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P r o b l e m s  w i t h  P a r e n t i n g  ( P W P )

O f the 253 clients who were over 12 years o ld  at the time o f  the I.H I. 44 (1 7 % ) had become parents; 30 females and 14 
males (2 8%  o f  females 12 years and ove r and 10% o f  males). F o r fem ales, the mean age o f the first pregnancy was 18 
years, fo r males, the mean age o f  first fathering o f  a child was 20  years. The youngest age at which a client with FAS o r 
FAE had a child was 13 years. I he maximum number o f  ch ild ren burn to a mother was fo u r (O n ly  child ren known to 
the respondent were reported on the I .H I . as c lients were not in terv iew ed them se lves).
In  o rd e r to com pare  c lien ts  who became parents with those who did not, a subset o f  “ non-parenting c lien ts " was 
selected from  the database, based on age o f  client at interview. There was little difference in the average IQ  o f  the two 
groups. Average IQ  was 84  fo r  parents, ranging from  borderline mental retardation (IQ  7 0 ) 'to above average ( IQ  117). 
Parents had a slightly higher VABS Adaptive Behavior score than non-parents (66 versus 60).

Com pared to the non-parenting c lien ts, c lients who became parents had a higher rate o f  h istory o f  liv ing  in unstable 
homes. They were much more like ly  to have been homeless, more like ly  to have run away from  home, and experienced 
ove r tw ice the rate o f  domestic v io lence  (F igu re  16 .1 ).

16 .1 Prevalence of risk  and pro tec tive  facto rs by parenting  s ta tu s
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Parenting c lients had m ore D isrupted Schoo l Experience . more Trouble with the I aw. more C on fin em en t, and moo. 
\L o h o i ami Drug Prob lem s. eumparcJ to non-parenting clients (F igu re  1 o 2 1 They were ove r two times mote likelv 
in have diopped out o f school (OOM versus 2(>‘ e >

16 .2  H is to ry  o f  S e c o n d a ry  D is a b i li t ie s : C om p a r in g  n o n -p a re n t in g  an d  p a re n t in g  c lie n ts
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f  ift\-n in e  percent o f  the parents were diagnosed FAS o r FAK ifter they had become parents: 3 0 ' i  before thev became 
parents and to r the rest, tile tw o ages weic too  c lose  to eva lua te  in this regard . The 44  parents had produced ~(t 
chiidten . at least h a lf u f whom were no longer being cnied lot h the . lient (F igu re lb .3 ) Thirty six percent ot female 
c lients had flte ir «. hi I .Iren rem oved from  iheii care by C PS . wher-ms IV "  o f  m ale e licnrs had given tip la o in g  then
. h ild ren
I 4 meriting clients x e v  more likely t"  s e m at.led (2 3 4 .ersus J . They vvete more like ly  have evet been on well t • 
I s ! ve ; ois -'*■.«). but somewhat less like ly to have ever received SSI than non-parents (44'V  vvisits 50'/< i; ID ', o l the 
parents had applied tor and received elig ibility fo r O D D  vet i s 2 (o < o f the non-parents.

I 6 .3  S e p a ra t io n  o f  p a re n t  f r o m  ch ild  am ong  p a re n t in g  c lie n ts : C om p a r in g  m a le  
and  fem a le  c lie n ts
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R e c a p  a n d  R e c o m m e n d a t i o n s

In this chapter, we summarize some o f  the main findings fio in  this report, draw conc lusions, and make recommenda­
tions fo r ove rcom ing  the Secondary D isab ilitie s we have documented . W h ile  causation can ’ t be in ferred from  these 
data, they nevertheless can suggest appropriate courses o f  action First we focus on the ‘extrin sic" risk factors— those 
that suggest env ironm enta l in fluences , specific  program s and so fo rth . Then we go to the “ in trinsic" risk fac to rs—  
those that revea l typ ica l c lien t characteristics that w ou ld  demand special p ro tec tion  01 considera tion  by caretakers 
and serv ice p rov iders .

1 7 . 1 F a c i l i t a t e  a n  e a r l y  d i a g n o s i s  o f  F A S /F A E

Although an early  FAS/FAE diagnosis is a strong "un iversa l" protective factor fo r  ail Secondary D isabilities (F igures 6 .1 ), 
on ly  I I 'T  o f  the clients had a d iagnosis p rio r to age 6 (Tab le 6 . 1). An early  FAS/FAE diagnosis may help the fam ily  
hetter understand the root o f  their c h ild ’ s deve lopm enta l de lays and behaviora l p rob lem s and em power the fam ily  to 
advocate fo r  appropriate services pa rticu larly  in the crucia l first years at schoo l. A diagnosis is an e ffective com m uni­
cation too l that enables caregivers to educate others about the special needs o f  a lcoho l-a ffec ted  individuals.
Many actions cou ld be taken to foster an early  diagnosis. These include:

• A statew ide nctwoik o f  FAS D iagnostic C lin ics such as is a lready underway in Washington State through the 
I. niversity o f  Washington Medical Schoo l (C la rion  A Astlev. 1997).

• A re fe rra l network system  whereby ch ild ren at risk o f  having FAS/FAE are screened during in fancy and the
preschool peril I fo r  possib le FAS/FAE . Tho.se child ren identified at risk  (i .e .. from  those being adopted from  
alcoho l-abusing  mothers, those who are under the supervision o f  C h ild ren ’ s P rotective Services fo r  neglect o r 
abuse, and those entering the foster care system) arc referred to their loca l FAS Diagnostic C lin ics. A foster care 
screening program  is presently underway in K ing County , Washington

• Routine ly obtaining prenatal exposure in form ation at each point at which the child and fam ily are evaluated by 
the system (prenatal care, de livery , and pediatric cate school entry, crim ina l justice , mental health, and so fo rth ).

• fram ing  school nurses to screen tor FAS/FAE as part o f  the school entrance exam ination. The effeciivenes. o f 
this program  m two counties o f  Washington State has a lready been demonstrated

1 7 . 2  E n c o u r a g e  s t a b l e  l o n g - l a s t i n g  p l a c e m e n t s  in  n u r t u r a n t  h o m e s  
o f  “ g o o d  q u a l i ty * *

Desirab le characteristic* o f  the c lien t x home life  (stability , nunurance. "good qua lity ” ) are universal protective ; actors
fo r  a ll Secondary D isab ilities (F igu res 6 .1 / . This common sense protective fac to r is a fundamental right fo r  the well
being o f  a ll ch ild ren . The fact that many a lcoho l a ffected ind iv iduals have come fro tn dysfunctiona l, transient, and 
abusive liv ing  situations demands that we reiterate the need fo r  m ore e ffec tive  community and fam ily  support ser­
vices. perhaps modeled on the R irth to program  (G rant et a l.. 1996).
Environmenta l risk factors fo r secondary disabilities that must he m odified il we are to prevent >r decrease secondary
disab ilities are exem p lified  by the fo llow ing  prob lems revealed by 'his study:

• Halt >1 our clients ove r 17 years o l age have net lived at 'east 7 2 '/  o f  life  in a stable and nurturant environment
• Hull have »?»/? lived in a home w ith it least ID o f  12 positive qualities between the ages o f  X and 12 y ra is
• II d f had net -t.iycd in each living itiM lion foi m „v,-iage o f  mote (hall 2 years, and
• H a lf o f  u u r , ;ients 12 years and older, h d net had their basic (fo od  and she lten needs met fo r ntorc than 

life
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H\ iden tify ing  environm enta l iisk  factors, service p roviders can w ork together with the fam ily  to prevent second , ,v 
d i-ab ilities in a lcoho l aiteetcd individuals.

• E arly  id en tific a tion  o l ch ild ren  born to  "high r is k "  w om en with a lc o h o l and d iug  p rob lem s shou ld  draw 
com m unity resources to these ch ild ren  and their fam ilie s , id ea lly  during the prenatal p e rio J . the postpartum  
pe riod , and onward into in fancy and ch ildhood .

• \dv ivates/case managers in c lose personal contact with high risk fam ilies can work to improve the duality o f  the 
home. W hen the child 's safety in the home cannot be safeguarded, the child should be mov.-d to an al. alive lone 
term home or placed fo r  permanent adoption as early  as possible.

• An early diagnosis can identify child ren with FAS/FAE living in high risk homes, so that b io log ica l fam ilies can obtain 
the same state resources that should be availab le fo r foster and adoptive fam ilies i fam ily support services, med.c.d 
coverage, home visits, respite carc. and case management opportunities and so forth ).

• ( )n a policy leve l, requiring state personnel to disclose the fu ll medical/mental health background history before pine me 
a ch ild  m foster care o r adoptive placement should insure that ihe parents w ill know about the special needs o f  their 
child ren with FAS/FAE from  the onset o f  parenting.

• \  better system fo r educating and training parents about child ren with FAS/FAE is needed, so that parents and all 
caregivers can use their energies most e fficac iously on beha lf o f  their children.

• G roup homes prov iding stable, long-term  residences with personal and job supervise in appropriate to the special needs 
o f  youth and adults with FAS/FAE are urgently needed. A s a  start, a model program should be funded, implemented, 
and evaluated.

1 7 .3  I m p r o v e  t h e  c i r c u m s t a n c e s  o f  c h i l d r e n  i n  a l c o h o l i c / d r u g  
a b u s i n g  h o m e s

Living with people who have a lcohol/drug prob lems was a risk factor fo r five o f  the eight Secondary D isabilities studied- 
M o'ho! and Pnis! P rob lem s. Confinement. Disrupted School Experience. Trouble with the Law. and Inappropriate Sexual 
H e lm  iur
H a lf o f  the clients who were 12 years o ld  and older, had spent at least h)' . it iheir lives living with a person who had 
an a lc oh o l/d ru g  p rob lem
Rase I >>n ou r find ings, wc recommend that c lfu rts  be focused on:

• Delecting high risk a lcoho l and drug abusing mothers and provid ing jp p ro p ru te  services (during prenatal care.
. :  le liv e r . it F \ S  D iagnostic C lin ics , uul at community ire. tin. ut .en ters ),

• I MMin'ing a lcoho l ..nd drug treatment services fa r  women so that they can keep their ch ild ren v .lih  them md 
iheii fam ilies  intact during inpn'icnt treatment.

• Dev --loping id-1 .:icy ...tv ices fo r  a lcoho l/dm g abusing niotLeis i - ! using advocates .is a lia ison w ith C l ’ S f. i
m onitoring the safety o f  ch ild ren in a lcohol/drtig -ahnsm g homes ms has been successfu lly  accomplished in the
Seattle Hirth to a Program : Grant et a l. 1 9% ).

1 7 . 4  I n t e r v e n e  t o  p r e v e n t  v i o l e n c e  a g a i n s t  p e o p l e  w i t h  F A S /F A E

kndenee against ihe client i*. a lm ost a um veis.il risk I, d o r  fo r  a ll Secondary D isab ilitie s , impacting six o l th > eight 
’ lie-! •! gt i .- o I It is a l.inn ing  to find that " I  the x lients with I VS.TAE who were 12 yca is and o ldei hi'.c
•xpencneed v io k u o  'e ith e r physica l oi -exunl abuse, and /or domestic v io le n ce l. and that inanv have experienced

it j ■ i ' iden.-' in then li le liu ie s
D i ' • in n . -d >' ' .e  I-- by fa r th * strongest n -k  I • >i lm  ! . .:ppi •. >». i tte Sexual iL .h ivn  i V: 15 'i .  I .u p  -o ,n-

■ .d B eh av io r i di.- 'Ceoi'.d most p ic ..d en t v .- .o .M .u ; D i-ab ility  ni peop le with l A .S .bM  axiox* tile i i le 'p m
I ■.*i■- R c g .u d le "  t i a*, between 1"' .uni clients in the three main ace croups studied had ei.e-ived u

I- I :. ||, I '. s T III tin'll. ||. .J-!) T. .pi I.i' f  , . • ..-I !l - lie- '•!' ug.. ci.lt • -il I ;.. IWo ill;.. I
oiidarv l»i ab ilitie- namely. Trouble with the I aw and < 'entitlement These latter .ire the most >si!\ -ei'ious uul u .

I" ■ - 11 •• -.,e . -..   ..........tab'.- I'li-.uti'f-’i"a   • ' m ■ • . .j. | ,. . '. i a
I."-. ... j .H i.. i..:k- i ■ -oils 11’i r<-«!;.» - . all ■ ■: ti;..- .u x. , n,i. i | >•, a- ii.w .uul the i: k tax !oi i.-hued them,



Both child ren and adults with FAS/FAE are vu lnerab le to being victims o f  v io lent physical and sexual behavior, perhaps 
as a icsu lt ot both iheir prenatal brain damage and the high risk environm ents in which they often live .
Based on ou r find ings. we recom m end the fo llow in g  e tfo rts  be made to prevent v io len ce  against these vu lne rab le  
c lien ts:

• Advocates, .such as those described in the Birth to 3 program , can serve as ail e ffec tive liaison with C h ild ren ’ s 
Protective Services tCPS) fo r  monitoring the safety o f  child ren and adults with FAS/FAE in high risk homes

• Several groups o f  p rofessionals must be in formed about the presence o f  people with FAS/FAE among their client 
popu la tions, so that the most e fficac iou s treatment m odels can be deve loped and implem ented . These groups 
include: sexual deviancy counse lors, the sexual abuse treatment fie ld , and those dealing with domestic vio lence

• The possib ility  o f  prenata l a lcoho l exposure should be exp lo red  (a long  with a h istory o f  physica l and sexual 
abuse) among a ll patients com ing into troub le with the law. mental health , o r ju d ic ia l confinem ent settings.

• Further research on the most e ffective response o f  the crim inal justice system to the expression o f  Inappropriate 
Sexua l B eh av io r by peop le o f  a ll ages with FAS/FAE is urgently needed. Sentencing a lternatives, methods o f  
enhancing fam ilia l supervision , and program s to enhance soc ia l sk i lls  and jo b  sk ills 'a re  needed.

1 7 . 5  D e v e l o p ,  e v a l u a t e ,  a n d  I m p l e m e n t  m e t h o d s  t o  d e t e c t
s u b g r o u p s  o f  p e o p l e  w i t h  F A S /F A E  w h o  a r e  I n  s p e c i a l  n e e d  o f  
i n t e r v e n t i o n s

The recommendations in 1 7 .1 -1 7 .4  pertain to environmental influences resulting from  the discoveries in this study about the 
"extrinsic" risk factors fo r secondary disabilities. This study has a lso addressed the relationship o f  "in trinsic" charactei istics 
o f  certain subgroups o f people w ith FAS/FAE that might put them at special risk  o f  deve loping secondary disabilities. These 
include:

• people with FAE. who do not have the fu ll facial stigmata o f  FAS and thus may not readily qua lify  fo r  services.
• people with F \ S  o r FAF. whose IQ  leve l is above 70  and who consequently often fa il to qua lify  fo r special services,
• people with FAS/FAE who have a marked discrepancy between their IQ  leve ls and their leve l o f  Adaptive Behavior, 

and
• peop le with IA S /FA E  who have a pa rticu la r c luster o f  characteristic behaviors as identified  by a high FAHS 

score on the Fetal A k o h o l Behavior Scale.
Recom m endations fo llo w :

• Further research is urgently needed to quantify  the prenatal brain damage from  a lcoho l in people who do not 
have the physical signs o f  FAS and/or who do not have an IQ  score permitting classification as mentally retarded 
ii.e .. IQ  below 70 ).

• The identification and evaluation o f  new quantification methods should facilitate diagnosis as w ell as permitting 
the deve lopm ent o f  m ore approp riate guidelines to r p rov id ing  needed services.

• One p rom ising new scale deve loped fo r  this study that needs fu rther eva luation  is the Fetal A lc oh o l B ehav io r 
Scale iF A B S ). As a high F.ABS score is a risk fac tor fo r  numerous secondary disabilities, providing specialized 
services fo r  this subset o f  c lients might be particu larly cost c lfcctive .

• Another prom ising market derives from  the "IQ /Adap tive Behav io r D iscrepancy" score which t> a lso  a -ociated 
with secondary disabilities. Further study o f this and the use o f  other techniques fo r evaluating specific cognitive 
linguistic, and neuri psycholog ica l problems in people with both FAS and FAE. particularly those with IQ  semes 
too high lo  readily qualify fo r  services, should he a high priority fo r  future research

• F ina lly , o f  course, e ffec tive strategies fo r  remedial in terventions appropriate to the needs o f peop le with FAS/
I \ r. need to be deve loped , evaluated, aid implemented.



I 7 . 6  P r o m o t e  c o m m u n i t i e s ,  f a m i l i e s ,  a n d  c l i e n t s  w i t h  F A S / F A ^  
w o r k i n g  t o g e t h e r

lust .i' .ill ch ild ren  need im m un iza tions against d iseases p e op le  w ith I VS/FAC app ea r in need specia l ' im m unization  
(gainst m ain  inadequacies- ind dangers in o u r society T h e ir fu nc tion ing  is n iie ii fa r b e low  th e ir apparen t in te lligence 
Many p e op le  w ith FAS/FAE appea r to  lea rn  only inadequate!) th rough  n o rm a l channe ls ahou t th e ir en v ironm en t and 
h ow  to  in teract w ith  it. W ork ing  a round  the d isab ilities that these c lien ts are b o rn  w ith is not the fam ily's respons ib il 
itv a lone  but n e ith e r is it so le ly  the g o ve rnm en t ’s o r  com m un ity 's responsib ility  ( om m un ities . fam ilies, and c lien ts 
w o rk ing  tog e th e r tow ard  this m utual goa l o f  red u c tion  o f  Secondary D isab ilities may fo s te r be tte r op tim iza tion  o f  
]iia lii\ o f  life  to r bo th  p eop le  w ith  FAS/FAE and th e ir com m un ities .
Ih e  Secondary D isab ilities data ind icate  that c lien ts w ith  FAS/FAE com e in con tact w ith many d iffe re n t com m unity  
p ro fe ss iona ls  and agencies F o r exam p le : o v e r dea l w ith M ental H ea lth  p ro fe ss iona ls . 6 0%  w ith the c rim ina l pis- 
net system . 2 A • w ith  a lc oh o l and d rug  trea tm ent p e rson n e l (F igu res 8  1 Id . 1 , 1A 3 ) . and 100%  w ith  sch oo l p e rsonn e l 
( he tinding that an early d iagnosis is un iversa l p ro tec tiv e  fa c to r a g a in s t« / / Secondary D isab ilities suggests tliai ml- ir 
m ation abou t the d iagnosis is u se fu l to  h a \c  in resp ond ing  app rop ria te ly  lo  a ch ild 's p rob lem s, i ’e o p le  w ith Fa S/FAE 
and th e ir fam ilies cou ld  fac ilitate  m o re  bene fic ia l and hum ane s e n  ices by sharing the d iagnostic  in fo rm a tion  w ith 
p ro fe ss iona ls  they w o rk  w ith
Hail ot the c lien ts  12 years and o ld e r  d isp lay  in ap p rop ria te  Sexual B eh av io r (F igu re  1 2 .1 ). A lthough the rates o f  these 
b ehav io rs  are abou t the same fo r fem ales and males, the ou tcom e  is ve ry  d iffe ren t Thirty n ine pe rcen t o f  the m ales 12 
years and o ld e r  w ith  In app rop ria te  Sexual Behav io rs are “ in T rou b le  w ith the L aw 'o v e r these behaviors , w h ile  abou t 
i l l-?, ot tlie fem ales go to  t re a tm en t.T h e  in app rop ria te  sexua l b eh av io r that gets m ales in to  troub le  w ith the law is 
in app rop ria te  touch ing  Females m ost frequen tly  go  to  trea tm en t fo r  p rom iscu ity .com pu ls io n s .and  sexua l advances 

I’e o p le  w ith  IAS/FAF and th e ir fam ilies sh ou ld  k n ow  rhat In ap p rop ria te  Sexual B ehav io r docs n o t just begin in adoles- 
i (  nee Am ong o  l I year o ld s , app rox im a te ly  3~".. o l g irls  and 41%  o f  boys are a lready exh ib iting  these behav io rs 
Fam ilies c rim ina l justice , and m enta l hea lth  p ro fe ss iona ls  need to  w o rk  tog e th e r to d eve lop  new in te rven tion  stra te ­
gies that w ill rru lv  reduce ra the r than increase the le ve l o t Secondary D isab ilities
\!c< 'hoi p ro b lem s o e i n r in 33' •• o l c lien ts w ith  I MS/FAfc o v e r the age 11 > Figure I s  I >— o l these. <>5 . have gone on  to 
abuse street d ru g ', .P in iv< rage o f tw o  years a lte r the onset <>f a lc o h o l abuse. Farly paren ta l recogn ition  and in te rv en ­
tion  o f  a lc o h o l p rob lem s im ong  yotirlt w ith  FAS/TAF. c ou ld  resu lt in the p reven tion  o f  o th e r d rug  abuse p rob lem s. 
Fam ilies sh ou ld  a lso  be app rised  that fem ale  c lien ts have as high a rate o l a lc o h o l p rob lem s as male c lien ts , and that 
u m ales an m uch less like ly to receive treatm ent fo r  th e ir a lc o h o l p rob lem s. < lien ts w ith F\S/FAF ami ilte ir fam ilies 
' lio u ld  b< aware • >! the -pc i ia! vu ln e rab ility  to  a lc o h o l p rob lem s th.ti h  ca rried  by a ll < h ild rcn  o f  a lcoho lic s , and de- 
: lo p  a p p rop ria te  early fam ily p ractices to  guard against the oust t o l a lc o h o l p rob lem s am ong a lcoho l-a ffe c ted  indi-

v {duals
Approximately St) . o f  the adu lts w ith FAS/FAE in this study d o  not app ea r to lie  ach iev ing e ith e r an independent 

••ig s t ilu s  a | n cili-m -free em p loym en t (F igu res I i I | s  l l  People- w ith I \> / f-A l.th e ir  I.unifies, schoo l p e rsonn e l, 
ti -iic-nr.il he .ilth  p ro fess iona ls need to  start p lann ing  long he ln re  adu lth ood  tor a life tim e in vo lv ing  som e degree o l 

ip p o n  IV.uning ot app rop ria te  liv ing  and w o rk ing  sk ills  needs to start long  be fo re  adu lth ood
'ianv n r  .mm. mint inns have been made r< gard ing w hat the gove rnm en t agate ies c in d o  to h e lp  low e r the rates o l
v i  <.in i.trv I )isab ifiia  s observed  in this c lien t sam p le I am ilies can do  a lo r tor >. CV rtainh . com m un ities a lso need be tte r 
• ''ii atm :! about pi op lc  w ith I AS/FAE. B lit it is the c oop e ra tion  am ong fam ilies, iom m u n itie s . gove rnm ent agencies, 
ii" 1 1 In ins that p e rm its  a foe using o f  com b ined  energ ies tow ard  so lu tion s that are bem  lic ia! to  a ll.
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G l o s s a r y  o f  T e r m s  a n d  A b b r e v i a t i o n s

• ABC score

A D P  
A r ic h  
A R N D  
B i r t h  J o  3

B lk D e s
C  D C
C FN
C N S
C o d in g
C o m p
C PS
D D D
f> lg S p
D K
D P I

DSE

D S M - fV
D V R

O x

E x t r in s ic  R P F  

K  ViiS

• f a d i ;
• FAE

• FAS
• In fo

Adaptive Behav io r Com posite— the summary score from  the VABS. derived from  combining 
the fou r domains o f adaptivity measured: Communication S k ills . D a ily  Living S k ills , and 
Socia lization . Ih e  A BC  is a standard score, like IQ . which is set to the same parameters as ihe 
W cchsle r IQ  tests: 1 0 0= n o r im l and l5 = on e  standard deviation
A lcoho l and Drug Prob lem s
Arithmetic -subtest o f  W echsler IQ  tests
A lc oh o l Related N eu rodeve lopm enta l D iso rd e r '

The Seattle Advocacy M ode l Program  fo r  high risk  mothers abusing a lcoho l and drugs. (Sec 
G rant et a l., 1996 )
B lock  Designs— subtest o f  Wechsler IQ  tests
Centers fo r  D isease C on tro l and Prevention
C on fin em en t
Central Nervous System

Cod ing— subtest o f  W echsler IQ  tests
Com prehension  —subtest o f  W echsle r IQ  'ests
C h ild ren 's Protective Services
D iv is ion  o f  Developm en ta l D isab ilities
D ig it Span— subtest o f  W echsler IQ  tests
Don 't Know
Dependent L iv ing
D isrup ted  S choo l Experience
Diagnostic and Statistical Manual o f  Mental D isorders. Fourth Edition
Department o f  Vocational Rehab ilita tion
D iagnosis
\  R isk and Protective Factor that describes something in the client's environment o r something 
ihat has happened to the c lient
Fetal A lcoho l Bchavi ;r  Scale -  The FABS is a list o f  36  behaviors (selected out o f  72 items on a 
Persona l Behav io rs C heck lis t) that parents and caretakers have frequently used to describe 
people w nh FAS. The 36 item.' are characteristic o f  people vvuh FAS irrespective o f  age * except 
in fants and the e lderly  i and IQ  texcept ihe p ro found ly  retarded). (See Streissguth. B a rr and 
Press, 1996 )
Fetal U coho l and D rug Unit 
I \  tal Ale. hoi Et fed s 
Fetal A lcoho l Syndrome
Ir.fo i a.io ii v ih .-  a-, .it 1: 'or !(.) tcOs
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\  R isk  and Protective Factor that invo lves some characteristic ot the c lients i l i c n i s e l v i h k c  
IQ )
Institute o f  Medicine
In te lligence Quotient I'hts is a standard scute, with the popu lation mean=IOO. and I5=cne 
standard desi.tiion .
Inappropriate Sexual Behav io rs
L ife  H istory Interview
M aximum
Median
Mental Health Prob lem s
N ational Perinatal C o llabo ra tive  P ro ject
Object A ssem b ly - subtest o f  Wechslci lests
Ih e  ratio ot tvvu ratios describing the relation o f  a two-valued outcome (say. A and B.i to a two- 
valued predictor (say, y and 11). It is the tatio iyB /> A )/(n B /n .\ ). o r (y B  'uA i/ty .V  11B ). (See Chapter 
6  fo r  exam p les)
Possib le or Probab le Fetal A lcoho l E ffects 
Possib le o r Probab le Petal A lcoho l Syndrome 
Picture A rrangement— subtest o l W echsler IQ  tests 
Picture C om p le tion— subtest o l W echsle r IQ  tests 
Perform ance Sca le IQ  from  the Wechsler IQ  tests 
P rob lem s XXiih Employment 
R isk and Protective Factors 
Secondary D isab ilities 
S im ilarities- -subtest o f  Wechsler IQ  tests
A  R isk  and Protective Factor that on ly  applies to some ot the eight Secondary Disabilities 
studied, o r ir .; \  be R iskv lo r  some and Protective lo t others
Standard .Score: the rescaling ot any numerical variable so it has an easily remembered standard
deviation tin the case o f  Wcchsler IQ  tests, the XX'RAT-R and the VABS. the average-1 0 0  .nd  
the standard deviation around the average i .  15 points).
Supp lem enta l .Scsitrity Income
Trouble XX uh the L.avv
(Yi atmeni
\  ki>k and Protective I icioi '.vliicli > i n lo rin lv  p io iec livc  o r risky f  u a ll six o f  the mam 

.Secondary D isab ilities described in Figure h ! and Table 0  I
Vineland Xdaplivc Behavior <k . . ! “
Verbal Ss.de IQ  -irom H e Wechsler IQ  tests
Vocabulai v subtest u XX'e lis le r IQ  icsis
XVeehsIer im . lF; m v s, de tor < liild ren -R e a ..al
W echsL r Preschool m l I ’m ra rv  s do >f In telligence R e v  veil
’ ide !•’  , • hr «, •.teat !. a R.-v ■ ■ !
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Secondary Disabilities
Infonnation | Ago Comparison Tabia | Oavaloping Baby ! Secondary 
Dlsabilitias | FAQ's

Other p rob lem s, o r second a ry  d isabilities, a rise  when need s go  unmet for 
child ren with a lcoho l-re la ted  birth d e fec ts
In a 1996 study o f 4 15  FAS/FAE patien ts rang ing in age from  6 to 51 yea rs , 
Dr. Ann S tre issgu th  o f the University  o f  W ash ing ton  identified a num ber o f 
secondary  d isab ilities that a p e rson  is not necessa rily  bo rn  with. These 
include:

* 9 0%  had m enta l hea lth  p rob lem s
’ 8 0%  o f those  o v e r 21 w ere dependen t on o th e rs  fo r daily need s 
' 8 0%  (21 and o ld e r) had em p loym ent p rob lem s 
’ 6 0%  (1 2  and o ld e r ) w ere  expe," 3d o r d ropped  out o f sch oo l 
’ 6 0%  (1 2  and o ld e r ) had troub le with the law 
' 5 0%  (1 2  and o ld e r) inapp rop riate  sexu a l behav io r
' 5 0%  (1 2  and o ld e r) w ere  in ca rce ra ted  o r con fined for m enta l health rea son s  
' 3 0%  (1 2  and o ld e r) had a lcoho l o r drug p rob lem s

This study a ls o  identified seve ra l un ive rsa l "p ro tective fa c to rs " that - if 
add re ssed  ea rly  on  and c on s is ten tly  - he lped  m inim ize the seconda ry  
d isab ilities .

Living in a stab le  nurturing hom e fo r o ve r 7 2%  o f life
Being d iagnosed  be fo re  the age  o f six y ea rs
N ever having expe rienced  v io len ce  against o n e se lf
S taying in each  living situation fo r an a ve rag e  o f m ore  than 2 .8  y ea rs
Experiencing a g ood  quality hom e from  age  six to twelve y ea rs
Having app lied fo r and been  found e lig ib le fo r D eve lopm en ta l Disability
Se rv ices
Having a d iagnosis o f FA S  rathe r than FAE 
Having basic n eed s  net fo r at le as t 1 3%  o f life
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Fetal A lco h o l Spectrum  Disorders
Fetal Alconol Spectrum Disorders

Protective Factor* for Children with FAS

Several positive factors have been identified that might help reduce secondary conditions 
that result from fetal alcohol syndrome (FAS). Some o f these protective factors are:

Early Diagnosis - Children with FAS who are identified early have an improved prognosis. A 
child who is identified early in life can be placed in appropriate educational classes and given 
access to social services that can help the child and his or her family. In addition, early 
diagnosis helps families and school personnel understand why the child might act or react 
differently from other children in some situations.

Involvement in Special Education and Social Services - Children who receive special 
education geared towards their specific needs and learning style are more likely to achieve 
their developmental and educational potential. Children with FAS show a wide range of 
behaviors and severity of symptoms. Special education allows for individualized educational 
programs. In addition, families of children with FAS who receive social services, such as 
respite care or stress and behavioral management training, have more positive outcomes 
than families who do not receive such services.

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

Absence o f Violence - Individuals with FAS who live in stable or non-abusive households or 
who do not become involved in youth violence are much less likely to develop secondary 
conditions than children who have been exposed to violence in their lives. Children with FAS 
need to learn and be taught other ways of showing their anger or frustration.
Source:
Streissguth. A.P.. Barr, H.M., Kogan, J. & Bookstein, F. L., "Understanding the Occurrence of 
Secondary Disabilities in Clients with Fetal Alcohol Syndrome (FAS) and Fetal Alcohol 
Effects (FAE)," Final Report to the Centers for Disease Control and Prevention (CDC).
August, 1996, Seattle: University o f Washington, Fetal Alcohol & Drug Unit, Tech. Rep. No. 
96-06, (1996).
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Read about the Science 
Ambassador Program and 
available lesson plans on FAS 
for middle and high school 
classrooms

FAS Guidelines fo r Referral 
and Diagnosis
Click here to view or download 
the Guidelines. [PDF document] 
Find out how to order copies

Surgeon General's Advisory on 
Alcohol Use in Pregnancy [PDF 
document]
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Reports - Guidelines for 
Identifying and Referring 
Persons with Fetal Alcohol 
Syndrome
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Report on alcohol consumption 
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Curricula Available
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Fatal Alcohol Syndrome
NCBDDD, CDC 
Mail-Stop E-86 
1600 Clifton Road 
Atlanta. GA 30333 
1-800-CDC-INFO (232-4636)
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From: Thomas S. Obermeyer Date: 3/3/2008

R t: Request for CS for SB 267,25- Pagaa:  3_ pages including cover
LS1471\A

To: Legal Services Fax: 465-2029; phone: 465-2450

State Capitol

9 0 7  4 0 9 - 3 7 8 6  f a x
From the  O ffice o f  Senator Bettye Davis

CC:

For Ravtow □  Pteaaa Commant PteaaaRaply □  Plaaaa
•  •  •  •  •  •  _  .  *Racyda

LEASE -  HEARING AT 1:30 TODAY

: To W hom  It M ay Concern:

i p rep are  a  CS for Senate Bill 267 per attached am endm ent p repared  by 
tun  R uthdale, Dept. Law, and  approved by Senator Davis.

Copies o f original and  changes in “A m endm ent”  are  attached.

Please call if  you have any questions.

Thom as S. O berm eyer 
907-465-3762



n R A F ~ 3 ‘  2̂ 7/20 ) *
1 * f ' 1 2:0 4pm)

A M E N D M E N T

OFFERED IN THE SENATE HEALTH, EDUCATION BY

AND SOCIAL SERVICES COMMITTEE 

TO: SB 267

1 Page 1, lines 5 -14:

2 Delete all material and insert:

3 "Sec. 08.64364. Health care professionals to docnm eat an infant's prenatal

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

3 a person licensed under this chapter attending or making a postnatal examination o f a

6 mother and infant shall document observations, medical history, and other available

7 information o f the infant's prenatal exposure to alcohol in the infant's medical file.

8 Information described in this section that was obtained from statements o f the mother

9 made during the mother's examination that is confidential medical information o f the

10 mother may not be released without the consent of the mother, except upon court order,

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

12 required by the board.

13 (b) Except as provided in AS 47.17.024, information received under this section

14 may not be used except for the purposes o f providing medical diagnosis, treatment, or

13 care o f  the child.

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



Thomas Obermeyer

From: Rutherdale, Jan A (LAW) (jan.rutherdale@alaska.gov]

Sent: Sunday, February 24, 2008 4:01 PM

To: Thomas Obermeyer

Cc: Laughlin, Wilda J  (HSS); Sen. Bettye Davis

Subject: DOL comments to SB 267

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

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

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

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

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

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

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

3. AS 47,17.024 already addresses this issue:
AS 47.17.024, enacted in 2006, requires a “practitioner o f  the healing arts” (which includes a 

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

2 /2 5 /2 0 0 8
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will undoubtedly note this fact in the infant’s file. Therefore, there is no need for this bill, since 
the documentation is already being made. In addition, given the reporting statute, OCS is going to have 
this prenatal exposure documented in their files, which will be helpful in later making an FASD 
diagnosis (at least when OCS is involved, which is often the case).

4. This bill may create confusion for doctors who are trying to follow AS 47.17.024.
If the mother objects to any documentation about prenatal exposure in the infant’s file, the doctor 

is still obligated to make a report o f  harm under AS 47.17.024. but if  the mother refuses to allow 
documentation, the doctor may be under the false impression that he/she does not have to comply with 
AS 47.17.024. Alternatively, the lack o f documentation due to mother’s refusal may make it more likely 
that the doctor will forget to make a report to OCS, or it will require the doctor to create a filing system 
apail from the infant’s file so that the doctor can honor the mother’s request but still keep a record that 
he made the report o f  harm pursuant to AS 47.17.024.

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

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

Thank you for providing this opportunity to share my concerns about this bill. Please feel free to call or 
email me if  you have any questions are wish to discuss this matter further.

Jan Rutherdale 
Deputy Section Chief 
Child Protection Section 
Attorney General's Office 
(907)465-3608 
Fax: (907)465-3019
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WORK DRAFT

SENATE BILL NO.

IN THE LEGISLATURE OF THE STATE OF ALASKA 

TWENTY-FIFTH LEGISLATURE - SECOND SESSION

BY SENATOR DAVIS

Introduced:
Referred:

A BILL 

FOR AN ACT EN TITLED  

"A n Act requ iring  certain  persons licensed by the State Medical Board to docum ent an 

infant's p ren a ta l exposure to alcohol in the in fan t's  medical file."

BE IT ENACTED BY TH E LEGISLATURE O F  T H E STATE OF ALASKA:

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

Sec. 08.64.364. Health care professionals to document an in fan t's  prenatal 

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

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

examination o f a mother and infant shall document the infant's prenatal exposure to 

alcohol in the infant's medical file, if  the mother provides her consent to the inclusion 

o f the information in the infant's medical file. The documentation must be in the form 

required by the department.

(b) Information received under this section may not be used except for the 

purposes o f  providing medical diagnosis, treatment, or care, 

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

-1-
N a w  T e x t  U n d e r l i n e d  ' D E L E T E D  T E X T  B R A C K E T E D ]



(907) 465-3867 or 465-2450 
FAX (907) 465-2029 
Mail Stop 3101

DIVISION OF LEGAL AND RESEARCH SERVICES 
LEGISLATIVE AFFAIRS AGENCY 

STATE OF ALASKA State Capitol 
Juneau, AJaaka 99601-1182 

Deliveries to: 129 6th SL, Rm. 329

M E M O R A N D U M March 3, 2008

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

TO: Senator Bettye Davis 
Chair o f  the HESS Committee 
Attn: Thomas Obermeyer

FROM : Alpheus Bullard
Legislative Counsel

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

1. The requested committee substitute directed a person making a postnatal examination 
o f a mother and infant to document "observations, m edical history, and  other available 
information o f  the infant's prenatal exposure to alcohol in the infant's m edical f i l e "  This 
is unclear. Whose "observations," whose "medical history," and what is "available 
information"? I redrafted this to read, "the person’s observations," the mother's pertinent 
medical history" and other "information relevant" to the infant's prenatal exposure to

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

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

alcohol.



Senator Bcttye Davis 
March 3,2008 
Page 2

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

G eneral Rule o f Privilege. A patient has a privilege to refuse to disclose 
and to prevent any other person from disclosing confidential 
communications made for the purpose o f diagnosis or treatment o f  the 
patient's physical, mental or emotional conditions, including alcohol or 
drug addiction, between or among the patient, the patient's physician or 
psychotherapist, or persons who are participating in the diagnosis or 
treatment under the direction o f the physician or psychotherapist, 
including members o f  the patient's family.

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

3. Senate Bill 267 requires a person licensed under AS 08.64 to document "an infant's 
prenata l exposure to alcohoV  in the infant's medical file, and that the information "may 
not be used except fo r  the purposes o fp ro v id in g  medical diagnosis, treatment, or care.” 
AS 47.17.024 imposes a duty on practitioners o f  the healing arts to notify the Department 
o f  Health, Education and Social Services o f  an infant's condition that the practitioner has 
determined has been adversely affected by, or is withdrawing from exposure to, a 
controlled substance or alcohol. The duty imposed by AS 47.17.024 is a different duty 
than that created under the bill. SB 267 deals only with the documentation o f information 
in an infant's medical file relating to a mother's consumption o f alcohol, not a 
practitioner’s determination that an infant has been adversely affected by alcohol. These 
are legally and practically distinct actions and responsibilities.

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

ALBrlmb 
08-05 l.lm b

Enclosure



Marilyn Dodd [akafpQod.rwt] 
Friday, February 20,2008 2:44 PM 
Sen. Bettye Davis 
sb267

ATT00001.htm; sb267.doc

RECEIVED 

32008
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M a r y a n n  J o l a n d ,  MD
P r e s i d e n t  E l e c t ,  A l a s k a  A c a d e s t y  o f  F a m i l y  P h y s i c i a n s  

t o r  D a v i s :

T h e  B o a r d  o f  D i r e c t o r s  o f  t h e  A l a s k a  A c a d e m y  o f  F a m i l y  P h y s i c i a n s  r e p r e s e n t s  o v e r  365 
p r i m a r y  j j a r e  p h y s i c i a n s  w h o  p r a c t i c e  t h r o u g h o u t  A l a s k a .  W e o p p o s e  S e n a t e  B i l l  N o .  2 6 7 . 
t h i s  b i l l  r e q u i r e s  d o c u m e n t a t i o n  i n  a n  i n f a n t ' s  m e d i c a l  r e c o r d  a n y  p r e n a t a l  e x p o s u r e  t o  
a l c o h o l ,  j b u t  o n l y  w i t h  t h e  m o t h e r s  c o n s e n t .

W e b e l i e v e  t h i s  b i l l  i s  u n n e c e s s a r y  a n d  h a s  u n i n t e n d e d  l e g a l  c o n s e q u e n c e s .  P r a c t i t i o n e r s  
a l r e a d y  q a v e  a  s t a t u t o r y  a n d  e t h i c a l  d u t y  t o  r e p o r t  s u s p e c t e d  a l c o h o l  o r  d r u g  a b u s e  
a f f e c t i n d  a  c h i l d .  T h e  M e d i c a l  P r a c t i c e  A c t  r e q u i r e s  a l l  p e r t i n e n t  i n f o r m a t i o n  t o  b e  
e n t e r e d  ^ n t o  a  m e d i c a l  r e c o r d .  F u r t h e r m o r e ,  t o  r e s t r i c t  u s e  o f  a n y  i n f o r m a t i o n  o n l y  f o r  
t h e  p u r p o s e  o f  p r o v i d i n g  m e d i c a l  d i a g n o s i s  o r  t r e a t m e n t  l i m i t s  i t s  u s e  i n  a n y  p o t e n t i a l  
l e g a l  c a d e .  S i n c e  t h i s  w o u ld  a f f e c t  h o w  e v i d e n c e  m a y  b e  u s e d ,  i t  m a y  r e q u i r e  a  m o r e  w i d e -  
r e a c h i n g  c h a n g e  i n  c o u r t  r u l e s .

T h e  b e n e f i t s  o f  e a r l y  d i a g n o s i s  a n d  t r e a t m e n t  f o r  F e t a l  A l c o h o l  S y n d r o m e  D i s o r d e r  a r e  
u n d e n i a b l e .  H o w e v e r ,  w e  d o  n o t  b e l i e v e  t h i s  b i l l  a d d s  a n y  e n c o u r a g e m e n t  t o  b e t t e r  
d o c u m e n t  a  m e d i c a l  h i s t o r y .  I t  w o u ld  n o t  h e l p  w i t h  e i t h e r  e a r l y  d i a g n o s i s  o r  t r e a t m e n t .  
T h e r e f o r e ,  w e  s t r o n g l y  u r g e  t h a t  S B 267 b e  d e f e a t e d .

S i n c e r e l y

M a r y a n n  
P r e s i d e n t

R o l a n d ,  M .D .  
E l e c t ,  A X A FP

1



Alaska Academ y of Fam ily 
Physicians

35555 Spur H ig h w ay #266, SeU etna , A K 99669 nkrn ff@ gei.tm  w m a.a ltukaafp .org 907 258-2255 •f f i t *  

530 336-5612fa x

I
i• I

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

! i

Dear Senator Davis:
il

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

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

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

Sujfcerely,

Maryann Poland, M.D. 
President Elect, AKAFP

mailto:nkrnff@gei.tm
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CS FO R  SENATE BILL NO. 267(HES)

IN THE LEGISLATURE OF THE STATE OF ALASKA 

TWENTY-FIFTH LEGISLATURE - SECOND SESSION

B Y  T H E  S E N A T E  H E A L T H , E D U C A T IO N  A N D  S O C IA L  S E R V IC E S  C O M M IT T E E

O ffe re d :
R e fe r r e d :

S p o a io r f t ) :  S E N A T O R  D A V IS

25-LS1471\C
Bullard
3/3/08

WORK DRAFT

A BILL 

FOR AN ACT EN TITLED

1 I "A n Act relating to req u irin g  certain persons licensed by the State M edical B oard to

2 I docum ent an in fan t's  p ren a ta l exposure to alcohol in the infan t's  medical file."

3 I BE IT  ENACTED BY TH E  LEGISLATURE O F  TH E STATE O F ALASKA:

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

5 |  Sec. 08.64.364. Health care professionals to docum ent an in fan t's  p renatal

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

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

8 |  examination o f  a mother and infant shall document the person's observations, the

9 I mother's pertinent medical history, and other information relevant to the infant's

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

11 |  section that was obtained from statements o f  the mother made during the postnatal

12 I examination that is confidential  ̂ medical information o f the mother m ay not be

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

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

-1-
N ew  T e x t U n d e r lin e d  [ D E LETED TEXT BRACKETED ]
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department.

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

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

treatment, or care o f  the infant.

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

CSSB 267(HES) -2-
N ew  T i f t  U n d e r lin e d  [D E LE TE D  TE X T BRACKETED ]
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D o n  B u r r e l l

From: Susan Hargis

Friday, February 01. 2008 2:02 PM 

Sen Bettye Davis

Thomas Obermeyer: Rep. Andrea Doll

Sent:

To:

Cc:

Subject: FASD Bill

Attachments: HB0300A.pdf; HB300 FASD Sponsor Stmt.doc 

Senator Davis,

Here’s the bill and sponsor statement for the FASD bill. Rep Doll asked me to send it to you 
and your staff per your discussion. 

Thanks for your support on it!

R e g a r d s ,
S u d i e  H a r g i s
Office o f  Representative Andrea Doll
susan.hargis(</ legis.state.ak.us 
(907)465-3744

2 /4 /2 0 0 8



Representative Andrea Doll
/ Louse D istrict J

A/aska State Legislature

Sponsor Statement 
HB 300 Documentation of Prenatal Alcohol Exposure

I IB 300 requires certain health care practitioners making a post-natal examination to document 
information in an infant’s medical record about the mother’s alcohol consumption, if  the mother 
provides consent. This information is vital for use in later diagnosis when children begin to 
show symptoms o f abnormal development, and can help doctors determine whether or not the 
child may have Fetal Alcohol Spectrum Disorder (FASD).

The scope o f  the bill is purposely limited to alcohol and does not include drug use. The bill 
specifies that information related to a mother’s use o f alcohol can only be used for diagnostic and 
medical purposes, not as evidence against the woman’s fitness or in an attempt to remove her 
custodial rights.

State Capitol, Juneau, AK 99801-1182 Phone: 907-465-3744 Fax: 907-465-2273 
Rcp_Andrea_Doll@legis.state.ak.us www.akdcmocrats.org/doll

mailto:Rcp_Andrea_Doll@legis.state.ak.us
http://www.akdcmocrats.org/doll
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Introduced: 1/15/OK
Referred: l.ubor und Commerce, lleollh, Kducutlon and Social Services

A BILL 

FOR AN ACT ENTITLED

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

infant's prenatal exposure to alcohol in the infant's medical file."

BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

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

Sec. 08.64.364. Health care professionals to document an infant's prenatal 

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

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

examination of a mother and infant shall document the infant's prenatal exposure 'o 

alcohol in the infant's medical file, if the mother provides her consent to the inclusion 

of the information in the infant's medical file. The documentation must be in the form 

required by the department.

(b) Information received under this section may not be used except for the 

purposes of providing medical diagnosis, treatment, or care.

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

HOUSE B IL L  NO. 300

IIB0300u -1-
N a w  T e x t  U n d e r l i n e d  [ D E L E T E D  T E X T  B R A C K E T E D ]
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SENATE BILL NO. 267

IN Till- LEGISLATURE OF THE STATE OF ALASKA 

TWENTY-FIFTH LEGISLATURE - SECOND SESSION 

BY SENATOR DAVIS 

Introduced: 2/1.VON
Referred: Health, Education and Social Services, Finance

A BILL 

FOR AN ACT ENTITLED

1 "An Act requiring certain persons licensed by the State Medical Board to document an

2 infant's prenatal exposure to alcohol in the infant's medical file."

3 BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

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

5 Sec. 08.64.364. Health care professionals to document an infant's prenatal

6 exposure to alcohol, (a) For the purpose of screening for fetal alcohol spectrum

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

8 examination of a mother and infant shall document the infant's prenatal exposure to

9 alcohol in 'he infant's medical file, if the mother provides her consent to the inelusion 

of the information in the infant's medical file. The documentation must be in the form 

required by the department.

(b) Information received under this section may not be used except for the

13 ' purposes of providing medical diagnosis, treatment, or care.

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

C i f  t y f  “to  f t *  G ty  oP  fa

SB0267A J SB 267
N e w  T e x t  U n d o f l i n v d  i D E L E  T E C  I 'E X T  B R A C K E T E D ]
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Thomas Obermsysr

Sent:
To:

Cc:

From: Rutherdale, Jan A (LAW) [jan.rutherdale@alaska.gov] 

Friday, February 29, 2008 9:59 AM 

Thomas Obermeyer

Sen. Bettye Davis; Laughlin, Wilda J  (HSS)

Subject: SB  267 proposed amendment

Attachments: SB 267 amendment 022708

Hello Tom,
As we spoke on the phone, attached is a proposed amendment to the bill. The changes from the first version are 
in lines 6-12 and line 15. I'm hoping this amendment is self explanatory. It keeps the original bill's limitation to 
postnatal examinations, but, in our opinion, it cures the problem in the original bill -  giving the mother veto power 
over information that the doctor gleans outside of the mother's statements (such as the doctor's observations or 
information from others) or the mother's statements made when the infant, not the mother, is the patient.

If you have any questions about this amendment or wish to discuss further, please let me know.
Jan

Jari Rutherdale 
Deputy Section Chief 
Child Protection Section 
Attorney General’s Office 
(907)465-3608 
Fax: (907)465-3019
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T O :  Sen a to r B e ttye  D a v is
F R O M :  T h o m a s S . O b erm eyer
R E :  S B  267 -  C o n ce rn s  b y  Departm ent o f  law  per attached notes b y

A s s t .  A .G . ,  Jan  Rutherdale, 2/24/08

Su m m a ry  o f  A tto rn e y  R u therda le ’s  C o m m e n ts

1. T h e  bill m ay have the unintended result o f  requiring the p hysician  or 
health practitioner, to  act contrary to  the best in terests o f  the infant.

2. T h is  bill, con trary to  norm al licen sing  practices, leg isla tes “best 
p rac tice s” fo r a p hysician , w ith  a new  licen sing  section , A S  8.64.364, 
“H ea lth  care p ro fe ssion a ls to docum ent an in fan t’s  prenatal exposure 
to  a lcoho l.”

3. A S  47 .17 .024 , “C h i ld  Protection ,” already requires a “practitioner o f  
the healing arts” to  report to the departm ent ( O C S )  i f  he/she 
determ ines the in fant has been exposed  to fetal a lcohol. It fo llow s 
that i f  the health practitioner reports harm, th is in form ation  routinely 
is p laced in the in fan t’s  file.

4. I f  O C S  investiga tes and m akes a find ing o f  F A S ,  the m other’s 
prenatal a lcohol u se  m ay still w ind  up in the in fan t’s  file, regardless o f  
th is bill w h ich  addresses licensing  and docum entation  o f  health care 
professiona ls.

5. T h is  b ill a llow s the m other to refuse docum entation  o f  her prenatal 
a lcohol con su m p tion  in the in fan t’s  file , w h ich  is the o n ly  file  that is 
perm anent and w ill be forwarded w ith  the ch ild ’s  h isto ry  to  other 
providers or in stitu tions, or routinely called  into question  in 
eviden tiary m atters or d isco ve ry  in legal p roceed ings for ch ild  
cu sto d y , etc. concern ing  m other’s  prenatal a lcohol use.

6. T h e  file  is the I N F A N T ’S , not the m o ther’s, not the d o c to r’s. It is 
m ade fo r the benefit o f  the infant, not the m other, or doctor.

7. T h e  d octo r still m ust report to O C S  under th is bill, and i f  he/she 
cannot m ake a report to  the infant file, he/she m ay w ish  to  keep 
his/her o w n  private separate file  fo r protection  from  liab ility  for 
m alpractice. T h is  auxilia ry  file  se rves no purpose but to  protect the 
doctor, not the infant.





S e n a  i o r  F r e d  D y s o n

Date: February 27, 2008

Senator Bettye Davis, Chair
Senate H ealth, Education, and Social Services Committee

From: Senator Fred Dyson

Sub: Request for H earing -  SB 279 -  Notice and Consent for a Minor’s Abortion

This memo is a request that you schedule SB 279 -  “Notice and Consent for a Minor’s Abortion’ 
for a hearing in your committee at the earliest possible date.

I have attached a copy o f the bill, a sponsor statement and bill packet for your use. Please 
contact Jeremy in my office if  you have any questions (ex. 4729).

Thank you for your consideration. It is greatly appreciated.



A L A S K A  S T A T E  S E N A T E
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Eagle River, AK 99577
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.mterini Address: (907)-465-2199
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State Capitol 
Room 121

Session

Senator Fred Dyson

SPONSOR STATEMENT

SB 279 Parental Notification and Consent for a Pregnant Minor Aborting an Unborn Child

The issue o f parental consent and the eleven-year struggle for protecting parental 
rights requires this complete picture for the legislature to address this subject.

On November 2, 2007 in State o f  Alaska v. Planned Parenthood o f  A laska, the Alaska 
Supreme Court, in a 3 -  2 decision, has once again undermined a long line o f case law, the 
intent o f the Con- itution, and the overwhelming support o f the people o f Alaska. SB 279 
is a direct response to an active judiciary and an attempt to put this issue to rest once and 
for all.

Overriding the Governor’s veto, the legislature passed the Parental Consent Act (PCA) 
in 1997. In July o f  that same year, Alaska Superior Court Judge Sen Tan ruled the law was 
unconstitutional because “the privacy clause o f  the Alaska Constitution protects minors as 
well as adults.” The Superior Court did not address whether or not the PCA violated the 
privacy clause. The State appealed the decision and the Supreme Court ruled that the 
privacy clause extends to minors unless there is a compelling state interest using the least 
restrictive means available. The Supreme Court remanded the case back to Sen Tan to hold 
an evidentiary hearing to determine if  PCA furthered a compelling state interest.

In January 2003 the Superior Court held a bench trial spanning almost three weeks to 
hear evidence regarding the constitutionality o f the PCA. In October 2003, Judge Sen Tan 
ruled the PCA was unconstitutional because it did not further a compelling state interest 
while using the least restrictive means available. In January 2004 the Superior Court 
enjoined the State from enforcing the PCA declaring the PCA was unconstitutional under 
the equal protection and privacy clauses o f  the Alaska Constitution.

The primary purpose o f the right to privacy is to protect Alaskans from “unw arran ted  
intrusions by the State” (Ravin, P.2d 514). State law already requires parental consent 
for tattoos, immunization, school use o f student information, body piercing, school travel 
for extra-curricular activities, marrying, entering the military, and all medical procedures 
except abortion. In the mental health profession, this is recognized as cognitive dissidence.
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In its November 2, 2007 decision, the court agreed with the State that "protecting  
minors fro m  their own im m aturity and aiding parents in fu lfilling  their parental 
responsibilities” are "compelling in terests." Therefore, the issue at hand for the court was 
whether the PCA was the least restrictive means o f  achieving the State’s compelling 
interests.

SB 279 addresses the legal issues o f parental consent in a practical manner based on 
the historical beliefs o f our forefathers. The Parental Consent Act o f 1997 was fully 
compliant with the U.S. Supreme Court precedent Bellotti v. Baird, (443 U.S. 622 1979). 
In essence, the Alaska Supreme Court in its November 2, 2007 decision struck down a 
decision o f the U.S. Supreme Court. Justice Carpeneti eloquently wrote the dissenting 
decision stating the following:

“Because this court's rejection o f  the legislature's thoughtful balance is inconsistent 
with our own case law and unnecessarily dism issive o f  the legislature's role in 
expressing the will o f  the people, I  respectfully dissent. "

The dissent opinion brought to light the lack o f  consideration or recognition in case 
law that “children are not generally considered competent to consent to medical 
procedures." It brought to light the four exemptions in the PCA, "married minors, ... 
minors who have been legally emancipated, ...m inors who have entered the arm ed services 
o f  the United States .and ...who have become em ployed and self-subsisting." For those 
pregnant minors who did not fall into the four exempt categories a judicial bypass 
provision was provided for appropriate circumstances. It was a process designed to be 
speedy and cost-free to the child. The PCA called for a five-day response o f the court; SB 
279 calls for a three-day response. Failure by the court to respond in time would be 
construed as an act constructive authorization. The judicial bypass requires a swom 
statement from the pregnant minor and an adult family member or state agent such as an 
Office o f Children’s Serv ices caseworker or law enforcement officer.

Carpeneti discussed the fact that the Court quickly recognized that there was a 
compelling State interest but failed to "look closely at the nature o f  the sta te 's and  
paren ts ' in terests" leaving "its constitutional 'balance' one-sided. ” Carpeneti continues 
in his dissent to outline case law that creates a judicial history o f “treating minors 
differently from  a d u lts " p ro te c tin g  twelve-year-olds fro m  older teenagers and from  their 
own immaturity in choosing to participate in harm ful activ ity ," prohibiting minors from 
making contract to "smoke cigarettes or drink alcoholic beverages or consent to sexual 
intercourse. Without a p a re n t’s consent they may not become licensed drivers or get 
married or obtain general medical or dental treatment. "

"In sum, the Alaska Parental Consent Act appears to be the product o f  a concerted  
effort to make certain that those pregnant girls who are sufficiently mature to make 
the decision to obtain an abortion on their own are allow ed to do so while those who 
are not sufficiently mature either obtain a paren t's  consent or, in the case o f  parental 
abuse, a ju d ic ia l determination that the procedure is in their best in terest."

In his dissenting opinion, Carpeneti uses the litmus test for parental consent that is 
required for participation in school field trips to demonstrating the extent to which the 
State must go to terminate parental rights is his argument:



"In addition to society 's interest in protecting children fro m  their own immaturity, 
we have long held  that parents have a Jundamental right in raising o f  their 
children. ”

Carpeneti’s dissenting opinion determines that the State’s compelling interest does 
outweigh the equal protection and privacy clauses because:

"In sum, the norm in American, and  Alaskan, life and law  is that the parents are a 
ch ild ’s  fir s t and most important resource fo r  assistance in decision-making. F or that 
reason, the s ta te ’s interest in protecting children fro m  the consequences o f  their own 
immaturity, and in so doing protecting the health o f  its children, and its interest in 
supporting p a ren ts’ right and duty to guide the upbringing o f  their children is 
particularly compelling. ”

SB 279 enacts the notification process that the Court determined is the least restrictive 
means o f achieving the State’s compelling interest but further continues to require parental 
consent unless the minor chooses a judicial bypass. It leaves intact the four exemptions 
from parental consent: m arried minors, minors who have been legally emancipated, minors 
who have entered the arm ed services o f  the United States, and  minors who have become 
em ployed and self-subsisting.

I believe parental consent should be a part o f  Alaska Public Policy that recognizes the 
State’s compelling interest in "protecting minors fro m  their own immaturity and  aiding  
parents in fu lfilling  their parenta l responsibilities. ” In addition to parental consent, SB 
279 provides for a judicial bypass for sexual abuse cases using a lower standard than  the  
1997 PCA A c t ’s clear and  convincing  provision, and a provision prohibiting the parents 
from  coercing a p regnant m inor to have an abortion.

In an era where government intrusion continues to be an issue with infr. igement on 
parental rights, it is time to reverse the trend and protect those principles our forefathers 
rooted in government to preserve our freedom and support traditional and essential parental 
rights.
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Sena tor Fred  D y so n

SB 279 Penalties, Parental Notice, Parental Consent, and Judicial Bypass for an Abortion

* Section 1. Adds a notice requirement to the consent requirement in AS 18.16.010(a). 
Section 3 sets out specific requirements for notice and consent

*Sec. 2. AS 18.16.010(g) is reenacted to shift the burden o f  proof for prosecution o f a physician 
who performs an abortion to the State. With the new statutory language all it takes to determine 
the standard for whether or not an abortion is required because of a medical emergency is the 
doctor’s good faith, clinical judgment. The doctor should make one o f the following findings:

(1) an immediate abortion o f the minor’s pregnancy is necessary to avert the minor’s death; or

(2) a delay in providing an abortion will create a serious risk o f medical instability due to a 
substantial and irreversible impairment o f a major bodily function o f the pregnant minor.

*Sec. 3. Requires the physician performing the abortion or the referring physician to give 
actual notice to one legal parent or the legal guardian or custodian o f  the possible abortion. Is 
notice must be in person or by telephone. If in person, the parent or guardian must provide a 
government issued I.D. and provide documentation o f  their legal relationship with the minor 
requesting an abortion. If the notice is by telephone, the call must be initiated by the physician 
and the physician must take reasonable steps to verify the true identity o f  the person receiving 
notice and his or her relationship to the minor.

If the physician has exhausted efforts for notice in person or by phone, the physician can send 
written notice to the parent or guardian at the last known legal mailing address. This bill adjusts 
the waiting period to 48 hours after actual notice or 48 hours after the letter is deemed received. 
A letter is deemed received 48 hours after it is mailed, so that would be 96 hours. If the doctor 
actually talks to a parent, the waiting period would only be 48 hours.
One o f the minor’s parents or the minor’s legal guardian or custodian has consented in a 
notarized writing to the performance or inducement o f  the abortion

SECTIONAL ANALYSIS
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Notice and consent is not required if  the minor and a brother or sister o f the minor who is over 
the age o f 21, or a law enforcement officer, or a representative o f  state Child Protective services, 
or a grandparent, or a stepparent specified by the minor signs a notarized written statement 
certifying their personal knowledge o f the abuse against the minor by a parent or guardian or 
sexual abuse by another person.

The other exceptions to notice and consent would be if  a court issues an order under AS 
18.16.030 authorizing the minor to proceed with the abortion without notice to the parent, 
guardian, or custodian or if  a court, by its inaction under AS 18.16.030, constructively has 
authorized the minor to proceed with the abortion without notice to the parent, guardian, or 
custodian.

If the physician proceeds with the abortion proceeds after receiving notarized declarations o f 
abuse, the physician performing or inducing the abortion must certify in the patient’s medical 
record that he or she has received the written declarations o f  abuse or neglect abuse to and must 
report the abuse to OCS. Any physician who relies in good faith on written statements declaring 
abuse and who reports the abuse to Child Protection authorities shall not be civilly or criminally 
liable for failure to give notice to or to obtain consent from a parent, guardian or custodian. If 
the minor’s pregnancy was the result o f a sexual assault on the minor, the physician performing 
or inducing the abortion must retain, and take reasonable steps to preserve, the products o f 
conception following the abortion for use by law enforcement authorities in any subsequent 
criminal prosecution o f the assailant.

* Sec. 4. This amends AS 18.16.030, Judicial bypass for m inor seeking an abortion. (a)
A woman who is pregnant, unmarried, under 17 years o f age, and unemancipated who wishes to 
have an abortion without notice to and without the consent o f a parent, guardian, or custodian 
may file a complaint in the superior court requesting the issuance o f an order authorizing the 
minor to proceed with the abortion without notice to the parent, guardian or custodian and/or to 
consent to the performance or inducement o f an abortion without the consent o f a parent, 
guardian, or custodian.

In the interest o f shortening any delays in the process o f  obtaining the judicial bypass, subsection
(c) reduces from five to three days the time in which Superior Court must render a decision on a 
judicial bypass. If the court does not issue a decision in three days the inaction will be 
considered a constructive order.

* Sec. 5. Adds notice to process for filing for judicial bypass without notice to and the consent 
o f  a parent, guardian, or custodian.

*Sec. 6. Requires the court to hold a hearing not later than the third business day after a judicial 
bypass complaint has been filed. This reduces the deadline from five to three days for 
expediency purposes.

Sec. 7. Amends provisions for an appeal to a dismissed complaint for judicial bypass by adding 
notice language and reducing the timeline from four to three days the superior court has to 
deliver a copy o f the appeal to the supreme court.
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Sec. 8. Provides for a minor requesting a judicial bypass can request the superior court issue an 
order directing the minor’s school allow the minor to attend a judicial bypass hearing and 
prohibits the school from notifying the parents, guardian, or custodian

*Sec. 9. This is a new section o f the law prohibiting a parent, guardian, custodian, or any other 
person from coercing a pregnant minor to have an abortion performed. If a minor is denied 
financial support by the minor’s parents, guardian, or custodian due to the minor’s refusal to 
have an abortion performed, the minor shall be deemed emancipated for the purposes o f 
eligibility for public assistance benefits, except that such benefits may not be used to obtain an 
abortion. As used in this Section, “coercion” means restraining or dominating the choice o f  a 
minor female by force, threat o f  force, or deprivation o f food or shelter.

Requires physicians to submit monthly reports to the Department Health and Social 
Service on forms prescribed by the department reporting the following:

1. the number o f consents obtained under this law
2. the number o f times in which exceptions were made to the consent requirement

under this law
3. the type o f exception, the minor’s age
4. the number o f prior pregnancies and prior abortions o f the minor

No patient names are to be used on the forms. The Department is required to make a 
compilation o f the data reported available to the public on an annual basis.

*Sec. 10. Direct court rule change adding notice to consent provisions o f  Rule 220(a) Rules o f 
Appellant Procedure, scope o f judicial bypass appeals. It also contains language cleanup from 
revisor that replaces “parental consent” with consent ot u parent, guardian, or custodian.

*Sec. 11. Direct court rule change adding notice to consent provisions o f  Rule 220(c)(1) Rules 
o f  Appellant Procedure, notice o f  judicial bypass appeals. It also contains language cleanup 
from revisor that replaces “parental consent” with consent o f a parent, guardian, or custodian.

*Sec. 12. Direct court rule change amending Rule 220(a) Rules o f  Appellant Procedure, 
constructive order o f judicial bypass appeals. It reduces from five to three days the deadline for 
the appellant to receive a constructive order because the court did not enter an order on an 
appeal.

*Sec. 13. Direct court rule change adding “notice” to consent language in Rules o f Probate 
Procedure Rule 20(a), Petition for Judicial Bypass Procedure to Authorize Minor to Consent to 
an Abortion.

*Sec. 14. Direct court rule change adding notice to consent provisions o f  Rule 20(e) Rules o f 
Probate Procedure, Findings and Order o f Judicial Bypass Procedure to Authorize Minor to 
Consent to an Abortion.. It also contains language cleanup from revisor that replaces “parental 
consent" with consent o f  a parent, guardian, or custodian.
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*Sec. IS. Direct cornt rule change adding notice to consent provisions o f  Rule 20(f) Rules o f  
Probate Procedure, Findings and Order o f  Judicial Bypass Procedure to Authorize Minor to 
Consent to an Abortion. It reduces from five to three days the de? Jline for the appellant to 
receive a constructive order because the court did not enter an order on an appeal.

*Sec. 16. Indirect court rule amendment o f Rules o f  Civil Procedure Rule 24(a) Right to 
Intervention by providing o f a legislative right to intervention in Section 18.

*Sec. 17. Severability clause.

*Sec. 18. This new provision o f  law allows the Legislature, by joint resolution or by and
through the Legislative Council, to appoint one or more o f  its members who sponsored or co­
sponsored this Act, as a matter o f right and in his or her official capacity, to intervene to defend 
this law in any case in which its constitutionality is challenged.

*Sec 19. The enactment o f  Section 18, legislative right to intervention, is contingent on a 
two-thirds vote approval on indirect court rule amendment o f  Rules o f  Civil Procedure Rule 
24(a) Right to Intervention.

*Sec. 20. This Act takes effect within thirty (30) days o f its enactment.
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“An Act requ iring  health care insurers to provide insurance coverage for medical care received by 
a patien t du ring  certain  approved clinical trials designed to test and im prove prevention, diagnosis, 
treatm ent, o r palliation of cancer; directing the D epartm ent o f Health an Social Services to provide 
M edicaid services to persons who participate in cl nical trials; relating  to experim ental procedures; 
and providing for an effective date.”

SPONSOR STATEMENT

Clinical trials are research studies that test how \ ell new medical approaches work in patients. Each 
study answers scientific questions and tries to find better ways to prevent, screen for, diagnose, or treat 
disease. Patients who take part in cancer clinical trials have an opportunity to contribute to the knowledge 
of, and progress against cancer. They also receive state-of-the art treatment from experts in the field. The 
National Cancer Institute, as part o f  the U.S. National Institutes o f  Health, reports 6,000 cancer trials in 
the United States any one time. They include trials in prevention, screening, diagnosis, treatment, quality- 
of-life, and genetic studies.

SB 280 removes important barriers to the participation o f patients in cancer clinical trials in Alaska. It 
requires that all health care plans, including Medicaid, cover routine patient care costs for patients 
enrolled in all phases o f  clinical trials, including prevention, detection, treatment, and palliation 
(supportive care) o f  cancer. Currently Alaska health plans can exclude coverage for routine patient-care 
costs while a patient with cancer is enrolled in a clinical trial. Providers o f health care plans often 
conclude that money is saved by excluding care while patients participate in clinical trials. But these 
patients, if  not enrolled in clinical trials, will continue to receive conventional therapy at roughly the same 
or slightly increased costs in the short-run.

Studies have shown that only 2-3 percent o f eligible adult patients enroll in clinical trials with a 6.5% 
increase in costs for clinical trial participants compared to nonparticipants. (National Conference o f State 
Legislatures, www.ncsl.org/proerams/hejlth/clinicaltrials.htm. accessed 2/27/08) Without in-state 
facilities and support o f  clinical trials participants in Alaska currently have to travel out o f state, 
increasing the cost o f  non-emergency i ansportation which is about 3% o f total Medicaid costs.

Sponsor Statement CSSB 280. 25-LSI464C  
Rev. 3-104)8 
Page I o f2
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In FY 2007 an estimated 4,600 patients received cancer treatments through Alaska’s Medicaid program at 
a cost o f  $21.5 million. The average payment per beneficiary was about $4,675. The federal government 
reimburses the state at about 50% o f the total costs. Based on an estimated 2.5% participation rate per 
above, about 115 patients are expected to participate in clinical trials each year. A 6.5% increase for 115 
persons would add $35.00 per year to Medicaid for cancer treatments. Non-emergency transportation 
costs for the same group are estimated to add another $15.00 per year. The fiscal note adds an estimated 
$50,000 per year with the federal government paying half o f this.

Twenty-three states have passed legislation or instituted special agreements requiring health plans to pay 
the cost o f  routine medical care patients receive while participating in clinical trials. Passage o f SB 28C 
will result in more successful outcomes in cancer treatments in Alaska, increase retention o f patients in 
Alaska for their cancer care, and also, after full implementation, result in cost savings in the short and 
long term.

Sponsor Statement CSSB 280,25-LS I464\C 
Rev. 3-10-08 
Page 2 o f2
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CS FOR SENATE BILL NO. 280( )

IN THE LEGISLATURE OF THE STATE OF ALASKA 

TWENTY-FIFTH LEGISLATURE - SECOND SESSION

BY

Offered:
Referred:

Sponsor(s): SENATOR DAVIS

A BILL

FOR AN ACT ENTITLED

1 I "An Act requiring health ca rt insurers to provide insurance coverage for medical care

2 j received by a patient during certain approved clinical trials designed to test and 

improve prevention, diagnosis, treatm ent, or palliation of cancer; directing the 

Department of Health and Social Services to provide Medicaid services to persons who 

participate in those clinical trials; relating to experimental procedures; and providing 

for an effective date."

BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

* Section 1. AS 21.42 is amended by adding a new section to read:

Sec. 21.42.410. Coverage for clinical trials related to cancer, (a) A health 

care insurer that offers, issues for delivery, delivers, or renews a health care insurance 

plan in the state shall provide coverage for the costs o f medical carc incurred by a 

patient enrolled in an approved clinical trial related to cancer, including the costs of 

prevention, detection, treatment, and palliative care of cancer. The coverage to be

-1-
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provided must include leukemia, lymphoma, and bone marrow s'.cm cell disorders. For 

purposes of this subsection, 'approved clinical trial related to cancer" means a 

scientific study using human subjects designed to test and improve prevention, 

diagnosis, treatment, or palliative care of cancer, or the safety and effectiveness of a 

drug, device, or procedure used in the treatment of cancer if  the study is approved by

(1) an institutional review board that complies with 45 CFR Part 46;

and

(2) one or more of the following:

(A) The United States Department of Health and Human 

Services, National Institutes of Health, or its institutes or centers;

(B) The United States Department of Health and Human 

Services, United States Food and Drug Administration;

(C) The United States Department of Defense;

(D) The United States Department of Veterans' Affairs; or

(E) a nongovernmental research entity abiding by current 

National Institute of Health guidelines.

(b) The cost of medical care required under (a) of this section includes

payment for the costs of medical care regardless of where treatment in a clinical trial is

administered.

(c) This section does not apply to a fraternal benefit society.

(d) In this section, "cost of medical care"

(1) means the amount paid for

(A) diagnosis, care, mitigation, treatment, or prevention of 

disease; or for the purpose o f affecting any structure or function of the body, 

including the use of a drug, device, or procedure and the medically necessary 

services required to administer the drug or use the device;

(B) a drug or device approved for use by the Food and Drug 

Administration regardless of whether the Food and Drug Administration has 

approved the drug or device for use in treating the patient's particular condition 

and the medically necessary services to administer the drug or to use the 

device; and
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1 I (C) transportation primarily for and essential to medical care

2 I described in this paragraph;

3 I (2) does not include amounts paid for

4 I (A) an item that is the subject o f investigation in a clinical trial

5 I that docs not meet the criteria set out in (1 )(B) o f this subsection; or

6 I (B) the costs incurred by the sponsor of a clinical trial for data

7 I collection or analysis.

8 I * Sec. 2. AS 21.55.140(a) is amended to read:

9 I (a) A state plan may not provide benefits for charges for the following:

10 I (1) care for an injury or disease either

11 I (A) arising out of and in the course of an employment subject

12 1 to a workers' compensation or similar law or where the benefit is available to

13 I be provided under a workers' compensation policy or equivalent self-insurance

14 I to a sole proprietor, business partner, or corporation officer; or

15 I (B) to the extent benefits are payable without regard to fault

16 I under a coverage statutorily required to be contained in a motor vehicle or

17 I other liability insurance policy or equivalent self-insurance;

18 I (2) treatment for cosmetic purposes other than surgery for the prompt

19 I repair of an accidental injury sustained while covered or for replacement of an

20 I anatomic structure removed during treatment of tumors;

21 I (3) travel, other than transportation covered under AS 21.55.110(17);

22 I (4) private room accommodations to the extent it is in excess of the

23 I institution's most common charge for a semiprivate room;

24 I (5) services or articles to the extent that the charge exceeds the

25 I reasonable charge in the locality for the service;

26 I (6) services or articles that arc determined not to be medically

27 I necessary, except for the fabrication or placement of the prosthesis as specified in

28 I AS 21.55.110(12) and (2) of this subsection;

29 I (7) services or articles that arc not within the scope of the license or

30 I certificate o f the institution or individual rendering the services or articles;

31 I (8) services or articles furnished, paid for, or reimbursed directly by or
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under any law o f a government, except as otherwise provided in this chapter;

(9) services or articles for custodial care or designed primarily to assist 

an individual in the activities of daily living;

(10) service charges that would not have been made if no insurance 

existed or that the covered individual is not legally obligated to pay;

(11) eyeglasses, contact lenses, or hearing aids or the fitting of them;

(12) dental care not specifically covered by this chapter;

(13) services of a registered nurse who ordinarily resides in the 

covered individual's home, or who is a member of the covered individual's family or 

the family of the covered individual's spouse;

(14) experimental procedures, except during an approved clinical

trial related to cancer: in this paragraph, "approved clinical trial related to

cancer” has the meaning given in AS 21.42.410fa): and

(15) services and supplies for which the patient was not charged.

* Sec. 3. AS 47.07.030 is amended by adding a new subsection to read:

(e) The department shall provide the services set out in (a) and (b) of this 

section to an eligible person, notwithstanding the person's participation in an approved 

clinical trial related to cancer. In this subsection, "approved clinical trial related to 

cancer" has the meaning given in AS 21.42.410(a).

* Sec. 4. This Act takes effect January 1, 2009.
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Attn1 Tom Obermeyer

FROM : Dennis C. Bailey 
Legislative Counsel

You have requested a sectional summary o f the above-described bill.

As a preliminary matter, note that a sectional summary o f a bill should not be considered 
an authoritative interpretation o f  the bill and the bill itself is the best statement o f its 
contents.

Section 1. Requires a health care insurer to provide coverage for approved clinical trials 
related to cancer.

Section 2. Amends the restrictions on state plan benefits, which otherwise prohibit a 
benefit for experimental procedures, by creating an exception for approved clinical trials 
related to cancer.

Section 3. Directs the state Medi are program to provide services to persons who 
participate in approved clinical trials • elated to cancer.

Section 4. Provides for an effective date.
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