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public, both individuals and appropriate organizations, to become educated
about and involved in awareness campaigns about the dangers of drinking
While weve come a long way in Alaska, we haven't
eliminated the threat to the unborn from alcohol and other drugs.

Children born with Fetal Alcohol Syndrome suffer from a multitude of physical,
developmental and mental problems. These problems may include permanent
growth retardation, central nervous system damage, mental retardation, and
abnormal facial features. FAS children may have heart defects, cleft palate,
bone deformities, kidney and vision problems. They are never able to lead
totally independent lives. The loss of a productive healthy life is impossible to
measure, but in terms o! medical and other societal costs these individuals
conservatively cost society more than $1.4 million over each lifetime.

Data suggests that 29 FAS children are born in Alaska each year. Fetal Alcohol
Effects, a less severe form of Alcohol Related Birth Defects which may be caused
by as little as one to three drinks per day, affects between two to fifteen that
number each year. Some experts believe the number of FAE children in Alaska
to be 10 times the number of FAS children. As more is becoming known about
the lifelong impacts to children born with FAE, including learning disabilities and
behavior problems, that block the individual's "fit" into society, there is a growing
suspicion that FAE children may ultimately be even more costly than FAS
children in medical and social services.
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Having healthy babies was once thought to be the woman's responsibility. Today we

know this is a responsibility shared by partners, families, and friends--by each and
every one of us. Mother's Day Week is a timely choice to kick offa renewed awarene:
of the importance of healthy choices, by the woman who is pregnant and her support

system.

The State's FAS Coordinator has been working on various activities to promote
Mother's Day Week as ARBD Awareness Week. This resolution will complement and

reinforce those activities.



HCR 52 declares the week of May 10-16, 1992 as Alcohol Related
Birth Defects Week.

This 1s an annual declaration which 1is also promoted on a
national basis to increase the level of awareness of the dangers
of drinking while pregnant. It permits the State of Alaska to
easily promote information related to Fetal Alcohol Syndrome
(FAS) and other alcohol related birth defects.

Although it was initially identified by medical researchers 1in
1973, there is evidence that FAS was known since before biblical
times. FAS i1s caused when a pregnant woman drinks alcoholic
beverages. It is not known if there is a safe level of alcohol
consumption, so the Surgeon General recommends that women who
are pregnant or trying to become pregnant do not drink.

An FAS child will be small, have specific facial features, will
not grow appropriately, will have central nervous system
involvement, and most frequently will be mentally retarded.
While seme of these characteristics may be ameliorated with
time, care and love, these are lifelong disabilities. Mental

retardation never goes away.

It is estimated that each child born with FAS costs the state of
Alaska a minimum of $1.4 million during his/her lifetime. FAS
is totally preventable. This declaration will assist in
promoting the message regarding the dangers of drinking while
pregnant.

The Division strongly supports HCR 52.

Commissioner
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SUMMARY OF STATEWIDE FAS/FAE PREVENTION ACTIVITIES
(since Mother's Day, 1991)

* Dena A Coy, the 18-bed, four bassinet prematernal home for pregnant, substance
abusm? women, operated by Southcentral Foundation through grants from Department
g{ Hgggtlh and Social Services (DHSS) and Indian Health Service (IHS), opened July

* In September, the Centers for Disease Control signed agreements with the DHSS
and IHS to accomplish three specific goals: . . _
1, Assist the State of Alaska in developing, implementing,
and evaluating FAS surveillance systems:

2, Provide technical and programmatic evaluation of the IHS
FAS programs and data;

3,  Develop model surveillance, data analysis, and program
evaluation methods which could be used to assist other
States, communities, Native American populations,
Circumpolar and other nations,

* As mandated by SB 409, school district traininglon the needs of individual
students who have alcohol and other drug related disabilities.

* |HS reports FAS coordinators in each of the 12 regions,

* FAS Task Forces have been formed or are on-going 1in Barrow, Bethel and
Fairbanks.

* FAS Parent Support %rou(fs have been formed or are on-going inFairbanks and
Anchorage. Barrowwill hold first meeting in March.

* High Risk Family Coalitions areactive in Anchorage and Juneau,

* The Broken Cord aired on TV on February 3, An 800 number was on thescreen
for people to call for more information following the broadcast. KYBR, in
Barrow, is reading the book over the air.

* Trainings:
- June 3-4, 1991: 250 attended conference sponsoring Dr, Ira Chasnoff, of
National Association for Perinatal Addiction and Research.
June, 1992: Dr. Barry Zuckerman, developmental and behavioral
pediatrician, vill present, in Juneau, Fairbanks, and Anchorage.

* Presentations:
- Alaska Association of School Boards
- State Principals Association .
- AAEYC - Infant Learning Program conference

state ¥



NATIONAL COUNCIL ON ALCOHOLISM AND DRUG DEPENDENCE, INC

NCADD FACT SHEET: ALCOHOL-RELATED BIRTH DEFECTS

DEFINITIONS

Fetal alcohol syndrome (FAS) is one of the top three known causes of birth defects with accompanying
mental retardation—and the only preventable cause among those three. FAS can be prevented by abstain-
ing from alcohol consumotion during pregnancy.1

FASis characterized by a cluster of congenital birth defects that develop in the infants of some women who
drink heavily during pregnancy. These defects include prenatal and postnatal growth deficiency; facial malfor-
mations such as a small head circumference, flattened midface, sunken nasal bridge and flattened and elon-
gated philtri im; central nervous system dysfunction; and varying degrees of major organ system
malformations.*

Fetal alcohol effects (FAE), a less severe version of FAS, is characterized by milder or less frequent FAS
signs. Low birthweight, subtle behavioral problems or a partial display of physical malformations, for example,
may be seen in the newborns of women who consumed less alcohol during pregnancy than women with
FAS newborns.3

INCIDENCE AND RISK FACTORS

H

B

Nearly 5,000 babies - one in every 750—are born with FAS every year. (FAS prevalence rates range from
one in 1,000 to one in 200.) Comparatively, FAE may affect 36,000 newborns each year.4

One in six women in the peak childbearing years of 18-34 may drink enough, either chronically or epi-
sodically, to present a hazard to an unborn infant.5

Alcoholic women are at highest risk of bearing children with FAS. Alcoholism is a chronic, progressive and
potentially fatal disease characterized by tolerance and physical dependency or pathologic organ changes, or
both.6

FASis prevalent in 9.8 of every 1,000 American Indians from a particular high risk culture. Other American
Indian populations have rates ranging from 13 to 1J.3 for every 1.000.7

An average of one to two reported drinks daily is linked to decreased birthweight, growth abnormalities
and behavioral problems in the newborn and infant. Increased risk of spontaneous abortion has been found
at an even lower dose: one to two drinks twice weekly.8

The probability of having a child with FAS or FAE increases with the amount and frequency of alcohol
consumed. Whenever a pregnant woman stops drinking, she reduces the risks of FAE and the consequences
of alcohol exposure.9

There is no known safe dose of alcohol during pregnancy, nor does there appear to be a safe time to
drink during pregnancy. Although 90 percent of the public is aware that drinking during pregnancy may
damage the fetus, one study showed that one-third of women interviewed believed that drinking more than
three drinks a day during pregnancy was safe.D



ECONOMIC FACTORS
m  Assuming a conservative estimate of one FAS newborn for every 1,000 live births in 1980, it cost approxi-

mately Sl4.8 million to treat them; $670 million to treat the 68,000 FAS children under 18, and S760 mil-
lion to treat 160,000 FAS adults. Plus, indirect productivity lasses were $510.5 million."

m Women are now heavily targeted for marketing of alcoholic beverages. (Women will spend $30 billion on
alcoholic beverages in 1994, up from $20 billion in 1984.)B

PUBLIC HEALTH RECOMMENDATIONS
a The best advice for pregnant women is to abstain from alcohol consumption during pregnancy. There is

no evidence to establish an alcohol consumption level free of risks to the fetus.B

D Women who breastfeed should continue to abstain from drinking alcohol until their babies are weaned.
Alcohol readily enters breast milk and heavy alcohol consumption has been shown to reduce lactation.11

m As of January 1990, nine states and 17 cities/counties require that signs warning of the dangers of drink-
ing during pregnancy be posted wherever alcoholic beverages are served or sold.B

SOURCES

'HJ Harwood et al , Economic Costs to Society of Alcohol and Drug Abuse and Mental Iliness— 1960 (Research Triangle Park. N.C.:
Research Triangle Institute. 1984), p B-3  w"Fetal Alcohol Syndrome," Alcohol Topics in Brief, National Institute on Alcohol Abuse and
Alcoholism (NIAAA). April 1985, p. I; K Warren. "Alcohol-Related Birth Defects: Current Trends in Research." Alcohol Health and Reseaich
World. NIAAA. Vol. 10, No. | (Fall 1985). p. 4. 'R Littlearid C Ervin, "Alcohol Use and Reproduction.” eds. S. Wilsnack and L Beckman,
Alcohol Problems in Women (New York The Guilford Press, 1984), p. 158, ‘Harwood et al,, op. cit.,, p. B-3; H.J. Harwood and D M.
Napolitano. "Economic Implications of the Fetal Alcohol Syndrome." Alcohol Health and Research World. NIAAA. Vhl. 10. No. | (Rl 1985).
41 s"Behavior Risk—Factor Surveillance—Selected States,” Morbidity and Mortality Weekly Report, February 1983. pp 32-155.
IAAA, Fourth Special Report to the U.S. Congress on Alcohol and Health, ed. J R DeL.uca, DHHS Pub. No. (ADM) 82-1080.
1981. p. 36. 'P. May. et al., "Epidemiology of Fetal Alcohol Syndrome among American Indians of the Southwest." Social Biology. Vol....
(1983). pp. 374 - 387. H.ittleand Ervin, loc. cit.. p. 162. 9 Funkhouser and R Denmston. "Preventing Alcohol-Related Birth Defects."
Alcohol Health and Research World, NIAAA, Vol. 10, No | (Fall 1985), p. 56. bid.. p. 54.  "Harwood et al.. Economic Costs to
Society, p Bd1and B-15. ""Betty Briefcase Buys More Bottles," Advertising Age. Thursday. September 12. 1985: Impact. Wl. 19. No. 15
(August 1. 1989) '"NIAAA, Sixth Special Report to the U.S. Congress on Alcohol and Health from the Secretary of Health and Human
Services, DHHS Pub. No. (ADM) 87-1519, 1987. p. 93. 4R Niven, "Alcoholism—A Problem in Perspective,” Journal of the American
Medical Association, Vol. 249 (1983), pp. 2029-2033. "NCADD Office for Public Policy. Washington, D.C.

WHAT ISNCADD7

NC ADD isa national nonpiofit organization combating alcoholism, other drug addictions and related problems through its national office.
200 date and local Affiliates, and thousands of volunteers in communities throughout America Founded in 1944. NCADD's primary mis-
sion Heducation, prevention and public policy advocacy

NCADD provides education aboul alcoholism and other drug addictions as treatable diseases, offers prevention programs for schools, organi-
zations and communities, dispenses medical/scientific information, answers questions born the pubiic. legislative bodies and the media, and
distributes a variety ol publications NCADD also offers information and referral services to children, teenagers, and adults seeking help with
alcoholism, other drug dependencies, and related problems

NCADD conducts, as it has every year since 1952. a prestigious national conference where leaders m the field convene to tepon their latest
findings and to discuss emerging trends and issues of concern NC ADD also sponsors National Alcohol Awareness Month in April and
National Alcohol-Related Bum Defects Awareness Week beginning on Mother s Day each year

People seeking more information and/oi lefenai can contact an NC ADD Affiliate in their area or use NCADD's national toll-free
helpline -8BCO-NCA-CALL

NATIONAL COUNCIL ON ALCOHOLISM
AND DRUG DEPENDENCE, INC

ir West 21st Street. New York, NY 10010 « (212) 206-6770
1511K Street NW. Washington. D C 20305 « [202| 737-8'22
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THE PREVENTABLE TRAGEDY
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Text and photographs by GEORGE STEINMETZ




Malcolm was
born, | thought
my heart would

break,” she said. “And, oh my
God, the guilt.. .

Ellen O’Donovan* was losing
her fight against alcoholism
when she discovered she was
pregnant. Months later her son
was born with fetal alcohol syn-
drome, and his battles began.

| met them both in Dublin,
where my photographic cover-
age had brought me. Ellen and
her three-year-old son, Malcolm
(left), live in a small town on
Ireland’s north coast; they had
ridden a bus for six hours to
visit Malcolm’s doctor, a spe-
cialist who is treating the boy for
severely defective vision, one of
his many alcohol-related
disabilities.

First identified about 1970,
fetal alcohol syndrome (FAS) is
aterm used to describe the dam-
age some unborn children suffer
when their mothers drink dur-
ing pregnancy. Alcohol in the
mother's bloodstream can be
toxic to the developing fetus
depending on the stage of preg-
nancy and how much she
drinks. Damage can range from
subtle to severe, causing clumsi-
ness, behavioral problems,
stunted growth, disfigurement,
mental retardation.

Ellen’s doctor had told her
that an American journalist
wanted to photograph her with
her son. She consented in hopes
that others could learn from
her mistake, but when | began
unpacking my cameras, she hes-
itated. Then she took a deep
breath and began to talk.

"1 was drinking a bottle of
vodka a day that December,"”
she said grimly, “so out of touch
that 1 didn't even know | was
two months pregnant. When |
found out, | quit there and then,
but the damage was done."

The O’Donovans are not
alone. Thousands of babies are
born with alcohol-related
defects each year, ranking FAS
as one of the leading known
causes of mental retardation.

According to his doctors,
Malcolm was undersized at
birth, with kidneys and a stom-
ach that didn’twork properly;
he had to be tube-fed until he
was 14 months old.

His head is smaller than nor-
mal, and he also has facial
abnormalities typical of FAS
children —small wide-set eyes, a
thin upper lip, a short upturned
nose, and a receding chin. He
was born with damaged cor-
neas, and his eyelids drooped.
Surgery later gave him limited
sightin his right eye.

FAS is irreversible, and dur-
ing our session it became clear to
me that Ellen has dedicated her
life to caring for her son. "He
doesn’t seem retarded, thank
God,” she said. “He’seven
starting to talk a little. I’'m
working with him every day,
helping him learn to do the
things normal kids do."

I was moved by the way she
held him and comforted him in
Gaelic when he started to cry.
“If this little boy hadn’t come
along, | might have drunk my-
self to death," she said quietly.
She hasn’t taken a drink, she
added, in three and a half years.

Still, it isn't going to be easy.
Unemployed and living with her
mother, Ellen plans each day
around Malcolm and the fre-
quent trips they make to his doc-
tors in Dublin. When | offered
to reimburse her for the bus
fare, she declined. "Just tell
women out there that if they
want to have a baby, leave the
drink out of it," she said. Then
she kissed her son on the top of
his head anti they were gone.

*Real names are not used

A large dose ofalcohol
given to a pregnant mouse
produced severe abnormal-
ities in the developing fetus
(bottom), according to doc-
tors at the University of
North Carolina studying
effects ofalcoholin early
pregnancy.

Compared with a normal
fetus (top), the one exposed
toalcohol suffered eye

UNNERHTY aNORIHOROUINS G-AEATHLL

damage, a stunted brain,
andfacial deformities simi-
lar to human babies with
FAS, partlcularl?/] those
affected during thefirst
trimester, when bones and
or%ans arcforming.
lood-alcohol levels
reached during the experi-
mentapﬁ)romm ate those
that could occurina
woman ofaverage size if
she drank a quart of vodka
within a 24-hour period.
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AN EDUCATIONAL NEWSLETTER FOR PEQPLE CONCERNED ABOUT FETAL ALCOHOL SYNDROME gFAS) AND

FETAL ALCOHOL EFFECT (FAE)... BECAUSE THE PROBLEMS WE READILY SEE ARE ONLY THE TIP OF

HEICEBERG

JAMA ARTICLE ON FIRST MAJOR STUDY OF LONGTERM CONSEQUENCES OF FAS

Fetal Alcohol Syndrome in Adolescents and Adults

by Ann Streissguth

Mo of the patients with Fetal
Alconol SR/n rome or FetaI Alcohol
Ef SIFAE) described in the
med| caI rterature have been %/oung
chrIdren Only isolated case report
of adoles ents and adults have.
aoP ared. In't eMarch 1991 issue
0 eJournaI of the American
Med Cﬁ Association, researchers
from. the University of Washington
Medical School (in ‘collaboration
Wrth others from New Mexico and
Brrtrsh Cqumbra)pubIrshed the
first major study of the long-term
consequences 0 FAS

In this report, 61 patients are

described, who range in age from 12
0 40 years. Therr dverage a%e Was

around 17 years. Seven

percent of the sample v.'ere

American Indian, because the study

involved a follow-up of earlier
research carried out on several
Indian reservations in the south-
west. This report also included
patients referred to dysmorphol-
0gists for diagnostic evaluations.

Physical Features Less

Distinctive After Pubert

One rmoortant find Hn%was that the

Sysrea eatures of FAS are ess
nctrve after pubert}/ The faces
rt)atrents were n
charac eristic as they had been
in childhood.

Growth defrcrency or werrtTrht Wwas
not as remarkable as.in | aneX and
childhood, The majority remar ed
short an had mrcroceg ay sma
heads). This helps explain

Initial identif rcatron or éaersons wrt
this disability 1s more difficult as
they mature, and points up the
importance of early 1dentification,

Intel lectual Level Varied
Intellectual development was
extremely varied. Some patients
were ver7 mentally retarded and
others had norma rntelIrPence The
average Intellectual level'for the
atre ts with FAS was In the mildly
retar % range. Almost half of
them, however, had an 1Q of 70 or
Pove 8would not be technically
classified as mentally retarded.

This has important implications for
obtaining communrt eIvices.
Many pérsons wrt AS are not
automatrcallr( e r%]rble or programs
designed for the mentally retarded

Although the average academic

functioning of these patients'was

at the 2nd'to 4th rqrade level, some

did read and spell'at a 5th grade

level or ahove. In general, arith-

metic skills were the most limited,
ropahly repre entrng ifriculty
ith ahstract though

Imparred Adaptrve Functioning
Th 'f stud Xearne outsxstematrc
evaluations ofthe patients' level of
adaptive unctronrng In three skill
areas: daily living, socralrzatron
an communrcatron Th rs sub
grou(g) had an avera%ec ronologic
years hut their average
ag7e 0 ada trve functioning was at
-year leve

The group per formed best on darp/
living skills %at an avera e 9- ea
level) and most poorly o socrar
zation skrllf (at approximately the
b-year eve) Although one or'twg
Patrents had age- apgropnate dary
vrngeskrlls none w rea - aﬁ
riate In terms of social rzatro or
communrc tion skills. Even the
Patrents Wwho were not technically
etarded farIed to accomplrsh
several specific types of adaptive
behaviors such as: failure. to con-
sr er consequences of action, lack
ngopnate rnrtraﬁrve un[
Iveness to subtle social cues,
and lack of reciprocal friendships.

These frndrn?s underscore the
critical Importance of eeEr

adolescents with FAS'FA rn the
school setting. They certainly do

{continual onp. 7)



A FAS Success

Story

LANCE by Connie M oss, Anchorage, Alaska

He came into our lives when he was

just 24 hours old. That was 21 months
ago. He has changed our [ives in s
many ways. Most professionals ask us
How do you do it?" | was so thankful

when Dr. Streissguth did not ask me,
that during our phone conversation in

May.

When he blows me
kisses Iget a knot
inmy throat.

Lance has several medical problems,
let me name a few. He s diagnosed as
FAS, he IS a cocaine baby, he'ls micro-
ceIp alic , he has M ocIoncherks(a
orm, of Epil reuy hersstr on Pre-
gestrmrl apre ﬂested formula) due to
IS rumination, he is deveIoPmentally
d la dgat 21 months he s antron
ta 10 months Ieveg he has a
e ere Fller%y to all wheat ro ucts he
as a sleep Gisorder, and
nosed at b months as hyperactrve

But weéare ernotto dwell on the
ggatrv We are in the grocess of
ting him - an energetic, lovable
tod e have loved him since the
day he came to us as a foster baby at
oné day old. We are also adopting his 3
year old srster who is FAE, and also a
cocaine baby. She came to live with us
when she was 6 months old.

We laugh so hard
he forgets he"s angry

Lance Isa darl¥ chaIIenge but the love
gf brought to qur home is immea-

surable. The first time he said *ma-
ma’, he got hugged sotrPht hejumped
with surprise. Every milestone is
embedded in my mémory. To me he is
the cutest child"ever borh. When he
blows me kisses | get a knot n PI
throat. We've beenthrough the trench-
es together, and we have'survived

The reason we haye suqrvrved IS

Dr. Ann Steissqutn! Tne first real
information | recerved on FAS was al a
symposium in Anchorage. | must
admit ..hat when she stépped up on the
platform, I thought, “How can this tiny

woman in hertarIored suit know any-

thing about what | face daily?”

from the moment she opened h

mouth to speak, | was sPeIIbound She
was describing “my" children!

| took notes till my hand was cramped.
That day changed the way | dealt with
my children. | Credit our success with
Lange to her. After the symposium, |
read everything | could det my hands
on about FAS children, most of it
written by Dr. Strgrssguth It works,
It reaII vorks and T am much more
re axe and enco&r ar%red about the
future of my childre

We have provided tight structure in
our home. It(is of the utmost impor-
tance. Second is consistency in every-
thfrng possible. Third comes repetition.
In
one, because | am so Used to doing it
with the kids. Fourth IS teachin
(ogro rlate beh
round achi
“In your- face” .

VIOrS; No one wants
d) that IS constantly

He has learned
to say "'please’.

Aso, you must be an adyocate for your
chid “Cance is sezr weekly hy the
Anchorage Infant Learning Program,
once a week he ?oes to occupational
therapy and will'soon he starting
physical therapy. Al of these tilings
now come to US as second nature, but
it was really difficult and frustrating
In the beginning.

We have always been a family that
loves to laugh. Lance has provided us
with free entertainment. He just
recently “learned” to throw a temper
tantrurh from our younger foster child.

First he would kick, and fo éto lay
down. Then he learned toJay down
and scream, but forgot to kick, This
went on for several weeks, gdrfterent
variations) with Lance never quite
ﬂettrng it all together We laugh so

ard over this display that he forgets
he's supposed to be angry. It does ease
the tension.

In May we were faced with the
dilemma of pIacrn% Lance on Ritalin.
We had serious resServations about

2

gselfre eating things to every-

doing that. | made several phone calls
for advice and wound uo puttrn? ina
call to Dr. Strerssguth Was certain
[s)hew uld be too usy to speak to me,
ut | thought maYbe someone on her’
staffwould be able to take the call.

You can |ma§|ne rr]nrg surprise when |

actuall %vt ut through'to her It was
the mostwohderful experience!

| felt she trul vt undersﬁood how | was
feeling. She was so uplifting, so
encouraﬁnn /S0 warm and 50 heIPtuI
that | felt [tke | was ona"hrgh”ater
our conversation. We decided not to
put Lance on Ritalin, and feel very

con rdentwrth our decisign. | now have
%neéore strength to continue with our

Dr. Streissquth also rl;ave me some
excellent ideas on gefting Lance to eat
real foods. It 1s working, sowI but
surely. We are creatrn% in |m a
“desire” to eat. Herso}ere one small
hite at every meal. |f eeats It fine, If
he chooses notto fine. If he wants
another bite, we distract him and do
not orve it to him. He is now hecoming
Interested in more “bites”. This is In

just one week. |t has taken an

enormous burden off our shoulders
We were_heginning to wonder if he
would stil eonte ottle at age 18!
The honus Is that he has learned to
say the word “please”.

We have many wonderful stories |
could tell k/ou about our children but
let mejust end by tilling you this.
There Is a reasori for ouy Children
being in oHr lives and | have finally
realized, thanks to Dr. Streissquth.
that it is NOT to drive me crazy!



Fetal Alcohol Syndrome

by Sidney Helbock

When | First found out that | had the
symptoms of Fetal Alcohol Synarome |
was confused and angTy. | thought
that | was different ffom everyone else
and that | would be known fof what |
have. Since then | have learned that
the symptoms vary from individual to
|nd|V|du%|] It depends on dunnﬁ what
stage of the pregnancy the mo
drank, andth %moun/totealcohote
consumed.

lused to think
lwas different from
everyone else

mptoms is trouble
un erstaP{dS ¥1 ICinstructlons When a
teacher sh ows us  certain topic, | can
understand. Visual contact is a very
Important way of learnin f?r me,
Instructions sometimes coniuse me.
Following instructions is hard, When
I'm asked or told to do something (like
"take out the garbage") | won't
understand, or the words will get
mixed up in my mind;

Most of the time
Iworry a lot

Some other symptoms are; not bein
able to follow oral Instructions as well
as written ones (example - Teacher

%lvmg assignment mstructlons orally -
being a eto remember or follo
them correct ): not hearing exactly
Whatwas sajd'to me (example - M
ste ath erglvm me com and to do,
not hearing him_clearly, even In
the same room It S ||ke dont catch
spme Jvor s or phrases.); emﬂ]lm ul-
swe on oractmdonexute not
atb e( to focus on reafity if disaster
strikes.

Mostothe time | worr r%alot and
make pronlems seem | 055|b eto

handle. When 1 worry, | ma ke myself
sick. At school sometimes | get sick to

DECLARATION OFWAR

WHEREAS: Alcoholism is maiming an 1killing our loved ones, and
WHEREAS: Fetal Alcohol Syndrome is the number one cause of mental

retardation,and

WHEREAS: Fetal Alcohol Syndrome is TOTALY PREVENTABLE and
WHEREAS: We. can no longer stand idly by and watch our families and friends

decimated by this enemy,

THEREFORE BE IT RESOLED: that we, the undersigned, hereby make a

DECLARATION OF WAR

against alcoholism and Fetal Alcohol Syndrome, and,
BE IT FURTHER RESOLVED: that we, the undersigned,

‘CALL THE WARRIORS TO BATTLE".

Tins declai alinn was pnuhn «/hy tlic attendees al the Inthehum Feta! Ah uhnl Synth nine
Conference, in Indicium ®Washington on August 20,
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A letter from a 16year old

my stomach, or get a fever and feel
awful.

These symptoms are very small
comparéd to some symptoms I've

this sto help me
guide myself
and others

heard of. Some étfeo le find it

Imp 035|betob ieve when | explain
my prob em, since they can't see the
signs of FAS,

This letter is to help me gmde myself

and others. | want to help pe Rle learn

about FAS, help parents who have

kids who have it, and let other people

\k/)vho have It understand themselves
etter.

Sincerely, Sidney Age 16

The Battle to Protect
Qur Children

Are we not our ancestors' peoplf Were
our people not great warriors: \ /hen
an enemy threatened them did the
not come toget erand fight as one to
grotectthelr families? X oweturn
from our enemy tod t; hy do
shonor our ancestors by cowering
| e ocis In the face ofour enemy,
“alcoholism™? Can we not come
together as one to fight our enemy? An
enem who is Killing and dlsabhng our
dren. An enem){)w 0 has area y
k|e many of ourbrothers and
sisters. An enemy who has killeg most
ofour parents and even some of pur
9rand arents, NOW s the time for us
0 “Call churt\)Natrlrm{_stto battlea Let us
repare for battle. Let us prepare our
Rnn%ls our souls and our k?odlpes for the
?reatest battle of our lives...the battle
0 protect our children,

hy Virginia LeaderChargc
Presented > the Inchcliunt FAS
Confercnt.. August 20, 1091



Parents’ Support Group

Connecting with others who really ¢ understand |
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Adoptive Families and the "Search' Movement
How to Get the Medical Information You Need About your Adopted Children

by Sally Graves

| was watching my 18-month-old
randch{f1 %nn)é s0ap ubb?es in the

¥ar last month and rtoccurredto me
hat soap bubbles provided a visual

symbol fbr-the way-we-spread infor-

mation around arlong counselors.

{E/A%‘ﬂﬁ’lﬂ“ m m

Foster parents, adoptive parents,
caseworkers, theraﬁrsts birth’ arents
and teachers'all te d to move round
within their special "bubbles”, reflect-
Ing the area of interest closest to the.
100 often, our buhbles are closed and
they float past eﬁch other. Sometimes
they barely touc

and then bounce--—

away. Often theY are solitary and
never touch at all. But, when |
watched the toddlers playing wrth
their bubbles, | noLcecLsomethrngK
When you are working close to
someone else, the bubbles can stick
together and mergednto one br?
bubble, or rntec{;ra e into'a clyster with»
innumerable [ittle ones attached.

Forexam le, I'm an adoptive parent of
"special n eds" children. | also have
brolodrcal children. Y ears ago mﬁ
bubb focused oitmy kids and_t
ways that everyone in.our family was
afrécte éib y the dyn mrcs hata option
created for us. |ve ad to eam alot
A RA R Lo

r [ u
gh[dren bgcamea ults, we learned a
great deal about resources for
garchi l%Iout birth famr es (ethe
Search! Movement"). Now we are
connected wréh an w network Ea new
bubbleTroradult adoptees and irth
Parents that we barely knew existed
IVe years ago.

Recently | waS' speakrng with another

eXperoon
FAS, but had nor Jea how to be rn
askrn and searching f orbrrth arent
Infor atron "I Vguessl have(sohrrea
private detective™, she sighe

no, thatls not necessary," | assured
her. "Let me tell you a outWARM.,
anclthe triad supp%rt rouos and

the volunteer search consultants,..

adogtve pta]rern %hﬁthgg (hgﬁ%mgran A['Seattle, WA9 0174206) 767

— Qur bubbles had bumped a?arnst one
another and merged into a farger
bubble.WVe each Shared knowledg
and resources and were strength&ned
to work for change.

Birth ﬁarents need suPport in dealing
with the griefthey/fee about their

— children. Adoptive and foster parents
need to connect with birth . Rarent
information in order-Ja.do t err parent-
Ing jobs. Medical professionals need to
hear theexperiences ofthe parents
(adoptive, foster or birth dorn? the
‘actual child rearing. so t at Il of us
working with FASTFAE children can
do the best possible job.

These are some im ortant resources
fort ose rntereste in Dirth parent
searc information and support The
American do] ption Congress ACCQ
maiptahis.a " otrne fopthe urpo e
ofoferrn searc an ‘support referrals

2 . In Washington
State he affrlra ofAAC e
as rn ton Ado tron

Movem nt WA %‘) éntagnﬁm

WIARM (t 95
510

Sally Gravesisan adoptive parent in
Seattle, and co-coordinator of/he Adoptive
Parents Support Grorp ofthe,Seattle,
inrcrrapial FamrlyAssocratroh"Shc is

Continuing Education Departm entat the »
University of Wasldngfonr

Senate Authorizes $ Million Plus for FAS — Wl the Hi'—~g?

Senator Brock Adams: Activist

Brock Adams is one of the strongest

supporters of alcohol research in
eneral, and FAS programs in
articular, This past year he has

spearheaded significant legislation.

Adams has worked closelg with
Senators Tom Daschle, TOm Harkin,
and Edward Kennedy on S1306. Ong
oaI ofthrs Senate or LS to reor anize
Alcohol, Drug Abuse and ntal
eaIth Admrnrs ratron ADA
Adams recom- men ed
Instrtutes shou]d 0CUS more attgntron
S and other alcohol-related hirth
defects He named the University of
Washington in Seattle as a national
leader oT FAS research.

Adams obtarned auth? the

Senate for $2 mil on or the Centers
on Disease Control to begin a program
to assist states in FAS preventign,
evaluation, and improvement of data
on the number of infants bom diag-
nosed with FAS.

Adams made American [ndian overn
Ing units and agencies eligible to apply
for Federal grants. The areas covered
include a variety of mental health
services, demornistration pro&ects sub-
stance abuse prevention and treat-
ment projects, and community grants.

Adams incjuded /American Indians as
one of the focys groups for the_new
Office of Special Populations. This

5

r J Programs

office will develop and coordinate plans

to revent substance abuse and

Hrenta llingss, and to counteract
scrimination.

Now it is vrtal to et the House to keep
the same level of ? rogrratrons or

S In their cooresponding versions of
these bills. Time is of the €ssence! Let
the House members know how you
feel, or send your letters of support to
Senator Adams. 915 2nd Avenue,
Seattle. WA 98104



NO FA S- Healing the Broken Cord
New Organization Dedicated to Eradication of All Alchol Related Birth Defects

The first annual meeting of the
National Organization for Fetal
Alcohol Sy rome (NOFAS) wall be
held in Minneapolis on October 21-23,
1991, The conference, titled "Healing
the Broken Cord", will feature Rodngy
A. Grant from "Dances with Wolves",
Grant will sPeak on how to focus on
healing the Indjan community as a
whole."The conference Is coordinate

by the American Indjan Institute o
the University otOkIahoma Each

Pre{entatron Wall be f o wed by a
al gcrrcesessron by a
trained facilitator

Contact sponsor Pattr Mt,r,nt"er at ’6202)
185-4585. NOFAS, 1815 "H" St. NW

Suite 750, Was! , DC for information

— or the conference coordinator for the

American Indian Institute, University
of Oklahoma at (405)325-4127.

NOFAS has been organized with
specific goals and objectives.

* To reduce the rate of alcohol related
hirth defects in the United States

An Adult Has Been

by Diane Davis

An adult with FAS is often a child in
an adult bod%/ Ph srcalI hat bodr{
agioear 0 be ompeteynorma
or It can have definite malf ormatrons.
The range 1S wide, as is trueo what
tasks th se adults can eﬁsr perform,
how much information t ;ycan retarn
how weII they can manage even the

simplest of daily |rvrn% skills. There IS
ﬂreat variety In ow& e%res ond to
e world s craII and emotionally.

Some common actors are;
-Thelr academic skjlls are Irmrt(ed
-They have poor| udgement and little
conce to what IS ”?n ht or wrong.
They are often victi sbecause
others take advantage of them.
-They have little or oabrlrt for
han |rng money appropriat
g avean?rmal sex driv
butlrtte rno rmg se contro and a
limited ability (if any) to care for a
chrld ofth
Ymay become de ressed and
rsola ed gasily, and few have normal
friendship patterns with peers,

elr own.

through increased public awareness
and education,

» Toestablish
an annual confer-
ence on FAS/FAE
arme primarily at
the In ran commu-
nrtgw ich wr
ddress medical

educational and
communrty ISSUes.

» Toassjstin the Promotron of pre-
ventative educa lon and communrty
empowerment throu % a media
campaign aimed at the Indian
community.

« To train health care professionals,
educators and community members
In issues of FAS/FAE and address-
rng thce Ispeghalrzed needs of FAS/

Promotional materials from NOFAS
further exRIa,rn the factors that
motivate their organization.

In our socrety there is the expectatron
that adults ,tho look “normal” will act
like adults not chrldren There IS very
Iittle tolerance for th Wgeo acting

out that FAS/FAE adults may do.

Because they are like chrldren these
adults need primary caretak ers who
can Iookaterthem Thehy need to o e
protected. They need corfsistency and
routrne especralI%/ Ina hOb setting.

They need tasks hatt ey can succee
at, and bosses and other aduIts who
are patient and understanding.

Provrdr suPervrsed socral actrvrtres
IS also important, O

children and adults exceI rn rt Music
and certain sports Activity provides a
valuable outlet and brrnﬁ sfun Into a
life that can be frustratiig and lonely.

Adequate medical/dentali care IS
another area ofi rm ortance Just as
oun cr ren ontawa%/s know that
hey nee a doctor's attention or that it
IS trme for a dental or eye examination,
neither do FAS/FAE adults. They

6

FAS/FAE is the leading known
cause of mental retardation. It can
be prevented. I women didn't drink
when pregnant there would not be
another case of FAS.

Recent data estimates that 2.7 out
ofevery 1,000 habies bom in this
country are afflicted with FAS/FAE,
and In some Indian communities

one out r abies bom are
atfecte aco ol, Menta retarda-
tron low [Q, organ d sunctron and

hyperactivity are JUS some of the
problems these childr en must bear.
—all are Irreversible

Alcohol related hirth defects are a
natjonal problem and require a
national program that will provide
all women and families access to
Information on alcohol and renata

ﬁeforthe health and r? [h elr.

dren. NOFAS wil estab

centraI source of information on
FAS/FAE prevention, intervention
and treatment.

Diagnosed as TASor FAE- Now W het?

need responsible others who wi. follow
through with seeing that they get to
their appointments;

Counseling that has just begun to
become available for FAS/FAE affected
children a:.d their families. Some
times,the family needs strengthening
emotronaIIy before it can be rn to
a a tto thie changes thatn ed to e
ade. Parents and siblings. az need
to open up and express therr ling
disapp orntments fears an rustra
tions. T ey may need to_become more
ﬂucated out FAS/FAE, Affected
ldren_can also benefit from coun-
seIrng? They can be introduced to
specific, coricrete ideas and ways of
ealing with things.” They also can
respond In a positive way to the one-
on-one attention and a person who can
eob,ectrve and 9rv them the
emotional support they need.

Diane Davis is a therapist in private
practice. She specializes in issues related
to ihenncal dependency, FAS and FAE.
She can he reached at (2U6) 323-9097.
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Fetal Alcohol Syndrome in Adolescents

and Adults. A. P. Streissguth.J. M. Aase,
Clarren,S.P. Randels, R. A. LaDue,

D. F.Smith.Journalofthe American

Medical Association. April 17,1991,

Vol. 265. No. 15.pp. 1961-1967.
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Oct. 18, 91 Wash.
State School Directors
Assessment Commit-
tee. Presentation on
FAS/FAE by Sandra
Randels and Heather
Carmichael-Olson.
Cindy Lonnborg.

.program coord. (206)

Oct/21.91 (+ Every' Y
other Monday 14-
evening) Seattle
Parent's Support
Grcup.Call Roberta
Wright at (206) 546-
6226 tor location and
more information. All
parents/other-care-
ivers are wecome.
roups are forming

in othey agpas,
Oct. 21,91 (+Every

.Monday) 6-7:30 PM

Grandmothers-Group.
at Central Seattle Re-
covery Center/1401
E. Jefferson - third

.01

FASisachd
asfortrea%a et ol

sLe Bydegg.

veanndeadfferae %I&wm fem'fe
S
i . ]

CenMAaven  BdleK Rsrtdoom sa%loes'[hs [fgoi
SdIyGaes Jackie el hegeenwitiout.
VeraQulven adi\e partiapetion

(}rdml—latw Rd<Tege adadocy. G

oA ARV . o

rg yourae otetam
dfotThsisvtd!

floor. Free child care e
provided. Call Connie
Gaines (206)322-
2970 for more info.

Oct 23,91 (+ Every
Wed. from 1-2:30

PM) Support Group for'
Grandmothers/Care-
givers of Alcohol/Co-
caine Affected Child-"-:V
ren (Columbia Health:
Center, 4400 37th
South, Seattle) Call:
Gwen Browne (206)
.296-4650

Oct. 21-23/91 The v
First Annual Meeting "
of the National
Organization for Fetal
Alcohol Syndrome
1‘(NOFAS) is planned
or Minn, MN. "Healing
the Broken Cord".
Contact sponsor Patti
Munter, [2021785-
4585, NOFAS, 1815

" *H* St. NW, Suite 750,
Wash., DC for info, or
American Indian Insti-
tute, University of

AK A8 (1

Oklahoma, (405)325-
4127.More on p.6.

Nov. 1,1991 FAS «'
Conference. Educa-
tional Service District
189. Speakers Sandra
Randels,.Donna
Burgess, and Marceil
Vadheim! Call-Karen
Small (206)424-9573,
205 Stewart Rd:, Mt. s.-
Vemon, WA 98273. -

Readers are Invited to «
Nov. 15-16,91", submit events ot interest tor
Conference on’"Pre- publication in’Coming
natally .Exposedto * .Events’ as a community
Alcohcl & Druas: serv_lcei Pub!jlcatlon dottes
Medical, Psychosocial, ~ hot imply endorsement..
& Educational issues gﬂeﬂltttl% P\)\?A ggfoazgz,
for the Child, Family & '
Community". Contact
Donna Nlmec MD at’
Children's Hosp J303) =
861-8888,1056 E.
19th Ave., Denver, CO
-80218. Speakers [
Sandra Randels,./’-
Donna Burgess, and
Robin LaDue:

Dec. 11-12,91 Casey
Family Program Train-
ing Conference-FAS

*Workshop. Speakers:
Sandra Randels,
Heather Carmichael-
Olson. Contact Mary
Liz Callan, Conf.
Coord., (206) 448-
4620,2033 6thAve.
(Suitel 100), Seattle,
WA 98121-2536
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