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PLACING INFANTS AT RISK: PARENTAL

ADDICTION AND DISEASE

WEDNESDAY, MAY 21, 1986
House OF REPRESENTATIVES,

SELECT COMMITTEE ON CHILDREN, YOUTH,; AND FamiLies, __ _
Washington, DC.

The committee met; pursuant to notice; at 9:30 a.mn.; at Chil-
dren’s Igﬁf}ftajil}iatmnal Medical Center, Washington, DC, Hon.

er presiding

Members , present: Representatwes Miller, Coats; and Boggs
__Staff present: Ann. Rosewater, deputy staff dlrecgg;; Judy Wemﬁ,
professmnal staff; Victcria Doyle; intern; Carol Statuto, minority

uty staff du‘ector’ and Joan Godley, conimiittee clerk.
me. The Select Committee on Children, Youth,;
and Families will come to order. . __

Since its inception, the Select Committee on Children, Youth,
and Families has been dedicated to launching healthy bables, and
maintaining healthy families.

Today’s hearing Placing Infanis at Risk: Parental Addiction and
Disease will f ‘ocus on a new and extremely disturbing threat to the
well-being of babies: The severe health calamities which befall in-

fants whose mothers abuse drugs, alcohol, or tobacco, or who suffer

from AIDS.
rticularly unsettling period for the Amencan inZant.
This Year, there were more mpovenshed children than in almost
anj year gince 1965. .
e know from respect d sout
Medicine to the Sou: hern Govemom Assocmtlon that in the last 3
years the number of women receiving early prenatal care has de-

creased. Wiz know for the first time in two decades infant mortality

rates are leveling off, and we know that the number of babies per-
ishing between 1 month and 1 year is actually rising.

The result i that we lose more babies in their ﬁrst year than we
lose adults to diabetes; breast cancer; and leukemia combined.

D i e dm the mmitex'

nsive Si care on, h on costs, 18
g‘edusunhéil iy ~ontext that we are now beginni

Itmmthmwntextthntweseeasulstanhalmcreasemthe
number of women using heroin; cocaine, and stimulants; and find
61 percent £ all women 20 to 34 « ng, and see the greatest in-

crease in smoking taking place among teenage girls.
m
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_ Unless these trends are reversed, we can be absolutely certain

that there will be more low birthweight infants, who are 20 times
more likely to die than the normal weight babies. For those who
survive, we know that they will be at a much greater risk of dis-
ease éng developmental handicaps, like cerebral palsy and mental
retarda’ raation.

_No caring person; and no policymaker, can accept such a future.
More than enough evidence exists to show that we can reduce low

birthweight, that we can save a great deal of money, and we can
give children what is accepted as their American birthright—an
i S st we b today's esring, We e o b
-. It is in this spirit that we hold today’s hearing. We hope

lish the linkage between parental addiction and abuse, and in-
creased infant mortality and morbidity. We want to help educate
parents and policymakers, so that both will understand how unnec-
essary and preventable are some of the worse problems facing our
youngest children. =~ == = T
- As Dr. Jan MacDonald, the Administrator for Alcohol; Drug
Abuse and Mental Health Administration told this committee last

year, with regard to future prevention and intervention needs, “I
think we are in terrible shape.” =
I agree with him. It is my hope that today’s effort will help us

refocus and better understand how to prevent, and treat infants

born at risk, due to parental addiction, substance abuse; and smok-

ng. - e —
[Opening statement of Chairman George Miller follows:]

OPENING StATaMENY oF HON. GRoRGE MILLER, A REPRESENTATIVE IN CONGRESS FROM
THE STATE OF CALIPFORNIA AND CHAIEMAN, SELECT COMMITIEE ON CHILDREN,
Yours, ano Fraarues

- Since its inception, the Select Committee on Children, Youth, and Families has

been dedicated o Iauching hoalins bobis aod maintaizing hesithy tamtien . o

We know, fram reepected sources ranging from the Institute of Medicine to the
R Sy P oo, 5 i e s b of v
receiving ear care ; we know that for the first time in twe
i mortuiﬂyriﬁﬁrelﬂelmgﬁhndﬁihﬁjhﬁtfghénumberof

infant
babies perishing ,mﬁiﬁiﬁﬁiﬂiiﬁlﬁﬁém’ﬂﬂﬁffﬁf rismg.
The result is that we lose more bebies in their first year than we loss adults to
disbetes, breast cancer and lsukemia combined. =~ -~ 0

girls.
ely certain that there will be
to die than are normal
or those who survive, we know that they will be at much greater risk of disease

No caring person; and no policymaker, can accept such a future.

?
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__More than enougl: evidence ex.sts to show that we can reduce low birthweiglit;
can save a great edofmoueymdcnnmchﬂdrenwhatmaweptedasthexr

It is-in that spirit that we hold today’s hearing.
] Whophutﬂ:hh&eﬂnkggehh&nm&al,ﬂdd@mmdabm,aﬁm-

creased infant mortality and morbidity. We want ‘o help educate parents, and pol-
mthatboﬂxwﬂiundemdhowmyﬁidprevenrablemaome

of thuvom problems facing our youngest children. - - - -
As Dr. Ian MacDonald, Administrator of the ,5,1991191, Drug Abuse, and Mental
Health Administration, told this Committee last year; wil ,‘,,,:egnﬁ o future preven-

tion and intervention needs; “I think we are in terrible shape
.1 agree with him. It is my hope that today’s effort will help 8 re-focus, and better
understand how_to prevent, and treat, infants born at risk due to parental addic-

tion, substance abuse und smoking.

PLAGING INFANTS AT RISK: PARENTAL ADDICTION AND DISEASE A FACT SHYET

Parenfal Ehavwr Iinlzed to mcreand mfaut nsl

Behavioral and _environmental- risks, such as smokxpg, aloohol and otker sub-
stance abuse, are among the “nskjjgtpm" which indicate an increased chance; or
risk; of ing a low birthweight infant. Low birthweight is one of the greatest pre-
dictors of infant mortality, and also increases the risk of illness. (Institute of Medx-

cine (IOM], Preventing Low Birthweight, 1985).
Hoii mothers. mntmue nue to gmoke or drink dunng’"’"’ p’mf’”w”’

of mothers _who drank stopped during cy. (Natlomﬂ Nutahty Survey, Na-
tional Cexter for Health Statistics [Na%'r;egnan

Of the 50% of high school dropouts (less than 12 years of edueatxon) who smolej
before pregnancy, only about 10% stopped smoking during pregnancy. Of the 15%
of college graduates who smoked hﬁrgmncm sbout 24% stopped smoking

during pregnancy. (National Natality Survey, NCHS, 1980

fmmbydifgi, aIcob?gl, amokmgamhxghcocttawcwly o
One Fetal Alcoliol Syridrotiie (FAS) chiild reqtiires an average of$7£05000mdimct

special services ”ﬁomb:rth’toégé% The total costs of FAS to soéietyLmdudms

dxrect ?ei-ﬁ'ei ‘and loes in produchvlty, are estnmated;tbej;szmil‘.)&? billion and

the 228,300 admiss "'jfj}ggeﬁonatal mtemnve care umts, ibout 15,000 ) (7%) were
attributibhtoeﬁcuofmatemalsmof -—atanannualeostof$175mxllm G

Oster, et tute for the Study
School of Government; Harvard U . unpublished, 1986).
itmesnmnted;atchﬂdrm'sﬁapitﬁl aﬁﬁiﬁalMedma]Cenfar tl;atg}ogvlylrth

’averages”"”’*’”Mdanmthemmtalmmvemumt,atahaw’ ge cost
ofSlSOOperday (G. B. Avery, Childern’s Hospital National Medical Center, May;

Although low bzrti: I:e‘_g:t; other infant risks, tamely pnvenﬁﬁte, prevention eﬁorti
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N o 1. DRUG ABUSE
More women of childbearing age are using heroin, cocaine, and stimulants

In a 1982 sirvey, itmuqmatedﬂ:atllmmignm}mumdnpmd

cocaine during the ast_year (up from a 1979 survey estimate of 8.4 million), while
14 million women had used tocaine during the past month. (National Institute on

mihepu‘tyear mmmoflommmals’lsemmte (NICA; 1979,

1982). .

srding t mney,aneahmntedS%ﬂﬂﬂwumcﬁ 28 18 to 25 had used
stimulants in the past month. The 1982 _estimated a dramatic increase o
Wﬂmwmmsﬁmulant users. (NIDA, 1979, 1982).

High rate of addict births in New York City, San Francisco o
In 1988, the New York City Health Department conservatively estimated 884

@@ctjmihlaamOfLQper 1,000 live births. This represents an increase froi
1966, when 227 addict births were counted—a rate of 1.5 addict births per 1,000 live

mﬂmmmmwﬁﬁﬁmﬁﬁdmwmm@mw%mm

lﬁpendent Pregnant

Infants severely offected by mother's a;-ug use during pregnavcy

igher rate of spontaneous abortion. Furthermore; in pregnancies under study, four

d onset of | f,,f,,pﬁoighmm immediately_after intervenous

aﬁmeﬁoildmme.ﬂd Chasnoff, et al, New England Journal of Medicine, Sep-
L AIDS (ACQUIRED IMMUNE DEFICIENCY SYNDEROME)

Numbers of padiatric AIDS casesclimbing
Asd&prnzg. 1986, 281 cases of AIDS bad been reported in_children under 13

f age. 60% are known to have died. Of children diagnosed with AIDS before
{%i?m have died. The mortality rate for adalts with AIDS is 54%. (Centers
for Disease. Control [CDCY], 1986)_ - e )

It is not known hiow many children Wﬁhpﬁv’g’mﬂd& ﬁomaﬁ of the illneg, 288, or how mm;y,,
are infected, but do not il:ow any symptoms. Experts estimate that for

_Itisna ror line :
with full-blown AIX 3 others may be infected. (M. €DC; 1986; G.
oo fulth &m‘mﬁs Lt § others may it Rogers, Seuu;

3
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IWMMMAHBWEWE ]
75% of pediatric cases contracted AIDS. from their mother either during pregnan-
ately after birth. Of thoee, 61% ofthemothéﬁﬂr&dmgunuthem
nlmandlz%mtheux of m

their i that the majority of babies will test positive-
lynotuﬂofthemwﬂidmiopnymptom&(&.&ott;lﬁ% :

_ In one study of 13 mothers who ‘abias who tested positivel gsﬁirthé
AIDS antibody, 65%ofthmrsuhsequentciﬂdrenweremfected,(G Scott, 1

IV. ALCOHOL ABUSE
Women of child bearing age are drinking

. 61% of women ages 20-34 d:gnk some amount of alcohol in 1983. Of these 35%
drank 5 or more drinks_ (National Health Interview Survey, NCHS, 1983)
heavﬂy (5.7%) than women of any other age group.

m 8709@07400babmv'erebomwlthl"eta] Alcokiol Syndromem 1982. Up

toSG.OﬂO each 1ay be affected by a range' ange of less severe alcohol-relat-
o0 cifocts (Onellette, 1080, NCAD, - o0 1Y & range of lees severs slooholrelal
thtx percent of children with Fetal Alcohdl ome hawpmmtalggdpm;
na 2cted 10

atal growth retardation requiring neonatal intensive care, 45% are ex
'3 retardation; and 56% require a series of audiol

uations i * first year, with annual check-upe and pmiblgmmacnyem
Qmomﬂmgxpechd tohavescleﬂ:pduterequnmzaseres of corrective

(Harmod;Nngﬁl 1985) .
, estimate that Alcohol Syndromeocursbetweenlandz r 1,000
{jﬁrilm)PirﬁilWofFASoccuumStoShwbmhsperl . (Ouel-

V. SMOKING
More women of child-bearing age are smoking

,7A,, er proportion of n in their child: -ba%ey@nr 20 to 85—are
kl:!n?nowtbauweredgvgg:fthemt.w onSma%ngandHealat:

ﬁm&hﬂm 1980 National Natality S . 31% of married

pregnant wom
an 26% smoke dunng their pregnancies. (Nﬁﬁdﬁ-

al Natality Survey, | , 1980)
Smoking linked to fetal death, low birthiweis shi, poor infant kealth _  _
Miﬁmalmoﬁgggﬂggmw fétmdeathsﬁggﬂ},@mﬁntdeam
mtheUnmd%each l{avenhdlt, “Cell to Organism: Tobacco’s Influ-
ence on Develo
M,Wﬁ%m&—am Jow-weight babies born in the Unitzd States in
ﬁﬁmwm smoked during pregnancy. (Oster, et
_The i ip of ing to intrauterine _retardation is so well estab-
“fetd%syndm ! tou:sesm

@’ e, “Siﬁbﬁ@
_ Snil gty s i o
day du i

1986)

_ Surviving babies of women who smoke haavﬂy during_pregnancy do not start
gaining weight at the same rate as infants born nmmoknuunﬁlaﬂerfour

monthdm.(G:S.GrublemﬂyHﬁlthlﬁﬁﬁﬁml;
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Children under 3 years of age whose mothers amoked during pregnancy were per-
?@Eﬁ,laﬁﬁézﬂthgd,@dmghgé incidences cﬁﬁéﬁ , c!nolg::e congig
tions, respiratory conditions, and hospitalizations, than . n whose mothers dic
not smoke. (Nat?onal Health Interview Survey, NCHS, 1981)

Passive smoke inhalation leads to increased respiratory problems for children
 Parents who smoke. increase their child's. chance of developing both lower and
upper respiratory tract illnesses during the first year of life. (R.A. Etzel; CDC, 1985)
Ngn;stm!;)hxg ?0352, wl!‘!meremezp%esl ;?;Ew,bfggcg,pmoke ior,mﬁot;!rggdmiggq?
a ome Or (1) ¥ ce e a o] ant.
%Bﬁ&ﬁi@ﬁ) U °7'”s 7“”“"’ 7
_ Chairman MiLLER. I would like now to recognize my ranking mi-
nority member, Congressman Dan Coats. @~
. Mr. Coats. Thank you, Mr. Chairman, and thanks to the people
here at Children’s Hospital, who have graciously opened their fa-

cilities to us, to_allow ug[gifz,e;vjs;ittg'tj@jq this hearing, and to
actually see firsthand, the problems -we are here to talk about

today. It was a most instructive site visit; and I want to thank all
those who made it possible:. @~
__1 would also like to welcome the witnesses who have come before
@?,Q@L@,@ﬁiﬁjﬁéﬁt their testimony concerning the ef-
fects of parental addiction and disease on the newborn.
_It is a tragedy to know parents; as I and Chairman Miller have
known, who have suffered through the premature birth of a low
birthweight baby, who has to be %lg@dijj neonatal intensive care
unit. It is also a real tragedy to find loving ‘mothers, fully commit-
ﬁ%d jztsl their unborn children, deliver babies prematurely, with com-
piications. _ _ o ]
_ But how much sadder, to read expert testimony, and to learn of
mothers who, simply through lack of education, or lack of caring,
commitment, or sacrifice, subject their children to what we have
seen here this morning, = T
Let us look at some facts. There are hundreds of studies linking

smoking with low birthweight, increased perinatal and infant mor-

gdltyand mortality, infant growth defects, and impaired scholastic
__Infants born to mothers who used cocaine during pregnancy had
e o o S e o Bt

. Fetal alcohol syndrome is a leading cause of congenital brain

,,,,, . It is estimated that alcohol is responsible for 10 to 20 per-
cent of the cases of mental retardation. =~
_ While there appears to be little data on the relationship between

substance abuse and child abuse, there is no question that a rela-
tionship exists if one reviews social work records, or court records.
In fact, there are a number of court cases that have examined pa-
rental addiction as a prima facie criterion of unfitness as a parent,
or prenatal abuse. -
. 1 look forward to learing from the witnesses today about preven-
tion activities, treatment models, and public awareness efforts; de-
signed to reduce these preventaﬁleh-aieghg B B

- I request, Mr. Chairman, that the hearing record be kept open

for 2 weeks; so that additional testimony may be included from

other witnesses or from other members of the panel who could not
beherethismorningg. =~~~ = 7
[Opening remarks of Congressman Dan Coats follows:]

11



1
Oiiﬁiﬁbm or Conom DaN Co:m;1 A REPRESENTATIVE IN CONGRESS

FRrOM THE STaTE OF INDIANA; AND RANKING MINORITY
Mr. Chairman: I woﬁld hke to welcome the witnesses who have come before the

GommxﬁIeE ﬁ)dn'ie present testimony concerning the effects of parental addiction
and disease of the newborn. It is a to know parents, as I have, who have
stuffered the premature birth of a low birthweight b who then is placed

in a neonatal intensive care unit. It is a real tragedy when lo 33 mothers, fully
committed o their unborn child, deliver babies prematurely, complications:
ngwotl mmw;wmnmmdiwgquﬁeuwt;ﬁmmy
are not loving enough, and caring or have the proper training to make the neces-
m&u and comm:tmenu to theu' unborn cﬂe

__There-are hundreds of studxeq g with low birthweight; increased
perinatal and infant morbidity and mortnh nfant growth defects, and impaired

'chg*fiﬁm% others who used durmg had an increased rate
mi 0 cocaine an ra
of stilibirths and fetal growth im; ent. pregnancy -
Fetal Alcohol Syndrome is the eadm%_eause of eongemtal brani damage It;sﬁestﬁxf
m’atiad tl'.nt alcohol is responsible for 10-20 percent of the cases of mental retarda-
While there a ‘appears to be little data on the relationship between substance abuse
and child abuse; there is no question that a relationship exists if one reviews social
work records or court records. In fact, there are a n r of court cases that have
ennﬁnedﬁgannﬁlnﬂdxcuon-upﬁmficmcﬁﬁménofunﬁmessasaparentor

aring from the witnesses today about prevention activities,
awareness efforts designed to reduce these prevent-

I request that the hearing record be kept open for two weeks so that additionat
testimony may be included:

MINORITY FKGI‘ snxn-—mcmu INTINTB AT RIBK: PARENTAL ADDICTION AND DISEASE

HARD DEUGS (HEROIN, METHADONE)
Socio-economic & status is a major factor of infant outcome (and development

acores), regardless of methadone exposure.
_Methadone outcome studles are problematic in that a h#h tage of women
onmetbndona ule othex drugs. (Rosen and Johnson, 1982; Wilson et at, 1981)L 7777777

t Outcoine-of Childieri Bori to Methadone Maintained Women."

ic and for iven agent, women are almost
"entobemvodm‘ anlgll?ealth ‘Service, 1968) Polydrug

vg;lghle on the street.

.- _1he prevalence of peychotro mo%; omen has always been bigher

than among men; & that for each class of psychotrapic

gge,,ggijoLanymn piangant; This has been attributed to: a) greater

likelihood of a physician; b) excessive demands characterizing

fmﬂemxlmlu;mdc)lumofﬂmﬁvssu&fﬁma.mchmalmhd in
 with emotional Btress.

tl;ind iumtmﬁal stLtui. gf?ngm

he 1 fatuJ.m!vmm obstetri ,hmtmy,jn myriad of envi
m&ajm—ipdndmmmtmmw drugs, emoking status,
and perhaps even environmental pollutanta: er 0

,H\
&0
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. Drug Dependence In Presnancy: Clinical Management of Mother and Child, U.S.
Department of Health, Education, and Welfare—Alcohol, Drug Abuse, and Mental
Health Administration, 1979, S Eeem T

Maternal malnutrition . . . does not entirely account for low birthweight. Smail-
nees is related to a subnormal number of cells rather than a decrease in cell size.
’l‘higit;ii;? of growth failure is consistent with a direct effect of a_drug or other agent
on the fetus

fetus . . . therefore it appears than heroin has a direct effect on intrauterine
- White teenagers were much younger (lees than 16) at first drug use than were
black teenagers. Black teenagers became pregnant at younger ages than white teen-
agers. The younger the drug dependent woman was at first pregnancy; the earlier
she left school, leaving her less likely to complete her high school education. Find-
ings _show that early childbearing is in fact related to more frequent or repeated
pregnancies, == @ - S T ts— - : o igenn e —
_. One indication of good parenting skills in the high-risk mother is the concern she
shows for the welfare of her infant in utero. This can be measured to some extent
by ths number of times she attended the prenatal clinic. Women who were younger
at the time of first pregnancy and women who were also younger at the time of first
drug use had far fewer prenatal clinic examinations than the remainder of the
women. Having a - arent or sibling who was abusing drugs, alcohol, or both, was no
indication of early drug use. However, 48% of the women did report a family drug
or_alcohol history, - - T .
The amount of violence or abuse experienced by drug dependent women; both

sexual and non-sexual, far exceeded that reported by comparison groupe. The fre-

quency with which this abuse occurs must be considered as factora in the develop-

ment of the abuse ro. - - —em =
__“Beyond Adolescent - Use and Paretithiood: Life History Data on Addicted
Mothers_in Treatment,” Finnegan, Kaltenbach, Ehrlich, National Institute of
Health, Monograph Series, 1985. . o
.. Toxic responses to narcotics may contribute to malnutrition by interfering with
the abeorption or utilization of ingested nutrients. Absorption_abnormalities are

commy use of high incidences_of lesions of the intestine, liver and pancreas;

malnutrition is common because of the frequent presence of liver disease,
__Multiple births occur in drug addicted women at a greater rate than that seen in
the general population. .- - .~ T U U

. With more serious complications in infants of drug dependent mothers, the hospi-
tal stay is prolonged, producing maternal separation and the poesibility of subse-
quent maternaldetachment. _______ T 7
- “Pulmonary Problems Encountered by the Infan t of the- Drug Dependent

other,” Clinics in Chest. Medicine, September 1980, Loretta P. ElnnmnMJi ,,f

__One of the most important concomitants of the neonatal narcotic abstinence syn-
drome is interference with the infant’s feec ing activities, which tend to become
frantic and poorly coordinated, so born infant requires the attention of
a gkilled member of the nursery staff to assure adequate nutrient intake. ..

_Drug effects in the newborn are highly dependent on variables such as the history
of maternal addiction; the mother’s narcotic blood level just prior to giving birth,
and th. maturity of the infant’s own metabolic and excretory

N e e
rug. Ussge O Nutritive Sucking: Behavior,” n, Litt, Pheonix; and Finnegan;
dJournal of Pediatrics, Vol, 88, part 1.

ALCOHOL -

3% of adult women are either alcoholics or problem drinkers. =~
__FAS is estimated to occur in 2 out of every 1,000 live births, and less severe fetal
aleohol effects are seen in 3-5 births per thousand,. @~
ar'.I:}igré has been a documented increase in rates of miscarriage for mothers who

Factors influencing the severity of the effecta include the age of the fotus at time
of exposure, as well as the frequency and the,intemi%éf maternal drinking. —

“Perinatal Aspet?tiﬁ'jsiya%%qtropic Drug Abuse,” Wapner and Finnegan, Perin

tal Medicine; 2nd Edition; 1981: - e
_ Of women 21-84, 70% were drinkers, 41% were lighter drinkers, 24% were
moderate drinkers, and 6% were heavier drinkers. Of women aged 35-49, 72% were
Iabeled drifikets, with 439 lighter drinkers, 20% moderate drinkers, and 9% heav-
jer drinkers.
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Women having six or more drinks at least five days a_week were

re significantly
gqr,e,hkelyj Lﬁmreponbu:th defects in offspring; and failure to become pregnant after
tr%na 0! 8 year:

'oung women drinkers were most likely to repo rtdnnkmgrelatﬁliehawor prob-
lems, symptoms of alcohol dependence, and repeated occasions of-getting drunk or
having six or more ¢ iks in & jllt.hecontiiiﬁofyoungdnnkﬁiﬁthother
age groups were statistically
- Among women drinkers, neither edueahon nor income had clear relationships |

-related behavior problems of dependence symptoms; contary to exp)
tions from past research.
ngen in four marital and employment subgroups (unmarried, divorced or sepa-
or ,unemployed and seeking work) were more likely than women
in four other widowed, or married working full-time as housewives or
part-time or full-time for pay) to report drinking related behavior problems, depend-
oceasl of extreme consumption and drunk.eness. -

Prohleins Patterns from a_1981 Natnonal

Cﬁﬁime mcréés?s néks of p matunty, angl;)f low %u‘thwelghia ) 5
,,,,, Aspects of | 1otropic Drug Abuse,” Wapner and Finnegan, Perina-
tal Medicine, 2nd Edmon, 1981. P

There are hundreds of studies linking smol mth low bxrthwexghjgr mcreased
perinatal azud-infant morbidity and mortahty 1t growth defects, and impaired
scholastic ability.

,,,,, are more ﬁequent among women who smoke.
- Infants born to mothers who smoke are, on an average, 200 grams lighter than
children of non-amokers.
A higher r percentage of sudden infant death g:drome _mothers smoked both
during their pregnancy and after their babies were born: They also smoked a signifi-
cantly greater number of cigarettes than other mothers.

mcreased mortality among children of amokers contiriues until at least the
ageoéyﬁve Uptbthch?eof5 children of smokers are hospitalized more fre-
quen

Children of non-smoking n ”""i:edbettermlSoflSeompansons.thedxﬂ'ér—

ence v’vasf;?mﬁmt in 11 (HEW SmoTnng and Health: A Report to the Surgeo-u

Natnonal (‘@nter for Health Statistics reported that 29.6% of females
l’Lag,gvetwere smokers. The Surgeon General's Report on Smoking and Health

reported that the gea.k smoking for women coincided with child years:
There have been 18 toxic ntsﬁentﬂiedamonzthemesofaguretteo . The
decrease in wei related to the number of cigarettes smoked daily

y.
_The iu&llt t{”‘ 1ong. children of smokers is. reported to continue until
at least the age of 5. Smo children were found to be hospitalized more frequent-

than non-emoker (] clnldren. —

Pregna ggtm I‘Tewborn, The At-Risk Infant:

i’élihonsh between maternal smoking and reduced birthweight is independ-

ent of all other factors that influence birthweight mcludmg race; parity; maternal

size, socio-economic status, and sex of child; it is also mdepeLent [ gestational age.

(nget,_gn&gnd Tonascia “Perinatal events associated with maternal smoking
during pregnancy.” American Journal ournal of Epidemiology 108(6): 1976)

__If a woman Jmmo early during rﬂm , her risk ofdehvermzu low

netght pmaches of & non-smoker. J: “The relation-

ﬁ kugom outcome_of rqmey—iﬁrh&ﬁom as to the

mmﬁon m observed iﬁoﬁaﬁons’" Amencan Journal of

m:lgydtme 9‘11) 77777777777
Mate pregnancy may- adverseflyﬁaffect the child’s long-term
growth, mtellectual development. and behavioral characteristics. (U.S. Department

k4



10
of Héalthl Eduostxon, 'md Welfare Smoking and Health: A Report of the Surgeon

%ngal. Department of Hesalth, Education, and Welfare, Public Health Service,
“The Hii of spontaneous al;o%rhon, fetal deatlz mgdﬁ neonatal detth increases

iﬁﬁi. iﬂd Buck, “The interrelationshis of o

mortality with other risk factors.” f E dem:ology 1975.) - -
Anﬁmﬁﬁqgg risk o§ developing the “Eudden mﬁ‘?t dslgetl; drome is l&% by
maternal smoking during pregnancy. (Lewak, , Beckwith, “Sudden
mfintgoath me risk factors.” Clinical Podistnos Jull 19 79.). L
_ Infants and children born to smoking _more long-term
mothldlty *han those born to nomsmohngmothen, however, studies us' cannot
betwesn effects of smoking during pregnan the of the

cy and the effects
] smoke a.ﬁiar birth. (Colley, Holland,
and Corkhlll. “Influence of ps vﬁe’smo ng and parental phlegm on pneumonia and

Studies in %eﬂe sinoking may impair fertility.
M,O'Bnen,ﬁn% Howar 1 Beck. The,gﬂ'e,ct Of,ai@bglgnimqhng
%‘:&m w“l"mﬁ'mwr;) and agressxon in chronic alcoholics,” American Journal of

irthweights under 2,500 grams were 49 thousand for non-smokers, 76_per
thousand for smokers of less_than a pack per lcll.;!ry and 114 per thousand for smokers
ofapuck moro.'l‘hériskoflﬁviniélowb wexghthabythereforem-
creased 53% and 130% for light and heavy smokers. respectively, compared with

- Smokers’ babies are iﬁiilléjﬁtliiji correspondiny non-smoiers babies in all dimen:
810 n i erence, chest mrcumférenoe, and

mS king dnmpregnnn porumt f the hyperkinetic syndro
mo im cause O yper| me.
Smokers’ infants tend tm?ﬁds “irritabili d’e’crefico?i ability for self-eontrol, and
a general lack of interest, whereas non-smokers’ infants tended to be less irritable
and better oriented.”

Herpes g_emtal m!ggtlon is not a reportable disease in the United States. However;,
scientists estimate the incidence of herpes infection by sampling several clinics and
have found_that ap "K:o;nnmdy one_case of herpes infection is diagnosed for every
tsmms?bbot The estimated number of new cases of herpes is approxi-

Women who Erve hsrpes genital infection have as much as three times higher
saetlf of gpolitaneous miscarriage. Herpes infection increases the risk for prematiire

very. -

Herpes si lexvuqsoanosusesevored:seasemmf&ctedmﬁnts If a mother is
infected at Wsjeststlonorlater there is an a; roxmmtelOtoZOjbchanee
that her infant will be infected risk is greatest if the infant is exposed to acti

infection in the mothet;’s birth cénsl during delivery.

"Hé, 1 nital Infection,” U.S, Department of Health and Human Services,
l.aoli:h Service; Center for Disease Control, 1980.

ummn

In current studsas,dsts oonechon isa problem beoausq of subject attntnon—those

mothers who would be hkél E{hgpggsf in s studnes, over continued time periods,
not l)ﬁeirepresentstive— select samples.”
are no longitudinal studles on these infants—this is simply because studies

ca.% 't be dong faster than the uigﬂdron j;he;::elvgs mhi%ire i
__Women who use drugs wou ,ptobnhly _more y tonegloctmomal prena
care. This leads to sprosiisposn to medical com &hcatmns in
_ “Devel Outcome ehrldren Born To Methadone Ivgsmtmnod Women;,”

Kal &anegsn (1984). _

bﬁﬂ""mt adolescents revealed that 3% were using hercin or metha-
dons, 8% ituates or other depressants, 10% marijuana, 509 cigarettes, and
25% alcoholic beverages.

15



11
__“The philosophy of the Family Center is that drug addiction has an impect no
only on the woman; but on the entire family.” A . -
" Goals: 1 developing personal resources; ) improving family and interpersonal re-
Iationships; 3) reducing/eliminating socially destructive behavior; and 4) facilitating
maximum attainable adaptation asnewparents.
. Mother-infant attachment should be encouraged prenatally and post-partum. Spe-
cial emphasis should be placed on enhancing parenting sln]{s in an effort to lessen
the possibility of child neglect. The mother’s ability to care for her infant after dis-
charge from the hospital must be assessed by frequent obeervations in the clinic and
home setting: Long term follow up care is extremely important.
ﬁg‘mﬂy nter,” Jefferson Aluinni Bulletin, Winter 1985, Loretta P. Finnnegan,
_-In the U.S,, one in four individuals addicted to narcotics and one in two abusers of
alcohol or barbituates are women. The vast majority of women who abuse drugs or
algohol are of child bearingage. = . .

__“Pulmonary . Problems Encountersd by the _Infant of the Drig Dependent
Mother;,” Clinics in Chest Medicine, qutém‘ier 1980, Loretta P. Finnegan, M.D.
&Chillmégldmhgln Certainly, ,witggut objection; L% will be
one. I would like now to recognize Congresswoman Lindy Boggs.
Mrs: Bocgs: We are privﬂwbe here this morning to be here
under the auspices of this great hospital, and its offices and its per-
sonnel. And we are privileged to be able to meet with the pa-
tients—with the children, with the parents, and with all of the
people who are working so very hard, and with such great compas-
sion, in the fields in which this committee is so interested. =~
. 1 am especially pleased to be here as a former congressional wife,
because the Congressional Wives’ Club is very active in promoting
the programs of Children’s Hospital—and with very good cause.
I am also grateful to the witnesses who have come from afar. I
am especially pleased that Mr. Walker is here. I have been on the
Board of Odyssey House since its inception in my district, and I
will be especially interested in his testimony. @~ = B
__Thank all of you for coming. Thank you for your continuing in-
terest, and for the renewed spirit of service that I am certain that
you will be dedicated to, following the testimony of these hearings.
__Chairman MiLLER. Thank you. Let me also thank, on behalf of
the committee, the Children’s Hospital for all of the help that they
have given us with this morning’s hearings, and with the tour. And
also with the help that they have given us throughout the life of
the select committee, in helping us produce both the evidence we
think the select committee needs on behalf of healthy babies and
healthy families, and witnesses; and just a tremendous support
system for the select committee. =~~~
__We will begin today with our first panel, which will be Dr. Ira
Chasnoff, who is the assistant professor of pediatrics and psychia-
try at Northwestern Medical School; Dr. James Oleske, who is the
director of the division of a:lietgy; immunology and infectious dis-
ease at the University of Medicine and Dentistry of New Jersey;
Benjamin Walker who is the chief executive officer of Odyssey
Foundation in New York; and Joyce Thomas, the director of the di-
vision of child protection for C}uf" dren’s Hospital National Medical

Center, here in Washington. If they would come forward egleas{,
and we will take your testimony in the order in which I called your
name. . L

Your written statements will be included in the record in thewr
entirety, and you may proceed in the manner in which you are the

.u-t |
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most comfortable, and which you think will be most helpful to the

members of the select committee.
Mr. Chasnoff, we will start with you.

STATEMENT OF DR. IRA J. CHASNOFF, ASSISTANT PROFESSOR
OF PEDIATRICS AND PSYCHIATRY, NORTHWESTERN UNIVERSI-
TY MEDICAL SCHOOL, CHICAGO, IL S

. Dr. Cuasnorr. Thank you for your invitation to address you

today. L . _ T

__As we watch children grow, we can select out those children who

are at very high risk for problems in developmental and medical

outcome. But the factors that place these children at risk can often
be identified long before the children are born.

They come from familiesatrisk.
_, One factor that certainly places a family at risk is under discus-
sion today: drug use during pregnancy. =~~~
- Patterns of maternal _use during pregnancy have not really
changed since the early 1970’s. The use of marijuana, PCP, heroin,
alcohol, cigarettes, has changed very little, in fact. Currently about
25 percent of all pregnancies are complicated by at least one of
these factors. o o

However, there has been one significant change in the last few
years; and that is the increasing use of cocaine by pregnant
women. o B o .

- . The Perinatal Center for Chemical Deﬁ' yendence at Northwestern
insti 10 years ago to deal

University, in Chicago, was instituted 5ars. ago
with the problems that these drug-exposed infants exhibited.
. An infant born to a drug-addicted mother would come into the
hospital, be delivered; and spend 4 to 6 weeks in the intensive care
nursery, at a cost, very minimally, of about $28,000 per child. Sin
the institution of our program, which is a comprehensive program
to provide medical and psychotherapeutic care for these women
before delivery, the average stay of these infants now is 2 to 3 days;
at a cost of about $300. L ST
._Thus, the costs that were being borne by the hospital and by the
fnsurance companies, and by the State have been cut most marked-
--The_recent numbers that we hear about cocaine use in the
United States are reflected in pregnant women also. Currently, it
E,éﬁglfmtgﬁd that é.lidiit,ZSiiﬁiIl.}mn adults,ar&fging ooe;lyne, 10 mil-
ion iem using regularly. In some parts of the country, it is esti-
mated that 10 percent of all pregnancies are complicated by co-
caine use. ] T ) ’
We know that cocaine does cross the placenta. There have been

many instances in which we have had a woman come into the hos-
pital, who has used cocaine just previously; and we can take ultra-
,Sotmtg pictures of the infant, and watch the infant jumping around
1n utero. B ) ) S -

We also have been able to find cocaine levels in the blood and
urine of infants for several days after birth;, if the mother has used
cocaine in the last few days before delivery.

_Complications of pregnancy that we have seen in our program in-

clude a high rate of spontaneous abortion in the first part of preg-
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nancy; a high rate of stillbirths due to abruptio placentae—that is;
when the placenta separates from the walls of the uterus prema-

turely; poor growth of the child in utero; and inability of the child

lt% respond or interact with the human environment, once he is
.

- We have also had two infants, who have had a stroke in utero

from their mothers’ cocaine use. S )

_ _This has been reported in adults who use cocaine; but there have

been no previous reports in infants born to cocaine-using mothers.

Recently, we have also been investigating the high rate of
sudden infant death of these infants. .. = __ __ . o
_In the general population in Cook County, IL, there is a rate of

sudden infant death of three-tenths of 1 percent. Among heroin

users’ infants; the rate of sudden infant death is 4 percent. In this
study that we just completed, the rate of sudden infant death for
cocaine-exposed infants is 15 percent. So, you can see that there is
a markedly increased rate of sudden infant death. =~
This was a retrospective study; and we are in the process; of look-
ing at this problem over a long-term basis to confirm these facts,
but it gives us an idea that cocaine does have effects long after
pregnancy is over. o o ,
__As we evaluate these children over the long term; we cannot ex-
amine these children only in the context of their exposure to drugs.

It would be very convenient if we could predict that any child ex-
posed to drugs in pregnancy would fail to develop normally, or
" would have medical problems in future years. , o

But this is an oversimplification. It would fit a very nice medical
model; that said drug use causes problems, and it would give us a
rationale for treatment; that is, keep pregnant women off of drugs.

But it is not simply a matter of drug use. The issues are very

complex, and the quality of parenting that each child receives from
his parents is more a factor in the long-term outcome of these in-
fants than their actual exposuretodrugs. =~

_Thus our role is not only to educate the public as to the dangers
of drug use in pregnancy; but to address issues that engender and
enhance the effects of drug use: poverty; malnourishment; igno-
. rance, and immaturity on the part of the parents.

It it is not a problem of only numbers. The interactional effects
that produce the addictive personality in the first place must be
understood, and this personality must be changed, or at least inter-
vention must be instituted, before success can occur on behalf of
these very innocent bystanders in the process of addiction, the chil-
dren about whom we are talking today.

Thankyow. = .~ =

[Prepared statement of Dr. Ira Chasnoff follows:]
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AND m@&f@m “UNIVERSTTY MEDICAL SCHOOL, DIRECTOR, THE

PERINATAL CENTER POR CHEMICAL DEPENDENCE; NORTHWESTERN MEMORIAL Hogp
TAL, Cricaco, IL

BACKGRODND

As our sophistication in defining the problems of drug abuse has

Inc. sased, awarene hee increased regarding unique populations

within the large group of substance abusers who require further
study and specialized types of treataent. One such population is

the pregnant substance abuser and her offspring. At the present

time, most information is concentrated on the effects of

alcohol and opietee on pregnancy and the neonnte. However, with

the incree;ina use of cocaine in the United States, there has

been growing concern regerding the e!f ts 6! coca Ine on the

fetus and neonete o! the pregnanf eBu ser

Data on women of childbearing age show that they are "rep-esented
or overrepresented among those persons who are current and regu-
lar users of legal drugs, illegal drugs and alcohol" (Chambervs

and Hart, 1977). More specifically, studies looking at drug ise

by women during pregnancy (Forfar and Nelson; 1973: Hill, 1973:
Doering and Stewart , 1978; Kaul et al.; 1978) have ehéwn thef

63-93.5% used analgesics during pregnency (theee were not Broﬁex

down to di!rerentiete narcotic from nonnarcotic inilgesics). and

sedative drug use renged from 22-28%. The majority of the women
involved in these studies were women hho were receiving prenatal

care lnd were Bbtiining fhese neaicefions by prescription from
. Jacoby (1975), in a study of 86 pregnant women
from a iower sociceconcmic level than the women in the previously

lentioned studies, found that by checking urines using thin-layer
chromatography, 22X had barbiturates, salicylates or quinine in

their urine. This high level of drug use during pregnancy may
often coincide with concomitant alcochol use or the alcohol use
may exist without drug use. With an eetineted 20 E1llion Kneri-

cans having tried cocaine at 1eeet orice, ind 5 nillion using it

on a reguler basis (Piehburﬂe 1980), it can Be assumed that

cocaine follows fh sape pattern of use as the previocusly men-

ot
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cocnIne

It is etroneously beIIeVed by many women that the placenta acts
as a barrier protecting the fetus from various toxic substances

taken by the mother durlng pregnancy. However; this is not so.
Numerous reviews of drug use during pregnancy show that the
placenta is freely crossed by many drugs taken by thé mother

during pregnancy (Goldstein et al., 1974; Mirkin, 1975 rlnnegan.

1976: Hollingsworth 1977; Yaffee, 1978). Drugs which act on the

éﬁtril fiervous system are usually lipophilic and ai=s of relati-
vely 16w ioIecqur weight (less than 1000), characteristics that

facilitate the é?éiiinﬁ of the blcod-brain barrier. These are

the sanme characterlstiéé whxch facilitate crossing the placenta

from maternal to fetal clféﬁlatiaﬁ. For many seiative-hypnotic

medications, there is rapid eﬁﬁllibration of frce drug between

the maternal and fetal cit-» *“ion. xlfhaﬁgh the exact distribu-

tion of drug between maternal and fetal circulafiéh is difficult
to determine bscause of a large number of variables (Mirkiﬁ.
1973); it is reasonable to say that drugs with high abuse poten-

tial (opiates, cocaine, sedative-hypnotics, al-ohol and stimu-

Iiﬁts) are found at significant levels in the fetus if the mother

is using or abusing these drugs Some drugs which accumulaie in

the fetus can be metabolized by the fetal liver and the placenta.

Frequently, the netabolités are water-soluble, which hinders the
passage of the metabolite Back across the placenta to the mater-

nal circulation where it can be éxé?éééd'

fetus. Rane and Tomson (1980), in a recent review otrprengtgl
and neonatal dEiE metabolism, indicate that the majority of drugs

itudied have a longer half-1life in the fetus than in the adult.

This Is aIié true in the neonate since the enzymes involved in
the metabolic process of glucuronidation and oxidation are not

ERIC
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fully developed in the tetus. In addition, the immature renal

function of the newﬁorn may delay the excretion of d?ﬁai which
have been nctabﬁllzed to an excretable form.

The fact thnt drugs cross the placenta Snd reach the fetus

creates Fotential for problems of !etal development. These prob-

Icii can be manifested as congenital abnornalities, fetal growth

retardatﬁon, low birth weight heonatal growth retardation or
behavioral problems. Intriﬁterine growth retardation is the

major adverse effect of drugs taken in the second and third

trimesters, whereas congéntlal abnormalities are the m:Jor

adverse effects of drugs taken in the first trimester of Pregnancy
(Redmona; 1979)

Begidesn 1ntrau€er1ne growth retardation and congenital abnormal-

ities; one of the important effects of maternal drug use
duriﬁé pregnancy, especially use of drugs with high potential for
abuse, is that dependence develops in the fetus as well as the

mother. The extensive literature on opiate addiction durinq

pregrancy has been reviewed in the NIDA publication Drug Depend-

ence in Pregnancy: Clinicil Management of Mother gnd child

(1979). Since the fetus develops tolerance and dependence, it

#1] experience withdrawal when the mother is uithdriun

from her drug or at term when the maternal drdg use no Ionger

provides the ncwborn with drugs. Besides withdriwil from op-

iates; uithd?iﬁil syndromes in the newborn have been deascribed

with secobarbital (Bleyer and Marshaii, 1972);: ethchiorvynol

(Rulaék and Walravens, 1973); phenoburbltal (Desnond et al.,

1972; Blunenthll and Lindsay, 1§77), diazepam (Rementeria and

Bhatt, 1977; Backes and Cordero, 1980), chlordiazepoxide (Athina- N
ravanan et al., 1976); glutethenlde (Reveri et al., 1977); lora-

zepam (de la Fuente et al.; 1980) and alcohol (Schaefer, 1962;
Nicols, 1967).

The predominant literature on péerinatal addiction focuses on the

ERIC
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proﬁiéii of alcohol and opiate addiction. The literature on
opiate dciéﬁdiﬁéé in pregnancy and neonatal complications has
been reviewed in a booi edited Ey Rementeria (1977), the NIDA
_genént of

monograph Drug Deperndence in Pregnancy: cIInIcaI M

Mo_ther and Child {1979) and in several recent articles (!riEsson
et al., 1979; Glass and Bvans, 1979; Hill and Stern., 1979). &All
that is mentioned about drugs other than opiates is the presence
of withdrawal syndromes in the newborn, the potential for low
birth weight and the possible teratogenic effects. There is
l1imited in!ornation regarding the effects of stimulants during

pregnancy. with no information regarding cocaine's effects on

fetal developnlnt or neonatal neurobehavior.

A recent sfuay conplefed in our program (chusnott et al.;, 1982)

showed that infants born to polyarug—adaicfed mothers differed
from baties born to opiate-addicted mothers and a;ug—!;ee con-
trols. The opiate-addicted babies were smaller than the poly-
drug-addicted babies and the controls and had smaller head circu-
mferences. On the Brazelton Scale. the opiate-dependent group
had more depression of interactive behaviors and state control

than the polydrug group, although the polydrug group had more

dép?éiiioﬁ in these scales than controls. (See paper in Appendix

for éu-naries of diti) Klthough the pciydrug group was hetero-

geneocus, it Indiéiféi that there is Iﬁpiirlent in ﬂeonatal devel-
opment in infanfa Born fo nofher. who abuse drﬂgl other thlﬂ

narcotics. Despite the fact that in our experience and the
experience of most treatment programs patients are aBqung more
than one class of drug, there is little data on the effects of
nonnarcotics on pregnancy and subsequent necnatal development.

Chambers and Hart (1977) state that "too little attention has

been given to those pregnant women who are high freguency users

of drugl other than heroin. There is no question among drug

abuse epidéniologiata that this group of women whose prinary drug

Is fict Keroin far exceeds the number who are addicted to narco-
tics.

N,
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placenta, recent data from our clinic contirna fhis 1n twa ifi-

fants born to mothers who had snorted coclIne just prior to

delivery. The infants excrétéa unchangea cocaine at 12 to 24
hours post deIivcr? nnd continued to excrete benzoylecgonine, a
cocaine ﬁétubolife, tor tive days. There are conflicting reports
ot cocuIne 8 teratogenicity in aniaal studies (Mahalik et al.,

1980; Fantel and Macphail, 1982), and the effects of cocaine on
pregnancy in the human have not been previously studied. &

raport ot two cases of abruptlo placeﬂiié ;;§Béiuted with cocalné

this association had been published since. In a prellnlnary

study in our progranm (chasnott et 51 ,1985) 23 ln!lnts were born

between June 1983 and SQPtEibsr 193( fo cocaine-using women
enrolled in the Périﬁitll Center for Chemical Dependence of
Northwestern Unlverslty Northwestern Memorial Hospital. Ali of
the women were enrclled by the second trimester of pregnancy and
hu§ conpleﬁea course of intensive prenatal care. Maternal
urine samples and breathalyzer tests were obtained on a regunr
basis in order to screen for illicit drug and/or alcohol use. In

order to specifically evaluate the effects of cocaine on pregnan-
cy and the newborn, the cocaine-using women were divided into two

groups based on concurrent use or nonuse ot n!rcotlét und were

compared to two control groups. one control group was selecfed

from the population of the Perinitul cqﬁfer representing meth-

adone-maintained patléﬁtl uhé dId not abuse cocaine, and the
other control group was seIecfea fron nonaddicted pregnant women
préiénflng tor prenatal care at the Prentice Ambulatory Care

Slinic. Both control groups were uatched tor muternal age,

It was fow.d that infants born to mothers who used cocaine during

23
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pregnancy had an increased rate of stillbirth due to abruptio
placentaes and impairment of their growth in-utero. These infants
also showed a deficiency in their ability to interact with and

respond to their mothers, a characteristic that hanpera proper

bonding between the newborn and its mother. Purther studies by
our groﬁp hive llio lhowﬁ an Incréiiéd Iﬂcidéﬁéé ét auaaen Intanf
aeafh aynarole ("crIb aeafh“) In infants Eorn o no(hers who use
cocaine. Much further informatior on the effects of cocaine on
the developing fetus, newborn and child is needed before direct
correlations between use and abnormalities in the newborn can be

drawn.

FUTUKE DIRECTIONS
From the intornation above it can be seen that there is no ques-
tion that the use and :buae of dTEQI duriﬁq pregnancy is s criti-
cal problen in fhe United stafec. The toll in human cost s
unestimable, buf £rom a purely economic viewpolnt intensive edu-
cational and therapy programs save largé sums of money for hospi-
tals and leaical !acilities. At Northwestern Memorial Hospital,
prior to the institution of our program, the Perinatal Center for
Chemical Dependence, in 1976, the average hospital stay for an
infant born to a drug dependent woman was 4 to 6 weeks. At
approximately $1000 per day for intensive care of the infant over

that period of time, the nost conserv-tive estimate of cost to

the ho.pit:l, the insurance company or the atite would be

328 000. since institution of the program, the _average perioé of
héiﬁitalizatioﬁ for the infants is 2 to 3 days in the regular
newborn nursery, a laxil\}n cost of 3366 to $400. There is no
question that adequate and appropriate prenatal care is a
requisite for pregnant substance abusing wonmen.

Long-term evaluation of these infants will almo be necessary in
order to intervene when necessary. It would be convenient if we
could simply predict that any child whose physical system has
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been affected by his mother's chemical dependence would fail to
renpond ipproprtetely or dénoﬁitreté dettctenctee In pirticular
areas of development. However, this would Eer vast oversimpli-
tlcation of the problea of substance abuSe and its effects on
both the infant and the mother. This oversiaplification would
tit a purely medical model, that is, a straightforward cause and
effect pattern. This would provide a rationale for preventive
medicine: keep pPregnant women off drugs. But the quality of
parenting shown by human mothers and fathers varies greatly, from

comiortable;, confident perentc at one end of the epectrun to

anxious, depreeued or even abueing parents at the other end. It
is this quni!ty of pcrent!ng that is go!ng to be the kév to the

npproech to tﬁé prebléii tacing educitore and nedtcil personnel
in this t;e;a. We must niot only educate the public as to the
diniiii ot arﬁg use in pregnancy, but we must address issues that

ment, immaturity.

It is not simply a problem of nuabers of drug users. The issues

are COIPIGX. and the interactional effects that produce the

addictive personliity in the first pltce wust be understood and
Interrupted before iuccecetﬁl intervention can be undertiken in
behalf of these innocent Eyctiﬁdéic in the process of aadicti
fhe ¢hi1dF&n.
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Chairman Mi.LEr. Thank you. Dr. Oleske.

STATEMENT OF DR. JAMES OLESKE, DIRECTOR, DIVISION OF AL-
LERGY, IMMUNOLOGY AND INFECTIOUS DISEASE, UNIVERSITY
OF MEDICINE AND DENTISTRY OF NEW JERSEY, NEWARK, NJ
Dr. Ouesge. In 1972, as part of my masters in public heaith re-

quirements, I looked at 118 infants born to drug-using women in

Newark, NJ. And I remember, after finishing that study, coming

away from it, saying that these children never could have had it

worse. There were so many complications; s0 many problems com-
pared to a normal infant, born into the same socioeconomic status

as these, except their mothers did not use drugs: -

_In 1979, unfortunately, 8 years later, we began to notice a new
disease that seemed to be occurring in children as it was occurring
in adults at that time. That disease is now very well-known as
AIDS. And it was devastating to find out that the same group of
children who had so many problems because their parents used
drugs; now were subjected to another tragedy. And that is the risk
ofdévélgplngo%gédImmunéDéﬁcléncy Syndrome. e

- That problem has mushroomed. In the United States right now,
there are probably 1,000_to 2,000 infants with AIDS. In Newark,
NJ alone, we have cared for 90. Almost half of those have died.

_The vast majority of infants who have AIDS are born to women
who are either drug users themselves, or had sexual contacts with
%i male who is a drug user, or in one of the high-risk groups such as

rsextm:ls:, - - . oo - - -
__Fortunately, the acquisition of AIDS into newborns because of
blqglﬁg@sfusian, with the new acreening tests, has become less of
a problem. o S . }
_ So, clearly, the problem of AIDS in children and the problem of
AIDS facing society, is mostly derived from the drug-using popula-
tions; aéxggarticniarl r children born tosuch women. . .
__The CDC has had 350 cases reported to it of pediatric AIDS, but

as 1 mentioned, clearly this. represents significant underreporting.
And as I mentioned; there is %ntiaﬂy 2,000 cases right now in
the United States of pediatric .

The mortality rate, overall, in this group of children is 45 per-
cent. The clinical presentation has been well-documented. These
children have failure to thrive. They have a special type of pneu-
monia. They have chronic diarrhea, swollen lymph glands, swollen
liver and spleen. And most devastating; the recognition that maybe
half or more have an encephalopathy. In other words, their brains

are directly infected. And this, of course; introduces so many prob-
lems, as it relates to treatmment and rehabilitation. = = =
_Their immune system is depressed, just like the aduits, agd,,thﬁ
are at the risk of many opportunistic infections, many of them dif-
ficult to treat. S
The treatment programs that are available are catch-as-catch-
can. They have been developed in places where the concentration
of patients are most heavy. They have developed without ;sgp‘;gozg
Presently, we only give supportive care to children. We work on
nutrition, we work very hard on it, because we recognize it as one

of the major problems.

26"
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__We treat all their ongoing infections, which are many. We use
special drugs for special situations. In particular, we use intrave-
nous gamma globulin; a very expensive therapy, for these children
to try to prevent infection. The cost of these sometimes are rejected

and denied by the various health care providers. =~~~
pecific therapy programs for children are still not available: We
try to provide rehabilitation services, because of the tremendous
problems these children have, as I mentioned, related both to their
encephalopathy; and also their &?rive& background. @ ==
_ There are tremendous needs for psychosocial services to these
groups. The parents need help. The children need help. =~~~
_ It 18 sad that these children are born to a family that is frac-
tured, has little ability to care for the child. Twenty-eight percent
of our mothers are dying of AIDS themselves, and trying to take
care of a child who isdyingof AIDS. =~ = o

There are problems of schooling, that I will not even begin to get

involved with at this point. But clearly, one of the things we have

learned is not every child, or for that matter; adult with AIDS is
going to die. Some of them, if we give them good support and good
care, may survive. And they are going to go to the schools, and

they are going to survive, and they are going to be interwoven back
into society. And we are going to have to accept them. And we are
going to have to figure out how todothat. =~
__Right now, hysteria reigns, and unfortunately, we have no ra-
tional approach to this. The four States that have examined the
issue of children going to school, fortunately have all said that

these children could go to school: Unfortunately, of all the States
%l;gg:;};g\’ré considered it; the local school boards have rejected that
ecision. .

_ Adoptive services are a problem. Originally, these children are
born into families where adoption and foster care is frequently nec-
essary. It is an added difficulty in providing foster care service and
adoptive services for these children: o
_Frequently, the parents of these children and the foster care
fomilios are overwhelmed, and we need to provide respite care for
these patients. None of this is really available. .

In conclusion, really, I guess I have to say that we need compre-

hensive programs for this group of patients. Those with AIDS and
born into the drug-using family. . . S
These programs need to be comprehensive, need to take into con-

sideration both the medical issues and the ps;chosocial issues
which are presently overwhelming. o -
- I might point out that presently, there is little or no funding for
these issues. Children receive very, very little of the moneys allo-
cated to AIDS work. Most of the money goes to research. Very,
very little for care and treatment. =~~~ 7
__As one of the major centers for pediatric AIDS in the United
States, we have not received any Federal dollars for the care of pa-
tients with AIDS. It all has been, if you will, a local effort.
_ Pediatricians, and i:ﬁeople,t’,a;king care of children, have always
been, or tried to be, the spokesmen for these silent victims of soci-
ety’s mishaps. Clearly, wegretmn%gg speak out, but clearly, I do
not think we are being heard very often:

077"
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_These children need tremendous numbers of helps. We are fiot
having movie stars giving benefits for children born to drug users,
And we probably should not rely on those efforts.

__We should rely on the Federal Government for their efforts to

take care of these children. These children deserve good care, and
they are not getting good care, because of the limited resources
available to this tragic group of patients.

Thank you.

[Prepared statement of Dr. James Oleske follows:]
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PREPARED STATEMENT OF DR. JAMES OLESKE, CHILDREN'S HOSPITAL OF sz? JERSEY

_ _Since 1981, Children's Hospital of New Jersey has
provided care to children with HTLV-111 infection (A1DS).
The -average age at diagnosis is 6 months, and the majority of

patients are. toddlers and preschool aged children. Of 41

children actively followed, most aave multiple problelms
including poor we‘ght gain, developmental delays, _vision

defects -and speech deficits. Many families have a _history

of impaired parenting skills, intravenous drug _abuse; _and

adult AIDS. 1n addition, parents and guardians are stressed

due to recurrent and chronic infections; the uncertain

outcome of the disease and the social jisolation that can

result when the child is diagnosed -as having AIDS.
__..__The majority of children with AIDS in_New Jersey receive
treatment at Children's Hospital. _The program is coordinated

by a pediatric nurse practitionmer/clinical_specialist who has

overall _ responsibility _for . the __organization = _ and
implementation of service to children and _their families:
She__also initiates_assessment by other services and provides

on-going case management in both acute and ambulatory care

settings.

_____The "AIDS _team”. sees _every child monthly and more

frequently if warrented by the child's condition. At the

monthly visit; the child is seen by the various team members.

Disciplines . represented _at = the _ clinie¢ = include

medicine, nursing, social work, nutritionist, speech therapy,
occupational therapy. The _following protocol has been

ceveloped for the wmanagement of the well child with HTLV-111

infection:

- interval history and examination
- neurologic evaluation
= evaluation of the home environment/consultation

with servicee involved in the case

- assessment of parental ccping

= developmental review and home program (speech
pathologist and occupational therapist)

= comprehensive evaluation by the Child Develop-
ment Center every 6 months

et e . O Q M504 38 226 Cender .. o
A major teacning affitiate 5t Tma Coeye 3* “eac ne ang Cant ry. N1 New Jerséy
15 South Ninth Sireat. Nowark N J 27107  20° 233-8760
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Staft members are well known throughout the state _and
the nation as experts in the care of <Children with AIDS
called upon to act as resources for physicians, .nurses. and
other health care professionals. The staff is .actively
involved in educational and advocacy issues related -to
pediatric AIDS. Upon recognizing the need for service for

developmerital delays and_the resistance of community programs
to accept children with AIDS, we sought and obtained funding

from__the Department of Education for an_ Early Intervention

Program.,___In_ operaticn since January 1986, it can provide
rehabilitation services on a once a week basis for up to 12
children.

the _ needs of_ the__children/families receiving care _at
Childrens. _The. _high _incidence .of AIDS_ _in__northern New
Jersey, particularly Essex_ _and Hudson counties, _and the
existerice of a multidisciplinary. _program __at __Children's
Hospital _supports the formal designation of CHAP as _the state
Center for. the diagnosis and treatment of _pediatric  &IDS.
Support and funding are needed to.formalize _the existing
program and expand services. 1In addition, a defined physical
space must be found. for staff, equipment_and the provision of
direct - .care ¢€to _the patients on a_ daily basis. We have
identified the following areas for development:

The _present program.developed informally in response to

1. Voluhteer. support. Several gioups have approached
us to collaberate on a community network_of volun-
teers for children. At this point, staff do not
have the necessary time to work with these groups.

2. Educational materials. There is a great need for
educational materials on AIDS for children, parents,
schools and community. We have recently written a
guide for parents and have expertise to develop

other materials.

3. Resource/consultation., We are receiving an in-
creasing number of requests for information on

the needs of children and the specifics of de-
veloping a comprehensive treatment program. We

are looked upon _as_a model program nationally _
and_internationally. We would like to have the
personnel to func ton as a resource to others.

4. Jersey City._ _We would like_to develop a_satelite
ambulatory facility in Jersey City for ncn acute
care. Children would continue_to _be hospitalized
at Children's but routine treatment could occur
closer to home,

(V]



O

ERIC

Aruitoxt provided by Eic:

26

. At _this time, we seek support for the foliowing
positions:
1. CHAP_ coordinator/case manager (masters prepared

nurse) for program planning and implementation;

2. Staff nurse (Registered nurse) to assit in day to
day operations.

3. Community Health nurse (Bachelors prepared narse)
Full €ime to make home visits on an acute and e-

lective basis. She Hpgldfgl§O,ngrdin!féiEéﬁﬁité1(S

home care and deal with home care agencies.

4: Social worker (sasters prepared) to provide

counseling and support to children and families.
The social worker would also_supervise volunteers

and work closely with schools; DYFS, and other

community agencies,
5. secretary to provide supporf €6 the above staff.

6. Clerk to assit with routine record keeping re-
lated to patient care:

7. Jersey City would require an additional case
manager (masters. prepared nirse) and social
vorker (masters prepared). Clerical support
and space would also need to be identif ed.

_The above _is _a brief overview of the heaith and

Psychosocial problems of the child with AIDS and the attempts
of Children's Hospital to meet those needs. Although we have

developed_ a sgtrong clinical Program, additional support is
needed if we are to contirie to provide care as well as on-

going data collection, reseatrch and education.

,,,,,,, We also see a need for an out of hospital  facility
{droup__home or some version of) to provide a tempcrary home

for___children_ awaiting Placement in _foster care andjor

confirmation of diagnosis. _This same facility should also be
avajilable ¢€o provide respite care when pa.ents need a break
or if & parent (with AIDS) is hospitalized and the child
needs a place to stay.

James_Olesgke; M;D;

Edward Connor, M.D. _

Mary Boland; R.N., MSN
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CHILDREN'S HOSPITAL AIDS PROGRAM (CHAP)

Number of children with AIDS/ARC since 1981 80
Number of children presently treated 42
Number of children lost to follow-up 0
Out-patient visits per child i=7/month
Hospitalizations per chiiad 2-3/annually

failure to thrive
encephalopathy .
developmental delays
speech and hearing deficits
nutritional deficits
family/social problems
recurrent fever. S
acute and chronic infections

Departments involved in treatiment (ambulatory and acute)
Division of Pediatric Immunology and Infectious Diseases
Division of Pediatric Neurology

Division of Pediatric Pathology

Division of Pediatric Hematology

Division of Pediatric Gastroenterology

Division of Pediatric Nursing

Department of Habilitation .
Department of Speech and Hearing
Nutritionist

Early Intervention Program
Child Development Center
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CHILDREN'S HOSPITAL AIDS PROGRAM (CHAP)

PROFILE OF 36 _CHILDREN WITH HTLV-IIT INFECTION*
T e e et e,

§ - 6 years

N
'S
"“Uma\\m

6 - 13 years

Nunber of Children Requiring:
Foster care placement 14
Commnity nursing secvice 14
Family protective agency 13

Height at or below 10%ile 12 12 24
Wiight at or below 10%ile 13 13 26
Developmental Delay 12 14 26
Encephalopathy** 7 1 18
Interstitial Pneumonitis - 12 12
Surviving 17

I
N
[-;}

* Data as of January 31, 1986
**Encephalopathy is defined as abnormal findings on neurclogical
exam 'and/”i'ro'i: abnormal CAT scan
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Chairman Miurer. Thank you.
This panel has been joinego by afother one of our wn;nessee;L Jen-
nifer Custis, who is a parent from Vienna, VA, who is accompanied

by Meiedlth Finste uscﬁ, who is a program coordinator at the

Me. Gvs'm, Yes

STATEMENT OFJENNIFERCUSTIS PARENT, VIENNA, VA
Ms. CusTis. Iamgomgmguaheadandreadthm, ,
Chairman.

77777 in the way in which you are the
most comfortable. We are a very relaxed committee. =~

-Ms. Cusris. Thank you: My name is Jenny, and I am 28 years
old; and I am a recovering alcoholic and drug abuser.

_ When I was 5, my mother and father split up. My brother and I
were left with mother who even turned to prescription
drugs, such as v: easeherpams e_all moved in with my
grandmother, ani 7t7hfere ‘Were many conflicts and hardships. My

childhood was nowhere close to normal.
My mother died when I was 16, from emphysema and drug

abuse. Between the anger I had with God, for taking away my
mother; and the kids who teased me unmercifully at time; for
bemgagoody-g { I turned to tequila and marijuana. I wan ted to
ease wanted to fit in with the crowd.

When m 18, I moved in with, who is now my ex-ﬁusBa:n& who
Minﬁs‘o an alcoholic. I was 20 when I got pregnant with our first
c

Iqmtdrmkmgthhmi;ﬁéﬁrsthontﬁsofmypregnancy,
cause it made me sick. I continued to smoke pot once Ln”afgvgxflg

-1 got. prenatal care as soon as ible, but lied to my doctors
about occasional joint I smok

My son was carried full term, weighed 7 pounds 11 ounces, and
there were no complications. _ _

A little over a year later; I gave birth to my daughter
my reggangLI smoked pot and drank for the first 3 months. I di

not know I was pregnant at the time: The pot and the booze started

me 8ick; 8o I quit; and started gettmg my prenatal care at
that time, also.

I tried to get a few times; in s e of the fact that it made
me sick. My da ter was carried fi term, weigh 6 pounds, 12
 iree yos ““fae?m.i‘“ iany hardships later, I got it with

and many ps r; I got pregnant with

thuc{gl;;lg By this time, I was drinking very heavil, due to

strem I drank and smokedpottﬁewliole time I carried him. It

never once made me sick. ] started questioning uy “and

drugging at this time, and my friends would tell me that they

_go wrong with their pregnancies over it; so I
figured it would not hagpen,tgfme -

Mysoansbggn?weeks FMywaterBroke,an&lie
went into distress. And the on
He weighed 8 pounds, 14 ounces. I enlz had been gettmg prenatal

i fepuskede Pt bl - gttty — JBF pefitiupainaidiod

care a very short time prior to this; because i did not want anyone

“

63-621 0 - 86 - 2 34"



30

to find out I was sick. He is doing fine now; but he had some prob-

lem with muscle development.

_ 1 ended up giving up my children just a few weeks after I

roof over our heads. This gave me a chance to leave my ex-

band, and left me plenty of free time to drown in my sorrows. The
pain I felt cannot be measured in any way: _ B
- In spite of the alcohol and drug increase, I got a job and I kept it:

brought my new baby home, because we could not afford to kéesgi:

I;h:;lda roof. overimy”hggg;’rlf ga.tgg@,vjvef;lgalgtl and éi;'éﬁti.i'aldli _con-
vinced everybody I was straight. Never a drinking ng and drug-
ging problem. And I became more secure than I had ever been at
any pointinmylife. =~ === = s
I was also doing over the. counter speed at this time, so I could
make it through a day’s work without a hangover. S
- This went on for about 2 years, and by the 3d year, I had cut
down my drinking and drugging, realizing my problem. But I could
not quit on my own. S o
. At the end of this year, I started getting sick from booze and pot,
because I was pregnant again, this time with a child the father did
not want. I knew my family would be disgusted, so I ran. I came
back 1 week later, completely defeated. o
I then moved into a house with & cotiple of people from an anon-

ymous selfhelp group for alcoholics, and started attending their

meetings. Three days after I had moved in, I started hemorrhaging

from some heavy lifting I had done from moving. The placenta and
the wall of the sac of the amniotic fluid had torn apart a little. 1
had been getting prenatal care, from the time I found out I was

pregnant, and this time told the doctors everything truthfully.
. My water broke, infection set in, and 1 week later; they had to
induce labor. My daughter was born 8 weeks early. She weighed 3
pounds, 9 tglmc?s, and is doing great in the infant IVC unit in Fair-

e self-help group had been a great help for me, but I needed
something more. I had had a lot happen to me, and I covld not

share about it in meetings. So I reached out to a member in the

group who I knew was also a counselor for alcohol and drug abuse.
He referred me to the Women’s Center for Alcoholics and Drug
Abusers. That is where I found the things I needed =0
- 1 find myself opening up. As I learn more about my disease, I
learn more about myself. @~ @===<=00

_The key word here is education: _The self-help group gave me

their experiences, strength and hopes. They showed me there was

life, and how to enjoyit. @ = = . .
__The Women'’s Center is_teaching me about my disease, and how
to become more responsible, and restoring my dignity. Helping me
become more independent, and teaching me not to blame myself.
.. They teach by one-to-one counseling, and group therapy, through
films, lectures and discussions. Without them and my self-heip
group, 1 would be on my way to a very long and painful death.
They taught me to forgive myself, which gives me the strength to
be here and tell yuu my story; in hopes that I may help someone
else find the kind of happiness I have now found.

i
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My story, which is very long, and I do ot have time to tell you

in full, should be told to you, for you to totally understand what

these people have done forme. = _ = . . T

I lived in hell, and I am grateful that these trustworthy doors
and hearts are open, and Ineed them. =~ .~ -
_ Because of them, there is one less DWI, one lcss bum on the
streets digging out of trash cans; one less criminal; one less suicide,
and one less hopeless mother. S

God bless all who have stood by me. Thank you very much.

[Prepared statement of Jennifer Custis follows:]

36



O

ERIC

Aruitoxt provided by Eic:

32

PREPARED STATEMENT OF JaNNirE Cusmis
My name is Jenny Custis. 1 am 28 years old and aA a recoverine

alcoholic and drug abuser;

When I was Five my mother and father split up. My brother and I
vere ieft with my mother who evertually turned to prescription drugs
to ease her pains. We all moved in with my grandmother and there
vere many conflicts and hardships. My childhood was niowhere close

to being normal.

My mother died when 1 was 16 from emphysema and drug abuse.
Between the ander 1 had with God for taking away my mothef &nd the
kids who teased me unmercifully for being a *Goody-Goody,” I turned

to tequila and marijusna €o ease the hurt and 8o 1'd it in with the

crowd.

When I was 18 I mcved in with my ex-husband, who is aiso an
alcoholic. I was 20 when 1 got pregnant with our first child. i

quit drinking within the first month of my pregnancy because it mac;
m2 sick, but I continued to smoke pot once in a while: I got
prenatal care as soon as possibie, but lied to my doctors abOUE By
occasional jJoint. My son was carried full term, weighed 7 pounds;

11 ounces; and there wer# ric complicaticiia.
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» little over a year later I gave birth to my daughter. During

my pregnancy; I smoked pot and drank for the £irst three months: I

didn't know I was pregnant. The pot and the booze started makiug me

stress. I drank and smoked pot the whole time 1 carried him; and it
hever made e sicx. I started questioning my drinking ané drugging
and friends would tell me ~hey never had anything go wrong with
their pregnancies over it, so I figured it wouldn't happen to me.
into distress and the doctors took him by C-section. He weighed 3
poiinds, 14 ounces. 1 had only been getting prenatal care a short
time prior to his birth because 1 didn't want anyone to Eind out I
vas sick. He's doing fine now, but had some Problem with muscle

development.

1 ended up giving up my children just a few weeks after I
brought my new baby home, because we couldn't afford a roof GVEr our

heads. This gave me a chance to leave my ex-husband and left me

38
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it; I got a roof over my head, gained weight; eventually convinced
everyone I was straight, and became more secure than I had ever been
in By 1ife. At this time, I was also doing over-the-counter speed

to get me througdh a day's work without a hangover,

This went on for about two years. By the third year; 1 had cit
down my drinking and drugging; reslizing my problem, but couldn't
qUit on my own. At the end of this year; I started getting sick
from booze and pot becaise I was pregnant again; this time wWith a
am&nm&mmﬁmimaﬁmmﬁm&ﬁmmé

80 I ran, to come back a week later completely defeated.

1 then moved into a house with a couple of people from &
anonywous self help group for alcoholics, and stscted attending

their meetings.

Three days after 1'd woved in I started hemorrhaging from soms
heavy lifting I had done. The placenta and the wall of the sac of
amniotic £luid had torn apart a little: I had been getting prenatal
care from the time I found out I was pregnant and this time told the
doctors everything truthfully. My water broke; infection sst in a

week later, and they induced labor 8 weeks early: She weighed 3
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pounds, 9 ounices, and is doing great in the infant IVC unit in
rairtax Hospital:

The self-help group had been a great help for me; but I needed
something more. I;a had a lot happen to me I couldn't share about
in meetings, so 1 reached out to a member of the group who I kiew
was also a counselor for alcohol and drug abuse. He referred me to
the Women's Center for Alcoholics and Drug Abusers. That's where I
fous:" the things 1 needed. 1 find myself opening up as I learn more
about @y disease; I learn mote about myself. They Key Word Were is

eéuc&éton;

The self-help group gave me their experience; strength and

hopes. They showed me there was 1ife and how to enjoy it.

The Women's Center is teaching me about my disease; how to

become more responsible; restoring my dignity; helping me become

more independent and teachng me not to blame myself.

They teach on ohe-to-one counseling, group Ethetapy and EKEoUgh

films and lectures and discussiona.

Without thef and my self-help group, 1'd be on My way to & lohg
and painful death. They taught me to forgive myself which gives iie
the stzength to be here and tell you my story if hopes Ehat I may

help someone else find the kind of happiness 1 have now:
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My story, which is very long; and I didn‘t have time to tell in
full, should be told for you to totally understand what these people
have done for me. I lived in hell, and I am only grateful that
these trustworthy doors and hearts were open when 1 needed them.

criminal, one less suicide, one less hopelese mother.

God bleas all who have stood by me. Thank you.

O
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Chairman Muier. Thank you.
Mr. Walker:
STATEMENILQEIENLAMIN WALKERL JR., CHIEF EXECUTIVE OF-

FICER, ODYSSEY FOUNDATION OF NEW YORK, INC,
YORK, NY
-.Mr. Warker. Good morning: It is, indeed, an honor to join this
ished panel and share some of the Odyssey House Par-

eitg’—

Chairman MmLEr. Can you Brmg the micro hone closer?
Mr. WaLker. OK. We are a unique, drug'L , therag utic com-

of residents, for addicted parents and then- chiidren: Our
target population consists mainly of women who are

pregnant or/and parents; but includes males and couples, who are

annoustommntainanmtactfamﬂyum N

mum'

More than 15 years r£ reeognwed i
gam was needed to b the multi-generational cycle of drug ad
ctlonjg;di ‘abuse. The majority of our residents are second and
generahon substance abusers. We learned that this lack of

family value system shows up in other areas as well.
dren who are ubused&tlow up_to become chiid abusers. The
tremendous advantage that Hoiise Parents’ Pi n offers

is _residential peyt mgmgjgmm.j&djl&lﬂ-tmmns to pr

substnneeabusers, and drug abusing parents with young children.
This milieu of therapy includes group therapy, _parenting work-
ghops, mdlwdgalfcggpfseif urvwes for nts and children; with
onai child care . ff, psychologists, child psy-

chologists, social workers; and chiat
. The Parents’ Prﬁgr:g is daslgned to meet the child’s needs first,
Living within the Parents’ P

rents’ Program community results in the
first chance that many children have had to_know what it is to be
loved and cared for on a daily basis. The addicted parents do not
alter their lifestyle because o their chﬂzj,iThefadd}cted perso
does not give wnhoutsxpectn? ething in return; an 1mp’o’s§1b
ity for the infants, Women addicts have a destructive narcissistic
bond to their children, often competitive in nature, that has to be
- broken t oreposmvennrtunngcanbegm All of these destructive
if their children are to break the multi-

generatmnal cycle, and have a chance to grow up as all children
While children adjust more rapidly to-their physical surround-

ings, it is much er to work the levels of consciousness
t!iatsttllmakmnhemcrymthe middle of the night.

" The Parents’ Program provides various forms of therapy for. the

se child to yver and work to remedy these situa-

nglggbom t¢ addicted parents often are born prematurely have
a lighter birthweight than normal. They. experience periods of
mthdraWEI, and ‘have a far jjreater tendency toward illness in
aag;yi They often arrive in th szram sick and malnour-

Tﬁere are qﬁen early devélopmen _ deficiencies, especially

in attentiveness, alertness, eye movement, and reaction response.
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_ They are often withdrawn and isolated, as they have been accus-
tomed to being left alone for long periods of time, often crying,
often without being changed. The addictied parent often blocks out
e e Pl Program, th ¢ learns to be responsive to
”  Parént’s 1, the parent learns to be responsive to
the child, with a positive vocal interaction and cuddling. She and

the child begin to experience interaction with other children and
parents. Special programs and individual treatment programs are

: dﬁ&ugnéd, according to the age, emotional, and mental needs of the
child:

These are developed and implemented by a medical and child
care staff, in conjunction with staff psychologists and psychiatrists.

There are three main nurseries on the site. Infant, toddler, and
preschool: Each has its own constructive environment, in which the

child may grow, with the assistance and guidance of the child care

staff. As with their parents, all children are given compiete medi-
cal examinations within 24 hours of admission.

__Some babies in the Odyssey Program were born addicted. Medi-
cal stafl monitor their development and detect physical and emo-
Often, children of drug abusers lag in

tional problems immediately.

variola arses of pge-appropriate éﬁl@@ﬁaﬂzﬁ% in_our 6
mon year olds, much immaturity and aggressive behavior, as
well as other emotional wﬂ,bgbg?iqtgpr@bléms. o

__Their individualized treatment plans are designed to enhance

each child’s emotional and cognitive abilities: Arts and crafts, sci-
ences, which are basically nature walks, drama and play therapy,

are some of the major activities the program provides for the chil-
drer: - - R o - -
_There is much positive reinforcement given for proper behavior,

and ligd behavior; or acting out behavior is never punished by phy-
sicality. , o o . _ o

_ For more than 15 years; our unique Odyssey House Parents’ Pro-
gram has sought to break the multi-generational cycle of substance

abuse, leading to child abuse and neglect. Our parents are learning

to live drug-free; positive lives, and develop parenting skills and a
healthy relationship with their children, who can grow up protect-
ed and nurtured, under the guidance of our child care staff. As one
of our parents said, “I know my child has to feel safe before any-

thing can go forward. It is not enough to tell her all is all right. I

do not think she would believe me. Not yet. I know she remembers

the bad things. I have to show her that those things are not going
to happen anymore.” U EE
. lﬂaﬁes and gentlemen, there is light, and laughter, at the end of
this tunnel. There is a chance to grow up outside the shsdows of

fear and abuse that abused children know tco well. There is also an

g{pbrtuntyt‘y for an abuse-free life. As Jiilio Martinez; director of
the New York State Division of Substance Abuse stated, “I know of
nothing more important than the saving of innocent children from
the tragic life of substance abuse. Odyssey House has developed a

ring and compassionate program for substance abusing parents

and their yqugg;child;rgi;lt is truly a humanitarian and a very im-

portant service.’ a f(m:i—m/—/ e
[Prepared statement of Benjamin Walker; Jr- follows:]
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PREPARED STATEMENT OF BENJAMIN WALKER, Ji;, M.P.H,, Cumxr ExecuTive OFFICER

oF OpyssEy Founbation oF NEw YORK, INC.
RES It is an homor to join tdis distinguised pansl and be here todsy
to shace soma of the Odyssey House Parents’ Program with you. We &re s unique
drug-free therspeutic residantial community for addicted parents and their

chiidren. Our apacialized Eatget populstich consists mainly of woman who sre
pregisnt and parents; but includes males and couples anxious to maintsin an
fiitact family unit.

Hore than 15 ysars ago, ve recognized that s specislized program
vas needad to break the milti-gansrstional cycls of sddiction and sbuse.
The majority of our residents ste sscond and third gensration substance sbusers.

Ve learued that this lack of & family vajue systea shows up in other sreas.

Ghlldzen who are sbused grow up to b chiild sbusers themsaives. The

sremendous sdvantage timt the Odyssey Perents' Program offers is residentisl
peychiatric sarvicas and akills-training €o the pregnant substance sbuaer snd
the drug-sbusing parent with young children. This milieu of therspy includes
group therapy, parenting workshops and individual counseling for the parents and
children with our prpfepsional child care staff: medical ataff, paychologiat and
child psychologist, social workars and psychistiiat. The Farents' Progras 1s

dasigned to mest the child's velfars First and the parent’s second:

e
Vo 'y
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Living within the Parents' Program comsunity {s often the first chance
many children have to know vhat it is to be loved and cared for on a daily basis.
Tbe sddicted parents do not alter their lifsstyle because of their child: The
addicted personslity doss bot give without expecting somsthing in return. an
impossibility for the infant. Women addicts have & destructive narcissistice
bond to their children, often competitive in naturs; that has 5 be Broksn
befors positive nurturing can begin. ALL of these destructive hebits wust changs
if their children are to break the multi-generstional cycle and have & char a -

to grow up as all children ghould, .. -

forme of tharapy for the parest and child to discover and vork to remedy riass
situations.

Babiss born to addicted mothars ars often bors prematursiy, have
Lighter birth veights than nomal, may ekparbence a peviod of yithdraval aid
have & far greater tendency tovard illness in sarly infancy. They often arrive
in the program sick and malnourished. There are often early developmentsl

deficiencies especially in attentiveness; alertnass,sys povement and reaction Tesponse.

oy
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They are often withdravn and isolated as thay had becoms accustomed to being
left alons for long periods of tims, often crying, often without being changed.
The addicted parent often blocks out the child entirely. In the Parents’ Program
the parest lsaris to b mote tesponslve to the child; with poaitive vocal
interaction; apd cuddling. She and the child begin {o_axpqrigce intargction
with other childrep and parents.

§i;dii programs and individual treatmant plans are designed
according to the age, emotionsl and mantsl nesds of the child. Thess ara
deveioped and Irelewentad by cur medical and child cars staff In conjuwction
vith the staff peycheioplat and peychiatrist. Thars are thres nursscies on site:
Infant;, Toddler and Pre-School. Each has its own constructive environmert
in which the child may growv with the assistance and guidance of the child care
staff. As vith their parents, all children are given & complets medical
exmination vithin 34 bours of adaission o che progeam: Soms of the babiss
in the Odyssey nursery wers born addicted. Medical stsff monitors their
development to datect physical and emotional problems Eﬂi;ii;ii. Often

children of drug abusers lag in various arsas of age-appropriate davelopment.
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Ve find in our aix-month to thres year olds much immsturity and aggrassiva
behavior as well as other emotional and babavioral problems. Their individusi
treatment plans are designed to anhance each child's social, emotional
and cognitive sbilities. Arts and crafts, sclence, drama and pisy therspy
ars some of the sany activities the program provides for the children:
There ia mich positive reinforcexsnt given for proper hehavior and bad
behavior of scting out is naver punished by physicality.

The parents avaken aach day with their children and prepare them
for the day: est breskfest with thelr childran. The childreh are then taken by. -
their pacents t7 the appropriste nursery;and.the par#nts §o €5 their fob
Functions in the facility. Seversl times sach day, the parent returns €6 the
sursery for brief pariods of intaraction with his or ber child, obssrving tha
Wi1g at play vith other children and with the murascy ataff. Nothers assist
the oursery staff es ascort whan groups of children leave the facility for
day trips to parks, 008, miseums and. shovs. At the end of sach vork day (and.
all day oni Sunday) the parents raturn to the nurasry to spend sbout an hour

vith these owi childeen bafors taking them to dinnet. This Bour is one of the
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the observation of the nursaty staff and with their guidance, the parent
and child begin to devalop a positive celationship. This interaction contimues
through dlnner and in preparation of the child for bed. Odysssy gradually
i7iETeasas the time parents spend with their children, in both supervised and
casual sitoations. Staff mest waskly to discuss all residents and convene
apscial conferences on particularly Jifficult cases. Plans for parents and
children develop fros a team approach;

Yor wots than 15 years cor unique Odyssay Bouse Parents' Progras
has sought o break the multi-generational cycle of substance abuse leading

to child abuse and neglect. Our parents are laarning to liva drug-fres
positive lives and davelop parenting sEills and heslthy relationships with
their children who can grow up protectsd and nurtured under the guidance of
St child Tate ataff. As one of our parents said, "I know my child has to
fosl safe befors anything can go forvard. It isn't encugh to tall her Ehings
are all right. I don't thiz~ she would belisve me, ot yet. 1 kmov ahe
remsmbers the bad things. I have to show tar that tioas. Eii‘iﬁii aten't going
to happen anymore.”

Lsdies snd gentlemsn; thers is light and laughte: at the end of this
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tunnel. Thers s s chance to grov up outsids of the shadow of fear that abused
children know all tooidll. Thars is also an opportunity for an sbuse-Fiss
1ife. As Julic Martinez, Director of the New York State Division of Substance
Abuse Services stated, "I know of nothing more important than the saving of
innocent children from the tragic 1ifs of substance abuse. Odyssey Houss

bas developeth a caring and compassionate program for substance-abuslig

parants and thair young children. It is truly a mmanitarian and very

KA
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Ms. THomzs: Good mommgand thank you.

Mm.izz. Please move the microphone over. _
Ms. THomAs. M. mmemJoyeeThomag,andIamtheduectorof

the Dmsxon of Child Protection here at Children’s Hospital. I am
0 the ¢ ’ofthemte subeommttee

i am p andhoiiieﬂﬁphavgghm op rtumtg to feegg
before the Select Committee on Children; Youth, and Families
the topic is 3 very, very important, and deeply of concern to myself

my
_ Clearly, we are concerned about the problems of extensive alco-
hol and substance abuse in parents, and implication of such abu-
sive behavior for our children that we see in our program. We are
also concerned about the issues related to infants born of AIDS;

ag@tj;emuathatltpmaagmmformalwelfamprogmmandthe
programs related to services to parents.

_Let me tell 10!1 just a little bit about the division. Basically, the
Division _of Chil i’roﬁecuon is a_multidisciplinary. geej:ment
gram, which i8 ¢ provide care and services to chil

famﬂlesLoralli@ectéofchﬂdmaltreatment.We:ee

largenumﬁem&'cﬁﬂdmnhereatehﬂdrens Hospital, a total of
some 1,400 cases of child abuse; sexual abuse; each year. About 550

those cases involye Ehyawal abuse and neglect. About 100 of
those cases involve chii un&enthe}em'ofjage—-iyearofage

_In looking at the issues of the Mayor's committee, we are a large
group of both public and private agencies, some 31 egencle&whxch
. Beremtﬁec:ty to try to combat these problems on a
hj@r scale. Not onli in the direction of the direct care for chil-
dren, but to deal _issues of policy development, problem solv-
ing; as well as coordinati services among agencies. with
some of the problems of ce abuse, it is critical to bave stich

~ We are concerned about the mcneasmg problem of parents who
aresubstaneeabueersmthmu . We are concerned about the risk
it miposes to children who are abused and neglected. Here at Chil-
dren’s Hospital, as indicated earlier, we have youngsters who have
severe burns, youngsters who have multiple fractures, headugi
ries, and many times there are situations where nts judgments
are impaired by alcohol and substance abuse. Many times these
children are harmed physically, as well as emotionally.
_ We have seen young infants and toddlers mtoneated with sub-
stanees,sn as 36? and other harmful drugs. Such a problem is
_reachin ,andhasfarreasﬁmgnnpheattom, beyond even the
diru:t physical care. They are long term social and emotlonal prob-
lems and developmental problems for these yo
We are concerned about the issues; in terms o grewdmgprotee—
must be placed

tive care. Many of these youngsters do receive, an

Lo
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into protective custody. We are concerned, also, about the pioblems

of protective custody, in terms of identifying appropriate homes for

these youngsters, as the numbers and the volumes of cases contin-
ue to mncreage. @090

It has long been assumed that there is a relationship between al-
coholism and child abuse. However, we are really struck at the

problem of poor data collection, and the inability to make such a
comparison empirically. By the lack of comparison of making a

connection between alcohol and child abuse, we realize we are not
giving the attention deserved to this problem. There are numerous
legal and ethical problems in obtaining such data. And particular-

ly; there is a prohibition by federally funded aicohol and other sub-
stance treatment prcgrams in identifying and working closely with
child protection agencies.

_ I believe this is an area that we should be addressing more close-

ly. Although it has been well documented that alcohol is a danger-
ous drug, we are now beginning to see real documentation of it; in

fact, particularly as it relates to child abuse and neglect.

A recent factsheet, which was developed by the National Com-
mittee for the Prevention of Child Abuse and Neglect; has pointed
out that there are over 28 million children of alcoholics in the

United States. One-fourth of them are youngsters under the age of

18. In general, life with an alcoholic parent is characterized by
fear, tension, and insecurity.

Many alcoholic treatment programs recognize the tremendous
amount of emotional neglect imposed upon these youngsters. For
adolescent and older children it is neglect: For younger children
and infants themselves, it becomes a life-threatening situation.

- We are concerned about not only the actual child that is born

healthy; but the care for these youngsters in their home. We have
seen a number of situations where these children have fallen, have
ingested other poisons, and have been severely traumatized acci-
dentaily, while they are in a situation where the parents are
unable to care for them. == L -
__According to the same factsheet, some 33 percent of all reported

cases of child abuse in the State of Florida are related to substance

abuse. In Massachussetts; in one courtroom alone; we realized that
42 percent of all child akuse cases involve an alcoholic mother; and

34 percent involved an aicoholic father. In the District of Columbia,

almost 25 percent of 6,000 cases of child abuse and neglect reported
to Child and Family Services Division of the Department of Human
Services in 1985, involved alcohol abuse and emotional problems,

generally related to other forms of substance abuge.
__Unfortunately, it is not clear how many of these situations in-
volve actual infants.

- One major problem here in the District of Columbia, as in sther

cities, is the problem of PCP. PCP ingestion and other drugs, mixed
with marijuana, creates an enormous problem for our youtt serv-
ices. Public and private youth agencies throughout the city have
been struggling to deal with this problem; particularly in adoles-
cents and young adults. And we are finding this problem has im-
pending concerns related to children.

51 5¢

VY



47

partment of Human Services, Alcohol

&g 2 o Services A D‘éhtiogjfepgstﬁetﬁmmost
uently mentioned drug in D.C. hospital reports.

. In a study that was done in 1984, we realized that at Saint Eliza-

beth’s Hospital, 247 adults admitted for mental illness, one-third of

them had_confirmed positive for PCP. Another study which was
done by the D.C. Superior Court, a 22-month study, we realized
tﬁljgggggﬁ;’g 824 youngsters who were screened, all were screened
pomttve or %P; _ _ _
_ These are enormous problems. and these are tremendous
amounts of problems in our social welfaresystem.
y; in talking with some of the gentlemen who are look-
ing at this problem further, they realize that PCP seems to be in-
creasing, particularly here in the city. And there are a variety of
E:fgrémév?hlch attempt to address this problem,; but they still
aﬁv[e*furth’* er implications for children, and for parents with young
__The problem is twofold here at Children’s Hospital. And I am

ing to deviate slightly from my testimony and just tell you specif-
e

. We find that many parents whose child may be brought to the
hospital for reasons of a physical injury, may, themselves, be in-
toxicated with PCP. And we realize that the injury that the child

have experienced is in direct relations Eto the intoxicated

may - | is in direct relationship to the intoxicat
status of the adult who is caretaking for the child: Such situations
involve a mother whc had overdosed her child with cough medi-

cine. Another gituation involved a situation where the parent was
intoxicated and held a 21-day-old, premature infant upside down,
until the child was breathless. And many times these children will

come to us with physical findings, and many times we find we are
dealing with even more major problems. ] .
We find that many of these parents are hyperactive. They have

ﬁl;iny j?éﬁ@tyh@tgi jfob]éiﬁf; T!éejlrm ﬁavimﬁ cul(g' n_:ten_lgry; _They
ve difficulty with i.i’dgm”"éii and have ( culty 1n Ic éiitlfimg'
some of the needs oftjieir childen. = =~ 7
_The problem is further increased by the situation of young chil-
dren actually being intoxicated with PCP. It is unclear if these
children are inhaling; or if these children accidentally get the sub-
stance. And we are aware that some of the youngsters who come to
our_attention are youngsters who have been newborns and have
evidence of PCP intoxication. =~ == = = S
. So, we_have_a major problem associated with trying to treat
these individuals, and trying to provide such care. = _ o
_In looking further at the question, I think it wsuld be important
to realize t we saw such—10 yog:gsﬁem here at Children’s Hos-
pital in the last year. We have worked with these families. Many of

these children have had to be removed from their home. But many
times these youngsters remain in their setting. o .
It is_clear that we have a problem, of course, that requires a

great deal of attention. And we have a problem that is associated
with needing to provide better education about the problems of
PCP intoxication, alcohol intoxication, as it relates to infants.

__We find that thesc youngsters do have situations where there is
decreased stimulation. There is decreased bonding. There is in-
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creased problems in the parenting relationship. There are problems
associated with general health and nutrition. There is increased
harm and risk for abuse. There is increased harm and risk for emo:
tional damage for these children.

My recommendations are; I clearly want to continue our move
toward education and prevention, to improve the coordination of
services to these families, and to recognize, in a much more specific
Wm professionals; the need to understand this problem further:

[Premired statement of Joyce Thomas follows:]
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PREPARED STATEMENT oF JoycE N. THoMas; R.N,; P.N. ?.LM,P.H,,MQ,M
g1oN oy Ceno ProTEcTioN, CHILDREN'S HOSPITAL NATIONAL Mepicar CeNTER,
WasainGToN, DC

Good norning.r My name is. Joyce- N. Thomas and I am the
Dircctor of the Division of Chila Protection of Children's. -
Hospital National Medical Ceriter here in Washington, DC. I also
serve as the Chairperson of the Interagency Coordination .
Subcommittee of the Mayor's Advisory Committee on Child Abuse and

Neglect. I am pleased and honored to have this opportunity to

testify before the Select Committee on Children, Youth and

Families on a topic that has deeply concerned me for some time~~
abuse and neglect of young children by parents who indulge

extensively in alcohol and/or illegal drugs such 28 cocaine and
PCP. _In addition; I am concerned about the problems of infants

born with positive HTLV3 antibodies (AIDS). If these ch l1dren

need foster care they are hard to place; and the societal stigma

may remain with them for life.
To begin; let me provide some brief background information

that shapes our Division's orientation. We are a specialized
program concerned with all aspects of child maltreatment; we are
a_multi~-faceted unit; using a_combination of approaches at every
level of intervention, from direct services through special
projects to community advocacy for abused and neglected children
and_their families. last year we served more than 1,400 new
cases _of physical_ abuss, neglsct, and sexual victimization that
presanted to the hospital. _We provide medical care, mental
health ssrvicas, social urvicn, cass panagsment coordtn!t:ton,
professional training, public awarsnsss, parant educetion, child
advaex"y and prevantion programs to childrsn, parents,

_The lﬁyor'l Committee is conpo-.a of 31 puBlic ana privaﬁu
agencies, organizations, and community advocacy inaiviauals who
meet to advisa the Mayor, provide coordination-of the many

agencies involvead in the complex medical, legal, mental- heaiﬁh
and lO:ial walfare syStems invoived, and provida community
education.

The hcruling procblem of parents who abuse substances 15 a
major concern to the Division and the Mayor's Committee. o
Parental addiction and chronic intoxication are placing more and

more infants and young children at risk for abuse and neglect.
Here at Children's Hospital we have seen many infants with

severe burns;, multipie fractures; and head trauma from parents

whose_judgmant is impaired by extensive alcohol consumption
and/or addiction to heroin; cocaine; and PCP. We have aiso seen
intants who are intoxicated from ingesting these substances.
such a_problem has far-reaching implications for both the short~
term physical health and the long-term social; emotional, and
devalopmantal growth of infants who live in ,enviromontl,vhgrg
substance abuse is & parental problem. Many of these children
must be taken into protective custody_and the states' child
welfare systems are overwvhelmed in attempting to f£ind homes for

children with special needs.
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_.___It has long been assumed that there is a relatisnship
between alocholism and chila ibulg”gngfggglg;t;,,waé?ii;fthé
ispuu,hgg,bgan,poofly iiiiiréﬁf,7an§,§he!§,1s,oompifi€19519 B
little empirical data. There are legal and ethical problems in

obtaining such data; in particular; the prohibition for federally

funded alcohnl and. other substanoce abuse treatment programs from

disolosing information t67§ggi;&g,gggn;1gs;,inclﬁaiﬁq ohild
protection agenocies, has been a major hindrance.

dangerous drug, we are just beginning to demonstrate the
relationship to child abuse and neglect... 2 racent faot sheet
developed by the National Committee for the Prevention of child
Abuse has pointed out that there are more than 28 million
children of alooholio parents in the U.S.; ohe fourth of them are
under ths. age of 18. In general, iife with an-alocholio parent
is_characterized by fear, tensicn, and insecurity. wMany @
alooholism treatment prograns identity efnotional negleot as a
major theme for the children.  For infants, the negleot can
literally be life-threatening as parents under the influence fail
£0 prevent falls from outside balconies, burns, ingestions of
poisons, eto. We have also sssrn children with severe trauwa who
were acoidentally hit or dropped in the middle of an altercation

bstween their intoxioated parents.

. Aocording to ths fact shaat; 33% of all reported child
abuse cases in Florida_sare related to substanoe abuse. In
achusetts; in one_courtroom aloie 42% of the child abuse .
Ses involved an alcoholic mother and 34% involved an alcoholio
er. In the District of Columbia, almost 25% of the 6,000

cases of abuse and_neglact Teported to the Child and Family

Although if has been well documented that aloohol is a

Services Division of the D:.cC. Department of Human Services in
1585 involved aloohol abuge -and emotional problems:

Unfortunately, the number of these children who ware infants is

not reported.
__ . Our _msecond major problem here in the District of Columbia,
as in other oities, is phencyolidine~-PCP--al®s kriown as "angel

dust?; "love boat", “lovely", and "olicker," whan mixed with a
marjijuana_ oigarstta. ?uéliQW!nQ,pri!ltl,YCﬂtﬁriitViﬁﬁrggggo;gg
;L;onghont,thi,éit97ircrqg;ugg;;ng,to,usnl with adolescents and

young_adults-~the age group most likely to have young childrene
who use PCP.

____. _Accoraing to the b.C. D.H.5. Aloohol and Drig Abuse
§grYiOCi,Kdilhiitratipn,”PCP was_the third most frequently

mentioned drug in biitiigt,gggpitai,rcpéiti;,iﬁtpas-od,only by

aloohol. an@ heroin. In m four month period in 1583, st.

Elizabeth's Hbiﬁ;@élﬁgggigggg,zj7,adnlfi,fér—ﬁiﬁtglwil;gessiﬁpng,
third of these have been oonfirmed as related to PCP use. During
2 22-month study by the D.C. Superior Court's Pamily Division on
jUVGﬁilirail;nqggnggﬁunder oourt mandate, 825 of ~hose soreened
wers positive for pcp.

n
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_.. . _FcP ﬁ?i,ii,iliﬁ related to preschool aged children.
Although intoxication and addiction in newborns and young
children bave bsen reported only sporadically in the professional

literature, such reports have been increasing.

In the past several months our Division staff has seen an _

increased number of cases in which PCP use is related to abuse or

neglect. These cases have included a mother who attemptea
suicide and mutilation of her infant; a PcP~intoxicated mother _
who gave her 2-month-old infant an overdose of cough medication;

PCP-using parents who dropped a television on their 2-week-old

infant during a fight; and a 21-day-old premature infant who__
gtgppad breathing after her intoxicated father held her upside
own.

____ _In our observation of these parents, we have noted that
some_reveal various levels of disorientation, euphoric affect,
hyperactivity, grandicse and paranoid delusions, loss of memory,
and grossly impaired insight and judgement. such symptoms are
nevar clear but_are relatad to several other complex factors in
tlia parsnts' lifestyles that contribute to their unusual behavior
ir the Emargency Room.

have seen about. ten children during the course of a.year- ranging
in age from newborns to pre-school who have ingested or inhaled
the drug. - ({These cases involved six males and four females; six
were from D.C. the others from Maryland and Virginia.) The most
distirctive finding was a dill, trance-lixe facial expression:
other notable symptoms were agitation alternating with lethargy,
increased salivation, seizures, ninimal reaction to_pain, apnea,
ataxia, and other cCentral nervous system changes. Several were
nonresponsive at their arrival in the ER. Their ingestion or
ially requested PCP drug

inhalation was confirmed by a g

screening. Their stay in the hospital was generally brief,
however, several of the children had to be taken into custody for

their protection and three had to be admitted to the ICU. The
possible causes of their intoxication include fetal transport;
ingestion, and possible inhalation from someone smoking PCP_in _
the child's presence. While it is aifficult to generalire from a
small number of cases;, the potential grave consequences make it

imperative for us to recognize this probien.

,,,,,, There are a number of forensic guestions that require
further study with respect to children's intoxication from PCP.
One major problem is the leval of urinary PCP does not B
necessarily predict the ssverity or range of symptoms. A second
preblen is that information gathering from the parents is usually
lipited: parental denial or ignorance _of PCP makas information
about_the amount, routs, tiring, and_fregquency of the drug's use
unreliable. Since PCP crosses the placenta and may harm-the
fetus, and since it hag been found_in the breast milk and. . -
amniotic_fluid of mothers, many infants are potentially at risk.
We do rnot yet know whether such infants will show the long-ternm

(@)
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syzptoms and bshavioral changes of adolescent and adult users of
the arug; if so, our child welfare and mental health systems will
have an overvhelming problem in the years to come in providing
TeCeSsAry sarvices. Fror those cliildren who are not taken into
foster care monitoring anhd rollow-up are problematic.

- Infants at risk for AIDS because of their parents' iliness
or their own early symptomatology are difficult to place in the
foster care gystem. We are confronted with such problems here at
Children's Hospital. The difficulties in terminating the

parental rights of AIDS children in foster care and in finding

adoptive homes for them may create a new class of children for
whon-the psrmanency planning goals of the Adoption Assistance Act
o2 1980 remain elusive.

. Special needs children who are abused and ieglected by
“Heir parents often linger in public custody; moving through a
series of foster and group homes and institutions without
fanilies or homes to call their own. A major social guestion

facing us is how we can better meet the needs of these children
and their families.

_..._, looking to the future, it appears that we iiave much to
consider as we ponder the problems of infants at risk due. to
parental addiction and disease. _Obviously, well coordirated .. .
critical medical care and child protection services ara esséntial
elements in our fight to_perserve the life of these infants. We
need to do much more in the areas of prevention and public
education about the problex.

_.—___As a society, vhen ve hear of the problems of drugs and
alcohol we often feel it is somecne slsé's problexn. We gtill
tend to merely focus. on and blame the individual driig abuser.
It's hard not to fall into that posture. - We. ldom focus on the
problenms of these vunerable infants, on the ima of fractured,
burned _and_battersd infants. It is not surprising that we seldom
know_what to_do when wa are presented with the problem of infants
at risk due to parsntal substance abuse or disease.

.- -- In closing, parental substance misuse, especiaily when it
is of the psychoactive drugs (alcchol, barbiturates; narcotics;
and hallucinogens) translates into an abundance of physical,
smotional and social problems for infants and children. Each of
these problems becomes in turn a different stressor to the
family, amplifying the problems of unewployment; poor housing;
immaturity, and generalized family disfunctioning that have

frequently contributed to the parents' use of drugs, alcohnl, and
to their vulnerability to diseases like AIDS. Thus, both the

parents' and children's problems may become worse; leading to new
generations of misery. Clearly we must break this cycle; using

our best_ arch, education, and services to reduce parental
subst use and help their children.. such an_effort will not

be inexpensive, but the fiscal and social costs of failing to
attempt this effort will be even greater:

4
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My recommendations include the follewirg:

1. We nsed continuous major public education on the problems of
drugs and alcohol abuse with specific focus on the tremendous_
harms and potantially life-threatening problems of_ infants_and
young children. Mass public service announcements and public
media afforts are needed.

2. ¥We riesd to collect. more data to document the extent of the
problem. Such information is needed to improve profassional
awareness of the probleus.

3.Specialized treatment programs_for pregnant women. and
adolescents should be established.. 5uch rehabilitation programs
must include counseling services, job training, self-help groups,
in-home services and -“etoxification capabilities.

_ rinally, the problems of substance abuse are intricate and
gervasive throughout our society. Whether these problems occur

multiproblem environments or in middle class environments,

services must be provided for infants born in these homes.
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CHILDREN'S HOSPITAL NATIO VAL MEDICAL GENTER

DIVISION OF CHIED PROTECTION
PCP PROTOCOL

STATEMENT OF POLICY: Al cases of PCP (Phencyclidine) intoxication in chiidren six
{6) years old and younger who present iri the CHNMC emergency room or other hospitat
units will be referred to the Divisien of Child Protection.

RATIONALE: The confirmed diagnosis of PCP ingestion or inhalation in chlldren six
years old and younger may be an indication of neglect If not abuse; and has grave
Implications for present and future medical, le and psychosocia! intervention. Child
protection and advocacy, as well as the development of & research and edacation
orlented information gathiering system, are the ultimate goals of DCP intervention,

IMPLEMENTATION:
L Diagnosis = = _ . - .
A.  PCP intoxlcatlon should be considered when a child preserits with
L fﬁéﬁfil'l status changes of unknown etiology

Z oglcal utonomic disturbances
3. 8 ing changes in behavior
&,

allegatlon or admission by the parent(s), caretaker, ot other informant
—-- of exposure CP,

Othiér conditions such a >esses
head trauma; metabolic derangemerits, brain tumors, and other types of drug
ingestion must aiso be consldered and ruled out as the diagnostic process
continues.

#s selzure disorders, infectious processes (meningitis),

B.  Diagnosis of PCP intoxication I mads. thro‘.lfhuiiof the toxicology services
of the CHNMC Department of Laboratory Medicine. Drug screening for
chlldren suspected of having Ingested PCP will be handied in two major
ways: T e
1. If the chiid presents with syrptoia susplclous of drug Intoxlcation and

the person accompanying the chlid states that PCP was prasent in the
child's environment, a quailtative screening test for PCP can be

ordered.. For this test, 10 ml of urine and the appropriate toxicolagy
request form are required,and the results will be avatisble in
spp-oximately one hour. If the PCP screening Is positive, the . -
laboratory will sutomatically confirm the presence of PCP in Giie by
gas chromatograph-mass spectrometry. This confirmation, however,
- will it be avalisbie on a STAT basis. - - - N
2. Most often the child wlll present with symptoms of driig Intoxication,
but kiiowledge of ingestion of a specific substance will be LRknown oL
denied by accompanying adults, In this case 20 il of irine sith a
requisition for a comprehensive. drug screen will be sent to the lab.

This test will take approximately thiee Hours,
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3.  The physician requesting the Jab work must consult with the Chemutry
Director on call (5339 or hospital operator) regarding the need for the
The Chemistry Director will require
of the patient, the details of the

cy, snd the nature of the physician's trestment decision with

smergency, 3 :

or without the drug screening resuits. Treatment may need to proceed

. before lab results are known.

4.  If the physiclan suspects that may be 8n element of child abuse
or neglect involved In the ingestion or inhalation, he/she must initiate

documentation by filling out 8 medico-legal chain of possession form

available for this purpose (see attached sample). Often the lack of a
clearly completed medico-legal chain of possession document is what
_ results in the rejection of evidence in court.
5.  Noquantitative test (drug level) can be ordered on & "stat” basis;
furthermaore there is a poor corrélation between the level of PCP and
the presence or severity of symptoms.

When the dligﬁuiis of PCP intoxication is t:nnfirmed; the on-call DCP_

clinician must be contacted immediately. Thifiiﬁily shiould be told of the

imminent DCP involvement and asked to remain until the arrival of the

clinician. Upoa srrival the DCP clinician needs to:

1. Consult with medical and nursing staff in order to obtain factual

. information, and complete the attached symptom checklist. _

2. Introduce self to family members and explain the role of the DCP.

3. Obtain a complete history of events surrounding the PCP ingestion or
inhalation from the family members or child him/herself, if possible.

4. Notity the DC MPD Youth Division, DHS Child and Family.Services,

officials In other localities, when indicated, of the positive PCP

intoxication. The DCP director, physiclan, and back-up consuitant

should also be notified. The DCP eliniciin should decide with the

responding Youth Divislon officer whether & report to the DC MPD
Narcotics Squad is eppropriste.

S.  Coordinate the details of medical, iegal and psychosocial involvement.

6. Formuiste a plan for follow up.

7.  Offer support end courseling to the child end family.

8. Complets DCP intake forms and obtain appropriate signatures on legal
release of information forms.

Trestment _ . __

The following care snd treatments mly be indicated dapending on the

presence and severlty of symptoms: . __

1. Observation of the child in the ER or other hospitsl units; This should
include the monitoring of vital signs and documentation of other

— symptoms and behaviors.

2. A controlled environmant may benecémry to preverit phynlcal and/or
psychoiogical harm to the chlld. This may requlte safe physical space

as well as one-on-one care by a staff member.
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Treatment of Incividual symptoms or medical conditions caussd by the

drug: . T

8. Gastric lavage, or hydration to more speedily rid the body of the

. toxin. Acidification of the arine rriay be useful. -

b.  Respiratary support if this vital fanction is compromissd &s a
result of the ingestion.

tion to control symptoms (s.g., Haldol or Narcan)

c.

d.  Psychiatric consultation if speclalized intervention is required to

_____manage symptoms. . - R
Hospitalizgtion for further obsarvation and Ereatment, if warranted by
the madical or psychological condition. 7
Removal of the child from the home Into temporary sheiter placement
depending_ on the resolution. of safety and protection issues. The Youth
Division officer has the authority to inake this decision.

Follow-gp

1.

A medical appointment for the child shall be made far one week after
the incident of positive PCP intoxication as a part of the monitaring
component of care. As this time the child will be examined for any
remalning or further indicators of drug intoxication. Additicnal 1ab
tests may be Indicated at thistime,
An appointment with the DCP clinician shall alsc be arranged for

purposes of case coordination and further psychological asssssment arid

counseling.
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Demographic Characteristics and Information Checklist:

Child:

Parent-Caretaker{s):

Neme

Perinatal history

School and Grede

Source of Primary Medical Care
Siblings (names; dates of birth)

Addreas ,(itmmft to verify by checking an I.D. such as a
driver's license)

Family & Household stractare

Caretaking arrangements

History of substance abuse

Psychosocial problems

Situational Characteristics: - Indicate probable date, time, place, &nd mode of PCP

ingestion or inhalation: the who, what, when, why,
where, tiow

Indlcate denial of any knowledge of the presence or
ingestion of PCP by parent(s), other caretaker, or child.



O

ERIC

Aruitoxt provided by Eic:

mptorns Checklist

Violence ____

Bizarre behavior (describe) -
Alt.ation/lnitability —

Fixed stare /Staring spells
Posturing/Opisthotonus
Slurring of spesch
Ataxia _____
Intermittsnt pe permda of unre:ponsxveness
Coma
Poor. féedmg
Miosis ____~
Hyperfmnon

otension
?eyigures -
Respiratory dist dutreuﬁ-ipnea —
Tachypnea _ -
Iaehycaranr'y'ﬂmmlas
Dystonias (rigidity or jerking movementa)
Others

.
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Laboratory Findings —__Presence of PCP inurine
Resuits of other diagnostic tests

—— Presence of PCP in urine on follow-up visits

s

Joyce N. Thomas;, RN, MPH
; Director DCP

Mike Altieri, M.D.

Emergency Room

Roger Bosck, PR.D.

Tinks
CPPCPProte
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These questior s suface of the

complex gna ofter; 3 id of ¢child
orotection. Yo, - ecislons 'n these
cases can hev - a o «. offect on.a child's

safety and @ fc'ni!v

nd g Y4\
_. Child abuse is & ma;o narkonai prooism:
Studies indicate that 4 cr 'd is physicdlly

abused or sexually victimized at least once
avery two_minutes. Improving the skills and
axpertise of professionals invoived In the
management of child mailtreatment cases is
vital if children are to receive appropriate,

sensitive treatment._
The Division of Child Protecﬂon of Children's

Hospital in Washington; D.C: provides
education and training programs for people

Invelved or concermed with all aspects of ET‘J'Q
welfare. This includes programs for professionals
within the medical, health care, legal, law

enfcrcement, social services, education. and
mzntat heatth fields. All training programs are -

individually designed to meet the needs of the
particular audience and can be general or

spacific in scope.

o
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Training programs provided by the Division
encompass these and other issues:

® Medical - The battered child syndrome:
new imaging techniques used in diagnosis

of abuse: comprehensive assessment of
physical frauma;: non-organic fdilure-to-

thrive as an indicator of negiect:

procedures in abuse.and neglect cases;

malpractice issues;_legisiative innovations
in child protection law.

¢ Mental Heaith and Case Management -
Behavioral indicators of dbuse and
neglect; soclal and emotional dynamics
that cause parents to abuse chiidren:
parenting education ds dn dbuse

prevention technique.
Sexual Abuse -
® Medical - Medical indicators of sexual

assauit; forensic evaluation of child victims:
diagnosis and management of sexually
fransmitted dissases in prepubertal
children:

Legal ~ Criminal and family court
mrocedures in sex abuse cases;
confidentiality and informed consent; how
1o prepare a child for count testimony:
corroboration of evidence.

& Mental Hedlth and Cdse Mandgemen] -

Crisis intervention techniques; how to
inferview a chiid victim; assessment and

and treatment of adolescent sexual
offenders.

67
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The Division of Child Protection_is a_special unit
of Children’s Hospital National Medical Cenfer
In Washington, D.C.. which provides
comprehensive services to physically abused.

neglected; and sexually victimized children
and their families. Through clinical services,

child advocacy programs. and public and

professicnal education. the Division has.
plonesred several innovative programs in child

maltreatment case management.
Training activities are an infegral part of

the Division’s misslon: The Division conducts

almost 100 fraining sessions each year,

addressing the concems of professionals in the
field. o

_Established in 1978, the Division isa
national leader in the field of child protection:
The Division was named an Exempiary Program
by the National Institute of Justice; US.
Department of Justice, and a Model Program

by the National Organization for Victim
Assistance. Since 1979, the Division has

sponsored the blennial National Conference on

the Sexual Victimization of Children; )

L ]
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Training programs are conducted by the
proteseional staff of the Division of Child

Protection. Faculty includes social workers,
psychologists, ciinical nurse specialists, a =
pediatrician. ond a lawyer. All have acddemic
preparation at the graduate level and.
extensive clinical experience. Division staff have
published numerous professionol articles.and

participate regularly in regional and national

conferences on child maitreatment.

Training programs are avaliable for professional
and gy dudiences and iriclude speeches,

presentations. and workshops: Training fees
depend on the type and length of the training

requested. The Division recognizes the fiscal
restraints of many ofganizations and offers

some services on a sliding scale.

Edueollon ond trolnlng COordlnaior

Division of Chiid Profection

. Children’s Hospital
National Medical Center

111 Michigan Ave., NW.
Washington, D.C. 20010

(202) 745-5682




Chairman MiLiEr. Thank you very much:

Dr. Chasnoff; are you saying that 25 percent of the population
has abused cocaine at one time or another?

Dr. CaasNorr. No.

- Chairman MiLLER. No? -
__Dr. Cuasnorr. The most current figures did come out from the
National Institute on Drug Abuse show that 25 percent of the pop-
ulation is using cocaine at some point. The figures fm
women are not clear; tliougli. because there is no national registry
to keep a central record of ggg@,aggesicomphcated by cocaine use.

Chmrman Mmier. Well, let us assume that if 25 percent of the
population is using cocaine at some time or another, it i8 c.tting a
pretty wide path across mmnamlc lines—

Dr. CHASNOFF.

Chairman MILLER. I just wondered if f you can descnbe how that
use is reflected in the population of t women, in terms of

ple from all income levels; from all different kinds of neighbor-
100ds, in terms of your & studies at Northwesﬁern Maybe Dr. Oleske

L.

has looked at PCP use, also. ,
Dr. Cuasiiorr. When our program first started in 1976, we were

maml; working with women who were “heroin addlcts the great

majority of whom were coming from the lower socioeconomic class-
es,mtheghettosoftheCh;cgggg;ee

777777777777 t’im _and the word got out on the street;
howe;e;;,n tia:l we vtzere atlvallame fo;tgga medical care, :gp:liltln as
nonjudgmental intervention, we ¢ _seeing our on
change, in that the women who were connn;ngmbo our. prog;:.g:
Wei'e younger; and they < sre coming more from middie-class

unds. -
Intlielast2to3years,ascocamehastakenhddoftheChlcago
area, we now have—we now serve a broad spe« Wﬂtﬁe
e

tion. We have women from the North Shore, Winnetka,
Kenilworth; where cocaine is served at afternoon teas. Jnghgvie
high school lg:is who have ‘become pregnant. We have college
women who nt w usmg eocame, at a sorori-
ty party. And xtmshllmthe lower class, also
e in the Chicago ares, currently, is less expensive. tﬁan

marijuana, so that it is crossing all socioeconomic lines, and it is
crossing all age groups. There is no distinction between any one
grougd or another, as far as drug use and drug involvement is con-
cernt

Chairman MILLER. Mrs. Finsterbusch, your women’s center is lo-
cated in Fairfax or Falle Thurch?

Ms. Fir:sTERBUSCH. It is lomted in Vienna, VA,
Chairman MILLER.

that correct?
Ms. FINSTERBUBCH. We serve all of Fairfax County. )
Chairman MmLLER. So, again, the women that are oommgbo@u
or ﬁ;‘e referred to you, arc a cross-section of the American socie ?

uscH. It is a complete cross-section; covering

What is the biggest problem, in terms of get-
ting women to come to you at an early enough siage? Listening to
Jenny, it is clear she went through a period of years without any

entire range of socioeconomic levels.
--Chairman MILLER..

t
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help, without any support. How do you get women to come in earli-
er? What are the barriers? @~ = . . -
__Ms. FinsrerBuscH. Well, as—one of the—I would say the major

challen~e for the women's center is to try to unlock some of these

historic barriers to_treatment for women, the primary one being
the stigma attached to the disease of chemical depeng ency—alco-
holism and drug dependence.

igma and to reduce the denial. I
. Barly identification and timely initiation of treatment are cer-
tainly, very important—one of the very important points in our
publicmandate. -~ =~ % 7 C
Public education is one of the methods—the pﬁg%m§§h@ for
ar'y ldentiiication. / ugh educa-
?ﬁm‘ but aisotytﬁmugh the whole way that we airé hc to be in
the community—projecting a dignified, respectable public image,
. Chairman Mmier. Jenny would be typical. You rely on trauma
to drive them into the program? I mean, they go through a cycle of

n : - - - - - - — — —

. Ms. FinsTERBUSCH. | Would say that Jenny is not typical. Jenny
has sought help on her own iritiative. She was not compslied into
treatment througt. the criminal justice system, or througs any ex-
ternal force. It wes simpiy her own very extraordinarv .bility to
acknowledge a_problem within herself, and to want to do some-
thing akiut it. Th~*, in itself, is something very unusual.
_She alse soughs help at a relaiively early stage in the develop-
ment of her dicease. . T

. Whil= it is true that she suffered a great deal before she got help;
she is #iill 8 young woman, and it is still relatively early in the
progress of her disease compared to what we usually see in women
entering trechment. @ e
. Women usually enter treatment at a much later stage of their

early identification. And reduction of stigma, again thro

disease, far more debilitated physically and psychologically; and
under some type of compulsion: So, Jenny is not a typical case,
i And ycu relate a good portion to their coming

ftj;i',liél" later in the development of the problem because of the
M. FinsTazsuscr. Yes. Even the family and loved ones of an al-

dependent woman will typically deny that there is

coholic or d;;zﬁ e
ajgbﬁsyi; ill cover up the problem; instead of encouraging her to
seek p. __ _ _ e
. Chairman MirLes. Dr. Chasnoff you meationed you see women
from the North Shore or other neighborhoods. How do they come
to ggu?li it pregnancy that is the event that——

r. CuAsNGry. Pregnancy is usually the initiating event:.
.. 1 should add to was just eaid that one of the problems in
identifying drug abusing women early is the poor. record of the
medical community in 1dentifying these women. Physicians have
not, in the past; been trained to deal with substance abuse. Many
of them will ask, in a very offhand wé‘y you do not use drugs, do
you? And then turn away. And many of the women, if they had the

N
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chance, would talk to their pﬁys:cmns We do g\: some ptl;ymNcrxg
e minori

referrals into our program. But these are in

women come to our program through self-referral.
They havh%a l:meard abtguti::h our program, they begmth Wﬁenem'nng

some compl ns wi eir pregnancy. Then they will come in
Chairman MiizEr:

come in
So; again, you are suggesting they come to

you at a late stage?
_Dr. CuasNorF. Well, some of them do come to us in the first part
of their pregnancy. But many of t'iem come in the last part of
pregnancy, when they finally start getting scared about what they

e done to their baby. :

__Chairman MILLER. In your testxmony, you mentioned a prograin
at Northwestern ‘Memorial Hospital that has provided for a reduc-
tion in the average period of hospitalization for these infrnts. And
Imcﬁn vg:l):t quite clear from the writtenn testimony how that was

Dr. CHASNOFF. Well, the prograin—what was happemng it was
really self-defense, in that tge .hospital was spending an inordinate
amount of money and staff time on infants whose mothers were
prégnant and were active drug users, were receiving no prenatal

or_showing up at the hospital end. delivering these infants,
anddélibemtélyleavmgtogobwi o their drug using life. And we
were left saddled with infants who suffered all the complications of
prenatal drug addiction; mtﬁat they were born prematu;:? there
wasahxghrateofdeath uxﬁ them who hved stayed in the
intensive care nursery for, usually, at least 6 weeks. = =
So, the hospital knew that it had to do something. Our approach,
from the beginning, was that these women needed more than medi-

cal care. And so three departments within the hospital came to-
ggtl;gg:—;l;e departments of psychiatry, obstetrics, and pediatrics—

to develop a multifaceted program. So that now women are,
through advertising and through trying to get the women in vari-
ous public service messages, that women know that we are there.

We encourage women o come before they are pregnant. But many
of tlzem come by—at least—as soon as thyey find out they are preg-

And they enter into our gx 1, where_ they receive intensive
obstetric care, as well asgg ) gndual psychotherapyl _group therapy,
family therapy, spe: . We encourage, if there is—
if the father of th> ‘hlld is not in the pxcture, we encourage them
to come in with a & mant other, to participate in some of the
educational classes. And we teach the women—our goal is to get
them off of drugs. And at the same time, we teach them how to
handle the infants.

‘Chairman MILLER. The reduction that you achieved was by get-

ting to those women——

. CHABNOFF.. By ﬁ
Chan'man 6r to pregnancy, or very early in the preg-

nancy, and st z to work——

__ Dr. CuasNorr. The single big factor in the .-'-.'\l'bldlty and
mortahtﬁof these. infants is lack ‘of_prenats’ care of the
women lack of care dur . So that by—there have

been many studies that have awn that )y simpiy getting women
into an environment in which they can be encouraged to—msny of
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them continue to use drugs, but at least get some intervention
early in pregnancy, so that there is some medical care for their
complications, you can lower the incidence of neonatal, or infant
illness and death: L - s
. And that was our—our primary goal was to get these women

into prenatal care. And second, to keep women and children to-
gether afterbirth. = = L o
__Chairman MiLLEr. Do you—do you have a figure? What does it

cost the women for of those 9 or 10 months? . _ o .
Dr. Cuasnorr. We are currently funded for about $200,000 a

year, which is approximately half : e cost of our program. And we

:ﬁrry about—we currently have about 50 to go women gnr%l_ljjed B%l
e program in variour stages, prepartum and postpartum:

a calculator I could tell you that you achieve a great financial gain

with a large amount of money saved; by providing the prenatal

_ For instance, if you find the woman has syphillis during preg-
»-it is a simple shot of penicillin, which costs about $10, plus
mb test that you need to take, to do, to make sure that she
clears up and all. D
If that woman were not treated for syphillis, you then have a
child born with syphillis, who is going t; require intensive medical
care for many, many years: S
Another example is a woman who is an active heroin user. If you
get her into a program where you can provide psychotherapy, as
well as methadone maintenance, which is the current—currently

the choice, medically, to maintain these women on methadone, and
get them off of street drugs. You have a child who goes through
some very mild withdrawal, and usually is home within 3 to 4 days;
-and we can follow that infant as an outpatient. =~ == = "
__If that child is—if the mother continues to use heroin during the
pregnancy, that child is born with mafjo; complications, including
severe withdrawal, a high incidence o infection, a high incidence
Qf%ii‘éiﬁéturity; So then, you are getting back into the whole long
cycleof 6to 8— | S
' Chairman MLLer. Are you talking less than a couple of thou-
sand dollars a pregnancy? =~

Dr. CHASNOFF. Oh, certainly. e
theﬁiilfma?ath?g; Flfi ;ilﬁjlzdfmm the Institute of Meditine j;hg%
they thought if you could get to women prior to pregnancy, or a
the time of knowledge of the regnancy, that you could provide

$t181€0 kind of program for somewhere for between, I think, $600 and
Dr. CuasNorr. Certainly.
Chairman

¢ MiLLer. And the choice—the other choice is; obviously;
what we saw upstairs, which; as you say, is roughly $1,000 a day.
Dr. Cuasnorr. If you are looking at t immediate effects, also.

The long term effucts—the older children in our program that we

have found, we have 7- and 8-year-old children, now, whose moth.
ers were heroin users or PCP; or any of the other drugs that you

have heard about 7. These children, once they get into school
age, are many of the children who are at very high risk for learn-
ing problems and psychological problems.

-
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For an example; in our program, we have realized, ss we did de-
velopmental testing on m?a.nts, that by about 2 years of age, the
;lfifg!!ts g were, toggtalllgtfg m,jlz”ﬂ;éthabmuﬁdgut

C8e ants, once. programs wi other chnidren,
were having difficulties cormunicating with other children, 25 well
as with teachers. And they ggrfeilgjggﬂlﬁke@;lgdg the school dis-
trict, immediately that they were I  disabled: _
- So we started a very simple program. Fi
had all the women enrolled in our program

, by a year of age, we

e_reading lessons.

We t}gg’iht; them how to read. Because many of the women could

not If they could read, or once they learned to read, we then
taught them how to read a story to a aili d._ . _ R
__Now, this may seem like a very simple thing. You put the child
on your lap, you put the book here, and help focus the child on
words and on action and on turning pages. These are very simple
things that you can do, but we were able to raise the [anguage
scores of our infants by a marked level. So that thess mfants.l:y3
and 4 years of age, their language abilities, because of a simple fact
of mothers how to communicate. @~~~

__ A simple—one of the things we have done, also, is bro volun-
teers into our program. I have a small private practice also, that I
can pick up good mothers from m rivate pediatric practice, and
they come in and serve as role models. Many women who come
from an addictive background have very poor models as mothers.

So that they do not know how to be mothers. And a simple—one
thing I saw at our program was that one of the mothers from my—
one of the good mothers from my practice came in, and she began
talking to her child, and she got down ou her knees; to get on the
same level as the child, and talk, face to face, with that child.

_Now, we know in child development this is a basic fact, that you
1aust provide eye contact for children. Many of these women did
not know it. But they noticed this mother doing that. And now we
have all our women down, crouching down to talk to their children.

So; you are not talking up here and the child is down here, but

you are coming face to face. This makes a marked difference in
that child's ability o learn, to express himself, and to have a feel-

mﬁf acceptance, that someone was speaking directly with him.
These are very simple things that can be done.

i Miiier. Thank you. Mr. Coats. =~~~
__Mr. Coats. If one thing has come through loud and clear this
morning, I think it is that the problems and costs are so excessive;
in cases like AIDS and so forth. The prospecis of success are so lim-
ited that we ought to be focusing as much of our effort on preven-
tionaswe possiblycan. =~~~ T
- NI? I azk the panelists here to look at the prevention side, what
would you recommend? What are the one or

you recommend? What are the one or two most important

%iﬁr-t?gsl;: could do to prevent the problem from happening in the
retplace. o o o

- Maybe I will just start on this end. I want to come back to you;
Jenny, with another&nestion; . T
._Mr. WALKER. I would focus on the very—we are in the aituation

where we are—in New York, are experiencing a crack epidemic.

And we are hearing stories where 6 and 7 year olds are being intro-

duced to crack: It is very difficult for a pusher to show a needle to
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a child and say; let me inject you with heroin; because it is ve
scary. The colorful drugs might be interpreted as candy. Ki
%tﬁe reluctect to take that. =~ = o

__But having cigarettes; and insulated with crack, and say, take a
puff of this. Most of the children will be willing to take a puff off

the cigarette, because they see their role models and everybody
smoking. And so; we are finding the new phenomena, where the 6
and g%,qlds are becoming addicted to crack. And prevention
has traditionally focused on second and third graders and so forth.
Iﬁ a need for preschool orientation; in terms of prevention serv-
1ces. : - o o
- And informing the parents. And letting the parents know—the
family—what is going on in the streets and how their kids are—
ou know, crack is available by school lunch money at this point:
o&gan buy crack for §%i;,,$,1g5,¢—fl’h§,t, is,h,qviv&’ch@iitii o
__The teenagers are—who traditionally sold marijuana are selling
crack now, because there is such a huge market in New York.
__ Se that 18 the main focus I would focus on is the younger genera-
 Ms. THomas. I would o%ppmﬁch the problem of prevention on a
number of levels: First of all, we still have large numbers of par-
ents who really do not understand the issues of parenting. =
__And we are fortunate here, at Children’s Hospital, to have a pro-
gram called PACE, where we actually work with parents who have
abused their children; with the goal of helping to rehabilitate these
7fam1hmff ies, so that these children will know a more positive relation-
8 . _ _ o
,,,&@E’; we have to work directly with the children at the same
time you are working with the parent. And covering a variety of
gpiesh;ﬂliotﬁ educational topics, as well as social skills building for
e children. B I R _ , _
_ But @9,@%;@@, really, is the societal questica of prevention.
Of understanding; really, that we are talking about a major prob-
lem in this country. We are talking about people’s attitude toward

children. We are also realizing that people have still very negative
and misperception—misinformation about alcohol and substance
abuse in adults. Usually, there is a lot of blame placed on these in-
dividuals, when there 18 not a lot of support systems of the kind.

I generally like to recommend gelmle%eing iendly to a family
with children. It is very stressful being a parent, and  times it

is difficult to have that support person. But that is a very basic and
simple request. But many times people are left without the sup-
arg:faudﬁy care and the supports of just being ak. to get away
1 . - o B o

For many of these factors—there iz no one simple answer. It is
essential for us to use a variety of approaches. The prevention
really needs to be both primary, secondary, and tertiury, to break
the ﬁcle; With the children, with the parents, and with society as
a whole. L

Chairman Mmiegs. Doctor? = )

_Dr. CrasNory, I think Ms: Thomas addressed the social issues. I

think I will go back to the ?ﬁcxﬁc issue I mentioned very briefly
earlier, and 18 the role of physicians.
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~_When a woman comes in for prenatal care, she routinely has a

urine sample collected to screen for diabetes, to screen for protein
in the urine, to screen for infections. But toxicology—that is testing
the urine for dm:@,g@dqnﬁbyghmi’cjm.,, o

We instituted a program in our hospital that every woman who
came—and this was several years ago—198l—every woman who

came to the hospital for 2 months, we tested their urine. % was a

blind testing; so we did not know whose urine we were testing,
we did not get into problems of confidentiality. But we wanted to
see what the incidencewas.

At that time; over just a very short period; we found that 3 per-
cent of all women coming in to deliver had, in the previous 24
hours, used some drug, such as valium, marjjuana, PCP. And this
went across a broad range of women; from social classes. I can

iarantee you if we conducted that study again; the percentage
would be much higher, because of the reoegg advent of cocaine.

I think physicians must become comfortable with addressing the
issue of substance abuse, both in young children, adolescents, and
also in adults—especially pregnant women. And if a woman’s urine
does turn out to_be positive, then we must take the responsibility
to help her get help. This is probably the single most important
factor, from a medical viewpoint, is to identify the population at
risk; and then work with that ﬁﬁuiation; o

Ms. FinsrersuscH. I would like to agree with what Dr. Chasnoff

said about the importance of the role of the medical community. To

have the support of the medical communi?t would be a tremendous
bonus for those of us who work in the field of alcoholism and sub-
stance abuse treatment. @~ == ==

Generally, that support is not there to the degree that we feel we
need it. But specifically, I would like to put in a plug for there
tas just opened; by _way. ope Was rday.
i bils ikgran’ ’Fﬁglggd ,gct,f gth Federal ﬁét-;én% money, through
& bloc) t ] ofVirginia. = .. ~~
- Sﬁiﬁ%ﬂny; to_provide treatment services for women. To a:ldress
the special, specific needs of women in trestment. And I am not
talking about pregnant women, exclusively, but any woman who
suffers from a problem of alcoholism or drug dependence. = =
__Special, separate services for women are -very unusual in this
country. the only programs-that I know of that exist of that

sort; the type that we have, have been initiated and funded by the
Federal Government, either directly or indirectly through coopera-
tion and sharing with the States and counties. =~ =~ =
_1 said a few minutes earlier that Jenny was unusual in the sense
that she sought help voluntarily, through her own initiative. In the
very short while that we have been open at the Women’s Center,
we are starting to see a lot of self-referrals. Just yesterday, we had
three women call on their own initiative, asking about coming in
for an appointment, to see about getting some_treatment for them-
selves. They were under no compulsion of any kind. o .

_ I think the reason is because we are providing special services
for women. In the majority of treatmel;:afrw,lmthan 20
percent of the patient population is female. t
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woman going into treatment, she might be—there might be one
woman to five men. - S

It is not unusual in a 20-bed unit—not unusual for there to be
only one or {wo women in ftreatment at any given time. =

Mr. Coats. If I could interrupt you, I think it is important what
you are doing. That treatment helps prevent worse problems down
the line. But how do we get to the prevention aspect, so that there

is not a need for yourplace? -~~~
Ms. FinsTERBUSCH. OK, when I am talking about prevention, I
am interpreting that word in terms of prevention of problems for
children born to substance abusers. '
Mr. CoaTs. I understand that. o
Ms. FIN BUSCH. Prevertion of those problems——

_ Mr. Coars. But we are lessening the problem through your ef-
forts, which is important, and which we have ta do. But how do we
address the problem in the first place? I know there is not a simple

answer. That is why I am asking the question:. I was just wonder-

ing if you had given it anv thought, and had any perspective. _ _
__Ms. FinsterBUSCH. Well, what I am saying is—arid maybe this is
not a complete answer to your question. But what I am saying is
that if » woman is absetaining completely, and is in recovery—if her
probleni is in remission at the time that she becomes pregnant, and
remeins in remission for the rest of her life, we should not see any
problems; then; with the children; of the type that we have Leen
talking about todr%; ,,,,,,,

Dr. OLesgE. Well; I think I have to disagree with that last state-
ment, only because of our experience in Newark, NJ.
_ In some X%‘é the previous speakers all have it good. The intro-
duction of AIDS infection in IV.drug-abusing mothers; changes all
of this. If you thought you had troubles now providing services,

wait until N)zou see your populetion develop , like they have in
Newark, NJ. S ] ) T
__Right now, 70 percent of our drug-using women in New Jersey,
all in urban poverty areas, are positive for this virus, and have
about a 50 percent chance of having a child with AIDS. The prob-
lem is going to spread.

Other areas of the country discussed so for are not as affected as
we are. But if drug use continues; the spread of this virus can be
expected to find those groups. And then you will have the added

problem of having a mother dying of a disease; and the child dying
%{ﬁ disease. And then to provide those additional services; if possi-

e. :

My answer to your question is very simple. Education. Somehow,
we have got to convince people, and educate people of the dangers
of drug use. We have got to somehow, ﬁ@egtmz the fact of how dif-
ficult the problem is; but not giving in to the defeat that we cannot
%i;q’ anything éb;?_%! them. Eﬂii@téﬁ\?lbiiﬁéij iﬁorlilt th} dange’f”’ﬁaéf get-

ing pregnant if they use drugs. At least in New Jersey and areas
where there is AIDS. And certainly, that is goi? to spread.

We would not see a pediatric AIDS case, if women who were
abusing drugs would avoid p cy. At least until we know more
% disease; and can do somethisg about it.
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_ How many times have you seen educational programs geared to
that fact? You have seen lots of programs about keeping 8-year-old
children out of school, because we do not want AIDS to spread that
way. We know very well from medical facts that is not how AIDS
is going to spread. But have you seen one program talking about
the issues of avoiding pregnancy if you are a drug user, or you are
married to a drug user? And my answer to that is you have not
seen it.

_ I think people feel that you cannot.educate the drug using com-

munity: I have been in Newark my whole career. And that may be
true that there are a lot of difficulties in educating the drug using
community. However, I do not think we should giveup. - -
1 think the major focus of a lot of programs has to be on that
educational message. Some way we have to support those programs
that, in fact, deal with the drug users, to get that message across. I
do not know how you do it. That is not my area of expertise. But
that is the answer to your qaestion. @~~~
~ Actually, it is a very simple answer to your question: Doing it is
a little bit harder: A L )
_ I would also say, thought, that I would hope that, in your drive

to prevent these processes that we have been talking about, you do

not forget about the ongoing need. One of the problems with AIDS
has been that; I think, people have said, well, we have some AIDS
patients, they @:e%oing to div. Let us forget about them. . - -

We have a lot of children we have to take care of. And I think
we have turned our backs on the AIDS victims. We have expected

them to all die and go away. But they are not all dying: And they

are not all going away. the problem is there. And we have got
to start providing services forthem. =~ =~
_ So, yes. We have got to provide educational services to prevent
AIDS, prevent all the complications of substance abuse. == ==
~There are also a lot of people out there who are sick. Both with

substance abuse, and now with AIDS. And we have got to do some-
thing for them to. And I think we ought to direct our efforts
toward that, because there are a lot of children, and there are a lot

of women, and a lot of mothers suffering the terrible cost of drug

abuse: I B . R )
__Again, as I started off my discussion, in 1972, I was so impressed

as a young doctor, what a horrible thing drug use did to children
and to women: Now, in 1986, I realize that that horror was only
half of what it really is, now with the introduction of AIDS. I think
we have really got to start making an effort: o )
- I do not mean to keep hounding this issue home, but it is a most
important issue. I do not think we have recognized what the prob-
lem is: I do not think we have realized how severe it is. Certainly,
:\_re have not begun to apply the mechanisms to address those ques-
ions. , . ]
_ Nothing right now is being done for the drug using women; and
the child who develops AIDS because of that process; nothing.
Chairman Mnizr. Will theigantlem,,yigl,, on that point?
t to get people in our psition—%i:

_ You know, it is very diffic
icymakers and politicians—to embrace the notion of education.

cause theve is not a lot of public appeal in that:
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I 2w actually from a previous hearing that we had on
- ol == .ivome, we note that 30 percent of the mothers who
drcrk ;-Hor bo 2 cy but were then informed about the detri-
mentsi « Tr.ots of drinking, stopped. Ever. heavy drinkers stopped
drinking du:ig that pregnancy. o
_. Thirty percent of a million represents 300,000 people. It is not
the perfect sval, but it does show that people who are abusing sub-
stances can he «ducated as to that detrimental effect. If you start

to place a vaiu on the fetus and on the newborn infant, you start
to see a change wn behavior, at least through most of the studies,
o ee: ,,ﬁ,erjt is 15 percent or 25 percent who talii;:p ;aft_nok-
ing, 30 percent who may stop drinking, it does appear that if you
do it in a first-rate fashion, you can reach and start to change some
of thet behavior. -~ - T
_ I will not suggest that you can change all of it. But it is hard to
get the Congress or @y,l?éqﬁlati"*ﬁiﬁup,w say education is where
we should pu: our money. Or rat },i';itjjip,@étgi more advanta-
geous to put it in a more dramatic program, perhaps more expen-
sive but not as successful. Ms. Finsterbusch? =~ o
. Ms. Fivereasusch. I would just like to agree with you totally, in
terms of education as a method of prevention. @~ .~ = =
__I do not think it is an accident or a coincidence that in all of the
years that I have worked in substance abuse, I had never seen a
pregnant woman_entering treatment until the Women’s Center
ggg%ai; and the first two clients who contacted us were both preg-
nant. - - .
1 see that as being a direct vesult of the public education around

_ But i the factsheet t5c. wve have prepared, and I think these

FAS—fetal alcohol syndrome. In both cases women had become
aware through efforts in public education of the risk to the fetus.
Attempting to giop drinking, they found they were unable to, and
wtll&ht,ptﬁtesm:ibnal’” help.

; that, in itself, is testimony, really, to the efficacy of
gublgc education, as prevention, in terms of drug abuse. With alco-
holism, I think it is a little different. I am not sure that there is
any possibility of absolute prevention of alcoholism, because there
is such a etrorg genetic factor in the etiology of the disease. I just
believe, on the basis of what I have seen; and in clinical experience,

that there are people who have such a strong genetic predisposition
ghg% ltf they drink at all; they will develop addiction to the drug al-
CO. . -

_people drink. There is nothing abnor-
mal or deviant about s to_drink, at some point, during ado-
lescence or early adulthood. But there are some people who, if they
drink at all, are doomed to develop. the disease of alcoholism. ! do
not know that that can be prevented.  ~_ _ . T
. But I think women can be taught that if they wish to, and there
is any possibility of their bearing children that they need to ab-
stain completely from alcoho!. -

Chairman Mnigr. Dr. Chaenof? S
__Dr. Crasnorr. I would like to address that last point. The infor-
mation that alcoholism or drug ac liction is ﬁnetic, is not really

ects of the environ-

This is a society in which

clear. We are not able to d':associate tlie e
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ment in which a child is raised, as opposed to the real genetics:
There is no genetic marker we can look for.

_There are some studies that we are prese resently doug ~ look, to
see if there is something that charically p
become alcoholic or chemica!:v depcndent, bui *': /- things
really not complete. I do not think that there -:a;’:
who will say that he has been skown conciusively that there is a
true genetic aspect of alcoholism.

The other factor is that, when we speak of education, we speak of
rational thought. And many women; and many men; who are ad-
dicted, are not capable of taking rational mformatton and convert-

that rational information to personal policy.
ore than pure education, I think we have to begin chax;gn;gﬁgtg
titudes in this country. fing attitudes means looking at the
way we live our lives: public f , rock stars; movie stars, politi-
cians—we have to begin setting examples for children when they
oung that alcohol—— _.

% know that public attltudes-—whother a person uses drugs or
not, it is his attitude toward drugs that is communicated to chil-
dren, to pregnant women. So that it is not just the fact of going out
and having a drink in a social situation. It is how you utilize that
drink to entertain yourself and to entertain other people.

This is the job that we have in front of us. In some of the schools
that I work with in Chics o, we begin education pr in the
fifth grade. Now, we are about more of a middie-class popu-
lation in these schools _80_these children are not specifically ex-
pos@ to the hazards that were mentioned earlier—

MiLER. If I can interrupt you; let me ask you a ques-

'i‘ﬁere is no question; if you are dealing with the serious, habitual
user—your problems; in terms of education, to overcome that
lxhnvwr as related to pregnancy, as we were g about this
mor..ing, are very difficult. But Just what level—-or what percent-
age of women are we talking ug who are sunpl ogpg;gnt of the
relationship between smo drinking, at erate levels?
Women who drink a couple of ‘drinks & day, or smok= a couple of
cigarettes-—because what we are seeing in the research is that low
levels of use produce some_detrimental effects. Not ali low_level
does, but in some cases where we are not talking about heavy
drinkers, where we are not talking about the thought process being
impaired. There appears to be some_relationship ‘there, simply of
the ignorance of the transferance of the chemicals to the fetus.
_Dr. Cuasnorr. I think there are very few individuals in the
United States who de not realize that cigarettes anid alcohol cause

problems during . I think that that has been demonstrat-
ed. Whether those individuals can apply it to themselves has not
been shown.

Now;, 1 realize you have cited some studies. But when you look at
the studies of pregnant women changing their habits during—once

they become pregnant, that data is not really clear: Ithasbeen
shown in severa! other studies—some studies that were done uj
Canada by Peter Fned that women do not really change t eu'

rug use patterns during pregnancy—
1airman MiLLzr. What happens in your program"
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- Dr. CHAsNoOFF. Well, because ~f the intervention they do. I mean,

that is one of the goals. -
Chairman MiLiER. OK. . L
Dr. Cuasnorr. OK. So, you were asking education, or you were

asking for intervention before a woman becomes pregnant. We are
talking about substantive preventive programs. = === =
_Once a woman becomes pregnant, I really think it is too late to
change everything in that 9 months, so that the baby comes out
fine, because there are going to be some effects. We have to reach
women and men, before they contemplate having children. @
__We have also ignored men in this whole issue as we have tatked
today. We know, from several studies, that a man’s use of—
Chairman MiLLER. C oman Eindy Boggs has——
Dr. Cuasnorr. You shake yes— =~
Chairman MmirEr. She has got a series of questions— =
_ Dr. CHAsNOFF. That is all nﬁl;t Do you mind if we talk about
men for a minute? We know that in opiate users, such as heroin
and methadone; that a man can take his drug, and we find levels of
the heroin and methadone in hiz Lomen. S
. Now; at this point, it appears w ,ha,,vg,g,mgr effect on his fertili-
ty, in that there are fewer sperm produced. And the sperm that are
produced are less mobile, or motile. In human studies, there is no
evidence that that directly affects the outcome of the child, if he
doesconceive. @~~~ o S
‘There is evidence in animals, that the baby rats born to a father
who_has been exposed to the drug are s r, and the litter sizes
ﬁtggngller, and this kind of thing, but this has not been shown in
umans. . . . I _ B R i
__We certainly know that a man who is abusing drugs has an
effect on the woman. His mate. And his effect on her, certainly has
an effect on how she interacts with thechild. =~~~ __
- So we know there is a role of the father in all of this. If not bio-

logic; certainly psychologic.
. Ms. Taomas. I think the problem also has been, not only in deal-
ing with the actual pregnancy issue. But again, after children are

born, and are born physizally OK; we are seeing large numbers of

children. who are brought to our emergency room, and parents do
not realize their judgment has *¢z: impaired, until they start to
“T hive stosd ovér too many families, grieving over the dying
_1 have = over too many families, grieving over the dying
child, @@d,éubg*%gugntly,@é,,f@iﬁg issues of homicide, when they
say,“l have killed my child.” Their intent is certainly very differ-
ent; as they are coming out of the drug, as opposed to when they
ye;fg%heavily involved in the drug, and bashed the child, out of
emotion. R L _ _ , ,
__So, we are looking at both ends of the continuum,; because just a
guarantee of avoiding the pregnancy, when there are children in
the home when there are problems of substance abuse, we are
really walking on a time bomb of issues. Those issues are the kinds
of things that require services;, both at the preventive level, but
clearly at the interventionlevel. = = =~ =
Emergency rooms are overwhelmed with these kinds of families

who are very, very difficult; really, to work with at that time:
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Mr. Coats. Jenny, if I could just ask you one last question.

_-You have heard us all talk about prevention; and the need for

education at younger and younger levels. What would have made a

difference for you. If somebody had told you in second grade, or
fifth grade, or if you had a class ig@?ithﬁi‘édé? o
You know; I am reminded of the line in the Bruce Springsteen
song—I should not admiit it as a conservative Republican that I like
Bruce Springsteen: [Laughter.) =~~~
_ But there is a line in one of his song that says, we learn more in
a 3-minute record than we ever learned in school, And that gets to
Dr. Chasnoff's point about society’s attitudes and our role models.
__What do you think would have niade a difference for you; if any-
thing? Would a teacher standing up telling you that drug addiction

is bad and it might harm a child, or you should not have sex if you
are on drugs, because you might ead up having a baby, or ou

mxg%t forget to use prevention. Would that have made a differ-
ence? ] ] o
Ms. Cusmis. It did not. 1 had speakers come to my junior high
school classes; and my high school classes; in health usually. They
had s, and diffrent things, And this waa before started get,
, and during the time I started getting high. @
__I was under a lot of emoticnal stress; tg:o A little more abnormal
than moet people, lamsure.
~ But I think, basically, that if I had seen the results of what hap-
pened after a baby was born; or if more people were willing to get

up and speak and teil their stories—i. is different having a teacher

tell you sonrething; cr a doctor, or your mother, than it is to hear it
frgmﬂsgrgg,,,,  else’s—from the horse’s mouth, as they say. I think
WO ve

edalotbetter. = =~~~
_Now, we had one spe:ker, but it had nothing to do—that used—
ut it had nothing to do with pregnancies and other such things.

__ There just—people are not willing to get up and adrit chese
things in front of people. And I think there should be more.

. Mr. Coars. But in addition to the knowledge, and maybe hearing
ﬁ:@ip@ﬁl@gbiﬁ own age—people that have been through the ex-
perience, ] think you just said, you needed to deal with the emo-
tivaal problems, too.

Mr. Coars. You had some problems that you were trying to deal

#ith, in terms of family; and acceptance and love, and so forth.
fhﬁ%hgggbe of the solution, too, does it not?_
STIS.

. ¢ . Big part. And it has a lot to do withit. @~
- That is—I was not getting sudx;gorl:, because I was not telling any-
body what my. problem was. I did not want anybody to know. I hid.
1 ran. I saw what happened to my mother when she was using, so I
knew better than to go to my family, or to adoctor.
I just was afraid that they would force me to gf;t help. And 1
wanted to do it on my own. It had to be—I had to hit rock bottom,
almost; in order for me to see the light. I had to drug and drink
mygelf to ,tlii’gdiﬁt, of getting sick all the time; and waking up with
govers, and getting tiredofit. =~ =
_But as far as education is concerned, it is very important that,
along with the education, that you have somebody that you can
rely on, like Meredith, for example, who is there with the love,
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with the understandin;, in that kind of sense. Because without

that support of the Women's Center; and the self-help group—they

are all very loving people; and understanding. They have been
there. They understand. =~

I would not have made it. Thereisnoway.
_Mr. Coats. Do you think if that love and support and under-
standing might have been available to you, in some form, before

you gtﬂ a;r?ddict:ed; that this might have helped prevent you getting
into that R
_ MBs. Custis. Well, if 7 had told someb.,_y I had had a problem; 1
believe my family might kave come zround with some love and

support. But it would have been a forcible, forceful type support.
They would have been saying “you go get help or they would have
yelled at me and screamed at me, and approached it in a totally
different manner than the way it was approached to me later on
through the program. o
_ Mr. Coars. OK; but what I am saying is if the right kind of sup-
port had been present, could it have helped prevent you from turn-
ing to that as an alternative, because you knew if you went to your
parents you would get the kind of reinforcement or support or help
that you needed?

Ms. Cusms. Definitely.

Chairman Mizes: Lindy: = _ .
_ Mrs. Boces. Thank you, Mr. Chairman. Thank all of you very;
verymach. i
.1 have been enormoutly impressed with the loving and caring at-
titudes of the great professionals. It is very heartwarming to all of
us, and it should be to you, Ms. Custis;, because you know that that

is the ingredient that i8 most needed in the treatment.

_ When we are talking about education; I think we should also
look to the kind of education that Ms. Thomas and Children’s Hos-
pital provides. Because it is really educating the care agency per-

sonnel. It is educating the law enforcement personnel. It is educat-

ing all of the persons who are involved in the private agencies and
organizations and community aavocacy groups. What has been

done here at Children’s Hospital to coordinate, the Mayor’s Com-
mittee that is made up of some 80-0dd private organizations, and
the D.C. Department of Health Services, and the D.C. Schools, and
ths D.C. Police Department, and the U.S. Attorney Incorporation
Council, and the D.C. Superior Court, Social Services, and the

Maryland Department of Social Services, and the Virginia Depart-
ment of Welfare—to coordinate the activities of all of these groups,

and to educate those experts in prevention and care. Recognizing,

that these are all of the areas that are necessary to stop intergen-
erational difficulties; to rescue the children; and to certainly; treat
thepgrents. ===
._ So, I think the educational activities have to extend far beyond
the education of the parents. And I think parents should be empha-
sized, because we have to educate boys ard young men, as well as

the young women who are responsible for childbearing. =
_ I wondered; Ms. Custis, if you know what has happened to your
father? If you know whether or not he is a drug or alcol:sl abuser?
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_ Mrs. CusTis. I do know where my father is at. He has never used
gﬁg;:”-;_b@@g he used to drink mildly. And he claimed that it
e him mean, so he stopped drinking.. .. -

Mrs. BogGs. And your brother; has he been affected? -
_ Mrs. Cusris. Yes; my brother went to Nam. And we al! kiiow the
story about the drugs over there. I am not sure what he was in-
volved in; but I remember a lot of drugs when I was little; and
watching the kids that hungaround. =~ = =

I remember running across drugs in his room, and I remember
some of the siories that he told my parents, about him being a
narc, and that he had evidence baggies full of stuff. And it definite-
ly was not evidence beggies. =~

Mrs. Bogas. Dr. Oleske; I was 80 very interested in your testimo-
ny, and extraordinarily grateful that someone with your expert
knowledge, and your caring, is involved in the AIDS problem. .
_ You have said that there are no Federal funds for health care for
AIDS. That the Federal dollairs are mostly research. I know that

the idea of putting a lot of Federal dollars into research was to try
to find some type of cure or prevention—preventive kind of inocu-
lations, before AIDS became a terrible national epidemic.

.. For instance, we have heard that you can take a shot of penicil-
lin and cure a case of syphilis. Think of the years that went into
the research that discovered that kind of a cure for what was a ria-
tional difficulty. -~ ... . .
_ What kind of Federal dollars do you think we should put into *e
health care for AIDS patients?

_ Dr. Oreske. I understand the dilemma. The problem is that the
epidemic is already here, and that we are still maybe 10 years
away—maybe b years—from a preventive vaccine. L
1 cannot really answer what are the necessary dollars. I can onl
tell you that I know that the dollars so far put in, are not enough,
certainly, to provide services to patients. o
__1 have no objection, by the way—in fact, I am very supportive of
research care dollars, and have participated with the in get-
ting them proper specimens {from our patients so that they isolate
the virus. And I think that is all very important. =~~~
The point is we have a very rich society that i think certainly
can afford to provide also care services to patients. Maybe that will

change in the future. But right now, as of 1986, very precious few
dollars go to AIDS care. ] ] , o

To give the numbers, there is a proposal now, I guess; of almost
$200 million to go into AIDS endeavors. That has not yet been
sper:*; and has not yet been allocated. Clearly, about—appro: mate-
ly $20 million has been, I think, given 8o far to AIDS.

_ The care of one AIDS child in the hospital is overwhelming on
their children’s hospital. I am sure the people here at Children’s
Hospital who have one of those—our hospital in Newark, NJ, Chil-
dren’s ital, just about weni velly-up, trying to take care of
these children. They spent $186,000 in just IV gamma globulin
alone, a medicine we give just oncea month. =~~~

The care costs are horrendos. And no one wants to pay it. The
problem with AIDS and patieats with AIDS is that nc one knows
what to do about it.
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_ We knew that we had to provide research dollars to get to the
root cause of it, and to provids prevention. That is all well and
gund. The problem was, we ney: - ; sslly had an epidemic of the pro-

ggfﬁﬁﬁﬁ of AIDS before. And I tnink everyone assumed that either

edicaid or Medicare, or Blue Cross or Blue Shield, or Travellers,

Well, that never really happened o T

- And the extensive comprehensive care costs that are needed; the

gocial problems—it is -to explain. But we have trouble even

M@,@M@wﬁk& a_sick child to the hospital, because
y

that someone was going to pick up the care costs of the patie. .

.ot want to take an AIDS patient. And we have to have
the ability to argue with them, and to convince them. And there
are people who do that, and the social workers—so that the r:ob-
lem is very large. And the amounts put into programs are very
- Now, I do not—I cannc! speak for other programs: I know there
is a major program in Miami, with Dr. (gﬁén Scott. There is a
major program inr New York: And we have our program in
Nowark, New Tersey. I can speak for our program. We ‘have not
received the kiri-—~ny kind of su,port from the Federal Govern-

meant, for care “ic:.srx for patients: And we have done it, if you will,

catch-ascatcl:- . -ind we have buiit a house of cards in a pro-
gram that has, for example, a nurse working full time who is only
. .That is how we have responded to it. We have just done the hest

job we could, with the limited resources.

1 ihin $°0 million is a travesty. I never realized, by the way,

how muci: 5 million was, until I got involved in looking at Federal
buc thts Only because I was interested in how much was put into
alth care. S - e
.. 1.did not know—as a doctor. I shouli have known, I guess—that
$1 billion was $1,070 ‘nillion. You know, I think ¢t .. are a Iot of
people in this roon: that probably think $20 million i close to—

excuse me—$200 million is close o $20 billion—$20 bilion is an
awful lot mo;* money. And—
[Laughter] =~ o -
Dr. - If you look at right now what we spend—if $1 %:llion
was $1. If $1 billion equals $1, then we are pas ing aboiit 20 cenits
for AIDS research in 1986.

abif zv;zogo to build that nuclear aircraft carrier, we are paying
__Xf you look at the regular budget; I guess it is $1 trillion? That
even comes-—— T

Chairman MiLigr. We will not admit tc that— =
. Dr. OLeeke. Well, if it is $1 ti'illiéh;tiou are going to get—out of
that $1 trillion; you are spending, all the services you want to pro-
vide to us citizens. Out of that $1 trillion you 2/~ :ng to give one-
Lot me Sl you, ot re Hami with 8 major e clth orisis facing
.. Let me tell you, you are g with a major heclth crisis facing
this country i:lyﬁht now. And gﬁil are giving one-fifta of 1 cent.
. So, is that appropriate? I do not think so. You people may think
that is appropriate. You may decide that the nuclear aircraft carri-
er cash-flows through—the 50th one—is more necessary, and tha
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more Americans are going to die if we do not build that; than if we
put an effort into AIDSresearch. =~
If I may just digress one second: When Kennedy said he will land
a man on the Moon; he was able to do that; because he knew he
had the technical resources to %qt,z,man,,@fthe, Moon. And if he
committed enough moneys to it he could accomplish that task.

If he had said, I am going to land a man on Alpha Centauri, an-

cther star, no mstter how much moneys we put into it, we could
not have done it. _ i o S )
- We are at the seme story with AIDS. We have the technical
know-how. We_know what the virus is. That we could; in_fact.
eradicate thi: disease. We actually could probably eradicate & lot of

other diseases. But we could eradicate this one. This is the one we
__If someone made the commitment that in the next 8 or 10 years,

we are going to eradicate it, and commit the resources necessary to
do that—we have the technical skills. We are not even coming
close to committing the technical resources. =~~~

If you ask me to give you a number; I will give you a number;
'yes. Give us an aircraft carrier. Give us—$20 billion.

[Applause _ . i
&iMrs. BocaGs. Doctor; you say that 20 percent of the mothers

e—

DPr. Oreskr: At least 20 percent. o L

Mrs. Bocgs. What happens to th. children of those mothers?

Dr. OLeske. Well, in Newark, we have been fortunate to be able
to talk to other family members; and find, usually grandmotheis;
who would take over tue care of the child. We have some problems

with—we have some problem with foster czry;, but I hs v fallen in
love again with grandmothers; because t-iv ar¢ o= %mivirtant re-
source in our society—
Mrs. Bocas. They do so much: [Laugbt- S o
Dr. OLesgz. Sc, a lot of our children aie cared for 5y those indi-

viduals. The sad part of AIDS is when the mother is siill alive and
trying to take care of her child. And that is a struggle. =
She is sick. She recognizes what has happened. And also, she has

tremeandor’s troubles with her own guiit, be~uuse you can imagine
what s%*a feels. I have done this to myself, and I have done this to
m: Cralde - - - . R o
__ We nave suen, in oar drug-using community now; about half of
the children born to a drug user who has this virus develop the dis-

ease. And 20 percent of those die. ] _
__So, I say to my colleagues in other dru, ﬁa using programs, if your
virus is uot there y:t, and is introduced, that is the tragedy you are
going to have to add to ail the othertﬁroblems you have. _

ey are talking about—prema-

I mean, all these other problems

turity, sudden infant deat. —fon are going to have to add into that
equation another major problem. And it is going to be substantial

if we allow this virus to spread into that pop .*ion.
Ms. THom as. I think that point should be emph:sized because we
are begi-n. 7 to see that increase, at least ia the social welfare

system -. t~ .eal problems, first of all, of finding placement for
these :cial needs children. And I also would support the—cer-
tainly extended family responsibility.
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__But many times, there is not an extended family. And many
times, the extended family, also, is not_capable. And 1 would_cer-
tainly want to emphasize, really, the long-“erm effects for these
chllgx:-n,mwgms of safe homes and caring homes, this just could
not - [ )
We are already at the limits of our ability to find adequate

homes for these youngste. ; with other problems. And this is going
to be an added probiem—— : o o .
__Dr. OLeskE. Well, respite care is an area that needs to be consid-
ered: The Ronald McDonald houses £*2 a nice concept; that is a
voluntary effort. But there may be—there probably is a need for
more formalized, federally supported respite care for these individ-

Mrs. Boces Thank you. I know that Mr. Walker knows the

value of grenafathers, as well, with the programs that he has at
the Odyssey Parental Program. And I fee' v~ -trougly that we
must involve ,tbgngs;,the;gauns,qu;,,th’e . ‘i 8l of the areas
of education, treatment, and of } ing toi-: - znerational diffi-
culties for their children or their grandchildi..., and to be healthy,

emotionally and physically themselves. S
_ But I have many, many other questions that I would like to ask.
I get terribly worried, for instance, about the children who leave
the ICU P . What_happens to their care between the time
that they leave there and the time that they are able to go to pre-
school, or are able to get into some other program where health
care is provided? = o L

_But 1 would just like to end, Dr. Chasnoff, with

___Duv 1 woul LLEC( ] nanging you
very much for combining your brilliance and your expert knowl-
Edﬁe ge of medicine and science with a very caring and loving atti-
tude. And I would like to tell you that when my son was tiny, I felt
very badly about talking down to him: So; I t out the safest
place in our home, and decided it was a huge old dining room table.

_And so, I would place him on the table, and I woul %ull up the

g

chair, so we could talk, eyeball to eyeball. And suddenly, on¢ day
when he was 11, I found myself looking up &t hi:n. {Lsug 't,e;r,-i o

And he sort of had a little smirk on his face: A» 1 1 said;Oh,
you.” And he said, “What do you want me to do, Ma, put you on

the dining room table?”’ [Laughter:]
Thank you very much, Mr. Chairman.
hairman Miier. Thankyou.
Dr. Oleske; there is a traditional social service delivery systemr
out there for children, as inadequate &5 it is, on a déyatozf ay basis.
But what you are telling us, is because of the complication of AIDS
that that svstem simply does not respond; or will not respond.
Whether it is out of fear, prejudice, whatever the reasons are, at

th: moment we a’e confronted with a nonsystem for these chil-
f‘gf?j;énd I assume, to the same degree for their parents. Is that
right? _ .

Dr. Oreske. That is a fair statement; yes.. = = = .
sirman MiLLEr. We talked a little bit about cost. ijirdm*

the population in Newark, you have knowledge of the individu
circumstances there. What are we talking about, to provide the

kind of care that we should, in a humane fashion, for these people?
How do you develop the resources?
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Dr: Oreske. First of all, the resources that are already suppcsed

10 be there and committed should be utilized: And we should some-
how find a way, I guess, of enforcing that. But Medicare and Medic-

aid, and other—Social Security somehow just do not provide the
services they are supposedto. =~ =~~~
__I guess one of the things we should do is convince those agencies
andmm i redefine how they fulfill their committment.
_ 1 think that one thing AIDS taught me, besides a lot of humility,
in the frustration of not being able to treat people was that, as a
country, I guess we_do not know how to respond to an epidemic.

Our agencies, the NITH and the CDC, and in a small way, the Fed-
eral Drug Administration—the FDAare really ‘not_geared to

handle a problem that is emergent and rapidly progressing.
They do not have the—I guess the cﬁir%e to do it. And I am not

sure what the answer is. But clearly; we should learn, and look

back on what happened with AIDS, and maybe redefine what is

the role of the NIH. Is it only pure research? Are they just sup-
posed to buy chrome and equipment? Should they get involved in
direct patient care services? Right now they arenot.

The Center for Disease Control is an epidemiological branch. It
collects facts and data. It tells us how bad the problem is. It does

not do anything about the problem. Should they, in fact, be in-
volved in that? =~ = = S
__The FDA is involved in limiting drugs, so that they do not hurt
our population. Yet, what has happened with AJDS has been a sti-
fling ~* trying to get drugs, tﬁrouggea terrible disease that is rapid-
ly pro:ressing, we cannot use the drugs. o o

_dJust a sideline on the FDA—we just got permission and just to

tell you the dilemma—finally, after about 1 year of st; e to get
approval to use a drug, an antiviral, in children with . It took
us a while to convince the company that made it. They did not
want to get involved in the treatment of children. Because you
have to understand—it is bad enough treating adults. But to trea
children, even though they are dying just as quick, is a problem for

them. Because the usual mechanism, which is ponderous and slow,
we do drug trials in adults, phase 1, ~'izse 2. And if adults have

limited toxicities, then you try it in chifdvsn.

. Well; right now; with the ATDS epidemic; we should not be going
by those rules. But we are trying to follow the rules. @~
So; the drug company d ' not war* o give us the drug. They fi-
nally aZreed; after ltieam; togiveusthedrug. = _
__So, now we have the drug, and now we hive the FDA-approvec

program—they l‘ke our way of giving it, thcy think it is safe, go
ahead and do it. S . } ~ o
__But the problem is, to give that drug, we have to monitor certain
things. We have to give certain care to these children. We have no
resources to provide this care. = _ _ i o o

- So right now, in Newark, NJ, I have a drug that probably is not
the cure for AIDS, but it is a start. In other words, we are fgttxgg
away from just symptomatic care; and getting invoived in ooking
at maybe new drugs that may helpchildren. =~
_ We have got approval to use it, but we cannot go ahead and use
it, because we do not have the resources to pay for the tests; the
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Should there be another agency that is geared to rapidly respond
% an epidemic that has a group of funds that can be rapidly dis-
seminated? But the problem is, I do not know.

laboratory studies, et cetera, that you have to do to meet that pro-

_But clearly, the system we_have right now has not been abie to
;@Egd to a disease like AIDS. And I do not think AIDS is so
ue. _ . . - . B
__There is going to be other diseases coming down the road in the
years to come, like AIDS, as we move agrarian economies into
urban areas—as a jet plane flies all over the world; we are going to
be mixing viruses and other infectious agents.

And I think now is the time to take stock of how we respond as a

country to_a tgrdﬂém like this; and empower somebody—some
gggg:v:with e ability to respond a little bit better than we did
WIAIDS I . R o o

Mr. Coars. Would the gentleman yield on this point?

Chairman ure. :

_Mr. Coats. Dr. Oleske; I ap1 <ciate what you are saying: Howev-
er, one of the things we are dealing with in Congress; at least in
the public’s mind, 1s that there is a distinction between AIDS and
other diseases that affect society. , -~ L
. It is not so_much a question of trading an aircraft carrier for $20
billion for AIDS research. It is a public perception, based on some
reality, that the victims of AIDS are victims of their own choosing.
That AIDS is Knrimarily the result of homosexuality, prostitution,

and drug use. And that there are a lot of people out in society, who
question whether it is right or wrong, why they should use their
tax dollars to treat the consequences of those acts, when, if those
engaged in such acts would simply stop doing it; we could solve the

that, through no involvement of their own, have the disease. And I
would also hope tha. we are the kind of society where we show love
and compassion to those that are engaged irn activicies that; per-
Enss we do not agree with, and suffer consequences from it.

ut I t* 1k that we have to be realistic; at least I do, when I go

back home and try to explain why we are spending money for cer-
tain things, whether it is an a‘rcraft carrier or AIDS treitment, re-
alistic, in what the public’s -«.-eegmn of this problemis.

_And 1 think when we c:2 talking about AIDS, we are talking
abcut a disease that; at leas: in the public’s. mip?; is separatec
from other diseases that affect the general p»*'.: 5c a whole. Be-
cause. mangapeoﬂe see tlis as something tha: ~ould be cured, or
would uot have happened in the first rlace; without individuals en-
g;gling in illegal or other acts that a lc
_.Ms. Tromas. 1 think if we look at it from a simplistic point of
view, and put things in categories, that would be the public’s per-
ception.

_ But when we look at the vclume—the impact on the social wel-

ot of socicty feels are abnor-

fare system; the implications toward child maltreatment—the
issues in terms of hospital costs which, again, will hit the gi]il%lifsl
()

think that we have to look at it more comprehensively.
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think that the problems, not only in dealing with AIDS, certainly
are gimilar to dealing with other problems. ~ . .
__There are coordinating problems. Gétlgf people togetﬁer to

groﬁlem-soive is difficult. It costs money. no one reaily identi-
es where those funds are coming from. _ ] o

I think if we continue to use the fes-forservice model to just;
really, put a bandaid on that particular diagnosis, and think that is
going to resolve it, I will tell you that it willnot. = =
. Most of the costs associated with trying to combat all of these
issues that affect children; of trying to work with professicnals and
nonprofessionals, to really understand the problem at a variety of
levels: And AIDS is adding to that problem. There iz much uncer-
tainly—we are not seeing the high volumes that they are having in
other communities. But we have the high drug population. We

have the enormous social welfare problems already. And we cannot
single out one being worse than the other at this point in time, be-
cause we really can't seeit. @ -
fﬁghé”@ﬂi%éﬁéﬁ é{t.:di't is never really ﬁnatgcielgtfy ;nyo:ti And

process of try ing to get one agency even to listen to another, is
hours and houm, hours of time: And the benefit to one child—a
benefit to & lot of children is what we really must focus on. This is

ourgoal. == o -
__And I think if the public really had some_ concerns about the
broader issues, and understands the broader issues—I can under-
sta -_the problems in attempting to attach a dollar amount to such
a pivblem. But I think that has been our problem: And I think if
we can really try to look a little broader, at the needs of children,
and the imglications; as a_whole, we can begin to really get the
su; ,i,’,tjfj;éé’ii?ﬁ@ﬁ,glﬂiblii:. o AR
__No one wants to see children hurt. And I think one trip to the
ICU, and one trip to the other unit to. italized children will
convince one of {; gﬁgﬁﬁti,bithéji@blé@ I could have brought
gn? slides of ail kinds of burns and injuries, and it weould shock
and imprees this audience. We must understand that these prob-
as are often bmdnulong@ryofguﬁe%tmgfgmm@
d by individuals who—we cannot legitimately e them alone
«..d hope that is going to s-lve th~ problem. Because they, sub-
stance abusing parents, are not even listening. They are in another
ievel of understanding. o - o
. And we are attempting to cope with the results, and it is becoin-
ing overwhelmi
 Mr. WALKER. Are we repeati
used to say that dr:7 add:ction was_a local problem, it was just a

%@i@,ﬂ?ij@léﬁja ora jfdi?éi'ti,gfrbﬁléiﬁ? Are we repeating hi

re we repeating history where, in the 1960's, you

that it is the same thing with AIDS, and wait unt;lrx‘z

hgti t’? middle class and the rest of th= population before we deal
with i )

o Oussxe: Let me. give you a scenario, People always ask we
that same question. Well, first of all, the children, I think; are the
innocent. And all the spouses of previous drug users ai : certainly
innocent. But do we even count those numbers? . =
__The story is, going to be the guy from Prairie View, TX who is 18
years old and is into the Army, and he goes to—I am
making this all up—he goes to Germany, ard he sows a little—few
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wild oats. We_may accept that. We all turn our back on that. We
do not accept homosexuai behaviar; but we would accept him going
with a prostitute,gay. = -~ .~ .~ .~ 7
__He maybe uses a little drugs, but he is really not a bad person:
He goes back to Prairie View, TX, becomes a born-again Christian,
and an elder in his church. He marries his childhood sweetheart,
and lo, and i3hold, they have a child with AIDS. = ,
~And that is the insidious nature of AIDS. Reme:uber, 80 percent
of women who have children with AIDS are well: A good number
of fathers who father childr 'sﬁji%iaam,safmm their wives, and
are ﬁeaiﬂiy; when hEVC da cl:ul -aying AIDS - -
__And so; that story ¥ jus. outlined or you—and that person, by
the way, I do not think would be considered very far from the
oTm | W our B , 18 ow
ofifliat ar society 8 really like, is going to be how AIDS
ifyouwihk -~ " " , )
R going to spread because of the workplaces. It is not going
to be iﬂéﬁd because you sit next to me, or you go to school with a

child. But it is going to spread by those mechanisms.

Right now it is, maybe, and it is in certain populations: But it is a
s that threatens us all. And if it threatens the least of our

; it threatens us. T
.. And I think—you know, you guys are really putting pittance into
it. You know, you are putting in one-fourth £ 1 cent. And yeah, we
do need an aircraft carrier. But sorieone is going to_have to wake
up to that fact. And maybe they will wake ugmt: that fact when
neighbor; or their friend, or their brother has AIDS,
__And it is a shame that we have o, I guess, work on level of
sensitization, in that we cannot do it a little bit preventively, so
that we Jprevent some of i we have seen. -
_Newark, NJ, may be the start. But it is going to go to Tulsa, AZ.

It is going to go to—and I am sorry I do not know the state you are
from—but even North Dakota is going to get a little , and
that is a shame. And you should stopitnow. =~

1 would love to see no other St:te, no,othg;,piz-;l ‘would Jove to
see no other pediatrician havi: t» go through the tragedy that 1
hﬁ%b@d&wsq,thmuqlz;, cats o = viven. many of whom die. Esns
_ It is not funny, taking care : wlren, many of whom die. Espe-
cially when you went into pedi:.:: . :# because you love kids, and you
did not want to see an die: It iz a very, very, sobering experi-

ence. A very humbling experience. ] o o
., And that is maybe why 1 sometimes get angry at things like this.
You have to understand, if you work every up in Newark, and
saw what we saw, you would come down here for a conference like
this; and get a little y. .
_ You want people to listen. We want you to know about the prob-
lem. We would like you to do something glfg;ij,tbs&?bl@.,,,
%?ii Elys write the checks. We just take care of the patients:
Applause. o )

lrier. If we are going to start distinguishi
er_or not we are going to deliver care based on whether there are
self-inflicted wounds involved, groups like the American Cancer So-
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ciety will have a great deal of trouble raising money. Millions of
Americans need care due to self-inflicted wounds, whether it is al-

cohol; tobacco, or what have you. We still care for them. But I

think that what Congressman Coats points out is a problem of per-
ception regarding AIDS victims that is very real in the Congress of
the United States. . = =~~~ o
Some people think you deal with the AIDS problem by making it

a felony. And then people will not get it. But as you clearly point
out, Dr. Oleske, and other panels have, to other committees, that to
ignore this problem, or to think that we are going to get by on the
cheap, is a grave mistake. One of the very cruel tricks that we
would play on our constituents would be to imply that by condemn-

358 AIDS; we are going to insulate our constituents from the trage-
y.. S T
__Because, as you hﬁVé already pointed out; there is an awful lot of

evidence that the insidious nature of AIDS is going to work its way
through each and every community, if we do not do something in a
rather effective fashion pretty quickly. - o T
_ Let me thank all of the members of the panel for your time; your
expertise. I think it has just been very, very, helpful to us. I think,

once again, this panel helps us in making policy, whether we want

to buy in in terms of prevention; as Congressman pointed
out, or whether we simply want to pay the bills for the failures.
There are opportunities for success in intervention and prevention

strategies with this very vulnerable population so that we do not
have infants who, through no fault of their own, find themselves in
a terrible amount of trouble at the very beginning of their lives. I
think we have learned that much this morning. -

So, { want to thank you again, and Children’s Hospital. -
__.The committee is going to take a 3- to 5-minute break; here, to
give everybody a rest. And then we will start with the second
panel. And if members of the second panel would just come up
when they are ready, then we will start right away.

[Whereupon, a short recess was take:.]

Chairman Mm.ier. The select committ-e will come back to order.
__I think it is clear to everyone in the room that this subject is one
of deep concern to the members of the committee, from the time

that we just spentonthe fustpamel. @
_Let me explain that Congressman Coats and Congresswoman
Boggs are both very, very much involved in the trade bill thot is on
the floor in a few n.inutes, and had to leave for there. I will conti: -

ue the hearing: And we have some time problem but let us just get

through here, and make sure that everybody is heard in proper

faslnon; -

. On this panel we will first hear from Dr. Lawrence Fenton, who

is a professor of pediatrics, at the school of medicine, the Universi-

%gf South Dakota, in Sioux Falls, SD. He is accompanied by Dr.
Wilscn, who is the associate professor of the departmerit of pe-

diatrics at the university.



STATEMENT OF DR. LAWRENCE FENTON, PROFESSOR OF PEDIAT-
" RICS; SCHOOL OF MEDICINE, UNIVERSITY OF SOUTH DAKOTA,
ACCOMPANIED BY ANN WILSON, PH.D., ASSOCIATE PROFESSOR
OF PEDIATRICS
Dr. FENTON. Ann will begin our testimony.

Dr. WiLson. Mr. Miller; being here today B
Chairman Mnizr. Do you have proper lighting?
_ Dr. Wnson. To be here toda=; and to_contribute to t!: important
discussion of high risk tahies 1s; indeed; a privilege. C+i:_goals are
‘v share with this conunittee our view on the subje:: ‘rom very

*usssmental perspective on the problems that have bix: liscussed

tﬁsmg% e
. We will discuss. how & baby develops the capacity -o. experience
:ae feelings of attachment; so critical for survival and emotional
Z}‘&'ﬁ?ﬁ‘ ‘Then vze wﬂ{ghgg_tmh,thg pz%bl,ep from the gtténdg'-:nt
ysician at the ’s bedside end finally, attempt to place
the data you have heard within a context of overall values in our
American way of life. We will begin by giving a discussion of
human attachments. ) ) S

_Like life itself, attachments emerge in a cycle, with any one
person_connected to older generations, younger generations, and
generations yet to come. Yet; the natural beginning point for un-
derstanding the development of human attachments is with a new

baby; . - oo L - - .
__In order to survive, a baby is bbﬂ”"éﬁﬂy,dépéﬁdéﬁt on being cared
for by others. However, care which provides food and hygiene alone
does not _create an environment cient for growth 1n its fullest
~ sense. To develop the capacity to experience the emotions of
warmth and love, a baby must experience a special closeness and a
sense of belonging to his or her parents. = L
_ Indeed, this all begins before birth. During the months of preg-
nancy, a growing fetus is dependgn{ﬁ?@, the nurture of his or her
prenatal environment. Geneticists and developmental psychologists
alike, will gaadﬂy agree that from the moment of “onception, the

emerging 18 affected by environmental influences, which
;i!i,l,l Mgr,”&t%@pﬁbghﬁﬁ mother’s invem::exg:i iﬁ

er growing, rn , i8 the beginning investment which
will nurture g’chﬂd’i ﬁitiifeycapaci*’:t-’ to relate to k- - as the most
important and special person in his ¢: ierwortd. =
. Attachment can be seen in a baby# .at~ntment, + ~en cuddled
by its mother and in the effervescen ;o of a young chile reunited
with EE!'O!“-‘& following a brief separaiion. Poeitive attachments
bind famili

e together for generations, v hile thwarted attachments
can provoks ti.a angriest and most violent of behavior.
human attachments have not been formed as a child, love
cannot_be experienced as an_adult. Prof. Selma Fraiberg, noted
child psychoanalyst, obseived that the distinguishing characteristic
of nonattachment is the inability of a person to form a human
bond of closeness with another. Such unfortunate geople have an
ﬁ!lgverished -emotional range. Professor Fraiberg described those
with no attachments as remote and experiencing no joy, no grief,
no remorse, and no guilt.
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Freud was once asked what he felt all adults should do well. Ex-
pecting a deep and complex response, th* questionner was sur-
prised when Freud siruply. replied, “to love and work.” Can we
think of a society wher: iis members all could love and work?
Would not many of the ills which plague us as a Nation be mini-
mized if those capabilities were within the range oi us all? If all
citizens ¢ould experience productive work and m ; loving

relatianiships, we would probably all agree that there would be less

pwin, lees anguish, less expense, and less unnecessary labor for us
w8 & ro:iional and world community.
iinking about Freud’s statement, of importance is that he

put love before work. Indeed, the ability to love precedes the ability

to work. The capaclty to experience affection and to give affection,
to share closeness and intimacy, to feel secure and safe, are very

basic foundations for human growth and fulfillment. This is essen-
tial, not only for survival in its fullest sense; but also for the ability
to nyrtgeghabx—even a baby that is yet to be born.

To love r&?mres, atatunes; that the otlilePs needs be pu; hef%!:
one's own. rl:amly, uring pregnancy; a loving mother who is
coming attached to her baby is eager to make the best 1

for this new life even when this means her own needs are put

for the next generation whose care she is fostering. It is this wtuch
is missing when a mother placez her infant at risk by her addiction
or_disease-prone behavior:;

Dr. FENTON. Mr. Mlﬂer,whatlwouldhketodoatthmpomtm
to bring us into a discussion and portrayal of the everyCay realities
of patient care.

a daily basis in the intensive care nursery; we are trequently

confronwd w1th sick children whose mothers will conie to us and

say,
Well.doctbr.ld:deverythnglcould.ldldg@iﬁoic.ldxd niot drink. 1 exercised
e 3 o ] e el b do Wik by
_Indeed, those are hard chestmns and represent a particular kind
of tragedy in a family whose tions for a normal; hcalthy
And. thovgh blamelese. this type of fraily aseum Zot resauom why.
blameless, assumes_guil: fuy their
rhild’s dilemma. And while we recognize that a terrible ir:.[»iu~2
has befallen that famﬂmtﬁy we know that no matter what t}“
lems are; parents those attitudes tend to provide a ~.u" ,..;f;;
nurturing, and loving environnmeii for their child.
.Now let us walk through a 180 degree turnabout, when a phys:-
cian is confronted with an infant of a drug addict or alcoholic.
Mark Twain once wrote that we are all like a moon, each with a -

dark side that is revealed to no one. This is the dark side of medi-
cire; upon which physicians are usually reluctant to place values
d judgme ta,huuggtostatathempubhclymtq one's self
icule and criticism: Although we try to be nonjudgmental in
our approach to a patient’s needs and concerns and in our prescrip-

tions and therapies, let me share with you some inner feel1gs and
observations.
To me, a newborn ‘baby is the most wonderful creation and glft of

God: He is born innocent, n:* having asked for the situation in
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which he finds himself. Although already imprinted with all of the
potentials, be;mjét,hﬁ,n&lmpmih;nﬁ fegf what li(flfé can be like. d'l‘lmsewm
come ] lings and emotions, and wiil

oo v oo e, ins nd el
, in.

B

‘a wholeness of personality. = = _ A
So, in the intensive care nursery, I look down upon this child
uggled in his crib blanket, and I know in.my heart that he will
be cared for by a mother who does not care. You can say, “oh, well,
that is very harsh. Do not say that the mother does not care. She

g

really has faelings and just cannot help herself.”” Well, that may
be, but no matter what the problems ,Q,théi%i‘éhts were that led
to their utilization of drugs, or to a lifestyie that was disease prone,
the result is still a noncaring parent. ther in her heart she
does not care, or whether the realities are that she is unable to
cam;orwhetﬁe;tliereaﬁ.ti_ea that she is on too many drugs to

f Cincinnati, in neonatology, we
infzats of heroin addicts. We

our statistics regarding
knew that by 6 months to 1 year of age, 85 percent of these chil-

dren Wuldgwn%éz be in their home. We knew that 30 to 40 per-
cent of them would be abused and battered. And we knew that 10
tij,,lﬁi%jﬁr@iit,bf them would probably be killed. And then you can
Ba{s;mall.but we can get them out into foster homes.” But that is
a e solution. As you know, in most States, the child has to be
%ewréd before they eclinbé removed from the h&x:e. Ne loct hasthto

_proven. If you are lucky enough to capture the child before the
battering was so great that the %& i %gitor is permanently
da;megfm _it, then we may successfully place him—find a
home. But the sagas of fmfglgggqggt,heafgmgeggiﬁmptmgg-
dy. Many foster parents are loyil:'gﬂreople; but the child still does
not have somebody who says, “I will love you unconditionally and
no matter what, and you will be mine forever.”
__Some months after placement, the natural mother may petition

and get the child back, only to repeat the cycle. Arid-then the child
is placed again, perhaps in a different foster home. Or perhaps the
child survives to an age where he has become a behavior problem,
and then the foster parent calls the social worker with the mes-
sage, “T am 30rry y, we just cannot handle this child. You v/ill have
to take him to another fazility” -~
.. The child grows and learns that there is no such thing as uncon-
ditional love. He learns that he can be rejected at will, and nobody

need make a permanent commitmenttohim: . ... . =~
Back to the iim'sei'?i,li,lg’o} dOWn upon this ,Chﬂd; who is fresh

d dispers, and unwashed skin. I can picture dirt under thr

changed rs,-and. un 1

nails of a 12-week-old and the funny little bruises and marks that
no one can explain and the flatness of the back of the head, be-
cause tﬁfe ,chiim;s %gh}@, ni%gl,tup,,ant!,the&@%ngfim@blé
crying ol a chiid, | ong without cuddling: e p! )
there will be the general unresponsiveness of the biby,ans some-
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;%nes failure to thrive and then perhaps hard evidence of physical
ise. o B _ _

Mr. Miller, I think you have been listening, not merely to a com-
pilation of facts and figures, but to a acenario of the shrecding of
the very fabric of society. The toll on human personality is unmea-
surable. The further tragedy is the multiplier effect. -
__These children will pass on their misery to their own children,
and to their children’s children, and on and on and on. And the
larger tragedy is that all of this may be a preventable and unneces-
sary waste of lives, _ - S

 final result is an expanding society of adults who have
grown up without love. There is no light side for such people. Their
lives are all grays or blacks: Our capacity to love is the enabler of
joy, of achievement, of deeds and goals which contribute positively

tomankind = o
us to “train up a child in the way that he

should go.” They teach us “to despise not_those little ones, for_in
Heaven, their angels behold the faces of the Father,” because He
loves themso. e

Therefore, I would ask God’s blessing on the efforts of this com-
mittee, or behalf of these little ones; whose lives and futures are so
important to us all. .

And lthank youverymuch.
o l[lli’répjiréd statement of Dr. Lawrence Fenton and Ann Wilson
ollows:
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OF PEDIATRICS, DEPARTMENT OF PsYCHIATRY, SCHOOL OF MEDICINE, UNIVERSITY OF
- Soutit Daxora, AND LAWRENCE J. FENTON, M.D., PROFESSOR oF PEDIATRICS, HEAD;
- SECTION OF NEONATAL/PERINATAL MZDICINE; DEPARTMENT OF PEDIATRICS, SCHOOL
OF MepicINE, UN1vERSITY OF S.D.

'PREP.RED STATEMENT OF ANN L. WisoN, Pu.D., ASSOCIATE PROFESSOR, DEPARTMENT

Mr. Miller, Mr. Ccats, and Committee Members:

To be here today and contribute to this important discussion of
high-risk bables is indeed a privilege. Our goals are to share with the
comittee our views on this subject from several perspectives. We will
discuss how a %niy develops the capacity to experience the feelings of
attackment so critical for survival and emotional well-beliig: Then we will
approach the problem from the standpoint of the physician at the bedside
and finally attempt to place the data you have heard within the context of
overall values in our Averican way of life.

Like 1ife itself, attachuents emerge 1o a cycle with sny one person
connected to older generations, younger generations; and generaticns yet to
come. Yet; the natural beginning point for understanding the development
of human attachments is with a new baby.

In order to survive; t bsby is obviously depe~dent on beiiig cared for
by others. However, care which providea food aud hygiene alone does not
create an environment sufficient for growth in fts fullest sense. To
develop the capacity to experience the emotions of warmth and love, a baby

oust experience a special close and sense of belonging to his or her

pareats.
.adeed, this all begius prior to birth. During the months of

pregnar-y, a growing fetus is Jependent upon the nurtire of hds or her
prenatal anviromment. Geneticists and developmental psychologists alike
Vi1l readily agree that from the mowat of conception; an emerging organlsn
1s affected by environmental influences which will endew or deatroy Futire
capabilities. A mother's investment in her growing, yet unbors baby; 1is
the begluning investwent which will nurture her child's future capacity to

relate to her as the most important and specisl parson in his or her world.

. 97



93

Attachment can be seen in a baby's contentment when cuddled by 1t's mother
and in the effervescent joy of a young child reunited with parents
following a brief separation. Positive attachments bind familtes together
for generations. Thwarted attachments can provoke the angrlest and most
violeut of behavior.

When human attachments have not been formed as & child, love cantiot be
experienced as an adult. Professor Selma Fraiberg, noted child
psychoanalyst; observed that the distinguishing characteristic of
non-attachment 1s the inability Si a person to form a hupan bond of
closeness with amother. Such unfortunate people also have an impoverished
emotional range. Professor Fraiberg described those with no attachments as
"remote" and “experiencing no Joy, no grief, no guilt and no remorse”.

Freud was once asked what he felt all adults ghould do well.

Expecting a deep and complex response; the questionner was surprised whei
Freud simply replied, "to love and to work”. Can ve think of a society
where its members all could love and work: . . Woulda't many of the 1118
which plague us as a nation be minfmized if these capabilitles were within
mesaingful, loving relationships, e would probably all agree that there
would be less pain, less anguish; less expense and less unmecessary labor
for us as a national and world commuiity,

In thinking about Preud's atatement, of importance is that he put love
The capacity to experience affection and to give affection, to share
closeness and intimacy, to feel secure and safe; are very basic foundations
1o ita fillest sense but also for the ability to nurture a baby - even a

baby that is yet to be born.
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To love requirea, at times, that other's needs be put before Eiii;i

own; Certainly; during preguancy; a loving mother who is becoming attached

to her baby is eager to make the best beginnings for this new life even
when ;ﬁii means her own needs are put aside for the next generation whose
care she 1s fostering. It 1s ﬁiii.i which is misaing vhen & mother places
her infaat at risk by her addictive or disease-prone behavior.

Let us now bring our discussion into the realities of everyday patient

care.

On a daily basia in the Intensive Care Nursery, we are confronted with
sick children whoae mothers will coms to us and say "I did everything I
could doctor, T dida’t swoke, I didn't drink, I exsrcised appropriately, I
did all of the things that I was supposed to do — why is my baby sick? Why
was he Yorn with this defect? Why was he premature?” Indaed, those are
hard questions and represent a particular kind of tragedy in a family whose
expectations for a normal; healthy child wera shattered and who look at

themselves for reasons. Though blameless, they assume guilt for their

child's dilesma. And while we recognize that a terrible misfortune has
befalle that family, ve kuow that fic matt<t what the problems are, parsnts
with those attitudes tend to provide a caring, nurturing and loving
environment for their child:

Now let me walk you through a 180° turnabout when a physician is
confronted with an fnfant of @ drug sddict o: alcoholic: Mark Twain once
said that we are all 1iks a moon, each with a dark aide that 1s revealed to
no one. This is the dark side of medicine upon which physicians are
Gsually reluctant to placa valoes a~d judgments becausé to state them
publicly is to open oni'i self to ridicule and criticism. ntﬁwﬁh ve try

to be non-judgmental fnm our spproach to a patient’s needs and ns and

{w-o
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1n our prescriptions aud therapies, let me share with you some fmmer

.£eslings and observations. To me a newborn baby 1s the most wonderful

creation and gift of God. He 1s born innocent, not having asked for the
situation in which he finds himself. Although already imprinted with all
of the potentials, he yet has no impressions of what life can be like.

These impressions to cows will shape his feelings and emotions and will

_help build a wholeness of personslity: 5o I 8o look down upon ehis child

snuggled in hfs crib blsnket and I kiow 1n my heart that he will be cared
don't say that the mother doesn't care, she really has feelings and just
can't help hersslf”. Well, that may be, but no matter what the problems of
the parents were that led to their utiliratfon of drugs or to & lifestyle
that was disease prons, the result 1s still a non-caring parent. Whether in
Ber heart she doesn't care or whether the realitiea ere that she 1s umable

to care; or whether the realities are that she is on too sy drugs to
cate, or whsther the realities are that she is too drusk to care; or
whether the realities are that she too was so unloved that she cannot care,
the outcome 1s the seme: she doesn't care. And 80 you have a baby who is
about to grow up in a home in which there 1s no love: He is lost from tha
start.

As & Tellow at the University of Cincinnati, we looked at our
statistice regarding infants of heroin addfcts. We knew that by six months
to one year of age; 85% of those children would no longer be im their home.
We kiew that 30 to 40% of them would be abused and battered: We knew that
10 to 15% of them would probably be killed. And then you can say, "Well,
at least ve can get them out into foster homes". Terrible solution. As

they cai be

you know, in mos:

remcved from che home. Neglect hss o be proven. 1f you are lucky enough

Ny
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to capture the child before the battering is so great th.t the child dies
from it or is permanently damaged from it; thén you @ay then Successfully
fi5d & home. However, frequently the sagas of foster placemont heap
tragedy upon tragedy. Although many foater parants are loving peopls; the
child still dossn't have somsbody who says, "I will love you
unconditionally and no matter what, you will be mine forsver: Some months

" after iﬁcmni; the natural mother ~iy iififiﬁﬁ md get tiié 'ciiil’d iii'ci

only to repeat the cycle and the child is placed ugain, perhaps in a
diffeverit foster home. Perhaps the child survives to an age where he has
become s behavior jtoblem and then the foster parent can call the social
worker with the message, "I am 8orry, we just can't bandie this childs you
will have to take him to another home". And the child grows and lesrns
that there is no such tling as unconditional love. Ha learns that he can
be rejected a: wiil and nobody need make & permanent commitment to him:

I look down tpon this child who 1s frash and clean and I picture the
first examination at 4 weeks of age. I can smell the tell-tale odor of
ammonia from unchanged dispers and unwashed skin; I csn plcturé dirt under
the nails of a 12-week old; the funny little bruises and marks that mo one
seldom picked up and the constant, irritable crying of & child too long
withcit cuddling. As time progresses,. there will be the genersl
unresponsiveness and sometimes failure to thrive and then perhaps hard
evidence of physical abuse.

Members of the Committee; you have been listening; mot merely to a
compilation of facts and figures, but to & scenario of the shredding of the
very fabric of society. The toll on human personality is unmeasurable.

The further tragedy is the multiplier effect. These childrem wili ;s of
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their aisery to their own children and to their children's childfen aad o
and on and on. I cun tell you that the even larger tragedy is that all of
this may be a preventebls and unnecessary waste of lives.

The final result 1s an expanding soclety of adults who have grown up
without love. Thers is no light side for such yeople. Their lives are all
gray or black: Our capacity to Iove 18 the enabler of joy; of achievement;
of deeds and goals which contribute positively to mankind. Scriptures

teach us to “train up a child in a way that he shculd go." They teach us
"to despise not those little ones for, in Heaven, their angels behold the
face of the Father” because He iaiiiﬁliiii so.

Therefore;, may God bless the efforts of this committee on behalf of
these little ones whose 1ives and futures are so important to us alil.

Thank you.
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Chairman ,Mn—.r;mﬁ xR, Thank you.

Dr. Clarren. |
STATEMENT OF DR. STERLING K. CLARREN; ASSOCIATE PROFES-
SOR OF PEDIATRICS, SCHOOL OF MEDICINE, UNIVERSITY OF

WASHINGTON, SEATTLE, WA R N
_ Dr. CLarzeN. Mr. Miller, it is a pleasure to be here today, and to
talk to you and to hear the other speakers who have addressed this

We have heard a lot of testimony this morning about potential
epidemics in this °°“n‘g and potential crises: I am here today to
talk about alcohol, which is not a potential problem in thia coun-
try. Fetal alcohol damage is at epidemic proportion now, yet I often
wonder why it is still such a quiet problem. = _ ST
__Alcohol has been suspected of causing fetal damage since antiqui-
ty. But it has only been in the last 10 years that we have identified
specific birth defects related to this particulardrug. =~

Fetal alcohol syndrome is a specifically defined disorder. It is di-
agnosed only when all of the foll wmg deficits are present in a

single patient. These deficits are pre and postnatal growth deficien-
cy. A set_of specific facial anomalies. Major malformations, espe-
cially of the heart and bones: And central nervous system dysfunc-
tion, that includes abnorwmal brain structure, intellectual and be-

havioral deficits. Brain damage is clearly the most serious conse-
quence of this condition. T T
It is permanent, and cannot be ameliorated by an enriched envi-

ronment, or a vigorous educational program. @=@=@==@==Z0Z002
__ Children with all of the characteristics of FAS are distinctly rec-
ognizable as damaged by alcohol. No other environmental agent, or

genetic condition produces this unique cluster of anomalies.

__While there is no evidence that malnutrition, cigarette smoking,
or .ther drugs produce FAS, thcy may potentiate alcohol’s damage.
Fo- example, neonatal growth deficiency is associated with gesta-

tional alcohol exposure, and cigarette expos

ure. - -
‘A child—a fetus exposed to both is often smaller than a fetiis ex-
posed to either. =~ o -
Based on assessments done at other centers in five different
countries in_the United_States, Gemanziﬁanﬁegpmnjnd
Sweden, the frequency of fetal alcohol syndrome has been calculat-

ed as one to two live births per thousand. o o
__This incident rate is considered conservative, since many infants
with FAS are missed in the neonatal period; and they are only di-
agnosed later in childhood. S
__FAS incidence may increase in subcultures of the po(fg;gﬁog;
where alcohol use varies from the social norm. FAS incidence fig-
ures for several native American groups in the Southwest, show
that that Navajo and the Pueblos have com le FAS rates to
the general rates of society—1 to 2 per 1,000. While the Plains
Indian groups have a rate of approximately 1 in 100 births.

. The reason for this variation is not clear. It may come from dif-
ferences in consumption, or from genetic differences that affect me-

tabolism and alcohol. It is an important question that deserves fur-

ther attention:
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It is important to aleo note that fetal alcohol syndrome is not the
only adverse outcome from gestational alcohol exposure. While it is
indicative of the problem, it does not reflect the total.
"_Experiments in animal models have confirmed that alcohol can
ﬂ@z,@h@rgg anatomic étimctfgga and function; without produc-
ing any external change in theoffspring. = =

,Alé’o%iﬂ _may_also_produce isolated growth deficiency, or some
other cluster of birth defects. Unlike children with FAS; who are
eﬂzlly identified, children solely blunted in growth or intelligence
by alcohol cannot, as yet, be clinically ized.

_Because there are so many factors that determine human growth
and intelligence, establishing solid estimate figures of the frequen-
c{ of these alcohol-related birth defects is not possible. Guestimates
place the frequency at two to three times the rate of fetal alcohol
syndrome,perse, -~

Even using the FAS incident figures alone; we find that alcohol
is, without any question; the leading known envirenmental cause of
fetal damage. Using the incident rate of 1 to 2 children per 1,000,
and noting that 1 percent of the population, by definition, has an
LQ. below 70, then one has identified alcohol as being responsible
for, conservatively, 10 to 20 percent of the mentally retarded per-
sons in our scciety. S .
. Scientists are curren.ly trying to establish a dose response curve
for fetal alcohol damage. Basically, this involves measuring the al-
cohol consumption of pregnant females, and comparing this to the
extent of their children’s impairment. -

Unfortunately, this is anything but straightforward. People gen-

erally do not keep accurate track of the ounces of alcohol they con-
sunde, and they generally underestimate their consumption.

- While it mrelameili);feagy to identify children with FAS, subtle
alcohol-related birth defects are usually found only through large
lon Sydmilfégd,st@hétlllcﬁllsi gﬁﬁonad Elﬁud.esmdl e the risk of

of human physiologic variability, predicting the risk of
fetal damage from ’alcog:l} consumption is complex. Wcinen may
drink the se.ne amount of alcohol; yet absorb it differently; or me-
tabolize it differently. Fetuses who are exposed to the same amount
of alcohol may withstand. alcohol exposure differently. There are
reports of fraternal twinning, in which one twin is more damag::d
“The tining of aloohol exposure diiring pregnancy s crifical, al
__The timing of alcohol ex ring p ¢y 18 critical, al-
though there is no period in pregnancy that is immune from alco-
hol’s harm. Each embryonic task of organization and growth has
its own period of especial vulnerability. Consequently, we have
Little criteria at present by which to advise an individual woman as

to the risk she takes in co ing alcohol during p cy.
isolated birth defects, some of those children will be normal. On

the other hand, while most children born to light social drinkers
will be normal, some may have blunted growth and development.:
Because of the difficulties in determining how much alcohol a

woman actually consumes; and the true extent of the fetal damage,

animal models are needed to establish the bare essentials of the

dose response curves:

shwd
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- Dose reeponse data cannot be easily extrapolated from common
laboratory animals like mice, rats, and hamsters, since they metab-
olize alcohol differently from humans. And much development

which occurs fetally in humans occurs postnatally in these small
creatures. o ] .
. Fuirthermore, these animals lack the complex cognitive function-

mgtlhﬁt is impaired in humans exposed to moderate amounts of al-
cohol.

For these reasons, & nonhuman primate model is necessary to
understand alcohol’s teratogenicity. My colieagues and I at the
University of Washington Regional Primate Center have develo

monkey. . . _ . _ : e
In a project funded by NIAAA,; we have given alcohol to preg-
nant animals once a week, from the *ofgestahon to the

a model for alcohol-related birth defects in the pigtailed macaque

end. Our aim is to mimic Saturday night drinking, which is cur-

rently a typical pattern of drinking among women who still drink

during pregnancy. We are now_in the final stages of this project.
All 117 pregnancies are completed. But not all the infants are yet

Within 6 months, we should have information correlating weekly
exposure of alcohol a=d fetal abnormalities.

._The question that the model will not address, but one that could
be answered in Jater studies, is whether or not damaged produced

by early gestational exposure could be reversed by later gestational
ence. o )
__ Regardless of any project’s future findings, one fact is clear.
Fetal alcohol exposure is a leading cause of congenital brain
damage. While this condition is basically untreatable; it is com-
pletely preventable. @~ o o
Since there is no benefit to pregnant women drinking we fully
agree with the Surgeon General’s advice that it is safest for women
- to abstain from alcohol entirely during pregnancy. L
__ There_are _three groups of women who will not or cannot heed
this advice. Women who drink in their usual fashion because they

do not know they are pregnant. Chronic alcoholics; who cannot

stop drinking. And adolescents or older women, who are either de-

nying their pregnancy, or acting out in a destructive fashion.
__Data should be available over the next few years to provide coun-
seling for women who have inadvertently exposed their fetus to
some alcohol in early gestation. For the latter high risk groups,
prevention of alcohol-related birth defects will only come through
the kinds of interventive programs that we are di ing this
morning. Thankyou. -~
[Prepared statement of Sterling Clarren, M.D;, follows:]
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PREPARED STATEMENT OF STeruNG K. CLARREN, M.D., ASSOCIATE Puomson or Pror-

ATRICS, SCHOOL.OF Msvicing, UNIvessrry or Wmunoidu, Craniora-
gzwzg; ProGRAM, CHILDREN’S OxTHOPEDIC HOBPITAL & MEDICAL Cnmm, Sn'm::. WA

Alcolio] has been suspected of cauising fetal danage since antiquity
Bt scienitific evidence has only verified the association of alcohol and
birth defects in the last ten years. Fetal alcohol syndrome (FAS) is &
specifically defined disorder that is diagnosed only when all of the following
deficits are observed in a patient: 1) prematal and postnatal growth de-
ficiency, 2) a specific set of facial anomalies, 3) Wajor malformations,
especially of the heart and bones, and 4) central nervous system dysfunction,
including abnommal bram structure, intellectual and behavioral deficits.

Brain d'amage is clearly the most serious consequence of this condition --
1t is permanent and cannot be ameliorated by an enriched enviromment or a
ngorous eduication | program. )

Children with all the characteristics of FAS are distinctly recognizable
as damaged by alcohol; no other envirommental agent or genetic condition pro-
duces this wnique cluster of anomalies: While there is # eviderice that al-
nutrition; cigarette smoking or other drugs prodice FAS, they i@y poteitiate
alcohol damage. For example, neonatal growth deficiency is associated with
both gestational alcohol exposiire and cigarette exposire; a fetus exposed to
both may be smaller than if it were exposed to either drug alone.

Based on assessments in done in urban centers in five different countries
(The US, Germariy, France, Spain; and Sweden); the Erequency of FAS has been
calculated at 1-2 live births per 1000. This incidence rate is comsidered
conservative; since some infants are missed in the neonatal period and only
recognized later in childhood.

FAS iﬁéi&éﬁ&é iny incresse in subculture populations where alcohol uise

erican groups in the Southwest show that the Navajo and Pueblo groups are

[ Iy
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comparable to overall rates, whils the Plains 'group has a rate of 9.8 per
1000: The reason for this variation is not clear -- it may stem from dif-
ferences in consumption or from genetic differences that affect metabolisn
of alcohol. This question deserves further at teritic.

It is important to note that fetal alcohol syndrome is not the only
adverse outcome from gestational alcohol. While it is indicative of the

problem; it does mot reflect the total picture. Experiments in animal
models have confimmed that alcohol can alter the brain's anatomic structare
and function without producis xtemal change in the offspring: Con-
sequencly, alcohol may also produce isolated growth deficiency or some other
Cluster of birth defects. Unlike children with FAS -- who are easily identi-
fied -- children Solely blunted in growth or intelligence by alcohol camiot
as yet be recognized. Because there are so many factors that determiine i
growth and intelligence; establishing solid estimates of the frequeiicy of

these alcohol-related birth defects is not yet possible. Guestimates place

the frequency at 2 to 3 times the rate of fetal alcohol syndromé per se.

Tven using the FAS incidence rate alone, however, we find that alcohol
is without any questicn the leading known envirommental cause of fetal
damge. Using the incidence rate of 1 to 2 children per 1000 and roting
that 1% of the population has an 1Q below 70, then by defimition alcohiol
is responsible for 10 to 20 percent of the mentally retarded persons in our
society. :

We are currently establishing a "'dose-resporise curve" for fetal alcahol
damage. Basically; this involves measuring the alcohol consumption of preg-
nant females and conparing this to the extent of their children's impairment.
Unfortunately; this is anything but straightforvard. People generaily do not
keep accurate track of the ounces of alcohol they consime and they generally
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underestimate conswiption. While it is relatively easy to identify FAS,
subtle alcohol-related birth defects are usually found only through large;
longitudinal and statistically controlled studies.

Because of human physiological variability; predicting the risk of fetal
damage fram alcohol consumption is complex: Women may drink the same <noufit
of alconol yet absorb or metabolize it differently. Fetiises Seefi to have
differing levels of resistance to alcohol: there are several reports of
fraternal twiming where one fetus is nore damaged than the other. The timing
of alcohiol exposiire during preghancy is critical, and aithough there is no
period in pregnancy that is immme from alcohol's harm, each embryonic task
of organization and growth has its own periods of especial vulmerability:

Consequently; we have little criteria at present by which to advise an
individual woman as to the risk she takes in consuming alcohol during Freghancy.
While most child:en born to chronic alcoholic women will have FAS ot isolated
alcohol-related birth defects, some may be nomal. On the other hand, while
most children borm to & light social drinker will be nommal, some may have
blimted zrowth and developmient.

Because of the difficulties in determining how . ** alcohol a woman actoally
consumes and the true extent of infant damage, animal :. jels are needed to &s-
tablish the dose-response curves. Dose-respamse data camnot be easily sxtrapo-
lated from comon laboratory animls like mice, rats and hamsters, since they
metabolize alcohol differently than humans and imich development which occurs
fetally in humns occurs post-atally in these snall creatires. Furthermore,
these smail animals lack the complex cognitive functioning that is impaired in
ramans exposed to moderate amounts of alcohol. For these reasons, a non-human
prisate model iS necessary to understand alcohsl teratogenicity in humans:

My colleagues and I at the University of Washington Regiomal Primate
Center have developed a model for alcohol-related birth defects in the pigtailed
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pregnant animals once a week from the beginning of gestation to the end.
Our aifi is to mimic Saturday night drinking, a typical pattemn of drinking
aiong women whio still drink during pregnancy.

We are now in the final phases of this project: All 117 pregmancies
are completed; but not all the infants are as yet fully assessed. Withifi
six months we should have information correlating weckly exposire of alcohol
and fetal abnormalities: A question the model will riot address, but one that
could be answered in later studies, is whether or not damage produced by
early gestational exposure to alcohol can be reversed by later gestational
abstinerce.

Regardless of any project's future findings; one fact is clear: fetal
alcohol exposure is a leading cause of congemital brain dammge. While this
condition is basically untreatable; it is completely preventable. Sirice there
is no benefit in pregmant women drinking, we fully agree with the Surgeon
General's advice that it is safest for women to abstain £rom alcohol entirely

There are three groups of women Who will not or cannot heed this advice:
woiien Who drink in their usual fashion because they do not know that they
are pregnant; chronic alcoholics who cannot stop drinking; and adolescents
who are either demying pregnancy or acting cut in a destrictive fashion.

Data should be available over the the next few years to provide coumseling
for women who have inadvertently exposed their fetus to some alcohol i early
gestation. For the latter high risk groups, prevention of alcohol-related

birth defects will only come with improved general interventive programs.
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LlwronuD Gréaii MD PhD, socﬂonCootﬁhalor

ismi . began . with. Sallivan in 1899,
Rouquette iu 1957, and Lemoine et al

teratogenesis was bmnght to wide-
spread public attention by Jories et al’
in 1973. These authors believed that
aleohol could produce a specific recog-
nizable- pattern -of malifo: j

which they teriied “fefal alcokiol syn-
drome” (FAS). Over the last eight

years, maternal consumption of alco-
hat hn become noqniuﬂ ﬂlwh ex-

armu;or fetal heaith hazard—a lead-
ing known cause of mental retardation.

Varisbility in phmotype occurs in
moat dysmorphic syndromes. By clini-
cal appearance ;lgm,ho(h {alaé-pasi-

and f,

that have a labo-
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Reteopnaitia-in. imtancy: mecrogns-
m-wnmh- prognaiive i ado-

’Qctm rotation, MIM —]

*Expended fom Clarren and Smin '

imLmhome may be dependent on
the dose, '.he timing and_pattern of
e, the abolisr

__ _ _The.Disgnosis -
of Fetal Alcohol Syndrome
'I'be clinical | fumm of FAS are a8

£

ic factors. Syndrome |dennﬁu-
further hampered by the lack
of standard methods Zor recognition
and nomenclature for describing mi-
nor | malformations.

. In mm dylmorphlc

ratory_gine qua non, [ke chr
al _disorders, congenital _endoeri-

and
Phenotypic variability can beeiibiih?
in teratogenic conditions wheré ihe

‘ e
Oelocts; Children’s Orthopedic 1 90d Madi-

. Hoapital
cal Conter, PO Boa C5371, Seattie, WA 98108 (Dr

Clarren).

2438 JAMA] June 19, 1981—Vol 248,

eondinon: without Lcnnﬂumuhbo-
ratory test, a clnmr of anomalies i-
dumhed

momlbu found

d!!mbe,d,in the_next aection. I FAS
is like moat other dysmorphic condi-
tions, occasional phen: of other
etiologies are to be expected.

Neo. 23

lionLngmLﬁ:uhr mlumg! {acial
characteristics, and (4) major organ
system malformations.’’
_ The_growth deficiency is ovsually
moderate. Affected children_are_ be-
for_height
and weight. Men with FAS have been
between 158 and 168 éri_in_height.
Adipose tissue is especially reduced.
_ gastror i metabolic

and little can be done fo enhlnce
their growth.

_Chinical Advieory Soerd: Robert G
MMMOD Boston; Helen M Ranney,
MO, San Drego; Philg Leder, MO, Bethes-
da, Md, Ben W O'Maliey, MO. Houston

Fatal Aicohol Byndrome— Clerren



et |
H‘<
(S]]

ERIC

Aruitoxt provided by Eic:



Q

ERIC

Aruitoxt provided by Eic:

Cunodectyly
Pactus excavetum and caringtum
Kiippai-Euil syndrome

Homivariabrae
~ Soolicais

Mw or hypoplaaiic

Cystic Overtiouls
Vesicovaginal listula
“From Clarren snd Smin.*

Microcephaly is
from-birth and

usually _present
the first -ign
In

109

n. Her

mple-of CNS di

lateral ventricular sarfaces (Fig 1).-
._Newborns_with FAS are_usually

suck. Infants who are intoxicated at
birth metabolize ethano smely
tha

slowly, since they lack
nol dehydrogenase.-Seizures and oth-
er neurolofical problems have rarely
been noted during 1 vnthrlravnl Treat-

sym| 3
__Oler children are generally hypo-
nd_have mild cerebsilar dys-
funcuon Hypemmcily has been ob-

cerebral _palay m conzidered _in
these patients. Seizures beyond the
newbarn period-have been exceeding-
ly rare, altbough EEG nEnorm;lluu
are noted. H

observers have treatad theas chiildren
with drugs such as methylyhemdau

bismus and }nyoy lr! frequtng eye

problems, and-ptosis and biepharo-
phimosis have been reported.

‘Whe: iing FAS by growth defi-
ciency, brain dy;tunction, and charac-
teriatic face, no other single malfor-
mation is found in a majority of
cases. Th
occur at a higher-than-chance fre-
quency _continues_to. grmv |arger
snnually. The current list is found in
Table 2"

___The Spectrum -
of Ethsnot Teratogenédis
- Since the recognition of FAS, it has
become cléar that in any specific
patient each individual anomaly can
vary in severity and any subcombina-

tion ol anomalies can occur. When a

quate for eog@idgn}r syndrome |denu-
fication,-we suggest-the-term
ble fetil lcobol gﬁcu be_used in
the differenti
patients, behavior and
can be altered without
disgnortic changes in growth. head

ce, or facial morphog:

sis.
Mechanisms of Teratogenesis
acores have been found using i wide snd Dose Responss Curves _
range of luﬂnglaoll megnnenmlhe - An often repeated question - has
_and been;hcthnj&hmalmuliladm
" In-af y, intelli-

zlnm,mulﬂ not be improved with
improved home and social environ-
ments."

Since many cond
growth and mental deficiency, it bas
become the striking facial appearance
of children with FAS that leads to the

secure diagnosis. There are
fmnl anomalies in thig disorder as

ic agent- in- FAS. Could -the feul
damage be die fo a combination of
malnutritiona] and__environmental
f of the aleo-

s life-style? The acope of -this
review preclades full discussion of the
extensive animal_studies that_have

ol in a wide vlne(u;f IP!ClgL

of CNS dysh
cases of lnfnmlwlth FAS: the hrains
have shown similar types of malfor-

mations -caused by- failure-
ru_tion in neironal_and_glial
tions. The most consi

newborns had extr:mely duarglmzed
brains, survivors with FAS may
less overwhélmiiig CNS _malforma-
tion. Recently, a 4-year-old with FAS
died in an accident. Based on com-
puied.axial tomograms of other survi-

vors, her brain may be a more typical

2438 JAMA; Juna 19 1981—Vol 248,

face in_ :m;lL children. These are
short palpebral ﬁuuru. short_up-

inned upper vermilion.”
er children and _adults, le
growth of the nose and mandibie may
change the typical appearance some-

fissures have suggested mild growth
def ey of the eye, Frank mlcmph
thalmia has been rare. Rect:n( evi-
dence -suggests th F

aberrations are more mmmui)' Sira-

No 23

FAS has not been fou
nondrinking, - malnourished popula-
tions. Ethano! remainJ the only coim-
mon_environmental agent «.snsumed

Of course. cigarette. smoking, drug
ingestion, and malnutrition may have
additive eflects that make the fetal
damage more severe. -
,,Sevanpmh!emJuu mnde lhe
ishment of firm fetal risl
variable-maternal drinking levels dlf

ficult. Alcohol consum; |oi| hu heen

that n _be « e
Paiterns of drinking vary almost
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has been difficylt to identify u:unm
mildly affected persons. Stili, impor-

tant correlations have been found. tnnu:mir_

__The likelihood o(miuirdrge dots  metsbolism and its riﬁﬂéﬁﬂiii o
teratopenesis is an area of research
that deserves active investigation.

twice as high in women drinking 1 oz e —

of abealute aleohol as infrequently as ~ __ ncidence and Prevalence
twice per week. Thi nuybeafew- Fetal alcohol lyndromehubeen
toxic rather than togen: reported to

_Infant dize_ inveriely variea witﬁ
mmm@annumdlsuof

sbsolute alcohol per day produces
infants averaging 50 g less than con-
ols.™

hr i * Binge
drinking and moderate drinking, es-
pecially in the first trimester, earry a
lower but an unknown risk. No upper
level of consumption has been estab-
that allows for prediction of
detinite damage to the fetus nor-a
lowér leve) that excludes the possibil-

n betwee;
Hﬁmﬂmmlmliwhnhlmthc
,Urﬁud States,” Franee,™ and Swe-
den.” In each study this was only the
eeofeleureamofFASin

port the full scope_of_teratogenesis
from aleohol, already estsblish FAS

Clearly, the incidence of FAS will
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Chairman M.re. Thank you.
Dr. Marks.

STATEMENT OF DR. JAMES S. MARKS, ASSISTANT DIRECTOR FOR
SCIENCE, CENTER FOR HEALTH PROMOTION AND EDUCATION,
CENTERS FOR DISEASE CONTROL, ATLANTA,GA
Dr. Mfuis Tﬁagzk you. I am going to a?&xl%tl a ji;%gji,t about the
issues of smoking during pregnancy, an addiction that is not gener-
ally considered in the same light as the addicions we have heard
about earlier. e e
-In the nearly three decades since cigarette smoking was first

shown to be associated with lower birthweight among infants born
to smoking women, a large number of studies have confirmed and
extended these findings. Tte 1980 Surgeon General’s report, enti-
tled “The Health Consequences of Smoking for Women,” highlight-
ed some of those findings. e
. Cigarette smoking il;nngﬂr?gnancy is clearly associated with re-
duction in_infant birthweight. The reduction averages up to 200
grams for full-term newborns. The magnitude of a birthweight defi-
cit increases as the number of cigarettes smoked by the mother per
day increases. Further, on average, a woman who smokes has at
least twice the risk of having a low birthweight infant than does a
similar woman who does not smoke cigarettes.

_In five large studies carried out in the United States and
Canada, between 21 and 39 percent of all low birthweight is attrib-

utable to maternal cigarette smoking. The major cause appears to
be a direct effect of smoking on fetal growth, most likely operating
through the effects of nicotine; and jts metabolites, on fetal growth
g th@“gﬁﬁere@!‘i‘igot ,,,tnigh@ﬂ,@bi%liit? from carbon monoxide ;g
the cigarette smoke ces the oxygen carrying capacity
withintheblood =~ =~~~ 7 T 7

In addition to this direct effect on birthweight, other important
relationships have been found between the maternal smoking and
increased_likelihood of stillbirths; increased risk of premature de-

livery and increased risk of sudden infant death syndrome. In addi-

tion, studies more and more are showing that there is an increased
likelihood of behavioral and learning problems for the infant.

., Dr. Clarren has indicated the fact that these effects may be mul-
tiplicative with alcohol. And many of the women who smoke ciga-
rettes also drink alcohol, and vice versa. In fact, your witness thi

morning, Jenny, actually did not mention the fact that she smoked

es fairly extensively during her last two pregnancies,
though not in the first two. e .

_ Because of the consistency of the harmful effect of smoking on
fetal growth, several of us at the Centers for Disease Control pro-
posed in a recent article that the term “Fetal Tobacco Syndrome”

used to identify those children whose growth retardation was

probably due to the fact that their mother smoked during pregnan-

ey. . e
. Given this background, how important is the problem of smoking
during pregnancy in the United States today?

As more has been learned about causes of low birthweight and

infant mortality, it has become increapingly clear that in terms of
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"' the proportion of low birthweight infants due to known factors, cig:

arette smoking is the single; most important known determinant of
poor fetﬂdmwth in the United States.
) Y

about 29 percent of all adult U.S. women smoke. This
rate has remained distressingly stable over the last two decades; in
contrast to the very dramatic decline that has occurred among
male smokers. Only about 10 to 15 percent of all women smokers
quit smoking when they become pregnant. The figures may be
worse for low-incomewomen. . .~~~ "
__Preliminary analyses from the Centers for Disease Control nutri-
tion surveillance system suggest that currently only about 6 to 7
-percent of pregnant women smokers in WIC clinics quit during
their pregnancy. Usually these quitters are the lightest smokers.
__As esti from_ national natality survey of the National
Center for Health Statistics; about 25 percent of all pregnant
women in the United Strtes smoke throughout their pregnancy.
Since there are 3.6 million births in the United States year, ap-
proximately 900,000 infants are born yearly in the United States

to the efrects of tobacco in utero. Disturbingly, the rates of
smoking are highest among those women who are at greatest risk
of poor pregnancy outcome for other reasons. That is, the less well
educated, teens, unmarried women, those who also consume . alcohol
and those with lower income. =~ = o
A powerful illustration comes from the State of Missouri, which
collects good information on smoking during pregnancy from its
birth certificates. In Missouri, in recent years, over 456 percent of
women receiving prenatal care in public clinics and a similar per-
centage of women in the WIC Program smoke cigarettes—rates
much _higer than the 25 percent of pregnant women in general.
Even taking into account, though, the high risk of low bi eight
and the high risk of infant mortality for infants »f those women,

the evidence is that the ci that these women smoke further
increase their risk of having a low birthweight baby or c¢ne of the
other pregnancy complications mentioned earlier. =~ -~ = =
__The next question from a public health perspective is, is there
something we can do about this situation? In a 1983 study of sever-

al hundred women carried out by Dr. Sexton and colleagues
&t the Uaiversity of Maryland; the rate of smoking cessation was
twice as high among a group of women given specific counseling
and support to stop smoking during p cy. That is; among
those given the counseling and support, 43 percent stopped smok-

ing d pregnancy. This intervention led to an average increase
of over 100 grams in mean birthweight of the newborn infants of
the women in treatmentgroups. =~~~
__In a second study recently published by Dr. Richard Windsor and
colleagues, from Birmingham, AL, several hundred women attend-

ing three clinics were enrolled in a self-help p: ; where they

were given a very short counseling session, and

guide to_quit smoking. Again, the rate of cessation was nearl

twice as hggh in the treatment group as in the uncounseled bﬁﬁﬁbyl
group. - - S

_ Thus; it appears that we are learning how to increase substan-
tiall ﬁ the number of women who can stop smoking during pregnan-
cy.

owever; it is equally clear that the overwhelming majority of
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pregnant women in the United States receive no formal help to
stopsmokingg. =~ -
We, 2% the Centers for Disease Control, will soon be working with

a State heaith department to develop and evaluate methods for in-
corporating formal smoking cessation efforts into public prenatal
and WIC clinics: It is our intention that this demonstration project
provide us with the information and experience needed to assist
other States to incorporate the methods that have been developed

through the previously mentioned research into their programs, so

that they can reach large numbers of women of great need.

Although much remains that is unknown about the prevention of

low birth weight and infant mortality, it is critically important
that effective means of prevention of low birthweight, when they
are known; be fully incorporated into existing prenatal care. Smok-

ing cessa expensive; when compared to the ex-
penditures for low birthweight infants, requiring intensive care.
The expenses were estimated to_be about $8,000 per infant, in 1978
dollars, in an Office of Technology assessment study. Recently, I
see, ia your facts that you have provided here, that it is at $24,000
per infant in this hospitall @~~~ .
Based on existing evidence; there is a great likelihood that smok-
ing cessation intervention programs will be highly cost effective.
- Let me assure you, though, that the substantial opportunity that

ing cessation efforts are

this represents for improvement in the low birthweight rate in the

United States will not be easy to seize. it is difficult to get the
women who smoke the mnst heavily to quit during pregnancy. It is
also clear that the women attending public clinics are more likely
to delay beginning their prenatal care, and that those who begin
prenatal care late are least likely to quit smoking.

The rate of low birthweight in the United States currently
stands at 6.8 percent of all live births. The available evidence indi-
cates that if we could eliminate smoking among pregnant women,
we estimate that the rate of low birthweight infants born in the
United States would decrease to approximately 5 percent of all
births, a greater decrease than has occurred in the past 35 years in
- Before I finish my testimony, I would like to mention one other
__Earlier, we heard discussion about the issue of education, and its
effects. There is education that is effective for promoting healthy

behaviors for women who are currently or about to become preg-

nant. And we also know that school healih education has been
shown to be effective, at least in delaying the initiation of smoking
among children in grades 4 through 6.

_ That is, in a large study of 80,000 children, 40 percent fewer chil-
dren initiated smoking in the seventh grade if they had been ex-
posed to school health education than those not so exposed.

you for your attention. @~ = ===
[Preparsd statement of James Marks, M.D;, follows:]

et |
o

-
-
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PrEPARED STATEMENT OF JAMES S, Manks; M.D., AssisTANT DIRECTOR FOR SciENcE,
CeNTER FOR HEALTH PROMOTION AND Enucmom CenTERS FoR DisEase CONTROL,
PubLic HEALTH SERVICE, U.S. DEPARTMENT OF HEALTH AND HUMAN ServICcES

Good morning Hr. Chairman and members of the Committes.

I am Dr. James Marks, Asalstant Director for Sclence, Center for Health
Promotion and Kducstion, Centers for Disesse Control (CDC). 1 am especisily
pleased this morning to be eble to discuss with you the issue of cigsrette
smokiug during pregnancy.

In the nurl.y three decades since clpr.tto smoking was first shown to be
sesociated with Imr btrtﬁv&igm‘. among infants born to iiﬁkti\i wonafi, & Iii-ii

fumber of studies heve confirmed and sxtended Ehiii !-nainp. ™e 1980

S\iiiiiii Gonon!'l liporE mEIElod

ﬁiiﬁliiﬁiiﬂ some 6f Eﬁﬁii fliiﬂiiiii;

Cigsrette smoking during pregnancy is clesrly sssocieted with reduction in

infant birthweight. Thie reduction everages up to 200 grams for fuliterm

newborns. The magnitude of the blithweight deficit incresses as the mumber of

cigsrettes smoked by the mother per dsy increases. Further, on sversge; s

woman who smokes has et least twice the risk of having s low birthweight

nfent (defired | liii'i a5 le8s that 2500 grams or 5 pounds, 8 ounces) as does

siniler woman who does not smoke cigersttes.

In five hrgo utudlu csrried out in the l)nltod Stetes and c.nldl. between 21
and 39 percent of sll low birthwsight was sttributable to maternal cigsrette
aacking. The major cauee Eppears €o be & direct effect of smoking on Fetsl
growth, most likely operating either through effects of nicotine and its
metabolites on fetel growth or through reduced oxygen svsilebility due to the
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sffact of carbon monoxide on the oxygen carrying capscity of the blcod of ths
mother. In sddition to this direct effect om birthweight; other important
relstionships Bave been found betwsen materval swoking and:

1. ﬁieriiiii itﬁttﬁéﬂ SE iEIllSIi-Ehi.
2. Incressed risk of premsturs delivery snd prematurs ruptuce of the

3. Increased risk of sudden infast death syndroms:

4. Increased 1ikeiihood of premature sepsration of the plecents from the
utarine wall; and

5. Increased likelihood of bshavioral and learning problems for the

Becsuss of the consistency of the harmful sffsct of smokiag on fatal growth,
sevaral of us st the Centsrs of Dissass Control propossd in s recent article
that the term ‘Patal Tobacco Syndrome’ be used to identify thoss children
whose growth reterdstion was probably dus to the fact that their mothers
smoked during pregnancy.

Given this backsround; how important is the problem of smoking Suring
pregnancy in the U.5. todsy?

As wore hes been learned sbout causes of low birthweight and of infant
mortality, it bas become increasingly clear that in terms of the proportion of
Iow Birtbweight iafants dus to known factors, cigaretts ssoking is the singis;
most important dsterminent of poor fatal growth in the United Statas.

120



Currently about 29 percent of all sdult U.S. women smoka. This rste has

remsined distressingly stable over the lsst two decades in contrast to the

very dramatic declina thet has occurrad ssong male smokers. Only about 10 to
15 percent of women smokers quit smoking when they bacome pregnant. The

figures may be worse for low incoms women. Prsliminaty analyses from CDC's

Butrition Surveillance System suggest that currently only € to 7 percent of
regnant women in WIC clinics (Speciel Supplementsl Pood Program for Women,
Infants and Children) quit during their pregnancy. Ususily these quitters sce
the 1ightest smokers. As estimated from the NWetional NWatslity Survey of the
Departaent’s National Center for Heslth Statistics; about 25 percent of ell
pregnant wonen in the U.S. smoke and continue to smoke throughout their

pregnancy. B8ince there are 3.5 million births in the Unitsd Statss per year,
spproximately 900,000 infants “irn yearly in the U.3. aré exposed to ths
effects of tobacco in utero. Disturbingly, the rstes of smoking ars highest
among those women who are st grestest risk of poor pregnancy ocutcoms for other
ressons--the less well sducated, teens, urmarried women, those who also

consume alcohol and those with lowst income.

I wiil now summarize some of the recent findings from the field. A powerful
iliustration comes from the State of Missouri, which collects good information

on smoking during pregnancy from its birth certificstes.

In Missouri in recent years; over 45 percent of womsn receiving pranstal car

in public clinics and over 45 parcent of pragnant women ini the WIC progrim

smoks cigSrettes—-retes mich higher than for pregnant women in general. Even
taking into sccount the high risk of low birthwaight and the high risk of

b
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Anfant mortality for infents of wowan ln public programs, the svidence is that
the cigerettes that thase woman swoke further incresss their risk of having &
low birthwoight baby or one of the other pregaancy complicetions mentioned

sstliere;

The next question is vhether, from n public heslth perspastive; somethifg can

be done ebout this situstion?

In @ 1983 study of seversl lwndrsd woman, carried out by Dr. Mary Sexton and
collesgues et the Univeraity of Maryland, the rats of smoking cessetion was
stop smoking during pregnancy. THAL is, among the untreated control group, 20
peccent etopped smoking, vhereas amaig thoss given the counseling and support;
43 percent stopped smoking dur!ng pregnancy. This intervention led to an
average increass of over 100 grams in mean birthweight of the newborn infants
of the women in trestment groups versus control groups.

In  socond study conducted by Dr. Richare Windsor and collssgues From

enrolled in s self-belp prograa whers they were given s short counsslifig

session and then e self-help guide to quit smoking. Although many of thess

women begen prenstsl care leter than thoss in the Maryland study, agein the
rate of cessstion was nesrly €wiceé a# Nigh in the tresiment group ss in the
uncounseled control group. Thus, it appescs we ere learning how to incresss
substantisily €he fumber of women Who stop smoking during pregnancy. However;
it 1a equally clear that the overvheiming majority of pregnant wosen in the

V.. receiva no formel help to etop smoking.

Do |
Ny
oo
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hesith depsrtment to devalop and evalusts methods for incorporating formal
smoking cessstion sfforts into public prenatsl and WIC clinics. It is our
intention that this demomstration project provide us with the information and

sxperience nesded to assist other Stetes to incorporete thess methods irnto

. their programs.

Although much remains that ie unknown ebout the prevention of low birthweight
snd infant mortality; it is critically important that affective masns of
prevention of low birthweight, when they are krown, be Fully incorporated into
existing prenatsl cere. Bwoking cessetion sfforts sce inexpensive when
compared to the expendituras for low birttweight neonates requiring intensive
care, Which were sstimated to be sbout $8,000 per infant in 1978 dollsrs in &

tecent Office of Technology Asssesment study. Based on sxisting evidence;

there {e e grest 1ikelihood that smoking ceesetion intervention in prenatel

programs will be highly cost effective.

Lot me assure you that the substantiel opportunity that this repreeents for
improvement in the low birthweight rats in the U.8: #iII fict 5a sasy €o

sefze. It is difficult to gat the womsn Who smoke most heavily to quit during

pregnancy. It ie sled clear that women sttending public clinice sre more
liksly o doley beginning their prenatel cers and that those who begin

prenstal care late are least 1ikely to quit smoking.

The rate of low birthweight in the U.S. currently etande st ebout 6.8 percent
of sll 1ive births. The evailable evidance indicetes that if s could
sliminste swoking smong pregnant women, we sstimats that the cats of low
birttweight infants born in the United States would decreass to epproximately
5 percent of sll births, s greatsr decresss than has occurred in the last 35

yoars.

Thank you for your sttention. I am pleased to answer sny questions you might
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Chairman MiLLER. Thank you very much:
Ms. Arkin.

STATEMENT OF ELAINE B. ARKIN, CHAIR, STEERING COMMIT-
TEE, HEALTHY MOTHERS, HEALTHY BABIES COALITION,
WASHINGTON, DC i

__Ms. ArgIN. Thank you. I wanted to tell you about some of the

educational activities that we can undertake to take care of some

of this problem that we have been hearing about all morning.

,,ﬂéﬁﬁ,@h,h@tg about the importance of prevention and

education, and the Healthy Mothers, Healthy Babies Coalition is

devoted to exactly that. So, there is something goinl@'*’ -

_ The _coalition is a cooperative venture of 80 national organiza-

tions including :vqlug@%z,lj@th,mf@i@@;,aﬁd governmental,

and they include three Federal agencies—Agriculture, Health and

Human Services; and Transportation. o
We all got together in 1981 with a common concern about infant

mortality, and an emphasis on prevention. And a concentration on

what a woman can do, herself, to help assure that she can have a

healthy baby. Our focus is on education of women, their families,

and the th care providers. And all of our messages are positive
and they all concern prevention actions, including proper nutrition,

avoidance of alcohol, tobacco, and drugs during pregnancy, and es-
pecially the importance of early and rﬁlm- prenatal care. And I
say especially, because you have heard that that is a problem with
low-income women: And low-income women are a special audience
for this coalition. o o

So, because of that, one of the first things we did as a group was
conduct market research. We talked to as many low-income women
as we could afford to do in an organized fashion: And they told us
that health care is not a priority for them. Pregnancy is not conazid-
ered a medical condition: They do not consider it a problem. They
consider it a natural process.

So that medical attention is not scinething that they see is neces
sary, unless they have an acute symptom: And while they told us
that they understood the effect of alcohol, smoking, and drugs on
their own Boi:{ they did not seem to be able to make the connec-
tion between their own behavior and the health of their baby.

In fact, for these women, every day brought a new series of very
real problems to overcome. And more emotional stresses. And they
told us that smoking, and drinking, and use of drugs is one way
that they could deal with their problems. The birth of their baby
was something that was going to happen at some time in the

future. It did not seem very real to them. But those everyday con-
cerns were very real, and they needed the assistance of the emo-
tional crutches to get them through the &ax; o e
- So, using that market research, we designed an educational
intervention; dealing with emotional appeals, and motivation, and
using some cultural sensitivity in dealing with low-income women:
We._came up with a series of six very simple information cards on
each of these topics; including smoking, drinking, and drug use.
They are very simple. Just a little bit of information. And there is
a series of posters that went with them:
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And we distributed them as a subscription series, over a period of
several years. So that a woman; every time she came to a clinic;
could tazze another one home to glf up on her refrigerator.

_We distributed over 7 million of those cards in English and Span-
ish, E@r'thg,@feg%i@ﬁdléiéi,ﬁ quanitites of more than 50 at
a time. They were offered through clinics and other sites serving
low-income women. So; I think you can see there is a real need—a
real demand for these materials, since we made them continually
come back to us for additional quantities: =
~ Now, at the same time we talked to low-iicome women; we
talked to those health care providers who specialize in serving this
audience. And they told us; as you have heard already this morn-
ing, that they were not trained to identify substance use problems

in women. And much less are they able to counsel those women on
how to %u}t, or even refer them to treatment sources. @~
. Nor, did-—they told us—did they have the time to deal with what
they considered nonmedical issues, like substance use during preg-
nancy. So, we formed a substance abuse subcommittee of our coali-
tion to address these health care professionals. And we designed a
kit of materials for these busy professionals; including the latest
scieptific information, and the policy statements of their own pro-
fessional associations; in order to convince them that they need to
take an action. We are giving them counseling guides; to try to
help them learn on their own how to counsel these women, or at

least to refer them in the community for more help. We are also
giving them informational materials to make their job easier, be-

cause we recognize that they have very little time in clinics to deal
with these women. o o I
summer, as a continuation of this investigation of what we
can do to help health care providers, we asked them what they had
found to be successful in their own practice in motivating low-
income women to come in and stay in the system—because it is
very hard to keep them there, once we get them there—1,500 of
them took the time to write to.us, and give us their best advice for
%l!jé,xr peers about what seemed to work—what seemed to be effec-
ve. - _ . ]
And while there is a io;lgin’h:t of ions, the top three includ-
e2 the importance of coort inating all the community services that
deal with these low-income women so that, together, they can form
a_ stronger; or more compelling; group of people trying to keep
women inthesystem. =~ "
. Second, they told us that it was important to use these women
themselves either as auxiliary staff or as volunteers to help edu-

cate women like themselves. And not only to perform the educa-

tion, but to help them plan the appropriate kinds of intervention
activities for those women. =~~~ o
Now; they also told us that there were a lot of things that they
needed. And in the educational area, for instance, they told us that
these low-income women really need parenting skills. They need a
lot more materials on drug use,,auring,gregnancy; It is something
that there are not very many of available right now. And they es-
ially needed help in dealing with womeneg(gmners 'because it
18 that sort of social support that a woman n to stay off hazard-

ous substances during pregnancy.
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. Now, that stng is soirig to be published as a compendium of pro-
“gram ideas for the health care provider—things that you can do,
within your own %et;,, within your own clinic. And it is a book
that the coalition will be looking for private and public support to
distribute it as far as we can around this country. This summer it
will be released: S
__The coalition works on three levels. We work on the_national
level, with our member organizations, in order to coordinate the
programs that we all have to educate women and health care pro-
viders, and to try to extend those limited resources we have as far
as we can. And also, vo identify the gaps in programming, and the
need for materiala about drug abuse is certainly one of those gaps
%kfge have identified. And then try to get one of our members to
1 t . o o _ _ o . o
On th,é,gtjté,éﬁd local level, we work with our affiliate coali-

tions. And in California, in addition to the State coalition, I think

there are about 15 in different communities. And we work with
them, ,ggmn"i‘:,,,t@,ﬁgd,@;t ‘what their needs are, so we can try to ad-
dress those: And also to provide technical assistance and education-
al materials to them. . L S

_For mgpb;,;wg,ha?gg@st,@mp;lg@ a project, whereby we pro-
vided a large quantity of educational materials and media materi-
als—television and radio PSA—to 10 State coalitions to conduct a
statewide, yearlong campaign to teach women about what they can
do to take care of their baby during a ;:gnancy; o _
_ We also try to help States sxchange information about successful
strategies and techniques that they have found:. It is difficult to
measure the effects of an educational program. But some of the
States that we are working with have reported back to us an im-
provement in their infant mortality and low birthweight rates
since the implementation of these programs. They emphasize

public eﬂiwatjon; improvement of :;:mmumcagon with health care
providers, and especially community participation. o

So, we feel, at the coalition, that there are two things that we
need now. We need a broader base of support, outside of the public

health community. I think we are all converted here; and we need
to bring in other kinds of people in this society to work with us, to
!@a%ﬁ issue to a higher level on the National, State; and local
agen N - - - e

We also need to deal with these women before they become preg-
nant. Clearly, if we are identifying substance abuse dumt:gagrag
nancy, we are identifying it at a time when the very fact that the
%vpjﬁﬁii is pregnant makes intervention much more difficult for

er. L _

I want to tell you one more thing, and that that is that there is a
new opportunity to address those needs. A new partnership, called

the National ership To Prevent Alcohol and Drug Abuse
Among Youth. It is new. I am affiliated with it, and it includes not
Just the public health community, but all sectors of society—busi-
ness, media; juvenile court system, parents, schools, and at all
levels—State, local, and National—to try to prevent substance

abuse among youth, addressing this as a community concern.
Something that affects every one of us, and not just parents, and
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not just their children:
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__So, the opportunity is there, now, to increase our success by
ing this a priority among more groups. S
But I guess whether or not it succeeds will depend on the deter-
mination and the commitment that we all give this kind of preven-

tion effort. Thank you.
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PazrArEd STATEMENT OF ELAINE BRATIC ARKiN, CiiAtk, HEALTaY Moritzas, HEALTHY

c_ComMmrrTex ON PREVENTION or SuBsTANcE ABust TEROUGH

Basms SteERING CoMMITTEEX ON PREVENT
Pusric EbpucaTioN, Caiioren’s Hosprrar, WasaINGgTON; DC
i am Elaine Bratic Arkin, Senior Vice President Zor Communicatiofs
Of The Bational Partnership to Prevent Drug and Alcohol Abuse Amonig Youth.
I formerly served as Deputy Director of Public Affairs, United States Public
Health Service, where I spent 15 years in health communications. I currently
serve as volunteer chair of the Steering Committee for the Healthy Mothers,
The Healthy Mothers, Healthy Babies Coalition is a cooperative venture

6£ 56 iiéiéiii voiunéary; ﬁeaiéh profenlionai; and governmental organizations

including €he Amacican College of Obstetricians and Gynecologists; the American

how to prevent infant morbidity and mortality through improved education

of women, their families, and health care providers. Healthy Mothers, Healthy
Babies messages and materials encourage preventive actions -- proper nutrit.on,

breastfeeding, avoiding cijarmttes, alcohol and Z:ugs, and the importance
of early and reqular prenatal care -- actions that a woman can take to help
assure that shs will have a healthy baby.

Healthy Mothacs, Healthy Babies prevention activities are directed

at three audiences: Iow income womefni; their health care providers: and

the general public.

In a 1985 report, Preventing Low Birthweight, The Institute of Medicine
noted ‘that *factors typical of sociceconomic disadvantage are linked to
increased infant mortality through both higher low birthweight rates and

a birthweight-independent risk of post-neonatal death®.l c. Arden miller, M.D.,

-i-
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professor of Matarnal and Child Health at the University of North cCarolina,

Chapel Bill; has reported that, "By far the most impressive correlation

(of any risk faceor with low birthweight) is with poverty and minori€y LEatus”.2
Coalition-sponsored market research with low income woman inaicatsd

that for Iow iicome women, preventive health care is not a priority. Pregnancy
1s not considered a health probiem requiring medical at€ention, but rather
a natural process. Often women in the target audieiice only seek any kind
of health treatment when physical symptoms are acits.>

Although the women interviewed 4id seewm 6 understand the stfect of
smoking, drinking and drug use on their owh bodies, they did not link their
behavior with the health of their baby. In fact, for thess women, each

and new emotional stresses for which;

they said; smoking, alcohol, and driigs offered some relief. priorities
of obtaining food and shsltér and caring for their families override the
importance of seekifg prenatal care,d

Ths target audience has a predominantiy day-to-day orientation; Ehe
BITER of a baby seewed to be an intangible event; far in Ehe fatuze.
Also, assimilation of health information often requires wemen o change
long-standing habits and practices: thase wmodifications iay be neither undaratood
nor supported by family and peers.S

Using the findings of the Juarez study to guide program direction,
the Healthy Mothers: Healthy Babies Coalition developed a public education
and bilingual materials wittsn at a isvei appropriate to reader language

skill and sducation.

13-
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The Coalition designed a series of six simple informational cards and

to produce a positive response to a very posi€ive nessage: you can help
A;aure éﬁai your ﬁasy uiii 55 ﬁéiiﬁﬁy;

Thé matsrials were carsfally pratestsd in inAer-city ind rural sites
batore ths series was produced. The cards and posters were produced with

reorders.

The Juarez study also interviewed health care providers serving low
income women, who said that they were not trained to identify substance
abuse problems in their patients; much less how to counsel thsi €6 €op.

Nor did they have time to deal with €h

& "fiof-medical” Isé

rs, the Coalition Subcommittee on Substance

Por health care pr
Use During Pregnancy has prepared a kit including the results of the latest

scientific research, and the policy statements of their professional associationa

use during pregnancy to convince them that action is

ing

needed. Also included will be guides to help them counsel their patisnts;
and educational materials to maks EHeif job GARISE:
Last summer the Coalition asked health cars providers to give s their
best advice about how to motlvate low income womeh o enter and stay in
€he health care system. The 1500 aurvey respondents told us that most important

was to work with all community agencies to coordinate support services and

reinforce each other in their efforts to keep women in the system. Also.
they stressed the value of using community women. as volunteers or auxiliary

by
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statf, to not only educate, but also to plan appropriate activities for
other women 1ikeé thamselves. They also told us that they needed educational

use during pregnancy. The resuits of this study will be published and widely

circulated this summer as a compsndium of program ideas for clinics and

other sites serving low income .7 The compendium is the first of its

kind in the nation, and the Coalition will again seek to combime public
and private support to make it available to providers throughout the U.S:
The Coalition works on three levels. on the national level, 1t Goordinstss
the programs of its national member orqanizations (a 1is€ is attached);
working to expand the availability of @xisting rescucces and identify gaps
in education and programs; on the state and local levels it works through

its affiliate chapters to assess their needs, provide technical as

14

stance

and educational materials, and an exchange of successful strategies between

states. Though it is difficult to measure the effect of public education,

several states report i nt in their infant mortality and low birthweight

rates since the implementation of programs omphasizing public education;

improved communicstion between provide: garding care and follow-up; and

community participation by individuals and businesses.
For the general public; the Coalition has provided materials and technial

rathers. Other Coalition activities are highlighted in the attached susmary

of our 1985 annual report.
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The Coalition is staffed by an Exacutive Secretariat which is funded
Sy a small ;;;;E from the Public Health Service. Members contribute resources
of proieslionéi and Luppori siaff éime; priniinq; préénction ané postage,
and office space and Suppiiéi;
is a broader base of suppcrt, beyond the traditional public health community,

to include business ard other segments of the private sector. raising ths

importance of healthy mothers, healthy babies on the national agenda. Second.

the problem of substance abuse needs to be addressed before a girl or woman

becomes pregnant, and the stress of pregnancy makes treatment more difficult.
There is a new national partnership now beind formed; The National

Partnurship to Prevent Drug and Alcohol Abuse Among Youth (information attached).

This partnership includes all sectors of our society - business: media,

school, chﬁiéﬂ; pi;éﬁiil Géiﬁﬁééé;;; juvéniie ﬂuséice an& haaiih - working
tugether at the community; state; and national levels to prevant substance
isﬁié among young ﬁéépié.

The opportunity €o Increass our prevention Eforts is thers: success

effort.

-
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. __SWeMARY OF THE

1985 AMNUAL REPORT

EEALTHY MOTHERS, HEALTHY BABIES COALITION

_Th mum Coalition cxpa:icnccd and growth and development during 'ts
t.hird Yasr. 'l'hl Coslition added twentY pew members €6 fow xnc!uai fno N

and_ inju:y pravention formed in n

coalition ngnrinh \'tn gavgiopcd on & variety of topics, inciuding how to
build a local coslition and how to raach low income women.

s, sparked by a uuccou!ul nnns
ven r.qionnl conferencas, and tachnical

aagintance and program support provided by tha national Coalition and its mamber
organizations. Below are tha Hqﬁiighn of 1985;

! Coalition was bald in
zu tmty-on., workahopa_ranzing

from key -isauea in infant nortnlity to rasource devalopment

attracted over thrae hundred naticmal, state, and local coalition
participants.

e Th nd_ an.mul m-mn EutionnL&chiovmnt le.xin Px‘ nn.

ntion _and comiungt in_programs
¢+ BI; Lincoln, NB; and the statas of TN, CT, and SC.

and one_on. nutrition. during pregnancy
use. In tha firat; thée Kavérand Je

B lbeut px‘.puing !or _Preghancy
habi

a to a nev PSA develo by the American Collaga of

and Gynecologists on unintended pragnanciaa.

,,Xou!,ub’y Riilif !i‘ﬁi Elii Start". . Ten stat
project with resourcea provicad by tha nat’or
Co.lition _and tha US Public Health Service, iu_cooperation with th. _
NY State Department of Hcalth. Televiaion, radi», apd print matariala .

to HMHB Coalitiona who could demonatrata

ed and aufficiantly well organizad

fo conduct a mass media public education campaign. Tha atates includad:
FL, CX, MD, DC, TN, WI, CT, 8C, W3, K8.

rvancaa waa compilad

!o!‘ national, state, and local coalition membara.
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] ant Pregnancy, h, Genetic
and Injury Prevention were formed to join t! y active Breastfeeding,
Lov Income, Substance Use, and Policy Subcommittees.

tcen Oral Health. Genetics.

sal thousand HealEh GATé providers through

conducted to

@ The first of e series of regional HMHB confersnces was hosted by Maryland,
with Mid-Atlantic Region representatives from DE, PA, DC, VA and Wv.

The HHHB DITectsry of FAucationsl Materials. a_collection of printed
a3dioviaval materials available from government, professional and

volatitary orgenizations. wes revised for a third edition.

e The Co i onnection, a HMHB primer on coelition building. was
updated and expanded.

1500 survey responses to _tha BMEB call for ier-é-qt;- ég IQQGE
low-income women ware Compiled and analyzed for the Compendi'm of Idwas
for Reaching Low-Income Vomen.

e Thres maetings of the national EMHB Steerin

¢ Four issues of the HMHB newsletter vere
coalition membars and "friends”.

stablished through & grant from the Public Health Service. Spac
atad For the office by the American College of etricians and

DIRECTIONS POR_1986

Wajor emphasia will be placed on state coalition building in 1986. At
ates have_ formdd Hedlthy Mothers; Healthy Babies coalitions.,
igne to development of legislative

t, over forty

pr

strategies on maternal and child health issues.

_____8ix regio con! 1 important roles in state C

growth. ings d in.17eu.of a national
special_trainiog eession .

Hee will facilitate skill-

the national Coalitinn will conduct
The State Coordinators’ Canfe:

of the seate Coalitions.
. __Initiatives for national Coalition building

of the national Coalition leadership hase, develo
and continuetion of the Coalition's technical assistance and national
programs. iition relies on the aXpertise and resourcas
volunteered by its members.

_trom Tha oft

€fé Exacutive Secratariat, Healthy Mothers, Healthy Babies. 600 Maryland Ave.,SW
Suite 300 E; Washington. DC 20024, (202} 638-5577.
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National Partnership.

fo Prevent Drug and Alcohot Abuse Amonig Yott
1110 Verrront Averwse. NW  Suite 428

Teiephone 202/429-2940

- _Drugs and elcolicl heve e devesteting effect on the lives and
health of young people, on society and on the economy. The use
of drugs and alcohol has grown 0 such elerming proportions thet,
despite meny state and community pravention efforts, cantrol
presents an enormous challenge. _The tims hes come for a mejor
new initiative. The National Partnarship brings togsther mejot
forces -~ including business; voluntary, professional, . _ .
governmentel end media -- working together to create powsrful new

stretegies to end drug and elcohol ebuse among America's youth.

WHAT CAN THE NATIONAL PARTNERBHIP DO FOR MY CORNGRIFTI
The Perlnership is svailable to help communities expand theic

current drug end alcohol abuse prevention activities, focus f
ettention on what can _be done to_stop drug and alcohol abose, and
begin-nav progi I _1ists; guidebooks, and sources of
to guide the assesswent of

genize a Pertnership, identify prevention

commonity ertnership,
Programs and rescurces, end work with the medie.

WHAT IS THE NATIONAL PARTNCRSHIP?

_____The Netionel Partnership is_s nationwide sllisnce of diverse
locel, regionel and netionel orgenizetions, united by their
Commch comsitment to prevent drug and elcohol sbuse among youth.
Membership {s open to parent end youtb groups; civic and
frateznal bodies, educationel end religious institutions;

business end professionel firms, governae ;g}f.goncios;
ons.

professionsl and other concerned orgenize

—__ The_Pezrtnership does not gzovido—ggzoggflogyicp to youth;
nor_does it _compete with othe: otganizetions for Funds or - B
clients. Rather; its enargy i3 focussd on suppoit end ald to -
O_thet they cen_work in_a common cause. The Partnership
independent of any single point of view, to provide and
tionel state and community leedership to prevent Arag

end elcohol ebuse among youth.

ndent of
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WHAT IS THE ROLE OF THE PARTNERSHIP?

_ The iig@ﬁiiiﬁjif@iiﬁjif@ii members together to-skarte
information, identify re ¢ inventory prevention programs,

and out gaps in our na wide efforts to end alcohcl and.
drug i—iiéﬁg youth. It opens lines of communication between
groups with differing interests and points of view; it _tapa_the _

skills; resourcea and enthusisam of individosls and organlzations
comnitted to £inding new ways to work together.

- , , R

and _local partnerships, Pedecal agencies, asaociations and._

. societies, business and commerce, and elected and _appointed

officials at all levels:.__A1ll mémber organizations_are_invited to

efforts_to_identify effective prevention programs ready for
adoption; to build community; state ; and local Partnerships, snd
to incresse national awareness of prevention strategies available
,tg,,!,ighs,d,r,!s,,,!g!'!,lsghg!,,lbygg,nonq youth. -Between guacterly
Coordinating Committee meetings, information is shared through a
aonthly newsletter and other communications.

_ __Through other National Partnership committees (e.,g.:
philanehenpic, progrsms; medis snd_intergovernmental); members
work_with Partnership staff to develop strategies and matecials,
and provide tschnical assistance to communities.

At _the state and local levels, the Partnership works with -
maunit ntify t -proble nd needs

priority
« gschools, churches,
ia ~-- to.become _ . __
involved. The Pattnezshlp provides information about prsvention
strategies _from .which & _community can_construct fts own_plsn_of
action, and helps loGate technical sssistance and resources to
build successful progyrams.

write to the National Partnership for help in getting-

started, ‘'If you reptesent an organization that should belong to
the National Parctnership, ask for a membership application.
Contacti Johr McGwite, vice president for Btate and Local.
Pattnerships, Natiozal Partrership, Suite 428, 1110 vermont
Avence, Washington, D.C.; 20005; (202) 429~-2940.
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man Miiee. Thank you very much:

enton, what is going on at your university; in terms of

***** ing future physicians how to cope with the problems we are

iscussing foday? How do we deal with what we hear here about

some physicians who say that this is a nonm medical problem, or who
()

do not have time in their clinics to deal with a problem which cuts

across all socioeconomic lines. A good number of these pregnant

Wwomen are going to walk right into a private physician’s office, and
may or may not manifest this problem that is going to occur in
their newborn infant. N
1:mglxat; is going on in your medical school and others to address
Dr. FenroN. I think that— = L
., Chairman Muigs. We always hear about what is not included in
the curriculum of medical schools. And they seem to be those items
which most widely affect the American fo ulation: Nutrition, alco-
ho}, ing, efercme These are not included. =~ :

cate the medical students as to the extent of the problem,

_ Lhave yet to question Eigmqr,médwél student, whom I have not
had contact with, who y understood what the problem was for
the smoking mother, for instance. Who really understood there was
anything more than maybe just the baby will not weigh quite as

8o, I think that oiir educational programs, even in the medical

school; are very deficient. Now, _hopefully, by the time I get dons
with a student it will have changed. But it is very deficient in
really coming down and hﬁvm&a student grapple—
. Chairman Mnuixe. So in the formal curriculum so—speaking
from. your own experience at your university—there is no formal

curriculum to address this problem, and become informed, and to
figure out how to work with it? =~ = S
., Dr. FENTON. Ann; do you have some data on that? I have none on

- WILSON. medical school is focused; primarily on under-
graduate medical education, with less emphasis on residencies in
M,B@L@ speak about programs that include teaching
°rinff§§5m°n; sophomore; junior, and senior students.

e men

_In the fre shman year, we have a course, Introduction to Human
Development which is a part of the Introduction to Clinical Medi-
cine curri This course discusses development from “womb to
tomb” or human dévelopment across the lifecycle. Although this is
an introductory course, and the level of integration with clinical

medicine is down the road for the students, we do spend time clear-
ly talking about the prenatal effects of various agents on the devel-
ing fetus. We talk about parenting. We talk about the needs of

ffect their own future ability to care—

,égrbwmg baby to be for in a supportive environment, and
thltthi@liﬂ‘! y to care—
irman MiLEr. Let me mtérru%t you. From the moment we
walked in here this morning, throughout the testimony; members
of this committee have been,edxtpmpd to a_rather high level of

trauma, in terms of the irapact of this behavior; and our failure to
cope with it. -
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- .. And you can hear it in my voice: I hope. you are not telling. me
that you deal with the effect of drugs and alcohol and smoking in a
ge, when, in fact, we see the mpact ol hiindreds of
thousandsofnewbommfantsonayearly . And millions of
pregnant women. Ihopethat:snotyouramwer o
. Dr. WnsoN. No. ,g’-j;téllili&ﬁog about the beginnin
dent’s introduction to that problem and that this is at a veryenrly
stagemtheumedwaleareerlthmkthe' on the clinical
basis comes later in their training. Information about substance

1eir overall training program from the very beginning.
thes grrell Einind program from Lo ey beinning.

phymcmmmnotableweltherxd thepmblem;screenthe
problem, or to cope with it; in terms of their patients? I mean, this
18 §omethmg I have heard the entire time I have spent in public

I starbed ‘way back in the achool lunch program_ bemg told that
could not identify malnourished children. I am still

E&lfuhat; but it is less prevalent.
What is go% on? I mean, in your eeshmony, you lay out a very
bleak a_generation and numbers of peopls in

a generation who are going to be incapable of functioning. And yet,

phy donotappeartobemapoaxhontodealthhm
Eﬁ"m ntlnsuptothe el at this point to start with.

Dr. FenToN. I really—I you have hit upon an important
thing I think that medical edueahon—and other members of the
panel may disagree—is seldom geared toward societal ills. Because

g@p@yfknm how to deal with them. It is geared to treatment of
veﬂyapeciﬁcillnesses And we know what to do about those. .
__But tackling the lar %;z blems, which may have a far greater
public health effect, are se. ed with that kind of vigor.
Dr. CLARREN. € ngurpomtmextremelywell
@gmd,ghgluwj,mmb,,l think we are not well trained to
handle these problems in medicine. I am a teacher at the Universi-
ty of Washington Behogl of Medicine; and. I am achvely mvolved in

I think the first problem is_ the eompartmentahzahon of medi-
cine. You treat addicts in psychiatry. You deliver babies i in obstet-
rics. And we care for these damaged children in

I have had obstetncmnsotand at meetings hketlnsand say with

rgagumletely ht face that they had never seen a dame

| aged
olic mother. And I am sure they believed
y Wifete thetruth. _Because they never looked.
'prcb ems of each of these tgzug are 80 foreigpf to the
ey paralyzed to

: Tlemso each of the other groups
‘ reallygrasptheproblem .
Themwerwincbme,natfrémtrainingg@rsinmedlml

- schools. The answer, I am sure; will come by a trend in our society

toiikthedoctorswhatneedstobedone Andthro zh increased

pressure from the Government, the ms: the public.
Dr. Fenton. I did avery brief calculation; i

Chairman MILLER. Yes
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Dr. FENTON. On what the cost might be of preventing, or eliimi-

nating 1 day of neonatal care in an intensive care unit, =~

. If we assume that there are approximately 3.6 million children
born each year, and let us assume thet perhaps as few as 0.1 per-
cent of those might be in that intensive care unit because of some

sort of drug or alcohol abuse problem, If we that child 1 day of
hospitalization, on the basis of $1,000 a day in the hospital, that
would be a savings of $3.6 million ayear,. =~ o

__ Chairman MLer. The purpose of this hearing is not to point fin-
gers. But the purpose of this hearing is to try to direct public policy
to those areas where the investment of some resources will provide

a_positive return, whether it is education, or intervention, or the
combination of both of those. You have addressed activities that
are broadly based in the society—drinking and smoking. According
to your testimony, they have a direct impact on both outcomes; not

Zg% drug-crazed individual, or people who have lost their ability
ction; o : . . : -
_ But these activities have a ssvere impact on the outcome of a

pregnancy. And clearly one of the areas for education and inter-

vention could be the doctor’s office. Some investment in the doctor
delivering credible advice, and information, and diagnosis ‘eads
could lead to savings. Yet we are told constantly that that training
and service is not there. o
. Maybe that is the subject for another hearing. But I have been
through this in occupational disease. You find people saying that if
the doctor would just ask them where do they work and what do
they work around, maybe we could start to dico ver what the ill-
ness 18.? Just what is the substance you spend 8 hours a day work-
mgons R . - - L ) .
__But the doctors are not trained to do that. The doctor is not
trained to ask. It is a little distressing. T

g:l sounds to me like a second hearing, so we will not burden you
with it. ) I -

Dr. Mazgs. I would like to respond a little bittothat. =
_ Chairman Miller. I know what we _try to build into a public
health clinic like a WIC clinic: We try to assemble all the pieces of

the puzzle to get this information to the person that is coming in.
And the lure is the nutritional package—the food package. But at

the same time we try to piggyback a lot of other health-related in-
formation to that person. But it starts to appear that for a middle-
class person that education is not going oa in the doctor’s office.

Dr. . The— e :

Chairman MiLLER. Go ahead: e
_ Dr. Mages. The issues are complex: I think that teaching is
changing a little bit. The medical students that I see have a better
sense of it, but they do not know how to incorporate it, how to ac-
tu%'}l‘f,gﬁth@m practice, S
< When you get in practice, you are under a lot of time pressure.
You are not paid for the tims Bpent counseling. You are not paid
for doing it, but there are places u{ou can refer themto.

You are paid if you use an ultrasound in your office. You are
paid for drawing certain blood tests.
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And then finally, I think the physicians do not realiz

notseethatthmmfantwasbomsma]lduetothefactthntwomen

smoke.

when you topahentsorwhenyoug}j:wthepublic,thgysaj
that a physician’s advice is one of the most important things. Pa-
tients may not make the decision at that time, but they may think

about it. ’maynomtﬁéféifé&ﬁersqmttmgandthatkmd
remt:o gic

of thmg 's counseling.
» regarding public niedia such as women’s magazines is
thatthe e adverhse ; a8 far as dollars, are tobacco compa-

nies and maker ,of,dcghghgbo;!emgqa,ﬁgg,mult,ze ; few maga-
mh?i. accept articles regarding the health effects of smoimg and al-
C0)
—Dr. Ct.nm I think. thaj:f is just the essence of the problem.
Which is our incredible societal ambivalence:
thm _are_ambivalent, But they are a very small slice of
the societal cloth on this issue. = =
hgahavechﬂdabuselammthxseountry We do not have

a fetus abuse law. What, exactl, he difference be-

tweenawomanvﬂiohurtsﬁerbabyatage {lxttmghnnoven

thg,head, ad %th, adbﬁtls:nm% a wohmmanb who lfm shy abusing one tl?f
ani uj rain while she is carrying

chﬂd?memno dlﬂ'erencep

But we have no legislation, no societal mandate. No societal con-

smousneuthatthatmabadthmg for that woman to do. That is

'tf thing is the incredible conflicting information that
women hear. Doctors are a very, very small source of medical infor-
mation today. Thers ;ﬁ health education on television, magazines;
television, and in_this ares, it mwmpletaly overshadowed by the
very sophisticated advertising of the smoking and alcohol mdus-

‘M. ARKIN. An&evenmtﬁeihysmansoﬁce it is not just the
—“tmgmm Itxsalsgml:l;enur?;cm“;mttza 2 s:;awomanm  in the

rOOmM SMO. a when she is pregnant. So, even
t'il%lugh there is maybe a problem with the physician, we need to
look at those other le who are seeing the pregnant woman as

WIC st
Oneofthereasonswhlﬁestamedthmsubstanceabuse

in our coalition, is that we had so-many requests from WIC staff,

who said; we see women who c;early are using alcohol; or amokmg

, cr using drugs, waiting Bometlmes very long times in

our waiting room: And we have not_been —we are nutri-
twmsts andwedonotknowwhattodomththam ,

tiizt is another place that we do need to- look. These are

%h who really want to do some . That is why they work for

And iég reall do not know how, either.

Giarren, in the testimony earlier, with re-
spect to drugs, there was a suggestion that the ‘adverse impacts can
continue after bn'th. That the show up in the mother’s milk:
Is that also true in aleohol?
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__Dr. CLARREN. Sure. Alcohol will be in the mother’s milk in the
same concentration it is in her bloodstream. Now that is a much,
niuch smaller concentration than what she took by mouth. And
genera.ly, it is not that even a woman who is actively drinking is
going to give her baby an enormous amount of alcohol. Rut it is
definitely present. Certainly it can sedate a baby to have breast
milk that has alcohol in it. - o }
. Chai 1 Miier. What is the response of the physicians and
the WIC clinic people to your program, in terms of this kind of in-
formation? @ == o L

Ms. AzkiN. The response has been very positive. It is just give us
more. There is not really enough that {owm doing for us. We
need more materials. We need more help. It literally is reaching

1,500 physicians—we need to be reaching a lot more people.

Chairman Muuigr. Dr. Clarren, in the alcohol teratogenicity I am

not pronouncing that right. _
Dr. Gmmhugggggxffi o o

h 9 Mirer. Teratogenicity: What are you talking about
ere? ) o R

_ Dr. CLarrzN. A couple of things. The word teratogen is what doc-

tors use to define environmental causes of birth defects, as opposed
to genetic causes of birth defects. So; a virus, or alcohol, or ciga-
rette, cr any of these things that hurts the baby; that is a terato-
en. - , i o
_1 should also just comment on the origin of the word: It means;
literally, to_make a monster. It is only about a 50-year-old ter.n.
But it was OK; 50 years ago; to think about children with birtk de-
-1 think it is a whole other societal problem. And maybe one of
the reasons emotionally, we have had trouble grasping with this.

Because there are a lot of emotional and magical implications to
birth defects that make the whole issue kind of one that people
prefer to avoid. o o
__Chairman MiLLer. Does that also go to. the notion of spontaneous
abortions; miscarriages, the word teratogen?
Dr. CLARREN. Yes; those can be teratogenic outcome, sure.
Chairman MiLLER. So will we see that with respect to alcohol?
Dr. CLARREN. Yes; alcohol increases miscarriage rates rather dra-

matically. Women who are drinking as little as 1 ounce of absolute
alcohol daily increase their miscarriage rate about twofold: =

Chairman MiLizg. When you talk to physicians, you get two im-
pressions on that. One notion is a glass of wine a di y really is not
harmful, which it may not be. But yet; you are also increasing the
risk. of a miscarriage, as you just pointed out. So, it is what—it is
not harmful generally but it is— =

Dr. CLARREN. It is not harmful—the fetus who aborts. =~

Chai Mnver. So how do you convey that information? How

do you accurately do that? What is the primary way? o
Br. Cranne, That is why I think we need sume very sophisticat-

ed movketing analysis. It is the kind of thing that Ms. Arkin was

talkiz:. bout. I do not think we really know how to convincingly
explain to. people that just because three of their friends had
normal babies when they drank a small amount of alcohol, or

Do
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%%gkéd a few cigarettes; that their baby will necessarily be normal;
__ Chairman Mrmier. 1 Belong to a generation that belizves that
,t,lz%v all ?ﬁz,ﬁ",ﬁé@. "And yet, their parents probably smoked
an —and a lot of these issues were not publicly discussed,
nor did we have the knowledge. We all sort of ﬁ%ured our parents
did it, and that isthenorm. =~ N
Dr. CrarreN. Right. Think about_how smart we would all be——
Chairman Mmigr [continuing). So I think our generation suf-
fered greatly, as a result. [Laughter] ~ ~~ ~~ ~
_ So, aguin, if you are talking to people like myself, who are in a
position of ’Egli?,jh@ talk to audiences all the time; should the
te reali? , if you are pregnant, you do not smoke and you do
no dn.nk

Dr. CLargeN. Yes.

Dr. MARKs. Yes. o L
 Chairman Mnikr, And we are quibbling over whether we are
talking about one glass of wine, or one beer, or a half a shot of
Wéi ey Thét,iENi‘éally not at issue thcagh,; is it?

. CL . No.

Ms. Arxin. But what we also have to—_ =

Chairman MiLLER. You have got to keep this interesting. = _

Ms. ArgmN: Well, ke E@jﬁﬁi{l@,,hﬁ&, it is not enough to tell
women not to do those things. Because they do also need the help
to deal with their own stresses in some other way.

Dr. CLarreN: Yes: S
__Ms. ArkiN. So the answer is not to saXn&o, not do it: The answer
is to say do not do it, instead, try this. And to say that also to her
family; and to the people around her, so that they can encourage
her in a positive way, too. o S
thew MiLLer. Suggestions? I mean, what are you doing in

€ healthy—— B B S )

Ms. ArkiN. Well, as you have heard, it is to tell the health care
provider what to teli%at woman. Try taking a walk, or a warm
oath, or whatever. It is to work with the families, and all of us who
know grggnantwomgn to say—do not chastise her, but do not offer
her a drink. Offer her a club soda; instead:

_ It is also public education, so that all of us will know about these

factors before we become pregnant, and be prepared, as a society,
to support these women. =~ = R .
I am still simplifying it, Mr. Miller, because we are talking about

middle class women, then; who can deal with their problems in

some other Waﬂ . And I cannot give you an answer for a low-income
‘woman,; for w a problem is 80 immense that—we are not talk-

ut real-life problems. @
And I do not have an answer for that. = - e
- Chairman Mrmrer. Dr. Clarren, what you are suggesting, in
terms of the impact of alcohol during pregnancy, is that we could
be a lot smarter society if we did not do it, I mean in terms of
brain development, or development of those children in that par-

tibn;l,ﬁtgg”fiiéj‘iﬁdﬂ . - - - e
_Dr. CLagren. We ‘are—in our monkey model, where we can—
where we have the opportunity to remove the brain and actually

about. substituting warm milk for an aspirin. We are talking

C
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__At this pbmtlm time ,thiéﬁﬁgﬁg@,,h@ many ,Iprt:’liﬁta that
may make you lose, or how muc predisposes you egenera-
tive diseases later in life. Or other— R

Chairman MiLrer: You do not see the opposite, though?

Dr. CLARREN. You never see the opposite. , L
__But the point is, that these changes are there, at very low levels
of consumption. We do not know how dangerous they are, but they
are there. And that means that tkere is; in fact, no safe level of

drugs. e
__You can have very, very limited amounts—they are dangerous:
More to some fetuses than to most fetuses. But they are dangerous.

Chairman Mmigr. Well, thankyou. - =~ =~
__Dr. MAzks. I wanted to add one thing. It is clear that the preva-
lence of smoking in womén increased among those in the early

part of the baby boom generation, and among teens. Female smok-

@,@,%@?fﬁﬁﬁﬁm'"" to increase—certainly it is increasing
amongéb spamaes. - -
_ Probably alcohol consumption by women is also something that
was less commion, but has become more common in our society. So
that it mag be not our generation who was at risk but the genera-
tion behind us may be at increasing risk.

Chairman MriEr. That is a good point.

Anything else? ] S S .
__ Dr. FENTON. 1 ?g;ééﬁ I would like to emphasize, if I could; perhaps
something that Dr. Clarren said: I do not think it was rea.lf y
spoken to thismorningg. = ]
.. I think we have talked a lot @@Uﬁgﬁh?:ﬁj’;j amage, and we
have alluded to the emotional damage. But for me, actually in the
intensive care unit, I see a certain Efrbééﬁﬁéé of kids who are actu-
ally physically damaged. And probably some with more physical
;iil{i;,iiié than you can even determine by testing, because it is so
subtle: S

But the emeotional
is a far larger portion of

mage to come, once they leave the nursery,
8 a tar larger the iceberg, which then allows the pro
lem to continue, and to be peased on, and to mushroom.

__When Dr. Clarren spoke of laws that pertain to fetal abuse; or
the lack of laws that pertain to fetal abuse, that would be an area
of ﬁulﬂic ézohcy that would allow at least some action to be taken.
In the State of Arizona, it was possible to take a child out of the
home when the mother was a drug addict: If the child had evidence
of addiction—withdrawal—it could be shown that the child was al-
ready abused and therefore, came under the Child Protective Act,
and action could be taken. He did not have to be battered before
the child was actually removed. o o
. At some point, with all of the things that we do to keep families
together, and to rehabilitate families—at some point a decision has
to be made on behalf of that child, to be able to finally and perma-
nently remove them from the—a home which is abusive, or_emo-
tiona[vr degrading in some way. So at least the cycle can be inter-
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And that is a very difficult social concept; which is not generally
advocated by social workers or by others. But I see it as an impor-

tant step to break thatcycle. =~~~
Chai Muier. You are right. It is going to be tough, dealing
with federal laws on abortion; and adoption and foster care. Trying
to break the poverty or abuse cycle, and to get society to under-
stend it in some cases, and to understand that is in the best inter-
est of everybody. Sometimes to do a very difficult thing. o
What do we do, in terms of the other influences; just quickly.

Jenny’s ended up spending time with an alcoholic man. We have

been told in previous hearings that women who are married to al-
coholic husbands will drink more than other women. L
How do you address that one? How do you—in terms of public

zﬁg Perhaps your coalition is also addressing this issue, Ms.

Ms. ArkiN. I do not think you address it in any one way. What

we_will probably all say is that in that case, Mr Miller, you are

talking about what is happening in a home: We have also talked
about what is happening in a medical care facility. We are talking
about settings all through the community. L

And from a public policy.point of view, if we can address the ac-
ceptance of substance use during pregnancy, and generally, in the
society, in all sectors of our society. That is, when you are question-
ing not just NIH—this morning someone turned to NIH. Rut when

you are questioning any Federal agency, you may ccnsider whether
there is a role for substance abuse policy in that area. L

It is not just a health problem. It is a problem with our schools,
our court system, our community, our businesses are affected. And

I think that the point is to—in whatever situation you are in; to
§h1nk,§.é& is this a place where substance use has some—well, some
effect. =
And I think you will find that almost anywhere:. @ = B
_Chairman MiLLer. Thank you. Thank you very much for your
time and your expertise. =~~~
With that, the committee will stand adjourned. @~
[Whereupon, at 12:47 p.m.; the committee was adjourned:]
[Material submitted for inclusion in the record follows:]
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PREPARED STATEMENT OF MELVIN _E. JENKINS; M.D.,; ProFessoB AND CHAIRMAN; De-
PARTMENT oF PEDIATRICS AND Cunp Heartd; HowaArp UNIVERSITY COLLEGE OF
MzepiciNg, WASHINGTON, DC .

BACKL

Of the approximately 20,000 infants boen in the DiSErict of Colimbia each
year, fifty percent are born to residents of the city. Many of these infants
are born at Howard University Hospital and the District of Colunbia General

At each of these hospitals, 45 percent of the pregnancies of mothers
presenting to the delivery rood can be placed in the category of high-risk by
virtue of age, each of prenatal care, explosure of the infant to maternal use
of drugs, alcohol and tobaceo, or medical cordition previcusly diagriosed.

While prematurity/low birth weight is; of itself; a significant contributor
to neonatal morbidity and mortality; the added burden of drig, alcohiol and/or
tobacco exposure often causes thess infants to require longer hospitalizations.
The additional burden placed on a child's development when he retirns to a

the scope of this commentaty:

THE PROBLEM

Babies do not come to the NICU nursery with one Ffactor causing their
illnesa; these infants have many problems; their families heve many problems:
In 1985 Howard University Hospital and the Dis€rict 5f Colmitia Censral
Hospital nurseries treated approximately 3000 newborns. Of these a large
percentage had evidence of matérnal 8Xposuré to alcohiol. In other infants a
history of maternal consumption of alcohiol vas obtained. 5-i0 percent had
symptoms of drug withdraval. Other infants had a history of maternal drug

use.
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Our adolescent units tréats many teenagers sach year for drug-related
illnesses, including PCP use. MNumerous, other teenagers are sean each year
with alcohiol related health problems and countless adolescent girls and boys
are treated for STD. Therefore, the young adult population, socon to be or
already parents, is & group where drug and alcohol abuse are prevalent and
8 group whose lack of avareness of health care puts pregnancies at risk from

infection as well.

Many professionals are involved in the care of the mother and her baby
once she fdentifies herself as pregnant and some effective prograims are in
place at the national/local/institutional level involving public and private
sector. Healthy Mcthers Healthy Babies is a good example of this effort as is
the Adolescent Infant Developmant Program at Howard University Hospital.

What presently cannot be done is to identify a pregnant mother vho does
not come to 1) a physician, 2) & hospital, 3) a social worker; 4) a supplemental
food program and 5) a knovledgeable friend. In other words if & mother vants to

remain unknown; she can. Many women vho are abusecs of slcoliol; drugs and/or

tobacco will want to hide or deny their pregancy:
WHAT OUGHT TO BE DONE

Public education will be the Keystone to making sure that the majority of
parants and parents-to-be are avars of the steps to take to avoid high riaks
in pregnancy. Parents nesd also to know that nothing guarantees s perfect baby:
but many knewn teratogens can be avoided. Parents-to-be should also be knowl-

edgeable in chiid developwent so that post-natal growth and development will
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be optimal for sttistics indicate that deaths after the first month of life
contribute to the overall neonatal mortal; by rate in & significant fashion.

Education of profassionals will help them to identify those high risk
parents and parents-to-be who can benefit from help introduced at any point
tn the family life cycie:

There, remains, however, a small but significant group who will not be
reached by these sfforts, both before and after the birth of a baby. Thesa
parent-infant groups are particularily vainarable to the physical and psy-
Chiological harms of drug, alcohol and tobacco abuse. For this group thate
must be concerted out reach efforts. This requires the most valgable health

very limitsd and overburdened that resources aftar arrive too late to signifi-
cantly change the outcome for the child and the finmncial eost to the taz-

a time when

paysr. Pravention depends on reaching the group very sarly, at

who s high risk cannot be known by urine testing or psychological tests. It
requires €hat education and out reach begin in the elementary schools and that
thess afforts e pursued vigorously throughout the public school years.
Certainly our care and support of infants born to mothers who abuse druge;
alcohol and tobaci~ must continue with out reach and education and loving

commitment of health care resoruces. Howaver; our hope lies in prevanting the

Research suppott for efforts to €rest and prevent conditions associate
with parentsl addiction must continue because in this lies our beat hope for
fmproving the physical cutcome for infants born to mothers who abuse alcohol,

tobaces and drugs.
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ADDENDUM TO HEARING PROCEEDINGS - A. L. WILSON, Ph.D.

I would like to submit to the written record of this hearing a very
brief review of the integrated curriculum on Substance Abuse; which 1s
taught at the University of South Dakets School of Medicime. Some of thils
matertal ;;i ﬁ;éachied in response ia Qﬁéﬁtiaﬁi ai my ﬁiﬁii; fii i iBﬁia
like to more fully desctibe our curiculum.

A coordinated effort has been made to provide students, in their First
tvo years of medical school, with a firm foundation on the adverse
physical, psychological, and social effects of Substance Abuse and its
treatment. This material is presented to etudents through lectures on the
epidemiology of Substance Abuse, the prenatal effects of drugss; alechol;
and tobacco on fetal growth and developsent, women and alcohol; treatment
modalities, differential diagnoses, snd the disease process. The students
attend seminare with recovering alcoholics; drug addicts; and impaired
physicians. They also participate in gmall group discussions; which focas
upon their personal attitudes toward Substance Abuse: As patt of their
course on physical diagnosis; students learn te include Substance AbGsE 35
part of routine history taking. This msterial (s then reliforced for

- students when they attend specifically focused floor rounds on alecobolisn
and during three half-day visits to treatment centers where they are
supervised in doing patient histories.

During the students' third and €ourth yeers, information about
Substance Abuse im clinically presented to them in their Psychiatry;
Internal Medicine, Pediatrics, Obstetrics and Family Medieine clezkships:
Pethaps of greatest importance is the students' observatiohs of how
practicing physicians incorporata this concern into their routine cliiifcal
csre. While this is a most difficult experierice to assuta i thelt

education, efforts are being made by the Univarsity of South Dakota School

of Medicine to provide continuing medical and communify education o

substance abuse to practicing physicians throughout our state.
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