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PREFACE

thas been an extraordinary pleasure of my

professional life to care for internationally

adopted children and their families. Every
pediatrician recognizes the surprising ability of
children to overcome illness and misfortune.
Nowhere in pediatrics is the incredible re-
silience of children so obvious as in interna-
tional adoption. Although it is disheartening to
see children live (or in some cases subsist) in or-
phanages, their transformation after adoption is
miraculous. Abandoned children who have suf-
fered multiple adversities change into happy,
healthy, thriving kids by the “simple” act of
adoption. The metamorphosis is sometimes vis-
ible within days.

The opportunity to work with prospective
adoptive parents has also been a privilege. Most
prospective parents deeply yearn for a child. It
isajoy to behold the fulfillment of these dreams
as a family is created or enlarged. The energy,
devotion, and love of pre- and post-adoptive
parents is unsurpassed.

When I visit orphanages, I often find
myself wishing I could write “orders” for each
child who lives there. I'd love to write a pre-
scription for each child to have a loving, atten-
tive family. No amount of medical care, educa-
tion, interventions, or special activities can
replace family love. For children from difficult
backgrounds, adoption is the perfect remedy.

The medical model sometimes overlooks
the importance of this fundamental human
need. When I show colleagues the phenomenal
growth recovery charts or “before-and-after”
photos of recently arrived international
adoptees, I'm often asked what was done to
evoke such a transformation. Did the child have
a medical problem that had been missed? Was
a surgical procedure performed? Was some par-
ticular medication prescribed? Mistakenly,
credit is given to a medical therapy, rather than
the most profound intervention of all: adop-
tion. Adoption allows children to belong to a
family. It is no news to pediatricians that chil-
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dren need caring, attentive adult(s) in their
lives, but nowhere is this more dramatically il-
lustrated than in international adoption.

This book is primarily intended for pedi-
atricians and other physicians who care for in-
ternationally adopted children. It is not in-
tended as a comprehensive text covering every
topic that might affect an international adoptee.
Rather, it is meant to provide basic information
for the practitioner caring for these children
and to minimize the need to seek other sources
to guide management of common problems.
Some topics are covered in more detail than
others, either because of their relative impor-
tance to the field of adoption medicine or be-
cause pediatricians may lack readily available
resources about them. Some sections of this
book will also be applicable to immigrant chil-
dren, especially those from less privileged back-
grounds (see Chapters 3, 8, 10-28, 31, 32).
Some sections relate to children living in foster
care in the United States (see Chapters 2, 5-9,
12, 13, 29, 30, 32, 34, 35). Some chapters may
assist physicians caring for children in difficult
congregate settings such as refugee camps or
orphanages (see Chapters 2, 3, 8, 10-35); some
are applicable to children living in poverty
anywhere (see Chapters 5-8, 1022, 24-26, 28,
32).

Although written with physicians in mind,
I hope that social workers, other adoption pro-
fessionals, health, therapy, and educational
providers who work with adopted kids and their
families, and adoptive parents also find this
book a useful reference. Conversations over the
years with adoptive parents and adoption pro-
fessionals persuaded me that complex medical
details and sometimes dense terminology would
not hinder those interested in these subjects.
Readily available material on the Internet offers
the reader useful introductions to less familiar
topics and explanation of terminology. Sug-
gested sites are (7) Centers for Disease Control
and Prevention, “A—Z” index of health topics,
available at: http:/ /www.cdc.gov/az.do for in-
troductions to infectious diseases, (2) Medline-
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plus Health Information Medical Encyclope-
dia, available at: http://www.nlm.nih.gov/
medlineplus/encyclopedia.html for general
medical topics, and (3) National Institute of
Mental Health “For the Public,” available at
http://www.nimh.nih.gov/publicat/index.
cfm for information on specific mental devel-
opmental disorders, and the related site http://
www.nimh.nih.gov/publicat/ childmenu.cfm
which specifically addresses child and adoles-
cent mental health.

A word about structure. The book is di-
vided into seven sections that follow an intro-
ductory chapter. These sections are designed to
introduce topics of importance to international
adoption medicine. Most chapters end with Key
Points for Internationally Adopted Children.
Many chapters have case vignettes as sidebars.
It should be emphasized that these vignettes are
composites of cases from clinical practice fab-
ricated to illustrate important points. The
names were chosen arbitrarily and do not iden-
tify actual children. The book ends with a list of
resources. This duplicates items listed else-
where in the book, but is consolidated for the
convenience of the reader. Additional informa-
tion on all topics addressed in this book is avail-
able in many standard texts as well as on the In-
ternet. Every effort has been made to ascertain
the accuracy and availability of cited Web sites.
However, these sites frequently change, move,
or are updated. It is hoped that sufficient infor-
mation has been provided to allow the reader to
find the cited sources when desired.

Photographs are used throughout this
book. Many were taken in orphanages through-
out the world. Because of the sources of these
photos, there was no mechanism to obtain ex-
plicit permission for the use of these images. I
include these photographs to illustrate impor-
tant points about orphanage life for children,
with enormous respect and compassion for each
of them. Some of these children may subse-
quently have been adopted. If so, I hope that
they and their adoptive families accept the spirit
in which these images were used.


http://www.nlm.nih.gov/medlineplus/encyclopedia.html
http://www.nlm.nih.gov/medlineplus/encyclopedia.html
http://www.nimh.nih.gov/publicat/index
http://www.nimh.nih.gov/publicat/childmenu.cfm
http://www.nimh.nih.gov/publicat/childmenu.cfm
http://www.cdc.gov/az.do
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This book is based on my experience in in-
ternational adoption medicine for the past 15
years. As such, I am certain my biases and idio-
syncrasies are apparent. For many years, there
was no field of “international adoption medi-
cine.” From an initial focus on infectious dis-
eases, international adoption medicine has ex-
panded to include a wide variety of pediatric
concerns, including growth delay, child devel-

ix

opment, behavior, school performance, and
family adjustment. Today, the field is emerging
and dynamic. Most children’s hospitals are es-
tablishing clinics devoted to international
adoptees. The corresponding influx of new en-
thusiasm, ideas, and investigations is a wel-
come addition to the field.

Boston, Massachusetts L.C.M.
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1

INTERNATIONAL ADOPTION
MEDICINE

Why a Special Book on
International Adoption?

Since 1989, American families have adopted
more than 167,000 children from other coun-
tries. These children usually reside in institu-
tional care prior to adoption. Some have been
exposed prenatally to alcohol, drugs, tobacco,
or other substances. The children live in
crowded conditions, sometimes with poor hy-
giene, inadequate nutrition, and limited num-
bers of caregivers. They come from countries
with many endemic infectious diseases. At
adoption, the children are frequently malnour-
ished, developmentally delayed, and show signs
of previous emotional and physical neglect.
After arrival in the United States, children may
not receive the recommended specialized med-
ical attention for international adoptees. Some
practitioners fail to recognize the unique needs
of this group of children and are unaware of the
recommendations to address these needs. Al-

though many children thrive and do well after
adoption (Figs. 1-1 to 1-3), some children have
behavior problems, learning disabilities, psy-
chological disorders, or emotional disturbances.
Management of these problems must address
the child’s possible prenatal exposures, early
experience in institutional care, and the emo-
tional impact of being adopted.

The unique medical and developmental
needs of internationally adopted children, and
their rising numbers, have prompted consider-
able interest among pediatricians in the special-
ized care of this group of children. The grow-
ing body of literature in pediatric and other
specialty medical journals reflects burgeoning
interest in international adoption medicine.
About 40 pediatricians in the United States now
designate themselves “adoption medicine spe-
cialists.” These pediatricians formed the core
group of the newly constituted Subsection on
Adoption and Foster Care of the American
Academy of Pediatrics. More than 160 pediatri-
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Figure 1-1 Amazing transformation after adoption
from Russia (A, age 5 months, B, age 12 months).
(With permission.)

cians have joined the Subsection in the past 2
years.

Concurrent with these changes in pedi-
atrics, more parents of international adoptees
are seeking international adoption medicine
specialty care for their children, both pre- and
post-adoption. Parents hope to find practition-

Figure 1-2 Remarkable growth and change in
mood after adoption. (With permission.)

ers who are knowledgeable about international
adoption, the conditions their child might have
experienced prior to adoption, and how these
factors may affect their child. This text compiles
the information needed by physicians to care for
these children and guide their families—before,
during, and after the adoption. It may also serve
as a resource for adoptive parents, adoption
professionals, and others who work with inter-
nationally adopted children and their families.

The text is arranged in seven sections:
Before the Adoption, Prenatal Exposures, Travel

Figure 1-3 The transformation to a “regular American kid.” (With permission.)
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and Transition, Growth and Development, In-
fectious Diseases, Other Medical Conditions,
and Neurocognitive and Behavioral Issues.
Each section is divided into chapters. Topics
found in standard pediatric texts and references
are not reviewed exhaustively; rather, key
points for internationally adopted children are
highlighted. References, resources, and selected
Web sites for more information are listed at the
end of each chapter. Some chapters include a
series of Frequently Asked Questions (FAQs)
and/or Sidebars to illustrate important points
for the practitioner. A general resource guide is
found in the appendix at the end of the book.
Abundant information and resources on many
of these topics are also readily available on the
Internet.

Most pediatricians already know that
caring for internationally adopted children is
one of the most gratifying parts of pediatric
practice. The rapid recovery from growth and
developmental delays, improvement in general
health, and emotional blossoming of the chil-
dren are all an astonishing testament to their re-
silience. It is a great pleasure to witness the
emergence and consolidation of attachment be-
tween parent and child after adoption. The spe-
cial delight of adoptive parents in the accom-
plishments of their child is contagious. But
these children add another dimension to daily
pediatric practice. Caring for internationally
adopted children connects us to children outside
of our practices, our communities, and our coun-
try. Internationally adopted children remind us
of our obligation as pediatricians to provide
care and advocacy for the world’s needy
children—especially those without families.

Adoption: An Introduction

Adoption is the process by which a child legally
joins a family. There are many kinds of adop-
tions (Table 1-1). Most international adoptions
are also intercountry adoptions; the former
term is commonly used to indicate both (as in

Table 1-1 Types of adoptions

By Citizenship

» Domestic adoption: adoption of child by parents of
the same nationality and country of residence

* Intercountry adoption: adoption in which child
changes country of residence (regardless of
nationality of adoptive parents; e.g., Brazilian child
adopted by Brazilian parents residing in Italy)

* International adoption: adoptive parents and child
have different nationalities; e.g., Brazilian child
adopted by Italian parents residing in Brazil
Thus, adoption of a Brazilian child by Italian parents
residing in Italy is an intercountry and international
adoption

By intermediary?

» Adoption through private child welfare agency
» Adoption through public child welfare agency

* Adoption via private attorney

* Private adoption via other adoption professional

By Amount of Information Shared

 Traditional/closed adoption: all identifying
information is confidential; no social contacts

* Semi-open adoption: information is shared directly
or through an intermediary; adoptive and birth
parents meet at least once; letters and photos may be
exchanged but there is no agreement for ongoing
connection; acknowledgment that, as a late adolescent
or adult, the child will probably search for birth
parent(s)

* Open adoption: identifying information is
exchanged; one or more face-to-face meetings occurs,
and ongoing contact is maintained to variable extent
(letters, photos, phone calls, visits)

“ Restrictions on these practices vary among states.

Source: Data From Spencer,' Pavao,* and Cantwell.?

this book). Most international adoptions are
closed adoptions in which the birth parents are
unknown to the adoptive family. Usually, the
birth parents are also unknown to the agency
mediating the adoption; most children are
foundlings, or only minimal information is
available about the birth parents. Occasionally,
semi-open international adoptions occur. Usu-
ally the contact is limited to a brief meeting be-
tween the birth parents and adoptive parents at
the time of placement. Long-term contact be-
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tween these families is distinctly unusual, in part
because of barriers of language and distance.

Historical Aspects of Adoption

Adoption has always been a part of human his-
tory. Adoption is mentioned in the Babylonian
code of Hammurabi (2285 BC) and the Hindu
Laws of Manu (200 BC), and was practiced by
the ancient Romans, Greeks, Egyptians, Assyr-
ians, Chinese, and Japanese.* Moses is perhaps
the most famous adopted person in history.
Adoption has served different purposes at dif-
ferent times in history. In some ancient cultures,
unrelated boys or young men were adopted to
safeguard inheritances, preserve family names,
and allow participation in religious ceremonies.
Throughout history, orphaned or abandoned
children often were informally adopted by rel-
atives. The heritage of such children was known
to the adoptee as well as to the community.’ In
the 1600—1700s, children who could not be
cared for by their families lived alone on the
streets, in almshouses or foundling hospitals,
or were indentured as servants or apprentices
(see Chapter 2). The composer Handel donated
all the royalties from his work 7he Messiah to
help fund one of the first foundling hospitals in
England.*

In precolonial America, almshouses and
indenture continued, although a few charitable
organizations promoted adoption as an alter-
native practice. The industrial revolution by
the end of the 19th century resulted in increased
urbanization. The incidence of pregnancies
among single women increased. Adoption ex-
pert Lois Melina writes, “Children needed fam-
ilies not because their mothers had died but be-
cause their mothers were single in a culture that
attached enormous stigma to both the unwed
mother and the illegitimate child.”” The first
U.S. adoption law was passed in Massachusetts
in 1851, requiring mandatory court approval
for adoptions. Similar laws were eventually
passed by all states in the United States.

Nonetheless, in the early part of the 20th cen-
tury, indenture contracts were still in use in
some states, and adoption remained popular as
a method to supplement the household labor
supply.® In 1921, a 6-month survey of newspa-
per advertisements in New York City con-
cluded that one baby was sold or casually given
away every single day.® Thus, adoption was a
means to satisfy the needs of society or a family.
The adopted person often benefited but this
was generally a “happy accident” rather than
part of the adoption plan.

Such practices are a stark contrast to
modern adoption, in which the needs and inter-
ests of child are paramount. In 1891, Michigan
became the first state to require investigation of
potential adoptive parents. The modern adop-
tion era began in 1912 with the formation of the
U.S. Children’s Bureau. This organization pro-
moted research, conferences, and legislative re-
forms related to adoption. The Child Welfare
League of America (CWLA), formed in 1921,
provided further impetus for reform and over-
sight of adoption practices. Over 1000 organiza-
tions now belong to the CWLA, and its adoption
standards have recently been revised for the fifth
time.” During this era, social work emerged as a
profession. In the mid-1940s adoption agencies
began to charge fees for adoptive placements.

Around that time, secrecy became en-
trenched in the world of adoption. After World
War 11, adoption records were sealed to pre-
serve the privacy of the birth parents, adoptive
parents, and the child. Adoption practice was
characterized by attempts to match physical and
religious characteristics of the child and the
new parents.® Adoption was a secret—often a
shameful one—for all involved.

Gradually, transparency began to enter
adoption practices. As Korean adoptions in-
creased the visibility of adoption in the United
States, adult adoptees began to demand infor-
mation about their birth families.” Books such
as Jean Paton’s Orphan Foyage' and B.J.
Lifton’s Lost and Found'' and organizations
such as the Adoptee Liberty Movement Asso-
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Table 1-2 Famous Adoptees

Mark Acre (baseball player)
Edward Albee (playwright)

Louisa May Alcott (writer)
Alexander the Great

Aristotle (philosopher)

John J. Audubon (naturalist)
Freddie Bartholomew (actor)

Shari Belafonte-Harper (actress)
Ingrid Bergman (actress)

Les Brown (motivational speaker)
Richard Burton (actor)

Senator Robert Byrd (D-West Virginia)
George Washington Carver (inventor)
President Bill Clinton

Nat King Cole (singer)

Christina Crawford (writer)

Crazy Horse (Lakota war chief’)
Daunte Culpepper (football player)
Faith Daniels (TV personality)
Ted Danson (actor)

Charles Dickens (writer)

Eric Dickerson (football player)
Clarissa Pinkola Estes (writer)
President Gerald Ford

Melissa and Sara Gilbert (actresses)
Scott Hamilton (figure skater)
Langston Hughes (poet and writer)

Jesse Jackson (political activist)

Brent Jasmer (actor)

Steve Jobs (cofounder of Apple Computer)
Matthew and Patrick Laborteaux (actors)
Dalai Lama

John Lennon (musician)

Representative Jim Lightfoot (R-Ohio)
Art Linkletter (TV personality)

Ray Liotta (actor)

Greg Louganis (diver)

Malcolm X (civil rights leader)

Nelson Mandela (leader and politician)
James Michener (writer)

Sarah McLachlan (singer)

Marilyn Monroe (actress)

Moses (Biblical leader)

Dan O’Brien (decathlete)

Jim Palmer (hall-of-fame baseball player)
Edgar Allen Poe (poet and writer)
Priscilla Presley (actress)

Nancy Reagan (First Lady)

Eleanor Roosevelt (First Lady)

Jean Jacques Rousseau (philosopher)
Buffy Sainte-Marie (musician and actress)
Dave Thomas (founder of Wendy’s restaurants)
Leo Tolstoy (writer)

Mark Twain (writer)

Source: Data from ref. 15.

ciation (ALMA) were influential in opening
debate and discussions about adoption.’ In 1972,
the legal rights of birth fathers were recognized.
Organizations such as Concerned United Birth-
parents formed to support and advocate for
birth family members. In 1975, the Children’s
Act allowed adopted people the right of access
to their birth records (although this law is not
always upheld).® Concurrently, behavioral re-
searchers started to suggest that greater honesty
helped children develop trust and abetted their
development.” Research in grief and loss, such
as the work done by Elisabeth Kiibler-Ross, was
applied by members of the adoption triad—
child, birth and adoptive parents—to their own
experiences. Recognition spread that adoption
does not annul birth family or heritage, nor cure
infertility in adoptive parents, nor induce am-

nesia in birth parents. Acceptance of these real-
ities has enabled triad members to address their
respective losses without shame, and has intro-
duced much needed compassion into adoption.
(More details about the history of adoption may
be found in Adamec and Pierce.*)

Adopted people are now able to access
original birth records and in some cases to
search for birth parents (see Chapter 34). Open-
ness has influenced the prevailing wisdom
about international adoptions as well. Whereas
families were once advised to ignore their
child’s country of origin and ethnic heritage
(even to the extent of raising Korean children as
“white”), now families are encouraged to in-
corporate some aspects of their internationally
adopted child’s culture, language, and customs
into daily life.
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Despite these developments, more work
must be done to improve the image of adoption,
reduce remaining stigmas, and educate the
public about the venerable place of adoption in
human culture. In a survey conducted in 1997
(quoted in Pertman’), 90% of Americans
viewed adoption positively and 95% agreed it
serves a useful purpose. However, 50% stated
that adoption is not quite as good as having
one’s own child, 25% said it is sometimes harder
to love an adopted child, and nearly 33%
doubted children could love adoptive parents as
much as birth parents.

This study highlights our cultural biases
aboutadoption. The American or Western con-
ception of adoption differs from that found in
many other parts of the world. For example, Pa-
cific Islanders consider adoption a particularly
revered form of family. In Tahiti, 25%—40% of
all children are adopted, and families hope “to
establish between parents and natural children
relationships which coincide as nearly as possi-
ble with those between parents and adopted chil-
dren.”"? Other cultures view adoption as a gen-
erous gesture of communal solidarity rather

than a shameful act.’®

Adoption is viewed as a
practice to promote societal needs rather than to
fulfill the desires of individual parents. On the
southwest Pacific atoll Sikaiana, about half of
the children live long-term with foster parents
rather than with their biologic parents."* Cul-
turally, this fosterage reflects love and compas-
sion rather than pathology and misfortune.
Families prefer children to move between dif-
ferent households. Furthermore, many African
societies do not view parenting as something
exclusive to biologic parents. Thus, Western
customs that emphasize exclusive care of chil-
dren by one conjugal couple, preferably the
biologic parents, are not universal. Western
views that involvement of unrelated adults is
undesirable or deviant are also culture-specific.
Some anthropologists question the possible con-
nections of these idealized Western standards to
conceptions of capitalism and exclusive posses-
sion,'* and point out the paradox of these views

in a society in which a substantial majority of
young children receive out-of-home day care.

Demographics of Adoption

It is estimated that there are somewhere be-
tween 5 and 6 million adoptees in the United
States today, triple the number just a few years
ago.®’ Counting birth parents, adoptive par-
ents, biologic and adoptive siblings, and ex-
tended family, tens of millions of Americans
are directly connected to adoption. Some ex-
perts place the number much higher, as some in-
dividuals do not know that they are adopted.’
The Evan B. Donaldson Adoption Institute re-
cently found that an amazing 6 out of 10 Amer-
icans have a personal connection to adoption.”'¢
This was defined as being adopted, having a
family member or a close friend who was
adopted, or placing a child for adoption.

Adam Pertman’s lively and informative
book Adoption Nation details how adoption is
becoming deeply interwoven into our culture.
Aptly subtitled How the Adoption Revolution Is
Transforming America, this book describes the
pervasive effects of adoption on all aspects of
American society. As adoption has changed, so
has America. The rising trend of international
adoption has been an important theme in this
transition. Pertman writes, “It’s getting in-
creasingly difficult to find a playground with-
out at least one little girl from China, being
watched lovingly by a white mother or father.”
The increased visibility of multiracial families
is just one way in which adoption is changing
America. Recent advertisements by Kodak,
Land’s End, Weight Watchers, and American
Express feature Caucasian parents with Chi-
nese children.

Adoption crosses some unusual bridges:
culture, race, religion, and socioeconomic
status. Due to the costs and other factors, most
adoptive parents are middle class or above. Ina
survey conducted by the U.S. General Ac-
counting Office in 1991, the income distribution
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of adoptive parents (domestic adoptions) was
skewed toward middle- and high-income fam-
ilies."” However, most adoptees, whether do-
mestic or international, come from less privi-
leged backgrounds.

Author and adoptive mother Elizabeth
Bartholet, a former civil rights lawyer and cur-
rent law professor, writes

My initial reaction to the adoption world was one of
shock. I was familiar with a world increasingly gov-
erned by the principle that such factors as race, reli-
gion, sex, age, and handicap should not be determi-
native. In the adoption world, just such factors are
central in deciding who gets to parent and be par-
ented. . . . Prospective parents are rated in terms of
desirability primarily by race, religion, marital status,
age, handicap, and sexual orientation. Children are
similarly rated, with race, religion, age, and handi-
cap being key."?

Prospective adoptive parents are usually
asked to complete a form listing disabilities they
are willing to accept in their child-to-be. Bartho-
let wonders if this “act of discrimination” is the
same as or different than excluding such an indi-
vidual from employment or housing.'? Although
ethical questions remain about many adoption
practices, there is no argument about the benefits
of adoption for children in need of homes.

Nearly one-third of adoptive parents in
the United States in 2002 were single women,
according to the Children’s Bureau of the U.S.
Department of Health and Human Services."®
Many adopted internationally; countries such as
China, Russia, Kazakhstan, India, Romania,
and Peru accept single parents of either gender
(although this is subject to change). Single
African American women are more likely to
adopt domestically. At one agency in Oakland,
40% of placements are to single black women.'®

Domestic Adoption

Domestic adoption statistics are surprisingly
hard to find. No records of formalized adop-

tions are kept by any national organization or
branch of government, and states vary greatly
in the statistical information collected. Many
adoptions occur as informal arrangements
among family members—for example, grand-
parents assuming responsibility for their
grandchildren. The numerical high point for
domestic adoptions was the 1970s, when ap-
proximately 175,000 adoptions per year were
legalized.® The National Council for Adoption
Survey counted 23,537 domestic infant adop-
tions in 1996 out of a total of 108,463 domestic
adoptions.” Adoptions were split equally be-
tween relatives and nonrelatives. There were
6.4 infant adoptions per 1000 live births."” Thus,
adoption plans are made for fewer than 1% of
children born in the United States and only 2%
of infants born to single mothers.'> Of more
than 31,000 public adoptions monitored by the
Department of Health and Human Services in
1998, nearly one third crossed racial or cultural
lines—fivefold more than just a few years ear-
lier.” Even more striking has been the increase
in special-needs adoptions, which have more
than doubled between the 1980s and 1990s (to
~20,000/year). This may reflect new classifi-
cations to determine special needs, as well as the
increased availability of subsidies for these
adoptions. Pertman describes “special needs” as
a “euphemism applied to a range of concerns—
race, age, behavioral problems, and physical
disabilities—that can diminish a child’s

99

prospects for adoption.”” Adoptions from foster

care have also increased recently, to about
50,000 in 1998. However, more than 100,000
children in foster care still await adoption.”

International Adoption

In comparison to domestic adoption, the annual
number of international adoptions is far less:
21,666 children arrived in 2003. However, the
impact of international adoption may exceed
the number of children involved, partially be-
cause these adoptions are often more visible. In-
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ternational adoptions are increasing annually:
more than 150,000 internationally adopted chil-
dren have arrived in the United States since
1995, more than 120,000 of them since 1998.
Trends in international adoption are easy to
track; all children receive an entry visa through
the Department of Immigration and Natural-
ization Services, which designates their status as
adoptees. The numbers of such visas issued has
increased drastically in the past 15 years, and
countries of origin have also changed substan-
tially (Figs. 1-4 and 1-5). The Census Bureau
recently reported that 13%, or 200,000, of the
nation’s 1.6 million adopted children, were born
outside the United States.??

International adoption by Americans has
its roots in the aftermath of World War II and
the Korean War. Between 1948 and 1953, Amer-
icans adopted 5814 children from Germany,
Italy, Greece, and other war-torn countries of
Europe, along with 2418 Asian children, mostly
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Figure 1-4 Numbers of children adopted from the
“top 57 sending countries, 1998-2002. (Data from
www.travel.state.gov/orphan.)
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Figure 1-5 Trends in international adoption by
American families, 1989-2002. (Data from www.
travel.state.gov/orphan.)

from Japan.>” Harry and Bertha Holt, residents
of Oregon, provided further impetus for inter-
national adoption. Dismayed by the plight of
biracial children left in Korea by American sol-
diers, the Holts not only adopted eight home-
less Amerasian children (to add to their family
of six birth children) but also successfully lob-
bied Congress to establish uniform procedures
for adopting from other countries. Those laws,
established in 1955, remain the legal basis for in-
ternational adoption by Americans today.
Trends in country of origin reflect global
and national political and economic changes.
In general, as economic circumstance improve
in individual countries, adoption by foreigners
diminishes. Pertman succinctly states, “Coun-
tries don’t like to give up their children any
more than parents do. . . .

flow of children from a particular country [are]
»9

increases in the out-

a strong hint that something has gone wrong.
Among the examples he cites are civil strife in
Central America and Africa, the devaluation of
girls in China, and overpopulation in India.
One author links patterns of U.S. international
adoption to the consequences of U.S. covert op-
erations and Cold War activities.”

In most sending countries, international
adoption is tolerated at best. The practice of in-
ternational adoption may be viewed as an odd
form of colonialism in which wealthy Western-
ers rob poor countries of their children and thus
their resources.'* In efforts to preserve national
pride or to remove real or perceived abuses and
corruption, international adoption is sometimes
halted. Such political maneuvers may indeed
benefit waiting children if local families are en-
couraged to adopt, and if waiting children re-
ceive better care and supervision. However, re-
ducing or delaying international adoptions
more often prolongs the wait of children for
families.

Worldwide, the United States is the largest
receiving country for international adoptees.
Canada and European and Scandinavian coun-
tries also receive children from other countries
(Table 1-3). The Scandinavian countries re-
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Table 1-3 Numbers of internationally
adopted children arriving 1993-7

Receiving country 7993-97
Canada 9670%
France 16,080
Italy 10,237
Netherlands 3199
Sweden 4530
Switzerland 3804
United States 50,349
Total 97,869

“Estimate; total is thought to be higher.

Source: Data from Cantwell.?

ceive disproportionate numbers of internation-
ally adopted children (Table 1-4). In Norway,
about 1% of the annual birth rate consists of
children adopted transnationally, the highest
rate in the world.** In Sweden, with a popula-
tion of 8.8 million people, 40,000 children have
been adopted from other countries since the
1960s.’ Canadians adopt about 2000 children a
year, roughly the same proportion of interna-
tional adoptions for the population as in the
United States.” Interestingly, most Canadian
international adoptions take place in Quebec,
where the rate is threefold that in the United
States. Although not often discussed, about 100
American children are adopted by Canadians
every year.”” These children, mostly boys, are

Table 1-4 Adoption rate per 100,000
population (1999)

Country Rate
Norway 14.6*
Denmark 13.0
Sweden 11.5
New Zealand 10.0
Iceland 8.3
Switzerland 8.0
France 6.0
United States 5.9
Netherlands 5.8
Italy 3.8
Finland 2.9
United Kingdom 0.5
11998.%

Source: Data from Adoption/Medical News.”

often of mixed race and have physical or other
special needs. The United States ranks sixth
among countries sending children to Canada. In
addition, a small number of healthy white
American infants are placed each year with
wealthy Western Europeans.” Although no sta-
tistics are kept (as exit visas are not required),
it is estimated that about 500 American children
each year are adopted in Australia, Europe, and
Canada.’

Other major receiving countries include
Austria, Ireland, Germany, United Kingdom,
Israel, and Belgium, but in these nations de-
tailed, centralized data about international
adoptions are not collected. All receiving coun-
tries report annual increases in the numbers of
intercountry adoptions. Some special links exist
between sending and receiving countries. For
example, adoptive parents in Spain choose chil-
dren from Colombia, India, and China, Italian
parents prefer children from Romania, Brazil,
or Russia, and Malaysian parents tend to adopt
Thai children.?

Legally, Europe has followed the lead of
the United States in adoption. In England, the
first adoption laws were passed in 1926. In 1959,
adopted children in Sweden first acquired legal
rights of full-fledged family members. Ger-
many did not pass modern adoption laws until
1977.* Trends in international adoption in
Europe also appear to follow experience in the
United States.

In Finland from 1985 to 1998, 1259 chil-
dren were adopted internationally, including
356 from Russia, 244 from Colombia, and 189
from Thailand.” In Spain there were 3022 in-
ternational adoptions in 2000, from Colombia,
China, India, Romania, and Nicaragua.” Chil-
dren from Guatemala and Russia are being
adopted with increasing frequency in Spain.*

Recently, the number of girls adopted in-
ternationally in the United States exceeded boys
by nearly twofold (e.g., 4077 males and 7236 fe-
males in 1996), likely reflecting the large pro-
portion of children arriving from China (see
Chapter 3).”
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International adoption has become firmly
established in America. Every year, more fam-
ilies embrace multicultural and multinational
heritages (Fig. 1-6). Most families welcome this
role and see themselves as “bridge-builders be-
tween the nations.”'> Or as an adoptive parent
in Pertman’s book states, “We ’ve become, un-
wittingly, educators in adoption and toler-
ance.” Cheri Register’® writes that interna-
tionally adopting families find “deeper roots
than we knew, an enlarged sense of family, an-
other place in the heart.” Thus, a dual heritage
is seen “not as confusing, but life-enhancing.”'?

International adoption appeals to pros-
pective parents with a wide variety of back-
grounds, including single parents, couples with
primary or secondary infertility, or parents with
birth children who wish to expand their fami-
lies. Some parents turn to international adop-
tion after the death of birth children. Brian
Rohrbough, whose son was killed in the shoot-
ings at Columbine High School, said, “Even as
Columbine made us think that we lost a child
and it cost us this much pain, we knew it would
be just as hard for a child who has lost a

Figure 1-6 Afier five birth sons, a Chinese daugh-
ter joins the family. (With permission.)

parent.”®" The Rohrboughs adopted two chil-
dren from Ukraine. Another family whose 14-
year-old daughter died of leukemia adopted 8-
and 10-year old brothers from Russia. “We
wished to honor our daughter by this adoption;
she taught us how much we enjoyed being par-
ents” (personal communication). Particular
reasons for selection of international adoption
are discussed below (Process of International
Adoption for Parents, Ethics and International
Adoption).

Legal Aspects of International
Adoption

The Hague Convention on
Intercountry Adoption

The legal aspects of international adoption are
complex and arcane (reviewed in Cantwell,’
Herman,® Masson,*? and Varnis®). Adoptive
parents, like Elizabeth Bartholet, may feel that
“the law is something that functions primarily
to prevent good things from happening.”'* The
cumbersome, outdated, nonstandardized legal
process of international adoption has ample
room for improvement in both sending and re-
ceiving countries. President Clinton’s signing
of The Hague Convention on Protection of
Children and Co-operation in Respect of In-
tercountry Adoption on October 6, 2000, rep-
resented a major step toward redressing some of
the legal problems in international adoption in
the United States. This document, on which
work began in 1988, was adopted unanimously
by all 66 states attending The Hague Conven-
tion in 1993 and possesses full force of interna-
tional law. The indisputable tenets of the Con-
vention are to ensure (7) that the interests of the
child are foremost in the adoption process, (2)
that intercountry adoption is only considered in
the case of a child for whom a suitable family
cannot be found in his or her state of origin, and
(3) that abuses associated with intercountry
adoption are eliminated. The Convention man-
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dates that each signatory nation designate a cen-
tral authority to oversee international adoption.
In the United States, this authority is the Office
of Children’s Issues in the Consular Affairs
Bureau of the State Department.* This office is
instructed to reduce bureaucratic and legal bar-
riers to adoption, prevent exploitation of birth
parents, oversee the accreditation of agencies
and individuals offering or providing adoption
services, prevent improper financial gains, pro-
tect the rights of children, make annual reports
to Congress, and maintain a registry of incom-
ing and outgoing adoptions. It is expected that
at least some aspects of the Hague Convention
will be implemented in the United States some-
time in 2004.” Full legal compliance with the
Hague Convention may eventually incorporate
provisions to extend immediate citizenship to
children adopted by American parents, ending
the need for specialized visa processing for these
children.

In Europe, Hague-imposed regulations
have promoted the emergence of networks
(such as Euradopt) that facilitate international
adoptions. In the United Kingdom and The
Netherlands, only licensed adoption agencies
may oversee international adoptions.* In an-
ticipation of or in compliance with Hague Con-
vention regulations, some sending countries
now require that follow-up reports be submit-
ted by adoptive families, for 10 years by Sri
Lanka, 4 years by Peru, 3 years by Paraguay,
and 2 years by Romania.*

Critics of the Hague Convention point
out that the new bureaucratic requirements and
associated costs may actually decrease the
number of adoptions and will not reduce the
number of children without families.” Further-
more, reliance on a central authority to oversee
adoptions will not forestall all difficulties: sim-
ilar government organizations did not halt cor-
ruption and delays due to judicial strikes in
Peru, weak enforcement and abuse in Brazil, in-
volvement of senior government officials in
baby-selling schemes in Honduras, and inade-
quate government supervision in Sri Lanka.”

As with other codes of international law, en-
forcement is problematic. For example, Human
Rights Watch reports that the Russian Federa-
tion, a signatory of the United Nations Inter-
national Convention on the Rights of the Child,
violates 20 of the first 41 articles of this docu-
ment in its policies dealing with abandoned
children.*®

International Adoptees and U.S.
Citizenship

On February 27, 2001, at Boston’s historic
Fanueil Hall, a celebration was held to mark the
passage of the Child Citizen Act of 2000. This
legislation, sponsored by leaders of the Con-
gressional Coalition on Adoption, grants auto-
matic U.S. citizenship to all international
adoptees as they enter the United States as
lawful permanent residents. For those who
enter the United States on IR-4 visas (to be
adopted in the United States), citizenship is be-
stowed when the adoption is finalized in an
American state court. The Child Citizen Act
was developed in part to prevent problems like
those experienced by John Gaul, who was
adopted at age 4 years from Thailand.” After
conviction as a teenager for car theft and credit
card fraud, Gaul was deported to Thailand
under a 1996 law requiring deportation of any
noncitizen found guilty of a felony. His parents
had mistakenly neglected to apply for his U.S.
citizenship after the adoption. Although he did
not speak the language and knew no one in
Thailand, Gaul was deported there in 1999.
Similarly, non-citizen adoptees are theoretically
liable for military service in their birth countries
if they have not become naturalized U.S.
citizens.

Entry into the United States for
International Adoptees

Visas for entry to the United States are overseen
by the Bureau of Citizenship and Immigration
Services (formerly Immigration and Natural-



12 International Adoption Medicine

ization Services).” These visas are granted to
internationally adopted children after approval
of an Orphan Petition form, known as either an
1-600 or 1-600 A (described in INS Document
M249Y and Form M-349). The 1-600 is used
when a specific child has been identified by the
parents; the I-600A is used when a specific child
has not yet been identified or the parents plan
to travel overseas to identify a child (once the
child is identified, an I-600 form must be ap-
proved). For purposes of this petition, a foreign
child is considered an orphan if the parents have
died or disappeared, if they have uncondition-
ally abandoned or deserted the child, or if he or
she is separated or lost from them. Abandon-
ment normally involves permanent placement
in an orphanage. An orphan immigrant visa pe-
tition must by filed before the child is 16 years
of age. After consular review, an entry visa will
be issued. Either an IR-3 (adopted abroad and
then brought to the United States) or IR-4
(brought to the United States for the purpose of
adoption) visa permits the child to enter the
United States. Under unusual circumstances,
children who do not qualify as orphans may be
adopted. These nonorphan adoptees may not
enter the United States until they have resided
abroad with the adoptive parents for at least 2
years.

Some countries simply grant guardian-
ship to the adopting parent(s) and permit the
child to depart with the understanding that the
adoption will be completed after arrival in the
receiving country. A few countries allow adop-
tive parents to adopt through a third party with-
out actually traveling to that country. Most
countries, however, require a formal court hear-
ing to approve the adoption of the child by
foreigners.

In most cases, the formal adoption of a
child in a foreign court is legally acceptable in
the United States. It is strongly recommended,
however, that the child adopted abroad be re-
adopted in a court of his or her state of residence
in the United States after arrival. Following this
re-adoption, parents may request that a state

birth certificate be issued. In some instances, re-
adoption of the child in the United States is re-
quired, for example, if the adoptive parent (or
one of a married couple) did not see the child
prior to or during the adoption proceedings
abroad. The child must be re-adopted in the
United States in such circumstances, even if a
full final adoption decree has been issued in the
foreign country (for more information and
country specifics, see ref. 34).

Ethics and International
Adoption

Ethical concerns are paramount in adoption;
the involvement of another country intensifies
these complexities. Some American parents
prefer international adoption because of per-
ceptions of insurmountable obstacles and
delays in domestic adoption, humanitarian im-
pulses to “rescue” a child, and less stringent el-
igibility requirements.”> However, international
adoption has become a lucrative profit-making
business: at roughly $20,000 per adoption, it is
worth more than $300 million annually. As a
business, children may come to be treated as
commodities.’ In the sending country, national
(economic) interest rather than the needs of the
child propels the process.** Countries may view
their ability to satisfy the foreign demand for
children as a means to garner needed cash re-
sources from abroad.*®

With large sums of money involved, ab-
duction, baby-selling, trafficking, bribery, and
corruption may occur (Table 1-5). These crim-
inal activities and other abuses have been doc-
umented in many circumstances related to in-
ternational adoption. Other high-risk situations
for adoption malpractice include periods of
emergencies (e.g., Operation Babylift in Viet-
nam—many children were mistakenly consid-
ered orphans),’ armed conflict, disasters, eco-
nomic crisis, and sociopolitical upheaval.
Ethical concerns relate to disregard for chil-
dren’s rights as established in the United Na-
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Table 1-5 Abuses in intercountry
adoption

Circumventing the law
Illegally obtaining children for adoption
Abduction of infants
Pressuring vulnerable birth mothers
Falsely informing the mother about stillbirth or death
of her infant
Exchange of child for financial or material rewards
Offering women financial incentives to conceive
Providing deliberately misleading information to
birth families
Providing false information to prospective adoptive
parents
Ilegally securing permission to adopt
Falsifying certificates to adopt
Corruption of judges and officials to accept false
documents
Illegally avoiding the adoption process
Making false maternity declarations
Taking a child through a third country

Source: Data from Cantwell®

tions (UN) charter, questionable legalities, an
absence of choice for birth parents, an often fla-
grant disregard of what is known to be best for
children, and the absence of an ethical base for
adoption practices.”

Many philosophical and practical objec-
tions to the practice of international adoption
have been proclaimed. Some individuals be-
lieve that international adoption is unacceptable
under any conditions, as it undermines the
development of local resources that would ben-
efit large numbers of children to focus on a few
children whose adoptions generate excessive
remuneration.’”” Another argument against in-
ternational adoption is that it discriminates
against less privileged local families who might
wish to adopt.*”? For example, in Guatemala,
local families have difficulty “competing” with
the material resources of foreigners who wish to
adopt.’ Concerns about “neocolonialism,” the
exploitation of the human capital of poor coun-
tries, loss of national assets, and implied admis-
sion of national failure® have also been raised.
Finally, some have expressed concern about

possible racial and ethnic discrimination against
the children in their new country.” Those in
favor of international adoption simply state that
it aids individual children in desperate need of
families.

In the middle ground are those who rec-
ognize the pressing need for improvements in
international adoption practices, as well as the
validity of arguments both for and against in-
ternational adoption. Few disagree that far
more needs to be done in countries of origin to
prevent abandonment, to develop a range of
child care and family support services, and to
improve the quality of institutional care.’? It is
imperative to address the economic and educa-
tional levels of impoverished populations, to
reverse the devalued status of women and girls,
to promote responsible paternity, to decrease
the stigma of a disabled child, and to augment
structures within communities to support fam-
ilies and children (especially those with disabil-
ities).’ Alternative care arrangements should be
explored; institutionalization should notbe sus-
tained to preserve the economic livelihoods of
caregivers and other orphanage staff. Rather,
substitute employment opportunities should be
developed.

Unfortunately, many countries lack ade-
quate structures, financial means, personnel,
and trained professionals to support families in
crisis. Nonetheless, family reintegration should
be supported, or domestic adoption promoted.?
As mandated by the Hague Convention on In-
tercountry Adoption, national solutions should
be sought. India provides a successful example
of this: the Central Adoption Resource Center
requires that atleast 50% of children assigned to
adoption agencies must be placed domestically.
This policy has increased domestic adoption
fourfold.” Sending and receiving countries
should recognize that an expanding demand for
adoption does not increase the number of chil-
dren for whom adoption overseas is necessarily
the best solution.*

For those children placed in international
adoptions, ethical criteria for adoption practices
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must be strengthened and enforced.” Agencies
need to make long-term commitments to chil-
dren whose adoptions they arrange, the adults
who adopt them, and the parents who relin-
quish them.*? All may need support for many
years. Preeminent among these goals is the
need—or right—of all children for a family
life rather than institutional existence. Unfor-
tunately, validation of this need has not yet at-

tained international recognition.”

Legalities and the Pediatrician

Pediatricians and other care providers should be
aware of the legal status of internationally
adopted children. Disagreements about needed
medical care are rare between parents and pe-
diatricians. However, in the unlikely event of
such a disagreement, the care provider should
ascertain the legal status of the adoption. De-
pending on the country of origin, (one or both)
parents may not have completed adoption pro-
ceedings in the birth country, or re-adoption in
the United States may be incomplete. Children
from India, Korea, and occasionally Romania
and other countries may enter the United States
without being adopted; some arrive via escorts.
In these cases, the prospective adoptive parents
or the adoption agency is awarded guardianship
until the adoption is finalized in the United
States. Gay or leshian couples usually desig-
nate one partner to complete initial adoption
proceedings; the second parent may later
choose to adopt the child as well, gaining equal
legal authority.

The Process of International
Adoption for Families

The process of international adoption is cir-
cuitous, laborious, and complex. Virtually
every family experiences difficulties, delays,
frustrations, and uncertainty. The process may
take years longer than anticipated. For some

parents, this follows a lengthy and discouraging
period of infertility treatment. Eventually chil-
dren and parents join as a family, but many de-
P ] Y y
scribe the procedure as “excruciating,”
ture,” or “Byzantine” (Fig. 1-7). For some
families, the process is smooth, but these are the
5 P 5

tor-

exceptions. The expectant adoptive parent must
be treated with sensitivity and compassion. The
pediatrician’s empathy for the prospective
parent’s frustration and anxiety prior to and
during the adoption can be a source of comfort
and provide a solid basis for an ongoing thera-
peutic relationship after the child arrives (see
Chapter 4).

The process of international adoption
begins when prospective parents identify a
state-licensed adoption agency or independent
adoption facilitator. (Residents of four states,
Colorado, Delaware, Connecticut, and Massa-
chusetts, are only permitted to use agencies).
Careful selection of the agency or individual fa-
cilitator is of utmost importance. Ethical values
and practices, honesty, moral values, experi-
ence, and reputation are crucial points for
prospective clients to consider. The agency or
facilitator’s personal approach, ability to com-
municate, and openness to parental questions
and concerns are vital during the often arduous
and stressful process of international adoption.

Agencies or facilitators may provide var-
ious services; sometimes certain activities are
provided by supplementary agencies or indi-
viduals. The general purpose of the agencies is
to match available children to carefully
screened, suitable parents. There are hundreds
of agencies in the United States that place chil-
dren by international adoption. Agencies vary
vastly in their experience: in a survey of agen-
cies that placed a randomly selected group of
200 children in 1991, the number of annual in-
ternational adoptions facilitated by the agencies
ranged from 0 to 540 (median 21, mean 42)."”

Some agencies specialize in particular
countries, others offer programs in multiple
countries. In addition to placement of the child,
agencies may also provide home studies (see
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below), parent support groups, in-country sup-
port services for parents who travel to collect
their child (including in some cases an accom-
panying physician, see Chapter 9), and other
pre- and post-adoption services. Fees vary
widely depending on country, program, and
other factors (Table 1-6). It is difficult to com-
pare agency fees, as included services vary
enormously. Adoption costs may be offset for
some families with employee benefits such as
adoption subsidies and tax credits ($5000—-$6000
depending on adjusted gross income).
Families who wish to adopt internation-
ally quickly realize that their personal charac-
teristics limit their choices regarding their
prospective child’s country of origin and other
characteristics (such as age). State of residence
determines whether a private adoption is pos-
sible or if an agency must be involved. Age,
marital status, religion, financial status, and
other factors determine which countries and
which programs will accept the prospective in-
ternational adoptive parents’ application.

e S e

»
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) WAIT HERE

FOR A LONG TIME RADHIKA 1S
TRANSFERRED
ON 2/17/90 TO

AN ORPHANAGE, IN
TIRUCHIRAPALLI, WITH
A LICENSE. GO FORWARD 2 SPACES

(@ RADHIKA'S BANGALORE
ORPHANAGE RECEIVES ORAL
PROMISE OF RENEWAL OF
LICENSE TO PROCESS
ADOPTIONS. TAKE EXTRA TURN.

(DTHE TEMPLES ACCEPT
A REFERRAL OF RADHIKA
(BORN 3/25/89 IN INDIA)
ON 9/1/89. GO FORWARD 2 SPACES

Table 1-6 Sample fees for international
adoption

Service or Agency Fee ($U.S.)
“Home study” or pre- and post- 3600

adoptive counseling for adoptive

parents, including reporting for

country of origin
Legal fees (U.S. and abroad) 1000—3000
Travel and related costs 2000-10,000
Translation, government fees, etc. 5001000
Fees to foreign agencies, governments  500-5000
U.S. agency direct costs 2000-5000

9600-27,600
384011, 040
13,440-38,640

Direct costs (range)
Indirect costs (range)
Total costs (range)

Source: From Marshner (1999).%

Prospective adoptive parents must partic-
ipate in a “home study,” an important part of
the dossier needed in an international adoption.
The home study is a detailed document prepared
by a licensed social worker. This may by pre-
pared by the same placing agency, a specialized
home study agency, or a different professional.

MV Rageh

ARRIVES HOME TO HER PARENTS, MATTHEW & NANCY,
¥ ¢ & HER BROTHER ALEX, ON MONDAY, JAN. 21, 1991

({) LEAP AHEAD! ANNA 1S MOVED
FROM MADRAS TO DELHI TO BOARD
HER HOME-BOUND PLANE

() ANNA IS SENT TO MADRAS WITHOUT
THE DOCUMENTS NEEDED TO GET HER
VISA, ONLY DAYS BEFORE HER

FLIGHT! PANIC & LOSE A TURN

™
RADHIKA 1S
FINALLY CLEARED
FOR INTERNATIONAL
ADOPTION ON
JULY 25, 1990. GO
FORWARD 4 SPACES

®

THE TEMPLES™ CASE FOR
LEGAL GUARDIANSHIP 1S
FILED IN INDIAN COURT
AUGUST 1990. TAKE
AN EXTRA TURN

@ THE COURT ORDER ARRIVES
ON DECEMBER 14, 1990, SO THE
TEMPLES CAN GET RADHIKA'S VISA
APPROVAL. TAKE AN EXTRA TURN

D WAIT SOME MORE...

THE JUDGE PRONOUNCES
THE TEMPLES' ARE RADHIKA'S
LEGAL GUARDIANS ON

OCTOBER 9, 1990. GO FORWARD
3 SPACES

Figure 1-7 Adoption announcement describes the difficult process of bringing Anna home. (With permission.)
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Andrea’s parents fell in love with the cute 3-year-old Romanian with big brown eyes and a serious expression when they
saw her face on a Web site listing waiting children. The listing stated that Andrea was healthy except for “typical devel-
opmental delays of a child living in an orphanage.” They immediately claimed her as their daughter and arranged, for
an additional fee of $50/week, to transfer her to foster care. Their facilitator assured them that the foster care was
excellent. The family began to become alarmed about Andrea and her situation when they viewed a 20-minute video of
their daughter-to-be, now 3/ years old, in her foster home. Andrea appeared extremely busy and unable to focus on
any offered toys or activities for more than 5 seconds. She made no vocalizations other than grunting. She showed no
signs of affection and minimal eye contact with the foster mother, although they had now lived together for nearly é
months.The foster mother admitted, when pressed, that Andrea had some difficult behaviors, but adamantly stated that
she was showing many signs of improvement and indeed had started to talk, show affection, and make good eye con-
tact. The prospective parents maintained their commitment to Andrea as the legal process to complete her adoption
dragged on. More positive reports arrived, along with a new video showing a “transformed Andrea” playing quietly with
dolls and chatting in short phrases with her foster mother. A few months later, adoptions in Romania were halted to
“correct abuses” in the system. After several more months, the adoption agency advised the family that they were
ceasing operations in Romania, and that it would no longer be possible to support Andrea in foster care. She returned
to a new orphanage, where she resided in horrendous conditions for the next 2 years. When the ban on adoptions was
finally lifted, her parents were amazed to get a call from another agency who had located Andrea and found their
name in her files. Did they still want her? They did, and within a few weeks they traveled to get her. When they met her,
their hearts broke. Though still the beautiful child with big brown eyes, Andrea, now 6 years old, had regressed to worse
condition than she'd been in at age 3. She had no language except grunts, would frequently bite or scratch herself so
severely that she drew blood, and bang her head on the floor or wall at the slightest stress. She would frequently “space
out” and appear to be hallucinating. She seemed to have no awareness of people around her or her environment. Her
parents seriously questioned whether to proceed with the adoption, but felt unable to leave her in the orphanage. “She
improved before,” they reasoned, “we hope she can improve again. But why did she have to wait for so long and in such
bad conditions when we were ready to receive her 3 years ago?”

The home study document extensively describes ommendations of the prospective parent(s) ca-

the prospective family (Table 1-7). The docu-  pabilities. Becoming an adoptive parent requires
mentis prepared after several visits between the
prospective parent(s) and the social worker, in-
cluding home visits to inspect the premises. Of-

ficial documents often include sections to verify

Table 1-7 Documents required for most
home studies

Birth certificate
Marriage certificate, if applicable

that the prospective family has running water
Divorce/death certificate, if applicable

and indoor plumbing, as well as an adequate phys-
. . . . . Statement from local police and from FBI
ical environment for child-rearing. During the

home study, prospective parents must also as-
semble a wealth of personal information (Table

1-8).* These documents must all be notarized

Psychiatrist’s statement

Physician’s report

Recommendations of clergy
Recommendations of community members
Financial statement

in the state in which they were issued, and the

. 1040-front two pages
notary’s seal must also be authenticated. Some . pag
Verification of employment

countries require federal authentication of doc-
uments. A psychiatrist must attest to the mental
health of the prospective parent(s), a physician
must attest to physical health, and clergy, col-
leagues, and friends must provide general rec-

Child abuse clearance
Police certificate
Fingerprint clearance

Photographs of the family

Source: Data from Hostetter and Johnson.”
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Table 1-8 Topics addressed in home
study

Motivation for adoption

Capacities and attitudes

Personal relationships and personality
Marriage

Health, age, nationality, race
Employment, finances, financial net worth
Religious, moral, and ethical beliefs and practices
Education

Environment

Child-rearing practices

Family interactions

Cultural issues

Source: Data from Hostetter and Johnson.*

a trip to the local police station to provide fin-
gerprints, which are forwarded to the FBI. Al-
though difficult, cumbersome, and lengthy, these
procedures are intended to screen the prospec-
tive parent(s) for obvious physical, emotional,
or practical difficulties that would impair their
ability to provide a loving home for the child
and to provide safeguards for the well-being of
the adopted child. It has been suggested that all
prospective parents (not just adoptive parents)
should undergo such a screening process prior
to being allowed to receive a child!

As prospective parents collect the neces-
sary documents and participate in the home
study, they select a country and sometimes also
a particular program for their adoption. After
the dossier of documents is completed, nota-
rized, authenticated, and translated, it is for-
warded to the appropriate authorities in the
chosen country. The dossier is reviewed and,
eventually, after a period from weeks to years,
a “referral” is offered to the prospective
parent(s) (see Chapter 4). Once the child is ac-
cepted by the prospective parent(s), travel
arrangements are made. Children from India or
Korea (or rarely Romania) may be escorted to
the United States after the adoptive parent(s)
are designated legal guardians in the country of
origin. Most parents, however, travel to receive
their child (see Chapters 4 and 9). Some parents
are told to travel with large amounts of cash (as

much as $20,000), which is then distributed to
various individuals and institutions connected
with the adoption in their child’s birth country.
Accounts of hair-raising trips abound in the
adoption literature.” '> Many parents report
uneasy feelings and suspicions that some of
these transactions are illicit and illegal. (See
“The Money’s the Problem” in Pertman’s’) for
a full discussion of this important issue.)

Adoption Terminology

Adoption language has evolved over the past
decade to reflect the growing recognition that
labels matter (Table 1-9). Previous terminol-
ogy was often “subtly hurtful to individuals in-
volved in adoption.”! Although arguments may
be made about some of these distinctions, such
alist may stimulate useful and enlightening dis-
cussion. As other authors have done® the term
adoptee is used in this book for its brevity and
not in any way to demean or depersonalize the
adopted individual. Furthermore, the terms
abandonment and abandoned child, and foundling
are sometimes used. Sadly, this is the very real
situation for many internationally adopted chil-
dren, in contrast to most domestic adoptions in
which a careful plan is made.

Adoption and the Internet

The Internet has revolutionized the availabili-
ty of information and, consequently, many as-
pects of adoption as well. Use of the Internet af-
fects the way in which adoptions take place,
families’ preparation for adoption, and
communication and awareness after adoption.*!
A Google search resulted in more than 7.5 mil-
lion matches for the term adoption and neatly 2
million matches for the term international adop-
tion. Asbroad categories, these sites include in-
formation on the adoption process, adoption
agencies (including photolistings of thousands
of children in need of adoption), media reports,
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Liza’s parents hoped to receive a court date to travel to
Kazakhstan to collect their daughter in October.They re-
ceived no word from their agency until after New Year’s.They
were distraught to learn that the court in Liza’s region had
put all international adoptions on hold.The agency shared
their pessimism that the region would open again soon.
Sadly, the family tried to put Liza out of their hearts, and
indeed adopted Jill from Russia.Two years later, their agency
called with the news that the region was reopened, and they
had located Liza. This time the adoption was completed
within a few weeks, and she returned to the United States.
She had barely grown in the intervening 2 years.They
learned that she had spent several months in a hospital with
respiratory infections and had received multiple parenteral
medications and blood transfusions. Blood tests in the
United States showed that Liza had active hepatitis B and
hepatitis C infections.

and countless reports of individuals’ experiences
with adoption. Although the power of sharing
information via the Internet and the importance
of publicizing the needs of waiting children are
unquestioned, itis disquieting to view Web sites
with subtitles such as “Your source for children”
or “See photolistings of available children.” Ed-
ucation of prospective adoptive families about
the complexities of adoption and other neces-
sary parent preparation may be bypassed or min-
imized if crucial stages of the process are rele-
gated to impersonal contact via the Internet. A
considerable amount of solid factual informa-
tion is available on-line, but incorrect, mislead-
ing, and even fraudulent material may also be
published. Prospective parents anxious to receive
a child may be susceptible to unscrupulous in-
dividuals who promise quick “delivery” of a child
and short-cuts to completion of an adoption.
International adoptions have been partic-
ularly affected by the Internet. Technology is
evolving rapidly; what was once unthinkable is
now commonplace. Use of e-mail has acceler-
ated communication between prospective par-
ents, adoption agencies, and facilitators and or-
phanage staff in birth countries. Digital images

and videos may be sent easily. Many parents
frequently communicate via the Internet with
medical professionals or other advisors when
meeting their prospective child, asking for
analysis of medical and developmental infor-
mation, and review of photos or videos. This
technology continues to emerge; future pros-
pects include real-time interactive video assess-
ments, among other possibilities.

International Adoption and
Health Insurance

It is unusual to address health insurance in a
medical textbook. However, some special issues
related to internationally adopted children
should be described. Many children may arrive
with “pre-existing” conditions, including such
problems as congenital heart disease, neurobe-
havioral disturbances, or chronic hepatitis B. It
is illegal for health insurance providers and
other third-party payors to discriminate against
these children after alegal adoption has been ac-
complished. It is nonetheless sensible for parents
to verify the extent of coverage of their prospec-
tive child with their individual insurance carrier
prior to completion of the adoption, especially
if special medical needs have been identified.
Federal law mandates that states must pro-
vide consistent health care to all children within
their borders. This includes internationally
adopted children as well. Some parents sign a
Bureau of Citizenship and Immigration Ser-
vices waiver prior to receiving a visa for their
child to speed the visa process. This waiver re-
leases the state, however, from financial liabil-
ity for the health care for the child. For children
who are severely disabled or infected with
human immunodeficiency virus (HIV), the
adoptive family must provide certain docu-
ments to the Centers for Disease Control Office
of Quarantine. This includes an affidavit that
parents understand the medical condition of
their child, proof of adequate financial re-
sources (health insurance), and an affidavit of



International Adoption Medicine

Table 1-9 Adoption Vocabulary

19

Type of Term Preferred Discouraged
Terms for members of Adoption triad (signals relatedness of Adoption triangle (negative
adoption triad all parties) connotations—“love triangle,” “three’s

Adoption circle
Adoption family tapestry

Terms for parents Birth parents, birthgivers, genetic parents,
first parents

Parents of the adopted child
Adoptive parents

Terms for adopted Son, daughter, person, or individual who
individuals was adopted
“My son is an American of Korean
descent”; “I'm an American, I was born
in Korea”
Children in need of adoption
Child born outside of marriage

Child who has special needs

Orphan
Type of adoption International or intercountry adoption
Terms for decision- Retain/transfer parental rights and
making process obligations

Move in, join, come to be part of
Unplanned

Release parental rights

Make an adoption plan, agree to
adoption

Terms for communication  Sharing information
Seeking contact, requesting information

Meeting

Adoptive family

a crowd”)

Biological parents

Real parents

Natural parents (are adoptive parents
unnatural?)

Blood relative

Not the real parents

“Korean son” or “Colombian daughter”
(would we say “my Austrian wife” or
“my Irish husband”?)

Children available for adoption

Hlegitimate child

Hard-to-place child; special needs child

Abandoned child, foundling (some feel
the latter term is acceptable as it
empbhasizes the kindness of the person

who found the child)
Foreign adoption
“To keep” or “not to keep”

Placed, put up for adoption
Adopt out

Unwanted

Relinquish, surrender

Telling

Search (connotes illegal, daring, exciting
activity)

Reunion (misleading if child was adopted
as a newborn)

Adoptive home (much more than a home
is provided)

Source: Modified from Spencer.!
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The N family received an e-mail from their agency with the
exciting news that a child in Russia had been assigned to
them. Attached were several photos of the infant.They
forwarded the information to Dr. ., who offered a list of
suggested questions and a request for more photos to
assess the child for features of fetal alcohol syndrome.A few
days later, the N family received the information, which they
again forwarded to Dr. J. Everything looked promising, so the
referral was accepted. Updated photos were sent by the
facilitator a month later. Several months later, the family was
invited to travel to Russia to begin the adoption process.
While there, they again sent information and photos to Dr. |
to review, and daily (or more frequent) e-mails were ex-
changed as new information was provided and the family
had more time with the infant. A short video clip was also
sent.The Ns returned home to wait for the final court date.
During the 3-month wait, they received four sets of trea-
sured photos of their daughter and frequent short updates
about her condition.

a U.S. physician promising to treat the child.
Parents who sign the waiver may be haunted by
that decision when their insurance coverage and
savings run out.*>*

An additional consideration relates to
billing codes for services provided to interna-
tionally adopted children in the United States.
At present, there are no specific ICD-10 codes
that adequately capture the complexity of ser-
vices required by this special population of chil-
dren. Itishoped that the insurance industry will
recognize the medical and developmental eval-
uations needed by this group of children and will
provide appropriate billing codes to allow
physician reimbursement for services.
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THE EFFECTS OF
INSTITUTIONALIZATION
ON CHILDREN

[T/he collecting of many little children under one roof is not

good for them, no matter how well managed the institution.'

The unit of civilization is the family which offers the health-

test physical environment. The most susceptible member of the

family to all external conditions is the infant . . . the little ones

quickly droop and suffer most. . . . The best conditions for the
infant require a home and a mother [or parent]."*

—Henry Dwight Chapin

1908 and 1915

ost internationally adopted children

are placed with their families after

residing for months or years in or-
phanages or other institutions. Many of the
problems seen in these children after arrival in
the United States have been attributed, rightly
or wrongly, to institutional care during critical
early phases of development. The adverse
effects of institutionalization on young children
have been recognized for many years.>* How-
ever, many factors contribute to outcome,

25

including prenatal exposures, genetics, the rea-
sons that the child was consigned to the institu-
tion, and the individual experience of the child
within the institution prior to adoption. Al-
though institutions are never optimal settings
for children, in some cases they may be prefer-
able to other local alternatives. In this chapter,
the background of children placed in institu-
tions, the history of institutions for abandoned
children, the risks of institutionalization, and
the outcome of children raised in orphanages
will be reviewed (see Chapter 8 for a review of
critical periods during development).

Who Are the Children?

Very few residents of orphanages and baby homes
throughout the world are truly orphans, thatis,
children whose parents are deceased. Most chil-
dren living in institutional care have been aban-
doned by their families. Abandonment occurs
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From court documents terminating the rights of Elena’s
parents:

“The father did not take part in the upbringing of the
daughter since her birth.The girl lived with her relatives
while her parents abused alcohol. Father lived separately,
didn’t care for the daughter, didn’t work. Since 1996, he’s
been serving his sentence in prison for torturing the rela-
tives. The mother also didn’t care for her daughter, didn’t go
for a walk with her, didn’t treat her, thrashed her head and
face, left her alone in the apartment, didn’t work, didn’t
support the child financially. Therefore, the child was taken
and placed in the social orphanage and then the baby home
(where she is presently). The mother hasn’t changed her
behavior and attitude toward her daughter.”

“Under such circumstances, the court comes to the
conclusion that the respondents kept aloof from education,
were very cruel to the child, and therefore their parental
rights are hereby terminated.”

for many reasons, including parental illness
(mental or physical), inability of the parent(s)
to care for the child because of family discord,
drugand/oralcohol use, mental retardation, im-
prisonment, or lack of emotional, financial, or
other resources (Table 2—1). Some children are
placed in orphanages after parental rights have
been terminated, often because of abuse or ne-
glect. Asin the United States, poverty, single par-
enthood, parental psychiatric disease (especially
maternal depression*), and/ or drug or alcohol
abuse increase the likelihood of abandonment™
(Tables 2-2 and 2-3). Political and economic con-
straints (such as the “one child policy” and pref-
erence forboys in China) may also lead to aban-
donment. Thus, children enter institutional
care because of “stark human misery.”’

Few surveys have analyzed the character-
istics of abandoned children (see Chapter 3 for
information about the sociology of abandoned
children in China). In 2001, Shaginian reviewed
the birth records at two hospitals in Moscow: an
ordinary maternity hospital and a hospital spe-
cializing in infectious diseases.! In the former,

Table 2-1 Reasons for abandonment in
Bangladesh?®

Born “out of wedlock” (unmarried mother or born to
married woman of extramarital union)

Mother “cannot return home” with child

Mother “cannot manage the child”

Poor economic conditions

Child might die

Source: Data from Wilson.®

15 children out of 2531 deliveries were aban-
doned. Seven of these children were healthy, six
had prematurity and/or intrauterine growth re-
tardation, two were said to have disorders of the
central nervous system (although no objective
findings were described; see Chapter 4 for fur-
ther explanation of the unusual diagnostic cat-
egories used in Russian neonatology), and two
were considered to have intrauterine infection
(a “social diagnosis,” made without supportive
diagnostic tests but on the basis that there was
no prenatal care and the birth mother was
thought to be at risk for sexually transmitted
disease). In the infectious disease hospital, 305
newborns out of 2910 live births were aban-
doned. Twenty-six newborns were studied in
detail: six had prematurity/intrauterine growth
retardation, one had malformation. All children
in this group were also diagnosed with in-
trauterine infection (as above), “excitability
syndrome,” and “insufficiency of the cerebral
circulation” (poorly defined entities, again
without objective supporting data).

Table 2-2 Possible characteristics of
some birth mothers (Latin America)

Ages 14-18 years

1-2 years of primary school

Functionally illiterate

Live below poverty line

Unemployed or street vendors, beggars, or prostitutes
Come from broken homes

Histories of neglect, abuse, abandonment

Live in “macho” societies

No access to sexual education

Totally unprepared for responsibilities of motherhood

Source: Data from Cantwell.”
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Table 2-3 Survey of birth mothers in
Moscow who abandoned their children
(n=41)

Factor n
Age

16-20 years 12
21-25 years 17
26-30 years 7
31-38 years 5
Gravidity

First pregnancy 11
Second to seventh pregnancy 30
Pregnancy

Desired 7
Desired until second half 6
Undesired 28

Reasons for Abandonment?®

Social and/or economic 41
No responsibility from father 32
Alcoholism in family 13
Rape 1

2Some mothers list more than one reason.

Source: Data from Shaginian.*

Care of Abandoned Children

Although living in orphanages and other insti-
tutions may adversely affect children, it may be
far preferable to the alternatives. In some coun-
tries, infanticide, especially of females, is prac-
ticed. Unwanted children may lead stark and
dangerous lives alone on the streets, may be
“sold” into servitude as laborers, servants, or
even as child sex workers, or may be neglected,
exploited, or abused by family members. Thus,
when reviewing the ill effects of institutional
life, it is important to remember the bleak al-
ternatives that abandoned children may face if
such facilities did not exist.

Abandoned children have existed through-
out human history. Throughout much of his-
tory, society paid little heed to abandoned chil-
dren, offering no support and no organized
response to their needs. In Western culture,

From court documents terminating the rights of Sergei and
Anna’s parents:

“The parents neglect their children (age 6 and 7), abuse
alcohol, do not work, have no registered place of residence.
The children do not attend school.They need to be bathed,
they are infested with lice, are hungry, and walk unattended

in the village. The children were taken to the orphanage,

and the parents never inquired about them. . . . During the
court hearing, the parents appeared under the influence of

alcohol . . .”

orphanages were first established in the mid-
19th century as a humanitarian response to the

horrific conditions faced by abandoned chil-

dren.!™"! Previously, such children were left to
fend for themselves on the streets, or were

placed in “almshouses” along with the “poor,

feeble-minded, criminal, crippled, and idi-
otic.”!! About 15% of the residents of these in-
stitutions were children, but no efforts were
made to separate the children from the other

populations. Orphanages were thus established

to provide a “more appropriate” environment
for children, and in some instances to provide
education. In 1729, the first orphanage in the
New World was founded by Ursuline nuns in
New Orleans, after an Indian attack left many
children without parents.'? Religious groups su-

pervised many orphanages.'’ Children suffered

alarmingly high death rates in their first year of
institutionalization. Mortality rates at some
foundling homes were in excess of 75%.!! Mor-
tality rates were as high as 90% in Baltimore and
100% at Randall’s Island Hospital in New York
City, even as recently as the early 20th cen-
tury.”® “Orphan trains” and other schemes
evolved during the latter half of the 19th cen-
tury to address some of the deficiencies of the
orphanage system."

In early 20th century America, foster care

was popularized and eventually replaced or-
phanages. Foster care was sparked by the White

House Conference on the Care of Dependent
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Children, in 1909. In the summary of the con-
ference, Theodore Roosevelt stated, “Home life
is the highest and finest product of civilization.
Children should notbe deprived of it except for
urgent and compelling reasons.” ' Foster care
theoretically offers considerable advantages
over institutional life but is not without prob-
lems as currently practiced.”” Unfortunately,
children in American foster care often experi-
ence multiple placements with attendant emo-
tional, psychological, and educational disrup-
tions.!¢ Furthermore, these children suffer from
lack of routine health care, immunizations,
dental care, and vision/hearing screening."”
These deficiencies are especially egregious, as
this population has considerable medical needs,
including emotional handicaps (33%), serious
physical illnesses (13%), mental retardation
(19%), and multiple handicaps (15%)." Chil-
dren residing in foster care may not be as well
supervised as those in attentive, loving group
homes; unfortunately, neglect and abuse may
occur. Government-supervised foster care is
not widely practiced throughout the world, but
the practice is growing. A small proportion of
international adoptees reside in private foster
care prior to adoption, including most from
Korea, and some from Romania and Guatemala.

The Risks of Institutionalization

Institutional care presents many risks to grow-
ing children. Frank and colleagues described
some common themes of potential “biologic
and psychological risk to infants and young
children in orphanage care”'’* (Table 2—4).

Table 2-4 Risks of institutionalization

Lack of medical care

Exposure to infections
Inappropriate medical care
Poor nutrition/growth
Physical neglect

Delayed cognitive development
Emotional neglect

Physical or sexual abuse

Source: Adapted from Frank.

Lack of Medical Care

Lack of medical care is a grave concern for
many institutionalized children. Children’s
medical problems may be unrecognized by inat-
tentive, overburdened caregivers, or, if recog-
nized, there simply may be no money to pay for
needed medications, surgeries, or other treat-
ments. Morbidity and mortality rates are not
reliably available but likely exceed that in the
general population. Orphanages throughout
the world are filled with children with treatable
or correctable medical conditions, even under
local standards of care. These children may be
consigned by their families to a lifetime of in-
stitutional care because of lack of resources to
address their problems. For example, cleft lip/
palates or club feet are not repaired, and hear-
ing or other adaptive aids are not available.

Exposure to Infections

Children living in group settings are also at
higher risk for exposure to infectious diseases,
greater severity of illness, and acquiring resistant
organisms.'® Respiratory (pneumonia, tubercu-
losis) and intestinal (bacteria, parasites) infec-
tions are particularly commonplace (see Chapters
14 and 17). In settings with faulty immunization
practices, vaccine-preventable diseases (dipthe-
ria, measles, hepatitis B) may occur (see Chapter
21). Care in many orphanages may be “over-
medicalized,” resulting in increased needle and
medication exposures compared with children
living with their families. For example, in many
parts of the former Soviet Union, institutional-
ized children are routinely given series of injec-
tions of vitamins or other agents—more than 200
injections in some children prior to age 3 (see
sidebar in Chapter 15 and Fig. 9-3). In Romania,
needle exposures may also be frequent”’—HIV-
negative children received ~142 needle exposures
by age 4 years. In some settings, institutionalized
children may be exposed to blood products such
as intravenous gamma-globulin (used to boost
the immune system of ailing children).
Screening of orphanage staff for health
problems varies greatly in different settings. The
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health risks of the staff reflect the endemic in-
fectious diseases. For example, a health survey
of 18 caregiver applicants for a new private or-
phanage in Cambodia revealed intestinal para-
sites (18), salmonella (7), reactive tuberculin
skin tests (18), hepatitis C (1), and HIV (1).%

Inappropriate Medical Care

Although not documented, it is certainly possi-
ble that children living in institutional care may
be at risk of inappropriate medical care as well.
Sedatives or other medications may be given to
improve sleep or modify behavior that cannot
be managed in the group setting. Conceivably,
children may be used in “experimental” re-
search protocols without proper oversight.

Growth

Growth delays are common among institution-
alized children for many reasons (Table 2-5).
Wasting and stunting have been reported among
35%—64% of orphanage residents in Malawi,
Kenya, and India?* and among post-institu-
tionalized children from Russia, China, Roma-
nia, and other countries®? (see Chapters 10
and 12). Children may suffer from deficiencies
of calories, fat, protein, and micronutrients (vi-
tamins, iron, iodine; see Chapter 11). Atarrival,
height, weight, and head circumference are less
than the fifth percentile in nearly 50%, 35%, and
40% of post-institutionalized children” (Fig.
2-1). The actual number of children with
growth delays is considerably greater: many
children at the fifth, tenth, or even higher per-
centiles show rapid recovery after adoption,
which suggests that earlier measurements did

Table 2-5 Reasons for growth delays

Insufficient food

Improper feeding techniques (Fig. 2-3)
Lack of nurturing physical contact
Depression, poor appetite

Poor absorption or utilization of calories
Tllness

Medications
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Figure 2—1 Percent of internationally adopted chil-
dren with height, weight, and head circumference mea-
surements < 5th percentile on arrival to the United
States (n = 370). Children were adopted from 29 coun-
tries. (L.C. Miller, unpublished data.)

not reflect their true biologic potential. Poor
growth may have a neuropsychiatric compo-
nent.'” Depression, probably the most under-
diagnosed condition among institutionalized
children, may cause poor appetite. Furthermore,
lack of tactile stimulation results in an inefficient
use of ingested nutrients.” Many children re-
siding in orphanage care have true “psychoso-
cial dwarfism,” that is, disproportionate delays
in linear growth. Intriguingly, linear growth
delays are quite consistent among several dis-
tinct populations of international adoptees. Data
derived from children adopted from China,
Russia, and Romania produce nearly identical
curves (Fig. 2-2)* demonstrating that for every
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Figure 2-2 Duration of orphanage confinement
was inversely proportional to linear growth lag (height
age — chronological age) for children adopted from Ro-
mania. mo, months (Johnson DE, Miller LC, Iverson
S, et al. The health of children adopted from Romania.
JAMA 1992; 268:3449. Copyright © 7992 American
Medical Association. A/l rights reserved.)



30 Before the Adoption

Figure 2—-3 Caregiver feeding child in Russian or-
phanage. Fourteen other infants were awaiting their

turns to be fed.

~3 months in institutional care, children lose ~1

month of height age.

Physical Neglect

Children in orphanages may also suffer from
physical neglect. In some settings, basic hy-
giene is not maintained. Lack of nurturing
physical contact is common and is particularly
harmful during infancy. Bottle propping is
commonplace in orphanages, as an under-
standable response to the need to feed many
hungry infants with too few staff. In addition to
the recognized risks of otitis media and dental
caries, children miss out on the loving food-re-
lated human interactions that are critical for
early emotional development. Lack of physical
attention increases self-stimulatory behaviors
as infants and young children seek to restore the

Figure 2-4 A bald occiput in a child adopred
from Romania. Prolonged supine position and self-
stimulatory head shaking may result in this finding.
(With permission.)

sensory input necessary for normal brain de-
velopment (see Chapter 33; Figs. 2—4 to 2-7).
Other physical risks of institutional life
may include toxic exposures (such as lead; see
Fig. 24—1 and Chapter 24), and the lack of ex-
ercise and opportunity to play. Many institu-
tionalized children have never been outdoors:

Figure 2-5 Unusual posturing and staring at

hands may occur in children living in understimulating
environments. (With permission.)
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Figure 2-6 Persistent head-banging resulted
in forehead bruising in this Romanian girl. (With
permission.)

adoptive parents often report the wonderment
their child displays on seeing the sun, moon,
clouds, and sky for the first time.

Developmental Delays

Delays in cognitive development are also
common among institutionalized children*'~**
(see Chapter 13). Because cognitive function in
young children is critically dependent on expe-
rience, it is not surprising that most children
display significant developmental delays (Table
2-6). Even children in clean, well-kept or-
phanages with lots of toys and games suffer
from a paucity of experiences of the outside
world. Most have never been off the grounds
of the orphanage (except perhaps for frighten-
ing trips to the hospital where they may be

Table 2-6 Reasons for delayed
development

Swaddling (Figs. 2-8 and 2-9)

Lack of nurturing physical contact

Lack of stimulation and novelty (Figs. 2-10 to 2—13)
Long naps

11 health

Malnutrition

Lack of one-to-one attention

Medications

Figure 2-7 Thickened finger joints from self-inflicted trauma (chewing and
banging) in 7-year-old recently adopted from Romania. (With permission.)
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Figure 2-8 Swaddling is common in orphanages.
Infants like this child in a Russian orphanage spend
many hours each day tightly swaddled, with little op-
portunity to practice gross or fine motor skills, or to ex-
perience proprioceptive input, varied visual stimula-
tion, or nurturing physical contact. (With permission.)

abandoned without familiar caregivers for
weeks or months). Children lack the experience
of going to parks, stores, and different homes
and of the life of their village or town. Indeed,
many exist as virtual prisoners of the orphanage.

Perhaps the most critical risk faced by in-
stitutionalized children is emotional neglect.
Caregivers of young infants may all wear
masks, depriving children of the experience of
seeing human faces (Fig. 2—14). Depression is
common in orphanages.* In virtually all insti-
tutional settings, children lack a one-to-one or
“primary” caretaker. A common schedule for
caregivers is a 24-hour shift every 3 to 4 days.
Thus, each day the child is faced with a differ-
ent caregiver’s style of feeding, baths, bedtime,
and emotional responses. As a result, the child
experiences inconsistent responses to his or her
needs. The problem is exacerbated by the
common practice in most orphanages of
moving children from group to group, depend-
ing on age and developmental skills. Thus,
when the child learns to sit, he is taken from
caregivers he has known and loved for many
months. When the child walks, he is moved
again. In well-staffed orphanages in the United
Kingdom in the 1960s and 1970s, by 2 years of

Figure 2-9 Swaddled infants in a Chinese orphanage. Note the long sleeves on the child
on the right. Children in orphanages often are dressed in ill-fitting clothing, as they have no

personal possessions. Sleeves covering the hands interfere with fine motor activity. (Courtesy

of N. Hendric, M.D.)
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Figure 2—-10 Children are sometimes restrained in special “baby chairs” for
many hours each day (some have built-in potty seats). Opportunity to practice gross

motor activity is [imited. (With permission.)

age children had been cared for by 24 different
adults, by 4 years by 40 different adults; and by
8 years of age by more than 80 different
adults.”*¢ Of course, emotional neglect of a
different type occurs in understaffed orphan-
ages. Although it is hoped that this type of in-
stitution no longer exists, the 170 residents of
the Romanian Babeni Orphanage for “unsal-
vageables” were cared for by one pediatrician

. - . ¥ al

and six attendants during the day, and three at-
tendants at night.”” Not surprisingly, 75% of
children did not know their names or ages, 55%
had failure to thrive, and 15% had obvious ev-
idence of physical and sexual abuse. Multiple
other severe diagnoses were present (Table
2-7). The situation at the Children’s Institute in
Leros, Greece, was described as “so gross that
it almost defied belief.”* Attachment disorders

e b

Figure 2—11 This Vietnamese orphanage had over 30 children in each room. Al-
though each crib had a mobile, children had few other toys during long hours in their cribs.
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Figure 2—-12 These Romanian children sleep in the “cage-like” crib along the
wall, then spend the entire day in a bare playpen. Nonetheless, they are bright, curi-

ous, and engaging children who actively seek stimulation and attention.

Figure 2—13 This orphanage in Kajakhstan placed blankets on the edge of each

crib for “infection control.”

and other emotional problems may thus occur
after various types of institutional exposure (see
Chapter 29).

Behavior Problems

Behavior problems are common among institu-
tionalized children (Table 2-8) (see Chapter
30). For example, of 300 children age 12-21
years living in orphanages in Bangalore, India,”

one-third had obvious behavior problems, and
10% of these required immediate psychiatric
help. Problems were worse among those insti-
tutionalized before age 4 years. Similarly, Turk-
ish boys living in orphanages had more mental
symptoms than comparison children residing
with their families.” In Iraqi Kurdistan, behav-
ior problems worsened over time among or-
phans living in institutional care, but decreased
among orphans assigned to foster care. The in-
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Figure 2-14 Caregivers of young infants may all wear masks, depriving children
of the view of human faces.

Table 2-7 Neuropsychiatric diagnoses in
a Romanian orphanage for
“unsalvageables”

Diagnosis %
Developmental language and speech disorder 94
Mental retardation 40
Reactive attachment disorder 24
Organic mental syndrome 16
Delirium 14
Pica 13
Autism 10
Depression 8
Attention deficit-hyperactivity disorder 8
Oppositional defiant disorder 4
Psychosis 4
Conduct disorder 3

Source: Data from Rosenberg et al.”’

Table 2-8 Orphanage behaviors

Stereotypic behaviors such as rocking, head banging,
head shaking, hand movements

Biting self and others

“Impossible” tantrums

Indiscriminate friendliness

Pain insensitivity or high pain threshold

Inappropriate behaviors (deliberately urinating in the
living room, for example)

stitutionalized children also had a higher fre-
quency of post-traumatic stress disorder.* Some
of these behaviors can be considered “normal”
responses to an abnormal environment. Russian
investigators (among others) describe “orphan
syndrome,” characterized by “alteration in af-
fective background” and “para-autistic appear-
ance of deprivation character” as a consequence
of maternal deprivation among institutionalized
children.” “Autistic” or “quasi-autistic” behav-
iors were found in 12% of 111 children adopted
from Romania by British families; some demon-
strated gradual improvement over the early
years after adoption.®

The time course of behavioral and emo-
tional disturbances in institutionalized children
was outlined in 1941 by Gesell and Amatruda.*
(Table 2-9).

Sensory processing problems are seen in
some institutionalized children. Compared with
family-raised peers, 73 children adopted from
Romania showed greater problems in 5/6 sen-
sory processing domains: touch, movement-
avoids, movement-seeks, vision, and audition,
and 4/5behavioral domains: activity level, feed-
ing, organization, and social-emotional.” Eating
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Table 2-9 Time course of emotional and
behavioral disturbances after separation
from family

Adverse Reaction Time of
Appearance
Diminished interest and reactivity 8—12 weeks
Reduced integration of total behavior 8-12 weeks
Excessive preoccupation with strange 1216 weeks
persons
General retardation 24-28 weeks
Blandness of facial expression 24-28 weeks
Impoverished initiative 24-28 weeks
Stereotypies of sensorimotor behavior 2428 weeks
Ineptness in new social situations 4448 weeks
Exaggerated resistance to new 48-52 weeks
situations
Relative retardation in language 12-15 months
behavior

problems, stereotypies, attachment disorders and
indiscriminate friendliness are all more likely

among post-institutionalized children.**’

Abuse and Neglect

Sadly, even in institutions charged with pro-
tecting the welfare of children, physical and
sexual abuse and dire neglect occur. In 1996,
Human Rights Watch reported on the condition
of children in some Chinese orphanages.® Of
55 children admitted to a particular orphanage

Juliana was adopted at age 5 from Bulgaria. She initially
adjusted well to her new family.After several months, her
father noticed that Juliana was behaving unusually when
mom wasn’t around. Juliana masturbated in front of him,
tried to touch his genitals, and would seductively kiss him.
She also began to have frequent nightmares and could only
be comforted by her mother. By this time, she had learned
English quite well. With the help of a child psychologist, the
parents learned that Juliana had frequently been sexually
abused by the night watchman at the orphanage.

in January and February 1992, 24 died within
9-10 months. The report implies that most of
the children died of starvation. A report from
Christian Solidarity International® describes a
group of abandoned Russian children in gov-
ernment care, incorrectly confined to psychi-
atric facilities and subject to psychotropic med-
ications and other treatments. Neglect and other
horrific abuses have been delineated in some
Russian orphanages in disturbing reports by
Human Rights Watch.”

The Experience of Institutionalization

Surprisingly little is documented about the
actual hour-by-hour experience of children
living in institutional care. In one study, crying
patterns among institutionalized Korean infants
were compared with those of infants living with
their families. The institutionalized children
cried twice as much as the home infants (86 vs.
45 minutes/day), had half the contact period
with caregivers (136 vs. 279 minutes/ day), and
were alone much longer 1089 vs. 1002 minutes/
day).”! In a time-use study comparison with
family-reared children attending day care, or-
phanage children spent significantly less time
with adults, engaged in significantly fewer ac-
tivities, and spent less time in adult-led activi-
ties.”” The children in the orphanage spent ap-
proximately 70% of waking time alone and only
30% with a caregiver; the children in day care
showed the opposite pattern.

Orphanage Culture

Orphanages are part of the society in which
they exist, and consequently reflect the beliefs
and attitudes of that society. Abandoned chil-
dren or handicapped individuals may be
grouped with “unwanted and outcasts ...
lepers . .. convicts . . . political prisoners and

the mentally ill”*

as people who must be iso-
lated from society. Staff in such institutions may
lack clinical skills, training, educational and fi-

nancial resources.*®
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The psychological milieu of the orphan-
age is another factor that contributes to the out-
come of the child. Orphanage staff views of the
children reflect the attitudes of the culture and
society, ranging from “all children are valu-
able” and “children are innocent” to “not even
their parents want them, so why should we
care” or “there must be some defect in these
children or else they wouldn’t be here.” Torhild
Andersen® described the mindset in Romanian
orphanages where he worked: “A woman who
abandons her child [is] a bad person regardless
of her reason for this action . .. The way the
parents are looked upon as persons is reflected
in the way the child is treated . . . in institutions
. . . the only thing one knows about the parents
is that they abandoned the child. . .. this re-
flects badly on the child.” To support his ob-
servations, he states that the treatment of chil-
dren changes when the child is assigned for
adoption: “The child will be taken special care
of, given the best food, dressed better, hugged
and given more attention”. His interpretation is
that the child then “starts to reflect the person-
ality of the adoptive parents who are always
thought of as rich and . . . civilised people.”*?

Thus, the experience of early deprivation
in institutions may contribute to delayed
growth, cognition, and socioemotional devel-
opment. Children may demonstrate behavioral
problems such as hyperactivity, indiscriminate
demands for affection and attention, superfi-
ciality of relationships, and absence of normal
anxiety to failure or rebuke.'” Psychiatric au-
thorities state that “group rearing of aban-
doned children is inherently destructive and
incompatible with normal psychological
development.”*

Is There Such a Thing as a
“Good Orphanage”?

Despite all the difficulties of caring for aban-
doned children in group settings, many or-
phanages make heroic efforts to provide good

| was moving along the row of cribs. Babies were lying in the
cribs, but seeing an adult they were getting livelier trying to
attract attention. Suddenly my eyes came across a tiny creature
staying quiet in his crib. | stopped. He looked like a child not
older than 2 months. | asked, “Who is he?”*“He is Zhenya, he is
5 months.”

The baby huddled under my eyes. Unlike the others, he
looked serious and strained. He was staring at me. He clenched
his tiny fists and pressed them tightly to his chest. | softly called
to him “Zhenechka.”The baby winced and huddled even more,
like a hedgehog. My heart sank out of pain and pity. | felt a lump
in my throat. | held out my hands towards the baby, and | took
him into my arms. | would like . . . | would like to do everything . . .
But what can | do?

| brought the baby to the playroom.There was quiet music of
Happy Baby Series.We settled down in an armchair.The boy still
looked strained; he had a not childlike serious expression.“Eyes,
Eyes, why are you staring at me like this?”’The eyes winced. ]
wish to get acquainted with you, Zhenechka! My name is Lyuda.
I have two children, but they have grown up. | would like to take
care of you and to become your friend. | will love you. May 1? The
eyes glittered and seemed to become quieter but the baby
wasn’t smiling yet.“Zhenechka, what a nice boy you are, you
have large black eyes, black hair, a nose like a button.When you
grow up and become a young boy, girls will like you.” It was the
first time the baby smiled.“What does this mean? Can he
understand what | am saying or maybe it is just a coincidence?”’ |
wanted the first to be true. | went telling him my dreams. |
described his future life. He would have a loving family and they
would gather together around a big family table in the evenings.
Zhenechka was listening to my words very attentively and kept
on smiling. Then | offered him a dance. Ave Maria was sounding.
| raised him above my head and we began to spin around.The
baby was flying through the air.And | was praying, “God, help him
to live!” | felt the baby completely relax and put him on the
table. Having bent over him | began to sing the tune “Ah-ah-ah .
..” Zhenya smiled wide and tried to imitate “Ah-ah” but choked
and belched.Then he made another try and sang “Ah-ah-ah.”
May God bless you, Zhenya, and give you happiness!**

care under extremely difficult circumstances.
Many orphanage workers dearly love and have
deep compassion for the children in their care.
Attheirbest, orphanages provide physical safety
and material needs, and promote health, devel-
opmental function, academic achievement, and
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psychological well-being. Various systems of care
have evolved in different regions of the world,
reflecting local cultural beliefs, financial con-
straints, and developmental awareness. For ex-
ample, in Cambodia, most children share a single
caregiver with two or three other children. The
caregiver frequently holds or carries the chil-
dren, and usually sleeps with them in a hammock.
In many Russian orphanages, a multidisciplinary
approach is taken. Orphanage staff often includes
educators, speech therapists, physical therapists,
and music therapists in addition to caregivers,
medical staff, and support staff (Figs. 2—15 and
2-16). Children spend part of each day with the
specialized therapists alone or in groups, and have
the opportunity for individualized attention and
to form an attachment to someone who will be
consistent despite changes in group assignment.
Many of the interventions that improve child wel-
fare are low cost, and can be implemented even
under difficult circumstances (Fig. 2—
17). This was demonstrated in Eritrea, where
restructuring of the Solumuna Orphanage re-
sulted in remarkable reductions in neuropsy-
chiatric symptoms among the children (Fig.

2-18).5*>¢ The orphanage was restructured to
mix the ages of the children, the staff lived with
the children, children had personal possessions,
spaces, and time, and orphanage policies were
designed to promote the children’s autonomy.”
In contrast, another orphanage in the region had
the same staff to child ratio, was segregated by
age, policies were designed to promote securi-
ty and predictability, and the staff functioned in
a supervisory role. These children had more
frequentbehavioral symptoms, especially mood
disorders.

In Ethiopia, orphanage children per-
formed as well as family children on the Ravens
Progressive Matrices and the Conservation
Test, especially those who entered the orphan-
age early.”’ Superior social interactions with
peers have been seen among orphans from
Ethiopia and Romania.’’”® Indeed, in many
countries, orphanages may appear attractive to
desperately poor families. Availability of food,
clothing, shelter, education, and health care
may persuade some impoverished families to
place their children in institutional care. For ex-
ample, children in Malawian orphanages for

Figure 2-15 Swimming pools offer children in an orphanage in St. Petersburg,
Russia the opportunity for some fun and physical activity.
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Figure 2—-16 Some orphanages for older children
offer musical education. (With permission.)

more than 1 year were less likely to be mal-
nourished than village children.” In India, of
3822 children from 70 institutions, nearly all
had signs of calorie, vitamin, and mineral defi-
ciencies and of growth delays when compared
to age-matched rural and urban poor, but the in-
stitutionalized children had better growth and
better self-help, motor, socialization, and im-
agery skills. In an enriched setting in a Tehran
orphanage, children “surpassed even American
home-reared children from predominantly pro-
fessional families” in achievement on develop-
mental scales.”

Thus, under the best of circumstances,
long-term permanent orphanage care may pro-
vide nurturing, stable, and consistent care® and
be a realistic alternative for children in some cir-
cumstances where adoption and foster care are
not options.”

Figure 2-17 Low-cost interventions can make a
big difference in the baby’s day. In this Romanian or-

phanage, arolled blanket props the child in a seated pos-
ture, allowing her to view the activity in the room from
a better vantage point. Age-appropriate toys are in
reach. Her name is attached to the crib, encouraging
caregivers to use it when interacting with her. A photo
of her favorite caregiver is attached to the crib, perhaps
as a reminder when she is not present.

Heterogeneity of the
Orphanage Experience

Institutional life is extremely heterogeneous; thus,
post-institutionalized internationally adopted
children have come from widely variable back-
grounds. Some factors that affect the quality of
care in the institution are obvious, such as the
staff/ child ratio, staff training and awareness of
basic child development needs, and the finan-
cial and other resources available. The philos-
ophy of the institution is also vitally important.
The most critical factor, however, is the
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A | 2-year-old boy wearing a sport hat ran into the room.
“My little brother was just brought here. | want to see him.
My brother’s name is Pasha.”

“You are right. He is here., but now you cannot see him.
We have a quarantine.You may come later. Do you live far
from here?”

“No, | don’t, my orphanage is not far.”

The doctor’s heart sank. “What poor fellows they are!”

“Pasha’s group is on the first floor. Come up to the
window and | will show him to you.”

It was winter, it got dark early outside, and to say the
truth, the Polar Nights had already come to town. Bright light
was coming through a large window.Within the light there
was the familiar figure of the boy in a sport hat. Having
seen his year-and-a-half-old brother behind the window, the
boy began waving his hands and calling his brother.

“Pashka! It’s me! Can you remember me?”

Pasha was staring but understood nothing.

Then the boy took off his hat and with tears in his eyes
cried, “Pashka, what’s up, you cannot recognize me? It’s me!
Why is it so? Pashka!”

The quarantine period ended and the elder brother
began to visit Pasha every weekend. Each time he brought
something tasty, an apple or a banana. He was likely to save
that small treat in his orphanage for his brother.

“I ' will grow up and take Pashka home! If only he could
remember me!”>3

individual experience of the child. This overrides
all other considerations. This experience is af-
fected by the duration of institutionalization, the
child’s life experience prior to institutionaliza-
tion (including genetic factors, prenatal exposures,
family history, birth history), and the child’s ex-
perience in the orphanage. The child in the crib
that all adults must pass during the daily routine
will likely have a different experience from that
of the child whose crib is in the back corner of
the room and whose needs are attended to last
of the group. The social, engaging child likely
will have these qualities reinforced, although a
quieter, more timid child may be more readily
ignored. The child whobecomes a “favorite” may
receive special privileges, foods, outings, and at-
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Figure 2—-18 Reduction in behavioral and emo-
tional problems in children residing in Solumuna Or-
phanage, Eritrea, after restructuring of the orphanage.
Interventions included assignment of children of differ-
ent ages to mixed-age groups with stable caretakers and
specialized staff training. When reassessed 2 years later,
children’s behavioral symptoms decreased significantly
in all areas. Soc-A, social interactions with adults; Soc-
P, social interactions with peers; Mood, mood disorders.
(Reprinted from Wolff PH, Dawit Y, Zere B. The
Solomuna Orphanage. a historical survey. Soc Sci Med
71995; 40: 1136, with permission from Elsevier.)

tention, compared to the child who is perceived
as “difficult” or a “trouble maker.” Thus, the ef-
fects of institutionalization—even in children of
the same age, in the same room, in the same or-
phanage—are profoundly different.

Outcome of Children Raised
in Orphanages

Very few data exist on the long-term outcome
of children raised in orphanages. Although
some investigators believe that institutionaliza-
tion in early childhood increases the likelihood
of psychiatric impairments and joblessness as
adults, 7
the institutionalization always to blame.
Deficits in language development, intellect,
personality, and social skills among orphanage

this is not universally accepted, nor is

alumni are not necessarily caused by orphanage
care.®’ Furthermore, although adverse child-
hood experiences result in increased frequency
of acute and chronic psychosocial disorders in
adult life, only a minority of exposed children
are affected, and it is clear that variation in the
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severity, pervasiveness, individual differences
in susceptibility, and interactions with later life
stressors are all important.” Not surprisingly,
institutional experience may affect later parent-
ing style.®®

One fascinating study® describes a survey
of 1589 graduates of 9 orphanages (South and
Midwest) who entered orphanage life between
1901 and 1961 (mean 1936) at ages 0—16 (mean
8 years). At the time of the survey, subjects were
45-101 years old. Fifty percent had spent
greater than or equal to 9 years in orphanage.
The survey compared these orphanage alumni
to controls and found that in many aspects of
life, the orphanage alumni had done well. For
example, 88% had graduated from high school
(compared with 75% of controls), 25% had re-
ceived college degrees (compared with 16%),
and 17% had received doctorates. More than
twice the number of orphanage alumni had re-
ceived master’s degrees. Compared to the con-
trol group, the orphanage alumni had 10%—61%
higher income, and 61% considered themselves
to be happy (vs. 29%), 13% had sought psychi-
atric care (vs. 24%), only 1% were unemployed
(vs. 4%), and only 2% had ever received any
form of government assistance (vs. 21%). The
only scale on which the orphanage alumni ex-
ceeded the control group was the frequency of
divorce (44% vs. 32%). In further questions,
86% of alumni “never” or “rarely” wished for
adoption, 72% preferred the orphanage to their
own families, 89% preferred the orphanage to
foster care (especially those who had experi-
enced foster care), and 84% gave a “favorable”
or “very favorable” rating to their orphanage
experience. This surprisingly positive view of
orphanage life may reflect the extreme difficul-
ties these individuals faced prior to placement
in the institution.

Such views are not universal, however.
Among 32 adults raised in Quebec orphanages
(n = 32), compared with income-, age-, and
gender-matched controls, the orphanage grad-
uates had less education (4 years vs. 8.4 years),
fewer marriages (7% vs. 39%), lower scores on

Table 2-10 Risk pathways for
internationally adopted children

Before Adoption

Genetics

Prenatal Exposures

Lack of prenatal care
Complications of labor and delivery
Abandonment

Institutionalization

Physical neglect

Malnutrition

Micronutrient deficiencies

Lack of stimulation and nurturing physical contact
Exposure to infections

Emotional neglect

After Adoption

Adjustment to new family, culture, country, language
Demands of new environment

Grief for loss of old environment and caregivers
Specific stressors of new environment

Parent and family stress

Educational demands

Adoption and identity issues

“well-being” scales, higher scores on “distress”
scales, and more “stress-related” illnesses.®
The outcome of children adopted from institu-
tional care in other countries is at present un-
known but is an area of active investigation.
Although many children do well, some inter-
national adoptees have long-term cognitive,
learning, or psychosocial problems, !+#34:46:61,66-68
Risk factors influencing outcome are summa-
rized in Table 2-10.

The Rights of
Institutionalized Children

The rights of institutionalized children are rec-
ognized by the UN Convention on the Rights
of the Child. This international document in-
cludes the following provisions: all children
have the right to education, the right to home,
the right to family, the right to the highest stan-
dard of health and medical care available, and
the right of protection from abuse and neglect.
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Children without families are guaranteed “ap-
propriate alternative family care or institutional
placement,” and disabled children are guaran-
teed the right to special care, education, and
training “to help achieve the greatest degree of
self-reliance and social integration possible.”
Finally, all institutionalized children are guar-
anteed the right to periodic review of place-
ment. As of this writing it is embarrassing to
report that this Convention has been ratified by
all countries of the world except the United
States and Somalia (2004). Nonetheless, this im-
portant document reflects a recognition by the
international community of the inherent rights
of children, and those specifically left without
parental care. It is hoped that these rights will
be recognized and protected for the hundreds of
thousands of abandoned children throughout
the world.
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SPECIAL REGIONAL
CONSIDERATIONS

rospective parents often ask, “Which is
the best country to choose for interna-
tional adoption?” Overall, the individ-
ual experiences of the child (including genetics,
prenatal exposures, nutrition, health, and envi-
ronment) are more important determinants of
the child’s well-being than the colors of the flag
flying over the orphanage. However, country-
specific factors also influence the health of in-
ternationally adopted children. Financial re-
sources, basic health indicators, and societal
attitudes toward abandoned children' vary
greatly among international adoption sending
countries (see Chapter 2). The reasons why
children are abandoned also differ between
countries. Together, these factors shape the
health, nutritional status, and development of
children placed for international adoption.
Politics and economics determine which
of the countless abandoned children in the
world are adopted by foreigners (see Chapter
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1). Adam Pertman writes, “Countries don’t like
to give up their children any more than parents
do.”? International adoption takes place only
under particular social, economic, and political
circumstances.”* Many countries with large
numbers of abandoned children prohibit inter-
national adoption, usually because of religious
or political constraints. Countries that observe
Shari’a (Islamic) law (e.g., Saudi Arabia and
Afghanistan) do not permit adoption in a legal
form that is recognized by the United States.
Some countries alternately promote or ban for-
eign adoption. Some countries (e.g., Paraguay)
have halted the practice until national adoption
centers are established as mandated by the
Hague Convention on Intercountry Adoption.
Moratoria on international adoptions have been
placed by Guatemala, Vietnam, Romania,
Russia, and Cambodia in recent years; by 2004,
only Russia and Guatemala have reopened for
adoption (see below).
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Personal and national economics also play
a substantial role in international adoption.
Sending countries and birth parents tend to be
poor, while receiving countries and adoptive
parents usually are well-off. The ethical con-
cerns of this disparity are highlighted by Cheri
Register’s comments: “Wealth does not entitle
us to the children of the poor. . . . International
adoption is an undeserved benefit that has fallen
to North Americans, West Europeans and Aus-
tralians, largely because of the inequitable so-
cioeconomic circumstances in which we live.
In the long run, we ought to be changing those
circumstances.””

Basic health, nutrition, education, and eco-
nomic indicators vary enormously among in-
ternational adoption sending countries (Tables
3-1 and 3-2).%” These data provide a snapshot
of the differences between some of the sending
countries. The remainder of this chapter de-
scribes the “top five” sending countries for 2002
in detail (China, Russia, Guatemala, South
Korea, and Ukraine), along with Romania,
which played an important role in the history of
international adoption in the United States.
These countries and others are discussed in sev-
eral other chapters (Chapters 4-7). For each
country, the history of international adoption,
logistics of adoption, general health of the pop-
ulation (focusing on tobacco, alcohol, and drug
use), and special considerations for the children
are reviewed. The story of international adop-
tion in each country is intertwined with local
politics, culture, and history.

Korea (Republic of Korea,
South Korea)

History of International Adoption

South Korea holds an important place in the
history of international adoption in the United
States (see Chapter 1). An Oregonian couple,
Harry and Bertha Holt, decided to adopt some
of the biracial children left behind by American

servicemen after the Korean War. Told that
there was no legal mechanism to accomplish
this, they rallied enormous support and were
able to persuade Congress just 2 months later to
pass the 1955 Bill for Relief of Certain War Or-
phans. Eventually they adopted eight Am-
erasian children and founded the Holt agency,
which continues to work actively in the region
(and elsewhere). The Holt Agency Web site®
states, “The Holts” adoption was revolution-
ary. Intercountry adoption had been done pre-
viously, but it was virtually unheard of at that
time. The social work establishment of that time
discouraged it. The common practice was to
carefully match children by color and back-
ground which helped conceal the adoption.”
Korean adoptions thus paved the way for tens
of thousands of international adoptions. The
large influx of “obviously adopted” Korean
children in the 1970—80s led to many changes in
adoption practice, including more openness,
recognition of the importance of maintaining
cultural ties to the country of origin, and the ac-
ceptability of transracial adoption.’

South Korea was the major sending coun-
try of children to the United States until 1995
(except for 1991, when it was briefly displaced
by Romania). Over 141,000 children have been
adopted from South Korea by American fami-
lies since 1955.” The number of children arriv-
ing each year from South Korea has been fairly
consistent for about the past 10 years (see Table
3-3). Domestic adoption is limited in Korea be-

cause of the cultural importance of family
“bloodlines.”!?

Logistics

Since the 1970s, intercountry adoption has been
exceedingly well managed by the South Korean
government. Four government-run and li-
censed Korean child welfare agencies (Eastern
Social Welfare Society, Social Welfare Society,
Holt Children Services, and Korea Social Ser-
vices) handle all international adoptions. Amer-
ican adoption agencies are required to work
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Table 3-1 Comparative indicators from top 15 sending countries

Life Infants (%) of  Population Primary Total  Adult HIV
Expec- Total with U5 with with School Skilled — Delivery — Health Prevalence
Total GNIper  tancy Adult  Low  Moderate  Access  Entrants Attendant in Expend- Rate Below
Us Population  Capita at Literacy  Birth to Severe  to Safe  Reaching Population Antenatal at Health iture 15-49  Poverty Unemploy-

Mortality 2007 2007 Birth® Rate®  Weight  Under- Wate  Grade & Urbanized®  Care®  Delivery’  Facilities* per years, Line? ment?
Country Rank®* (71000s)  (U.S.$)  (years) (%) (%) weight’ (%) (%) (%) (%) (%) (%) Capita®  2007* (%) (%) (%)
Belarus 125 10,147 1190 69 99 5 NA 100 96 70 100 NA NA 430 0.27 22 2.1¢
Bulgaria 138 7867 1560 71 99 9 NA 100 91 68 NA NA NA 198 <0.1 35 17.5
Cambodia 30 13,441 270 56 68 9 21 30 45 18 38 32 7 111 2.7 36 2.8
China 85 1,284,972 890 71 35 6 10 75 97 37 NA 39 51 205 0.11 10 10

(urban)f

Colombia 118 42,803 1910 71 92 7 7 91 69 76 91 86 77 616 0.40 55 17
Guatemala 72 11,687 1670 65 69 12 24 92 51 40 60 41 23 192 1.0 60 7.5
Haiti 38 8270 480 53 49 28 17 46 41 36 79 24 20 54 6.1 80 66
India 54 1,025,096 460 64 56 26 47 84 60 28 60 443 26 71 0.79 25 4.4
Kazakhstan 61 16,095 1360 65 98 6 4 61 92 56 91 99 95 211 0.07 26 10
Philippines 88 77,131 1040 70 95 18 28 86 69 59 86 56 28 167 <0.1 40 10
Romania 121 22,388 1710 70 98 9 6 58 96 55 NA 98 NA 190 <0.1 45 9.1
Russia 121 144,664 1750 66 99 7 3 99 NA 73 NA NA NA 405 0.9 40 8.7¢
S. Korea 178 47,069 9400 75 98 NA NA 92 99 82 96° 100 99 909 <0.1 4 3.9
Ukraine 125 49,112 720 68 99 6 3 98 98 68 NA 99 NA 152 NA 29 3.6
Vietnam 88 79,175 410 69 93 9 33 77 83 25 68 68 70 129 0.3 37 25

GNI, gross national income; NA, not available; U5, under 5

“Rank of country out of all countries in the world. Lower numbers indicate higher mortality. Rate reflects the probability of dying between birth and age 5 years.

"Data from UNICEF.®

*Data from the World Health Organization.”

Data from Central Intelligence Agency.”

Large number of unregistered unemployed or underemployed not included.

f="Substantial” in rural areas.
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Table 3-2 An idiosyncratic, nonscientific view of international adoption from various countries

Country Pre-adoptive Care Post-adoption Snapshot Comments
Kazakhstan Orphanages—Iloving and attentive Government requires ~2-week visitation Some kids may have been exposed to Kazakh
prior to adoption; this eases adjustment. and Russian languages; this may result in
more language delays initially.
Vietnam Orphanages—variable Infants may be tiny; older kids are Parasites are common; growth recovers
often small. quickly.
Cambodia Orphanages—variable; some have 1:2 live-in Infants may be tiny. Infants who lived with their caregivers hate
caregiver ratio to sleep alone or be put down!
Philippines Orphanages—variable; some extremely good Older kids are well prepared for adoption. Extensive medical records are often available
and usually are very accurate.
India Orphanages—variable; some very attentive Infants may be tiny; older kids are Parasites are common. Medical records
often small. overall are quite accurate within limits of
available testing.
Ethiopia Orphanages—variable; some very attentive Most in good health and nutritional state Variable experiences prior to
institutionalization
Colombia Orphanages—variable; some extremely good Most in good health and nutritional Variable experiences prior to

Bulgaria, Lithuania, Belarus

Orphanages—variable

state; some may be small

Wide variation

institutionalization

Medical records are usually quite scanty.

See text for details about more frequent sending countries.
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Table 3-3 South Korean children
adopted by American families,

1989-2003

Year n
1989 3544
1990 2620
1991 1818
1992 1840
1993 1775
1994 1795
1995 1666
1996 1516
1997 1654
1998 1829
1999 2008
2000 1794
2001 1870
2002 1779
2003 1790
Total 29,298

directly with these societies (see also adoptko-

rea.com'’). Many professionals consider
Korean adoptions a model for ethical practice.

Up-to-date information about the legal
procedures for international adoption from
Korea (and other countries) is available at the
Web site for the U.S. State Department, Office
of Children’s Issues.'? Children are usually es-
corted to the United States, although adoptive
parents are permitted to travel to collect their
children. Increasingly, parents are selecting this

option.

General Health Issues in the
Population

The prevalence of smoking (especially among
women) and alcohol and drug use has recently
increased. South Korea is considered one of the
heaviest-smoking nations in Asia,” especially
among men. Drinking is also common: about
65% of the population drinks. This proportion
is much higher among students, >96% of whom
drink regularly (males more than females). Beer
and soju (25% alcohol) are the most popular al-
coholic beverages." Drug users prefer amphet-
amines, marijuana, opiates, inhalants, benzodi-

azepine, LSD, and cocaine.”” In 1995, there were
an estimated 2500 amphetamine injection drug
users in the country.

Some infectious diseases that occur in-
clude dengue, filariasis, Japanese encephalitis,
leishmaniasis, plague, and malaria. Three cases
of severe acute respiratory syndrome (SARS)
were confirmed as of September 2003.

Special Considerations for Children
Adopted from South Korea

Before the adoption. Some birth mothers re-
ceive prenatal care through homes for unwed
mothers if an adoption plan is made prior to de-
livery. Most Korean children live in loving, at-
tentive foster care prior to adoptive placement.
Children are carefully followed by well-trained
physicians. If needed, specialty care is available
(see Chapter 4).

After the adoption. Korean children are among
the healthiest and most developmentally normal
adoptees at arrival. Most arrive as infants ~5-9
months of age. The children are generally
happy and well nourished (in some cases, over-
weight). Gross motor delays are common, pos-
sibly because the children are frequently carried
by their foster mothers and floor time is re-
stricted. Some children have markedly flattened
occiputs (see Chapter 12). In the 1970s—80s,
about 3%—5% of Korean adoptees had positive
markers for hepatitis B surface antigen's? (see
Chapter 15). Through widespread implemen-
tation of vaccine programs and other public
health measures, this number has been consid-
erably reduced. Many early studies of interna-
tionally adopted children included large num-

17,21-33 Conclusions

bers of children from Korea.
about the health and well-being of international
adoptees based on this cohort may not be ap-
plicable to children from more difficult back-
grounds in other countries adopted in recent
years.

Several specific studies of Korean adopted

children are worthy of comment. Fundamental
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studies linking early malnutrition and cogni-
tive achievement used Korean adoptees as re-
search subjects™ # (see Chapter 10). More re-
cently, Korean adoptees were singled out for
their excellent behavioral and cognitive out-
comes. In one study, parents found no differ-
ence in adjustment and behavior between their
birth children and their children adopted from
Korea.® A 2000 study in The Netherlands of
159 7-year olds adopted as infants noted that
31% of the Korean adoptees in the group had in-
telligence scores >120.7

Questions have been raised regarding the
validity of vaccines administered in many coun-
tries, however most experts agree that vaccine
records of Korean children prior to adoption
should be accepted.”® Although lab work re-
sults from Korea are also likely to be reliable, it
is sensible to obtain comprehensive testing of
newly arrived Korean children, as for those
from other countries.

The use of Korean growth charts is dis-
cussed in Chapter 4.

China

History of International Adoption

Very few children were adopted from China by
Americans before 1994 (see Table 3—4). In 1995,
suddenly the number entering the United States
increased from ~200/year to 787. The follow-
ing year, 2130 children arrived from China, the
most from a single country. Since then, China
has maintained its top position as a sending
country (except for 199899, when Russia
slightly surpassed it). China and Russia have
each sent ~33,000 children to the United States
since 1989.

Virtually all children adopted from China
are girls. This peculiar lopsidedness reflects the
strong Chinese preference for male children
coupled with the government’s mandated “one-
child policy” (reviewed in Vonk et al.”’). These
social forces result in the selective abandon-

Table 3-4 Chinese children adopted by
American families, 1989-2003

Year n
1989 201
1990 28
1991 61
1992 206
1993 330
1994 787
1995 2130
1996 3333
1997 3597
1998 4206
1999 4101
2000 5053
2001 4681
2002 5053
2003 6859
Total 40,626

ment, abortion, infanticide, or failure to regis-
ter births of female infants, and a skewed gender
distribution of international adoptees and of
children residing in institutional care. Popula-
tion demographers estimate that over 1 million
Chinese girls are “missing” each year.” Some
regions report sex ratios as high as 145 males:
100 females™; overall there are about 116 boys
for every 100 girls.”

The sociology of abandonment is com-
plex and painful.!®* In one analysis, most of the
237 families who abandoned a child in the late
1980s—90s were married couples residing in
rural villages (88%). The decision to abandon
the child was usually made by the birth father
or both parents together (40%). Gender, birth
order, and gender composition of siblings de-
termined who was to be abandoned; ~90% of
the abandoned children were healthy girls. It
was rare for the only or first girl born to be
abandoned. Of the abandoned girls, 87% had no
brothers, 40% were second daughters, and 36%
were third daughters. Only 6% were first-
borns. The few abandoned boys were usually
disabled or ill or born to an unwed mother. Most
children were abandoned within the first 6
months of life. Thus, the typical abandoned
child was a healthy newborn girl with one or
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more older sisters and no brothers. Most aban-
donments took place at some distance from the
family home, in a crowded location such as a
market or bus station. Once the child was re-
moved from the local jurisdiction, the incentive
for local officials to investigate was reduced.
Many of the girls were placed on doorsteps of
families thought to be likely adoptive parents.

Only a small number of these abandoned
girls are adopted, most by Americans (about
600/ year go to other countries, usually Canada).
In China, prosecution for abandonment is usu-
ally perfunctory, requiring fines similar to those
for having an “over-quota” child. Occasion-
ally, the birth mother is sterilized. However,
abandonment is not regarded as criminal of-
fense endangering the child.

Realistic estimates of the number of aban-
doned children are unavailable; as a rough es-
timate, only about 20% of abandoned children
end up in government care. Some estimate that
about 15 million baby girls have been aban-
doned since 1980.%2 From 1986 to 1990 in Hunan
Province, over 16,000 abandoned children en-
tered government care; 92% were girls and 25%
were handicapped. In Hengyang City in Hunan
Province, the number of abandoned children
increased more than threefold within 3 years
(1988, 233 children, 1989, 352, and 1990, 854)
coincident with stricter enforcement of birth-
planning policies. Between 1988 and 1993, as
many as 16 children were abandoned each day
in Shaoyang District.*

As many as 1 million Chinese children
reside in orphanages.”® Coincident with politi-
cal enforcement of the “one child” policy, or-
phanage populations increased drastically in the
late 1980s and early 1990s. During those years,
mortality rates in orphanages exceeded 40%,
and in some settings were as high as 80%. Most
children died within the first few months after
arrival. After sending 201 children to the United
States in 1989, China virtually closed interna-
tional adoption for the next 2 years. In the mid—
1990s, an enormous controversy erupted after
broadcast of a television documentary called

“The Dying Rooms” and the publication of
Death by Default, a report by Human Rights
Watch. These reports purported to show that
the state-run orphanages practiced a “policy of
fatal neglect” and that “most orphaned or aban-
doned children in China died within one year of
their admittance to state-run orphanages.” The
Human Rights Watch report accused the
Shanghai Children’s Welfare Institute of prac-
ticing “a deliberate policy of child murder in
numerous cases,” citing a mortality rate from
the late 1980s to early 1990s that “was probably
running as high as 90%.”** After these accusa-
tions, an international furor arose. The charges
were vigorously denied by the Chinese gov-
ernment.

Over the next few years, international
adoptions increased and changes were made the
care provided to abandoned children.”® With
revenue obtained from international adoptions,
some of the larger orphanages improved their
facilities and medical care. However, poorer
welfare centers outside of major cities have not
yet benefitted much from this.!’ Foster care pro-
grams have been initiated in some regions. Chi-
nese adoptions are now overseen by the China
Center for Adoption Affairs, a central author-
ity, somewhat similar to the process in South
Korea.** China now releases more detailed pre-
adoptive medical information, permits healthy
children to be adopted by foreigners, and has al-
lowed considerably more transparency to enter
the process.

Moreover, in 1999, Chinese couples were
legally given the right to adopt abandoned chil-
dren, something that had been banned or re-
stricted. China does not have cultural traditions
that preclude domestic adoption. Nonetheless,
domestic adoption is uncommon: only about
8,000—10,000 per year are registered. Restric-
tions on adoption for Chinese citizens were re-
cently liberalized, lowering the age from 35 to
30, but still require prospective adoptive parents
to be childless (although this requirement may
change soon).!® Adoptive parents with children
are punished and fined as if they themselves
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had violated birth planning by having an over-
quota child. In a recent survey, only 11/392 of
Chinese adoptive families received their child
from a government welfare center. Most do-
mestic adoptions are arranged informally.

Logistics

Adopting parents must travel to China and
complete a legal adoption there. Many adoption
agencies send families in large groups of 8-20.
Such groups may be accompanied by a physi-
cian or nurse hired by the adoption agency.
Some of the hotels that cater to Western tourists
have (limited) medical facilities to evaluate and
treat children during the adoption process.

General Health Issues
in the Population

Tobacco, alcohol, and illicit drug use has ex-
panded in China as in other Asian nations. Al-
though men are the chief users, women are in-
volved with these substances in increasing
numbers. China is home to one-fifth of the
world’s population and one-third of the world’s
smokers.”” Only about 4% of women smoke
(compared with ~ 63% of men), but smoking is
becoming more widespread among young
people of both sexes. Alcohol use has increased
substantially; in some studies nearly half of fe-
males use alcohol regularly (see Chapter 5), al-
though, in general, alcohol use by women lags
behind that of men.

Drug use is harder to quantify, and data
about women are lacking. In 1995, there were
~100,000 drug users in Yunnan Province alone;
in a single county (Kunming) there were an es-
timated 20,000 to 30,000 drug users, mostly in-
jection drug users. Injection drug use varies
in different regions (58% of drug users in
Guangxi, 20%—30% in Guangdong and Sichuan,
5% in Guizhou in 1993; by 1996 rates increased
to 75% in Xinjiang, 90% in Guangxi). The pre-
ferred drug is heroin; other favored choices in-

clude diazepam, opium, and cannabis. About
90% of drug users are below 30 years of age, and
over 80% are male. In 1997, the estimated
number of HIV infections was 200,000.%

Dengue, filariasis, Japanese encephalitis,
leishmaniasis, plague, and malaria occur in
China, as well as the recently identified SARS
(over 5300 cases as of November 2003). In May
2003, foreign adoptions in China were tem-
porarily halted in an attempt to reduce the
transmission of SARS.*

Special Considerations for Children
Adopted from China

Before the adoption. Children reside in state-
run orphanages prior to adoption. A small
number of children are placed in foster care.
Some children receive “modified institutional
care,” sometimes returning home at night with
a caregiver but spending the day in the group set-
ting. Some children are removed from foster care
a month or two prior to adoption and returned
to the orphanage “to prepare them for adop-
tion.” Sometimes parents do not know the living
circumstances of their child prior to adoption. It
remains unusual for adoptive parents to meet or
be given contact information for foster parents,
although in some regions this is changing.

Specific information about the arrival of
the child into state care is sometimes given at the
time of the adoption. Details about the location
where the child was found may be provided
(the market, the police station, etc.; see Chap-
ter 4). Parents may be given notes found with
the child, for example:

This healthy baby girl was born on—-— 1992 at 5:30
am and isnow 100 days old. . . . Sheis in good health
and has never suffered any illness. Due to the cur-
rent political pressures that are too difficult to ex-
plain, we, who were her parents for these first days,
cannot continue taking care of her. We can only
hope that in this world there is a kind-hearted person
who will care for her. Thank you—In regret and
shame, your father and mother.*®
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This female baby was born on March 15, 2002, in the
morning at 9:30. Human beings in the world have
as good hearts as biologic parents. We would like to
express thanks to good-hearted people who will
bring her up and keep her healthy, and we are quite
sure that she will become a very good, active, lovely
little girl when she grows up. We would like to ex-
press our heartfelt thanks again to whoever would

bring her up.*

After the adoption. Are Chinese adoptees
healthier and more developmentally intact than
children from other countries? The young age
of most children at the time of placement,
better prenatal care, fewer adverse prenatal ex-
posures, and superior institutional care have
been cited as possible protective factors. No
published studies have yet specifically com-
pared the health of children adopted from
China to that of adoptees from other countries.
Most experts agree that the risks of fetal alco-
hol syndrome and fetal alcohol effect are con-
siderably less than in children from Russia and
other Eastern European countries. However, a
survey of 452 children adopted from China re-
ported prevalence of infectious diseases and
growth and developmental delays similar to
that of children from other countries.” He-
patitis B surface antigen was found in 6%, in-
testinal parasites in 9%, and latent tuberculosis
infection in 3.5% of Chinese adoptees. Delayed
growth was found in 39% of children for
height, 18% for weight, and 24% for head cir-
cumference. Seventy-five percent of children
had significant developmental delays in one or
more domains; 44% had global delays. This
report only evaluated children at entry into the
United States; the prevalence of learning dis-
abilities, language delays, persistent develop-
mental delays, and behavioral and emotional
problems was not assessed. Notably, 14% of
the children had elevated lead levels,**** a much
higher prevalence than that for children from
other countries. The long-term effects of lead
intoxication may not be fully apparent until af-
fected children reach school age.

Russia

History of International Adoption

The exponential rise in international adoptions
from Russia (Table 3-5) parallels that for China
over the past 12 years. Russia opened for inter-
national adoption as the Soviet Union disinte-
grated. The sudden availability of white
children and the closure of Romania for inter-
national adoption rapidly accelerated interest in
Russian adoptions. American parents were also
enthusiastic about the provision of video tapes
of the prospective child as part of the referral
packet, first offered by a few agencies working
in Russia in the early 1990s. Viewing video
tapes of the prospective child made it easier for
parents to connect with the child and also (often
with professional assistance) to identify poten-
tial problems.

Italy, Canada, Israel, and New Zealand
also receive children from Russia. Italy is second
after the United States, receiving 197 Russian
children in 1996 and 834 in 1999.%

The Ministry of Education is the central
authority in Russia for international adoption,
although officials and judges in each region
have considerable autonomy to determine the
actual legal process for adoption. As of 2000,

Table 3-5 Russian children adopted by
American families, 1989-2003

Year n
1989 0
1990 0
1991 12
1992 324
1993 746
1994 1530
1995 1896
1996 2454
1997 3816
1998 4491
1999 4348
2000 4269
2001 4279
2002 4939
2003 5209
Total 38,313




54 Before the Adoption

the government required accreditation of all
foreign adoption agencies in Russia. Accredi-
tation was offered only to those agencies with
5 or more years of experience in Russia. Ac-
creditation obligates agencies to hire separate,
salaried employees, to submit regular reports
on their activities and income, and to pay taxes
in full. About 50 American agencies are cur-
rently accredited. Agencies rely on local facil-
itators; previously some facilitators had simul-
taneous relationships with multiple adoption
agencies and attorneys.* Some unscrupulous
facilitators then offered children to multiple
agencies, placing the child with the agency able
to pay the highest fee. Shortly after taking
office in 2000, Vladimir Putin signed a series of
laws related to adoption practices. The laws
were intended to halt corruption, child-selling,
and other illegal activities related to interna-
tional adoption.”

About 600,000—650,000 children reside in
institutional care in Russia, with the number
growing by ~100,000 each year.*>* More than
90% are “social orphans”—children living in
orphanages despite having parents.*’ Foster care
is virtually nonexistent. Children are usually
abandoned at birth, and enter residential care
after a period (usually weeks to months) in the
children’s hospital or maternity home. Or-
phanages for young children, known as “baby
homes,” are usually under the jurisdiction of the
regional health department. Older children
reside in orphanages supervised by the regional
education department. Children leave the
“baby home” at about age 3; they are then as-
signed to a particular orphanage on the basis of
results of a medical and developmental assess-
ment. Some children enter state care after ter-
mination of parental rights (see Chapter 4). The
type and quality of care vary enormously
among different settings. Two exposés of con-

4748 attracted

ditions in Russian orphanages
considerable media attention to the plight of in-
stitutionalized children in Russia. Some or-
phanages have far less than 50 U.S. cents per day

to feed each child.* Other orphanages have

plentiful food, multidisciplinary highly trained
staff, and low caregiver-to-child ratios.

Logistics

In most regions, the process of international
adoption now requires adoptive parents to make
two trips before the adoption may be finalized.
The purpose is first to identify the child and ini-
tiate legal proceedings and second to complete
the adoption. A databank listing of available
children (currently numbering 80,000) is main-
tained by government authorities. In theory,
three Russian families must refuse the child
before he or she is offered to foreigners. In prac-
tical terms, the child must remain on the data-
bank for at least 6 months before a foreign adop-
tion will be permitted. Both parents need not
return for the second trip. Adoption proceed-
ings must be completed before the immigrant
visa is issued for travel to the United States.

General Health Issues in the
Population

Russia has one of the highest smoking rates in
the world*; smoking increased by 30% between
1995 and 1997. According to the Ministry of
Health and Medical Industry in the mid-1990s,
67% of adult men and 25%—30% of adult women
smoke. Smoking among adolescents has in-
creased dramatically, especially among girls. A
study in the early 1990s of over 36,000 students
(age 15-17 years) revealed that smoking rates
vary substantially, from around 25% in areas
such as Kirov and Tver to around 46% in others
areas, such as Moscow and Irkutsk. About 60%
of 15-year-old boys and 44% of 15-year-old
girls have tried smoking. Smoking prevalence in
Moscow among 11 to 16 year-olds was esti-
mated at ~42% (38% for girls). A high propor-
tion of the cigarettes consumed (30%—40% of
sales) are the traditional “papirosi,” an unfil-
tered cigarette, consisting mainly of Oriental
tobacco. Estimates of annual adult (age 15+)
per capita consumption of cigarettes vary be-
tween 1156 and 2040 cigarettes.”
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Alcohol use in Russia is staggering: the
annual consumption is higher than anywhere
else in the world. More than 30,000 Russians die
each year of alcohol poisoning.”’ Annual con-
sumption of alcohol is more than 10 liters per
capita of pure alcohol—mostly in the form of
vodka. This is a major factor in the decreased
life expectancy for both men and women.” In
1993 the number of alcoholics in Russia rose by
~41%; alcoholism in women increased by 48%.
In one survey, 80%—94% of girls between ages
15 and 17 drank “sometimes” and 17% drank
“often.”” More than 54,000 adolescents and
5500 children were referred to alcohol abuse
treatment centers in 1998.% (see Erofeyev® for
a readable description of the historical role of
vodka in Russian society).

Mlicit drug use has reached epidemic pro-
portions in Russia. Cannabis, opium, and
methamphetamine are the most popular drugs.
Heroin is also increasingly popular. Six percent
of 15 to 16 year-olds interviewed in Moscow in
1999 admitted to using heroin at least once.
(Lifetime prevalence rate was <2% in all 21
other countries included in the same survey). A
cross-road for the international drug trade, the
Russian domestic market absorbs a growing and
overwhelming portion of the illegal drugs that
are produced, smuggled, and sold in the coun-
try.> Since 1990, the number of registered drug
users has increased by almost 400%; in 1999,
359,067 drug users were registered in state
drug-treatment centers. According to most ex-
perts, the true number of drug users is eight to
ten times that figure. The Russian Ministry of
the Interior, in a United Nations Office for
Drug Control and Crime Prevention project,
estimates that 2.5-3 million people regularly or
occasionally use illegal drugs in Russia, repre-
senting >2% of the entire population.” The
number of adolescent drug abusers increased
10-fold between 1988 and 1999; the incidence of
substance abuse is 8.8 times greater among ado-
lescents than the general population.”

The general health of the population has
deteriorated in recent years. In a comprehensive

series published in Newsday by prize-winning
journalist Laurie Garrett, the Russian health-
care system was described as being “in a deadly
state of shambles.”*® Diagnostic laboratories
without electricity, running water, basic
reagents, or apparatus; hospitals without sup-
plies or equipment; and a moribund public
health system are vividly described. Overall,
Russia has the lowest life expectancy rates in
Europe. The health of women is particularly
poor.”” Although 99% of births are attended,
maternal mortality is more than six fold that of
United States. Prenatal care is publicly funded,
but refugees and immigrants are excluded. Six-
teen percent of young women are susceptible to
rubella, 30% of women are anemic during preg-
nancy (beyond physiologic anemia). Russian
women have the highest abortion rate of any
country in the world. The average Russian
woman has between 3 to 8 abortions in her life-
time, 75% beyond 16 weeks gestation. Thirty-
three percent of women smoke, and the preva-
lence of HIV/AIDS among young women is
0.3%. Domestic violence rates exceed those in
the United States by four- to five-fold. Statisti-
cal estimates in Russia and other countries of the
former Soviet Union do not always correspond
to World Health Organization standards; un-
derestimates of such indicators as infant mor-
tality rate may result.”®

Specific infectious risks in Russia include
malaria (in very localized regions), tick-borne
encephalitis, and diphtheria.

Special Considerations for Children
Adopted from Russia

Before the adoption. Children reside in state-
run orphanages. Foster care is virtually un-
known. “Baby homes” provide care for chil-
dren under 3 years of age. Children are then
transferred to orphanages where they reside
until age ~ 7 years. These homes are under the
management of the Ministry of Health in each
region (oblast). After age 7, children become
the responsibility of the Ministry of Education,
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which supervises orphanage care until age ~17
years. At each transfer point, children are eval-
uated by a team of specialists to determine the
appropriate placement (e.g., special needs fa-
cility, educational program, etc.).

Summer programs. A small number of
“older” Russian children (5-12 years of age)
follow an unusual pathway to adoption. These
children participate in summer programs oper-
ated by adoption agencies and other humanitar-
ian aid agencies. In Italy alone, over 60,000 chil-
dren visited in the summer of 1997.” Although
these programs are intended to provide only a
summer holiday, sometimes the goal of the visit
is adoptive placement. These children are con-
sidered good candidates for adoption by their
orphanage caregivers, even though they are also
viewed as “hard to match” because of their ages,
the fact that they are part of sibling groups, or
other factors. Generally a group of children
from the same orphanage or region travel to the
United States (or some other country) together.
Each child or sibling group is assigned to a host
family with whom they reside for several weeks.
Occasionally, group activities are planned, and
orphanage staff chaperones rotate among the
host families for short periods during the visits.
The children then return to their orphanages;
families who agree to adopt their summer visi-
tors proceed with the necessary legal procedures
over the subsequent months. Such programs
have the commendable goal of finding families
for children, and indeed, many successful
matches are made. Some adoption experts ex-
press concerns about these programs, particu-
larly for those children not adopted by their host
families. After experiencing family life in Amer-
ica, these children may have difficulties read-
justing to orphanage life. Children not selected
for adoption after participating in the summer
program may become severely depressed. Pro-
grams that offer screening, training, and super-
vision for prospective parents likely make more
successful placements.

After the adoption. Alcohol use is rampant in
Russia. Parents unable to care for their children

are more likely to use alcohol heavily than are
other segments of the population. About
10%—15% of Russian adoptees have fetal alco-
hol syndrome (depending on criteria used for
diagnosis).”’ This rate has not been formally
compared with that of other countries, but most
adoption medicine pediatricians find this con-
dition more commonly in Russian children than
among those adopted from Asia or Central or
South America. In the absence of reliable mark-
ers of exposure (either phenotypic or biochem-
ical), definitive determination is not possible.
Learning disabilities and/ or behavior problems
during school years may reflect prenatal alco-
hol exposure. The prevalence of other medical
problems is similar to that found in other coun-
tries. In a survey of children adopted from East-
ern Europe (64% from Russia)," 2% had
chronic hepatitis B, 5% had tuberculosis, and
51% had one or more intestinal pathogens.
Growth delays (z scores < —1) were found in
44% of children for weight, 68% for height, and
43% for head circumference. Developmental
delays in various domains were found in
53%—82% of the children.

Although most children have undergone
assessment by several specialists as well as with
ultrasound and laboratory testing, serious un-
recognized diagnoses are sometimes found after
arrival in the United States. In a review of 56
children adopted from Russia (and other coun-
tries of Eastern Europe),®' chronic hepatitis B,
optic nerve hypoplasia, orthopedic anomalies,
severe unilateral hearing loss, renal calculi, mild
spastic diplegia, and strabismus were identified
after adoption. Impaired school performance,
regulation of attention, and sensory integration
are emerging in some Russian children as they
progress through school.%

Romania

International Adoption History

During the 24 years of his regime, Romanian
dictator Nicolae Ceausescu attempted to in-
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crease the population of Romania with dra-
conian “pro-natalist” policies banning abor-
tion and contraception. Social programs in-
cluding nursing, social work, midwifery,
psychology, and special education were dis-
mantled. Maternal deaths soared as illegal
abortions were sought; thousands of unwanted
children entered state institutions. After Ceaus-
escu’s execution in 1989, the world learned with
horror of the more than 700 enormous state-
run institutions housing 100,000 to 300,000
children, often in appalling conditions.®* In
Ungureni, for example, a home for 200 chil-
dren, 40 children died every year from starva-
tion and cold.”” Many facilities provided bare
subsistence levels of food, clothing, and shel-
ter. Caregiver ratios were as high as 60:1. Con-
ditions in institutions for “unsalvageables”
were unspeakable.”’ (See Table 2-7) In less dire
environments, children had severe delays in
cognition, social function,” and motor skills.”
Even neurologically normal children com-
monly exhibited self-stimulatory behaviors
such as body rocking (35%—50%), wrist flap-
ping (6%—10%), face guarding (10%—15%),
and finger shadowing (18%—19%).”

Most adults today have vivid memories
of the heart-wrenching photos released in the
early 1990s of these confined children. Thou-
sands of Americans, Europeans, and Canadians
rushed to Romania to adopt children (See Table
3—6. Many children were placed with adoptive
families in a process that was wildly unregu-
lated and without government oversight (see
Pertman,” pp 151-154 for an unimaginable
story). Adoptions rose from <30 in 1989 to
>10,000 in 1990.% In Canada, 1013 visas were
issued to Romanian adopted children between
January 1990 and April 1991.% Gradually, gov-
ernment regulations were enforced, and some
semblance of order was imposed. Amidst con-
cerns about corruption, however, international
adoption from Romania has been off and on for
the last 5 years. Presently (2004), a moratorium
on international adoption remains in place,
while government officials attempt to introduce
and strengthen reforms. Concurrently, author-

Table 3-6 Romanian children adopted
by American families, 1989-2003

Year n

1989 138
1990 121
1991 2594
1992 121
1993 97
1994 199
1995 275
1996 555
1997 621
1998 406
1999 895
2000 1122
2001 782
2002 168
2003 200
Total 8,294

ity for the care of abandoned children has been
transferred from national to local authorities
and the child protection budget substantially
increased. Efforts have been made in some lo-
calities to close large institutions and replace
them with group homes or foster care.
Despite these reforms, more children
reside in Romanian institutions today than 10
years ago:’* 45,953 compared to 43,854. Includ-
ing children in special residential schools, the
total number of institutionalized children in Ro-
mania is nearly 100,000, even though 20,000
children have left the orphanages since 1989.

Logistics

International adoptions are currently banned
in Romania. Some children who were matched
to adoptive families prior to the ban are gradu-
ally being permitted to exit the country under
special circumstances. The U.S. State Depart-
ment’s Office of Consular Affairs and the Ro-
manian Embassy periodically post updates on
their Web sites.!?”
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General Health Issues
in the Population

Smoking is common: the annual adult (age 15+)
per capita consumption of cigarettes in Roma-
nia averages around 1550-2100. Consumption
is likely underestimated, as it has been reported
that about 20% of cigarettes consumed in Ro-
mania are imported illegally. Smoking preva-
lence (daily and occasional) among adults age
20-29 is reported to be 55% of men and 20% of
women.” Smoking is common in many social
groups, including medical students (34%—54%
smokers) and factory workers (69%—76%
smokers).”®

Alcohol use in Romania is estimated at 9.7
liters per capita, with 56% of adults reporting
that they drink alcohol—74% of men and 40%
of women. Drinking two to three times per
week was reported by 17% of men and 2% of
women. Romania’s rate of cirrhosis remains
among the highest in Europe.”

No reliable estimates of drug use in the
population are available, as there are no drug
treatment programs in either the public or pri-
vate sector. Per capita income is low and most
Romanians cannot afford to purchase illicit
drugs.”” However, some drug use occurs, and
Romania is a major site for shipment of heroin
and cocaine.” Inhalant use is widespread, espe-
cially among young people and street children.”

Tick-borne encephalitis is another local
health risk.

Special Considerations for Children
Adopted from Romania

Before the adoption. Nearly all Romanian
orphans live in institutions prior to adoption, al-
though a small number reside in foster care. Just
before the most recent international adoption
moratorium, foster care was becoming more
common, especially after children were matched
to an adoptive family. As in the United States,

the quality of this care varies greatly. Foster par-
ents may lack the specialized training and re-
sources to manage the problems of children in-
stitutionalized in deprived environments.

After the adoption. Romanian adoptees in
Europe, Canada, and the United States consti-
tute a special group. These children have been

62646768 and on-

the focus of several extensive
going studies”®
known about adjustment and long-term out-
come of post-institutionalized children after in-

ternational adoption. Persistent developmental

that comprise most of what is

delays, frequent sensory dysfunction, and on-
going emotional and behavioral problems are
unfortunately common in this group of chil-
dren. Itis not yet apparent how applicable these
studies are to children adopted from less diffi-
cult early environments.

Romanian adoptees have been carefully
scrutinized for health problems and develop-
mental issues. In a survey of children adopted
in the early 1990s, 53% had serologic evidence
of past or present hepatitis B, 20% had positive
tests for hepatitis B surface antigen, and 33%
had intestinal parasites. Only 15% were judged
to be physically healthy, and only 10% of chil-
dren older than 12 months were developmen-
tally normal.”” In a comprehensive study of Ro-
manian adoptees in Canada, 30% of those
adopted at >8 months had several serious prob-
lems, even 3 years after adoption. Another one-
third had a few serious problems but were pro-
gressing toward average levels of performance
and behavior, while one-third of adoptees were
doing well.”® Adoption at young ages did not
preclude persistent problems (Table 3-7).%

More recently, general health and devel-
opment of newly arrived Romanian adoptees
have improved. Rates for infectious diseases are
similar to those found in children from other
Eastern European countries. Many older chil-
dren who arrived earlier demonstrate remark-
able resilience and recovery from previous
problems.
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Table 3-7 Status of medical problems in
Romanian adoptees (nz = 130) in Canada
at arrival and follow-up

Children with Problems
Arrival Follow-up
(median age  (median age
6 months) 3years)
Type of Problem (n) (n)
Medical problems 80 41
Eating problems 62 28
Developmental delays 59 33
Stereotypical behaviors 39 27
Attachment problems 32 10
Tantrums 27 29

Source: Data from Marcovitch et al.%

Guatemala

History of International Adoption

The number of children adopted from
Guatemala has risen steadily over the past 12
years, with a sharp increase in adoptions occur-
ring most recently (Table 3-8). Guatemala has

Table 3-8 Guatemalan children adopted
by American families, 1989-2003

Year n
1989 208
1990 257
1991 329
1992 418
1993 512
1994 436
1995 449
1996 427
1997 788
1998 911
1999 1002
2000 1518
2001 1609
2002 2219
2003 2328
Total 13,411

maintained its position among the “top five”
sending countries since 1992. This increase re-
sults from the availability of infants and the in-
creasing use of foster care prior to adoption.
Suspensions and delays of adoptions from
Cambodia and Romania have also coincided
with this increase. Concerns about potential
baby-selling and other scandals led to legal re-
forms to protect birth parents, children, and
adoptive parents in the mid-1990s. Presently,
Guatemala is the only country that provides a
signed relinquishment document from the birth
mother and results of DNA testing that verify
the relationship of the mother and child (Fig.
3-1). The purpose of these documents is to ban
adoption of children who have been obtained by
illegal means (coercion, sold, stolen).* The
U.S. Bureau of Citizenship and Immigration
Services (BCIS) requires the DNA testing in all
cases where the child is being released by an
identifiable birth mother. Previously, un-
scrupulous women would pose as birth mothers
to release the child. The blood samples are col-
lected by an embassy-approved physician, then
shipped to an authorized laboratory in the
United States. The success of this effort has re-

Conclusion

The alleged mother, MARIA C., cannot be
excluded as the biological mother of the
child, MANUEL C,, since they share genetic
markers. Using the above systems, the
probability of maternity is 99.99%, as
compared to an untested, unrelated woman
of the Guatemalan population.

Combined Parentage Index: 126,400 to |
Probability of Maternity: 99.99%

Figure 3—1 DNA testing is commonly performed in
Guatemala to verify the relationship of the relinquish-
ing mother to the child (example).
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sulted in calls for similar programs in other
countries.* The BCIS also requires that an HIV
test be performed on the mother. Because of on-
going concerns in Guatemala about civil docu-
ment fraud and corruption, occasionally the
BCIS will interview and investigate the birth
mother.

Presently, Guatemala does not have a
central authority to oversee adoptions. Adop-
tions are arranged privately by local attorneys;
final approval of the adoption is given by the
Guatemalan Solicitor General’s office. The
legal process for a Guatemalan adoption,
deemed “unique” by the United Nations Chil-
dren’s Fund (UNICEF), permits private adop-
tions with little state oversight.*” Ongoing
questions about legality remain; in 1999
UNICEF recommended that extrajudicial
adoptions cease until Guatemala passed adop-
tion laws consistent with The Hague Conven-
tion for International Adoptions and the In-
ternational Convention on the Rights of the
Child.® Nearly all adoptions in Guatemala are
international; 62% of all adoptions go to U.S.
families® and most of the remainder go to
Canada. Although many reforms have been
introduced into the legislature, the ~200
Guatemalan adoption lawyers represent a
powerful lobby to maintain the status quo.
Over 300 orphanages exist in the country, but
few children from these orphanages are
adopted because of the lengthy times it takes
for an infant to be declared abandoned and el-
igible for adoption.

In an unusual case in 1998, an infant boy
named Pablo was returned to his birth mother
even though his adoption to a Spanish couple
had been arranged. The birth mother stated that
she had signed relinquishment documents
under duress. The charitable organization Caza
Alianza estimates that about 440 Guatemalan
children were fraudulently adopted since 1996.
Lawyers, in collusion with doctors, nurses, and
social workers, pressure new mothers to relin-
quish their children. According to French adop-

tion officials,”” the children are placed in
“clandestine orphanages” prior to adoptive
placement.

Logistics

Numerous adoption agencies place children
from Guatemala. The agencies contract with the
private lawyers in Guatemala who oversee the
adoption. Detailed procedures are available from
the U.S. State Department, Office of Children’s
Issues'? and are subject to frequent change.

General Health Issues in the
Population

Smoking prevalence is approximately 38%-—
81% among men and 18%-34% among
women.” Tobacco use increases with age: 8% of
12- to 14-year-olds, 25% of 15- to 19-year-olds,
34% of 20- to 24-year-olds, and 49% of 30- to
34-year-olds were smokers. The annual con-
sumption of cigarettes per capita is estimated at
340. Alcohol use varies widely; between 20%
and 48% of women use alcohol.” Various home
brews are commonly consumed.

Drug abuse is prevalent in Guatemala.
Use is increasing especially among mestizo,
black, and Garifuna young people. Among
teenagers, lifetime prevalence oscillates be-
tween 2% and 5% for cocaine consumption and
between 4% and 7% for cannabis use. Accord-
ing the United Nations Office of Drug Control
Programs, about 6% of the population abuses
marijuana, 3% uses inhalants, and 3% uses tran-
quilizers.”” Level of education determines drug
of choice; marijuana is used by those with the
lowest educational achievement and tranquiliz-
ers are used by those with the highest level.
Guatemala is also a transit country for cocaine
and heroin shipment and a minor producer of il-
licit opium poppy and cannabis (mostly for do-
mestic consumption). Money laundering and
corruption are also serious problems.”
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Other health risks include dengue, filari-
asis, leishmaniasis, onchocerciasis, American
trypanosomiasis (Chagas disease), and malaria.

Special Considerations for Children
Adopted from Guatemala

Before the adoption. Most Guatemalan chil-
dren placed with American families reside in
foster care prior to adoption. Adoptive parents
usually travel to receive their child, but occa-
sionally children may be escorted to the United
States. Adoptive parents often meet their child’s
foster parents. This meeting can be extremely
valuable, as it can ease the transition for the
child and prepare the adoptive parents for
future questions from their child (“who took
care of me before I came home?”). Adoptive
parents should be forewarned that foster care is
not uniformly loving and attentive. As in the
United States, foster parents vary in their mo-
tivation and ability to care for children. A few
private orphanages place children for interna-
tional adoption as well.

Information on birth families is limited.
However, photographs are sometimes avail-
able. Birth mothers are commonly described as
“domestico” (or maid) in legal documents;
many are illiterate. Frequently, the relinquished
child is the third or fourth in the family; the
older children remain with the parent(s). Al-
though referrals are usually offered within a
few days or weeks of birth, legalities usually
delay placement of the child for 7-9 months.

After the adoption. No particular medical
problems have been identified in Guatemalan
children after adoption. Physical condition and
developmental skills reflect the type and qual-
ity of care received by the child prior to adop-
tion. Medical problems (parasites, anemia, tu-
berculosis, etc.) occur in small numbers of
children. Experts still disagree on the validity of
vaccine records from Guatemala; efficacy of

administered immunizations likely depends on
their source, which may not be known with cer-
tainty (see Chapter 21). Although uncommon,
serious unrecognized medical conditions have
been found in Guatemalan adoptees, such as
pervasive developmental delay, autism, hear-
ing impairment, fetal alcohol syndrome, and
cerebral palsy.”

Ukraine

History of international adoption

Adoptions from Ukraine are relatively recent.
Ukraine first appeared on the list of “top 20”
sending countries in 1998 (at #11, with 180 chil-
dren). Since then, the number of Ukrainian
children adopted in the United States has sky-
rocketed (Table 3-9). The reasons for this rise
are complex. Closures in other countries
prompted some families to investigate Ukraine.
Some parents prefer the opportunity to “choose
their own child,” and some perceive the legal
process as less cumbersome than in other coun-
tries. More than one child may be adopted at the
same time. Because only a single trip is re-
quired, cost may be a factor. Ukraine has also
been more receptive to nontraditional families
than Russia: there are no firm age restrictions
for adoptive parents.

Since the establishment of the National
Adoption Center, about 10,000 children have
been adopted by foreigners in the past 6 years.
As Ukrainian adoption has become more pop-

Table 3-9 Children adopted from
Ukraine, 1998-2003

Year n

1998 180
1999 323
2000 659
2001 1246
2002 1106
2003 702
Total 4216
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ular, more concerns have arisen regarding cor-
ruption. In February 2003, Ukraine opened an
investigation of foreign adoptions.” An initial
inquiry revealed forged documents and other
fraudulent material. The investigation is ongo-
ing at present (June 2003). At least 36,000
homeless children remain in Ukraine. Adop-
tions in Ukraine will likely be subject to legal
reform and political review in the near future.

Logistics

Ukraine has an unusual procedure for interna-
tional adoptions. By law, prospective parents
may not receive information about a specific
child prior to arrival in Ukraine. Upon arrival,
parents register with the National Adoption
Center of Ukraine, which directs the parents to
available children. Foreigners are permitted to
consider only those children who have been on
a national database for 1 year (this waiting re-
quirement may be waived if the child suffers
from certain medical conditions listed by the
Ministry of Public Health Protection). This
practice has proved extremely difficult for
prospective adoptive parents, who must inter-
pret complex medical information (usually
without the benefit of medical consultation),
assess the child’s health and future potential,
and make an adoption decision under extraor-
dinary time and emotional pressures.

General Health Issues in the
Population

Smoking starts at a very early age in Ukraine.
In 1990, the prevalence of daily smoking was
10% among 12- to 13-year-olds and 40% among
16- to 17-year-olds. Smoking prevalence was
75% among students (principally 17- to 18-
year-olds) at a technical college in Ukraine.
Overall, smoking prevalence peaks in the age
group 20-29 years (61% both sexes combined)
and then declines to 50% in the age group 40—49

years and 33% in the age group 60—69 years.
Smoking decreases with increasing levels of ed-
ucation and higher socioeconomic status. The
annual per capita consumption of cigarettes is
estimated at 1800.”” The World Health Organi-
zation estimates smoking prevalence at 73%
among men and 42% among women.”

Ukraine is one of the six European coun-
tries with the highest registered alcohol con-
sumption.” According to the Ukrainian parlia-
mentary committee on public health, more than
6.5 million citizens of working age have prob-
lems with alcohol. There are 670,000 chronic al-
coholics registered in Ukraine.”® Only 10% of
Ukrainian men and 21% of women abstain from
drinking. Ukraine’s annual consumption of
pure alcohol per capita is 11.5 liters, but in-
cluding black market alcohol a better estimate
is 13 liters.” Some 4% of the population con-
sumes >50 grams of pure alcohol daily.”

Drug abuse is also widespread. The
number of unregistered drug abusers is esti-
mated at two to three times higher than 65,000,
the number of officially registered addicts.
Opium poppy straw extract continues to be the
main drug of choice. Marijuana and synthetic
drugs are growing in popularity among young
people. Hard drugs such as cocaine and heroin
are too expensive for the average Ukrainian cit-
izen.” Most drug abusers are multidrug users of
mostly marijuana and home-produced mor-
phine derivatives.”

The effects of the Chernobyl disaster are
discussed in Chapter 24. An excellent overview
of health issues in Ukraine is available at the
World Health Organization Web site,”® and
links from the Parent Network for Post-Insti-
tutionalized Children Web site.”

Special Considerations for Children
Adopted from Ukraine

Before the adoption. Children reside in gov-
ernment-run orphanages. These are set up sim-
ilar to those in Russia (see above).
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After the adoption. A recent review of the
health of 76 children adopted from Ukraine®
found frequent infections (giardia in 38%, tu-
berculosis in 25%, hepatitis B in 9%) and med-
ical problems (middle ear disease in 20%, iodine
deficiency in 10%). Strikingly, at least 15% had
fetal alcohol syndrome (depending on criteria
used for diagnosis).

Other Countries

Specific information about other countries may
be found in Table 3—1, as well as in Chapters
5-7. Other helpful Web sites are the following:

http:// www.euro.who.int/countryinformation
Country-specific overviews on health.

http://www.cdc.gov/tobacco/who/whofirst. htm

Country—speciﬁc information on tobacco use.

http://www.cia.gov/cia/publications/
factbook/
Country-specific information on illicit drugs.

http:// www.cdc.gov/travel/
Travel information by country and disease

http://www.who.int/ith/
Travel information by country and disease

http: // www.travel.state.gov/adopt.html
Country-specific information on interna-
tional adoption regulations and logistics.
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PRE-ADOPTION COUNSELING
AND EVALUATION OF
THE REFERRAL

he decision to adopt is often followed

by a call to the pediatrician. Pediatric

advice and suggestions are eagerly
sought by most families interested in interna-
tional adoption. Adoption-friendly practices
offer pre-adoption visits as an opportunity for
prospective parents to discuss concerns and
questions. Once an individual child is offered to
the family for consideration (known as the “re-
ferral” in adoption parlance), the pediatrician
may become very involved in counseling the
family about health risks. This chapter offers
general guidelines for the pediatrician or family
physician who offers pre-adoption counseling
and reviews referrals for prospective adoptive
families.

Pre-Adoption Counseling

Early Stages

Some prospective parents consult a pediatrician
in the early stages of adoption (Table 4-1). Many
of the subjects relevant to this process are ad-
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dressed throughout this book. If a pediatrician
does not feel qualified to address all of these
topics; referral to social workers, adoption
agencies, or mental health professionals may be
necessary. Some of the more common ques-
tions, however, could be posed for biologic par-
enthood as well.

Pediatricians have special awareness of
the difficulties for families of children with
complex medical and developmental problems.
Therefore, one of the most important functions

Table 4-1 Common pre-adoptive parent
queries

Is adoption right for me?

How will adoption affect my other children?

Are healthy children available for international
adoption? Which countries have the healthiest
children?

What are the health risks for internationally adopted
children?

How can I minimize these risks for myself and other
family members?

How do “older children” adjust after adoption?

How do internationally adopted children fare long-term?
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of a pediatrician may be to enlighten prospec-
tive adoptive families about subjects they may
not have considered (Table 4-2). Adoptive par-
ents sometimes express regrets that they were
unaware of the potential problems of their
adopted child. Although many adoption agen-
cies carefully prepare parents and plentiful in-
formation is available on the Internet and else-
where, some parents wish they had received
more explicit information prior to the adoption
about learning disabilities, hyperactivity, post-
traumatic stress disorder, physical and sexual
abuse, and attachment disorder.

A comprehensive, detailed description of
the outcome of international adoption has not
yet been published. Surveys published to date
are limited by low numbers, selection biases, in-
sufficient depth of analysis, and short periods of
follow-up. Focus is usually limited to parent
satisfaction, medical problems, growth, educa-
tional issues, or behavior. None of these alone
gives abroad picture of international adoption.
Furthermore, outcome may change as coun-
tries of origin and pre-adoptive experiences
change over time. A large study of over 2000 in-
ternational adoptees in Minnesota (the Inter-
national Adoption Project) is currently being
conducted, with preliminary results indicating
that the common medical problems among the
children are chronic ear infections (17%), visual
problems (17%), speech delays (10%), hearing
impairment (8%), and behavioral disturbances
(7%). The number of pre-adoption risk factors
predicted the likelihood of later educational and
behavioral problems (Table 4-3). In some

Table 4-2 Topics to discuss with
prospective parents

Reasonable parental leave after adoption

Early intervention programs

School placement decisions

Insurance benefits for dental health services, if needed

Insurance benefits for mental health services, if needed

Insurance benefits for evaluation of school-related
issues, if needed

Table 4-3 Pre-adoptive risk factors for
later educational and behavioral
problems

Prenatal exposure to alcohol (or other drugs of abuse)

Prenatal malnutrition

Prematurity

In an orphanage, baby home, or hospital for more than 6
months

Neglect of basic social needs such as food, clothing, or
medical care (moderate or severe)

Physical abuse (moderate or severe)

Source: Minnesota International Adoption Project.!

See also Table 13-7.

cases, the presence of these risk factors may not
be known with certainty. The number of risk
factors varied with the country of origin of the
child (nearly 2/3 of children from Russia and
Eastern Europe had >4 risk factors) and age of
the child at adoption (older children tended to
have more risk factors). Emerging results from
this important study are available at the project
Web site.!

Parental leave is worth discussing at the
beginning of adoption decisions. One parent
should be prepared to stay home with the new
child for 3 to 12 months. A minimum of 6
months is advisable in most circumstances.
Single parents may need to plan carefully. If fi-
nancial constraints dictate an earlier return to
work, a nanny should be considered rather than
group day care. Group day care, especially in
large day care centers, may provide fragmented
care similar to that found in orphanages. Fo-
cused, loving adult attention is the best means
to help children recover from the effects of in-
stitutionalization (see Chapter 2) and to pro-
mote attachment to the family (see Chapter 29).
Insurance benefits for the prospective adopted
child should be maximized to allow compre-
hensive services if the need arises.

Some parents wish to adopt more than one
child at a time. The desire for “instant family,”
cost considerations (reduction in travel ex-
penses), the need to keep siblings together, or
other factors may compel concurrent adoptions.
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Siblings may provide support and security for
each other through the adoption process, al-
though some siblings may not be acquainted
with each other. Parents considering concurrent
adoptions should be counseled about the diffi-
culties that may ensue with the simultaneous
arrival of children with different and poten-
tially challenging immediate needs. Reasonable
parental leave is even more critical after con-
current adoptions.

Evaluating the Referral

Prospective parents usually consult a physician
when they receive their “referral”—that is, the
medical report of a child offered to them for
consideration. Variable amounts of medical in-
formation are provided to prospective adoptive
parents along with the referral. Legal consider-
ations, cultural practices, medical facilities, and
ethical concerns dictate the type and quality of
the information provided. Most referrals in-
clude a medical report of variable length, pho-
tographs, and in some cases, especially Eastern
Europe, videos. With the increasing availabil-
ity of the Internet, more information is often
available more quickly (see Chapter 1). How-
ever, practices in different countries change
frequently as laws and adoption practices
change. Specific pointers about referrals from
the more common sending countries are de-
scribed in Pre-adoptive Medical Reports by
Country, below.

Although a great deal of information can
be gleaned even from the most unpromising
medical reports, it is important to educate parents
about realistic goals of the consultation. Most
parents are understandably anxious about the
health of their prospective child, yet the value
and scope of the consultation are constrained by
the amount and quality of information provided.
Reliability and completeness of information pro-
vided is never as meticulous or thorough as de-
sired. Unscrupulous or careless preparation of
documents in the sending country sometimes
occurs; other difficulties include legal con-

straints, missing information, translation prob-
lems, lack of diagnostic testing capability, and
cost restrictions. In most cases, physicians and
orphanage staff in the sending countries attempt
to be honest and straightforward advocates for
the children. In other words, medical reports are
not deliberately falsified to get the child out of
the country, nor, except in unusual cases, is crit-
ical information withheld. More typically, prob-
lems arise from lack of awareness of potential
problems, lack of tools to verify diagnoses, or as-
sumptions that developmental delays and be-
havior problems are environmentally based. In
addition to physician reports, much of the refer-
ral dossier provided to prospective parents de-
rives from other sources. Translation problems
can be significant for all documents.
Prospective international adoptive par-
ents must recognize the limitations of the
process of referral review (Table 4—4). Warn-
ings and disclaimers are sometimes stamped on
pages of the medical referral (Fig. 4-1). Perhaps

Table 4-4 Pre-adoptive assessments

What can we learn (if we're lucky)?
Maternal history

Birth information

Early life events

Growth patterns

Physical findings

Laboratory information
Developmental stage and play skills
“Obvious” problems

Personality

What can’t we learn?

Language abilities

Behavior problems

Social skills and emotional status

Attachment disorder

Cognitive abilities

Risk of learning disabilities

Attention span

Likelihood of catch-up for growth and developmental
delays

Exclusion of all medical and developmental problems
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MEDICAL ACCURACY
NOT GUARANTEED
TRANSLATION NOT GUARANTEED

Figure 4-1 Disclaimer found frequently on med-

ical records given to prospective adoptive parents.

it should be imagined that these are implied
even if not explicitly stated. At best, such a
review can exclude some obvious problems and
yield some sketchy factual information that can
contribute to the “image” of the child. Itis never
possible to provide guarantees about the
physical, psychological, or emotional health of
children. Furthermore, many concerns of pre-
adoptive parents cannot be adequately ad-
dressed by the review process. Most prospective
parents ask for an assessment of the child’s
future health, although their actual concern is
for the child’s cognitive, developmental, and
behavioral function, which is much more diffi-
cult to predict. It is helpful to review this ex-
plicitly with prospective parents; as an example,
amentally retarded quadriplegic child can have
excellent health, but extremely poor function.?

General Guidelines

Long before receiving their referrals, prospec-
tive parents are encouraged to discuss the type
of medical information they will be given and
the way in which questions arising from this
material will be handled with their adoption
agency or facilitator. Of the almost 10,000 med-
ical reports reviewed in our International Adop-
tion Clinic, few have been considered complete
on the first review. Parents should discuss with
their agency or facilitator in advance if they will
have adequate time for medical consultation
before a decision about the adoption is required.
Because supplemental material is often needed
to complete the pre-adoption consultation,
prospective parents should discuss the expected
time frame for decision making with their adop-
tion agency in advance. Decision making under
extreme pressure should be avoided.

When questions arise about the child’s
condition, or the medical report is unclear, it is
helpful for counseling physicians to suggest
questions which the prospective parents then
convey to the adoption agency or facilitator.
These are then translated and submitted to the
child’s caregivers and physicians in the child’s
birth country. It is critical to devise simple and
direct questions, and to use the terminology
that has been presented as a basis for the ques-
tion. Sometimes, important questions should be
phrased in alternative ways to lessen the
chances for confusion as trained medical trans-
lators are only rarely involved. For example,
asking “Is there any history of maternal alco-
hol use during pregnancy?” and “Does the
child show any signs of problems from expo-
sure to maternal alcohol use during preg-
nancy?” can both be helpful questions.

The medical dictionary can be helpful in
demystifying some unusual medical terms,
some of which turn out to be archaic but per-
fectly understandable. For example, subnanism
means dwarfism (or failure to thrive); couveuse
is an archaic term for incubator. Some of these
confusions arise when nonmedical translators
are involved in the process. Typographical
errors, confusing terminology, and incompre-
hensible diagnoses are sometimes found in
medical reports from all countries (Table 4-5).

Dates are common areas of confusion as
well. In much of the rest of the world, 6/1 means
January 6, not June 1 as in the United States. The
adoption agency or facilitator should clarify any
questions about these notations.

The most difficult area to assess is the
child’s language abilities. Because words like
babble or jabber don’t translate well, it’s usually
better to ask questions such as “Please describe
the sounds the child makes” or, for older chil-
dren, “Please give an example of something the
child might say.” Because this is rarely ad-
dressed on medical forms (and is nearly always
impossible to assess in videos), it is reasonable
to ask the local physicians to verify that the
child can hear. Unrecognized hearing loss and



Pre-Adoption Counseling and Evaluation of the Referral 71

Table 4-5 Selected diagnoses quoted
from medical referrals submitted for
review

Free renal lumber

Began to mumble [This was the response to a query
about language abilities]

Crush syndrome I

Paroxysmal alacrity as a residual from respiratory
infection

Inkling for congenital syphilis

Xray of skull and cervical spine: occurrence of hyper-
tension, block of C1, approach of arcs C2-3-4-5-6

Ear, nose, trout [Yes, it’s a typo, but just a sample of
what might appear]

The child worries periodically

Abstinent syndrome [drug withdrawal]

Ingenious jaundice

Dilution of the legs

Liquorodynamic dysfunction [This odd term refers to
cerebrospinal fluid dynamics.]

He recovered and became cute

Hypertrophy of the fossils, first degree

Spasmophilia

All tests normal

Movement violation

Wavy course of perinatal lesson

Renal boxes painless

Presented fear zone

Astheno-neurotic syndrome

Lymphatic constitution

Compound genes

Dropsy (urogenital)

Oognyetyenie (oppression) syndrome

Increased speed in the flow in the spinal arteries (L>R)

Skin not snow white

EDS (express diagnosis of syphilis)

Cramps syndrome

Slow bottom paraparesis

Ulcus of the 12th appendage

Arouse onomatopoeia

Left site crooked jugulum

Hystedynemia [histidinemia, probably a transient
metabolic disorder of no consequence]

Even reports of radiographs and ultrasounds can be
difficult to understand, such as this neurosonogram
report which nonmedical parents will expect to be
interpreted for them: Non-homogeneous bilateral
plexus choreiodus of side bellies, periventricularly
high echodensity on VLP level.

deafness are surprisingly common among or-
phanage children.

Developmental information is also often
hard to interpret. This may be provided by fa-
cilitators who are untrained in child develop-
ment, who may see a happy, smiling child but
not recognize that the child has significant de-
velopmental delays or behavioral disturbances.
Again, communication with local medical per-
sonnel is the best way to ensure that accurate in-
formation is supplied.

Special Needs

Medical reports for children with identified spe-
cial needs differ from those provided for healthy
children. Most countries supply considerably
more detailed medical and developmental in-
formation about children with special health
care needs. For example, the medical report for
a child from China with congenital heart disease
may include reports and images of cardiac ul-
trasonographic examinations, as well as detailed
physical examination findings. Actual radi-
ographs (including computed tomography, ul-
trasounds, or magnetic resonance imaging stud-
ies), EEGs, EKGs, operative reports, and
specialized laboratory test results are provided
at times from China, South Korea, Guatemala,
India, Philippines, or Colombia, allowing local
review and interpretation. These supplemental
materials are less often available from other fre-
quent sending countries; in Russia, availability
varies by region. Physicians and prospective
adoptive parents should recognize that the spe-
cial needs designation covers a wide range of
problems, including many which may be read-
ily remediable with resources available in the
United States (i.e., supernumerary digit, mild
club foot). Contrarily, other medical problems,
for example strabismus (unless it is severe), may
not qualify the child for special needs designa-
tion. In all sending countries, it is generally
easier to engage physicians in the child’s send-
ing country in a dialogue about potential health
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issues when special needs are identified prior to
referral.

Birth Information

Depending on the country and the age and in-
dividual circumstances of the child, variable
amounts of information about the child’s birth
may be available. For nearly all children (except
perhaps some from China whose mothers were
hoping for boys), no prenatal care was received
by the mother. Apgar scores are sometimes
available, although occasionally only one
number is provided without indication of
whether it is the 1- or 5-minute score. The
statement of the American Academy of Pedi-
atrics on use and abuse of Apgar scores may be
helpful for parents.” This elucidates the in-
creased risk of cerebral palsy (from 0.3% to 1%)
in term infants with extremely low Apgar scores
(0-3). Although it is helpful to have Apgar
scores, it is not critical, and most infants for
evaluation are >6 months of age.

Of more concern is the lack of information
about gestational age and the uncertainty of
whether low—birth weight infants are truly pre-
mature, small for gestational age, or both. It is
seldom possible to obtain gestational age infor-
mation if it is not provided in the initial medical
report. Birth mothers’ reports of expected due
dates may not be reliable. Furthermore, gesta-
tional age assessments may not have been done
properly. Some small infants are assumed to be
premature rather than growth retarded (or
both). The circumstances of the child’s birth are
variably provided; most children are born in
hospitals. Occasionally, children are born at
home without medical attendants but then are
admitted to hospitals, usually without detailed
information about their condition at that time.
For example, some children born at home may
be left unattended, then later found (in hallways,
streets, parks, etc) and taken emergently to a
hospital. In these circumstances, it is reasonable
to request details of the infant’s condition when
he or she entered care to assess the risks of hy-

poglycemia, hypothermia, and hypoxia. Very
low-birth weight babies are sometimes born
alive during attempted late-term abortions.

After birth, most infants remain in a ma-
ternity home or hospital for a period of weeks to
months. Some children may be breast-fed during
this time, either by their birth mothers or other
mothers residing in the maternity home (acting
as awet-nurse). Occasionally this is due to med-
ical problems, more frequently it is because the
baby homes either do not wish to admit new-
borns or there is no space available for the child.
Ideally, the different locations where the child
has resided are clearly stated on the medical
report, along with the reasons for and dates of
transfer. No generalizations about the differ-
ences in quality of care between baby homes or
children’s hospitals are possible, although in spe-
cific circumstances such care may vary greatly.

An important part of this section of the
medical report includes the reason this particu-
lar child is available for adoption. Most children
are abandoned; however, in some, cases,
parental rights have been terminated by court
decree (see Chapter 2). Documents are some-
times available; following is an example, stating
the reasons for termination of parental rights to
Russian children.

The Plaintiff filed a petition for termination of
parental rights due to parental neglect in regard to
their minor children, daughter, M., son A.; and son,
I. It was stated that the parents neglect their chil-
dren, abuse alcohol, the father wants to give up his
children, the mother does not work, does not have
a registered place of residence. The children do not
attend school. They need to be bathed, are infested
with lice, are hungry, walk unattended in the village.
They were abandoned by their parents August 2,
and the parents never inquired about them since.
The parental neglect is very harmful for the chil-
dren’s well being and development. During the
hearing, the representative of the Plaintiff sup-
ported the petition, and insisted on termination of
parental rights of both Defendents in regard to their
three minor children. Defendent O. did not appear
in court, and V. appeared in court under the influ-
ence of alcohol.
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Maternal gravidity and parity may also be
stated, as well as the living circumstances and
ages (and sometimes names) of older siblings.
If these items are not included, parents should
be encouraged to obtain this information, as
their adopted child will certainly wish to know
this information in the future.

Evaluation of young infants is extremely
challenging. Usually, minimal maternal history
is available, and birth information is incomplete.
Parents must realize that it is difficult or impos-
sible to (7) predict growth patterns from one or
two time points, (2) differentiate “orphanage
delays” from intrinsic problems, (3) assess most
babies for fetal alcohol syndrome (see Chapter
5), and (4) predict future developmental con-
cerns. Adoption of young infants with minimal
exposure to institutional life is certainly desir-
able. However, evaluation of older children is in
many ways more revealing. For example, it’s
easier to rule out cerebral palsy in a 3-year old
than in a 6-month-old. However, the older child
has experienced alonger period of institutional-
ization. The difference can be summed up as
follows: the young ones are a mystery, the older
ones have a history.

Growth Information

Ethnic growth charts. Ethnic growth charts
are available for Korea, China, Vietham, Thai-
land, Southeast Asia,* and India.>” The source
of the data used to generate these growth charts
is in most cases unknown. Although ethnic dif-
ferences in size do exist, the utility of these spe-
cific growth charts in assessing health risks
before adoption is unclear. The growth charts
published by the Centers for Disease Control
and Prevention (CDC) in 2000 are based on
the ethnically diverse population in the United
States and now include measurements from the
3rd to 97th percentiles for height, weight, and
head circumference in the normal range. These
charts have been adopted as international stan-
dards by the World Health Organization, al-

lowing comparison of all children of the same
age and gender without selection for economic
or ethnic background.” Adequate information
about relative size, growth velocity, and pro-
portions can be readily assessed using these
charts.

Growth data. Growth information, often the
only objective information included in the re-
ferral, may be inaccurate, out of date, or in-
complete. Most referrals include birth anthro-
pometrics (except China, where occasionally
measurements from the day the infant was
found are available), and at least one other set
of measurements. Sometimes series of mea-
surements are provided. Dates of these mea-
surements may not be apparent—occasionally
designations such as “at present” are given.
Clarifications should be requested. Current
measurements should be provided. Referral
measurements are often below the fifth per-
centiles for height, weight, and head circum-
ference (Fig. 4-2). Medical information in the
referral rarely suggests a specific diagnosis to
account for the failure to thrive. Thus, parents
must be informed that small size may be due to
errors in measurement (although overmea-
surement of height and weight is more typical),
institutionalization-associated failure to thrive,
or medical problems. Medical problems may
range from “minor” conditions such as para-
sites, recurrent diarrhea, or recurrent respira-
tory problems to any pediatric condition that
can impair growth. Most typically, the failure to
thrive turns out to be due to a combination of
factors and readily reverses after adoption (see
Chapter 10). Nonetheless, parents must be ed-
ucated about the long-term effects of malnutri-
tion in early life on cognitive development and
behavior (see Chapter 13).

Discussion of microcephaly with prospec-
tive adoptive parents is exceedingly more com-
plex (see Chapter 12). Specific data do not yet
exist to describe the outcome of microcephaly
among international adoptees. Lessons from
other pediatric populations suggest that chil-
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Figure 4-2 Typical failure-to-thrive of a child residing in an orphanage.
Usually, only one or two points are provided for each growth parameter.

dren with microcephaly in early life have
increased risk of cognitive delays, speech prob-
lems, arithmetic difficulties, and hyperactiv-
ity.!"? Unfortunately, incorrect or erratic head
circumference measurements are common on
the medical reports. Undermeasurements are
more frequent than overmeasurements. Many
children show remarkable improvementin head
circumference measurement after adoption;
however, early microcephaly may still repre-
senta risk factor for later problems. The lack of
certainty about gestational age makes interpre-
tation of small head circumferences at birth
even more problematic. However, differentia-

tion of acquired versus congenital micro-
cephaly should be attempted. As with height
and weight measurements, growth velocity is
often more informative than one or two points
in defining trends.

Medical Details

Most children have been examined by one or
more physicians prior to adoption. This infor-
mation is included in the medical report. Usu-
ally, reports are limited to “healthy,” although
sometimes specific diagnoses are given. Most
reports contain a physical examination, which
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seldom includes comments about physical fea-
tures suggestive of (or refuting) fetal alcohol
syndrome. Obvious birth defects, skin lesions,
and major physical findings are nearly always
accurately described.

Hospitalizations (with reasons and dura-
tion) are sometimes included in the medical
report. Laboratory testing is done on nearly all
children, thus the report should have results for
HIV enzyme-linked immunoadsorbent assay
(ELISA), hepatitis B surface antigen, and
syphilis serology (designated “RW” in Eastern
Europe). These laboratory results are of great
interest to prospective parents. However, (7)
test results may be unreliable, (2) the tests must
be repeated when the children return to the
United States (and in the case of HIV, hepatitis
B, hepatitis C, and Mantoux test they should be
tested again 6 months later), and (3) the child
may be infected even if the test is negative.
Clinical laboratories may be unreliable, the
child may become infected after the test was
performed (or even by a contaminated needle
used to draw blood for the test!), or the test
may have been done during the incubation
period of the infection. If the child was infected
vertically with HIV, hepatitis B, or hepatitis C,
early tests may not detect infection. Labora-
tory testing in the child’s birth country thus
provides a false sense of security at best, and at
worst may actually expose the child unneces-
sarily to the very infections of concern. A help-
ful statement of these issues for families is avail-
able at the Web site for Families with Children
from China.?

Occasionally, a child’s medications are
listed. These may usually be readily identified
through various pharmacologic databases.'*"”

Photographs and Videos

Most referrals include one or more photographs
of the child. These can be extremely valuable,
for medical and developmental assessment, es-
pecially when done well, and sometimes pro-
vide more information than videos. Photos of

the child in several different positions can assist
in determination of basic motor milestones. It
is sometimes possible to observe and assess ob-
vious anomalies and nutritional status (Fig.
4-3). If clear close-up views of the face are of-
fered, determination of the risk of fetal alcohol
syndrome can be made. Skull shape, ptosis, stra-
bismus, and ear anomalies can offer clues about
possible genetic diagnoses. Young infants are
the most difficult to assess. Mongolian spots, or
green or purple antiseptic applied to rashes,
often alarm unsuspecting parents.

Videos are provided with most referrals
from Russia, Kazakhstan, and Romania, and
are sporadically available from other countries.
At best, videos display the child’s personality
and abilities. However, videos show only a
brief moment in time, during which the child
may appear better or worse than he or she ac-
tually is. Children may be ill, sleepy, or fright-
ened during the video. Often, the child is re-
moved from the security of the group and

Figure 4-3 Photographs ofien accompany the
medical referral. This child weighed 9 pounds at 7
months of age. (With permission.)
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known caregivers, and taken to an unfamiliar
office where strangers point cameras at the
child and demand a “performance.” Children
do not realize that their video performance is
actually an “audition” for a family, something
no child should have to do. Videos must thus be
viewed with great compassion for the child’s
circumstances. At times the child seems to be
“frozen” in fear or uncertainty at placement in
a completely unfamiliar environment without
peers or familiar adults. Such children may
quickly display rocking, head shaking, or other
repetitive self-comfort behaviors. Some chil-
dren appear to be in a trance, others smile va-
cantly at all the adults and then burst into tears.
It is important to try to determine if the child
is in a comfortable environment before making
psychological or developmental assessments.
Many wonderful children may not appear at
their best in these unfamiliar, frightening situ-
ations. It is irresponsible to suggest to prospec-
tive parents that the child may have emotional
difficulties, behavioral problems, or autism,
based on a brief video possibly made under dif-
ficult circumstances.

Videos range from a 30-second view of
the child in a caregiver’s arms drinking from a
bottle or sleeping to lengthy segments (1-2
hours) showing the child in a variety of settings
(mealtimes, school, playground, dance perfor-
mance, etc.). Most videos are under 10 minutes
in duration. The most useful videos show the
child’s interactions with a familiar caregiver.
Young infants are often shown unclothed.
Ideally, the child is placed in various positions
and several toys offered.

Motor function can be assessed qualita-
tively and quantitatively. Some infants have
persistently fisted hands, which may be a sign
of increased muscle tone, but more likely this is
due to swaddling and lack of physical experi-
ence. Infants frequently resist weight bearing.
Institutionalized infants lack the chance to be
bounced on an adult lap and learn to extend
their hips and knees. Some infants have tactile
hypersensitivity on their soles; again this is due

to lack of experience with weight bearing. In-
fants frequently display considerable discom-
fort in prone lying; most spend their days
supine, with little opportunity to practice trunk
and neck extension.

Social and language skills are particularly
difficult to demonstrate in a brief video. Eye
contact, social and responsive smiles, and play-
ful interactions are sometimes observed. How-
ever, more specific social milestones such as
pointing, waving bye-bye, and imitation are
rarely seen. Vocalizations of any kind by the
child are rare (except for the school-age chil-
dren who may answer questions, recite, or
sing), emphasizing the delayed expressive lan-
guage common among institutionalized chil-
dren (see Chapter 31). Accurate assessment
of the child’s hearing based on the video is
usually difficult. The ability of hearing-
impaired or deaf children to follow instruc-
tions, engage with toys or people, and mas-
querade as a hearing child in a short video is
quite astonishing.

If properly done, the video shows several
close-up views of the child’s face in repose to
allow assessment of the risks of fetal alcohol
syndrome. Camera angle, lighting, facial ex-
pression, close-ups, and focus must all be ade-
quate to make an assessment. Videos are also
useful to observe the presence of subtle anom-
alies that may not have been noted in the med-
ical report. Ear symmetry, size, and placement
can all be clues to genetic conditions. Ears may
appear large if head circumference is small.
Head circumference should be assessed subjec-
tively and compared to measurements pro-
vided. Strabismus is also commonly observed
or suspected.

Inspection of the environment in which
the video was taken is also informative. The
setting is often the orphanage director’s office
or a play room (large Oriental-style rugs are
common in both; the director’s office usually
has couches and comfortable chairs). Some
videos are filmed in the group day room or
during a meal. It is useful to note if there is
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much crying in the background or, more fre-
quently, utter silence. The activity and behav-
ior of other children may give some clues about
the environment. Sometimes a row of toddlers
is observed rocking, swaying, or head banging,
while the video “star” receives all the attention
of the adults. If the video is taken during normal
group activities, it is a challenge to keep track
of the child in a roomful of active toddlers. In
carefully done videos of adequate duration, a
guess can be made about the child’s activity
level and attention span.

Changes in legal requirements (see be-
low) mean that parents sometimes take their
own videos of a prospective child. With ad-
vances in Internet technology, these are sent
for review while the family is abroad. Children
understandably may become frightened by the
unfamiliar people who are so intently interested
in them. Assessing the child’s emotional well-
being from these brief videos and extrapolating
to a psychological diagnosis are impossible. By
the same token, children who do well under
these circumstances should be recognized for
the excellent social skills that they possess.
However, some may be displaying the “indis-
criminate friendliness” that is common among
this population (see Chapter 2).

“Two-Trip System”

Some countries, notably Russia and Vietnam,
require adoptive families to make two trips to
complete their adoptions. Variable amounts of
information are provided before the first trip.
Parents then meet the child, begin the adoption
formalities, and return weeks to months later
when a court date is set to finalize the adoption.
Often they return from the first visit with more
detailed medical information and a lengthy,
self-made video. Prior to the first trip, it is help-
ful for the pediatrician to recommend what
medical information should be obtained and to
suggest the most useful activities to film (Ap-
pendix 4-1).

Pre-adoptive Medical Reports
by Country

This section outlines the type of medical refer-
ral information provided by some of the more
common sending countries. These comments
are based on experience at the International
Adoption Clinic at New England Medical
Center since 1988 and, as such, are not com-
prehensive or complete. The exact content of
medical reports from individual countries may
vary enormously depending on the region, the
local facilitators, and other factors. Quality and
content also vary tremendously from year to
year (see Chapter 3). Medical reports for chil-
dren with identified special needs are addressed
elsewhere in this chapter.

Eastern Europe and the Former
Soviet Union

Medical reports from the former Soviet Union
have been some of the most confusing and dif-
ficult to evaluate. Prospective adoptive families
receive only an “extract,” or summary, of the
child’s extensive medical record. These reports
have sometimes created confusion, mistrust,
and anxiety for adoptive parents. However, the
reports are usually prepared in good faith, with
an effort on the part of the local physicians to
provide a complete and useful summary, given
the information they have available.

Birth information is nearly always avail-
able. Gestational age assessments, especially for
low-birth weight infants, are provided errati-
cally. Sometimes “morphofunctional immatu-
rity” is used as a synonym for prematurity, or
prematurity is listed as a diagnosis without the
number of weeks of gestation listed. Some re-
ferrals include the designation of a “degree” or
“grade,” with Roman numerals [-IV. These
may reflect either gestational age, birth weight,
or both (Table 4-6).'¢

Concerns about possible maternal drug or
alcohol use or smoking are seldom addressed,
even if the infant is low birth weight. Some-
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Table 4-6 Stages of prematurity in
Russia

Table 4-7 Syphilis terminology in
Russian medical reports

Stage or Grade Gestational Age Birth weight
(vecks) ®

I 36-37 2001-2500

11 32-35 1501-2000

111 28-31 1000—1500

v <28 <1000

Source: Data from ref. 16.

times the statement appears that the mother was
“not on the Alcohol, Narcological or Venere-
alogical Registries”; this means simply that there
is no record that the mother has sought care for
those conditions. Supplemental information about
maternal history may be available, especially in
Eastern Europe, where many of the orphanages
are in smaller towns and the mothers are known
to the orphanage staff. “Assurances” about lack
of alcohol or drug exposure are always wel-
come, although they may not be reliable.

Similarly, information about siblings may
sometimes be obtained upon request. This may
provide some clues about the mother’s social
situation (for example, six older siblings all
living in orphanages present a different picture
than three older children living with a married
and employed mother and father whose fourth
child could not be cared for because they lack
financial resources). Sibling information will
also be welcomed by the adopted child as he or
she matures.

About 15% of the medical records re-
viewed from Russia and the former Soviet
Union include a history of maternal syphilis
(see Chapter 19). Generally, the local doctors
do an excellent job diagnosing and treating
syphilis. Even a remote history of syphilis in the
birth mother usually provokes a course of treat-
ment and careful monitoring of the infant.
Long-bone radiographs and serial serologic
testing results are often included in the medical
report. Some of the serologic tests performed
are shown in Table 4-7. Concerns related to
syphilis include possible co-infection with other
sexually transmitted diseases (HIV, hepatitis B,
hepatitis C) and risk of exposure to one of these

Term Translation
RW (or occa- ‘Wasserman test (non-
sionally WR) treponemal tests)

RSK or RCK Wasserman test

RIF Immunofluorescence method
with varying dilutions of the
test serum. Sometimes this is
listed as RIF 10 or RIF 200
(i-e., 1:10 or 1:200 dilutions)

RIBT Treponemal immobilization test.

Live treponemes are immobi-
lized after exposure to the
patient’s serum (described in
1949 by Nelson and Mayer)"’

Some of these tests are occasionally performed on spinal fluid
(often translated into English as “liquor™).

blood-borne infections as a consequence of par-
enteral treatment. Penicillin is given by intra-
muscular injection in varying doses and regi-
mens; details are rarely provided. Children may
receive from 14 to more than 100 injections, de-
pending on the schedule prescribed.

Perhaps the most problematic aspect of
medical reports from Russia has been the con-
fusing terminology related to neurologic diag-
noses (Fig. 4-4). Virtually all medical reports

DOB:August 15, 1994
The child was born to a |7-year-old-mother. No
father. Mother wrote a written relinquishment.
Diagnosis: hypoxic-traumatic defect of the
central nervous system
hypertensive-hydrocephalic syndrome
birth trauma of cervical section of
the vertebrae
rickets
immaturity—IIl degree

Birth: Weight: 2700 gr, height: 46 cm, head
circumference: 32 cm, Apgar - 8/9.

At present:  Weight: 3800 gr, height: 56 cm, head
circumference: 37 cm, chest

circumference: 36 cm.

Figure 4-4 Typical medical report provided from
Russia. This child was neurologically normal, with
minor developmental delays from which she quickly re-
covered.
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include multiple unfamiliar and frightening di-
agnoses (Table 4-8). The nearly universal pres-
ence of these diagnoses should be reassuring.
Indeed, these diagnoses have not been con-

firmed among Russian children adopted by
American families. Although many believe or
suspect that these diagnoses have been placed
on the child’s medical report to make the child

Table 4-8 Neurologic diagnoses from 107 medical records from Eastern Europe?

Diagnosis n Diagnosis n
Perinatal Flexor tonus in limbs 1
Perinatal encephalopathy 43 Generalized muscular hypothony 1
Of hypoxical traumatic genesis 6 Generally weak 1
Of hypoxic genesis 3 Infantile cerebral paralysis 1
Of hypoxical etiology, late compensatory period 1 Lack of reflexes 1
Of mixed genesis 2 Mixed tetraparesis 1
Consequences of intrauterine hypoxia 1 Motive disorder 1
Early perinatal CNS pathology 1 Motor lesion syndrome 1
Early perinatal hypertension 1 Muscle hypotonus syndrome 5
Hypoxic perinatal CNS injury with hypertension Neuromuscular disorder caused by hypoxia 1
syndrome 4 Paraparesis of lower extremities 2
Natal trauma of cervical spinal cord 3 Spasm (or spastic) syndrome 3
Neurotic syndrome of hypoxic genesis on Spastic paresis of one foot 2
background of morphofunctional immaturity 1 Spastic tetraparesis 3
Organic defect of CNS (of hypoxical origin) 3 Spastical 3
Perinatal damage of CNS 6 Syndrome of motor disorders 2
Perinatal hypoxia 3
Perinatal affection of the brain and spinal cord Unknown Neurologic Disorders
on the perinatal lesion of the brain 1 Cerebellar insufficiency 2
Cerebrostenic syndrome 4
Anatomic CNS suppression syndrome 1
(Intracranial) hypertension syndrome 8 Hyperneuroreflectory activity 3
Congenital hydrocephalia 2 Hyperexcitability 10
Congenital pathology of the skull 1 Hyperirritability 4
Deformation of vascular plexuses, shades in Hypocorticism of the brain secondary to ECHO-EC 1
gaps of ventricles, connected with vascular Myotonic (or miotonical) syndrome 3
plexus (thrombus) 1 Neuroreflector syndrome 1
Hydrocephalic shape of head 2 Pyramidal insufficiency (or deficiency) 6
Hydrocephalic—hypertension syndrome 8 Residuals of organic damage of CNS 1
Hydrocephalus syndrome 5 Slight cerebral dysfunction 2
Injury of cervical spine and vertebral arteries 1 Syndrome of heightened neuroreflexical agitation 4
Intraventricular blood stroke 1
Microcephaly 6 Unknown
Spinal hernia 1 Continuous sluggish sepsis 1
Subarachnoid hemorrhage 1 Exudative diathesis 1
Hyperdynamic syndrome 1
Motor Disorders Hypererethism 1
Adductor spasm 1 Left hemisyndrome 2
Dyskinesia 1 Polycystosis 1
Dystonic syndrome 1 Secondary fermentopathy 1
Equinovarus 2 Subnanism (archaic name for dwarfism) 2
Flaccid tetraparesis 1 Vegetative visceral syndrome 2

“See also ref. 18 for further explanations.

All children were examined in the International Adoption Clinic. Except for microcephaly, hypotonia, and developmental delay, no

other conditions were confirmed.
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eligible for foreign adoption, this is not true. For
the most part, Russian physicians make these di-
agnoses in good faith; the diagnoses are consis-
tent with their medical system and terminol-
ogy. Itis hard to understand how nearly 50% of
infants can have “perinatal encephalopathy”;
however, this term means something quite dif-
ferent to the Russian doctors than it does to
those trained in the Western system of medi-
cine. For example, the differences between in-
creased neuroreflexive excitability and in-
tracranial hypertension, adapted from the work
of Y.A. Yakunin, are shown in Table 4-9. If
only a few of the criteria are required for diag-
nosis, it’s easy to see how these could be widely
applied. Child neurology became an indepen-
dent discipline in Russia in 1963."® A classifica-
tion scheme of over 1000 nosologic forms was
devised, and perinatal neurology emerged as a
specialized area with the view that “many pe-
culiarities and pathogenic mechanisms were re-
vealed at different stages of development.”'®
Overall, neurologic disease is considered to
“represent the most common cause of disable-
ment of children in Russia—almost 60%,” with
most morbidity related to central nervous
system (CNS) prenatal and perinatal damage
(36%) and residual neurologic deficits due to

Table 4-9 Diagnostic criteria for
“unusual” Russian medical conditions

Increased
Neuroreflexive  Intracranial

Clinical Sign Excitability  Hypertension
Tremor + +
Spontaneous Moro reflex + —
Horizontal nystagmus +/- +/—
Convergent strabismus +/— +/—
Agitation + +
Greffe symptom

(sunset sign) - +/—
Eye protrusion - +/—
Fontanel bulging and

skull sutures separation - +
Hyperesthesia - +
“Screaming out” - +

Source: Data from Yakunin.”

this damage (24%)." It is believed that the most
important stage of neurologic care is provided
in the maternity home, when future problems
can be prevented.” Extensive details about
Russian medical terminology and neurology
are found at the Russian Adoption Web site."”

The “flavor” of neonatal neurology can
be seen in a recent survey? of the diagnoses
given 41 abandoned infants in Moscow. Most
children had multiple diagnoses; only seven
were considered healthy. In the remaining 34,
diagnoses included prematurity or hypotrophy
(not differentiated) (12), intrauterine infection
(28), disorder of the central nervous system (2),
insufficiency of the cerebral circulation (26),
excitability syndrome (26), and malformation
(1). Intrauterine infection was a “social diag-
nosis” (e.g., no prenatal care increased the risk
that the mother may have had undetected gon-
orrhea or syphilis). “Neurologic” diagnoses
were seemingly applied in the absence of spe-
cific diagnostic criteria. In another study,
200/280 full-term newborns were considered to
have moderate-to-severe perinatal hypoxic le-
sions by neurosonography.?! A Russian expla-
nation of perinatal encephalopathy is available
at the Primavera Medica web site.?

Among the most useful features of Russ-
ian medical reports have been character or
“pedagogical” statements (Fig. 4-5). These are
usually offered for older children, and may de-
scribe the child’s interests, academic perfor-
mance, personality, behavior, and attitudes.
Obviously prepared by those who know the
child well, these statements offer a real sense of
the child that bland medical data do not.

Romania

Medical reports from Romania vary widely.
Typically, two- to three-page reports are pro-
vided, which list basic birth information (mea-
surements and Apgar score: usually one score
is given and frequently it is 9) and develop-
mental milestones (all of which are checked off
seemingly without regard for the actual devel-
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CHARACTER STATEMENT
Nadezhda
DOB:May 17,1993

Nadya lives in the orphanage

Mother: Ludmila—died.
Father: Igor—his parental rights were
terminated.

Nadya is a second grade student. She does well
academically. She reads well and retells short
stories. She has a good memory, easily changes
types of activities. She writes well, with few
spelling mistakes. She can solve simple
mathematical problems without help, loves
learning. She can calculate within 10.

Nadya’s speech is good. She is very friendly
with children. She loves drawing, painting,
working with clay. She has good fine motor
skills. Nadya has good imagination, makes
beautiful applique. She is hard working, diligent,
loves sewing, knitting. Nadya participated in a
performance contest and won a prize. She
loves singing and participating in different
contests.

She has good hygiene skills.

Caregiver
Orphanage director

signature
signature

Figure 4-5 Pedagogical or character statements
are sometimes provided for school age children. These
offer descriptions of the child’s interests, activity level,
and achievements.

opmental status of the child). Other referrals
provide extensive medical information, includ-
ing social background, family history, and stan-
dardized developmental assessments. Videos
are sometimes available, especially for children
in foster care. These typically show the child in
the foster family’s home, often interacting with
family members. These videos can be quite
lengthy (30-60 minutes) and may include the
child playing various games indoors or out.
Other times, the video content is less structured
and captures random activity of the child while
adults converse in the background. Little effort
is usually made to engage the child in conver-
sation, making language assessments difficult.

Ukraine

Laws in Ukraine are presently (2004) in flux.
Currently, families are asked to travel before an
individual child is identified to be assigned. On
arrival in Ukraine, the family may be offered a
“choice” of several children at once or serially.
Information is provided only after a child is
provisionally “selected”—at that time, the
family may have a brief opportunity for med-
ical consultation before the adoption decision is
finalized. Families without medical background
and knowledge of the risks common among in-
stitutionalized children need considerable sup-
port during this extraordinarily stressful
process. Many seek emergency pre-adoptive
counseling via the Internet, sending medical re-
ports, photos, and video clips. Although help-
ful, opportunities to question, reflect, and assess
are very limited.

Vietnam

Many children placed from Vietnam are young
infants. The quality and quantity of information
vary. Birth information is usually available.
Health history, physical examinations, and basic
laboratory tests may be provided; developmen-
tal information is minimal. Photographs are
available sporadically (usually for older chil-
dren). In some programs, adopting parents travel
twice to Vietnam (see “the two-trip system”
above). Children usually reside in state-run or-
phanages; some private orphanages also exist.

India and Phillipines

Reports from these countries are similar in qual-
ity and detail. Both provide extensive material
for review. This may include information about
the circumstances by which the child entered
care, the child’s physical condition, develop-
mental information, intercurrent illnesses and
hospitalizations, x-ray reports, laboratory tests,
and, occasionally, ancillary information such as
electroencephalograms (EEGs) or specialized
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scans. Results of testing for hepatitis B, HIV, and
syphilis are usually included. The dossier usu-
ally includes considerable information collected
over many months (or years), making it possi-
ble to monitor a child’s progress. Reports from
social workers describe the child’s emotional
state. Several photos are often included. On very
rare occasions, videos are provided. Character
descriptions of the child are often included as
well. Questions addressed to the orphanages are
usually answered directly. Both government and
private orphanages exist.

South Korea

Pre-adoptive medical reports from South Korea
comprise a very special category. Compared to
other countries, a considerable amount of in-
formation is available about the birth mother
and often the birth father as well. This may in-
clude not only physical information (height,
weight, general appearance, medical problems)
but also information about their educational
and social backgrounds, interests, and occupa-
tions. Many pregnant mothers make adoption
plans for their children prior to delivery and re-
ceive some prenatal care (although it may not
be until late in the pregnancy). Virtually all the
children are born in hospitals or maternity
homes. Accurate birth information is available,
although instead of Apgar scores the record
usually indicates that “the baby cried immedi-
ately.” Most (but not all) infants receive vacci-
nation against hepatitis B within 48 hours of
birth. Physical and developmental examina-
tions are performed at least monthly, and results
are sent to prospective adoptive parents (Fig.
4-6). Laboratory testing is generally reliable
(although it should be repeated when children
enter the United States). Nearly all the children
live in foster care prior to adoption. Descrip-
tions of the infant’s daily routine, response to
feeding and bathing, and sleep patterns are all
provided to the adoptive family. The foster
family is also described, along with their years
of experience and family composition. Any

Development (1)

Gross Motor  prone lift head
chest up-arm support
bear weight onlegs ~ some

moderate

AN AN AN AN A
NN N N

good
head lag on pull to
sitting position

roll over

creep or crawl
Fine Motor follow to midline
Adaptive follow past midline
follow 180°
hand sucking

both hands together

AN AN AN AN AN AN A
NN N N N NN

reaches out for

large object

grasp large object
Personal- regard face

Social smile spontaneously

+ + +

smile responsively
regard own hand

Language respond to bell

+ +

N N N N N S NN

coos
laugh

turn to rattling sound
turn to voice

AN AN AN AN AN AN AN AN AN AN AN

imitate speech sound

Assessment of developmental age
2-month-old level

Recommendation

Adoptable
Figure 4-6 Monthly updates of the prospective
adoptee’s developmental progress are often provided
from Korea.

medical issues appear to be thoroughly ad-
dressed by the local physicians, who have access
to Western-style diagnostic equipment and
tests. If anything, most local physicians appear
to err on the side of caution (minor develop-
mental delays or physical findings are exten-
sively and carefully evaluated, beyond what
would be standard practice in the United
States). Questions raised by the medical reports
are generally answered comprehensively. Full
details are given about interim medical prob-
lems, hospitalizations, medications, and so on.
Results of HIV testing and syphilis testing are
provided inconsistently. Foster parents occa-
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sionally send pictures and letters with the child
at the time of adoptive placement, which can be
treasured forever. The following letter is an
example:

Dear Parents: I am the foster mother of L.W. and my
name is H.K. I took care of him for I year, and I fell
in love with him. He is a very lovely baby boy. I
would like to tell you about him beacase of worry-
ing about him. He is a lovable and cute baby boy, and
he grew up receiving abundant love from the foster
family and neighbors. However, he is very shy with
strangers. He took milk well, and smiled easily when
he was with the family. He was playful with the
family. However, when he was with unfamiliar
people, he cried a lot, and did not get along with
them. We think he will soon be one of your precious
family members. It is my heartfelt wish that you will
take good care of him, and your family will live hap-
pily with him forever. I wish that you stay healthy
and happy always.

Guatemala

Children in Guatemala may live in orphanages
or foster care prior to adoption. Both care-
giving environments vary in quality. Medical
reports of infants from Guatemala include re-
sults of DNA testing of the child and birth
mother (see Chapter 3). Many of the birth
mothers who make adoption plans for their
newborns also provide blood samples, which
are screened for hepatitis B and HIV. Young in-
fants have scant medical records, with minimal
birth information, a physical examination, and
basic blood tests (CBC, syphilis, HIV). Refer-
rals usually include three or four pictures of
clothed infants. Occasionally more extensive
reports are available. Follow-up growth infor-
mation and photos are often available. Devel-
opmental information is sporadically supplied.

Cambodia

Most children adopted from Cambodia are
young infants. Usually a brief medical report is
available, with minimal developmental infor-
mation. One or two photos, often miniature,

may accompany the medical report. Sometimes
the age of the child is uncertain—in some cases
because the child has been abandoned, in other
cases because of confusion translating dates
from the traditional Cambodian lunar calendar.
Lab work may include screens for hepatitis B
and HIV; occasionally polymerase chain reac-
tion (PCR) results for HIV-DNA are obtained.
American- or Western-trained pediatricians in
Cambodia often supply superb information.

China

Referrals may include extremely minimal in-
formation. Birth information about Chinese
children is virtually never available. For many
years, families adopting from China received a
standard two page report with a postage-stamp
sized photograph of their prospective child’s
face. The report was often 6 or more months
out of date, and listed a single set of measure-
ments of height, weight, and head circumfer-
ence. Weights were obtained clothed; many

new arrivals in the United States weighed con-
siderably less than expected (Fig. 4-7). The

Figure 4-7 Photos from China show fully clothed
children. Many are weighed while dressed in heavy
clothes. (With permission.)
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physical examination record, although com-
plete in listing every organ system, was invari-
ably filled in with the word “normal” after
every designation (Fig. 4-8). Laboratory work

Health Examination

Ruo Yang City #|

Chen Xiao Xin Sex: Female
DOB: I 1-22-2001
Placement Institute: Ruo Yang Children’s
Center

Medical History: No
Family History: No
Hearing: normal
Nose Sense of smell: normal
Nose: normal
Throat: normal
Others: normal
Teeth: no
Oral cavity: no
Palate: normal
Others: normal
Height: 68cm
Weight: 7.5kg (about 171b)
Chest size: 40 cm
Head size: 39 cm
Skin: normal
Lymph: normal
thyroid gland: normal
Spine: normal
Limb: normal
Flatfoot: no
Joints: normal
Anus: normal
Uro-genital system: normal
Hernia: normal
Development: normal
Nutrition: normal
Nerve system: normal
Heart: normal
Lungs: normal
Abdomen: normal
Lab test: normal (Nov. 9,2002)
Liver function: normal
Chest X-ray: normal

Figure 4-8 Typical medical report from China lists
all physical findings as “normal.”

from China has typically included a CBC, he-
patitis B serology (often surface antigen [sAg],
surface antibody [sAb], coreAb, eAg, and eAb)
liver function tests and occasionally also results
of a chestx-ray and electrocardiogram. Several
recent changes have enhanced the quality of in-
formation received from China. Developmen-
tal information is now usually included. This
section of the medical referral lists a wide range
of developmental milestones, usually with
checkmarks to indicate those the baby has ac-
complished. Although somewhat helpful, these
reports are of uncertain accuracy and may be
incomplete or outdated. Specific descriptions
of language abilities and verification of hearing
are rarely satisfactory. For children living in
foster care, more detailed information is usually
offered. Nearly all referrals now include three
or four photos of the infant at different ages and
in different positions, allowing a better assess-
ment of motor skills and physical appearance.
However, photos always show the infant com-
pletely clothed. Laboratory test results for HIV
and syphilis are now commonly included, al-
though they may be out-of-date.

Key Points for Internationally
Adopted Children (and
Their Families)

Pre-adoption counseling should cover many
topics.

Parent education and anticipatory guidance
are critical.

Adoption medicine consultants may provide
useful information to parents and pediatri-
cians throughout the process.

Information provided in “referrals” must be
carefully evaluated.

* Conversations prior to adoption about pa-
rental expectations and the child provide a
sound basis for an ongoing and caring pro-
fessional relationship between the pediatri-
cian and the family.
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Appendix 4—-1 At the Orphanage

Parents usually have the opportunity to meet
their child’s caregivers and the orphanage direc-
tor (usually a doctor) during the adoption
process. The following list includes suggested
topics to discuss during these meetings. This may
be particularly helpful for parents who make two
trips to complete the adoption (Russia and Viet-
nam) or who adopt from Ukraine (where no in-
formation is provided prior to travel).

Questions for Caregivers

1. Maternal history

Medical history

Obstetric history (previous pregnancies,
outcome, where are children now?
names available?)

Known history of alcohol use? Drug use?
Smoking?

Maternal social history, occupation if
known

2. Any paternal information, if available
3. Why is child in orphanage?

Relinquishment at birth?

Foundling? Circumstances when child
was found? Condition of child when
found?

Termination of parental rights (are legal
documents available?)

4. Previous placements (hospitals, other
settings)
5. Date child entered orphanage

Weight, height, head circumference

Health issues

Emotional and physical status

6. Health during time in orphanage

Any hospitalizations? (Parents should be
aware that children may be hospital-
ized for relatively minor illnesses.)

Medical conditions?

Medications?

Blood tests? (hepatitis B, HIV, syphilis,
hepatitis C)

10.

11.

Immunizations?
Growth measurements at different ages
and currently

. Developmental issues? Behavior problems?

Emotional problems?

. Language skills?
. Any signs of fetal alcohol syndrome or fetal

alcohol exposure (see Chapter 5)?
For older children
Does the child have friends?
School performance?
Special interests, activities, or talents?
Fits well into group?
Wants to be adopted? Prepared?
Overall opinions about prognosis, recom-
mendations for treatment

On-site Visits

. Observe the child in a familiar environment

with known caregivers, peers, and toys.
Record behaviors, preferences, responses to
environment and people. (Consider acute
health issues, time of day, effect of disruption
of routines, presence of strangers, etc.)

. Listen carefully for vocalizations and speech.

Your translator can be very helpful in as-
sessing the child’s language abilities. Look
for the child’s ability to understand (recep-
tive language), use gestures, and use non-
verbal communication.

Caregivers may be able to describe the
child’s personality and behaviors, the best
techniques to soothe and comfort, and the
child’s special likes and dislikes. Do the care-
givers seem to like the child?

. Check out the daily routine schedule.
. Visits over several days are better than a

single visit to determine the child’s abilities
and function.

. Caregivers may have specific information

about the child’s family, previous visitors,
etc.

. Observe the child’s energy level and atten-

tion span
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8. Observe self-stimulatory (rocking, head
banging) or other unusual behaviors. See if
other children in the group also have these
behaviors.

9. Observe eye contact and whether the child
has emotional interactions with others, and
engages others in play.

Things to Bring (and Leave Behind)
for Young Children

Simple cardboard books, ball, stacking cups or
rings, cause/effect toy, music or squeak toy,
unbreakable mirror, photos of you (wear the
same clothes when you return), family mem-
bers, house, and pets.
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FETAL ALCOHOL SYNDROME

lcohol is the most common teratogen
A on the planet and one of the most
common identifiable causes of mental
retardation.! Worldwide, between 1/1000 and
1/300 of infants are exposed prenatally to alco-
hol: some estimate the incidence as high as
1/100.% Fetal alcohol syndrome (FAS) is per-
haps the leading cause of mental retardation in
the United States;’ precise statistics for other
countries are not available. The prevalence of
FAS in Russian orphanages is estimated at
~14%, based on physical criteria alone.*
Families adopting internationally have
usually heard of FAS as a risk for their children.
Few realize however, the spectrum of problems
that occur after prenatal alcohol exposure, the
lifelong disabilities these children experience,
and the difficulty establishing this diagnosis in
the absence of (reliable) maternal history. This
section reviews the epidemiology of alcoholism
in sending countries, the physical and neurobe-
havioral features of FAS, and the outcome of
affected children. Because the outcome of chil-
dren with FAS depends greatly on the preven-
tion of “secondary disabilities,”*’ the long-term
follow-up of children with FAS who have been
adopted is highlighted.

89

History and Epidemiology

Alcohol has been recognized as a teratogen for
decades.® The constellation of growth retarda-
tion, developmental delay, and unusual nail
findings (onychodysplasia) was recognized in
1971.7 The association of these findings with in-
trauterine alcohol exposure was described
within a short time in both the United States and
France.®’ Since then, an extensive literature on
the effects of maternal alcohol ingestion during
pregnancy has emerged.

Fetal alcohol syndrome has been identi-
fied among internationally adopted children
from virtually every sending country. However,
FAS is much more frequent in children from
Russia, Ukraine, and other countries of the
former Soviet Union. Adoptees from other
Eastern European countries such as Romania
have an intermediate incidence of FAS, whereas
FAS is uncommon in children from Korea,
Guatemala, and China. The incidence of FAS
in international adoptees parallels the incidence
of alcoholism in each sending country.

Accurate figures on alcohol consumption
are difficult to ascertain. The World Health Or-
ganization Alcohol Database'’ provides com-
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Gina’s parents are both physicians.The medical report pro-
vided at the time she was referred to them raised concerns
about the possibility of FAS, based on her facial characteristics
and small size. However, they felt very drawn to her.They took
advantage of the new laws in Russia to visit her twice prior to
finalizing their adoption plans.“She does have some features
of FAS,” her mom said, “but we were amazed at her cognitive
and language abilities when we visited her. She seemed to be
developmentally head and shoulders above the other kids in
her age group in the orphanage.We're not sure what lies
ahead, but we just had to bring her home.”

parable country-specific statistics compiled
from reliable sources (Table 5-1). Data for
other countries may be found at that Web site.

Definitions

Fetal alcohol syndrome is a constellation of phys-
ical and neurobehavioral abnormalities result-
ing from maternal ingestion of alcohol during
pregnancy (Table 5-2).

Fetal alcohol syndrome results from high
maternal blood alcohol concentrations after either
regular or binge consumption. Maternal inges-
tion of 2 or more ounces per day of alcohol, es-
pecially early in gestation, promotes the devel-
opment of the facial features of FAS. As little as
1.5 ounces of absolute alcohol (approximately

Nicholas was adopted from Russia at 2 years of age; his pre-
adoption medical stated that he had “alcohol fetopathy.” FAS
was confirmed dfter arrival. He was tiny and developmentally
delayed, but charming and sociable. Unlike his adopted sister,
who did not have FAS, Nicholas did not display the typical
catch-up in growth and development.After hed been home for
about | year, his parents requested that Nicholas’s age be
“reassigned” to reflect his actual size and functional abilities.
Accordingly, this was done. However, | year later, Nicholas still
lagged far behind his new peer group in both growth and
developmental milestones.

three drinks) during pregnancy may significantly
decrease cognitive scores, increase the frequen-
cy of minor neurological anomalies, reduce
height, and promote facial dysmorphology." The
children of older mothers who engage in inter-
mittent heavy drinking seem especially vulner-
able to the effects of alcohol.’? However, indi-
vidual susceptibility clearly varies: dizygotic twins
may differ in phenotypic expression of FAS.">!
Maternal alcohol dehydrogenase genotype con-
tributes to susceptibility to prenatal alcohol ex-
posure.”” In a recent report, alcohol-induced
damage to a specific neural cell adhesion mole-
cule, L-1, was implicated in the pathogenesis of
FAS."* Further research in this area is eagerly
awaited. No amount of alcohol ingestion during
pregnancy is considered safe for the fetus.'®
Fetal alcohol effect (FAE) is sometimes
used to describe prenatally exposed children
who lack the characteristic facial appearance of
FAS; these children often have growth and de-
velopmental delays and neurobehavioral ab-
normalities. This term has become widely used,
as it allowed some children to receive financial
assistance, medical benefits, and educational in-
terventions.'” However, FAE lacks specific di-
agnostic criteria,' and is not a mild form of FAS.
In 1996, the Institute of Medicine proposed the
replacement of FAE with the terms alcohol-re-
lated neurodevelopmental disorder (ARND) and
alcohol-related birth defects (ARBD)." Others
suggest use of the term fezal alcohol spectrum dis-
orders.”"” These new terms reflect the reality of
medical and developmental problems that occur
after substantial regular intake or heavy episodic
prenatal exposure to alcohol, regardless of the
phenotypic appearance of the child (Fig. 5-1).!
The utility of these definitions for inter-
national adoptees is questionable. Many inter-
nationally adopted children have multiple,
complex reasons for pre- or postnatal growth
retardation (see Chapter 10). Likewise, neu-
robehavioral problems and cognitive delays
may result from other exposures, including
malnutrition, micronutrient deficiencies, insti-
tutionalization, stress, and prenatal drugs or
tobacco (see Chapters 2, 6, 7, 8, 10, and 11).
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Table 5-1:

Epidemiology of alcohol use in top 15 sending countries!?

Country

Per Capita
Alcohol
Consumption

(liter /year)™*

Beer

Wine

Spirits

Drinking Habits
(information from selected
studies cited at Ref. 10)

Unrecorded Alcohol
Use (illegal, home
brew, etc.) not officially

recorded in national statistics

Alcohol
Content of
Local
Beverages

Belarus
Bulgaria

Cambodia
China

Colombia

12.98
8.22

0.25
5.17

6.37

1.25
1.79

0.02
1.03

3.75

0.32
3.58

0.01
0.09

8.13
2.85

0.2
4.04

2.54

10% drink heavily
7993, students, age 14—18 years: 66%
drank alcohol, 20% drank regularly,
20% increased consumption recently;
1/3 disapproved of drinking.

7993, survey of 14- to 18-year-olds:

77% were alcohol drinkers, 6-7%
drank “often,” 1% drank daily, 1.2%
were dependent on alcohol. The
average age of first use was 1316
years old.

N/A

University students: males consumed
significantly more alcohol than
females, and had more problems
from drinking. Beer was the preferred
alcoholic beverage for both males and
females. Of males, 10% indicated daily
use; 19%, weekly use; 34%, monthly
use; 8% were abstainers. Of females,
3% indicated daily use; 8%, weekly use;
24%, monthly use; 53% were abstainers.

445 high school seniors: drinking was
reported by 84% of males and 55%
of females. Drinking one or two
times in the previous 2 weeks was
reported by 21 girls.

71987, alcohol consumed by both sexes:
70% males, 42% females. Alcoholism
in 8%; of the sample, alcoholism in
5% of females age 25-29 years and
20% of males age 38—49 years.

N/A
40%-70%

N/A
20%-30%

No clandestine production of
alcoholic beverages has been
reported.

N/A
N/A

N/A

Alcohol content of yellow wine:
10%-15%

Alcohol content of home brewed
beverage: 10%

N/A

(continues)
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Table 5-1 (Continued)
Country Per Capita Unrecorded Alcohol Alcohol
Alcohol Use (illegal, home Content of
Consumption brew, etc.) not officially Local
(liter/year)**  Beer ~ Wine Spirits Drinking Habits recorded in national statistics Beverages

Guatemala 191 0.72 0.01 1.18  Students in Guatemala Ciry: Lifetime N/A Aguardiente: 45 proof distilled

prevalence of alcohol use, 26.5%. Beverage (legal), Boj (Chicha,
Cross-sectional study: 66% of males and Guaro, Kuxa): indigenous,

48% of females used alcohol, 27% fermented product from sugarcane

currently used (20% of females). (10 proof)

Highest rates were within the 35 to

39-year age group.

Haiti 5.18 0.0 0.0l 5.17  Cross-sectional survey: lifetime N/A N/A
prevalence of alcohol use: 58% (60%
for men, 56% percent for women);
highest rate among 19 to 24-year-
olds. About 1/3 initiated alcohol
use before age 15; 7% of men, and
5% of females are current users.

India 1.01 0.03 0 0.98  Alcohol use: 25% of adults, 36% of males,  ~50% Country liquor (arrack), 65 proof,
13% of females. Probable alcohol consumed in rural areas and by
dependence in 6% of males, 0.5% of low-income groups in urban areas
females. Varies among regions. (especially South India)

Rural Punjab: 34% of males, 98% of
females never used alcohol.

Kazakhstan ~ 2.76 032 0.14 228 Women age 30—60 years: 73% used N/A N/A
alcohol at some time. Proportion of
women involved in drunkenness is
increasing, male/female ratio rose
from 1:10 in 1990 to 1:8 in 1993

Korea 6.78 1.78  0.02 2.01 N/A 2% Soju, a local beverage, 44 proof. Also,

(South) sweet potato spirits (average 50
proof)

Russia 10.8 157 124 799  Prevalence:Only 1% of men and 16% Rural regions, ~80%—90% Braga, a strong beer with alcohol

of women abstain from alcohol.
Alcohol-related disorders were
reported by 73% of men and 10%
of women.

7997 consumption.: ~1 billion bottles
of perfume and 900,000 liters of
window cleaning fluid were
consumed for alcohol content,

content of 10%—15% ethanol
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7992-1997: self-reported mean alcohol (~3.5—4 liters of pure alcohol
consumption increased to 70.8 grams/ per capita).
week (men), 9.4 grams/week (women).

Cross-sectional survey: 9% of men, 35%
of women report “never drink
alcohol”; 10% of men, 2% of women
drink several times a week; 44% of
men, 6% of women drink ~>25 cl of
vodka at a time; 31% of men, 3% of
women do so at least once a month
(25 cl of vodka contains 78.5 g of
absolute alcohol).

7994 per capita consumption, liters per
adult: vodkas and vodka-based
liquors: 13.7; Wines: 3.5; Brandies:

0.35; Champagnes: 1.02.

Romania 9.65 293 491 178  77% of males drink, 16% daily; 47% of N/A N/A
women drink, 2% daily
Phillipines ~ 3.33 0.74  0.01 256  About 36% of high school and college N/A N/A

students drink. When queried, 2%—3%
had consumed alcohol that day, and
5%-10% that week. Rural students
drink more than urban students.

Male, female rates are similar (~35%).

Ukraine 3.9 0.75 026  2.86 Teen rate: 79% drank within last 12 Unrecorded consumption of pure Samogen, potato or grain-based home
months, 30% were drunk in last 12 alcohol estimated at 10.5 liters per brew of variable proof
months. Lifetime prevalence of alcohol capita (based on (7) production of
use was 87% (equal for boys and girls). Samogen, (7z) home production of
Vocational-technical school students: 66% wine, (i) theft of alcohol intended
drank alcohol for medical or industrial use, and
Rural secondary school students: 16% (7v) illegally imported alcohol).
drank alcohol.
Vietnam 1.32 045 0 088 N/A N/A N/A

“Estimated amount of pure ethanol in liters of total alcohol, and separately beer, wine and spirits consumed per adult (15 years and older). Numbers rounded in column 6.
PEstimates vary among different sources. See also Chapter 3.

Source: Data from World Health Organization.!’
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Shortly after Elena was adopted from Russia, her
pediatrician realized that she had FAS. He was
reluctant to tell the family, thinking the diagnosis
would break the newly forming bonds between
parents and child, but finally did so.Their reaction
surprised him:“Thank goodness we were able to
bring her home where we can be sure she can get
proper services and all the support she needs. Know-
ing the diagnosis helps us understand why her devel-
opment and behavior are so different from our other
children at this age.”

Table 5-2 Characteristics of fetal alcohol
syndrome

e Pre- or postnatal growth retardation (below the 10th
percentile)

* Facial dysmorphology (midline facial defects, micro-
ophthalmia and/ or short palpebral fissures, poorly
developed philtrum, thin upper lip and absent cupid’s
bow, flattened maxillary area, and low-set ears)

¢ Central nervous system anomalies (developmental
delay, intellectual impairment, behavioral disturbances,
microcephaly [less than third percentile])

Alexander, age 7, has many features of FAS. His
behavior seems to worsen every year, and he has
difficulty playing with peers, making friends, and
understanding the most basic principles of cause and
effect. His parents are frantic with worry about his
future, and consumed with anger and disappoint-
ment at the adoption agency who had promised
them, “We don’t place children with FAS.” Both
parents are in individual and marriage counseling,
and are on antidepressant medication. “We’ll do our
best for Alex, and we love him dearly,” say his par-
ents, “but this is not the situation we expected for
ourselves.”

Furthermore, maternal history of alcohol in-
gestion is rarely available. Nonetheless, FAS
and ARND/ARBD may be identified with cer-
tainty in some internationally adopted children.
The preparation of adoptive families for the
possibility that their child may have FAS varies
greatly, as does their ability and willingness to
grapple with the realities of parenting a child
with this problem.

FAS with confirmed
maternal exposure

———

FAS without confirmed
maternal exposure

Partial FAS with
confirmed exposure

OR OR OR

Alcohol-related
birth defects (ARBD)

=

Alcohol-related
neurodevelopmental
disorder (ARND)

—

E—

A B
Confirmed Facial
exposure to  Anomalies
Alcohol

Growth CNS
Retardation Abnormalities Abnormalities  Defects

C D E F
Cognitive Birth

Figure 5-1 Terminology related to prenatal alcohol exposure. FAS, fetal alcohol syn-
drome. Findings (A—F) are used to define specific diagnoses (left column). (Reproduced with
permission from Pediatrics, Vol. 106, pp. 358-361, Figure 1, Copyright 2000.)
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Table 5-3 Physical features of fetal alcohol syndrome

Type Feature

Skeletal Clinodactyly, camptodactyly, radioulnar synostosis, flexion contractures, altered palmar creases, small
distal phalanges, short fourth and fifth metacarpals, small fifth fingernails, short neck, cervical
vertebral malformations, hemivertebrae, pectus excavatum or carinatum, rib anomalies,
myelomeningocele, hydrocephalus, maxillary hypoplasia, and micrognathia

Cardiac VSD, ASD, tetralogy of Fallot, coarctation of the aorta, aberrant great vessels

Craniofacial ~ Microcephaly, short palpebral fissures, epicanthal folds, ptosis (may be asymmetric), strabismus or
myopia, micro-ophthalmia, increased retinal vessel tortuosity, optic nerve hypoplasia, strabismus,
cleft lip % palate, other orofacial clefts, maxillary hypoplasia, hypoplastic nasal bridge, short nose,
anteverted nostrils, smooth philtrum with thin upper lip, absent cupid’s bow, protruding auricles,
low-set and posteriorly rotated ears

Renal Aplastic, dysplastic, hypoplastic kidneys, horseshoe kidneys, hydronephrosis (although some
authors” disagree)

Other Hypoplastic labia majora, strawberry hemangiomata, accessory nipple, single umbilical artery

ASD, atrial septal defect; VSD, ventricular septal defect.

Source: Data from refs.!»»18252

Physical Features of Fetal
Alcohol Syndrome and Alcohol-
Related Birth Defects and
Neurodevelopmental Disorders

Children with prenatal alcohol exposure have a
variety of abnormal physical features (Table
5-3). The characteristic facial appearance is
usually underrecognized in the newborn period,
even among children of known alcoholics®
(Fig. 5-2), but becomes more apparent during
late infancy and early childhood (Fig. 5-3). In
a large prospective longitudinal study,” only
50% of those children identified at age 4 with
FAS had been identified at birth. Many of the
facial features become less prominent as chil-
dren enter adolescence?’-** (Table 5-4). Recog-
nition of characteristic facial appearance may be
more difficult in Asian children with epicanthal
folds. The face must be evaluated in repose;
facial expressions interfere with determination
of FAS (Fig. 5-4).

Growth delays are characteristic of FAS
and ARBD. Nearly 80% of children have
height, weight, and/or head circumference
below the fifth percentile at birth, throughout
infancy, and beyond.” The microcephaly re-
sults from poor brain growth. Alcohol impairs

fetal brain synaptogenesis via blockade of V-
methyl-D-aspartate (NMDA) glutamate recep-
tors and activation of Y-aminobutyric acid
(GABA) (A) receptors, leading to widespread
neurodegeneration.”” The fetal basal ganglia,
corpus callosum, and cerebellum are especially

Figure 5-2 Features of prenatal alcohol exposure
may be more difficult to recognize in infants than in older
children. Both infants shown have features of prenatal
alcohol exposure (long and flat philtrums, thin vermil-
lion, and depressed nasal bridges; infant on left also has
anteverted nares). (From Stoler JM, Holmes LB.
Under-recognition of prenatal alcohol effects in infants
of known alcohol abusing women. Journal of Pedi-
atrics 7999; 135(4):434, with permission.)
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Figure 5-3 Typical appearance of fetal alcohol
syndrome. Characteristic features include thin upper lip,
absent cupid’s bow, flat, elongated philtrum, small
palpebral fissures, and microcephaly.

susceptible to alcohol exposure.”® Postmortem
studies of the brains of individuals with FAS
show frequent neuroanatomic abnormalities,
mostly affecting midline structures, such as
micrencephaly (small brain), leptomeningeal
heterotopias, holoprosencephaly, agenesis of

gl

Table 5-4 Craniofacial dysmorphism in
Fetal Alcohol Syndrome

Infants  Adolescents
Signs (%) (%)
Microcephaly 82 61
Short palpebral fissures 41 32
Epicanthal folds 62 16
Low nasal bridge, short nose 55 30
Micrognathia, flat midface 66 45
Thin upper lip 82 66
Indistinct philtrum 43 32
Hypoplastic/misaligned teeth 21 30
Strabismus 39 30
Minor ear anomalies 16 14
(posterior rotation)
Increased growth of nose 0 80

Source: Adapted from Spohr et al.2

the corpus callosum, dysgenesis of the cerebel-
lum and brain stem, and neural tube.?*>! For ex-
ample, 6 of 10 children with FAS* evaluated by
magnetic resonance imaging (MRI) had mid-
line anomalies (agenesis or hypoplasia of the
corpus callosum, cavum septi pellucidi, and
cavum vergae). Seven had micrencephaly. Chil-
dren with the most severe facial dysmorphol-
ogy were more likely to have midline brain
anomalies. Compared to other prenatal drug

exposures, the congenital effects of alcohol are
extensive (Table 5-5).>%

Figure 5-4 Facial expression alters the appearance of features assessed for

signs of fetal alcohol syndrome. Examination of the face in repose is essential. (With

permission.)
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Table 5-5 Comparison of congenital effects from alcohol and other drugs

Alcohol Cocaine Heroin Marijjuana

Decreased birth weight + + + +
Small for gestational age +

Mental retardation +

Newborn central nervous system problems + + +

Other central nervous system abnormalities + ? +
Withdrawal + +

Physical anomalies +

Source:Weiner L, Morse BA, with permission.’*

Neurobehavioral Features
of Fetal Alcohol Syndrome
and Alcohol-Related
Birth Defects and
Neurodevelopmental Disorders

Impaired cognitive and psychosocial function
are the most disabling features of FAS and
ARBD.” Children with FAS have abroad range
of 1Qs, but an average IQ of about 70. The
severity of dysmorphic features relates to the
degree of mental deficiency. Children with
more severe manifestations have average 1Qs of
55, while those less severely affected have av-
erage 1Qs of 82.** However, cognitive deficits
are common in children after heavy prenatal al-
cohol exposure with or without the physical
features of FAS® (Fig. 5-5).

About 80% of children with FAS have ob-
vious behavioral abnormalities by middle-
school age?! (Table 5-6). About 50% of affected
children have some combination of poor coor-
dination, hypotonia, or attention-deficit hyper-
activity disorder (ADHD).! Children fre-
quently have poor interpersonal skills (even
when matched for IQ score to non-alcohol-
exposed controls).” Some children have poor
executive function, verbal learning, and
memory deficits (especially spatial memory)
even in the absence of mental retardation.””
Abnormal ratings on the competence, problem,
and summary scales of the Achenbach Child
Behavior Check List are frequent among chil-
dren with prenatal alcohol exposure, regardless

of physical findings and 1Q.* While some chil-
dren have intelligence in the normal range,
many experience academic failure due to prob-
lems of activity and attention regulation (espe-
cially visual and auditory), severe learning dis-
abilities, behavior disorders, delayed motor
development, poor balance, and marked insta-
bility."* Children with FAS have abnormal
cerebral metabolic rates (especially in the basal
ganglia and thalamus)* and hypoperfusion of
the left hemisphere (associated with arithmetic
and logical-grammatical function and atten-
tional problems) demonstrated by single photon
emission computed tomography (SPECT)

scan.”’
}_% . L
Figure 5-5 The performance of children with fetal

FSIQ VIQ
1Q scale
alcohol syndrome (FAS), prenatal exposure to alcohol
(PEA), or matched normal controls (NC) on age-ap-
propriate tests of 1Q. Full-scale IQ (FSIQ ), Verbal IQ
(VIQ ), performance IQ (PIQ ). (From Mattson SN,
Riley EP, Gramling L, Delis DC, jJones KL. Heavy
prenatal alcohol exposure with or without physical fea-
tures of fetal alcohol syndrome leads to 1Q deficits.
Journal of Pediatrics 7997; 737:718-21, with permis-
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Table 5-6 Neurobehavioral problems in
14-year-old children with prenatal
alcohol exposure

Attentional regulation

Spatial memory and integration
Problem solving

Perceptual motor tasks
Arithmetic skills

Distractibility

Persistence

Organizational skills

Retaining information
Comprehension of words

Lack of tactfulness

Lower mean length of utterances
Decreased information processing
Restlessness

Reluctance to meet challenges

Source: Data from Streissguth et al.”!

Many children also exhibit sleep disor-
ders, abnormal habits, and stereotypy.***’ Au-
ditory problems are also common, including
(7) a developmental delay in auditory matura-
tion, (2) sensorineural hearing loss, (3) inter-
mittent conductive hearing loss due to recurrent
serous otitis media, and (4) central hearing

loss 48-50

Diagnosis

The diagnosis of FAS is based on clinical find-
ings and maternal history. Because these lack
precision and specificity, efforts have been made
to establish standards for the phenotypic find-
ings and to develop more accurate diagnostic
measures. Computer-assisted analyses of facial
photographs or craniofacial measurements of
school-age children with FAS (most of them
Caucasian) can identify affected individuals
with nearly 100% accuracy, based on reduced
palpebral length/inner canthal distance ratio,
smooth philtrum, thin upper lip, (Fig. 5-6)°"*
or head circumference and bigonial breadth.>’
These are helpful steps to improve case defini-
tion, but they must be expanded across the spec-
trum of ages (most children studied were

R, bl

. AN

Figure 5—-6 The spectrum of dysmorphology of the
lip and philtrum associated with prenatal alcohol expo-
sure. Upper-lip thinness and philtrum smoothness are
ranked from A (highest exposure) to E (lowest or no ex-
posure). (From Astley SJ, Clarren SK. A case defini-
tion and photographic screening tool for the facial phe-
notype of fetal alcohol syndrome. Journal of Pediatrics
7996; 129:36, with permission.)

school-age) and different ethnic groups before
used for practical diagnosis (Fig. 5-7).

Detection of markers of maternal alcohol
use (whole blood-associated acetaldehyde, car-
bohydrate-deficient transferrin, y-glutamyl
transpeptidase, and mean red blood cell volume)
in maternal blood during pregnancy or analy-
sis of neonatal hair for fatty acid ethyl esters™
may also be useful in the future to identify
fetuses at risk for FAS.” However, such tech-
niques are not presently applicable to interna-
tional adoption.
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Figure 5-7 Ethnic variation may make assessment
of fetal alcohol syndrome difficult. This Russian boy has
normal head circumference, superior cognitive skills,
and excellent behavior. Ethnic heritage and prenatal ex-
posure history are unknown. (With permission.)

If diagnostic criteria are strictly applied,
FAE or ARBD/ARND cannot be determined
in the absence of maternal history. However,
the combination of facial features, growth
delays (especially microcephaly), and neurobe-
havioral abnormalities strongly suggest this di-
agnosis in international adoptees, especially in
those from high-risk areas.

Differential Diagnosis

The clinical and physical characteristics of FAS
are not specific. Other conditions to consider in
differential diagnosis include Williams syn-
drome, maternal phenylketonuria, fetal hydan-
toin syndrome, prenatal toluene exposure, Cor-
nelia de Lange syndrome, Noonan syndrome,
velocardiofacial syndrome, and chromosomal
abnormalities.>® Consultation with a geneticist
or dysmorphologist may be helpful to establish
the diagnosis and exclude “look-alikes” (Table
5-7).

Outcome of Children with
Fetal Alcohol Syndrome

The outcome of children with FAS is compli-
cated by multiple pre- and postnatal factors.”’
Birth weight, microcephaly, gestational age,
and prenatal exposure to drugs and tobacco
may each independently influence outcome.
Many children with FAS reside in homes of
lower socioeconomic status, with lower parental
educational level, exposure to violence, mater-
nal depression, lead exposure, and ongoing
parental drinking and drug use. With family
dysfunction, children may experience frequent
disruptive custody changes. Isolation of prena-
tal alcohol exposure as an independent variable
in the assessment of outcome is difficult to
achieve. Finally, referral and case ascertainment
bias may select for children with more severe
outcomes in some studies.

Outcome of growth deficits in children
with FAS is relatively straightforward. The
deficits in height, weight, and head circumfer-
ence gradually improve during childhood.®
Short stature and underweight persist in boys;
girls generally achieve a normal weight by ado-
lescence.”? By 15 years of age, microcephaly
persists in about 65% of children but improves
in the remainder.”>* Persistent microcephaly is
one of the major sequelae of severe intrauterine
alcohol exposure.’

Ina 10-year follow-up study of 60 German
children diagnosed with FAS in infancy and
childhood®® (Table 5—4), craniofacial malfor-
mations diminished with time, as did skeletal
abnormalities and some signs of neurologic dys-
function (hyperactivity, hypotonia, ptosis). Se-
verely affected children were still easily recog-
nizable in adolescence; in mildly affected
children, physical signs of FAS were much less
obvious. Overall, IQs were stable with time; in
some children, 1Q decreased or increased
slightly. Only a “loose association” was found
between microcephaly and mental retardation;
microcephaly did not predict IQ at follow-up as-
sessment. Overall, neurologic performance im-



Table 5-7 Differential diagnosis of fetal alcohol, Williams, Cornelia de Lange, and
velocardiofacial syndromes

Factor Fetal Alcohol Williams Cornelia de Lange Velocardiofacial
Syndrome Syndrome Syndrome Syndrome
Growth Short stature, Short stature, Short stature, Short stature,
intrauterine intrauterine growth  intrauterine growth microcephaly
growth retardation retardation,
retardation, microcephaly
microcephaly
Eyes Short palpebral Medial eyebrow flare, Synophrys, myopia, =~ Narrow palpebral
fissures, epicanthal periorbital fullness, long curly fissures, small
folds, ptosis (may epicanthal folds, eyelashes optic discs,
be asymmetric), stellate pattern of tortuous retinal
strabismus or iris, strabismus or vessels
myopia, micro- myopia, increased
ophthalmia, retinal vessel
increased retinal tortuosity
vessel
tortuosity
Ears Protruding auricles, Low-set ears, hearing  Minor auricular
low-set and loss anomalies
posteriorly rotated
ears
Nose Depressed nasal Depressed nasal Depressed nasal Square nasal root,
bridge, anteverted bridge, anteverted bridge, anteverted decreased
nares, short nose nares nares nasopharyngeal
lymphoid tissue,
prominent tubular
nose, hypoplastic
nasal alae, bulbous
nasal tip
Mouth Long, smooth Long philtrum, thick  Long philtrum, thin  Cleft palate,
philtrum with thin lips, hypodontia, upper lip, velopharyngeal
upper lip, absent microdontia downturned insufficiency,
cupid’s bow, cleft corners of the small open
lip/palate, other mouth, high arched ~ mouth, pharyngeal
orofacial clefts palate, cleft lip/ hypotonia, Pierre
palate, widely Robin syndrome,
spaced teeth, retrognathia
late-erupting
teeth
General Flat midface Flat midface Brachycephaly, short  Long face
neck

100



hypersensitivity to
sound, attention
deficit disorder,
cocktail party

personality

101

Factor Fetal Alcohol Williams Cornelia de Lange Velocardiofacial
Syndrome Syndrome Syndrome Syndrome
Cardiovascular VSD, ASD, tetralogy ~ Supravalvular or Sporadic VSD, tetralogy of
of Fallot, valvular aortic Fallot, right aortic
coarctation of the stenosis, bicuspid arch, aberrant left
aorta, aberrant aortic valve, mitral subclavian,
great vessels valve prolapse, internal carotid
mitral regurgitation, artery
coronary artery abnormalities
stenosis, pulmonary
valve stenosis,
ASD, VSD,
peripheral
pulmonary artery
stenosis, systemic
hypertension
Genitourinary Aplastic, dysplastic, ~ Small kidneys,
or hypoplastic solitary kidney,
kidneys, horseshoe pelvic kidney,
kidneys, nephrocalcinosis,
hydronephrosis renal insufficiency,
renal artery
stenosis,
vesicoureteral
reflux, bladder
diverticula,
urethral stenosis,
recurrent
urinary tract
infections
Central nervous Mental retardation, Mental retardation Mental retardation, Learning disability,
system myelomeningocele, (average IQ 56), hypertonicity mental retardation,
hydrocephalus relative sparing of behavioral/
language, poor psychiatric
visual-motor manifestations,
integration (range blunt or
41-80), inappropriate

affect, psychotic

illness

(continues)
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Table 5-7 (Continued)

Prenatal Exposures

Factor Fetal Alcohol Williams Cornelia de Lange Velocardiofacial
Syndrome Syndrome Syndrome Syndrome
Skeletal Radioulnar Radioulnar synostosis, Micrognathia, limited = Slender hands and
synostosis, flexion hallux valgus, elbow extension, digits
contractures, pectus excavatum, dislocation of the
altered palmar hypoplastic nails, radial head, single
creases, small distal kyphoscoliosis transverse palmar
phalanges, short crease, proximally
fourth and fifth placed thumbs,
metacarpals, small fifth finger
fifth fingernails, clinodactyly,
short neck, cervical oligodactyly,
vertebral syndactyly of toes
malformations, 2and 3
hemivertebrae,
pectus excavatum
and carinatum, rib
anomalies,
micrognathia
clinodactyly,
camptodactyly
Other Hypoplastic labia Vocal cord paralysis, ~ Congenital Nasal voice, inguinal
majora, strawberry inguinal hernia, diaphragmatic hernia, umbilical
hemangiomata, chronic constipation,  hernia, small hernia, neonatal
accessory nipple, diverticulosis, nipples, hypocalcemia
single umbilical hypercalcemia gastroesophageal (rare)

artery

reflux, pyloric
stenosis,
cryptorchidism,
hypoplastic male
genitalia, cutis
marmorata,
hirsutism, low
posterior hair
line, low-
pitched,
growling cry

in infancy

proved, and EEGs became more normal. Indi-
viduals displayed improved psychiatric and cog-
nitive function.”? Nearly 70% of children were
living with foster or adoptive families at the time

of follow-up, but the effect of environment on

outcome was not specifically addressed.
Inalong-term study of 61 adolescents and

adults with FAS? the average 1Q score was 68
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but varied widely (Fig. 5-8). Patients achieved
academic function at about the second- to
fourth-grade levels, with special difficulties in
arithmetic. Maladaptive behaviors such as poor
judgment, distractibility, and difficulty per-
ceiving social cues were common. Many indi-
viduals had poor concentration and attention,
dependency, stubbornness or sullenness, social
withdrawal, teasing or bullying, crying or
laughing too easily, impulsivity, and periods of
high anxiety. Many were noted to “lie, cheat, or
steal, to show lack of consideration and to ex-
hibit excessive unhappiness.” None were re-
ceiving mental health services, and all had
experienced “remarkably unstable family envi-
ronments” with an average of five different
homes placements each.

In a large longitudinal study from the
same research group, ~500 children with pre-
natal alcohol exposure were followed prospec-
tively until age 14 years.! These children were
born to mothers considered representative of
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Figure 5-8 Frequency distribution of IQ scores from
the Wechsler Adult Intelligence Scale—Revised and the
Wechsler Intelligence Scale for Children-Revised (as
age appropriate). Mean chronological age was 18 years.
The bell-shaped curve represents the normal distribution.
Solid bars indicate fetal alcohol syndrome (n = 38,
mean IQ = 66), open bars indicated fetal alcohol effects
(N =74, mean IQ =73). (From Streissguth AP, Aase
JM, Clarren SK, Randels SP, LaDue RA, Smith DF.
Fetal alcohol syndrome in adolescents and adults. JAMA
7991; 265:1961—67. Copyright © 71991, American Med-
ical Association. All rights reserved.)

the general Seattle population of pregnant
women receiving good prenatal care during
1974-75, a time before women knew it was in-
advisable to drink during pregnancy. Socioeco-
nomic status, home environment, and stability
were not specifically addressed. Nonetheless,
attentional problems, information processing,
and learning problems were common among
the subjects at age 14 (Table 5-5). As adults, im-
paired executive function was common and
greater than that predicted from 1Q scores."”

In another longitudinal study of 70 alco-
hol-exposed Finnish children followed until age
12 years, the duration and severity of intrauter-
ine alcohol exposure correlated with the sever-
ity of neurobehavioral diagnoses and the like-
lihood of requiring special education or
out-of-home placement.®'

No studies to date specifically address the
outcome of children with intrauterine alcohol
exposure placed as newborns or infants in stable
foster care or adoptive homes. In a large study
that attempted to do so,”” one or more adverse
effects (alcoholism, anxiety, legal problems, de-
pression, drug use, marital problems, psycho-
logical problems, divorce) were found in all of
the adoptive homes of alcohol-exposed chil-
dren. This precluded analysis of prenatal alco-
hol exposure as a single variable. Nonetheless,
an adverse post-adoptive environment was
more disruptive on the psychological develop-
ment of children with prenatal alcohol exposure
than those who had not been exposed. As adults,
adoptees who had been prenatally exposed to
alcohol and postnatally to adverse home cir-
cumstances had increased risk of substance
abuse, various psychiatric symptoms, antisocial
personality disorder, and depression. Many of
the adoptees had psychiatric diagnoses, but
100% of those exposed to prenatal alcohol had
multiple psychiatric diagnoses.

Several other studies report on the fre-
quent placement of children with FAS in foster
or institutional care. Itis not clear if these place-
ments are due to family problems or the child’s
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difficulties, and whether the child experienced
neglect or deprivation prior to placement.*¢*¢>6*
Early adoption would mitigate many of the con-
founding environmental effects known to be
detrimental to these vulnerable children and

>

would enhance “protective factors,” such as
early diagnosis, stable living environment, and

provision of supportive services.’

Heritability of Alcoholism

Many adoptive and foster parents of children
with FAS wonder if their child is at increased
risk for development of alcoholism. While there
is biochemical and molecular evidence that al-
coholism may be inherited, environmental fac-
tors play a substantial role in determining the
development and expression of this condition.
Twin studies and adoption studies suggest that
inheritance is complex and multifactorial and
reflects biologic, psychologic, and environ-
mental elements.>®7! Conlflict or psycho-
pathology in the adoptive family increases the
risk that their adopted children of alcoholic
birth parents will themselves become alco-
holic.” Early, concrete, and continuous educa-
tion about alcohol use and decision making is
recommended for children with FAS.”

Prevention of Secondary
Disabilities

A child with fetal alcohol exposure presents
many challenges. Parents may need support
with many areas of child development (Table
5-8). Early Intervention (also known as “Birth
to 3” programs in some regions) may provide
ongoing physical, occupational, and speech
therapy. Comprehensive educational supportin
the school should be instituted early, and chang-
ing needs should be addressed. As with all chil-
dren with developmental concerns, assistance
with adaptive skills, independent living, behav-

Table 5-8 Parenting concerns in raising
a child with fetal alcohol syndrome”?

Sleep disturbances (difficulty falling asleep, frequent
wakening during night)

Poor appetite, difficulties coordinating sucking and
swallowing

Developmental delays

Speech and language delays (expressive language
usually better than receptive language)

Frequent ear infections, dental problems, upper
respiratory infections

Sensory integration disorder (sensory defensiveness,
gravitational and proprioceptive issues; see Chapter 33)

Hyperactivity, poor attention span

Learning disabilities, cognitive delays (often scattered)

Inappropriate social behaviors, unresponsiveness to
social cues, poor judgment

Problems making or keeping friends

Parenting stress

ioral management, and employment can yield
significant improvement in outcome.

Life History Interviews of 415 individuals
(mean age 14.2 years, range 6-51 years) with
FAS/FAE revealed the spectrum of secondary
disabilities in this population.” Problems in-
cluded mental health problems (90%), disrupted
school experience (60%), trouble with the law
(60%), confinement (in-patient mental health or
substance abuse treatment or incarceration)
(50%), inappropriate sexual behavior (50%), al-
cohol or drug problems (30%). Adults in the
population had additional problems identified,
including problems with employment (80%) and
dependent living (80%). However, the study
also identified numerous protective factors.”* In
order of strength, these include the following:

* Living in a stable and nurturant home for over
72% of life

* Being diagnosed before age of 6 years

* Never having experienced violence against
oneself

* Staying in each living situation for an average
of more than 2.8 years

* Experiencing a good-quality home from age
8 to 12 years



Fetal Alcohol Syndrome 105

* Having applied for and been found eligible
for developmental disabilities services

* Having a diagnosis of FAS rather than FAE
(resulting in earlier diagnosis)

¢ Having basic needs met for at least 13% of life

Most adoptive homes supply these protective
factors, and considerably more. The pediatri-
cian should expect to be involved with a team
of specialists to provide ongoing support to the
child with FAS and ARBD and the family as
different challenges emerge.

Finally, a number of positive characteris-
tics have been identified in some children with
FAS/FAE (Table 5-9).

Key Points for Internationally
Adopted Children

* Alcohol exposure history is usually unknown
for internationally adopted children

* Diagnosis is therefore based on characteristic

facial appearance, growth delays, and neu-

robehavioral difficulties.

Factors other than alcohol exposure can ac-

count for abnormal growth or neurobehav-

ioral findings.

Table 5-9. Positive characteristics of
some children with FAS/FAE.

Cuddly, cheerful, tactile

Friendly and happy

Caring, kind, loyal, nurturing, compassionate
Trusting and loving

Determined, committed, persistent
Curious, involved

Energetic, hard-working, athletic
Artistic, musical, creatively intelligent
Fair, cooperative

Highly verbal

Fair with younger children and animals
Able to have long-term visual memory
Able to participate in problem solving

Source: Data from Minnesota Dept. of Health.”

* Exposure is more likely in children adopted
from Eastern Europe (especially Ukraine,
Russia and other former Soviet Union
countries).

* Adoption may ameliorate some of the long-
term difficulties for children with FAS.

¢ Prevention of “secondary disabilities” is key
to improving long-term outcome.

Resources

National Organization on Fetal Alcohol Syndrome.
Available at: http://www.nofas.org/.

The ARC Fetal Alcohol Syndrome Resource Guide.
Available at: http:// thearc.org/misc/ faslist.html.

Fetal Alcohol Syndrome Family Resource Institute.
Available at: http:// www.fetalalcoholsyndrome.org/.

University of Washington (Seattle) Fetal Alcohol and
Drug Unit. Available at: http://depts.washington.edu/
fadu/.

Dorris M. The Broken Cord. New York: Harper &
Row, 1989. This is the true story of an American Indian
child adopted from a reservation and his adoptive father’s
search to understand FAS.

Streissguth A, Kanter J. (ed) The Challenge of Fetal Al-
cohol Syndrome: Overcoming Secondary Disabilities.
Seattle: University of Washington Press, 1997. This book
contains proceedings from the International FAS Con-
ference in Seattle, Washington.

Kleinfeld J, Wescott S. (ed). Fantastic Antone Suc-
ceeds! Experience in educating children with fetal alcohol
syndrome. Fairbanks: University of Alaska Press, 1993,
and the companion volume Fantastic Antone Grows Up.
Kleinfeld J, Morse B, Wescott S (ed). Fairbanks: Univer-
sity of Alaska Press, 2000. These invaluable guides for
parents and caregivers of children with FAS offer lots of
practical advice, helpful strategies, and a positive outlook.
The follow-up volume provides a guide to issues faced by
adolescents and young adults with FAS.

FAQs

Q. Some prospective adoptive parents gave me a
video and photograph to review of the child referred
to them. I'm not sure | can tell from the facial fea-
tures if FAS is present or not. What should | advise
them?


http://www.nofas.org/
http://thearc.org/misc/faslist.html
http://www.fetalalcoholsyndrome.org/
http://depts.washington.edu/fadu/
http://depts.washington.edu/fadu/
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A. Be honest. Some images are easy to catego-
rize as definite FAS or definitely not FAS. How-
ever, most are indeterminate. Careful review of
the medical history and growth measurements
may help determine risk. Families must be aware
that certain regions (Eastern Europe, Ukraine,
Russia, and former Soviet Republics) are at higher
risk, and that lack of characteristic facial findings
is no guarantee that the birth mother did not
ingest alcohol.When in doubt, request additional
photographic or video material, verification of
growth measurements (especially head circum-
ference), and a direct query to the orphanage
doctors about their assessment of the child's risk
for FAS or related conditions.

Q. Can we “trust” the orphanage doctors to do this
type of assessment?

A. The level of skills, training, and awareness
varies enormously among physicians, even in re-
gions of the world where alcohol use is ex-
tremely common. It's hard to be sure that the in-
dividual doctors recognize the signs of FAS, which
may be subtle in infants and young children.

Q. Parents returned from Russia to my practice
with a newly adopted child who has definite signs
of FAS. What now?

A. You may wish to have a geneticist, dysmor-
phologist, or other specialist confirm the diagno-
sis. Additional medical work-up should be dic-
tated by the child's medical findings (i.e., cardiac
evaluation of heart murmurs, ophthalmologic in-
tervention as necessary, etc.). There is an enor-
mous amount of educational material available
for families (see Resources).The family will clearly
need your emotional and practical support. Early
Intervention programs for young children, and
programs through the public schools for older
children should be contacted. Parent support
groups (many of them specific for adoptive and
foster parents of children with FAS) may also
prove valuable. The key to management of chil-
dren with FAS is prevention of secondary dis-
abilities through provision of educational, devel-
opmental, and practical support services.

Q. One of my patients is a 7-year-old adopted from
Lithuania. He has always been just below the fifth
percentile for height, weight, and head circumfer-

ence. He doesn’t have the typical facial appearance
of FAS, but some of his behaviors and cognitive prob-
lems make me think he could have been alcohol ex-
posed in utero. How should | proceed?

A. This is tricky, as it is unlikely that you will ever
to be able to confirm the diagnosis on maternal
history. Mild growth retardation may reflect pre-
natal alcohol exposure, or other pre- and post-
natal exposures. Regardless, he won't fit strict di-
agnostic criteria (Fig. 5—1): the only category
without confirmed maternal exposure requires
facial anomalies, growth retardation,and CNS ab-
normalities. A thorough neuropsychological eval-
uation might be helpful in pinpointing his neu-
robehavioral problems, which then can be
addressed specifically with therapies and other in-
terventions.
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6

PRENATAL DRUG
EXPOSURE

he prevalence of prenatal exposure to
illicit drugs among international
adoptees is unknown. Impoverished
birth mothers who relinquish their children may
lack the financial resources to purchase drugs.
It is equally plausible to speculate that maternal
drug abuse increases the likelihood of child re-
linquishment. In other circumstances, birth
mothers hoping for a specific gender child (i.e.,
a male in China or India) may be unlikely to
abuse drugs during the pregnancy. In the
United States, it is estimated that about 11% of
newborns are affected to some degree by pre-
natal substance exposure (including drugs
and/or alcohol).! Among children residing in
U.S. foster care, a group with sociologic and de-
mographic similarities to abandoned children in
other countries,’ it is estimated that about 70%
of those in the system for at least 17 months
have substance-involved parents.’
Adoption referrals rarely contain infor-
mation regarding maternal drug use during
pregnancy. Lack of information should not be
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construed to indicate that drug use did not
occur. Referrals from Eastern Europe occa-
sionally include the term “narcomania,” indi-
cating narcotic addiction. Sometimes, there is a
notation that the birth mother is listed on the
“narcologic registry,” indicating that at some
time she was treated for drug abuse. Occasion-
ally, the term “abstinent syndrome” is listed, in-
dicating that the newborn experienced drug
withdrawal. Court-ordered termination of
parental rights or abandonment of previous
children may suggest maternal drug abuse.
Hepatitis C infection, prematurity, small size
for gestational age, and/or congenital micro-
cephaly all may result from prenatal drug ex-
posure, although alternative explanations exist.

The possibility of prenatal drug exposure
raises several questions for internationally
adopted children. Most important are concerns
about the effects of prenatal drug exposure on
the child’s growth, development, and behavior
and whether adoption ameliorates these effects.
In addition, adoptive parents often wonder if
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prenatal drug exposure increases the likelihood
that the child will later become involved with
drugs.

In this section, information about drug
abuse in sending countries will be reviewed.
Current knowledge of the effects of prenatal
drug exposure on the child will be described,
with a focus on adoption studies. Adoption
studies that address the possibility of drug ad-
diction in the offspring of drug-abusing moth-
ers will be reviewed, along with recommenda-
tions for prospective pediatric monitoring of
drug-exposed children.

Drug Abuse in Sending
Countries

Accurate information about drug abuse in dif-
ferent countries is difficult to obtain. Many
countries do not collect such information, nor
do they wish it to be publicized. Underreport-
ing is widespread, and outside verification of in-
formation is rarely available. Table 6—1 was
prepared with information from United Na-
tions Drug Control Program and Central In-
telligence Agency Fact Book Web sites*® and
from Poshyachinda® (see Chapter 3).

Effects of Prenatal
Drug Exposure

Over 2200 articles are listed in MEDLINE that
describe the effects of prenatal drug exposure
in children. In most, considerable difficulties con-
found interpretation of the results. The effects
of prenatal drug exposure cannotbe isolated from
many other factors affecting developmental out-
come' (Table 6-2). Furthermore, accurate his-
tory of all exposures during pregnancy is diffi-
cultif not impossible to ascertain. For example,
in an anonymous prevalence study in an inner-
city Maryland teaching hospital,'* 18% of moth-
ers admitted drug use, but 48% of infants had
meconium analyses indicating recent drug ex-
posures. Half had evidence of exposure to more
than one drug. Inasimilar survey, 38% of women

Misha was 1800 grams at birth. No gestational age was
recorded. No information about his birth mother was avail-
able, except that she had delivered four other children, all of
whom were living in orphanages. Misha’s test for hepatitis C
antibodies was positive when he arrived home at | | months
of age. Follow-up tests were negative, suggesting that the
initial results represented maternal antibody. He made
fantastic progress in growth and development, and was a
delight to his parents and older sister. When he entered
school, however, he had difficulty sitting still and paying
attention; receptive language scores were “borderline.”
Attentional regulation became more difficult; and by third
grade, treatment with Ritalin was begun. “We know his
medical history suggests that Misha may have been exposed
to drugs before he was born,” said his dad.“But we also
know there were lots of other risk factors for his problems in
his background, including | | months of institutionalization
and unknown genetics.”

reported cocaine use during pregnancy, but 60%
had positive results by hair sample analysis." Mul-
tiple exposures are also common. For example,
inasurvey of 65 Swedish mothers evaluated for
amphetamine use during pregnancy,'? 30% also
used heroin, 80% abused alcohol, and 80%
smoked. Ninety-four percent of drug-abusing
mothers in Holland"” used multiple drugs
(methadone, heroin, cocaine, amphetamines,
tranquilizers), and all smoked. Regardless of the
primary drug of choice, tobacco and alcohol are
frequently combined (reviewed in Koren etal.').
Combinations of drugs may be more devastat-
ing than single agents for the developing fetus.
Tobacco smoke and cocaine combine synergis-
tically to increase the risks of prematurity and
intrauterine growth retardation. Cocaine and al-
cohol together form cocaethylene, whichis more
neurotoxic than cocaine alone.'>!® Thus studies
that purport to show the effect of a single type
of drug exposure on the fetus may be mislead-
ing. Accurate information on the type, poten-
cy, amount, frequency, and duration of drug use
during pregnancy is essentially unavailable
outside of laboratory animal settings.
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Table 6-1 Drug use in sending countries

Country Most Frequently Abused Drugs

Women and Drug Abuse Other

Cambodia Cannabis, amphetamines,
inhalants (street children),
ecstasy. Opium and heroin
are limited

China Heroin, diazepam, opium, and
cannabis
Guatemala  Cocaine, heroin, cannabis,

inhalants, tranquilizers®
India Opium, cannabis, diazepam,

antihistamines, codeine-

containing cough syrup,

buprenorphine
Korea Amphetamines, marijuana,
(South) opiates, inhalants,
benzodiazepine, LSD,
cocaine’
Romania Heroin and cocaine
Russia Heroin, cocaine, amphetamines,

methadone, phencyclidine,

3-methylfentanyl,

codeine, buprenorphine
Ukraine Cannabis, opium’

Vietnam Heroin, amphetamines

Increasing use among
commercial sex workers

About 90% of drug users are ~100,000 injection drug users
below 30 years of age, and in the Province of Yunnan
over 80% are male alone

Increasing especially among

young people

Many “drug widows” are Polydrug and alcohol use are
infected with HBV, HCV, common. In Manipur,
HIV Nagaland, and Mizoram

(states in NE India) IDU is
especially widespread. HBV,
HCV, HIV are common

2.5-3 million people regularly >450,000° people registered as

or occasionally use illegal drug addicts in 2000. IDU is
drugs increasing rapidly

Cocaine and heroin are too 65,000 officially registered
expensive for the average addicts
Ukrainian citizen

Represent <6% of all addicts >100,000 registered addicts;
Increasing use among drug use increasing among
commercial sex workers young

HBV, hepatitis B virus; HCV, hepatitis C virus; HIV, human immunodeficiency virus; IDU, injection drug use.

“Probably a grave underestimate of addicts.

Table 6-2 Confounding factors in
prenatal drug exposure research

Perinatal Effects of
Maternal Drug Use

Regardless of the difficulties cited above, there
are some consistent findings in infants after in
utero drug exposure (Table 6-3). Prematurity,

Lack of prenatal care

Prematurity

Intrauterine growth retardation

Microcephaly

Poor nutrition

Poverty

Multiple exposures including alcohol and tobacco

Unknown dose, potency, frequency, duration of
exposure

intrauterine growth retardation, microcephaly,
and neurologic abnormalities have been re-
ported after heroin, amphetamine, and cocaine
exposure (even after controlling for tobacco
use).!” Withdrawal syndrome and less severe
neurologic signs such as irritability, restless-
ness, and abnormalities in posture and tone
occur after exposure to several types of drugs.
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Table 6-3 Perinatal effects of maternal drug use

Drug Generally Reported Findings Other Effects
Cocaine Preterm delivery Motor dysfunction
Microcephaly Withdrawal symptoms
Low birth weight, Language and attentional problems
Lower Apgar scores Dose-dependent neurologic abnormalities
“Disorganized behavioral state” (global hypertonia)"!
Impaired visual orientation at 4 weeks'
Vascular injury to CNS (subependymal
hemorrhage in caudothalamic groove)?
Decreased autonomic stability” %
Opiates Preterm delivery Increased risk of sudden infant death syndrome
Microcephaly Adjustment problems, psycholinguistic problems
Low birth weight

Neonatal abstinence syndrome
Amphetamines and Inconclusive
methamphetamines

Marijuana Low birth weight

Possibly increased aggression (or related to postnatal
environment?)

Problems with verbal skills and memory

Source: Data from refs. 13, 17-19.

Internationally adopted children are seldom if
ever placed as newborns, thus the immediate ef-
fects of prenatal drug exposure are unlikely to
be observed by American parents or doctors.
Toxicology screens are not helpful after the
newborn period. Congenital effects of prenatal
exposure to cocaine, heroin, or marijuana are
compared to alcohol in Table 5-5.

Long-term Effects of Prenatal
Drug Exposure

Evaluation of long-term consequences of pre-
natal drug exposure is confounded by multiple
factors (Table 6—4); attribution of outcome to
drug use alone is problematic. Inner city chil-
dren are at risk for adverse developmental out-
come regardless of in utero exposures.”>* Poor
outcomes are strongly associated with poverty,
unstable home conditions, violence in the home
enviroment, and inadequate interaction with
adult caregivers.'

Language, behavior, attention, and emo-
tional regulation are particularly vulnerable to
prenatal drug exposure (Table 6-5), perhaps in
the context of other risk factors. A systematic
analysis of 36 selected studies of the outcome of

children with prenatal cocaine exposure found
no consistent negative associations with physi-
cal growth, developmental or language test
scores, or behavior, but possible associations
with decreased attentiveness, emotional ex-
pression, and “soft” neurophysiologic findings
were found.” A meta-analysis of 101 studies of
the effect on offspring of cocaine use during
pregnancy® revealed a slight reduction in 1Q
and significantly lower scores for receptive and

Table 6-4 Confounding factors in
evaluating late effects of prenatal drug
exposure

Socioeconomic status Alcohol use
Poverty Ongoing drug use
Malnutrition Parity

Anemia Maternal depression

Maternal education Chaotic home
environment

Move more frequently

Spend less time with
children

Less adequate housing

Less contact with fathers

Fewer toys

Effect of peer group

Maternal age
Psychiatric comorbidity

Single motherhood
Disruptive caretaking
Reduced parenting skills
Interruption of maternal

bonding

Source: Data from refs. 14—16.
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Table 6-5 Long-term effects of prenatal drug exposure (selected studies)

Drug Effect

Cocaine” Reduced language abilities at age 6 years

Cocaine® At age 4, smaller head circumference and worse behavior (home environment was most
predictive of cognitive level)

Cocaine” More externalizing and delinquent behaviors for boys (but mostly related to environmental
exposures)

Cocaine?? No neurologic findings at age 6 years but may not have detected problems in arousal, attention,
recognition memory, impulse control

Cocaine®?! Lower auditory comprehension and language

Heroin!” Reduced locomotor abilities, intellect, and Developmental Quotient at 1 year (controlled for
nicotine exposure)

Heroin'® 29% with muscle tone abnormalities, excess movements, poor coordination and balance; worse

bl > P >

behavior and social competence
Amphetamine'
and peer problems
Polydrug®
Cocaine, heroin,
methadone

At age 10 years, normal intellectual capacity, but 12% were one grade behind; some aggression

Poor attachment (even after adoption) due to abnormal infant behaviors
Normal motor skills and EEGs, delayed language and cognition. At 18 months children were
less active, less vocal, showed less initiative, made fewer demands. At age 5 they were more

aggressive and more depressed, and had more social difficulties, “less ego resiliency”

Cocaine and/
or opiates

Prolonged auditory brain responses®

expressive language among cocaine-exposed
children.

Protective Effects of Adoption on
Drug-Exposed Children

Studies which evaluate drug-exposed children
after adoption bypass many of the factors that
contribute to poor outcome. However, such
studies rarely account for the child’s age at
placement, circumstances of care prior to adop-
tion, and new factors within the adoptive home.

In an “all adoption” study, 233 children
were evaluated ~8 years after domestic adop-
tion.” Compared to those without prenatal drug
exposure, those with a history of prenatal drug
exposure (n = 121, various combinations of co-
caine, heroin, marijuana, PCP, as well as alco-
hol [85%] and tobacco [90%]) were twice as
likely to be in enrolled in classes for the learn-
ing disabled. However, their parents reported
similar closeness, quality of family relations,
and satisfaction with the adoption to that of par-
ents of non—drug-exposed children.

A series of Canadian studies compared 23
children adopted at birth after prenatal cocaine
exposure to 23 non—cocaine-exposed, non-
adopted children."*' Adoptive mothers and
control group mothers were matched for IQ
and socio-economic status. The children were
studied between 14 months and 6.5 years. Chil-
dren with prenatal cocaine exposure had lower
birth weights and younger gestational age than
those without prenatal drug exposure. At birth
and at followup, drug exposed children had
smaller head circumferences. Although no dif-
ferences between groups were found for global
1Q, the cocaine-exposed group had poorer re-
ceptive and expressive language performance
on the Reynell language test (Fig. 6-1), higher
activity levels, less persistence and increased
distractibility on temperament tests.'*6

Adopted 5- to 6-year-old Israeli children
exposed prenatally to heroin performed as well
developmentally as non-adopted, non-exposed
controls, and outscored heroin-exposed chil-
dren who remained with their birth mothers.**
However, other studies have failed to show im-
provement after removal from the birth family.
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Figure 6-1 Children exposed prenatally to cocaine
had lower scores for verbal comprehension (open bars, p
=.003) and expressive language (hatched bars, p =
.007) compared to age-matched control children not ex-
posed to cocaine. Adoptive families and control families
were matched for maternal 1Q and socioeconomic status.
In this test, 7ero is the average score for age. For exam-
ple, —0.4 is 4 months below the average score for age,
and 0.6 is 6 months above the average age-appropriate
score. (Data from Nulman I, Rovet J, Greenbaum R,
et al. Neurodevelopment of adopted children exposed in
utero to cocaine: the Toronto Adoption Study. Clin
Invest Med 2001; 24:129-37.)

One-year-olds living in adoptive or foster
homes after prenatal exposure to cocaine® or
opiates'” scored similarly to exposed children
living with their birth parents. Thus, research in
this area is inconclusive, but adoption likely pro-

vides some benefits to drug-exposed children.

Prenatal Drug Exposure and
Later Addiction

Adoptive parents may wonder if prenatally
drug-exposed children are at increased risk of
themselves becoming addicts as adolescents or
adults. Few studies address this directly; much
more is known about susceptibility to alcohol
abuse among children of alcoholics. Predispo-
sition to alcoholism is specific and separate
from tendency toward other types of drug
abuse® (see Chapter 5). However, biologic,
psychologic, and environmental factors may
predispose the child of a drug-abusing parent to
become involved with drugs. Some evidence of
a genetic predisposition to cocaine dependency
has been suggested: specific alleles of the D2

dopamine receptor gene occur with higher
prevalence among cocaine-abusing males.”
Adoption removes the child from the
drug-abusing environment. Researchers in
lowa examined drug abuse among adults
adopted at birth and characteristics of their birth
parents.”®*! Complex statistical analysis was
used to isolate many factors, including vari-
ables within the adoptive family. Among 443
young adult adoptees, 15% of the men and 7%
of the women were drug abusers. Drug abuse
was highly correlated with an antisocial per-
sonality, which was predicted by an antisocial
birth parent (information retrieved from adop-
tion agency records).”® Drug-abusing adoptees
without antisocial personalities were likely to
have had alcoholic birth parents. It is important
to note that environmental factors in the adop-
tive family (divorce, psychiatric disturbances)
were strongly associated with increased drug
abuse among the adoptees (Table 6-6). It was

Table 6-6 Factors in adoptive family
affecting drug use by adoptees (n = 443)

All Drug-Abusing
Young Adult Young Adult
Factor Adoptees (%) Adoptees (%)
Alcohol problem 19 20
Antisocial problem 9 12
Other psychiatric 22 27
problem
Alcohol, antisocial, or 39 47
psychiatric problem
in adoptive parents
or siblings
Physical problem in 39 40
parent
Parent divorce or 5 18
separation
Parent death 6 0
(adoptee <19 years)
Home broken by parent 11 17
death, divorce, or
separation
Disturbed parent 20 40
Adoptee >5 months at 29 40
placement

Source: Adapted from Cadoret et al.*
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not determined if some of the problems in the
adoptive families occurred as a result or cause
of the drug-abusing child’s behavior.

The same research group reported similar
results in adult adoptees whose birth parents
were alcoholics and/ or had antisocial personal-
ities (as determined from hospital and prison
records).”*! The role of genetic factors or pre-
natal exposures shared by both birth parents and
their relinquished children remains unknown.

Missing from these and other studies are
any assessment of the effect of the peer group
and social milieu. Undoubtably, these factors—
and availability of drugs—greatly influence the
susceptibility of adolescents and young adults to
abuse drugs. These little-studied aspects of
drug addiction may overshadow any putative
genetic or “inborn” susceptibility. Overall,
children prenatally exposed to drugs may have
increased likelihood of behavioral, cognitive,
and emotional disturbances that could con-
tribute to an increased risk of drug dependency.
However, it is also clear that many children
from this background do well, and are indistin-
guishable from adopted children of non-drug-
abusing birth parents.

Monitoring the Drug-Exposed
Child After Adoption

The child with a definite or probable history of
prenatal drug exposure should be monitored
carefully after adoption. Like all children,
growth and developmental milestones at entry
to the United States should be documented. He-
patitis B, hepatitis C, and HIV serology should
be obtained at entry and again 6 months later;
viral PCR assays should be obtained in children
<6 months of age, or those in whom initial
screening tests indicate likely exposure. Lan-
guage skills (including articulation), behavior,
and attention span should be monitored at
regular visits, and neurologic examination
should be performed, including assessment of
“soft signs” (finger-to-nose, rapid pronation—

supination, heel-to-toe walking, balance on one
foot, hop).* The pediatrician should assess the
child’s arousal, attention, recognition memory,
and impulse control,* with the goal of provid-
ing supportive services if needed. Although
prenatal