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Alaska State Legislature

HOUSE OF REPRESENTATIVES

State Capitol
Jduiuuu, AK 99801-1182

Date:

The Honorable Gail Phillips
Speaker of the House
State Capitol

Juneau, AK 99801

Dear Madam Speaker:

In accordance with AS 39.05.080, the Health, Education and Social Services
Committee has reviowed the qualifications of the following and recommends that the

appointment be forwarded to a joint session for consideration:

University of Alaska Board of Regents
Annette Nelson-Wright -Juneau
Appointed: 04/21/97 Effective: 06/01/97 Expires: 06/01/99

This does not reflect an intent by any of the members to vote for or against this

Rep. Tom Brice



Alaska State Legislature
House of Representatives
Office of the Chief Clerk

State Capitol. Rm 214
Juneau. AK 99801-1182
(907) 465-3725

M EMORANDUM

DATE : April 24.1997
TO: Health, Education and Social Services Committee
FROM: Suzi Lowell

Chief Clerk

SUBJECT: Governor 3 Appointments

Speaker Phillips referred the following Governor 3 appointment to the Health,

Education and Social Services Committee:

University of Alaska Board of Regents

Annette Nelson-Wright -Juneau
Appointed: 04/21/97 Effective: 06/01/97 Expires: 06/01/99

Attached is her resume and a committee report for your use.

Attachments as noted.



University of Alaska Board of

Annette M. Nelson-Wrlght
5539 Forest Lane
Juneau, Alaska 99S01-9056
907-790-4456

EDUCATION

West Anchorage High School < Diploma May 1986
The Travel Academy - Travel Specialist Certificate July 1988
University of Alaska Anchorage - Education Major
University of Alaska Southeast - 199* to present. Liberal Arts Major

TECHNICAL SKILLS

IBM-PC -dbase ITT Plus. Quattro Pro. Lotus. Wordstar 2000 Plus, Wordpcrfect 5.1. Microsoft Word.
Decisions, Procomm. OPhoto, PageMaker, Photoshop.!0-key by touch, facsimile, photocopier.

SPECIAL PROJECTS & AWARDS

Jerry Lewis Tclcibon-1986, Special Olympics-1986. Anchorage Center for Families-1993-1994.
AWARE Shelter-1996
Honorable Mention-UAS Writing Contest. UAS Student Scholarship-AJaska Women*®s Conference

EMPLOYMENT

University of Alaska Southeast. Whalcsong
9/96-5/97

Position: Editor. Dudes Included determining story content, design and layout of student newspaper,
story assignment, and editorial page content. Establishment of production schedule and ensuring
staff writers compliance with deadlines and policies. Review of -tories for accuracy, content, and
conformation to journalistic-style writing fomalL Supervision of Production Manger, Advertising
Manager. On-Line Editor and Photo Editor.
I*osJUon: Production Manager (11/96-2/97). Duties included production, layout and design of paper
using PageMaker. OPhoto and Photoshop to produce camera-ready pages incorporating copy, photos
md graphic*. Proofrc idIng. correction and final paste up, also delivery to and pick-up from printer
and distribution of paier to news stands on campus and in the community.
Position: Advertising Manager (10/96-1/97). Duties included generating advertising for student
newspaper, establishing ad accounts and working with clients on design and creation of ads. Revision
cf ad rates to conform with paper layout, also assignment of ads to production pages, and minimal

bookkeeping to reconcile and track income generated.

University of Alaska Anchorage, Environment and Natural Resource* Institute, Alaska Natural
Heritage Program
5/93-8/95

Position: Administrative Assistant. Duties indudcd A/P, A/R. petty cash, reconolianou of finaodal
reports, assisting principal Investigators with monitoring budgets, preparation and processing of
personnel paperwork, processing of contractual paperwork, payroll, maintenance of staff awareness of
office policy, processing of all travel and expense reports and reconciliation of reimbursements,
answering and routing of pbone calls, processing and distribution of mail, word processing, creation
and maintenance of filing and library system, purchasing of office supplies and maintenance of
office equipment at functional level, coordination of meetings and special events, assisted daw
management in compilation and editing of reports, responded to public inquiries for information,
supervision of volunteers and special projects as assigned.

Regents
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Alaska Natural Heritage Program (cont)
Special project- Assistant Project Leader. APEX. (Alaska Ecosystem Predator Experiment). APEX
was/is designed to test the role of food la Umidng the recovery of seabird species following the Exxon
Valdez oil spill In Prince William Sound and Lower Cook Inlet, Alaska. The project attempts to
measure the degree of variability of food resources, their effects on birds, and the reason for such
variability. Duties included: assisting the Project Leader in coordination and communications within
a Si_8 million ecosystem project Tracking of budget and procurement of scientific and field
equipment for principal investigators and design of an Informational brochure about the project
Woridng Interdepartmentally with federal, state und private agencies to ensure efficient transfer of
funds, and coordination of field seasons and shared use of limited scientific and field equipment

among many researchers.

ERA Professional Real Estate
9/92 -3/93
Position; Administrative Assistant Duties included reconciliation of checking accounts, (general,
property management, & trust) dl A/P. A/R using G/L payroll, commission disbursements, posting
and reconciliation of independent agent accounts, quarterly taxes and preparation of W-2 and 1099
forms. M aintaining property inventory, tracking til sales, preparation of reports for weekly sales
meetings, month-eni statistics,data-<ntry into Multiple Listing Service computer and maintenance of
person jl. property management listingand transaction files. Also writing and submission of ads to
the appropriate publications, miscellaneous correspondence, and back-up receptionist

Trans World Moving Systems
5/91 -9/92

Position: Office Manager. Duties Included all deposits. A/K. A/P. using G/ L payroll, collection of
delinquent accounts, set-up of all move files and completion of appropriate paperwork, as well as
organization and maintenance of all personnel fries. Also all correspondence, answering of phones,
preparation of weekly labor ratio reports, month-end reports, ordering and maintenance of office
inventory, writing of instructional manual for accounting software and office procedures, working up
rates using outside offices and tariffs, and regulation of drug testing to accordance with DO T
standards. Also extensive work with military personnel property office and knowledge of required
form and procedures. Preparation and assembly of bids and proposals under a deadline, distribution
of mail, tracking of all shipments, scheduling of deliveries in dispatchers absence, and balancing of

petty cash checkbook.

Zack"s Famous Frozen Yogurt
1/90 -5/91
Position: Manager. Duties included extensive customer sendee, opening and closing of store,
preparation of dally deposits and weekly schedules. Additionally responsible for disassembling,
servicing and reassembling of yogurt mnchincj, ordering and receiving of supplies, preparation of
monthly ledgers which included labor and sales estimates, as well as reconciliation of same with actual

sales and labor expenditures.



AnnetteM. Nelson-Wright
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Rent-a-Mom

4/89 - 1/90
Position: Caretaker. Duties included dressing, changing, preparing meals for and administering
medication to a 94 year old female. Also general housekeeping, grocery shopping and planning

recreational activities.

Position: Home Manager. Duties included care and upkeep of 8.500 square foot home, coordination
of lawn, home and automobile maintenance with accountability of expenditures and records for

same.
Wilbur”®s Inc.

8/88 -2/89
Position: Customer Sendee Agent. Duties included boarding and deplaning fligits, checking in
passengers and baggage, resolution of passengers complaints, tracing lost baggage, writing tickets,
taking reservations and reconciling cash with ticket sales, excess baggage charges and freight charges
atend of day. Also arranging charters, scheduling students with flight instructors, scheduling planes
for private renters, receiving freight, re-checking pih ts weight and balance off flight manifests and

assisting in rewriting training manual to FAA specifications.

Unwin, Schchen, Koryntn and finrtti, Inc
11/85 - 4/88
Position; Courier and Office Assistant. Duties included filing, creating new files as needed, logging
and distributing in and out submittals, responsible for data entry as well as setting up the appropriate
database files, assisted the marketing coordinator with correlating and assembling proposals under a
deadline. As back-up receptionist responsible for distributing incoming mail, answering phones,
receiving guests, typing forms, metering and stamping outgoing mail.



Annette M. Nelson-Wright
8539 Forest Lane
Juneau, Alaska 99801-9056
907-790-4456

REFERENCES

Dr. David Cameron Duffy
Program Manager/Professor of Biology
Environment and Natural Resources Institute
Alaska Natural Heritage Program
University of Alaska Anchorage
707 A Street, Suite 20B
Anchorage. Alaska 99501
(907)257-2703

Mr. Kirk McAllister
University of Alaska Southeast
WhaJcsong Advisor
1108 F Street. Room 208
Juneau. Alaska 99801
(907)465-6263

Dr. Virginia S. Mulle
Assistant Professor of Sociology
University of Alaska Southeast
11120 Glacier Highway
Juneau, Alaska 99801
(907)465-6405
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Testimony of John Jenson, Ph D

February 5, 1998, House HESS Committee

| appreciate your interest in how you might help Alaska’'s children. W ith the
hope that you would like to become known in later years as "the legislature that
transformed education,” I'd like to make some prepared remarks on three issues,
and then follow up with any discussion you wish. The three issues are 1) what

went wrong with education, 2) what's needed to correct it, and 3) what legislative
initiative is an appropriate starting point.

1. WHAT WENT WRONG. M any authors and researchers have described
the problems of education in excruciating detail, but often end almost in
hopelessness, concluding that it's a crazy world and that institutions don't change.
W hat we want instead is an understanding of the situation in terms of causality.

W hat small changes can bring about big outcomes? If you plant one seed, you get

a cabbage; with another, you get an oak. So we'-e asking "W hat went wrong

with education that can help us identify changes we need to make?"

In the early part of this century, an eighth grader learned in school more
about the world than many college graduates know today because teaching
methods then aimed for comprehensive mastery, in-depth academic knowledge.
Progressive Education, led by John Dewey, specifically scorned the idea of "piling
up information,” and wanted students to master their direct experience, shifting
the emphasis from learning to good conduct.

This emphasis entered teacher training and in time teachers lost track of
how to obtain comprehensive .icademic mastery. The effect has been the
academic deterioration that has frustrated millions of Americans now for so many
aecades.

To explain the deterioration, many theories of education carr.o along relating
poor academic performance to issues of sociology, self-esteem , self-concept,
parental mtorost, learning disabilities, forms of intelligence, class size, and so on.
But these descriptions havo often complicated and neutralized rather than unified

and empowered educational thinking. Educators can legitimately commit to so



many ways of defining needs and services that the demand for resources appears

to be never-ending while systemic improvement in outcomes continues to elude

So my candidate for the central causal factor, a factor we can do something

about, is this: The most basic thing that went wrong was the loss of a common

methodology for ouhieving academic mastery with any student. Now, many if not
most teachers don't know how to obtain mastery. All the state and national
concern about educational standards is driven by that reality. W e collectively

don't know how to meet the standards we do have at any given time.

2. HOW TO CORRECT IT. The second step is "W hat's needed to correct
this?" The answer is to set back in motion what was lost, "a methodology of
teacher behaviors for achieving academic mastery in all students." W e need
to answer the question teachers always ask: "W hat do | do on Monday?" And in
this step lies the particular contr.bution | would like to make. |It's based on my

involvement with classroom methods extending back to 19 71, much research in
the course of my Ph.D. study, and then intensive work since 1991 on what | call
"the Assimilation M odel" described in my book Education Guaranteed which s
being published this fall by Minerva Press in London. Two major ideas are the
basis of it.

The first idea is that "practice makes perfect." One researcher found that

"arduous practice is what most clearly separates top performers from all others. If

your twelve year old wants to get better at basketball, what do you say to him or
her? You say "Okay, practice!" W ant to get better at a musical instrument? Then
practice. At public speaking? Then practice. At sales? Then practice. |

challonge you to think of anything in the world people got better at without
practice! And | behove accordingly that practice is tho silver bullet (that
educational analysts have boon saying for years doos not exist) for gottm g better
at learning.

My dictionary dofmes practice as to do or porform repeatedly in ordor to



acquire a skill or training." Note the word "repeatedly." This means that there

must be something to repeat, a behavior that has a defined boundary. You know
that in a sport such as basketball, you select one skill at a i elementary level and
focus on it till its smoother, and you find yourself integrating it more and more
automatically with other parts of skills. You practice the integrated set of the

small pieces you worked on.

And some parallel exists between the classroom and what you yourself do
when you're about to make a presentation to a legislative com m ittee: you
practice explaining. To practice, you draw together a basic cluster of ideas and
then improve them while talking them out. It's not complicated. In explaining
your ideas, you smooth them out, locate details in their context, and become fluid
in approaching them from several perspectives. And this, I've found, is exactly
what's needed by students from kindergarten through high school. Regardless of
their age, attitude or intelligence; regardless of the subject's simplicity or

complexity, successive practice in explaining something without help leads to

mastery of it. To mo this contral fact is indisputable and is easily validated by

anyone willing to try it out.

The chunk is usually ' piece of learning presented by a teacher for ten to

twenty minutes. So you have the chunk out in the open, up on the board,
understood and organized. The question then is, "W ill students retain it or not?"
The answer is. "They will if they practice it." Students pair up and ask each other
the question that identifies the cluster, and students explain that small chunk of
learning first till its basically retained, and later till its fluid. Then with the next
chunk also mastered, it's easy to integrate the two at a higher level of

comprehension.

A nd in this gradual integration of chunks lies an important truth: that thore
is an unbrokon continuum of knowledge between on one ond a kindergartener
giving a one-word answer to a question about light and on tho othor end a somor

in high school giving a forty-minute explanation of Einstein’'s discovenos.



The price of moving up that continuum is teaching for accumulation of

learning rather than for losing it with the recognition-based methods that are so

common nowadays. To demonstrate what's possible if you accumulate, let me

ask you to draw on your direct experience of children you know: how absorbent,

how insightful, how eager, how interested they are. Does it seem reasonable to

you to expect that these children you know--with learning content at the level of

their ability-should be able to come out of every hour of instruction able to explain

at least one minute's worth of knowledge learned in that hour? That one minute’s

worth should be retained and carried forward to integrate with later learning?

My observation of children tells me that that's an achievable goal. But if we

can do even that, we get five minutes worth of learning in one day. At home the

parent asks "W hat did you learn today?" and the child can talk interested’' and

competently for five minutes without repeating herself. That doesn't sound like

much perhaps, but with a teaching methodology focused on accumulation, it

means 25 mmutos learned that week--a significant accomplishment. Continuing

that modest pace adds up to 100 minutes a month, and 900 minutes for the year

w hich is 15 hours. Imagine your daughter m grade school in early June saying to

you "Tomorrow | start my orals”" and she can talk about her learning for two days

without repeating herself.

You may think that that sounds too ootirmsiic. so lot's back it off: Hold on

to the methodology of accumulation, but aim Just for retaining a singlo m inute's

learning per day. Surely that isn’'t too much. But when Juno rolls around, that

adds up to thrco hours of mastered, explainable knowledge! The crux of the

problem, in other words, lies not in how much students are prgsqnled on any

given day, how many pages they covered, but how much they savfi.

So the first foundation of learning is practico explaining in a manner

designed to accumulate learning. The second principle is about synergism. You

nourish studont energy through doing several things at once that draw on difforont

mnato motives in students. I'll montion one motivational factor as a sampio: The



most powerful ally we have for good education is what students think of

each other, their intense desire to appear competent in ways their peers value.

In asking students to do questions and answers with each otner in pairs,

explaining to each other what was presented, we draw on this motive. Other
motives: Students need to write down what they will practice so they own it
more, havo it organized in a way that makes clarity of task easy. They need to

stand and perform chunks of their learning, which generates zest and peer

feedback. They need objective and instant scoring of their learning achievement,
w hich validates the effort they've just expended. They need self-checking and
peer-checking on communication skills used, to raise the quality of their
interactions. They need time spent acknowledging good feelings generated

between them , so that they focus on positive feelings instead of on the putdowns

and assorted cruelties that are toe common. W ith such a mix of capabilities and

motivos that are enlisted, classes turn around quickly. All students start to learn,

the mood in the classroom turns from negative to positive, students cooperate

w ith the teacher and each other, they want to come to school, parents take more

interest and are more easily enlisted in supporting this process, and disciplinary

issues drop away.
Some characteristics of employing this approach are:
eIt requires no extra money.
eelt's completely undor the control of tho teacher.
-Teachers need no new skills. They |Just change the way timo thoy use
time in tho classroom, so it's easy to learn.
-O bjective results day by day are measured the same by everyone.
-Accountability by student, classroom, and school is crystal cioar.
3. LEGISLATIVE INITIATIVE. So what can the legislature do about this?

legislator many yoars ago folt he was doing mo a favor by diminishing my

expectations about what you hero can accomplish. He explained that the

legislature's very nature is to he react '0 rathor than proactivo. It fends off as

best it con probloms that are dumped on it. but is seldom m the position of being



able to foresee a need far ahead and forestall it with an initiative of some kind, just
because of the way so many different forces are at work within it. And that was
even at a time of an expanding rather than a contracting budget.

By now, however, we're no longer asking for foresight: The problem of
educational results are upon us all, and anyone that sees a way to help needs to
come forward.

My first suggestion is mat you use your standard means at hand when
there's a clear problem and you don't know what to do about it: you gather
inform ation. You here are a pipeline of information. Needs come in through each
of you and information flows out tho othor way. And when the legislature as a
body agrees that a particular kind of information is important, that a major shift of
direction may be needed, what it does is to hold hearings in districts around the
state.

By the questions you ask in doing that, you generate public examination of a

pa. icular need and how that need is being met. | can easily envision a team of

legislators and staff based in this committee that would go to localities around the

state. You explain that you are checking out people's experience of educational
issues that have policy and financing implications. The policy implication is the
design of the educational delivery system of the state. Tho financing implication is

that to the extent the design is inefficient or misdirected, the state wastes money
it's spending now, it misdirects funds.

I'm well aware that over the years, many, many attempts have been mado
to do this. W hat I'm suggesting you do differently this time, however, is that you
take up a zone that policymakers have till now all but ignored: regaining a
consistent classroom methodology resulting in academic mastery for all
students. W ith whyievor else you wish to include, you look at tnese issues at
least:

Practice: whether it is accomplished, how it is accomplished, its results?

A ccountability: objective, instant scoring compared with standard model.7



Performance: how can learning be performed, is this motivating?
Organization: are students led to consistent arrangement of tools to make
practice easy?

Communication: how are students learning to communicate, are the means
effective, do they need to be better integrated into iearning?

A ttitude: does teacher-directed activity raise the emotional atmosphere in
the classroom?

Certain effects can be expected from doing this: I| Doing this may easily
spark similar discussions in local boards, parent groups, and among school staff.
2) You return with a body of information to use as a lens for checking how the
current stata-designed educational structure gets results, and woi'd have a basis
for more detailed examination of policy changes. 3) You shed light on how you
get more educrTonal results ior every dollar spent.

This concludes my p spared rer.. ks. Thank you for your time and

attention

John Jensen. 1012 Second Street. Douglas. AK 99824. ""hone 907-3G4-46GO0.
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IWILL BE GOOD
by Gloria Stuart

I hear Bandit barking. Now he 3 crying. Maybe there3 a moo”c out there. Don Tcry, Bandit.
Be quiet, Bandit! Me can thear me. |11 open thewindow and tll him. This window cant
open a lot. Why ismy window nailed closed? 1 want to get out thiswindow. [kwon topen
enough. 171 Il him through this little part. "Be quiet, Bandit!" Ouch, thiswindow makes my
face cold. "Shut up. Bandit! You woke me up.™ Mary had a little lamb, little lamb. Is it
morning? It3 still dark. 171 see. Everybody 3 sleeping. 1don Twant to sleep. | want to play.
I want to have my toys. Why ismy closet locked? | hate that hook! 1 want my trucks. 11
pull this dumb door. “You dumb door!"™ 11l kick this stupid door. "I hate you, hook! A-oh,

here comes Mom!"

"Okay, lIwon Tkick the door. But lwant my
trucks. No, ldon twant to sleep. Yes, itis. Itis

morning!"”

Ican"t sleep. I™ hungry. 1711 go get something to cat. I can Treach thefreezer. Maybe
there 3 somethinggood in there. 11 climb up this bottom door. Hey, IT agymnastic, man.

“Okay, Mom. 11l close the door. But If hungry.
I want to cat. I want B-0-L-0-G-N-A. Okiy, 11
stay in my room. You can take a shower. But give

me my trucks. Please.”

171 line up my trucks. Jingle bells, jingle bells, jingle all the way. Maybe 1 can give Bandit a
toy. Il throw a truck down to him. | can"t open this stupid window"now! It3 too hard! 11l
climb up on the window led”c and try. Hey. now- lcan open ! “fi. Bandit! You want a
truck?" 1 can squeeze it through here. Oh. poor Bandit. You can treach it. You Te tied up.
Here 3 another one. You can treach that one either. Here 3 a book! Here 3 another one. A-
oh. I need to pee. She locked me in. “fey, get out of the shower. 1 have to pec.” 11l take
off this stupid diaper. I™ not a baby. 1don Twant to sleep in a diaper. “ftet me out!™ 11

kick this door. 1%ere she comes!

“1did 1121 break the door. |Ihad topee. ldidnt
pec on the rug. Oh, sorry. It3 here too by the
heater. Can 1 take a bath now? Can I pour with
your cups? The measure ones. lwon twet the
floor. 1 wifl be good."

This is fun. 1 like to pour. She 3 getting the phone. 1can make itrain on the floor. What 3

in that drawer? Let3 see. 11 open this big jar. It feels smooth. 11l put it in the water. The
water cun T make itcome out of the jar. 11l get itout. Oh, yuck! 11l wipe iton the wall.

Pate |



Yuck. IKtwon Tcome off. Sick. 1Ican paint iton the wall. I can use the brush. What else is
in the drawer? look at nil these tube things. 1 can open this. 1M rub iton my hair. Now what
do I look like? Here she comes again!

"l wijl be good! I just war tto pour. Icant clean
that up! Idon Twant to gc washed. Ildon Twant
to get dressed. Not those pai/s! Jeans hurt me.
They do! Can Wiskas come - Owee! These
pants hurt me. ITwon Tthurt him. Can he come in

later?””

Hey, what 3 that knob up there? 1 can reach itiflclimb on the piano. Oh, now the knob
came off! The fan went on way up there. |17 play the piano. Twinkle, twinkle little star. |
want to run on the piano. Now 3 1.0UD! This is fun.

"No! PUT ME DOWN?! 1wjjj be good! ldont
want that egg. It3 yucky! I want B-A-L-0-G-N-
A-”

Hey, I can rock my booster chair. Mary had a little lamb. Look out there. An airplane. Oh.
now-1 spilled my juice.

“fMlore juice. Please. I™m done. Down. [1will be
good. =~

lwant to play with my trucks. 1 need a gun to shoot a bear. 1 need a tool to fix my trucks.

I 11 take the wheels oft my trucks and then Il fix them. 17l get a tool. A wooden spoon can
be a tool. I can fix the glass door. |1 can hammer it Oh. Mary had a little lamb. Oh. there3
Wiskas. 1 want him tocome in. 1 can tslide this door open. Mom 3 in the laundry room.
She won Thelp. 11 go out by you, Wiskas, and be your friend. 11 climb out the window.
We can play on thisdeck. "Come here. Wiskas! You Te a heavy cat! Let 3 go down these
steps and see Bandit. Ouch! Don Tscratch me, Wiskas!" Now where did he go? 11 go see
Bandit. “1% coming to sec you, Bandit. Owee! Don tknock me over. Bandit!" A-oh, here
comes Mom. 11 go hide in Bandit3 house. Come on Bandit, come in.

“1"m not here. |1don Twant tocome in! lwon T
run in the road. 1don Twant another bath. I
NOT muddy. 1 will be good.””

Now IM™ clean again. Maybe 1 can watch a movie. I want Winnie the Pooh.

“Thanks, Mom. 1 like Winnie. I will be good. 1
will sit and watch him. lie*s my friend.””



Winnie likes honey and . . . there goes a grader. I like graders. 1 climb up here on the table
to see it Hey, maybe I can swing on this light! It3 shiny. Hey, Isec me in it A-oh! 113

better hide under the table.
“1™ not h-c-r-c! Okay. 11l be good.””

What 3 in the desk now? Maybe some tape. Pencils! 1 can make

Oh, she 3 on the phone.
lots of holes in this box. 1can make holes in the wall and in

holes with a pencil. 1 can make
the chair ..

“1don Twant time out! 1don Twant to read my
books. 11l play with my cars and trucks. 17 line

them up. 1will.”?

"Come here, Mom. Look. Imade a square with my trucks. And Imade a circle with my cars.
I can make a rectangle with my other cars. Watch. Sec, Mom. I%m good. lam.””

“1Will P.cGood" was written to convey what itmight be like to live in the skin of a 3-year old with Fetal
Alcohol Syndrome. Italto shows what 1t3 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 ADHD mutt be

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

Gloria Stuart. Foster Mother
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10 Common Misconceptions About wo!"
STR

Fetal Alcohol Syndrome (FAS) and T3
Fetal Alcohol Effects (FAE)

Ann P Slrrutgulh, PhD.
ImI Aladol O Drug Lhit, Dfponmml of Piythitlryb Bthatmrt] Somcti
Sdool ofttliant, Umomi ry of Wi thinglon, Sollu. WA 91195

That FAS means mental retardation.
e Some people with FAS arc mental ly retarded, others arc not.

* People with FAS can have normal intelligence.
e They arc brain damaged and have specific areas of strengths and weaknesses.
eIt'smore like people who have sustained brain injury from an auto accident.

That the behavior problems associated with FAS/FAE arc all the result of poor parenting or a bad

environment.

< No. being braindamaged can lead tobehavior 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.

« Braindamaged children are hard to raise in the best environments.

e Their parents need help and support, not cnticism.

That they will outgrow "it"when theygrow up.
« Unfortunately, they do not. FAS lastsa 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.

That to admit they are brain damaged istogive up on them.

e Have we giver up on children with other defects?
e Wc need research tounderstand the needs of patientswithFASand how tohelp them. VVc haven™t invested inthat an.

yet. We will loam how to help them when we decide to invest in the problem.

That diagnosing them will brand them for life.
« A diagnosis tellsyou what the problem is, helps you figure out how to treat the problem, and relieves the person of

having to meet unrealistic expectations

That they arc unmotivated when they don"t keep appointments or act ina way that we consider

responsible.
* Probably thcexplanaoonliesinmemory problems, inabilitytoproblemsolveeffectively, or simply beingoverwhelmed.

e Sometimes they misconstrue reality.

That one agency can solve any or all of the problems alone.

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

Thai lhis proolcm will be solved wilh existing knowledge.
* Research isdesperately needed, and the magnitude of the problem will necessitate more research

That lhc problem will go away.
< FAS ispreventable, but alcohol issomuch a par tofour 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
Thai Ihcir mothers had an easy choice nol lodrink during pregnane) Jand through callousness

indifference, permanently damaged Ihcir children.
« Biological mothers of children with FAS need help with ihcir alcoholismand/or wilh birth control

» Pregnancy isan excellent lime for alcohol abusing mothers to stop drinking, but they need help



WORKSHOP C: Diane Malbin
Rethinking & Retraining (FAS/FAC)

DIAGNOSTIC CRITERIA: FETAL ALCOHOL SYNDROME

In order to make a diagnosis of Fetal Alcohol Syndrome, the Fetal Alcohol Study Group of the
Research Society on Alcoholism recommended that such a diagnosis be made only when an infant

has symptoms in each ofthree categories:

1. Pre- and/or postnatal growth retardation: W eight, length, and/or head circumference are

below'thu tenth percentile when corrected for gestational age

2. Evidence ofcentral nervous system involvement: Signs ofneurologic abnormality,

developmental delay, orintellectual impairment

3. Characteristic facialdysmorphology with at least three ofthe following signs: Microcephaly
(head circumference below the third percentile) microphthalmia and/or short palpebral -«
fissures (shorteye openings), poorly developed philtrum (vertical groove between upper lip

and nose), thin upper Dp, flattening of the midface.

Fetal Alcohol Study Group ofthe

Research Scciety of Alcoholism (1980)

FETAL ALCOHOL EFFECTS

"A child with a history of prenatal alcohol exposure, but not all the physical or behavioral symptoms
of FAS may be categorized as having Fetal Alcohol Effects (FAE). Itshould be noted that FAE s
not tlio less severe form of FAS; rather, a child with FAE does not have all of the physical

abnormalities of FAS. The cognitive and behavioral characteristics ¢l FAS and FAE are similar."
"Educating Students with Fetal Alcohol
Syndrome or Fetal Alcohol E ffects" by

Drs Donna Burgess and Ann Strtnsguth

(Pennsylvania Reporter (22:1) 1990)

CONTINUUM OF EFFECTS: PRENATAL EXPOSURE TO ALCOHOL,OTHER DRUGS

Brain Growlh E xternal Characteristics FAS

-> > > >M aximum

Minimum >

Streissguth in lecture. 1990
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Egg and sperm
cellsmay be
damaged by toxic
substances.

Before implantation the pre-embryo is
net affected by most toxins.

Because this time isnot easily detected,
toxic substances should still be avoided.
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Spcdy

FAS/FAE are always learning, but

VISUAL MODEL FOR RETHINKING BEHAVIORS

Normal brain development is orderly FAS/E; Undergrowth, overgrowth, gaps and
sequential. Rich neural networks tangles. Fewer physical links for retrieval,
provide opportunities to link, integration and other options.

integrate, associate

is normal; strengths may be atypical. As with all people, people with

learning and retrieval
specific cues to access previously

may require stored

information.

INFORMATION PROCESSING DEFICITS

information from one modality into appropriate behavior. (Heanng into

Difficulty translating
i,uO speaking)

action, seeing into wnting, reading into understanding, feeling

Difficulty generalizing information (transferring rules into new situations, recognizing patterns,

forming associations, predicting outcomes)

Difficulty perceiving similanties and differences (discnminating. discerning, weighing and

evaluating, companng and contrasting; Friends and strangers, safety ordanger)

Barbara Morse-1991

CO U jtrt. MSW FAS5.VAE CouT*fing ConnA*»on SOVOM27?lI



BEHAVIORAL EFFECTS FOLLOWING PRENATAL ALCOHOL EXPOSURE

IN HUMANS AND ANIMALS:

HUMANS !

Hyperactivity

A ttention deficits, distractibility

Lack of inhibition

Mental retardation, learning difficulties

Impaired ability to adjust to new stimuli or

situation

Repetition of a mental activity with an
inability to switch to another activity

(perseveration)
Feeding difficulties
Gait abnormalities
Poor fine and gross motor skills

Developmental delay (motor, social and
reflexes, behavior,

language development)

Hearing abnormalities

Poor state regulation (tremors, jitters, aberrant

sleep patterns)

Source. Adapted from DnscoH et al. 1990. in:

10 (1) 1994

ANIMALS

Increased activity and exploration

A ttention deficits

Lack ofinhibition

Impaired learning

Impaired habituation

Perseveration

Feeding difficulties

G ait abnormalities

Poor coordination

Developmental delay (motor

puberty)

Hearing abnormalities

Poor state regulation (temperature
dysregulation. aberrant sleep

patterns)

Alcohol Health and Research World



Supporting Alternate Families and Caregivers

of FAE/E Children, Teens, and Adults
W#

Reprinted with permission of the B.C. FAS Resource Societv as printed in FAS/E Nation Spring,
1995 S
i

The following is a list of tips and suggestions for supporting alternate families
and caregivers compiled by the FAS/E Support Network. The list arose from
all the comments, suggestions, and problems mentioned by families who have
accessed the FAS/E Support Network for information and/or support.

If you haven"t lived ityou haven Theen there.

Listen, Listen, Listen! Really "hear” what is being saidand more
importantly, what is not being said.

e Understand this is not a "quick fix™r "easy solution” problem; it is a life—
long disability with profound psycho social implications for families as

well as individuals.
e Be available, return phone calls.
e Ifyou don"t know say so.
e Learn from the parents and caregivers; they have much toshare.
e Provide services pro-actively.
e Find an advocate tor the family unit until they can fill that role

themselves.

e Understand that parents, especially adoptive ones may view the systemas

adversarial. They are afraid of you. The system is seenas all-powerfuland
needs to be more receptive

e Track down resources and aid families in using them. Make initial
contacts, sort out red tape, learn the pitfalls, ect.

e Provide access to training for understanding FAS/E and specific parenting

techniques.
e Don"t wait for caregivers to call you. Check with then regularly, even then

things are going well.
e Develop a relationship with families independent OF crisis.

e Find respite care and/or a way to fund it
e Access information on the child for the family. Adoptive families often

have little or no written information on their child; kmay be useful and
even necessary to call for the file, and families have the right to know.

e Parents, foster, and adoptive need specific and detailed information on
what a child may have been experienced if they are to deal with the

aftermath.
e Most FAS and FAE children have suffered from abuse and/or neglect.

Understanding how this effects the underlying neurological disorder and
conduct problems iscrucial. Both social workers and caregivers need

training.



Social workers and caregivers (adoptive and foster) who attend training
together on an issue are more likely to work together effectively.

respect the parents opinion and decisions, they must live with the
consequences.

The child you see is not the child they live with.

Do not tell a parent that he is over reacting, or that™all kids do that".
Work at where parents are, on what they see as the problems.

Remember that improvement means deferent things to different people,
and occurs in such small steps it can be missed.

Telling® a parent that a child isdoing "really well”™ will not always be seen as
good news, and in fact, may been seen as just the opposite.

Asking what you can do to help the parent keep his head above water is

important.
Meeting with both parents -not just the mother- is preferable, and may

require adjusting work schedules.

Finding a support group and/or a buddy parent for the family; find a way to
"stage manage" their involvement if they are unwilling; remember that
exhausted people do not have the energy to seek out support -support
needs to seek them.

Recognition that most parents who undertake to parent these children find
themselves dealing with social and behavioral situations for witch they are
totally unprepared.

Adjustment to long term foster care or adoption is cyclical in nature.
Children revisit the stages of grief and loss at different developmental
stages, witch simply put, means that managing behavior and dealing with
acting out -even independent of FAS or FAE- isan ongoing task
throughout adolescence, FAS anil Fae compound the problem.

Parents and caregivers also adjust in a cyclical nature and must revisit their
own 1issues and manage their own feelings, especially anger- witch it must
be remember isa mask for pain. Itis imperative that professionals
working with families of FA5/E children keep this awareness in the
forefront of their dealings with the family if support is to be effective.

Help parents understand that the above two points do not mean that they
are failures or inadequate to the task, rather that this is part of the process.
View out of home placement as a positive option not a negative one. Itis
not necessarily an indication of placement breakdown/failure, but may, in
fact, represent the commitment 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 do so.

In complicated cases, a case manager may be required. Work with the
parent to decide who would be best in this role and who would also best

meet the needs of the caregiver.
Provide a family with all the options in a given situation, but allow them

to make the decision.



Support the decision even ifyou disagree with it, The position of the
professional should be to facilitate decision making, not impose personal-
or even professional- options.

Once an adoptive placement has been made, or an official exception to
policy permanent plan has been granted, the premise which guided the
selection of that family should still be the premise when the family request
services or help. They were -and are- the best possible choice for that child.
Nothing will disempower a family faster than the unstated but implicit
opinion of a professional (or support person) that another family could do
a better job.

If the placement has irretrievably broken down, it is imperative that it be
handled with the utmost compassion. Families -both long term and foster-
are devastated to go through an intense grieving process. Itisa death with
out a death, Intense in home and in person support which encourages
expression of feelings, (no matter how negative) and acknowledges the
anger and pain should be provided.

Counseling for all family members should be accessed

Some form of long term follow-up and social work support should be
provided in a placement disruption. Even if the family is not receptive,
they need to know concretely that someone cares, that someone cares. At
some point, they will be ready to discuss what happened and what they feel
could have been done differently. Itis an important step in healing which
frequently does not occur because there isno one who % job it is to keep
making overtures to these families. Never, ever, discuss a family its
children or any problems with any other person, professional, or system
with out the express, specific permission for the specific occasion from the
parent or caregiver. Confidentiality and the absence of "judgment" are the

backbone of effective support.



FAS CONFERENCE ON SECONDARY DISABILITIES
SEATTLE, WA

SEPTEMBER 4-6,1996

SUMM ARY

What follows isa summary of the report provided participants at the FAS 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 FAS had an average 1Q 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 FAE had an average 1Q of 90, average reading, spelling, and
arithmetic standard scores of 84, 81,76. respectively and an average Adaptive Behavior of 67. A

normal score for both 1Q and Adaptive Behavior is 100.

Six main secondary disabilities were studied:

e Mental Health Problems were experienced by over 90% of full sample

e Disrupted School Experience was experienced by 60% of sample age 12

nnd over

e Trouble with the Law was experienced by 6 0% of sample age 12 tuid over

Confinement (defined as confined in n psychiatric, substance abuse or prison) 50% of 12 nnd

over
e Inappropriate Sexual Behavior found in50% of 12 and over

e Alcohol/Drug Abuse found in30% of 12 nnd over
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Summary

In an effort io determine how many 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 in80% of the 21 year age group and over (n=90)
Problems with Employment 80% 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 Law 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 toclients with FAS, those wilh FAE 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 “tiniversal™ protective factors, they arc:

Living in a stable and nurturing home for over 72% of life
Diagnosis before the age of 6 yrs

Never having experienced violence against oneself
Staying ineach living situation for an average of 2.8 yrs
Experiencing a good quality home from age 8 to 12 yrs
Having applied for or been found eligible for D D services
Having been diagnosed FAS rather than FAE

Having basic needs met at least 13% of life

e A R RN

Compared to individuals wilh FAS ,individuals with FAE 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 40% were drinking during their pregnancies
with these children. Seventeen percent (17%) of these children had already been diagnosed with
FAS and another 13% 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:

0dd 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 Law is related to all the universal protective factors, most notably,

eligibility for DD services
Confinement also is related to the universal protective factors, especially “1iving in a stable nnd

nurturing environment, and being diagnosed prior to age 6~
0dds of Inappropriate Sexual Behavior arc reduced by all universal protective factors

e 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

30% ofa participant 3 life
e 0dds of Dependent Living arc increased over fourfold for participants who had an 1Q score of 70

or below, an Adaptive Behavior score below 65, or an 1Q/Adaptive Behavior Discrepancy score of
over 15 points. Other strong intrinsic risk factors for Dcpcndrnt Living arc a high FABS score, a
Performance Scale 1Q minus Verbal Scale 1Q score of more than 15 points, and being male.

e 0dds of Problems with employment arc increased more than two to four fold by an 1Q score of

70 or below, an Adaptive Behavior Score below 65, nnd 1Q/Adaptive Behavior Discrepancy score of

over 15 points, and being FAS rather than FAE. Some universal factors arc also protective against

problems with employment, namely, an early diagnosis, longer time in a stable nnd nurturing home,
longer duration in each household, and not being a victim of violence.

It should be noted that the correlations reported may or may not be causative. They nonetheless
suggest courses of action that may be beneficial both to these clients, and ultimately to society.
Efforts to intervene with alcohol-affected children shouldproceed simultaneously with efforts to

preventfuture childrenfrom being born with FAS/FAE
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Iliis report summarizes six and a half years of work towards die characterization and prevention of
fetal alcohol syndrome in Alaska. We compiled key findings from Alaska®s surveillance efforts,
analytic studies and alcohol-related surveys to help guide the state 3 future FAS prevention and research
efforts directly from previous publications. This monograph would not have be* .l possible widiout the
energy and dedication of the many individuals whose original work advanced our knowledge of FAS.

We have tried to present accurately the major findings and recommendations from original works
conducted in Alaska by the AFASPP and others. We were unable to have this document reviewed



prior to publication by all of the AFASPP participants or by other primary authors. The Section of
epidemiology accepts responsibility for the content of this document.



Executive Summary

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 many other birth defects, however, FAS has a known 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). As a result of the work done by the AFASPP, Alaska 1is
recognized for its leadership in developing science-based, FAS prevention programs.

PREVALENCE

"Hie overall minimum prevalence of FAS 1in Alaska ranged from 0.8-1.3 cases per 1,000 live
births. The prevalence of 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.

While the higher FAS rates among Alaska Natives compared to non-Nativcs may be due in

part to extensive ease finding by the IHS and undcrasccrtainment of FAS among non-Nativcs,
Alaska Natives arc at higher risk of FAS than non-Nativcs.

RISK FACTORS

e A large proportion of Alaska®s identified FAS children were either adopted or in foster
care.

e There isa real risk of mothers of FAS children having multiple FAS children - 14 mothers
had FAS chi®drcn; one woman gave birth to 4 FAS children and lo 3 other children who
had a physician notation of FAS in their medical charts. Among 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.

e The high prevalence and the characteristics of alcohol consumption among Alaskan women
of child-bearing age have important implications.

e Of mothers of FAS children, the majority were unmarried at the time of delivery, many
had not completed high school, and most either had no prenatal care or began prenatal care

after the first trimester.



PREVENTION.RECOMMENDATIONS

Population-based surveillance of FAS s 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 women who give birth to FAS 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 women who have given birth to FAS children and
the fathers by examining their medical, social, and reproductive histories. DHSS should
conduct a maternal risk factor analysis of the biological mothers and fathers of the FAS

cases identified through the AFASPP.
Programs should be targeted at two major strategics:
1) Reduce alcohol consumption among women of child-bearing age and especially
among pregnant women, and
2) Postpone pregnancy among women who are unable or unwilling to reduce
substantially or stop completely alcohol consumption.
Improve coordination of services and target services to families who arc identified through
having a child diagnosed with FAS.
Determine the barriers to treatment for women who havehad an alcohol-affected
pregnancy.
DHSS and DOE should conduct an analysis of the relationship of a medical diagnosis of
FAS to the need for special education services.



1 Background

Overview

Fetal alcohol syndrome (FAS) isa 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 lesst 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 iIs
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 disailities
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 state3 educational and

Judicial systems.

Because FAS isa 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. Women at high risk of delivering FAS
children must be identified and reached before they
give birth. The FAS awareness lewels 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 (e information it nsscmblcs,
provides (lie foundation upon which such future
programs can be huilt.

History of FAS

FAS was first identified as a clinical entity in the
United States in 1973 with the publication in
LANCCT of “Pattem 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 1ts 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 sligtly
to specify that a child with FAS must manifest signs
of abnormality ineach of the following categories:

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

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

e 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.



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
fetuis® exposure t alcohol may impact its
development of alcohol-related defects. Multiple
oilier factors, including genetic susoeptibility,
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 FAE is debated, and use of the term as
a diagnosis has been discouraged by (he Fetal
Alcohol Study Group and many of the country 3 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 ncurodcvclopmental — 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
constel lation of these defects. Presently, there isno
objective lest by which FAS cases can be
a.- rtaired. 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,  CNS involvement and  (he

characteristic fecial 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 util they reach school age. By adolescence
many FAS children outgrow their characteristic
fecial 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 sewerity of FAS conditions (physical and
neurological) is nol uniform across eases. Critical
to accurately diagnosing FAS isa detailed, ol icctive
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
Classﬁlcatlon 0f Diseases. 9th Revision (1CD-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:
e SWbjectivity inherent in the diagnosis;
- difficulty of diagnosing the syndrome in
newborns;
e age difference in the expression of the
phenotype;

e varigbility of the severity of conditions
associated with the syndrome; and

e 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.



Surveillance History

Until the methodology of linking multiple ditl
sources for FAS suneillance 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., MACDP added the
condition to die list of defects it monitored.
MACDP oollects information on all live-borm and
stillbom infants bom in die five-county metropolitan
Atlanta area. It is designed t track infants with a
lesst one major defect diagnosed widiin die first
year of Iife. 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, BDMP began collecting information on
infants assigned the 760.71 code. BDMP isnot a
population-based surveillance system. It uses
hospital discharge data on newborns in
approximately 1,200 participating  hospitals
nationwide.

The Himitations on FAS surveillance by bodi
MACDP and BDMP were not apparr» uttl 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, DBDDD sought to improve
the surveillance and thereby die prevention of FAS
and other alcohol-related birth defects.

Alaska provided the opportunity to develop a
comprehensive FAS prevention program addressing
the entire population of a state. IHrst, the Alaska

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 DBDDD conducted a site visit to Alaska to
determine the level of commitment by AANHS and
DHSS to collaborating with NCEH in die
development of a statewide FAS surveillance
mediodology and prevention program to be used as
amodel for other states. Out or that site visit came
separate Agreements to Cooperate between NCEH
and IHS and between NCEH 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 3 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 suneillance.
ltdocumented diat the 1CD-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 ticir 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 iscurrently underway.



//. Descriptive Epidemiology of EAS

FAS Cose Definition

Establishing a ease definition enables the objective
and reproducible collection of epidemiologic
information. Once eqlicit and objective diagnostic
criteria for a disease have been established, die
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 wilh FAS experts, developed itsown
surveillance definition. Adding to the Research
Society on Alcohol 3 criteria, the AFASPP specifics
an FAS ease must have medical chart mentions of
each of the following:

e any chart notation of FAS by a physician:

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

e medical chart notation of at lesst one
characteristic fetal alcohol syndrome fecial
feature or a comment “'stigmata’;

e growth deficiency; and

e 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
fiat philtnim. thin upper lip, hypoplastic maxilla
(underdeveloped/flattened upper jaw/midfacc). short
nose relative to normal length midfacc, or fiat nasal
bridge. Growth deficiency is defined as height or
weight less than or equal to the tenth percentile for
a given age. Evidence of central nervous system
impairment includes any of the following: structural
abnormalities (microcephaly or hydrocephaly),
other neurologic anomalies (seizures, abnormal
EEG, 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, leaming dissbility,
developmental delay (including fine O gross motor
delay or speech or language delay), behavior or
conduct problems, or school failures).

Limitations

Undetdiagnosis, underreporting of diagnosis and the
potential for differentially diagnosing FAS across
populations can lessen a case definition 3 specificity,
or aility to capture all true eases (Cordero cl al..
19-1). 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 Oll subjective
impression or “@estalt”. Also, die ICD-9 code Is
non-specific, further complicating surveillance
based on medical record systems. The potential
stigma associated widi the 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: die AFASPP provider survey revealed
that a significant portion of doctors do not always
report maternal alcohol use. even when alcohol
abuse isknown or strongly suspected.

FAS in Alaska, due to IMS 3 efforts, has been a
focus in the Native population longer than it has
been among non-Nalivc practitioners.
Consequently, differing awareness levels among
practitioners could lead to a different likelihood of
FAS diagnosis among Native and non-Native
children. Since the AFASPP ease definition relies
on available medical charts and the thoroughness of
physicians® notations widiin 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, os 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 cases, but itwould simultaneously
capture mere noncascs, reducing the diagnostic
accuracy, or positive predictive value, of the
definition.

A common limitation of surveillance ease
definitions is that they do not capture all of the true
eases of the condition in a particular population of
interest (Cordero cl al., 1994). The AFAM®P
utilized nultiple datasets plus screening activities to
assure a ,>opulation-bascd effort attempting to
identify all cases within the population rather than
extrapolating from a sample of datasets. FAS rates
reported for Alaska should be more representative
than current surveillance activities in other states,
the BDMP . and the MACDP .

FAS Noted

Bearing in mind the potential limitations of a chart-
verified FAS case definition, die AFASPP also
cataloged all individuals who had any chart mention
of fetal alcohol syndrome (whether or not they had
die other FAS criterid). These cases arc classified
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//. Descriptive Epidemiology ofFAS

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 sunveillance exists, the AFASPP.
in consultation with FAS experts, developed itsown
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:

e any chart notation of FAS by a physician;

e 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’;

e 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.vidence 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 I1CD-9 code s
non-specific, further complicating survcillmecc
based on medical record systems. The potential
stigma associated with tire FAS diagnosis may
contribute t 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 significatt portion of doctors do not always
report maternal alcohol use, even when alcohol
abuse isknown or strongly suspected.

FAS in Alaska, due to IHS 3 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 MACDP .

FAS-Noted

Hearing inmind 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 criteriad). These eases ate classified



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-specific services nnd
corporations (Table 1). Owerall, 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 1CD-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 AK

Source of Data
Private Sector
Hospitals
Anchorage and Fairbanks
Pediatricians
Anchorage
Fairbanks

State of Alaska*
Infant Learning Program

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

Clinic. Cleft lip At palate

Clinic. Genetics

Clinic, Alcohol-exposed children
Rural Nursing Station

Medicaid Claims
irth Certificates
Death Certificates

Altukn {
111V Case File

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

Native Medical Center, Anchorage

" Alaska Department of Health arxl Social .Seyvioss
* Indian Health Service

Method of ldentifying Potential FAS Coses

1CD-9 code 760.71 on discharge data tapes from 1988-1992. (Largest
and founh largest hospitals in the state.)

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

Potentiial FAS children0-3 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.

Poterttial FAS childrenevaluated from 1983-1993.
Potential FAS childrenevaluated from 1977-1992.
Children evaluated from 1992-1993.

Potential FAS chilldren idatified ina publiic health nursing caseload In
1993

1CD-9 code of 760.71 on tgpes from 1989-1990.
FAS cheek box on cartificates filed from 1989-1990.

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

Patiets seen lor an alodol-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,

1CD-9 eode of 760 71 on discharge slau tapes firm 1983-1992 (Third
largest hospital in the State.)



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 “figh-yielding.”> Due lo
Alaska 3 unique structure where Native Medicaid
claims arc billed directly to the federal government,
this source was less useful for FAS surveillance
than itmay prove to be inother 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, AK



Potential eases Charts % Total

identified Abstracted FAS-notcd* FAS eases FAS Cases
Source of Data N N )" N ™)c N Ch)*
Private Sector
Hospital, Fairbanks 16 16 (100) 12 () 4 ) 3
Hospital, Anchorage 34 29 (8) 21 72 n (33) 8
Pediatrician, Fairbanks 117 116 (99) 25 7)) 17 15 12
Pediatrician, Anchorage 44 38  (86) 10 (26) 7 (18 5
APHSS4
Program, Infant Learning 31 24 (17) 17 ) 14 (58) 10
Program, HCP-CSN* 3 3 (100) 3 (100) 3 (100) 2
Clinic. Cleft lip& palate 9 9 (100) 4 (€7 3 (€9)) 2
Clinic. Genetics 50 50 (100) 23 (46) 18 (36) 12
Clinic, Alcohol-exposed children 41 41 (100) n @n 8 0) 6
Rural nursing station 15 15 (100) n 3) 8 (53) 6
Medicaid claims 46 38 @ 22 €Y 16 42 n
Birth Certificates 20 17 (85) 4 ) 2 (12 1
Death Certificates 3 1 3 1 (100) 1 (100) I
IHSTReeional Native Health Corporations
IHS case file 218 190 (@7 124 (€5) 81 42 56
Regional Native Health Corps 94 92 (® 53 (€3] 28 (30) 19
(serving Interior & Southeast AK)
Native Medical Center, A 30 O 19 ®3) 12 (40) 8
Anchorage
Total Unduplicatcd Count 630 568 248 145

* Alaska Department of Health and Social Services
* Health Care nrograra for Children with Special Needs
' Indian Health Service

‘ Denotes Individuals with a ph)itcian chart notation of FAS
suspected or diagnoses!

* % of potential cases identified

' * of charts abstracted



FAS Prevalence

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 liwe
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 | (documented in the AFASPP Interim
Report, March 24, 1993, and MMWR , 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).

Phase Il (documented 1in “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 1 prevalence estimates. This
applied analysis used a technique called capture-

recapture”.

1 Capturc-recapturc is a statistical technique used most frequently
in (he enumeration of wildlife populations. In an epidemiologic
setting, capture-rccapture measures the amount of overlap

between two independent samples (or data sources) to estimate the
true disease prevalence. It assists in determining the extent to
which observed rates reflect differences in completeness of case

ascertainment.

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

) Birth No.
Anallysis Years  FAS
Covered  Coses

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

Key Finding(s)

Overall Native Non-Native
Phase | 1978- 83 0.5 (FAS) 2.1 (FAS) iufficient = high prevalence of FAS
1991 (range of 0.4 - (range of 1.4 -2.9) data among Native Alaskans
0.6)  undcrascertainment of
_ eases likely (only 14%
Ffég_ 3-3 (FAS-noted) overlap btw. sources)
noted
Capture- 1982- 30 N/A 36yrsold: N/A e poorer ease ascertainment
Recapture 1969 2.0 (Observed) among the younger cohort
3.1 (predicted) = nultiple sources necessary
— even for Native
7-10yrs old: ascertainment
3.1 (Observed)
3.8 (predicted)
Phase I 1977- 143 0.8 (FAS) 3.0(FAS) 0.2(FAS) = high FAS prevalence
1993 (range of 1.4 -4.1) (range of among Natives confirmed
(Cetiled 0.1-0.3) * @ppears case ascertaiment
Artl Zr in inproving among non-
248 1.1 (FAS-noted) 5.2 (FAS-notcd) 0 3 (FAS- Native*
(range of 2.4 «6.6)
rote* (range of
0.20.4)



Case Ascertainment

Closer analysis of the Phase Il findings suggests that
FAS rates vary among different birth cohorts (Table
<D). 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, t©
the extensive ease finding activities of the Indian
Health Service, and to undcrascertainment 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

Table 4.
Natives
Nutive
FAS-Noted* FAS Caves*
Dirth Ymn (N cawllvr bid lit) Rale (N nun) Halt
89-92 (57/ 11.262) 5.1 (28) 2.5
83-88 (68 / 10.346) 66 (42) 4.1
81-84 (53 / 8.968) 59 (34) 38
77-80 (1/17,160) 24 (10) 14
Total (195/37,736) 5.2 (@Y 3.0

improving for non-Nativcs. However, the large
discrepancy between Native and non-Nativc FAS
prevalence rates cannot likely be attributed entirely
o differences in ascertainment between the two
populations. Alaska 3 Native population appears at
higher risk of FAS than the non-Nativc population.

US 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 BDMP 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 regquire a concerted focus on
FAS prevention across the state.

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

Non-Native
FAS-Notcd* FAS Cases*
(N cawVIh r blrikt Rale (Nw o) Rale
(16/35,695) 0.4 an 0.3
(1/37,716) 0.2 (6) 02
(71 37,098) 0.2 @ 0.1
(G/28.686) 0.2 ) 0.1
(35/ 139,1%) 0.3 (04)) 0.2

* [Itilotr» Individual! mIUi a phftklan «lurt noUlioii of FAS vuiprrtrd or ilu £ik»wtl.

1Cm* mrrtt5ctlirria rat* diftn!!loti for FAS.
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Demographic Characteristics of FAS Cases

FAS i 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 t 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 agel (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 “fossible fetal alcohol
syndrome™ by a dysmorphologist.

Sixty-seven percent of those with known custody
status (127) were either adopted or in frstor care.
A similar custody status profile was d . .ibed in the
AFASPP 3 Interim Report (Figure §). 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 Hie median age al lint dull notation was comparable for
Natives oral non Natives by btnh coboit with one caccption: non-
Native children born in the eldest coliori (1577-1VSO) tuU m
significantly older age at lime of ayndinme recognition in medical
rlulls (median age of 12.7 yean) than natives (median alc of 2 8
years) iKrvslat -Wallis one-way analysis of variance, p < 05)
(Table 3). Again, this munce may represent i waning reluct-
ance Or diagnose | AS In nun-Natlvc children

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

First Chan FAS Notation

Age Median Year

idrth Years ® @)  (in, Vas)  Nedian
89-92
Nattive G) 00 (.28 908

Non Native  (16) 0.5 ©.2.8) 9.1
85-88

Native ) 0.6 ©.70 87.8

Non-Nativc ©) 0.4 ©.7.0 8.1
81-84

Native ®3) 2.1 ©.9.0 8.4

Non-Nativc ©) 2.9 Q©. 8.6) 87.3
77-80

Nati“e an 28 (O 1) 8.0

Non-Native ® 2.7 (@5.139 8.6
Total (230) 0.6 (@ 16D 83.0

eKnrskal Wallis One-Way Arovi test, p<.05

Figure 1. Custody status of Alaskun FAS eases

-65# were either adopted or in fatter care
*Custody Status of Alatlan Chart-verified FAS Children (N -81)

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 fecial 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 leamning dissbility. 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 < mm 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.

Facial Ftatura n %
Long, tlal phllitnim 102 70
Short palpebral fissures 96 66
Thin upper lip 75 52
Hypoplastic maxilla 56 39
Flat rusal bridge 45 31
Short nose relative lo normal length face 34 23
2 or more features 115 79
4 or more features 51 35
Central Nervous System Impairment
Developmental delay 110 76
Specchftanguage delay 59 41
Grott motor delay 32 22
Fine motor delay 30 21
Microcephaly 54 37
Shon attention span or attention deficit disorder 40 28
Learning disability or mental retardation 29 20
Seizures 29 20
Any delay or learning disability 118 81
Growth Characteristics n %
Failure to thrive 32 22
Birth weight 10 * tie) 107 74
Birth length 101 tic) 68 47
Preterm delivery CH 37 »ks) 72 50
Small for-gestational-agc 62 43
Postnatal weight 10 * tie) 106 73
Postnatal height (£, 10 * tie) 99 68
Malformations and Other Conditions
Palmar crease anomalies 45 31
Digital or limb anomalies 43 30
Strabismus 33 23
Congenital heart disease 26 18

Characteristics of FAS 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
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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 birti certificates documented an average
maternal age at delivery of 29 years (SD**5.0,
Rnnge=(15,45J). 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
in8%.

A profile of six FAS mothers completed during
Phase 1 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 Vvisits, 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
(partrer’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 (Institite of
Medicine. 1996).

///. Statewide Drinking Trends and FAS
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, 1991-19vV3, 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%; PR-24, 95% CI1=1.638). the
prevalence of heavy drinking among non-Nativc
women was half that among Native women (15%
vs. 32%; PR-0.5, 95% CI1-0.20.9).

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% CI1-1.2-3.9). and women with
at lesst a college degree were less likely to report
heavy drinking than were women with les
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 3 drinking habits and their employment

type.
Pregnancy Risk Assessment Monitoring System

The Alaska Pregnancy Risk Assessment Monitoring
System (PRAMS) 1is 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 owerall, 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 HAMS «Uu ititrttifa) by mocVi'i race (Nitot or noo-
N*1lit) ini itw emount of piciuul t»rc the ircrxU (uloyjiw or
matt'tuttc). bnrilr.f (chine* It (UttifWU by non-dnnlm (no
rrfu irj ibknMng tSr ) mumht brforr m | tf* Uu J moodn of
prrijmy), d-Inim quit (ditnlirg rr[»uird ibr 3mmht
trirn t«l notib« fIntl 1 nontht of prtin»nc)) m | 3rd mmniri
dimint (irInS.nf rrpoftrd durinf dir C./al 3 crwnihi of
prrsnucy> M m; ofdw fruits (tnntnl thipliy inula kiw i
tit ofdaw catrsotm etulc e « iril irjtati iraur ifjupir

r.-xtp

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

Additional factors associated with any diid
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, PRAMS data

*ml »mim tV—ermin m
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Figure 6. Percent of Mothers Experiencing
Domestic Violence by Drinking Category and
itratum, Alaska, 1990-1991, PRAMS data



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 t
smoke as non-drinkers (36% vs. 20%) (Figure 7).
Geographically. Southeast Alaska reported the
highest percentage of diird 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, PRAMS (Infu

- K

xogi 1 W

Figure 8. Percent of Mothers svithin n Region by
Drinking Cntegory, Alaska, 1990-1991, PR/MS
data
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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 partrer, gcttrg into debt, etc.)
than other women (Table 7). The PRAMS 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.ifcStressors During the 12 Months Before Delivery, J990-1991

Lifestyle Stressor Non-Drinker  Drinkrr-Who-Quil 3rdTrimruct-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 partrer 135 169 19.2 160
4. Go( into debt 13.3 132 182 151
5. Family member died 13.6 14.9 14.1 14.3



Table 8. Kate Cr drinking; during the third
trimester of pregnancy, 1991*94, Alaska

Any drinking of alcoholic beverages during lire third
trimester:

1221 1222 1221 1221 12211221
10.3% 10.9%  7.7%  7.4% 9.2%
(Statistically
significant
trend)

Note that PRAMS estimates of "Prenatal use of alcohol" arc
limited to any amount (starting from less than a drink a week
(dose) and are indicated for third trimester use only (timing) and
as such are considered to be minimal prevalences of prenatal
alcohol use in general. PRAMS surveillance is limited to

mothers who delivered a live birth.

Youth Alcohol Consumption

The optimal timing for any behavioral intcrveniion
ishefore the deleterious behavior isestablished. 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 pattermns 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%
owerall, 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 AK und 1993 U.S. YRBS-
Alcohol Use Among High School Students

m) E*»r bad al kail ont drlak.

b) llad *1 kail ontdrink in Ibt}0 daji prior lo Ibtiurr*j.

t) Had Hit nr mart drinkt within a couple vt hjun. In Ibt JO
daya prior lo Ibt rarity.

Overall these findings suggest that adult drinking
pattermns, particularly differences between Native
and non-Native behaviors, are not necessarily
pattermed 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 isthe 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 ofalcohol-related
education early inchildren 3 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).
PRAMS also suggests women in Alaska may be
drinking less during pregnancy. Between 1991 and
1991 the system reported a statistically significant
decline in the percent of women drinking any
alcohol during the diird trimester of pregnancy
(from 10.3% to 7.4%) (Table 8). During the same
limve, however, the national rate of frequent
Jrinking among pregnant women increased 4 times
(from 0.8% to 3.5%. p <.01) (MMWR, wol. 46.
no. 16). Ihc impact and validity of a declining
drinking trend in Alaska remains lo be determined.



Community Awareness ofFAS

While vyouth 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
leel 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
leel directly related t 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 “Rnowledgeable™, 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 lewels 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 lewls among L.;r educated

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
issies and FAS. The overall response rate was
66% (306 surveys), but it varied by profession:
76% for public health nurses, 58% for
pediatricians, 6 7% 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 d,.. they always refer alcohol-
abusing patients to trtat-.nt programs (PR»2.2.
95% C1"1.4,3.5). The survey identified the need
to facilitate referrals from health care providers and
to enhance providers® lewels 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

"Ucl1cT/Bchnvior"

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

Believe FAS 1is an idettifidble & diagnosablc
syndrome

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

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

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

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

Public Family
Health Pediatrician Pra(_:t!ce 0B/Gyns
Nurses s Physiciuns (n=29)
(n=107) (=<38) (n=132)
98 95 97 100
94 97 92 90
88 63 81 79
10 n n 10
47 47 8 n
34* 19* 64 63

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

Although 92% of die 1991 PRAMS respondents
reported ilic 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 0B/GYNs inthe KABB
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.
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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 KABB respondents
were:

< lists of referral resources for children with FAS
(family practitioners, PHNS)

e materials on  identifying
practitioners)

e lists of resources for parents with alcohol
problems (pediatricians, PHNT, ob/gyns)

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

e support group referral
parents (pediatricians)

e registry of gecialists for consultation for
children suspected of FAS (PHNs)

 registry of gpecialists in women 3 treatment
issues avai lable for consultation (ob/gyns)

FAS  (family

resources for FAS



Table 10. Delivering Physlcitm Beliefs on Alcohol-nbuse nnd FAS

Percent of survey respondents* for belief and behavior question! regarding alcohol abuse among obstetric patients by health care provider,

Alaska 1993.
family Practice Physicians OB/Gyns
“Belief/Behavior" (n«*132) (n-29)
Always ask dstetric patients if they use alcohol 86 96
Always inform abstetric patients about the dangers of alcohol on the developing fetus 82 79
Ever referred a woman to an aloohol trcalinont/counscling program 90 90
Always approached the topic of aloohol abuse with the patients seen in the lest year with a S3 9%
known or suspected alcohol abuse problem
Always noted aloohol use on the birth certificate, in cases where alcohol abuse was known or 46 50

strogly suspected

* For any question, the proportion of respondents with missing data was no greater than 8 percent.

V. Prevention: Approaches and

Recommendations

Summary ofKey Findings and Implications

The AFASrP 3 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:

e 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.

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

e 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.

* inaddition 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 -

e older age and drug use are the strongest
identified risk factors for drinking during
the third trimester of pregnancy.

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

a dear psychosocial profile of Alaska3
FAS mothers docs not currently exist, but
the suggestion of an association between
maternal drinking and other life stressors
docs.

Iittke 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 3 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 inwomen 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.



Prevention Approaches

Disease prcveniion 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 inwomen 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
renebilitation. 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 lewels (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 lewel can be applied to different
approaches (educational, interventional, legal) and
targclt (the general public, specific
agc/racc/professional groups, FAS parents). Many
of the resulting program options overlap in terms of
the individuals and resources involved, but it is
urealistic to assume all prevention altematives
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 edqlicitly means of prevention
themselves, but essential to the continued evaluation
and development of prevention programs.



Tabic 11.

Approaches:

Professional
Education/
Training

Public
Education/

Awareness

Interventions

FAS Prevention Program Matrix

- Targets:

.

*

Primary Prevention

preventing women from drinking during pregnancy

health care (oh/gym, ER physicians, family
practitioners, PHNs, Native Health Corps ), social
services (mental health, M C I, family services,
alcohol/drug abuse, W IC, etc.), educators
(middle/high school)

Programs: the basic facts about FAS/FAE, maternal
risk characteristic identification, resources available
for Individuals with alcohol problems, resources
offering free/accessible birth control, how to approach
a patient/client intervention (less for educators)

General Targets: women and men of childbearing age,
general public, middle and high school students

Programs: baste facts about FAS, maternal risk
characteristic identification-simplified, how to prevent
FAS (what you can do)

Selective Targets: Native Alaskans of childbearing
age. Women in halfway houses/ shelters/alcohol-dnig
treatment programs, wotnen/men with previous FAS
children

Programs: basic facts about FAS, maternal risk
characteristic identification-simplified, resources
available for individuals with alcohol problems,
resources available for free prenaul care, resources
offering free/ accessible birth control/ family planning

assistance
Target: women at-risk, their partners and lamilles

Programs: circles of care, adopc an at-risk mom/
family, community pledges, alcohol treatment centers
Active option: seek out women with multiple FAS

children (birth defects registry. AFASPP
surveillance)

Passive option: screen/refer women with high risk
characteristics (when they seek medical or social

services)

Secondary Prevention

preventing/ameliorating the effects of alcohol on a
growing fetus

Torgets: health care (ob/gyns, ER physicians, family
practitioners, PHNs, Native Health Corps.), social
services (mental health, MCH, family services,
alcohol/Ui ag abuse. WIC, DFYS. etc.), justice
(municipal police, state troopers)

Programs: resources available for parents with
alcohol problems, value of secondary prevention
efforts, legal rights/bounds of intervention, resources
available for counseling motliers and their
partners/families, potential treatment optiora-primarily
for health care professionals (diet, medication), how to

approach a patlcnt/client/clvillan intervention

e Target: pregnant women who tre drinking, Ihcir
partners and families

 Programs: circles of care, adopt an at-risk mom/
family, alcohol treatment centers, and anti-tonicity
therapy(as developed)

Passive: screen/refer pregnant women with high
risk characteristics (when they seek medical or
socul services)

Tertiary Prevention

ameliorating the lives of FAS victims and their
families

" Targets: health care (pediatricians, PHNs. family
practitioners, ob/gyns, Native Health Corps.), social
services (child protective, DFYS, youth corrections,
family services, mental heald), MCH, healthy baby,
nursing. W IC, Head Sun. etc.). educators (special

education)

Programs: value ofdiagnosing/ treating FAS indivi-
duals, clinical/behavioral/ demographic FAS
characteristics (ability to diagnose or refer cases),
resources available to FAS individuals, appropriate
follow-up guidelines, resources available to FAS
parents/ families, legal rights of FAS parents,
treatment options/approaches for FAS children (as
arc developed)

e Target: FAS children and their families

e Progré&ns: diagnostic clinics with care assessment r id
coordination, active case management. *espite care,
special education, FA'S partm/iibling supper* groups

Active: have health care professionals refer all
patients with documented in utero alcohol esposurc
Passive: offer to FAS/FAE parents trymg to leant
bow to teach/nurture their children



Legal Actions

Economic
Actions

Research

Disease
Surveillance

.

.

Target: general (drinking) public

Program: decrease availability ofalcohol (e.g.,
limited selling hours)

Target: general (drinking) public

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

taa)
characteristics of FAS fathers

additional ma'emal risk factor detail, Jariheation
(motivations, beliefs, drinking histories, etc.)

effectiveness of professional education/ training
programs

effectiveness of public cducadon/awareness programs

effectiveness of intervention programs, particularly
ability to involve partners and family members

access of AK populations to FAS resources: alcohol
treatment centers, well woman care, family planni"*,
prenatal care, etc.

biomarkers for alcohol abuse detection

drinking behaviors/trends (especially among women
of childbearing age and Native Alaskans)

public awareness of FAS

professional awareness of/prcparcdncss for alcohol-
related issres and FAS

e Target: women continuously abusing alcohol during
pregnancy and their partners/families

« Programs: force hospitalization for alcohol abuse
treatment, threaten removal of child/children

* ability of certain co-factors to increase or decrease the
effect of alcohol on the fetus

. understanding t f the dosc-responsc relationship
of alcohol on human ft *-e 'opracnt

« drinking behaviors/trends of pregnant women and their
families

* characteristics of women who drink during pregnancy,
including partner and familial profdes

7

« Target: FAS children whose parents are unable to
provide necessary care

.

Program: force removal of FAS child/children from
mother/parents

effectiveness of FAS programs/ treatments (for
children and adults)

more detailed estimates on the economic and social
costs of FAS

* blomarkers for FAS diagnosis

« trends in FAS and FAS-noted rates (geographic as
well as racial/ethnic danger)

* characteristics of FAS cases and parents



Primary FAS Prevention

Primary FAS prevention is complex, but essential:
The goals of primary FAS prevention re to change
the drinking behavior of women prior
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 KABB 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
“4dopt an at-risk mom"™ coalitions, to the
establishment of community-wide pledges of

Figure 10. Primary FAS Prevention Model

support, to the founding of alcohol treatment
centers. Regardless of die precise programs
implemented, research strongly suggests that dicse
efforts need t include an emphasis on the partner
and family/friends of the at-risk woman. Also
essatial 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 t 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.

4The Pueblaof Zunl hive written > viilon statement and the
Spokane Trihal Community has Implemented family pled(its
supporting FAS prevention efforts In their communities (10. X
1996).

Program Evaluation



Secondary FAS 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. Hsgoal, then,
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
partrers, and families.

Tertiary FAS Prevention

Tertiary FAS prevention shifts die emphasis from
mother to child. s goal is t improve FAS
children 3 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

Figure 11. Tertiary FAS Prevention Model

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 fecilities
designed specifically for children with FAS-typc
disshilities. Special education classes (and teacher
training) may also factor into tertiary care efforts.
Again, economic and logistic accessibility to these
programs s 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 Ilic development of special education materials
and approaches.

As wilh secondary prevention, the legal (or
voluntary) removal of a child from 15
modicr/family may be a necessary consideration.
Based on the custody status of most of Alaska3
FAS eases, this event is the norm radicr than the

exception.

Program E valjntion
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Policy Implications

Ensuring an effective FAS prevention plan should
not require any major federal or state policy
changes. The AFASPP 3 research, however, Irs
suggested at least one legislative consideration:

« reevaluate the Maternal Child Health Bl>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 ina population.

Prevention Recommendations

e Population-based surweillance of FAS s
essential to document the magnitude of die
problem, to monitor trends in the occurrence of
FAS, and to document the impact of prevention
efforts.

e 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 i
1o 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.

e DHSS nnd DOE should conduct an analysis of
the relationship of a medical diagnosis of FAS
to the need for special education services.

e Programs should be targeted al two major
strategies:
1D 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.

e Improve coordination of services and target
services lo families who are identified through
having a child diagnosed wilh FAS.

30

e 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 of the ten children in this Tamily arc effected. Five of these
children arc in state custody. We have had our two boys since they were

new infants.

Both Gloria and | had alcoholic parents. My parents died ofalcohol
before they had a chance to enjoy their grandchildren. | would say that my
wife and | reﬂ[esent an avera%e couple, with average backgrounds. What is
wrong with this statement? Alcohol - or rather the excess of it.

For how many generations have children grown up in dysfunctional
families caused by alcohol abuse? 1low many of these children were
damaged? How many adults arc in prison today, on welfare, divorced , or
living In poverty due to the effects of alcohol? How much time, ener?y 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 of effected children because it is in this way that we will break the
cycle. Breaking the cycle is the key to prevention.

1L FAS. isnow believed to be the leading cause of mental retardation
in the western world and the only preventable one (Clarrcn 1992).

297 % ofchildren with F.A.S. arc in foster care or adopted
(Streissguth, Laduc and Randels 1988).

3. Research shows that the long-term elTects ofalcohol on fetuses are
more powerful than those of 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 d|agn_03|s of the syndrome,
ea_rlz 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 atremendous difference in
the amount of maney spent on later social services. Bottom line- spend it
now- save it later. Any current fundmg requests for the model now being
formulated to deal withthe 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 fundm?, we need a different set of rules and regulanons
for the children in the foster care system who arc alcohol damaged.
Mandated reunification docs not work! Early d|agin05|s, early intervention,
and a stable home situation docs work! These children are difficult to raise.
Because of this, multiple placements are the rule not the exception. Multiple
Flacements arc devastatlng! It this happens, the damage lasts a lifetime. A
arge percentage of 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 of 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 scpcrafc rules and reﬁulatlons governing
FA.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
teachmgg_career to accomplish what she has done for our children, and | took
early retirement from ARCO because | was needed at home.

Hie point | 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 Ifyou could see our Kids in karate, on the
swim team, in Civil Air Patrol, or runnlng our 42 0. commercial fishing
vessel, it would be evident (hat they are om% far better than cxpec'cd. One
of their brothers was in fourteen placements by the time he was tv. 0 years
old! He never bonded with a parent figure, and now will need monitoring
and care for the rest of his life. 1lis life has bee*' ruined by what 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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The National Organization on
Fetal Alcohol Syndrome

Strategics for parents and caregivers of FAS and FAE children

-Prepared by Patricia Tanner-Halverson, Ph D.

Keys to workm SUCCRSS v]llv vvtt] FAS/FAE children are structure, co sten vane V|ty

gera }ence Becallse t ack intemal structure, caretakers

sru them It S| rtant 10 pe consistent In response routlne sot t eest e world
Bg useo lous ro ems rrantamm? tention, It IS cmao rJe in

ex anat|ons rect|ons aI 010 Use avanetgnd Ways 10, een the|rattent|on Finally, we

must repeat at it is e want them to leam, over and over agai

Many FAS children:
ave dn‘hcul structur work time

' ovr/||e 00rateso n|n
' Ha e troug ?enera[n0 r% behaviors and information,

mpulsive
éﬁ] k) tp eatice%l attenﬂgw sgar?] or arc distractiol

¢ DIS{ROX earlessness and are unresponsive to ve%a] cautions
strat 00r social Judgmen

0 mone opriately.
‘ Have troagél mterna}[ zaﬂ %epé ehaviors,
have erences enso anarene ‘] (PO or F /per)
Lﬁﬂvua%e [0 cUon\Y hert comprenension
Or pro Iem so ng strategies
Effective strategies include:
o Fosterin d ndence in self help and play . .
' G|ve ogr& 8e ho ces en Q){vage (:Pe%on making
* Focus on te CI g

. ncour OSILIVE S

fne

gtrea cod ore go tobed
a%hsm W simple rufe% se| enﬂélafJ angu remmd them of the rules "This is your bed,
t|s ere ouarcs se to

vec 8 Sn(e (% %%@m Vi tSo change to anather one
' For unpred|ctable aV|oraI estzibh% ?m% routine






roftitton Statement: Ictal Aicohol SvTwromt/Eflcct

Manitoba Association
of Registered Nurses Keucancos

Position Statement: Fetal Alcohol
Syndrom e/Effect

Fetal Alcohol Syndr a?m% £gFAS ) Is the leading cause of mental retardation in Canada and North
America (Casird et
FAS is the end result of mater tlon of cohol Urn or Some ve re|m|n
ﬁscatrﬁat Ratern useo alceﬁ aoco ugtgﬁ% \%o ment 0 RS ar%hsﬁu
th t ren rovvt retarclation; failure to nve
cenr ne ous nvo vement mclu rr| act| mte tu |t lirment gglla[
rgq el & Pietra Iom| 19 (r cu rskelet
emot|onaJ ISor er |I ren vv|th F) often do
estthe |ca| har erstics 0 uI verte(y su er rmanent central
nervous seque e assouate emot|on and havioral sor ers

rs In ere
a%namﬁses Wlth mitegl copin 1S enVJron ith the Incre
act|v ace dren at an incri ns of many types

Alco ohcsyl\ietvvor

|stered Nurses et roup Q eaJth e professionals in con ctthh mer am|I|es
communltles rlskh% Fg/-\ /|9 Elghll ren ﬂcwardﬁ) s?e |stere Nurse incluioes |on

ning, counselling, support and referral to appro nate YGSOUYCG This role Is In keepin VVI [l
ﬁ%ﬁeh ca?e concepts% Ness promotion angp ﬁ) prevention PGP my

Al heatth care disciplines should collaborate on early icentification and intervention for FAS/FAE
The MARN Position of FAS/FAE is thet

The suse of S occuhgeafpaééseglrg aJ/‘s]ac[ﬁéeco 0 l 0%%3 i é@% affect al%aga "

bitpyAvnwvwmmno.cl/(kt him

MAW 94} AN


http://www.mtm.mb.ci/(kt

uWiviiiuliiul ilii[> 'U<.-u/ mnni mo Ci/l4Jhlm

*feta] alcohol syncrome is completely pi ventable,
» - both men and women need to take resp0n3|b|||ty or the prevention of FAS/FAE;

* thereisno kno "safe” level V\% falcohol onsu mgﬂge n ourin pre nancy therefore astinence should
recommen to WOMEN Where there IS or apre

* prevention of Fa S/FAE reqwres identification 0 the somaJ and economic sources of alcohol abuse
* prevention programs should focus on ecication of the public at large including school chilaren;

& treatmen f those affected by FAS/FAE sh ul(a include family ang community. Thou
ﬁ%o rcrte% n%n Lﬁ erased |qte]rve[nto scanbel%%p ledtoo tbmltzgstéﬁarﬁect Flf]féy tenzri]

U|rea p It t0 ra|set aﬁqdren andto reakt recurrent cy?:\eofFA%
C A Br| tot House Commons, 1 ﬁ

Approved by the Board of Directors. May 19%

ntact MARN
anaw }nmge MB R3C 0X2
e? ong: (204) 174-3471
ee (M mt ba only): 1-800-665-2027
ax: (204)775-6052

e-mail at mamffimam b ca

Back to top of page.

of) 141419.4) AM



TP wwjSoliv.ory/TitBtegy. htiii

The National Organization on
Fetal Alcohol Syndrome

Strategies for parents and caregivers of FAS and FAE children

*Prepared by Patricia Tanrer-Halverson, Ph.D.
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» Break their w kdo into small |eces 50 they do not feel overwhelmed.
v Be concretev&e =nga new oncept Stm;vt?]e

D|SC|p||ne'
t limits and follow them consistently,
ReV|e ol o reds gt gch] to kueg mter n r(le(\)/\r/gr Jwe%]hl U CONSEGUENCes,
+ Do ot ce te%erar uneS%g/er a{ de A% |¥Q "
hild 15 coing well or be avmg appropriately.

0 Notlcet 00 commen V\,hen yourc
Intervene reb havior escalat
void sl lnons ere fuﬁ 3}% t%/ {ﬁ“m ted..
otect them fr exploited. They are naJve
ave pre-estaolis rﬂ Qo%se Uences for misbehaviar.

Re |rect V|or
ave child repeat ck thelr une rec’uons

FAS | NOFAS | Strategies | Curriculum | Resources | NOFAS Home Page
National Or%mza on on Fetal % cohol Syndromé

Phone <%§§§ el 6%5 ington, 0006 '+

mail: nofas(crols.com
Please include your mailing adolress |fyou would like to receive our information packot
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What CDC isdoing to

Prevent Fetal Alcohol Syndrom e
and OtherAlcohol-Related
Developmental Disabilities

Introduction | The Problem | The Approach | Prevention Activities | Prevention Partners | Research Needs
| | Vr\/éptg)ngt%e'ChaJ enge JPu ﬁlrc In ormatYon |

Introduction

alt% vision I9I Brrrlt\rresDe ecrtgvgrrr]r%l etéele,%oeqt%l R C?abrlr ago ofthe Na ronalrgveenrrer lgr Enviro menhtaJ
8[ anierregrtsaﬁ c?apon In fact, FAS acco&lnts ?or t%88nev9&ses rev%a%g%le %
ectsint Unrte States each year.

Alt ouPh the exact rate of le nrna disabilities beh roral abno rtres etal ex ure
alco IS UNknown, Some of our Lr%%est am[ 00c 00 n Q'% ni
finitjon of FAS may experience srgnr t cognitive and he avror rmparrment due exposuire to

alcohol

%tkno that the rr%)o eg ratesofFAS c hi her an&nchatrve Americans and African Americans
g Qlfferences Ue 10 a a?} eren es In the dccyrrence, or many reflect

Cr- \agr"rsrsamo gpera det NIC groups, ﬁ NoSIS amo g? ?Noncmeess We
must heloal vvornent realize the diangers associated with fetal”exposure toalcoho

un

The Problem

Chilcren with FAS suffer from the following

' Grovvth retard ation,
- and behavioral abnormal
' %ﬁéguréglge 0US' emerfrlﬁ\égr)rrrentn?rrrcluéﬁregs developmental delay, small head size, and speech or

J/1T09 46 AM



« Facial abnormalities.

L B D D A et
FASandott(t)erﬂ% hoI rela |rth efects ber vented | onen do.not drink aI hol dtéfm%mgS

I berﬂawor CDC current ds prOJe are testing avanety o met 0cks

usere |rt cont ent a%mloatte nso F
edrin so eoccas|on orr nn |n eve o
to eve nnova ﬁe or| en| Ng WO haV| %WH o with FAS,
the T1Sks nkln fort etrm [ helping

B%r%ecqug rentet ITrltccs)rder to ioentify women at high risk of giving birth to another childl with
nselmc and su% oﬁ achieve abstinence

engeent 1 Jolvp
s tha ffective nay be integrated. into existing health care deli ch as nublic
M%W? s e prove efective na eprget cgtel rltgs 0 existing health care delivery systems, such as pbli

The Approach
est plish aﬁordableandetf C|e methods or est|mattn the e%@atenceo FAS, we provid f|nanC|aI

and techni ment (it erafive agreements Wi these
aEenu Cﬁ‘ s%?ﬁﬂons %té)ﬁﬂ mve ar?(?tmn Bafe and soc scrwccs -hased
proaches to FAS ease i0crT Ifieation deve opment prevent|on VW

n 1991, CDC signed an inter-agency agreement with the Indian He: Ith Servige and the state of aska
tor a 0|1nt progra?n t0 prevent F%t C)</ ﬂtntary organQZQt?ons zﬁgo part%pate fnet?tn IS program, which

I nvo

llance of FAS to Vld an accurate count of affected children throughoutthe state.

Urye
%ea/tmcal consultat|on| eve?opmg cultura t(appropnate preventionprograms, such as education
he community level,

tal Tlin
‘ E[t}rjtésc e e%l% 9 rt%r de\lle oping new approaches to prevent FAS
In 1992, we funceg cooperat|ve agreements with three universities and five state health departments
* To develop surveillance methods for icentifying women at high risk for giving birth to a child with

FAS
T0 desion preventjon Strategies

+ 1o evatite eeHect VCNCSS of these" strategies

In addifjon, we rowd techni ce fo 15 state health departments for FAS surveillance and
preventtllon prog amst rougn t (ﬁ“e Disability Prevensttl%n Program IEa)tﬁrlt\ICEH

2 0f5 J. 1949 IGAM



CDC. Prevailing Fetid Alcohol Syndrome

'Des

(F.Jcohol-Rclatcd Developmental Disabilities

Prevention Activities

Our oc on preventing FAS directly supports the Healthy Peaple 2000 goals for children's health. We
e e i

r andi rm Ie nte rdemrologrfc approaches fo determrnrng the prevalence of FAS and
rn h rve rtar ﬁtr i Orrg? evenet\rlonug their effectiveness. For example, we arc
stu rn vvomen ?ta |I wrt FAS 50 that we can devefnpr tervention

event uture ecte prec [1aNCIES

atrv artnershins W IVErSi o er oroanizations to develo
ﬁ fems f o?ssunr r an o FAS anr? of era ohot Pategl/e%(rertgr defects, IDFor

statean oca
<c state thd nts I Was mgton f0
Et%nulahon 1d orF n/e ance rrst raest 0 ;;o n]esrnthe
e entr evrousR/ un ovvn cases ech lidren for therapeuitic and
r mothers were reherre o loca heaJt care rovr ers

lal education se |

eminate rjermatr N O aboratron vvrth ter encl %s&gtee%atrc
fr?j%rcna(trrr])na?o Ie}rea trﬁ/trartrle(s)n ol h are usrnga%j cot BCtive Sategics to
combat FAS and ot aIcohoI -fe ate Feycts

Prevention Partners

htttp://ww. cde.gov/ne<; h/piogr*m»/infintB4>fthdfct/prevent/r=J prev.htm

» The Indlian Health Service has signed an inter-agency agreement with CDC for ajoint program to

prevent FAS.

' Three unrversr"es and five stal te
deve ﬁB survelliance methods
to evalUiate the erfectiveness of t

o A project exists vvreﬂt the Association of ch ols of Public Health, Erp
ﬁng t rra]an ace rate fno or%

a Vental Health Institute to eve
osprtaP [)gasetY| FAS sun/erﬂance an a Case-Co

a.000 e trv
to eve p?rﬁods oFr)r entr

ro ram for PIGN-risk I

» Monroe Co zHe th
o peno

health departments have cooperative.a reernents with us to
entrgX rgH r1sk Women, to desrg prevention strategies, and

ese stratedics

O,100] of Public Health,
Ucting active,

actors or FAS

tvvrthusto ow-U
en with FA us?tertne P

trol stu

o In addr on, We rovrd techni oe 10 15 state health oepartments for FAS sun/erllanceand
reventtrlon amst oug ttﬁle%%sgba[]ty Igreventtﬁ)n Program at the National Center for

Envrronmer?t%ealt

JofS
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http://www.cdc.gov/nc%3c;h/piogr*m%c2%bb/infintB4%3efthdfct/prevcnt/r*J

Research Needs

To reduce the incidence okFAS We mcre h%nun*bero women who abstain from alcohol use
during pregnancy. To reach those goals, rther research

* To Improve public health surve|llance methods for FAS,
o To ref rPe our methods for identifying children who have been aiTectod by exposure to alcohol

during fetal development
* 10 effectiveness of prevention programs for women of reproductive age who arc
athgg 115K 0 %gr}n mgg Ir\llngt eir &eg\ﬁané?esp J P &

* T Investicate effective secondary intervention Strategies, such as special education strategics for
chﬂé%n E)g i FAS or aﬁco refatedqawthc % R J

' Tt% r|(()1|ent|fy biological markers for recognizing problem arinkers or children exposed to alcohol in
U

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

Meeting the Challenge

The FAS revent(o Fon ks to reduce the hu (J ng and souet bthrden resultm? rom the

ar.iful effects of alcohol use during pregnancy, Stat I orejanizations can
me OIartners In t?us critical endgaBoe%y tz%ng aa?/antage oft sment ? % assistance that
WWe provick

Public Information
We also seek tq promote in o accur te Inform t|on about FAS We respond
{0 req uests or(frﬁormaﬁor\?? ms?at a?x? gaagenc%s We%lt essmn S, UNIversities, anvg the 0
general public
For more information, please contact;
Fetal Alcohol Syndrome Pre entlon Sectlon
Division Blrtry1 ? Developmental Disabilities
Nation Center or nV|ro taF I-Pgl]ﬁwill Eab
Cen ersu 8? IS8 Control Prevention
Ao CR A

40TS 3-1IVI9 46 AM



88-7370
Cgov

T eler one 770)]
:

4
P] 301
Ema| ncehinfo@cdc

Introauction | The Problem |The Agproa |ghr ¢ ee%g)? F"% “\c"tlln omgt\fgﬂt ‘on Partners | Rg3garclLKsfi.ds

Birth Defects Prevention

*Division of Birt ects and Develo r%emegfal D|5ﬂb||t|es (DBDDD)
Natl on e or Environ eal \;NCEH
CENTERS FOR DISEASE CONTROL AND PREVENTION (CDC)
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Fetal AlcoholSyndrom e

A Timefor Action

A review o fthe status offetal alcohol syndrome in the State ofAlaska

~What the data shows us
~Wwhat we have accomplished to date
~projects/actions currently underway
~(aps in our service delivery system
~ recap and recommendationsfrom the FAS Summit, Nov. 6, 1997

Sponsored by

The Governors Council on Disabilities and Special Education
The Alaska M ental Health Board
The Advisory>Board on Alcoholism and Drug Abuse
The Department ofHealth and Social Services
and
Stale Representative Fred Dyson (Eagle River)and

State Representative Reggie Joule (Kotzebue)

February 1998
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Tonv Knowles

Governor

Karen Perdue
Commissioner

Department o fHealth and Social Sendees

L. Diane W orley
Statewide FAS Coordinator

Department o fHealth and Social Sendees

This publication was prepared by Lori Namzniuk, FAS Summit
Facilitator; L. Diane Worley, DHSS Statewide FAS Coordinator; and
the FAS Summit Steering Committee.



“Never doubtthata smallgroup ofthoughtful,
committed citizens can change the world.

Indeed, it's the only thing thatever has.

~M argaretM ead~



