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I W I L L  B E  G O O D

by Gloria Stuart

I hear Bandit barking. N o w  he’s crying. May b e  there’s a moo^c out there. D o n’t cry, Bandit. 

Be quiet, Bandit! M e  can’t hear me. I’ll open the window and tell him. This w i n d o w  can’t 

open a lot. W h y  is m y  w i n d o w  nailed closed? I want to get out this window. It w o n’t open 

enough. I’ll tell him through this little part. "Be quiet, Bandit!" Ouch, this w i n d o w  makes m y  

face cold. "Shut up. Bandit! Y o u  wo k e  m e  up.’’ Mary had a little lamb, little lamb. Is it 

morning? It’s still dark. I’ll see. Everybody’s sleeping. I don’t want to sleep. I want to play. 

I want to have m y  toys. W h y  is m y  closet locked? I hate that hook! I want m y  trucks. I’ll 

pull this d u m b  door. “Yo u  d u m b  door!" I’ll kick this stupid door. "I hate you, hook! A-oh, 

here comes M o m ! "

"Okay, I w o n’t kick the door. But I want m y  

trucks. No, I don’t want to sleep. Yes, it is. It is 

morning!"

I can't sleep. I’m  hungry. I’ll go get something to cat. I can’t reach the freezer. M a y b e

there’s something good in there. I’ll climb up this bottom door. Hey, I’m  a gymnastic, man.

“Okay, M o m .  I’ll close the door. But I’m  hungry.

I want to cat. I want B-O-L-O-G-N-A. Okiy, I’ll 

stay in m y  room. Y o u  can take a shower. But give 

m e  m y  trucks. Please."

I’ll line up m y  trucks. Jingle bells, jingle bells, jingle all the way. M a y b e  I can give Bandit a 

toy. I'll throw a truck d o w n  to him. I can't open this stupid window'now! It’s too hard! I’ll 

climb up on the w i n d o w  led^c and try. Hey. now- I can open it! “Hi. Bandit! Y o u  want a 

truck?" 1 can squeeze it through here. Oh. poor Bandit. You can’t reach it. Y o u’re tied up. 

Here’s another one. Y o u  can’t reach that one either. Here’s a book! Here’s another one. A- 

oh. I need to pee. She locked m e  in. “Hey, get out of the shower. I have to pec." I’ll take 

off this stupid diaper. I’m  not a baby. I don’t want to sleep in a diaper. “Let m e  out!" I’ll 

kick this door. I 'ere she comes!

“I did 112I break the door. I had to pee. I didn’t 

pec on the rug. Oh, sorry. It’s here too by the

heater. Can I take a bath no w ?  Can I pour with

your cups? The measure ones. I w o n’t wet the 

floor. I wifl be good."

This is fun. I like to pour. She’s getting the phone. I can make it rain on the floor. W h a t’s 

in that drawer? Let’s see. I’ll open this big jar. It feels smooth. I’ll put it in the water. The 

water cun’t m a k e  it c o m e  out of the jar. I’ll get it out. Oh, yuck! I’ll wipe it on the wall.
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Yuck. It w o n ’t come off. Sick. I can paint it on the wall. I can use the brush. What else is 

in the drawer? look at nil these tube things. I can open this. I’ll rub it on m y  hair. N o w  what 

do I look like? Here she comes again!

"I wijl be good! I just war t to pour. I can’t clean 

that up! I don’t want to gc washed. I don’t want 

to get dressed. Not those pai/s! Jeans hurt me.

They do! Can Wiskas c o m e  in'.- Owee! These 

pants hurt me. I w o n ’t hurt him. Can he come in 

later?”

Hey, what’s that knob up there? I can reach it if I climb on the piano. Oh, n o w  the knob 

came off! The fan went on w a y  up there. I’ll play the piano. Twinkle, twinkle little star. I 

want to run on the piano. N o w  it’s I.OUD! This is fun.

"No! P U T  M E  D O W N !  I wjjj be good! I don’t 

want that egg. It’s yucky! I want B-A-L-O-G-N-

A.”

Hey, I can rock m y  booster chair. Mary had a little lamb. Look out there. A n  airplane. Oh. 

now-1 spilled m y  juice.

“More juice. Please. I’m  done. Down. I will be 

good.’’

1 want to play with m y  trucks. I need a gun to shoot a bear. I need a tool to fix m y  trucks.

I’ll take the wheels oft m y  trucks and then I'll fix them. I’ll get a tool. A  wooden spoon can 

be a tool. I can fix the glass door. I can h a m m e r  it. Oh. Mary had a little lamb. Oh. there’s 

Wiskas. I want him to come in. I can’t slide this door open. M o m ’s in the laundry room.

She w o n’t help. I’ll go out by you, Wiskas, and be your friend. I’ll climb out the window.

W e  can play on this deck. " C o m e  here. Wiskas! Y o u’re a heavy cat! Let’s go d o w n  these 

steps and see Bandit. Ouch! D o n ’t scratch me, Wiskas!" N o w  where did he go? I’ll go see 

Bandit. “I’m  coming to sec you, Bandit. Owee! D o n’t knock m e  over. Bandit!" A-oh, here 

comes M o m .  I’ll go hide in Bandit’s house. C o m e  on Bandit, come in.

“I'm not here. I don’t want to c o m e  in! I w o n’t 

run in the road. I don’t want another bath. I’m  

N O T  muddy. I will be good.”

N o w  I’m  clean again. May b e  I can watch a movie. I want Winnie the Pooh.

“Thanks, M o m .  I like Winnie. I will be good. I 

will sit and watch him. lie's m y  friend.”
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Winnie likes honey and . . . there goes a grader. I like graders. I’ll climb up here on the table 

to see it. Hey, maybe I can swing on this light! It’s shiny. Hey, I sec m e  in it. A-oh! I’d 

better hide under the table.

“I’m  not h-c-r-c! Okay. I’ll be good.”

Oh, she’s on the phone. W h a t’s in the desk now? M a y b e  some tape. Pencils! I can make 

holes with a pencil. I can m a k e  lots of holes in this box. I can make holes in the wall and in 

the chair . .
%

“I don’t want time out! 1 don’t want to read m y  

books. I’ll play with m y  cars and trucks. I’ll line 

them up. I will.”

" C o m e  here, M o m .  Look. I m a d e  a square with m y  trucks. A n d  I m a d e  a circle with m y  cars. 

I can m a k e  a rectangle with m y  other cars. Watch. Sec, M o m .  I’m  good. I am.”

“I Will P.c Good" was written to convey what it might be like to live in the skin of a 3-year old with Fetal 
Alcohol Syndrome. It alto shows what it’s like to be the primary caregiver for such a child The challenges of 

routine jobs, ordinary morning schedules and just keeping track of these children are mind boggling. Exhaustion 
for parents and children is often an ordinary way of life To bj the child with FAS and experience A D H D  mutt be 

frightening as well. They surely need our patience and prayers.

Gloria Stuart. Foster Mother
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1 0  C o m m o n  M i s c o n c e p t i o n s  A b o u t  w ! "
S T R

F e t a l  A l c o h o l  S y n d r o m e  ( F A S )  a n d  T3

F e t a l  A l c o h o l  E f f e c t s  ( F A E )
Ann P Slrrutgulh, Ph D.

I ml Alcohol O Drug Unit, Dfponmml of Piythitlry b Bthatmrtl Somcti 
School of Mtliant, Umomiry of Wt thing Ion, ScollU. WA 9II9S

1. That F A S  m e a n s  mental retardation.

• Some people with FAS arc mentally retarded, others arc not.
• People with FAS can have normal intelligence.
• They arc brain damaged and have specific areas of strengths and weaknesses.
• It's more like people who have sustained brain injury from an auto accident.

2. That the behavior problems associated with F A S / F A E  arc all the result of poor parenting or a bad 

environment.

• No. being brain damaged can lead to behavior problems because brain damaged people don't process information the 
same way that other people do, so they don't always behave like others expect them to.

• Brain damaged children are hard to raise in the best environments.
• Their parents need help and support, not cnticism.

3. That they will o u tgrow "it" w h e n  they g r o w  up.

• Unfortunately, they do not. FAS lasts a lifetime, but the manifestations and type of problems change with each age
• It takes a longer pcnod of sheltered living for brain damaged children to grow up.

4. That to adm i t  they are brain d a m a g e d  is to give u p  on them.

• Have w e  giver up on children with other defects?
• W c  need research to understand the needs of patients withFASand how to help them. VVc haven't invested in that an. 
yet. W e  will loam how to help them when w e  decide to invest in the problem.

5. That diagnosing t h e m  will brand t h e m  for life.

• A diagnosis tells you what the problem is, helps you figure out how to treat the problem, and relieves the person of 
having to meet unrealistic expectations

6. That they arc unmotivated w h e n  they don't keep appointments or act in a w a y  that w e  consider 

responsible.

• Probably thcexplanaoonliesinmemory problems, inability to problem solve effectively, or simply being overwhelmed.
• Sometimes they misconstrue reality.

7. That o n e  agency can solve any or all of the problems alone.

• The multiple needs of patients with FAS/FAE require multiple fronts of intervention and intense interagency 
cooperation.

8. Thai Ihis p r o o l c m  will be solved wilh existing knowledge.

• Research is desperately needed, and the magnitude of the problem will necessitate more research

9. That Ihc p r o b l e m  will go away.

• FAS is preventable, but alcohol is so much a par t of our culture and so aggressi vcly marketed to those least able to resist, 
that active prevention activities must continue on all fronts to safeguard our children's future and the future of our 
people

10. Thai Ihcir mothers h a d  an easy choice nol lo drink during pregnane)’, a n d  through callousness 

indifference, permanently d a m a g e d  Ihcir children.

• Biological mothers of children with FAS need help with ihcir alcoholism and/or wilh birth control 
» Pregnancy is an excellent lime for alcohol abusing mothers to stop drinking, but they need help



WORKSHOP C :  D i a n e  M a l b i n  R e t h i n k i n g  & R e t r a i n i n g  ( F A S / F A C )
D I A G N O S T I C  C R I T E R I A :  F E T A L  A L C O H O L  S Y N D R O M E

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

R e s e a r c h  S o c i e t y  o n  A l c o h o l i s m  r e c o m m e n d e d  t h a t  s u c h  a  d i a g n o s i s  b e  m a d e  o n l y  w h e n  a n  i n f a n t  

h a s  s y m p t o m s  in  e a c h  o f  t h r e e  c a t e g o r i e s :

1 .  P r e -  a n d / o r  p o s t n a t a l  g r o w t h  r e t a r d a t i o n :  W e i g h t ,  l e n g t h ,  a n d / o r  h e a d  c i r c u m f e r e n c e  a r e  

b e l o w ' t h u  t e n t h  p e r c e n t i l e  w h e n  c o r r e c t e d  f o r  g e s t a t i o n a l  a g e

2 .  E v i d e n c e  o f  c e n t r a l  n e r v o u s  s y s t e m  i n v o l v e m e n t :  S i g n s  o f  n e u r o l o g i c  a b n o r m a l i t y ,  

d e v e l o p m e n t a l  d e l a y ,  o r  i n t e l l e c t u a l  i m p a i r m e n t

3 .  C h a r a c t e r i s t i c  f a c i a l  d y s m o r p h o l o g y  w i t h  a t  l e a s t  t h r e e  o f  t h e  f o l l o w i n g  s i g n s :  M i c r o c e p h a l y  

( h e a d  c i r c u m f e r e n c e  b e l o w  t h e  t h i r d  p e r c e n t i l e )  m i c r o p h t h a l m i a  a n d / o r  s h o r t  p a l p e b r a l  • 

f i s s u r e s  ( s h o r t  e y e  o p e n i n g s ) ,  p o o r l y  d e v e l o p e d  p h i l t r u m  ( v e r t i c a l  g r o o v e  b e t w e e n  u p p e r  l ip  

a n d  n o s e ) ,  t h i n  u p p e r  D p , f l a t t e n i n g  o f  t h e  m i d f a c e .

F e t a l  A l c o h o l  S t u d y  G r o u p  o f  t h e  

R e s e a r c h  S c c i e t y  o f  A l c o h o l i s m  ( 1 9 8 0 )

F E T A L  A L C O H O L  E F F E C T S

" A  c h i l d  w i t h  a  h i s t o r y  o f  p r e n a t a l  a l c o h o l  e x p o s u r e ,  b u t  n o t  a l l  t h e  p h y s i c a l  o r  b e h a v i o r a l  s y m p t o m s  

o f  F A S  m a y  b e  c a t e g o r i z e d  a s  h a v i n g  F e t a l  A l c o h o l  E f f e c t s  ( F A E ) .  I t  s h o u l d  b e  n o t e d  t h a t  F A E  i s  

n o t  t l i o  l e s s  s e v e r e  f o r m  o f  F A S ;  r a t h e r ,  a  c h i l d  w i t h  F A E  d o e s  n o t  h a v e  a l l  o f  t h e  p h y s i c a l  

a b n o r m a l i t i e s  o f  F A S .  T h e  c o g n i t i v e  a n d  b e h a v i o r a l  c h a r a c t e r i s t i c s  c l  F A S  a n d  F A E  a r e  s i m i l a r . "

" E d u c a t i n g  S t u d e n t s  w i t h  F e t a l  A l c o h o l  

S y n d r o m e  o r  F e t a l  A l c o h o l  E f f e c t s "  b y  

D r s  D o n n a  B u r g e s s  a n d  A n n  S t r t n s g u t h  

( P e n n s y l v a n i a  R e p o r t e r  ( 2 2 : 1 )  1 9 9 0 )

C O N T I N U U M  O F  E F F E C T S :  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 ,  O T H E R  D R U G S

B r a i n  G r o w l h  E x t e r n a l  C h a r a c t e r i s t i c s  F A S

M i n i m u m  > -> > ------------------------------------- > ----------------------------------------> M a x i m u m

S t r e i s s g u t h  in  l e c t u r e .  1 9 9 0

oo m u u v u s w
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V I S U A L  M O D E L  F O R  R E T H I N K I N G  B E H A V I O R S

N o r m a l  b r a i n  d e v e l o p m e n t  i s  o r d e r l y  

s e q u e n t i a l .  R i c h  n e u r a l  n e t w o r k s  

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

i n t e g r a t e ,  a s s o c i a t e

S p c d y  l e a r n i n g  a n d  r e t r i e v a l  i s  n o r m a l ;  s t r e n g t h s  m a y  b e  a t y p i c a l .  A s  w i t h  a l l  p e o p l e ,  p e o p l e  w i t h  

F A S / F A E  a r e  a l w a y s  l e a r n i n g ,  b u t  m a y  r e q u i r e  s p e c i f i c  c u e s  t o  a c c e s s  p r e v i o u s l y  s t o r e d

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

F A S / E ;  U n d e r g r o w t h ,  o v e r g r o w t h ,  g a p s  a n d  

t a n g l e s .  F e w e r  p h y s i c a l  l i n k s  f o r  r e t r i e v a l ,  

i n t e g r a t i o n  a n d  o t h e r  o p t i o n s .

I N F O R M A T I O N  P R O C E S S I N G  D E F I C I T S

1 .  D i f f i c u l t y  t r a n s l a t i n g  i n f o r m a t i o n  f r o m  o n e  m o d a l i t y  i n t o  a p p r o p r i a t e  b e h a v i o r .  ( H e a n n g  i n t o  

a c t i o n ,  s e e i n g  i n t o  w n t i n g ,  r e a d i n g  i n t o  u n d e r s t a n d i n g ,  f e e l i n g  i. u O  s p e a k i n g )

2 .  D i f f i c u l t y  g e n e r a l i z i n g  i n f o r m a t i o n  ( t r a n s f e r r i n g  r u l e s  i n t o  n e w  s i t u a t i o n s ,  r e c o g n i z i n g  p a t t e r n s ,  

f o r m i n g  a s s o c i a t i o n s ,  p r e d i c t i n g  o u t c o m e s )

3  D i f f i c u l t y  p e r c e i v i n g  s i m i l a n t i e s  a n d  d i f f e r e n c e s  ( d i s c n m i n a t i n g .  d i s c e r n i n g ,  w e i g h i n g  a n d

e v a l u a t i n g ,  c o m p a n n g  a n d  c o n t r a s t i n g ;  F r i e n d s  a n d  s t r a n g e r s ,  s a f e t y  o r  d a n g e r )

Barbara M o r s e -1991
C O  U j t r t .  M S W  FA 5.V A E  C o u T * f in g  C o n n A *»o n  S O V O M 2 ? l



B E H A V I O R A L  E F F E C T S  F O L L O W I N G  P R E N A T A L  A L C O H O L  E X P O S U R E

I N  H U M A N S  A N D  A N I M A L S :

H U M A N S  '

H y p e r a c t i v i t y

A t t e n t i o n  d e f i c i t s ,  d i s t r a c t i b i l i t y  

L a c k  o f  i n h i b i t i o n

M e n t a l  r e t a r d a t i o n ,  l e a r n i n g  d i f f i c u l t i e s

I m p a i r e d  a b i l i t y  t o  a d j u s t  t o  n e w  s t i m u l i  o r  

s i t u a t i o n

R e p e t i t i o n  o f  a  m e n t a l  a c t i v i t y  w i t h  a n  

i n a b i l i t y  t o  s w i t c h  t o  a n o t h e r  a c t i v i t y  

( p e r s e v e r a t i o n )

F e e d i n g  d i f f i c u l t i e s

G a i t  a b n o r m a l i t i e s

P o o r  f i n e  a n d  g r o s s  m o t o r  s k i l l s

D e v e l o p m e n t a l  d e l a y  ( m o t o r ,  s o c i a l  a n d  

r e f l e x e s ,  b e h a v i o r ,  

l a n g u a g e  d e v e l o p m e n t )

H e a r i n g  a b n o r m a l i t i e s

P o o r  s t a t e  r e g u l a t i o n  ( t r e m o r s ,  j i t t e r s ,  a b e r r a n t  

s l e e p  p a t t e r n s )

A N I M A L S

I n c r e a s e d  a c t i v i t y  a n d  e x p l o r a t i o n  

A t t e n t i o n  d e f i c i t s  

L a c k  o f  i n h i b i t i o n  

I m p a i r e d  l e a r n i n g  

I m p a i r e d  h a b i t u a t i o n

P e r s e v e r a t i o n

F e e d i n g  d i f f i c u l t i e s  

G a i t  a b n o r m a l i t i e s  

P o o r  c o o r d i n a t i o n  

D e v e l o p m e n t a l  d e l a y  ( m o t o r  

p u b e r t y )

H e a r i n g  a b n o r m a l i t i e s

P o o r  s t a t e  r e g u l a t i o n  ( t e m p e r a t u r e  

d y s r e g u l a t i o n .  a b e r r a n t  s l e e p  

p a t t e r n s )

S o u r c e .  A d a p t e d  f r o m  D n s c o H  e t  a l .  1 9 9 0 .  i n :  A l c o h o l  H e a l t h  a n d  R e s e a r c h  W o r l d  

1 0 ( 1 )  1 9 9 4



S u p p o r t i n g  A l t e r n a t e  F a m i l i e s  a n d  C a r e g i v e r s  

o f  F A E / E  C h i l d r e n ,  T e e n s ,  a n d  A d u l t s

w t#
Reprinted with permission of the B.C. FAS Resource Societv as printed in FAS/E Nation Spring, 

1995
i *

T h e  following is a list of tips a n d  suggestions for supporting alternate families 

a n d  caregivers compiled b y  the F A S / E  Support Network. T h e  list arose fr o m  

all the c o m m e n t s ,  suggestions, a n d  problems mentioned b y  families w h o  have 

accessed the F A S / E  Support N e t w o r k  for information a n d / o r  support.

• If y o u  haven't lived it y o u  h a v e n’t been there.

• Listen, Listen, Listen! Really "hear" w h a t  is being said a n d  m o r e

importantly, w h a t  is not being said.

• U n d e r s t a n d  this is not a "quick fix’ or "easy solution" problem; it is a life­

long disability with profound psycho social implications for families as 

well as individuals.

• B e  available, return p h o n e  calls.

• If y o u  don't k n o w  say so.

• Learn f r o m  the parents a n d  caregivers; they have m u c h  to share.

• Provide services pro-actively.

• Find an advocate tor the family unit until they can fill that role 

themselves.

• U n d e r s t a n d  that parents, especially adoptive ones m a y  v i e w  the system as

adversarial. T h e y  are afraid of you. T h e  system is seen as all-powerful a n d

needs to be m o r e  receptive

• Track d o w n  resources a n d  aid families in using them. M a k e  initial 

contacts, sort out red tape, learn the pitfalls, ect.

• Provide access to training for understanding F A S / E  a n d  specific parenting 

techniques.

• Don't wait for caregivers to call you. C h e c k  with then regularly, ev e n  then 

things are going well.

• D e v e l o p  a relationship with families i n d e p e n d e n t  of crisis.

• Find respite care a n d / o r  a w a y  to fund it.

• Access information on the child for the family. Adoptive families often 

h a v e  little or n o  written information o n  their child; It m a y  be useful a n d  

e v e n  necessary to call for the file, a n d  families have the right to k n o w .

• Parents, foster, a n d  adoptive need specific a n d  detailed information o n  

w h a t  a child m a y  ha v e  been experienced if they are to deal with the 

aftermath.

• M o s t  F A S  a n d  F A E  children have suffered from abuse a n d / o r  neglect. 

Understanding h o w  this effects the underlying neurological disorder a n d  

conduct problems is crucial. Both social workers a n d  caregivers need 

training.
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• Social workers a n d  caregivers (adoptive a n d  foster) w h o  attend training 

together o n  an issue are m o r e  likely to w o r k  together effectively.

• respect the parents opinion a n d  decisions, they m u s t  live with the 

consequences.

• T h e  child y o u  see is not the child they live with.

• D o  not tell a parent that he is over reacting, or that" all kids d o  that".

• W o r k  at w h e r e  parents are, on w h a t  they see as the problems.

• R e m e m b e r  that i m p r o v e m e n t  m e a n s  deferent things to different people, 

a n d  occurs in such small steps it can be missed.

• Telling' a parent that a child is doing "really well" will not always be seen as 

g o o d  news, a n d  in fact, m a y  been seen as just the opposite.

• A s k i n g  w h a t  y o u  can d o  to help the parent keep his head above water is 

important.

• M e e t i n g  with both parents -not just the mother- is preferable, a n d  m a y  

require adjusting w o r k  schedules.

• Finding a support g r o u p  a n d / o r  a b u d d y  parent for the family; find a w a y  to 

"stage m a n a g e "  their involvement if they are unwilling; r e m e m b e r  that 

exhausted people d o  not have the energy to seek out support -support 

needs to seek them.

• Recognition that most parents w h o  undertake to parent these children find 

themselves dealing with social a n d  behavioral situations for witch they are 

totally unprepared.

• A d j u s t m e n t  to long term foster care or adoption is cyclical in nature. 

Children revisit the stages of grief a n d  loss at different developmental 

stages, witch simply put, m e a n s  that m a n a g i n g  behavior a n d  dealing with 

acting out -even independent of F A S  or F A E -  is an ongoing task 

t h r o u g h o u t  adolescence, F A S  anil F A E  c o m p o u n d  the problem.

• Parents a n d  caregivers also adjust in a cyclical nature a n d  m u s t  revisit their 

o w n  issues a n d  m a n a g e  their o w n  feelings, especially anger- witch it m u s t  

be r e m e m b e r  is a m a s k  for pain. It is imperative that professionals 

w o r k i n g  with families of F A 5 / E  children keep this awareness in the 

forefront of their dealings with the family if support is to be effective.

• H e l p  parents understand that the above t w o  points d o  not m e a n  that they 

are failures or inadequate to the task, rather that this is part of the process.

• V i e w  out of h o m e  placement as a positive option not a negative one. It is 

not necessarily an indication of placement breakdown/failure, but m a y ,  in 

fact, represent the c o m m i t m e n t  of a family to maintaining an 

adoptive/foster placement in the face of very real difficulty.

• Attend meetings with other systems with the caregivers, if they request; 

offer to d o  so.

• In complicated cases, a case m a n a g e r  m a y  be required. W o r k  with the 

parent to decide w h o  w o u l d  be best in this role a n d  w h o  w o u l d  also best 

m e e t  the needs of the caregiver.

• Provide a family with all the options in a given situation, but allow t h e m  

to m a k e  the decision.



Support the decision even if y o u  disagree with it, T h e  position of the 

professional should be to facilitate decision making, not i m p o s e  personal- 

or e v e n  professional- options.

O n c e  an adoptive placement has been m a d e ,  or an official exception to 

policy p e r m a n e n t  plan has been granted, the premise w h i c h  guided the 

selection of that family should still be the premise w h e n  the family request 

services or help. T h e y  were - a n d  are- the best possible choice for that child. 

Nothing will d i s e m p o w e r  a family faster than the unstated but implicit 

opinion of a professional (or support person) that another family could d o  

a better job.

If the placement has irretrievably broken d o w n ,  it is imperative that it be 

h a n d l e d  with the utmost compassion. Families -both long term a n d  foster- 

are devastated to go through an intense grieving process. It is a death with 

out a death, Intense in h o m e  a n d  in person support w h i c h  encourages 

expression of feelings, (no matter h o w  negative) a n d  a c k n o w l e d g e s  the 

anger a n d  pain should be provided.

Counseling for all family m e m b e r s  should be accessed 

S o m e  f o r m  of long term follow-up a n d  social w o r k  support should be 

provided in a placement disruption. E v e n  if the family is not receptive, 

they need to k n o w  concretely that s o m e o n e  cares, that s o m e o n e  cares. At 

s o m e  point, they will be ready to discuss w h a t  h a p p e n e d  a n d  w h a t  they feel 

could h a v e  been d o n e  differently. It is an important step in healing w h i c h  

frequently does not occur because there is n o  one w h o ’s job it is to k e e p  

m a k i n g  overtures to these families. Never, ever, discuss a family its 

children or any problems with a n y  other person, professional, or system 

with out the express, specific permission for the specific occasion fr o m  the 

parent or caregiver. Confidentiality a n d  the absence of "judgment" are the 

b a c k b o n e  of effective support.
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S U M M A R Y

Wh a t  follows is a s u m m a r y  of the report provided participants at the F A S  Conference in Seattle, 

September 4-6, 1996.

The study consisted of 473 participants, 178 were diagnosed as Fetal Alcohol Syndrome (FAS) and 

295 were diagnosed as Fetal Alcohol Effected (FAE). The age group was between 3 and 51 years. 

Ninety (90) participants were 21 years of age and older.

The participants diagnosed with F A S  had an average IQ of 79, average reading, spelling, nnd 

arithmetic standard scores of 78, 75, and 70, respectively and an average Adaptive Behavior score of 

61. Those participants diagnosed with F A E  had an average IQ of 90, average reading, spelling, and 

arithmetic standard scores of 84, 8 1, 76. respectively and an average Adaptive Behavior of 67. A  

normal score for both IQ and Adaptive Behavior is 100.

Six main secondary disabilities were studied:

• Mental Health Problems were experienced by over 9 0 %  of full sample

• Disrupted School Experience was experienced by 6 0 %  of sample age 12 

nnd over

• Trouble with the L a w  was experienced by 6 0 %  of sample age 12 tuid over

• Confinement (defined as confined in n psychiatric, substance abuse or prison) 5 0 %  of 12 nnd 

over

• Inappropriate Sexual Behavior found in 5 0 %  of 12 and over

• Alcohol/Drug Abuse found in 3 0 %  of 12 nnd over
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In an effort io determine h o w  m a n y  participants became self-sufficient as adults, two additional 

secondary disabilities were evaluated for the age group of 21 years and older. 'They were:

• D ependent Living was found in 8 0 %  of the 21 year age group and over (n=90)

• Problems with Employment 8 0 %  of the 21 year and over age group-— please note that out of the 

90 only 7 individuals were living independently and were employed

Males have higher rales of Disrupted School Experience, Trouble with the L a w  and Confinement 

than do females; otherwise, rates of Secondary Disabilities arc nearly equal across the sexes. Clients 

12 years and older have a higher rate of all Secondary Disabilities except Mental Health Problems 

than younger participants. Compared to clients with FAS, those wilh F A E  have a higher rate of all 

Secondary Disabilities, except Mental Health Problems.

A  set of 2 1 possible risk and protective factors were examined through an annlysis. Eight factors 

emerged that arc almost universally protective in terms of secondary disabilities. In order of their 

strength as “universal" protective factors, they arc:

1. Living in a stable and nurturing h o m e  for over 7 2 %  of life

2. Diagnosis before the age of 6 yrs

3. Never having experienced violence against oneself

4. Staying in each living situation for an average of 2.8 yrs

5. Experiencing a good quality h o m e  from age 8 to 12 yrs

6. Having applied for or been found eligible for D D  services

7. Having been diagnosed F A S  rather than F A E

8. Having basic needs met at least 1 3 %  of life

Compared to individuals wilh F A S  , individuals with F A E  have a higher rate of Secondary 

Disabilities except for menial health problems.
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Also, 30 females in the sample had given birth to a child. Fifiy-scvcn percent (57%) of these 

children were no longer in the care of the mother and 4 0 %  were drinking during their pregnancies 

with these children. Seventeen percent (17%) of these children had already been diagnosed with 

F A S  and another 1 3 %  were suspected of having cither FAS/FAE, but were undiagnosed at the end of 

this study.

The following pattern of relationships between specific secondary disabilities and risk and protective 

factors was found through analysis of odds ration plots:

• O d d  of Mental Health Problems arc reduced primarily by the universal protective factors

• Cdds of Disrupted School Experience arc reduced primarily by the universal protective factors

• The rate of Trouble With The L a w  is related to all the universal protective factors, most notably, 

eligibility for D D  services

• Confinement also is related to the universal protective factors, especially “living in a stable nnd 

nurturing environment, and being diagnosed prior to age 6”.

• Od d s  of Inappropriate Sexual Behavior arc reduced by all universal protective factors

• Alcohol and Drug Problems have one specific protective factor in addition to universal protective 

factors, namely having lived wilh an alcohol abuser less than the median for the group, which was 

3 0 %  of a participant’s life

• O d d s  of Dependent Living arc increased over fourfold for participants w h o  had an IQ score of 70 

or below, an Adaptive Behavior score below 65, or an IQ/Adaptive Behavior Discrepancy score of 

over 15 points. Other strong intrinsic risk factors for Dcpcndrnt Living arc a high F A B S  score, a 

Performance Scale IQ minus Verbal Scale IQ score of more than 15 points, and being male.

• O d d s  of Problems with employment arc increased more than two to four fold by an IQ score of 

70 or below, an Adaptive Behavior Score below 65, nnd IQ/Adaptive Behavior Discrepancy score of 

over 15 points, and being F A S  rather than FAE. S o m e  universal factors arc also protective against 

problems with employment, namely, an early diagnosis, longer time in a stable nnd nurturing home, 

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

It should be noted that the correlations reported m a y  or m a y  not be causative. They nonetheless 

suggest courses of action that m a y  be beneficial both to these clients, and ultimately to society.

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

prevent future children f r o m  being born with F A S / F A E
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Prcfucc

Iliis report summarizes six and a half years of work towards die characterization and prevention of 

fetal alcohol syndrome in Alaska. W e  compiled key findings from Alaska's surveillance efforts, 

analytic studies and alcohol-related surveys to help guide the state’s future F A S  prevention and research 

efforts directly from previous publications. This monograph would not have be* .1 possible widiout the 
energy and dedication of the many individuals whose original work advanced our knowledge of FAS.

W e  have tried to present accurately the major findings and recommendations from original works 

conducted in Alaska by the A F A S P P  and others. W e  were unable to have this document reviewed
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prior to publication by all of the A F A S P P  participants or by other primary authors. The Section of 

epidemiology accepts responsibility for the content of this document.
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E x e c u t i v e  S u m m a r y

Birth defects arc the leading cause of infant mortality on the United States, accounting for 

more than 20 percent of all infant deaths. In addition, birth defects arc the fifth leading cause 

of years of potential life lost and contribute substantially to childhood morbidity and long-term 

disability. Fetal Alcohol Syndrome (FAS) is a leading birth defect that causes significant 

lifetime disability. Unlike m a n y  other birth defects, however, F A S  has a k n o w n  etiology and 

is preventable.

In 1990, the Centers for Disease Control and Prevention, Indian Health Service, and 

Department of Health and Social Services established the Alaska Fetal Alcohol Syndrome 

Prevention Project (AFASPP). A s  a result of the work done by the A F A S P P ,  Alaska is 

recognized for its leadership in developing science-based, F A S  prevention programs.

P R E V A L E N C E

'Hie overall m i n i m u m  prevalence of F A S  in Alaska ranged from 0.8-1.3 cases per 1,000 live 

births. T h e  prevalence of F A S  a m o n g  Alaska Natives was 3.0 - 5.2 per 1,000 live births 

compared to 0.2 • 0.3 per 1,000 live births a m ong non-Nativcs.

While the higher F A S  rates a m o n g  Alaska Natives compared to non-Nativcs m a y  be due in 

part to extensive ease finding by the I H S  and undcrasccrtainmcnt of F A S  a m o n g  non-Nativcs, 

Alaska Natives arc at higher risk of F A S  than non-Nativcs.

R I S K  F A C T O R S

• A  large proportion of Alaska's identified F A S  children were either adopted or in foster 

care.

• There is a real risk of mothers of F A S  children having multiple F A S  children -  14 mothers 

had F A S  chi'drcn; one w o m a n  gave birth to 4 F A S  children and lo 3 other children w h o  

had a physician notation of F A S  in their medical charts. A m o n g  the noted problems in 

their records were physical and sexual abuse, partners with alcohol problems, denial of 

alcohol problems, alcohol-related emergency room visits, sexually transmitted diseases, 

involvement with law enforcement officers, suicide gestures, and multiple refusals of 

alcohol treatment.

• The high prevalence and the characteristics of alcohol consumption a m o n g  Alaskan w o m e n  

of child-bearing age have important implications.

• O f  mothers of F A S  children, the majority were unmarried at the time of delivery, m a n y  

had not completed high school, and most either had no prenatal care or began prenatal care 

after the first trimester.
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• Population-based surveillance of F A S  is essential to document the magnitude of the 

problem, to monitor trends in the occurrence of FAS, and to document the impact of 

prevention efforts.

• The more that is understood about the w o m e n  w h o  give birth to F A S  and other alcohol- 

affected children, the better is our ability to target prevention activities to them before they 

give birth to an alcohol-affected child. The top priority for developing effective prevention 

is to conduct a risk factor analysis of the w o m e n  w h o  have given birth to F A S  children and 

the fathers by examining their medical, social, and reproductive histories. D H S S  should 

conduct a maternal risk factor analysis of the biological mothers and fathers of the F A S  

cases identified through the A F A S P P .

• Programs should be targeted at two major strategics:

1) Reduce alcohol consumption amo n g  w o m e n  of child-bearing age and especially 

a m o n g  pregnant women, and

2) Postpone pregnancy a m o n g  w o m e n  w h o  are unable or unwilling to reduce

substantially or stop completely alcohol consumption.

• Improve coordination of services and target services to families w h o  arc identified through

having a child diagnosed with FAS.

• Determine the barriers to treatment for w o m e n  w h o  have had an alcohol-affected

pregnancy.

• D H S S  and D O E  should conduct an analysis of the relationship of a medical diagnosis of 

F A S  to the need for special education services.

P R E V E N T I O N  . R E C O M M E N D A T I O N S
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1. Background

Overview

Fetal alcohol syndrome (FAS) is a preventable birth 
defect which causes a spectrum of lifetime central 
nervous system impairments including mental 
retardation, developmental delay, and other 
cognitive and behavioral abnormalities.

Over 20,000 Alaskan women of childbearing age 
arc self-reported heavy drinkers, and 7%  of new 
mothers In Alaska report having drunk during the 
third trimester of pregnancy. This has important 
implications for Alaska, because no universally safe 
level of alcohol consumption has been determined 
for pregnant women. Among Alaskan children 
born 1989-92, at least 18 per year were suspected 
of or received a clinical diagnosis of FAS.

High economic and societal costs are associated 
with FAS. In Alaska, minimum Medicaid claims 
are estimated at $9,000 annually per FAS child. In 
addition to medical costs, many FAS patients arc 
eligible for Supplemental Security Income (SSI). 
The 20-year projected SSI cost in Alaska is 
estimated at $103,000 per person (1993 
reimbursement rate). It is believed that these 
figures represent only a fraction of the total 
economic burden. A  comprehensive study 
completed outside of Alaska estimated the lifetime 
cost of both medical treatment and long-term care at 
$1.4 million per person with FAS (Abel and Sokol, 
1987).

Caring for individuals with FAS requires more than 
tax dollars. The neurological impairments 
associated wilh the syndrome often manifest 
themselves in cognitive and behavioral disabilities 
which can lead lo maladaptive behaviors such as 
poor judgment, attention deficits, difficulty 
understanding the relationship between cause and 
effect, and difficulties in interpreting social cues 
(Strelisgulh. ct al.. 1991), Such outcomes suggest 
a substantial impact on the state’s educational and 
judicial systems.

Because FAS is a completely avoidable disease wills 
serious individual and societal impacts, a prevention 
plan is essential. Such a plan must have multiple 
components. The magnitude of the FAS problem in 
Alaska must be further assessed and continually 
monitored. Wom e n  at high risk of delivering FAS 
children must be identified and reached before they 
give birth. The FAS awareness levels of both the 
general public and health care professionals must be

raised. Individuals with FAS must receive the 
special treatment and attention they need to function 
productively in Alasknn society. And, appropriate 
research and programmatic resources must be set to 
ensure accomplishment of nil of the above. Thij 
document, und (lie information it nsscmblcs, 
provides (lie foundation upon which such future 
programs can be built.

History of FAS

FAS was first identified as a clinical entity in the 
United States in 1973 with the publication in 
L A N C C T  of “Pattern of malformation in offspring 
of chronic alcoholic mothers,” by Jones and Smith 
who coined the term “fetal alcohol syndrome."

In 1980 the Research Society on Alcoholism 
through its Fetal Alcohol Study Group standi rdized 
the definition for FAS. It had become clear by 
1985, however, that the diagnostic criteria or 
terminology for FAS had not been consistently 
applied by clinicians or researchers. Therefore, in 
1987 the Fetal Alcohol Study Group reevaluated the 
definition.

In 1989 the Group modified thr definition slightly 
to specify that a child with FAS must manifest signs 
of abnormality in each of the following categories:

• Prenatal and/or postnatal growth retardation 
(weight and/or length or height below the 10th 
percentile when corrected for gestational age);

• Central nervous system impairment, including 
neurological abnormality. developmental 
delay, behavioral dysfunction or deficit, 
intellectual impairment and/or structural 
abnormalities such as microcephaly;

• A phenotypic face including short palpebral 
fissures (eye openings), an elongated midface, 
a long, flat philtrum (groove in the median 
portion of the upper lip), thin upper lip, anJ a 
flat midfacc.

While these attempts have been made to clarify the 
terminology used to describe the impact of alcohol 
on offspring and to enhance the comparability of the 
results of clinical observations, the diagnosis of 
FAS remains highly subjective and the application 
of clinical criteria inconsistent.
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Less severe or incomplete expressions of the FAS 
phenotype have also been classified as Fetal Alcohol 
Fffccts (FAG) (Clarrcn and Smith, 1978). 
Variations in the nmount (or dose) and timing of a 
fetus' exposure to alcohol may impact its 
development of alcohol-related defects. Multiple 
oilier factors, including genetic susceptibility, 
nutritional status and the presence of other toxins 
(e.g., caffeine, nicotine, marijuana) in the placenta, 
may also influence the severity of the effects. The 
existence of F A E  is debated, and use of the term as 
a diagnosis has been discouraged by (he Fetal 
Alcohol Study Group and many of the country’s top 
dysmorphologists.

The most recent attempt to clarify die terminology 
used came in 199S when the Institute of Medicine 
convened a committee lo study FAS which issued its 
report in 1996. One of the committee's key charges 
was to review and evaluate the diagnostic criteria
and terminology used for FAS and related
conditions. It recommends the use of five diagnoses 
for describing FAS and alcohol-related effects:

1. FAS with confirmed maternal alcohol 
consumption,

2. FAS without confirmed maternal alcohol 
exposure,

3. partial FAS wilh confirmed maternal alcohol 
exposure,

4. alcohol-related effects (ARBD), and

5. alcohol-related ncurodcvclopmcntal disorder 

(ARND).

Challenges

Exposure to alcohol In utero can have a wide 
variety of cognitive, behavioral and morphological 
effects on the fetus; FAS represents a specific 
constellation of these defects. Presently, there is no 
objective lest by which FAS cases can be 
a.- rtained. Trained dysmorphologists rely on
"gestalt", or a general clinical impression, to 
diagnose the physical expression of FAS (Clarrcn 
and Astlcy, 1995). (This approach becomes
increasingly unreliable as leu experienced
individuals attempt (he FAS diagnosis.) 
Furthermore, C N S  involvement and (he

characteristic facial dysmorphology may not always 
be evident in FAS eases. Diagnosis in newborns—  
even ones bom intoxicated— is rarely possible since 
FAS children often do not have the opportunity to 
display their behavioral abnormalities or mental 
deficits until they reach school age. By adolescence 
many FAS children outgrow their characteristic 
facial features and growth deficits.

Exacerbating the diagnostic challenge is the fact that 
die normal facial morphology of several racial 
groups (Asians, Alaska Native) includes some of the 
features present in FAS (cpicanihal folds, wide 
intcrcanthal distance, and flattened midfacc). Also, 
the severity of FAS conditions (physical and 
neurological) is nol uniform across eases. Critical 
to accurately diagnosing FAS is a detailed, ol icctivc 
ease definition and the ability to examine d.ddrcn 
during a very specific lime period, ideally between 
the ages of 3 and 10. While die International 
Classification of Diseases. 9th Revision (ICD-9J 

now includes a code for alcohol effects on die fetus, 
the code is not limited to the specific grouping of 
effects which constitutes FAS.

In summary, FAS diagnosis remains subject to five 
major constraints:

• subjectivity inherent in the diagnosis;

• difficulty of diagnosing the syndrome in 
newborns;

• age difference in the expression of the 
phenotype;

• variability of the severity of conditions 
associated with the syndrome; and

• the lack of specificity in the ICD-9 code 
assigned to FAS

These diagnostic constraints hinder FAS 
surveillance efforts, essential for ascertainment of 
the frequency and distribution of the syndrome as 
well as for the assessment of and ability to target 
prevention effons. No detailed, objective, national 
case definition or surveillance methodology exists 
for FAS. Calculating rates, much less comparing 
these rates across years, geographies or populations, 
is extremely difficult. The lack of any single data 
source for case finding further compounds the 
problem.
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Surveillance History

Until the methodology of linking multiple dnt.1 
sources for FAS surveillance was developed in 
Alaska, no surveillance system had been designed to 
enumerate die occurrence of the condition in the 
population. However, the Centers for Disease 
Control and Prevention (CDC) had been monitoring 
birth defects since 1976 through the Metropolitan 
Atlanta Congenital Defects Program (MACDP) and 
since 1974 through the Birth Defects Monitoring 
Program (BDMP). Bodt programs arc administered 
by the Division of Birth Defects and Developmental 
Disabilities (DBDDD) in the National Center for 
Environmental Hcaldi (NCEI1).

In 1974, shortly after FAS had been identified as a 
clinical entity in the U.S., M A C D P  added the 
condition to die list of defects it monitored. 
M A C D P  collects information on all live-born and 
stillborn infants bom in die five-county metropolitan 
Atlanta area. It is designed to track infants with a 
least one major defect diagnosed widiin die first 
year of life. It was not designed to track infants 
with less distinct anomalies such as FAS.

In 1979 the ICD-9 added the codc-760.71"ihat 
could be used for FAS. ICD-9 was die first 
revision of the Code since FAS was recognized as a 

clinical entity in the U.S.

In 1979, B D M P  began collecting information on 
infants assigned the 760.71 code. B D M P  is not a 
population-based surveillance system. It uses 
hospital discharge data on newborns in 
approximately 1,200 participating hospitals 
nationwide.

The limitations on FAS surveillance by bodi 
M A C D P  and B D M P  were not apparr» until the 
Alaska mediodology of linking multiple data sources 
was developed.

The Alaska Fetal Alcohol Syndrome Prevention 

Project

During the 1980s. clinical and epidemiological 
interest in FAS increased greatly. While at the time 
there existed no state-based methodology for die 
surveillance of FAS, D B D D D  sought to improve 
the surveillance and thereby die prevention of FAS 
and other alcohol-related birth defects.

Area Native Health Service (AANHS) of the U.S. 
Indian Health Service (IMS) had developed a 
statewide FAS prevention program targeting Alaska 
Natives, and secondly, die Alaska Department of 
Health and Social Services (DHSS) showed 
considerable interest in developing an FAS 
prevention program. (Alaska has one of the highest 
per capita alcohol consumption levels in the nation, 
die highest rate of alcohol-related hospitalizations in 

the country, and has one of die highest rates of 
heavy drinking among women of reproductive age.)

In 1990 D B D D D  conducted a site visit to Alaska to 
determine the level of commitment by A A N H S  and 
DHSS to collaborating with N C E H  in die 
development of a statewide FAS surveillance 
mediodology and prevention program to be used as 
a model for other states. Out or that site visit came 
separate Agreements to Cooperate between N C E H  
and IHS and between N C E H  and DHSS. These 
formal five-year agreements established and funded 
the Alaska Fetal Alcohol Syndrome Prevention 
Project (AFASPP). The parties formed a steering 
committee widi representatives from AANHS, 
DBDDD, DHSS and die Alaska Department of 
Education (DOE) to provide policy oversight and 
direction to the Prevention Project.

The AFASPP’s charge was to develop a 

surveillance methodology for monitoring the 
occurrence of FAS. In doing so. it pioneered the 
methodology of linking multiple data sources. It 
identified several constraints on FAS surveillance. 
It documented diat the ICD-9 code of 760.71 lacked 
specificity for FAS surveillance, and demonstrated 
the need for a surveillance case definition for FAS. 
The Project also evaluated die usefulness of the 16 
different data sources it utilized, demonstrating that 
birdi certificates and hospital discharge data arc 
unreliable sources for surveillance of FAS.

Additional AFASPP efforts have included the 
demographic and clinical characterization of FAS 
children and ti.cir mothers, the administration of a 
public awareness survey, and the administration of a 
survey of healdt care professionals’ alcohol and 
FAS-rclatcd knowledge, attitudes, beliefs and 
behaviors. A  joint DHSS/DOE study of the FAS 
diagnosis’ ability to predict children's special 
education needs is currently underway.

Alaska provided the opportunity to develop a 
comprehensive FAS prevention program addressing 
the entire population of a state. IHrst, the Alaska
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//. Descriptive Epidemiology of F A S  

FAS Case Definition

Establishing n ease definition enables the objective 
and reproducible collection of epidemiologic 
information. Once explicit and objective diagnostic 
criteria for a disease have been established, the 
actual number of eases can be tracked over time and 
populations. Since no operational, nationwide ease 
definition for FAS surveillance exists, the AFASPP. 
in consultation with FAS experts, developed its own 
surveillance definition. Adding to the Research 
Society on Alcohol's criteria, the AFASPP specifics 
an FAS ease must have medical chart mentions of 

each of the following:

• any chart notation of FAS by a physician;

• prenatal alcohol exposure or a maternal
history of alcohol abuse;

• medical chart notation of at least one
characteristic fetal alcohol syndrome facial 
feature or a comment “stigmata";

• growth deficiency; and

• central nervous system impairment.

The AFASPP definition further details that
characteristic facial features include a physician 
notation of fetal alcohol syndrome stigmata or any 
of the following: short palpebral fissures, long or 
flat philtrum, thin upper lip, hypoplastic maxilla 
(underdeveloped/flattened upper jaw/midfacc), short 
nose relative to normal length midface, or flat nasal 
bridge. Growth deficiency is defined as height or 
weight less than or equal to die tenth percentile for 
a given age. F.vidcncc of central nervous system 
impairment includes any of the following: structural 
abnormalities (microcephaly or hydrocephaly), 
other neurologic anomalies (seizures, abnormal 
EEC, hypertonia, cerebral palsy, tremors, hearing 
deficits of neurosensory origin, or microphthalmia), 
or behavioral or cognitive anomalies (mental 
retardation, hyperactivity, short attention span or 
attention deficit disorder, learning disability, 
developmental delay [including fine or gross motor 
delay or speech or language delay), behavior or 
conduct problems, or school failures).

Limitations

Undcrdiagnosis. underreporting of diagnosis and the 
potential for differentially diagnosing FAS across 
populations can lessen a ease definition's specificity, 
or ability lo capture all true eases (Cordero ct al.. 
1994). The possibility of all three of these

limitations should be recognized in the AFASPP 
ease definition. As discussed, the diagnosis of FAS 
is problematic and may often depend on subjective 
impression or "gestalt". Also, the ICD-9 code is 
non-specific, further complicating survcillrncc 
based on medical record systems. The potential 
stigma associated with tire FAS diagnosis may 
contribute to undcrdiagnosis. The inclusion of 
documented prenatal alcohol exposure in the FAS 
ease definition may also impact the specificity of the 
definition: the AFASPP provider survey revealed 
that a significant portion of doctors do not always 
report maternal alcohol use, even when alcohol 
abuse is known or strongly suspected.

FAS in Alaska, due to IHS’s efforts, has been a 
focus in the Native population longer than it has 
been among non-Nativc practitioners. 
Consequently, differing awareness levels among 
practitioners coutd lead to a different likelihood of 
FAS diagnosis among Native and non-Nativc 
children. Since the AFASPP ease definition relies 
on available medical charts and the thoroughness of 
physicians’ notations within them, it is almost 
certain that the actual number of eases detected 
represents a minimum count. While this result is 
not ideal for total cost or total prevalence estimates, 
it docs permit, as much as possible, a consistent 
comparison of relative rates over time and peoples. 
A more lenient ease definition may capture a greater 
number of FAS eases, but it would simultaneously 

capture more noncascs. reducing the diagnostic 
accuracy, or positive predictive value, of the 
definition.

A common limitation of surveillance ease 
definitions is that they do nol capture all of the true 
eases of the condition in a particular population of 
interest (Cordero ct al., 1994). Tire AFASPP 
utilized multiple datasets plus screening activities to 
assure a population-based effort attempting to 
identify all eases within the population rather than 
extrapolating from a sample of datasets. FAS rales 
reported for Alaska should be more representative 
than current surveillance activities in other states 
the BDMP. and the M A C D P .

FAS-Noted

Hearing in mind the potential limitations of a chart- 
verified FAS ease definition, the AFASPP also 
cataloged all individuals who had any chart mention 
of fetal alcohol syndrome (whether or not they had 
the olhrr FAS criteria). These eases ate classified

9



as “FAS-notcd," and may represent die upper- 
bound of the actunl FAS ease count.

Data Sources and Collection Methods

In the rigorous AFASPP surveillance effort begun 
in 1991, FAS and FAS-notcd eases were actively 
sought from three major sources: the private
medical sector, die State of Alaska programs and 
services, and Alaska Nalivc-spccific services nnd 
corporations (Table 1). Overall, sixteen individual 
practices, services and corporations were examined. 
(Non-Native sources were eligible to be identified in

13 of the 16 data sources.) Where sources had 
computerized ICD-9 data, searches were made for 
code 760.71 (noxious influence of alcohol on fetus 
or newborn via placenta or breast milk) or, if 
categorized on a more aggregate level, code 760.7 
(any noxious influence affecting fetus or newborn). 
The range of years searched varied by source due to 
different program initiation dates or variability of 
data.

Table 1, Sources of dutn nnd methods of identifying potnmnl FAS eases in A K

Source of Data Method of Identifying Potential FAS Coses

Private Sector 

Hospitals 
Anchorage and Fairbanks

Pediatricians
Anchorage
Fairbanks

ICD-9 code 760.71 on discharge data tapes from 1988-1992. (Largest 
and founh largest hospitals in the state.)

List of potential FAS patients served in 1993.
List of FAS/alcohol-exposed patients served from 1990-1992.

State of Alaska*

Infant Learning Program

Health Care Program for Children w/Sp rial 
Needs (HCP-CSN)

Clinic. Cleft lip At palate

C lin ic . G en etic s

Clinic, Alcohol-exposed children 

Rural Nursing Station

Medicaid Claims 

llirth Certificates

Death Certificates

Potential FAS children 0-3 years of age seen in 1991-1992.

ICD-9 code of 760.71 on data tape of program recipients age 0-21 
>ears served in 1992.

Potential FAS children evaluated from 1983-1993.

Potential FAS children evaluated from 1977-1992.

Children evaluated from 1992-1993.

Potential FAS children identified in a public health nursing caseload In 
1993.

ICD-9 code of 760.71 on tapes from 1989-1990.

FAS cheek box on certificates filed from 1989-1990.

ICD-9 code 160.7 as contributing/underlying cause of death from 
1977-1990.__________________________________________

Altukn { 
IIIV C.Case File

2 Regional Native Hrahh Corporations (serving 
the Interior and Southeast regions of Alaska)

Native Medical Center, Anchorage

Patients seen lor an alcohol-related diagnosis during 1983-1993. 
Statewide active screening in 1986 followed by ongoing active 
screening In Anchorage area and passive reporting from 12 
autonomous regional Native Health Corporations.

ICD 9 code 760.71 on discharge slau tapes from 1989-1990 for 
Interior Alaska, anj 1986-1992 for Souihrxvl Alaska,

ICD-9 eode of 760 71 on discharge slau tapes firm 1983-1992 (Third 
largest hospital in the state.) ______________

' Alaska Department of Health arxl Social .Services 
* Indian Health Service
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Aflcr all potential FAS eases were identified (630), 
all available medical charts (568) were obtained. 
An FAS data abstraction form was developed to 
gather diagnostic information from the medical 
charts. All information was extracted with 
appropriate attention to confidentiality as established 
under state law and through memorandums of 

agreement.

While no single source identified all of the recorded 
FAS eases, the use of sixteen different sources did 
not prove necessary. Screening and referral 
programs to diagnostic clinics (state genetics and 
alcohol-exposed children clinics and the Indian 
Health Service ease file), for example, identified 
70% of all recorded eases, and 65% of all cases 
were uniquely identified by these sources. Passive 
reporting data systems, most notably birth

certificates and hospital discharge summaries, did 
not prove sufficiently “high-yielding.” Due lo 
Alaska’s unique structure where Native Medicaid 
claims arc billed directly to the federal government, 
this source was less useful for FAS surveillance 
than it may prove to be in other states.

Overall, the Indian Health Service ease files 
identified the largest proportion of eases (56%), 
followed by the Native Health Corporations (19%) 
and the state's genetics clinic (12%) (Table 2). 
Interestingly, 57% of all non-Nativc eases were not 
identified by the private medical sector while only 
13% of the Alaska Native eases were not found in 
the Native-specific sources. This discrepancy may 
be due to a lower awareness level and/or the stigma 
associated with an FAS diagnosis in the non-Nativc 
population.

Table 2. FAS case ascertainment by sour c of data, born 1977-93, A K

II



Potential eases Charts %  Total
identified Abstracted FAS-notcd* FAS eases FAS Cases

Source of Data N N (%)' N (%)c N (%)*

Private Sector

Hospital, Fairbanks 16 16 (100) 12 (75) 4 (25) 3

Hospital, Anchorage 34 29 (85) 21 (72) 11 (38) 8

Pediatrician, Fairbanks 117 116 (99) 25 (22) 17 (15) 12

Pediatrician, Anchorage 44 38 (86) 10 (26) 7 (18) 5

A P H S S 4

Program, Infant Learning 31 24 (77) 17 (71) 14 (58) 10

Program, HCP-CSN* 3 3 (100) 3 (100) 3 (100) 2

Clinic. Cleft lip &  palate 9 9 (100) 4 (44) 3 (33) 2

Clinic. Genetics 50 50 (100) 23 (46) 18 (36) 12

Clinic, Alcohol-exposed children 41 41 (100) 11 (27) 8 (20) 6

Rural nursing station 15 15 (100) 11 (73) 8 (53) 6

Medicaid claims 46 38 (83) 22 (58) 16 (42) 11

Birth Certificates 20 17 (85) 4 (24) 2 (12) 1

Death Certificates 3 

IHSf/Reeional Native Health Corporations

1 (33) 1 (100) 1 (100) I

IHS case file 218 190 (87) 124 (65) 81 (42) 56

Regional Native Health Corps 94 92 (98) 53 (58) 28 (30) 19

(serving Interior &  Southeast AK)
Native Medical Center, 31 30 (97) 19 (63) 12 (40) 8

Anchorage

Total Unduplicatcd Count 630 568 248 145

‘ Denotes Individuals w ith  a p h )itc ia n  chart 

suspected or diagnoses!

* %  o f  potential cases identified

notation o f  FAS * Alaska Department o f  Health and Social Services

* Health C are nrograra for C hild ren  w ith  Special Needs 

'  Indian Health Service

'  *  o f  charts abstracted
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Prevalence rates quantify the proportion of 
individuals in a population who have a disease (or 
syndrome) at a specific point in time. Birth defects 
arc traditionally measured by a prevalence rate 
which compares the number of individuals born 
with a given abnormality to the number of live 
births during the period of time in which die eases 

were bom.

During die first six years of die AFASPP, the team 
completed a two-phased FAS prevalence assessment 
based on their surveillance findings (Table 3):

Phase I (documented in the AFASPP Interim 
Report, March 24, 1993, and M M W R ,  1993): 
presents minimum Native prevalence rates 
using 83 eases identified from the first five data 
sources reviewed (birth certificates, death 
certificates, Medicaid claims, IHS ease files and 

one pediatric practice).

FAS Prevalence Phase II (documented in “Fetal Alcohol 
Syndrome in Alaska, 1977-1992: An
Administrative Prevalence Derived from 
Multiple Sources" [American Journal of Public 
Health, in press]): presents comprehensive
prevalence rates (Native and non-Nativc) using 
the 248 eases identified from die sixteen data 
sources.

Between these two phases of active ease finding, an 
applied analysis was performed to evaluate and 
bound die Phase I prevalence estimates. This 
applied analysis used a technique called capture- 
recapture'.

1 Capturc-recapturc is a statistical technique used most frequently 

in (he enumeration o f  w ild life  populations. In  an epidem iologic 

setting, capture-rccapture measures the amount o f  overlap 

between two independent samples (or data sources) to estim ate the 

true disease prevalence. It assists in determ ining  the exten t to 

which observed rates reflect differences in completeness o f  case 

ascertainment.

Tuble 3. Fetal Alcohol Syndrome (FAS) Prevalence Studies, Alaska

Analysis
Birth
Years

Covered

No.
FAS
Coses

Minimum Alaska FAS Prevalence Rales 
(per 1,000 live births)

Key Finding(s)

Overall Native Non-Native

Phase I 1978-
1991

83

129
FAS-
noted

0.5 (FAS) 

(range of 0.4 - 
0.6)

2.1 (FAS) 

(range of 1.4 -2.9)

3.3 (FAS-notcd)

insufficient
data

• high prevalence of FAS 
among Native Alaskans

• undcrascertainmcnt of 
eases likely (only 14% 
overlap btw. sources)

Capture-
Recapture

1982-
1969

30 N/A 3 6 yrs old:

2.0 (observed)

3.1 (predicted)

7-10 yrs old:

3.1 (observed) 

3.8 (predicted)

N/A • poorer ease ascertainment 
among the younger cohort

• multiple sources necessary 
—  even for Native 
ascertainment

Phase II

(detailed 
Arrtl’-r in 
Table 4)

1977-
1993

143 0.8 (FAS) 3.0 (FAS) 

(range of 1.4 - 4.1)

0.2 (FAS)

(range of 
0.1-0.3)

• high FAS prevalence 
among Natives confirmed

• appears case ascertainment

248
FAS-
note*

1.1 (FAS-noted) 5.2 (FAS-notcd) 

(range of 2.4 • 6.6)

0 3 (FAS- 
noted)

(range of

improving among non- 
Nativc*

0.20.4)
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Case Ascertainment

Closer analysis of the Phase II findings suggests that 
FAS rates vary among different birth cohorts (Table 
•1). Rather than represent a change in actual rates, 
these differences (particularly in the Native
population) may reflect poorer ascertainment in the 
oldest and youngest cohorts: children grow out of 
Uic facial dysmorphology of FAS during
adolescence, and young children have not had the 
same opportunity to be diagnosed (i.e., demonstrate 
behavioral or cognitive abnormalities). This
hypothesis is supported by the capturc-recapturc 
analysis which found that half of the difference in 
rates between the two Native birth cohorts could be 
attributed to a lower case ascertainment rate among 
the youngest cohort (Table 3).

The greater FAS rates among Alaska Natives
relative to non-Nativcs may be attributed, in part, to 
the extensive ease finding activities of the Indian 
Health Service, and to undcrascertainmcnt of FAS 
among non-Nativcs. The rate of non-Nativc cases 
in die most recent birth cohort (1989-1992) was 
nearly twice that in the previous birth cohorts, and 
non-Nativc children in the younger birth cohorts 
had median ages at the time of first chart mention of 
FAS that were comparable to those of Alaska 
Natives, suggesting diat ease ascertainment may be

improving for non-Nativcs. However, the large 
discrepancy between Native and non-Nativc FAS 
prevalence rates cannot likely be attributed entirely 
to differences in ascertainment between the two 
populations. Alaska’s Native population appears at 
higher risk of FAS than the non-Nativc population.

U S  Prevalence Comparison

The national BDMP, which estimates FAS 
prevalence rates based on sampled hospital birth 
records, reports an FAS prevalence rate fot the 
U.S. of 0.5 eases per 1,000 live births. Low 
socioeconomic status appears to be associated widi 
higher FAS rates as die B D M P  reports rates among 
Native American, black and white U.S. populations 
at 3.0, 0.6 and 0.1 eases per 1,000 live births. 
Direct comparison with the U.S. estimates is 
difficult due to differences in the case finding 
methodologies, but Alaska's findings do support the 
inverse socioeconomic relationship. The national 
health goal for the year 2000 is an overall FAS 
prevalence rate of .12 eases per 1,000 live births 
and a rate of 2.0 eases per 1,000 live births among 
Alaska Natives/American Indians. Achieving these 
goals in Alaska will require a concerted focus on 
FAS prevention across the state.

Table 4. Kates for FAS-notcd individuals und FAS cases per 1,000 live births, for Aluska Nntivcs and non- 

Natives

Nutivc Non-Native
FAS-Noted* FAS Caves*_____________ FAS-Notcd*__________FAS Cases*

D irth  Y m n ( N  c a w l l v r  b id  l it ) R a le (N  n u n ) H a lt (N  c a w V l h  r  b lr lk t R a le (N  w o ) R a le

8 9 - 9 2 ( 5 7 /  1 1 . 2 6 2 ) 5 . 1 ( 2 8 ) 2 .5 ( 1 6 / 3 5 , 6 9 5 ) 0 .4 (II) 0 .3

8 3 - 8 8 (6 8  /  1 0 .3 4 6 ) 6 6 ( 4 2 ) 4 . 1 ( 7 / 3 7 , 7 1 6 ) 0 . 2 ( 6 ) 0 2

8 1 - 8 4 ( 5 3  /  8 .9 6 8 ) 5  9 ( 3 4 ) 3  8 ( 7  /  3 7 ,0 9 8 ) 0 .2 (4) 0 . 1

7 7 - 8 0 ( 1 /  /  7 , 1 6 0 ) 2 4 ( 1 0 ) 1.4 (5 / 2 8 .6 8 6 ) 0.2 (2) 0.1

Total (195 / 3 7 , 7 3 6 ) 5.2 (114) 3.0 (35/ 139,195) 0.3 (23) 0.2

* I I t  i lot r »  In d iv id u a l! m IU i  a p h f t k l a n  « lu r t  n o U lio ii o f  FA S v u ip rr trd  o r i 1u £ik »w t1 .  

1  C m *  m r r t t  5  c t l lr r ia  r a t *  d i f tn ! !  loti for F A S .
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Demographic Characteristics of F A S  Cases

FAS is a permanent condition. Familiarity with' 
clinical and demographic characteristics of FAS can 
help health care providers, social service workers 
and educators to rccognizx suspected FAS eases. 
Only through diagnosis will these individuals have 
an opportunity to receive the special assistance they 
may need. Recognition of FAS in one child also 
may help prevent the subsequent birth of similarly 
affected siblings.

The AFASPP findings suggest (hat FAS occurs 
disproportionately in Alaska Native children, but 
there docs not appear to be a favoring of one sex 
over the other. Among the 145 identified FAS 
eases, 83% were Alaska Native, 12% were white 
and 4 %  were black (compared to 22%, 68% nnd 
5 %  of all live births in 1994). Fifty-three percent 
of the eases were male. Median age at the time of 
the first chart mention of any alcohol-related 
diagnosis (i.e., fetal alcohol syndrome, fetal alcohol 
effects, or alcohol-related birth defects) was quite 
young, averaging 8.4 months of age with a range 
from birth to 16 years of age1 (Table 5).

The largest number of eases (33% of FAS and 30% 
of FAS-notcd) was identified in the cohort bom 
between 1985 and 1988, the group entirely within 
the 3-7 year age window at the time of the study. 
Seventy-five percent of all cases had an alcohol- 
related diagnosis mentioned in their chart by age 
three. Only 43% of the eases had been diagnosed 
as fetal alcohol syndrome or “possible fetal alcohol 
syndrome" by a dysmorphologist.

Sixty-seven percent of those with known custody 
status (127) were either adopted or in f rstcr care.
A similar custody status profile was d . .ibed in the 
AFASPP’s Interim Report (Figure i). This finding, 
along with the high prevalence of physicat/scxual 
abuse and neglect noted among alcohol-exposed 
children in the Alaska clinics, suggests a strong role 
for social services in the recognition nnd proper 
referrals of both FAS cases and families.

1 H ie  m edian age al l in t  d u l l  notation was comparable for 

Natives oral non Natives by b tn h  co bo it w ith  one caccption: non- 

N ative  children born in the eldest coliori ( I5 7 7 - 1V S O ) tuU  ■ 

significantly older age at lim e o f  ayndinm e recognition in  m edical 

r lu lls  (m edian age o f  1 2 . 7  y e a n ) than natives (m edian a |c  o f  2  8 

years) iK r v s la t  -W allis  one-way analysis o f  variance, p  <  0 5 )  

(T a b le  3 ) . A gain , this m u n c e  m ay represent i  waning reluct­

ance Or diagnose I  AS In  nun-N atlvc children

Table 5. Median age and yenr nt first medical 
chnil notation of FAS, by birth cohort for FAS- 
notcd cuscs

First C h a n  FA S Notation

Itlrth Years (N)
Age
(vcan)

Median 
(Min, Mas)

Year
Median

89-92
Native (57) 0.0 (0. 2.8) 90.8
Non Native (16) 0.5 (0. 2.8) 91.1

85-88
Native (68) 0.6 (0. 7.0) 87.8
Non-Nativc (7) 0.4 (0. 7.0) 88.1

81-84
Native (53) 2.1 (0. 9.0) 85.4
Non-Nativc (7) 2.9 (0. 8.6) 87.3

77-80
Nati'e (17) 2.8 (0. 16.1)* 84.0
Non-Native (5) 12.7 (7.5. 13.9) 89.6

Total (230) 0.6 (0. 16.1) 88.0

•Knrskal W allis O ne-W ay A r o v i test, p < . 0 5

Figure 1. Custody status of Alaskun FAS eases

- 6 5 #  were either adopted or in fa tte r  care 

• Custody Status o f  A la tla n  Chart-verified FA S C hildren ( N - 8 J )

Clinical Features of FAS Cases

The most prevalent facial features noted among the 
FAS eases were long or fiat phillrum (70%), short 
palpebral fissures (66%), and thin upper lip (Table 
6). Two or more of die characteristic facial features 
were noted in 79% of the eases. The most 
prevalent central ncrutus system impairments were 
developmental delay (76%), and rnicrocnccphaly 
(37%). Eighty-one percent of the eases had some 
type of delay or learning disability. Wim regard to 
grow th deficiencies, 6-1% of cases had both a birth- 
weight or -height measurement nnd a postnatal- 
weight or -height less than or equal to the tenth 
pcicentllc. Ftfiy percent were born at <  ■ 37 
weeks gestation (i.e., preterm deliveries).



Tnblc 6. Facial features, central nervous system 
impairments, growth characteristics and other 
conditions among FAS cos*% horn 1977-1992, 
Alaska, hused on notations in medical chnrt.

Facia l F t a t u r a n %

L o n g , tlal p h lltn im 10 2 70

Sho rt palpebral fissures 96 66

T h in  upper lip 7 5 52

Hypoplastic m axilla 56 39

F lat rusal bridge 45 3 1

Sho rt nose relative lo  norm al length face 34 23

2  or m ore features 1 1 5 7 9

4 or more features 5 1 35

C e n tra l N ervo u s S y s tem  Im p a ir m e n t

D evelopm ental delay 1 1 0 7 6

Specchftanguage delay 59 4 1

G r o tt  m otor delay 32 22

Fine m o to r delay 30 2 1

M icrocephaly 54 3 7

S h o n  attention span or attention deficit disorder 40 28

Learning disability or m ental retardation 29 20

Seizures 29 20

A ny  delay or learning disability 1 1 8 8 1

G r o w th  C h a ra c teris tic s n %

Failure to thrive 32 22

B irth  w eight 1 0 *  tie ) 10 7 74

B irth  length 1 0 1  tic ) 68 4 7

Preterm  delivery  C H  3 7  » k s ) 72 50

S m a ll for-gestational-agc 62 43

Postnatal w eigh t 1 0 * tie ) 10 6 7 3

Postnatal height ( £ ,  1 0 * tie ) 99 68

M a lfo rm a tio n s  a n d  O th e r  C o n d itio n s

Palm ar crease anomalies 45 3 1

D ig ita l or l im b  anomalies 43 30

Strabismus 33 23

Congenital heart disease 26 18

Characteristics of F A S  Mothers

Critical to the prevention of future FAS cases is the 
ability to identify those women at risk of drinking 
during pregnancy. Birth certificates obtained for 
102 cases (70%) showed that 63% of FAS mothers 
were not married al delivery. Forty-one percent 
had not completed high school, and 69% either had 
no prenatal care (33%) or began prenatal care aflrr

die first trimester (36%). (In contrast, for the 
general population only 15% of Alaska mothers 
delivering between 1989 and 1993 had not finished 
high school nnd only 18% had no or late prenatal 
care.) These women arc older mothers who 
frequently have had previous children. Medical 
charts and birtli certificates documented an average 
maternal age at delivery of 29 years (SD**5.0, 
Rnnge=(l5,45J). The average number of living 
children born prior to the child with FAS was 2.4 
(SD“2.0).

There also appears a real risk of FAS mothers 
producing multiple FAS children. Thirteen percent 
of the women (14/111 identified mothers) had 
multiple FAS births, averaging 2.3 FAS children 
each. One woman alone gave birtli to four cases 
and to three other children who had physician 
mentions of fetal alcohol syndrome in their charts. 
In addition, one FAS-notcd individual was the 
mother of another FAS case. Medical charts also 
mentioned prenatal tobacco use among 39% of the 
FAS mothers, cocaine use in 8%, and marijuana use 

in 8%.

A  profile of six FAS mothers completed during 
Phase I of the AFASPP suggests additional 
commonalties among mothers of multiple FAS 
children. The women were prone to report histories 
of physical and sexual abuse, have partners with 
alcohol problems, deny alcohol problems, alcohol- 
related emergency room visits, have psychiatric 
illness, and refuse alcohol treatment.

A study outside of Alaska correlated continued 
drinking during pregnancy (despite information on 
the risks and referral for intervention) wilh early 
onset of drinking, heavy drinking in parents and 
siblings (especially female relatives), evidence of 
alcohol-related physical problems, and qualifying 
for a diagnosis of alcohol dependence (Institute of 
Medicine. 1996). The Institute of Medicine 
suggests an even broader list of psycho social 
predictors for drinking among women in general 
including familial and genetic factors, demographic 
and social role variables (lack of social roles, 
unemployment, cohabitation, divorce or separation), 
individual psychological factors (depression, 
anxiety, eating disorders), relationship variables 
(partner's drinking habits. relationship 
conflict/violence), physical and sexual 
victimization, and drinking contexts (behavior of 
coworkcrs and significant others). While the 
AFASPP findings do nol constitute a scientifically 
based psychosocial profile of Alaskan FAS mothers.
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Little information is available from the AFASPP to 
characterize PAS fathers, who may be influential in 

encouraging or ensuring on alcohol-free pregnancy. 
A  study outside of Alaska by Abel (1983) found that 
FAS fathers also tended to abuse alcohol, 
suggesting effective prevention may need to target 
both the mother and her partner (Institute of 
Medicine. 1996).

///. Statewide Drinking Trends and F A S  

Awareness

Crafting an effective FAS prevention strategy 
requires an understanding of the current drinking 
habits and FAS-awarcncss levels of all Alaskans.

Adult Alcohol Consumption 

Behavioral Risk Factor Survey

The prevalence and characteristics of alcohol 
consumption among Alaskan Natives and women of 
childbearing age arc of particular interest it* the 
effort to prevent FAS. Such behavioral information 
is gathered on on ongoing basis through toe 
Behavioral Risk Factor Surveillance System 
(BRFSS). This national system surveys adults (18 
years of age and older) by a random digit-dialed 
telephone method.

While overall alcohol use from 1991-1993 was 
reported less frequently among Natives than non- 
Nativcs. statewide binge rates (consuming S or 
more drinks on a single occasion) were higher 
among Nanvcs (Figures 2 &  3). Geographically, 
Southeast Alaska reported the highest binge rates 
overall (32% Natives, 25% Non-Natives). As of 
1994, Alaskan women most likely to binge were 
aged 25-34, a range which captures the age of most 
FAS mothers (Figure 4). These statistics, combined 
w ith the previously described maternal risk profiles, 
may imply that FAS prevention should focus 
heavily on the reduction of binge drinking during 
pregnane,. Toxicological studies of animals also 
support this idea. A  high dose nf alcohol delivered 
during a concentrated lime period (binge drinking) 
interferes with brain development more than the 
same dose delivered over a longer period of time 
(Institute of Medicine, 19%).

Fgurc 2. Alcohol Use in Post Month by gender 
end race, 1991-1993, BRFSS

Figure 3. Bl.igc Drinking (five or more drinks at 
one time in th? past month) by gender and race, 

1991-1993, BRFSS

Figure 4. At Risk for Acute Bi.rgc Drinking in 
Alaskx by age and gender, 199I-19V3, BRFSS
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Weighted results for the 1991 BRFSS found that 
55% of Alaska women of childbearing age (18-44) 
reported drinking during the previous month: 38% 
classified as light drinkers (<31 drinks a month) 
and 17% classified as heavy drinkers ( >30 drinks 
in a month or 5 in on a single occasion). While 
non-Nativc women were over two times more likely 
to report light drinking than Native women (41% 
vs. 17%; P R — 2.4, 95% CI = 1.6-3.8). the 
prevalence of heavy drinking among non-Nativc 
women was half that among Native women (15% 
vs. 32%; PR-0.5, 95% CI-0.20.9).

Because heavy drinkers arc most likely to continue 
drinking during pregnancy, determining ways to 
identify or predict heavy drinking behavior may 
become an important element of the FAS prevention 
strategy (Institute of Medicine, 1996). Smoking 
and education level uwy be two such predictors. 
Women who smoked were more likely to report 
heavy drinking than were nonsmokcrs (29% vs. 

13%; PR-2.2. 95% Cl-1.2-3.9). and women with 
at least a college degree were less likely to report 
heavy drinking than were women with less 
education (6% vs. 20%; PR-0.3, 95% CI-0.2- 
0.6). Unweighted analysis of the data also 
associated heavy drinking inversely with both 
marriage and children in the household 
(Epidemiology Bulletin, March 24, 1993). This 
analysis did not find an association between 
women’s drinking habits and their employment 
type.

Pregnancy Risk Assessment Monitoring System

The Alaska Pregnancy Risk Assessment Monitoring 
System (PRAMS) is an ongoing mail survey of 
mothers of newborns which gathers information on 
health risk behaviors and circumstances of pregnant 
and post partum women'. Data collected during 
1990-1991 revealed that third trimester drinking, 
while relatively uncommon overall, was strongly 
associated with older age and drug (cocaine or 
marijuana) use. Women who were old-r than 30 
w-crc 3.5 limes mere likely to report drinking 
during the third trimester than acre women under

’  I H A M S  « U u  i t  i t r t t i f a )  by m o c V i 'i  race ( N i t o t  or noo- 

N *  l i t )  i n i  itw  •m o u nt o f  p ic iu u l t »rc th e  i r c r x U  (u lo y j iw  or 

m a t t 'tu t tc ) .  b n r J l r . f  ( c h in e *  I t  (U tt ifW U  by n o n - d n n lm  (n o  

r r fu  i r j  ibknM ng tS r J  m u m h t brfo rr m l  t f *  U u  J  m o odn o f 

p r r j j  m y ) ,  d - l n l m  quit (d i tn l ir g  r r [»u ir d  ib r  3 m m h t  

t r l r n  t « l  not ib «  f ln t l  1  n o n th t o f p r t |n » n c ) )  m l  3rd m m n i r i  

d i m i n t  ( ir ln S .n f rrp o ftrd  d u rin f d ir C ./al 3 crwnihi o f 

p rrs n u  c y >. M m ;  o f  d w  f r u i t s  ( t n n t n l  th ip liy  i n u l a  k i w i  

t i t  o f  d a w  c a tr s o tm  • tu lc  e «  i r i l  i r j t a t i  iraur i f j u p i r  

r.-xtmp

20 (14.7% compared to 3.9%). Tliird trimester 
drinkers were 5 limes more likely than non-drinkers 
to use drugs (13.9% compared lo 2.8%).

Additional factors associated with any tliird 
trimester drinking were non-Alaska Native race, 
domestic violence, post-high school education, 
prenatal cigarette smoking, and exposure to more 
than one significant life stressor. Non-Nativc 
mothers reported third trimester drinking 1.4 times 
as often as Native mothers (11.4% overall vs. 
8.3%), but Native women were more than twice as 
likely to have experienced domestic violence 
(26.7% overall vs. 11.4%) (Figures 5 and 6). 
Across both races, mothers who drank were more 
likely to have experienced domestic violence.

Figure 5. Percent of Mothers by Drinking 
Category, Alaska, 1990-1991, P R A M S  data

*■1 » m  i m  t V— • »■, i n  m
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Figure 6. Percent of Mothers Experiencing 
Domestic Violence by Drinking Category and 
itratum, Alaska, 1990-1991, P R A M S  data
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Women with greater than a twelfth grade education 
reported any drinking during the third trimester of 
pregnancy more often than women with less than a 
twelfth grade education (12% vs. 5.3%). Tliird 
trimester drinkers were also twice as likely to 
smoke as non-drinkers (36% vs. 20%) (Figure 7). 
Geographically. Southeast Alaska reported the 
highest percentage of tliird trimester drinkers, the 
Yukon-Dclla region tlic lowest (Figure 8).

Figures 7. Percent of Mothers vPostpartum) 
Currently Smoking hy Drinking Category nnd 
Stratum, Alaska, 1990-1991, P R A M S  (Infu

IPO

• i«i
■*.—    ■»«

H  WN >t» *****
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Figure 8. Percent of Mothers svithin n Region by 
Drinking Cntegory, Alaska, 1990-1991, P R / M S  
data

The mothers reporting third trimester drinking 
tended to report a greater prevalence of life 
stressors during the 12 months prior to delivery 
(someone close with a drinking or drug problem, 
separation from a partner, gcttrg into debt, etc.) 
than other women (Table 7). The P R A M S  data 
reinforce the idea that prevention efforts should 
target not only the behaviors of pregnant women 
(binge drinking, smoking, etc.) but their 
environments (support systems— or the lack thereof, 
familial/social influences, err.).

Table 7. Percent of Mothers Citing Top 5 l.ifc Stressors During the 12 Months Before Delivery, J990-1991

_______Lifestyle Stressor________ Non-Drinker Drinkrr-Who-Quil 3rd Trimruct-Dtmker Total (weighted)

1. Family member very sick 25.8 24.7 23.5 23.4

2. Someone close drinking/drugs J7.5 199 25.8 20.3

3. Separated from partner 13 5 169 19.2 160

4. Go( into debt 13.3 132 18 2 15.1

5. Family member died 13.6 14.9 14.1 14.3

D*»** M  H  «**#««** #/V4
* * • tea* A«tro

20



Table 8. Kate (>r drinking; during the third 

trimester of pregnancy, 1991*94, Alaska

Any drinking of alcoholic beverages during lire third 
trimester:

1221 1222 1221 1221 122L1221

10.3% 10.9% 7.7% 7.4% 9.2%

(statistically
significant
trend)

N o te  that P R A M S  estim ates o f  "Prenatal use o f  a lcohol" arc 

lim ited  to any am ount (starting fro m  less than a d r in k  a w eek  

(dose) and are indicated for third trim ester use only (tim in g ) and 

as such are considered to be m in im al prevalences o f  prenatal 

alcohol use in  general. P R A M S  surveillance is lim ited  to 

mothers who delivered a live  birth .

Youth A lcohol Consumption
The optimal timing for any behavioral intcrvcniion 
is before the deleterious behavior is established. An 
important FAS prevention question is "when arc 
(heavy) alcohol drinking behaviors first apparent in 
FAS parents?” Unfortunately, this information is 
not presently available. However, die Youth Risk 
Behavior Survey (YRBS), a nationally administered 

in-school survey of hcal'Jt risk behaviors, provides a 
means of addressing this question by evaluating the 
drinking patterns of Alaska's public high school 
students.

Unlike the adult population. Alaska's high school 
students do not report significant differences in 
drinking behaviors by race nor do the Alaskan rates 
differ much from National averages (Figure 9). 
The 1995 YRBS found that 80.4% of U.S. high 
school students rcponcd ever drinking. In Alaska. 
80.1% of high school youth (83.2% of Natives) 
reported this behavior. When asked about drinking 
within the last 30 days. 51.6% of U.S. youth 
responded affirmatively while only 47.5% of Alaska 
youth (43.9% of Natives) reported this behavior. 
Alaska youth were also slightly less likely to report 
binge drinking widiin die past 30 days (31.3% 
overall, 31.3% Natives) than the US average 
(32.6%). In an unweighted analysis of female 
responses, Native females were even less likely to 
binge than their non-Native peers (26% vs. 30%). 
The one alcohol-related question to which Alaska 
youth rcponcd consistently higher rates dtan the 
U.S. average was drinking before the age of 13 
(36.7% Alaska. 35.7 Alaska Natives. 32.4% U.S.).

Figure 9. 1995 A K  und 1993 U.S. Y R B S —
Alcohol Use Among High School Students

0 M «  to »  150

■) E *»r  bad al k a i l  ont d r la k .
b ) lla d  * 1  k a i l  o n t drink  in Ib t  }0  d a j i  prior lo  Ib t  i u r r * j .  
t )  Had H i t  nr m a r t d r in k t w ith in a couple v t  h j u n .  In Ib t  JO  

daya prior lo Ib t  r a r i ty .

Overall these findings suggest that adult drinking 

patterns, particularly differences between Native 
and non-Native behaviors, are not necessarily 
patterned in Alaska's high school indents, 
underscoring the opportunity for comprehensive in­
school education on the effects of alcohol during 
pregnancy. What is not clear is the relation of these 

rates to those of youth who become FAS-patcnts or 
who arc not members of the regular public school 
system (i.e., drop outs and students in correctional 
schools). As has been discussed, individuals wilh 
less education arc already at greater risk of drinking 
during pregnancy, thus their behaviors may differ 
from the average. This possibility further
encourages the inclusion of alcohol-related
education early in children’s schooling.

Drinking Trends

Heavy drinking among Alaska women may be 
declining. Between 1991 and 1995. the percentage 
of Alaska women of childbearing age drinking 
heavily dropped from 17.6% to 15.0% (BRFS).
P R A M S  also suggests women in Alaska may be
drinking less during pregnancy. Between 1991 and 
199-1 the system reported a statistically significant 

decline in the percent of women drinking any 
alcohol during the tliird trimester of pregnancy 
(from 10.3% to 7.4%) (Table 8). During the same 
lime, however, the national rate of frequent 
Jrinking among pregnant women increased 4 times 
(from 0.8% to 3.5%. p <.0I) ( M M W R ,  vol. 46. 
no. 16). Ihc impact and validity of a declining 
drinking trend in Alaska remains lo be determined.
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While youth education may offer an ideal 
component of die long-term PAS prevention effort, 
alcohol* nnd PAS-rclatcd information needs lo be 
disseminated to the group most actively procreating. 
Many Alaskan adults do not have accurate or 
sufficient knowledge about the syndrome.

In March of 1993, die AFASPP conducted a 
statewide survey to determine the FAS awareness 
level of Alaskans and to help identify segments of 
the public which need to be reached in educational 
campaigns. Using a simple random-digit dialed 
phone survey, 400 adults (age > = 18) were 
interviewed between March 12* and 15'\

Most Alaskans (91%) had heard about FAS, but 
only 41% were able to answer accurately 7 imc or 
false questions about die syndrome. Educational 
level directly related to individuals' FAS 
knowledge: 28% of high school educated
respondents scored correctly on the 7 questions 
compared to 35% for those with 1-2 ycus of 
college, 56% for those widi 3-4 years of college, 
and 65% for those wilh post-college education.

Geographic location also seemed to impact FAS 
knowledge. While 35% of Anchorage respondents 

were “knowledgeable", 40% of rural respondents, 
42% of Fairbanks respondents, 47% of 
Valdci/Kenai-Mal-Su respondents, and 53% of 
Southeast respondents answered all 7 questions 
correctly. Race also predicted FAS knowledge: 
43% of non-Nativcs vs. 27% of Natives answered 
the 7 questions correctly. Knowledge levels did not 
vary significantly by sex, marital status, age, or 
number of children in the houschoL. Importantly, 
individuals who were knowledgeable about FAS 
were also more likely to report dicy would be very 
likely to talk lo a pregnant friend or family member 
about die harmful effects of alcohol on the fetus 

(93% vs. 75%, respectively).

Slightly fewer respondents expressed a willingness 
to talk to die individual about seeking professional 
services to help her quit (80% vs. 63%). The low 
FAS knowledge levels among l.;r educated

Community Awareness o f FAS individuals and Alaska Natives again support die 
selection of these groups as primary targets for FAS 
education and reinforces die need to target middle 
and high schools for educational programs.

Health Professionals' Alcohol-Related

Knowledge. Attitudes Reliefs and

Behaviors.. .and Needs

One of the most effective conduits for FAS 
education and prevention may be health care. 
Healthcare professionals, however, arc often not 
prepared to deliver die type of information and 
support diat drinking women of child-bearing age 
require.

During 1992 and 1993, the AFASPP conducted a 
survey of 467 health care professionals throughout 
the state to assess dicir knowledge, attitudes, beliefs 
and behaviors (KADD) related to alcohol abuse 
issues and FAS. The overall response rate was 
66% (306 surveys), but it varied by profession: 

76% for public health nurses, 58% for 
pediatricians, 67% for ob/gyns, and 61% for family 
practitioners.

The majority of providers (95-100%) believed it 
was their role to address alcohol abuse problems 
among their patients and their patients' families 

(Table 9). Considerably fewer, however, reported 
always referring a patient to an alcohol abuse or 
outpatient service when they knew or suspected an 
alcohol abuse problem (19-64%), and almost 50% 
of public health nurses and pediatricians felt 
minimally prepared or unprepared to deal wi'h a 
patient/parent in the area of alcohol abuse. The 
providers who felt scry or somewhat prepared to 

deal with alcohol issues were more than 2 limes as 
likely to also report tl,.. they always refer alcohol- 
abusing patients to trtat-.nt programs (l>R»2.2. 
95% C!"1.4,3.5). The survey identified the need 
to facilitate referrals from health care providers and 
to enhance providers' levels of preparedness in 
dealing with patients in the area of alcohol abuse.
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Table 9. Health cure provider beliefs on ulcohobulm.se und FAS

•

"UcllcT/Bchnvlor"

Public 
Health 
Nurses 
(n=107)

Pediatrician

s
(n=*38)

Family 
Practice 

Physiciuns 
(n =  132)

OB/Gyns
(n=29)

Agree that it is the role of their profession to 
address alcohol abuse issues among patients and 

their families

98 95 97 100

Believe FAS is an identifiable &  diagnosablc 

syndrome

94 97 92 90

Believe making a diagnosis of FAS can improve 
treatment plans for the affected child

88 63 81 79

Believe discussing alcohol abuse will frighten or 
anger patients/parents and/or defer them from 
continuing lo see the provider

10 11 11 10

Felt minimally prepared or unprepared to deal 
with patients/parents in die area of alcohol abuse

47 47 8 11

Always referred a patient to alcohol abuse 
inpatient or outpatient services when dicy knew or 
strongly suspected an alcohol abuse problem

34* 19* 64 63

•Pediatricians and public health nurses were asked about parents of pediatric patients.

Although 92% of die 1991 P R A M S  respondents 
reported iliac a doctor or nurse had asked them 
about their alcohol consumption, only 77% reported 
that a doctor or nurse had counseled them about the 
effects of drinking on their fetus. These statistics 
match those reported by the OB/GYNs in the KA B B  
survey (Table 10). Ninety-three percent of the 
doctors reported always asking patients if they use 
alcohol, but only 79% indicated they always 
informed their patients about the dangers of alcohol 
on the developing fetus. Of particular concern for 
FAS surveillance and prevention is the fact that 
50% or less of delivering doctors reported always 
noting alcohol use on the birth certificate in eases 
where alcohol abuse was known or strongly 
suspected. Education regarding die benefits (at 
oppose-' to the stigma) of diagnosing FAS is 
strongly indicated. Supporting diis conclusion is the 
fact that only 63% of pediatricians (vs. almost 80% 
of other providers) believed making an FAS 
diagnosis could improve the treatment plans for the 
affected child.

Many health care providers reported not having the 
information dicy need to educate effectively— or 
identify— FAS patients and families. Resources 
most frequently requested by the K A B B  respondents 

were:

• lists of referral resources for children with FAS 
(family practitioners, PHNs)

• materials on identifying FAS (family 
practitioners)

• lists of resources for parents with alcohol 
problems (pediatricians, PHNf, ob/gyns)

• FAS literature for parents (pediatricians. PHNs, 
ob/gyns)

• support group referral resources for FAS 
parents (pediatricians)

• registry of specialists for consultation for 
children suspected of FAS (PHNs)

• registry of specialists in women’s treatment 
issues available for consultation (ob/gyns)
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Table 10. Delivering Physlcitm Beliefs on Alcohol-nbuse nnd FAS

Percent o f  survey respondents* for b e lie f and behavior question ! regarding alcohol abuse among obstetric patients by health care provider, 

Alaska 19 9 3 .
fa m ily  Practice Physicians O B /G yns

“ B elief/B ehavior" (n « * 1 3 2 )  ( n - 2 9 )

Always ask obstetric patients if they use alcohol 86 96

Always inform obstetric patients about the dangers of alcohol on the developing fetus 82 79

Ever referred a woman to an alcohol trcalincnt/counscling program 90 90

Always approached the topic of alcohol abuse with the patients seen in the last year with a 
known or suspected alcohol abuse problem

S3 96

Always noted alcohol use on the birth certificate, in cases where alcohol abuse was known or 
strongly suspected

46 50

* For any question, the proportion o f respondents w ith  m issing data was no greater than 8  percent.

IV. Prevention: Approaches and

Recommendations

Summary of Key Findings and Implications

The AFASrP’s efforts to date have focused on 
characterizing FAS in Alaska, Key findings and 
implications to be considered in the creation of an 

FAS prevention plan include:

• active, multi-source surveillance (using an 
objective case definition) is essential for 
accurate FAS case ascertainment and rate 
determination and to measure trends over 
time.

• Alaska's prevalence rates for drinking 
among women of childbearing age arc 
among the highest in the country.

• Alaska Natives arc at the highest risk of 
delivering FAS children and the public 
awareness survey indicates that their 
knowledge level about the disease could be 
greatly improved.

• in addition to race, education level attained 
and smoking behavior (both indicators of 
heavy drinking risk) arc potential indicators 
of a woman's likelihood to drink during a 

future/current pregnancy.
• older age and drug use are the strongest 

identified risk factors for drinking during 
the third trimester of pregnancy.

• marital status, and birth of a previous FAS 
child predict women al highest risk.

• a dear psychosocial profile of Alaska’s 
FAS mothers docs not currently exist, but 
the suggestion of an association between 
maternal drinking and other life stressors 
docs.

• little is known about the characteristics of 
FAS fathers.

• effective prevention may require a focus 
shift from simply changing maternal 

drinking behaviors to ameliorating at-risk 
women’s social environments.

• public knowledge about FAS is generally 
low and could be improved.

• many health care professionals are not 
effectively prepared to address alcohol 
abuse in women of child-bearing age.

• Alaska's youth drinking behavior docs not 
differ significantly by race, suggesting 
(along with the maternal risk 
characteristics) that the public school 
system may be an important conduit for 
FAS education.

• a broad range of professions, organizations 
and lay people touch FAS parents and 
children and need to be involved in the 
FAS prevention plan (e.g., hcaldt care 
providers, social service providers, 
educators, friends and families)

• knowledge of FAS seems to correlate with 
a willingness to take preventative action on 
the part of both lay people and health care 
professionals.
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Prevention Approaches

Disease prcvcniion is frequently discussed in tenns 
of three levels: primary, secondary and tertiary.
Primary prevention, reducing the number of new 
eases of disease, represents the ultimate goal of 
most prevention efforts. Primary prevention docs 
r.ot address those individuals who already have or 
arc developing the disease. Primary PAS 
prevention would include very broad, population- or 
risk group-based programs geared towards 
preventing maternal drinking prior to and durim* 
prcgnnncy, or postponing pregnancy in women who 
arc unable to stop drinking. Its success depends on 
the ability to reach and influence at-risk women.

Secondary prevention, reducing the prevalence of 
existing eases, generally requires effecting some 
sort of cure or clinical turnaround. In the ease of 
FAS, secondary prevention necessitates an ability to 
reduce or ameliorate die effects of alcohol on an 
already exposed fetus/child. While dierc is no 
known “cure" for FAS, preliminary research 
described by die Institute of Medicine suggests that 
certain chemicals or dietary supplements may 
modulate die effects of alcohol on a growing fetus. 
Reducing the dose of alcohol that a fetus receives 
may also reduce the extent of neonatal damage. To 
implement secondary prevention, women drinking 
during pregnancy would have to be identified and 
an effective treatment established.

Tertiary prevention focuses on reducing die ultimate 
consequences of disease through treatment and 
rehabilitation. It focuses on die FAS child instead 
of its mother. Again, FAS therapy is a largely 
unexplored area. The Institute of Medicine reports 
that the combination of stable family environment,

good diet, and intervention programs has met widi 
some success in enabling FAS children to belter 
function in their families and schools. Success of a 
tertiary FAS prevention program would, therefore, 
depend on enhanced FAS diagnostic ability and the 
development of FAS treatment programs.

Future Prevention Recommendations

FAS prevention is challenging. The FAS 
prevention strategy needs to combine elements of all 
three prevention levels (primary, secondary, and 
tertiary), requiring die involvement of a large 
number of individuals and professional 
organizations. As summarized in the FAS 
Prevention Program Matrix (Table 11), each 
prevention level can be applied to different 
approaches (educational, interventional, legal) and 
targclt (the general public, specific 
agc/racc/profcssional groups, FAS parents). Many 
of the resulting program options overlap in terms of 
the individuals and resources involved, but it is 
unrealistic to assume all prevention alternatives 
can— or should— be implemented.

The FAS prevention strategy will need to balance 
the anticipated impact/benefit of each approach with 
its estimated costs and feasibility of implementation. 
The appropriate chronological order for the efforts 
may also need to be considered. Regardless of the 
ultimate programs selected, the FAS prevention 
plan will need to include surveillance and research 
activities, not explicitly means of prevention 
themselves, but essential to the continued evaluation 
and development of prevention programs.
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P rim a ry  P revention  

p reven tin g  w o m en  fr o m  d r in k in g  d u rin g  pregnancy
A p p r o a c h e s :

Tabic 11. FAS Prevention Program Matrix

Secondary P revention

p reven tin g /a m e lio ra tin g  the  e ffec ts  o f alcohol on a 

g ro w in g  fe tus

T e r tia ry  P revention

a m e lio ra tin g  the  lives o f F A S  v ic tim s  and th e ir  

fam ilies

Professional • T a r g e t s :  health care (o h /g y m , E R  physicians, fam ily  

E ducation/ practitioners, PH N s, N a tive  H ealth  Corps ) ,  social

T ra in in g  services (m enta l health, M C I I ,  fam ily  services,

alcohol/drug abuse, W IC ,  e tc .) ,  educators 

(m idd le/h igh  sch o o l)

• P r o g r a m s :  the basic facts about F A S /F A E , maternal 

risk characteristic identification, resources available 

for Individuals w ith  alcohol problem s, resources 

o ffering free/accessible birth contro l, how  to approach 

a patient/client intervention (less for educators)

T o r g e t s :  health care (ob/gyns, E R  physicians, fam ily  

practitioners, PH N s, N ative  H ealth  C o rp s .), social 

services (m enta l health , M C H , fam ily  services, 

alcohol/Ui ag abuse. W IC ,  D F Y S . e tc .) ,  justice  

(m unicipal police, state troopers)

Programs: resources available for parents w ith  

alcohol problem s, value o f  secondary prevention 

effo rts , legal rights/bounds o f intervention, resources 

available for counseling motliers and their 

partners/fam ilies, potential treatm ent optiora-prim arily  

for health care professionals (d ie t, m edication), h o w  to 

approach a patlcn t/c lien t/clvillan  intervention

’ T a r g e t s :  health care (pediatricians, P H N s . fam ily 

practitioners, ob/gyns, N ative  Health C o rp s .), social 

services (ch ild  protective , D F Y S , youth corrections, 

fam ily  services, m enta l heald), M C H , healthy baby, 

nursing. W IC ,  Head S u n .  e tc .) .  educators (special 

education)

P r o g r a m s :  value o f  diagnosing/ treating FA S ind iv i­

duals, c lin ical/behavio ral/ demographic FA S 

characteristics (a b ility  to  diagnose or re fer cases), 

resources available to  FA S individuals, appropriate 

fo llo w -up guidelines, resources available to FAS 

parents/ fa m ilies , legal rights o f  FAS parents, 

treatm ent options/approaches for FAS children (as 

arc developed) ______________

Public

E ducation/

Awareness

• G e n e r a l  T a r g e t s : w o m en and m en  o f childbearing age, 

general public , m iddle and high school students

• P r o g r a m s :  baste facts about F A S , m aternal risk 

characteristic iden tifica tio n-sim p lified , h o w  to prevent 

FA S (w h at you can do )

• S e le c t iv e  T a r g e t s :  N a tive  Alaskans o f childbearing 

age. W om en in  halfway houses/ shelters/alcohol-dnig 

treatm ent programs, w o tn en/m en w ith  previous FA S 

children

• P r o g r a m s :  basic facts about F A S , m aternal risk 

characteristic id en tifica tio n -s im p lified , resources 

available for individuals w ith  alcohol problem s, 

resources available for free prenau l care, resources 

o ffering  free/ accessible birth control/ fa m ily  planning 

assistance

In terven tio ns *  T a r g e t :  w o m en at-risk, their partners and lamilles

• P r o g r a m s :  circles o f  care, adopc an at-risk m o m / 

fa m ily , com m unity pledges, alcohol treatm ent centers 

A c t iv e  o p t i o n :  seek out w o m en w ith  m ultip le  FAS 

children (b irth  defects registry. AFASPP 

surveillance)

P a s s iv e  o p t i o n :  screen/refer w o m en  w ith  high risk 

characteristics (w h en  they seek medical o r social 

services)

• T a rg e t: pregnant w o m en who t r e  drinking , Ihcir 

partners and families

• P r o g r a m s :  circles o f  care, adopt an at-risk m o m / 

fa m ily , alcohol treatm ent centers, and anti-tonicity 

therapy (as developed)

P a s s i v e :  screen/refer pregnant w o m en w ith  high 

risk characteristics (w h en  they seek m edical or 

so cu l services)

• T a r g e t :  F A S  children and their fam ilies

• P r o g r & n s :  diagnostic clinics w ith  care assessment r id 

coordination , active case m anagem ent. *espite care, 

special education, F A S  p a rtm /iib lin g  supper* groups

A c t i v e :  have health  care professionals refer all 

patients w ith  documented in  utero alcohol esposurc 

P a s s i v e :  o f f e r  to  F A S /F A E  parents try m g to lean t 

bo w  to teach/nurture their children



L eg al Actions • T a r g e t : general (drin k in g ) public • T a r g e t :  w o m en  continuously abusing alcohol during •  T a r g e t :  FA S children whose parents are unable to

pregnancy and their partners/families provide necessary care

• P r o g r a m :  decrease availability o f  alcohol (e .g ., 

lim ited selling hours) • P r o g r a m s :  force hospitalization for alcohol abuse •  P r o g r a m :  force rem oval o f F A S child/children fro m

treatm ent, threaten removal o f  child/children mother/parents

Economic

Actions

T a r g e t :  general (d rinking ) public

Progium : increase the cost o f  alcohol ( e .g . ,  additional 

taa)

Research • characteristics o f FA S fathers

• additional m a 'em a l risk factor detail, Ja r ih ea tio n  

(m otivations, beliefs, drinking histories, e tc .)

• effectiveness o f  professional education/ training 

programs

• effectiveness o f  public cducadon/awareness programs

• effectiveness o f  intervention programs, particularly 

ability to involve partners and fam ily  members

• access o f A K  populations to FA S resources: alcohol 

treatment centers, w e ll wom an care, fam ily  p lan n i"*, 

prenatal care, etc.

• biomarkers for alcohol abuse detection

*  ability o f  certain co-factors to increase or decrease the 

e ffec t o f  alcohol on the fetus

• understanding t  f  the dosc-responsc relationship 

o f  alcohol on human ft  *-• 'opracnt

•  effectiveness o f FA S program s/ treatments (for 

children and adults)

•  m ore detailed estimates on the econom ic and social 

costs o f  FA S

• blomarkers for FAS diagnosis

Disease • drinking behaviors/trends (especially among wom en

Surveillan ce o f  childbearing age and N ative Alaskans)

• public awareness o f  FA S

professional awareness of/prcparcdncss for alcohol- 

related iss res and FA S

• drinking behaviors/trends o f pregnant w o m en  and their 

families

• characteristics o f w o m en  who drink during pregnancy, 

including partner and familial profdes

•  trends in FA S and FAS-noted rates (geographic as 

w ell as racial/ethnic d a n g e r )

• characteristics o f F A S cases and parents

•>7



Primary FAS prevention is complex, but essential: 
The goals of primary FAS prevention re to change 
the drinking behavior of women prior to 
conception, change drinking women's childbearing 
behavior, or both. Three different target groups 
need to be involved: the health care and social
services providers who can influence women of 
childbearing age and identify those women at-risk; 
the women at risk of drinking during pregnancy, 
their partners, nnd their families; and die general 
public who (wilh the media's assistance) determine 
acceptable social norms. Each target group requires 
different programmatic approaches, all of which 
focus on die at-risk women and their environments 
(Figure 10).

As demonstrated by die K A B B  survey of Alaska's 
health care providers, education and training 
programs are strongly indicated for this group. 
Resource materials and lists will need to be 
developed. The demographic profile of FAS 
modters also indicates a strong need for social 
service providers to be educated about FAS and 
trained to refer women (and their families) to 
appropriate resources and to make dicse resources 
available and accessible.

Programs to reach women at risk need to be 
developed or expanded. Such programs can range 
from the establishment of “circles of care" or 
“adopt an at-risk mom" coalitions, to the 
establishment of community-wide pledges of

Primary FAS Prevention support, to the founding of alcohol treatment 
centers. Regardless of die precise programs 
implemented, research strongly suggests that dicse 
efforts need to include an emphasis on the partner 
and family/friends of the at-risk woman. Also 
essential to the effectiveness of primary prevention 
efforts will be their economic, cultural and logistic 
accessibility to at-risk women and Ur complement 
of support services they offer (family planning, 
domestic violence counseling, nutritional planning, 

etc.)

Programs geared towards educating die general 
public could include media campaigns which discuss 
the outcomes of drinking during pregnancy and die 
means to help someone stop drinking. Public 
education should focus on die role of men as well as 
women in die prevention of FAS in Uicir children. 
The most effective messages and communication 
channels need to be determined. These general 
awareness efforts should also include the 
development/enhancement of alcohol-related hcaldi 
curriculum for middle and nigh school students.

Legal and economic actions, such as decreasing die 
availability of alcohol or increasing its price, may 
also be considered. However, these programs, may 
meet with significant resistance.

4 T h e  Puebla o f Zunl h iv e  w ritten  >  v iilo n  statement and the 

Spokane Trihal C om m unity  has Im plem ented fam ily  pled(its 

supporting FA S prevention efforts In their com m unities ( 1 0 ..t, 
19 9 6 ).

Figure 10. Primary FAS Prevention Model

P r o g r a m  E v a l u a t i o n

28



V

Secondary F A S  Prevention

See ndary FAS prevention offers the most difficult 
and limited prevention options. Until the 
development of treatments to moderate or reverse 
the effects of fetal alcohol exposure, secondary 
prevention efforts will focus on reducing or 
eliminating fetal alcohol exposure. Its goal, then, is 
to change the drinking behavior of women who are 
continuing to drink during pregnancy. Targets are 
the health care and social services providers who 
can influence and identify pregnant women who arc 
drinking, the women themselves, their partners, and 
their families. Programs basically include die 
extension of primary prevention efforts: provider 
education and training; and community outreach or 
intervention programs for pregnant women, dieir 
partners, and families.

Tertiary F A S  Prevention

Tertiary FAS prevention shifts die emphasis from 
mother to child. Its goal is to improve FAS 
children’s ability to function and develop in dieir 

families and communities. The targets for tertiary 
prevention progrants are die healdi care and 
social/educational providers who may come in 
contact widi alcohol affected children, the FAS 
children, and their families. As with primary 
prevention, a very large number of organizations

and individuals may be involved in the tertiary 
prevention model (Figure 11).

The AFASPP research revealed that educational 
programs about FAS diagnosis and treatment and 
resource lists of services available to bodi FAS 
children and parents arc needed. Programs for FAS 
children and families also need to be developed or 
expanded. Such programs may rang" from 
diagnostic clinics to assess children's needs, to ease 
management to assure care plans arc being 
followed, to family support groups to help FAS 
parents and siblings, to respite care facilities 
designed specifically for children with FAS-typc 
disabilities. Special education classes (and teacher 
training) may also factor into tertiary care efforts. 
Again, economic and logistic accessibility to these 
programs is required for their effectiveness. 
Qualification for special social services (SSI, ILP) 
may reduce the economic burdens; physical 
proximity may prove more of a challenge in Alaska. 
An ongoing DHSS/DOE study should prove helpful 
with llic development of special education materials 
and approaches.

As wilh secondary prevention, the legal (or 
voluntary) removal of a child from its 
modicr/family may be a necessary consideration. 
Based on the custody status of most of Alaska’s 
FAS eases, this event is the norm radicr than the 
exception.

Figure 11. Tertiary FAS Prevention Model

P r o g r a m  E v a l j n t i o n
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Ensuring an effective FAS prevention plan should
not require any major federal or state policy
changes. The A F A S P P’s research, however, lr.s
suggested at least one legislative consideration:

• reevaluate the Maternal Child Health BI>ck 
Grant requirement that grant recipients 
monitor and annually report the proportion 
of live births with FAS (House Resolution 
2651) since the use of birth records alone 
substantially understates the prevalence of 
FAS in a population.

Prevention Recommendations

• Population-based surveillance of FAS is 

essential to document the magnitude of die 
problem, to monitor trends in the occurrence of 
FAS, and to document the impact of prevention 

efforts.

• The more that is understood about die women 
who give birth to FAS and other alcohol- 
affected children, the better is our ability to 
target prevention activities to them before dtcy 
give birth to an alcohol-affected child. The top 

priority for developing effective prevention is 
to conduct a risk factor analysis of the women 

who have given birth to FAS children by 
examining their medical, social, and 

reproductive histories. DHSS should conduct a 
maternal risk factor analysis of the biological 
modicrs and fathers of the FAS eases identified 
through the AFASPP.

• DHSS nnd D O E  should conduct an analysis of 
the relationship of a medical diagnosis of FAS 
to the need for special education services.

• Programs should be targeted al two major 

strategies:

1) Reduce alcohol consumption among women 
of child bearing age and especially among 
pregnant women, and

2) Postpone pregnancy among women who arc 
unable or unwilling to reduce substantially 
or stop completely alcohol consumption.

• Improve coordination of services and target 
services lo families who are identified through 

having a child diagnosed wilh FAS.

Policy Implications • Determine the barriers to treatment for women 
who have had an alcohol-affected pregnancy.
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H.E.S.S. Committee Presentation - Doug and Gloria Stuart - 3/98

For the past thirteen years we have been foster parents to two delightful 
boys, brothers who come from a large family. Both boys have F.A.S.
Actually eight out o f the ten children in this family arc effected. Five o f these 
children arc in state custody. We have had our two boys since they were 
new infants.

Both Gloria and I had alcoholic parents. My parents died o f alcohol 
before they had a chance to enjoy their grandchildren. I would say that my 
wife and I represent an average couple, with average backgrounds. What is 
wrong with this statement? Alcohol - or rather the excess o f it.

For how many generations have children grown up in dysfunctional 
families caused by alcohol abuse? 1 low many o f these children were 
damaged? How many adults arc in prison today, on welfare, divorced , or 
living in poverty due to the effects o f alcohol? How much time, energy and 
money is spent on these problems? Think about it—this committee sits here 
today taken up with issues caused mainly by alcohol abuse. We must 
educate to have successful prevention, but we must deal with the current 
generation o f effected children because it is in this way that we will break the 
cycle. Breaking the cycle is the key to prevention.

1. F.A.S. is now believed to be the leading cause o f mental retardation 
in the western world and the only preventable one (Clarrcn 1992).

2. 97 %  o f children with F.A.S. arc in foster care or adopted 
(Streissguth, Laduc and Randels 1988).

3. Research shows that the long-term elTects o f alcohol on fetuses are 
more powerful than those o f other dmgs, including cocaine (Chasnoff 1991).

What can we do when a child is bom with F.A.S./F.A.E.? We think the 
most impact can be made in the early years. Early diagnosis o f  the syndrome, 
early intervention, and a stable placement for the child is crucial Why?
With this program services can end, or be greatly reduced, by the time they 
are young adults. Early intervention will make a tremendous difference in 
the amount o f money spent on later social services. Bottom line- spend it 
now - save it later. Any current funding requests for the model now being 
formulated to deal with the F.A.S./F.A.E, problem, should be looked upon



with favor. A very real difference can be made for these unfortunate 
children. These programs will actually save money.

Along wilh the funding, we need a different set o f rules and regulations 
for the children in the foster care system who arc alcohol damaged. 
Mandated reunification docs not work! Early diagnosis, early intervention, 
and a stable home situation docs work! These children are difficult to raise. 
Because o f this, multiple placements are the rule not the exception. Multiple 
placements arc devastating! I f  this happens, the damage lasts a lifetime. A 
large percentage o f these damaged people arc in state-supported, social 
systems long term They arc in prisons, mental care facilities, and in 
assisted living programs.

For thirteen years the State o f Alaska has spent money on our boys. 
Would guardirnship or adoption work? Yes, it would. However, our 
situation like many F.A.S. situations, is very complicated. These placements 
would be a lot easier on everyone if scpcratc rules and regulations governing 
F.A.S. placements were enacted. Long tenn placement should have at least 
one foster parent be at home 24 hours a day. Stability is the key word here. 
Spcual funding for these parents must be available. My wife gave up a 
teaching career to accomplish what she has done for our children, and I took 
early retirement from ARCO because I was needed at home.

Hie point I wish to make is this: because our children had special care 
from the time they were bom, they are doing extremely well. From all 
indications they will not cost the slate as much money as those children who 
were not given a stable home I f  you could see our kids in karate, on the 
swim team, in Civil Air Patrol, or running our 42 0. commercial fishing 
vessel, it would be evident (hat they are doing far better than cxpcc’cd. One 
o f their brothers was in fourteen placements by the time he was tv. o years 
old! He never bonded with a parent figure, and now will need monitoring 
and care for the rest o f his life. I lis life has bee*' ruined by w hat was done to 
him before birth nnd then bv a system that caused him to be in fourteen 
placements by the time lie was only two years old!

Please listen to what our statewide F.A.S. coordinator, other F.A.S. 
experts, and what we and other long-term foster parents are saying! Early 
diagnosis, early intervention, and a stable loving placement works.

Thank You
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Facts About Fetal Alcohol 
Syndrome

April 25, 1997
• Consuming alcohol during pregnancy is the cause of 

Fetal Alcohol Syndrome (FAS), a leading preventable 
cause of birth defects and mental retardation.

• FAS is a serious, lifelong condition that is 
characterized by facial abnormalities, growth 
retardation, and central nervous systc n deficits 
including learning and developmental disorders Not ail 
children affected by prenatal alcohol use arc bom with 
the full syndrome, but may have selected abnormalities. 
Estimates of the prevalence of FAS vary from 0.2 to 
1.0 per 1000 live births

• A new study released by CDC finds that rates of 
frequent drinking (>7 drinks per week or 5 drinks on 
any occasion in the past month) among pregnant 
women have increased substantially from 0 8% in 1991 
to 3 5% in 1995 The rate of 3 5% in 1995 translates to 
at least NO,000 pregnant women drinking at these 
more harmful levels each year

• Health advisories urging women -pregnant or planning 
a pregnancy- not to drink alcohol were first issued by 
the U S Surgeon General in 1981, and were reiterated 
by the Secretary of Health and Human Services in 1990 
and 1995

• Prenatal alcohol consumption is a leading, preventable 
cause of birth defects and mental retardation

• Health-care providers should advise pregnant women 
and those planning a pregnancy not to drink alcohol

• "Alcohol and Other Birth Defects Awareness Week" is 
May 11-17, 1997
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P o s i t i o n  S t a t e m e n t :  F e t a l  A l c o h o l  
S y n d r o m e / E f f e c t

Fetal Alcohol Syndrome (FAS) is the leading cause of mental retardation in Canada and North 
America (Casiro et al, 1994).
FAS is the end result of maternal ingestion of alcohol during pregnancy. Some very preliminary studies 
indicate that the paternal use of alcohol may also contribute to the development of FAS/FAE. Children 
diagnosed with this syndrome manifest with, "prenatal and postnatal growth retardation; failure to thrive; 
central nervous system involvement including irritability, hyperactivity, intellectual it lirment; and facial 
dysmorphology" (Kuffel & Pietrantomi, 1991) Further defects include cardiovascular, skeletal, spinal, 
genital anomalies, and emotional disorders. Children with Fetal Alcohol Effect (FAE) often do not 
manifest the physical characteristics of full scale FAS, however they may suffer the permanent central 
nervous system sequelae and associated emotional and behavioral disorders
The misuse of substances occurs in all cultural/social/economic groups and may affect all family 
members In families where substances are being misused, children with FAS/FAE may be bom into 
highly stressed families with limited coping skills. This environment coupled with the child's increased 
irritability and hyperactivity may place these children at an increased risk of many types of abuse and 
neglect (Children of Alcoholics Network, 1992)
Registered Nurses are the largest group of health care professionals in contact with men, women, families 
and communities at risk for FAS/FAE children The role of the Registered Nurse includes education, 
screening, counselling, support and referral to appropriate resources This role is in keeping with primary 
health care concepts of wellness promotion and illness prevention
All health care disciplines should collaborate on early identification and intervention for FAS/FAE 
The MARN Position of FAS/FAE is that
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* fctaJ alcohol syndrome is completely pi vcntable;
» both men and women need to take responsibility for the prevention of FAS/FAE;
* there is no known "safe" level of alcohol consumption during pregnancy therefore abstinence should 

be recommended to women where there is or may be a pregnancy;
* prevention of FaS/FAE requires identification of the social and economic sources of alcohol abuse;
* prevention programs should focus on education of the public at large including school children;
«* care and treatment of those affected by FAS/FAE should include family and community. Though 

the effects cannot be erased, interventions can be applied to optimize the affected child's potential, 
and to maintain the integrity o f the family. Families and communities with FAS/FAE children 
require a great deal of support to raise these children and to break the recurrent cycle of FAS/FAE 
(CNA Brief to the House of Commons, 1992).

Approved by the Board of Directors: May 1995

Contact MARN at:
647 Broadway. Winnipeg, MB R3C 0X2 

Tg Telephone: (204) 774-3477
Toll free (Manitoba only): 1-800-665-2027 
Fax: (204)775-6052

e-mail at: mamffimam mb ca

Back to top o f  page.
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T h e  N a t i o n a l  O r g a n i z a t i o n  o n  
F e t a l A lc o h o l  S y n d r o m e

S t ra te g ie s  f o r  p a re n t s  a n d  c a re g iv e r s  o f  F A S  a n d  F A E  c h i ld r e n
* Prepared by Patricia Tanrer-Halverson, Ph.D.

Keys to working successfully with FAS/FAE children are structure, consistency, variety, brevity 
and persistence. Because these children lack internal structure, caretakers need to provide external 
structure for them. It is important to be consistent in response and routine so that the child feels the world 
is predictable. Because of serious problems maintaining attention, it is important to be brief in 
explanations and directions, but also to use a variety of ways to get and keep their attention Finally, wc 
must repeat what it is we want them to leam, over and over again.
Many FAS children:

• Have difficulty structuring work time.
• Show impaired rates of learning.
• Experience poor memory.
• I lave trouble generalizing behaviors and information.
• Act impulsively.
• Exhibit reduced attention span or arc distractible.
• Display fearlessness and arc unresponsive to verbal cautions.
• Demonstrate poor social judgment.
• Cannot handle money age appropriately.
• Hav 'rouble internalizing modeled behaviors.
• May have differences in sensory awareness (Hypo or Hyper)
• Language Production higher than comprehension.
• Show poor problem solving strategies.

Effective strategics include:
• Fostering independence in self help and play
• Give your child choices and encourage decision making
• Focus on teaching daily living skills.
• Encourage the use of positive self talk
• I lave child get ready for next school day before going to bed
• Establish a few simple rules. Use identical language to remind them of the rules "This is your bed. 

this is where you are supposed to be "
• Establish routines so child can predict coming events.
• Give child lots of advance warning that activity will soon change to another one
• For unpredictable behavior at bedtime/mealtime, establish a firm routine
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• Break their work down into small pieces so they do not feel overwhelmed.
• Be concrete when teaching a new concept. Show them.

Discipline:
• Set limits and follow them consistently,
• Change rewards often to keep interest in reward getting high.
• Review and repeat consequences of behaviors. Ask them to tell you consequences.
• Do not debate or argue over rules already established. "Just do it."
• Notice and comment when your child is doing well or behaving appropriately.
• Avoid threats.
• Redirect behavior.
• Intervene before behavior escalates.
• Avoid situations where child will be overstimulated.
• Have child repeat back their understanding of directions.
• Protect them from being exploited. They are naive.
• Have pre-established consequences for misbehavior.

FAS | NOFAS I Strategies I Curriculum I Resources | NOFAS Home Page
National Organization on Fetal Alcohol Syndrome

1819 H Street NW - Suite 750 - Washington, ^0006 ‘ •
Phone: <202) 785-4585 - Fax: (202) 466-6456 - e-mail: nofas@crols.com

Please include your mailing address if you would like to receive our information packgt
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U X ;  Preventing Felnl Alcohol Syndrome (I.lcohol-Relalcd Developmental Diwbilitie* http //xvww cdc gov/nceh/proftr«m*/inrwi*»/brthdrct/prcvent/rM piov.hun

CENTERS FOR DISEASE CONTROL AND PREVENTION (CDC) * National Center for 
Environmental Health (NCEH) - Division of Birth Defects and Developmental Disabilities (DBDDD) - 
Birth Defects Prevention - Last updated: December 20, 1996

W h a t  C D C  is d o in g  to

P r e v e n t  F e t a l  A l c o h o l  S y n d r o m e  
a n d  O t h e r  A l c o h o l - R e l a t e d  
D e v e l o p m e n t a l  D i s a b i l i t i e s

Introduction | The Problem | The Approach | Prevention Activities | Prevention Partners | Research Needs
| Meeting the Challenge J Public Information

In t r o d u c t io n
The Division of Birth Defects and Developmental Disabilities of the National Center for Environmental 
Health (NCEH) strives to prevent fetal Alcohol Syndrome (FAS) a leading preventable cause of birth 
defects and mental retardation. In fact, FAS accounts for about 2,000 new cases of preventable birth 
defects in the United States each year.
Although the exact rate of learning disabilities and behavioral abnormalities caused by fetal exposure to 
alcohol is unknown, some of our data suggest that another 4,000 children who do not meet the clinical 
definition of FAS may experience significant cognitive and behavioral impairment due to fetal exposure to 
alcohol
NVc know that the reported rates of FAS arc higher among Native Americans and African Americans 
These differences may be due to actual differences in the occurrence, or may in part reflect 
undcr-diagnosis among some racial/ethnic groups, and over-diagnosis among others Noncmeless, we 
must helo all women to realize the dangers associated with fetal exposure to alcohol

T h e  P r o b le m
Children with FAS suffer from the following

• Growth retardation.
• Physical, mental, and behavioral abnormalities
• Central nervous system impairment, including developmental delay, small head size, and speech or 

language delay
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• Facial abnormalities.

In addition, fetal exposure to alcohol appears to cause a spectrum cf these physical and behavioral 
problems that may be less obvious than problems associated with FAS and even more difficult to detect.
FAS and other alcohol-related birth defects can be prevented ifwonen do not drink alcohol during 
pregnancy, or if they use reliable birth control methods when they engage in patterns of binge drinking (5 
or more drinks on one occasion) or regular drinking at a level of more than 7 drinks per week. CDC is 
working to develop innovative approaches for identifying women a high risk of having a child with FAS, 
for helping them understand the risks that drinking poses for their u ibom babies, and for helping them
change their behavior. CDC currently funds projects that are testing; a variety of methods:

%

• Screening in prenatal clinics
• Detecting eases of FAS in order to identify women at high risk of giving birth to another child with 

FAS
• Counseling and support to achieve abstinence
• Case management and follow-up

Methods that prove effective nay be integrated into existing health care delivery systems, such as public 
health clinics and other health care practice settings.

T h e  A p p ro a c h
To establish affordable and efficient methods for estimating the pre> alence of FAS, we provide financial 
and technical support to state health departments and universities Cooperative agreements with these 
agencies and institutions support investigation of clinic-based, school-based, and social scrviccs-based 
approaches to FAS ease idcn'ifieation and development of prevention programs.
In 1991, CDC signed an inter-agency agreement with the Indian He;.Ith Service and the state of Alaska 
for a joint program to prevent FAS. Voluntary organizations also participate in this program, which 
involves-

• Surveillance of FAS to provide an accurate count of affected children throughout the state.
• Technical consultation in developing culturally appropriate prevention programs, such as education

and screening programs in prenatal clinics, at the community level.
• Funds and technical assistance for developing new approaches to prevent FAS

In 1992, we funded cooperative agreements with three universities and five state health departments
• To develop surveillance methods for identifying women at high risk for giving birth to a child with 

FAS
• To design prevention strategies
• To evaluate the effect vcncss of these* strategies

In addition, we provide technical assistance to 15 state health departments for FAS surveillance and 
prevention programs through the Disability Prevention Program at NCEH
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P re v e n t io n  A c t iv it ie s
Our focus on preventing FAS directly supports the Healthy People 2000 goals for children's health. We 
arc working to -

• Design and implement epidemiologic approaches for determining the prevalence of FAS and 
identifying high- risk target groups for prevention efforts.

• Design data-driven prevention programs and evaluate their effectiveness. For example, we arc 
studying women who have given birth to a child with FAS so that we can develop intervention 
st ;es to prevent future FAS-afFected pregnancies.

• Establish collaborative partnerships with states, universities, and other organizations to develop 
state and locally based systems for surveillance of FAS and other alcohol-related birth defects, For 
instance, we worked with state and local health departments in Washington to develop a 
population-based model for FAS surveillance among first grade students in two counties in the 
state We identified previously unknown cases of FAS and referred the children for therapeutic and 
special education services. Their mothers were referred to local health care providers.

• Disseminate information, in collaboration with other agencies, from the ongoing systematic 
collection, analysis, and interpretation of FAS data. State and local programs can use this 
information to modify their activities so that they are using the most cost-effective s»rategics to 
combat FAS and other alcohol-related birth defects.

P r e v e n t io n  P a r t n e r s
• The Indian Health Service has signed an inter-agency agreement with CDC for a joint program to 

prevent FAS.
• Three universities and five state health departments have cooperative agreements with us to 

develop surveillance methods for identifying high-risk women, to design prevention strategies, and 
to evaluate the effectiveness of these strategics

• A project exists with the Association of Schools of Public Health, Emory School of Public Health, 
and Georgia Mental Health Institute to develop an accurate method for conducting active, 
hospital-based FAS surveillance and a case-control study of risk factors for FAS

• Monroe County Health Department (NY) has a cooperative agreement with us to use a follow-up 
program for high-risk infants to develop methods for identifying children with FAS after the 
newborn period,

• In addition, we provide technical assistance to 15 state health departments for FAS surveillance and 
prevention programs through the Disability Prevention Program at the National Center for 
Environmental Health
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R e s e a rc h  N eed s
To reduce the incidence of FAS, we must increase the number of women who abstain from alcohol use 
during pregnancy. To reach those goals, we need further research

• To improve public health surveillance methods for FAS.
• To refine our methods for identifying children who have been aiTcctcd by exposure to alcohol 

during fetal development.
• To demonstrate the effectiveness of prevention programs for women of reproductive age who arc 

at high risk of drinking during their pregnancies.
• To investigate effective secondary intervention strategies, such as special education strategics for 

children bom with FAS or alcohol-related birth defects.
• To identify biological markers for recognizing problem drinkers or children exposed to alcohol in 

utero.
• To identify genetically determined markers for susceptibility to in-utero alcohol damage.

M e e t in g  th e  C h a l le n g e
The FAS Prevention Section seeks to reduce the human suffering and societal burden resulting from the 
har.iful effects of alcohol use during pregnancy. State health departments and other organizations can 
become partners in this critical endeavor by taking advantage of the scientific and financial assistance that 
we provide.

P u b lic  I n f o rm a t i o n
We also seek to promote ways of giving people accurate and timely information about FAS We respond 
to requests for information from state and local agencies, health professionals, universities, and the 
general public
For more information, please contact:
Fetal Alcohol Syndrome Prevention Section 
Division of Birth Defects and Developmental Disabilities 
National Center for Environmental Health. MS F-15 
Centers for Disease Control and Prevention 
4770 Buford Highway NI:
Atlanta. GA 30341-3724
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Telephone: (770) 488-7370 
FAX: (770)488-7361 
Email: ncehinfo@cdc gov

Introduction | The Problem | The Approach | Prevention Activities | Prevent:on Partners | Rg3garc.lLKsfi.ds
I Mcctinn the Challenge I Public Information

Birth Defects Prevention
*
Division of Birth Defects and Developmental Disabilities (DBDDD)

National Center for Environmental Health (NCEH)
CENTERS FOR DISEASE CONTROL AND PREVENTION (CDC)
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F e t a l  A l c o h o l  S y n d r o m e  

A  T i m e  f o r  A c t i o n

A review o f  the status offeta l alcohol syndrome in the State ofAlaska

~what the data shows us 
~what we have accomplished to date 
~projects/actions currently underway 
~gaps in our service delivery system 

~ recap and recommendations from the FAS Summit, Nov. 6, 1997

Sponsored  by
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This publication was prepared by Lori Namyniuk, FAS Summit 
Facilitator; L . Diane Worley, DHSS Statewide FAS Coordinator; and 

the FAS Summit Steering Committee.



“ N e v e r  d o u b t  t h a t  a  s m a l l  g r o u p  o f  t h o u g h t f u l ,  

c o m m i t t e d  c i t i z e n s  c a n  c h a n g e  t h e  w o r l d .  

I n d e e d ,  i t 's  t h e  o n l y  t h i n g  t h a t  e v e r  h a s .  "

~ M a r g a r e t  M e a d ~
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W h a t  is F A S ?
By Gloria Stuart 
Foster Mother

It is said that wc cannot understand another man’s problems unless we walk 
in his shoes. So let’s do just that. Let’s imagine. . .
It is Tuesday o f the first week o f school and you are on your way to your 
second day o f kindergarten. You are a lot shorter than most o f your 
classmates and skinnier too. Now that you are five you are aware o f this. 
You also arc awarc-in fact you have been told—that you have this “ thing”  
that makes you small. It’s called fetal alcohol syndrome and it has 
something to do with your mother drinking alcohol before you were bom, 
but you really don’ t understand that. There arc a lot o f things you don’ t 
understand, like what to do first when you are told to do lots o f things at 
once. Then you get scared and mixed up, but instead o f asking for help you 
might push the person next to you. You wouldn’t know why you pushed 
Mm, but it seems to be something you just have to do!

Something else you don’ t understand is how to walk in a line. You keep 
bump in®, into the kids in front o f you and touching things—like the ribbons 
at the end o f Suzie’s braids. The ribbons were shiny and pretty. You just 
had to feel them! So then you got into trouble and it was homblc.
After you said you were sorry in front o f everybody, and the whole line 
stood still watching, and then th; whole line started wa’king again, you got 
into trouble again! You kicked the boy behind you! Right in the shin and 
did he scream. Well, you couldn’ t help it! You felt like you were being 
squished, like a pickle on a McDonald hamburger-squished and pulled 
apart. You hate to be touched sometimes and people in this school keep 
bumping into you and touching you. What else could you DO but kick to 
get people out o f the way.
And here you arc back at school again today. Finally you go on down the 
hall wishing all the noise would go away. Kids arc talking, teachers are 
talking, a loudspeaker is calling something about a phone call and you arc 
confused. You clutch your mother’s hand, but then you get really mad at
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her. Why can’ t she make it all better? It’s all her fault! She pushes you 
gently into the room and smiles good-bye.
You walk into the room. It’s a great room! Every wall is covered with 
bright colored pictures and things are hanging from the ceiling; things like 
A B C  letters and whales and fish. They’re moving in the air at the end o f 
wool strings. You want to touch and see everything all rt once. You love 
the dove in her cage, and the sound she makes too. Everything is great 
here! You love the piano and want to play it right now! But there’ > the fish 
to look at, and the hamster, and the sand table, and the books, and the dress- 
up clothes, and the containers with all those big colored blocks and stuff.
Bu t. . .

You also want to get away because your heart is starting to beat fast and you 
feel like you do in the back o f a moving car-a little sick. Maybe you can 
crawl under the table and hide. You start doing that but then something 
happens. You sec a truck and you pick it up and you throw it! It hits Billy 
in the head and you get so scared and mad that you push the girl next to you 
and she slams into the edge o f the table. They start crying and you 
REALLY want to go home.

This is FAS.
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In t r o d u c t io n

FAS is a problem unlike any other. Jt requires special treatment for behavior, special 
techniques for teaching, special health programs, and socialization with normal 
people. A big job? Yes! An impossible job? No!

Foster Mother

The consumption o f alcohol during pregnancy continues to be one o f the 
leading causes o f preventable birtli defects and mental retardation in the 
United States. Fetal Alcohol Syndrome (FAS) and Alcohol Related 
Neurological Deficits (ARND) arc directly related to alcohol use by women 
during pregnancy. The range o f birth defects associated with FAS and 
ARND include prenatal and postnatal growth deficiency, facial 
malformations (including short palpebral fissures, long or flat philtrum, thin 
upper lip, underdeveloped upper jaw/midface), central nervous system 
dysfunctions, and varying degrees o f major organ system malformations. 
Other birth defects may include small head size, abnormalities in the 
structure o f the brain, poor motor skills, hearing loss, and poor eye-hand 
coordination. Behavioral or cognitive anomalies may include mental 
retardation, hyperactivity, short attention span or attention deficit disorder, 
learning disabilities, developmental delays, impulsivity, poor social 
interactions, difficulty in understanding, comprehending, and expressing 
language, and problems in memory, attention and judgment.

In a recent study conducted by the National Institute or. Drug Abuse, as well 
as other studies, it has been found that:

• Nationwide, 18.8 % o f women surveyed reported using alcohol 
during pregnancy,

• Alaska ranks among the top five (5) states in the country for 
frequent alcohol consumption among women o f reproductive age 
(18-44 years old),

• Alaska has one o f the highest per capita alcohol consumption levels 
in the nation,

• Alaska has the highest rate o f alcohol-related hospitalizations in the
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country,
• Over 20,000 Alaskan women o f childbearing age are self-reported 

heavy drinkers, and
® 7% o f new mothers in Alaska report having consumed alcohol 

during the third trimester o f pregnancy.
• 4.4% o f new mothers in Alaska report having consumed alcohol 

sometime during their pregnancy (down from 9% in 1991).

The human, societal and economic costs o f FAS and ARND are substantial 
and greatly impact our medical, educational, public safety, judicial, 
correctional, child welfare, social service, and economic systems. The loss 
o f human potential alone is staggering.

“Justin was born 14 weeks early. He has Fetal Alcohol Syndrome. Because his mom 
drank heavily throughout her pregnancy, every' system in his body was affected as it 
developed. His cerebral palsy, vision and hearing impairments, epilepsy and mental 
retardation will be with him for life.
Because his mom drank while carrying him, the child that Justin could have been, the 
child with dreams, curiosity' and potential was lost before he was even born.
There is a great financial cost to society and to families when a child like my adoptive 
son is born. It will take many people and sendees to provide the kind o f supports 
Justin will need throughout his life. I  believe there is an even greater human cost we 
are forced to pay because of this preventable disability. "

Adoptive Mother

The impact on the very young includes pre-term births, low-birth weight, 
brain damage and heart, lung and kidney defects, as well as delayed physical 
and mental growth. Among school-aged children the impact includes long­
term cognitive, developmental, psychosocial, and adjustment problems that 
appear as learning and disruptive behavioral problems in school. Among 
adolescents and adults such maladaptive behaviors as poor judgment, 
attention deficits, difficulties interpreting social cues, social withdrawal, 
impulsivity, cheating and stealing have a direct impact on our educational, 
judicial and correctional systems, as well as threatening a person’s potential 
for independent living.



Additional social impacts were identified through a statewide FAS 
surveillance project, administered by the Department o f Health and Social 
Services (DHSS) from 1992-1995. O f the 74 children selected for 
evaluation 54% had a documented history o f child maltreatment;

• 35% had a history o f neglect,
• 28% experienced physical abuse,
• 19% had been sexually abused,
• 35% o f the children lived with one or both birth parents,
• 36% lived in foster care,
• 29% lived in adoptive homes, and
• 4% had court-appointed legal guardians.

Economically, the impact is also staggering. In Alaska, annual per child 
Medicaid claims for a FAS child are estimated at S9,000.00. Additionally, 
many FAS children and adults arc eligible for Supplemental Security Income 
(SSI), with a 20-year projected per person cost o f 5103,000.00 (1993 
reimbursement rate). The costs o f medical services, intervention/ treatment 
services, infant leaming/early childhood education services, special 
education, developmental disability services, foster care, judicial/correctional 
services, and others quickly add up to large private and public dollar 
expenditures. A comprehensive national study estimates the lifetime cost o f 
medical and long-term care at 51.4 million per person with FAS.

The effects o f FAS are permanent, making this a life-long condition.
Clearly, a multi-pronged, comprehensive prevention effort can, and will, 
alleviate the high human, societal and economic costs associated with FAS 
and ARND.

MUntil nr can address the causes of prenatal drinking and pres ent unhorn children 
from being injured by alcohol, we must share responsibility for the damage being done 
to the future o f our children and our communities, "

Adoptive mother
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C u r r e n t  S ta tu s  o f  F A S  in  A la s k a

Within the state o f Alaska, interest in and attention to fetal alcohol 
syndrome and other alcohol related neurological deficits became active in 
the 1980’s. Much o f this interest resulted from the high rate o f alcohol 
consumption in our state, as well as the high percentage o f childbearing-age 
women and high birth rates within our state. Early activities included state 
funding for a FAS coordinator position in the Division o f Alcoholism and 
Drug Abuse, the development o f grassroots parent groups looking for 
answers to the difficulty o f raising a child [birth, foster or adoptive] with 
FAS; frustrations within public school systems to provide an appropriate 
learning environment for such children; concerns by pediatricians, 
hospitals, public health nurses and other medical professionals frustrated by 
the increasing number o f children with FAS coming into their care; and 
concerns within the early childhood/infant learning community about the 
service/support needs o f children bom to parents actively drinking alcohol.
In 1990, State Senator Johnc Binkley introduced twelve (12) pieces o f 
legislation on issues related to FAS in our state. Nine (9) o f these proposals 
were passed and eight became law. Legislation included a resolution 
designating Mother’s Day Week as Alcohol Related Birth Defects 
Awareness Week, a resolution asking for continuing medical education 
opportunities for doctors and nurses, a bill giving treatment priority to 
pregnant women who abuse substances, a bill to train teachers and other 
school personnel on working with children exposed prcnatally to alcohol, 
two (2) bills mandating the format o f warning signs about the effects o f 
alcohol consumed during pregnancy to be posted at all liquor stores, and a 
bill mandating all marriage license applications be accompanied by a 
brochure warning about the damages o f drinking during pregnancy, as well 
as partial funding to develop residential treatment for alcohol abusing 
pregnant women and their children.
In 1991, a collaborative effort between the state Department o f Health and 
Social Services, Indian Health Services (1HS) and the Centers for Disease 
Control and Prevention (CDC), resulted in the Alaska Fetal Alcohol 
Syndrome Prevention Project (AFASPP). The primary project goal fo r  
this S-ycar endeavor was to develop a sun'eillancc rnetliodolog) fo r  
monitoring the occurrence o f  FAS in the state. In addition, the AFASPP

7



activities included the demographic and clinical characterization o f FAS 
children and their mothers, the administration o f a public awareness survey, 
and the administration o f a survey o f health care professionals’ alcohol and 
FAS-related knowledge, attitudes, beliefs and behaviors.

As a result o f this intensive and collab >rative project, six (6) prevention 
recommendations were developed:
1. Population-based surveillance o f FAS is essential to document the 

magnitude o f the problem, to monitor trends in the occurrence o f FAS, 
and to document the impact o f prevention efforts.

2. DHSS should conduct a maternal risk factor analysis o f the biological 
mothers and fathers o f the FAS cases identified through the AFASPP, as 
a top priority for developing effective prevention programming.

3. Programs should be targeted a» two major strategies:
• reduce alcohol consumption among women o f child-bearing age 

and pregnant women, and
• postpone pregnancy among women who arc unable or unwilling to 

reduce substantially or stop completely alcohol consumption.
4. Improve coordination o f services and target services to families who are 

identified as having a child diagnosed with FAS.
5. Deter line the barriers to trcaimcnt for women who have had an alcohol- 

affected pregnancy.
6. DHSS and DOE should conduct an analysis o f the relationship o f a 

medical diagnosis o f FAS to the need for special education services.
Much data about FAS and other alcohol related neurological deficits in the 
state o f Alaska has been gathered as a result o f these efforts. Through the 
state’s first FAS surveillance efforts, a surveillance methodology was 
developed utilizing multiple data sources, criteria for a surveillance 
definition o f FAS was developed and a preliminary minimum FAS 
prevalence rate for Alaska was established. The overall minimum 
prevalence o f FAS in Alaska ranges from 0.8 - 1.3 cases per 1,000 live 
births. The prevalence o f FAS among Alaska Natives was 3.0 - 5.2 per
1,000 live births compared to 0.2 - 0.3 per 1,000 live births among non- 
Nativcs.
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FA S  c a s o s  por 1 , 0 0 0  live births, for A la sk a  N atives and 
non-N ativos (1 9 7 7 -9 2 ) com pared to National rates

EBNative 

■Non-Native 

□ N ative  Amer. 

□ B la c k  

□W hite

0 .6

0.1

FA S  C ases* U .S. F A S  Rates

* Cm * m«*tt 5-c/IUflJ cm * definition for FAS

Nationally, the estimated FAS prevalence rate for the U.S. is 0.5 cases per
1,000 live births. Among Native Americans the rate is 3.0 cases per 1,000 
live births; 0.6 among black and 0.1 among white populations. The 
national health goal for the year 2000 is an overall FAS prevalence rate 
o f .12 cases per 1,000 live births and a rate o f 2.0 cases per 1,000 live 
births among Alaska Natives/American Indians.

Additional information gathered from these first surveillance efforts 
include:

• the average age at diagnosis was 3 years old
• 14% o f the cases were identified by more than one reporting 

source
• 36% o f the children were currently placed in state foster care
• 29% o f the children were adopted
• 90% o f the children were Alaska Natives

While it should be noted that one reason for the greater FAS rates among

' Slate of Alaska, DHSS (1997). Result* ftom the A Ltd* Fcttl Alcobol Syndrome Prevention Project.
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Alaska Natives relative to non-Natives may be attributed to the extensive 
case finding activities o f the Indian Health Services, this is not the only 
reason. Alaska’s Native population does appear at higher risk o f FAS than 
the non-Native population. As stated above, this also holds true for the 
greater U.S. population in general.

C u s t o d y  s t a t u s  o f  A l a s k a n  F A S  c a s e s

Adopted

-6 5 \  were eiiher adopted or in foster care
•Custody Status of Alaskan Charl vcnfled FAS Chridron (N=6 3 )

>

The data related to child custody presents another challenge for the state o f 
Alaska as it plans for services to individuals and families with fetal alcohoi 
syndrome and cfTccts. As discussed earlier, the cost to states to serve 
children and adults with FAS is immcnsc-and growing annually. Not only 
do we have a high percentage o f children in foster c e with FAS (cither 
diagnosed or suspected), but the majority o f these children receive 
augmented rates to meet their service needs. The average foster care rate 
for FAS children in state custody is $41.00 per day (compared to the base 
rate o f $22.00 per day per child). The range o f daily rates for FAS children 
arc $24.00 per day to $88.00 per day-or an annual cost o f $14,965 to 
$32 ,120 per child. (Data from the Division o f Family and Youth Services,

1 Stale of Alaska, DHSS (1997). Results from the Alaska Fetal Alcohol Syndrome Prevention Project

Foster Care

Biological Parents
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In addition, the high number o f FAS children who have been adopted also 
receive state dollars through subsidized adoptions for special need and hard 
to place children. Since July 1,1997 twenty-four (24) new subsidized 
adoption cases have been opened for children with FAS or noted 
FAS/ARND. The average monthly subsidy amount is $498.04, with the 
largest subsidy being $872.97 per month. For 24 subsidies, the per month 
cost to the state is approximately $11,952 It should be noted that adoption 
subsidies continue until 18 years o f age. I f  a child is adopted by the age o f 
3, the lifetime subsidy would range from $89,640 to $157,140 per child.
While much was learned from the original Alaska Fetal Alcohol 
Syndrome Prevention Project, much work remains. The results o f the 
AFASPP surveillance project made it clear that additional and improved 
surveillance is needed to clearly understand to extent and complexity o f the 
problem we face. Toward this end, the state o f Alaska is one o f five (5) 
states recently selected to participate in a new 5-ycar population-based 
surveillance o f fetal alcohol syndror funded by the Centers for Disease 
Control and Prevention (CDC). The other participating states include 
Wisconsin, New York, Arizona and Colorado. The project, through the 
Division o f Public Health, Section o f Maternal, Child and Family Health, 
will develop identified multiple data sources and implement procedures to 
ensure complete reporting o f cases o f FAS to the state. The project will 
formalize disease reporting procedures, conduct medical and school record 
reviews for quality assurance o f completeness o f case reporting and 
accuracy o f diagnosis according to the established case definition o f FAS 
and maintain confidentiality o f all surveillance records and data. The 
results o f this endeavor will be accurate data related to prevalence o f FAS in 
our state, giving us a foundation for future prevention and service efforts.
In many ways, Alaska has led the way in FAS and ARND surveillance, 
research, prevention and intervention accomplishments. But, much remains 
to be done. Active efforts arc currently underway to establish a statewide 
plan o f  action in working to reduce the incidence, improve service delivery, 
and coordinate and integrate interagency activities. The November FAS 
Summit was the beginning o f this coordinated plan.

1998).
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F e ta l A lc o h o l S y n d ro m e  S u m m it  
N o v e m b e r  6 , 1 9 9 7  
A n c h o ra g e , A la s k a

Due to tbr high incidence o f Fetal Alcohol Syndrome (FAS) and other 
alcohol related neurological deficits (ARND), the State o f Alaska is faced 
with tremendous policy, economic and service delivery challenges. During 
the first session o f the 20th Alaska State Legislature, DHSS Commissioner 
Karen Perdue met with Representatives Fred Dyson and Reggie Joule 
identifying FAS as a major issue facing state policymakers. Subsequent 
meetings were held to discuss action steps needed to move our state forward 
in preventing, supporting and treating those impacted by prenatal alcohol 
consumption.
The results o f this interest and subsequent discussions were two major 
statewide meetings focused on fetal alcohol syndrome. The first meeting, 
held September 15, 1997, provided current and pertinent information about 
FAS to key policymakers, state officials, service providers, educators and 
members o f citizen advisory Boards. The intent o f this meeting was to 
inform, educate and provide a forum for discussion about the critical issues 
surrounding FAS. The meeting was sponsored by Commissioner Karen 
Perdue, Representative Fred Dyson and Representative Reggie Joule.

Approximately 80 people at:ended--40 invited participants representing 
various health and social service agencies (federal, state, local and tnbal), 
parents, state legislators, Congressional delegation representatives, advisory 
Boards and the broad education community; and 40 observers from the 
general public and interested agency representatives. The meeting provided 
a scries o f panel presentations specific to diagnosis, survci llancc, treatment, 
prevention, legal issues, education, and the realities o f living with and 
dealing with affected children, youth, adults and their families. Panelists 
v/crc parents, state and government agency staff, physicians, educators, 
attorneys, and treatment providers.
During this meeting, discussion prompted the development o f four (4) 
specific areas o f focus for identifying future solutions for our state. These 
four areas became the foundation o f the November, 1997 Summit structure:



•  Data Surveillance and Diagnostics
• Public Policy
• Prevention
• Access to Services fo r  People with FAS

Following the September meeting, the Advisory Board on Alcoholism and 
Drug Abuse, the Alaska Mental Health Board and the Governor’s Council 
on Disabilities and Special Education joined efforts to sponsor the Fetal 
Alcohol Syndrome Summit, on November 6, 1997, in Anchorage, Alaska. 
The defined purpose o f this summit was to bring together interested public, 
decision makers from the community and policymakers in the state and to 
provide a forum fo r  public comment and discussion focused on solutions 
related to feta l alcohol syndrome.

The Summit was coordinated by the Alaska Council on Prevention o f 
Alcohol and Drug Abuse, with direction provided from the FAS Summit 
Steering Committee. The format included public comment/community 
solutions, presentations and four (4) workgroups to develop solutions and 
recommendations for action.
The Summit was attended by over 150 participants. Following an opening 
presentation by Governor Tony Knowles, and support for the work being 
done in the FAS field, passiona' ’  public testimony outlined the enormity o f 
the problem, the frustration, the ^cspair and isolation when trying to deal 
with the life-long ramifications which thousands o f Alaskans face every 
day. Parents, educators, mental health, social service and treatment 
providers, researchers, medical professionals and legislators alike shared the 
same frustrations and the realization that prenatal exposure to alcohol is at 
the core o f solving many o f the current social problems facing the state o f 
Alaska.
Summit participants attended one o f the four (4) working groups to begin 
the process o f discussion, brainstorming and recommendations for the 
development o f a framework for action related to fetal alcohol syndrome in 
our state.
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W o r k g r o u p  R e c o m m e n d a t i o n s

Data, Surveillance an J Diagnostics-Pam Muth and Claudia Shanley, Co­
facilitators.
diagnostic The current statewide data on the numbers o f children, youth and 
adults with FAS does not adequately reflect the extent o f the problem 
reported by professionals, community leaders and parents throughout 
Alaska. A common knowledge base regarding both the medical criteria and 
the behavioral manifestations o f FAS and ARND is vital to successfully 
impacting the effects o f prenatal exposure to alcohol. The goal o f this 
workgroup was to make recommendations for establishing a baseline rate o f 
FAS and ways to measure change based on our prevention, intervention and 
public policy efforts, as well as to establish consistent criteria and a process 
for improved diagnostic services statewide.

Data, Surveillance and Diagnostics: Suggested Solutions

Information and service gaps fo r  children, parents and families:

1. Surveillance on behavioral manifestations regarding exposure to alcohol.
2. Develop comprehensive multidisciplinary team with integrative 

approach.
3. Build local capacity for ongoing support to families impacted by FAS.
4. Allow behavioral providers to be eligible for Medicaid reimbursement.
5. Provider parity related to payment by third party payers..

How best to deal with issues related to data collection and suncillance:
1. Tic prevention money to surveillance cfforts/data.
2. Promote full funding for early childhood programs such as Infant 

Learning Programs, Head Start, childcare, etc.
Diagnostic issues: Develop and/or agree on a standardized diagnosis 
across agencies that would also be the case definition fo r  surveillance:
1. Develop consistent diagnostic criteria for fetal alcohol syndrome._______

is



2. Define what the program entry criteria are for special education, schools, 
etc. We should have one common definition throughout the United 
States.

3. Have the State Department o f Health and Social Services request 
physicians who are making the diagnosis, develop and use a common 
definition. Th!s would be the entry into program criteria.

4. Multidisciplinary team assessment should occur to assist in diagnosis 
and sendee plan.

5. Training in diagnostic procedures following agreement o f diagnosis.
6. Individual needs, not diagnosis, should drive intervention/services.
7. Develop a set o f norms related to morphology (facial 

structures/identifiers) for differing ethnic backgrounds.
8. Common diagnosis serves as the entry point for all systems.

Public Policy-Victoria Heart and Lori Namyniuk, Co-facilitators.
Currently, there is a lack o f clear public policy, or even a clear 
understanding o f the problem and its impact on the state o f Alaska in terms 
o f economics, sendee systems and human potential. The goal o f this 
workgroup was to examine regulations, policies and legislation needed to 
improve sharing o f data, system integration and communication between 
agencies working with individuals and families affected by fetal alcohol 
syndrome, and to make recommendations for improvement.

Public Policy: Suggested Solutions
Development o f  a model to address FAS in Alaska:
1. Develop a community based model that includes a therapeutic 

community, voluntary treatment, and a public awareness component that 
will include education and prevention. A comprehensive family model.

2. State leadership to enforce existing laws related to prevention.
3. State leadership to require current state funded agencies to provide 

public awareness o f FAS.

16



Diagnostic Issues:
1. Expand who can screen and make the initial or preliminary diagnosis. 

Provide training for providers and utilize existing technology.
2. Recruit knowledgeable professionals.
3. Develop pediatric and genetic clinics to include FAS and operate in 

villages and hub areas on a regular basis (every 3-6 months).
4. Standardize statewide diagnostic too. and agree on medical diagnosis 

accepted by multidisciplinary groups.
Coordination and cooperation between agencies and departments in 
government:
1. Develop a position to facilitate statewide FAS leadership. Position 

should report directly to the governor and act with direct authority from 
the Governor.

2. Include school districts, non-profits, private, local, state, tribal and 
federal governments.

3. Develop a family directed multidisciplinary team.
4. Request linking state and federal data systems.
5. Promote confidentiality training and enforcement.
6. Boards to have w msumer members specific to FAS
How to improve working with the legal system:

1. Invite and include legal professionals in training on specific needs.
2. Identify substance abuse via other enforcement and charges.
3. Mandatory training for everyone involved in the system.
4. Request and obtain adequate funding or recognize shift in funding.

Resources:
I. Recognize ability to shift resources.

12. Develop unique and new' funding sources.
3. Need to build coordinated capacity.
4. Alcohol taxes with accountability to the source



Prevention-Loren Jones and Helen Mehrkens, Co-facilitators.

FAS and related disabilities due to alcohol exposure in utero are 
preventable. Prevention o f FAS is vital to long-term accomplishment o f our 
goals. Unfortunately, prevention alone cannot deal with the challenges 
facing those individuals currently living with this disability-only a 
comprehensive, continuum o f services can meet our needs. To have a truly 
successful prevention effort it must include the five (5) prevention 
principles: 1) multiple strategies; 2) multiple settings; 3) peer to peer 
coordination, 4 ) culturally relevant; and 5) evaluation o f success. The goal 
o f this workgroup was to explore recommendations that address prevention 
issues such as education, public information, changing attitudes and 
behaviors, and treatment services for women o f childbearing age and/or 
pregnant women.

Prevention: Suggested Solutions

Coordination and cooperation between agencies and departments:

1. All primary health care providers will, as standard o f care, assess all 
women for alcohol and drug abuse (physicians, nurses, physician 
assistants, ANP and others). Solicit suggestions about how to require it 
as part o f insurance payments or Medicaid payments.

2. Mandatory participation o f all DWI offenders in education classes on 
FAS/FAE.

j .  Community networking, potlatch to raise funds and awareness to provide 
support for individuals who experience FAS and their families.

4. Educate teachers and students about FAS and AKND.
5. Kids adopt grandparcnts-using elders to help parents and children in 

families.
6. Use women and their partners who arc in recovery to make 

presentations.
7. Use older children to tutor FAS children.
8. Education on FAS as part o f  required special education under Title 04.
9. Full-time FAS coordinator at state level or special assistant to 

Commissioner.
10.Assessment and screening at all agencies where pregnant w'omcn receive 

services including ATAP, JTPA, Alaska Works Program or Medicaid.
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11.Educate legislators and policy makers through letters, phone calls and 
visiting.

12.Continuous public service announcements (PSA) to have an ongoing, 
consistent and multi-strategy approach to public education.

13.Require grantees o f DHSS/DOE to provide FAS information to their 
clients.

14.Prevcntion o f secondary disabilities as a result o f FAS.
15.FAS summit in Juneau when the Legislature is in town.
16.Support home visiting with early intervention program models.

How to improve working with the system and develop a model to address
FAS:
1. Birth control access and information combined with FAS information.
2. Curriculum/instruction on FAS in the schools.
3. Practice traditional values and teach them in schools and communitics- 

use the ciders.
4. Charter education.
5. Long-term inpatient treatment and aftercare for women. Target 

specifically for women with children over four years o f age.
6. Treatment models that work for individuals with FAS who arc substance 

abusers as youth or adults.
7. Peer counseling in schools and community.
J. Medicaid for alcoholic women.
9. Collaborative interdepartmental service plan so all outcomes are 

consistent with each other. Suggestions arc to require DHSS/DOE/ 
DCRA/DOC and DPS to be involved in this serv ice plan.

10.Fund educational programs on FAS through contributions from the 
alcohol industry.

11 .Report drinking pregnant women under child abuse laws. This is to 
encourage intervention and treatment, not to punish and blame.

2 .Intervention services for family o f dnnking parent. I f  woman is assessed 
and spouse is heavily drinking then the intervention might be for the 
spouse.

3.Use the media.
4.Scck specialized funding from legislature.

1 9



Access to Services for Individuals Experiencing FAS-David Maltman 
and Karen Pearson, Co-facilitators.
While there continues to be debate about many issues related to FAS, such 
as diagnosis, related disabilities, appropriate services, and who should 
provide services, many individuals have been identified and require services 
now. In addition, there are many parents, caregivers, teachers and other 
professionals working with individuals who have FAS and ARND, without 
adequate knowledge and resources to develop appropriate services and 
supports and to effectively facilitate system change. The goal o f this 
workgroup was to examine what is needed to provide services and support 
to families with FAS and ARND children and adults, how schools can 
address the special needs o f children with FAS and what kinds o f supports 
arc needed for other systems including early childhood education, child 
protection, corrections and employers.

Access to Services for Individuals Experiencing FAS: 
Suggested Solutions

Education Services:

1. Develop and enhance the capacity o f schools to ensure they are 
responsive to FAS children.

2. Develop educational efforts at all levels to increase knowledge, practice 
level and capacity.

3. Integrate the special needs o f the FAS student into overall school system 
operation.

4. Ensure FAS (6+ hours) continuing education is offered fo, teachers at 
the Department o f Education Summer Institute (hands on, not just 
theory).

5. Include adults with FAS in education o f professional educators and 
caregivers to make it real and to illustrate the diversity o f needs/issues.

6. Support the requirement o f FAS education prior to individuals getting 
licensed/certified in their chosen profession.

7. Make sure teachers aren't overwhelmed with specific instructions per 
diagnosis, rather the system will support expert development to meet the 
needs o f all children, recognizing they each have unique needs.
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1. Establish caseloads per caseworker appropriate to need (i.e. recognize 
the demand o f each case o f FAS and staff accordingly).

2. Provide services that arc; long term, concrete, and appropriate.
3. Provide follow-up living situations for both adolescents and adults with 

FAS, following receipt o f special services (substance abuse treatment, 
mental health, etc.).

4. Ensure every child and adult receives an accurate diagnosis.
5. Promote a major paradigm shift to deal with the problems related to 

supporting individuals/families. This shift needs to be clearly articulated 
and focused on FAS as a lifetime impairment, eliminating the focus on 
FAS children.

6. Use a diagnostic screen for all children entering the DFYS system as a 
possible option for early identification o f FAS/ARND.

7. Ensure maximum use o f technology on behalf o f individuals, families 
and providers dealing with FAS.

8. Pursue a disability model that may include wrap-around services, future 
planning and individualized service plans.

9. Develop a long-term plan, specific to the individual child/adult’s needs 
with everyone involved (family, school, mental health, etc.) at the time 
o f diagnosis.

10. Assist parents in making the decision to terminate parental rights when 
managing their child is more than they can handle, in order that children 
do not stay in foster care for lengthy periods o f time before being made 
available for adoption.

11.Ensure respite is available to all parents to guarantee family time to 
rebuild their strength to manage and to ensure other family members get 
their needs met.

12.Recognize the need for in-home support for all families with FAS 
children, in order to reduce the demand/need for other more costly out- 
of-home services.

3.1dcntify Medicaid as one funding source and assist families in obtaining 
service through Medicaid, when needed, without families having to give 
up custody.

4 .Recognize there in NOT a magic bullet to meet all needs. Services must 
be individualized, and each person will need a different combination o f 
services.

F a m i l y  Supports a n d  C o m m u n i t y  Services:
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15.Support the natural ad\ocates (parents, relatives, community).
16 .D0 not give first-time Foster parents a FAS child, unless they arc VERY 

well prepared/trained in advance.
17.Expand options regarding group homes over the life span o f an 

individual with FAS.
18. Support foster parents to deal with the problems o f the “ rocky road” o f 

FAS parenting to reduce numerous placements for individual children.
19. Reduce the time between first admission to foster care and permanent 

planning/placement for a FAS child.
20.UtiIize University o f British Columbia booklet, “Action Guide”— 

innovative information and ideas regarding correctional facilities/FAS 
relationship. (604/436-6528)

Advocacy:
1. Establish a lead state agency to facilitate the coordination, education, 

advocacy, service- and evaluation o f all efforts.
2. Identify which clients arc impacted by FAS to ensure appropriate, 

quality service.
3. Develop a big “ net”  to identify children so they don’ t fall through the 

“ cracks.”
4. Develop leadership to ensure FAS services are a priority, services are 

funded, the effort is sustained long-term, and a collaborative model is 
promoted.

5. Emphasize collaboration at all levels to ensure systems are responsive 
and non-duplicative until collaboration is the norm.

6 . Educate service providers regarding the fact that FAS individuals will 
likely need sendees o f some type for their entire lives.

7. Educate policy makers to recognize FAS as a high priority in order to 
ensure long-term funding is made available to support needed efforts.

! I. Assist providers and sendee agencies in realizing no one entity can meet 
all the needs o f an FAS individual.

9. At the earliest identification, establish a tracking system to ensure, as the 
child grows, that any system they enter at a later time will know they 
have special needs.

0. Advocate for funding to meet the specific needs o f each individual-not 
generic services that arc usually inadequate.
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D ire c t io n s  f o r  th e  F u tu r e
As stated, the Fetal Alcohol Syndrome Summit was a major step in helping 
to move Alt ska forward in shaping a state policy for FAS prevention and 
intervention-a policy that will establish Alaska as a model state in creative, 
proactive, preventive and service oriented policy and action. First, we must 
continue our state’ s surveillance efforts to give accurate data regarding the 
extent, characteristics and seriousness o f FAS as a soci?’ ’ ssue.
Surveillance data will provide the documentation needed to justify and 
legitimize our requests for resources to meet the needs o f individuals and 
families affected by FAS and other alcohol related neurological deficits.
In a review o f the recommendations made by the Summit participants, five 
(5) primary categories o f action steps/needs are apparent:

1. Consistent criteria and a standardized process for diagnosis o f 
individuals with FAS and ARND-this would include specialized 
clinics for diagnosis, earlier diagnosis, consistent diagnostic 
criteria, etc.

2. Multidisciplinary team assessment for diagnosis and service 
planning-this would include individualized services, whole 
family assessment model, collaboration o f service systems, 
ongoing respite care, and a continuum o f services covering birth 
through adult.

3. Training [mandatory was suggested] for everyone involved in the 
FAS continuum o f care service deliver)' systcm-legislators, 
medical personnel, legal professionals, educators, service 
providers, foster parents, parents and family members. This will 
ensure all aspects o f the serv ice system arc knowledgeable about 
working with FAS and those alTcctcd.

4. Resources arc needed for both primary prevention efforts and 
tertiary' prevention/intervention cfforts-monctary resources and 
human resources arc needed including new funding, reallocating 
existing dollars, coordinated and collaborative use o f funding and 
programs, and a greater emphasis on building community 
capacity-increased localized services.

5. Public education, community awareness and state-community 
collaboration, and a commitment to reducing and eventually 
eliminating FAS and ARND arc critical. The need is for ongoing,
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consistent and creative public education that includes necessary 
services, and family and community support for women who drink 
while pregnant.

The general consensus for future direction is that we must recognize and 
address two (2) primary issues as we develop a plan o f action:

1. FAS is preventable; and
2. FAS effects are irreversible-FAS is a lifetime impairment and we 

must eliminate the focus on FAS as a children’s issue.

With this knowledge, we need to strategize our planning based on two (2) 
separate models~ihe primary FAS prevention model where the woman at- 
risk o f drinking while pregnant is the core focus o f efforts and service 
interventions;

P r i m a r y  F A S  P r e v e n t i o n  M o d e l

program ovaluntion

and the tertiary FAS prevention model where the FAS child (or adult 
depending upon the age o f the individual] is the core focus o f efforts and
* State of AUika. DHSS (1997) Fetal Alcohol Syndrome Prevalence. Ruk Factor.. Prevention. 
Epidemiology Bulletin
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service interventions.

T e r t i a r y  F A S  P r e v e n t i o n  M o d e l

program  evaluation

The development o f a state o f Alaska FAS Plan fo r  Action will utilize the 
wealth o f information and knowledge gathered from past projects, 
legislation, meetings, summits and input from the individuals who work 
with or arc affected by FAS and ARND evcryday-parents and caretakers, 
providers, teachers, employers, social workers, public safety officers, and 
many others.
In addition, our plan must be comprehensive, multidisciplinary, preventive, 
service oriented and proactive. It must be a plan that is long-tcrm--the 
children bom with FAS today will require services for a lifetime and 
prevention efforts started today, may not realize results for years as we work 
to change attitudes, behaviors and addictions.

' State of A Lull. DHSS (1997). Fetal Alcohol Syndrome Prevalence. Risk Factors Pre\entton 
Epidemiology Bulletin
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“Life threatening barriers fo r thousands o f Alaskans with a history ofprenatal 
exposure to alcohol (FAS and ARND) may represent the single greatest challenge 
currently affecting our state, especially for our understanding o f education and mental 
health. This leads to critical decisions by professionals in a diversity of fields (i.c. 
educators, mental health workers, social services workers, correctional system 
personnel, lawyers, medical personnel, foster parents) who may not be aware of key 
information. Simply put, children with a history o f prenatal exposure to alcohol, with 
few exceptions, experience school problems, mental illness, behavioral disabilities, 
addictions, and problems with the law. These problems could be reduced by providing 
appropriate early and lifelong interventions. ”

Adoptive Mother

The tasks that lie ahead and the challenges we face regarding FAS are 
enormous, but the outcomes will truly change lives and improve the health 
o f the state, its communities and its individual citizens. It is a challenge the 
State o f Alaska is ready to embrace.

N e x t  S t e p s

• Establishment o f an ongoing multidisciplinary FAS Steering 
Committee to work with the DHSS Statewide FAS Coordinator.

• Review o f the FAS Summit recommendations by the FAS Steering 
Committee, the three (3) consumer Boards (GCDSE, AMHB, 
ABADA) and Summit participants.

• Utilizing current knowledge and the Summit recommendations, 
develop and implement a state FAS Plan fo r  Action.

• Continue statewide FAS surveillance-both for child and adult 
populations.

28



R e c a p  o f  S u m m it  R e c o m m e n d a t io n s

1. Surveillance on behavioral manifestations regarding exposure to alcohol.
2. Develop comprehensive multidisciplinary team with integrative 

approach.
3. Build local capacity for ongoing support to families impacted by FAS.
4. Allow behavioral providers to be eligible for Medicaid reimbursement.
5. Provider parity related to payment by third party payers..
6. Tie prevention money to surveillance efforts/data.
7. Promote full funding for early childhood programs such as Infant 

Learning Programs, Head Start, childcare, etc.
8. Develop consistent diagnostic criteria for fetal alcohol syndrome.
9. Define what the program entry criteria are for special education, schools, 

etc. We should have one common definition throughout the United 
States.

10. Have the State Department o f Health and Social Sendees request 
physic:ans who are making the diagnosis, develop and use a common 
definition. This would be the entry into program criteria.

11.Multidisciplinary team assessment should occur to assist in diagnosis 
and service plan.

12.Training in diagnostic procedures following agreement o f diagnosis.
13.Individual needs, not diagnosis, should drive intervention/services.
14. Develop a set o f norms related to morphology (facial 

structures/identifiers) for differing ethnic backgrounds.
15.Common diagnosis serves as the entry point for all systems.
16.Develop a community based model that includes a therapeutic 

community, voluntary treatment, and a public awareness component that 
will include education and prevention. A comprehensive family model.

17.Statc leadership to enforce existing laws related to prevention.
18.State leadership to require current state funded agencies to provide 

public awareness o f FAS.
19.Expand who can screen and make the initial or preliminary diagnosis. 

Provide training for providers and utilize existing technology.
20.Recruit knowledgeable professionals.
21.Develop pediatric and genetic clinics to include FAS and operate in 

villages and hub areas on a regular basis (every 3-6 months).
22 .Standardize statewide diagnostic tools and agree on medical diagnosis 

accepted by multidisciplinary groups.



TV

23.Develop a position to facilitate statewide FAS leadership. Position 
should report directly to the governor and act with direct authority from 
the Governor.

24.1nclude school districts, non-profits, private, local, state, tribal and 
federal governments.

25.Develop a family directed multidisciplinary team.
26.Request linking state and federal data systems.
27.Promote confidentiality training and enforcement.
28.Boards to have consumer members specific to FAS
29.Invite and include legal professionals in training on specific needs.
30.Identify substance abuse via other enforcement and charges.
31 .Mandatory training ior everyone involved in the system.
32.Request and obtain adequate funding or recognize shift in funding.
33.Recognize ability to shift resources.
34.Develop unique and new funding sources.
35.Need to build coordinated capacity.
36. Alcohol taxes with accountability to the source.
37.A11 primary health care providers will, as standard o f care, assess all 

women for alcohol and drug abuse (physicians, nurses, physician 
assistants, ANP and others). Solicit suggestions about how to require it 
as part o f insurance payments or Medicaid payments.

38.Mandatory participation o f all DWI offenders in education classes on 
FAS/FAE.

39.Community networking, potlatch to raise funds and awareness to provide 
support for individuals who experience FAS and their families.

40.Educate teachers and students about FAS and ARND.
41.Kids adopt grandparents-using elders to help parents and children in 

families.
42.Use women and their partners who are in recovery to make 

presentations.
43.Use older children to tutor FAS children.
44.Education on FAS as part o f required special education under Title 04.
45.Full-time FAS coordinator at state level or special assistant to 

Commissioner.
46.Assessment and screening at all agencies where pregnant women receive 

services including ATAP, JTPA, Alaska Works Program or Medicaid.
47.Educate legislators and policy makers through letters, phone calls and 

visiting.
48.Continuous public service announcements (PSA) to have an ongoing, 

consistent and multi-strategy approach to public education.
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49.Require grantees o f DHSS/DOE to provide FAS information to their 
clients.

50.Prevention o f secondary disabilities as a result o f FAS.
51.FAS summit in Juneau when the Legislature is in town.
52.Support home visiting with early intervention program models.
53.Birth control access and information combined with FAS information.
54.Curriculum/instruction on FAS in the schools.
55.Practice traditional values and teach them in schools and communities- 

use the elders.
56.Charter education.
57.Long-term inpatient treatment and aftercare for women. Target 

specifically for women with children over four years o f age.
58.Treatment models that work for individuals with FAS who are substance 

abusers as youth or adults.
59.Peer counseling in schools and community.
60.Medicaid for alcoholic women.
61.Collaborative interdepartmental service plan so ali outcomes are 

consistent with each other. Suggestions are to require DHSS/DOE/ 
DCRA/DOC and DPS to be involved in this service plan.

62.Fund educational programs on FAS through contributions from the 
alcohol industry.

63.Report drinking pregnant women under child abuse laws. This is to 
encourage intervention and treatment, not to punish and blame.

64. Intervention services for family o f  drinking parent. I f  woman is assessed 
and spouse is heavily drinking then the intervention might be for the 
spouse.

65.Use the media.
66.Seek specialized funding from legislature.
67. Develop and enhance the capacity o f schools to ensure they arc 

responsive to FAS children.
68.Develop educational efforts at all levels to increase knowledge, practice 

level and capacity.
69. Integrate the special needs o f the FAS student into overall school system 

operation.
70.Ensurc FAS (6+ hours) continuing education is offered for teachers at 

the Department o f Education Summer Institute (hands on, nol just 
theory).

71. Include adults with FAS in education o f professional educators and 
caregivers to make it real and to illustrate the diversity o f needs/issues.

72.Support the requirement o f FAS education prior to individuals getting
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licensed/certified in their chosen profession.
73.Make sure teachers aren’ t overwhelmed with specific instructions per 

diagnosis, rather the system will support expert development to meet the 
needs o f all children, recognizing they each have unique needs.

74.Establish caseloads per caseworker appropriate to need (i.e. recognize 
the demand o f each case o f FAS and staff accordingly).

75.Provide services that are; long term, concrete, and appropriate.
76.Provide follow-up living situations for both adolescents and adults with 

FAS, following receipt o f special services (substance abuse treatment, 
mental health, etc.).

77.Ensure every child and adult receives an accurate diagnosis.
78.Promote a major paradigm shift to deal with the problems related to 

supporting individuals/families. This shift needs to be clearly articulated 
and focused on FAS as a lifetime impairment, eliminating the focus on 
FAS children.

79.Use a diagnostic screen for all children entering the DFYS system as a 
possible option for early identification o f FAS/ARND.

80.Ensurc maximum use o f technology on behalf o l individuals, families 
and providers dealing with FAS.

81.Pursue a disability model that may include wrap-around sendees, future 
planning and individualized sendee plans.

82.Devclop a long-term plan, specific to the individual child/adult’s needs 
with everyone involved (family, school, mental health, etc.) at the time 
o f diagnosis.

83. Assist parents in making the decision to terminate parental rights when 
managing their child is more than they can handle, in order that children 
do not stay in foster care for lengthy periods o f time before being made 
available for adoption.

84.Ensure respite is available to all parents to guarantee family time to 
rebuild their strength to manage and to ensure other family members get 
their needs met.

85.Recognize the need for in-home support for all families with FAS 
children, in order to reduce the demand/need for other more costly out- 
of-home services.

86.1dentify Medicaid as one funding source and assist families in obtaining 
service through MedicaiJ, when needed, without families having to give 
up custody.

87.Rccognizc there in NOT a magic bullet to meet all needs. Services must 
be individualized, and each person will need a different combination o f 
services.
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88.Support the natural advocates (parents, relatives, community).
89.Do not give first-time foster parents a FAS child, unless they are VERY 

well prepared/trained in advance.
90.Expand options regarding group homes over the life span o f an 

individual with FAS.
91.Support foster parents to deal with the problems o f the “ rocky road”  o f 

FAS parenting to reduce numerous placements for individual children.
92.Rcduce the time between first admission to foster care and permanent 

plannings placement for a FAS child.
93.Utilize University o f British Columbia booklet, “ Action Guide” -- 

innovativc information and ideas regarding correctional facilities/FAS 
relationship. (604/436-6538)

94.Establish a lead state agency to facilitate the coordination, education, 
advocacy, sendees and evaluation o f all efforts.

95.Identify which clients arc impacted by FAS to ensure appropriate, 
quality service.

96.Develop a big “ net”  to identify children so they don’ t fall through the 
“ cracks.”

97.Develop leadership to ensure FAS services arc a priority, services arc 
funded, the effort is sustained long-term, and a collaborative model is 
promoted.

98.Emphasize collaboration at all levels to ensure systems are responsive 
and non-duplicativc until collaboration is the norm.

99.Educate service providers regarding the fact that FAS individuals will 
likely need services o f some type for their entire lives.

100.Educatc policy makers to recognize FAS as a high priority in order to 
ensure long-term funding is made available to support needed efforts.

101.Assist providers and service agencies in realizing no one entity can 
meet all the needs o f an FAS individual.

102.At the earliest identification, establish a tracking system to ensure, as 
the child grows, that any system they enter at a later time will know they 
have special needs.

103. Advocate for funding to meet the specific needs o f each individual-not 
generic services that arc usually inadequate.



G lo s s a r y  o f  A b b re v ia t io n s

AMHTA Alaska Mental Health Trust Authority
ARND Alcohol Related Neurological Deficits
ATAP Alaska Temporary Assistance Program
BBAHC Bristol Bay Area Health Corporation
DADA Division o f Alcoholism and Drug Abuse
DCRA Department o f Community & Regional Affairs
DFYS Division o f Family and Youth Services
DHSS Department o f Health and Social Services
DMHDD Division o f Mental Health and Developmental

Disabilities
DOC Department o f Corrections
DOE Department o f Education
DPH Division o f Public Health
DPS Department o f Public Safety
DWI Driving While Intoxicated
FAE Fetal Alcohol Effects
FAS Fetal Alcohol Syndrome
FCMHC Fairbanks Community Mental Health Center
FCSA Family Centered Services o f Alaska
GCDSE Governor’ s Council on Disabilities and Special

Education
GHS Gastineau Human Services
JTPA Jobs Training Partnership Act
MCFH Maternal Child and Family Health
PARENTS, Inc. Parents as Resources Engaged in Networking and

Training
PSA Public Sendee Announcement
SESA Special Education Services Agency
TCC Tanana Chiefs Conference
UAA University o f Alaska Anchorage
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