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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.
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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
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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).

[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
lhe Guidelines. [PDF document]
Find out how to order copies

Surgeon General’s Advisory on
Alcohol Use in Pregnancy [PDF
document]

MMWR Recommendations and
Reports - Guidelines for
Identifying and Referring
Persona with Fetal Alcohol
Syndrome

Report on alcohol consumption
among women who are
pregnant or who might become
pregnant

Curricula Available

Contact Info

Fetal Alcohol Syndrome
NCBDDD.CDC

Mail-Stop E-86

1600 Clifton Road

Atlanta, (BA 30333
1-800-CDC-INFO (232-4636)
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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
e pi.( *-hswas "ol ' w - shewis 17 ,ejrs . J "'rtc-"lor s *re 'hougf I to far most suCCCssfu' when slum.-1t«t re‘he age sa

diow.iere se- for *vot kenwrofiack fas Test re Mef»-cwntjc Mal &o'o'wrs Mwoetse S K" i-* wr-tr te"S se t

a0t BT 1) g R0 erejnir -es A%V *mer- s tre-'mg INiCuites * HO'wr.ed wmeeftwo Ligrie-s no'cr
Ve
» dth e IS tol Sif *ts ever IS--1 ["—w e "1 iw. »Clip|l.n *ure "wmgf ) >*m. ; alljte>m p
gt e | s. -le]'a™n % dren .epro " lwis ", l'eJ "lie wis icg myh<o mf .. -xi>.m BN
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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

Legslative Research Report(8.165 February 21,2008—Page 2

EarlyDancsis of FS3D


http://www.cdc.gov/ncbddd/fas/protective.htm
http://www.state.ak.us/fas/info/secondaryDisablities.htm

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



A\as_ka Academy of Family
Physicians

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

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

De”r Senator Davis:

The Board of Directors of the Alaska Academy of Family Physicians represents over 365
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

4107 Laurel Street+ Anchorage, Alaska 99508 « (907) 562*0304 « (907) 561-2063 (fax)

March 3, 2008

Honorable Bettye Davis

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

State Capitol, Room 30

Juneau, AK 99801-1182
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.
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Paradigm Shift
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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

Permission to use photos on file.



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
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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



decrease ;) ger a(pd frustrat] on for In qIVIdUﬂ]
mun| |es
ndr ne a aV|or resu rom
|sa N 1S notWi fu

L ee'su BYIESh gy syl

* 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.
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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




