied foi wuid was eligible

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

ves. no
P nut always 2 caretakers

It alwals 2 caretakers available

and 17.2, respectively

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

1Q(VIQ)

O *”

31%
69%

43%
57%

39%
62%

32%
68 %

64%
36%

17%
83%

49%
51%

28%
72%

64%
36%

57",

source Of

info (LH! items)

General
Inform ation

Form

VABS
Interview

(FADI)

Testing .i
interviewing

(FADU)

LHI

FADL’ testing

FADL testing

LHI

from dates

.vhich peitains onIy to the lirst six
(Dependent laving



Odds Ratios

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

Trouble

no yes

>)  ~2 a1z

IQ

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

ot 88
SI 52

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

(aicir

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

1 ib'iitn -tuilicd in t hapttrs 8 through | »1.uii ol these chapters has agraph with one set ol diamonds, re-flci ting
m the 2! Itr-k, Protective | 'dors arc related to the sc‘omlarv lijsability doi nssed in that chapter for simplification

¢ ii. onlv dc|'ti i tiu PioUa live side one can nMgiiii'the Risk'ivle to hr tin rt Ilection. ihese separate graphs

L I «i. . liipt. -u nd ligtiu I nh wink diam md foaiui on a graph man be Immd at c\:u.tlv the -«
* W Y itwm* Q- | iJu  nd. ol Risk.’Proii-i , f.u mis li... «1 <en mcianitll utoss « h.apti r» The Risk and Protcei i-
I.m: ! ui 'a.lcivd by med.aii dd> iaim *.0 ii in t'gorc o , n n most protective ti lhi top through must risk' at the

bo'ii m



ill Figure 6.1. two types of Risk .mil Protective Factors can he detected. Retail that the vertical line at the center
differentiates the Risk side of the distribution (at the left) from the Proteilive side (right) Any Factor for which all the
open diamonds are to the same side ofcenter line is a'Untrersal’ Factor. The Universal Protective Factors are those
that are consistently protective for each of the six Secondary Disabilities. Except as noted in Table 6.1. the sample lor
each Risk and Protective Factor was divided at the median, which is the number appearing below These Universal
Protective Factors include:living in anurturant and stable home at least ~2".> of life: being diagnosed before the age of
6 years; never having experienced violence: getting to stay longer than an average of 2 8 years in each household;
experiencing a good quality of home (10 of 12-good" qualities): being FAS (rather than FAE); and having basic needs
met at least 13% of life. Of course, many of these items overlap substantially among themselves; we are making no
claim that any of these Risk or Protective Factors are independent of others. Other Risk/Protective Factors are called

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

6.1 Risk/Protective Factors across 6 Secondary Disabilities
among clients 12 years and older, max n =253

rofective 3.0 nurturant,stable yH>med

00 . 77 diagnosis before age 6 yr
OOO<Z)"§8lS> o Mnever violence ag client
. 72 many yrs/liv sit (med)
ro home quality good (med)
o g? OO R o 70 applied, DDD eligible
<O™ i.9 PAS
00 ®O 8 needs usually met (med)
fo) 7 low FABS (<*20; med)
0O oc¢*
[o) 8*80 seldom w a/d abuser(med)
O 00e0 OO 5 has driver's license
0> .0 4 0> I female
fo) ° 4VABS ABC ss >= 65
'T*00 3 abs dif; 1Q-ABCss <= 15
o} a *oo 7 1Q profile not similar(med)
XM:; O 7 has caretaker afr 1 Syrs
. " perf-verb >15
(0]0) <0 applied SSI ineligible
>0 Oo oage < 21
o * o0 ; not 2 caretakers bef 18yrs
00 *0 c has 2 caretakers bef 18yrs
h age >21
O.,? o= ,0 mapplied. SSI eligible
o 0 - perf-verb <= 15
* 0 ; no caretaker aft ISyrsf
* 0 1Q profle similar (med'
abs dif: 1Q-ABCss > 1$
0Oe¢ \Va ' VABS ABC ss < 65
7 male
o *<
OO*OX ’no driver's license
o* «*often w a/d obuser(med)
e (| " 1Q >70
x> hi FABS (>20; med!
*10 t needs not met (mea)
(Ol 4 0 s FAE
o * »applied, DDD ineligible
*> 5home q'.al poorer(med)
*
0*0 _few yrs/liv sit (med)
> i violence against c'ient
' » .diagnosis after age 6 yr
. jduranr,stable HHcrned
1/0 1/4 1/2 1 2 4 3
median and range of odd? ratio of 6

- 0 I
log(odds)
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<k UK ratios larger than 2 (or less than (I S) indicate interesting protective effects (or risks) An odds ratio of about 2.
on It as seen lor 1)1)1) eligibility, indicates that the chance of avoiding a Secondary Disability is about twice as high tor
achild who receives 1)1)1.) services as tor one who does not

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

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

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

Icserihed in Table 6.1 These latter two Secondare Disabilities are described

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

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

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

Mcohol and Drug Problems with Dependent Living

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

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

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

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

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

Secondary Disabilities were manifest.

7.1 Prevalence of Secondary Disabilities across the Life Span

too

Montal fit- «in  Dtnruptcil 'Ouble with ~ Cfifiiir.fmcnt rir-{H" Vfll Krobl*ms
pfol-Utms nrwol e law with

l ‘employrnont

layes 6-51 (n-408-415) Q.igos P1-51 in .59-90) |

Secondary Disabilities Definitions

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

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

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

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

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

-t



Confinement (.Sf) was coded "yes" it the client was described as ever having been incarcerated for a crime or having

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

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

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

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

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

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

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

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

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

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

2. Weekly earnings of 5280 or more

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

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

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

Secondary Disabilities Overview

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

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

1.2 History of Secondary Disabilities by three age groups at interview

MoflUli C'>rupt®d ..pin C o n i * lppitp <nV irj

» t'hh aV)! Ile w iK1l
iptfdwa 151Y0) Pt
AT lat interview |a ages o1l = a ages 12<0 insie . dages ii it n %

Age at-.ocoi.Jory oisobiiity: ages 0 -11 ages 0-20 uges0-51



Figure 7.3 through 7.5 consider only those 253 clients 12 years and over. Figure 7 3 compares the prevalence of

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

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

Nih sl tatw W ag g  vih
pddas omec aao  poNns

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

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

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

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

7.4 History of Secondary Disabilities among clients > 12 years old by diagnosis

Montal D*3rupt:d ! c.Dievnth Ccntnon cni  mnpprop  A*cohol u *c portion!  P:ctJIGir.ij

fujaiih school mo aw soxuai drug living wirh



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

confinements

7.s History of Secondary Disabilities among clients > 12 years 0ld by 1Q level

o KD HW PRl AT PN vih
troDtome  expertenco b«hav.or Anptoyrmonl

OIQ < 70 m-38;17j BIO 71-35 (n-7-s 36i m IQ > 85 (=122 32)

| > .i. show - [‘in ldiagnosis More age « *s related to lower prevalence >iin secondmy disabilities except perhaps

M irt.it 1l rith Pri'blcins

7.6 History of Secondary Disabilities .among clients > 12 years old by age at diagnosis



Mental Health Problems (M HP)

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

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

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

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

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

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

luirdly any clients were, in fact, “protected "

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

letAS ar.ic

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

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

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

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

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

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

rotective t t
P *A



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

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

Reportor! problems Treatment

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

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

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

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

22 of adults Itive psychotic .symptoms.

8.4 History of mental health problems by age at interview (n=41Y9)

90 -r
Aitenhon Depression Suicide Panic attacks fearing Suicide
deficit throats voices see.ng  attempts
problems visions
Age at interview  j@jcjos 6-11 Bayes m .»!.; L'l-5i|

Age ot MHP ogns 0-1 | iges 0-20 ages 0-51



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

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

125 >

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

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

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

8,6 Mental Health Problems: Prevalence of therapy and hospitalization by reason
for treatment

is
0
25

20

t0

(&2

8.7 Length of stay inamental health hospital (n=67)
S*. 2 8% IS »

10KS 720t 214040 41 o



Disrupted School Experience (D SE)

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

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

too

D

ao

~
o

mc—@E
D
o

oBBB3S

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

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

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

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

protective



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

9.3 Disrupted School Experience: Components of the Secondary Disability by age
atinterview (n=411)

0 wn
oBB®8SE & 383 8

Suspension Expulsion Dropout

Age at intenden o ages 6-11 flages 12-20 Bages 21-51

Aea D= ages0-11  ages0-20 ages 051

The moil frequent learning problems (Figure 9.4) are attention problems (70%) and repeatedly incomplete school
work 155 60%). Neatly half the adolescents and adults had failed a grade in school. The most frequent bch.nioi problems
evci experienced (Figure 9 5) were repeated problems :n getting along with peers ( 60% ) and repeatedly being disruptive

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

9.4 Learning problems by age at interview (n=395>407)

Renoalod Repeatedly E/or tailed Repeatedly
iiteniion incomplete ft gnde faited a
problems school*-.rk

Age al interview a Ky-s c 1l a i.jes ti'-to mejgos 2151

Age of'earning problems: ages 0-1 I ages 0-20 ages 0-51



9.5 Repeated behaviorproblems by age at interview (n=401-408)

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

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

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

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

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

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

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

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

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

Irom school.

9.6 Distributions of number of problems observed repeatedly
in school among patients 12 years and older

o
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5
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problems school class
work

iDSE*yos OOSE.no

Figure 9.8 shows that ull repealed behavior problems display higher rates among clients with DSE.

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

Getting song Disruptive m Disobeying Talking back Truancy Fighting

«viih poors class school rules to teachers

[mDSE-yes J DSEmo

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

9.9 Typesofearly intervention programs attended (N=3A9-404)

Resource Spoon! Hendstart therapeutic Infant Other
room education layeare amutation



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

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

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

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

language
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Trouble With the Law (TWL)

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

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

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

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

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

oy 't
s N8 88

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

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

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

protective



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

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

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

Pew* Property  Pcr*«Jscorv 3c*uai Status Vehicuhw olhttr
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Figure 10.4 shows that shoplifting/theft is most often the first type of crime reported.

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

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

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

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

service.

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

10.9 History of TWL and its components by Disrupted School

TWL/component
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Confinement (CNF)

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

incarcerated for acrime (35%).

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

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

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

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

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

Potcoot

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

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

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

confinement of all three types

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



Inappropriate Sexual Behavior (ISB)

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

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

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

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

of ISH by these three client characteristics.

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

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

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

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

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

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

protective

> «

3

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

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

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



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

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

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

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

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

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

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

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

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

13.3 Alcohol/Drug Problems; Components of the Secondary
Disability by age at interview
50
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The 5~ clients with s™vet drug abuse problems are almost entirely “nested"within the 81 clients with alcohol problems
The same is true for use of treatment programs Among clients with both alcohol and street drug problems, alcohol
abuse began on average abour 2 years before the abuse of street drugs Sixty-live percent of clients 12 years and older
who had abused alcohol later abused street drugs. Also, among clients engaging in treatment lor both alcohol and
street drug abuse, the age at first treatment was the same for alcohol as for drug use. as if the multiple addictions were

often needed to ensure action

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

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

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

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

utilized as other types oftreatment.

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

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

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

also have the highest rate of treatment.

13.8 Stages of akohol uso among clients >12 years old by sex
and diagnosis
30% 19%  17% 32% 2%
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\ serv similar patftin is observed for sircet drug use (Figure 1VO) lemale FAS clients have the highest rate ot street
drug avoidance, but among those who become drug abusers, they have the lowest rate ot treatment (SV ,, ompared

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

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

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

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

1 Jr re «v<3 ( « pm viiin& bfie.aeq I

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

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

that S\VSiof adults live dcpcndently.

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

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

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

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

14.2 Risk/Protective Fedors for Dependent Living

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

protective t ina)



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

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

14.4 Number of daily activities among clients >21 vyears old, by se* and diagnosis

5. tS5o 0.
lern.ilo FAE (r SO) 10 9-8-7
o- *i/%
roF\Xt e t' 9-C-
7+ 15 _41
Fas 27y 11 10 9 8-
n*am FAS 1'1-26) 121t 10 9-8-7
0 20 to

Par. nta

ald, 25"
-5-4 3-5

41+
6-54 4-2

05 4 H l |
6-5-4 3-2 1 0

60 80

Son- -tie s or frequently require nr.ip or s tpor.i$ton



l1'i 5 shows that even as adults, people with FAS and FAE experience social problems which significantly
living

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

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

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

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

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

Group 2 Farns S2HO a week or more.

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

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

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

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

and stable home for over 72% o f life.

15.2 Risk/Protective Factors for Problems With Employment

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

N

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

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

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

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

80 ¢

70 4-

By Rowk R S e Ralorsvl) Ly
Iy_j Agy  Roosvl) - yg



Problem s w ith Parenting (PW P)

Of the 253 clients who were over 12 years old at the time of the LLHI. 44 (17%) had become parents; 30 females and 14
males (28% of females 12 years and over and 10% of males). For females, the mean age of the first pregnancy was 18
years, for males, the mean age of first fathering of a child was 20 years. The youngest age at which a client with FAS or
FAE had a child was 13 years. |he maximum number of children burn to a mother was four (Only children known to
the respondent were reported on the I.HI. as clients were not interviewed themselves).

In order to compare clients who became parents with those who did not, a subset of “non-parenting clients" was
selected from the database, based on age of client at interview. There was little difference in the average 1Q of the two
groups. Average 1Q was 84 for parents, ranging from borderline mental retardation (IQ 70)'to above average (IQ 117).
Parents had a slightly higher vaBs Adaptive Behavior score than non-parents (66 Versus 60).

Compared to the non-parenting clients, clients who became parents had a higher rate of history of living in unstable
homes. They were much more likely to have been homeless, more likely to have run away from home, and experienced
over twice the rate of domestic violence (Figure 16.1).

16 .1 Prevalence ofrisk and protective factors by parenting status
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Parenting clients had more Disrupted School Experience. more Trouble with the Iaw. more Confinement, and moo.
\Lohoi ami Drug Problems. eumparc] to non-parenting clients (Figure 1o 21 They were over two times mote likelv
in have diopped out of school (OOM versus 2(>'e>

16.2 History of Secondary Disabilities: Comparing non-parenting and parenting clients
too
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fift\-nine percent of the parents were diagnosed FAS or FAK ifter they had become parents: 30'i before thev hecame
parents and tor the rest, tile two ages weic too close to evaluate in this regard. The 44 parents had produced —t
chiidten. at least half uf whom were no longer being cnied lot h the . lient (Figure Ib.3) Thirty six percent ot female
clients had flteir «hil.lren removed from iheii care by CPS. wher-ms IV" of male elicnrs had given tip laoing then
 hildren

[4meriting clients xev more likely t" se mat.led (234 .ersus J. They wvete more likely  have evet been on well te
Is! ve;ois -*mq. but somewhat less likely to have ever received SSI than non-parents (44'V vvisits 507<i; ID", ol the
parents had applied tor and received eligibility for ODD vet is 2(o< of the non-parents.

16.3 Separation of parent from child among parenting clients: Comparing male
and female clients
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Recap and Recom mendations

In this chapter, we summarize some of the main findings fioin this report, draw conclusions, and make recommenda-
tions for overcoming the Secondary Disabilities we have documented. While causation can't be inferred from these
data, they nevertheless can suggest appropriate courses of action First we focus on the ‘extrinsic” risk factors— those
that suggest environmental influences, specific programs and so forth. Then we go to the “intrinsic" risk factors—
those that reveal typical client characteristics that would demand special protection o1 consideration by caretakers

and service providers.

17 .1 Facilitate an early diagnosis of FAS/FAE

Although an early FAS/FAE diagnosis is a strong "universal" protective factor for ail Secondary Disabilities (Figures 6.1),
only II'T of the clients had a diagnosis prior to age 6 (Table 6.1). An early FAS/FAE diagnosis may help the family
hetter understand the root of their child's developmental delays and behavioral problems and empower the family to
advocate for appropriate services particularly in the crucial first years at school. A diagnosis is an effective communi-
cation tool that enables caregivers to educate others about the special needs of alcohol-affected individuals.

Many actions could be taken to foster an early diagnosis. These include:

A statewide nctwoik of FAS Diagnostic Clinics such as is already underway in Washington State through the
| niversity of Washington Medical School (Clarion A Astlev. 1997).

A referral network system whereby children at risk of having FAS/FAE are screened during infancy and the
preschool peril | for possible FAS/FAE. Those children identified at risk (i.e.. from those being adopted from
alcohol-abusing mothers, those who are under the supervision of Children's Protective Services for neglect or
abuse, and those entering the foster care system) arc referred to their local FAS Diagnostic Clinics. A foster care
screening program is presently underway in King County, Washington

* Routinely obtaining prenatal exposure information at each point at which the child and family are evaluated by
the system (prenatal care, delivery, and pediatric cate school entry, criminal justice, mental health, and so forth).

+ framing school nurses to screen tor FAS/FAE as part of the school entrance examination. The effeciivenes. of
this program m two counties of Washington State has already been demonstrated

17.2 Encourage stable long-lasting placementsinnurturant homes
of “good quality**

Desirable characteristic* of the client x home life (stability, nunurance. "good quality”) are universal  protective ;actors
for all Secondary Disabilities (Figures 6.1/. This commonsense protective factor is a fundamental right for the well

being of all children. The fact that many alcohol affected individuals have come frotn dysfunctional, transient, and

abusive living situations demands that we reiterate the need for more effective community and family support ser-

vices. perhaps modeled on the Rirth to  program (Grant et al.. 1996).

Environmental risk factors for secondary disabilities that must he modified il weare toprevent > decrease secondary
disabilities are exemplified by the following problems revealed by ‘his study:

« Halt X our clients over 17 years ol age have net lived at 'east 72'/ of life in astable andnurturant environment
« Hull have »»? lived in a home with it least ID of 12positive qualities between the ages of X and 12 yrais
« |1 df had net -tiycd in each living itiMlion foi m ,v-iage of mote (hall 2 years,and

* Half of uur, jients 12 years and older, h d net had their basic (food and shelten needs met for ntorc than
life



H\ identifying environmental iisk factors, service providers can work together with the family to prevent second ,,v
di-abilities in alcohol aiteetcd individuals.
+ Early identification ol children born to "high risk" women with alcohol and diug problems should draw
community resources to these children and their families, ideally during the prenatal perioJ. the postpartum
period, and onward into infancy and childhood.

+ \dvivates/case managers in close personal contact with high risk families can work to improve the duality of the
home. When 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 for permanent adoption as early as possible.

* An early diagnosis can identify children with FAS/FAE living in high risk homes, so that biological families can obtain
the same state resources that should be available for foster and adoptive families ifamily support services, med.c.d
coverage, home visits, respite carc. and case management opportunities and so forth).

* ()napolicy level, requiring state personnel to disclose the full medical/mental health background history before pine me

achild m foster care or adoptive placement should insure that ihe parents will know about the special needs of their
children with FAS/FAE from the onset of parenting.

« \ better system for educating and training parents about children with FAS/FAE is needed, so that parents and all
caregivers can use their energies most efficaciously on behalf of their children.

« Group homes prov iding stable, long-term residences with personal and job supervise in appropriate to the special needs
of youth and adults with FAS/FAE are urgently needed. Asa start, a model program should be funded, implemented,
and evaluated.

17.3 Improve the circumstances of children in alcoholic/drug
abusing homes

Living with people who have alcohol/drug problems was a risk factor for five of the eight Secondary Disabilities studied-
Mo'ho! and Pnis! Problems. Confinement. Disrupted School Experience. Trouble with the Law. and Inappropriate Sexual

Helm jur

Half of the clients who were 12 years old and older, had spent at least h)'. it iheir lives living with a person who had
an alcohol/drug problem

Rase | >n our findings, wc recommend that clfurts be focused on:

+ Delecting high risk alcohol and drug abusing mothers and providing jpproprute services (during prenatal care.
. leliver. it F\S Diagnostic Clinics, uul at community ire. tin. ut .enters),

* | MMin'ing alcohol .nd drug treatment services far women so that they can keep their children v.lih them md
iheii families intact during inpn'icnt treatment.

Dev --loping id-1 icy..tvices for alcohol/dmg abusing niotLeis i-!  using advocates .is a liaison with CI'S f. i
monitoring the safety of children in alcohol/drtig-ahnsmg homes ms has been successfully accomplished in the

Seattle Hirth to a Program: Grant et al. 19%).

17.4 Intervene to prevent violence against people with FAS/FAE

kndenee against ihe client i almost a umveis.il risk |, dor for all Secondary Disabilities, impacting six ol th >eight

" lie-t ol gti-0 1 Itis alinning to find that "I the xlients with | VS.TAE who were 12 ycais and oldei hi'.c

*xpencneed viokuo ‘either physical oi -exunl abuse, and/or domestic violencel. and that inanv have experienced
it j =i -iden-' in then lileliuies

D i "einn. -0 3 ".e |- by far th*strongest n-k 1«3 Im ! .ppiexitte Sexual iL.hivn i Ve 15'. Lup -0 n-
md Behavior idi- 'Ceoi'd most pic..dent v.-.0.M.u; Di-ability ni people with | A.S.bM axiox* tile iile'pm

| mim Rcg.udle" t ia between 1" .uni clients in the three main ace croups studied had ei.e-ived u
|- Foc s T tinll f] BT pildt foooenl b -lies ug. cilt el IWo il |

oiidarv I»i abilitie- namely. Trouble with the | aw and <entitlement These latter .ire the most >si\ -ei'ious uul u.

" m R S tab'.- I'li-uti'f-i"a . "mme .| I
L™ .. j Hi..i.k-i moils Wi r<d» - . al mt.-ux ,ni.i [>a iiw.uwlthe i: ktaxlo i-hued  them,



Both children and adults with FAS/FAE are vulnerable to being victims of violent physical and sexual behavior, perhaps
as a icsult ot both iheir prenatal brain damage and the high risk environments in which they often live.

Based on our findings. we recommend the following etforts be made to prevent violence against these vulnerable

clients:

Advocates, .such as those described in the Birth to 3 program, can serve as ail effective liaison with Children’s
Protective Services tCPS) for monitoring the safety of children and adults with FAS/FAE in high risk homes

Several groups of professionals must be informed about the presence of people with FAS/FAE among their client
populations, so that the most efficacious treatment models can be developed and implemented. These groups
include: sexual deviancy counselors, the sexual abuse treatment field, and those dealing with domestic violence

The possibility of prenatal alcohol exposure should be explored (along with a history of physical and sexual
abuse) among all patients coming into trouble with the law. mental health, or judicial confinement settings.

Further research on the most effective response of the criminal justice system to the expression of Inappropriate
Sexual Behavior by people of all ages with FAS/FAE is urgently needed. Sentencing alternatives, methods of
enhancing familial supervision, and programs to enhance social skills and job skills'are needed.

17.5 Develop, evaluate, and Implement methods to detect

subgroups of people with FAS/FAE who are In special need of
interventions

The recommendations in 17.1-17.4 pertain to environmental influences resulting from the discoveries in this study about the
"extrinsic" risk factors for secondary disabilities. This study has also addressed the relationship of "intrinsic" characteiistics
of certain subgroups of people with FAS/FAE that might put them at special risk of developing secondary disabilities. These

include:

people with FAE. who do not have the full facial stigmata of FAS and thus may not readily qualify for services.
people with F\S or FAF. whose 1Q level is above 70 and who consequently often fail to qualify for special services,

people with FAS/FAE who have a marked discrepancy between their 1Q levels and their level of Adaptive Behavior,
and

people with IAS/FAE who have a particular cluster of characteristic behaviors as identified by a high FAHS
score on the Fetal Akohol Behavior Scale.

Recommendations follow:

Further research is urgently needed to quantify the prenatal brain damage from alcohol in people who do not
have the physical signs of FAS and/or who do not have an 1Q score permitting classification as mentally retarded

ie.. 1Q below 70).

The identification and evaluation of new quantification methods should facilitate diagnosis as well as permitting
the development of more appropriate guidelines tor providing needed services.

One promising new scale developed for this study that needs further evaluation is the Fetal Alcohol Behavior
Scale iFABS). As a high F.ABS score is a risk factor for numerous secondary disabilities, providing specialized
services for this subset of clients might be particularly cost clfcctive.

Another promising market derives from the "IQ/Adaptive Behavior Discrepancy” score which © also a -ociated
with secondary disabilities. Further study of this and the use of other techniques for evaluating specific cognitive
linguistic, and neuri psychological problems in people with both FAS and FAE. particularly those with 1Q semes
too high lo readily qualify for services, should he a high priority for future research

Finally, of course, effective strategies for remedial interventions appropriate to the needs of people with FAS/
I \r. need to be developed, evaluated, aid implemented.



17.6 Promote communities, families, and clients with FAS/FA?
working together

lust .i" .ill children need immunizations against diseases people with | VS/FAC appear in need special 'immunization

(gainst main inadequacies- ind dangers in our society Their functioning is niieii far below their apparent intelligence

Many people with FAS/FAE appear to learn only inadequate!) through normal channels ahout their environment and
how to interact with it. Working around the disabilities that these clients are born with is not the family's responsibil
itv alone but neither is it solely the government’s or community's responsibility ( ommunities. families, and clients
working together toward this mutual goal of reduction of Secondary Disabilities may foster better optimization of
Jitalii\ of life tor both people with FAS/FAE and their communities.

Ihe Secondary Disabilities data indicate that clients with FAS/FAE come in contact with many different community
professionals and agencies For example: over deal with Mental Health professionals. 60% with the criminal pis-
net system. 2 A «with alcohol and drug treatment personnel (Figures 8 1 1d.1,1A3). and 100% with school personnel
(he tinding that an early diagnosis is universal protective factor against«//Secondary Disabilities suggests tliai ml- ir
mation about the diagnosis Is useful to ha\c in responding appropriately lo achild's problems, i'eople with FaS/FAE
and their families could facilitate more beneficial and humane sen ices by sharing the diagnostic information with
professionals they work with

Hail ot the clients 12 years and older display inappropriate Sexual Behavior (Figure 12.1). Although the rates of these
behaviors are about the same for females and males, the outcome is very different Thirty nine percent of the males 12
years and older with Inappropriate Sexual Behaviors are “in Trouble with the Law'over these behaviors, while about
117 ot tlie females go to treatment.The inappropriate sexual behavior that gets males into trouble with the law is
inappropriate touching Females most frequently go to treatment for promiscuity.compulsions.and sexual advances
I'eople with IAS/FAF and their families should know rhat Inappropriate Sexual Behavior docs not just begin in adoles-
i(nee Among o |l year olds, approximately 3~". ol girls and 41% of hoys are already exhibiting these behaviors
Families criminal justice, and mental health professionals need to work together to develop new intervention strate-
gies that will rrulv reduce rather than increase the level ot Secondary Disabilities

\lc<"hoi problems oei nrin 33" = ol clients with | MS/FAfc over the age 11 >Figure Is I>—ol these. <5 . have gone on to
abuse street drug", .P in i rage of two years alter the onset <falcohol abuse. Farly parental recognition and interven-
tion of alcohol problems imong yotirlt with FAS/TAF. could result in the prevention of other drug abuse problems.
Families should also be apprised that female clients have as high a rate ol alcohol problems as male clients, and that
umales an much less like ly to receive treatment for their alcohol problems. <lients with F\S/FAF ami ilteir families
'liould b< aware «3 the -pci ia! vulnerability to alcohol problems th.ti h carried by all <hildrcn of alcoholics, and de-
:lop appropriate early family practices to guard against the oust t ol alcohol problems among alcohol-affected indi-

v{duals

Approximately St) . of the adults with FAS/FAE in this study do not appear to lie achieving either an independent
wig stilus a | ncili-m-free employment (Figures i | |s Il People- with 1\>/f-Al.their Lunifies, school personnel,
ti -iic-nr.il he.ilth professionals need to start planning long helnre adulthood tor a lifetime involving some degree ol
ippon IV.uning ot appropriate living and working skills needs to start long before adulthood

‘ianv nr .mm. mintinns have been made <garding what the government agate ies c in do to help lower the rates ol
Vi <ini.trv l)isabifiia s observed in this client sample lamilies can do a lor tor >CVrtainh. communities also need better
« "ii atm:! about pioplc with 1AS/FAE. Blit it is the cooperation among families, iommunities. government agencies,
ii" L11n ins that permits a foe using of combined energies toward solutions that are bem lic ia! to all.
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* ABC score

ADP
Arich
ARND
Birth Jo 3

BlkDes
CDC
CFN
CNS
Coding
Comp
CPS
DDD
f>1gSp
DK
DPI
DSE
DSM-fV
DVR
Ox

Extrinsic RPF

K ViiS

fadi,
FAE
FAS
Info

G lossary of Term s and A bbreviations

Adaptive Behavior Composite— the summary score from the VABS. derived from combining
the four domains of adaptivity measured: Communication Skills. Daily Living Skills, and
Socialization. I|he ABC is a standard score, like 1Q. which is set to the same parameters as ihe
Wecchsler 1Q tests: 100=norim| and [5=one standard deviation

Alcohol and Drug Problems
Arithmetic -subtest of Wechsler 1Q tests
Alcohol Related Neurodevelopmental Disorder

The Seattle Advocacy Model Program for high risk mothers abusing alcohol and drugs. (Sec
Grant et al., 1996)

Block Designs— subtest of Wechsler 1Q tests
Centers for Disease Control and Prevention
Confinement

Central Nervous System

Coding— subtest of Wechsler 1Q tests
Comprehension —subtest of Wechsler 1Q 'ests
Children's Protective Services

Division of Developmental Disabilities

Digit Span—subtest of Wechsler 1Q tests
Don't Know

Dependent Living

Disrupted School Experience

Diagnostic and Statistical Manual of Mental Disorders. Fourth Edition
Department of Vocational Rehabilitation
Diagnosis

\ Risk and Protective Factor that describes something in the client's environment or something
ihat has happened to the client

Fetal Alcohol Bchavi ;r Scale - The FABS s a list of 36 behaviors (selected out of 72 items on a
Personal Behaviors Checklist) that parents and caretakers have frequently used to describe
people wnh FAS. The 36 item." are characteristic of people vwuh FAS irrespective of age *except
infants and the elderly i and 1Q texcept ihe profoundly retarded). (See Streissguth. Barr and

Press, 1996)

Fetal Ucohol and Drug Unit

I\ tal Ale. hoi Etfeds

Fetal Alcohol Syndrome

Irfoi aio i vih.- a .it L 'or I() tcOs
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Intrinsic 1IPF  \ Risk and Protective Factor that involves some characteristic ot the clients ilicniselvihkc

Q)

10.'] Institute of Medicine

«Q Intelligence Quotient I'ts is a standard scute, with the population mean=100. and I5=cne
standard desi.tiion.

ISB Inappropriate Sexual Behaviors

LHI Life History Interview

Max Maximum

Mod Median

MHP Mental Health Problems

NPC.P National Perinatal Collaborative Project

ObjA Object Assembly- subtest of Wechslci  lests

Odds Ratio lhe ratio ot twu ratios describing the relation of a two-valued outcome (say. A and Bii to a two-

valued predictor (say, y and ). It is the tatio iyB/>A)/(nB/n.\). or (yB 'uAi/ty.V uB). (See Chapter
6 for examples)

PFAE Possible or Probable Fetal Alcohol Effects

PFAS Possible or Probable Petal Alcohol Syndrome

PkA Picture Arrangement— subtest ol Wechsler 1Q tests
PicC Picture Completion— subtest ol Wechsler 1Q tests
PIQ Performance Scale 1Q from the Wechsler 1Q tests
PWE Problems XXiih Employment

KPI Risk and Protective Factors

SD Secondary Disabilities

Sim Similarities- -subtest of Wechsler 1Q tests

Specific RPF A Risk and Protective Factor that only applies to some ot the eight Secondary Disabilities
studied, or ir;\ be Riskv lor some and Protective lotothers

S Standard .Score: the rescaling ot any numerical variable so it has an easily remembered standard
deviation tin the case of Wcchsler I1Q tests, the XX'RAT-R and the VABS. the average-100 .nd
the standard deviation around the average i. 15 points).

SSI Supplemental Scsitrity Income
rwi Trouble XXuh the Law
Tx (Yiatmeni

I nivrrsal K11\ ki>k and Protective | icioi "viicli > inlorinlv pioieclivc or risky fu all six of the mam
Secondary Disabilities described in Figure n ! and Table 0 |

X\ Ms Vineland Xdaplive Behavior «..!*

MQ Verbal Ss.de 1Q -irom He Wechsler 1Q tests

Voo.ll> Vocabulaiv subtest u XXe lisler 1Q icsis

X1S( K XVeehsler im. IF; mv s, de tor <liildren-Re a .al

XPI¥| R WechsLr Preschool m| I'mrarv s do >f Intelligence Rev veil
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Secondary Disabilities

Infonnation | Ago Comparison Tabia | Oavaloping Baby ! Secondary
Dlsabilitias | FAQ's

Other problems, or secondarﬁ disabilities, arise when needs go unmet for
children with alcohol-related birth defects
Ina 1996 study of 415 FAS/FAE patients ranging in age from 6 to 51 years,

Dr. Ann Streissguth of the University of Washington_identified a nunber of
secondary disabilities that a person’is not neceSsarily born with. These

include:

* 90% had mental health problems

' 80% of those over 21 were dependent on others for daily needs

" 80% (21 and older) had employment problems

" 60% (12 and older) were expe," 3d or dropped out of school

' 60% (12 and older) had trouble with the law

" 50% (12 and older) inappropriate sexual hehavior

" 50% (12 and older) were incarcerated or confined for mental health reasons
" 30% (12 and older) had alcohol or drug problems

This study also identified several universal "protective factors" that - if
gddrbe_ls_?_e early on and consistently - helped minimize the secondary
Isabilities.

Living in a stable nurturing home for over 72% of life

Being diagnosed before the age of six years

Never having experienced violence against oneself

Staying in each living situation for an average of more than 2.8 years
Experiencing a 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

http://lwww .hss.state.ak.us/fas/info/secondafyDisabilities.htm
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Fetal Alcohol Spectrum Disorders
Fetd Acod SedrumDisordas

Protective Factor* for Children with FAS

Several positive factors have been identified that might help reduce secaondary conditions
that result from fetal alcohol syndrome (FAS). Some’of these protective factors are:

Early Diagnosis - Children with FAS who are identified early have an improved prognosis. A
child'who Ts identified early in life can be placed in appropriate educational classes and given
access to social SEIVICES that can help the child and his or her family. In addition, early
d;agnosw helﬁs families and school personnel understand why the Child might act or react
différently from other children in some situations.

Involvement in S?emal Education and Social Services - Children who receive special
education geared towards their specific needs and Iearnln,%]slt:yle are more likely to achieve
their developmental and educational potential. Children with FAS show a wide range of.
behaviors and severity of S_Ymptoms_. Special education allows for individualized educational
programs. In addition, famifies 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 recelve such services.

Loving, Nurturlnﬂ, and Stable Caretakln% Environment - While all children benefit from a
loving ‘and stable home lite, children with FAS can be particularly sensitive to disruptions,
transient lifestyles, or harmful relationships compared to children who do not have FAS.
Exré\mumty and family support are needed to prevent secondary conditions in individuals with

Absence of Violence - Individuals with FAS who live in stable.or non-abusive households or
who do not becomeg 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:
streissquth. A.P.. Barr, HM., 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 S&ZDC).
ééj%%ﬁ‘(fgggge)‘ Seattle: University of Washington, Fetal Alcohol & Drug Unit, Tech. Rep. No.

[Return to Top]
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Read about the Science
Ambassador Program and
available lesson plans on FAS
for middle and high school
classrooms

FAS Guidelines for 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
|dentifying and Referrin
Persons with Fetal Alcohol
Syndrome
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State Capitol

907 409-3786 fax
From the office o fSenator Bettye Davis

To:  Legal Services Fax: 465-2029; phone: 465-2450

From: Thomas S. Obermeyer Date:  3/3/2008

Rt:  Request for CS for SB 267,25- Pagaa: 3_ pages including cover
LS1471\A

CC:

For Ravtow 0O Pteaaa Commant PteaaaRaply O Plaaaa
. : i ) ) " Racyda

LEASE - HEARING AT 1:30 TODAY

. To Whom It May Concern:

iprepare a CS for Senate Bill 267 per attached amendment prepared by
tun Ruthdale, Dept. Law, and approved by Senator Davis.

Copies of original and changes in “Amendment” are attached.

Please call if you have any questions.

Thomas S. Obermeyer
907-465-3762



AMENDMENT

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 docnmeat an infant's prenatal
4 exposureto alcohoL (a) For the purpose of screening for fetal alcohol spectrum disorder,
3 a person licensed under this chapter attending or making a postnatal examination of a
6 mother and infant shall document observations, medical history, and other available
7 information of the infant's prenatal exposure to alcohol in the infant's medical file.
8 Information described in this section that was obtained from statements of the mother
9 made during the mother's examination that is confidential medical information of the
10 mother may not be released without the consent of the mother, except upon court order,
1 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 of providing medical diagnosis, treatment, or
13 care of the child.

16 (c) In this section, "infant" means a child who is less than 12 months ofage."”



Thomas Obermeyer

From: Rutherdale, Jan A (LAW) (an.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, | understand from Mike Ford that you would like an outline of what
concerns the Department of Law has with SB 267. Below is a recap of what the bill is trying to
accomplish and our position that it does not accomplish that result; in practice, itmay accomplish the
opposite. In addition, since this issue has already been addressed in a 2006addition 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 of
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 of 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 of a child or adult suspected to have FASD
unless there is some sort of documentation that the mother of 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 of 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 of 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 of providing more documentation, this bill may have the unintended effect of making it
more likely that the documentation of 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 of the mother’s wishes.

3. AS 47,17.024 already addresses this issue:

AS 47.17.024, enacted in 2006, requires a “practitioner of the healing arts” (which includes a
doctor) involved in the delivery or care of an infant to make a report to OCS if the practitioner
determines that the infant has been exposed to alcohol. Ifthe doctor makes a report of harm the doctor

2/25/2008
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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.

Ifthe mother objects to any documentation about prenatal exposure in the infant’s file, the doctor
is still obligated to make a report of 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 of 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 of 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. Ifit 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

2/25/2008
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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 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 to
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.

-1-
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DIVISION OF LEGAL AND RESEARCH SERVICES
LEGISLATIVE AFFAIRS AGENCY
(907) 465-3867 or 465-2450 STATE OF ALASKA
FAX (907) 465-2029
Mail Stop 3101

State Capitol
Juneau, Alaaka 99601-1182
Deliveries to: 129 6th SL, Rm. 329

MEMORANDUM March 3, 2008

SUBJECT: Legal and practical issues relating to the requested
CSSB 267(HES) (Work Order No. 25-L.S1471\C)

TO: Senator Bettye Davis
Chair ofthe 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 of the Department of Law. | have several comments.

1. The requested committee substitute directed a person making a postnatal examination
of a mother and infant to document "observations, medical history, and other available
information o fthe infant's prenatal exposure to alcohol in the infant's medicalfile" This
is unclear. Whose "observations,” whose "medical history,” and what is "available
information"? | 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

alcohol.

2. The language you requested provides that "[ijnformation described in this section that
was obtainedfrom statements o fthe mother made during the mother's examination that is
confidential medical information ofthe mother may not be released without the consent
o fthe 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
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 of 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 of which she should be made aware. I'm not sure what the
sense of "release” is supposed to be, but it does not seem to make sense in the context of

what the bill requires.

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



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 of 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 of the patient. See Alaska Rule of

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
communications made for the purpose of diagnosis or treatment of 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 of the physician or psychotherapist,
including members of 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, exceptfor court order, or as
required by AS 47.17.024.” 1 don't know how a court would interpret this language, but |
believe that it is certainly possible that the changes affected by the committee substitute
could be interpreted as an unconstitutional violation of a mother's right to privacy.

3. Senate Bill 267 requires a person licensed under AS 08.64 to document "an infant's
prenatal exposure to alcohoV in the infant's medical file, and that the information "may
not be used exceptfor the purposes ofproviding medical diagnosis, treatment, or care.”
AS 47.17.024 imposes a duty on practitioners of the healing arts to notify the Department
of Health, Education and Social Services of 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 of information
in an infant's medical file relating to a mother's consumption of alcohol, not a
practitioner’s determination that an infant has been adversely affected by alcohol. These
are legally and practically distinct actions and responsibilities.

Ifyou have any questions, please do not hesitate to contact me.

ALBrImb
08-051.Imb

Enclosure



Marilyn Dodd [akafpQod.rwt]
Friday, February 20,2008 2:44 PM

Sen. Bettye Davis
sh267

ATTO000L.htm; sb267.doc
RECEIVED

32008
It)(4 Sh267.doc(31 KB)

Maryann Joland, MD
President Elect, Alaska Acadesty of Family Physicians

tor Davis;:

The Board of Directors of the Alaska Academy of Family Physicians represents over 365
primary jjare physicians who practice throughout Alaska. We oppose Senate B ill No. 267.

this b ill requires documentation in an infant's medical record any prenatal exposure to
alcohol, jbut only with the mothers consent.
We believe this b ill is unnecessary and has unintended legal consequences. Practitioners

already gave a statutory and ethical duty to report suspected alcohol or drug abuse
affectind a child. The Medical Practice Act requires all pertinent information to be
entered “nto a medical record. Furthermore, to restrict use of any information only for
the purpose of providing medical diagnosis or treatment lim its its use in any potential
legal cade. Since this would affect how evidence may be used, it may require a more wide-

reaching change in court rules.

The benefits of early diagnosis and treatment for Fetal Alcohol Syndrome Disorder are
undeniable. However, we do not believe this b ill 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.

Sincerely

Maryann Roland, M.D.
President Elect, AXAFP



Alaska Academy of Family
Physicians

35555 Spur Highway #266, SeUetna, A K 99669 nkrnff@gei.tm wma.altukaafp.org 907 258-2255 «ffit*

530 336-5612fax
|

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

lj
Dear Senator Davis:

il
Thd Board of Directors of the Alaska Academy o f Family Physicians represents over 365
prigtary care physicians who practice throughout Alaska. We oppose Senate Bill No.
2671j 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 ofany 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
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CS FOR SENATE BILL NO. 267(HES)
IN THE LEGISLATURE OF THE STATE OF ALASKA

TWENTY-FIFTH LEGISLATURE - SECOND SESSION
BY THE SENATEHEALTH,EDUCATION AND SOCIAL SERVICESCOMMITTEE

Offered:
Referred:

Spoaiorft); SENATOR DAVIS

A BILL
FOR AN ACT ENTITLED

"An Act relating to requiring certain persons licensed by the State Medical Board to

I documentan infant's prenatal exposure to alcohol in the infant's medical file."

| BEIT 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 person's observations, the
mother's pertinent medical 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 of the mother made during the postnatal
examination that is confidential® medical information of the mother may not be
released without the consent of the mother, except by court order, or as required by

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

4 CSSB 267(HES)
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department.

(b)

section may not be used except for the purposes of providing medical diagnosis,

Except as provided in AS 47.17.024, information received under this

treatment, or care ofthe infant.
(c) In this section, "infant" means a child who is less than 12 months of age.

CSSB 267(HES) N
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Don Burrell

From: Susan Hargis

Sent: Friday, February 01. 2008 2:02 PM
To: Sen Bettye Davis

Cc: Thomas Obermeyer: Rep. Andrea Doll
Subject: FASD Bill

Attachments: HBO300A.pdf; HB300 FASD Sponsor Stmt.doc

Senator Davis,

Here’s the bill and sponsor statement for the FASD bill.

and your staff per your discussion.
Thanks for your support on it!

Regards,

Sudie Hargis

Office of Representative Andrea Doll
susan.hargis(</ legis.state.ak.us
(907)465-3744

2/4/2008

Rep Doll asked me to send it to you



Alaska State Legislature

Representative Andrea Doll
/ Louse D istrict J

Sponsor Statement
HB 300 Documentation of Prenatal Alcohol Exposure

1B 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 of abnormal development, and can help doctors determine whether or not the

child may have Fetal Alcohol Spectrum Disorder (FASD).

The scope of the bill is purposely limited to alcohol and does not include drug use. The bill
specifies that information related to a mother’s use ofalcohol 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
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HOUSE BILL NO. 300
IN Tin: LEGISLATURE OF Till-; STATI: OF ALASKA

TWENTY-FIFTH LEGISLATURE - SECOND SESSION

m KKPKKSKM ATINK1)01.1.

Introduced: 1/15/0K
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.

11B0O300u -1- mIB 300
Naw Text Underlined [DELETED TEXT BRACKETED]



SENATE BILL NO. 267
IN Till- LEGISLATURE OF THE STATE OF ALASKA

TWENTY-FIFTH LEGISLATURE - SECOND SESSION

BY SENATOR DAVIS

Introduced: 2/1VON
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 BEIT 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

4

5

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.
cC if tyf “to ft* Gty oP fa
SB0267A J SB 267
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Thomas Obermsysr

From: Rutherdale, Jan A (LAW) [jan.rutherdale@alaska.gov]
Sent: Friday, February 29, 2008 9:59 AM

To: Thomas Obermeyer

Cc: 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
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TO: Senator Bettye Davis
FROM: Thomas S. Obermeyer
RE: SB 267 - Concerns by Department of law per attached notes by

Asst. A.G., Jan Rutherdale, 2/24/08

Summary of Attorney Rutherdale’s Comments

. The bill may have the unintended result of requiring the physician or

health practitioner, to act contrary to the best interests of the infant.

. This bill, contrary to normal licensing practices, legislates “best

practices” for a physician, with a new licensing section, AS 8.64.364,
“Health care professionals to document an infant’s prenatal exposure
to alcohol.”

. AS 47.17.024, “Child Protection,” already requires a “practitioner of

the healing arts” to report to the department (O CS) if he/she
determines the infant has been exposed to fetal alcohol. It follows
that if the health practitioner reports harm, this information routinely
is placed in the infant’s file.

IfOCS investigates and makes a finding of FAS, the mother’s
prenatal alcohol use may still wind up in the infant’s file, regardless of
this bill which addresses licensing and documentation of health care
professionals.

. This bill allows the mother to refuse documentation of her prenatal

alcohol consumption in the infant’s file, which is the only file that is
permanent and will be forwarded with the child’s history to other
providers or institutions, or routinely called into question in
evidentiary matters or discovery in legal proceedings for child
custody, etc. concerning mother’s prenatal alcohol use.

. The file isthe INFANT 'S, not the mother’s, not the doctor’s. It is

made for the benefit ofthe infant, not the mother, or doctor.

. The doctor still must reportto O CS under this bill, and if he/she

cannot make a report to the infant file, he/she may wish to keep
his/her own private separate file for protection from liability for
malpractice. This auxiliary file serves no purpose but to protect the
doctor, not the infant.



