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F e t i l  A lc o h o l S y n d rom e

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

K a le 's  S to ry

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

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

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

• in . t o n  )

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

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

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

A . I

I I 1 I I

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

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

l .iin.i Maria Doming;

Definition

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

alm se during pregnancy.

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

n to ’Ni preventable hut has no cure.

Congenital effects associated with I’AS include:

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

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

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

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

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

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

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

septal defect.

Causes & symptoms

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

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

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

am ong people of all social and econom ic backgrounds.

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

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

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

detn  it.

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

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

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

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

pi ego nicy.

Description

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

Imp: tiniliirticlcs.com p articles mi g260l is 0005 ai 2601000536/print 2 IX 200X



Diagnosis

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

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

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

id u a iu  um liaguosed lor m ans sears

Treatment

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

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

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

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

the fetus normally has the greatest brain  growth.

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

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

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

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

Prognosis

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

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

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

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

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

were easily distracted.

Prevention

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

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

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

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

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

depth.

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

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

prcgu.mev a priouty.

Key terms

Congenital
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•  Jones. Kenneth I.>o ik s . Smith's ReciHjni/uNe b itterns  <>/ Human Malformation. W.B. SaiuuK-rs i*<»iii|inn>, u n r

•  Wong. l>oiniii I.. Whaley A Watty's Essentials oj I’ediatrie Xursiny. St. I.ouis: Mushy, 1993.

•  Wong Donna I.. Whaley X Watty's Xursiny I'are t>l Infants and  Children. St. lamis: M osln, 1995.

Periodicals

•  KIIIiussoih', S.B.. I).M. Purohet, and  J .J . Fcrlnuto. "M aternal Use of Alcohol During Pregnanes is a Ri.sk> Lifestyle." .AS’( 

MediealAssociation (M arti) 1996): 128- 132.

•  "Fetal A kohol Syndrom e Fetal Alcohol Kffeits." American Academy o f  Pediatrics (May t993) :io o4-iuob .

•  llau lin . J.R ., et al. "Heeding the Aleohol Beverage W anting laihel During Pregnanes: M ultiparae vs. Nullipiirae.” 

Journal o f  the Study o f  Alcohol (M arch 1996): 171- 177.

•  Johnson . V.P., et al. "Fetal Alcohol Syndrom e: Craniofacial anil Central Nervous System M anifestations." Americtm  
JournalofM etiicul Genetics (F ebm ary  1996): 329-339.

Organization*!

•  March of Dimes. 1275 M antaroneck Avenue, W hile Plains. NY 10605. (9M ) 428-7100.

Gale lutcycloiHiliu o f  Medicine, d a le  Research, 1999.
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Protective Factor* for Children wtth FAS

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

N a ts '*  S to ry

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

rdec lion  )

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

i

B e

births. Scientists believe

%



L e g i s l a t i v e  R e s e a r c h  R e p o r t

F e b r u a r y  2 1 ,2 0 0 8 R e p o r t  N u m b e r  08 .165

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

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

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

P repared  for  S enator Bettye Davis

By T im S pen g ler , Legislative Analyst

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

Alaska Laglslatura 
Laglslativa Raaaarch Sarvlcaa

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

S f f  Capitol 
Junaau, AK 99001

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


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

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

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

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

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

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

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

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

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

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

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

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

8 For information on the CDC's development of strategies program see www.cdc.gov/ncbdd/fas/intervening.
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P r e s id e n t  E le c t ,  A laska  Academy o f Fam ily  P h y s ic ia n s

R E C E IV E D  

WARD 32008

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

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

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

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

S in c e re ly

M aryann 
P re s id e n t

R oland, M.D. 
E le c t ,  AXAFP
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Alaska Academy o f Fam ily 
Physicians

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

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

De^r Senator Davis:

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

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

I
I

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

iiI
I

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

http://www.alaikaafp.org


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

March 3, 2008

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

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

Dear Senator Davis:

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

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

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

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

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

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

ASM A urges you not to support SB267.

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

Sincerely,

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

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

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

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

Re SB 267

Dear Mr. Jordan:

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

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

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

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

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

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

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

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

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

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

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

Please call me if you have any questions.

V’cry truly yours.

Roger F. Holmes

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

-12 AAC 40.% 7(9).

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

BISS & IIOLMHS
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Talking Points

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

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

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

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

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

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

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

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

FROM: Alpheus Bullard 
Legislative Counsel

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

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

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

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

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

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

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

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

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

ALB:lmb 
08-05 l.lm b

Enclosure



February 25,2008

Representative Doll 
Senator Davis 
Capitol Building 
Juneau Alaska 99801

Greetings,

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

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

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

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

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

IN THE LEGISLATURE OF THE STATE OF ALASKA 

TW ENTY-FIFTH LEGISLATURE - SECOND SESSION

BY THE SENATE HEALTH, EDUCATION AND SOCIAL SERVICES COMMITTEE

Offend:
Referred:

Spouor(a): SENATOR DAVIS

A B IL L  

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

-1-
New Text Underlined [DELETED TEXT BRACKETED]

CSSB 267(HES)
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department.

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

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

treatment, o r care o f  the infant.

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

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



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

http://www.niaaa.i


Paradigm  Shift

“We must move

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

individual needs in order to
succeed.”

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



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

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

Photo courtesy o f Microsoft

•Use teaching strategies that focus on strengths.

• Find jobs that use the person’s strengths.



S tren g th s o f  
FASD

Highly moral—deep 
sense o f fairness

• Highly verbal

e r s o n s  With an

______________________________________________________

• Kind with younger 
children 
and
animals

fbpGjbb W

j  iVS S i  a  i d S

Photo courtesy o f Microsoft.

• Able to participate in 
problem solving with 
appropriate support



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

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

C u d d l y  a n d  

c h e e r f u l

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

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

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

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

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

•  S p o n t a n e o u s ,  

c u r i o u s ,  a n d  

i n v o l v e d

Permission to use photos on file.



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

Friendly Determined

Likable Have points o f 
insight

Desire to
Not malicious

Helpful

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



Strategies To Improve O utcom es 
for Individuals With an FASD

Self-Esteem and Personal Issues

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



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

Strategies for Executive Function Deficits

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

Establish achievable goals.

Provide skills training and use 
a lot of role playing.

_______

Photo property of SAMHSA.



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

Strategies for Information Processing Problems

Check for understanding.

Use literal language.

Teach the use of calculators and 
computers.

O Q

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



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

Strategies for Memory Problems

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

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

Strategies for Sensory Integration Issues

Simplify the individual’s 
environment.

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

Take steps to avoid sensory triggers.



\

S t r a t e g i e s  T o  I m p r o v e  O u t c o m e s  f o r

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

Ask about possible 
prenatal alcohol 
exposure at intake.

Ask about substance 
use during medical 
appointments.

Educate families 
and providers 
about FASD.

Have a thorough
diagnostic
workup.

Dubovsky, Drexel University College o f Medicine (1999)



O u tc o m e s

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

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

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

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

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

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

• Strengths of Persons With an FASD

• Paradigm Shift



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

One prevented case of FAS saves
1 000000

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

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

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

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

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

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

*$1 . 6  million for medical care services [

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



S y s te m s  o f C a re

m i

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

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

J  Pediatrician Feeding Specialist

J  Neurologists (2) I I Nutritionist

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

I 4
■ V—1 A u d io log ist

Infant Clinic
High-Risk 
Innin

FAS
Diagnostic Clinic

:
•mm,

■ ■■ .

O to la ry n g o lo g is t

P harm acy

M edical
Supply P ro v id e rs

E r

0 1

Lab an d  
X -R ay S erv ices

S u rg e o n s

P u lm o n o lo g is t

■
■
■
HI
1

S o c ia l  a n d  
C o m m u n i t y

Physical Therapist

Speech/Language
P ath o lo g ist
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S y s t e m s  o f  C a r e  f o r  P e r s o n s

W i t h  a n  F A S D

Health 

Education 

Social and community services 

Legal and financial services



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

Failure in traditional mental health treatment
programs

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

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

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

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

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

Limited FASD-specific treatment services



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

Often undiagnosed among persons 
facial features

without FAS

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

• Adaptive functioning more impaired than 
intelligence
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This section includes:

General Issues With FASD 
Intervention Issues
Systems of Care for Persons With an FASD 
Economic Costs of FAS
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• Helps improve outcomes

• Helps prevent future births of children with an

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

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



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

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

Unemployment • Jail

Loss of family • Premature death

Homelessness • Increased substance 
abuse



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

• Loss of family

• Increased substance

• Premature death

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



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

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

FASD is not a psychiatric disorder.

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

Differential diagnosis is very important 
because:

Many syndromes can cause features that look like 
FAS.

• Facial features alone cannot be used to diagnose 
FAS.



I A lc o h o l

Prenatal maternal alcohol use *

Growth deficiency

Central nervous system 
abnormalities

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

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

Lip-PhWrum Guide I

Caucasian
Lip-Philtrum G uide 2 

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



This section includes:

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


