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Sobering Look
At Alcohol and
Pregnancy

Doctors Face the Facts
On Drinking’s Effects

By Barbara Vobejda
Washangean Post Stat! Weiter

The misshapen face of a child with
fetal alcohol syndrome stares down
from a grojector screen at a roomful
of ‘medical students. Their lecturer,
Thomas Pinckert, opens the course
at Georgetowm University’s School
of ‘Medicine with 2 message as so-
bering as the image behind him,

“More than spina bifida. More
than Down'’s syndrome. More than
anything you're going to learn
about. , .. This is a preventable
cause,” he said. “But look! It is the
most common known cause of men-
tal retardation.”

For most of these students, Pinck-
ert's lecture last week was the first
detailed exposure to the set of dev-
astating birth defects caused by
drinking during pregnancy, George-
town is only the second medical
school in the country to offer such a
course, which will be held over eight
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But for those who have tought for
years L draw attention 1o fetal alco-
hol syndroine (FAS), the course is a
long-awaited signal that the nation’s
medical establishmient has begun to
take the issue seriously, Northwest-
et University will begin offering
the curriculum this fall and 16 other
medical schools are asking for help
in sctting up similar courses.

There are also other reasons for
optimism: Federal funding for FAS re-
scarch and prevention is rising; a bill
to help state and local governments
address the issue is pending in the
Semate: and celebrities such as singer
Bonnie Raitt have drawn attention to
the problem through televised public
sorvice announcements,

1t has been a frustrating crusade for
advocates like the National Organiza-
tion on Fetal Alcohol Syndrome, who
have seen massive media attention de-
voled to cocaine-damaged babies but
slow recognition of the tragic effetts
of alcohol. Their efforts have been
complicated, they know, by a culture
that views drinking as an acceptable,
often integral, part of American life.
© “| think a lot of” specialists in ob-
stetrics and gynecology (ob-gyns) “if
they saw a pregnant patient with nee-
dle marks on her arm or cocaine on
her nose, would have little hesitancy
{n addressing thosc issues,” said Patti

" Munter, exccutive director and found-

er of NOFAS, “But if it's having a

glass of wine with dinner, there is just |

2 whole different dynamic. . . . | have
fricnds who are pregnant now, who
arc going Lo the best ob-gyns, who are
still being told if they need a couple of
glasses of wine to refax, go ahead.”
While attention to fetal alcohol syn-

droine has grown, it remains a serious
public health issue. Estimates on the
incidence of the syndrome vary. rang-
ing {rom 4,000 to 8,000 babies born
each year. The effects of alcohol on a
fetus increase with the level of drink-
ing, so the most serious cases are as-
socialed with the heaviest alcohol con-
symption. )

. As many as 55,000 babies are born
cach year with fctal alcohol effects, a
less serious grovp of birth defects also
cused by drinking during pregnancy.
A study published by the federal gov-
ernment put the annual cost of treat-
igg fetal alcohol syndrome birth de-
fects at $1.6 hillion.

»The symptoms of fetal alcohol syn-
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drome include daniage 1o the central
fervaus systeni, facial malformations,
developmental delays, maladaptive be-
havior and mental retardation.

“There are very significant patho-
logical changes m many of these chil-
dren.” Piackert told his students last
week. "No amount of physical therapy,
no amount of occupational therapy wil]
change it. They didn't ask for it, but
they're stuck with it.”

Diane Malbin, the mother of a 14-
year-old girl with fetal alcohol effects,
argues that much can be done if par-
ents and teachers learn new methods
of working with the children. :

“We're not making the kids all bet-
ter, but we're making improvements,”
said Malbin, who is a clinical social
worker ia Portland, Ore.

Malbin was a “chronic, late-stage”
alcoholic, she said, but knew nothing
of FAS when she gave birth to Ariel.
Later, as a graduate student, she real-
ized why her child was having academ-
ic and emotional problems,

“She basically decided she couldn’t
read. . . . She was getting extremely
frustrated, feeling bad about herself,

.. exhausted, with headaches,” said Mal-

bin, now 3 recqyered alcoholic.

Eventually, she enrolled Ariel ina
- “school where students are'taught ina -

hands-on, experiential approach. Her
daughter is enjoying learning for the
first time. ‘

Kathleen Tavenner-Mitchell, a si-
Hospital in"Mohtgbriery Cotinty, said
most teacherd and ‘Counselors are ig-

norant about FAS and, as a result,

many children diagnosed with learn-
ing disabilities or attention deficit dis-
order may be suffering from fetal ex-
posure 1o alcohol.

Still, she is encouraged by the
growing interest from medical
schools.

After the class at Georgetown last
week, Pinckert said he was ap-
proached by two other physicians,
both urging that interns and residents
al the medical school be lectured on
FAS.

“The overall consensus is that may-
be we don't do as good a job” inform-
ing future doctors about the problem,
said Pinckert, who directs clinical ge.
netics at Georgetown’s Medical Cen-
ter.

Pinckert echoed Patti Munter's
concern that, while the medical com-
munity recognizes the risk for. chil-
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dren born to “heavy doinkers, many
doctors may still be telling thewr preg-
uant paticnts that occasional drinking
is okay. Because there is 1o rescarch
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showing what level of drinking is safe.

he said, the best advice doctors can
give their patients is to abstain com-
pletely while they are pregnant.
Anthony R. Scialli, a Georgetown
teratologist, warned the studeuts that
the problent was not going to disap:
pear quickly. Drinking is common—
the federal Office of Substance Abuse
Prevention estimates that 66 percent
of women drink during pregnancy.
And Scialli told the students they inev-
itably would have patients come (o
them worried because they had con-
sumed low levels of alcohol while
pregnant. “Without saying drinking is

okay,” Scialli told the students, “it is |

reasonable to say. ‘Don’t anticipate an
adverse effect.” *

The heightened medical attention
to the issue may be due in part to in-
creasing federal funds for research

and prevention, a figure that hit near~

ly $12 million in fiscal 1993. But, said

Laurie Foudin, director of the alcohol .
....and pregnancy program at the Nation- |
al Institute on Alcohol Abuse and Al-

" coholism, “we’re still behind.”

“Compared to crack babies, it's
been very slow,” Foudin said of the
country’s response to FAS. “Partly

because jhe ypédia kas givep tremen-
: dous attention to drug expo'fed' babies .

. . . and because alcohol is a legal drug”
. . . there's not been the realization of

the devastating consequences of fetal

alcohol syndrome.”

Munter, who founded NOFAS four
years ago after witnessing the prob-
lem in ber work at a South Dakota In-
dian reservation, recognized the need
to improve awareness among young
doctors,

With funding from the Joseph P.
Kennedy Jr. Foundation, and help
from a Kennedy family member, Wil-

liam Kennedy Smith, a medical rest-

dent at Northwestern Memoria) Hos-

pital outside Chicago, NOFAS began |

working wilh physicians to develop a
curriculum to offer to medical schools
around the country.

“The hope is if you can hit people
like doctors, you'll have a trickle
down, then you have the potential for
them to influence other groups,”
Smith said.
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THE WHITE HOUSE
WASHINGTON

NATIONAL FETAL ALCOHOL SYNDROME AWARENESS DAY

February 2, 1994

My warmest greetings to all who are recognlvlng National
Fetal Alcohol Syndrome Awareness Day.

As our nation strives to create a healthier aoc1ety, we are
becoming increasingly aware of ways to improve our well-being and
that of our children. Part of this awareness requires us to ensure
that as parents, we understand the consequences of our actions and
" the profound responsibilities of parenthood. Moreover, expectant
mothers and fathers must know the dangers associated with alcohol
during pregnancy. Medical research over the past two decades has
made it increasingly obvious that alcohol consumption during
pregnancy should be dramatically limited.

We now know that drinking as little as two alcocholic beverages
a iay during pregnancy may cause fetal alcohol syndrome, inflicting
irreversible physical and mental harm upon the fetus. Infants born
with FAS may suffer heart defects, stunted growth, and lower than
average intelligence. While FAS can be prevented, as many as four
out of every 100,000 newborn babies in this country suffer its
terrible effects. Increasing public awareness of FAS is vital as we
seek to educate expectant parents, prevent the disease’s occurrence,
and promote care for its victims.

I am pleased that Members of Congress are working to inform
the public about this disorder and to stop its spread. Their
efforts show a genuine dedication among public servants to educate
constituents and to help the next generation of Americans. I look
forward to working together in the months to come as we strive to
prevent fetal alcohecl syndrome.

Hillary joins me in saluting everyone working to fight FAS
through patient care, research, and education. Best wlshes to all
for a successful campaign. ‘
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Lawmakers wage war on FAS

By Bunty Anquoe
Today Washington Bureau

WASHINGTON — Lawmakers have stepped up
their efforts in the battle to end Fetal Alcohol
Syndrome.

Fetal Alcohol Syndrome, known as FAS, are irre-
versible mental, physical and emotional birth defects
afflicting children whose mothers drink alcohol dur-
ing pregnancy. Fetal Alcobol Effect, or FAE, is a re-
tated disorder with similar, but less severe problems
than individuals with FAS.

Sen. Tom Daschle, D-S.D., and other Jawmakers
last Wednesday reintroduced legislation to create
comprehensive public education, prevention and re-
search programs within the Department of Health and
Human Services to reduce the incidence of the dis-

Thc bill would

| Inivate a coordinated
education and public aware-
ness campaign to be conduct-
ed by several department
agencies.

I Establish grant pro-
grams to help state, local and
tribal governments, as well as
scientific and academic insti-
tutions (o support research into
the causes, treatment and pre-
vention of FAS and FAE.

M Distribute diagnostic information to health care

‘and social service providers.

B Establish an interagency task force areong ail
federal agencies that conduct or support FAS/FAE re-
search,

Sen. Daschle, a longtime FAS activist, said thz
public education component of the bill is invaluable
because many people don't realize the dangess of
drinking while pregnant.

‘Thc Office for Substance Abuse Prevention esti-
matesdbxaexasmanyas“pememd of all :‘m;rdnﬂ
while they are pregnant, en angering their infants’
health and pusting them at risk of being born with
FAS or FAE," he said,

The Natiosal Council on Alcohelism and Drug
Dependence has reported that the number of women
who believe il is safe to consume Up to three drinks

Please see FAS/A2
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FAS: education is the key

FROM A1

per day while they are pregnant
may be as high as one-third.
The toll on the cost of reatment

is estimated to be more than $1.5 -

million per individual over a life-
time, according to council figures.

About 5,000 children are born
each year in the United States with
FAS — approximately one out of
every 750 births, according to a re-
cent U.S. Surgeon General report.
Almost 50,000 babies are born
cach year with evidence of Fetal
Alcoho! Effect.

FAS has been documented in
most countries, among all races
and all socio-economic groups. Its
incidence is particularly high in
Indian country where alcoholism is
a major problem.

The rate of FAS among Indian
people is about 30 times higher
than the general population, ac-
cording Indian Health Service est-
mates.

"This mcans that one in 99
Indian children will be denied the
opporiunity 10 learn and grow as
they should."” said Sen. Ben
Nighthorse Campbell, D-Colo.. a
co-sponsor of the bill. "“They will
be denied the opportunity to live
their lives with healthy bodies and
independent spirits and this nation
will be denied their contributions
to socicty...If my mother had been
the drinker that my father was, |
could have had FAS myself."

Further studies have indicated
that the rate reaches as high as one
in four children born with alcohol
effects on the Pinc Ridge reserva-
tion in South Dakota.

The Centers for Disease Control
estimate than more than 8,000 al-
cohol-damaged babies are born
each ycar, making FAS the leading
cause of mental retardation at birth.

"The effects of FAS and FAE
never go away,” Sen. Campbell
said. "There is no treatent or cure
for this birth defect. But this condi-
tion is 100 percent preventable. It
docsn’t have to happen at all. The
message is simple.. If you are preg-
nant, protect your baby and don't

drink alcohol.” .

Physically, FAS babies are
small and develop slowly. They of-
ten show facial abnormalities such
as wide-set eyes and a flattened
nose bridge. Major organ systems
may be malformed and these ba.
bies usually have abnormally small
heads and brains.

Psychologically, FAS babies
have low intelligence levels, leamn-
ing problems, poor coordination,
short attention spans and behav-
ioral problems.

Rep. Bill Richardson, D-N.M.,,

and chairman of the House

Subcommittee on Native American
Affairs, is a primary sponsor of the
bill's House version.

“Fetal Alcohol Syndrome is a
frustrating problem in our society
today,” he said. "It is completely
preventable. Very simple. No alco-
bhol, no birth defects. It sounds like
it would be easy to eliminate this
problem, but it's pot."

He said the incidence of FAS
and FAE in his state is two to five
times higher than the national aver-

age. :
"The bill is an important step in
the right directiolT towards elimi-

nating this problem,” he said. "The .

bottom line is that we must get fed-
eral funds to the areas that count
— 10 schools, to community health
centers and to clinics. In those

places, the funds can be used to
spread the word about the dangers
of consuming alcohol during preg-
nancy.”

Rep. Joe Kennedy, D-Mass.,
has been active in the issue for
years. He said the money invested
in prevention will eventually save
millions for taxpayers.

The Centers for Disease Contro}
estimate that the total cost in terms
of health care and social services to
treat all Americans with FAS is
close 1o $1.6 billion each year.

"By just providing tens of thou-
sands of dollars, using money to
send a nurse to go to high schools
and talk about this, a little action
can go a long way to eliminate this
terrible disease,” he said. "This
coum:r{ spends about $11 billion 0
$12 billion each year on the war on
drugs, but alcoholism affects al-
most every family in America. It's
the number one addicting drug in
America."

The bill does not ask for a spe-
cific dollar amount, but Sen.
Daschle said. “there's no reason
why we can't find the money to get
these initiatives started.” He said at
least $80 million is hoped for to get
the bill's programs off and running.

Rep. Connie Morella, R-Md.,.
said the bill will more than pay for
itself ip the long run.

"It will reduce medical costs,”
she said. "We have to look at cost
reduction through prevention.”

Patti Munter, president of the
National Organization on Fetal
Alcohol Syndrome, said public and
medical education about FAS and
FAE is critical. -

"“The dangers of FAS are not
being taught in this country,” she
said. "Not even at many medical
schools.”

Her organization is spearhead-
ing a public awareness campaign
and has helped 1o establish the first
curricula to teach medical students
how to properly diagnose FAS at
the University of New Mexico
Medical School and Georgetown
University Medical School.

© 1994 Indian Country Today
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1o provaide comprehensive community based training in
the prevention and treatment of ARDD.

—To increase ARDD awareness and knowledge
among health and education professionals and
community members and leaders.

—-To identify, assess risks, and track
pregnant women who are at risk for ARDD .

-To train health professionals and Community
Health Representatives (CHR) in

\ h"““f identification and management Of AKDD.

~To provide community based training in ARDD

o for women of child bearing age and their

O‘F Aleshol - ﬂt[dzd- &VLYM“&{ spouses and their familjes.

Disabilihes™ Project

G I

G IIX

¢ 1Iv

-To train education professionals, including
Head Start, infant, and toddler programs, in
recognition and referral of ARDD.

2

" To provide training for mémbe:s of the Community

Response Teams that will enable them to be fully aware

of and actively involved in ARDD surveillance.

~To refer children at-risk for ARDD for
surveillance and clinical evaluation.

-T0c assist families at-risk for ARDD to
access the services that are available
through the surveillance and tracking
system.

~-To identify and assist all women, at-risk
for giving birth to an infant with ARDD, in
finding appropriate support services and
treatment. *

To train Community Response Teams to be the primary
community contact for the coordination of
interdisciplinary educational interventions for
children with ARDD. ‘

-~To coordinate the education resources
for children with ARDD.

-T¢0 make available information on referral,
curricula, and other resources for agencies
and organizations involved in services for
children and families with ARDD.

-To coordinate case management services for
children with ARDD in the community.

~To coordinate transition services for
children with ARDD in the community.

To provide a system of follow—up and tracking on the
inter-disciplinary needs of children with ARDD.

~-To provide inter-disciplinary services to
ARDD children and their families in the
tracking system.

-To provide a community based resource center
for persons working with children with ARDD.
-To provide support for infants and children
who are receiving services through PL 99-457.
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Fetal Alcohol Syndrdme

in Adolescents and Adults

Ann Pytkowicz Streissguth, PhD; Jon M. Aase, MD; Steriing K. Clarren, MD:
Sandra P, Randels, RN. MSN; Robin A. LaDue. PhD; David F. Smith. MO

Fetal alcoho! syndrome is a specific fecognizable pattarn of malformation.
Maniestations in 61 adolescents and adults suftering from alcohol teratogenesis
are presonted. Aher puberty, the faces of patients with fetal alcohol syndrome or
fotal alcohol effects were not as distinctive. Patients tended to remain short and
microcephalic, afthough their weight was somewhat cioser to the mean. The
average IQ was 68, but the range of IQ scores widely varied. Average academic
functioning was at the second- 1o fourth-grade levels, with arithmetic deficits
most characteristic. Maladaptive behaviors such as poor judgment, distractibil-
ity. and difficulty perceiving soclal cues were common. Family environments
were remarkably unstable. Fetal aicohol syndrome s not just & childhood
disorder; there is a predictable long-term progression of the disorder into adult-
hood, In which maladaptive behaviors present the grealest chalienge to

management.

FETAL alcoho! syndrome (FAS) now is
recognised gs the leading known canse
of mental retardation in the United

States,’ ing Down’s syndrome
and spina bifida %ver 2000 scientific
reports have how appeared, eonfirming
that aleohol is a teratogenic drug caps-
ble of producing lifelong dissbilities af-
ter intrauterine exposure. Fetal alcohol
syndrome does not include all individ-
uals affected by aleohol in utero, but
" rather it represents the severe end of
~ the continuum of diszbilities caused by
maternal alcohol use during pregnaacy.

£rom v Oapartments of Psychually snd Behgviors!
Scerces (Ors Strewaguin ond LaDus and Mg Randels)
8nd Podistrcs (Dr Clamen), Chiki DeveiopensmMvenial
Retsrogpon Certer and the AlcoMolam end ng
ADuse iraRAs of Bis Urewtredy of Washington Medical
School, Seatie: and e Deparment of Pediatrics, Unk
ety of Yancounar, Britieh Columbia (Or Sman). Dy
Adde 3 in prvane DrBCHOS in AluoUSraus, NiM. .

Reprrt eouesis 10 Oepiroment Of Peychisty and
Berwaonal Scencas. G3- 20, Ursversity of Washington
Sehool of Medicme, 2707 NE Baksiey, Seame, WA
98195 (U Sreasgutn).

SAMA, AHH 17, 1991 VoI 265, No. 15

.

JAMA. 1991265:1961-1967)

Feta! alcohol syndrome was indepen-
dently identified in France’ and the
United States.™ Most of the patients
described have been infants or young

. children.® What the physical and mental

manifestations of the syndrome in sdo~
lescents and adults are has remsained an
important unanswered question. Al
though isolated clinies) reports of alder
patients with FAS have appeared,*” 52

well ag follow-ups of primarily pread-
olescent children,*” to our knowledge

this is the first systematic followup
study that has examined adolescent and
adult manifestations of this important
cause of developmental disabllity. Some
data from this overall project have been
mentioned in the literature.®
METHODS

Patients who had been previously di-
aguosed as having FAS were eligible for
this study if they were 12 years or older
at the time of follow-up. Patients with

1961-1967

Copyright 1991, American Medical Association

Foal Alcohol Syndrome — Streissguth st al

2824666456

'

posaible fetal aleohol effects (FAE)
were seen &s time permitted. Approxi-
mately half of the sample was elinieally
sscertained (patients of AP.S,, S.K.C,,
or D.F.S.) The rest were identified
through an FAS sereening study on four
Indian reservations.” Original diagnos-
tic examinations were conducted by
three of us (J.M.A., S.KC.,,D.F8)aor
our coworkers,

Fetal aleohol syndrome was diag-
nosed when patients had g positive his.
tory of maternal alcohol abuse during
pregnancy and (1) growth deficiency of
prenatal origin (height and/or weight);
{2) s pattern of specific minor anomalies
that included s characterigtic facles
{generally defined by short palpebral
fissures, midface hypoplazia, amooth
snd/or long philtrum, and thin upper
lip); and (8) central nervous system
manifestations (including microcephaly
or history of delayed development, hy-
peractivity, attention deficits, learning
disahilities, intellectual deficits, or sei-
zures) ** Patients exposed to alcohol in
utero with some partial FAS phenotype
and/or central nervous system dysfunc-
tion, but without sufficient features for
a firm diagnosis of FAS or strong con-
siderstion of any alternative diagnosis,
were identified ss “posaible FAE” for
these analyses. ‘

The follow-up examination occurred
for the most part between 5and 12 years
after the original disgnostic examins-
tion and was conductted by three of us
(A.PS., S.PR,, and R.AL) It con-
gisted of an intellectua! examination
(Wechaler Adult Intelligence Scale—
Revised or Wechsler Intelligence Seale
for Children— Revised™"), an academic
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Daschle hailed for FAS work

By Bunty Anquoe
Taday Washingion Bureau

WASHINGTON — One more
child bom with birth defects caused
by mothers who drink alcohol dur.
ing pregnancy is one (00 many,
says Scn, Tom Daschle. .

The South Dakowa Democrat is
deteimined 0 stop the risiug inci-
dence of Fetal Alcohol Syndrome
— the nation’s leading cause of
mental retardation. He has spon-
sored scveral pieces of legislation
providing prevention programs for
pregnant women and treatment for
children suffering from FAS.

Most recently, -the Senate
Appropriations Committee, at the
request of the senator, approved a
$3 million rescarch and prevention
program o be administered by the
Centers for Disease Control in
Allanta, Ga.

“This $3 million Tor the (pro-
gram) represents a $1.3 million in-

crease over last year's funding and -

will help us combat the wagedy of
FAS on our reservations, in our wr-
ban arcas and rural communitics in
South Dakota,” he said.

Fetal Alcohol Syndroms and its
milder foon, Feual Alcoho!l Effeet,
are irreversible menwl, physical
and emnotional birth defects that are
caused by the use of alcohol during

gnancy.

Physically, FAS babies are small
at birth and develop slowly. They
often show facial abnormslities
such as wide-set eyes and a flat-
tened nose bridge. Major organ 8ys-
tems may be malforined and these
babies usually have sbnormally
smgﬂ heads apd brains.
Psychologically, FAS babies have
low intelligence levels, learning
problems, poor coordination, short
atiention spans and behavioral
problems.
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At least 5,000 infants are born
each year with FAS — approxi-
mately one out of every 750 births,
sccording to & recent Surgeon
General repont. Almost 50,000 ba-
bies are born each year with evi-

“dence of Fetal Aicohol Effect.

.FAS has been documented in
oSt countries, ainong all races and
all suciv-economic groups. It's incis
dence is particularly high in Indian
country where alcoholism is 8 ma-
jor problem,

The rate of FAS among Indian
people is sbout 30 times the rate
among whites, according 1o recent
Indian Health Service estimates.
Funher studies have indicated that
the rate reaches as high as one in
four children bom with alcohol ef-
fects on the Pine Ridge reservation
in South Dekoua.

The National Organijzation for
Fetal Alcohol Syndrome recently
honored Sen. Daschle for his dedi-
calion 1o combating the disease.

Patti Munter, organization presi-
dent, said Sen. Daschle has been
"titeless” in his elforts.

"His early and comnmitied sup-
port has made a critical difference
in allowing NOFAS 10 continue ils
work,” she said. "His outstanding
leadership is invaluable.”

Sen, Daschie said his commit-
ment to the issue is heartfelt and
petsonal.

"It's been important o me be-
cause it affects whe lives of so many
neople, especially in South

akota,” he said. "It's the single
biggest cause of mental retardation
and it's still a problem that we have
yet to address comprehensively in
national policy and [ think it nceds
io be Sz:lcn the kind of nauonal pri-
onty it"deserves, Fetal Alcohol

Syndrome is a tragedy that is com-
pletely preventable, but only if we
get help to the women who need it”
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The senator also sponsored leg-
islation to fight FAS that permits
coverage of residential alcobiol and
drug treatment for pregnant women
under the {cderal Medicaid pro-
gram, -

Ms. Muntes siressed the impor-
ance Sen Daschle’s work.

“FAS babies du- not get better.
‘There is so cure and their physical
and mental problems last a life-
lime,” she said. "We could elimi-
nate this No. | known cause of
mental retardation in this country if

we educate women about the dan- |

gers of drinking while pregnant.”
- Her organization is spearheading

» ay . .
a ualional public awareness cam-

paign with the simnple message, "A

few drinks can last a lifetime, If .

you are pregnant...don't drink.”

The group is also planning out-
reach through the medical commu-
nity. Recently, the University of
New Mexico Medical School, in
conjunction with NOFAS, devel-
oped the first curricutum 1o teach
students how to properly diagnose
Fewl Alcohol Syndrome. -

Georgetown University will also

swart teaching a similar curriculum .

in the spring of 1994,

———

- - -
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Fetal Alcohol Damage Found to Persist
Many Physical Deformities Disappear but Emotional Problems Go On

Assacited Press

LONDON., April 7-—Babies born
with fetal alcohol syndrome suffer
long-lasting brain damage, though
many physical deformities diminish
over time, according to a 10-vear
German study.

Doctors have suspected that fetal
aleohol svndrome—a condition as-
sociated with exposure to alcohol in
the womb—-causes chronic emo-
tional and intellectual damage, But
few scientists have traced affected
childeen from birth to adolescence.

Fetal alcohol syndrome, which
strikes one or two babies in every
1.000 live births worldwide, de-
scribes a collection of features in-
cluding a small head, stunted
growth and delayed mental devel-
opment. Doctors do not know the
precise level of alcohol that dam-
ages the fetus.

The new study shows that al-

Ad Fainw M 7.1993

though many of the physical defor-
mities disappeared with age, an ar-
ray of emotional disturbanzes per-
sisted, said Hans-Ludwig Spohr, a
pediatrician at Rittderg Hospital of
the German Red Cross in Berlin.

The study is published in the
April 10 issue of The Lancet, a Brit-
ish medical journal.

“This is an important study to
document what's been reported
anecdotally,” said George Brenna-
man, a pediatrician at Johns Hop-
kins University in Maryland.

Brennaman is associate director
of the Center {or American Indian
and Alaskan Native Health. Fetal
alcchol syndrome is two (o three
times as common among American
Indians as it is in the general pop-
ulation,

Although some doctors say wo-
men can safely have one or two
drinks a week during pregnancy,
Brennaman said he recommends

abstinence because the evidence is
inconclusive,

German investigators traced 36
boys and 24 girls born with fetal
alcohol syndrome between 1977
and 1979,

Doctors examined and scored
babies according to the extent of
physical and neurological damage
shortly after birth and again about
10 years |ater.

In infancy, 45 percent were mild-
ly affected. 30 percent moderately
and 25 percent severely affected.

All of the children, even those
severely deformed, eventually
achieved normal weight and height,
Microcephaly—an abnormally small
head—persisted in 65 percent of
the children, sgid Spohr.

Although two-thirds of the chil-
dren lived with adoptive or foster
parents in good environments, the
majority continued to suffer from
psychiatric problems.

Tut B ajisGTon Post

Fetal Alcohol Syndrome Births Said to Rise Sharply

Astociated Press

ATLANTA. May 6—DBirths of babes with
health problenus attributed to aleohol consump-
von by their mothers during prégnancy in-
crensed threeiuld from 1979 through 1892, fed-
eral henith officials said today,

The increase in fetal aleohol syndrome may be
even higher because the disease is difficult to di-
agnose 1n newborns, officials at the Centers for
Disease Control and Prevention (CDC) said.

“It's likely that this rate that we're reporting
s an underestimate, that the problem is of great-
er magnitude.” sud David Erickson, chief of the
CDC's birth defects and genetic iseases branch,
He added that he bebeves better reporting of the

syndrome by doctors is primarily responsible for
the increased numbers.

The rate of reported fetal alcohol syndronie
cases jurnped from one per 10,000 births in 1979
to 3.7 per 10,000 births in 1992, according te
the CDC.

A total of 1,782 cases of fetal alcohol syndrome
were reported among the slightly more than 9 mil-
lion births during the 14-year pericd—an averige

_rate of just under two cases per 10.000 births.

Symptoms include mental rerardatior, abnor-
mal facial features. central nervous svstem prob-
lenis. behavioral problems and growth deficien-
cies. Newborns get the disease as a resul! of al-
coho! consumption by their mothers during preg

nancy. but health officials do not know how niuch
alcohol harnis the newborn, Erickson said.

Many doctors advocate no drinking during
pregnancy, and there is evidence that even small .
amounts of alcohol can harm the developing
child. he said.

Some babies. he said. “don’t have full-blown
fetal alcohol syndrome, but they may have other
problems of a less-pronounced nature.”

Erickson noted that besides better reporting
of the condition among doctors, more drinking
amiong pregnant wemen may have contributed t
the mcrenased rate, but the CDC cannot be sure
because investigators do not interview mother:
of babies suspecred of having the syndrome,
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MEMORANDUM

To: Stan Herr :

From: Karen Goldmeier - T
Date: February 22, 1994 - : :

Re: Fetal Alcohol Syndrome -- Comparlson of bllls

'Summary: only Daschle’s two bills describe substantive programs:

S. 923 provides a comprehensive program for»the prevention of Fetal
Alcohol Syndrome, and S. 484 enhances services provided .under
Medicaid. No bills touch on mental retardation out51de of their

~initial "findings" section. H.R. 3075 (Schroeder) and H.R. 3569

(Morella) only touch on Fetal Alcohol Syndrome only in the context
of general funding for alcohol abuse among women. I have
summarized them below, in order of relevance.

8. 923: cOmprehensive Fetal Alcohol Syndrome Prevention Act

A(Daschle) :

Establishes (1) a comprehensive program to prevent .Fetal Alcohol
Syndrome and Fetal Alcohol Effects and coordinate related Federal
efforts; and (2) an Inter-Agency Task Force on Fetal Alcohol
Syndrome and Fetal Alcohol Effects.

‘Provides for related research, technical assistance, grants,

cooperatlve agreements, and contracts, surveillance and prevention

" programs, professional and public education, and diagnostic
‘criteria. It is especially heavy on prevention in the areas of
‘public awareness, education, and the training of specialists.

Finally, the bill also authorizes appropriations. '

8. 484: Medicaid'substahcé‘hbuse Treatment At:::t:".T {Daschle)

Provides Medicaid coverage of Alcoholism & Drug Dependency
Residential Treatment Services for women during pregnancy and for
one year after giving birth, children of these women, and caretaker
parents and their chlldren (at state optlon) :

Requlred serv1ces include: (a) counsellng, addiction education and

_treatment; (b) parenting skills training; (c) room and board with

twenty-four hour supervision; (d) child care and counseling; (e)
fa0111tat1ng access to education and health care for both mother
and child. :

" H.R. 3075: Women’s Health Eggitg Act '(Schroeder{

Includés:, (1) "Women and Alcohol Research Equity Act," which
increases funding for research on alcohol abuse and alcoholism
among women; and (2) "Adolescent Health Demonstration  Projects



e -

Act," which requires projects established under this Act to provide’
alcohol and drug abuse education and treatment. (This latter part
of the bill does not mention Fetal Alcohol Syndrome specifically).

H.R. 3569: Women and Alcohol Research Equity Act (Morella) =
- Increases funding for research on alcohol abuse and alcoholism

among women. e ) :



' Results 12 items in BILLTEXT
Search criteria used:
FETAL ALCOHOL SYNDROME
Results are:
Ranked by probable relevance

1 $923  Daschle (D-SD) 05/07/93 (395 lines)
Introduced in Senate : ~ :

To amend ‘the Public Health Service Act to provide a comprehensive
_program for the prevention of Fetal Alcohol Syndrome, and for

' olther purposes.

Item Key: 4280

-_-’--- e mmm e e e e e cem e e e mee e mm e e

2 HR3075 Schroeder (D-CO) 09/14/93 (5526 lines)
Introduced in House

To promote greater equity in the delivery of health care services
' to American women through expanded research on women’s health
i]ssues and through improved access to health care services,
including preventive health services.
Item Key: 7246
3 s484  Daschle (D-SD)  03/03/93 (476 lines)
Introduced in Senate '

T(]'! amend title XIX of the Social Security Act to provide for
coverage of alcoholism and drug dependency residential treatment
s‘erv1ces for pregnant women and certain family members under the
medicaid program, and for other purposes. :

: Ite:m Key: 2337

| N
4 HR3569 Morella (R-MD) 11/19/93 (107 lines)
- Introduced in House '

.To amend the Public Health Service Act to provide for an increase
in the amount of Federal funds expended to conduct research on
alcohol abuse and alcohohsm among women.

It?m Key: 9119

S S674 Thurmond (R-SC) 03/30/93 (375 llnes)

‘ Introduced in Senate ‘

To require health warnings to be included in alcoholic beverage




- To
concurrent resolution on the budget for fiscal year 1994.

To

J

aidvertisements, and for other purposes.
Item Key: 3220 «

HR2264  Sabo (D-MN) 05/25/93 (34440 lines)
Reported in House -
provide for reconciliation pursuant to section 7 of the

concurrent resolution on the budget for fiscal year 1994 -

. Item Key: 4800

7
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HR2264  Sabo (D-MN) 05/27/93 (37335 lines)
Engrossed (passed) in House
provide for reconciliation pursuant to section 7 of the -

Item Key: 4981

8]

To

HR2264 Sabo (D-MN) 06/10/93 (37365 lines)
Placed on Calendar Senate
provide for reconciliation pursuant to section 7 of the

concurrent resolution on the budget for fiscal year 1994,

Item Key: 5198

9

To

HJRES230 Bacchus J. (D-FL) 07/14/93 (88 lines)
Introduced in House :

designate the period commencing on February 14, 1994, and ending

on February 20, 1994, as "Chlldren of Alcoholics Week".

Item Key: 5891

To

10 HR1823  Kennedy (D-MA) 04/22/93 . (348 lines)

Introduced in House

require health warnings to be included in alcoholic beverage A

dvemsements and for other purposes.

Item Key: 3829

11

To

SJRES159 Dodd (D-CT) 11/22/93 (88 lmes)
Introduced in Senate

designate the period commencing on February 14; 1994, and ending

O

n February 20, 1994, as "Children of Alcoholics Week".

-Item Key: 9325

12’1 HR2138 Waxman (D-CA) 05/17/93 (8471 lines)




Introduced in House

To provide for budget reconciliation with respect to part B of the |
niledicare program, the medicaid program, and other health programs
within the jurisdiction of the Committee on Energy and Commerce.
Item Key: 4501
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*** HISTORY REPORT -- ALL LEGISLATIVE ACTION COSPONSORS, SPEECHES

* ok

MEASURE:  $923
SPONSOR:- Daschle (D-SD)

BRIEF TITLE: Comprehensive Fetal Alcohol Syndrome Prevention
Act. 5 .

OEFFICIAL TITLE A bill to amend the Public Health Servme Act to prowde
~a comprehensive program for the prevennon of Fetal
Alcohol Syndrome.

INTRODUCED:  05/07/93 |
COSPONSORS: | 10 (Dems: 8 Rep;: 2 Ind: 0)
COMMITTEES: - Senate Labor and Human .Resources
LEGISLATIVE ACTION:

05/07/93 Referred to Committee on Labor and Human Resources (Text of
bill appears on pgs. S5705-S5709 of the May 7, 1993
Congressional Record) (CR p. S5705-S5709) :

05/07/93  DASCHLE, D-S.D., Senate speech: Introduces the
Comprehensive Fetal Alcohol Syndrome Prevention Act.
(Colloquy with BINGAMAN, D-N.M.) (Washmgton Post) (Text
of bill) (CR p. §5705-85709) '

i

05/07/93 Original cosponsor(s): 7 B
Bmgaman (D-NM) DeConcini (D-AZ) . Stevens (R-AK)

Campbell (D-CO) - Inouye (D-HI)
Conrad (D-ND) Moseley-Braun (D-IL)

05/21/93  STEVENS, R-Alaska, Senate speech: Supports the
Comprehensive Fetal Alcohol Syndrome Prevention Act. (CR
p. S6315-S6316) :

05/21/93 Cosponsor(s) added: 1 -

Rockefeller (D-WV)

05/26/93 Cosponsor(s) added: 1




Wofford (D-PA)

10|/25/93 Cosponsor(s) added: 1
Murkowski (R-AK)
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Health—-A changing world
Office of Management and Budget
Executive Office of the President
Washington, DC 20503

|
Please route to:

Carol Rasco
Through: David Kleinberg p&K

Subject:  Fetal Alcohol Legislation

From: Bill D()rotlirtskgqj)‘9

N

ﬂchag /““415

Decision needed
Please comment

. For your information ___/
Per your request

Take necessary action
With informational copies for:

Phone: 202/395-4926
Fax:  202/395-3910

Room: #7002

cc: NEM

Nangcy-Ann Min requested we provide some follow-up information on current
Feta} Alcohol legislation. Attached is a list of relevant legislation in the current
session. None of the bills appears to be moving, and the Administration has not

takeh a position on any of the bills.

Please let us know if we can be of further assistance.




Results: 12 items in BILLTEXT

Seatch criteria used: ' !
FETAL ALCOHOL SYNDROME o

Results are: ~

Ranked by probable relevance

18923 Daschle (D-SD) 05/07/93 (395 lines)
Introduced in Senate :

To amend the Public Health Service Act to provide a comprehensive
pr'ogram for the prevention of Fetal Alcohol Syndrome, and for
otlller purposes.

Iten|1 Key: 4280 i

2 |HR3075 Schroeder (D-CO) 09/14/93 (5526 lines)

Introduced in House

To promote greater equity in the delivery of health care services
to| American women through expanded research on women’s health
1ss'ues and through improved access to health care services,
1ne1ud1ng preventive health services. ‘
Itelril Key: 7246 o
3 |S484 Daschle (D-SD) 03/03/93 476 hnes)
Introduced in Senate

To zltmend title XIX of the Social Security Act to provide for
coverage of alcoholism and drug dependency residential treatment
services for pregnant women and certain family members under the
medlcaJd program, and for other purposes.

Item' Key: 2337
4 'HR3569 Morella (R-MD) 11/19/93 (107 lines)

' Introduced in House *

To amend the Public Health Service Act to provide for an increase
in [the amount of Federal funds expended to conduct research on
alcohol abuse and alcoholism among women.

Ttem Key: 9119

5 |S674 Thurmond (R-SC) 03/30/93 (375 lines)
Introduced in Senate !

To require health warnings to be included in alcoholic beverage




advertlsements and for other purposes.
Iten’l Key: 3220
6 |HR2264  Sabo (D-MN) 05/25/93 (34440 lines)
Reported in House :

To prov1de for reconciliation pursuant to section 7 of the
concurrent resolution on the budget for fiscal year 1994.
Itenll Key: 4800
7 HR2264 Sabo (D-MN) 05/27/93 (37335 lines)
Engrossed (passed) in House ‘

To prov1de for reconciliation pursuant to section 7 of the
concurrent resolution on the budget for fiscal year 1994.

Iterr|1 Key: 4981

8 |HR2264 Sabo (D-MN) 06/10/93 (37365 lines)
Placed on Calendar Senate l ’

To provide for reconciliation pursuant to section 7 of the
coi'ncurrent resolution on the budget for fiscal year 1994.
Iten|1 Key: 5198 f
9 HJRES230 Bacchus J. (D-FL)  07/14/93 (88 lines)
Introduced in House ‘

To designate the period commencing on February 14, 1994, and ending
on! February 20, 1994, as "Children of Alcoholics Week".
Item Key: 5891

10 ' HR1823 Kennedy (D-MA) 04/22/93 (348 lines)
Introduced in House

To rlequlre health warnings to be included in alcoholic beverage
adyertisements, and for other purposes.

Ttem Key: 3829

11 |SJRES159 Dodd (D-CT) 11/22/93 (88f1ines)
Introduced in Senate

To designate the period commencing on February 14, 1994, and ending
on February 20, 1994, as "Children of Alcoholics Week".
Item Key: 9325

12 |HR2138  Waxman (D-CA) 05/17/93 (8471 lines)




Introduced in House |

To provide for budget reconciliation with respect to part B df the
medicare program, the medicaid program, and other health programs
within the jurisdiction of the Committee on Energy and Commerce.

1
Item Key: 4501
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HISTORY REPORT -- ALL LEGISLATIVE ACTION, COSPONSORS, SPEECHES

ASURE: §923

SPONSOR: Daschle (D-SD)

BRIEF TITLE: Comprehensive Fetal Alcohol Syndrome ?revention

Act,

OFFICIAL TITLE: A bill to amend the Public Health Service Act to provide

a comprehensive program for the prevention Of? Fetal
Alcohol Syndrome.

INTRODUCED:  05/07/93

COSPONSORS: 10 (Dems: 8 Reps: 2 Ind: 0)

COMMITTEES: Senate Labor and Human Resources

LEGISLATIVE ACTION:

05/07/93 Referred to Committee on Labor and Human Resources (Text of

bill appears on pgs. S5705-S5709 of the May 7, 1993
Congressional Record) (CR p. $5705-S5709) '

05/07/93  DASCHLE, D-S.D., Senate speech: Introduces the

Comprehensive Fetal Alcohol Syndrome Prevention Act.
(Colloquy with BINGAMAN, D-N.M.) (Washmgton Post) (Text
of bill) (CR p. S5705- 85’709)

05/07/93 Original cosponsor(s): 7

Bingaman (D-NM) DeConcini (D-AZ) Stevens (R-AK)
Campbell (D-CO) Inouye (D-HI) ,
Conrad (D-ND) Moseley-Braun (D-IL)

05/%1/93 Cosponsor(s) added: 1
Rockefeller (D-WV)

0572

05/21/93  STEVENS, R-Alaska, Senate speech: Supports the

Comprehensive Fetal Alcohol Syndromc Preventmn Act. (CR
p. S6315-S6316)

6/93 Cosponsor(s) added: 1




