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CHILD ABUSE PREVENTION AND TREATMENT
AND ADOPTION REFORM ACT AMENDMENTS
OF 1983

WEDNESDAY, APRIL 6. 1583

U.S. SENATE,
COMMITTEE ON LABOR AND HUMAN RESOURCES,

SUBCOMMITTEE ON FAMILY AND HUMAN SERVICES,
Washington, D.C.

The subcommittee met, pursuant to notice, at 2 p.m., in room
430. Dirksen Senate Office Building, Senator Jeremiah Denton
(chairman of the subcommittee) presiding.

Present: Senators Denton, Nickles, Weicker, and Grassley.

OPENING STATEMENT OF SENATOR DENTON

Senator DENTON. This hearing will please come to order.
Good afternoon, and welcome. I'll ask you to indulge some

hoarseness on my part today.
I want to welcome my colleague and respected friend, the distin-

guished Senator from Oklahoma, Senator Nickles. We also expect
the Senator from Iowa, Senator Grassley. I understand Senator
Weicker, my distinguished colleague from Connecticut will be in-
troducing one of our principal witnesses later on.

This afternoon the Subcommittee on Family and Human Serv-
ices begins its third hearing of the Nth Congress and its first hear-
ing in a series of three on the reauthorization of the Child Abuse
Prevention and Treatment and Adoption Reform Act, the Federal
program that assists States in combating child abuse and neglect,
and that helps facilitate adoption of children with special needs.

We couldn't have a more authoritative witness than the Surgeon
General, and I want to welcome him; Ms. Dotson, who is with him;
and the others who will soon be called up, as well as all of the in-
terested members of the public and the media who have come
today.

The hearing this afternoon will focus on a particular type of ne-
glect=the withholding of nourishment and medical treatment from
infants born with mental or physical impairments.

This issue burst into public view last April with the so-called
"Infant Doe" incident in Bloomington, Ind. The public was shocked
when an infant -born with Down's syndrome and an incomplete
esophagus was starved to death after his parents decided against
an operation that could have saved his life.
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Although the State intervened, a judge upheld 1;he right of the
physicians to withhold treatment upon the parents' request. The
judge also,refused to stay his ruling to allow time for appeals.

An appeal to the U.S. Supreme Court was in progress when
"Infant Doe" succumbed. The parents, the doctors and the ruling
judge were all aware that several couples had expressed an interest
in adopting "Infant Doe" and permitting the life-saving surgery. \

This incident presented rather starkly some of the troubling
questions about our Nation's attitude about the value of protecting
and nurturing one of the most defenseless forms of human life
handicapped infants.

In the Bloomington case, the infant was clearly not dying, but,
rather, needed an operation that our Surgeon General, and witness
today, Dr. C. Everett Koop, and many other doctors, say is nearly
always successful.

Furthermore, the decision to treat the infant was not made on
the basis of the feasibility of medical treatment but, rather, on var-
ious predictions about the 'quality of life the infant would attain.

Finally, in a modern, 20-century American hospital, an infant
was denied nutrition and fluids, until he starved to death.

The entire incident suggested that the pediatricians attending
the infant were acting more in accord with the expressed interests
of the parents rather than with those of the silent infant that they
were purportedly serving.

Incidents such as thatand there have been several document-
edraise the question of whether the failure to protect our most
defenseless citizens does not undermine one of the most fundamen-
tal premises of our Constitution; namely, the equal protection
under the law of all human life. Such incidents also raise the ques-
tion of whether or not State and Federal child abuse statutes are
adequately addressing a particularly egregious form of child
abusestarvation.

For that reason I have included as part of the reauthorization
bill for the Federal child abuse program, language that specifically
addresses the treatment of handicapped infants issue.

Most of you in this room/must be aware of the administration's
recent regulation requiring the posting of signs in health care facil-
ities stating it is a violation of Federal law discriminatori?y to deny
handicapped infants nutrition and medical treatment solely be-
cause of their handicaps.

That regulation has been challenged in court. Arguments on the
case will be heard April 8, 2 days from now.

Many groups representing handicapped individuals have ap-
plauded the regulation and on March 29, six of these groups an-
nounced that they were asking to sign on as codefendants in the
suit.

The groups that, in contrast, have brought suit against the ad-
ministration have raised serious objections to statutory and regula-
tory intervention. They have claimed that isolated examples like
"Infant Doe" do not warrant Federal intervention, and that there
is no evidence that "the care of handicapped infants represents a
critical national problem."

The contention that the practice of denying treatment is relative-
ly rare is refuted by a recent documentary aired by WNEV-TV in
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Boston. The reporters involved in compiling the documentaryin-
cluding a Pulitzer Prize winneraccumulated evidence on about
100 cases where treatment was withheld or withdrawn.

We will see an excerpt from that documentary today, and I com-
mend the reporters and the station for courageously exposing this
issue.

Furthermore, a paper published by two Yale pediatricians in
1973 stated that fully 14 percent of the deaths in their nursery
were a result of withholding treatment.

I hope that the witnesses today will give further estimates about
the withholding of care to handicapped infants, or the incidents of
withholding of care.

My personal belief is that this problem is of paramount impor-
tance. Allowing the less than perfect among us to die raises the ter-
rifying possibility that more and more groups will he labeled as
somehow defective and allow to perish. As Dr. Koop and others
have often written or orally pointed out, Nazi Germany's final solu-
tion was the last phase of a purification program which began in
the 1930's with the killing of handicapped infants. The.Ge statistics
and their implications demand a response.

The language on the treating of handicapped infants that is in-
cluded in the reauthorization bill I intend to introduce today, with
Senator Hatch, is identical to that included in the House bill. It
will require States to have in place procedures that insure that in-
fants at risk with life-threatening congenital impairments will be
provided with nourishment, medically indicated treatment, and ap-
propriate social services.

The language is not intended to apply to those infants who, to
quote Dr. Paul Ramsey, are "born dying," or those infants who
have diseases for which there is no known therapy.

However, in the vast majority of cases the indicated treatment is
clear, and most handicapped infants can be treated. The language
of the bill merely requires equality of treatment, and that all in-
fants will be fed.

I am sure that Dr. Koop will further clarify the intent of the ad-
ministration's regulation for us today.

There is rampant criticism that this policy might permit contin-
ued life for some extremely mentally or physically handicapped
children. But there appears to have been rapidly increasing error
in the opposite directionerror that has resulted in needless kill-
ings or needless allowings to die; error that places too high a value
on imperfect estimates of the quality of life a child might enjoy;
error which ignores unanticipated favorable changes from "natural
causes" as well as ignores improvements achievable by the not
widely known but notable recent breakthroughs in both pediatric
surgery and therapies applied after the infant has left the nursery.

We will hear some fascinating testimony about some of these
breakthroughs tcday from our panels of witnesses.

We will also address one final aspect of the withholding treat-
ment question that is often tragically ignored in discussions about
whether to treat handicapped infants. There are many people in
this country who are willingeven anxiousto adopt severely
handicapped infants and to permit life-saving surgery.
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The "Infant Doe" case has already been cited and, in fact, there
is currently a waiting list of parents who want to adopt children
afflicted with Down's syndrome.

The reauthorization bill contains provisions that make the adop-
tion of infants with congenital impairments a priority of the Fed-
eral adoption ,opportunities program.

We will meet this afternoon a family from Connecticut that has
adopted 11 severely handicapped children. They will share with us
some of their experiences in raising these children, and explain
what advice they giVe to prospective adoptive parents.

Before we show our film excerpt, I would invite Senator Nickles
for any opening remarks he cares to make.

Senator 'NICKLES. Thank you, Mr. Chairman.
I would like to commend you for holding this hearing, especially

for including in the hearings on the reauthorization of the Child
Abuse Act today's hearing on the very sensitive and critical issue
of the treatment and care of handicapped infants.

I appreciate your leadership in this field, and also your interest.
I'm not that familiar with the legislation which you are introduc-
ing, but I commend you for your personal attention that you've
given to this very critical, sensitive, and difficult issue that many
of us have wrestled with. I've had a personal interest in this area
for some time and have been working on it; and I hope that we can
make progress in seeing some positive improvement made through-
outnot just in Federal policybut throughout the hospitals and
pediatric wards in this country.

It wasn't until the Nation became familiar with the plight of
"Baby Doe" about a year ago in Bloomington, Ind., that the gen-
eral public really became aware that a problem existed. I believe
that most people find that it is unconscionable that physicians and
parents would consider it an option to allow a newborn baby to die
by starvation or by lack of common medical treatment.

Today surveys of doctors and medical journals, both of which are
cited by Dr. Koop's, indicate that there are physicians advocating
nontreatment of handicapped infants. The majority of physicians
would support parents' wishes not to feed children with Down's
syndrome.

Unfortunately, we don't know how often it happens today but
with the attention this issue has received in recent weeks, there
are indications that nontreatment and starvation of handicapped
infants occurs more often than we might care to believe.

The television documentary produced by the CBS affiliate in
Boston which aired last month took a detailed look at the problem.
Their findings reveal that even the most routine care to handcr
capped infants is not usual.. During the confirmation hearing f
Secretary Heckler, I asked for and later received histories on cas s
of alleged instances of infanticide.

I still have some questions concerning the enforcement of sectio
504 in these cases. I will address those later in this hearing.

Up until recently this was an issue that was primarily debated in
the medical circles. Perhaps one of the greatest values of today's
hearing might be to raise the consciousness of society at large, and
not just a few select organizations or communities.

11'
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The issue of appropriate medical treatment for handicapped in-
fants is very complex, both medically and ethically. However, we,
as a society, should not allow this complexity to serve as a barrier
to seeking solutions which are now confined to only a few.

It is precisely because of the complex and interdisciplinary
nature of the choices being made that we need broad participation
in determining public policy. No single group should take sole re-
sponsibility for creating and establishing standards for a multifac-
eted issue with national implications.

This issue, as I mentioned before, Mr. Chairman, is sensitive; it's
a civil rights issue; a moral issue; a national issue; and also a per-
sonal issue that affects many people. It cuts across every political
affiliation and it begs, I think, a responsible action.

I again wish to commend you for holding this hearing and also
for Dr. Koop's participation, as well as Ms. Dotson, and our other
panelists. You have assembled quite a cadre of experts to give their
thoughts and opinions cn the entire issue of infanticide and I con-
gratulate you for that. I hope that we'll be able to move expedi-
tiously toward making some improvements in this area.

Senator DENTON. Thank you, Senator Nickles. And, again, my
admiration for your longstanding interest and activity in this field.
It's a pleasure to sit with you today on what should be a porten-
tious occasion for progress in the field.

At this point, before showing the film clip and beginning the
hearing therewith, I would like to ask unanimous consent that a
statement by Senator Dodd, ranking minority member of the sub-
committee, be inserted in the record.

[No response.]
Without objection, it is so ordered.
[The prepared statement of Senator Dodd follows:]

Pia:PARED STAE51 NT ta' SENAMIt Do111/

Mr. Chairman, I am certain that we have a great deal to learn from the distinguished
witnesses you have called before us this afternoon. I would like to direct special
attention, however, to the last group of witnesses who will testify today: namely,
the Rossow family.

My connection with Rachel and Carl Rossow goes back to 1975 when I first visited
the 3-bedroom ranch house they shared with their eight children. Since that time,
they've moved to a larger house to accommodate the new additions to their family:
six more chiidre'n.

The Rossow family literally makes the expression "disabled does not mean
unable" come alive. The accomplishments at home and at school of all 14 children
deserve our highest praise. The efforts of Rachel and Carl Rossow in promoting
their children's accomplishments merit our undivided attention.

Through the Rossows' experience in raising their children we can learn more
about the kinds of supports, financial, educational, and otherwise, which must be
provided to other parents of handicapped youngsters. Today, the Rossows will
present the subcommittee with a brochure carrying a message of support for new
parents of handicapped children. This brOchure should be just the first step in pro-
viding families like the Rossows with the specific assistance they need to insure that
their children lead full and productive lives.

'Senator DENTON. We will begin this hearing by watching a short
portion of the WNEV television documentary to which both Sena-
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for Nickles and I referred, entitled "Death in the Nursery," which
aired last month on four consecutive nights in Boston.

This is an excerpt of that program, a series of excerpts.
[Film excerpt projected.] -----
Senator DENTON. Our first panel of witnesses consists of Dr. C.

Everett Koop, U.S. Surgeon General, and a practicing pediatrician
for some 35 years.

Joining him is Ms. Betty Lou Dotson, Director of the Office of
Civil Rights, Department of Health and Human Services.

I would like to welcome both of you and to acknowledge, that Dr.
Koop is not only, by virtue of his position the ranking doctor in the
United States, but he is also by his experience and his pediatric
practice an extremely authoritative witness on this subject.

So, if you care to, please proceed.

STATEMENT OF C. EVERETT KOOP, M.D., SURGEON-GENERAL OF
THE UNITED STATES, AND MS. BETTY LOU DOTSON, DIRECTOR,
OFFICE OF CIVIL RIGHTS, DEPARTMENT OF HEALTH AND
HUMAN SERVICES
Dr. Koop. Thank you, Mr. Chairman.
I have a prepared statement for the record, which I will summa-

rize in the time allotted to me.
I am C. Everett Koop. I am a medical doctor. I am Surgeon Gen-

eral of the U.S. Public Health Service.
But, for the subject of today's hearing, I will call upon my 35

years' experience as a pediatric surgeon.
When I began my career, sir, there were only half a dozen people

in the United States who specialized in surgery for infants and
children. When I came to Washington I had been practicing my
specialty longer than anyone in North America.

As you know, regulations protecting the handicapped newborn
were issued by the Department of HHS last month. These regula-
tions are now the subject of litigation; and while I can discuss the
issues of health care for handicapped infants and the Department's
policies concerning it, I must decline to offer an opinion, regarding
matters presently in litigation.

Accompanying me today is Ms. Betty Lou Dotson, Director of the
Department's Office for Civil Rights, and we look forward to dis-
cussing some of the many issues regarding care of the newborn
child with handicaps or operable defects.

I'm sure that you agree, sir, that our government is concerned
with the provision of health care and not about withholding it. The
withholding of care and treatment from an infant born a year ago
this monthas you have already indicated, known as "Baby
Doe"---was the chief factor in focusing national attention on this
matter.

As a result of the "Bally Doe" case, the President instructed the
Attorney 'General and the Secretary of HHS to exercise their
powers to enforce Federal laws that prohibit discrimination against
the handicapped.

I will not repeat what you have already said about "Baby Doe,"

sir, but will say that the basic principle of this case is that the



was allowed to die because someone else made the judgment
that:the child's life was not worth living.

Mr. Chairman, I can assure you that there is no way to predict
the I.Q. or the potential of the Down's syndrome child at the time
of birth. I believe thatthe presence of Down's syndrome is never
an/indication to withhold the correction of an accompanying defect,
like esophageal atresia.

You should know that the surgery in question is nearly always
successful. My colleagues and I have performed some 475 such pro-
cedures with almost 100-percent survival and good-swallowing func-
tion in full-term babies; and 88 percent is our record in prema-
t u res.

The moral. issue here is that no one may judge the quality of life
of another, and we must not tolerate the attempts of those who
take it upon themselves to do so.

Whether a handicapped person's life is worth living or not is not
a medical question. The Government's position ought to be seen in
the context of its support for the provision ofnot the withholding
oftreatment for disabled infants.

Thus, an enlightened Government becomes the natural ally of
enlightened medicine.

While I hdve said and believe that medical science constantly
provides new ways to save life and to improve it, medicine may
never have the answers to all the problems that occur at birth. Let
me stress here that some problems simply are not correctable.
Sonie handicapped infants, unfortunately, face imminent death.
For such infants it is very important to note that we do not seek to
fruitlessly prolong the process of dying; rather, we seek to guaran-
tee that _infants who would live, given ordinary care, will not be
denied the opportunity for life by those who would decide that
their lives are not worth living.

I presume that the unfortunate exceptions I have noted here are
not the subject of this subcommittee's interest. The vast majority of
disabled youngsters are within the realm of treatment.

Even so, the bottom line in all these cases is that you must nour-
ish the patient. When an infant in hospital is denied food and care,
or whether an infant at home is denied food and care, the result is
the same; it is child abuse.

The willful withholding of therapy, including nutrition, which
leads to the death of a child is infanticide. This practice naturally
is unlikely to be widely discussed outside a small, tight, circle of
those involved in a particular case.

Nevertheless, we believe that "Baby Doe" was not just a singular
instance, but rather, representative of a disturbing pattern about
which we are becoming increasingly aware.

Obviously, the number of such patients is difficult to estimate. It
is not rare, and it is certainly not an isolated instance.

In 1976, when I was presented with the Ladd Gold Medal for ex-
cellence in surgery by the American Academy of Pediatrics, I took
that occasion to draw the attention of the academy to the growing
practice of infanticide, and pointed out its moral and its ethical im-
plications.c

I was aware then of what I said because at that time I had been
practicing pediatric surgery for 30 years, and traveled enough as a
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speaker to 1..low most of the pediatric surgeons in this country on a
familiar basis, and to be aware of what some were doing.

In my role as editor-in-chief of the Journal of Pediatric Surgery
for 15 years, I had my finger on the pulse of pediatric surgery and
its practices. Let me offer some additional evidence which has been
accumulated:

You've already referred to the Duff and Campbell report in the
New England Journal of Medicine in 1973 from Yale University,
where the authors acknowledged that over a 2-year period, 14 per-
cent of the deaths in the newborns of their unit had been decided
upon and engineered in some way.

In 1977 the journal Pediatrics published a survey of the surg'cal
section of the academy by Shaw and Randolph. A question ire
had been sent to all pediatric surgeons in the academy and se
pediatricians. A great number of those answering the questionnaire
felt that what might be a poor quality of life, in their estimation,
was sufficient reason not to treat the child for a defect which may
have been incompatible with life but nevertheless was amenable to
surgical correction.

Several months ago the CBS television program "Sixty Minutes"
called attention to several families who had made different deci-
sions on the preservation of the lives of their newborn children.
And, more recently, there was the Boston documentary which we
have just seen a portion of.

A just-released report of the President's Commission on Biomedi-
cal Ethics refers to several surveys among pediatricians. A survey
of California pediatricians showed that most would honor parents'
wishes not to treat Down's syndrome newborns who had life-threat-
ening intestinal obstructions, and another survey showed that
many pediatricians would do the same with Down's syndrome in
children born with .congenital heart disease. Finally, a survey of
Massachusetts pediatricians showed that 51 percent would not rec-
ommend surgery to correct intestinal blockages in newborns with
Down's syndrome.

In the past several years, sir, I have personally received about 20
calls from nurses who objected to carrying out orders from doctors
to deny food to handicapped newborns. Some of these nurses have
been faced with disciplinary actions or the threat of such actions
because they opposed the decision to withhold nourishment.

Handicaps and unhappiness do not always go hand-in-hand.
Some of the unhappiest children I have known were perfectly
normal, physically. Many handicapped youngsters have cheerfully
accepted difficulties that I would find hard to bear.

In other words, the quality of life is not measured by material
and physical terms alone.

I don't believe food should ever be withheld from a disabled
infant. If the motivation is to hasten death, deliberate starvation is
inhuman.

If treatment is withheld, as it is sometimes indicated, there are
several principles: First, the physician must be fully aware of and
knowledgeable about the infant's disease process or disabling condi-
tion.

Second, the physician has to know as much as possible about his
patient.
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Third, the physician has to draw important conclusions- about
how that process or condition affects his patient.

And, finally, physicians must be extremely cautious in making
any guesses or offering any speculations as to what quality of life
the patient may ultimately enjoy.

We usually have no way of predicting accurately how smart or
active or productive a person may be at some future time.

The job of the physician is to do all that he can to enhance the
patient's enjoyment of whatever he or she ultimately determines is
quality.

I don't minimize, sir, the difficulty of sheepherding a family
through tough times, of providing access to all available support
mechanisms, and of espousing the cause of patient and family until
they are figuratively on their feet. I spent my career doing that,
and not without some satisfaction.

I think it significant that no patient or parent has ever told me
later that he or she wished that we had not tried so hard to save
the life of their child. I think that is particularly important when
one considers that when I came to Washington, I probably had op-
erated upon more newborns than anyone in this country.

If the decisions we face in this area today seem complex, let me
point out that the future holds out even more complexity, and for
one important reason: it holds out more hope.

What is extraordinary in medicine today will be co:A.-nonplace to-
morrow. And this is no more true in any medical field than in
neonatology.

Advances in medicine enable us to restore and repair limbs and
organs whose malfunctions and malformations previously meant
death, deformity, or permanent disability.

As a society, we should help both families and the health care
professionals who care for the less-than-pdrfect newborn to contin-
ue their remarkable work.

The most compelling opportunity is for our Government and our
Nation's leaders to reaffirm our national commitment to providing
compassionate, high-quality medical care for all of our Nation's
children.

I thank you, Mr. Chairman. And following Ms. Dotson's remarks
at this time, she and I would be most happy to consider whatever
questions you may have.

[The prepared statement of Dr. Koop follows:]
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PREPARED STATEMENT OF C. EMMET' K.00P, M.D., SURGEON GENERAL, PUBLIC

HEALTH SERVICE, DEPARTMENT OF HEALTH AND HUMAN SERVICES

Mt..Chairman, I am C. Everett Kocp. I am a medical doctor and the Surgeon

General of the United States Public Health Service. For the subject that is

before the Committee this morning, I will draw upon my personal experiences of

35 years as a pediatric surgeon. When I began that career there were only a

half-dozen people in the U.S. who specialized in surgical procedures for

infants and young children. Pediatric surgery has since became an important

life - saving specialty in medicine and I-am very proud to have been part of

that history and development. When I came to Washington in 1981, I had been

practicing the specialty of pediatric surgery longer than anyone in North

Agerica.

Before I continue, Mr. Chairman, may I introduce to the Committee my

colleajue, Ms. Betty Ice Dotson, who is Director of the Office for Civil

Rights of the Deparbnent of Health and Human Services. The two of us lock

forward to discussing with you and this Committee some of the many concerns

surrounding the issue of care for the newborn child with handicaps or operable

defects.

I am sure you will agree that our government -- regardless of the branch or

which political party may be dominant at the time -- is primarily concerned

with the provision. of health and medical care, not about withholding it.

Indeed, that point of view was emphasized last Spring in an April 30

memorandum in which the President instructed both the Attorney General and the

Secretary of Health and Human Services to exercise their authorities to
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2.

enforce Federal laws that prohibit discrimination against the handicapped.

President Reagan took special note of Section 504 of the Rehabilitation Act of

1973, which (and I quote from the President's memorandum) "forbids recipients

of Federal funds from withholding from handicapped citizens, simply because

they are handicapped, any benefit or service that would ordinarily be provided

to persons without handicaps. ". The President noted that the law specifically

applies to "hospitals and other providers of health services receiving Federal

assistance."

As a follow-up to the President's instruction, then- Secretary Richard S.

Schweiker asked Ms. Dotson to issue a notice to health care providers which

are reimbursed under Medicaid and Medicare. The Secretary said; "In providing

this notice, we are reaffirming the strong commitment of the AMerican people

and their laws to the protection of human life."

Last month, as you know, the Department promulgated regulations which require

that reminders of the applicability of Federal law to the protection of

handicapped newborns be conspicuously posted in hospitals. The regulations

also offer a means for any person with reason to believe that the law is

being violated to bring the facts to the attention of proper authorities.

As you know, these regulations are now the subject of litigation. While I can

discuss the issue of health care for handicapped infants and the Department's
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policy concerning it, I must decline to offer any personal opinions regarding

the matters presently in litigation.

The te,:ent regulations were not just 'the result of the Infant Doe case, but

also of our growing awareness that this case was not an isolated incident,

but part of a larger pattern.

Infant Doe was born with Down Syndrome, a form of mental retardation that is

genetically transmitted. We know that Infant Doe also suffered an esophageal

atresia, a malformation of the esophagus which prevents the taking of

..nouishnent but which may be corrected by surgery. Surgery was not

performed to correct the atresia; Infant Doe was not fed, either orally or by

the intravenous method and seven days after birth, tbe child died.

The basic principle in this case is that the child was allowed to die because

saneone else made the judgment that the child's life, was not worth living.

Mr. Chaicoan, I can assure you that there is no way to assessor to estimate

the I.Q. or the potential of a Down Syndrane child at the time of that child's

birth. Whatever the degree of retardation may be, this handicap is never a

justification for withholding treatment. The moral.issue here is that no one

may judge the (quality of life of another, and we must not tolerate the

attempts of those who would take it upon themselves to do so. The President's

Cammission on Bioethics in Medicine is in substantial agreement with these

points.
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In all cases of esophageal atresia, corrective surgery is indicated and is

nearly always successful. I do not mean to minimize the difficulty for the

surgeon, the anxiety for the parents, or the discomfort of the patient. These

are all familiar to me, as I was among the first to perform such an operation

37 years ago and since then my colleagues and I have done some 475 procedures

Each case was special- But after recovery, these babies were all able to take

nourishment by mouth. In my own experience, I did not lose a full-term baby

in the last eight years when I was a surgeon and my survival rate for

premature babies was WM

Mr. Chairman, just as an aside, let me say that one of ,the benefits of being a

66-year-old pediatric surgeon is that now and then I meet a person, full of

life and health, wham I had first met as a newborn lying on my operating

table, struggling with an esophageal atresia or another condition, which was

successfully corrected.

Such procedures are no longer unusual. Often it seems as though every day

medicine adO another new life- saving procedure to an already impressive list

of victories. More and more therapeutic options are opening up, giving

physicians greater opportunities, in the words of the Hippocratic Oath, "to

help the sick according to my ability and judgment, but never with a view to

injury and wrongdoing."

Whether a handicapped person's life is worth living is not a professional

medical question. A decision not to treat, for instance, a Down's Syndrome

infant because of a child's potential mental retardation is not a medical
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judgment. The President's memorandum, our Department's notice to providers

and our new regulations ought to be seen in this context, as indicating the

government's support for the provision of --not the withholding of

--treatment for disabled infants. In this respect, an enlightened government

becomes the natural ally of enlightened medical practice.

In my experience, this type of event has two important aspects. First, there

is the nature of the medical problem presented by the infant itself. Second,

there is the role of the family of the infant, the people who are responsible

for the infant appearing in the first place.

I indicated. that medical and scientific advances constantly provide new ways

to save lives and improve the quality of life for the newborn. But medicine

may never have all the solutions to all the problems that occur at birth.

Some medical problems are not correctible, and some handicapped.infants,

unfortunately, face imminent death; for such infants, we do not intend to

fruitlessly prolong the process of dying. Rather, we seek to guarantee that

infants who would live, given ordinary care, will not be denied the usual

opportunity for life by someone who judges that their lives are not worth

living. I would presume that these unfortunate exceptions are not the center

of this Subcommittee's interest.

In most instances, however, the course of treatment is quite clear. The vast

majority of disabled infants are within,the realmof treatment. Moreover, Mr.

Chairman, I believe there is one "bottom line" in all these cases and it is

that you nourish the patient that is, at least give it ordinary care.
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Indeed, in the case of Infant Doe, the fact that nourishment was completely

withheld throughout his seven-day life probably did more than any other single

act to shock the medical profession and the general public. Mr. Chairman, we

should not let anyone's emphasis on the mpst difficult cases distract cur

attention from the basic principle that we must not discriminate against

handicapped infants.

This point was made last May 18 by Assistant Secretary Dr. Robert Rubin in the

course of his appearance on the evening television program, "The MacNeil -

Lehrer Report." Speaking for the Administration, Dr. Rubin said:

"We're not talkiog about prolonging a life that inevitably is going to

die. What we're talking about here is discriminating against children

who, if it weren't for the fact that they were handicapped, would be

given appropriate medical treatment."

There are those who contend that child abuse only means battering or other

forms of physical attack. I wish to stress that it also entails lack of

protection and lack of basic sustenance. For example, whether an infant in a

hospital is denied care and treatment, or whether an infant at home is denied

care and treatment, the result is the same.

It is very difficult to acquire statistics on the denial of ordinary care to

handicapped infants because doctors tend not to report that the cause of death

was starvation or other denial of ordinary care. There is evidence showing

that withholding of care does occur, and that it is a significant problem.

Even one case is one too many.

The willful withholding of therapy, including nutrition, which leads to the

death of a child is infanticide. "ecple who practice this means of case

2 2.
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management of disabled youngsters are unlikely to discuss it outside a very

tight circle of those involved in a particular case. This accounts for the

difficulty in securing firm data, but enough evidence has Emerged to indicate

that infanticide is not rare in this country.

In 1976, when I 'was presented the Ladd Gold Medal for excellence in surgery

by the American Academy of Pediatrics, I took that occasion to draw the

attention of the Academy to the growing practice of infanticide and pointed

out its moral and ethical implications. I was aware then of what I said

because I had been practicing pediatric surgery at that time for 30 years and

traveled enough as a speaker to know most of the pediatric surgeons in this

country on a familiar basis and to be aware of what they were doing. In my

role as editor-in-chief of the Journal of Pediatric Surgery for 15 years, I

had my finger on the pulse of pediatric surgery and its practices. Let me

offer some additional evidence which has accumulated:

o In 1973, Duff and Campbell of Yale UniVersity published in-the New

England Journal of Medicine a report concerning dilemmas facing

pediatricians in the newborn nursery. They acknowledged that over a

two-year period, 11 percent of the deaths in the newborn nursery were

deaths that had been decided upon and engineered in same way.

o In 1977, the journal Pediatrics published a survey of the surgical

section of the Academy by Shaw and Randolph. A questionnaire had been

sent to all pediatric surgeons and to selected pediatricians in the

Academy of Pediatrics which asked about their behavior in the presence of

certain treatable conditions, such as duodenal atresias, in newborns with

Down's Syndrome. A great number of those alswering the questionnaire

felt that what might be a pcor quality of life, in their estimation, was
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sufficient reason not to treat the child for a defect which may have been

incompatible with life but nevertheless was amenable to surgical

treatment.

o Several months ago the CBS television program "Sixty Minutes" called

attention to several flies lo had made different decisions on the

preservation of the 1 ves of their newborn children. More recently, a

television station in ton had four consecutive nights of documentary

film on the use of infanticide as --'qoption in this country.

o A just-released report of the President's CAssion on Biomedical Ethics

refers to several surveys among pediatricians. A survey of California

pediatricians showed,;that most would honor par ts' wishes not to treat

Down's Syndrome newborns who had life-threate ng intestinal obstructions,

and another survey showed that many pedi cians would do the sane with

Down Syndrome newborns who had congen tal heart disease. A survey of

Massachusetts pediatricians showed th t 51% would not recommend surgery to

correct intestinal blockages in newborns with Down Syndrome.

o In my own experience, let me say that I haVe received over 20 contacts in

recent months from nurses who objected to carrying out orders from doctor

to deny food, to handicapped newborns. These nurses have been faced with

disciplinary actions, or the threat of such actions, for their stands.

Mr. Chaioman, I want to focus now on another question and draw from my

personal experience as a physician. Once a handicapped child is being cared

for within the realm of medicine, what ought we reasonably to expect from

physicians? Let me suggest several principles that some physicians have found

useful when they confront the kinds of situations we are discussing:
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First, handicaps and unhappiness do not necessarily go hand in hand. Sane of

the unhappiest children I have known have been perfectly normal physically.

and many handicapped youngsters have cheerfully accepted difficulties I think

I would find hard to bear.

Second, the physician must know a great deal about the infant's disease

process or disabling condition. As science and medicine continue to evolve,

this is an ever-growing responsibility and requires that physicians must have

great knowledge about and experience with the lesion in question.

Third, the physician has to know as much as possible about the patient.

Fourth, based on the first two, the physician has to draw sane very important

conclusions about how that process or condition affects the particular

patient.

Fifth, physicians should be extremely cautious in making any guesses as to the

"quality of life" the patient or his family will ultimately enjoy. We

frequently have absolutely no way of predicting how happy or smart or active a

person may be at some point in his or her life. The task for the physician is

to do whatever possible so that the patient can enjoy to the fullest whatever

he or she ultimately determines is "quality."

Mr. Chairman, I said that there are two aspects of these cases that bear close

study. The first aspect I have just discussed and its focus is directly upon

the infant and the infant's medical condition. The other aspect concerns the

type of support the infant's family is given by the physician, the hospital

and the community.
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I would like to suggest certain principles which, if followed, will enable

those who care for handicapped child to work better with the family to

achieve the greatest possible benefits for the child. Having followed these

principles, I can also tell you that I have never had a patient or a parent

tell me that they wished I had not saved their life or that of their child.

First, the physician must sit down with the family and thoroughly go through

the nature of the infant's condition, what the medical experience with such a

condition has been so far, what kinds of things can be done immediately, and

what the options may be later on.

Second, the physician must be familiar with and understand the natural

responses of parents to the disabled newborn: their feelings of sadness,

guilt, anger, even of shame. The parents will be concerned about the

judgments of their neighbors and friends. Therefore, the physician represents

not only medical care -- but the outside world as well.

Third, the physician must demonstrate that the parents are needed as partners

in the processes of medical care and that, for a disabled infant just as for a

"normal" child, there'is just no substitute for loving, caring parents.

Gradually, as the network of support grows. the parents will become more'

centrally involved and more competent to care for their child and for

themselves, too.

Fourth, a physician should try to get the child into the hands of the family

just as soon as possible. Staring through a pane of thick plastic at a little

baby'in a, covered isolette over in the corner is just not my idea of how to

bring parents and any new child together. In my own experience, I suggest
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that the parents visit the child as soon as possible. Even though the baby

may be bandaged, intubated, monitored, and fed with a hyperalimentation line,

the parents can and should touch the child -- if possible, hold it and cuddle

it.

Fifth, physicians and hospitals must take a positive, active role in getting

the parents and the Child linked up with availat'le social and medical support

groups in the community. Continuity of care and total care is important for

all patients -- it is critical for infants with a disability. And above all

the responsible physician must have the determination and commitment to assure

the family that he or she will be an advocate for their child and for the

parents.

Finally, we all must work to eliminate the stigma of being handicapped in our

society. Communities must be willing to offer support and aid to those coping

with a handicapped family member. Positive attitudes toward those physically

less fortunate than most of us need to be encouraged. Enlightened community

acceptance of the handicapped will be invaluable to then in terms of

education, services, employment, recreation, and so on.

Certainly, parents faced with the prospect of caring for a disabled child will

worry about the impact on their financial resources. Increasing awareness of

this issue can result in bettor response from the many voluntary social

service agencies and privcte foundations which exist to help families in

need.
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In conclusion, Mr. Chairman, permit me to return to science and medicine for

a moment. If the decisions in this area that we face today seen complex, then

the future holds even more complexity, and for one important reason it also

holds more hope. what is extraordinary in medicine today will be ordinary

tomorrow, just as what was extraordinary in medicine yesterday is ordinary

today. And this is perhaps true in no field more than it is in neonatology.

During the past decade we have made progress in neonatology, in intensive care

for newborns and in pediatric surgery that enables us to treat successfully

many conditions not treatable only a few years ago. It enables us

to provide the precision care required by very premature and very sick babies.

Advances in pediatric surgery allow us to restore and repair organs and limbs

whose malfunctions and malformations previously caused death, deformity or

permanent disability.

As a society, we should help both the families and the health care

professionals who care for the less- than perfect newborn to continue their

remarkable work. The most compelling opportunity is for cur government and our

nation's leaders -- in all fields and at all levels to reaffirm our

National commitment to providing conpassionate, high quality medical care for

all our nation's children.

Thank you, Mr. Chairman. Ms. Dotson'now has a short statement describing the

activities of the Office cf Civil Rights and then she and I will be happy to

answer questions.
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Senator DENTON. Thank you very much, Dr. Koop.
Ms. Dotson?
Ms. DOTSON. Mr. Chairman, I appreciate the opportunity to

appear before you and the subcommittee on a matter of such vital
concern, namely, the discriminatory failure to properly care for
newborn infants who are handicapped and who are entitled to the
protection of the Federal civil rights laws.

I have presented a more detailed statement for the record, and in
the time allotted for me, I will attempt to summarize that state-
ment, placing particular emphasis on our regulation which was
issued March 7.

Our office is responsible for enforcing various civil rights statutes
which prohibit discrimination on the basis of race, color, national
origin, handicap, and age in health care and human services pro-
grams.

One of the laws, we enforce, section 504 of the Rehabilitation Act
of 1973, prohibits discrimination on the basis of mental or physical
handicap in federally assisted programs.

Under section 504, no qualified handicapped individual "may be
excluded from, denied the benefits of, or be subjected to discrimina-
tion" in any federally assisted activity or program solely because of
his or her handicap.

The medicaid and medicare programs provide Federal financial
assistance to most hospitals in the United States.

The regulation which the Department first issued in 1977 to im-
plement section 504 makes it very clear that Down's syndrome and
other serious birth defects are handicaps within the meaning of the
statute.

Following the death last year of a handicapped newborn khown
as "Baby Doe," in Bloomington, Ind., the President directed the De-
partment to notify health care providers that section 504 did in
fact apply to handicapped infants. The President was concerned
about reports that potentially life-saving treatment was being with-

held from handicapped infants which would have been given as a
matter of course to those without handicaps.

In furtherance of the President's directive, on May 18, 1982, I
issued a notice to health care providers. In that notice, hospitals
were reminded that section 504 prohibits withholding from a
handicapped infant nutritional sustenance or medical or surgical
treatment required to correct a life-threatening condition if:

First, the withholding is based on the fact that the infant is
handicapped; and,

Second, the handicap does not render the treatment or nutrition-
al sustenance medically contraindicated.

Subsequent to the issuance of the notice in May 1982, our office
developed and put into operation a specific program for expeditious
investigation of complaints of discrimination which related to this

notice.
Generally, the complaints that we received after the issuance of

this notice alleged that handicapped infants were not being treated
for potentially life-threatening conditions, or that handicapped in-

fants were being denied life-sustaining nourishment. In other cases,
it was reported that a handicapped infant had been placed in a life-
threatening situation, and we were asked to investigate.
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In each complaint case involving a baby in a life-threatening sit-
uation, OCR initiated a prompt and thorough investigation. Our
basic approach has been to dispatch an investigator or investigative
team to the facility immediately in emergency cases to assess the
facts and make a compliance determination.

Simultaneously with the dispatch of one of our investigators to
the site, we have alerted our medical consultants to be available on
an as-needed basis.

We interview all of the affected parties, including the complain-
ant, attending physicians, and hospital staff.

We also attempt to coordinate the investigation with State and
local authorities, such as child abuse agencies. These agencies are
contacted to exchange information and, in several instances, we
have been able to arrange it so that State officials accompanied us
during our investigation.

We examine pertinent medical records which relate to the case.
In addition, we've made arrangements to insure that Public

Health Service physicians and independent neonatal specialists
could be called upon immediately to provide medical advice and
analysis during the course of an investigation.

In 1982, subsequent to the issuance of the notice, we have initiat-
ed several on-site compliance reviews at four major teaching hospi-
tals: Yale, New Haven; Stanford University; University of South
Alabama Hospital and Clinic; and University of New Mexico Hospi-
tal.

The purpose of these reviews is to determine whether hospital
practices and procedures for handling newborn infants conform to
the requirements of section 504.

Our basic objective in investigating complaints and in conducting
compliance reviews is to prevent the discriminatory failure to treat
and feed handicapped infants; and to save their lives.-

We expect that our actions will have a wider deterrant effect
beyond the individual cases which come to our attention. To
achieve that objective, we will continue our investigative activity
combined with more intensive efforts to inform all affected parties
of their rights and obligations as established under the law.

Our experience indicated to us that we needed a better means of
making sure that people had a means to instantly communicate to
us to report or supply to us information about possible violations of
section 504.

Subsequently, on March 7, 1983, our interim final regulation was
issued. The purpose ,f this regulation is to insure that medical
practitioners, State and local authorities, parents, and the general
public are made aware of the section 504 nondiscrimination re-
quirem6nts. The regulation was effective on March 22.

Now, this regulation requires that hospitals post notices in a con-
spicuous place in each delivery ward, maternity ward, pediatric
ward, and nursery.

The notice informs the public that the discriminatory failure to-
feed and care for handicapped infants violates Federal law. Persons
having any knowledge of any violation are encouraged to contact
the Department immediately by utilizing a special hotline number,
or to contact the local child protective agency.

a0
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In addition, to expedite investigations and necessary enforcement
action where immediate action is necessary to protect the life or
health of a handicapped infant, the regulation permits us to refer
cases to the Justice Department for prompt court action without
having to wait the previously required 10 days.

Also, it enables the Department to obtain immediate access to
medical and other relevant records at a hospital inasmuch as it re-
quires that the hospital records be available on a 24-hour basis.

We have taken the following measures to implement our regula-
tion of March 7:

A memorandum was sent to 6,738 hospitals across the country on
March 16, informing them of the hotline number and enclosing a
copy of the regulation and a replica of the required notice.

On March 17 we mailed to each of the 6,738 hospitals 10 posters,
5 in English, 5 in Spanish.

Also, a list of the addresses and telephone numbers of State child
protection agencies was forwarded to all hospitals so that the ap-
propriate telephone number of the State agency could be added to
the posters. Many State agencies also maintain a 24-hour toll-free
hotline service.

Our hotline is activated. It's staffed between 8 a.m. and 8 p.m. by
professional employees at our headquarters in Washington. During
the night all incoming calls will be received by an answering serv-
ice. When the answering service receives a call, the information
will be relayed immediately to a designated employee of the Office
of Civil Rights.

The hotline number is 800-368-1019. In Washington, it is 863-
0100.

These procedures are designed to insure that the Department re-
ceives timely information about violations: The telephone com-
plaint procedures will facilitate the reporting of these kinds of vio-

lations to us.
In conclusion, Mr. Chairman, I wish to reiterate our commitment

to protection of the rights of handicapped infants by enforcing the
laws and regulations in an effective expeditious manner. This has
been our record throughout.

Thank you, Mr. Chairman.
[The prepared statement of Ms. Dotson and responses to ques-

tions' asked by Senator Nickles follow:]
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PREPARED STATEMENT OF BETTY Lou DoisoN,EhnsoTon,()FricEFORCIvn,Ftlosys,
DEPARTMP:NT OF HEALTH AND HUMAN SERVICES

I appreciate the opportunity to appear before the Subcommittee on

a matter of vital concern: the discriminatory failure to properly care

for newborn infants who are handicapped and are entitled to the protection

of the Federal civil rights laws.

The Subcommittee asked me, as Director of the Office for Civil Rights,

to discuss the Department's recent regulation on.this subject, and to

explain the procedures we are following to ensure compliance with the

requirements of the, regulation.

The Office for Civil Rights gives, priority attention to protecting

the rights of handicapped infants. In the main, cases may arise that, by

their very nature, are emergency cases that require immediate action.

And it seems to me that in any situation where life-and-death issues are

or may be at stake, we must endeavor to bring to bear all the resourcesr.-

and sensitivity that we can to help prevent and resolve. compliance

problems.

TO put the regulation in proper perspective, I think it would be

helpful at first to review the background and sequence of events'-- the

compliance standards that apply, the investigative activities and other

steps that have been taken and are underway to enforce the law.

Section 504

The Office for Civil Rights (OCR) is responsible for enforcing

various civil rights statutes which prohibit discrimination on the basis

of race, color, national origin, handicap, and age in health care and

human services programs. This is .a far-reaching and important mandate --

and we are determined to carry it out effectively.

3q
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One of the laws OCR enforces,
Section 504 of the Rehabilitation Act,

prohibits discrimination on the basis of mental or physical handicap in

federally assisted programs.
Under Section 504, no qualified handicapped

individual "may be excluded from, denied the benefits of, or be subjected

to discrimination" in any
federally assisted activity or program solely

because of his or her handicap.
The Medicaid and Medicare programs

provide Federal financial assistance to most hospitals in the

United States. The regulation which the
Department issued in 1977 to

implement Section 504 makes it clear that Down's syndrome and other

serious birth defects are handicaps
within the meaning of the statute.

Following the death of a
handicapped newborn, known as "Baby Doe,"

in Bloomington, Indiana, the
President directed the Depa:bment to notify

health care providers that
Section 504 applies to handicapped infants.

The President was concerned about reports that potentially life- saving

treatment was being withheld from handicapped infants that would have

been provided as a matter of course to those without handicaps. He

stated at that time:

"Our nation's commitment to equal
protection of the law will have little

meaning if we deny such protection to

those who have,not been blessed with

the same physical or mental gifts that

we too often take for granted."

To carry out the President's
directive, I issued a notice to all

health care providers on May 18, 1982. In that notice, hospitals were

reminded that Section 504 prohibits
withholding from a handicapped infant



27

3 -

nutritional sustenance or medical or surgical treatment required to

correct a life-threatening condition if:

(1) the withholding is based on the fact thatthe

infant is handicapped; and

(2) the handicap does not render the treatment or

nutritional sustenance medically contraindicated.

For example, under this standard it would be unlawful for a hospital

to decline to treat an operable life-threatening condition in an infant,

or refrain from feeding the infant, simply because the infant is believed

to be mentally retarded.

The notice also reiterated the fact that noncompliance with Section

504 requirements could lead to the termination of Federal funds.

Investigative Activity

In May, 1982, OCR developed and put into operation a specific

enforcement program to investigate complaints of discrimination and to

review the practices of a number of health care providers on-site.

In general, the complaints that OCR received after the notice was

issued alleged that handicapped infants were not being treated for

potentially life-threatening conditions; or that handicapped infants were

being denied life-sustaining nourishment. In other cases, it was reported

that a handicapped infant'had been placed in a life-threatening situation

and OCR was.asked to investigate.

22-024 0-83--3
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In each complaint case involving a baby in a life-threatening

situation, OCR initiated a prompt and thorough investigation. Our basic

approach was to:

o Dispatch an investigator or investigative team to the facility,

immediately in emergency cases to assess the facts and make a compliance

determination.

o Interview all affected parties, including the complainant, attending

physicians, and hospital staff.

o Coordinate the investigation with State and local authorities, such

as child protection agencies. Agencies were contacted to exchange

information and, in several instances, agency personnel worked closely

with OCR during the investigation.

o Examine all pertinent medical records and legal documents related to

the case.

In addition, OCR made arrangements to ensure that Public Health Service

physicians and independent nee-natal specialists could be called on

imnediately to provide medical advice and analysis during the course of

an investigation.

If I may illustrate how the procedure worked -- on December 7, 1982

OCR received a complaint alleging that a baby in an Oklahana- hospital was

not receiving life-sustaining nourishment and was being deliberately

dehydrated.

35
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On December 7 -- the same day the ccrnplaint was received an OCR

investigator arrived at the hoSpital and began the on-site investigation.

Hospital staff were interviewed and a Public Health Service physician

reviewed the pertinent medical records. The investigation disclosed

that:

o The infant was born on November 10, 1982 with initial diagnosis

of primaturity hydrocephalus.

o The infant's condition was later diagnosed as hydranencephaly

(complete or almost complete absence of cerebral hemispheres) and

transposition of the great vessels (reversal of main vessels into

heart). Life expectancy of infants with congenital anomalies such

at this is very short.

o Appropriate tests and procedures were conducted. Appropriate

supportive services and nursing care were provided.

o The hospital followed its policy as it applies to critically

ill infants. The infant was transferred to a perinatal unit and

immediately placed on the critical list. Nursing services and

medication were immediately initiated.'

o Records show that from the start the infant was incapable of

feeding due to the lack of sucking reflexes.' Feeding was conducted

by nurses at the perinatal unit by gavage feedings, that is, insertion

of a tube down the esophagus. The amount of formula given was in

accordance with guidelines prescribed by the American Academy of

Pediatrics.

36
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o Medical records also show that the infant grew and gained

weight. As the infant grew, there was a corresponding increase in

the formula. All medications, ancilliary services, and care were

fully documented.

Fortunately, in this case OCR did not find evidence of a

discriminatory withholding of care or nourishment. The case does, howevaz,'

demonstrate our commitment to take prompt and effective action as soon as

complaints or reports of possible discrimination are received.

As I indicated earlier, OCR's compliance program goes beyond reacting

to complaints and reports of alleged violations. Starting in 1982, OCR

initiated or-site compliance reviews of four major teaching hospitals:

Yale-New Haven Hospital, Stanford University Hospital, University of

South Alabama Hospital and clinic, and University of New Mexico Hospital/

Bernalillo County Medical Center. The purpose of these reviews is to

determine whether hospital practices and procedures for handling newborn

infants with congenital anomalies confOrm to Section 504 requirements.

To make a determination, OCR investigative teams review the medical

records of newborns born with one or more congenital anomalies and

interview hospital personnel. OCR has available medical specialists

serving as consultants who are assisting in the analysis of medical

records.
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Our central objective in investigating complaints and in conducting

compliance reviews is to prevent the discriminatory failure to treat and

feed handicapped infants and to save their lives. Wia expect that our

actions will have a wider deterrent effect beyond the individual cases

that come to OCR's attention. To achieve that objective, the Department

will continue its investigative activity, combined with more intensive

efforts to inform all affected parties of their rights and obligations

established under the law.

March 7, 1983 Interim Final Rule

Information available to us suggested a lack of knowledge on the part

of individuals concerning how to report possible violations of Section 504

to the Department. Consequently, the Department issued a regulation on

March 7, 1983 to ensure that medical practitioners, State and local

authorities, parents, and the general public were made aware of the

Section 504 nondiscrimination requirements and complaint procedures. The

regulation became effective on March 22.

Although a suit was filed on March 18 (American Academy of Pediatrics,

et al v. Heckler), the U.S. District Court for the District of Columbia

denied plaintiffs' motion for a temporary restraining order. The

court has scheduled a hearing on plaintiffs' motion for a preliminary

injunction on April 8.

The Department's regulation requires that hospitals post notices in

a conspicuous place in each delivery ward, maternity ward, pediatric ward,

and nursery. These notices inform the public that the discriminatory

failure to feed and care for handicapped infants violates Federal law.
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Persons having knowledge of any violation are encouraged to contact the'

Department immediately by using a special hotline number or to contact

the local child protective agency.

In addition, to expedite investigations and necessary enforcement

action in cases where immediate action is necessary to protect the life

or health of a handicapped infant:, the regulation: (1) permits the

Department to refer cases to the Justice Department for prompt court

action without having to wait 10 days to notify the hospital or other

provider, as was previously required; and (2) enables the Department to

obtain immediate access to medical and other relevant records at a

hospital to investigate an alleged violation.

The Department is developing a cooperative working relationship with

State child protection agencies. OCR Regional Directorare meeting with

State agency personnel to discuss investigative procedures. In several

of the Infant Doe cases that OCR has investigated so far, the State

agency also received a report of suspected child neglect and took steps

to investigate the report. The Department will contact child protection

agencies whenever a complaint is received that indicates a possible

failure by parents to consent to necessary medical care.

OCR has taken the following measures to implement the regulation:

o A memorandum was sent to 6,738 hospitals across the country on

March 16, informing them of the hotline number and enclosing a copy of

the regulation and a repliCa of the required notice.
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o On March 17, OCR mailed to each of the 6,738 hospitals ten

17 1/2 x 14 inch posters -- five Written in English, five written in

Spanish.

o A list of the addresses and telephone numbers of State child

protection agencies also was forwarded to all hospitals so that the

appropriate telephone number of the Sta'e agency could be added to the

posters. Many State agencies also maintain a 24-hour, toll-free hotline,

service.

o OCR irs6 activated the 24-hour hotline, which is staffed between

8 a.m. and 8 p.m. by professional employees at OCR headquarters in

Washington. During the night, all incoming calls will be received by an

answering service. When the answering service receives a call, the

information will be relayed immediately to a designated OCR employee.

The hotline number is 800-368-1019 (863-0100 in Washington, D.C.):

When a call is received, OCR staff completes a "hotline report,"

recording as much information as it is possible to obtain from the caller,

including the name of the infant, the name and location of the facility,

the diagnosis and treatment being provided, the baby's condition, and

other pertinent information. The report is then telephoned to one of

OCR's 10 regional offices, which contacts the facility and makes

arrangements to initiate an investigation.

These procedures are designed to ensure that the Department receives

timely information about violations. The telephone complaint procedure

will enable those having knowledge of violations to promptly notify the

Department.
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In conclusion, Mr. Chairman, I want to reiterate our ccmitment to

protect the rights of handicapped infants by enforcing the laws and

regulations in an effective, expeditious manner. This has been our

objective throughout and t believe the record demonstrates that we

have approached the task with the urgency, sensitivity, and thoroughness

that is required.

ADDITIONAL. QUESTIONS SUBSEQUENTLY SUMMED TO MS. DOTSON

Senator NICKLES. I thought enforcement of 504 had not been very strong in the
past. Has there been any investigations (of infant doe cases) under prior Administra-
tions under that section of the law?

ANSWER. The Department's Office for Civil Rights received a complaint in 1979
concerning a baby born with Down's Syndrome and an intestinal obstruction at Ka-
piolani Children s Hospital, Hawaii. The parents refused consent to surgery to
remove the obstruction. The child was sent home, where it died. OCR found that the
hospital administration denied any knowledge of the situation. However, upon being
notified of the complaint, the hospital agreed to take voluntary corrective action to
address the issue and resolve the complaint. The hospital issued a memorandum to
all staff reminding them that, in the future, they should immediately report to the
hospital administration any cases where parents refused to consent to needed medi-
cal procedures. An immediate referral would then be made to Children's Protective
Services. In addition, staff were reminded that, pursuant to Section 504, no child
would be discriminated against on the basis of handicap. The hospital made no ad-
mission of guilt or responsibility in the specific case. The case was closed based on
corrective action.

Senator NICKLES. Could you give us the number, and whether there actually has
been any enforcement of this section (504) involved previous to this administration
and the numbers again for the last couple of years?

ANSWER. According to our records Ahere were no Section 504 cases relating to
"Infant Doe" referred to, the Department of, Justice prior to this administration.
Since May 1980, the Department of Health and Human Services has made six Sec-
tion 5C,4 referrals to the Justice Department, and only one involved an "Infant Doe"
situation. (Crawford Memorial Hospital, IL, denial of access; rather than specifically
requesting enforcement action, in this case we asked DOJ to "review the circum-
stances of the case and determine what action might be appropriate and legally sup-
portable, including the possibility of seeking immediate injunctive relief . . .")

Senator DENTON. Thank you, Ms. Dotson.
I note the arrival of our friend and colleague from Iowa, Senator

Grassley. Do-y& care to make an opening statement?
Senator GRASSLEY. I want to thank you, Mr. Chairman, for hold-

ing this hearing and being concerned about: the civil rights of all
people. I recognize that this is a very difficult issue to deal with
from the standpoint of people's honest feelings on both sides. that
result in different views.

My feeling. is that we have to be concerned about withholding
.iourishment and medical treatment from handicapped infants, be-
cause if we start weighing the life of one individual with a smaller
figure than we do other individuals, it isn't long before all of us are
affected.

So from that standpoint I appreciate your bringing to our atten-
tion this issue, and look forward to helping you resolve it so that
there's an understanding that life at any stage of development is
treated equally.

Senator DENTON. Thank you, Senator Grassley.



0
35

We will begin asking questions.
Dr. Koop, how do you account for this problem of allowing to die

by not supplying nutrition or by not providing operative care
which is availablehow do you account for that being so wide-
spread in the case of infants?

Dr. Koop. I think the probable answer to that, Mr. Chairman, is
that infants are small and they are weak; they cannot speak for
themselves.

I would submit to you if it were possible for these youngsters
who are being discriminated against to be large and active, they
would have just as important a lobby in this city as many other
handicapped groups do.

Senator DENTON. Thank you, sir.
With the regulatory and statutory proposals now being advanced,

do you foresee that pediatricians will have difficulty in assessing
what the medically indicated treatment is for some handicapped in-
fants, or, indeed, whether to be closer to the nitty-gritty, when
there is indication that medical treatment should be applied?

There are various ways of phrasing that, but that seems to be
the nut of the issue.

I believe that you said on a television program, however, that
regulatory and statutory proposals being advanced would not have
made a bit of difference in the way you treated even one patient
during your 35-year career as a pediatrician.

If that's correct, would you discuss that issue of gray area versus
black and white, and so forth?

Dr. KOOP. Well, I think any two physicians can look at this
whole spectrum very honestly in two different ways. There will be
those who see issues as black and white, others will see a narrow
black stripe and a white stripe and a very broad gray area.

I think the very presence of these regulations will help physi-
cians to sharpen their spectrum and to see things more clearly as
black and white rather than as gray.

In reference to the comment you referred to that I made on tele-
vision, that is correct, sir; if I were out there in the medical estab-
lishment where I spent so much time, I confess that these regula-
tions would probably annoy me. They would make life perhaps a
little bit more difficult for me.

But they would not in any way hamper my ability to deal with
patients the way I always have.

Senator DENTON. Again, Dr. Koop, there have been a number of
stories broadcast and printed by the media alleging that the admin-
istration's proposals would require physicians to take steps which
would merely prolong the lives of infants who are irreversibly
dying.

There was one like that in one of the local newspapers.
Would you please explain what effect the regulation would have

on these situations when the child, the infant, is irreversibly dying
in the conscientious mind of the physician?

Dr. KOOP. Well, as you already have referred to Professor Ram-
sey's comments, some children are born dying; and others face
death a little bit further down the road. It is absolutely not this
Department's intention to formulate any regulations which would
interfere with a physician's understanding of the difference be-
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tween giving a patient a life to which he was entitled, as opposed
to prolonging his act of dying.

We are particularly concerned, as I said in my statement, about
having ordinary commonplace care such as clothing, sustenance of
both food and nutrition, and so forth, given to children, no matter
what.

Senator DENTON. Perhaps you saw, Dr. Koop, the Washington
Post article this past Sunday dealing with one particular case of an
allegedly dying infant being kept alive in Jackson Memorial Hospi-
tal in Miami. Physicians and others in that hospital claim that the
infant is being kept aliveI understand the infant died in the last
few hourswas being kept alive at the expense of other infants
who could more successfully be treated, were they provided access
to the same medical care and equipment; it was alleged that suffi-
cient equipment simply is not available.

Could you comment on the medical ethics of that particular situ-
ation'?

Dr. Koop. Well, I read that article, sir, and it is true that the
child died, I think, early in the hours of Monday morning.

It was a difficult article to assess because there were many quo-
tations from various people working in the institution and, very
often, as you well know, it's difficult to read such a report and
know what the person actually meant in the context in which it
was said.

But the way that article reads, it sounds as though that hospital
had absolutely finite ability to care for children, and that if they
had one more patient' added to the system it somehow or other
became disruptive and they couldn't care for that patient.

I can honestly say that many times in my experiences let's say we
had 10 children on respirators and had 10 respirators. And the
11th child arrived and we needed a respirator. That didn't mean
we chose the life of one, as opposed to the other. We went out and
borrowed a respirator It':om a neighboring hospital and expanded
our facility to take care of one more child.

In a day or two that would go the other way.
So that I think it's almost a cop-out, sir, to say that in order to

take care of one handicapped child in a large institution you're
jeopardizing the lives of others.

Senator DENTON. Well, to pursue that just a little further, I,
myself, though not expert in the field could conceive of a situation,
say, in an advanced echelon emergency hospital under wartime
conditions in which the doctor would be confronted with the ulti-
mate question: which one of these soldiers do I attend first? Know-
ing that the sequence he chooses will result in the death of some
and the saving of others; and the decision he makes, the manner of
it would be complex.

Granting that, if you will, such circumstances can ariseare you
of the mind that this business of denying nutrition or normally
available operative procedures to a child because of handicaps, is
simply not the proper way of analogizing it?

Although that situation can arise theoretically, it is not the gov-
erning limitation on this particular subject we are addressing here
today, is that correct?

Dr. KOOP. Oh, I think we're discussing oranges and apples.
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In a military situation there's no doubt about the faCt that triage
is a well-defined science of deciding what you can do on the spot
with the blood available, with the equipment available, with the
personnel available.

But in the situation we are talking about, sir, withholding treat-,,,
ment or nutrition from handicapped children, there is never thST
kind of urgency or ever that type of circumstance.

Senator DENTON. I only have one more question, .and then I'll
turn it over to my colleagues.

As you know, Dr. Koop, I introduced a bill to reauthorize the
Child Abuse Prevention and Treatment and Adoption Reform Act.

As part of that bill I included language identical to that found in
the House bill that addresses the withholding of treatment ques-
tion. Would you as the Surgeon General, speaking for the adminis-
tration, support that language?

Dr. Koop. Speaking for the administration, we do support the
intent of the language in reference to handicapped youngsters that
appeared in the House bill, sir.

Senator DENTON. Thank you, sir.
Senator Nickles?
Senator NICKLES. Thank you, Mr. Chairman.
Is the questioning for both members of the panel?
Senator DENTON. Yes. I'm going to stand pat on Ms. Dotson's

statement, myself, as I understand you might have a few questions
on that which I think preempt what I would have asked.

Senator NICKLES. Thank you, Mr. Chairman.
A couple of questionsone, I again appreciate your testimony

and also some of the statements that you've made over the last
year which I think are very commendable.

You've been in the field of pediatric surgery, I think you said,
what, for 35 years? And you've mentioned your experience with
problems has been gi eater than that of any other pediatric surgeon
in North America. I think that's certainly noteworthy.

Are you convinced that there are instances where treatment
would be routinely provided to nonhandicapped infants but has
been discriminately denied to handicapped infants?

Dr. Koop. I have no question about that at all.
Senator NICKLES. Have you any idea about how often this occurs?
Dr. Koop. It is very difficult to get numbers because people don't

like to talk about what they are doing. And I think the best infor-
mation we've ever had about how widespread geogra ically this
is, is what turned up in the film that we saw at the be ning of
this hearing.

And my own feeling is it exists in out of the way hospitals, in
rural areas; it exists in the most prestigious teaching hospitals, and
you've seen testimony from outstanding pediatric surgeons and
even apologists who admit that this is the manner in which they
treat such patients.

Senator NICKLES. How is the choice, say, to treat or to not treat a
Down's syndrome child for a routine medical condition regarded in
the medical profession.

Dr. Koop. Well 10 years ago it would have been scandalous. But
in the past 10 years there has been a gradual drift, as indicated in
the various surveys that I mention in my testimony and as you saw
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on television. I would say in the select circle of people who make
these decisions, probably more than half feel that a Down's syn-
drome child has the quality of life not worth living and, therefore,
would not do anything to protect it by doing, say, surgery on an
accompanying anomaly.

Senator NICKLES. So this trend has increased substantially over
the last 10 or 15 years?

Dr. KOOP. Well, in my lifetime it's increased from nothing to
what it is today, and I would say that in the last decade, most par-
ticularly.

Senator NICKLES. Why do you think this trend to withhold treat-
ment from only handicapped infants exists today? Why is it so
much more commonplace?

Dr. Koop. I think it all started with the beginning discussion of
"what is quality of life?" And as I tried to make clear in my testi-
mony, sir, I don't think you and I can assess the quality of another
person's life.

And what we're talking about here is not a quality of life issue,
we're talking about an ethical, moral, medical, legal, and a civil
rights issue.

And I think these children deserve the protection of the law.
Senator NICKLES. Historically, I guess, the only real monitoring

of physician recommendations and activities in this area have been
internal, primarily among pediatric professionals, peer pressure.
How effective do you think this has been in protecting handicapped
infants from being discriminated against? .

Dr. KOOP. Well, theoretically, you would believe that if a hospital
had an ethics committee, and a decision were made, that that
would be an ethical decision. I'm not always in agreement with
that.

The excerpt of the film that you saw on television moments ago,
Johns Hopkins Hospital, indicates, in parts that you did not see,
that they had a battery of professed experts they could getas I
recall,- a' professor of pediatrics, professor of pediatric surgery, psy-
chiatry, chief nurse, social worker, and chaplainand the decision
was made that that child had a quality of life not worth living, and
the child was given nothing by mouth until it starved a few days
later.

Senator NICKLES. Well, if the peer pressure, the ethics review,,or
whatever is of adequate, what would be your recommendation for
protecting th se infants from being starved or not treated?

Dr. KOOP. ell, I think it was the consideration of the President
and his concern, of the Department of Justice and Department of
Health and Human Services, that the present system was not ade-
quate. Therefore, the regulations which were institutedimperfect
though they may bewere at least a stopgap measure.

Senator NICKLES. You think the regulations the Department
issues will be adequate to address these problems?

Dr. KOOP. I would predict that what would happen, sir, is what I
said a moment ago, that a lot of people who have been thinking
gray will now begin to think black and white.

And I would think the best thing that could come from these reg-
ulations is not the fact that Ms. Dotson has to investigate and that
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somebody has to prosecute, but rather, that there would be a deter-
rent effect just because of the existence of those regulations.

And because hearings like this have brought this to the minds of
the public, and people now can bring their own moral and ethical
feelings to bear upon this important issue.

Senator NICKLES. Many organizations, including American Acad-
emy of Pediatricians, and the President's Commission on Bioethics,
are suggesting that the answer to assuring adequate protection in
complex cases is to establish an ethics panel in local hospitals to
review the controversial, difficult cases.

What do you think of these suggestions?
Dr. KOOP. I have an opinion about it, sir, but I just wonder

whether, in view of the litigation that is now taking place about
this regulation, that it would be better not to answer that one and
jeopardize our case.

Senator NICKLES. OK.
I have wondered whether or notI shouldn't dwell on thatI

have an opinion on that, too; but I won't ask you to concur with my
opinion.

Some people fear that there would be an unspoken pressure to
support the doctor among hospital personnel so that an ethics
panel and outside participants might not feel confident to question
the physician's judgment; so that a decision not to feed an infant
would go unchallenged.

From your experience in hospital structpre or ethics panels, do
you think these concerns are valid?

Dr. KOOP. I think it depends a little bit on the hospital. You can
find some hospitals where almost everyone has the same opinion
about the manner in which the quality of life should be the decid-
ing factor.

In others you find that even as in the case of the Bloomington
baby, somebody on the staff stands up and say'i, "I'll be an advo-
cate for that child." And that then leads to a discussion with at
least two different points of view.

Senator NICKLES. It might vary from institution to institution?
Dr. moor. Without question.
Senator NICKLES. Some believe the best way to protect infants

whose lives are in jeopardy is to create a third-party right of
action; and this will enable any person who has sufficient reason to
believe that an infant is being denied treatment the standing to
enter a court on their behalf.

Do you have any opinion on that thought?
Dr. KOOP. Well, I think that that is the current practice, that if

there is a difference of opinion and the hospital committee or the
hospital administration or just peer pressure says, we haven't come
to a consensus, then it frequently turns to the court and asks that
the court accept custody of the child, and the decision is made out-
side of the emotional aspects of the parents's decision.

Senator NICKLES. Thank you.
Ms. Dotson, a couple of questions:
What is your general enforcement investigative procedure?
You might turn the microphone to you.
Ms. DOTSON. OK.
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When we receive a complaint we determine the jurisdiction, we
assign it to an investigator who makesgoes out and makes a find-

ing.
With respect to the "Baby Doe" cases, we've identified medical

consultants who are to be on call to us whenever these cases arise,

since we have no control over the time that we might have to go

out on a case.
In the "Baby Doe" cases where we have an allegation of an

infant being at risk, several things happen. We simultaneously de-

termine the jurisdiction, that is, our jurisdiction to get involved; we

notify the State agencies; we contact the administrator of the hos-

pital; we dispatch one of our people immediately to the premises
for the purpose of looking at the records, oftentimes accompanied

by the Medical consultants.
Senator NICKLES. It was announced that since the installation of

the hotline in your office, you've received a lot of phone calls.

Can you tell us how many you've received?
Ms. DOTSON. As of this morning it was, I believe 420 phone calls.

Now, there were great variations as to what these calls were
about. Some of them were just checking our number, and hung
upthat kind of thing.

Senator NICKLES. I'm not too interested in the number of crank

calls you had or any wrong numbers; but how many calls have you

had that said: We feel like there's a problem and some action
should probably be taken before too long, because an infant's life

may be in danger?
Ms. DOTSON. We've had seven such calls.
Senator NICKLES. Seven such calls since the installation of the

hotline number?
Ms. DOTSON. Yes.
Senator NICKLES. That's been in existence for how long?

Ms. DoTsoN. Well, we began getting calls on March 17 as we al-

ready had the number in, but the regulation was effective March

29.
So we've received calls since March 17.
Senator NICKLES. And you've had seven?
Ms. DOTSON. In which there was an allegation that there was an

at risk infant.
Senator NICKLES. An "at risk infant?"
Have you narrowly defined that? Have there been a lot of other

allegations that, hey, here's a child thatI don't know how you

would determine "at risk," but a child that'S being denied treat-

ment because they're handicapped in one way or another? Is that

greater than seven?
Ms. DOTSON. No.
When I say "at risk," basically I am talking about an allegation

that there has been in fact a violation of 504, that the baby is in

fact alive at the time we receive the call, that nutrition is being
withheld, or that they're not getting adequate customary medical

treatment.
Senator NICKLES. How manyhave you investigated those seven?

Ms. DOTSON. We have.
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Senator NICKLES. Previously when I asked Secretary Heckler, she
mentioned that you had some cases under investigation. Do you re-
member how many? Previously to that?

Ms. DOTSON. Prior to thatat that time I think there were about
five or six.

Senator NICKLES. She told me seven, and I think we found out
nine.

Ms. DoTsoN. Well, that'swhatever we submitted, that's accu-
rate Bi c that does notthat is not reflected in the numbers that I
have given you.

Senator NICKLES. So you've had--=--
MS. DOTSON. Yes.
Senator NICKLES. Have you saved lives in that event? What's

happening in some of those cases? You've submitted to my office
details of those nine cases, I think; and I'm not familiar with the
additional cases you just mentioned?

Have lives been saved?
Ms. DOTSON. We have not made a finding of a violation. I'm not

able to say that lives have been saved.
Senator NICKLES. We did look into a couple of the cases. Are you

familiar with the case in Illinois?
Ms. DOTSON. Yes.
Senator NICKLES. I didn't know if I should' mention that or not.

I'm not trying to put a black eye on anybody or any hospital or any
group of doctors or anyone else; but in the investigation that we
reviewed, and also in the brief summary report that was supplied
by HHS, there was a lot of discrepancy between the information
from what my staff was able to find, and the findings of ;the HHS
report.

Before I get into that specific case, maybe I'll ask you la couple of
other questions:

Have any of these cases we are now discussing actually been
turned over to Justice for follow up on it?

Ms. DOTSON. No, they have not.
Senator NICKLES. In cases, should they have been?
I look at the law and I'm not familiar with Senator Denton's leg-

islation, or the legislation that's been introduced in the House; but
as I read section 504, the law looks pretty adequate if it's enforced.

But I don't know that 504's been enforced. Or I don't think we
would have seen instances like those that were alluded to on the
TV screen and others that are surfacing around. When we start
hearing these things, it seems to me that 504 hasn't been enforced
in the last several years.

Ms. DOTSON.. Well, 504 provides that a recipient of Federal finan-
cial assistance, which would be the hospital, cannot discriminate on
the basis of handicap. Now, with the cases which have been investi-
gated to date we have not determined that the hospital in fact did
discriminatorily refuse indicated medical treatment or sustenance.

I might add that our process is such that under 564, if in fact we
did make a finding that a hospital or health care provider has dis-
criminated against an infant, then after we issue a ',Ater of find-
ings, we still are required under our regulations, under our laws, It;
seek to bring that institution into compliance.
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But to date in the cases, the factual situations, the investigations
which we have followed through, we have not seen the kind of evi-
dence which would sustain us in making a finding that the health
care provider was in violation.

Senator NICKLES, Are you satisfied with the quality of the inves-
tigations that have been made?.

Ms. DOTSON. Yes, I am.
Senator NICKLES. Here again I can't claim any expertise. We've

glanced at a couple of these cases and seemingly. found some dis-
crepancies. Instead of reviewing or going over the case, can I
assure that you are familiar with the one in Illinois?

Ms. DOTSON. Yes, sir.
Senator NICKLES. Looking at the report that was issued it ap-

pears if there hadn't been some interventionwell, let me ask a
question: Did your office bring in the Justice Department in this
case?

Ms. DOTSON. Yes; as I recall in the case, on May 18, the date the
notice was issued, simultaneously I believe the case was referred to
Justice.

Senator NICKLES. Excuse me, would you mind repeating the last
part of it?

Ms. DOTSON. The day that the notice was issued, the day that our
investigator came onsite, I believe there was' a referral to Justice
from the Department and- -

Senator NICKLES. This was May 18?
Ms. DOTSON. Yes.
Senator NICKLES. Well, my information was showing that the

baby was bornand here again, we show some difference on that'
Your report shows the baby was born April 10; I have some infor-
mation it was April 25. This particular infant was born with spina
bifida, I believe.

Perhaps Dr. Koop could elaborate a little bit. But it was our un-
derstanding that it was important that children with spina bifida
receive medical attention immediately, certainly sooner than it was
administered; andcorrect me if I'm wrongthat the hospital, the
original hospital, was encouraging surgery but the parents were
originally saying no.

Ms. DOTSON. My understanding of the case is as follows: I will
look again in my report.

The baby was born, in fact, according to every record that I have
seen, was born on April 30. Our status report was in error in that
weI believe the status report indicated that the baby was born in
another hospital. The baby was not born at that hospital, but was
transported within hours of his birth. The baby was transmitted,
transferred, rather, from there to a third hospital on May 1.

Now the middle hospital, which would have been the health care
provider, did in fact as best we can determine from our examina-
tion of the records, recommend a medical correction of that condi-
tion. They recommended surgery. And the baby in fact was dis-
charged or transferred from that hospital against medical advice to
the third hospital.

Now, when we get to the third hospital, when we examined the
facts, we find that the third hospital with great dispatch did in fact
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notify the appropriate State agency, so the State agency was also
involved in this case.

Now, it's my undeistanding that the baby subsequently did re-
ceive surgery, I think about 3 or 4 weeks after he was transferre.1
from the third hospital to a hospital in Chicago.

It's my understanding, also, that the consultant on the case indi-
cated that the care which the child had received at the third hospi-
tal was entirely appropriate for the condition.

I believe that the consultant indicated that had he been, as I
would say, in charge, and had he had the opportunity he would
have preferred to operate at the time the baby was born.

Senator NICKLES. I wasn't wanting to mention the hospitals'
name. Here, again, I am not looking to put any black eyes on any
individuals or anything else; but the summary of this case is the
child whose parents had initially said we do not want treatment or
the necessary operation for spina bifida, did relent, I guess, or
changed their'inind, or the Justice Department's intervention did.
The operation was at a later date and the child has now been
adopted, and is healthy.

Is that correct?
Ms. DOTSON. Yes; it is my understanding that the parents, after

they consulted with the consultant who was called in on the case,
and given the pros and cons of what was involved, elected to give
up custody of the baby to State agencies. Then almost simulta-
neously that baby was transferred to the hospital where he eventu-
ally received surgery.

I believe that the baby was adopted some time in July.
Senator NICKLES. Just a final comment: Looking at the statutory

language that now exists, it seems to me like section 504 is ade-
quate but possibly could, be4mproved upon by the legislation Sena-
tor Denton is proposing.

Originally, when I first began looking at this and found out that
it was happening on a fairly frequent basis, thought We might need
to legislate this away. But in looking at the legislation which al-
ready exists, it seems to me that it's adequate on the books, as long
as it s enforced.

And so let me again say I think it's very, very important, I think
you have a large responsibility to enforce the law. I compliment
the administration for trying to alert institutions that this ir on
the books and that they do plan on enforcing it.

And I would hope that your office would certainly cooperate with
the administration in enforcing it. If we're going to reverse current
trends, as I called it, I think it's going to take some enforcement
efforts on behalf of your office and also on Department of Justice's,
to reverse the trend and to see that it doesn't happen in the future.

Ms. DOTSON. Well, my office is entirely committed to enforce-
ment of this policy and certainly1, as part of this administration,
am personally committed to it.

Senator NICKLES. Thank you very much.
Thank you, Mr. Chairman.
Senator DENTON. Senator Nickles, befOre I ask Senator Grass ley

for his question, I would inform, you that a copy of my bill is in
front of you; and your staff has had an advance copy; and I'll be
very interested in the comments you have to make.
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It is a step to buttress the situation, to eliminate such questions
as the national incidence of child abuse and neglect, we have a re-
quirement that there be a study and that they investigate, the Na-
tional Institute of Child Abuse and Neglect, including a determina-
tion as to the extent to which incidence of child abuse and neglect
are increasing in number and severity; and a determination of
those instances of child abuse and neglect which involve the denial
of nutrition, medically indicated treatment, and so forth, which is
one of the questions that you had asked of Dr. Koop.

So that question would be answered by this law as a require-
ment. It also requires that a hospital and so on have in place
throughout the State within 2 years after the effective date of the
Child Abuse Act, procedures to be followed by child protective serv-
ice agencies, health care facilities, health and allied medical profes-
sionals, and other agencies, et cetera, to insure that nutrition and
medically indicated treatment, and general care, and appropriate
social services are proVided for infants at risk with life-threatening
congenital impairments.

In other words, the focus is in more narrowly on the area which
seems to be giving the most problem in terms of growth of what
could be considered unfortunate practices as mentioned by Dr.
Koop, none when he started and quite a lot of them now; and this
is the majority of kinds of cases being addressed in this bill.

It is my duty, since. I have this under my jurisdiction, to reauth-
orize the act. I've tried to tighten it up a little, and would welcome
either your criticism or your coining aboard to cosponsor.

Senator Grass ley.
Senator GRASSI.EY. Ms. Dotson, following up where Senator

Nickles left off, are there any written guidelines or standard proce -
dures that are issued as followup regulations?

In other words, once a legitimate phone call has been made, for
an investigation, is there a written policy on how to proceed?

Ms. DOTSON. There are internal administrative guidelines that
were issued to cover the expedited process that must be used to
deal with the "Baby Doe" situations.

It is an expedited process of what we ordinarily do to investigate
any complaints of discrimination.

Senator GRASSLEY. Then we do have a procedure so that in each
case there could be a precedent set, one investigation to another?

Ms. DOTSON. Yes.
Senator GRASSLEY. In regard to the hotline, and you've had some

seven supposedly legitimate calls that would require followup; have
you had any indication that the hotline is usedor I should say
abusedby irate employees, getting even with somebody else; or
even with the doctor, or that sort of thing? -

Ms. DOTSON. We've had a couple of calls which we are still trying
to establish the authenticity of. But 2 out of 400, I would be reluc-
tant to say it was being utilized for that purpose.

I believe that some of the health care providers and some of the
involved State agencies have taken advantage of the 800 number to
call us and ask us other information about posters and the regula-
tions.

Senator GRASSLEY. I assume that the purpose of a hotline is that
nobody has to give their identity, the person calling in; right?
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Ms. DorrsoN. Yes; we try, however, to get their identity; but we
are bound to protect their confidentiality.

Senator GRASSLEY. In seven cases that have called for investiga-
tion, in each one of those seven cases do you have the names of the
persons callingI realize you cannot release thembut do you
have the names of the seven people, of the seven different people
who called in to tell you about seven instances they thought should
be investigated?

Ms. DOTSON. I honestly don't recollect whetherbecause I've
taken some calls myself. I believe there were probably about, at
least three were not, dr proved to be false.

Senator GRASSLEY. All right.
Dr. Koop, I was going to ask you if there is any court challenge

to this. You indicated in a further colloquy here that there is al-
ready a court challenge?

Dr. Koop. Yes, sir.
Senator GRASSLEY. Was that immediately instituted?
Dr. Koop. It was rather immediately instituted, and the hearing

is 2 days hence.
Senator GRASSLEY. That's district court, Federal district court?
Dr. Koop. Yes, sir.
Senator GRASSLEY. Have there been, Dr. Koop, any public state-

ments by any institutionI should say by the administrators of
any institutions, or by any medical personnel who have simply out-
right said that they weren't going to abide by these regulations?

Dr. Koop. I --
Senator GRASSLEY. I suppose one might assume since there is a

case in court, that such defiance had to take place; but have there
been any overt attempts to discredit it, even in a passive manner
ignore it?

Dr. Koop. There have been many statements about how this is
an intrusion into the practice of medicine, which I've already cov-
ered; not to my knowledge has anybody said: I don't care what the
law says, I m not going to abide by it. And that includes not just
what I ve read in the paper, but I've been on the road an awful lot,
and I encounter the hostility of the people to regulations. But I
haven't had anybody say: "We're not going to do it.

Senator GRASSLEY. From your standpoint as a spokesman for the
administration do you anticipate there will be a very, very high
degree of cooperation with the regulation? Is that your anticipa-
tion?

Dr. Koop. My prophecy, sir, would be that we would have black
and white instead of gray, and that just the presence of this regula-
tion will do an awful lot to sharpen up the things we are concerned
about.

I can tell you that at one institution I visited recently, I was told
sub rosa that just because regulations are in place, a lot of atti-
tudes had sharpened; people knew where they stood, they were not
uncertain any more.

Senator GRASSLEY. I assume that we have a small percentage of
hospitals in the United States that don't receive any Federal funds,
and, hence, are not covered by the regulations. Do you have any
indication from those, that even though they are not covered by
regulations, bound by it, that they might adhere to it anyway?
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Dr. Ktiop. I have no such hard information, but I would suspect
that peer pressure would come to bear on that.

Senator GRASSLEY. Would this be less than 5 percent of the hospi-
tals whidh receive nti Federal funds and hence are not covered by
the regulations?

Ms. DOTSON. I just really don't know. The distribution of posters
and the regulations was to health care providers who were receiv-
ing some type of Federal financial assistance as of December 1982.

And I just don't have any idea of the other numbers.
Senator GRASSLEY. Mr. Chairman, I have no more questions.
I assume the record will be left open so we may submit questions

later in writing to Dr. Koop?
Senator DENTON. The record will be held open, Senator Grassley,

as customarily, for that purpose; and before thanking you and
before you depart, I would place you both on notice that you may
receive further written questions; and ask that you try to return
them to us answered within 10 days.

I, myself, would base those questions, if any, upon testimony that
we will receive from the other witnesses which raise those ques-
tions in my mind.

I want to thank you very much, Dr. Koop.
Senator NICKLES. Mr. Chairman.
Senator DENTON. You have a question? Go ahead.
Senator NICKLES. I thought enforcement of 504 had not been very

strong in the past; has there been any investigations into alleged
withholding of treatment for handicapped infants under ppor ad-
ministrations under that section of the law?

Ms. DOTSON. 1 don't know.
Senator NICKLES. Would you find that out for us?
Ms. DorsoN. You want to know whether- -
Senator NICKLES. Whether there have been any investigations by

your office or by the Justice Department into infanticide cases
under section 504 previous to this administration?

Ms. DOTSON. Investigations? I'm sorry. I am sure there have been
investigations.

Senator NICKLES. Could you give us the number and whether
there actually has been any enforcement of this section involved;
and what that enforcement in numbers has been previous to this
administration?,

Thank you very much.
Senator DENTON. Again, Dr. Koop and Ms. Dotson, thank you

very much for your informative testimony and your responses
which will be of great value to the file on this matter.

We will ask the next panel to step forward.
Senator DENTON. There will be two physicians and two experts

on medical ethics on our second panel. The physicians are Dr.
George Little, a neonatologist representing the American Academy
of Pediatrics; and Dr. David McLone, chief of pediatric neurosur-
gery at Chicago's Children's Memorial Hospital, and an expert on
spina bifida.

The two ethicists are Father John J. Paris, S.J., and Dr, Paul
Ramsey. Father Paris is an associate professor of social ethics at
Holy Cross College in Worcester, Mass., and was a consultant to
the President's Commission on Biomedical Ethics. Dr. Paul Ramsey
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is Harrington Spear Paine professor of religion, emeritus, Prince-
ton University, and the author of several books on medical ethics.

I might add that with the exception of Dr. Little, the panel is
representing their own views and not those of any university or or-
ganization.

I would ask the panel to try to restrict your oral testimony in
terms of formal statement to 10 minutes each; your entire written
statements will be entered in the record.

The previous two witnesses did observe the time limitation.
I want to welcome all four of you gentlemen. Thank you very

much.

STATEMENTS OF GEORGE A. LITTLE. M.D., AMERICAN ACADEMY
OF PEDIATRICS; DR. DAVID McLONE, PEDIATRIC NEUROSUR-
GEON, CHILDREN'S MEMORIAL HOSPITAL, CHICAGO, ILL.;
FATHER JOHN .1. PARIS, S.J., ASSOCIATE PROFESSOR OF
SOCIAL ETHICS. HOLY CROSS COLLEGE; AND DR. PAUL
RAMSEY, PROFESSOR OF RELIGION, PRINCETON UNIVERSITY,
A PANEL.

Dr. LITTLE. Thank you.
What I would like to do is to paraphrase the written remarks

which are in the body of material passed out. My understanding is
that thatit's permissible? I'm a little bit unfamiliar with those
procedures here today. But I welcome the opportunity to be here.

I represent the Academy of Pediatrics. I am chairman of the de-
partment of internal and child health at Dartmouth Medical
School, which has obstetrics, pediatrics, genetic services, and so
forth in it. I'm a practicing pediatrician and neonatologist.

Let me go through the statement just by the points that are enu-
merated in the written statement in your material and make a few
comments on those, and move on to some other statements.

No. 1, the rule in the Federal Register violates physician's and
hospitals' ability to exercise professional medical judgment in the
best interests of their patients.

The process outlined in the new Federal rule is poorly defined
and, more importantly, without precedent. In no other area of
medical practice has this type of intrusive procedure been em-
ployed or proposed.

It really creates an adversarial process between physicians,
health-care providers, and their patients.

Point 2, the rule is excessively vague and simplistic.
HHS insists in its rulings that infants receive customary medical

care, this phrase does not have a clear meaning, not only to those
of us who are physicians, neonatologists, nurses, and other health-
care providers, but it's apparent that it really doesn't have a clear
meaning within the Department, itself, which has failed to define
it or to establish guidelines.

The simplistic ruling does not recognize the complexity and deli-
cacy of serious illness in newborns. The ruling implies that deci-
sions regarding dealing in customary medical care should be han-
dled independently of the actual handicap; and as a physician I
just want to point out you've got to deal with and treat the whole
human being.
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The rule is equally vague about the definition of a handicap:
Is an infant weighing less than 750 grams, or 11/2 pounds, a

handicapped infant? Some people would argue yes; and other
people would argue no. There really has got to be additional
thought given to this concept of just what is the newborn handi-
capped, without hurried application of rules.

The rule attempts to make a specific point about nutrition, but,
unfortunately, the term does not have a simple meaning to the
health care professional. To those familiar with care of the new-
born, there are many ways to provide nutrition: through oral feed-
ings, tube feedings into the stomach or intestine, or tube feedings
into the vascular space.

It is possible, for example, to keep a child with no intestine alive
and growing over the short term. Eventually, however, most devel-
op chronic and very, very severe complications. The medical profes-
sion and society is grappling with this issue of total parenteral
feeding, that is, feeding through intervenous channels or the vascu-
lar fed. The answers are simply not yet available.

Point 3, the rule is disruptive to hospital-patient relationships.
Putting up these signs, conspicuous signs, throughout the hospi- -1

tal concerning failure to feed handicapped infants or" provide cus-
tomary medical care implies distrust of the hospital in the deci-
sions of all health care professionals.

This mechanism imposes Government intervention and wilt
ger confusion in the minds of parents already in a highly .stressful
situation.

Point 4, the rule violates basic confidentiality guarantees.
Confidentiality is an essential component or relationship among

health care teams, parents and other interested parties involved in

the caring of infants.
Let me simply add in here something I wasn't going to saybut

I think the testimony that you heard a few minutes ago is good evi-

dence of what many of our concerns are:
If I heard correctly, a hospital name and a patient name was

mentioned.
Arid I spend a tremendous amount of time in my teaching of

medical students and nursing students, nurses, and so forth, to try
to guara tee confidentiality. And yet, today, in a body of very expe-
rienced. people and so forth, we heard this problem with confiden-
tiality come right to the fore.

Point 5, inappropriateness of the role of child protection agencies
in this issue. Contrary to -the suggestion of the rule, child abuse
and neglect is not a parallel issue to concerns about handicapped
children.

Child abuse and neglect situations involve health care providers

who willingly recognize their obligation under existing law to
report situations. They support institutional processes through
which the health care establishment detects abuse and neglect, and
attempts to deal with it.

Point 6. the rulemaking .process and mechanisms of the rule
really have serious problems both in the way in which the rule was
promulgated and the mechanics.

The process was hurried, didn't allow for the 60 days of public
comment through May 6, et cetera.



49

The Academy of Pediatrics objects strongly to the hotline ,nan-
dated by the rule. Visitors to the intensive care unit who may not
in any way he involved in the care of a particular child may report
situations.'

One example of a misinterpretation which might occur involved
the sign on a l,asinett" reading "NPO"meaning "nothing 'by
mouth."

And I'll diverge again here because I saw the clip from Liat
"NPO" is an important designation with some children. There may
he medical or surgical contraindications to do something by mouth.

Now, if a sit'lation arises and the hotline is employed it's possi-
ble to try to diffuse an initial situation; out how do you take . are of
the inconvenience, stress, and bad public relations which emanate-,
upon investigation which may have originated from an unreliable
or unreputable source?

The rule is untimely, it's cumbersome; it's untried.
Point 7. iealth and I-I...man Services has not identified or inves-

tigated the problem to be addressed.
It's not produced any direct evidence of epidemic, inappropriate

treatment of severely ill newborns. Indeed, retrospective compli-
ance reviews have apparently found all facilities to ,be in compli-
ance with section 504.

Now, this isn't to minimize the fact that one inappropriate death
is wrong; but the fact is,that there has not been an objective data
base for the application of a hurried rule.

Mid I think we've heard today that there seems to be a lack of
production of an objective data base.

I think that other authorities besides myself would at least like
to get in the situation of combing the literature and discussing
with Dr. Koop openly his concerns about trend of data.

Data is available: Reviews of vital statistics and so forth can be
made which have causes of death on them, and so forth, and so en.
And I think we.need to at least question whether Dr. Koop's per-
fectly legitimate and authoritative observation is in fact correct.

Now, having made these points, let me move on to the concern
that is most central gnd profound of the issues being addressed:

That really is the issue of how do we provide newborn care to all
sick newborns, or all newborns including the severely ill?

There has been a report from the President's Commission on
Bioethics, after lengthy study and investigation; they came up. with
some principles and problems and enumerated thOse.

Two problems do occur: One, parents occasionally ,receive outdat-
ed and/or incomplete information, and this limits their capacity to
act as a surrogate decisionmaker; and,

Two, in what appears to be,a limited number of cases, inappro-
priate decisions are being' made without triggering a careful re-
evaluation.

Now, the Commission' has made some specific recommendations
for review boards, multidisciplinary review boardsclergy, physi-
Clans, parents, laymen, et ceteraand there's a process, one they
recommended:

Verify the best information is being used; confirm the propriety
of the derision and the range of discretion that the parents em-
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ployed is appropriate; resolve disputes among those involved in the
decision; and refer appropriate cases to public agencies.

There are review mechanisms which already exist in hospitals.
Now, the Commission has reported that difficult decisions usual-

ly involve two categories of infants, the very low birth rate prema-
ture, and those babies similar to the "Baby Doe" situation.

The Commission has found that hospitals, most hospitals, follow

the following approaches:
Treatment is rarely withheld when there is a medical consensus

it would benefit the child.
Two, predictably few endeavors are considered not to be legally

or ethically justifiedand that's important.
And there are a small number of infants who don't fall into a

category. And it's this last group that really demands attention.
But the problem with the HHS rule is that all it does is it shifts

resnonsibility to the Federal Government.
N 3W, we're here today to discuss the issue of reauthorization of

child abuse programs. The Academy of Pediatrics is extremely sup-
portive of that, and will submit testimony for that record.

However, lumping that' issue of treatment of severely ill new-

borns, in our estimation, and my own personal estimation, is really

a problem. It's a separate issue.
In addition, the Academy is concerned about the potential drain

on existing child abuse and neglect programs and resources if they
are diverted to another area.

Since the rule has gone into effect we've begun to receive anec-
dotal information; we don't have in a short time framebut there
are cases that apparently have occurred where the care of a baby
or the welfare of a family has been disrupted. Those occurred on
the West Coast. They occurred in New Englandconcerns and

problems about morale and infants and so forth.
Let me just finish upI see the red light is on, but if I could just

make a quick summary here?
I'm going to diverge from what's in the prepared comments and

try to put a though in here:
There is a problem. The medical profession has known about it

for some time. In fact it's written about. And it's been written
about in the Academy of Pediatrics official Journal of Pediatrics.

It's great that this problem is finally coming out into broader
consensus and is receiving broader attention. Members of the medi-

cal profession have 3een trying to do that for some time.
The difficulty is it's very hard to get a handle on this problem; it

has different meanings to different people.
The Academy of Pediatrics is extremely supportive of handi-

capped individuals' rights, including the adoption of handicapped
individuals. There's a committee on adoption and so forth.

The problem is that first of all we get involved in the issue,
you're not supposed to do harm. That's what health care provision

is all about.
I personally feel, and the Academy of Pediatrics feels, that this

rushed-up process of rulemaking can and will be and has been
harmful to babies; it can and will be harmful to families; it's going

to be harmful to health care profeiSionals; and it's going to be
harmful to community-responsive institutions such as hospitals,

57



51

most of whom have public boards of trust and boards of trustees
who vouch for hospitals in most communities.

Now, there is a parallel issue. Ten or so years ago whenever it
was the issue came up about biomedical research. That involved
medical processes. That involved ethical problems. That involved
surrogate decisionmaking. That involved civil rights.

At 'that time a responsible, aggressive, academic, private, profes-
sional and Government initiative came underway and local institu-
tional review boards are now present in all academic-medical cen-
ters and so forth in this country to permeate the medical establish-
ment.

To the best of my knowledge as an academic chairman I would
like to state that I think that issue was handled, and handled well.

The Academy of Pediatrics is disappointed and I'm personally
disappointed that higher expectations of a past good track record
between Government agencies, Health and Human Services, to get
together and discuss issues and come up with game plans were not
followed in this specific instance.

We need to stop being defensive, emotional, nonconstructive
about this, and get together along the lines of a cooperative effort,
and deal with a very real problem in American medicine.

[The prepared statement of Dr. Little follows:]
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PREPARED STATEMENT or GEOIME A.Lirri.E, M.D., F.A.A.P., ON REAUTHORIZATION OF

THE CHILD ABUSE PREVENTION AND TREATMENT AND ADOPTION REFORM Acr,

TREATING SEVERELY ILL NEWFORMS

A,,admy Pp:Jiatien, an organiza.lon of more than 25,000 pedia-

trie:e,:, to improving the health and welfare of our nation's infants,
and lAulespen's, welcur.es the opportunity to appear here today to

ihh you thin mo:;t sensitive and complex issue. Severely ill newborns

,leserve every possible protection, and to thatend physicians continue close

'e.aln11%.itionn with families involved an well as with hospital and community

reprenentativea. Always tie presumption is in favor of life -- and that pre-

sumption in tempered only by health care providers' personal and professional

dedication, within legal and ethical guidelines, to reduce pain and suffering.

ThP A7ademy strongly supports and defends Section 5011 of the Rehabilitation Act.

It similarly supports the stated intent of the so-called "Baby Doe" rule recent-

ly promalgated by the Department of Health and Human Services (HHS): that no

infant is to he discriminated against on the basis of a handicap. But, to be

sure, the issue before us now is not discrimination against handicapped infants

-- it is rather the definition of appropriate care for severely ill newborns, an

issue with profoundly far-reaching medical, ethical, social and legal implica-

tions.

The intPrim fin'al rule proposed by HMS, although well-meaning, is a simplistic,

arbitrary and imprudent mechanism which, for the following reasons, will impact

dangerously on the care of severely ill newborns.

I The rule violates physicians' and hospitals' abilities to exercise pro-

fessional medical judgment in the best interests of their. patients.

The procedures required by the rule are contrary to most medical and ethical

opinionn on how to address problems involving handicapped newborn children in

the Onited States., All health care providers are increasingly aware of-the fact

that childbirth in an important physical and emotional process, but more par-

ticolarly that the presence of a problem in pregnancy -- whether a stillbirth, a

newhcfrn death, or a deformed or otherwise sick infant -- is an extremely stress-

ful event. The standard procedure in our country Is to respect parehtal and

child confidences and to work:with parents in arriving at difficult decisions

regarding care alternatives. This process may take days or weeks and usually

inolen other parties, such an members of the nursing profession or clergy,

social workers, trusted friends and others, working in a collaborative rela-

tionship. Sensitive consideration is required; the process can be disrupted

easily by inappropriate prejudicial interventions,
with directly resulting harm

to the infant, and indirectly no to parents and family.

The process an outlined in the new federal rule is poorly defined and without

precedent. In no other areas of medical practice has this type of intrusive

procedure been employed or proposed. There is nothing voluntary about it. This

rule would create an adversarial process between physicians or health care pro-

viders and parents, while federal authorities make medical decisions on the

treatment of handicapped infanta. A physician literally may be forced to pro-

vide medical care or change a course of treatment for an infant out of fear of

an enforcement action by the federal government.

The complexity of and eontiiming controversy surrounding issues such as parent -

cral nutrition or the use of life-support mechanisms mean physicians today still

must, make judgments on the hest available facts and bases of knowledge. As a

consequence, individual physicians inevitably may differ on what is the best

course of action for an individual child. This is true in the practice of any
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\ age group in medicine, but it is especially true in the evolving subspeciality
',of neonatology.

II The rule is excessively vague and simplistic.

HHZ insists under its new rule that infants receive "customary medical care," a
phrase whose meaning is considered murky not only by physicians, but by the
department itself, which has failed to define it further or establish guide-
linen. In fact, each case involving a severely ill newborn is unique, and must
hc ansesssd on its merits. This is not to suggest.that the specific procedures
or approaCihen used to determine such care are different from tliOse employed to
determine rare for a "normal" infant, but that other considerations which
necessarilyemerge regarding care alternatives are more complicated and deli-
cate.

min, lamentably, fails to recognize that reality. Its rule implies that deci-
sions regarding the feeding of and customary medical care for infants with han-
dirap should be made independently of the actual handicap. This separation of
problems creates'the potential for inappropriate medical care. For many
infanta, the nature of their handicap is part of their medical condition, and
must he considered in formulating so optimal treatment program. For example, an
infant with severe congenital heart disease, resulting in congestive heart
failure and might also have a bowel obstruction. The best medical plan might
necessitate postponement of surgical intervention for the bowel obstruction and
limitation of fluid administration because of the cardiac handicap. To do
otherwise could result in death. An individual without complete medical infor-
mation and understanding of this information could be misled into considering
this treatment plan as an example of discrimination based on the handicap of
severe congenital heart dise7ise.

The rule chooses to allow government investigators (rather than the medical
team, parents and potentially the courts) to decide "customary medical tare."
If the interpretation is limited to support of the comfort and well-being of the
infants, we ,would not quarrel with the ruling.. But if the government interpre-
tation includes the use of all medical, surgical and life-support mechanisms

that are technically possible, regardles:, of the likelihood of ultimate success,
then we disagree. It is doubtful, to say the least, that even the best-
intentioned federal bureaucracy could serve these stricken infants better than
the local, experienced professionals who deliver intensive care to newborns.

The rule in equally vague regarding the definition of a handicap. Is an infant
weighing leas than 750 grams (13 pounds) a handicapped infant? Some would argue
yea; s,ime no. Is an infant with an intracranial hemorrhage, bowel perforation
and ,.spiratoy failure. (all leute conditions occurring after birth) a han-
dicapped infant?

If ,a handicap in corelrud to include extreme conditions such as a massive
cerebral hemorrhage, or as anencephaly, it will strip discretion from doctors
and families with respect to continuing or discontinuing life-support systems.

C 0
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Potential exists in the rule for indefinite prolongation of futile life support

with -ttendant pain and suffering of the patients and the family, misuse of

scarce and vital medical resources and enormous expense to the community.

Indeed, after an exhaustive three-year study,the President's Commission on

Rioethics submits it is legally and ethically justifiable not to provide clearly

futile therapies to an infant.

The rule attempts to make a specific point about nutrition, but unfortunately

that term does not have a simple meaning to health professionals. For those

familiar with the care of the newborn there are many ways to provide nutrition.

It car be done through oral feedings, through tube feedings into the intestine,

or through feedings into the vascular space. In fact, today it is possible to

have a child with little or no intestine survive and &ow for a period of weeks

or months using parenteral feedings. However, many such infants eventually

develop severe chronic complications. The medical professionals and society is

grappling with this issue of total parenteral nutrition but the answers are not

available.

Medical care it a neonatal intensive care unit is continually evolving. As new

medical findings are reported, technology is developed and experience is gained,

standards of care are modified rapidly and often. There are also legitimately

differing views of the appropriate treatment for the same conditions. For

example, an infant with frequent and
prolonged apneic episodes would be attached

to a mechanical respirator by some neonatologists. Other equally competent

neonatologists, concerned with the long-term problems associated with respirator

therapy, and having sufficient personnel,
would recommend that someone stay with

the infant continuously, and stimulate the baby by touch or movement every time,

he/she ceases to breathe. Depending on the orientation and knowledge of a phy-

sician, either approach could be considered as non-optimal and discriminatory.

toward an infant who is handicapped.

How would non-medical MS investigators,
sent to a hospital on the basis of an

anonymous telephone tip, understand what treatments are appropriate and what

treatments are not? How, for example, could they be expected to know about the

controversy as to whether closure of a spinal defect in an infant with asso-

ciated hydrocephalus should be appropriately
delayed until the problem of the

hydrocephalus has been corrected? Placing non-medical investigators, into a busy

neonatal intensive care unit to study such cases presumes that they have been

trained in and received guidance in
highly' technical areas of medicine, surgery

and bioethics, and we are not aware that any such guidelines now exist. Medical

investigators might legitimately differ but necessarily be right. Also who will

assume that medical investigators will be non biased? Who will recruit them?

A non-professional concept of appropriate care might be that maximal treatment

is optimal care. This regulation itself could give that impression, and thus do

a disservice to some handicapped infants.

III The rule is disruptive to hospital-patient relationships.
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The very presence of conspicuous signs throughout a hospital concerning failure
to feed handicapped infants or provide customary medical care will necessarily
give rise to the inference that physicians practicing there engage in the
described activities.

The mandatory posting of notice regarding the HHS regulation and putting up a
"Baby Doe Hotline" number imply a distrust of physicians and of the decisions
of all health professionals. It imposes governmental intervention in an area
where the unique expertise of the health professional combined with the con-
sidered sentiment of the family and local advisors is the only appropriate input
in these highly sensitive, painful and difficult decisions.

Posters placed in the nursery, the emergency rooms, and other areas of hospitals
will trigger confusion in the minds of parents who are already in a highly
stressful situation. Parents of the critically ill newborn often will go,
through the classical stages of depression, denial, hostility and anger. A
poster suggesting to them that the hospital is not doing everything possible to
treat their baby can only foster further feelings

of guilt and hostility toward
the staff. Such an unfair suggestion that the hospital care given is not in the
best interest of these children is totally unacceptable, untenable and unjust-
ified.

IV The rule violates basic confidentiality guarantees.

This rule will place undue and disi..uptive pressure upon the relationship among
members of the health care team, parents, and other interested parties involved
with a specific,case concerning a handicapped infant. That relationship must
remain fiduciary and have guarantees of confidentiality. A reporting and
investigation process entailing the intervention of ill-defined, poorly-
structured procedures could be deleterious to all parties, including the infant..

The issue of confidentiality of medical records is completely unaddressed in the
rule. Hospital. records and the discussions between the health care profes-
sional, i.e., the pediatrician, and the parents about the well-being of a child
are considered to be privileged and highly confidential. Such trusts might be
violated by responding to telephone inquiries from federal investigators. A
great deal of effort. currently is devoted by individual providers, hospitals and
academic institutions to guaranteeing confidentiality of hospital records.
There is no provision in the new federal rule to guarantee this confidentiality,
and we are concerned that inevitable disclosure, formal or informal, might
occur, with great harm in the.physician/patient relationship.

V Inappropriateness of Child Protection Agencies.

Contrary to the suggestion in the rule, child abuse and neglect is not a
parallel issue. In these instances health care providers are child advocates,
and are obligated under existing law to report any situation involving such
abuse or neglect. These important institutional processes, which we support,
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deal with a different clinical
situation from that with newborns. The health

care establishment detects abuse or neglect in children generally beyond the

infancy stage, and attempts to deal with it. The existing local and state

mechanisms, which are used in child abuse or neglect situations, have little or

no similarity with hospital procedures on newborns. These agencies often have

an excessive caseload, are
underfunded, and have varying staff capabilities.

The local and state mechanisms which already exist for reporting of child abuse

and neglect include requirements
that health care providers report instances of

abuse and neglect, and that these reports may be anonymous. However, because of

current fiscal reductions, child protection agencies, which provide essential

and life-saving services for abused and neglected children, are increasingly

understaffed and underfunded. Not only would this rule, by encouraging reports

from a wide variety of informers, decrease the agencies' effectiveness in pro-

viding the services for which they were designed, but it fails to recognize that

their personnel have no procedures for, experience with or training in problems

involving newborns with handicaps. Their experience has been with parental

neglect, not to date medical neglect.

VI Rulemaking process and mechanics of the rule.

The Academy has serious problems
with both the manner in which the rule was pro-

mulgated and the mechanics of the rule.

Entirely apart from the substance of
the regulatory step, we take strong excep-

tion to the process by which HMS has pursued its implementation. Only 15 days

were allowed between the March 7 anr3uncement of the new guideline and its March

22 date of effect -- yet the prescribed
period for public comment on the matter

runs 60 dlys, through May 6. Such an accelerated time frame effectively pre-

cludes collection and consideration of necessary
additional data as well as

further study of the complex issues involved.

While recognizing and concurring with the need to assure all infants adequate

nutritional support and appropriate medical care, the mechanism proposed in this

rule also has major logistical difficulties.
With more than 6000 obstetrical

and nursery units and approximately
3000 counties with their own child abuse and

neglect protection agencies, the ability of a single central office to assure

appropriate investigation and intervention is questionable. The danger of

inappropriate investigation and/or
intervention is the possibility of harming or

causing the death of the infant. The requirement that such investigation and

intervention must take place immediately
in medical situations that are highly

complex increases the potential for a negative impact.

The Academy also strongly objects to the "Hot Line" mandated by the rule which

will trigger calls from efficatious
intermediaries and spiteful persons.

Visitors to the intensive care unit who may not be in any way involved in the

care of a particular child may
report situations where that person has absolu-

tely no knowledge. Just one example of a misinterpretation
might be when a sign

is posted on a baaainette readtng
NPO, meaning Nothing By Mouth, which may be
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interpreted by a well-intentioned visitor
to indicate a child is not being fed.NPO is a necessary medical precaution

in preparation for many procedures,
including surgery, or because of any number

of feeding problems in a child.However, a child may be receiving parenteral
nourishment.

-iav5no a baby is an important but anxiety
laden time for many families. Thosefami:oa with sick or handicapped babies

are under enormous strain. Reactionsto this stress, as with any other life stress, vary. Some parents blame them-selves, other are guilty, others are angry or vindictive. These families pre-:;ent the most difficult of situations
for hospital staff because of their

psychological problems. The consequences of patient care if a staff werediverted lay a "hotline" investigation
emanating from an angry or alienated

spouse can be considered as nothing but deleterious and harmful. Intensive carenurseries are already "pressure cooker" environments.

The remedy proposed in the rule is not only untimely, it is cumbersome anduntried, and there is no way of knowing if it will make the present situationbetter or worse. It well may lead to overtreatment of many infants with every
technology available to hospital

intensivists, against the best interests of theinfants, simply prolonging the process of dying. To propose such a radicalchange in the way health care is
delivered in this country, without adequatedata, without awaiting public discussion

or review, and in the face of alter-
natives proposed by thoughtfdl official bodies, is surely imprudent.

VII NHS has not investigated and identified the problem to be addressed.

The Department of Health and Human Services has not produced any direct evidenceof inappropriate treatment of severely ill newborns. Indeed several retrospec-
tive compliance reviews conducted

by the department since May 1982 have
apparently found all of the facilities

to be in compliance with Section 504.
Further, it is our understanding that

although seven cases were reported during
that period, none was found to be a violation. This is not to minimize the
importance of even one inappropriate death,

but to emphasize that the'department
has issued a completely untried

procedure to remedy a situation which it cannotdefine. There is no evidence to justify the assumption that hospitals routinely
are treating babies inappropriately.

The Illogic of HHS's procedure is amplified by the fact that after a three-year
study of hospital procedures, including

interviews with physicians and ethi-
sista, the President's Commission on Bioethics does not recommend the new
federal approach. Instead, it identifies key problem areas and suggests solu-tions. We strongly question the promulgation of such a revolutionary rule with
total disregard for the evidence and recommendations of a commission which has
deleberated this issue for several years.

What concerns us is that the more central and profound issue of relevance here
is not being adequately addressed,

namely, how to insure that appropriate careis offered to all newborns -- including the severely ill, For this I turn tothe report of the President's Commission
on Bioethics, which after lengthy study
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and investigation, concluded
that even though decision making usually adheres to

the precepts outlined by the commission, two problems do occur :. 1) parents

receive outdated or
incomplete information from their physicians. and this

limits their capacity to act as surrogate decision
makers; and 2) in what

appears to be a limited number of cases, inappropriate decisions are made

without triggering a careful reevaluation.

To this end the Commission recommends that hospitals establish local review pro-

cesses which would:

1) "Verify that the best
information available is being used.

2) Confirm the propriety of a decision that providers and parents Lave reached,

or confirm that the range of discretion accorded to the parents is appropriate.

3) Resolve disputes among those
involved in a decision, by improving com-

munication and understanding among them.

4) Refer cases to public agencies
(child protection services, probate courts)

when appropriate."'

"Such policies should provide for internal review whenever parents and the

attending physician decide that life - sustaining therapy
should be foregone.

Other cases, such as when the physician and parents disagree, might well also be

reviewed. The policy should allow for
different types of review and be flexible

enough to deal appropriately
with the range of cases that could arise."'

The Commission further states that "such a review mechanism has the potential

both to guarantee a discussion of the issues with a concerned and disinterested

representative of the public and toAinsulate these agonizing tragic decisions

from the glare of publicity and the distortions of
public posturing that com-

monly attend court proceedings."'

It is important to
recognize that such review mechanisms do already exist in

many hospitals, but we need to establish guidelines
for their use; to determine

their advantages and
disadvantages, and to promote and establish universally

such effective mechanisms.

To fully understand the Commission's recommendations,
we must also understand

the population we are dealing with. The Commission reports that difficult

issues regarding newborns usually involve two
categories of infants: "the low-

birth weight infants and those infants with
life-threatening congenital abnor-

malities. Within the second category two
types of conditions have been

especially prominent in discussions of the ethics of neonatal care: neural tube

defects and permanent handicaps combined with surgically correctable life-

threatening lesions."'

The Commission outlined
the following structure to

facilitate appropriate deci- /

sion for care of these infants, an approach which the Commission found most

hospitals do follow:
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1! Treatment is rarely withheld where there is medical consensis that It would
provide a net t,nefit to the child. The Commission concluded .that a very
reLtrictiie standard is appropriate: such permanent handicaps justify a deci-
A16:, not to provide life sustaining treatment only when they are so severe that
ac..t.n,,ed existence would not be a net benefit to the infant."' This a standard
is r,trictly defined and is '.rrespective of perceived negative effects that an
1m2aired child's life might have on other persons, including parents, siblings

1,ociety. These children should be treated no less vigorously than their
seer .

2; 1'. -3 legally and ethically justifiable not to try predictably futile
e!Aeavors. "such therapies do not help the child, are sometimes painful for the
infant (and probably distressing to the parents), and offer no reasonable proba-
bility of saving life fa: a substantial period. Obligations to comfort and
respect a dying person remain, and infants whose lives are destined to be brief
are owed whatever enhancement and relief from suffering that can be provided,
inc,uding ,-cdication for pain and sedation, as appropriate."'

3) "Although most :Alfants fall intc the previous two categories, difficult
lue:Aions are raised by the small number for whom it is difficult to know
whether treatment offers prospects of benefit. "Much of the difficulty in these
cases arises from factual uncertainty. For the many infants born prematurely,
and sometimes those with serious congenital defects, the only certainty is that
without intensive care, they are unlikely to survive; very little is known about
how each infant will fare with treatment."'

It is this troubl,nome grow. to which we must address our attention, notably
perhaps toward the Commission's recommendation for local ethics' committees,
which can best insure that accurate information is imparted and appropriate
decisions are rendered. The HHS rule will not only fail regarding this third
group, but it promises to compound the current situation by inappropriately
assuAing a decision regarding the previous two categories. Our point is a
simple one: that the HMS rule does not assist or support medical and health
care professionals, parents, nurses and others who must make difficult deci-
sions. The rule merely shifts the responsibility for such decisions from the
above group to the federal government, and in doing so .andates procedures which
may be harmful to the care and treatment of infants.

The Academy strongly supports the recommendation of the President's Commission
on Bioethics and is preparing a research study to determine how medical and
legal systems are currently dealing with this issue. It will assess the advan-
tages and disadvantages of systems, recognizing varying resources and popula-
tions, and suggest guidelines that can be used by appropriate bodies.

It also should not be forgotten that we are here today to consider the issue of
reauthorizing child abuse programs. The Academy is extremely supportive of
child abuse programs and will submit testimony for the record on our specific
recommendations. In light of the focus of today's hearings, however, we would
emphasize that we do not favor including provisions regarding the medical treat-
ment of severely ill newborns into child abuse legislation. The President's
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Commission has studied this issue for several years, identified key problem

areas and suggested an approach to address those problems,,i.e., hospital ethics

and review committees. The Academy would support any efforts to implement this

recommendation. Further, the Academy is seriously concerned about the minimal

resources and problems which current child abuse programs already face; we are

concerned about the potential drain on these programs.

As you know, the HHS rule has already gone into effect -- and while we sit here

deliberating logically its ramifications, hospitals are grappling with life -and-

death decisions. We are already beginning to receive distressing case reports

information on the effects of this rule.

Everyone appreciates the government's good intentions, but we must in closing

convey our sense of outrage that federal officials would choose to operate in

such an irresponsible and dangerous fashion, oblivic'is to the impact this rule

will have on human life. It is easy to raise the banner that such intervention
will save babies' lives, but we, and the medical and health community at large,

are here to tell you that it will not. Crucial issues surrounding the contro-

versy of severely ill newborns persist still -- and this HMS interim rule does

nothing but worsen prospects for progress.

Deciding to Forego Life-Sustaining Treatment -- A Report on the Ethical,

Medical, and Legal Issues in Treatment Decisions, March 1983. President's

Commission for the Study of Ethical Problems in Medicine and Biomedical and

Behavioral Research.
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Senator DENToN Thank you, Dr. Little.
Dr. Mc Lone?
Dr. MCLONE. Yes, you have my prepared text, and I thought

what I would do is to talk about specifically spina bifida. Spina
hidifa and Down's syndrome seem to be two of the most common
cases in which there lies difficulty with decisionmaking.

I am a pediatric neurosurgeon at a large metropolitan. children's
hospital, and because I operate only on children and as a neurosur-
geon I see a large number of children born with congenital anoma-
lies of the central nervous system; and, in fact, have treated some
2,000 children with handicaps involving the central nervous
system.

In the review of spina bifida if you look at the literature and go
back prior to the 1950's and you talk about the problem of spina
bifida, there really wasn't a problem prior to that; because the vast
majoritysome 85 to 90 percent of these childrendied from their
illness, because we had as a profession little to offer these children.

In the 1950s and through the 1960's the availability of the shunt
system were developed. We now treat the child's hyc.. .cephalus or
the child's water-on-the-brain and essentially cure it or render it
non progressive.

And so larger and larger numbers of children began to survive.
Led by a group of physicians in England it then became the

common treatment that all children born with spina bifida should
be aggressively treated, their back closed in the first 24 hours, and
tWr hydrocephalus, should it develop, treated with the shunt
system.

In reviewing the outcome of that vigoNts program in England,
the results were in their opinion so appalling that they then began
to advocate a criteria:

They said that this criteria was valid, predictive of outcome, and
that certainly you could_ examine a newborn child and say some-
thing about that child's quality of life.

I think the evidence overwhelmingly now indicates that all of
those criteria, taken individually or collectively, are inappropriate
and really of little value.

Certainly the outcome of aggressive treatment is quite contrary
to to the results of aggressive treatment in this country.

In the late 1970s the CT Scanner became available and we'vein
almost all institutionsand we now had another thing in our ar-
mamentaria to monitor the child's hydrocephalus and to treat it.

And then recently the introduction of clean intermittent cath-
eterization has given these children the ability to have control over
their bladder and bowel systems and that these children now can
remain dry and can be in a regular classroom system.

Unfortunately the vast majority of literature that exists for us
through pediatrics comes from the British literature. And a lot of
decisions are made to deny treatment to these children, in my opin-
ion inappropriately, based on British literature which is outdated
and contrary to the experience in this country.

The mortality rate at our institution where we treat all children
born with spina bifidawe attempt to treat them all within the
first 24 hours of life and close their back; if hydrocephalus develops
and is progressive, they then receive a shunt - -the mortality rates
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in the 1950's was 85 to 9 percent in our institution and in the last
8 years is now only 15 percent.

So only 15 percent of these children are dying in the first years
of life.

That's fine, the fact that we've reduced the mortality. But what
about this question. of "quality of life?" What do you tell a family
who is confronted with 'this horrendous event of having anticipated
a normal newborn, suddenly have a child who has probably the
most severe congenital malformation consistent with productive
survival or survival at all?

Remember that what I'm going to tell you are statistics, and
these statistics no more than the criteria advocated by the British
can be used to judge how any one single child is going to do. There
is no valid way to determine what the outcome would be of the
treatment of the newborn child, in my opinion.

And that's having personally operated on 200 children in the last
few years.

The child born with spina bifidaand spina bifida is a disease
without known cause; we have a variety of possibilities, but there
is no single cause. In the laboratory we can produce it with a vari-
ety of mechanisms both in fetal mice .and chickens and other ani-

.
mals

But the child is born not dying; the child is born alive and
healthy in the vast majority of cases. In a few cases there are obvi-
ous progressive hydrocephalus evident at birth which requires that
that be dealt with immediately.

The reason that these children die, and in the British system,
they, as you heard, elect to let three out of four of these children
dieand the way that you can guarantee that they die is deny
.them food and water; I think that rarely if ever occurs in this
country.

It may, it has been documet.ted in a few cases in the literature;
but, in my opinion, denying food and water to these children is
rare.

But what is not uncommon is denying the children immediate
progressive treatment. If the child's back is not closed quickly
within the first 24 hours, infection will ensue. If the infection is
severe and ascends into the rest of the central nervous system, the
mortality rate of the untreated group, even if 'they are fed and wa-
tered, is 60 percent.

The 4 percent who survive, a high percentage of those individ-
uals will have sustained additional damage, more paralysis in their
lower extremities; and, I think most significantly, if they have a
central nervous system infection, the most common cause of
mental retardation in spina bifida is not the spina bifida itself or
the syndrome, but is inflicted on them by infections of the central
nervous system, either through lack of treatment or through the
complication of the shunt infection.
---The data is now -well-establishecLat_our institution..at an institu-
tion in Cleveland, and at Yale University, that mental retardation
by and large is inflicted on these children either through infection
that occurs as newborn or through a complication of the shunt
system in treating the hydrocephalus.
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If you took WO consecutive newbprns who W, ere over the age of 4,
nowand from our institution and no child was denied treatment,
and this is a consecutive series -52 percent of those children ambu-
late in the community. That is, they don't use wheelchair; they
are able to get up, walk;. they have sigrkificant bracing, some of
these children; but they are considered 'community ambulators,
that they will walk in the community.

Now 85 percent of these children are continent in bladder or
bowel. It used to be the single most difficult thing to deal with in
these childrengetting them mainstreamed into regular schools
is the fact that they were wet or they had a diversionary device on
their abdominal wall. We have not diverted the urinary system to
the abdominal wall in about 7 years; in fact, we have undiyerted 60
children now; and they are now on intermittent catheterization
and continent.

Seventy-three percent of our children have an IQ. within the
normal range. That's quite contrary to anything else that I think is
in the literature, and it is a tremendous tribute I tOink to my col-
leagues.

And theresults that I'm telling you here are not specific to our,
institution, but is common in all of the institutions that I know of
in thelJnited States wherei, a pediatric neurosurgeon is involved in
the aggressive treatment of newborns with this disease..

In fact, :17 percent of the children I consider essentially normal.
They have normal intelligence, they are continent of bladder end
bowel--that can be through intermittent catheterization, but they
r. r' continent of bladder and bowel; and they are community ambu-
lat ors.

Again, just to make sure that we understand, that this outcome
of treatment does not apply to all children; but you cannot identify
the child who is going to have a poor outcon at birth.

Fifteen percent of the children have died, and these children
hae sorted themselves out in spite of all that was done for them;
it soon became impossible to sustain their life; and these children
have died.

There's probably an additional 10 percent of the childrerf of the
100 newborns who are going to require some kind of cust,dial care.

But if you look at the group, and their "quality of survival"
that word plagues us and it is difficult to definebut if you look at
this group of individuals, taken as a whole, the number of s,rvi-
vors and the quality of' the survivors exceeds what the British expe-
rice and tells us what will happen with treatment of not only
that group they call the very best, or the one out .of four- children
that they select for treatment.

Senator DENTON. Excuse me, Dr. McLone, I may be wrong, and I
wish to be corrected if' I amthe statistics you have just given re-
garding the proportion of children who are ambulatory and have
normal IQ's and can control their bowelsI don't find that in your
prepared statement.

Dr: MCLONE. No. This i outside of my prepared statement.
Senator DENTON. Well, may I ask that you include that as part of

your written testimony to us? Because I find it interesting and rele-
vant.
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Dr. McLoNE. Yes, thisthe statistics that I'm quoting is an indi-
cation, and in fact will be part of the next volume of Clinical
Neurosurgery which will be coming out; in fact, the galleys have
gone back.

But I will send you a copy of that article.
Senator DENTON. You can give us something that is roughly iden-

tical to what you have been saying?
Dr. MCLONE. Yes. Those are the same, and they are from that

article.
One final point I would like tt make, this was brought to my at-

tention by a colleague who had supplied in work through the devel-
opment of the spina bifida program in Australiaand their experi-
ence is similar to that which occurred in Great.Britainand he's a
retired physician, and has had great experience with this group of
children.

He pointed out that, I take some responsibility for every child's
back which I close. And I think my nightmare is that I have pre-
served a life or assisted a child in survival only to have normal in-
telligence and to be ambulatory in the community, but then to be
denied by the community and by the lack of programs the ability
to become independent and competitive:

My nightmare is a group of children which number almost 1,000
I care for now, with normal intelligence, sitting in nursing homes
because they have not been habilitated or given the opportunity to
participate in our society, pay taxes, and compete for jobs.

Thank you.
!The prepared statement of Dr. Mc Lone and additional informa-

tion supplied follows:]



65

PREPARED STATEMENT OF DAVID G. McLoNE, M.D., PH. D., ASSOCIATE PROFESSOR OF
SURGERY (NEUROSURGERY), NORTHWESTERN UNIVERSITY MEDICAL SCHOOL, AND.
CHAIRMAN, DIVISION OF PEDIATRIC NEUROSURGERY, CHILDREN'S MEMORIAL HOSPI-
TAL

My purpose in this presentation is to address some of the

problems, paradoxes*, and ambiguities surrounding the care of the

child born with a serious handicap.

There is documentation that handicapped children have been

denied life saving medical care and occasionally even basic

nutrition:- food and water. The extent of this problem is unknown.

In the small, local sample provided by review of the last 200

patients' with spina bifida referred for treatment, 10 children

were found to have been denied prompt surgical therapy prior to

transfer to our hospital. None of these had been denied food or

water. If this sample be representative, then the incidence of

delayed care may be on the order of some 5% of newborns with

spina bifida.

Federal regulations now require that all handicapped.

children receive food, water, and customary medical.care. Very

few disagree with this in principle. Controversy arises from the

interpretation of "customary medical care" in specific clinical

contexts.

Most physicians would agree that newborns with

life-threatening but completely remediable diseases should be

treated as aggressively as necessary to ensure their survival and

future health. Most physicians would also agree that newborns

with irremediable, lethal malformations should be given nutrition

and simple care. They should be made as comfortable as possible,

and allowed to die in peace.

Opinion diverges sharply on proper care for the newborn with

life-threatening disease when all possible treatment will ensure
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survival with serious haddicap. In this context, the parents, the

physician, and the public weigh the patient's long-term survival,

quality of life and possible eventual self-support. In this

weighing, well-intentioned individuals of like morality may yet

derive different conclusions.

I personally have had experience with well over 2000

handicapped children, principally those with spina bifida,

hydrocephalus, prematurity, birth injury, and other birth

anomalies. The overwhelming majority of these children have

received prompt, often life-saving care. A small but significant

number received less than that prior to transfer to our hospital;

a form of euthanasia based upon withholding of available therapy

and supportive care.

Some parents and physicians hope to find a medical and moral

middle ground by inaction--"allowing nature to take its course".

In the case of newborns with spina bifida, for example, they

might provide food and water but deny prompt surgical repair of

the open nervous system in the hope that the inevitable

infection, meningoencephalitis, will prove rapidly fatal. This

dereliction of responsibility fails for two reasons, among others.

First, one half of the children will survive the infection and

will still require additional, often more extensive, surgical

care. Second, the more severe hydrocephalus and brain destruction

caused by the infection markedly reduce the functional capacity

of the 507. of patients who do survive. A policy of so-called

"benign neglect" then is both offensive and ineffective.

- 2 -
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Ocher parents and physicians. seek to provide or deny. therapy

"rationally" by applying a set of medical "selection criteria"

for identifying the newborns with spina bifida who are likely to

have good clinical and functional outcome. Historically, these

criteria were elaborated in Britain where many of the spina

bifida patients are denied sustenance, are sedated, and are

allowed to die. The British experience is 'entirely contrary to

the recent experience in this country. However, because the

majority of the medical literature dealing with management of

spina bifida is from Great Britain and because many of the U.S.

physicians who see only 1 or 2 such patients depend upon the

literature for guidance, the "selection criteria" advocated by

British physicians continue to be used, inappropriately, by some

physicians in this country. In fact, medical advances have been

so rapid that the functional outcome in unselected U.S. patients

is now better than that predicted for the few "best" patients

selected by the British criteria.

In my experience, decisions to passively euthanize severely

handicapped children are almost never made because of callousness

or amorality, Rather, those parents and physicians appear to have

felt deep compassion for the child, deep concern for the

suffering it would face, and overwhelming despair at its future

prospects. The single most common reason for the denial of care

was lack of recent information on available treatment and the

outcome of that treatment. When confronted with recent

developments in medical care and documented advances in patient

outcome by physicians with substantial experience in the care of

- 3 -
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these children, most of these parents and physicians were able to

resolve their doubts and decide in favor of treating the child.

In most cases then, continuing education of the public and

professionals provided the solution to the dilemma.

Since information availability and public/professional

education are so important in salvaging the handicapped child, a

number of steps have been taken. Progress is being.made to keep

the medical. literature current by documenting the recent advances

in care of these patients. State and national.parent support

groups like The Spina Bifida AssoCiation of America are forming

to provide parents and physicians first confronting this problem

with informational, emotional, and financial support at the time

the critical choices must be made. Government and media awareness

programs have all' contributed to a reduction in the number of

neonates with spina bifida who are denied treatment. The

developing pediatric tertiary care centers and available expert

opinion shc....td further decrease the level of ignorance.

Obviously, we as a jroup with a vested interest in the welfare of

z-, children feel much more can be done.

beco-, increasingly concerned .bout the paradox

r1s.!-:,:ted by our government. On the one hand, we are told by the

rArau :a branch through ABS and the :Astice Department that no

ha.;111,AJped child can be denied foo,' water, or customary medical

ctrc. rechansims are put in place to monitor, through s_gns and

how the medical proft. ,sion deals with this problem. At

,A,z, -.me time, the funds needa.1 to deal with the cause of these

.ncicaps and to habilitate Fl -e handicapped individuals
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dwindle.- The physician must now struggle not only with the

intangible "quality of life" but also with the rather frightening

concept that "cost-benefit analyses" and "cost effectiveness"

enter into life and death decisions. Shrinking social programs

will undoubtedly adversely affect the "Quality of Life" of

handicapped individuals.

Evidence now+ exists that a significant portion of children

born with spina bifida are the result of poor preconceptual or

prenatal nutrition of the mother. The decline of social programs

aimed at itnproved prenatal care is likely to result in the birth

of additionia: handicapped children at the precise time that loss

of sort to treatment and habilitation prograMs erodes the

qualiy of life these families can anticipate for their

ha.1,11,Lt.wed child.

Finally, some handicapped infants may be denied care despite

e.rt opinion and in obvious violation of federal regulations.

AF. physician and advocate for handicapped children, I feel we

must, on these occasions, step between the child and the child's

parents. The interjection of the courts into the

patient-physician relationship is disthsteful, but we are morally

and ethically obliged to care for our patientthe child.
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RESULTS OY TP!!.A-= Cr CHI=Er.. Benz! WITH A mynomiNcoccu

D:.vie G. McLonr?.. r.D., Ph.D., F.A.C.S.
Divion of Ncrormurgc.:ry

Nournwns:ern un1vrf7lry mcolcat
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INTRODCCI:

As new operative prof:cduresi. medications, and ancillary care

develop, the natural history of a disease can be progressively

altered. The impact of the cereilror:pinal fluid. shunting on

hydrocephalus and the ev,a more recent utilization of computed

tomography (CT) to diagncso and' a7iess treatment of hydrocephalus

are good examples of this; type of progress. Periodically the

effect of progress on elo outcoh.a ot\treatment of children born

with a myelomenin;scele noeds to be dE.termined.

we would argue that it is moral and ethically correct to

treat all children bora with a myelomeningocele and that no valid

criteria. exists for the nelection of infants for nontreatment.

Certainly as the "quality of survival" improOes through medical

progress. tne Pa ,criteria'outer which the selection riteria3 purport

to accur,-.tely prg:iict brf-oPes ler:s distasteful. added

scientific benefit of t_ :..-.ling all children is that,it affords

the opportunity to measuro the oZfectiveners of trement withont

the bias of selection.

The initial Occisiu to opccate upon a newborn child With a

myelomeningoccle rents on the premize that: (1) the physician\

informing-the parents is Familiar with the disease, (2) the

information avnilahle coneerninj outcome is current, and (3), the

outcome is predictable based on the clinical condition of the

newborn. The first is often lacking, the third is not true, any

the second is the subject of this pa:.er.

75
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CLINIC:L rATERIAL

Einginn;n1 in 1975 and extending through 1978, 100

consezutive, unaelected newborn children with a myelomeningocele

wer^ transferrA to Children's Memorial Hospital of Chicago.

Extensive data were collected in a prospective study to evaluate

outcome of treatment by a multip1,7: disciplinary team. All

children had c:leir myelomeningoccle repaired following evaluation

by the team. Orthodic and urological treatment was begun during

the initial hoe Nursing, occupational and physical

theri.py, dicAary, psychology, and social work were involved as

part of the t.lm from the outset. After discharge the children

were followed closely by the same team in the outpatient clinic.

Education cf the child, of the parents and assistance to the

family in habilitation of the child in order to attain the most

copeLitiv,.: adult life possible is th

of tae team.

RESULTS

The pariod of f.:,1low-up is from 3.5 years to 7 years. Two of

the children have been lost to follow-up, 14 have moved, but a

recent evaluation is known to us, and the remaining living

children are followed in our clinic.

Eighty-nine percent of the children had their back closed in

the first 24 hours of life. The other 11 children were

transferred later than 40 hours of life and were assumed to be

infected. Following antibiotics and cleansing of the back the

repair was undertaken when cultures of the back were negative.

2
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Preo:,tive 1,1.):.car function is swrv,arize1 in Figur:. 1.

'rollowing srgery, at 10 days of life a repeat motor examination

;bowed a significant improvement in motor function. Motor

iv,arovement was considered significant if the functional

improvem-,nt added function across the next joint. Functional

improvement persisted beyond the 1 year follow-up examination.

Deterioration in function is considered an indication for

diagnostic study. Hydromyelia, tethered cord and inclusion

dermcids have explained deterioration in children followed in our

clinic, but not part of this series and deterioration has been

reveresed by appropriate treatment.

Hydrocephalus requiring a shunt developed in 80% of the

children. The ventricular volume was abnormally large in an

additional 1511 but no shunt was inserted if the ventricles were

CT scnns and the child's develupi.eaL weny un

time.

Almost. half, 43'4, of the children with a shunt have not

required a shunt revision. One revision was required in 16%, 2 in

16%, 3 in 9%, 4 in 8%, and 5, 7, 9 each in 1%. A shunt infection

occurred is 10:3- of the procedures. The majority of gram

negative infections occurred in the first month of life and were

significantly higher in children with delayed back repair.

Yearly developmental assessments including intelligence arc

obtained on most of the children. Development is normal in 73% of

the surviving children.

Ore half, 54%, of the children are community ambulators and .; .

only 8% arc confined to a wheelchair at the present time.

3
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Twenty-four 1,ercent are exe:eise ambul,ttors and 143 use

wheelchair in the cawaunity but not in their home.

Urinary continence has been achieved in 87t of the children

whu are over 4 1/2 yars of age. We do not feel incontinence

prior to 4 1/2 years predicts continence at school age. Uriliary

diversions to the abdominal will were performed in 5 of the

earlier cases and 3 of these subsequently were undivorted. Clean

intermittent catheterization in combi:tation with pharmacotherapy

has led to the high continencyurate and made urinary diversion

rarely necessary.

The surgical mortality is 2%. Ona child died immediately

after surgery of respiratory distress and another died of sepsis

following breakdown of the back repair.

The overall mortality is 14% at 3.5 to 7 years of follow-up.

Twelve cnildien aieu subsequent to dit,eha,;e, f 1.11 Cheblt

were asaocic,tad 'with hindbrain problem of the Chiari II

malformation. Three children died because of respiratory problems

caused by compromise of the thoracic cavity. by hoeivertebra and

fused ribs limiting the development of the hemithorax. Attempts

at surgical correction on children not part of this series has

not beer. successful and it was therefore elected not to operate

on these children.

Apnta, strider, and reflux with aspiration - cne of these or

in some combination - was significant in 322 of the children.

Chiari II symptoms aremore severe in our series in those

children with low' lumbosacral. lesions and-function'in their legs;

Posterior focsa decompression was performed on 4 of these

81



75

chleren. SuLe-equene e eecomprnicn, lied, 1 still reenj.res a

tracheostomy and 1 has become aeymptoeic. Of the remaining 28,

9 have died, 1 continues to require a tvecheostomy and the

problem has resolved in the other 18 ehiLlren. Thus 11 of 32 have

died for an overall mortality of 34%. It should be pointee cut

that 2 of thes are the children considered operative deaths and

3 are the children with com2romine of tl.eir hemieeerax.

Of the 86 survivors who are over 4 1/2 years, 47% are

intellectually normal, continent: of urine and comeunity

ambulators. An additional 28% over 4 1/2 years aru intellectually

normaland continent but do not'"ambalate in the commanity. Total

percentage of children who could be inaceendent an3 competitive

is approaching 70-801.

DISCUSSION

eee.....eLes en

patients. The extent of prior selection by the physicians who

refer to Children's Memorial Hospital is unknown. All children

were aggressively treated initially. In about 10% of the cases it

ultiemtely became clear that continuation of aggressive theravy

wcs inappropriate. The operative mortality should be near zero in

this group of children. Renal failure as a primary cause of death

has almost been eliminated. Symptomatic Chiari II problems

continues to )-se the major cause of deethiri these' children.

Close scrutiny of these children reveals that almost all of

the children have some symptoms Of hindbrain problems. Mothers

relate that they "spit up".more,, choke easily, tolerate .chenges
.

.

in food texture poorly, and have occasional respiratory paus

82
22 424 0-83-6



7 1 P.'

76

m. '1.101 11 orcgc. 7 t.r.:07.1

%hd :13rmed "L.:rior :o

1!3 ,17

tc!.:t1 1f7ectl. .7 lnd

3. % of ti: . child:.

pt,t .rior

our

e,1 car nto t-L, post,

lid

y): ^,.. To ..;.-)cat

cm:-.7c..:on all

7/3 1..t d,

1,:Y1,

Ar, fht.::1...c...c.1

sm thAf 0%11-

e y

C. 11

b. donc th,ir ltv2n

Y.thy of- the t:L:Idren len,



77

o the children .1; a rc.i of shun:.

4 Unfortunately, our shunt infection rate in this

11 ty hi11. Children clo.:ed late wura at 3retest

, Evry effort sthou

::unt in!ection rate at a minimam.

Munal.:.!nt of the hydi..cc:,halUs ir reYie,:ing the data .:as

uu Si 1 3robly!7. than th :! author thuught. We tend to

cuild wit:a 9 rev::;ions anA forget that 20% wl:r.2 not

c.f th.! :Ihuntel children e not required a r-I.vi_;ion

,d between 4 to 1 isions.

j sr on in a child with a myelom.:niugocel

tte., :',..;%ostic studies. Tethered d, hyero7.yelia,

an 1---:7.-7;i1 Imors have explained motor dotericra%ion in c,'Ll.dran

t.2,1 out not In:1:6eU in this series. Rocov._:ry

a-;)::")7 intervention. Postx:erativ,

after mylumenin.2 .ele repair notad at 10 days of

'.riJugh the period of this stud. Improvi

tericr,..ion to t'az., previoas 1.c.,vel, as a natural

scribed in the literature was not borne

The fin mbulat..)ry status of many of theue chiliren will

o- tJena9e years. The orojected tate or

:::u1r.tioh be to high but with improved orthosis

ani te,:hniqles this level nay be reached.

The now at 14%, :1o,.ild stabilize within. a

; of 149. most of the children with severe

7
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probl.Ata hawr
childr,.ti.iv,st at risk aro those witi,

hydrocephalus. All of the chil.:2ren who have died in this st.ndy

had hydrocephalus. A shunt malfunction or a cnralication of a

revision may cause the death of children in the fuLii:70.

The survival and functional status of this group of children

is sup-Irior to mast studies in the literature including thoLe

evaluating only patients selected for treatment.215.6 Aggressive

managerst by a knowledgeable team and closo follow-up ennures

both survival and improved function.

COUCLUSION

Althugh we are far from a cure, the future bacomes

progressively optiatistic for these children. Only tiara will

confirm what in store for these 86 surviving children. The

mortality rate is low in this series a.td the quality of survival

f-. af

!louziag, and job o,,portunitier romain
.

proUl,ms to Lc solved.
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Serl:It(11' I 4:N11:N T11:111k you, Dr. McLone.
Father Paris':
Fes her Pmus. Yes, sir. You. have my statementthere's one cor-

rec -1 Page 9 of the text, at least as it was distributed, is from Dr.
Rai., 's article, and not from mine. My page 9 is missing: ILaugh-
terl

I the 'nit the first anniversary of the death of "Infant Doe'. is
an ap, late occasion for reflection on some of the moral impli-
cations of er act. It certainly has stirred a raging national debate
on infantk :- "letting nature take its tours'';" some even seeing it
as an ocasio.: elerey killing.

Perhaps the ,', . ell known exponent of that view is Dr. Ray-
mond Duff of -1,* Haver+ Hospital, a physician with whom
I've been in coneni ation on issues over the past 2 years; and
with whorn I di, ..-ifletely, totally, and unreservedly on the
nontreatment t -..eirorat2 children. I've told him so.

I think his t t, .::.i..nscionable; I think it's utterly unac-
ceptable: I ,'11 i.. denounced by the profession of
medicine; I thin! inev. :wpalling that the established prac-
mice of mo let him get ...way with it--the sort of articles
he t,;rinted in eatrics- -in an unresponded way in the past few

'ars.
For instanc, . in 1!;(; Pediatrics, he wrote: ..achieving deatli

and in fact killing may ht. .1 .:orrowful and painful obligation."
Similarly, I think ther's no ability on the part of any serious

person with ethics to accept the sort of statements we saw ot Dr.
Alex 1 faller. that film the Kennedy Institute did several years ago,
1,1 which he argues that "since it is incr.:illy licit to terminate the
life of a Down's syndrome fetus, so likewise we ought to be able to
ter_minate the life of it newborn Down's syndrome chi.ld.''

H.ich action is murder: it ought to he treated as such.
Such action I also h:tlieve is directly contrary to the whole

.ludaeo-Christian tradition and our understanding of life.
hi., is in fact not something that we ourselves design, but it is a

gift ot Cod. It's gift and it's a task and it's also a journey.
lint death is likewise part of that journey.Death, at least in the

Christian tradition, is not the final ,tictor, not the final state; it is a
stage along lifes way.

In firt the past week we celebrated Holy Vc.7eek. the story of life,
suffering. the passion. the death, and 0. e the resurrection of
Jesus.

And it's gainst that stony that at loast the Christian determines
how. ',ye ought to act with regard to life.

Unfortunatek: I think that in this particuL:r age, if God is not
'ad, he is at least irrelevant to the practice o:- , It's an

age of unbelief in which we substitute other value. There are two
really ra:,:pant in the land. one o; which is Dr. Duff's self-centered
hedonism in which persm; 1: pleasure and personal predefiction be-

. ames the only :clue. Filtering at all costs is to be avoided.
But then 's a second k of response which is a substitute equal-

k :is dangerous and ful!,.. bet' as threatening to the Christian
tradition, (inc. I call vitalism. ...ae which elevates life from the
sacred into .he absolute, mates life . --to an 'Ai:nate; and it de-
mands and equires all known measures to prolong it he used. re-

C.
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wotiless of tlw quality, regardless of the cost, regardless of the con-
quences, regardless of the suffering.
Its'position, I believe, is as idolatrous as the first; the new golden

calf before which many bow down to worship.
It is a value which I think would transform us from persons

having worth and dignity as God's gift to being cogs in a machine,
being something plugged in, the world turned into a hell.

Death in that scheme of things is always an unmitigated evil,
always a disaster, always a failure. This is the view you saw in
"Whose Life Is It Anyway?"what Dr. Emerson decries the newly
deceased person as a failure of medicine, incompatible with its
practice.

If you take these kinds of modern idolatries and apply them over
to the practice of medicine, what do.we have? The vitalists would
insist that we must always do everything possible to preserve life;
the pessimists would end it when.wer the burden or difficulty is te-
dious.

If you see life in the Christian tie.dition as something sacred but
zmt absolute, you'll understand that, there are limits on what we
can do and tre.re are limits on what we ought to do.

We do not end life then because it presents emotional or finan-
cial strains on the family, or because of the philosophical disposi-
tion of the physician, or because it's coi.sidered a private matter;
bec:iise we understand that even loving parents can and have
made mistakes.

We also see that the decision to act is not simply a technical one.
We also realize as the editors of Lancet spoke in 1980, t.le.t the

su.-aile-minded solution of simply doing ew'iything is to cause po-
tential ruin and pain on the family and on the patient is not neces-
sarily the only way to proceed.

I think to proceed with the vitalist stance and c.iroceed with the
arg, il.:ent we must always do everything possible is a tragic mis-
take, and on' which violates good ethics.

So I believe the Health and Human SerA.ices regulation is a mis-
guided misapplication .of good ethical principles. It's toc, broad, it's
too blunt for the kind celicate, nuanced complex decisions to be

-rede in neonatal unit.i. i think it violates the principle of subsi-
charity that says that we ought tc use the local as ct.vosed to a
higr r level decisionmaking if at all possible.

I think that the phrasing is altogether too vague and too open-
ended, subject to misunderstanding, to misinterpretation, to mis-
taken application.

Even su,3 things as customary and ordinary care, such things as
are subject to widespread misinterpretation. The celebrated

as.. in Los Angeles at Kaiser Perm,::.ente Hospital in which I tes-.
tilled for 2 days, had to do with the question of the withholding or
trratment from a comatose patient, a pntient that reports subse-.
quently indicated, never stood a chance to attain anything but a
cl.ranic veget:lble condition.

The nurse protested, you cannot withdraw the treatment, be-
cause "facia is an ordinary mea. everycqe has a right to ordinary
mea /

judge in that ruled that the physician's action was the
apps upriate medical response for a hopeless condition.

3,9
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I think that Dr. Gordon Avery, who is the chief of Neonatology
at Children's Hospital here in Washington, put it best in an op-ed
column he wrote in the Washington Post about a week ago, in
whiih he said, the particular regulation we have now would simply
reduce physicians into being technicians.

What then can we have as guidelines, as norm?
Certainly the Roman Catholic Church has been an institution

very concerned with the sanctity of life. In 1980 it issued a declara-
tion on euthanasia in which it attempted to recapitulate again its
400-year-old tradition on this topic.

And it said that what we have to do is to assess the proportion-
ate benefit and burdens that accrue to the patient from the treat-
ment being proposed. It says that life-sustaining interventions are
not always morally obligatory, not morally obligatory for handi-
capped children, nor morally obligatory to any other patient.

And we don't distinguish children from others. We, look at all as
God's gift, we look at them all as humans with dignity and worth
to be protected.

But there may be a time in which interventions which are avail-
able and can be used may produce a disproportionate burden on
that individual and merely prolong the suffering and the dying..

The assessment of these are necessarily going to be value judg-
ments, not mathematical, computer-based decisions.

What we need are guidelines.
Father Richard McCormick, a colleague of mine at Georgetown, I

think provided the finest statement of this in an article he wrote in
The Journal of the American Medical Association in 1974, "To
Save or Let Die"in which he said that we have to make quality
of life decisions. They are inevitably going to occur. There's no es-
caping that, because any determination not to treat must be made
on a decision that the quality of suffering and prolonged agony is
not in the patient's best interest.

And we have just authored an article which will come out in the
next week or so in which we tried to extend those guidelines.

The President's Commission report, which I think is a magnifi-
cent statement, and I think it's the model that this committee
ought to use in its own formulation of policy, tells us that we have
to have very strict standards; and the defect that we would have to
find would be such that it would be so severe that a competent in-
dividual would decline treatment under such circumstances.

Certainly, the Commission says, and .I agree; Down's syndrome is
not of that magnitude. It is not and never has justified nontreat-
ment.

One of the things we must realize is that concrete rules, concrete
regulations, do not make decisions. They do not replace profession-
al judgments; they do not replace prudence. They cannot illumi-
nate doubt, uncertainty, anxiety and ambiguity.

The President's Commission tell us, and I think they are correct,
that judges and bureaucrats are not the best way to go, precisely
because they are too remote from the clinical sitv?..tion. What they
propose is, and I support the idea, that we should have in-house
treatment issue committees or ethics committees to make the as-
sessment.
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In that we guarantee that there will be guidelines, there
will be familiarity with the medical setting, there will be communi-
ty standards, there will be an insulation from the glare of public-
ity, frrm the autonomous phone call in the night.

T1-., re will be protection from fostering of political forces that
might serve their own purposes. It's a way I think of distinguishing
infanticide from acceptable medical options; and I think it's the ap-
proach to go.

[The prepared statement of Father Paris follows:]
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pet 3.41, on tie' Care of

Chll Irv!, A Ca rho) Pernrect z ve

John J. Paris, S.J.

!irnt annivet!,!ry .f the death of Infant Dc,, !April 11, 19d2), a

I 2yn .me baby with a trachaeo-esopha!jeal fintul A , who was left unfed

.'tea, in a Hlaonunuton, Indiana hospital for eight days until it

; !el "r0 naturil presents the occasion to reflect on the moral

Iri ut that o T4,, Monroe Co.,. ynurt, an.? the Indiana Supreme

hear1 arqumentd on the 1,cne and each de!. ,nt to intervene against

the ,:er..imin I,m to Iet the child die !..1 led the parentn actions

rni I !ac, s tue cane wit! never he :mown le.cause t

t ; t )eot the tarl:',. Whateeer the tact;

to courts have

, and they Were

the lower courts, Chief Justi.,,

t maintain , el the parents were lovInn,

t, w.1,1 host for the child."

trrred I na!-:nnal dbate over the poticres

!;rs a!, I r. ..1.: dr. 'hn tre,t,,nt: ,, ''' ere ly newborns,

. wilt, -.livers t ty of views and ions. Some saw

1.'ttina n.IttIr t Ike it, ct333/::, 10.'111 others

:r "0..r k) I i 1!!!!. Tot,t9 I :;, with You On

ipn the ^10,t wo.1.1-%nown--,Ind in my view unconston-

atle utterly una .",; dhle--pe.ition in that of Dr. itayr,"3,i Dui! of the Yale-

new Haven Th his f.,ONnis New Cr,- hurt Jcurnal of Medicine article in

n "Mcr 11 Dilemmas in tne Special Care Nurnery" huff argues,

!AO? .taraly ,IttOrnr..y in Int.int. Doe, 'chat thene are "private decisions"

which dnouli he lett du to the families and their professional adisors. It: an
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Handicapped Children
John J. 1'Ar13, S.J.

arti,le hi..h I wi.,t in Law, Medicine and Health Care in June, 1982 I criticized

Duff's ia,sition as "narmless." There arc no guidelines, no principles, in

Duff's proposal for the physician':; recommendation or the parents' decision.

They are simply ad hoc decisions and, as such, they can be made quite poorly

a, easily as quite well.

As the famous Johas Hopkins case makes abundantly clear, parents or physicians

may determine not to treat. on such slender grounds as"A Down Syndrome child with

(13-clonal atresia would be a financial and emotional burden on the rest of the

arti..Aes Duff has ;one even further. In Pediatrics for April 1476'

.die,, "There are acoahl,.ns when death may be a more prudent choice and

h,,,,hg L.,i .is ;act, killing) a :orrowful and painful obligation." He then

ir:, that JaTon Fahel is correct-that there is "No moral difference

Icily., and passive euthanasia." As recently as March 1981 in another

in lad( atrion Duff argues, "The role of the family must be acknowledied

an,) ried even though the resulting decisions occasionally risk violating

on, another of numerous, perhaps con'',o.ing, moral, religious, or legal

joined in his views ty such physicians as Dr. Alex Haller of Johns.

H :iha ardues that since it is morally licit to terminate the life of a

Dawn Sys," 70 fetus It ought likewise to be morally licit tc terminate the life

of A newborn Down Syndrome child. This is simply murder. It should be treated

as sucn.

The tutu,' is how are we as a society best to respond to such threats to the

sacredness of life? Fiist, we must place life and our obligations and duties:to

presere it in perspective. What in the Judaeo-Christian tradition would equip us

for, help us to resolve, some of the terribly difficult ethical dilemmas that
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and at the birth of it severely harelicas::,

'he:,..re examining tbe speoific quest ion, let us examine some of the

u.,neral theological themes of the Christian tradition that provide understandin,

,d wisdom of what It means to be human. The tradition begins with the belief

that God is the creator ol life and it, iduserver, that life is a gift, and

that life has value bs,-auue God Is its end and goal. As Gustav Mahler put it

eloplently in his :,econd Symphony: "We have come from God, and to hum w,

, .,t return." Ii Iv is not 01117 a gLIC and a task. 'it LL also a jonrner

o n a journey from Clod and back to 90d, and death is a part of. that jo,uney.

a vi..tmr but a stage along life's way: not a final state. The

, Is the restoration of ti's fullness of the kingdom. Thua. It is

.,rn I , n I.,. melt, tilt ''jr the Chrlsr.lan, 1,1 ht

t' he 11: tt. death an.; resurrection of Jesus, death 1135 1.. en

its They, In ten.: until:; of

r day."

For tne believer, thus story provides the meaning, the purpose and the value

It tell:: us tin,, tralaning, the purpose and the value

journ . making Is separated from this 4tory, it loses its perspectie.

i :pus uh I em ,or prf,ent .4.4, is that it is an age of tad)... I .

Si: demise ot relmoious values. we have ,ne of two very diverse substitute

Sed..inm tell, .1., that our ownpelsonal

Is the only value in life; that Suffering is an Cell to be avoided at all costs.
from

:',..,. the "in Vat libeA something sacred to an absolute. Life then becomes

,ho ul!Imate value and all procedures to 7aintain it become a moral requirement.

tesponse Is as idolatrons a% the first. It makes klf life not a gift

but an end and a qoal in itself, a new golden calf before which we may worship.

This is the viei4, one which I call a vitalist position, which is a. threatening

9
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. ze as ; Lois 2rd. 1..uf :ialler

death what Os. Emer..nn 2.111. so that

I, It Pc.ya a: en. r,y, .111,1" rr, an t Idated evt I .

Peatr., in tn.: hr LV Lan context, is not an au..c.,lete unmitigated, tw.al,

It r..ir rri the lisOan Crili.ilt Inn , a pitt the .

non,,; I e ,. part the )carnev which so totall`v

t e l l e v e r , I l l , . but i t 1 . , not !die ultImato ddod: an sIt 11. r

It In a 1 :1,Ited

rrir

r. ri..11,1., that life :s val,e :,..t

!' t

)r ThIfII, toe rho euro OI SLL

:111 .;1 frdmod Sr. terms sit- 5'r4.1C1Ortill 'Sr frndnial L.Jr<lcr; to toe

r r.ne 2,11 pred,s1,..sIt b-n ..hed.hysician belt nnnut, t,,c'

That iry:eren-.. oay may 'Int demand trea._Inent. As my colleaTre. Fr. Richard

...,....nergeo in I" th- arrugol, to survive, that the best

thvu,da, are. nor "private matters ti be left to the family and the

In InIant parents can and do

.1nd III n f porents , nneh a, 1110,o

make mistakes. To think otherdtse is to

,r11 .1
ti.aket with the Clinitrirrin of the dcci,. n.
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I : roe ty ri t he hand, of r.i. lit icrt...rn.

rt. 't ..1.: ;o1 0 7, tra,., 7(1.77 :to!. :tart ,air: t :tetttn.:

1:177./Litciar.n- attitudes that this f:ocietv would find en,ccoot,rd-

in the can.: of 1.xx...11 :;',/ildIC0:Ii2

.t r

tt-a tIt.r,!t wrIttotr.,

' !,1 "! ..0 It: .. ,t1 t(11

.1 77 SI.',A',.'h., ':111:k3r:11.1 1 :t

rfr.n ;tat:lent 17. terns "C..1.1St.,111.1L M,01,:.11 care" are

o .tt ::ectlat 01.47 it 110:;pital Center in Mist) inoton ,

, 111 1,, /1 .1 1 ,/ t 111 III.: '., :1,11 Cl 19'' ''I





Mandla).ped Children
...6n PartS. S.J.

"The potential exists in this rule for indefinite prolongation of futile ate

supports with attendant pain and suffering, misuse of scarce and vital medical

resources and enormous expense to the community." As he concludes, "If this

term includes all medical, surgical and life support maneuvers that are tech,:

possible, regardless of prognosis and likelihood of success, then those of 'as win

give intensive care to newborns hay, been rendered blind technicians, rol.hva

of our facilities of Judgment."

If the lniS regulation is an inadequate standard, what would

positive criteria to be applied? In 19)30 the Vatican Is)sed its "D'eclaration

L,a.hanasia" in wnich it discussed the means to be used t,. reserve

b. 10,s,;11:1, to make a correct ludament as to the means by lying tho 1.77o, o:

tz,.Itment to se use,:. its a of CCM111,,,t.,' or risk. its t ano

07 using It, ani romp.-in; these elements with the result that

takin; account tic, ltt u, tht. SICk i.ersnn and hl, Or nor

resourt,s."

}fuze the V.1ttcur has )dent I lied two ,dements tnJt ought to anchor ,;

in lfc,sustaining decisions: burden and benefit. This means that lif-suntain...

interventipns are not morally ebliaatory--for handicapped infants or :or anyone

if they are either aravelv harJensome or useless. These are, of course, value

Judgments not mathematical assessments. The evaluation of burden-benefit is not

always easy. Indeed, it :an he very borderline and controversial..

An earlier guideline Fr. %cCormick and I Jeveloued for dealing with handicapped

newborns focu,sed on the potential for human relationship, associated with the infant'.

condition. ("To Savo or Let Die: The Dilemma of Modern Medicine," Journal of

the American Mfdical Jnly FA, 074.) If that potential was simply non-

existent or be utterly submerged and undeveloped in the mere struggle to survive,

that young life had achieved its potential and no longer made life-sustaiving claims

BEST
CC: 11 AVAILABLE
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:Le:al....upped Children

Joh, J. Paris, S.J.

on out care.

That standard was admittedly general. It could clearly be misued and

scret:ned beyond recognition. But, we are co.vinced that it is fundamentally

suuna and that if further specified and concretized, can be helpful to families

physicians and society in making decisions in future Infant Doe situations.

We suggest the capacity for human relationships - -as a summary of the huretn-

benefit evaluation--can be further specified as follows:

1. Life-saving interventions ought not to be omitted for inst

or managerial reasons. Included in this specification is the ability of tht

niftacular f,raly. to cope with a badly disabled baby. Tt.is is likely re he d

controvaasta: ouideline because there are limy who believe that the child is

ult.tmaro t,Atm when narents unsuited to tho challenge of a ditadvtntaoe., I.

undertake the task. Stall, it remains an unacceptable eros!on of our r,,aact

life to aku the elf: of life once qi vca depend co the personalitle.; al,

emotional or financial capacities of the parents alone. 110 one ouunt to he

alluwed to 'lie simply because these parents are not up to the task. At this

point society has some responsibilities. To face tnese agonizing situations by

allowing the child to die will merely blunt society's sensitivities to its onf...-

filled social responsibilities.

2. Life-saving interventions may not be omitted simply because the baby is

retarded. There. nay be further complications associated with retardation that

7ustify withholding life- sustaining, treatment. But retardation alone, as b,..44i

Chief Justive ilivan of the. Indiana Supreme Court made clear, is not an indication

for non-treatment. To claim otherwise is a slur on the condition of tae retarded.

one that would mandate fundamentally unequal treatment of equals.

3. Life-sustaining interventions may oe omitted or withdrawn when there

is excessive hardship on the patient, especially when this combines with poor

22-024 0-83--7
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,pped
Ph.t,is. Z.:.

le.q., repeated cardiac surgery, low Prognosis trannplants, inoreasinol

it ,

higenization for low birthweicht babies).

4. Lite-stv,tainInq interventions may be omitted or withdrawn at a point

when it becomes clear that expected life can be had only for a relatively

Jrief time and only with the continued use of artificial life-sustaining

systems (e.g., Baby Stinson).

These norms, we bellev,, provide some guidance for the types of .asen Cr

Heir) the term "some guidance" must be emphasized. Concrete rules

sncn is the:, nu not make decisions. 1U ! do not rep lace,prudence ant aiiminj?.

They are simply atttmpts CO provide outlines of tin) .re,'

rut ,,:.)opt to enlinh:rn it. If good and loving !,:rents can maXe

I ' . y tic to IA:, Z-.f.t.

the rt,;nt. or 'aren't.

1J.

but doubts and agonizing problems will remain. Hence a certain range of

ca,,t.res must re aila,wed to parents. a certain margin of error, a n,rtrin npace.

:ran Cr developed which aid ut to judge when parents have exceeded the

:mot, a: human discr.,ticn. Toe./ cannot duvet every in.:Aimee where huamn ars-

nretion flirt intoriene to decide. The margin of error tolerable should reflect

lh,. nti,r oi thy .14,1,0. (which tends to narrow it). but also

cnavoidab:e nfertainty and dnubt (which rends to broaden it).

Responsibility for the Decision

It Is clear that the itRigmentn of burden and benefit arc value judgments,

moral choices. They are judgments in which, all things considered, the continuance

o: life, in eirhr called for or not worthwhile to the patient. Such twig:Dents are. ,
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Par' , S.J.

a, la ',:leat :tom remarks .,.!e above, the Onerous prerogative of those primarily

rniiliv toe the welfare of the familythe parents. When parents exerci se

preroqattve in a way that is questionably no longer in the best interests- .

of the iulantespecially by allowing the infant, to remain untreatedsociety ha,

the duty to intervene. That intervention can take many forms: legislation, crisl.

prosecution, child neglect hearing, etc. The purpose of such proceedings in I,

guarantee that the primary decision-maker acts in a responsible way, one that se

be able to sustain public scrutiny. We believe that public accountability ar,d

review, a review that guarantees that the values of the society are respected

.eaf ti$, can IA, invoked short of judicial intervention.

be hiproach to achieving that goal is found in the "Decisions to Forono

-ff,tf,f" Rop,,rt of the Presiaent's Commission for the Study of Ethic:41 7.rabl.,,

re Mediiine. There we read: The judicial responsibility to protect incompetent

fattonts IiCii necessarily best fulfIlle.i be judges taking upon themel..,s,

role of principal decision maker." Remoteness from the clinical situation anti

to kecp pace wi th the on-go:n:; fluctuations in the patient's conditigo.

particularly in a neonatal intensive care setting, are strong arguments in support

af that tnests. The Pei-tort favors having the parents decision in difficult

cases reviewed by an in-place, broadly based multi-disciplinary hospital ethics

committee whi..:n would be familiar both with the medical setting and with community

standard,. That consultative body, whicb would have an on-going charge of

,tandrd,i ol tre.itr,ni guidelines fur the in5LitUti0.,

would provide a framework for impartial but sensitive review of hard choices.

It would guarantee that the interests of the patient were being considered without

the formality and intensely adversariil character of a court proceeding.

If after all this, irreconcilable disagreement still persists, the Report

recommends referral to the court for the appointment of a legal guardian who
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woull be eopoweted tt. evaluate the options and make a decision "in the best

interent of the In!rant" The decision, of course, would be subject as a

last resort to judicial scrutiny.

We agree that this approach, one which Guarantees a discussion of the

issues with a concerned and disinterested "representative of the public"

at the same time insulating the aoonizing and tragic decision from the

of publicity and the distortions of political posturing, is a sehniLl ate,

desirable way to proceed. It is also a way of insuring that as a society 'cu

distinguish betweeh acceptable medical options and infanticide.

Senator DENTON. Thank you, Father Paris.
Dr. Ramsey?
Dr. RAMSEY. Our Nation is in a deep moral crisis, a crisis of

which road to take, the road of faithfulness to a fundamental prin-
ciple of Western moralitythe equality of lifeor the road of dis-
cretionary judgments concerning the quality of a life, permitting
private persons to weigh that life's inherent capability or its wor-
thiness to be treated equally, protected equally.

Whether we, Mr. Chairman, are explicitly religious or genuinely
humanistic, a fundamental agreement in our society has been the
equality of life, and our common verdicts have been against any-
one's privately accomplished discrimination against any other
human being based on that life's alleged or actual worth to others,
or its seeming or actual inherent comparative disability.

Equal protection of life can be violated by negligence, as we all
knoW, on the part of persons morally bonded to care. Not everyone
is an innocent bystander.

Physicians and nurses are bonded to care. And medical ethics,
like any other professional ethic, is only a special case of our
common morality; and can claim no, exemption from its overriding
norms.

Equality of life mepns, in a medical context, equal medical care
and treatment. Eq051 treatment does not mean relentless treat-
ment, abandoning a patient to modern medical technologies when
they can no longer help, but whose only effect is to prolong a pa-

, tient's dying that is inexorably on course.
Instead, by equal treatment we mean the same care relevant to

the same treatable medical condition for anyone who suffers it.
Similar treatment of similar cases is, indeed, simply a restate-

ment of the principle of equality.
A bowel obstruction or a heart lesion in an infant calls for the

appropriate operation to save its life. If a normal infant would be
so treated, likewise should be the care extended to an infant who is
a person who has Down's syndrome or Mongoloidisni

I do notag an infant who is a Down's or is a Mongoloid.
Of course, infants born defective, physically or rientally, and

those born without those defects are not observably similar; they
are not actually equal; and in important respects, ind they are
not equal.

101
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But in medically relevant respects they are equal, and as rights-
bearers they are equal.

To give any weight to an untreatable abnormality and withhold
life-saving operations on a bowel obstruction, or to withhold heart
surgery because of that, is not a medical judgment.

Physicians and families who wish privately, claiming immunity
from our common morality, to make such determinations and to
execute them negligently, are making comparative judgments of in-
herent- capability or of social worthiness for which they have no
competence.

Indeed, no one has such competence, morally.
As I understand it, cystic fibrosis is treatable; spina bifida we've

just heard is treatable. Persons suffering these defects should be
treated. To help them requires a series of procedures over a long
time.

If we hesitate to do this by measuring the quality of life that all
along or in the 'end can be delivered to them, to test that for dis-
crimination and unequal treatmentask yourself: What would we
do to rehabilitate a person, a normal child, who because of some
body-crushing accident requires a comparable series of incursive
operations and lengthy physical therapy, one who may, like many
spina bifida patients, still wind up in a wheelchair?

All the way from no treatment equally to hazardous trials, physi-
cian judgment has free rein. But it should not wander from the
line between those extremes by factoring in untreatable disabilities
as reasons for choosing to help one and not another patient.

If in some way Down's syndrome someday can be relieved, then
and then only will that important difference between some people
and others become a relevant clinical, medical matter, favoring,
however, the alleviation of that condition also and not only remov-
ing the associated life-threatening physical conditions now within
our power.

The Bloomington baby case demonstrates once again that to
insure a small human being's equal title to life, more is needed
than standards to be laid down by the medical profession and more
than national guidelines issued by the President's Commission.

Some source of law is usually needed to brace ourselves to be our
best amidst life's great dilemmas and the pressures and heat of
daily circumstances.

When I first heard, Mr. Chairman, that the main response to
this case might be President Reagan's directive to the Secretary of
the Department of Health and Human Services to refuse Federal
funds to medical centers that in future permit such negligence to
take place within their walls, I was dismayed.

Is money the only resource we have, I asked myself, to guarantee
the equal protection of life?

However, I have since learned better. And we all have heard
here today about the various administrative regulations, the public
laws that are on the books, regulative of Health and Human Serv-
ices which are only implemented by the interim rules the Secre-
tary has promulgated.

With the Office of Civil Rights within HHS, given provision for
prompt notice in such a case, no new regulatory powers, no new
law, no new legislationno more than clarifying revisionseem to

102
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me to be necessary to make it very clear that neglect is something
that can take place within a medical setting.

The Department proposes only prompt oversight and full use of
State and local enforcement agencies. My comments then need be
only two:

If this is not our national medical consensus, if it is not the medi-
cal moral behavior to be expected of professionals and parents and
of our medical institutions, this should be a decision consciously
and expressly madenot one brought about by incremental deci-
sions made by private parties more or less in secret until we come
to a time when we are told that the laggard equal protections of
the law have to be changed or be simply ignored in the light of ac-
cepted practice.

That would be to say that what becomes accepted defines the ac-
ceptable; that the way to tell what is desirable is to ask what is
desired.

I know no one competent in moral reasoning who would fail to
say that that is anything other than an absurdity.

What I mean here, Mr. Chairman, is that it would be more
honest and forthright to adopt a deliberated national medical
policy of delayed birth certificates, with standards by which we
decide who is to be admitted to the human race than for incre-
mental decisions made by private parties in medical settings to
become accepted practice,in our society.

And second, if medical centers are going to take the low road of
private discretionary quality of life decisions concerning defective
infants, there is to me no argument that can sustain taking 1 cent
in taxes of citizens at the Federal, State and local level in support
of such a policy.

If we are to privatize such life-and-death decisions they should be
truly and fully private in funding no less than in exercise; let those
who say such decisions are right, medically and morally, stand up
and say so and put their money where their mouths are.

I personally regret very much the apparent necessity to monitor
physician-family decisions in this way. Still this will hedge and
bother an ethical physician in no way. To ask physicians to step
back from the foreign territory of quality of life decisions is no
limit upon medical discretion in the treating of treatable ills of hu-
mankind.

It seems, therefore, to me that the complaint of the American
Academy of Pediatrics is baseless.

Of course, if you keep what an infant may need vague ertough to
be stretched to count an untreatable defect against savi,rir; its life,
then there might be confusion and disagreement over proper treat-
ment. But not if the regulations do not require prolonging an in-
fant's act of dying, but only the protection of that infant's act of
living, though it may live still with untreatable abnormalities
through appropriate nourishment and care.

It is my hope that this apparently intrusive notice and reporting
procedures will be an instrument never to be used because it need
not- be:Until that ideal day .dawns there is no more reason for
abandoning persons to private discriminatory decisions because
they are small, because of their physical or mental condition, when
they are voiceless and come into the human world in a hospital,
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than there is to deprive persons at large in our society who have
voices and may be discriminated against because of race or gender
or age, of the equal protection of the law that to date also requires
appropriate sorts of monitoring and reporting.

So I suggest to this committee that we ought not to enshrine in
medical practice or in law a new right, namely, the right to judge
in one's own case what is or is not medical neglect of infants.

And if that is allowed, Mr. Chairman, I would like to conclude by
suggesting that when you get your breath I want you to consider
getting the Federal Government off of us life-tenured professors in
the universities because we make as many subtle, diverse, compli-
cated decisions that only experts who know how to weigh carefully
the scholarship of one candidate against another could ever possi-
bly make. The public should know that; and you also should know
that we would never, never, neverwe have committees on top of
committeesbring in an incorrect or biased decision. Yet it is
widely believed that we experts may count gender and race in our
deliberations. So we are not to be, trusted in every respect. There
are bureaucrats in the Labor Department ready to be telephoned;
there's access to the courts, by which the privacy of these complex
decisions which are on all fours with medical decisions, may be in-
sured against discriminatory practice.

[The prepared statement of Dr. Ramsey follows].
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Our nation is in a deep moral crisis, a crisis of which road

to take, the high road of faithfulness to a fundamental principle of

Western morality -- the equality of life -- or the low road of dis-

cretionary judgments concerning the quality of a life, permitting

private persons to assess that life's inherent capability or its

worthiness to be treated equally, protected equally, as any other

life would be treated and 'protected.

In our moral heritage, equality of life stems from the_tradi--

tions of the religions of Western culture,- whOie teaching is that

each of us has his title to life from God, from not only nature but

nature's God, and certainly not from any State's or societal or

private judgment thal that life may or may not be entitled to

equal care and protection. In my view, the equality of life can be

sustained as a fundamental principle by acceptable notions of the

equal dignity, equal claims, of any life in a valid, truly humanistic

morality. So whether we are explicitly religious or'not, a fundamental

**Harrington Spear Paine Professor of Religion, Emeritus,
Princeton University. Author of The Patient as. Person (Yale, 1970)
and Ethics at the Edges of Life (Yale, 1978).
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agreement of our society has been the equality of life, and our

common verdicts have been against anyone's privately accomplished

discrimination against any other human being based on that life's

-alleged or actual worth to others or its seeming or actual inherent

comparative disability.

Equal protection of life can be violated by negligence, as

we all know, on the part of persons morally bonded to care. Not

everyone is an innocent bystander.

There is no such thing as an ethics of the medical and help-

ing professions simply because they have experfrse that ordinary

citizens do not possess. Any professional ethics is only a special

case of our common morality, and can claim no exemption from its

overriding norms. I state this connection as follows: if private

persons, including physicians, are to make discretionary quality of

life judgments, that will be our common morality as a nation. If,

on the other hard, ours is to remain a civic righteousness based

on the equality of life, no such capability or social worthiness judg-

ments can be allowed. So we stand before a fyndamental choice:

between life equal and death by discriminatory judgments for our

whole sciciet and for all futures.

The :First battlefield between the "moral" forces is described,

in law, as homicide by some kind or degree of negligence. The

struggle is first joined 'over the youngest claimants to equal protec-

tion among us. (Why this should be so I comment on later.)

Equality of life means, in a medical context, equal medical
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care and treatment. By equal treatment we do not mean relentless

treatment, abandoning a patient to modern medical technologies

when they can no longer help, but whose only effect is to prolong

a patient's dying that is inexorably on course. Instead, by equal

treatment we mean the same care relevant to the same treatable

medical condition for anyone who suffers it. "Similar treatment of

similar cases" is,indeed, simply a restatement of the principle of

equality. To favor and acknowledge equal claims to life requires

practical wisdom in distinguishing between morally relevant and

morally important similarities and irrelevant or unimportant ones.

We do this when we say, "Never tell a lie except to save someone's

life from the Gestapo," and Know it is silly to say, "Never tell a

lie, except on Tuesday to an Irishman with a wart on his nose."

The former details make an important and morally relevant dif-

ference in what is right to do; the latter do not; but both point

to similar situations that are possibly repeatable. Yet we rightly

say that anyone similarly situated should do the same in speech

to save life, if we say that we should. Still we know well enough

not to say that the latter excuses lying in our case or anyone's.

Now, some illustrations in a medical context. A bowel

obstruction or a heart lesion in an infant calls for the appropriate

operation to save its life. If a "normal" infant would be so treated,

likewise should be the care extended to an infant who is a person

that has Downs syndrome (or Mongoloidism) -- I do no#say an

infant who is a Downs or is a Mongoloid. Of course, infants born
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defective, physically or mentally, and those born without those

defects are not observably similar not actnally, equal and

this in'imbortant respects, but not in medically relevant respects.

To give any weight to an untreatable abnormality and with!nold a

life-saving operation on bowel obstruction,or to withhold heart..

surgery because of that, is not a medical judgment. Physicians

and families who wish privately, claiming immunity from our common

morality, to make such discriminations and to execute them

negligently, are making comparative judgments of inherent capa-

bility or of social worthiness for which they have no competence. .

If but only if Downs syndrome someday becomes treatable

in some way will that important difference among infants become

a medically relevant consideration. Or for that matter, being born
with low grade I.Q. Would it not be unconscionable if ever anyone

seriously said that an indicated treatment zhould be withheld from

this particular patient because if saved he would still have only

the same old moronic existence? Or if someone said of a patient
0".

so incompetent as to be unable to consentto dissent that if he

were intelligent and lucid for a moment, and took into account

his incompetence, he would decline to live under those unacceptable

conditions; and so impute to that patient a refusal of treatment,

and act accordingly? I.Q. is not a relevant consideration in a

hospital setting; but I suppose it may be in preventive community

medicine, broadly understood, and in public policy that may have

effect upon poverty, the proper nourishment of pregnant women

1 Os



102

- 5 -

to prevent premature births, child care, or the training of

defectives.

As I understand it, cystic fibrosis is treatable. Spina

bifida is treatable. Persons born suffering these defects should

be treated. To help them requires a series of proceduresover A

long time. If we hesitate to do this by measuring the quality of

life that all along and in the end can be delivered to them, to

test that for discrimination and unequal treatment ask yourself,

What we would do to rehabilitate a perfectly normal child who be-

cause of some body-crushing accident requires a comparable series

of incursive operations and lengthy physical therapy -- one who

may, like many spina bifida babies, still wind up in a wheel chair?

But some spina bifida babies are born dying. To start

treatment would have no other effect but to prolong their dying.

They should be let die. Tay Sachs babies are, after six or so

months, on an irreversable course of dying, which may take several

years. To betube them and deliver high caloric nourishment does

nothing to cure or care , and cannot for they fare irreversibly

dying (which is quite different from having a "terminal" illness).

I do not see how any of the above can be said to limit a

.,,,,physician's medical discretion. What is excluded is only non-

--medical judgments of comparative worthiness. That is a corruption

by overextenSion,of the debit of proper discretion to treat the

medically treatable t similarly and equally.

Nor is physician discretion excluded -- or required to be

I0 9
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infallible -- in deciding not to start or to intervene to stop

relentless machines that have no other effect than to prolong the

dying of the dying. Again the same treatment is the test, in

similar cases. A baby too premature to be saved calls for no

attempts to do so to be instituted, although born a month later

that baby would have been a normal and highly intelligent child.

The same condition of prematurity in the case of a baby having a

serious genetic abnormality likewise warrants no vain attempts to

be instituted. Here the same -- equality of care -- means no

treatment to be extended to either dying infant. No morality re-

quires anyone to do the useless, and what at tEe same time can

only prolong the dying process. But our common morality does

require the same for both the normal and the abnormal who are

equally in need of equal treatment of all their treatable (i.e.

medical) problems.

Two celebrated cases in my experience demonstrate the rapid

decline from equality-of-life practice to quality-of-life practice

during only about ten year's passing time in t t s country. While

the outcome was the same in each case -- a babe was let starve

to death in a medical setting -- there are significant differences

that tell us a great deal about what was the day that was in
of

medical morality, and in the legal enforcement a small htirnan being's

equal title to life.

"The day that was" was when the 'unquestioned ethics of the

medidSI profession and the practice of all our great medical centers

was clearly that of equal protection. If parents of a child needing

medical care refused the necessary consent, hospital administrators

took the case before a judge, tobtained temporary custody of that

1.10
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child, and gave the life-saving medical care. This was proper

acknowledgment.of the fa:ct that when an infant is born there

devolves upon every person surrounding it (parents unless

they relinquished custody nurses, physicians, administrators)

an absolute obligation to care for a nu protect that life, regardless

of what might be their variable sentiments or wishes.

Ten years or so ago a film was made simulating a decision

made at the Johns Hopkins University Medical Center that was

shown at a conference here in Washington, sponsored by the

Joseph P. Kennedy, Jr. , Foundation. The case was that of an

infant with Downs syndrome, who had a bowel obstruction requiring

a simple enough operation to remove, an operation that certainly

would have been given to any normal infant. Without the mother's

consent, the operation was not performed. The doctors did not

even provide the child with IV nourishment (requiring no consent)

to give the mother time after the trauma of such a birth to consider

later whether to consent to the operation. Instead, the infant was

allowed to starve to death over 15 days.

I said to a doctor-friend of mine at Johns Hopkins, not in-

volved in the case and whom I admire very much, that if the hos-

pital was not going to seek temporary custody from the courts

those parents should have been faced with the necessity of taking

the child home to die. That, he said, would have been "cruel" to

them. But who was cruel to the infant, I asked; to the nurses

who were forced to watch the baby slowly starve to death, the
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father calling every day or so to inquire as to its condition.

My point was simply this. The hospital and its personnel

should not have been accomplices in medical negligence. If they

were not going to place the case in the public forum by an appeal

for temporary custody, the parents should have had to take that

infant out into the public forum where their child abuse or negli-

gent homicide might have been noticed and prosecuted -- instead

of hidden behind hospital walls, that death brought on by their

entangled co-conspirators (who were professionals) and not by

them.

Now only a it-ief time later we have the case of the Blooming-

ton Baby. "Baby Doer' he or she was called, thus protecting from

direct public scrutiny the parents and the physicians of the

Indiana University Medical Center. This case got into the public

forum, but I know not whose agency in calling the matter to the

attention of a prosecuting attorney. An injunction was sought in

time to save the baby. Several families asked to be given custody

of the child. The judge denied the injunction, and then also re-

fused to stay his ruling to allow time for appeals to be made

through the courts above. While the attorney was on his way to

Washington to try to get a Justice of our Supreme Court to stay

the death-dealing- negligence until the case could be heard and

concluded, Baby Doe died.

Since starvation (like pregnancy) won't wait, is it not

standard and expected legal practice, in a life or death matter

112
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such as this, for a judge to stay his ruling until that ruling can

be appealed and reviewed? Concerning the parents' preference

to retain their natural custody, and exercise it to death, the

question to be asked is: Does' a woman's right to control her

reproductive life extend to the right to see that no child bearing

her genes (or those parents' genes) shall remain. alive. Is a de-

fective infant only a "product of conception"?

The Bloomington Baby case demonstrates that more is needed

than the President's Commission's Report however influential

that may be. Some source of law is usually needed to brace us

to be our best amid life's great dilemmas and the pressures and

heat of daily circumstance. As Martin Luther King used to say,

the law can't make you love your fellowman, but it can make you

treat them justly. The law can't teach you to be what he believed

was a truly virtuous person, but it can teach you to act as if

you are, in many respects important to others. The law can, at

least, help to insure that the moral history of this nation is not

outrun and overrun by its medical and scientific history.

When I first heard that the main response to this case

might be President's Reagan's directive to the Secretary of the

Department of Health and Human Services to refuse Federal funds

to medical centers that in future permit such negligence to take

place within their walls, I was dismayed. Is money the only re-

course we have, I asked myself, to guarantee the equal protection

of life? Should not the chief legal officer of our nation -- the
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Attorney General of the United States -- or the Department of

Justice have been the first.Voice heard? 'Or the Chief Justice

of the Supreme Court? Or =-='binCe in obi-. Feder'al system' the

States have police power -- should not some Association of

States' Attorneys General have spoken, to brace all officers be-

low them to the enforcement of equal protection?

These were my questions, and they still are the fundamental

ones, since at stake is whether equal protection enshrined in

our laws shall- be eroded by discriminatory quality-of-life deci-

sions by private parties -- this time with the complicity of courts

and lawyers who acknowledge not the law they are sworn to uphold.

However, I have since learned better the administrative

regulations in place in Health and Human Services that are only

implemented by the interim rules the Secretary has promulgated;

and also more about the Congress' responsibility to promptly and

appropriately revise the "Child Abuse and Treatment and Reform

Act."

There is an Office of Civil Rights within the Department of

HHS, and in cases of other sorts of discrimination prompt notice

and complaint procedures have well served the cause of equality.

I need not quote Section 504 of the Rehabilitation Act of 1973

which expressly protected handicapped individuals from discrimina-

tory neglect with Federal Funds. No new regulatory powers need

be brought into play, nor are any proposed in the interim rules.

Moreover, the Department proposes only prompt oversight, with

22-024 0-83---8
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full use of State and local enforcement agencies. 1

My comments, then, need be only two. (1) If this is

not our national moral consensus, if it is not the medical-moral

behavior to be expected of professionals and parents, and our

medical institutions, this should be a decision consciously and ."

expressly made, not one brought to pass by incremental decisions,

made by private parties, more or less secret, until we come to

a time when we are told that the laggard equal protections of the

law have to be changed, or be simply ignored, an,the light of
,

accepted practice. That would be to say that what is accepted

defines the acceptable: that the way to tell what is desirable is

to ask what is desired. I know no one competent in moral reasoning

who would fail to say that that is an absurdity.

If we mean to allow comparative quality-of-life judgments in.

a medical context, instead of proceedirig that way as if we do

not know what we are doing, or only letting happen, it would be

at least more honest and forthright to adopt the policy of "delayed

birth certificates" so as to have time to choose tthose of our progeny

that are to be admitted to the human race. That would be at least

some sort of equality, and similar treatment of similar cases. No

.infant would have a right to complain that he or she was discriminated

against arbitrarily.

(2) If medical centers are going to take the low road to

private discretionary quality-of-life-decisions concerning defective

'Nondiscrimination on the Basis of Handicap, Federal
Register, Vol. 42, No. 45, Monday, March 7, 1983.
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infants, there is no argument that could sustain taking one cent

of the taxes of citizens, at the Federal or State or local level,
in support of such a policy. If we are to privatize such life and

death decision, they should be truly and fully private, in funding
no less than in exercise. Let those who say such decisions are

right, medically, and morally, stand up and say so; and put their
money where their mouths are.

I personally regret very much the apparent necessity to

monitor physician-family decisions in this way. Still this will

hedge and bother an ethical physician in no way. And it is the
profession and hospital administrators who have so rapidly abandoned

the practice of seeking court awarded custody of an infant in order
to give it medically indicated care and treatment. In this they
have stepped on foreign territory. To ask them to step back is

no limitation upon medical discretion in treating the treatable ills
of humankind.

The complaint of the.American Academy of Pediatrics is
clearly baseless. Of coursitll you keep what tan infant may

need vague enough to be stretched to count an untreatable defect

against saving its life, then here might be confusion and disagree-

ment over proper treatment. But not if the regulations do not

"require prolonging the act of dying [in normals or in defectives] ,

but rather protecting the act of living [despite untreatable abnor-
malities] through appropriate ounshment and care."k In the

1
Surgeon General C. Everett Koop, as reported in The New

York Times, March 23, 1963, p. A15, with my own bracketted inserts.
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cases 'pf deliberate starvation, I have not heard that while with-

drawing caloric feeding the physicians arranged a drip that can

prevent dehydration while slowly wasting away from lack of nourish-

ment. So first, these babies were caused to die, and then they

were not comforted and cared for in the process of dying.

Moreover, perhaps ethical physicians will be braced --

and the consciences of others awakened -- by the President's

Commission's guidelines. Perhaps systemic or institutional reform

will be brought about. In that case, the apparently intrusive

notice, reporting and monitoring procedures -- and anybody's

telephonic connection with the Office of Civil Rights of Health and

Human Services -- will be an instrument never to be used, because

it need not be. Until that ideal day dawns, however, there is

no reason that I can see for abandoning persons to private dis-

criminatory decisions because they are small, because of their

physical or mental condition, when they are voiceless and come into

'="the human world in a hospital, than there is to deprive persons

at large in our society, who have voices, and may be discriminated

against because of race or gender or age, of the equal protection

of the law that, to date, also requires appropriate sorts of

'...-,.monitoring and reporting.
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Senator DENToN. Thank you, Dr. Ramsey.
Before we begin the questioning of this panel I would like to an-

nounce to the four in this panel that following in one more panel
we do have a family from Connecticut who have adopted 11 severe-
ly handicapped children; and I announce that for what it's worth
in case you care to stay around and meet them.

Dr. Little, I would bd the last to pretend expertise in this field.
I'm not a doctor. My brother is. He has informed me many times
about the evils of governmental intervention in medical decision
and so on. And I am also aware of the complexity of this issue. I
don't think I have all the answers.

I do believe that we'd like as human beings to sort of choose up
sides and argue about things and turn them into more diverse a
nature than they really are.

I believe that this particular sign that we're talking about in this
particular regulation is really aimed at a relatively narrow and rel-
atively newly discovered area in which we can become more specif-
ic and more informed and that the sign and regulation are nothing
more than focal points around which that might become possible.

That's my own particular view of this matter. I don't mean to
present myself as a "social medicine type" as I am not.

But I would address your remarks. I think you have propounded
very well what you must propound given your position and most
assuredly your convictions.

But you say the rule violates physicians' and hospitals' abilities
to exercise their professional medical judgment in the best interest
of their patients.

What bothers me about that is the knowledge imparted by the
TV script and by other anecdotes to the effect that parents once
advised by physicians against their own wishes have expressed
gratitude that they didn't follow those instructions; and that in
particular the doctors in one of the anecdotes in the film were ad-
vising what seemed to be in the best interests of what they per-
ceived the parents' well being to be, rather thanl that of their pa-
tient, the child.

And I find that contradictory in your opening statement. Would
you care to comment on that, sir?

Dr. LITTLE. Well, I think youthe way in which you've intro-
duced the question, asked the question, made it very clear that
we're really not talking about black and white. We're talking about
large spreads of gray.

Senator DENTON. If you would yield on that?
I believe that there are large fields of gray in many areas of

medicine. I think what we have come upon is an area in which we
may be able to delineate more clearly that which is right and
wrong in a specific area, or areas, of medicine. I think that's what
the Surgeon General believes, and what I am persuaded to believe.

Dr. LITTLE. Well, Senator, if I interpret your question properly
let me say I agree with you about the issue that something needs
to be done with this particular group of patients.

And I will maintain that the medical establishment has not been
keeping this issue under a bushel basket. It's been out in the open.
The Kennedy Foundation put a film out on it, et cetera.
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The problem really is, and I speak as a practicing neonato)ogist
and a very concerned individual, that the sign, the process, that
has been invoked here really can and does have deleterious effects.

We don't try to, do anything up until now about our hospitals
and -health professionals except to support them in a fiddciary way,
in a trustful way. And to have a family that comes in to have a
baby, which, even having a normal baby is a bit of an anxiousyou
know, it gets the juices up; it's an anxiety-producing timebut to
have an abnormal baby is an extremely disruptive time.

And these signs, the way they're phrased, really imply, you
know, look over your shouldersomebody might not be doing the
right thing. I don't believe the Academy of;Pediatrics or I, person-
ally, or the consensus of people in all the health professions would
deny that there's an issue that needs attention.

But to give it attention and try to solve it in this hurried and
contrived way is inappropriate.

I hope that answers your question, I'm not sure.
Senator DENTON. Well, I certainly acknowledge your good will

and the honesty with which you addressed it.
I think Dr. Koop acknowledged that this is not a perfect regula-

tion.
But I still believe, and I wish to be persuaded otherwise, that the

regulation here might be better made than not made. It's needed
not because doctors as a group are bad. I rather think they are
among the more altruistic and better intended professionals of the
world.

But doctors can fall into the sort of lassitude Dr. Ramsey was
talking about; and I am referring to the overall societal trends in
the United States as being less attentive toward the pursuit of lib-
erty and pursuit of happinessof other individuals. The pursuit of
happiness and liberty is something that one must keep in mind as
being not reserved for one's own instant self-gratification or even 5

years of enjoyment, but for everyone.
And that child's quality of lifehow would you judge it on a

scale of 10?
I must say that the most joyous moments of my life I have spent

without being able to move a muscle; and in considerable pain for
long periods of time. I couldn't have achieved that quality of life. I
have been on a zero on a scale of 1-to-10 quality of life in terms of
my happiness when I was bathing myself in luxury.

So I can feel for an individual who's handicajaped. I found myself
unable to communicate with normal, none physically-handicapped
people, when I came home from prison. Only the handicapped
could understand what it was I was 18 inches off the ground about.

And, therefore, I have problems, too, with this quality of life
idea. Quality relative to what?

To them life is infinitely important, and to them it is infinitely
endowed by their Creator. And I believe they are entitled to it. And
I think we should be less hastyshould the word "hasty" be
usedin rendering yes or no to that person's right to life.

And that comes in with Father Paris' bit about life and death
are part of a journeyI go along with that. But I get pretty reti-
cent about who's going to decide when it is I take this latter part of
this journey.
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So I believe that we're all speaking here from good will. I believe
that some of us are speaking from more expertise than others rela-
tive to the relatively narrow spectrum of medicine which is truly
involved here. That s my honest-to-goodness belief about this dis-
cussion.

I'll turn it over to you now and then come back; OK?
Senator NICKLES. Thank you very much, Mr. Chairman.
I appreciate the comments, the very thoughtful comments, by

our panelists, and also the expertise which you have in this area.
Dr. Mc Lone, a couple of questions:
You mentioned there's still a significant number of children that

are born with spina bifida that are not treated? Is that correct?
Dr. MCLONE. Well, I don't really have a good incidence number.
I can give you what I think is going on.
If you look at the population that I treated in the last 200 chil-

dren, there are about, out of 100 children, there are about 15 chil-
dren who come to our facility late. They have been in some other

ihospital, in my opinion, being denied proper early treatment.
They ultimately get transferred to us. The reasons for those are

varied:
Somewhere between -5 and 15 percent of children were denied

early prompt treatment both because of lack of available informa-
tion to the physician and to the parent. The physician was using
criteria which, I think, has been shown to be completely unreliable.
They were instructing a family using that criteria, and they togeth-
er made in my opinion a decision not to treat a child based on lack
of information.

And that number of children I think is somewhere between 5
and 15 percent. But that may be the tip of the iceberg.

My reason for coming here is to point out that there is in fact a
problem, that there are children being denied not food and water,
in my experiencebecause I don't see those cases I know are-re-
portedbut in my experience they're being denied prompt appro-
priate treatment.

Senator NICKLES. You mentioned in most cases infants are not
denied food and water?

Dr. McLoNE. I can't think of a case in the group that I'm famil-
iar with, the spina bifida children, in which the child was denied
nutrition, food and water.

Senator NICKLES. There's possibly a significant number that are
denied any operation?

Dr. McLoNE. Right. And as Dr. Koop mentioned I get phone calls
from nurses who have over the years trained with me at Children's
Hospital and from physicians, and there are children at hospitals
in the Midwest where spina bifida children are not treated, and
die; because of a lack of treatment.

Infection ensues and they, in my opinion, are born living and ac-
quire a fatal illness due to inactivity.

Senator NICKLES. You were brought into the case which I men-
tioned earlier, I believe; isn't that correct?

Dr. McLoNE. Yes.
As the managing physician, and as the physician who cared for

that child, I think it would be inappropriate for me to comment.
And I think Dr. Little's point is well taken.
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Let me just again point out that the problem in almost all of the
casenot speaking specifically to this casebut ir all of the cases
that I have been involved in, in which the child is ultimately given
what I consider proper care, has been the fact that the physician
was operating under information that was not valid at the time,
and for a variety of reasons had not sought consultation from
somebody who was conversant with the disease he was dealing
with.

I think if we can find a mechanism to make an appropriate con-
sultation available to families and physicians who are confronted
with the disease in which they may have seen only one or two of
these children in their entire practice, if they can get expert con-
sultation and expert diagnosis of what is appropriate treatment
and so forth, themn all of the 20 cases or so that I can come up
with in our clinic, those cases were all turned around simply by
making families aware of what's available and what's the likely
outcome to be.

Senator NICKLES. Can that information be dispensed through Dr.
Little's publication or other publications?

Dr. McLoNE. I think the American Academy has spoken to that
in their committee, and I think that's perfectly appropriate; and
that is probably the best way, is to get education through the com-
mittee to the pediatricians, if not to make them totally conversant
with these few diseases that they may only rarely see, at least
make them aware of lines of communication to get to expert con-
sultation, so that appropriate decision can be made for the new-
born.

Senator NICKLES. Dr. Little, here's a question in a similar vein.
I'm trying again to get some kind of feel for the problem. You men-
tioned that there is a problem and there has to be some change.

You didn't particularly agree with the administration's proposal.
I don't know that it's perfect, either.

I think you called for an ethics committee or something, along
that line.

In your opinion, is this a significant problem? Is it an increasing
problem? Is the legislation, section 504 sufficient if it was enforced,
or if it was better known in the medical community?

Dr. LirrLE. There are several questions, I'll try to get to them as
quickly as I can.

The law, 504, as far as I know personally has academy support,
fully.

The issue of changing technology, changing medical knowledge,
and getting that out into society as a whole, is a generic problem.
It's not different than changing knowledge about the body of law.
It's a generic problem.

That means that the medical infrastructure, assisted by the Gov-
ernment and so forth, is going to do its doggonedest to get a system
of postgraduate education and so forth out there.

I agree with Dr. McLone that that's a basic problem in spina
bifida, for example.

That's the generic problem of which we're seeking a solutionto
try to get systems and things underway and strengthen existing
ways to deal with the problem, which are onscene and do work.
And I'll be perfectly happy to support with additional testimony,
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fbr example, information about regional perenteral care systems
which have been supported by the Federal Government and insti-
tuted by the Federal Government and which h.ve kind of consulta-
tive channels that Dr. Mc Lone talks about; the Academy of Pediat-
rics and Obstretrics and Gynocologists is soon to come out with a
manual in an attempt to deal with this generic problem of diffu-
sion of information and changes in approaches ou+ into thLt medical
establishment and society as a whole.

Senator NICKLES. You mentioned also that there was relevant
data available through your academy or through some other medi-
cal professional.

Could you supply that to the committee?
Dr. LITTLE. What I tried to mention I believe, and correct me if

I'm wrong on this, is that the statement was made by Dr. Koop
that this is a known and increasing problem.

And I think there is an equal amount of authoritative opinion
and so forth that the problem is known and decreasing.

Senator NICKLES. Could you supply that?
Dr. LITTLE. And we will try to get some of that information to

you.
I would also state that part of the solution to any problem is an

adequate, obective data base; and I suggest that we wouldn't be
here talking this way today if there was an adequate, objective
data base.

Senator NICKLES. if you had knowledge of a physician treating a
child born with spina bifida and the physician recommended to the
parents, or -maybe the parents recommended that ;io treatment
would be made, would you concur with that? Should the Govern-
ment get involved in any way?

I was going through a lot of your comments, statements, which I
would generally concur with that we must not have greater Feder-
al Government involvement; but conversely, should there be Gov-
ernment involvement in those cases where we have a physician, as
the one who testified on the film clip, that it was his opinion that
discrimination should actually take place if the child was going to
be severely retarded, et cetera?

Dr. LITTLE. Yes, it is the function of Government in my opinion,
and I think the academy's opinion, to have enlightened and helpful
involvement by Government.

I tried to use the example of the institutional review board in
biomedical research to try to point out how the Government, work-
ing in conjunction with professional groups in the medical profes-
sion and so forth, has really been helpful in solving problems
which have real difficulties.

Our position at this time to what came out on March 7 is not the
principle of law, or the fact that kids need help or handicapped
children, and so forth. It is the fact that this process has not re-
ceived adequate testing in light of day, and in our opinion, it really,
is going to be harmful in many situations.

Senator NICKLES. Thank you, Mr. Chairman.
Senator DENTON. Thank you, Senator Nickles.
Dr. Little, you have raised the issue of Federal intervention and

you mentioned haste here; and it's certainly a valid position to
take.
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Your own task force on pediatric education report, the AAP's
Task force on Pediatric Education Report, states that: "The care
provided to children with chronic handicapping conditions contin-
ues to be grossly inadequate"and I'll just underline the word
"grossly""although pediatricians are uniquely qualified to pro-
vide this care, too many resident programs underemphasize this
aspect of pediatrics."

And then in a survey 40 percent of the pediatricians responding
to it say that their residency experience was "insufficient in pre-
paring them to care for patients with various manifestations of
chronic cerebral disfunction." Another survey reports that practic-
ing pediatricians were significantly more pessimistic about the ulti-
mate abilities of mentally retarded adults than psychologists and
educators who worked closely with retarded after they leave the
nursery.

I believe that proves what you were saying, that this is being
aired in the medical profession, and to its credit; because it is open
and honest.

I believe on the other hand it does indicate that there may have
been a stage reached at which there should be some sort of mani-
festation which might be usefulgovernmental manifestation
which might be useful in accelerating the knowledge which physi-
cians say they lack, in disseminating it and in resulting in chang-
ing attitudes on the part of doctors who might be unaware of
recent breakthroughs.

So I again acknowledge that socialized medicine is not good, Gov-
ernment intervention is not good; but when it reaches this stage as
described in your own manuals and discussion, I don't think it's too
hasty to put in something as mild as has been proposed.

But I would ask your comment on that? \Dr. LITTLE. Well, I think that's a very good example and I wel-
come the comment.

That document which you refer to was not put out only by the
Academy of Pediatrics, the Task Force on Pediatric Education was
put out by multigroups, pediatric department chairman and a
number of psychiatrists and so forth. It identified deficiencies in
pediatric training.

Changes have come about in pediatric training because of that.
And I can vouch for that in my own department where we have a
primary pediatric care residency grant.

Those changes came about because, Senator, the Government got
involved; the Office of Health Manpower got involved, and has
helped bring ab,,ut those changes.

And so the issue of additional training and handicapped in ortho-
pedics; developmental problems, and so forth, has been addressed
in an objective and logical fashion.

Now, the underlying problemand Dr. Mc Lone has talked about
thisis just what are the resources that are being allocated to
handicapped kids and pediatricians so they can further understand
what's going on?

We really need to look very carefully at the issue of human serv-
ices for children who often turn out to be disenfranchised.

nu. t your example I think supports my contention that an objec-
tive, aggressive, coordinated effort by the Feds and by the private
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sector and the professional groups and so forth, works; and it's oc-
curring in the eighties.

Senator DENTON. Well, I'm all for the coordination. And I just
hope that the re elation isn't considered an omen of over-interven-_-
tion to be developed in the future; because I personally still support
it.

Father Paris, I have before me your statement by Rev. Edward
M. Bryce on behalf of the Committee for Pro-Life Activities of the
National Conference of Catholic Bishops. This document pertains
to the interim final rule, nondiscrimination on the basis of handi-
cap, published in the Federal Register March 7, 1983.

Speaking for the Nationc.1 Conference of Catholic Bishops, Father
Bryce says in reference to this issue we are discussing, the sign in
the hospitals and so forth, "The new interim final rule adds noth-
ing substantive to these principles. It simply provides for reporting
of violations and facilitates corrective actions so that lifesaving
treatment can be provided in emergencies. The notice is to be
posted in federally funded hospitals therefore refer only to cases in
which a handicapped infant is being discriminatorily denied food or
customary"underlined"medical care"that's the end of the
quotes.

"Several remarks can be made," and I am continuing to quote
his article"several remarks can be made at the outset concerning
this legal development. One, the regulation is perfectly consistent
with Roman Catholic declarations on the dignity and rights of the
handicapped infant. For example, the Pastoral Statement on
Handicapped People issued by the Bishops of the U.S. in 1978 con-
demned the denial of 'ordinary and useful medical procedures' on
the basis of a child's handicap."

It goes on and develops tlrat, and point two, "there is no contra-
diction between these regulations and Catholic moral teaching on
the withdrawal of medical treatment. This teaching emphasizes
that the deliberate omission of necess.thu) sustenance in order to
cause death can be equivalent to murder," and he goes on about
that. I.

And his third point here is, "the regulation also is consistent
with American legal traditions regarding the State's duty to pro-
tect children from neglect of parents and physicians."

From your statement I gather that that's not entirely in conso-
nance with your views. The Vatican also stated that "the deliber-
ate failure to provide assistance or any act which leads to the sup-
pression of the newborn disabled person represents a breach not
only of medical ethics but also the fundamental and inalienable
right to life."

That was from the statement on International Year of Disabled
Persons, 1981.

It appears that there is an inconsistency between some of the po-
sitions you took and those of the Vatican, in particular regarding
the regulation.

Father PARIS. Well, I think there was no inconsistency, Senator.
There's nothing inconsistent with Catholic teaching in saying

that clearly we should provide customary care. That's clear.
a
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I surely, certainly, agree and believe that the Government ought
to insist that ordinary and customary care be provided and that no
one be denied it discriminatorily because they are handicapped.

The question that arose here is: Is a Federal regulation of the
type that was issued by Department of Health and Human Serv-
ices, the best way to achieve the goal which Dr. Little and this
committee and I all agree is a good goal: The protection and assur-
ance that no one is discriminated against because of a handicap.

I think it is overly blunt and yesterday I had occasion to attend a
meeting of theall of the pediatric neonatologists of Metropolitan
Washington, a meeting at Children's Hospital, and it was clear
that already there have been very adverse impacts upon the prac-
tice of medicine because of this regulation.

Children's Hospital, itself, has received children whom outlying
hospitals have clearly convinced .are dying, and there's nothing
they can do; and they send them in to Children's Hospital, lest
they be accused of not giving all the possible care that could be de-
livered.

And so Children's Hospital in Washington now is being burdened
by children for whom there's really no care that they can provide
different from the community hospitals, but which the community
hospitals have now in light of this regulation are afraid to treat.

Senator DENTON. Well, I think we're being very reasonable now
about the way we're discussing this thing, not that we ever had di-
verted from that.

But Father Bryce does go on to say in the National Catholic
Bishop's statement, after having approved the regulation, that:

Although the Catholic health care system has willingly implemented this new
regulation, some medical organizations have voiced objection. They claim the regu-
lation interferes with sound medical judgment and imposes new legal burdens on
physicians and hospitals. This charge seems premature at the very least. The regu-
lation makes the proper distinctions in this area and there's no evidence that it will
be enforced arbitrarily or unreasonably.

That's at least what this paper maintains. So I think we're talk-
ing about degrees of reasonableness of intervention; and I hope
that we can at least achieve an agreement that nothing dire is in-
tended and it's a matter of whether or not there is too much or too
little governmental intervention.

I must say that as a Senator I tend to agree with Dr. Ramsey
and Dr. McLone; but I have no less respect for what Dr. Little and
Father Paris have had to offer. That's the only reason I'm not
asking Dr. McLone and Dr. Ramsey any questions.

Senator Nickles?
Senator NICKLES. Father Paris, to follow upI listened attentive-

ly to your statements and find myself agreeing with most of the
things that you had to say.

I might reiterate and I m assuming that you were here when Dr.
Koop made his statement?

Father PARIS. Yes.
Senator NICKLES. I heard probably three times, I think, during

the course of his statement that this rule was not to be interpreted
to not prolong dying.

And I heard that strong throughout your statement, and you've
repeated it again. I think it's worth mentioning. I don't think that
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by this regulationI've read the regulationI don't read that into
it.

Maybe that's an overreaction by some hospitals or what, I don't
know; and maybe some clarifications might be made by HHS to
make sure that that is communicated.

Father PARIS. The regulator may say, "we do not intend this,"
but surely the recipient of that becomes quite nervous at the
thought that all of their Federal funds are going to be taken away.

I had occasiiirt-lat night to attend a dinner with some six physi-
cians, I believe, one of whom is medical director of a very large
hospital, who reports that within their institution they have treat-
ed a child born with anencephaly totally beyond any possibility in
anyone's judgment of being viable; and yet the infant was treated
because of the fear of this regulation.

And I said, "Doctor, that's unconscionable for you to do that."
He said, "but you don't understand what it is to have some bu-

reaucrat ready to take away your funds."
Now, I think it's- -
Senator NICKLES. Is he aware that 504 has been on the law books

almost 10 years?
Father PARIS. Yes, but now there's a phone call; and the thought

that somebody's going to call up --
Senator NICKLES. The law hasn't changed.
Father PARIS. That's correct.
Senator NICKLES. I would appreciate hearing your ideas if you

think that the signs will have an adverse impact, I don't know
but if there are some inequities, some injustices to handicapped
children that are losing their lives this notification and the signs
and the toll-free number may not be the right step.

If you have some other ideas to help correct this problem, Dr.
Littleyou indicated an interest in communication; I think you'll
find persons receptive.

But it's obvious when you see this type of comments being made,
it certainly is increasing public awareness.

Dr. Mc Lone, do you have a feeling that this type of discrimina-
tion is increasing or decreasing?

Dr. McLoNE. I think I agree with Dr. Little. I think it has been
there for a very long time. In spina bifida particularly, as I said,
before- 1950 it wasn't a problem because we had nothing to offer.

And I think that it's important that we understand, and I think
Father Paris said thatwe're talking about children who are born,
who are going to survive handicap, and they have a handicap and
we can make them survive by doing something about children
dying; and that there isn't anything that can be done.

How do I feel about the regulation? I think it's probably some-
thing I ought to speak to:

I am concerned about Government intervention into the doctor-
patient relationship. I find it distasteful when the courts step be-
tween me and my little patient. But it is a major problem.

However, I think maybeif Government is being accused of
being too premature in implementing this rule, maybe those who
were advocating that it is premature, I think may be also acting
prematurely.
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I think we ought to look at this thing and see what the effect of

it is. There's no doubt that there are children denied prompt treat-

ment in this country. If this regulation and the posting this regula-
tion which we should all know about anyway is the law, if posting

this regulation causes more harm and no good, then I think we
ought to step back from it.

However, if it causes some difficulties or interferes with some of

our practices, yet benefits a few, even, newborn children, gets them
appropriate treatment or they get the water and food that they
need; and that those cases don't recur, then I think maybe it's a

good rule.
I'm notit's outside of my area of expertise. I don't know what

the effects of signs are on people. And I'm not a sociologist and

can't give testimony in that area.
There is a problem, there are children being denied care; if this

gets some of those children appropriate care, thenfine.
But if it doesn't, if this does not do that, and it causes harm,

then I think we ought to step back.
Senator NICKLES. Thanks very much.
Senator DENTON. Dr. Ramsey, before wewell, actually, I want

to hear a last word from you regarding the President's Commis-
sion, and any comments you have to make; because you haven't

been asked any questions.
And then, if I may, if the third panel would defer until we allow

the family to come in, because they've been waiting out there for

quite some time?
Dr. Ramsey?
Dr. RAMSEY. Two or three small points before I make a comment

that I would very much like to make about the President's Com-

mission, that have arisen in our discussion.
Senator DENTON. Would you put the mike a little closer?
Dr. RAMSEY. Yes.
I think, Mr. Chairman, you will find that the death certificate

for "Baby Doe" does not show it died of starvation; and not because

there was any coverup. If you were withheld nourishment you, too,
would die of something else; anyone would:

Second, I've never heard, in this matter of slowly starving pa-

tients, of, physicians who having chosen that form of child neglect
have then chosen a form of drip that will not deliver calories but

will prevent dehydration. That can be done, I understand. If it is
not done, that means they first decide to neglect patients to death,

and then decide not to comfort and care for them as against the
unknowable possible pain of dehydration.

My third point is addressed to some of my fellow panelist. Per-

haps customary is a vague term. So let me note as a matter of
record that the two houses of the Indiana legislature have in con-

ference now just about removed any discrepancy between the two
bills, and that State will soon pass a law that states that the treat-

ment shall be given in the case of a defect that would be given to a

normal.
Now that was the substance of my testimony. And it is not at all

unclear.
It is indeed a golden rule of argument, which braces the mind,

like being shot at sunrise. If the medical profession is not willing in
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its practice in the State of Indiana after that law is on the books
which requires in the case of a defective child needing some sur-
gery that the test be, would I give that to a normal child ir like
need?then I don't think the question is vagueness or lack of exac-
titude in knowing what would be right to do, or what the law re-
quires by way of equal treatment without weighing in the noncor-
rectible abnormalities.

Do I have time for a brief comment or not on the President's
Commission?

Senator DENTON. Yes, sir, very brief because we do have the
Rossow family waiting.

Dr. RAMSEY. Well, I hope I can make it because itI think one
has to be very, very good at reading committee repoi;ts. It sounds
like its very strict, about young patients, a strict standard is to be
imposed. They not to be denied anything clearly beneficial to the
patient.

I saw on the TV the other night on the nightly news the picture
of the smallest baby yet born to survive, a little over a pound; its
heart was shown, the size of your thumbprint.

It had already had a heart operation. The nagging questionit's
not even clearly beneficial to that babyis would it have been as
clearly beneficial had the physician also known that that little
baby about the size of a quarter-pound of butter, was also afflicted
with an nncorrectible genetic anomaly?

The statement of the President's Commission nevertheless per-
mits the withholding of treatment for defective newborns on the
basis of defect if continued the existence would or would not be
beneficial to the patient.

Now, a flag went down for me on the field at that expression.
The Commission's phrase crept into medical ethical literature

first as the wrong of continued existence. To withhold treatment if
continued existence would not be of net benefit to the child is a eu-
phemism for that so-called wrong.

And I would suggest that the Congress, which may have an over-
representation of lawyers, consider that twisting of tort law if the
wrong is continued existence, rephrased as a judgment that contin-
ued existence would not be of benefit, is to be a privately practiced
guideline.

It is twisting utterly the notion of harm, of tort, of wrong that is
behind the phrase, first the phrase the wrong of continued exist-
ence and then the phrase opening the possibility of nonmedical
judgment that continued existence is not of net benefit to a patient
because of medically untreatable handicap.

I thank you very much.
Senator DENTON. Thank you, Dr. Ramsey, Father Paris, Dr.

Mc Lone and Dr. Little. Your testimony was superb. We thank you.
The next group is about to come in. We will move forward to

them.
Next is the Rossow family from Ellington, Conn. The Rossows

have adopted 11 handicapped children. They will share with us
today some of their experiences in nurturing these 11 youngsters.

Please move the chairs so the wheelchairs can get in.
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The Rossows happen to be personal friends of the ranking minor-
ity member of this subcommittee, Senator Dodd, who is unfortu-
nately unable to be with us today.

Welcome, Mr. Rossow, Mrs. Rossow and all the little Rossows.
The senior Senator from their home State of Connecticut, Sena-

tor Weicker, will be in presently to say a few words of introduction.
I want to remind the guests that we have a further panel who

have kindly delayed so that the Rossows won't have to wait out in
the hall; Senator Weicker, who is well known for his interest in the
handicapped, is their Senator, and he will introduce them. °

STATEMENT OF CARL AND RACHEL ROSSOW, ACCOMPANIED BY
THEIR THREE NATURAL CHILDREN AND 11 ADOPTED MEDI-
CALLY FRAGILE CHILDREN; AS INTRODUCED BY HON.
LOWELL S. WEICKER, A U.S. SENATOR FROM THE STATE OF
CONNECTICUT
Senator. DENTON. Welcome.
Senator WEICKER. Mr. Chairman.
Senator DENTON. Senator Weicker.
Senator WEICKER. Senator Nickles, it's with great pride that I in-

troduce to you Rachel and Carl Rossow and their family, from Ell-
ington, Conn.

They are some of the best COnnecticut has to offer.
A few weeks ago when they were featured on a program pro-

duced by WNEV-TV channel 7 in Boston, President Reagan was
among the viewers. And so inspired was he by their story that he
put acall through to them that very day.

I know that you'll find their example equally inspiring.
To call Rachel and Carl a remarkable pair of parents would be to

understate the case. In addition to raising three children of their
own, who are now in their teens", they have since 1971 adopted 12
severely-handicapped children. One of them, Christopher, a 4-year
old with cerebral palsy, died last year.

Today the adopted Rossows range in age from 2 to 15 years old.
Their disabilities are equally wide ranging, but all of them severe.

The Rossows also take into their home severely handicapped chil-
dren on an emergency placement basis while these children await
adoption.

The reason the Rossows do this is very simple: they believe that
multiple handicapped children can best achieve their whole poten-
tial in a setting that combines family love and support and profes-
sional care.

And that's why in 1973 Carl quit his job to devote himself full-
time to children.

He and Rachel formed Alpha-Omega, a nonprofit organization
which acts as an advocate for handicapped children. Five years
later Alpha-Omega received a grant from the State of Connecticut
to build a house especially designed for these children.

Today the home's annual budget of $105,000 depends on dona-
tions, and the State Department of Children and Youth Services
which reimburses them for each child.
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Rachel has been a valuable and:elOquent witness before the Sub-
committee on the Handicapped UV time past. I am sure she and
indeed all the Rossows have much to tell and teach us all today.

It's a great honor to have you with us in the U.S. Senate, and
indeed, you are a living example to all.

And hope that you will be able to so state the case, that there
will be a great deal of additional funding for what you do and
others like you do for the children that you have with you and the
children who are not here today.

Thank you very much.
Senator DENTON. Thank you very much, Senator Weicker.
Mr. Rossow. Thank you, Senator Weicker, Senator Denton, Sena-

tor Nickles; and thank you, Senator Dodd, who could not be here
today, but who has been a very dear friend and a very good sup-
porter of us, too.

'I was going to take rollcall because we have a number of our
children from all over the United States representedMissouri,
where I'm from, and Rachel's from CaliforniaKentucky and Flor-
ida, and a Texan, some Connecticut kids, and a child even from
New York.

We are very happy to be here, I assure you, it's a privilege.
If I would be very honest, I would say I am nervous, because it's

very weighty. We are not sophisticated in our testimony, but it
comes from our heart; as we introduce our children later on in our
testimony, I think you will understand why.

We have 14 children. Sometimes the numbers get mixed up a
little bit, natural children, adopted children and permanently
placed foster children. All the children are with us\,,ottr comm fit-
ment is on a permanent basis.

Likewise, as Senator Weicker mentioned, our little Christopher
who came with us at a very early age and died last year. Our phi-
losophy basically has been that only in a family environment to-
gether with trust and stability and love and so forth, can a child
reach his fullest potential.

The things which we are going to address today basically center
around support services, to parents such as ourselves, but mainly,
natural parents who give birth to a disabled childwhat do they
need.

Rachel will address briefly the "Baby Doe" situation and some
suggestions that she hopes you will take into mind.

And then we're going to talk about the value of every person;
and we're going to talk a little bit about our family because they're
here and we're just very proud of them. And they can oftentimes
speak much better just by their presence than we can, especially
little Benjamin, who's here with us today [indicating].

I think we'll begin then just by delineating a few things that we
see a need for in support services and how they have related over
the past years to our experience.

Rachel, how about you addressing just the basic issues about the
families being out there and so forth?

Mrs. Rossow. Sometimes people will make comments to us that
we're special. And it bothers us because we're really not; and I
want to make just a few references therethere's an agency in

`Washington, D.C., that's receiving 200 letters per month from fami-
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lies requesting children with disabilities or otherwise known as
"hard to place children."

Within Connecticut there have been many families that have
been placedI'm mostly familiar with the New England arealast
year in Massachusetts there were two children with known termi-
nal illnesses that were placed in adoptive families; one of the chil-
dren has since passed away. A little girl from Illinois, 6, with a
multiplicity of anomalies was placed in an adopted family in Flor-
ida and she has since left this Earth.

I just mention these few little situations so that there are fami-
lies that are all over that are realizing the value, the joy, and the
excitement of sharing their family with a youngster who needs a
home, and just happens to have some form or another of disabil-
ities.

I would also like to say that within Connecticut, again that's
where I am the most familiar with, over the last 10 years the
entire adoption picture has changed. Right now there are not any
babies that are free for adoption that are not already placed in per-
manent families.

That's very, very exciting, because one of the situations we hear
in reference to the "Baby Doe", is that, all right, if the babies were
saved the families might be straddled with a situation that they
would not care to have the rest of their life; and I truly ache for
that familyand we'll get into that later.

But I just want to make this point so firm and so clear: that
there are families out there.

There also is a role that the Federal Government can play in
this:

Families have contacted us from various 'States that have had
difficulties, particularly if they move. In one State there may be a
subsidized adoption law; in another State there might not be.

They might be disagreeing in policies within adoption agencies in
different States.

So there certainly are areas that the Federal Government can
give 100-percent subsidy for families. In other words, when a child
goes from foster care system to the adoptive system, some States
maintain the same financial support of that family; some States
don't.

So again, I see a definite role the Federal Government could play
in this area.

An exciting thing in Connecticut in the last 10 years in this area
is that the adoption of children with special needs has mirrored the
adoption of children without special needs, which I think is very
exciting. The children that they are having more difficulty placing
right now are older children and sibling groups. No matter how in-
volved the anomalies, even to the point of known terminal illness,
the families are there.

And I think what that bespeaks is not only that children need a
family, but the families need the children. And it's very much a
two-way street.

Mr. Rossow. Another important aspect which really has been
prominent over the last number of years, too, as our children have
entered the public school system and all has been 94-142.
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And I mention it here today because it has really been a neces-
sary piece of legislation that has allowed us to participate and to
educate our youngsters..

There are numerous examples of this particular thing and I
serve on the local board of education in Ellington, too, and some-
times I'm familiar with both sides of the fence.

But for example, well, Rachel, why don't you just tell them?
Mrs. Rossow. Until September of 1980 when the 94-142 actually

came into effect, oar children were not able to go to the bathroom
during the school day. There really was not a law on our side if we
pushed it, which meant that various children had to have collect-
ing devices underneath their wheelchairs.

The moment September of 1980 came and that law was on the
Federal books, everyone was marvelous, all of a sudden. Within our
school- system, it was under $500 to make the school completely ac-
cessible; and then they could use the facilities.

This is our young one [indicating child].
Mr. Rossow. Another aspect, very briefly, too, is that aspect of

504, the accessibility requirements. I think many of us who walk
cannot really understand until we sit in a chair, what it means to
try and get some place.

I know you've heard this before. But I can give examples of
hotels. We ye been in one that was supposed to be accessible, but
when a child can't even get into a shower, you know, and bathe
himself or herselfit's very much of a necessary thing.

Around Washington, it's really a neat thing because we can get
around. A lot of cities aren't like that, however. And a lot of
churches haven't even been until these past number of years when
the accessible process has begun.

But we see that aspect of barrier redesign and accessibility espe-
cially to public places as being a very important thing. ,

And I would just like to make one other comment about that,
too.

As Rachel and I have approached a lot of these things we have
sensed the practical aspects of what that means. And a lot of times
a very commonsensical approach can do the job, but you have to
address that particular need. Just as an example when we moved
into our new house, the mirrors were placed by the builders at a 6-
foot level, where the architecthe was sincere, but he just didn't
sit in a chair and realize the child who would be trying to get to
the mirror could not look at himself or herself. So the mirror was
up here [indicating].

Obviously, when we told him, he changed the mirrors and
brought the mirrors down where the child could see in them.

Anyway, these are some examples which we consider very impor-
tant.

Another one which really relates to the disabled community, es-
pecially childrenand I would speak for the natural born parent
and family; and that's the help required when a child is born.

And Rachel is going to address that issue more later. But for ex-
ample, catastrophic medical care or health type of coverage. For
the parent who just carries some type of insurance from where the
parent works or whatnot, this is one of the areas that can really be
a disaster.
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They have enough things to go through. We above all people in
my own opinion, should be able to help that family and that child.

That is one contributing factor where that child can stay within
the family and not be turned away.

Would you like to speak to that, Rachel?
Mrs. Rossow. I would like to share with you some thoughts, rand

I've been speaking on the staff level, I believe to both of your staffs,
and also Senator Dodd's staff, 'about a suggestion on the "Baby
Doe" situation.

I've been concerned that some of the reaction that I'm hearing
right now is very negative to new parents that have just given
birth to a child with a disability. I see a tremendous need for a
positive outreach to those parents immediately wl-en that child is
born.

What I would like to do is explain some of the goals, and ask the
continuing help of your staff and Senator Dodd's staff to work on
the implementation of the specifics of it.

Some of the goals are the following:
First, if the parents could be moved in this immediate crisis situ-

ation, at least 2 weeks, perhaps a month, down the road. In our
country all of our laws are based on not allowing people to make
tough decisions during a crisis time. If you want a divorce, you
must wait by law; if you want to adopt a child, a minimum of 6
Months. In making every major lifelcug decision, you must wait
except in the case of these parents who are being asked within the
first 24, 48 hours to make life and death decisions for their child.

So one tremendous goal is to help bring those parents at least 2
to 4 weeks out of the immediate crisis situation.

During that time if it would be possible to extend what's already
in our country and known to be good, to extend a little bit fur-
therNIH continues their data bank, and if hospitals the moment
a child, with a severe disability/medically fragile condition would
be born, if the hospital could be required to contact NIH.

NIH could just give them all the experts that would be known in
dealing with the disability of their child in their areawho could
the parents turn to? What kind of parent-to-parent support groups
are right within that locale, their names, addresses, phone num-
bers?

And from a national adoption pool that there are two families in
the Midwest, say, interested in adopting a child, or have expressed
an interest in adopting a child with such and such a disability. If
that information could just be presented to the family, I would
think that would help them very, very much.

A second aspect of this is, if it would be possibleevery child
who is born in a hospital, some one makes a decision immediately
as to whether or not that child is medically fragile. Either they go
into special care nursery, or into a regular nursery.

In Connecticut we use the APCAR score. Some places use differ-
ent types of immediate evaluations, sometimes the nurse, some-
times a doctor.

If somehow that, could be added with a yes-or-no question: Is this
a medically fragile child, is this a child where these decisions of
withholding food might be considered? And if a yes-answer to that
could set the child up into a due processthat could either be 504,
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it could be 94-142. I understand even 10 States now go down to
zero-birth exclusionsin Madison, it's been very exciting to the
University of Wisconsin how, if the parents desire, they can sign
their child literally in the delivery room into their local school
system.

They can start learning about care, learning about the support
services there, early intervention programs that are available for
the child.

The biggest thing we're trying to do is help those parents realize
they're not alone; because I think one of the things that some of
the negative aspects and some of the antagonistic aspects that have
come out of the "Baby Doe" situation, one of the negative spinoffs
of this is that the parents and the doctor have become more isolat-
ed and people that are out there and trying to help, there is resist-
ance to getting them in.

It seems as though there's more of an adversarial atmosphere
and this concerns me.

A third aspect, and this is a critical one I could turn it over to
the lawyers, that if there could be a hinged kind of a legal mecha-
nism whereby if the moment the parents would decide to withhold
foodand by that I would define tube-feeding, intravenous feeding,
cut-downsthese are not involved procedures; one of the young-
sters that had a gastrostomy feeding, and when I asked the doctor
how long he would be in the hospital for the tube to be implanted,
he said if he were an adult he'd do it as an outpatient in his office.

So we're not talking about severely involved medical procedures.
To insure that while the parents in the decisionmaking process

have 2 weeks or a month, that that child could receive nourish-
ment and have the chance for life; then if, as I say, the hinged kind
of a decision that if the parents were to decide to terminate food on
that youngster, automatically, they would be terminating their
own parental rights.

I am stressing this because then, there would be the protection
that the rest of us in society would have for that youngster, that
we could go in, possibly to the parentsthey could be encouraged,
they could be given information; but knowing that if that decision's
made to withhold nourishment, then automatically the parental
rights would be terminated.

One of the aspects of that I would like to point out is that then
immediately the positive adoption pro.,-.ss could occur.

And again, through HHS, through .4IH, through their working
together as part of a national data systemI know they have the
technical capability for doing this now, and I know the families are
there. I don't think that would be too hard to pull this together.

And again we are talking, the best estimate I've heard is perhaps
one child per State per year is going to be in this kind of a very
critical situation where it might be a recommendation to withhold
food. So we're not talking about thousands of youngsters.

If that were the case then first off, the negative, involuntary ter-
mination of parental rights that might be imposed would not have
to be gone through. Immediately, once the parents would go along
with or would make the decision and terminate food, all we're
doing really is pushing up what's going to happen in another 5 or 7
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daystheir own parental rights would terrn,nate when the child
dies.

If the termination of parental rights were pushed up, the local
State could come in with the adoptive processthe adopted parents
could be on board within 24 hours; again, making the decisions for
that child.

I would like to continue working with this idea and trying to find
out how, as I say, the mechanics, the implementation could come

0 about.
And I would just perhaps like to say one more comment regard-

ing the whole "Baby Doe" issue:
I do not believe that at any other point in history has one small

baby lived for such a short period of time and had the impact on
the American consciousness that that one child did.

When people ask: "What is the value, or what is the influence of
a child's life?" The influence that that child has had, as I say, on
the American conscienceonly lived for 5 days, has been totally re-
markable.

Mr. Rossow. Just in summing up these resources, I want to em-
phasize again the first step from Rachel's and my viewpoint, too, is
one the life is here then that life must be supported; and life must
be supported from the very beginning, from the natural parent,
and the schooling, and work, and so on.

That's a very important aspect. And without that support and
where we're coming from, we could not have given to our young-
sters, they could not have given to us. And there's been a lot of
people involved in this support, too, that have encouraged us in a
very real way.

So 1 just want to end that aspect of it saying that it's a very im-
portant part of this. We are alone a lot, but you all have to be out
there helping us.

Rachel, go on.
Mrs. Rossow. Yes.
I'm afraid I'm nervous.
I prepared this [indicating booklet] for what I was just talking

about and I forgot it. [Laughter].
May Ithis is an open letter to parents of children with disabil-

ities. It was written to provide answers to the questions that we are
asked most often.

Parents at that point in time are given tremendous medical data,
and they must hear the words, like paralysis, hydrocephalic; they
must hear these wordspotential severe retardation; they have to
hear those words.

But they also must hear that the majority of children with
severe disabilities now with education and training are joining reg-
ular competitive_ society, that some children as our Charlie, Mary,:
and Ellen, can learn and can do productive, meaningful tasks and
enjoy work and smileshe likes her new haircut and is proud of
the pin that the President gave her.

In other wordsthey are children with the same hopes, and
dreams, and fears as every other child.

And perhaps a last bit-
Mr. Rossow. This leads inI think we'll talk a little bit about

our children. We are proud of them but they do relate a story.
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Our three normal born, Robert, Susan, and Rachel-Marie, and
our family has grown over the past 11 yearswell, longer than
that, Rachel-Marie was born in 1966; but over the last 11 years.

And then Eddy joined our family. And Eddy's on the far right.
I'm going to embarrass you a bit, Eddy, today, but it's OK. Eddy

was severely handicapped; very aptly Eddy could be put into a box
of not being able to do things. But Eddy has done a whole bunch of
neat things. He's presently a sophmore at Ellington High School,
with his brothers and sisters; he conquered 0-3 this year on skis.
You see on 11,3 hands he doesn't have fingers and he's missing one
leg, and so forth and so on.

Those are the things Eddy doesn't have but the things he does
have is he is just a wonderful person.

Eddy was the one who kind of brought this whole thing to our
attention, and Rachel and I didn't really have an idea of handir_
capped children; we had just wanted a child and that was Eddy
who came into our life at one time.

And our three natural-born supported this whole effort and they
have continually done so too, to become one family.

Basically I guess in a way weour children are of three different
types: those that will be able to go out into society, and we can pre-
pare them with education and so forth, and they will be able to
contribute totally.

Simone, even Simone, please raise your hand? [Child waving.]
There is Simone.
Simone's in junior high, she's a cheerleader.
Mrs. Rossow. If I could?
She comes out on the basketball court first. In her uniform with

black and white saddle oxfords, size 4, toddlerjust the same, ex-
actly as the rest of the team; the uniform is the sameexcept I
made it and it wasn't made quite as well as the othersshe comes
out first with her little pompoms, and the other girls jog behind
her.

And you can hear her voice and her school spirit and enthusiasm
going to the bleachers. And, frankly, it's very disarming for the op-
posing teams. [Laughter.]

But, you know, she's a regular eighth grade student.
We're really going to get raspberries, because we're going to em-

barrass all our children today, they'll give us a fit tomorrow for
having done this.

But we're so proud of each one.
And we're proud of our community. It's the regular public school

that's accepted themI mean, when they don't do their homework
they get a zero. or reprimanded; and they do very well and receive
a star just like any other student; and they are given the same
chances and opportunities. And it's just evolved, it's just grown.

Mr. Rossow. And Simone's a normal teenager, 13 years oldI
get the whole business. But Simone, and. Dina, for example, who is
the young lady over here; and David, who's in high school now; and
Eddy, are children' that will go out to society. And we're doing
many, many things with each one. They're getting their education
under their belt. The President told her she's got to do better on
her homework, and I hear she's going to take that advice. [Laugh-
ter.]
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But it's these sort of very normal things. The fact that they're in
a wheelchair is justyou have to do things a little different; but
you have to address the same problems as every other child.

There are other children who will need some more support and
services that are homebound educationwise and maybe do not have
as much intellectual capability; but, they, too, have charm, they
have charisma, and they can be positive contributors to society.

Our third little class are people such as Benjamin and so forth; I
won't mention, that are very difficult situations; they are not eco-
nomically productive; they'll never go out and earn a dollar;. but

, they have great, great value; and they have great human value.
It's not things that, you know, you can tell society, hey, this child
is worth so much or he's going to be a senator, or something else
but they give to each one of us in what we believe is just a very
special way.

And their life sometimes is very precarious. Benjamin, he, him-
self, ishe just has a brain stem; he does not have a brain at all;
he's been on borrowed time for the last 3 years.

But this little boyand you've got to believe ithas already
done more today than you and I and everybody else put together.

. That's kind of what we are about. We are about the hope of the
human spirit, the hope in our children. He's sleeping right now,
butjust the beautifulness of the human person and many times I
have learned this lesson and Rachel has told me; we probably have
reached a plateau on one, and said, oh, that's it. And she really has
led, me to this, and all of a sudden there's been another break-
through.

Mrs. Ross-ow. I would like to just make two final comments, that,
our little Patrick over therePatrickwho just adores his papa
and adores Mr. Staubach; he's the family's big football fan; and
we'd like to mention the decision on Patrick before we met him
was to withdraW treatment. And he had quite a largo meningocele
that was drainingand the point that I'm making with this is that
it is impossible at the time of birth to determine the capabilities of
anybody.

The second point I would like to make iswe have heard it said
that some children are just not lovable, are just not; that their life
could not be worsethat death would be better.

And I would just like to answer that by looking at little Benja-
min who as Carl said, he trulythere are many things: He doesn't
have any memory, he doesn't have any balance; that's what he
doesn't have.

But he's a beautiful little fellow with gorgeous blue eyes; he's
kind of worn out from all of the excitement of everything we've
been doing today.

He does have the ability to chuckle and to laugh, and when he
does, he makes people feel good.

And I'd just share one of many experiences that has happened
within our community:

A young girl down the street from us lost a very dear friend in a
traffic accident. She was a senior in high school at the time.

And she stopped by and she asked if she could hold Benjamin.
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And she held him for several hours, just rocking in a rocking
chair. And as she went to leave she came over and she just said,
"Thank you, I feel better."

What Benjamin did for her at that moment I really don't think a
psychiatrist or perhaps even priest or minister could have done at
that time. He allowed her to touch the core of her ,own humanness,
and helped her set her own priorities straight: She was alive,and
she was breathinnd what was she going to do from then on with
her life?

And he has the ability to do that, a sort of charisma that helps to
stop and take all of the cultural baggage; biases, prejudices, every-
thing, and just put them asidebecause he can't have any of those.

What he has is a beauty and a charisma, and he shares it with
us by allowing us to feel very grateful that we are alive, too.

And we thank you very, very inuch for your sensitivity and lis-
tening and for allowing us to come. This is a tremendous honor.

Mr. Rossow. I just want to close by thanking my children for
being with us today. It's been a long haul, and I really appreciate
each one of them and what .they have done that would help us
today, too. Thanks, kids. [Applause.]

Senator DENTON. Thank you.
Mr. Rossow. Do you have any questions, or do you wish to just

proceed on?
Senator DENTON. No politician would pollute the.-light that came

into this roombut the world needs you, now, perhaps more than
ever!

There's a song we sing at church, "Let There Be Peace on Earth,
and Let It Begin With Me"you exemplify that. We wouldn't have
any wars, we wouldn't have any neglected children; we wouldn't
have any crime; we would feel very little transition from here to
Heaven. Example is not just the best teacher, it's the only teacher.

And you've shown us that! Thank you.
Mr. Rossow. Thank you, sir.
Senator NICKLES. Mr. Rossow, I had the pleasure of visiting with

Rachel, and I appreciated that. And I Sayyou've got quite a fan
club, including, I think, the President of the United States, and a
lot of other people. And you are certainly to be congratulated. And
also I'd say your kids are to be congratulated.

You exemplify a lot of things that many of us would hope that
we would see in ourselves, and many of us don't; and for that I
think you can be proud, and certainly the kids can be proud, and
the team can be proudand we're certainly proud of you, too. God
bless you!

Senator, DENTON. You may be sure we will stay in touch with
you. We have to incorporate such things as you have commu-
nicated to us prior to this day; we will stay in close touch with you
regarding all the other things you said today and whatever you
think of in the future.

Thank you very much.
Our final panel consists of two experts who treat mentally and

physica ly handicapped infants after they leave the nursery.
Dr. ohn McGee is a psychologist at the University of Nebraska

Medi 1 Center and treats children with mental handicaps. Wel-
corn to you, Dr. McGee.
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Karen Green-McGowan, a registered nurse, treats children with
severe cerebral palsy and other physical disabilities; she's been a
consultant to 22 States and the Canadian- Government.

Welcome to you, Mrs. Green-McGowan. And would you begin,
Dr. McGee?

STATEMENT OF' DR. JOHN MeGEE, PSYCHOLOGIST, UNIVERSITY
OF' NEBRASKA; AND MRS. KAREN GREEN-1MGOWAN, R.N., GLEN-

WOOD. IOWA
Dr. McGEE. First, I would like to thank you very much, Senator

Denton and Senator Nickles, for being here, as well as having your
committee focus on this very vital issue.

In the 10 minutes that I will spend here, I want to emphasize
basically just one point:' That all life has meaning; that all people
have developmental potential; that all childrenthe children
you've seen, those who are in back wards of institutions, those who
are forgotten, those who don't have the love that the Rossows
showed to usthat all those people have the capability of learning
and integration in the mainstream of family and community life,
given our posture toward these children or adults with special
needs, and adequate support across their lifespan.

To begin, I would first like to show a little TV excerpt of a
middle-aged woman whom I will call Maria. She is 38-years old.
She is not cute like the children we just saw. She nevertheless has
the same developmental potential as all other persons.

She spent more than 30 years in the backward of a really dreary
State institution. They told us that she was incapable of learning;
that her life was meaningless; that she really didn't deserve to live.

The behaviors that you will see Maria showing us can be termed
repugnant, repulsive; they trove here away from us; she hurts her-
self; she bites; she kicks; she scratches; she screams.

I put before you, though, the postulate that even Maria is a de-

velopmental being and that if it weren't for our Government's in-
tervention that many Marias would die at birth or soon after birth,
or God only knows in the future, even in their middle age.

If the videotape is ready?
[Film excerpt shown.]
She had done this for over 30 years in the backward of the State

institution.
Many professionals, I would suppose, said that she belonged apart

from the community.
Her body was a scab from head-to-toe from selfmutilation. She

would bang her head.
This is the first day I ever met Maria.
In spite of what we see, we hold that Maria is a developmental

being.
I'm not a priest nor a preacher, like some of today's witnesses,

and I don't know how long the road of life should be for her, but I
think our posture has to be that it should be as long as possible; it

should be in the mainstream of family and community life; and
that if she is to change like the little children you just saw, it de-
pends more on our posture, on the love that we show to her, more
than anything else.
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You can stop it.
'Film viewing ended.l
The developmental assumption is built on our posture toward the

Marias of our Nation. More fundamental than technology, the law,
or money or posters or Hotlines, is our acceptance of the Marias as
full, developmental, beings, as full people; in spite of what we see
or hear or smell.

Our posture toward her primarily determines whether she will
live, whether she will have a decent life, and it also determines our
interdependence with her, where it brings us to the point where we
recognize her as our sister.

I teach at the University of Nebraska Medical Center, the Col-
lege of Medicine. We're proud to work with the little Marias and
the big Marias and integrate them into our community.

I'd like to show you Maria three weeks later-3 weeks laternot
because of technology or good teaching or rules or laws or any-
thingbut primarily because of a posture which is combined with
the supports she needs.

Three weeks later by people just being close to Maria and work-
ing with her, she is bonded. She has developed a relationship of
interdependence with others. She has moved, as you'll see on the
videotape, from a state of disconnectedness to meaningful human
engagement.

I don't think some of the previous testifiers here could really de-
termine by seeing her that she could do this, that she could bond
with others.

Over 30 years of developmental despair was transformed into de-
velopmental hopefulness.

Can we see her. It's about 440.
[Film excerpt shown.]
This is the same person, 3 weeks later!
I don't know if she'll ever become a self-sustaining citizen; but

she's moving toward it.
I don't know that she'll be able to live on her own; but she can

live in a group home or an adoptive or foster family in a regular
neighborhood.

She may not be able to learn academics; she may not be able to
learn to read arid write; but she can learn to care for herself, dress
herself, feed herself. She may not be able to learn to speak, but as
you just saw, she can kiss and show love and bond with us as her
equals.

I feel that it's almost ridiculous that we have to testify to this
point. But redundant as it may seem, it's necessary apparently to
affirm and reaffirm that the little children you saw-, that Maria,
and all the other Marias of our country are capable of human de-
velopment.

And those who grow slowly or almost not at all are still full
human beings. The little excerpt of Maria showed us this.

Yet, the Marias of our Nation apparently need to be protected
from those who hold that life is meaningless and that starvation
and death is indicated.

This despair-laden posture led to two sad trends in our country.
The first has been the sending into back wards the Maria's of our
Nation, in institutions with the subsequent developmental despair
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embodied in what you initially saw in the video tapea very spiri-
tual death, moving away from people.

The more recent trend is the medical-legal approach which deter-
mines who is meaningful and who isn't as embodied in the "Infant
Doe" case.

Institutionalization has been the posture of the past century and
a half when society has been confrcnted with "Infant Doe's," a pos-
ture most recently enunciated in some court cases in Alabama
nine leading mental retardation professionals sadly stated that the
Marias of our nations are decerebrates, brainless people, not capa-
ble of living among us.

In another recent case in Pennsylvania, 2] State attorneys gener-
al said that people like Maria are a threat to society. They couldn't
learn. They said the Marias should be separated from family-com-
munity life.

Physical death, the death of the "'Infant Doe" can only be a
breath away from this recommended developmental wasteland of
some of our leading professionals.

Modern research shows that all children and adults are full de-
velopmental beings. Ironically, children with Down's syndrome are
among the easiest to teach, and among the easiest to integrate into
family and community life.

Given early intervention they progress at remarkable develop-
mental rates. In recent studies their self-care skills have been
shown to be between 85 and 100 percent of normal peersalmost
the same as their normal peers.

I work in other countries and in one community in particular in
Portugal, a town called Agkeda, where every single severely handi-
capped child is in regular classrooms. You can't recognize the chil-
dren. They are the same as the normal children in terms of their
socialization skills.

Those "Infant Doe's" who survive and are placed into the back
wards of our institutions are full developmental beings, even
though, as in the case of Maria, at first glance we might think not.

I recently saw another young woman in a State institution near
Washington. She was described as "dangerous" as an "animal".
They kept her for years laying on a mat in an ICFMR funded sun-
porch, where nobody would go near her. She spent most of her time
in restraints.

I tbink as a nation we can do better.
These two interlinked trends, actual death or spiritual death, are

based on a posture that the Maria's lives, that the "Infant Doe's"
lives re meaningless, hopeless, nondevelopmental.

The alternative to this death seeking is to integrate as you saw
with the Rossow children; place the children into the mainstream
of family and community life.

In my community of Omaha we have over 1,000 severely pro-
oundly retarded multiply handicapped children and adults inte-

grated into our neighborhoods, into our schools, into our work-
training centers and classes; 221 of these people in Omaha can't
toilet themselves; yet, they live in neighborhoods; 150 are very
medically fragile, yet they live with foster families, adoptive fami-
lies or in small group homes. They are like Maria, screaming ini-
tially, biting, kicking, scratching; yet, they live in our community.
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These same people, if they had been the "Infant Doe's," would be
dead.

The Maria you just saw would be dead.
I'll finish in about 2 minutes.
Senator DENTON. If you can.
Dr. McGEE. The irony is that community care costs less, what

you saw costs less. I think in Connecticut that same care for these
11 children would be $40,000 a year, with no benefit in any institu-
tion you could name.

In our Omaha program where we have over 1,000 people, the cost
is on average about 40 percent less than institutional care.

We just took a young man like Maria out of the State institution
who had been hogtied most of his life; and for that hog-tying it was
costing us $72,000 a yearto warehouse him.

He lives in a group home now and goes to a workshop at the cost
of about $27,000 a year.

But that's almost beside the point. It's the posture that counts,
the value of the Marias in the mainstream of community life.

The Marias warehoused make a mockery of our Nation, The
"Infant Doe's" make a mockery. Our Nation I think, and I think
you've said, Senator, is built on justice and brotherly love; our
nation is justice, it is brotherly love. It is much better served
through the promotion of life and community integration rather
than death and starvation. .-

1 urge your protection of newborn babies, and of the older
Marias.

1 urge your promotion of the value of all "Infant Doe's" and of
all the Marias; and I urge your presence, not just at birth, but /

across their life spans. They need the presence of our Government;
they need our support.

And I ask that the Marias and the children you just saw and the
voiceless "Infant roes" not be subjected to early death, but of on-
going life.

Thank you.
Senator DENTON. Thank you, Dr. McGee.
Mrs. Green-McGowan?
Mrs. GREEN-MCGOWAN. Thank you, Senator, for the opportunity

to speak to you today.
I would like to spend a few moments addressing some of the tech-

nological explosion that we've had in the last few years, and also in
part some of the reasons I believe that physicians are currently
making some of their not-to-live decisions concerning some of the
severely handicapped children such as may have been represented
by the Rossows.

I need to turn my slide projector on and ask the lights be low-
ered.

[Slide.]
This is an ordinary infant, and one of the difficult things about

making decisions about newborn infants in my 20 years in the
nursing field now, 18 years of working with very severely handi-
capped individualsand more and more that is adults who have
spent the majority of their lives in institutions, because I consider
severely handicapped infants too easy to manage, frankly.
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The occurrence of the syndrome called Down's is bout .1 in 600
to 700 live births, and, frankly, gentlemen, I have a ery difficult
time understanding how anyone would question the rig t of a child
like this to live, when, by and large, all these youngsters are
making it in regular preschools, are showing increasingly that they
can make it in competition with regular children, through kinder-
garten and the first .:nd second grades; and many parents out
there without children would simply go crazy to have a chance to
adopt one of these children.

Primarily what these youngsters need is the same thing that
other children need, and occasionally we have youngsters b rn
with esophogeal atresia and other children with congenital rt
defects; and yet I continue to see children who have treat ent
withdrawn simply on the basis of the fact that they have different
facial features, and their hands have an extra crease, and they
may have some other minor problems of short stature, but, sure
enough, these children are fully capable of when given the appro-
priate environment of being productive, self-supporting individuals,
and in larger and larger numbers in our society.

[Slide.]
This is a very dark picture andit represents one of the rea-

sonsit's hard to tell with the lights on, but this is a youngster
witli hydrocephalus whom I found in a pediatric care facility deep
in the heart of the South. And.this facility was funded by Federal
funds.

This child was a failure of the withdrawal of treatment and de-
cided to live anyway. And so he was sent into a facility where the
manager of the facility told me that whenever she had the chance
she and the physician who consulted there tried to help these chij-
dren try whenever they could get the opportunity.

The problem that many physicians face I think is in believing
that this is the only type of existence for these youngsters, and it is
true that it represents too often an option that is chosen when
many, many more adaptive models are available.

There are precious few places in the United States where com-
munities are given the financial support that's necessary to provide
more adaptive types of care, because Federal funding at this point
in time continues to support congregate care models or State insti-
tutional setups with these precious few dollars and little left to be
given to community care.

So that children like this are sent still in large,numbers to con-
gregate care facilities when family management would be far
better for them.

[Slide.]
This is a child not unlike many of the children that you saw her, -

today with the Rossows, who was allowed to lay on his back for in-
creasingly long periods of time without any stimulation what's.,
ever; and as could be well expected, this child was surely in a few
years not only more physically handicapped than when he began:
but now developmentally deprived as well.

So the thing I want you to take a look at is: who really has the
problem?

Very often the child has the problem because at birth they may
look different, and a physician who has unfortunately maybe not to
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his or her wishes been placed at the right hand of God, and expect-
ed to behave that way, and doesn't know what to doand because
they are expected to come up with an answer, they tell the family
that nothing can happen.

So children like this are simply either sent home and the family
is asked to take care of them until they have to put them away;
and sure enough, the child becomes what we call an iatrogenic re-
tardation.

Dr. R. B. Kearsley at Tufts University in Boston has described
the syndrome that he calls the iatrogenic or physician-made retar-
dation, a syndrome of learned incompetence because the failure of
adaptation of these individuals grows worse in the light of low ex-
pectation.

The family becomes depressed and has no support, even though
there is more and more types of adaptive support for families
today.

The community has precious little experience with children like
this and if you've never had the opportunity to learn to work with
or have the opportunity to interact with a severely handicapped
person, I hope you will not let too much more of your life escape
you without taking tbat chance; because it's simply one of the best
things that has happened in my life.

In 18 yearsI don't do it because I am a do-gooder, I do it be-
cause it does so much for me.

So that the consumers' problem in many cases is the severely
handicapped individual doesn't have enough behaviorthey do
have physical obstacles to development; but the/Problem is that
when we deny opportunities, and we send these children on a devi-
ancy career; and the physician says, "I cannot as a responsible pro-
fessional participate in a decision that will allow a child to lead a
life like that."

If I were in a position of having to send children, I suppose, off to
congregate care facilities where their only life entails a 3 -by -5 feet
square mattress on a bed along a concrete wall, I'm not sure
wouldn't make that same decision.

My criticism of the medical community is they take little oppor-
tunity to make themselves aware of the technological explosion
that we have gotten into in the last 10 years or so with regard to
the treatment of these type individuals.

This is a little boy who was born with severe retardation.
[Slide.]
He had seizures almost continuo'.isly. He was snuck away to

State institution in Nebraska. Dr. 1Vic Gee and I sort of are from the
same State. And we snatched him bt;cIc. when he was about a
month old.

We kept him long enough to get his seizures under control and
then released him directly into a family situation, because we fully
believe that the only place for children is in a family construct.

It's not only cheaper, it's better and everybody benefits.
And if the natural family is ant up 1(1 ti,e challenge there are

many, many families out there 'w: -its' ').g i s line.
[Slide:]
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This is another child was born in the State of Utah, to very
young parents who were told that this child would be dead at the
age of 18 months.

The family was sent home with the infant. When we got him,
sure enough, at the age of 18 months he had ulcers all over his
head; he had no surgery; he had no shunt in place becaUse the
medical practitioners were so convinced that he was not going to
live.

We have a child who was speaking at the age of 18 months, feed-
ing himself his own bottle, moving all of his limbs; and it's too late
to fix the headwhich could have easily taken place if the decision
had been made early on. This would have been a perfectly normal
child.

Even yet, however, this child today, some 5 or 6 years later, lives
in the community, lives in a family home, and goes to a public
school. He is very handicapped yet, but my specialty I guess is
coming in after years and years of neglect and providing young-
sters with a kind of adaptive service they need; because it's my
firm belief that it is never too late.

[Slide.]
This is a lady named Ruth Synkiewitz, and she sent me these

slides. Ruth, for the first 28 years of her life, was living in an insti-
tution i the State of Massachusetts, flat on her back, so that the
majority of disabilities that you see are a result not of the initial
insult at birth, but of 28 years of neglect.

So I want to speak briefly about the family's problem, and I'll
come back to Ruth in just a moment.

Families, as Mrs. Rossow said, need special support in the early
times. They need models of adaptive resolution. They need someone
who's walked the same road to come in and tell them what to do.

The physician often comes in wanting to rescue the family,
saying, if I were in your place, gee, I wouldn't want a child like
that.

And it's easier to say to the family, well, if I were in your shoes I
would probably not choose to do therapy or choose to withhold
food, andwhat is the family to do under those circumstances?

So it's a personal value crisis followed by a reality crisis because
there are precious few professional who are medical professionals
in particular who have any information and who impart that in a
way that reflects what's really going on today.

I would like to see the services available to individuals expanded
from beyond our current congregate care system into more cost-
beneficial community and service delivery systems.

You see, the family model is not only better, it costs about a
third as much. And so we're spending billions of dollars in the
United States to support institutional facilities when families are
waiting in line to adopt children they can't have, because they're
being sent to institutions in this country.

Physicians in Omaha about 10 years ago, there was a survey, and
at that point at least only one-third of the physicians in the city of
Omaha were willing to provide services at all to any person with a
physical handicap at any point in their life!

The interesting thing that's happened after 10 years of having
1,000 or 1,600 people in their midst in the community is I think if
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you did another survey 'I think you'd find physicians in Omaha
who've changed their minds; because there's so much there.

The service problem still however is when you place a diagnosis
on a child you have a tendency to blame the system. You have a
tendency to make the child the killer of the family, the ruiner of
the siblings, the person who does everyone harm. And so pretty
soon the child, of course, does not wish to disappoint you; and the
youngster indeed fails to try and we place that child out; and that
child indeed fails to thrive; so the dogma goes on.

And people are making decisions now on the basis of inadequate
treatment.

This is the child I showed you earlier.
[Slide.]
And he lives in a foster family in Omaha. He still is very handi-

capped. This is a preventable, totally preventable handicap. This
child should not look like this.

However, in spite of tile severe disability which was created for
him because of lack of appropriate intervention, he now lives in a
home and he attends public schools in the city of Omaha.

[Slide.]
This is the second little boy I showed you, he also lives in a

family who have been trained by enlightened medical professionals,
such as physio and occupational therapists, to provide that very
special type of thing that some of these children do need, but in a
home context 24 hours a daya loving family context.

And many of the things that people need on the basis of technol-
ogy is not all that difficult to provide. It simply means teaching
parents how to prevent deformities, teaching them how to provide
handling to children in a way that doesn't make the problem
worse; and just carrying on with the ordinary business of living.

I would like to sort of, because we're running out of time-
[Slide.]
This is a young lady who lives in south Georgia. I do work all

over the United states and Canada, and our Canadian friends
share many of our idealogical dilemmas I think around the treat-
ment of individuals.

This is a 14-year-old young lady with severe physical disabilities,
and this is her teacher in publicly funded public school program.
She is doing a series of physiotherapy maneuvers which have been
incorporated into the regular school day, and she's a regular teach-
er's aid.

I'm simply training, teaching her how to incorporate those spe-
cial handling procedures as part of ,the regular school program
without interferring with any of the regular activities.

These youngsters don't need any special type of therapy. We
don't cure this by immersing them in hydrotherapy tanks. We take
a look at the ordinary routine of day and how we can help manage
persons that don't disrupt the ordinary routine, and don't make
people look any more different.

[Slide.]
This is my friend Ruth, who spent 28 years on her back. She now

lives in Springfield, Mass., in an apartment with her husband. She
has an IQ of 150. She's just written a book called "I've Got Feel-
ings," describing her 28 years on her back; and she is an incredible
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individual who would have a lot to tell you, I suspect, about, what-it--
is that really physicially handicapped people feel. She was labeled
until she was 28 years old as, profoundly retarded.

That basically is the text of my presentation. I'd welcome any
questions you may have.

Senator DENTON. Thank you very much.
I would like both of you to react to a Washington Post article on

April 3 on the treatment question; they quote the hospital staffers
as saying in the context of this subject you've been dealing with,
"And what kind of life will they have if we di save them? They'll
probably be retarded."

How would you respond to that?
Mrs. GREEN-MCGOWAN. That's for me really a pervasive question

that I get asked a lot, and I am forced to say that many of the
people I've worked with over the last 20 years have been labeled
severely or profoundly retarded, are among the most human-rein-
forcing, incredibly productive persons I know. And I'm given to say,
so what if a person is retarded?

That person can still have enormous value.
Dr. McGEE. I agree and I think that's why there's so much back-

lash to your protecting these newborn infants, many do hold or
have the posture that the lives of these children is a meaningless
existence.

And it's a posture. It's riot technology. It's not law.
It's a way of perceiving others. And there's really not much you

can say except to show that the Marias can live in the community:
Senator DENTON. Are either one of you familiar with the case

which 1 think perhaps more than any other draws all this together.
I happened to see it when I was down on a business trip in Palm
Beach 4 or 5 years ago. It originated in the United States but I
think it's about an English person who was abandoned by his par-
ents and was thrown into a garbage can, in a plastic bag.

He was a boy, he had very little of one stump of an arm, and
practicallyand some fingers sticking from the other arm. He
never got bigger than that [indicating] in his entire life. He was
placed in an institution where he used to bite himself and others
and scream and spit at everybody.

And they gave him I imagine the kind of care they proportional-
ly give considering the load they have there.

And then a man and a woman who had been individually losers
their entire lives up until then, the guy was a drunk and she was a
man-to-man type woman. They were married and kind of put their
lives together. And they decided to adopt this child, I think at
about age 13, who at that point was just as antagonistic toward
them as he was to the others.

But after they loved that child for some years, they got that child
into high school. He became a great musician, composer, writer,
and student at Oxford.

Now, I saw that on television and read about it perhaps a year
ago again and I can't for the life of me track it down. Are you fa-
miliar with that case?

Mrs. GREEN-MCGOWAN. I haven't heard of that case.
Dr. McGEE. I saw a newspaper account of it.
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What it points up to me, Senator, is, first, not all the children
we're talking about are capable of doing that.

Senator DENTON. No.
Dr. McGEE. They're not all cute as all the children we saw here.
Senator DENTON. An extreme rase of your Maria?
Dr. McGEE. Yes.
And the potential is there.
I think the most important thing isand the law can't do itbut

it's our posture; and then the only thing that law can do are those
like the Rossows who are willing to do it, is to give them the kinds
of support they need, so that more and more people can support
these children.

Senator DENTON. I agree with you, Doctor, when you say it's sad
we have to be testifying about having hearings about this subject.
What bugs me about it is that it says right thereall created free
and equal -and it doesn't mean equal in that we all have two
arms, two legs, two eyesit means equal in human nature, en-
dowed by their Creator with certain inalienable rightsand the
first one they mention is the right to life.

And we are treating that as if it's been repealed. And that's the
basic tenet of this Government, as I understand it.

Excuse me.
Mrs. GREEN-MCGOWAN. Senator, I attended a conference in

Pennsylvania about 7 years ago with many of the physician:, who
have beenDr. Duff, for one, and several othersand I had the op-
portunity to have a chit with the English folks who make those
kinds of decisions.

And I talked with Dr. Duff. And I asked him, I said, "Under
what conditions would you change your mind and not advise fami-
lies to allow children to die?"

And he said to me, "If I didn't have to send those children off to
institutions." He said, "If I could have the kind of a service system
that you describe in your in my presentationI would have no
problem allowing children to have adaptive help, or to allow-fami-
lies the same."

And I think very often the decision that is seemingly given to
the family is in fact not the family's at all. It's made by the physi-
cian.

But I have sympathy for them because I feel in many cases they
do it because they think they are saving children from a greater
life of abuse.

Senator DENTON. I've only been here a little over 2 years. But
one thing I think I have noticed and that is that the Federal Gov-
ernment, even in the present administration, sees an entire bu-
reaucratic structure going from a Secretary of something or other
down to the person being helped.

Or they see an entirely private enterprise, such as that directed
in the President's Task Force on the Private Sector.

I recognize that there are United Ways and that sort of thing
which help private enterprises, volunteer enterprises. But I don't
think we have conceived of that approach, which I am having diffi-
culty labeling in my own mind, philosophically, but I guess it
would be help people, with Government money, who are already
helping other people; and do it in a way that is synergistic.
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In other words, under this approach the benefit of a dollar of
Federal expenditure will do a great deal more than if we pay that
entire bureaucracy to perform the same service. Dr. Thomas
Sowell, that great black economist out at Stanford says, that if we
took one-third of the money that we try and appropriate for the
poor, if we took one-third of that and gave it directly to the poor,
there would be no poor.

That's what's wrong with that system. That's the real trickle
down.

The system I envision is one where we help organizations that
have a large voluntary component. It seems to me that when those
people are already doing what they want to do, what they can do,
and showing they can do it well, that's the place I think we could
help.

Now, I don't know how to even label what I'm talking about.
Most of you are in the same kind of operation and I've seen so
many of you who are.

We had a black priest in here from Chicago who had a theory
about adoptionone church, one child. I use him as an example all
the time. The first time he preached the sermon to his congrega-
tion, he got 17 children adopted.

If each black church would adopt one child we'd have no black
children running around the street. And just to disseminate that
word and his example with Government money would help get it
done,

And I don't know how to articulate that.
Mrs. GREEN-MCGOWAN. Many handicapped children are now

having to leave their families because there's no support available
through the governmental means or any means they can get their
hands on to give families what they truly need.

Sometimes what a family needs is somebody 4 hours a week.
Senator DENTON. Yes, the family is the unit we ought to try to

get it done in; there's no question of that.
Mrs. GREEN-MCGOWAN. And many States yank the child out and

put them in a $60,000 a year option.
Senator DENTON. Right. All of them buying the most expensive

beds on the market and all that; a lot of money goes there.
Mrs. McGowan has a 6:45 plane; did you know that?
Mrs. GREEN-MCGOWAN. Yes, I think I already missed it. [Laugh-

ter].
Senator DENTON. Well, good luck. And thank you very much.
We hope you'll answer any questions we submit to you after-

wards.
Dr. MCGEE. Certainly.
[Additional questions, responses, and statement submitted for the

record follow:]
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Questions for Dr.iJohn McGee submitted for the written record
by Senator Jeremiah Denton.

1.) Dr. McGee, is it true that it is impossible to predict
the severity of the mental impairments at birth?
What early intervention techniques have been developed
that improve substantially the mentally handicapped infant's
I.Q.? Why arc these techniques not immediately provided
to some infants recognized as mentally impaired?
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LiUniversity
of Nebraska .

Medical Centc..r

Senator Jeremiah Denton
lilted Staten Senate
timmittee on Latx,r arid Ihman Resources
Washington, D.C. .20510

Dear Senator Denton:

Nebraska Psychiatric Institute
602 South 45th Street

Omaha, NE 68106
14021 559.5000

T Eaton, M D, Darclor

August 18, 1983

In response to your inquiry about the predicatability of the severity of mental
imapirmelats at birth, what early intervention techniques might help children
with these needs, Ind why are these techniques not hawiiately available, I
have wri,ren the enclosed paper which reviews the circumstances surrounding the
lives of nine children with very severe disabilities. The paper deals with
each of your questions in depth.

In stmuarv, I valid give the following replies to your questions:
1. The clossibility of the predictability of the severity of Mental

imuairrents at birth...

1.hdle it is nossible to assess physical and sensorial impairments at
birth, it Is virtually impossible to state the intelligence of a
any child at birth. We can predict, based on past expeirences, that
particular children will likely function in the retarded range of
oomitive performance. For example, it would be fair to say that a
child with Down's Syndrome would likely function in the moderate to
mild range of mental retardation. But even this does not really say
mything about the person's ability to function in the community, to...----
dcagop relationships, to contribute to community life.

2. Useful early intervention techniques that improve I.Q...

There is a range of cmmuo techniques which improve the infant's
ability to function in the mainstream of family and community life.
These techniques likely improve cognitive functioning, but more
importantly, prevent secondary disabilities and increase the child's
ability to participate more Tulle in the mainstream of family and
counanity life: physical therapy, adaptive equipment such as position-
ing chairs, speech therapy, alternate communication systems such as
language boards. Perhaps the most important intervention is to teach
the parents how to integrate the child into family life and to teach
the parents basic techniques such as those listed above.

An added dimension to this particular question is the issue of
extending P.L. 94-142 to cover these types of cost-beenficial
services. :fany states have done this already.
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I. :',vai'abilty or early inter:mtion...

could say that early iLcerventio. often comes t,v, late! The
prima-y reason is l'ait P.I.. 94 -142 does not cover tnese services
unl?ss State law permits the e..,..-,Ansion of the federal law to
the 0-5 age In Nob! .ska, far ex:drcle, our State law
xtcvds P.I... 94 -142 to the date that the child is identified as

handicapi.ed. Thus, a child wit' Dcr...n's Syndrome s.,ld be
irm-distely referred to the local school dli...rict for infant
deve.opment services. In States where .uch a law does not c,"st
arly intervention is done on a catch as catch can basis.

I tv,t.e these sum-ry replies give the guidanc( which you sought.' As yt.,u
read my in depth paper, yo- wi..1 clearly see the answers to your questions.

Senator Denton, I wish to thank you for your courageous advocacy on behalf
on infants with special needs. If T. can be of further assistance, please
call on rre at any t

Sinter' v,

yJ . S.GLe.. , Pn.D.
Associate Professor of Medical Psychology

C

5

Gt
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Senator Jeremiah nenton submitted the following question to

David McLone to be included in the written record.

1.) Dr. McLone, an article in the Chicago Tribune on
October 17, 1982 quoted a parent as sa7iFIT7They
(the doctors) told us our daughter had a hole in her back,

that she would never walk, and that maybe it would be

better for her and us if something happened to her." After

surgery at your hospital, she was not paralyzed, she was able

to walk and she was not retarded. Is this lack of information

regarding the newest surgical techniques widespread?

Besides trying to improve communication through medical
iournals, what can be done to spread the word about these

recent advances?



147

Senator Christopher Dodd submitted the following questions to
Dr. David McLone to be included in the written record.

1.) You specifically mention the importance of proper prenatal
nutrition in preventing spina bifida. What do you anticipate
the effects of budget cuts in the WIC program will be?

2.1 What other budget cuts in social programs will adversely
affect the quality of life of handicapped children?

3.) What role should the federal government be playing in
structuring programs to prevent birth defects?

4.) What role should the federal government be playing
in providing financial, educational, and other forms of
assistance to families with handicapped children?
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the
division of
pediatric
neurological
surgery

David G. McLone, M.D., Ph.D
Chairman, Pediatric Neurosurgery
312 880-4372

Regina Lenz
Coordinator, Pediatric Neurosurgery
312 880-4373

May 2, 1983

Jeremiah Denton
United States Senator
United States Senate
Washington, D.C. 20510

Dear Senator Denton:

In response to your letter of. April 15, and your question concerning information
dissemination. Medical journals and medical meeting are, in my opinoin, only moderately
effective in rapid to current information dissemination. The time from preparation of a
manuscript to presentation or publication is often long. Journals tend to be read by a
select group, e.g., Journal of Neurosurgery is read by neurosurgeons, and not read by
physicians in other specialties and certainly not by the lay public. The American
Academy of Pediatrics has recognized the problem and is developing programs to speed

up this process. One of the most effective means of reaching large numbers of people
of diverse backgroLnds is the lay press. Although not well accepted by many medical
groups we have found it very effective. Recently there has been a rapid narrowing of
the information gap because of public interest in spina bifida.

Concerning Senator Dodd's questions -

In the State of Illinois 0-3 programs have been eliminated, which will obviously
slow the habilitation of these children. Special areas like occupational therapy and
speech therapy have been drastically cut, again critical to early care of these children.
The incidence of spina bifida has been decreasing since the late 1940's. Evidence now

is available that substantial numbers of congenital anomalies, spina bifida, and low
birth weight babies are caused by poor maternal nutrition. If the number of poorly
nourished women becoming pregnant increases, a significant increase in spina bifida

should result. This would be compounded by the lack of programs to care for these
children. By not habilitating these individuals we allow them to become a financial
burden on society in addition to their loss of dignity as independent competitive people

(tax payers).

Oft ildren't mrmuri,l nowI1
2100 Of OrlfrnA
Ow ago, ollioon 61161.1
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,enatar Jeremiah Denton May 2, 1983

the prevention of birth defects can be accomplished in 2 ways: 1) prevent the
birth of children with birth anomalies, i.e., terminate the pregnancy; 2) determine the
cauye and prevention of anomalies or develop techniques and methods to correct the
anomaly. The latter requires research and a commitment by society.

The generation of children to take our place is obviously vital to America. The
quality of these generations depend on our commitment to them and will be reflected
in the quality of our country. Therefore, the birth of a child is very special to the
family but also it is an event that we all share. If we accept the future contributions
of children destined to be competitive we must also share the risk and therefore the
cost of habilitating and caring for the child less able to compete. Maybe it is time for
an insurance which demonstrates that we all accept and share the risk. The

-ksatastrophedoes not occur to an isolated American family but to all of us.' It would
seem even more 'ObTiious-rhat-an-investment in the handicapped, which removes them
from welfare roles and makes tax payers of themos in our-best-interests..

ernain,
I have included some articles that may be of interest. With best regards, 1

DGM:rl

Enclosures

David G. tone, M.D., Ph.D.
Chairman,
Pediatric Neurosurgery
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Senator ...hristopher Dodd submitted the following questions to

the Rossow Family to be included in the written record.

1.) You referred to several federal programs you feel are

essential to assist families with handicapped children,
including a.) P. L. 94-142, b.) Section 504 of the
Rehabilitation Act, am:1'c.) catastrophic health insurance.

What other programs must'be strengthened to ensure that
handicapped youngsters lead full and productive lives?

2.) What new programs might further assist families like

yours?
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NATIONAL CATASTROPHIC HEALTH INSURANCE

We would like to discuss some thoughts about health insurance, viz.,
complete medical coverage for the disabled child. In our state, for example,
complete medical coverage is provided for foster children thru Title 19
and Connecticut has extended this concept to cover the medical costs
of an adopted handicapped child via the state's subsidized adoption law.
But it is still a fact that the family who gives birth to a disabled child
is often left with inadequate or no coverage at all for the medical costs
for their child. In fact we believe that is a major factor which makes
it more attractive for a family to give their child up.

If we are to encourage families to consider keeping their child, promoting
life and encouraging the disabled child to live within the family and
community, then we must provide a means for them to obtain the medical
services they need to sustain their child's life.

At the moment various states have some programs, many none at all.
This problem must be addressed at the federal level to bring about
a standard of consistency. If weare to be truthful we all know that
medical costs are simply astronomical. This is not a fault of the
child or the family who must care for the child; nevertheless thechild
and family must in reality deal with these costs-- and they need help.

We would suggest that from the moment of birth (or even from the moment
that a permanent disability occurs, such as an accident) that at one sort of
program be available to cover the medical costs. Standard major
medical packages can provide limited protection, but for the most part
addtional coverage must be avaiable for on-going care.

NATIONAL SUBSIDIZED ADOPTION

This .program which we would like to see modeled atter-the-Connecticut
subsidized law has been our lifeline. It should be instituted on a national
scale to permit the process of adoption of hard-to-place children,
handicapped children, etc. to be standardized. Basically the law
provides for full medical coverage on an as-needed basis, especially
for severely disabled youngsters. In addition, there are provisions
for a subsidy to meet the extra costs associated with caring for a
handicapped child. We cannot emphasize enough what this means for
prospect ive adoptive parents. Case in point - Our son Eddy was
refused commercial medical coverage on my major medical. We
simply could not have met his needs had it not been for the medital
coverage provided by the subidized adoption law in our state. VERY
IMPORTANT PROGRAM' 11'
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COMMENTS RECARDINI: P. L. 94-142

During our testimony we referred to P.L. 94-142, the Education

for All Handicapped Children Act. There are several aspects of
these regulations which we deem very important based on our ex-

tensive experience over the past years. In general, without
such a provision, the resources would not have been available

which allowed many of our children to progress successfully

through the public school system. Because of the varying and
diverse needs of our children, we have explored many avenues

of the educational system. For example, several of the young-
sters have required a full or part time aide to help with their
physical or educational needs or both. Some have been main-

streamed; others have not. But in every case the needs of the
child are .being met.

We are happy to see that the proposed regulation changes of

94-142 have been withdrawn. Some of those changes would have
had disastrous effects on parents and the parent-child-teacher

relationship. For example, it had been proposed that all the
procedures local agencies follow when notifying parents of

meetings and involving them in discussions and curricula de-
velopment would have been deleted from the regulations. It

is our opinion that without direct parent involvement in

developing individualized education programs, the overall needs

of the child could not possibly have been addressed. With due

respect to education professionals (I am currently the secretary

of our local Board of Education), the parent is probably the
most important resource to help develop a good educational

program. Without exception, it has been our experience that

administrators, teachers, special education personnel and
parents must work together very closely if the program is to

succeed.

It might be helpful at this point to briefly delineate a case

history of one of our youngsters. Our son Eddy, institutionalized
for 4i years before joining our family, was the first of our

youngsters to require special education services. Eddy is a
_multiple handicapped child, having been born with serious birth
defects-sueh_as aglossia adactylia (absence of tongue and

extremities - fingers, -leg, etc.), moebius syndrome (facial

paralysis and the absence of- two cranial nerves), severe lung

problems, and eye and ear irregularities: --But- despite the

physical problems which obviously would be a challengeT-it- --
was evident that Eddy had much potential. Eddy began regular

kindergarten inthe early seventies and participated to the
greatest extent possible with the help of a full time aide.

Eddy experienced some successes and some failures. It became

evident that indeed Eddy could and did learn, but the process

in helping him to learn was difficult requiring a full time

aide, large print books, and an auditory trainer . Progress

came slowly, but it came. Today Eddy is a sophomore at
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Ellington High school. He is transported to school on a van
with other disabled children. He has various special education
classes in English and Biology, but participates with all the
students in other classroom subjects such as mathematics and
retail merchandizing. This year he requires one hour per day
of special education aide time. For his last two years of high
school, he will be totally independent as a necessary step in
preparing him to become an economically productive and con-
tributing member of society, as well as a really wonderful
person. Eddy would not be where he is today had it not been
for the provisions provided by P. L. 94-142.

There is another important aspect-of our-experience which should
be mentioned. We sensed several years ago that the community
in which we live might be more accepting of our children if
they knew that they would not have to fund the extra special
education costs. We approached our state representative in
1975 and together introduced and passed a law which would
provide full (100%) state reimbursement for special education
costs for handicapped children in certain situations. The
act removed a "roadblock" and was instrumental to the success
of our educational objectives.

This particular act related to foster care children only. It
is evident now that the same type of legislation must be
applied nationally to allow the disabled, adopted or natural
born child to be more readily accepted in the community. A
case in point - just recently a couple came to us asking what
they should do about the situation in their town. They were.
hurt and in total despair. Apparently, the community (at least
some members of it) was lashing out at them when they heard
that, the couple was about to bring a newly adopted Downs Syn-
drome child into their town. The town did not want to assume
the responsibility for the extra costs involved in special
education. We would like to see this type of problem addressed
from the viewpoint of 100% reimbursement to the community for
educational costs of a disabled child. As one can readily see
from this approach the extra costs are then distributed evenly
throughout the tax base of the country.
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COMMENTS REGARDING SECTION 504 OF THE REHABILITATION ACT

Our family was in Washington in may, 1977, at which time Section 504
was signed into law. We were elated that such a regulation could give the
disableu community access to and participation in the most important
aspects of life in our country. Whenthe Department of Justice began
its redraft of the regulation it was obvious that the disabled community
might lose many of the important aspects of the regulation which would
in effect undermine the basic civil rights of.disabled persons.. We,
as parents of children with multiple handicaps, were devastated by such
news. We, like many others wrote to our representative and senator
asking them to help us keep 504 unchanged. We were glad to hear
that very recently Vice President George Bush corresponded with
Senator Lowell Weicker and advised him that the Department of Justice
and the Presidential Task Force on Regulat .ry Relief have concluded
their review and decided not to issue a revised set of coordination
guidelines. Obviously this news comes as a great relief to all in
the disabled community since Section 504 of the Rehabilitation Act
is a cornerstone and foundation of equal rights for the disabled.

161
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:AMMARY

In summary, a few thought; about Where do we go from here. We
hope that our testimony has made a difference, that there is
an awareness now that possibly waLn't there before, that acceptance
may become the norm, that there may be commitment both on the
part of individuals and the government, that there may be an
appreciation for life and the inherent value of being human
despite our frailties and limitations. We would like to think
that federal help and programs would not be necessary, but the
fact is that they are not only necessary, but vital. As we
have previously mentioned such laws and regulations as P.L. 94-142
and section 504 are very important to us and the children who
are in our car':. We hope the government will be open to other
suggestions such as national health insurance for children with

.disabilities.

It has been an honor for us to be able to come before you to
express our thoughts and feelings and to make suggestions.
Thank you for taking the time to listen. Your caring and sen-
sitivity have given us great hope.

22-024 0 -83 - 1 I 16'
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April 15, 1983

Dr. George Little
American Academy of Pediatrics
1300 Nothr 17th Street
Suite 350
Arlington, Virginia 22209

Dear Dr. Little:

Thank you for taking the time to testify before the
Subcommittee on Family and Human Services on April 6.

I believe the hearing contributed substantially to the
debate currently surrounding the issue of treating handicapped
infants. Your testimony was valuable, eu.d I appreciate your
answers to questions asked by members of the Subcommittee.

Because of time constraints, I was unable to ask all
tho questions I had prepared. I would appreciate it if you
could respond within Iwo weeks.

1. Dr. Little, the AAP apparently takes umbrage at
inferences that denial of treatment to handicapped
infants occurs often in American hospitals. We saw
in the videotape prominent neonatologists acknowledging
that it takes place. A 1977 survey reported that two-
thirds of those pediatricians surveyed would accede
to parental requests to withhold treatment for an
intestinal blockage in a Down's Syndrome baby.
Testimony before a Congressional committee in 1974
suggested that three-fourths of American physicians
admit to regular practice of "passive euthanasia,"
presumably both adult and pediatric. Dr. Koop
cited other surveys about the extent of the problem.
Finally, a Birmingham News article in 1980 quotes
a Birmingham Children's Hospital staff surgeon as
acknowledging that treatment is denied to infants
with Down's Syndrome. In fact, the doctor is quoted
as saying that in one instance a doctor. in Los Angeles
sent a Down's baby to Children's Hospital because of
that hospital's policy and because his hospital in
Los Angeles would. not allow him to leave the baby
untreated. What is the AAP's response to these
facts?

163
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2. Dr. Little, instead of regulatory and statutory
intervention, the AAP has come out in favor of hospitals
forming internal review pinels to review cases where a
decision has been made to withhold treatment. However,
hospitals have personnel hierarchies as do all businesses,
with those at the top exercising considerably more
influence than those at the bottom. At the top of the
hospital hierarchies, of course, are the physicians.
Given the statistics we have heard about the
predilections of some physicians, I am skeptical that
these review panels would change current practice enough.
What is your response? I agree that pan is might be
helpful, but are they enough? Would you say there is no
need for legal standards on this issue?

3. Dr. Little, hasn't the federal government become
involved in this area because of a lack of "self-
policing" on the part of the medical community?

I will be happy to send yc a copy of the hearing
record when it is printed. This process usually takes
several weeks.

Again, thank you for your time and assistance.

JAD:dh

Sincerely,

JEREIAH DENTON
Unitedllgates Senator
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May 6, 1983

Honorable Jeremiah A. Denton
United States Senate
516 Hart Senate Office Building
Washington, D.C: 20510

Dear Senator Denton:

Your personal interest in the issue of treating handicapped

infants is much appreciated. Testifying in front of the commit-

tee was my first such experience, and I must say I found your

questions to be well structured. Moreover, our discussion at the

hearing seemed marked by a reasonable degree of interpersonal

communication. Thus I regret being a bit tardy in responding to

your letter of April 15, which had to be forwarded to me at my

office in New Hampshire. I will do my best to answer your

questions completely.

Your first question relates to facts said to be based on numerous

sources, including a video tape of neonatologists, a 1977 survey,

testimony before a congressional committee in 1974, Dr. Koop's

comments and a 1980 Birmingham News article. To go right to the

issue, let me clearly state that the American Academy of

Pediatrics and I personally have said in many forums that there'

is in fact need for additional study of current attitudes and

practices regarding cIre of the seriously ill newborn, and espe-

cially those infants with constitutional abnormalities who have

associated problems which might be life-thratening. The problem

is that the objective data base is very poor. Much of the

reference material you cite is anecdotal, including the video

tape and the newspaper articles. The surveys are outdated being

more than 5 years old. The President's Commission for the Study

of Ethical Problems in Medicine and Biomedical and Behavibral

Research has pointed out and we agree that the link between atti-

tudinal surveys and actual practice is unclear. Indeed the

President's Commission found that decision-mhking usually follows

the precepts outlined by the Commission. Nor has the Department

or Health and Human Services produced any direct evidence of

inappropriate treatment of severely ill newborns -- a fact noted

by Judge Gesell in his recent decision involving litigation on .

the interim final rule. Several retrospective compliance reviews
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conducted by t: Department pin-, May 1982 have apparently found all of the
facilities to be lo compliance with Section 5011 of the Rehab-ilitation. Act. We
are not sayi g this matter does not need further study; it does. The present
data base is inadequate and rtelly needs to be thorough and sophisticated.

Thus, as a final comment to your first questior. let me say that a couporati'
multi - disciplinary study actually to delineate attitudes and practices of the
mld-1981' is a venture which sboald be undertaken.

Your second question has several parts; I will attempt to address thA straight-
forward.1. With respect to hospital hierarcbies and whether physicians are at
the top of those hierarchi,s, I simply have to state that in the administrative
and legal sense they are not. Most .hospitals function with public boards of
trust, and there is a difference of opinion as to whether physicians even should
be on those boards of trust. Physician privileges emanate from the trustees.
One of the healthy changes that is occurring in the American health ca.s deli-
ilery system is the increasing awareness of responsibility by trustees and by
professional hospital administrators-of matters of professional conduct. I

realize that physicians are frequently perceived as independent self-anointed
rulers of the roost. That type of behavior is very unusual, and always has been
difficult to establish and maintain in the hospital environment, and has been
and will be more and more difficult to maintain for many reasons not the least
of which are those mentioned above and the increasing medical-legal activity.
Furthermore, as I bel,ieve I stated in my testimony, complex newborn problems are
not in this day and age usually handl,,d on a simple one-to-one fashion by a
single physician and a parent or p-rents. Nurses, social workers, members of
the clergy and many others are involved with a team concept of management. Thus
many parties are involved and the relationship is not one on onc.

You state that the panels would be helpful and ask whether they are enough.
feel that in the vast majority of cases the review panels would find little with
which to quibble, and tha' if they were properly constituted eutilizing pro-
fessionals and non-professionals, including members of the comLonity, they would
rarely if ever have to resort to alternatives such as the judicial system. Some
form of double ch ,ck regarding panel decisions would 'e appropriate but a grea..
deal of thought needs to be given to this subject. In response to your question
about legal standards, I suspect that you and I agree that there is practically
always a need for legal standards on most issues, including this one.
Unfortunately, legal standards are not able to anticipate each and every complex
human bloethical problem. Furthermore, certain legal standards may in fact be
wrong. Some governments legally condone racial prejudice.

Your third question relate. .o whether federal government invoivemrot is due to
a lack of "self policing" on the part of the medical community? I would state
that the medical community has been self-policing. As a matter of fact the sur-
veys which you quote appeared in previously referenced medical journals,
including one published by the American Academy of Pediatrics. This indicate,
to me that the profession has been, is and will be acting responsibly in its
attempts openly to direct al.' ration to and address difficult issues.

In the past, problem solving in difficult a. ,5 usually has emauated from
cooperative private- and public-sector efforts. We have drawn to your attention
the institutional review process for biomedical research. Cooporativc efforts

60 0
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between the AAP, other prornssional organizations and-the fderal-government
have been and will be very productive. There is no reason why such mutual

problem oolving cannot be employed now for the care of seriously ill newborns in

spite of tie difficulties which have arisen because cf the interim final ruling

of ilrch 7 and the subsequent court proceedings.

I look forward to meeting with you again sometime in the future.

Sincerely yours,

Gecrge A. Little, M.D.
Chairman, Department of Maternal and Child Health
Dsrmooth Medical School
Hanover, New Hampshire
Chqirman, Committee on Fetus and Newborn
American Academy of Pediatrics

GAL:km

6 -7
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April 15, 19P3

John J. Paris, S. J.
Department of Religious Studies
Holy Cross College
Worchester, Massachusetts 01610

Dear Father Paris:

Thank you for taking the time to testify before the
Subcommittee on Family and Human Services on April 6.

I believe the hearing contributed substantially to the
debate currently surrounding the issue of treating handicapped
infants. Your testimony was valuable, and I appreciate your
answers to questions asked by members of the Subcommittee.

Because of time constraints, I was unable to ask all they
questions I had prepared. I would appreciate it if you could
respond within two weeks.

1. You say on page 5 of yoUr statement that "the principle
of subsidiarity would argue that these decisions
ought to be made at the local level with guidelines
and norms established by the society." Isn't that
exactly the situation we have right now? ,,Yet we
still have multiple examples across the country
of Down's. Syndrome babies being allowed to starve
based on a "norm" established at the local level.

2. You imply several times (page 9) in your statement
that it 1.15"the values of society" or "community
standards" that should be the determining factor
!n a decision to treat or not to treat. Just how
should we define those values? Are there not some
absolutes that we/should apply here? After all,
in Nazi Germany the physicians involved in the
extermination of handicapped individuals could
have asserted that they ware abiding by "the
values of their society."

ti
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Jo' 1 J. Paris, S.
I 15,19P3
Page -.:wo

I will be happy to send you a copy of the hearing

record when it is printed. This process usually takes

several weeks.

Again, thank you for your time and assistance.

Sincerely,

JEREMIAH DENTON
United States Senator

JADIdh

Enclosure

P. S. Thank you for sending my staff information on your

axpenses. Could you also fill out the enclosed white

form and sign the blue one so that we might begin

processing your reimbursement request? I apologize

for the delay in getting these forms to you.

r7';'"11
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COLLEGE OF THE HOLY CROSS
WORCESTER. MASSACHUSETTS 011110

May 2, 1983

The Honorable Jeremiah Denton
United States Senate
Committee on Labor and Human Resciurces
Washington, DC 20510

Dear Senator Denton:

In response to youetter of April 15, 1983 on my testimony before the
Subcommittee on Family and Human Services on April 6, 1983, I would make the
following observations.

(1) I argued that the decision should be made at the local level with
guidelines and norms established by the society. That is not exactly the situ-
ation which we have had up until now. And there is no doubt that there have
been some instances of Down Syndrome children allowed to die by non-feeding or
starvation. The guideline I proposed would not be a local but a national norm.
Such a standard has been established in the President's Commission Report on
"Deciding to Forego Life-Sustaining Treatment." On pages 218 and 219 of that
Report we read: "A very restrictive standard is appropriate: such permanent
handicaps justify a decision not to provide life-sustaining treatment only when
they are so severe that continued existence would not be a net benefit to the
infant." The Commission goes on to say, "Though, inevitably, somewhat subjective
and imprecise national application, the concept of 'benefit' excludes honoring
idiosyncratic views that might be allowed if a person were deciding about his
or her own treatment. Rather, net benefit is absent only if the burdens imposed
on the patient by the disability or its treatment would lead a competent decision
maker to choose to forego the treatment. As in all surrogate decision making,
the surrogate is obliged to try to evaluate benefits and burdens from the
infant's own perspective." The Commission then goes on to state very'explicitly:
"The Commission believes that the handicaps of Down Syndrome, for example, are not
in themselves of this magnitude and do not justify failing to provide medically
proVen treatment, such as surgical correction of a blocked intestinal tract."

The Commission goes even further when it states, "This is a vary strict
standard in'that it excludes consideration of the negative effects of an impaired
child's life on other persons, including parents, siblings and society." And
the Commission conclules, "We treat handicapped children no-less vigorously than
their healthy peers or than older children with silar handicaps would be treated."

Here, I believe, for tne first time we have clearly articulated and forcefully
stated norms on the appropriate treatment of handicapped children. Now that they
have been promulgated, I believe that the enforcement mechanisms already in place
in the local community are the more appropriate way of dealing with this issue.

- ti
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Senetor Jeremiah Denton
Page 2
May 2, 1903

Your second question follows from the first. These "values of society"

or "community standards" must, in fact, be defined from within our society.

when coming to the determination of those values, we will reflect upon our

religious, philosophical, and historical tradition. From this reflection- -

which in our society will involve some absolutes on the sanctity of life- -

we can and we have devised norms and guidelines for appropriate moral behavior.

There is always the tendency to believe that we can completely eliminate

abuses or evil or sin from our society if only we had rigid laws and absolute

no as. History to date gives us very little confidence in the success of such .

an undertaking. It is also helpful to recall that the Nazi experience was

brought to us by directives from the "federal government."

I am certain you have seen the editorial response to Judge Gesell's ruling

in the Boston Globe, the New York Times and the Wall Street Journal. My own

view:. are most aptly !termed up by theWall Street Journal: "Conservatives

ought to be the first to recognize that some problems, in particular moral ones,

really can best be solved not by tryirg to reduce thee to rigid rules, but by

'private decisions of private individuals in the nation's communities and families.
Conservatives ought also to understand that the fear that somewhere in this

broad land someone may some time make a mistake is not a reason to have platoons

of buteauct s and lawyers second - guessing some of the most sensitive and most

private decisions imaginable."

The nation it indeed indebted to those who have called attention to the

. abuses and serious .abuses Mach have occurred in treatment decisions for handi-

capped infants. It was the clarion call of such groups which brought about the

national study of the President's Commission. It also produced the HHS regulation.

That regulation, though, as I testified, has already produced serious adverse

consequences for the practice of good medicine. The enclosed clipping on the

Oregon case is proof positive of the detrimental effect of attempting to regulate

neonatal care by federal directives.

I believe it is now the task of those genuinely committed to the conservative

traditions of our society to realize that, given the option of leder?! intrusion

into the nursery or very s..ict'guidelinee drawn up and enforce; by local

communities, the latter o :ion is the preferred route to take.

If I can be of en further assistance to you or your committee in this

difficult and trying -lea of law, medicine and ethics, I cu..11 be happy to

assist.

Sincerep,,

/

(Rev.) John J.,Paris,
Chairean

"'1
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Brain-Damaged Baby Dies Amid
By l'hilip J. Mika

1411.0.t.1 .

Court 17 /gut Over Treatmentreatment
A In-day-old Oregon infant with severe

brain damage died Thursday in the midst
of a court fight over her parents' right to
refuse to dims, the baby to be fed intrave-
noway.

The case was the first public teat of the
eaues involved in the federal government's
'Baby Dos, rule, which went into effect
two months ego. The rule was intended to
protect handicapped infanta from bring
starved or negligently treated because of
their deformity.

The rule has since been struck down by
federal court. but the Department of

Health and Human Services a appealing
the decision.

All sides in the case, including the .0r-
mum [light to Life group which took the
parents vi court, agreed that the infant
would die knol Cs of what treat-
ment wa, own I hainN 1.11T11HiliV115-&

hid no kicking lie swalbrving
moan and .cookl mot eat without special

intravenous or foreeeeding. The infant's
brain was only partly intact. She was ap-
parently unable to Pit or hear.

Rita Itadich of the Oregon Right to Life
group said yesterday that though she knew
the baby could not live, 'We wanted to
show that the child should not be starved
to death. We heard there was a doctor's
recommendation to the parent., not to feed
the child because the child would die soon-
er. We felt it was no more appropriate to
starve the child than to inject it with some-
thing that would kill her outright, which
everyone agrees is not proper.".

Radich said, 'We were successful in our
major objective here' in that the court or-
dered the infant fed intravenotelg and kept
on lifesustaining equipment until the case
Could be decided on the merits.

'This child could not live very long any
ltadich said, but she hoped to estab-

lish the principle about feeding, 'because
this same recommendation is given even in
cases where much less handicapped chil-
dren are involved.'

Iler massive brain damage curtailed
number of the infant', bodily functions.
She died Thursday afternoon when her
breathing stopped because her damaged
brain could nliCiffaintain it

But e week boron. she died, Radials re-
ceived a telephone tip that an infant at
Coquille was not being fed because of her
deformity. With said she called the Chil-
dren', Service Division of the state health
department and the Health and Human \
Services Department' Wuhington hotline \
eetabliahed to deal with case' of alleged \
discrimination against handicapped infanta.

According to hospital apokmmen, them
was never an attempt to starve the baby.
Bernstein, who wee consulted on the ease
but did not stamina the infant, said there
were attempts to feed the infant by mouth
but the she could not eat.

Judge_Richard. Barron of the circuit
court in Coquille heard the caVe, and baled

'Zit Cie testimony of the attending doctor,
Peter Wolfe, determined that there was not

William Bernstein, president of the Cons
County Medical. Society and one of the
doctors called to' consult on the care, said.
'The decision about what to do with thin
kind of case is very personal and very dif-
ficult ... and the doctors and families re-
sent the outside influence from the govern-
ment or others.'

Kern Green, a stela assistant attorney
general for the Children's services Depart-
ment, said the reaction to the intenentinn
of Oregon Right to life was 'outrage ...
that a family which had the trauma of hay.
ing a deformed child in the first place
should then be dragged into court and have
it suggested that they are not being proper
parents .... The people I have spoken to
ere unhappy,' she said.

The infant was born about dawn on
April II in Coquille Hospital in Coos
County, Ore. The girl's skull had not grown
together properly, and a memlnene sac
containing fluids and some primitive brain
parts hung from the badof her head.

enough evidence to establish any negligence
in the ease UldItt.Ordefed intravenous
feedingto be attempted while the nee was
siepealed7

Stela Coat of Appeals Judge William
Richincl;on then also ordered the feeding
continued while the me wee argued.

Meanwhile. the infant was taken (tom
the 30bed Coquille hospital to the Darn-
becher hospital of the Oregon Health Sci-
cm University in Portland, :129 miles
away.

David (ill*, North Bend public defend-
er and attorney for the parent', said the
,,right to life group had no right to represent
the infant in court, and that We infant's
Parents were upset by this.

\ He said the decision to withhold intr.-
venous feeding and other. treatments en
taken after getting )he hest medical advice

state
heTOurd government flew inustigs-

tors to Oregon tc question witnesses, and
will Carry on the investigation even though
the infant has died.

1 7 2
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DEPARTMENT OF HEALTH b. HUMAN SERVICES Office of the Secfelaty

Washington. 0 C 20201

The Honorable Jeremiah Denton, Chairman
Subcommittee on Family and Human Services,

Committee on Labor and Human Resources
United States Senate
Washington, D.C. 20510

Dear Mr. Chairman:

I am pleased to transmit for the record the responses of the

Surgeon General to questions by Senator Dodd about resources
available to handicapped infants and their families through
the government and the private sector. As you known, these
questions were submitted in conjunction with the Surgeon
General's''appearance on April 6 before your Subcommittee to
discuss Federal Policy on the treatment of handicapped infants

in America.

A copy of these responses will also be sent to Senator Dodd.

1 73

Sincerely yours,

Thomas R. Donn ly, Jr.
Assistant Secretary

for Legislation



167

Senator Dodd

O. What role do you see the Federal government playing in both (1) providing
assistance and (2) encouraging private aid?

A. The Federal government, together with state and local governments, has an
important responsibility to handicapped persons in society. Through several
assistance projrams, it offers services which in sane cases may not be readily
available through private dhannels and which in others augments the efforts
being made by the private sector.

Through the Department of Health and Human Services, help is given to the
handicapped under the Social Services Block Grant, the Developmental
Disabilities program, the University-Affiliated Facilities research and
rehabilitation network, for certain handicapped persons under Medicare, and
for the medically needy under Medicaid\ Our Maternal and Child Health Block
Grant enables states to target aid to families at risk. Food'and nutrition
assistance is provided through the Department of Agriculture's waren, Infants
and Childreh (WIC) commodities program, and the Dep./ailment of Education
administers programs which benefit the handicapped through education and
training for self-sufficiency.

As you know, a few weeks ago the President announced the formation of a
Cabinet-level task force charged with examining the gamut of problems faced by
the handicapped in this country, and the services available to then. This
body is headed by Secretary Heckler. Among its dikties will be to report on
the programs serving the handicapped which are funded by the Federal
government and specifically, to deal with the special problems of parents and
families of handicapped infants.

In addition, Secretary Heckler has reauthorized the Federal intradepartmental
board which was empowered to waive rules for Medicaid patients so that they
could be cared for at home without loss of Medicaid eligibility. This board
had been established in the wake of the situation faced by Katie Beckett of
Cedar Rapids, Iowa, who could be cared for more appropriately\and less
expensively at home, but who would have lost Medicaid eligibility as a
result. The Secretary has asked each State Governor to appoints:a
representative to work with the Department in developing alternatives to
institutionalization under Medicaid. This effort has been and wilfNcontinue
to be of great importance to the severely handicapped, giving then cPtions on
a case-by-case basis to institutionalization when appropriate without \
jeopardizing Medicaid coverage if they need it.
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The government as a priNidet of services or a conduit for the transfer of
money will not solve the problenei of families with handicapped infants. It
can act as a catalyst for greater commitment by the private sector, including
voluntary service agencies, foundations, and private industry. Its role can
include acting to increase public awareness of the physically less fortunate,
and to spearhead a "team effort" by government and the private sector.

(inc important step in that direction, which goes to the heart of both parts of
your question, can be found in the 1982 Surgeon General's Workshop on Children
With Handicaps and Their Families. This unique undertaking brought togetner
experts from government, the medical community, education,, and the handicapped
population to consider what is already being done as well as what needs to be
done. I am providing you with a copy of the Workshop report so that you may
review its proceedings and conclusions.

The Mministration's policy regarding handicapped infants underscores an
important point. One hallmark of a compassionate, civilized society is the
degree to which it defends the interests of its weakest members. In this
respect, we have heightened society's awareness of the vulnerability of
handicapped infants and the need to safeguard their Light's as citizens. At
the same time, it has stimulated discussion and action in government and the
private sector toward the goal of assuring that handicapped citizens will not
be discriminated against on the basis of handicap and that their special needs
will be addressed.

I7
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Senator Dodd

0. What assistance is new available for families of handicapped infants
tram the private sector?

A. There are, and have been for some time, a variety of voluntary service
agencies and private foundations which serve the handicapped with
rehabilitation, educational opportunities, and assistance for medical care and
treatment. These include such familiar organizations as the Easter Seal
Society, the March of Dimes, Spina Bifida Association of America, the Down's
Syndrnme Congress, the National Association for Retarded Citizens, the
United Cerebral Palsy Association of America, and others.

It must be pointed oat that while these agencies and foundations fulfill an
important role and are indispensible to the handicapped population, their
services are not always uniformly available in all parts of the country. The
American people have consistently demonstrated their compatsion, generosity.
and support through their voluntary financial backing of groups dedicated to
helping the handicapped. As my testimony points out, with wider awareness of
the problems facing the handicapped and their families, I believe the private
sector's response can be enhanced in helping to deal with those problems.

The private sector continues to build on its long-standing record of generous
support for the handicapped. For example, the Allstate Insurance Company,
through its "Helping Hand" project, serves as a clearinghouse to the
hamiicapied for community agency services. Its volunteers work with deaf
children and at residential care facilities for the mentally handicapped.
American Telephone & Telegraph (AT&T) maintains the "Telephone Pioneers"
progron, which provides communications equipment, training and services to the
deaf, the blind, those with ambulatory disabilities, and other handicapped
persons. It publishes "Helping the Handicapped," a resource guide to
communications assistance available to the handicapped.

Other projects include:

o The Corporate Angels network, based in Greenwich, CT, which utilizes
private corporate aircraft to transport the seriously ill at no charge
to receive needed medical care.

o Civic organizations such as the Benevolent and Protective Order of
Elks, which alone, between January and October 1982, had contributed
$22 million to various projects benefitting the handicapped plus a
comparable mount in donated time and labor.

o The Wo'jward & Lothrcp Company of Washington, D.Q., which is a leader
in employment of the handicapped and spearheads efforts in the
National Capital Region to encourage other businesses to hire the
handicapped.

o The Miller Brewing Company, which helps sponsor recreational oppor-
tunities for the handicapped. It supports the Southeastern Lite
Professional Invitational Tennis Tournament, whcse proceeds are used to
employ and rehabilitate the handicapped.

CI.

I.. d 10
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2.

Of course, there is a wide array of other projects and programs underwritten

by private industry, often in
partnership with state and local governments and

voluntary service agencies. These examples merely serve to indicate that a

significant amount of help is available through the private sector.

In December 1982, the Department
sponsored the Surgeon General's Workshop on

Children With Handicaps and Their Families. The results of that workshop

include reviews of the kinds of
private-sector initiatives now in place to

help the handicapped, highlights some of
the difficulties whith need to be

overcome in rendering better service to the handicapped, and offers specific

reoonnandations for improvements. We look forwird to a cooperative.

partnership between the private sectc and government in addressing the issues

cckerud therein.

4
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April 15, 1983

Dr. Paul Ramsey
Department of Religion
Princeton University
613 Seventy-Nine Aall
Princeton, New Jersey 08544

Dear Dr. Ramsey:

Thank you for taking the time to testify before the
Subcommittee on Family and Human Services on April 6.

I believe the hearing Contributed substantially to the
debate currently surrounding the issue of treating handicapped
infants. Your testimony was valuable, and I appreciate your
answers to questions asked by members of the Subcommittee.

I will be happy to send you a copy of the hearing
record when it is printed. This process usually takes
several weeks.

Again, thank you for your time and assistance.

Sincerely,

JADadh

22-024 0-83--12

JEREMIAH DENTON
United States Senator

1_ 7 s
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AMERICAN LIFE LOBBY INC.

April 5, 1983

Honorable Margaret Necklet
Secretary
Department of Health 1. Human SerNiices
200 Independence Ave., S. W.
Washington, D C. 2t:201

Dear Mrs. Ile,

Due to a: -,loppy and inaccurate intitial investigation
we hereby reqi, .;ou re-open the DIMS investigation of the denial
of .airgery to a haneicapned newborn, then at Crawford Memorial Hospital,
Robinson, Illinois, that was suffering from Spina Bifida that resulted
tram our telegram complaint to U. S. DlIHS and the U.S. Department of Jus-
tice on May 14, 1983.

Although this handicapped newborn was ultimately moved from Craw-
ford Memorial Hospital and received the necessary surgery and is alive
and well living with adopti-e parents, it is clear from the status report
on thisrease that I reeeived in a letter, dated March 7, 1983, from
Nathan Dick. Deputy Director, Office of Program Operations, Office for
Civil Rights, that your Department is missing many essential facts and
has others such as the dace and place of this baby's birth wrong.

I enclose two sworn documents entitled "Answer to Report of the Of-
fice of Civil Rights, U. S. Department of Health and Human Services, In-
vestigation of Infanticide at Crawford Memorial Hospital, Robinson, Il-
linois" an'! "Date by Date Account of Effort to Save The Robinson Baby"
executed by Laura Jean Canning'.

Based on these two documents we believe that there is a sufficient
amount of information concerning this case *to re-open the investigation
to determine if the actions of Crawford Memorial Hospital should loose
it's eligibility for federal funds under Section 504 of the Rehabilita-
tion Act of 1973.

I specifically call to your attention the statement that the Adminis-
trator of Crawford Memorial Hospital replied to the statement :.ameone had
to help the.baby "Well, its not going to be me." and that information on
Spina Bifida surgery was sent to the hospital administrator. Combined
with the fact that when transferred from Crawford Memorial Hospital, the
baby's wound had developed in infection from lack of surgical closure (pre-
viously scheduled and cancelled against medical advice).

. for God, for Life, for the Form ly. for the Nation"

179
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page two

After reading these two :,Worn documents it is impossible to sustain
the routine finding of your Office Lr Civil Rights that "There is insuf-
ficient ,vidence For OCR to conclude that there was a violation'of Sec-
tion 504.". The facts as outlined in these two sworn documents indicate
that the DIIHS investigation was exceedingly sloppy. A re-opening of this
case and a thorough and vi.,,orous investigation tut° all the facts is
merit

Sincerely. .

\,_
Gary . Curran
Leg' ative Consultant
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COUNTY OF OKLAHOMA )
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ACKNOWIEGEMENT

BE IT KNOWN BY THESE PRESENTS, that on the 29th day

of March, 1983, before me a Notary Public of this State, person-

ally appeared, Laura Jean Canning, to me known to be the identi-

cal person described in and who executed the within and foregoing,

."Answer to Report of the Office of Civil Rights, U.S. Deprtmeat

of Health and Human Services, Investigation of Infanticide at CRAW-

FORD MEMORIAL HOSPITAL, Robinson, Illinois" and acknowledged to

me that she executed the same as her free and voluntary act and

deed for the uses and purposes therein set forth.

In Witness Whereof, I have'hereunto set my official

signature and affixed my notarial seal the day and year first above

written.

Notary

My Commision Expires: 1

1s1
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An Answer to keport of the Office of Civil Rights, U.S. Department of
Health and Human Services' Investigation of Infanticide at

CRAWFORD MEMORIAL HOSPITAL, ROBINSON, ILL., (See copy
of Report Attached)

A LINE -BY -LINE REPLY BY LAURA CANNING, WHO FILED THE ORIGINAL
COMPLAINT

Under "Allegation"

The allegation states that the complaint was received May 14. This may have
been the date the written complaint was received, but the actual complaint
was transmitted by me, Laura Canning, to Susan Shalhoub of the Office of Civil
Rights (OCR) in Washington, between May 7 and May 10. Susan said she would
have Tom Janzer of the Regional Office covering Robinson, Ill. call me. (That
region is covered by the Chicago Office). Tom said he needed a written report
before he could act. I noticed that when I reported the incident in Tulsa,
Oklahoma, the Regional Director in Dallas sent out an investigator immediately
and did not require a 'mitten report. There was time wasted in the Robinson
incident that could have been saved had OCR responded as it did in Dallas.

1. The Office for Civil Rights (OCR) reports that the original allegation
was that Crawford Memorial Hospital "failed to perform necessary surgery."
That was not the charge. Crawford Memorial Hospital could not possibly
have performed the surgery. They are ill-equipped to do so. They have no
facility for this type of sensitive surgery. Crawford Memorial is a 107-
bed hospital which, at the most has two pediatric patients at a time
in residence, according to a report I had from a minister in Robinson,
Illinois who frequents the hospital. So, the actual allegation was that
Crawford was ill-equipped to help the child so it should see that the
baby was moved.

Under "Investigative Findings"

1. Baby's birthday was April 25, 1982. The baby was not born at St. John's
Hospital, but at small town Lawrenceville, Ill. h6i-FififTin Lawrence
County, neighbor to Crawford County (where the baby ended up after his
trip to St. John's Hospital in Springfield, Illinois), which has an
excellent perinatal department. Lawrenceville is about a 10 or 20 minute
car ride from Robinson, Ill. The hospital, I believe, is on a par with
Crawford Memorial in Robinson, as far as number of beds and medical capabil-
ities. Apparently, the Lawrenceville hospital saw its duty clearly,
since they had the baby transferred to an excellent hospital, f-t. John's
in Springfield, immediately after birth when his condition was recognized.

182
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-2-

Under "Investigative Findings", Continued

3. Th. OCR states that there was "no evidence to support that the recommenda-

tion for surgery, during the infant's hospitalization at Crawford Memorial

Hospital required emergency procedures". The fact: then why was the baby

transferred from St. John's where he was scheduled for surgery to a

hospital ill-equipped to do so. Also, I sent the administrator an

article on Dr. David McLone, of Children's Memorial Hospital, head of the

National Center for Spina Bifida. The article states clearly that he

operates on "every child with myelomeningocele (spina bifida)" right

away. Crawford had an obligation to find out about dangers in not immed-

iately closing the baby's back. I, as a lay person learned that time is

imnortant. The spinal fluid could leak, the longer treatment is post-
poned, causing meningitis, infection of the brain, hydrocephalus, in-

fection of the back (making closing more difficult) and possibly mental

retardation. It would seem a simple duty of a hospital to make it their

business to do some inv-stigating about this illness. Surely, I gave

administrator, Carlton King, enough information to make him act when I

phoned him.

Dr. McLone told me that if non-treated surgical,y,"60% of these kids die;

the other 40: live anyway and are a real mess as a result."

4. It was not the "parents", as the OCR report states, but the baby's father

who made the decision to move the baby from St. John's against medical

advice. As I later learned, the mother was quite emotional and did not

want the baby moved. Divisions in the family were occurring.

6. The OCR states that the parents were "counselled regarding the pros ana tuns

of surgery to enable them to make an informed decision," and that there was

some indication that the risk of surgery was greater during the earlier

hospitalization at St. John's".

My response: Even if the baby needed to wait a few days before surgery to

gain strength, why was he moved, and why, when it was clear that he had

gained strength, did it take more than 3 weeks for IDCFS to act in gettinS

him the necessary surgery. Rs McLone states in the enclosed Chicago

Tribune article (May 2, 1982)

"Spina bifida is a disease of the spinal cord which causes paralysis,

urinary and bowel problems, and often hydrocephalus, an accumulation

of fluid in the cerebral ventricles that causes enlargement of the

skull and. compression of the brain. If there is mental retardation,

it is a result of infection of the brain" (if the fluid leaks because

back not closed). But if the hydrocepnalus is treated earli, you

would predict normal intelligence or the intelligence orrhe family

that the baby was born into".
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-3-

Under "Investigative innings ", Continues

-7. The OCP report states that "medical records and medical authorities agree
that the baby's condition improved during the stay at Crawford Memorial
Hospital" but that the recommendation for "non-emergent" surgery remained
in effect.

My viswer: Then why was the baby's back infected when Dr. McLone received
him at Children's Memorial Hospital in Chicago. It took 10 days to con-
stantlywash the back when the baby arrived at Children's before surgery
could be done. Also, the baby did later develop hydrocephalus, and
Dr. McLone had to put a shunt in to drain the spinal fluid through his
stomach. Although the cause for the hydrocephalus would be had to prove,
one question does come to my mind and that is, whether the delay in
surgery caused the complication of hydrocephalus.

ite! OCR states that the treatment was within the bounds of "reasonable
e'e'l jAgment" and does not reflect the withholding of life-sustaining

.;1,..nt based on handicap.

My aqs1,.er: When I called Crawford Memorial Hospital on May 6, and spoke
with Administrator, Carlton King, I told him that someone had to help the
e.by: he replied, "Well, it's not going to ae me."

After federal intervention, Dr. David McLone was called into the case. He

flew to Robinson, Ill. and saw the baby, and spoke with the parents. He

tenoned me and said, "Laura, this is not for the press, but they (the
parents) Ranted him dead. They did not want to raise a handicapped baby."

My reply: If 60: of these children die as a result of non-treatment, then
how is this not a clear violation of the handicapped child's right to
504's guarcntee of life-sustaining treatment. You can feed and diaper and
hold a oaby, but if he needs surgery, and you deny it you are killing him.
Oecensibly, everything looked like it was in order -- nursing care and a
clean bat!, gaining weight - but the hospital and IDCFS did not take custody
nor enter a petition for neglect with the state's attorney's office for
surgery. The baby was not given proper care, "medically necessary care",
until the parents rei,nguished custody. The parents were politically
powerful and I later 'earned had contracts with the State of Illinois for
aspnalting the state highways. Not i.- the way of rumor - mongering, but in

hopes of giving a rational explanation for state delay, I offer this fact,
besides the fact that there was a real lack of knowledge about spina
bifida wi the state and ecspital's part, a culpable ignorance 1 might add,
since :nformation is sc. readily available and since DCFS had dealt with
other spina bifida (..es and should have toad information they needed. One

advocacy group rem ,'ng state funds, IDDAA (Illinois Developmental Dis-
ability Advocacy .heeity) I later learned battled for a spina bifida
child's care. The .dly was ordered to get him the care he needed, were so
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Under "Investigative Findings", Continued

8., Continued

angry about it that they wrote to every state legislator. IDDAA was dis-

solved and lost all its funds.

The Handicapped Advocacy Commission for the stee, now Guardianship and

Advocacy Commission. which receives federal and state funds, had been

fighting for the Robinson baby. Tharis, until, the Governor's office

ordered them out of it. This could have been Oiain old executive fiat
that proved to be politically advantageous since he wanted to protect

IDCFS from au neglect that miyht he uncovered.

I hav;' since learned from the State of Illinois Office of the Budget that

the Gu,rdianship Advocacy Commission will be di,solved as of July 1983.

9. Under 9, of the OCR investigation, I also question the "promptness" of

the State's action. My information shows that IDCFS was alerted by

St. John's hospital. It was not until May 7, according to my information

at my prompting that an investigator from ICDFS went to Crawford Memorial

Hospital.

"Reasonable medical judgmeht" is not the point. Rather, the facts are

what are important: The intent needed surgery, was shipped to a place

ill-equipped to do it, the hospital c,:,operated with the parents, as if

the child was their property, cpritrar, o !,revisions under 504, and con-

trary to medical evidence. Neither hospital nor the state entered a

petition for neglect with the State's Attorney's Office despite the fact

that time was im:,o..-tant in hi, treanient.

10. "Crawford County State's -:,.)rney discussed the situation with the ICDFS

investigator" .-.ndisays the repurt,dete-mined not to take further

action against the parents or hospital "until the situation changed". .

My ,esponse: 1 leinA that a private party could enter a petition for

neglect. I _'rout. to Crawford to dl that. Crawford County State's

Attorney, Jo, Anderson was not at the office. Judge Hanby Jones contacted

him about my Wing a petition by proxy. He said no, since his informa-

tion was from ICUS and they found "no cause of neglect."

I fcund out that Lawrence County State's Attorney (William Strange) also

had jurisdiction to take in a petition since the baby was born in

LawrenLeviile. Despite m. acquainting him with Dr. McLone's work and

with what Dr. C. Eserett KooP. Surgeon General, had found in treating
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Under "Investigative Findings", Continued

10. Continued

these spina bifida children, he refuted. He stated: "Well, Dr. Bob
says the fluid is already leaking." This is a very telling statement.

"Dr. Bob" is Dr. Robert Salesman, who was the baby's.doctor while he
was at Crawford Memorial. If Salesman thought that, it was all the
clearer that the baby should have been moved immediately. Crawford
Memorial Hospital, recipient of federal funds, did not do that.
William Strange used words like "vegetable" regarding the baby and it
was clear that he was in touch with Dr. Salesman.

They did not want the family to have to keep that "vegetable" and that
was evident.

When the State of Illinois publicly exonerated itself in a press release,
both Dr. Salesman and William Strange wanted me to retract all state-
ments. Dr. Salesman wanted a public'apology.

William Strange wanted me to "put in writing" that you are fomally
dropping your petition for neglect."

Strange, is right, especially since he would not take the petition in
-- there was no petition to drop, and stranger still since the baby still
was not in the safe hands of Dr. David McLone.

I refused to comply.

G
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DEPART MEN I Of III Al III & HUMAN SERVIt'ES . °nice of the Seaetas

Mr. Gary L. Cut ri.o

Legislative Consult ant
American Life Lobby inc.
6 B Library Court, S.E.
Washington, D.C. 200o3

Dear Hr. Curran:

Wr.hengion D(20

MAR 1 g'33

On March 2, 15,83. we notified you that our regional offices had been
Informed of your request for a copy of all complaints of possible
infanticide received be our of flee.

Enclosed is a status rei,ort on all invest teat ions of alleged violations
of Section 506 of the sehaet I (tat ion Act of 1971, relating to health
care for handicapped 1,..f.ints, conducted by ti,e of lice for Civil Rights.

Please iv assured 01 ,ad coned trent to vieorouS enforcement of
Section 506 as it relat,s to health care tot handicapped infants.

Thank you for cont act corwerning this e..t ter.

!.ino rely.

Enclosure

187

11.t D. Dick
Depot y Director
of t lee of l'rogram Operations
to lice for Civil Rights
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HEMORIAL HOSPITAL

Robinson, Illinois

On May 14", 1982, the Office for Civil Rights (OCR) received a complaint from
an advocacy group official who, responding to an anonymous call, alleged
that:

1. Crawford Memorial Hospital (at the parents' reonest) failed
to perform necessary surgery on an infant horn with
myelome. -gele (spina bifida);

2. The parents dij not want the child to live; and

3. The hospital was perritting death to ocrur.

Investigative Response

On May 15, 1982 (through May 1982), an OCR 4vestirator conducted an
onsite investigation. The investigator interviewed all pertinent hospital
officials and personnel at the Illinois Department of Children and Farily
Services (1DCFS) who had conducted an investigation into this case.

Investigative Findings

The investigation revealed that:

1. Baby Doe was born on April 30, 1982, at St. John's
Hospital in Springfield, Illinois. The biby was
transferred to Crawford Memorial Hospital on
May 1, 1982.

2. Baby Doe was initially diagnosed as haviur rila
myelomeningocele (spina bifida).

3. There is no evidence which would support that the
recommendation for surgery, during the infant's
h,spitaligation at Crawford Memorial Hospital,
required emergency procedures.

4. The parents, independently, made the decision to remove
the baby from St. John's Hospital against medical advice,
and had the baby transferred to Crawford Memorial
Hospital. St. John's Hospital recommended and was
prepared to perform surgery on the baby.

188
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Crawford Memorial Hospital

5. St. John's Hospital discharged the baby against medical

advice. IDCTS' Mary 11. 1982, -Unusual Incident Report"
reflects statements that two St. John's physicians
concurred that it was the parents' choice to decline
surgery and that they did not feel the parents were
medically neglecting the child.

6. Medical records and allied documents clearly state that
the parents were counselled regarding the pros and
cons of surgery to enable them to make an informed

decision. There was some lndlcetlon that the risk of

surgery was greater during the earlier hospitalization

at St. John's Hospital.

7. Medical records and medical authorities agree that the
baby's condition improved during the stay at Crawford
Memorial Hospital though the recommendation for surgery
(nonemergent) remained in effect.

8. The treatment provided Was within the hounds of reasonable
medical judgment and does not reflect a discriminatory
withholding of life sustaining treatment on the basis of

handicap.

9. 'IDCFS conducted a pin -pt investigation of this infant's
situation 2nd determined there were no grounds for
Wine a petition of neglect and abuse with the Crawford

County State's Attorney. On this basis, 10CFS did not

take custody of the baby until the parents voluntarily
relinquished their parental rights to 1DCFS.

10. The Crawford County State's Attorney discussed the
situation with the IDCFS investigator and determined
that he had no basis for taking any further action
against the parents or the Crawford Memorial Hospital

unless the situation changed.

Conclusion

Based on the investigative findings, there is insufficient evidence for OCR

to conclude that there was a violation of Section 504.
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STATE OF OKLAHOMA
ss:

COUNTY OF OKLAHOMA )

ACKNOWLEGEMENT

BE IT KNOWN HY THESE PRESENTS, that on the 29th day

of March, 1983, before me a Notary Public of this State, person-

ally appeared, Laura Jean Canning, to me known to be the identi-

cal person described in and who executed the within and foregoing,

"Date by Date Account of Effort to Save the Robinson Baby", and

acknowledged to me that she executed the same as her free and

voluntary act and deed for the uses and purposes therein set forth.

In Witness Whereof, I have hereunto set my official

signature and affixed my notarial seal the day and year first above

written.

./(C

Nota

My Commission Expires: 1.././APA,± /3, /96'7
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DATE PY DATE ACLOONT or THE EFFORT TO SAVE THE "ROBINSON BABY"

4pril 25 - Baby born in La..renceville, Illinois.

May 3 - While in Springfield, I learn about baby from pro-lifer, Pat Rudolph

frbm Decatur. I ask her to find out what she can.

May 5 - Pat Rudolph tells me story:

Anonymous call from nurse at St. John's Hospital in Springfield, Ill.

reports there is a baby with milomydomeningocele (spina bifida) who was

scheduled for surgery to have his back closed. Father calls off surgery,

has baby moved to Crawford Memorial Hospital in Crawford County (101 beds,

no pediatric facili... or provision for this type of surgery). Nurse

describes family as "pc:itically powerful."

5 I call Dr. Greg White of River Forest, Illinois. He says baby needs

immediate medical treatment - tells me about dangers if surgery not given -

infection of the brain, paralysis, hydrocephalus - baby is already 10 days

old - he says meningitis is "almost inevitable "

May 6 - I call Crawford Memorial Hospital Administrator, Carlton King. He says

he cannot "affirm or deny" whether baby is there. He keeps saying he cannot

"violate the confidentiality" of the parents. I say, "Well, someone has

to defend this baby." His reply: "Well, it's not going to be me." I later

sent him an article on Dr. David McLone (May 2, 1982) Chgo. Tribune), a

surgeon working to save spina bifida children. Article discusses miracles

dcne with spina bifida children.

I call DCFS in Olney (area for Crawford County). A Mrs. King says when I

report the baby, "We know all about it." When pressed further she tells

me to call a child abuse hotline in Carbondale, Illinois.

I call. They act like they know nothing about the case.

I call Dennis Horan. He says contact Tom Marzen at Americans United for

Life Legal Defense Fund and ask him to check into the Rehabilitation Act

of 1973, Section 504. He says to call spina bifida association, Mr. Kent

Smith, Chicago.

Tom Marzen says they tried to save Bloomington baby with 504, but court

system moves so slowly baby was dead: Tom and I agree to make it public -

to hold more her from being done until we can help baby. He says

contact downstate papers and press.

I call Terra Haute Star, Decatur pally_ Review, Springfield State Journal

Register, Ch. 2-Terra Haute
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M9; t,, Continued

I call Hyde's office, Helms' office, Mr. ',,nweiker's office, Alan Dixon's
office.

Ann Belanger and 1 call state politicians in the Robinson, lllinoi; area.

I alert spina bifida, Mr. Kent Smith.

May 7 - Hilna Hawkins at 800 number child abuse hotline number and 1 talk.
I report possible abuse/neglect of Robinson aby. She said she would
fill o. -eport and send out investigator sa e day. Says she hadn't
heard it it before.

Ann Bel., ,er contacts Crawford State Attorney's office (Jon Anderson)
Marcia ters is the secretary.

A !eeorter from Terra Haute Sta:,'Randy Schaeffer calls. Tells me a pro-
life group (ill. Fed. for Right to Life) told him baby will '01 taken care
,f, just in a "weakened condition". They're getting him re-4y fur surgery
don't believe him.

Trip to Robinson, ill. Crawford Memorial Hos!..ital
...ilk through the halls - can't find where baby would
not in the'Maternity

I ..ee 2 Special Care Units - Baby possibly in one 0;
.

Pr, .,5 are acting scared. Per phone conversation with
the hospi,al, "How would you like to be : 'vegetaL.

' i ,

life'- et will take in a petition for neglect t' the State'
office. Lawyers had advised me it had to be local people. Everyoo,
saying it would be "extraordinary means" to treat this baby - I still
don't know with certitude the baby's condition.

May 9 - Mothers' Day - I see an article in CHGO TRIBUNE on Dr. David McLone
T-Children s Memorial H,spital in Chicdgol,iii,Thiraclal. he has done with
spina bifida children. I learn they are operated on aday or two after
birth'. Time is ticking by.

tIlY 10 I call Dr. McLane. He says, "I need to see the and I will if
they call me. I cannot call them" He says he opere,.7. nn every child with
myelomeningocele. Usually the child needs surgery asi doesWe well if he
receives surgery. He said he would have to "move fast" wfen I tell him
how old the baby is because ''the back is probably already irfccted" and
"we'd have to clean up the back before -w9 could do the surgery."

I begin getting Dr. McLone's name out to everyone concerned wti- baby. I

cannot get in touch with baby's parents.
I still don't kncw their names.
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May 10 ? - Susan Shalhoub from Mr. Schweiker's office calls back. She tells me

that per my phone call to her she is having Tom Janzer of the Regional
Office of Health and Human Services in Chicago call me for a report of my
complaint on a violation of the baby's civil rights. Mr. Janzer says he

will send me a complaint form which he does. I charge the hospital in
Robinson, Ill., (Crawford Memorial Hospital) with neglect.

May 11- Someone calls with family's name! I learn it doesn't have to be a

local person. In order to enter my own petition for neglect, I .!ecide to

go to Robinson tomorrow.

Jeff Plesko (via call from SPINA BIFIDA is in the fight now). He is with

a state agency called, the Guardianship Advocacy Commission. He is an

attorney and he is fighting like this is his own baby's life. His ;,* ,f

is supposed to enforce and protect handicapped laws for the State c

Illinois. Jeff tells me he has never defended a baby yet, only adults

thus far.

May 13 and May 14 - I go to Robinson, Illinois with Greg Morrow. First of all I

want to try to talk with family of baby. If they will listen there is no

need for my petition. They can take their baby to Dr. David McLone and

have his back fixed. I have parents' names, and grandparents' name and

address. 4

Post Script for May 11: Nurse who saw baby when he was born in Lawrenceville said,

"6-511y. have you seen that baby. They ought to let him die."

Grandmother opens the door slightly - is not hostile. Greg and I begin to

tell her about the baby's need for surgery, about Dr. McLone, about
Chicago's being the national center for the treatment of spina bifide I

asked her if she would take an article about a program at Loyola Hospital
in Chicago, which was begun to help spina bifida parents. She said no, but

that she would take the phone number. I tore that off the bottom of the

article. A younger woman then came to the door and said, "We don't have to
talk to you; we've said everything we want to say." And that was the end

of the communication.

There was no other recourse: A petition for neglect had to be filed. Jon

Anderson of Crawford County seemed to be the likely state's attorney since
the baby was residing in a hospital in his county. He couldn't be

reached, so I called the Judge - Hanby-Jones, to ask if he would appoint a
proxy state's attorney in Anderson's absence to take in the petition. But

then he reached Andersnn who said he would not take it since he got his

information from DCFS. We also tried Lawrence County, Bill Strange. He

would not take in a petition either. He slipped at one point and said, "Well,

Dr. Bob said the fluid was already leaking." We had told him about the
article from Dr. McLone, what doctors had said, played part of a tape on

Infanticide by Dr. Koop. Nothing would convince him. We left for Chicago

not knowing what the next move would be. I called Jeff Plesko. He started

to talk like the rest of them. "Well you know, we have to think of optimal

life".
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May 14, P.M. - When I walked in the door, I had message to call the Deputy Assistant
Attorney General for the federal government's Justice Department. American
Life Lobby had heard about our baby and contacted the Justice Department
and HMS.

The gentleman from Justice said that they were preparing a federal lawsuit
against Crawford Memorial and against DCFS. Needless to say I was thrilled.
They expected to go to federal court in Illinois on Monday.

May 15 - Tim Cooke, attorney from Justice, calls. I learn case can't be brought
in yet - all Illinois federal judges are at a meeting.

I tell him I'm going to continue with my own strategy (petition). If the
feds move, great. If they don't, we will not have lost any time.

Tom Marzen says any Illinois attorney can take in a petition for neglect.
I called 'Five attorneys in Robinson. They all said "no". One said,
"You're not going to find a lawyer in this town who will take in a petition
for you." I began calling Chicago attorneys. They said they didn'.t have
the time to do it because it would probably involve several trips'to
Robinson.

20.

P.S. - Throughout the whole battle, the downstate media was calling almost
constantly. I do believe that confining the use of the media to the
immediate area was effective. If national media had gotten in too soon I
believe it would have worked against the baby. They might offer sympathy,
thus giving the parents support. Whereas, the confinement to area and local
media enabled the question to be a "family" one. The controversy would
keep him safe. It did.

1 got a call from the Justice Department. "Dr. David McLone is the
baby's doctor. There's just a little bit of paralysis below the ankles.
The fluid hasn't leaked. Dr. McLone called the baby 'one tough baby.'"
McLone was going to be flown in on a state plane, but at the last minute
the parents didn't like the way that looked, so they had the doctor flown
in themselves.

May 21 - I am told, though I never saw it - DCFS sends out a press release quot-
ing McLone saying that the hospital did all it could. Reporters begin to
call, asking why I made such a noise about the issue "since the baby's all
right."

William Strange, SOWS attorney for Lawrence County; calls and tells me
he wants me to "put ;n writing" that I am dropping my petition for neglect.
Here's a man who wouldn't even consider it - Now, he wants it in writing
that I'm dropping it to exonerate himself. My answer is no.

194
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May 21 - Continued

Drp,Sharles Salesman, doctor from Robinson, Ill. calls. "I want an
apology from you to me, to the hospital, to the staff, etc., etc."

"Why should I apologize. You knew that baby needed surgery. You were un-

equipped to do it, but you endangered him anyway at the request of the
parents."

May 26 - Dr. McLone calls me. "This isn't for the press, Laura, but you don't

apologize to anyone. The parents wanted the baby dead. They were reoeiv-.

ing advice from medical people in the family. They didn't want to raise
a handicapped infant. 605 of these kids die from lack of treatment. The

other 40% live anyway and are a mess because they weren't treated."

May 27 - Complete surprise. Natural parents release baby to Ill. DCFS for

adoption.

Surgery must wait. Back is infected and has to be cleaned before surge.

can be done.

I call Jeff Plesko, (Guardianship Advocacy Commission). He tells me (now
I know hy he was reticent when I called him from Robinson, Illinois) that
the Cove nor's Office called him and told him to back off the fight. I

earlierIFKidTFETBetty Anthony of IDDAA, another advocacy group for the
state, that when she once went to bat for a spina bifida baby, the parents
became so angry that they wrote to every state legislator about IDDAA.
Funds were almost completely cut off for that group.

June 18 - Article CHICAGO TRIBUNE - Baby has been adopted:

I talk to Dr. Mcione. Surgery was successful, back almost healed. Baby has

normal intelliger_e. He should be walking in two years. Has no brain

damage. Did get hydrocephalus. Has to have a shunt put in his head, but

his head is normal size.
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Tom Janzer, HHS, Civil Rights Division Regional t.ftice, called me before baoy's
surgery to ask if I would drop the complaint. "%o4 that everything is being
taken care of." He said he Lad a lot to do in tladison, Wisconsin, and reports
took a long time to work up. 1 said that I wanted the report. As we currently
stand. I am waiting for a copy of the report as it go to Mr. Schweiker's
Office.

3/23/83, P.S. - The only report 1 have is a letter from Nathan Dick of HHS's
Civil Rights Division (dated September 29, 1982) and a "Status Report"
on all investigations of complaints on violations of Section 504 directed
to Gary Curran of American Life Lobby (March 7, 1983) from Nathan D. Dick,
Deputy Director, Office of Program Operations, Office for Civil Rights.
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Testimony on Reauthorization - 1

I am the President of the Brigham and Women's Hospital, which is

a 720-bed hospital in the City of Boston. It is affiliated with Harvard

Medical School, and participates in the regional perinatal center known

as the Joint Program in Neonatology with Children's Hospital Medical

Center and the Beth Israel Hospital. Brigham and Women's operates a

40-bed three-level neonatal intensive care unit, the largest to the

Commonwealth of Massachusetts.

I am writing to urge that-the reauthorization language for the

Child Abuse Prevention and Treatment and Adoption Reform Act of 1978

not include language that would establish a reporting procedure for

any interested person to report to appropriate authorities any known or

suspected instance of the denial of nutrition, medically indicated

treatment, general care, or appropriate social services to infants at

risk with life-threatening congenital impairments. Such language is

similar in intent to the recently promulgated interim final rule issued

by the Office for Civil Rights of the Department of Health and Human Services.

The interim final rule, and the proposed changes in the Child Abuse

Act, give the impression that the current system is resulting in the

wrongful death of many children. This is simply not the case. As

Michael F. Epstein, M.D., Associate Chairman of our hospital's Department

of Newborn Medicine and Director of our Neonatal Intensive Care Unit, wrote

at in a letter of March 7 which I have transmitted to Secretary Heckler,

"(c)are is provided to newborns in neonatal intensive care units such

as the one at Brigham and Women's Hospital %, a team of health professionals

who work long and hard to preserve life. Surely the phenomenal gains made
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estimony on Reauthorization - 2

n reducing neonatal mortality in the last decade support the concept

:hat life is held primary in such settings. Decisions to withdraw or

rithhold support from critically ill infants are rarely necessary and

'hen made, these decisions nearly always affect the timing of an

Inevitable death, not its occurence."

This practice is entirely consistent with the recommendations

in the recent report of the President's Commission for the Study of

Ethical Problems in Medicine and Biomedical and Behavioral Research,

which we support. Further, Dr. C. Everett Koop, Surgeon General, in a

recent appearance before the Senate Subcommittee on Family and Human

Services, testified that "(s)ome medical problems are not correctible, and

some handicapped infants, unfortunately, face imminent death; for such

infants, we do not intend to fruitlessly prolong the process of riving."

In contrast to the decision a year ago in Bloomington, Indiana, I

am confident there is general agreement that a hospital should not deny

nutrition or simple corrective surgery to otherwise healthy infants with

Down's syndrome. AB the President's Commission states, both ethics and

the law require that such a child receive such care because he or she

would clearly benefit from it.

The interim final rule, and the proposed changes in the Child Abuse

Act, also err in assuming that federal or state intervention will improve

the decisions made on whether to give or withhold treatment to seriously

ill newborns. The President's Commission, the courts, and medical experts

are in agreement that such a decision should be made by a child's parents,

as advised by their physician and other health care professionals, unless
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they are clearly acting against the child's best interests. In fact, the

kind of collaborative decision-making that takes place in the neonatal

intensive care units of the country's teaching hospitals serves to protect

infants from arbitrary decisions--by parents or professionals. As

Dr. Epstein said in his letter, "(t)he need to explain, defend, and seek

wide-based support for a plan of action, whether to vigorbusly utilize

or to compassionately withdr,...; %ercic means of life support, is the

best guarantee of proper and ethical conduct." In those rare cases

when parents refuse to authorize life-saving treatment for their infants,

and hospital staff think it is warranted, the hospital has the duty to

seek an order in Juvenile Court to insure that treatment is given, and

does not hesitate to do so.

Investigators from.DNHS, the Justice Department or state child protective

agencies who are not trained in medicine or ethics cannot be expected

to come'to decisions on the treatment of a newborn that are wiser than those

of the child's parents in conjunction with NICU staff who devote their

professional lives to such matters. It is counterproductive to imply,

as the interim final rule does, that they can. As A.C.M. Campbell wrote

recently "(a)dmittedly, as with many medical decisions, much depends on

trust in the knowledge, judgment, and inteirity of the doctors and parents

in putting the infant's interests above their own. With rare exceptions this

trust appears to be justified." ("Which infants should not receive intensive

care?" Archi,:rei of Disease in Childhood, 1982. 87.888-571.)
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The interim final rule and the proposed changes in the Child Abuse

Act are regrettable in the damage they do to DHHS' relationship with

hospitals. Hospital staff, including physicians and nurses, cannot

help but resent the atmosphere of suspicion engendered by the encouragement

of anonymous tips to the hotline, midnight visits, instant Justice

Department suits, and threats of the cut-off of all DHHS funds,

particularly when federal intervention appears of no benefit.

Finally, the impact of the interim final rule and the proposed

changes in the Child Abuse Act on the new parents of critically ill

babies cannot be a constructive one. At this time of great stress, they

need support and compassion and access to the best medical advice,-not

blatant suggestions on well-displayed signs that their babies may not

be receiving proper medical and nutritional care;

In summary, I believe that the system that is in place works as well

as is humanly possible. Many decisions affecting the treatment of sick

newborns are not easy and never will be, and are made more difficult by

the enormous strides made in recent years by the new science of

neonatology. But the decision makers are now the appropriate ones:

parents and the health care team, and when warranted, the state courts.

To tamper with the system will not produce better medical care, or more

living infants.
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Senator DENTON. This hearing stands adjourned.
[Whereupon, at 6:20 p.m., the hearing was adjourned.].
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CHILD ABUSE PREVENTION AND TREATMENT
AND ADOPTION REFORM ACT AMENDMENTS
OF 1983

MONDAY, APRIL 11, 1983

U.S. SENATE,
SUBCOMMITTEE ON FAMILY AND HUMAN SERVICES,

COMMITTEE ON LABOR AND HUMAN RESOURCES,
Washington, D.C.

The subcommittee met, pursuant to notice, at 2:35 p.m., in room
SD-430, Dirksen Senate Office Building, Senator Jeremiah Denton
(chairman of the subcommittee) presiding.

Present: Senators Denton and Grass ley.

OPENING STATEMENT OF SENATOR DENTON

Senator DENTON. Good afternoon, this hearing will come to
order.

Unfortunately, we find many times in our careers here in the
Senate that we are to be in three places at one time. I just left a
hotel, a very large meeting, and I should have been able to get out
of there at 1:30. There was no way to get through the crowd. I
deeply apologize to all of you who have been detained.

I am also kill bouting with the flu, so if my voice runs out, I
have a capable fill in, Senator Grass ley, who will be taking over as
chairman.

This is the second in a series of hearings on the reauthorization
of the Child Abuse, Prevention and Treatment and Adoption
Reform Act, which is the Federal program assisting States in com-
bating child abuse and neglect, and it facilitates the adoption of
harci-to-place youngsters. We will focus on the child abuse portions
of the bill this afternoon with the adoption portion on Thursday.

As you may know, last Thursday, Senator Hatch and I intro-
duced S. 1003, the reauthorization bill for the Federal child abuse
program. Our first hearing on the bill concerned itself with the
issue of insuring that infants born with treatable defects would be
provided with nutrition, medically indicated treatment, and appro-
priate general care. 4*

The hearing today will focus on several other different problems
addressed by the Federal child abuse program.

There is no doubt that child abuse is a national tragedy and that
the effects of child abuse linger long after the bruises heal. The sta-
tistics are sobering. The vast majority of felons now behind bars in
American jails are said to have been abused as children. Children
who have been abused are more likely to grow up into child
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abusers themselves. There are even indications that girls who come
from child abusing families are more likely give birth as teen-
agers. Equally distressing are the statistics indicating that only
about half of those perpetrators to child abuse respond to remedies.
The other half continue to abuse their children. This strongly sug-
gests that emphasis should be placed on preventing that first abu-
sive act and breaking the child abuse cycle.

Today we will hear a number of witnesses discuss child abuse, its
forms, possible causes, remedies, and solutions. Naturally, they will
treat child abuse as a separate and distinct issue, and to some
degree, I suppose it is. But after serving as subcommittee chairman
for over 2 years and addressing a myriad of issues involving family
and human services, I would say that I find our policies to date are
overly addressing symptoms while not at all addressing the cause
of all or most of these symptoms. That basic cause is a fundamen-
tal crisis in the values traditional to our society, particularly the
values of love and of respect for the dignity of other human beings,
and of the institution of marriage.

Tragically, thc., brunt of this crisis is being borne disproportion-
ately by those most innocent and vulnerable members of our soci-
ety, our children.

The hearing this subcommittee is holding today is but one part of
a larger series of hearings on the problems created by the disinte-
gration of the family unit. I am afraid that resolving this problem
of child abuse or the overall problem will require far more than
the reauthorization of the Federal Child Abuse Prevention Act. But
I am pleased that the administration has in fiscal year 1983 made
prevention activities a t,Jp priority of the discretionary portion of
the program. I know, too, that some States, including my own State
of Alabama, have used money from their State grants for preven-
tion activities.

Some individuals have voiced concern that the program with its
emphasis on reporting suspected incidences of child abuse has on
occasion necessarily intruded into situations that were properly
family matters. The broad definition of mental abuse seems to be a
particular concern, and we will ask several of our witnesses to ad-
dress themselves to that issue.

We will also hear today from a number of witnesses who are in-
volved in the identification, prevention, and treatment of sexual
abuse. I know that the National Center for Child Abuse and Ne-
glect has made sexual abuse another focus of the program's discre-
tionary component.

Finally, we will hear today from witnesses who will describe
what activities are being undertaken in the private sector to
combat child abuse. Some of these efforts focus on providing par-
enting information to new parents and apparently have met with
some success.

Other programs, like those undertaken by Parents Anonymous,
concentrate on giving parents an outlet when their frustrations
and tensions are mounting. Other efforts emphasize information
dissemination to those in the community who are directlylnuolved
in this field.

We will hear about- what more can be done to spur private sector
involvement in a problem that affects entire communities. I look
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forward to hearing from the distinguished panels who have gra-
ciously accepted our invitation to testify this afternoon.

Before I welcome our first witnesses, I want to note that Senator
Hatch and Senator Dodd have statements they would like to enter
into the record. I have the two statements, and without objection,
they shall be entered in the record.

[The prepared statements of Senator Hatch and Dodd follow:]
PREPARED STATEMENT OF SENATOR HATCH

We in Congress continue our,efforts in striving toward making the United States
a better country for all to live. Yet we must not ignore the slfattering effects of the
devastating social problem of child abuse. The causes are multiple; the results di-
verse. Yet, yearly over one million children are estimated to be abuse victims.
Therefore, Federal efforts must continue to assist States in conquering child abuse
to assure the welfare and well-being of all children.

I am pleased to join Chairman Denton today in the family and human services
subcommittee hearings focusing on-child abuse, Furthermore, I am pleased to join
Senator Denton in sponsoring legislation to continue Federal efforts aimed at assist-
ing States to preserve children's welfare.

I look forward to hearing and reviewing all the testimony received today. The wit-
nesses assembled here provide us with expert evidence on the problems as well as
possible solutions. In addition, I would like to thank Dr. Marty Palmer for traveling
across the country to discuss child abuse prevention and treatment programs in
Utah. It is rewarding to have Dr. Palmer with us today speaking not only from his
work as director of the ambulatory care program at Primary Children's Hospital,
but also from his work in developing community support resources. These programs
work throughout Utah combining family and community efforts in prevention and
treatment. This ihtertWilling of volunteers and professionals demonstrates and effec-
tive method to curb child and sexual abuse. Through his work on these child protec-
tion teams, Dr. Palmer brings added insight.

Children are our most important national and natural resource. We must do all
that we can to protect them. They have a right to live in healthy, happy homes sur-
rounded with lqve apd security. Since the future of our country is in the hands of
our children, their welfare should be our first priority. Following this hearing, I
urge expeditious consideration of this legislation.

PREPARED STATEMENT OF SENATOR DODD

Mr. Chairman, I am certain that all the witnesses testifying befoke us today will
agree that child abuse is one of our greatest national tragedies. Battered children
often have emotional and physical scars which may take years to heal, if at all.
And, children who are mistreated today may grow to mistreat their own sons and
daughters tomorrow.

Social service agencies from my State of Connecticut across to California have re-
ported an alarming upsurge in cases of child abuse and neglect. Even more frighten-
ing is the news that in many States, the death rate from such acts of violence over
the past year has soared by more than 40 percent.

The connection between the skyrocketing rate of 'child abuse and the current eco-
nomic pressures being placed on families is clear. A 2 year study conducted in Wis-
consin showed that in counties with the highest unemployment rate, instances of
child abuse jumped by close to 70 percent. In those counties with the lowest rates of
unemployment, on the other hand, reports of child abuse rose only 12 percent. In
the same manner, a recent study in North Carolina revealed that children whose
parents are unemployed are three times more likely to be abused than those whose
parents have jobs.

At the same time that the rate of child abuse is climbing, Federal and State funds
both for treatment andprevention programs are being cut back. Due to such budget
cuts, many States have been forced to re-define abuse and neglect,. handling only
the severest cases. Sonic States are said to be considering helping only those abused
children who are undei age 12, simply because there is no longer the staff to investi-
gate all reports of abuse.

In light of this dramatic increase in child abuse tied to our nation's economic
troubles, the 1951 budget cuts in the child abuse prevention and treatment act were
shortsighted indeed. S. 572, a bill I recently introduced to provide emergency assist-
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once for children, would restore funding for child abuse prevention and treatment of
sexually abused children. The sexual abuse treatment program was not reauthor-
ized under the Omnibus Reconciliation Act of 1981 and must be reinstated now if
we are to help the ever-rising number of children who are victims of such exploita-
tion.

These Federal dollars can in no way solve the problem alone. Rather, such funds
serve as seed money to be more than matched later by private contributions. In my
State of Connecticut, for example; over a 1 year period $260,000 worth of profession-
al services were-volunteered by child protection teams.

As some will testify today, the data we have on reported instances of child abuse
may only be the tip of the iceberg. It is estimated that for every abused child that
comes into contact with appropriate agencies, there are ten abused children who
escape notice.

Mr. Chairman, it is clear that child abuse has reached crisis proportions in this
country. I urge my colleagues to join with me in helping national, State and local
agencies meet this emergency by authorizing increased funding for the Child Abuse
Treatment and Prevention and Adoption Reform Act.

Senator DENTON. Our first witness this afternoon is Mr. Clarence
Hodges, the Commissioner of the Administrationlor_Children;
Youth and Families, which administers the Federal child abuse
program.

Mr. Hodges will present the Administration's views on the
reauthorization.

Welcome, Mr. Hodges, and again my apologies for my tardiness.
It was entirely unavoidable.

STATEMENT OF CLARENCE E. HODGES, COMMISSIONER, ADMIN-
ISTRATION FOR CHILDREN, YOUTH AND FAMILIES, DEPART-
MENT OF HEALTH AND HUMAN SERVICES, ACCOMPANIED BY

JAMES A. HARRELL, DIRECTOR, NATIONAL CENTER ON CHILD
ABUSE AND NEGLECT, DEPARTMENT OF HEALTH AND HUMAN

SERVICES
Mr. HODGES. Thank you very much, Mr. Chairman. It is a privi-

lege to be hear today, and I wish to express deep appreciation for
having been invited to participate in these very important hear-
ings.

I personally am most impressed with the strong stand that you
have taken, Senator, not only within your great State of Alabama,
but nationally as you have addressed this issue of child abuse and
neglect. We are certain that with the kind of leadership you are
providing and others who understand the magnitude of this prob-
lem that we are going to begin to see some positive improvements
in this area.

Today L would like to just discuss briefly the situation of child
abuse and neglect, the Administration of Children, Youth and
Families, the National Center for Child Abuse and Neglect, some of
the things that we are doing to help to resolve and have an impact
on this problem.

We estimate that over 1,100,000 children are victims of abuse
and neglect each year. Unfortunately, despite the large number of
cases currently reported, we cannot assume that most abused and
neglected children are now being identified and helped because our
data indicate that a large number of maltreated children recog-
nized by educational, medical, and mental health professionals are
not now known to the local child protective services.
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No area raist-t, Inure troubling issues than child abuse and ne-
glect. Nothing challenges us more for the future strength of our
Nation's families than prevention of these problems.

The issues raised cut across social, geographic, ethnic, and eco-
nomic boundaries. I am pleased to be here today to provide the sub-
committee with an update on the activities of the National Center
for Child Abuse and Neglect, and to tell you that the administra-
tion endorses continuation of a Federal role in this area.

Congress enacted the Child Abuse Prevention and Treatment
Act, Public Law 93-247,-in 1974. The legislation was subsequently
amended in 1978 and 1981. It currently extends through September
30, 1983.

The law mandates four major functions to the National Center
on Child Abuse and Neglect: generating knowledge and improving
programs; collecting, analyzing, and disseminating informagon; as-
sisting States and communities in implementing child abuse pro-
grams; and fourth, coordinating Federarefforts.

Today I will sort of highlight my testimony with a request that
the total be inserted in the record. N.

My testimony today will describe briefly the accomplishments of
the Department of Health and Human Services in implementing
its responsibilities under this legislation. In partnership with the
States, we aim to continue to provide national leadership in devel-
oping effective methods of addressing the human service needs of
these most vulnerable citizens and supporting the development of
State and local capacity to deliver appropriately targeted services.

In the area of research and demonstration, 65 projects across the
c un,try current receive funding from the National Center on Child
Abuse and Neglect. TheSe projects encompass a broad breadth of
activities. The major areas involve prevention of child abuse and
neglect; clinical treatment; public child protective services; and
legal juvenile court services; prevention and treatment of sexual
abuse; prevention and treatment of adolescent maltreatment, in-
cluding sexual exploitation; protection of children in special institu-
tions; special issues, including developmental disabilities, mental
health, public health, and military families and their problems.

Our information function, and the second major area, the Na-
tional Center has supported activities related both to research and
information dissemination. Our most significant efforts in this area
relate to incidence and reporting data.

Te regional resource centers are disseminating information on a
va ie of family-related topics, including child maltreatment, and

f tering local support networks. States efforts to prevent child
use represent another significant aspect of the authorizing legis-

lation. The State grants portion of the act provides eligible States
with funds to develop, strengthen, and carry out prevention and
treatment programs.

The major vehicle for accomplishing the fourth function of co-
ordination responsibilities of the National Center on Child Abuse
and Neglect is the Advisory Board on Child Abuse and Neglect.
Twenty agencies participate on the advisory board.

I want to mention that a strength of that group lies with the
public representatives who are required by a 1978 amendment to
the act. These individuals in particular ask difficult questions and
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challenge and prod not just the Department staff, but other -Feder-
aLagencies as well to different perspectives on problems relating to
child.abuse.and -neglect:

For our planned activities, as part of the human development
services, fiscal year 1983 coordinated discretionary funds program,
the National Center on Child Abuse and Neglect will build on the
results of past experience to launch key initiatives in several areas.

Finally, we plan to strengthen our emphasis on private sector co-
ordination of nongovernmental groups, such as business, service
clubs, and volunteer groups to prevent child abuse and neglect.

Mr. Chairman, we support reauthorization of the Child Abuse
Prevention and Treatment Act and the Adoption Reform Act, and
we have submitted to Congress a proposal for reauthorization of
these programs.

Again, I state it is a pleasure on my part to be here, and I wel-
come the' opportunity to answer questions that you may have.

[The prepared statement of Mr. Hodges follows:]
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Mr. Chairman, I appreciate the opportUnity to appear before this

distinguished subcommittee to discuss the eauthorization of the Child

Abuse Prevention and lleatment Act and ption Reform Act.

We estimate that over 1,100,000 child en are victims of abuse and

neglect each year. Unfortunately, despi the large nuMer of cases

currently reported, we cannot assume that most abused and neglected

children are now being identified and helped, because our data indicate

that a large number of maltreated children recognized by educational,

medical and mental health professionals are not known to the local child

protective services.

No area raises more troubling issues than child abuse and neglect.

Nothing challenges us more for the future strength of our nation's

families than prevention of these problems. The issues raised cut across

social, geographic, ethnic and economic boundaries. I am pleased to be

here today to provide the subcommittee with an update on the activities of

the National Center on Child Abuse and Neglect and to tell you th'at the

Administration endorses continuation of a federal role in this area.

Cbngress enacted the Child Abuse Prevention and Treatment Act (P.L.

93-217) in 1974. The legislation was subsequently amended in 1978 and

1981. It currently extends through September 30, 1983.

The law mandates four major functions to the National Center on Child

Abuse and Neglect:

o Generating knowledge and improving programs;

o Collecting, analyzing and disseminating information;

o Assisting States and communities in implementing child abuse

progrums; and

o Coordinating federal efforts.
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My testimony today will describe briefly the accomplishments of the

Department of Health and HUman Services in implementing its

responsibilities under this legislation.

At the outset, I want to emphasize that these tasks are interrelated

and involve multi-disciplinary, multi-service delivery systems. The

Administration believes that in this fact lies the greatest strength and,

simultaneously, the greatest challenge for the program.

In partnership with the States we aim to continue to provide national

leadership in developing effective methods of addressing the human service

needs of these most vulnerable citizens and supporting the development of

State and local capacity to deliver appropriately targeted services. We

are attempting to improve integration with other social services of

activities addressing child maltreatment and this concern is reflected in

our coordinated discretionary funds program. Let me begin by discussing

the National Center's program development and improvement function.

RESEARCH AND DEMONSTRATION

Sixty-five projects across the country currently receive funding from

the National Center on Child Abuse and Neglect. These projects encompass

a breadth of activities. The major areas involve:

o prevention of child abuse and neglect

o clinical treatment

o public child protective services

o legal juvenile court services
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'o prevention and treatment of sexual abuse

o prevention and treatment of adolescent maltreatment (including

sexual exploitation)

o protection of children in special institutions

o special issues (including developmental disabilities, mental

health, public health and the military)

I would like to spend just a minute highlighting a few areas which I

believe are of special interest to t'ne subcommittee. These include:

o Primary prevention of child maltreatment. Among an array of

ongoing projects are several which are actively working to improve

hospital practices and community education to support young

parents facing particular difficulties with their parental

responsibilities.

o Prevention of child sexual abuse. Six projects have developed

materials (curricula and a film) to be used with school students

from preschool through high school, to make children aware of
.

sexual abuse, to provide them with help in preventing the problem

and to let them know how to go about seeking assistana-if abuse

is happening to them, a sibling, or a friend.

o Projects which stress the multidisciplinary natuLe of the response

to child maltreatment. Providers of mental health and health

services have received grants to coordinate their work with put';.c

child protective service agencies in order to better identify

developmental disabilities and to improve treatment car victims of

abuse and neglect.

o no, adolescent maltreatment victim and the juvenile justice

system. The adolescent has been found to be at considerable risk
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of'child maltreatment, though service systems are not readily

available. Often these children enter the juvenile justice system

and as a result increase costs to society. Efforts at developing

diversion strategies have been undertaken in various cities.

o Parental and victim self help. Parents Anonymous now has over

1300 chapters across the country and in some overseas cities with .

large American military populations. Parents and victims are

afforded the opportunity to help each other prevent. child abuse

and neglect and improve family life for all members. Parents

United, a self heap organization for families that have sexual

abuse problems, has also received funding and chapters are now

being established across the country without federal funds.

INFORMATION FUNCTION

In the second major area,, the National Center haS supported activities

related both to research and information dissemination.

Our most significant efforts in this area relate to incidence and

reporting data. Through the National Center, the Department gives funds

to the American Humane Association to conduct an ongoing national study on

child neglect and abuse reporting. This project collects and analyzes

statistical information about suspected child abuse and neglect that all

50 States receive from child protective service agencies.

A major achievement was the completion of the first National Incidence

Study which provides us with baseline reporting data.

One of the basic strengths of the National Center's activities lies in

its capability to disseminate information through clearinghouse activities
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and annual program and research analyses.

Ten regional resource centers are disseminating inforMation on a

variety of family related topics, including child maltreatment and are

fosteJing local support networks. Another dissemination activity which I

know is of major interest to the Oongress is the Military Family Resource

Center, a joint venture with the Department of Defense and the Department

of Transportation (Coast °laid). EMS is receiving approximately $500,000

in 1983 from these agencies to provide information and technical

assistance to enhance military support systems on behalf of vulnerable

military families worldwide.

Equally important is the effective fashion in which the program has

helped to identify and define pressing issues in the field. In 1982-83,

this is being accomplished through a series of symposia on specific issues

as well as through the Sixth National Conference on Child Abuse and

Neglect, which will be held September 25-28 in Baltimore, Maryland.

Hosted by the Junior League of Baltimore and the State of Maryland,

sixteen organizations are co-sponsoring the conference; which represents a

major national outreach effort for the field.

IMPLEMEtTrATION FUNCTION

States' efforts to prevent child abuse represent another significant

aspect of the authorizing legislation. The State grants portion of the

Act provides eligible States with funds to develop, strengthen and carry

out prevention and treatment programs. Awards amounting to $6.7 million

will be made in FY 1983. Ti-,e number of States eligible for this funding
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has jumpe6 arum four in 1975 to forty-eight in 1982. The States currently

ineligible for a child abuse and, neglect State grant either fail to

include in their State statutes a definition of child abuse and neglect

substantively consistent with the definition of child abuse and neglect in

the Act or fail to meet the Act's requirement to provide a guardian ad

litem for child in every case involving an abused or neglected child

.which results in a judicial proceeding.

A major purpose of the State grant program is to support start-up

activities which, if proven successful, will be continued by the State

with other funds. _Approximately 30 percent of projects conducted with

State grant funds have been continued after the start-up phase using State

appropriated funds. Most of the others involved one-time-only activities

such as development of protocols, procedural manuals and central register

systems for compiling information or reports. Most exciting to us is the

exchange of information among the States about successful projects and

effective approaches. Through the leadership of the National Center, an

informal yet very effective peer support system of State child protective

services agencies has developed over these past years. We believe that

when social services are needed, they are best defined and administered

through the public and private institutions at the level closest to the

problem--State and local governments and private community agencies:

One other item of note under this function is that, as mandated by the

Act, the National Center on Child Abuse and Neglect, in cooperation with

the National Advisory Board, has developed and published standards for

child abuse and neglect prevention and treatment programs and projects.

The publication, entitled Child Protection: Guidelines for Policy and
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Program, provides a useful summary of standards for the field. Another

document which will be available this year as a result of State requests

is Child Protection: A Guide for State Legislation.

COORDINATION FUNCTION

The major vepicle for accomplishing the fourth function of

coordination responsibilities of the National Center on Child Abuse and

Neglect is the Advisory Board on Child Abuse and Neglect. Twenty agencies

participi.te on the Advisory Board. I want to mention that a strength of

that group lies with the public representatives who are required by a 1978

amendment to the Act. These individuals in particular ask difficult

questions and challenge and prod not just the Department's staff, but

other federal agencies as well, to different perspectives on problems

relating to child abuse and neglect.

PLANNED ACTIVITIES

As part of the HDS FY 1983 Coordinated Discretionary Funds program,

the National Center on Child Abuse and Neglect will build on the results

of past experience to launch key initiatives in several areas. These

projects, most of which will have increased private sector and voluntary

support, include:

o Demonstration of parent support in the work place to prevent child

abuse and neglect.

o Measuring the effectiveness of prevention strategies.

o Demonstration of the use of therapeutic family day care homes to

prevent foster care placements.

o Demonstration of mechanisms for training middle and senior State

Child Protective Services management.
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o Validation of existing theories on factors contributing to the

sexual victimization of children.

o Demonstration of effective procedures for management of State

intake and investigations of child abuse and neglect.

o Demonstration of alternatives to litigating child abuse and

neglect cases.

o Demonstration of the use of committeeeof inquiry in case of child

fatalities.

Let me assure you that, while child abuse and neglect research is

planned and funded through the OHDS coordinated research process, the

importance of child abuse and neglect efforts is in no way diminished. In

fact, we found in the FY 1982 coordinated process that research for one

program was enhanced as a'result of linkages with other human service

programs.

Under the reauthorized Act, we propose to support efforts to enhance

the educational system's involvement in early intervention in cases of

child maltreatment; analyzing and packaging the wealth of material

generated by recently completed grants; continuing the emphasis of the

information collection and dissemination clearinghouse on child abuse and

neglect; and following up on experience gained in dealing with the

maltreatment of children in residential treatment facilities.

In the implementation area we see a need to continue strengthening of

interstate sharing, focusing on the use of State grants to get maximum

effects. In the private sector and voluntary efforts, we will support

Parents Anonymous' priority of organizing children and adolescent service
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groups to address their prevention and treatment neeLls. Finally, we plan

to strengthen our emphasis on private sector coordination of

nongovernmental groups, such as businesses, service clubs and volunteer

groups to prevent child abuse and neglect.

Coordination issues pose new challenges to the Department with

respect to the increased public attention and concern generated by the

Infant Doe case and the medical and judizial systems' response to the

issue. We support the intent of the suggested legislative language to

focus special attention on protecting potential Infant Does and ensuring

that professionals are aware of the potential for placing them in adoptive

homes. We are committed to increase the efforts of the Department of

Health and Human Services to work with the States to ensure that child

protective service agencies and medical facilities and professionals carry

out their legal and moral responsibilities to protect endangered

handicapped infants.

1983.

REAUTHORIZATION

Mr. Chairman, we support reauthorization of the the Child Abuse

Prevention and Treatment Act and the Adoption Reform Act, and we have

submitted to Congress a proposal for reauthorization of these programs.

While we believe that financial support to the States for purposes of this

Act should be continued at its current level of $6,720,000, we are asking

for an appropriation in FY 1984 which consolidates and reduces the

research, demonstration and information funding for social services
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discretionary activities. This reflects the Departmental policy of

targeting limited Federal resources to direct service activities. In

keeping with these efforts to restrain Federal spending, we will refine

and target discretionary activities to achieve maximum effects and link

with State agencies to ensure dissemination and implementation of these

activities on a nationwide basis. We strongly affirm that this

legislative authority embodies a fair, viable and responsible approach to

a vexing national problem and we support its continuatin.

On a related topic, Mr. Chairman, as stated in Dr. Koop's testimony

before this subcommittee on April 6, the Administration supports the aims

of the Infant Doe provisions of your reauthorization bill. Secretary

Heckler, in testimony before the Senate Labor and Human Resources

Committee addressed a most urgent situation. She said:

'Last year, millions of Americans were stunned, shocked and angered

when the death of a handicapped newborn infant in Bloomington,

Indiana, brought to public attention the tragedy of that and other

cases where nutrition or medical care is deliberately denied to

handicapped infants.

The President responded swiftly toThe tragic tidings from

Bloomingtou. He directed the Health and Human Services Department to

make clear to every health care facility in the United States of

America that Section 504 of the Rehabilitation Act of 1973 protects

all handicapped persons, including infants. The HHS Office for Civil

Rights did as the President directed on May 18, 1982, in a written,

notice which was sent to hospitals nationwide.'
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In addition, Mr. Chairman, the Department of Health and Haman

Services has taken a further step to implement the President's

direction on handicapped infants by publishing in the Federal Register

on March 7, 1983, interim final regulations requiring that each and

every recipient of Federal funds who provides covered health care

services post and keep posted in a conspicuous place a notice stating

that 'discriminatory failure to feed and care for handicapped infants

in this facility is prohibited by Federal law.

The notice Will put the public and medical profession on notice

that anyone who has knowledge that a handicapped infant is being

discriminatorily denied nutrition or medical care can and should

immediately contact a toll-free, 24-hour Health and Human Services

hotline, or, in the alternative, the State child protective agency to

report the alleged violation.
#

The Department's action is prompted by the accumulation of

additional evidence that handicapped children's lives are in jeopardy

-- that some have indeed been lost by decisions to withhold food or

services.

Mr. Chairman, we trust that these actions by the Department will be

effective. The ini tration supports your effort to address this

important problem.

Thank you, Mr. Ch irman. I will be happy to answer any questions.
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Senator DENTON. Thank you very much, Mr. Hodges. And, as re-
quested, the full written statement which you submitted will be in-
cluded as part of the record. I thank you for summarizing orally.

I will ask you several questions, sir. As I mentioned in my open-
ing remarks, concerns have been raised about including mental
abuse within the definition of child abuse. Does the administration
have a view on this matter, and what can be done to clarify and
narrow the definition to give Sates more guidance on the defini-
tion?

Mr. HODGES. Presently, Mr. Chairman, we do address the issue
of, what we term, emotional maltreatment. And there iswhere
there is observable harm, where there is a lasting effect, and where
there is the possibility of a handicapping condition. That very defi-
nitely is an issue we address, and we look at it within the family
setting. We work with the States on this issue, and we are helping
each State to recognize their responsibilities as they relate to what
we term emotional maltreatment or mental maltreatment to make
sure the children who suffer this kind of treatment, this kind of
maltreatment, are protected also.

Senator DENTON. I just want to clarify what we are talking about
here. This is mental abuse without any physical abuse, for example
oral intimidation or insult?

Mr. HODGES. That is correct.
Senator DENTON. That is an entirely separate area from any

physical abuse whatever?
Mr. HODGES. That is correct, Mr. Chairman. There are times

when a person is physically abused and there is mental abuse that
goes with it.

Senator DENTON. Yes.
Mr. HODGES. And there are also times when there is emotional

abuse without physical abuse, but verbal abuse, psychological
abuse, the kind of activity that one can suffer without being
bruised or physically touched.

Senator DENTON. Could you describe some of the National Cen-
ter's activity in the sexual abuse area?

Mr. HODGES. We are looking at that presently with a number of
agencies and organizations around the country, particularly with
our discretionary funding projects, some that were granted last
year, fiscal year 1982. We have been looking at the prospects in
fiscal year 1983 of awarding 'additional grants to get a better
handle on that problem, to get a better understanding, as well as to
determine ways that' we might be able to improve our reporting.

It is difficult to get information on this issue because persons will
not voluntarily and willingly share with us this kind of maltreat-
ment of children. We do see an increased incidence in some areas,
and we are getting, utilizing, and providing for States and counties
methods of determining when this kind of abuse should be suspect-
ed.

We are working very closely with medical institutions, with our
social workers and our county welfare agencies, and we are making
sure that they are getting proper kinds of training; we have dis-
seminated manuaiE to help persons to understand how to detect
this kind of maltreatment, how to assure proper investigation, and
proper action on the part of counties and State governments.
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Senator DENTON. From your position, do you have any perception
as to even generally classifiable causes of individuals becoming
prone to sexually abuse a child?

Mr. HODGES. I consider very often the ugliness of abuse of chil-
dren, and I have had opportunities to visit some of our major hospi-
tals where children are treated and seen some of those who are vic-
tims.

And I have sought to discuss with persons who have responsibil-
ities in this area to determine what kind of person would perpe-
trate this kind of crime on a child. We do find a different kind of
persor. who would sexually abuse from the person who would nor-
mally physically abuse.

The sexually abusing person often has severe problems with how
he perceives and sees himself; an inability often to relate on a
proper relationship basis with other adults; the inability to estab-
lish meaningful relationships, many times, with persons of the op-
posite sex.

These persons have great problems with personal identity and
with finding any satisfaction with themselves. We are concerned.
They do require treatment, extended treatment, and it is important
that where there are such cases suspected, that there is proper in-
vestigation to make sure that such a person is treated so that there
will not be a continuation of such suffering by innocent children.

Senator DENTON. Will sexual abuse continue to be one of the pri-
mary focuses of the National Center for Child Abuse and Neglect's
discretionary program in the coming years?

Mr. HODGES. That is correct, Mr. Chairman. We recognize that as
a continuing problem. And we wish to continue to direct resources
toward that problem.

Senator DENTON. I am aware that the administration is devoting
a significant portion of the limited available' Federal funds in the
area of prevention. What are some of the activities now taking
place in this area, and will you continue to emphasize prevention?

Mr. HODGES. Prevention is an area that we must continue to em-
phasize. Not only must we treat and seek to help those persons
who are victims, but we must seek to prevent others being added to
those large numbers. The funds that we grant to the States, for the
most part, are used to expand upon their preventive capabilities
and their service programs, as well.

The programs where we use discretionary funds include a
number of volunteer agencies and nonprofit agencies. They work
with those persons who might very well be suspected, of child
abuse.

We look at children with birth defects, where there are families
with tremendous pressures and a great need for respite. There is a
great need to support those families and to work with those par-
ents who have themselves been in the foster care system or have
been victims of abuse as children. We look to those agencies to help
them before there is a crying out need for relief. We can provide
preventive services, support, services, so that there families can be
strong, and can know how to express themselves verbally as op-
posed to with physical abuse in relating to children.
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Senator DENTON. Do- you have any statistics on the incidence of
child abuse perpetrated against children of unmarried or divorced
women by boyfriends or live-in mates?

Mr. HODGES. We do not have exact figures on this kind of prob-
lem, but there have been reports indicating serious problems with
step parents; with boyfriends, and there are those problems par-
ticularly where you have ydung people who are not prepared to be
parents, teenage parents.

Those persons oftennot only have one child, but usually they
will have a second child very close to the first while they are still
teenagers. With 1 million teenage pregnancies a year and the siz-
able number of persons who are under 15 years of age that give
birth each year, we can reasonably expect large numbers of chil-
dren to be problem parents.

These children often expect that which is impossible of their
babies. They expect babies to walk at 4 or 5 months. They expect
them to talk and to do other things._They expect them to be potty
trained. When they do not see their expectations fulfilled with
their children, they turn against them very often with abuse.

There is a great need to help these persons develop family
strengths so that grandparents or others can offer support to those
children who are children of children. Further., there is a serious
problem of boyfriends possibly becoming abusive, along with moth-
ers when these parents themselves are very young and do not have
resources to provide for themselves and their children to the extent
they would desire.

Senator DENTON. Well, thank you very much, Mr. Hodges. Your
testimony was informative and will be very useful to this subcom-
mittee. Your responses were most articulate, and we greatly appre-
ciate your taking the time to come down this afternoon.

Mr. HODGES. The pleasure was mine. Thank you, Senator.
Senator DENTON. I do have three questions from Senator Hatch. I

can submit them to you in writing or I can ask them on his behalf
right now.

Mr. HODGES. At your pleasure, Senator. I would be pleased to
answer them now or --

Senator DENTON. All right. Just to save the writing, I will ask
you the questions.

First, in your estimation, are State child protection agencies ade-
quately prepared to respond to complaints of denial of treatment?

Mr. HODGES. \I think they are adequately prepared, and they are
preparing theingelves more. We are providing some technical as-
sistance, and it is an area in which States have given increased
recent attention to this issue. States have looked at it prior to the
recent publicity. Many States have taken very strong action al-
ready in some cases.

We are confident that we will be able to provide some technical
assistance. We have done that to help States respond adequately to
the problem where there is denial of services to a child.

Senator DENTON. Are their staffs adequate, both in numbers and
in professional skill, considering medical and nursing skills, to deal
with cases in the highly technical atmosphere of the neonatal in-
tensive care unit?
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Mr. HoDG Es. For the most part, there are staff persons involved
that have that kind of expertise, and States have availability to re-
sources within the offices of the Administration for Children,
Youth and Families, the National Center for Child Abuse and Ne-
glect, and our 10 regional resource centers. We provide extensive
technical assistance to the States, and we also have relationships
with a number of hospitals and universities that have expertise
that is not always available in every State or to every agency. But
it is available in general, and we are happy to make such expertise
available to the States.

Senator DENTON. With the increase in incidence of child abuse
and neglect and the added burden that this new category'of abuse,
denial of nutrition, would add to the already heavy caseload, is the
proposed budget in the reauthorization of the act adequate to pro-
vide for the increase in staff needs?

Mr. HoDGEs. I would think so, Senator. There is always a situa-
tion where more money could be used by any governmental agency.
But at the same time, as we look at our limited resources, we are
confident that this is an area that is serious enough that there
should not be a budget cut with our grants to our States.

But with what the States are doing, what has already been done,
and what is being built upon because of services that were provided
by our agency in fiscal year 1982; they will not need recurring ex-
penses to the same extent due to our extensive manuals and train-
ing that has already been provided. We are confident that the
funds that are available in 1984 will be able to build upon what is
there and to expand, as the act suggests, so that there will be suffi-
cient resources for the needs of each State.

Senator DENTON. And Senator Hatch's last question is: the legis-
lation that Senator Denton and I have introduced expands the Ad-
visory Board on Child Abuse and Neglect to include issues on adop-
tion opportunities.

Do you know if the administration or you representing the ad-
ministration supports this coalition of efforts?

Mr. HODGES. We are very much concerned, and we do see some
linkage of concern with adoption needs. We have not thoroughly
thought out and determined a specific position. On Thursday of
this week, I believe, Assistant Secretary Hardy will be testifying
before this committee, and perhaps by that time we will have a
more specific response.

Senator DENTON. All right. Thank you very much, Mr. Hodges.
There will be some written questions submitted to you at least on
the part of Senator Dodd. And we will hold the record open for 10
days for other Senators of the subcommittee to submit questions to
which we solicit your early answers in writing.

Mr. HODGES. We will respond as rapidly as possible. Thank you
very much, Mr. Chairman.

Senator DENTON. Thank you, sir.
Our second panel of witnesses consists of Mr. Wayne Holder, di-

rector of the Children's Division, American Humane Association;
and I will ask these persons to please come forward; Mr. Wayne
Holder, welcome to you sir; Dr. Eli Newberger, a pediatrician from
Children's Hospital in Boston.
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Welcome to you, Doctor. Mr. Gregory Loken, senior staff attor-
ney at Covenant House in New York City; welcome to you.

Mr. Holder, would you care to begin with your opening state-
ment.

STATEMENT OF WAYNE M. HOLDER, DIRECTOR, CHILDREN'S DI-
VISION, AMERICAN HUMANE SOCIETY; ELI NEWBERGER, PEDI-
ATRICIAN, CHILDREN'S HOSPITAL, BOSTON, MASS.; AND GREG-
ORY LOKEN, SENIOR COUNSEL, COVENANT HOUSE, NEW YORK,
N.Y

Mr. HOLDER. Yes, Mr. Chairman.
I am pleased to be here and thank you for this opportunity.

Within my written statement, which I would like to have entered
in officially, I took three perspectives.

I would like to speak to those perspectives briefly. Before I do, I
would like to mention something about the American Humane As-
sociation. We are the oldest national organization devoted to ad-
dressing the problem of child maltreatment. We are a private, non-
profit organization based in Denver.

We provide a wide range of services to States and local agencies,
including consultation, education, research, and evaluation.
Through our professional staff and 40 faculty located around the
country we maintain a keen awareness of the state of the art on
child protection and fluctuations in the problem of child abuse.

The three perspectives that I took in my statement look at the
problems of child abuse and protection before the national center
was set up, during that time, and now. You certainly in your open-
ing remarks adequately stated the nature of the problem, the size
of it, and probably in every statement people mention the size of it,
as has just been stated in the previous remarks.

So I will move to the during. During th' last 8 years or so, the
national center has been the major primary force behind activity
in this area and has been very effective in raising, elevating the
awareness of child abuse among professionals within the communi-
ty.

I would like to characterize that activity as having a primary
impact in knowledge gaining. We are much better prepared to do
the job now. We are much more aware because the national center
was established and did its work.

But we have moved from that time and transitioned into a new
time. The national center does need to be reauthorized, but the em-
phasis needs to be changed. We have moved away from a period of
discovery into a period of application, the need for application.

It would be good if we could gather together and talk about how
well we are doing in combating the problem, but the truth of the
matter is we are not. The problem is increasing much faster than
we are able to deal with it. We have been effective in identifying
the size of the problem and have a better understanding of the
characteristics and nature of the problem.

But we are not applying the information and knowledge we have
about what to do about the problem. And I am speaking specifical-
ly with regard to treatment and rehabilitation in the area of child
protection. It is time to begin to move in that area, for in so doing
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we not only address those families and children that are in need,
but we begin to address the question of prevention as well by treat-
ing those children that are in need now.

As I identified within my paper, the change in the economic
status within our country, the change in the nature of what is
going on in States, the reduction in staff, the problems with regard
to increasing caseloads, and so forth, have left our systems of care
in the situation where they are less able to adequately meet the
needs of the families that they see.

Furthermore, the system is being challenged by litigation and
cries of outrage by community, press, and otherwise with regard to
the quality of care being given. I do not think necessarily this is an
indictment against the people who are doing it, who are all good
intentioned and well committed people.

The problem is that there is such a lack of resource and a lack of
requirement within our society, within our community to do some-
thing about the problem that we have a second rate, inadequate
system delivering care. Training is not enough. Qualifications for
workers are not high enough, and the resources with which they
work are not adequate enough.

I am of course recommending reauthorization, but in doing that I
am asking for an emphasis shift, and I am suggesting that NCAN
be given a standard setting function with due regard to State
autonomy. I realize that these are not the days when it is popular
to talk about the Federal Government doing any regulatory kind of
activity, but I believe we are at a point where we have moved past
getting knowledge to the point that we need to set standards, and
require that those standards be met. We need to consider uniform-
ity in practice throughout the country and an elevation of the qual-
ity of practice.

I think NCAN's purposes should be related to quality of practice
and application of the knowledge that has been gained through its
efforts in the last several years. Part of that can be done by empha-
sizing dissemination of information and sending out that knowl-
edge in assertive ways and in association with the standards set-
ting that NCAN has accomplished.

I believe State grants should be continued, and perhaps consider-
ation being given to elaborating that effort. There should continue
to be a study of the problem of child maltreatment in terms of
nature, size, and change, so that we are always monitoring and
staying in touch with fluctuations.

Specialized studies, some of which you alluded to in your ques-
tions about sexual abuse, and so forth, should be continued, and

some efforts should be given to activities for preventing child abuse
in a primary prevention sense.

Further, I would like to suggest that if funding is not at least set
at the $30 million level, then what we are doing is making a clear
comment with regard to how we feel about our children and how

we feel about the families that are taking care of those children.
With regard to the question of mental injury, I would- recom-

mend that that be placed and defined within the child abuse stat-
ute. I think it is critical because of the faCt that it is such a diffi-
cult thing to deal with. Clearly, mental injury,always coexists with
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other forms of maltreatment, but it also stands alone as a problem
that needs to be dealt with.

It is the most difficult form of abuse to substantiate, and unless
it is articulated in statutes, whereby it can be revised over time,
related to practice, it will continue to be the most difficult to work
with.

States are likely to follow to deal with this in their statutes,
those States that do not have it.

This concludes the comments I would like to make. And I would
be pleased to respond to questions.

[The prepared statement of Mr. Holder follows:]
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Mr. Chairman, I appreciate the opportunity to appear before

this di.:.tingeished subcommittee to discuss the reauthorization of the

Child Abuse Prevention and Treatment and Adoption Reform Act.

As an introduction, I an currently the Director of the Children's

Division'of The American Humane Association. I have been involved in state

and national efforts to combat child abuse for the last fifteen years. I

have authored books on the subject, designed national training programs,

taught and consulted internationally and designed and evaluated programs

at the state and local level. My experience includes work within the field

of child protection in all capacities: as a direct service practitioner,

administrator and planner and now as a consultant and executive. Pro-

fessionally I as a social worker.

The American Humane Association is the oldest national organization

devoted to addressing the problem of child maltreatment. We are a private

non-profit organization based in Denver. We provide a wide range of

services to state and local agencies including consultation, education,

research and evaluation. Through our professional staff and forty faculty

located around the country we maintain a keen awareness of the state of

the art on child protection and fluctuations in the problem of child abuse.

We are a membership organization led by a national board of directors.

I consider the cniestion of the reauthorization of the Child Abuse

Prevention and' Treatment Act from the perspective of what preceded the Act,

what has the Act done and what is the status of child abuse and child

protection efforts today. By doing this, recommendations clearly come into

focus. So I will briefly share with the subcommitte my perception of the

past fifteen year history.
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The 1967 amendments to t:,e Social Security Act included provisions

for restructuring child welfare services nationally and for separating

social services from economic services. There was a specific requirement

that child welfare services must be accessible and available in all juris-

dictii, of each state. States responded by reassigning staff and redesign-

ing programs. The result was a dilution of child welfare practice expertise.

In 1967 American Humane conducted and published a nationwide survey of the

state of child protection practice. The survey identified the following:

. no state and no community had deloped a child protective

service program adequate in size to meet the service needs of all reported

cases of child neglect, abuse and exploitation.

Much of what was reported as child protective services was in

reality non-specific child welfare services, or non-specific family services

in the context of a financial assistance setting. While the spirit and

intent to serve neglected and abused children was present in many of the

reported programs, when evaluated in terms of identifiable and specific

child protective services, it was often no more than a token program.

Almost two - thirds of the 47 states which reported a protective

service program were found to lack total geographic coverage within the state.

.
Responsibility in the department of welfare at the state or local

level for services to abused children under the state reporting law varied

considerably.

. Date submitted by state departments of welfare quite consistently

described child welfare staff as not fully trained.

.
Fifty percent of the states reported a need for change in the

state law to more clearly define protective services and emotional neglect.
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. Two-thirds of the states expressed a need for more adequate

ncing to sup;ort a better child protective service program.

. Ninety-two nercent of the states listed a need for more staff

for better ,:ualified staff to improve their child protective service

ram.

. Somewhat more than one-third of the states cited a need for

cooperation from community resources, especially from courts and

>ols.

. For a variety of reasons almost all states statutes governing

1,1 abuse and neglect matters were less than adequate.

In summary, our country entered the 1970's with limited knowledge

ut the problem of child abuse and neglect, compounded by an unfocused

vice system, poor programs and unqualified personnel. The resulting

ponse to this social problem could be descirbed as fragmented and

rofessional.

Part of the motivation behind the Child Abuse Prevention and

atment Act was to improve the condition of child protective services.

1975 the field was bolstered by the federal legislation and the National
.

:ter on Child Abuse and Neglect (NCCAN). The issues were clear. Child

!treatment was a problem that the country needed to address through

relopment of knowledge, public awareness and programs. There is no

estion that NCCAN has had a profound impact on the enhancement of efforts

sociated with child protective services. Much has occurred since 1975

d as a result of NCCAN's influence:

. Throughout the last eight. years NCCAN has funded a vast number

231



226

of res,arch and d,monntratoin pru3eets in all parts of the country. From

that activity there has been a tremendous broadening of the knowledge base

aboul- .hill maltreatment. More is known about the nature of the problem,

the 1ople who are caught in the grip of the problem and the most appropriate

and effective methods for addressing the problem.

. Public and professional awareness has increased considerably

in terms of recognizing the seriousness of the problem and the responsibilL-.7

to identify cases.

. A .a or emphasis has been given to identifying and reporting

abusive or rn:viluctful situations. States redesigned intake systems, re-

defined eli;ibality criteria and have experienced huge increases in referrals.

.
All states revised and improved their child abuse statutes;

generally speaking, there is now a soundness and consistency in laws among

states.

.
states have improved their data collection capability 30

that better information exists about cases reported, characteristics of

familie:, and the r.::sponse of the social service system. This has also

resulted in na:ional data about the problem of child maltreatment.

.
Training efforts have increased along with higher quality of

training, more systematic approaches to educating staff and vastly improved

education resources in the form of literature, films, etc.

.
Much was accomplished in the area of multidisciplinary involve-

ment. Prior to the NCCAN's efforts, the public social service worker

worked primarily alone. Now a wider range of professionals participate

in child protective services. Multidisciplinary teams participated in
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over one-third of the counties in 1!k78. Many states have established

multi:lisciplinary advisory committees.

. On the basis of other MCCAN work practice standards have been

developed which define the"rarameters of acceptable child protection

pra,:tice.

. The general activity in the states has been great as influenced

by the ;;CGS; state grants. States have used the grants creatively to

strengthen the child protection programs. In summary, states have used

the grants in these ways:

To establish or refine information collection systems;

To establish and operate hotline telephone systems;

To establish or strengthen the child protection program by setting

up positions or work units and through program design and development;

To establish volunteers and parent aide programs;

To establish comprehensive emergency services;

To provide access and obtain specialized training, consultation

and technical assistance;

To establish or increase treatment services such as counseling,

evaluation or homcmakerservices;

To conduct public awareness campaigns.

In almost all circumstances states sought other funding to continue

initiative::: in over 50°, of the states activities Medun with the ; ;ccN;

mtatc, qrz,nts have continued with state or private money.

In summary, MCCAN has been the single most important influence

in the child protection field since 1975. It has been successful in three
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ways: (1) elevating the awareness of child abuse as a significant problem;

(2) providing the impetus for program improvements; and (3) increasing the

knowledge base about child abuse.

. Where are we now? What are the conditions of the child'Maltreat-

ment problem now? Are we effectively managing the problem now? Actually,

the fact :; are sad. The problem of child abuse is growing. The latest

national. data (1981) shows 850,980 cases reported. Furthermore, other data

indicate that for every child known to CPS, there are two others known by

professionals. This represents only what is known, not incidence. Some

estimate that for every known case there arc ten children abused who are

not known to agencies. These facts suggest that from two to three million

children are at risk. No other childhood problem is as great. This is a

most serious social problem.

American Humane has just completed a survey questioning the current

status of child protection effort. The results are alarming. During the

past year:

. Peferrals for CPS services have increased

. The severity of client piOleAn-have increased

. The percent of clients in crisis precipitated by economic

roblems ha:; increased

host services and multidisciplinary consultation are at the

same level or less

at intake

Cut -of -home placement is probably on the increase

Legal intervention is increasing

One-third of the agencies arc narrowing standards

. Funding for CVs ha :; decreased

234



229

Through air contact with the field we are finding that many states

are decreasing staff and reducing administrative support services such

a5 consultation and training.

Malpractice litigation against agencies and workers is flourish-

ing. ,,-ave concern is being raised over child fatalities, particularly

where agencies have been involved with families. From New York to California

redia is inquiring into the quality of practice in child protective services.

American Humane has conducted a number of field evaluations and

find that the quality of work is generally suspect in most places. Most

effort goes into investigating reports; little is done with regard to

treatment. Recidivism is 10% in most places. Practice .is unsystematic,

impuh:ive and superficial. Decisions are usually based on inadequate

information, lack of input and not necessarily related to client circum-

stances. We are currently conducting a study in which counties show wide

variation in decision making; however, we cannot determine differences in

the counties to explain the variation. It appears that decision making

is random or idiosyncratic. A previous study On foster care placements

indicated that deCision making was random. In most states supervision of

workers is insufficient and inadequate.

In summary, the current state of the art in child protective

services is marginal to poor. This is not an indictment of those who deliver

the services, most of whom are well intentioned and committed people. The

problem with service quality is not ignorance. Sufficient knowledge exists

to do quality practice. It is easy to understand that poor quality issue

in view of the increase in child abuse, rising caseloads, reduction in

235



230

effort and the apparent lack of pilerity that we as a society place on

protecting children who are at risk.

The situation is bad but better than in the early 1970;s. This

is true because of the'work of the NCCAN and particularly because we are

better equipped with knowledge to combat the problem. The field has moved

forward due to NCCAN, but cannot respond adequhtely because of such things

as overload, worker incompetence, inadequate supervision,,inadequate leader-

lack of resources and inadequate community support.

NCCAN is needed now as such as ever but for different reasons.

Nationally we must become concerned with quality of practice. Therein

lies NCCAN's role. There is and always has been a clear need for a federal

role in regulating the quality of practice in child protective services.

In the same sense that an apendectomy is performed in the same way in

Miami as in Seattle, so should child protective services be performed

uniformly and in accordance with accepted standards. This is critical

because child protective services involves such sensitive areas: civil

rights, family maintenance, government intervention.

I am, therefore, recommending reauthorization of the Child Abuse

Prevention and Treatment and Adoption Reform Act and the National Center

on Child Abuse and neglect. Fur'. ermore, I recommend that:

. NCCAN be given a standard setting function with due regard to

state autonomy. This function could be strengthened through federal

funding requirements and stipulation. This role should be designed and

implemented through positive, helpful means.

.
McCAn's purposes be related to quality of practice and appli-

cation of knowledge.
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. NCCAN emphasize dissemination of information and knowledge

gained in assertive ways and in association with its standard setting

function.

. State grants be continued.

. NCCAN continue to study child maltreatment in terms of the

nature, size, change in the problem and that efforts in specialized study

continue.

. Some effort be given to activities for preventing child

maltreatment.

. Funding be increased to no less than the FY 1981 level of

$30 million as a reflection of the need for this country, to show its

concern for its children.

Finally, I recommend that "mental injury" be included in the

definition section of the child abuse statute for these reasons:

. Mental injury or emotional abuse co-exists with other forms

of abuse, but is also manifested as a discreet form of abuse.

. Mental injury is the most difficult of abuses to substantiate,

in part because it has not been defined.

. In order to evolve to more effective intervention in mental

injury cases, it must first be officially recognized in statute.

. By including mental injury in the federal statute, there is

greater likelihood that states who have not done so will follow.

Thank you Mr. Chairman for this opportunity.
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Senator DENTON. All right, Mr. Holder. We will .withhold the
questions until all three have offered their opening statements.

Dr. Newberger.
Mr. NEWBERGER. Thank you, Senator. I have chosen as the title

for my remarks to your subcommittee, "The Helping Hand Strikes
Again." This is with a view to focusing on the serious and unin-
tended consequences of our national child abuse program. The
effort focuses, it seems to me, entirely too much on case reporting,
case reporting which sometimes leads to inappropriate, heavyhand-
ed and sometimes harmful intrusions into family life.

It is well to note that it is now 20 years since the publication of
the seminal medical article by Prof. C. Henry Kempe and his col-
leagues in Denver, entitled "The Battered Child Syndrome."

When this paper came out in 1962 it stimulated an outpouring of
editorial concern in virtually all professional and lay media, and it
was directly associated with the drafting by the lead agency for
children in the Federal Government, the Children's Bureau, of a
model Child Abuse Reporting Statute.

By the end of the 1960's, every state had a law mandating the
reporting of child abuse to authorities who, at least in theory, had
some ability to provide some rescue for these children.

In retrospect I think it is of interest that it was the heyday of the
civil rights movement that made possible the fertile ground in
which this seed was planted. The national child protection move-
ment that flourished in the 1960's could only have done so at a
time when there was a different view of what Government could
and should do with respect to protecting children and to supporting
families.

But the halcyon years of generous and humane expansion of
social programs during Lyndon Johnson's day appear now to have
passed. Now we need seriously to rethink the strateg,' implicit in
this legislation.

In the early 1970's a substantial literature on child abuse devel-
oped, and it became clear to those working in the field that people
who abused their offspring were not cruel, sadistic murderers.
They were people who were burdened by psychological problems
and by family stresses. They were people whom the case reports
suggested were poorer than other people in the population.

A humane philosophy of intervention developed. It was believed
that with the infusion of professional resources, and with love, and
good will, that the problems like child neglect and child abuse,
child sexual abuse, deprivation of medical, educational, and moral
supports for children's growth increasingly would be acknowledged
and would be addressed.

This subcommittee, Senator, was, formed in 1971; partly in re-
sponse to the recommendations of the 1970 White House Confer-
ence on Children. In 1974 Public Law 93-247 was passed, there was
debate much as nbw about whether resources should be allocated
preferentially to treatment or to services, as Mr. Holder has just
stated, or whether resources ought more to be committed to re-
search, to coordination, to prevention.

There was debate as to whether or not physical abuse as opposed,
say, to psychological or mental injury, should be the focus of atten-
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tion. And there were countervailing arguments in the literature
and among distinguished committees.

The Federal personnel in the Children's Bureau took the view
which I have characterized as the view of the service idealists, that
the thing to do was to define child abuse as broadly as possible in
order the children's cases might come to light, and that hopefully
some humane and appropriate response would follow.

The countervailing view, expressed mainly by the civil libertar-
ian branch of the American law community, was concerned about
the possibility of dangerous intrusions into family life.

In retrospect, it appears that the service idealists won the argu-
ment. At this time no one could have foreseen the prevalence of
child abuse as it has now been established by a variety of surveys,
and no one could have predicted that case reports would rise from
the 7,000 to 8,000 range in 1968 to over 700,000 case reports in the
last year. In the household survey reports, the estimates far exceed
the case reports.

With respect to sexual abuse, it appears that 1 in 10 boys and 1
in 5 girls will have had one or another sexually victimizing experi-
ence by the time they reach the end of adolescence.

With respect to physical abuse, it is clear from the surveys that
there are between 1 million and 4 million serious incidents each
year, and that 3 in 100 American children will at one or another
time face their parents with a knife or a gun.

Senator DENTON. Excuse me. Could you repeat that last sentence,
please?

Mr. NEWBERGER. At one or another time, 3 in 100 American chil- .

dren.will face their parents with a knife or a gun.
This is from the survey by Murray Straus, Richard Gel les, and

Suzanne Steinmetz, published in the book, "Behind Closed Doors,"
2 years ago.

Now, in every State we face a vexing and cruel dilemma. In
many cases the only way that social services such as homemaker
services, daycare services, or social work counseling services can be
gotten to families is by the making of a child abuse or neglect case
report. What used to be child welfare services in this country have
increasingly become child protection services.

And the question now needs to be raised: Are they indeed pro-
tecting children? Well, without question in my view in many cases
they are. But in many cases, they are not.

Sometimes the only resources which are available are hurtful. In
many localities, children are placed in foster home care at the first
rather than as the last resort. There, they can languish unattended
for many years. Often the physical and psychological handicaps
which may have led to problems with their parents in the first
place go unattended.

More frequently, the reports themselves are incompetently ad-
dressed, and the situation, with respect to the provision of child
protection services in this country at this time in my view is noth-
ing less than scandalous. This has resulted in several class action
suits around the country and in several court orders to ameliorate
these services.

There is a rich irony in this. The promise implicit in the child
abuse reporting laws has become an empty promise for many chil-
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dren. This is all the more regrettable in light of present knowledge
about what we can do effectively to treat and to prevent child
abuse.

Unfortunately, however, the issues go beyond the acts of report-
ing. I would like to report briefly on a study that my colleague,
Robert Hampton, a sociologist at my hospital and at Connecticut
College, are completing, which suggests that it is class and race,
not severity of inj..ry, that may drive hospital reporting of child
abuse.

We have done an analysis of the national incidence study, which
the National Child Abuse Center in response to this legislation sub-
mitted to the Congress. We looked at patterns of reporting from
hospitals around the country and attempted to dissect from the es-
timated 77,000-odd cases that were seen between 1979 and 1980
which factors identified who would be identified and, reported for
what.

Hospitals, as you would expect, identify many more cases of
physical abuse than other agencies. This is a study that was unique
in its ability to measure which cases were selected for reporting,
the first such systematic undertaking of its kind.

The ethnic and social class distributions of the report suggest a
significant underreporting of white and more affluent families. Se-
rious injuries were often unreported. Fewer than half the cases
which should have been reported were not reported. The findings
suggested that class and race, not severity, defines who does and
who does not get reported by hospital personnel.

And it suggestS that the reporting process contribut/e to a wide-
spread myth in this country that the families who abuse their chil-
dren are poor people, members of ethnic minorities, and members
of socially margin populations. The problem we face, it seems to
me, is that when we identify problems as poor people's problems,
we often mandate poor services for them.

To make matters worse, we have unfortunately a trend across
the country increasingly to criminalize child neglect and child
abuse, to make reports to police and to district attorneys where the
social work agencies are failing.

At issue, I will say in closing, is not whether to narrow the child
abuse reporting laws. I think this must be done. The question is
whether or not we are going to provide help or punishment to
these families.

I very much favor a redirection of our resources in the direction
of prevention and with respect to those uncharted areas of' knowl-
edge that will enable us to use what we have in a more parsimon-
ious and efficient way.

Thank you very much.
[The prepared statement of Mr. Newberger follows:]
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Twenty years after the publication of the influential medical report,

"The Battered Child Sydrome,"lit is well to reflect on the significance and

the effectiveness of the modern child protection movement. Thii paper stim-

ulated an outpouring of editorial concern in professional and lay media. The

U.S. Children's Bureau promulgated a model child abuse reporting law. By the

late 1960's, all states had laws mandating the identification and reporting

of abused children. Although the problem had been documented for as long as

we have had records of mankind, and notwithstanding a century-old activism

against cruelty to children in the United States, it is notable that it took

a medical article, and a recasting of child abuse as a medical syndrome, to

stimulate a broad national concern.
2

In retrospect, itis notable that this concern coincided with the,

civil rights movement of the 1960's, a time of concern for the rights of dis-

advantaged people, including children, a time when it was widely believed

that stIte and national governments had not only the ability, but the respon-

s;bility, to provide, protect, and shelter where families could not.

By the early 1970's, a substantial clinical literature and experience

had accrued. It came to be generally understood in professional circles that

people who abused children only rarely were cruel, sadistic murderers. They

were troubled, burdened by psychological and family problems; and they.could,

and should be helped, through treatment, more adequately wrotect and to

nurture their offspring.
3

Case report statistics suggested that far the maj-

ority of the victims lived in poor families.4

A humane philosophy of intervention evolved in the first decade after

the publication of "The Battered Child Syndrome" article; Physical child

abuse, and its intervention, was increasingly perceived to be associated with

otner human problems which could respond to an infusion of professional
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attention and personal good will and affectiOO: child neglect, child

sexual abuse, and deprivation of medical, educational, and moral supports

for a child's growth.

In February, 1971, A .S. Senate Subcommittee on Children and Youth

was created. With no authority over existing programs, it became a forum

for advancing proposals made at the 1970 White House Conference on Children.

The need for a coherent federal role in the identification, prevention,

and treatment of abused and neglected children stimulated the drafting of

legislation. The discussions, and politics, which culminated in the sign-

ing of Public Law 93-247 in 1974 have been described clearly:by Ellen Hoffman,

wro served as Staff Director of this Subcommittee. .Among the points of

conflict at the time were the extent'to which resources should be committed

to research or services, and the appropriate role of the federal government.

In Ellen Hoffman's words:

"Another priority question revolved around whether

the limited resources under the Act should be directed pri-

marily at the children who are abused, children who are neg-

lected, or both. The original Senate bill did not even define

"abuse" and "neglect." . It was felt to be unnecessary because

tie law was to be a program of services, research and the like,

not a punitive Or regulatory measure. Moreover, an attempt

at a federal definition might wOrk unnecessary hardship on

states and localities, which already had widely varying defini-

tions in their own laws. The House. however, did insert a

definition that included not only physical but also mental in-

"The authors of the bill had no illusions that it would

service all of the families implicated by reports of abuse or
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neglect so widely defined. This was a political judgement

based on the recognition that funds available for the new

program would not be adequate to provide services even to

those children and families already defined as needing them.

"Thus, although there is not statutory statement,

the legislative history (testimony, committee reports, and

floor statements) reflects the clear intent of Congress that

priority be given to helping children who are the victims

of pnysicsl abuse."
5
(pp. 168-69)

This may have been the intention, but many physician rid social

workers in this field of practice, and officials in the Children's Bureau,

appear to nave construed the mandate for the National Center on Child Abuse

and Neglect differently. When the time came to stipulate a definition of

child abuse L-1 state statutes as a condition for eligibility for the states'

shares of federal funds, officials in the Department of Health, Education,

and Welfare defined child abuse broadlyand they elaborated a long list of

professionals to be mandated to repott. This action was taken notwithstanding

a growing concern among a different professional community thin unless the

flow cf case reports into the child welfare service system were controlled,

the system could be overwhelmed. This view was expressed,' in fact, in the

report of an expert commission to study child abuse reporting.6 The debate

between the service idealists, who would open wider the portals of entry in

the service system, and tne civil libertarians, who were concerned with the

pt-.spect of more incompetent and damaging intrusions into family life, appears

to have been resolved in favor of the idealists..

At this time. no one could have foreseen that the prevalence of child

abuse, however narrowly defined, was far greater than was believed at the time
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of the publication of the "Battered Child Syndrome" paper or the signing

of Public Law 93-247. Where 70U0 to 8000 reports were received nationally

in 1967 and 1368, over 100,000 were received in 1978.8 Estimates of severe

inflicted injuries to children deriving not from case reports, but from

Household surveys, range from one to four million incidents per year.9.10

Nor was it possible to predict that the humane and generous expansion

of social programs during the administration of Lyndon Johnson would contract

in the years since the national child abuse program was passed. I Wave no

doubt that mad professionals like me known then what we know now, we would

never have urged on Congress, flderal officials, and state legislators broad-

ened concepts of child abuse as the basis for reporting legislation.

For we now see in every state a vexing and cruel dilemma. In many

.f not most jurisdictions, the only way to get social services such as day

care, homemakers, and counseling to children and parents is to make a child

abuse or neglect case report. Child welfare services have to a great degree

become "protective services." Are they protecting children? Without question,

in many cases they are. A higher level of awareness of child abuse and neglect

among professionals, parents, and children, has led to the timely identifi-

cation, and certainly toe rescue, of many families in jeopardy.

But in order to help a family, a physician like me must, in effect,

condemn tne parents with a diagnosis that means, implicitly, that they are bad

parents. Sometimes, the only resources'available are hurtful. In many local-

ities. children reported as victims of neglect or abuse are placed in foster

hor.e car, as the first, rather than the last resort. There, ironically and

tr.:gically, they may languish for years, often shuttled around from foster

home to tosser tome, and their health and emotional needs are often cruelly

ieglectei vy toe very system designated to serve them.
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Or, perhaps more frequently, the reports are unattended, or are

given the most superficial screening and review. Then, children may suffer

more grievous harms until their injuries may come to light in the criminal

courts, where their parents may be prosecuted, or in the ever more frequent

news exposes of failures in child protection programs.

This scandalous situation has resulted in several class-action Lae

suiLs, in which those initiated in Massachusettl, by the Massachusetts Committee

for Children and Youth and by Greater Boston Legal Services have recently

led to court orders assuring a child's right t. a timely investigation when

she or he is the subject of a child abuse or neglect case report and speci-

fying the maximum caseloads which protective service social workers can carry.

Ironically, the promise implicit in the child abuse reporting laws

has become an empty promise for many children. This is all the more regret-

able in light of present knowledge about what we can do effectively to treat

child abuse.
11

The issues we face in this area of practice go beyond the acts and the

consequences of reporting, however, They have to do also with some fundamental

realities of the provision of medical care and cocial services which are un-

comfortable to mention aloud in the halls of the Senate.

My colleague Robert Hampton and I are completing a study of hospital

recognition and reporting of child abuse which documents, to the extent that

we can determine for the first time, the pervasive significance of class and

race in defining who gets identified and reported for what.
12

The findings

are disturbing.

The study is a secondary analysis of the National Study of the Incidence

and Severity of Child Abuse and Neglect of the National Center on Child Abuse

and Neglect, the data for which wee. collected between May 1, 1979 and
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April 30, 1960. A careful effort war made to collect data on a sufficient

number of subjects to permit an extrapolation to the nation,J. experience.

Eight nundred and five cases of child neglect came to the attention

of the ncspitala in the study during the year of examination. A projected

estimate of 77,380 cases of abuse and neglect suspected by hospital pro-

f.,3Llionals was derived from this number by weighting and multiplying these

reports, employing standard sampling methods. Strict criteria far inclusion

in the national incidence measurement had been articulated, and 35,088 cases

fell within the scope of these definitions. Compared to other agencies in

the :;ample, hospitals identified children who were younger, who had younger

parents, and who contained relatively higher proportions of families in urban

areas (65.89 75. 42.16) and who were black (256 vs. 16%). There were no

mayor differences between the hospital and other agencies with respect tc

incume, mode of medical payment (public or private), proportion of single

parer families, sex of the child, and other demographic factors.

--
Nationally, approximately 652,000 children met the operational--

definitions of abuse and neglect during the study year, of whom 212,400 would

have been known to the local child protective service agencies.

Hospitals identified many more cases of physical abuse than did other

age; lies. (The proportion of cases in this category alone exceeded the pro-

portion of physical, sexual, and emotional abuse cases recognized by all the

other agencies; over half the hospital cases were in one or another category

of abuse.)

The study was unique in its ability to measure which cases were

selt..it.rd for reporting. Never before had a systematic effort been made to

identify cases before reports were made and to ascertain the differences

between the cases which were reported and those which were not.
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The ethni,7 ,,,111 :11.155 distributions for all children reported

to cnild protectior agencies as alleged victims of abuse of,,neglect were

2
similar to tte sample distribution, but them was significant undercepacing

.t ...tit, and more atf.1.1nt families.

notithsta-ding the fact that hospitals 'dentif', more

sari -,s cases or child abuse and neglect than othnr agencies, serious injuries

re often -.int-ported.

Altnougn nospitals repot .4 cases of abuse and neglect wIrhin the

s,.pe ,r tr.,! study deriniti,.ns more frequently than did other agencies, they //

failed to report .ilmost halt-of the cases which should have been,Leported.

A r.,re 2netrating analysis studied in detail ire differences between

rouortd and unreported so The followinc factors appeared most powerfully

Cal:, reporting: income, the col- of the mother in 'maltreatment,

..7110t1Or-11 abuse, race, the employment of the mother, sexual abuse, emotional

nell:,ct, the number of vitims, and the education of the mother. Disproportionate

nushers of .,nceportd cases are victims of emotional abuse, in families of

nirner income, whose moth^rs were alleged to be responsible for the injuries,

and ,:o were 'white.

The findings suggest tnat class and race, but not severity, define

who .toes and wno does not get reported by hospitcal personnel to child pro-

tection agencies.

They s,:gg,st that the reporting process contributes to the widespread

mytrology that tnese problems are confined to people who are poor or who are

members of etnnic minorities. This myth, that families who abuse their

children are different from the rest of us, has led this country to ,identify

child abuse and neglect as "poor people's problems," for which we have created

tradltnally progra.is of poor quality, programs, which like the current
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nac..,hal child pg,,rei,.i,n prlram, may mete out punishment in the guise

of nelp.

As if tnis were not enough, we now find across the country a move-

ment to remedy tne pcobli:ms in the overburdened child protection agencies

oy makis.c It required for professionals to report cases to police departments

and to Attorneys. The failures in our ability to provide help to

trounled individuals and families are, it would appear, being addressed by

criminalizing family problems and, unfortunately, demeaning those professional

groups, especially social workers, who are best able to provide help to abused

ard neglected children and their parents.

The data from our study suggest that were reports to be mandated

to more intrusi.e, and punitive agencies, even fewer white and more affluent

families t,e reported. Child abuse and neglect will appear even more

to be the poor people's problems than we may want them to appear to be.

To rake matters worse, the Department of Health and Humgn Services

has now pr,.mulgated a regulation which requires that incidents where severely

hand: upped infants are denied medical services to assure their survival must

be reported on a toll-free number to 3 national clearing house or to local

child protection agencies. Signs are to be posted in all nurseries to announce

tnis policy. Hospitals which do not comply risk losing federal reimbursemen-s

for services, training, and research.

This policy impiases an inappropriate burden on agencies which are in-

adequately equipped to do what they are supposed to do, and wnich are manifestly

unprepared to investigate medical practices, parental suffering and grief,

and hospital professional procedures. It represents a further extension of

the notion that tnrougn the provision of child protective services, we police,

and control, family life.
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The child protection movement in this country is now at an important

crossroads. We must decide whether our objective is. truly, as the laws state,

to protect children and to strengthen families by offering help to them.

By its very nature, child abuse and neglect case reporting leads to

intr..istons into the family. This is necessary to assure the protection of

tnousands of children each year.

My concern is that reporting as a way of getting services to families

may no longer be an effective national policy to treat child abuse. Rather,

we should consider the needs of all the children who might be vulnerable to

maltreatment. Through a national program focused on prevention, addressed

to every family, we should be able effectively to put to use our existing

knowledge..1

,The essential question with regard to child abuse reporting is not

whether to narrow the definitions; it is whether reporting is to be the

method we chose to treat the problem. Reporting has not been a wholesale

failure; but it has not been an unqualified success. Reporting of child

abuse must now be supplanted by a marshaling of resources toward prevention,

along with an effort to train, among others, physicians and medical workers,

more appropriately and wisely to make use of preventive and therapeutic

resources.
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ABSTRACT

The focus of professional and public concern with child abuse has been on
identification and reporting of the victims; Prevention is largely ignored.
This is in part due to an intellectual failure to come to terms with theoretical
issues of causality. The frailty of the theory base may be More responsible
for the failure of programs to treat child abuse than the lack of intervention
resources.

The explanatory theories of child abuse are classified into unitary and in-
teractive theories. The former predominate. Although each theory contains
important insights and action implications, the narrowness of each ex-
planatory framework also contributes to prevailing myth about cause.
prevention and,- cure. Unitary psychodritimie theory defines and limits
much current protective scryier work. The focus on individuals and ele
belief in ihecerai;yr. value of love and talk obscures familiar and social
dimensions and confines intervention. In ecologic theory. child abuse is
seen as a symptom of disturbance in a complex ecosystem with many in-
teracting variables. It provides a more holistic conception of cause and ef-
fect, with more useful implications for prevention.

Politically plausible preventive actions are suggested, derived from
theories of etiology. Prevention must be broadly conceived at levels of in-
dividual, community, and society, to be effective.

Supported by a grant from the National Institute of Mental Health (Grant MI T01 M H15517-
01 A2 CD)

'Staff psychologist, Judge Baker Guidance Cemer, Boston. Massachusetts: Inquictor in
Psychiatry (Psychology). Harvard Medical School.

'Director. Family Development Study. Children's Hospital Medical Center. Boston.
Massachusetts: Assistant Professor of Pediatrics, Harvard Medical School...

252



247

Huai. Si oublic ,:oliccri, %viol the iticreaingly visible problem of child
abuse has focused priniarily on identification and reporting of the victims.

Where in 1967 there were fewer than 7.000 case reports. there were more than
700.000 in 1978." " Virtually every professional in contact with.children is.obligcti
by law to report suspected cases. 1n,the absence of sufficient personnel and in an in-
adequately developed and managed national child welfare program. much harm is
done to children and families in the guise of helping them.'" This has led to recom-
mendations from groups such as the Carnegie Council on Children and the Juvenile
Justice Standards PrOject of the American Bar Association to recommend greatly
limiting the reach and authority of child welfare and protective services and family
and juvenile courts. ""

The president of the City Council of New York City announced oil October 9,
1979 that her office would investigate the city's system of providing foster home care.
She cited a death rate ainone the city's foster children that is nearly t svicc the national
aseracc and noted that foster children in the city's program had died since the
beginning of the year, with at least live of the deaths attributed to maltreatment by
foster parents." Other inquiries suggest a bleak picture of services for victims of
abuse and neglect even though they are reported as law requires to child welfare
agencies." " A recent court initiative by the Massachusetts Committee for Children
and Youth attempts to redress the disparity between the promise of help implicit in
the reporting laws and the failure of the protective service effort by asserting a legal
(as well as moral) right for children to be protected by the state front abuse and
neglect in their homes.'" It is well to note that this concern and activism is necessary
despite public pronouncements of support for children. 19130 was the International
Year of the Child and the 20th anniversary year of the United Nations Declaration of
the Rights of the Child that codified a child's right to protection from harm: "The
child shall be protected from all forms of neglect, cruelty, and exploitation."'"

What accounts for the failure adequately to provide services that protect children
from harm, despite clear public statements of concern and well-developed
mechanisms for reporting children who are at risk? This discrepancy may be explain-
ed in part as a consequence of limitations in the ways in which we think about the
causes of child abuse, which give rise to myths about its prevention and treatment,
reflected in turn by policies that do not work. .

THE IMPORTANCE OF THEORY CONSTRUCTION

In the child abuse literature, insufficient attention has been given to the nature of
the processes whereby etiologic formulations are made and tested, and thus to the
validity of the theories used to explain. and to generate strategies to prevent and to
treat child abuse. The frailty of the theory base may be more responsible for the
failure of programs to treat child abuse than the lack of intervention resources.'"'
To target adequately efforts at prevention will require first a reckoning with the
etiology of child abuse. This, in turn, cannot be understood without a formal coming
to terms with the assumptions and limitations implicit in various theoretical ap-
proaches.
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The process of theory constrtict ion in regard to child abuse began in 1962. when
Henry, Kempc and his colleagues at the University of Colorado Medical Center
surveyed .the landscape and called to public attention something that physicians
hadn't noted before. that children were being injured nonaceidenially. He called this
"The Battered Child Snydrome."'"' The process began with the discrimination of a
phenomenon and giving it a name.

Even though child abuse was known to exist for centuries. it was not identified as a
discrete entity apart from a swirl of childhood misfortunes associated with tumult in
family and society. The next task in the development of the Field was the generation
of hypotheses about why this phenomenon occurred. At this early point in the
development of theory'simple cause and effect relationships were identified. In other
words, the implicit assumption in the search for etiology was that a single powerful
factor could be found that would universally explain -why children are abused. As
several factors were identified, one by one. each gave rise to unitary theory. i.e.. a
single factor formulation of the origins of child abuse, and each theory carried with
it implications for action.

For example, child abuse has been explained as the direct product of parental
psychopathology.!'" With a unitary psychodynamic theory, parental psychological
characteristics are considered the primary determinants of child abuse, and must be
understood in order for a treatment to take place. This theoretical orientation in
fact. guides most modern child welfare work. As with all theories, its actionconse-
quences derive from how the problem is understood. And tqa great extent.the limits
of current protective service work derive from a relentless focus on individuals and a
collective belief in the curative value of love and talk.

As the field has developed, there has been an increasing appreciation for the varie-
ty and complexity a' etiology, which has produced an approach to theory that can be

described interactive. In other words, etiology is understood not as the product of
a single ptt Nerful f3ctor, but as the consequence of inteiactions among several fac-

tors. For example, child abuse might be explained as the consequence of effects of
stress on vulnerable personality types. The act ion consequences would include atten-
tion both to situations or conditions that produce stress, as well as counseling around

es of personal adaptation.
.viuch of the thinking in the field, however, still rats on unitary hypotheses, and

these have given rise to myths of cause, prevention and cure that have hampered ef-
forts to effect meaningful change.

In Table I are outlined major theories that have been applied to explain the
ctiotocy of child abuse; myths of cause. prevention, and cure that have arisen from
too narrow a focus on one or another of these explanatory formulations, and prac-
tice implications contained within these approaches.

Each of these unitary theories has provided a focus and generated research that
ha:; expanded our understanding of the origins of child abuse, but they ate each
limited to one explanatory lens focused on one part of a complex picture. As a field
develops in its search for an adequate theory base, the limitations of the unitary
theories become clear to some thinkers. For example, with regard to psychoanalytic
theories, the few controlled studies suggest that only a few of the abusing parents
show severe neurotic or psychotic characteristics and that child abuse may.. be
associated with several parental personality types.""

2 5 4
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Es en for those individuals in whom individual pathology is found, the unitary
psychoanalytic theory does not necessarily explain the presence of a history of child

abuse. A particular psychiatric diagnosis does not predict abuse. The theory does not

in itself enable a differentiation between parents with a given diagnosis who do and

who do not abuse a child.
The stress theory is also unsufficiently comprehensive. Obviously. 4101 all poor or

stressed families abuse their children. A history,of poverty is disproportionatelyrrepresentated because of the large number o owcr class families who receive ser-

vices from institutions that report the large ma ority of cases, and from which research

samples arc drawn. And although poorer firnilies arc morciikely to he given the

child abuse label, it would be a grave'disservice to dismiss their very real problems as

socially defined, or to interpret those who seek to help them asactingonly to main-

tam t heir out it social dominance.
While socioeconomic factors might sometimes place added stresses on basic per-

sonality weakness, these stresses are, of themselves, neither sufficient nor necessary

causes of abuse. This model neglects in sources of family strength and stress
that render individual families more or less sensitive to external circumstances and

events. It does not address qualities of the interaction between and among family
members and their importance to a family's capacity to nurture its young, nor does it

adequately account for parental dysfunction in seemingl! privileged homes.

We arc now at a point in the development of the field where we arc movinghttutary

to interactive theories of child abuse. We can recognize that a theory of
psychopathology is inadequate without the inteeration of the factors in the in-

dividual and in his or her history and environment that render him or her vulnerable

to psychopathology and to its particular expression of child abuse. An environmental

theory is inadequate without the integration of those personal and social qualities,

experiences, and characteristics that render the individual vulnerable as a parent to

the eroding effects of poverty and stress.
An integrative approach seeks to define how one aspect of experience mediates the

effects of another, in order better to understand what renders sonic families

vulnerable and other families strong.
With the development of a field from a set of unitary theories to a set of in-

tegrative hypotheses. investigations shift in focus from trying to find the cause to

enabling the identification of individual differences in etiology. We will aced basic

research into the identification of the many variables that are implicated in child

abuse, but the focus is on elaboration Tattier than closure.
It is in what has come to be called ecologic theory that major strides have been

made in understanding and dealing with the interrelationships among attributes of

child. parent, family, and social setting. Child abuse is seen in this theoretical con-

text as a symptom of disturbances in a complex ecosystem with inally interacting

variables. We and our colleagues on the Family Development Study have reported

elsewhere on findings of a large epidemiologic study at the Children's Hospital in

Boston,!"' and Garbarino and Starr have reported on large data sets in New York

and Nlichican.'"."1 These studies lead to what David Gil called a mire holistic no-

tion of child abuse and its prevention, with a conceptualization of cause and effect

that operates at different levels (individual. faniily, society) and with different modes

of etiology for different children and families.'"' A decade aeo. Julius Richmond

coined the notion of a family's ecology of health. This seems now to he an especially

relevant concept for the understanding and study of child abuse.'
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CHILD ABUSE PREVENTION

Because child abuse is a complex problem with multiple causes. prevention
strategies must be comprehensive and operate at the different levels of individual,
community, and society. Each of the theoretical approaches discussed above con-
tains important implications for prevention. The following measures are among the
politically plausible prevention initiatives that show promise of an effective impact.

From Psychoanalytic Theory
-05

I. Acknowledge the importance of mental licalthAt he functioning and well-beinc
of children and families by formalizing aconception of health that includes emo-
tional as well as biological health. This can be achieved through the training of phydn.& croriers
clans to recognize and attend to emotional as well as physiolticical issues in practice.
and by providing third party reimbursement for performing "as the patient's advisor.
counselor, and health advocate.'"

From Leurnint; Theory

2. Give parents access to information and understanding of child development, in-
cluding nonviolent methods of socializing their children.')

From .4 ttacinnent Theory

3. Elevate the parent-child relationship to an appropriate position of respect.and
importance in clinical practice. through facilitating the formation of bonds of at-
tachment at birth, by preventing pi-cm:mull y through prenatal care. humanizing the
delivery experience, bringing4fat hers into the delivery room and emphasiziiie their
supportive role toward mothers and their participation in child care, and by en-
couragement of paternity as well as maternity leaves from employment.'")

From Stress Theory

4. Provide quick telephone access to parents at times of distress with their children
through hotlines. " "'

5. Make available to all children health and mental health well child care, diagnosis,
and treatment. Children who arc sick or handicapped may be more vulnerable to
abuse.""

6. Make available emergency homemaker and/or child care services to families in
crisis.,101

7. Reduce social isolation by making universally available such avenues of access
to other people as telephones and public transportation.'"'

8. Support existing community institutions such as churches and women's
organizations that offer support and a sense of community and of personal value to
their membership.""

9. Empower women. Acknowledge the extent to which sexual dominance and
subservience ramifies both in the abuse of women and children and in professional
settings where male-dominated, symptom-oriented professions (medicine, surgery,
law) hold sway over professions composed -mainly-ol-wome" ( social- work ;-nursing,
child care)." .
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From Labeling Theory

10. Remove the stigma from getting help with family problems by detnehin; pro-

tective service ,rograras from public welfare agencies. Abandon the heavily value-

laden nomencla:!ire "the battered child syndrome," "child abuse." and "child
neglect" in favor of a r)r.lader anti more humane conception of childhood social ill-

ness. Increase the .sznsitivity, timeliness. and competency of medical and social work

practice. ''
11. Expand pudic :-.vareness of the great prevalence of child abuse and domestic

violence, and disassemb:, the conventional wisdoms attaching child abuse to deviant

and minority indivLivals and groups, plating emphasis tin the reality that the poten-

tial for violence is in all of us, and pr:ority on individual and social action to in-

terevene when violence occurs.' "

CONCLUSION

Systematic attention to the prtnv..!ion of child abuse will force a needed com-
munication among clinicians, sot:rd scientists, and architects of social policy. The

National Center on Child Abuse and Neglect in Washington can guide this effort
through the implementation of its comprehensive plan for the prevention and treat-

ment of child abuse which was mandated by Congress in the continuation of Public

Law 93.247 in 1977.'1"
The development of a theory hap: that enables a competent analysis of theMany

kinds of family problems that culminate in the physical symptomsof child abuse and

neglect will guide an intelligent prevention program. Not only is better knowledge

needed, in terms of understanding the nature and distribution of different families'

problems, but a mtr..:is more adequate understanding of the factors that enable

parents to cope and the social-demographic and familial ramifications of parent and

child competency and strength. These, in turn, will permit the development of a

more appropriate and rational practice and a useful intellectual foundation for

prevention.
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Child Abuse: The Current Theory Base and Future Research Needs
Eti I1 NEwsEaGEti. NUL CAROLYN M(KME NEWItElti;Elt, Ass ROBERT I.. HAMPTON, Pti.D.

Conblitied in each causal explanation for child abuse is a theory of et iology.The nature
and quality of our knowledge is approached m this paper from a review of studies of the
impart td an children, for which a critique of methodology is given. The relation
between theory construction. study, and clinical action is addressed. Recommendations
with respect to the fortotand content of future research ore made.

dournid 11. the Ameneam Arodeno of Child Psychsorn, 22,3:262-21;8,1983

Definition and Prevalence
Chad abuse has been noted to have many cause,: as

a childhood symptom of mental illness in parents, as
the culnunauon of a lifelong experience of violence
toward the caregiver, of environin'intal and social
straws tin the family, and of society's acceptance and
promotion of physical violence. Contained in each
causal explanation is a theory of etiology. And within
each theory, researchers extract from the complexity
of families lives those particular factors that are be-
lieved to be causal agents for violence against children.
Clinicians are frequently frustrated by the limited
focus and use of the diverse theories on child abuse.
In order to select which factors to study, researchers
must exclude other factors. Clinicians, facing a variety
of that Mot ire life events, personal characteristics, and
unique circumstances of the families and children they
serve, are nit always content with the explanations for
the origin of child abuse found in the research litera-
ture.

Child abuse and child neglect are catch-all euphe-
misms for a variety of childhood injuries that are
believed to be derived from parental acts of omission
or COMMiSSi011. The diagnostic tags focus attention on
symptoms and propose entirely too simple formula
thins of etiology. In this paper, child abuse refers to
the many problems suggested by child abuse and child
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neglect. This is to focus more on the causes than on
the manifestations of child maltreatment.

By the middle 1960s, after a model Child Abuse
Reporting Law was promulgated by the U.S. Chil-
dren's Bureau, every state adopted one or another
form of child abuse reporting statute. In 1979, accord-
ing to The National Center on Child Abuse and Ne-
glect in the U.S. Department of Health and Human
Services, over 711,000 reports were received. This rep-
resented a 10-fold increase in the course of a decade.

Although the true prevalence of child abuse is un-
known, the concern regarding the consequences of
abuse is, for individuals and for our society, universal.
We address at the outset of this paper what we know
of the impact of child maltreatment on the child. From
this discussion will emerge a general impression of the
nature and quality of our knowledge, with focus on
theory and methodology of study.

Impact of Abuse on Children
The clinical literature on child abuse contains many

assumptions about the consequences of child abuse
for the victim, his or her family, and society. For
example, Schmitt and Kempe 119751 assert that the
dangers of child abuse extend beyond harm to the
victim: "If the child who has been physically abused
is returned to his parents without intervention, 5't are
killed and 35% are seriously reinjured. Moreover, the
untreated families tend to produce children who grow
up to be juvenile delinquents and murders, as well as
the hatterers of the next generation" (p. 1111.

Such concerns on the part of clinicians derive in
part from the frequently noted multigenerational na-
ture of identified clinical cases of child abuse: the
parents of abused children are often themsels es per-
ceived to have been abused and neglected in childhood!
(Steele and Pollock, 197.11. In adulthood, the parents
may have more frequent drug and alcohol abuse, crim-
inal behavior, and psychiatric disturbance (Smith et
al., 19751, leading to worry about what will be the fate
of their offspring. Concerns about the developmental
sequelne of child abuse are 1160 supported by the
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11111.10 AlIt'SE 11:1

illserValiMIS of psychttatrac workers Off the hailaavaor of
small numbers of abused ebt(dren in clinical and lab-
tiratory set ungs ((bald:mai 11171. Ma: .111 et al., 197.1:
5deer et al , 19401.

'mod' mation hit these small ',unties is found in
riports nom the Select Commute., I In Child Abuse of
dm Legislatureat the State of New York I Altana. 197:1,
111771. In Ina study of 4,41.6 children and silt(tugs who
were reported as sad inns of maltr,katment in the ea. ly
1950, s Ni u `for). counties, Ittween 1(1 and ;III';
were identified at subsequent agency contacts fur sev-
eral categories of juvenile misconduct. In 3 counties,

. the girls and 35"; of the boys reported to it
mail as delinquent or uttgoverrottde and had been

previously reported as abused pr neglected. The
strength And stahility of the association between rii.
;toned maltreatment and itt, mide liaise( admit was
subsequently examined in oitertince to the sex, reli-
gion, ethnic status. and tuly composition of the
subjects: the disproportionate representation of 11011-
whites ant the prevalence of absent fathers (.1 1`; 1 and
mothers ) was discussed In runt tint lu existing
kniiuledge about the etiology of child abuse and III,
glum ;twilit.. dynamics of ease reporting and interven-
tion Warr. 19771. Lett open in the discussion, and
tinfortunattil at susept tile to definitive analysis in
(has sample, cv the a xtent to which the refrentiid
4,11.11 of poor children both for reporting for mal-
treatment and for delitamenCy may have affected the
pefreived association anti the extent to which poverty
per se may h:nr determined both problems Such an
analysis would best be conducted 1,11 a sample gener-
alizable to all (maltreated children in New York and
cow oilled tor certain potentially confounding anti-i-
t: i (Newberger and 19761.

In the single corn roltc.. study referenced above
(Small it al., 11175), a failure to match cases and
con( rols on social class led to a serious confounding by
sac i al class in the analysis. Abusive piirents were found
to have a number nt social and psychiatric' rirobletris
III 1. CI . ompartson group, but the contri-
IIIII I if tt milt's! third factor, poverty, could not be
ext matted from the rascal'''. 7,1 differences because
the cases were significantly purer than the controls.
The Neu York State study, though impressive in
manliers and worristar in conclusions. is further dif-
ficult to interpret because it is both biased to favor
Pt lithium for selection, and uncontrolled.

'l'he maul:Mutual of Elmer (1977a, 1977b1 brings
into fius the limited state of.our onderstmaling of the
long -term effects if child maltreatment. I ler findings
suggest that we most (attend to the social and familial
Mixon:, awes which equal/y affected the outcomes Of
ases and toot rots. The study concludes "that the

hiffects nn Child ,of lower-class member-
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ship 101011' ht as puICPCIld as al/11,." 1`17711.

Ellnees "followup study" (her chartaitertzation)
Is as composed of 17 abused children and 17 children
ismo were victims of accidents, matched in age. sex,
race, mid sot:iota:0 .tnie status of their families. :Mal
of these -tratimatized"_groups was :matched with a
group of children who had not suffered early trauma
on these variables. in addithin to the attrili..)- of early
hospital admission. Nine still intact "abusive families"
w ire identified from the original time pool and were
studied intensively in regard to the suability of demo-
graphic characteri.ams, indices of personal and social
support for parents and children, mother's behavior in
relation to the child, and the following attributes of
the children: health:language and hearing: krceptual

rotor coorditur.ion; school ability and achievement;
and behavior, focusing especially am impulsivity.
aggresioomand empathy.

The startling paucity of casecontrol differences in
this study is described with candor and humor "Wiwi)
the follow-up study wILS completed, we were at a loss
to explain the lack of significant results differentiating
between the abused, accident. and comparison groups
or any of the subgroups. Across the board, there were
very few differences between the groups, and these
were relatively minor. The fallow -up staff was aston-
ished and disbelieving. It then turned out that several
of the examiners had kept a private tally, showing
th ir opinions of the classifications of each child. In
no case had these tallies ...hen correct ;my more often
than would be true of selections Made purely bi
chance. In addition, the Mina tans. opinions sad dif-
fered for individual children, showing that their num-
bined judgments could not effectively differentiate the
groups" (Elmer. 197;; p. 275)

The implications of Elmer's study have been dis
cussed elsewhere in detail in a discussion for pediatri-
cians and others concerned with child health rupoli
and Newberger, 19771. We noted dui the findings
suggest that health or s acical interventior me will
allay the developmental impact neither ra abuse nor
of poverty, for both the case and the control groups
suffered impressive developmental losses, despite the
provision of medical and social see. mss.

This is not to say, however. that abuseOr flOV
env--(100I11Sli Child to failure. If a child ant: family
have available and can participate in several well-
conceive() and administered intervention opportu
(aides, a child's prospect for healthy psychological
growth is enhanced. Martin (197)1) points out in the
summary of his book on the abused child: "We have
eSpecially focused on treatment for developmental
delays and deficits, crisis cafe, psychot herapy and pre
school or day care Thestsvarious treatment mo-
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SI,W111.1.1.11 1.71 Al.

(Ida tes for the child 11(w e worked 'Dow have made
possible onsideratile growth and dec elopmelit in the
41.1.(s l'hey should he considered t reatineni

ions t'or all abusedcluldren' ii, 91). Martin's study
It.,' ,110ti, limitations, as will be addressed stibse
.needs hot bon descript ions 01 intervent ion and COI,

about their relationship 10 the children's il
vcloianent are useful and persuasive.

Such comprehetts,:e programs for disadvantaged
timulies as the Maternal and Infant Health programs
it the Department of H.H.S. have yielded important
and encouraging results in child lieIth and develop-
ment, and analyses of the data and issues in the
heredity-environment controversy suggest that a nur-
turant and supportive environment can permit the
natural unfolding of it chili's best quolitiec and cape.
Min ies Mart in. 1761. Many materially poor families
are able to provide sufficient love, stimulation, and
diseiplc.,e to enaht their offspring to grow and develop
well But, to paraphrase a contribution to this discus-
sion by olif 11.1761, to long as poverty persists, we
will have the technical wherewith.al neither to antici-
pate nor to p. event its damaging consequences on
parents and children.

lu asmassing the meaning of the Elmer 11'17710 study,
it to well alSO b, attend to the apparent developmental
resiliency of the abused children, in comparison to
those in the control group. The strengths of these
children lead inevitably to critical questioes about the
pathologic onentation toward both children mid par-
ents implicit in current practice and in other rear arch.

A critical review of the conceptual bases, design,
methodology, and instrumentation of currently avail.
able work on the developmei :al impact of child male
treatment suggests that many investigators begin with
an ominous portent of doom and select small uncon
trolled samples, generally from severely impoverished
populations, and examine them with psychologically
focused, loosely quantified tools.

These reports on the physical, social, emotional, and
cognitive .evelopmental consequences of child abuse
yield inescapably to an impression of serious and pro-
found pathology in the victims, but analysis of these
studies demonstrates the following major method°
logic flaws which limit their generalizal.il..y, scientific
eighty, and utility for building theory and for guiding
practice:

I. BIM of selection favoring poor children ale Cas-
tro et al., 1978; Galdston, 1965, 1971; Morse et al., 1970;
Silver et al.. 1969; Starr, 19781;

2. Sample size inadequate to form claimed associa-
tions Illithiston, 1965; Koch, 1969; lynch, 1976; Sandg.
rural it al., 1975; Silver et al., 19691.

3. lack of ; comparison group (Galdston, 1971;
Enel, 101i1,. Martin et al., 1974; Silver et at, 19691

4 Inadequate matching of eases and members of
the l01111111(1011 grout, tilt Sot10(.1,11111/111r status and
it her variables, leading to consequent cordial:tiling by
overty ur other spurious attributes II.ynch, 1976;

Morse et al., 19701;
5. ImpreciSe definitions of child abuse or neglect

trochlston, 1965, Kurt. 1969; Lynch, 1976; Martin et id.,
1974; Morse et al., 1970; Sandgrund et al., 1975; Silver
et also 19691: and

G. Conceptual framework restricted to psychody
mimic dimensions (Galdston. 1965; Glaser et al., 1968:
Martin Cl i., 19741.

If the knowledge base on the impact of maltreat-
ment on children appears to be insubstantial, there is
no paucity of recommendations for intervention and
treatment based on current presumptions and fears.
These have been reviewed by us elsewhere in relation
to the state of our understanding of child abuse epi
dentiology (Newberger and Daniel, 1976), the princi-
ples and implications of current practice (Newberger
and Ilyde, 19751, proposals to screen children for risk
of maltreatment (Daniel et al.. 19781, the functional
irnplicationsof present clas.sification.,ysterns for child-
hood illness of familial and social origin (Newberger
et al., 1977), the approach to maltreatment in child
health and legal policy (Bourne and Newberger, 1977;
Newberger et al., 19761, the implications for social
policy of child maltreatment research which focuses
on samples which are disproportionately representa-
tive of families which are poor, socially marginal, or of
ethnic minorities (Daniel et al., 1978; Newberger and
Daniel, 19761, and the extent to which family crisis
and childhood injury has become overly professional-
ized (Newberger and Bourne, 1978). In brief summary,
despite the speculative nature of the prevalent conclu-
sions about the developmental sequelae of child abuse,
professional warnings support a practice of separating
children from their natural homes in the interest of
their and society's protection. They focus professional
concern and public wrath on "the untreated families"
(Schmitt and Kempe, 19751 and may justify punitive
action to save us from their children. The lack of
knowledge, or, perhaps more accurately, the inade-
quate understanding of I'm state of knowledge pro-
moted by the anxiety which child abuse stimulates in
all of us, is translated to recommendations for inter.
vention, many of which are heavy.handed, unspecific,
and insensitive; and some of which can he downright
harmful.

When populations representative of a!! children and
adults are studied in longitudinal perspective, a picture
of development emerges which contrasts sharply with
the dismal portraits of maltreatment and its effects.
Quite different and more optimistic perspectives on
children's growth, development, and adaptation to
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hardship ae ottensi in the reports"! the Fels I(rsarr le
het mit's longnudm.d sttab. (Ragan and 1!1121.

10 the more 1, amt 1.1.11vialtins I.111111 the Kauai and
Newcastle longitudinal studies of child development
INVemer and Smith, 1977). and the Levinson 119791
4101 Valliant 1197So shadier. If adult dvrdopritent. Al-
t lo its-'1 the thvoret to al onetnations. cultural elnIteXtri,
aNcrlimiment and followam intervals, and scientific
instrumentation in I hese reports differ from one an-
other land the 11.40'111,1011 and Valliant reports are of
the development of selected, su, cessful adult meal, it
is well to note briefly their principal points of conver.
fence with our findings about health. social and pay)
chological competence, and vuln)-rability. These and
our studies argue for a broadened conception of zhe
etiology of developmental attrition. embracing social,
familial. and environmental, as well as psychological
ihmensimis

Several large -scale studies. employing broadly con-
vened, dev.lopmental conceptions of child abuse and
Ica IMMICt. nave been granted support recently by The
National Center Child Abuse and Neglect. Their
designs ;mil some ngorous thought about the etiology
mat ,onsequenies ot maltreatment are reported in the
lisviit ',soy 111,entrti, Child Development
110( the t Isle, 'I b.Veliipmental Perspectives on Child
Malt remittent" iltizIcy and ('uaietti, 19911.

Importance of Theory to Knowledge,
Prevention, and Treatment of Child Abuse

l:suffictent attention has been given in the child
abuse literature to the theoretical construction of
knowledge of the problem. Although this has in part
to do with the fascination by clinicians with the be.
wildering variety of physical and psychological man).
festations of the many problems which are character.
ized as child abuts: or neglect, the nature of the process
whereby etiologic torrnulations are made and tested
has received scant attention. An insufficient theory
base may contribute more to the failure of programs
to treat child abuse than the lack of intervention
resources (Genes, 197:1, Newberger, 19771. An ade-
quate understanding of etiology is necessary in order
to focus intervention efforts where they will tee most
rffet to p For et le. in a program where child abuse
is understood product of parental psychomithol-
lige. individual counseling Is the logical and customary
intervennon response. The failure of counseling to
effectively treat many families in such programs is not
parental failure. nor even necessarily a failure of 103'.
chotherapeutic skill and compassion. Rather, it is
failure deriving from a theory of etiology which is too
narrowly defined to be broadly effective. It is neces-
sary, therefore, to come to terms with the theories
which guide work with families in which abuse has
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,n tarred and with the assumptions Minium in those
theories.

Before turning to the major theoretical approaches
of child abuse and their operational consequences fur
treat nient and prevention, it is well to reflect briefly
on the uses and construction of theories. All human
beings construct theories. Theories are necessary to
exp! tin and to contain the complexities of our liVes.
Some of our theories are better than others. Some
have been firmly tested by experience over time. Some
are tentative beginnings. Some may be overextensions
of theories that fit past experience, but which misfit
present realities. Some theories are borrowed from
others without examining whether they accurately fit
what we perceive, or whether we accurately perceive
what we think they fit. Indeed, every theory distorts.
In order to select, we must exclude; and our theories
of what to look for limit what we see. Yet without
theories, we would be helpless to select what is impor-
tant from what is, and to act purposefully in the world.

The construction of scientific theories is also it proc-
ess of searching for pathways through experience in
order to explain cause and effect. In contrast with
personal theories, scientific theories have forral rules
for testing the accuracy-of their fit with urtperience.
Yet the characteristics of a good theory are not dissim-
ilar for individuals and for fields of inquiry. A good
theory most) first of all,.make sense. It must account
reasonably for a good part of the data or'experience,
and it must account for that data better than rival
theories. It must be plausible to other people searching
for pathways through the same terrain. And it must
be useful, It must enable one to operate more effec-
tively in thd-world.

The explanatory theories for child abuse can be
classified into two groups: unitary and interactive. The
unitary theories are these: psychoanalytic, social
learning, environmental, cognitive developmental, and
labeling.

The psychoanalytic approach posits that uncon-
scious parental drives and conflicts determine abusive
behavior (Galdaton, 1973; Steele and Pollock, 19741. In
a review of the abundant literature which views child
abuse from a psychoanalytic perspective, the primary
causes were seen to be in the parents' psychological
troubles. Kempe et al. (1962), for example, described
the abuser as the "psychopathological member of the
family."

Another of the consistent explanations proffered for
child maltreatment is that individuals who have ex)
perienced violent and abusive childhoods are more
likely to grow up to become child and spouse abusers
than individuals who experienced little or no violence
in their childhood years (Parke and Collmer, 1975).
Social learning theory suggests that child abuse is
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sr,ed 1,,
ulna! till, lull w italivid
iial jirobleitt (On the proper t onctiti of II,. helping.
proles-initils 11'10111 19771. This lier..pectiv'e. sup-
ported 1,, empirical work using r-
ported cases of child al argues that even though
.1411slle e o, curs .0 (111 1111.0111 levels, Inw
snoineetiliolli14. are mor likely In he
Libeled I, obusi,...

of 1 Ile above theories emit,' he desirilied its
\ theories 0111or wank, ealIi offer, an

ixplanat mil ail Auld abase trout a single point of view.
Each theory h., 114.1.1. and adherents because each
'hear ,',lams ,ntne part 'd the data. I It^loncitlivi
ps.elmanal, tic eNplatiat ions have graded much of the
work m this field, APprox unmet, one itiCrent in ten

been loond to hucr a &lineable 111,1:C111;his nom
(11114111, bill 111111 1-11.:111 In (.411111larable in the rest e,1 the

m al, 197f1 :liaise
has biM hound to he lissovialeil wit 1I several tielsoll-
alit , lyp,s it lreell. 197..1, and no part', Mar iliagnosis
can ',redo t child anitse

niter unitary t heoris share t. 'taint rabic limit at toils
in their v to explam enough of ihr taus u, Or,-

guide intervennon For eliVilli11111(.111111

1(.1' ries CIO not lake Ile.. (14 count inn reitalivallial and
it ruulry Aim! sources rengi It and ,Veda Lows

w 1m 11 preler families nem. m less ttatterublo to n-
vdopmntal everion4 4.s and collill11101. Nor ail they
(I( .1001 or Chliti .001 in scouting!) alllinue homes.
And labeling diem 4.y, although helpful in point mg out
pervasive restive t to wholei gets Merit died
mid cei,,,cteil a-, ,iiitse,e. is nil nni belp ill the (Oiler,
gen, when addressing the needs at a faintly
w hose child max base etgaret t burns on IN both

sensitive professionals and tr,carilars
are enticallt evaluating t he uuhly of Ishii:11'y theories
of et ittlogx and are mtegrat mg the more helpful parts

theories into inn eras tic ,', Inuit icausal theories
theorleS seek to inelertand how different as

pert. ot 11.1i/er1411Ce may iocacerbate Or weaken other
ii.pects of experience. Art 'nil personalit,,. fvpes
more vultarithle to certain kinds of environmental
1,ilerilit- s.. Are there Ittatures of the social ellVir011-
111.1111. or ways of imilero muting the child, that enable
Ian:dies 141 111111. with Sires. without resorting to Vitt.
bore', Child abuse nine be understood in this themes
ical iimext as a symptom tl shine' loll in a 4'0111101X
vens,11111 wit li mary interacting variables. Further-
more, the task of understanding is not in fitting the
tautly m1.1 a narrow theoretical box, but rather in
finding the ,X11.1aIlat ion that explains this fanay.

Several studies have conceptualized child abuse as
a pllentillnillt 10 Ile 1414111 the 11111111)11e

!PVC's of individual, family, and sovii.ty, leading the
field to a more comprehensive I !ivory base from which
to guide intervention (Garb:it-inn, 1075, Newberger et
al. 1977: Starr, 19781.

A clinical model for undemanding child
%Ouch draws from veillogie theory was recently (level-
lined to enable ricians to organize the complex
data with vhich they contend in clinical practice (nat-
tier and Newberger, 19811.

Future Research Needs
Two recent SIII-Vey, suggest Stillsia1111:11 defcts 111

the knowirdgr hase an child abuse. Gelb,. I P1$111

review of family ,iolenre research in the 1970s suggi,ts
an urgent need for theory testing and letilding for
longitudinal ',wily designs, line samples drawn from
nonelitdeal pupulni Mtn, and for increa).1 diversity of
measurement instruments and data. 111.1 ion tech-
nittues Gelles subsumes child alms, in his concept of
family violence, an approach 5510,11 appears !n be
mereasing in favor among researi hers in the field. lie
summarizes aptly the progress in the last decade,
"Whereas research in the 'till's tended to view domestic
violence as rare and 1.0111-111ed In mentally disturbed
:tut' /or pilor people, research io the '7u's revealed
faintly violence as an 1,1411SiVe ithell(11111.111111 which
4.011111 not 1Xillatiled solely (1 etiliSeiltiellee of
psychological factors or income- 1p. 87:11

larbarino l 1'08 11 surveyed 1,1 natniftallv reci.gnited
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experts laid concluded that -we lire making Stane
progress, but that motor questions remain 1111111
swereiL"f he following principal research issues
emerged in die Carbarino survey,

I. Incidence estimates continue la he confused by
a lack of iirecisitin in the definitions used in research,
poll, y, law, and practice. Studies Of maltreated 14(141.
lescents suggest different causes and consequences
from cases involving younger children.

2. Hentification of risk for maltreatment remains
.statistirallN unreliable, thus frustrating attempts at
early intervention and preventioii.

:1. Treatment of child abuse is inadequate, and
successful treatment is imperfectly understood. Con-
ventional sociabwork approaches are associated with
high rates of ri injury, hot low recidivism is reported
with innovative and resourceful programs with Se
',led clinical populations.

4: Nearly all treatment efforts forms On parents.
Not only arc the developmental and health needs of
children ignored, but the children may be harmed by
interventions which place them in fosterhome or in
stautional-care settings Focus on the childhood an.
tec dents, precipitants, and concomitants in research
and Imolai. IS limited. Poorly differentiated clinical
approaches twglect the unique needs of adolescents.

5. Prerrolive initiatives are largely unexplored,
notwithstanding, for example. the suggesteri potency
and costeffectiveness of facilitating the formation of
bonds of parent-child attachment at birth.

The medium and long term consequences of
physical and sexual abuse are poorly understood,
although experts concur on the increased vultierribility
for severe problems in school, in I/Atte/0r in the Cann-
tininity, and in later family life. Few longitudinal stud
ins have begun. and these are likely soon to end,
because of severe constraints on research funding.

Conclusions
Clinical approaches to child abuse remain con-

straind by an inadequate foundation of theory 'and
knowledge. Clinicians working with violent families
typically work on a caw' -by -rats' basis. Hence, they
roust practice what they know and accumulate new
knowledge through experience with the type of fami-
lies they see (Light. 1117)1). Although eager to improve
the soccess of their work and to improve the quality
of data available to others in the field, they typically
have little time to puree together the results of their
work and "(studies in the field. Nonetheless, clinicians
have made important nto to our knowledge
base on child abuse.

Ilisause academic research and clinicians hut, dif-
ferent work roles rind work ni 114h-rent organivations,
they frequently approach th. same topi in different
ways IGelles, 1942, Slnyilr et al., I9h142). Shared con-

2 6 6

'1010 by both researchers and clinicians working in
the family violence field have not led to a high level of
interchange regarding concepts, theory, or data. lie-
search results frequently are nut in a form to guide
clinical decisions. The concerns most central to clini-
cian frequently are not phrased in a way that provides
focus to research.

Well.conceived, controlled, longitudinal studies hold
great promise fur prevention and treatment of child
abuse. This research must be conceived, operational-
ized, and disseminated in such a way as to provide
useful guideposts for practice and policy.
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Senator '1.)ENToN. Thank you, Dr. Newberger.
Mr. Lo! - :en.
Mr. LoKEm. Thank you, Mr. Chairman. I am here today as a rep-

resentat!vc Covenant House and also. of the Covenant House In-
stitute Youth Advocacy, organizations. which exist to provide
for tht,.:i.e arid protection of street kids, and advocacy for their
most

Becavi1- we are convinced that a Federal role in the protection of
childrci from abuse, and in particular, sexual abuse, is absolutely
crucial 1,.) the care of our Nation's children, we are delighted to be
here to,,..iay, and in particular wish to address you regarding the
quest;,,7, of sexual abuse of American children.

I s f first of all, it is appropriate to tell you a little bit about
Covenant House: It was founded very informally by a Franciscan
pries*, Father Bruce tatter, in 1968: He entered into the crisis care
of kick really quite by ac :.;lent. Forced off campus by students who

he ought to practice what he preaches from the pulpit, he
Iiimself on the Lower East Side, and the first children that

ttive shelter to ...ore six children from a self-formed family who
bee -J-1 used in ,.;taking a pornographic movie in exchange for

food anc: 'shelter
Since t a,. ;c., has built a major organization that now cares

for :1)pri_.q.:-iatt!:,:. 12,000 kids a year, 8,000 of them in New York,
the shelters in Toronto, Guatemala, and soon. in
Houston ano L'.;s;on.

The prog,.:.,:n :, -)orates on a 24-hour, open-intake policy with -a
wide range :::ezrvices: a fully staffed medical clinic, a legal staff,
staff psychlogists, professional social workers, and vocational
counselor:;. Covenant House, of course, sees the whole range of
p:o)leals related to child abuse, but with regard to sexual abuse,

1;er!,!.1.,..s have a very special interest because so many of the
come to us have been caught up in the sex industry

is centered in Times Square.
Our Under 21 crisis center in New York is located right in the

:wart of the Minnesota Strip sex area. Of Covenant House's chil-
dren, our medical staff estimates that up to 35 percent have been
sexually abused prior to their entrance into street life. Once they
are on the street, some 60 percent or more become a part of formal
or informal prostitution; that is, trading sex for survival.

The best scholarly estimates for the rate Of sexual abuse nation-
ally put the figure' at approximately 1 in 10 boys prior to age 18; 1
in 4 girls prior to that age. Of course, these estimates are subject to
some dispute, particularly with regard to the\definition that is ap-
propriate for sexual abuse.

But the difference between the extremely high Covenant House
rate and the national rate of sexual abuse, I think, points to at
least two factors which are related to the results of sexual abuse in
children.

First of all, there is a tremendous increase in the chance that a
sexually abused child will run away from home and end up on the
street.

Second, there is an extremely increased chance that such a child
will eventually enter into some farm of prostitution. Of course,. the
other effects of sexual abuse of children are well documented and
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extremely severe. They range from severe emotional trauma to se-
rious sexual dysfunction. They include numerous physical problems
for children. We, in many ways, think of a badly sexually abused
child, particularly one who has then entered into the sex industry
in New York City, as having suffered a form of psychological death
that is the equivalent of an extreme case of physical abuse.

There is no real limit on the age range of sexual abuse. We have
seen babies of 3 months who have been sexually abused. We have
also seen girls in later adolescence who have been raped or sexual-
ly abused. The average age, however, is around 10 to 1.1 years for
the first reported instance of sexual abuse in a child.

Our response to the problem of sexual abuse in the kids we see
basically parallels the response that we use with regard to all the
kids who come to Covenant House. That response is a multidisci-
plinary one for all the children we serve, but particularly for kids
who are involved in sexual exploitation or in past sexual abuse, we
adopt a multifaCeted approach. We have a crisis team for handling
these kids, which is composed of representatives of the various pro-
fessionals disciplines within Covenant House.

That approach corresponds, incidentally, with some other suc-
cessful intervention programs against sexual abuse, one of which
the Institute for Community as Extended Familyis located in San
Jose, Calif., and anotherthe child sexual abuse victim assistance
projecthere in Washington, D.C. These programs may not have
the answer to the problem of sexual abuse, but they attempt to
look at it from every possible angle and work the problem if possi-
ble.

Our principles at Covenant House are "humanistic" in a Chris-
tian- sense. We use five basic rules: No. 1, immediacy, urgent re-
sponse to the child's needs.

Second, sanctuary, protection of confidentiality, and safety.
Third, value communication; we have values at Covenant House.

We are not afraid to state those values to the children, but we do
not expect them instantly to adopt our own moral vision.

Fourth, structure; where rules are necessary, they must be en-
forced, and we do enforce our rules at.Covenant House and try to
bring the child back into a frame of' self-discipline and forward
movement.

Finally, the principle of choice; no child has to participate in the
Covenant House program, but we believe that by leaving that
choice open for them, there is a chance they will turn their lives
around.

In order to give you an idea of what a sexual abuse case at Cov-
enant House might look like, I have chosen one case history to
review with you. It is the case of Marian, who was age 19 when we
began working with her. She was abused sexually by her maternal
uncle; her mother and grandmother denied the situation, refused
to recognize it. This went on while Marian was aged 9 to 13.

At 13 the found herself out on the street, soon was beaten up by
a young 'man who was furious over his own impotence. She then
fell into the hands of a pimp named Raymond who fathered a child
born to her at age 14. She worked on the street for 4 years.

She attempted suicide a number of times. She got a number of
breaks from the street because she was, after all, the mother of the

269



264

pimp's child. And so he did give her some time off. She finally
came to Covenant House. With luck and God's grace she managed
to turn her life around slowly. She is now, we understand, success-
fully coping in a program, for 'former prostitutes located in the
West.

Her case illustrates, I think, some of the key problems in dealing
with sexual abuse under the current system.

No. 1, noncustodial sexual abuse is technically not a part of the
national effort against child abuse, protection, and treatment.
Unless that noncustodial abuse is incorporated in the statutory
definition of abuse and neglect, the Federal law is going to remain
impotent in dealing with over half\of the cases of sexual abuse.

Second, children who wish to pursue cases of sexual abuse find
themselves blocked by outmoded ru14 of evidence and problems in
presenting testimony. It is extremely, traumatic for a child to
present testimony in a court of law regarding an abusive incident,
particularly a sexual abuse incident. But the rules of hearsay pre-
vent the introduction in many Statesin fact, nearly all Statesof
statements by a child made to a child protective worker soon after
the event. The child must come into court, and present testimony
for the record to be established.

Second, no system of videotape testimony has been introduced in
the various States to allow a child to testify ,in a somewhat less
threatening, nonpublic atmosphere while still 'preserving the con-
frontation rights of the defendant.

But we believe that even beyond emphasizing tse legal difficul-
ties, it is important to reach out to the children of this country, be-
cause they are the only ones who know whether, in fact, they have
been sexually abused. We think an appropriate respOnse for the
Federal Government, in addition to changing its statutory defini-
tion of abuse and encouraging changes' in evidentiary rules, would
be to adopt a national media campaign to educate children"on the
limits on sexual activity.

Many children in this country are not educated as to what is Sex-
ually right or wrong. They have no concept of how far an adult
should be allowed to go with them. A media campaign would reach
many of them, because after all the average age of a sexual abuse
victim is 10 or 11, which is a prime TV age. Ads directed to chil-
dren might let them know' that there are limits of touching and
that they have a place to go if there is a case of sexual abuse in
their house.

Finally, we would emphasize that there are few long-term treat-
ment options for children who have been cast off from the family
by sexual abuse, particularly for children who have become in-
volved in prostitution. Estimates go as high as 900,000 juvenile
prostitutes in this country. There are perhaps 500 beds at most in
existing programs to handle juvenile prostitutes. And, in fact, most
of the programs that handle child abuse are not fully appropriate
for handling sexual abuse problems.

We think the Government's capability of intervening successfully
in the area of sexual abuse is limited by the mystery and the intri-
cacy of the entity that is the American family.

But we urge you to go as far as you can-goreauthorize this-act--
tinker as far as you can. with the definitions of sexual abuse, and
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extend Federal intervention to bring as much help to children as is
possible.

I would ask finally, Mr. Chairman, that my written statement be
entered into the record.

[The prepared statement and additional material of Mr. Loken
follow:]
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PREPARED !;AT.MENT OF GREGORY A LOKEN
SR. STAFF ATTORNEY, COVENANT HOUSE

Mr. Chairman, Members of the Subcommittee, I am Gregory

Laken, Sr. Staff Attorney at Covenant House,' New York, New

York. I was delighted to receive your invitation to discuss

the problem of sexual abuse of children in the context of

your consideration of reauthorization of the Child Abuse

rn,.intion and Treatment and Adoption Reform Act.

Covenant House, founded by Father Bruce Ritter in 1968,

is a not-for-profit organization dedicated to the crisis

cAr,. of runaway and homeless youth. Its main facility, the

ier cri.,:;is shelter located in Times Square, right off

the "Minnesota Strip", annually provides shelter, food, and

clothing alc,ng with medical, legal, vocational and educational

counselling to about 8,000 kids under the age of 21. By the

end of this yoar similar facilities - actually called "multi-

service centers" -will be open in Houston and Roston; a

similar center in Toronto has just passed its first anniversary.

in sum, we expect to provide crisis shelter to abort 12,000

cilildron during 1983. About six percent of Covenant House's

funding cones from governmental sources; the rest, including

some ._vent. -five percent from small and moderate donors,

from private sources.

The first six children to whom Father Bruce provided

shelter were homeless - all from one self-constituted family -

and, prior to knoc;linc* on his door, had .been coerced into
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making a pornographic movie for food and shelter. Since

that time the work of Covenant IloUse has been inextricably

bound up with the problem of sexual exploitation and abuse

of the young. As our perspective is from the darkest edge

of the lives of..sexually abused children, however, we think

it is important first to provide something of an objective

account of the nationwide blight of sexual victimization of

the young. Against that backdrop the Covenant House experience

is more understandable, less charged with emotion. °So, too,

the suggestions of Covenant House for your future action on

behalf of sexually abused children are more easily scrutinized

when framed by national - as opposed to our particular

program's - needs.

1. Sexual Abuse of Children - The National Problem

The tendency of "professionals" and "experts" to discuss

children in narrowly categorical terms - without any real

effort to keep an overall human perspective on children's

problems - once drew this icy criticism from the great

children's advocate Lillian Wald:

Perhaps Solomon the Wise had specialists
in mind when he tested the love for a child
by the unwillingness to have it dismembered.
Certainly the studies of the specialists
themselves constantly are showing that to
understand fully the kinds of trouble into
which people iall - sickness, poverty,
difficulties in home or job - we need to
know all the factors that affect their lives.
This understanding is especially imperative
in the case of children whc necessarily are
governed to a far greater degree than adults
by conditions about them over which they
have no control. 1

22- 0:n 0 S:i
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It is therefore always dangerous to isolate one aspect of

childhood experience for special scrutiny; the limits of

"scientific" study of complex human events are all ton

obvious and severe. Yet sexual abuse is one blotch on

American childhood so widespread, so severe, and so destructive

as to warrant the most exacting and specific attention.

A. Extent of Sexual Abuse. "hat term has been given

various, often legalistic, definitions, but the problem

stated generally is simply that of overt sexual contact

between adults and children. More than a problem, actually,

sexual abuse of children is a national epidemic. Now the

top professionals in the field estimate that some 500,000

children per year experience some form of sexual abuse.

Fly the end of their adolescence one fourth to one third of

all girls, and about 10% of all boys, will have been sexually

victimized to some degree. 1; As one leading expert put it:

"Child protection workers all over the country report that

they are overwhelmed by the influx of new cases of sexual

abuse. ,lherees ten years ago there was hardly a case anywhere,

today the reporting rate is increasing exponentially and

shows little sign of abating."4 Our national confidence in

American progress can only be shaken by the knowledge that

studies indicate the rate of incest in-this country increased

from one case per million population per year during the

period 1910-1930 to 5,000 cases per million population ner

7
year from 1945-1965.5
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in part, of course, these extraordinary figures are a
6

siin that reporting of sexual abuse has improved. The re-

b,flinition by Congress and ,7tate legislatures that sexual

t1.,r; ,xists and in severely harmful to the children abused

tan evilently borne great fruit. A recent survey of adults

in -ston found that those interviewed had a surprisingly

A., .rate wslerstanding of the scope of sexual abuse and a

!rung resolve to report such abuse when it occur That

!ervey, however, produced a frightening st

interviewed stated that they had person.' !ed,,e

of sexual abuse either through persorw.i experience or through-

pu.,:on in their social network.8 That degree of

pu! lie knowledge of sexual victimization does not

seem likely to have resulted simply from increased sophistication

iu Tnpurti.nq or detecting sexual abuse; rather, such increased

awareness by parents plus the skyrocketing figures of reported

sexual abuse support a view that actual sexual abuse is

rising significantly.9 As Dr. A Nicholas Groth, director

of the sex offender program at the Connecticut Correctional

Institute, recently declared, "The dimensions of the abuse

are staggering. If we saw these same numbers of children

suddenly developing some kind of illness, we'd think we had

a major epidemic on our hands.""

B. Effects. An epidemic it is, and one with the most

damaging of consequences for its victims. While measurement

of the extent of sexual abuse is extremely difficult and

open to professional disagreement, there is little doubt

2 "
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about the effects (bat abuse can create in its victims.

Those effects have been found to include: (1) prob..ms in

sexual adjustment; (2)interpersonal problems; (3) education

prblems; ;4) suicidal ideation; ) obesity; (C) sleep

problem-1; (7) delinquency; (S) running away from home; (91

pro,;titution; and, worst, (TO) becoming a child molester.11

Vir;ent 2e rrancis, auor of the seminal study of sexual

,Ibune, concluded that at least two-thirds of sexually victimized

n'.-illren suffer emotional disturbances; for fully 14" those

di.,terbances ar Levere.12 Above all, perhaps, thorn

r!lults from such abuse "a la''' of basic trust" ano "a

.-nlency for social isolation and difticulty in establist

ace 1 ;an relationships.'13

n. rxperts on sextal abuse have spent so

Ion.; tell.ng the public something it already knows - that

"child 7101esters" are morr often members of the child's

than the "dirty old men" of legend - that one scholar

finally was provoked to say: "The literary device of 'ebunking

the myths has worn thin, and could use some rest."1' Although

some older studies indicated that a majority of sexual

ab:.Ler.; were strangers to their victims,15 the recent

weight of 2rofessional opinion has swung completely to the

orT:osite view. *:o strangers are believed to be the r-rpetrators

in only put one quarter of all sexual abuse cases.16

It is important to note, however, that strangers remain

a quite sub tantial minority of sexual abuser::. If anything,
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sexual abuse by stranger is less likely to be reported

than abuse by someone known to the victim.17 "urther,

parents probably constitute no more than a fifth of sexual

abusers; parents and other relatives together make up only

aout 10 of su611 offenders. 18 out a third of the sexual

a!-.use perpetrated is the work" of "friends" of the victim -

persons who while known to the victim do not normally stand

in a custodial relationship with him or her. 19

Overall, then, 'about half or more of all sexual abuse

is :,,A71,:tratel by persons with no custodial responsibility

for the al,used child. If patronage of juvenile prostitutes -

of whom there may he as many as 900,000 nationwide,at any

;iven time 2- is included in the concept of "sexual abuse,"

that proportion would be higher still. tiny strategy against

sexual abuse which does not encompass this non-custodial

group is at hest sadly incomplete.

TI. Thvenant rouse - Incidence and Treatment
Of Sexually Abused residents

novenant House, with its 7,rder 21 crisis shelter '.ocated

in the heart of Times Square and its billion-dollar sex

:wlustry, is confronted in all its work with the exploited

sexuality of the children who seek shelter there. 'According

to our 'Tealth services, ninety-nine percent (99%) cf the

residents at tinder 21 have been sexually active; approximately

sixty percent (60`), perhaps more, have engaged either in

2 7 7
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formal prostitution or in trading sexual favors informally

for food and shelter. `:any are irretrievably tied to street

life, and about half of the residents leave Under 21 within

three days - unable to accept even the nomimal structure

which a crisis program must demanO. The other half of the

residents stay usually between two weeks and two months.

A. Incidence and '7ature of Sexual Abuse. The first

sexual victimization of children, whether by family, familiar

adults, or strangers tends to fall at a tender age - on the

average, at about age 10 or 11.21 As the vast majority of

'!nder 21 residents are 15 and over, it is a comparatively

rare event for the program to include a child fresh from his

or her first sexual encounter or series of encounters with

en adult. 'ether, the program instead deals extensively

with children who have a history of sexual abuse in earlier

youth, many of whom now are being sexually exploited for the

co-nmercial profit of the sex industry.

In providing crisis shelter, of course, it would he

extremely damaging to children just off the street to ask

intimate questions about sexual abuse that may have occurred

years before. Often a child volunteers that information

after a relationship with the program staff has been develoned.

In determining the incidence of sexual abuse in residents'

histories, then, we must rely largely on behavorial symptoms

of previous sexual abuse. Those symptoms are well defined

in professional literature;22 they often are not, Unfortunately,

exclusive of other possible sources of trauma.

27
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Still, based on observation of behavioral symptoms, on

frank conversations with many residents, and on familiarity

wit' the environments from which the children come to the

program Under 21 Health Services staff members estimate

thatlperhaps half of the girls and possibly as many as 3511

of all residents seen by Health Services have been the

victims of "sexual abuse" - that is, sexual victimization by

an adult prior to the child's entrance into street life. At

present, Covenant rouse is preparing a carefully controlled

research project to test these estimates in a rigorous

manne-. In comparison with the best estimates of the incidence

of sexual abuse nationwide, the Under 21 figures are, quite

natural'.y, extremely high. -acause running away and entrance

into prostitution are two widely recognized consequences of

sexual abuse, however, that is ha?dly surprising. Over half

of all juvenile prostitutes have been sexually abused;23

entra.ve into street life is a logical consequence oc the

self-loathing sexual abuse creates in its victims.24

Uumerical estimates and clinical theory have their

place in analysis of the problem of sexual abuse, but ultimately

only attention to the stories of individual children can

provide real insight into what sexual abuse finally means.

following this statement are five case histories of current

or recent residents of Under 21 with histories of sexual

abuse. Not all the cases involve sexual abuse by a parent,

but all evidence betrayal of the child by those he'or she
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should have been able to "or do all show a successful

resolution of case by our program: the damage inflicted

by sexual abusr- ,, not necessarily reversible, and certainly

is orten co!7plet% qtside the rehabilitation capacity of a

short-term crisis : . ram. 'Ihat all the cases do evidence

is the pathetic need Yictims for the most basic components

of survival - food, shclr .3 medical. care. And all of

the cases illustrate, too,

cl..:1,.!ron from any sort of nc

P. ",7. r'ovnant '!our,

'.a door of Under 21

.nd all that it rep:

. ,nr exclusion of these

riliai relationships.

Children who arrive

Fleeing the

:"or an tose who arrive

res!onls on the 7,ia of five nrinciples:

Immediacy. The urgent nead5i c.f the children
who arrive must 1.e met withc;:t delay - particularly
uc basic needs as food, n.-Li cal attention, or a
;wer - before planning fc.r tl,c..m can begin. That

r.,an3 even the most perfun:-,tory intake procedure
rst wait if there are irameciite needs to be met.

. :lanctuarv. The identities of all residents
ar conflantial under Cnder 21 policy, as well as
under federal and state law. ChilCren residing at
cndei 21 are not judged on their past, which is to
be i".estigated only when necessary for effective
cane planning.

"alue 'ommunication. gust as under 21 offrs
uncond'tional acceptence - 24 -hour open intake -
of any new child who presents himself, so it is
impertant that the residents understand the basi.
values that give rise to that ac::eptance.
are minimal except where absolately .,ecessary;
residents are to he confronted wit,i the values
respect and affection for which rules too ofte,
substitute.

Structure. 'lules, when necessary ft)r.
program to r-nction, must be enforced, and retidents

2Q
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.st he encouraged to see the value of structure
,.nd self-discipline. At the same time, the structure
must not be inexorable; human variations must he
anticipated, and, as far as possible, tolerated.

3. Choice. Children who arrive at 'lnder 21 in
crisis cannot be shaped into well-adjusted, secure
people unless they are willing participants.
Residents are free to leave the program at any
time; they must, indeed, feel their staying at
cnder 21 is a conscious choice. Their ability to
make any progress away from the street depends on
their developing a sense of indepenlence and
personal responsibility.

Those five principles, developed in the midst of many

heartaches and early failures, govern the a ?proach of ^ovenant

euse to all its clients, not simply those wi.:1 a history of

sexaal abuse.

necause sexual abuse involves special medical, psychological

and legal problems, of course, in practise those principles

result in a form of special treatment_ The suspicion of

sexual abuse of any child is immediately reported to child

eretectin authorities. A thorough medical examination,

-,,c,-ticularly 'or any signs of physical trauma or venereal

edisease,is also conducted witheat delay. rinalysis of the

legal eptinns. -Jailable to the children is undertaken with a

view . advising the child - after conr'ultation with medical

ard e-eychological staff - whether he ought to gu for td

with criminal iroceedings. Child 1:ir2 staff and ;1 social

work2r, fine:'.!, investigate all gesibilities for long-term

shelter are of ._he child, including the possibility of a

return home if the situation warrants. 9eetings with family

members are arranged wherever possible to farilitate reconciliation

with tne cc 7e!:,ed resident if approPriate.

2
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The approach of under 21 is emphatically not mechanistic;

it is aimed at a human relationship with children in care.

That approach is fundamentally different from nearly all

established chilICclare systems - particularly the foster-

care system - which strongly discourage the development of

relationships between staff and children in care. "nder 21

tries - and sometimes fails - to avoid the "institutionalism"

that afflicts so many well-intentioned social service systems

with the passage of time. Its model of a covenant relationship

limited by the crisis-care character of the program - is,

interestingly, remarkably close in approach to that used

iliccessfully by the Child Sexual 'Muse Treatment Program in

!Tanta ^lava -ounty, California.25 Its success, however, \

depends largely on the availability of suitable long-term

programs to which the children can turn after their period

of crisis is over.

111. Proposals for Consideration

Covenant House applauds and fully supports the efforts

of the federal government to improve protections against

sexual abuse through the Child Abuse 'revention and Treatment

and Adoption Reform Act (the "Act"). Unquestionably that

initiative prompted significant reforms in state laws across

the country, and has provided desperately needed funds for

prevention and treatment of sexual abuse. 're would be

remiss, however, is we failed to urge consideration, as the

Subcommittee deems appropriate, of the following areas of

needed reform:

A. Definition of Sexual Abuse. The Act of course en-
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compass._, "sexual abuse or exploitation" within its general

defini Son of "chill abuse or neglect". Unhappily, however,

only abuse "by person who is responsible for the child's

welfare" falls within that definition as currently worded.

With respect to physical or emotional abuse, which seldom is

inflicted with serious consequences by an adult outsidt, tte

family, the limitation to a custodially responsible person

makes sense. Sexual abuse, by contrast, is more often than

not - as discussed .hove - inflicted by someone not in a

position of legal responsibility for the child. Children

are targets for sexual abuse by adults outside the family in

a way that they are clearly, not with respect to other types

of abuse. Further, numerous parents seem generally far more

willing to tolerate sexual advances on their children than
26

other sorts of abuse.

A broader definition of "child abuse or neglect" within

the specific context of sexual abuse would serve at least

two purposes. It would, first, remove all doubt about the

ability of a state to intervene where a passive parent

allowed - e. 2., through "good faith" disbelief of a child's

story or simple inability to put the pieces of a story

together - Sexual abuse by a non-relative. 27 Second, it

wou'thypen up funding of research and demonstration projects

to grouN interested in the whole spectrum of child sexual

abuse, not merely those concentrating on incestuous relationships.

B. ..evisio. of Evidentiary Barriers to Protection of

Children. Many a 'hild is legally protected, in theory,
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from sexual abuse but on a practical level has almost no

chance of securing effective court intervention if he needs

it. That diveence between practice and theory results

from the enormous pressure placed on abused children to

repudiate earlier accusations of sexual abuse. Although

children almost never invenc stories of sexual abuse,2'7

they are extremely vulnerable to familial pressure . keep

silen:-..29 Unless their first - virtually always a: , e

statment of accusation is available to a court, the proceeding

is unlikely to produce conclusive results.

1. Problem of 7!earsay Rule. !ost tellingly the bear.say

rule will preclude admission of out-of-court allegations of

sexual abuse by children unless the victim's statement is

considered an "excited utterance". See, State v. '!riener,

415 Mich. 372 0_982). As many children wait for some

tine before disclosing an incident of sexual abuse,33 the

"excited utterance" exception is often of litfe value.31

Simple relaxation of the hearsay rule to allow out-of-court

statements by an allegedly sexually abused child - if only

in civil custody proceedings - would make the whole process

more humane.

2. Out of 'oust Videotape 'estimony by 7hild. A's one

study concluded: "'lost children resist going to trial

1,ecause of the embarrassment of having to relate in front of

strangers the details of the sexual assault."32Defendants,

of course, are entitled to the opportunity for cross-examination;33

they have the right, too, to a public trial.34 One student

o.'7 the problem, however, proposed an ingenious solution some
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time ago: c.,nduct the testimony and cross-examination of

the chile! in a non-public setting videotape cameras.!:

The videotape, replayed before a courtroom and jury, would

seem adequately to protect the rights of the accused while

deterring to the extreme vulnerability of the child. In a

custody proceeding, the videotaping of a child's testimony

soon after the report of sexual abuse could substantially

diminish the likelihood of family pressure and vacillation

on the part of the child. Nothing would prevent a child

from appearing in person to give testimony at the time of

the trial (or abuse/neglect hearing), but the videotape would be

an extremely valuable truth- finding.tool even in those

,!ases.

Under the Act Congress could provide financial incentives

for stat:; to remove hearsay obstacles to admission of

children's out-of-court statements and to allow for videotaped

testimony of sexually abused child witnesses. Each of those

concepts deserves a chance to demonstrate whether it can

::often the agony of legal proceedings for already traumatized

children while preserving intact fundamental procedural

fairness.

C. Prevention cf Sexual Abuse. The causes of sexual

abuse are so extraordinarily complex, so rooted in particular

family relationships that no government program, however

conceived, can wholly define or resolve them.

What the government can do is throw its prestige and financial

power behind an effort to educate the children of this

country as to the appropriate limits of adults' sexual

285
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advances. In a period when children are used as sexual

lures by advertisers, and when no young T.V. viewer can fail

to acquire extraordinary precocity in the games of sexual

attraction, children cannot be expected to sort out on their

own the permissible scope of sexual contact'with their

elders. We have watched largely successful media attacks on

cigarette smoking and obesity; isn't it time the federal

,Joernment, or the states, entered the arena on behalf of

the sexual integrity and health of our country's children?

The 7,ct loos make some provision for "treatment" of sexual

abuse, but at least as important is conveying the message to

children that such abuse should be prevented and condemned.

It is our view, then, that the Act should be modified

to .encourage widespread advertising of the dangers of sexual

abuse - advertising designed to reach children and let them

know how to handle an abusive situation. If such advertising

roaches only a few of the thousands trapped in sexual abuse

because of their own ignorance, it will have many times over

repaid its cost.

P. Long--erm Treatment reeds. ^.oveant !louse in its

work encounters youths far beyond any help that "preventive"

or even standard treatment measures could provide. A child

who has run away at age 11 or 12 because of sexual abuse,

who has lived on the street for years by selling her -to her

mind, "cheapened" - hody, without an education, proper

medical care or nourishment: this is the young lady we are

likely to meet at intake on any given day at 'ender 21. At
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our proqram, she has a chance to begin to turn her life

around, to begin, at least, making relationships based on

trust and to find some reason to believe in herrelf. But in

a crisis shelter - even one, like Under 21, with its multiple

services - there is not time fully to repair the damage of

four years without hope. Covenant House is not going to

give up on her, but she needs, for once, to be out ofa

crisis environment, in a stable setting where full human

relationships are encouraged. She needs a secure and nurturing

setting where she can somehow transfigure her anger.

Yet there are seldom such places available for young

people like her. "Treatment" of the sexually abused or

exploited all too often means Only the rendering of limited,

categorized professional services - not a long-term commitment

to helping them overcome their pain and enforced social

handicaps. Confronted both by overwhelming needs for more

crisis care services and the long-term needs of current

residents, Covenant House is unable to do either to full

satisfaction.

we do not presume to present facile answers to this

wrenching problem of sexually exploited, now ash-canned

children. Yet the cost of losing those children to the

street is not one that conscience or prudence could bear.

Admittedly they make up only a small portion of the children

who have been sexually abused, but their fate is an extremely

cruel A recent study of sexually exploited street kids
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called them bluntly the 'homeless adults of the future".36

In considering reauthorization of the Act, then, we

urge the members of the Subcommittee to consider seriously

the a,ldition of funds targeted specifically for long-term

( i. e., six months to a year) programs for sexually exploited

homeless children. Those programs should provide security,

rehabilitation and above all a sense of relationship.

Design of such programs should be a challenge worthy of the

best humanitarians and most exacting organizers., fi
IV. CT1CLUSION

Sexual abuse, howevOr clinically it is analyzed, is in

niiinc a f,7mptom of crumbling respect for the value of

liildren. No government can force its citizens to love

their children; its ability even to protect children from

parents limited by the difficulty of dissecting the

extremely complex entity of the family. But it can offeX

some protection and more important, it can by itsactio

demonstrate that children do have value and are eititled to
lIf

respel:.t. A campaign to prevent sexual use must be public

and mihe use of the media. Important as efforts at prevention

are, however, they cannot obscure our need to care for the

victg of pastiabuse. It is a need, "not merely a duty:

only by showingublic that abused children are not

worthless children can the sovernment's voice in this

area achieve real power.

In the face of an ugly tide of children sexually betrayed

and abandoned, we cannot but support the work of the Subcommittee

2
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as it attempts to refine the national strategy against

sexual abuse. Covenant House, whose population carries the

worst scars of such abuse, can ultimately ask not only for

attention to the central problems of sexual victimization

but to the fringe as well: the children now grown slightly

older, with no place but the' street to hide from their past.

Including the broken, sexually exploited and hardened children

of the street in a vision of the reality of American sexual

abuse may make the picture almost too fiendish for rational

resEo. se. Yet in this subject we find ourselves prying into

the d,,,,kest, most incomprehensible crevices of the human

heart a- the American family. If what we find confounds

our specl..'ized logics, our only choice is to confront it as

perplexed, passionately caring human beings.

28 9
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took pains to point out that "the child did not tell
her mother [of the sexual assault] at "the first
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RECENT CASE HISTORIES

Residents of Covenant House/Under 21

1. Mitchell, who is eighteen, was raped at age nine

and had been involved in an incestuous relationship with his

mother, sister, and two younger brothers for the previous

two years. Crying profusely while discussing his history

'litchell told us that he had never discussed this experience

with anyone and "the feelings are tearing me apart".

He had left home about five months before and found

himself in desperate need of food and ,a place to live. This

situat'.on soon resulted in his recruitment into a pornographic

movie operation in a plush suburban area of New Jersey. 9e

had escaped this occupation prior to coming to Covenant

rouse but was seeking assistance from us in dealing with the

urges of returning to the sex industry in spite of the pain,

rage and guilt his involvement in the industry provoked.

Iitchell also spoke to us of his feelings of intense

rage against youths who are effeminate and his frightening

desires to destroy them if he could not be helped. Fe is

currently a resident in our Under 21 program in which he is

struggling with independent living skills and receiving pro-

fessional counseling.

2. When Lorraine was about thirteen years old she was

escorted by her mother from her hometown in "irginia to

washington, n.C. There she was sold to a pimp from whom she

escaped and returned to her 'home'.

294
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She was soon readmitted to a psychiatric hospital in

which she resided from age 9 to 12. Subsequent to her

release she was raped by two men while her father threatened

her with a gun. It was fired twice,injuring her in the

arm. (In addition to the emotional trauma she has since

ex-erienced impaired hearing in the ear closest to the

gunfire.)

After leaving her mother again she came to New York,

wandered into a church, was referred to the police and then

brought to Covenant Kouse/Fnder 21. Lorraine left our

shelter within two days and her whereabouts remain unknown

to us.

3. Alex is a sixteen year old boy who had been missing

for ever six months when he was escorted to Covenant blouse

by the police in February. His parents were divorced three

years ago after numerous physical conflicts with each other.

During one such incident.the mother stabbed the father in

the back in the presence of Alex.

With his older brother, and several women, Alex frequent):

participated in sex parties hosted by his father. , Alex also

became the sex partner and companion of a 40-year-old man

(Sert) while simultaneously experimenting with various

drugs.

At fourteen,Alex entered a residential school for

emotionally disturbed children. After 18 months he asked to

return to his home. His mother's refusal, for fear of his

relationship with Bert, prompted another drug experience

which resulted in his expulsion from school. He was soon
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registered, against his desires, in another school.

With the help of Bert, Alex ran away from the school

after five weeks. Seven months passed before he was picked

up by police in New York City and brought to us.

Alex absconded from Covenant House during the night of

his arrival while his parents were discussing the case with

our staff.

Alex later called our administrator who was handling

the case and expressed a desire for assistance in pressing

charges of abuse against his parents. He agreed to return

the following day but was scared-off by a police raid on the

apartment in which he was staying. Alex was not there,

although several adults and young boys were taken into

custody. The police were tipped off by Alex's father.

Alex phoned again the following day saying that because

of the arrest of his friends no one will hear from him

again. That was almost two months ago.

4. Marian was 19 when she arrived at Covenant House

last July. She fled from New Jersey to New York City seeking

shelter from her pimp - Raymond.

She claimed that she was sexually abused from age 9

through 13 by her maternal uncle while her mother and grand-

mother denied her allegations. At age 13 she was beaten by

a 17 year old youth who was upset by unsuccessful attempts

at intercourse. Raymond, who had been a companion of Marian's

mother assaulted the boy and is the father of a child born

to Marian while she was 14. Marianfeels no attachment to

this child.
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For the following four years Marian worked the streets

for Raymond who allowed her intermittent breaks because of

her status as mother of his daughter. After several suicide

attempts she finally found the courage to break from him.

Our attempts to assist Marian in her desire to leave

the Metropolitan area, finish school and begin work have

been very successful and rewarding. We were able to secure

a place for her in a small midwest program which apparently

has met her needs.

At our request the authorities in rew Jersey followed-

up with the investigation of the welfare of Marian's daughter

at Raymond's address. Marian refused any suggestion of

prosecution of 7aymond with the sad reply, "After all, he

raised me."

5. Denise was 18 when she arrived at Covenant House.

Her father abandoned the family when Denise was an infant

leaving the mother to care for the five children.

When Denise was 13 her mother married a man who within

a year, threw out the kie.s telling them to live with the

oldest brother. Denise stayed with her brother for the

school year and then returned to her mother for only a few

days until told to leave again by, the step-father. This

demand overpowered the desire ofzthe mother to care for

Denise.

Denise began to fend for herself living with friends

and surviving through prostitution. She attempted to seek

help from her older brother but that possibility ended

following a fight between Denise and her sister-in-law.
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Again Denise returned to her mother. Soon thereafter,

the step-father held Denise responsible for the loss of a

gold chain and demanded that she "work a stroll" for him in

repayment. .

Denise fled and came to Covenant House with reports of

sexual abuse incidents involving her step-father and half-

sister. She also claimed that her step-father had a few

girls working for him and was encouraging his Su, in a

pimping career.

Fear of revenge against her mother or herself prevents

Denise from pressing charges against her steo-father. It is

likely that this fear also prompted her decision to leave

cur program prematurely.

208
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THE INSTITUTE FOR YOUTH ADVOCACY

June 9, 1983

Ronald E. Docksai, Staff Director
Committee on Labor and Human Resources
Room 4230, Attention: Mr. Powell
Washington, D. C. 20510

Dear Mr. Docksai;

As you requested I have made minor grammatical and
clarifying revisions in my oral testimony before the Subcommittee
on Family and Human Resources on April 11, 1983. I enclose
the revised copy of that testimony for your use.

Because you requested as well any documents or infor-
mation requested during my appearance before the Subcommittee,
I have also taken the liberty of enclosing for your purpose
copies of a letter from Senator Denton requesting more
information about certain aspects of my testimony and of my
response. While Senator Denton did not request that in-
formation on the day of the hearing, I believe he was prevented
from doing so only by an unexpected illness that forced him
to leave the latter stages of the hearing. I would ask, of
course, that you inquire of his office whether it is appropriate
to include either of the letters in the record of the proceedings.

Thank you for the opportunity to correct some of my
more egregious departures from Ciceronian eloquence, and for
your diligence in executing your important public trust.

Ver truly yours,

Gregory.A Loken
Senior-St f Attorney

GAL:jh
ends

cc: Senator Jeremiah Denton
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( I 1 L.. s United g5tates g5euate
COMMITTEE ON LABOR AND

HUMAN RESOURCES

WASH:NGTON. DC 20510

April 19, 1963

Mr. Ca-egery Loken
Uonior Staf'. AL:ozney
Covenant House
463 'rest 41st Street
.QW York, ::ew York 10036

,L.

Thank you for caking the time to testify before the

Subcommittee on Family and Human Services on April 11. I

sincerely apologtzc for the inconvenience that my illness

miy have caused you.

I believe the hearing provided a helpful forum for
.1eate on the many issues surrounding the federal child

abuse procram. Your testimony was valuable, and I appreciate

your answers to questions asked by members of the Subcommittee.

Because of time constraints, I was unable to ask all

the questions I had prepared. I would appreciate it if you

could re ,a:1 within two weeks.

1. Mr. Loken, you mention in your testimony that the
media could play a significant role in helping

to prevent sexual abuse. Has Covenant House had
any success in involving the New York media in this
campaign against sexual abuse? Other than improving
the Auality of programming, what specificially
can television do to help in this area?

2. Loken, you mention in your statement the need for

facilities offering long-term treatment for sexually

abused children. Can you identify any successful such
erograms that are currently in operation?

I will be happy to send you a copy of the hearing

record when it is Frinted.' This process usually takes

several weeks.

Again, thank you for your time and assistance.

JAD:dh

300

cerely,

JEREMIAH DENTON
United States Senator
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COVENANT HOUSE6UNDER 21
460WEST II STREET
NEW YORK. N Y 10036
12121613.0300

THE INSTITUTE FOR YOUTH ADVOCACY

June 9, 1983

Honorable Jeremiah Denton,` Chairman
Subcommittee on Family and Human Services
Committee on Labor and Human Resources
United States Senate
Washington, D. C.'20510

Dear Senator Denton:

My apologies for this delayed response to your questions
concerning the sexual abuse of children, but I wanted-to
take the time necessary to respond to your very pertinent
inquiries in as complete a fashion as,possible. As earlier,
I am delighted to be of assistance to you and the other
members of the committee as you wrestle with this tragic
problem.

I am happy to expand on the two questions you raise.
Concerning the proposed use of the media in the prevention
of sexual abuse, certainly an upgraded standard of television
programming is desirable and would certainly have a positive
impact in clarifying for young people the many ambiguous
value messages curr t programming communicates. What would
be of even greater d more direct value, however, is a
media campaign - ertisements, special programs, com-
mercials - whic p arly admonish young people that their-
bodies belong to them, and that no one has a right to touch
or approach them in ways that make them uncomfortable. An
excellent model for tOis approach is a project now being
expled by the Victim Services Agency of NYC in conjunction
with ODN Productioni. ODN has already produced an impressive
set of preventioh-oriented films on adolescent rape and
incest, and the project now under consider % n is a similarly
designed prevention film on juvenile pro itution and its
link to sexual abuse: An earlier film ODN, "No Secrets",
searchingly developed the issue of sex 1 abuse in a non-
threatening way appropriate for childrOn. By making films
such as these available to all element'ary schools and high
schools, and by adapting this app,r0ch to the requirements
of television, we hope significant strides toward prevention
and early reporting of sexual abuse may be possible in our
area.

During the hearing yoil expressed some legitimate concerns
about the danger that in educating children about sexuality
they may in fact be conditioned to believe that early sexual

.301
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Honorable Jeremiah Denton, Chairman
June 9, 1983
page 2

involvement is socially acceptable. Certainly we think that
with regard to sexual abuse this peril is extremely unlikely -
the thrust of any media campaign against sexual abuse must
be to emphasize to them their fundamental right of privacy,
which incidentally includes their right to be free from
inappropriate sexual contact. State and federal agencies
with responsibility for prevention of child abuse would seem
to me the ideal sponsors and overseers of such an education
campaign, particularly if they made use of the best advice
and experience of private agencies and professionals.

You asked, in addition, whether we know'of any successful
long-term treatment facilities for sexually abused children.
Two such organizations which have an exemplary record in,
providing nonresidential treatment are Parents United, in

San Jose, California (phone number: (408)280-5055), and the
Child Sexual Abuse Victim Assistance Project (at 111 Michigan
Avenue N.W.) in Washington, D.C. We enclose, in addition,
the 1982 annual report of the Minnesota Program for Victims

of Sexual Assault of the-Minnesota Department of Corrections.
( That report recommends, it is worth noting, the development
of sexual abuse education programs directed to children
(p.6) and of means to meet victims' "life sustaining needs"

such as temporary housing, pp.6,20.)

As for programs with a residential component which are

aimed specifically at long-term treatment of sexual abuse,

we have searched in vain for a perfect example. Perhaps the
Children's Village operated with reportedly great success by
Childhelp International in Beaumont, California, is the best

example of a residential program for treatment of such
children, although the program there is directed at treatment

of all fOrms of child abuse. Because sexual abuse is so
often attended by significant physical abuse or neglect, of

course, any treatment program must, like Childhelp's, have
the capacity to respond to all the injuries inflicted on the

child. Clearly the absence of residential programs suitable

for victims of sexual abuse is a gaping flaw in our response

to the overall problem of abuse and neglect - a flaw we hope
that Congress can help the nation address as soon as its

resources permit.

Thank you again for your great courtesy in extending to

us the invitation to testify before ydur distinguished

302
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Honorable Jeremiah Denton, Chairman
June 9, 1983
page 3

Subcommittee; you and your staff (especially David Yensen)
made it a memorable and inspiring event. Please feel free
to call on us in the future if we may be of further assistance
on this or other matters related to the care or protection
of children. We appreciate the depth of your demonstrated
commitment to the protection of children from all forms of
sexual exploitation; and we wish you God's blessings in your
continued public service.

e, truly yours,

-4(

.
Gr g
Seni

GAL:jh

cc: Ronald E. Docksai, Staff Director
Committee on Labor and Human Resources

ken
taff Attorney

303
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QUESTIONS SUBMITTED BY SENATOR DENTON TO MR. GREGORY LOKEN

1. Mr. Loken, you mention in your testimony that the

media could play a significant role in helping to

prevent sexual abuse. Has Covenant House had any
success in involving the New York media in this
campaign against sexual abuse? Other than improving
the quality of programming, what specifically can
television do to help in this area?

I am happy to expand on the two questions you raise.
Concerning the proposed use of the media in the prevention

of sexual abuse, certainly an upgraded standard of
television programming is desirable and would certainly
have a positive impact in clarifying for young people the

many ambigious value messages current programming

communicates. What would be of even greater and mere direct

value, however, is a media campaign - advertisements, special
programs, commercials - which clearly admonish young people
that their bodies belong to them, and that no one
has a right to touch or approach them in ways that make them

uncomfortable. An excellent model for this approach
is a project now being explored by the Victim Services

Agency of NYC in conjunction with ODN Productions. ODN has

already produced an impressive set of prevention-oriented
films on adolescent rape and incest, and the project now
under consideration is a similarly designed prevention film

on juvenile prostitution and its link to sexual abuse.

An earlier film by ODN, No Secrets", searchingly developed
the issue of sexual abuse in a 4On-threatening way appropriate

for children. By making films such as these available to

all elementary schools and high schools, and by adapting

this approach to the requirements of television, we hope

significant strides toward prevention and early reporting
of sexual abuse may be possible in our area.

During the hearing you expressed some legitimate
concerns about the danger that in educating children
about sexuality they may in fact be conditioned to
believe that early sexual involvement is socially acceptable.
Certainly we think that with regard to sexual abuse this

peril is extremely unlikely - The thrust of anTFaia campaign
against sexual abuse must be to emphasize to them their

fundamental right of privacy, which incidentally includes
their right to be free from inappropriate sexual contact.

State and federal agencies with responsibility for prevention
of child abuse would seem to me the ideal sponsors and

overseers of such an education campaign, particularly if they
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made use of the best advice and experience of private agencies
and professionals.

2. Mr. Loken, you mention in your statement the need for
facilities offering long-term treatment for sexually
abused children. Can you identify any successful such
programs that are currently in operation?

You asked, in addition, whether we know of any
successful long-term treatment facilities for sexually abused
children. Two such organizations which have an exemplary
record in providing nonresidential treatment are Parents United,
in San Hose, California (phone number: (408) 280-5055), and
the Child Sexual Abuse Victim Assistance Project (at 111
Michigan Avenue, N. W.) in Washington, D. C. We enclose,
in addition, the 1982 annual report of the Minnesota Program
for Victims of Sexual Assualt of the,Minnesota Department of
Corrections. (That report recommends, it is worth noting,
the development of sexual abuse education programs directed to
children (p. 6) and of means to meet victims' "life
sustaining needs" such as temporary housing, pp. 6, 20.)

As for programs with a residential component which are
aimed specifically at long-term treatment of sexual abuse,
we have searched in vain for a perfect example. Perhaps the
Children's Village operated with reportedly great success by
Childhelp International in Beaumont, California, is the best
example of a residential program for treatment of such
children, although the program there is directed at treatment
of all forms of child abuse. Because sexual abuse is so often
attended by significant physical abuse or neglect, of course,
any treatment program must, like Childhelp's, have the
capacity to respond to all the injuries inflicted on the
child. Clearly the absence of residential programs
suitable for victims of sexual abuse is a gaping
flaw in our response to the overall problem of abuse
and neglect - a flaw we hope that Congress can help the
nation address as soon as its resources permit.

22-024 0-83----2L 305
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Senator DENTON. Thank you, Mr. Loken. I will not make a habit
of going out of order, but you mentioned the billion-dollar sex in-
dustry in New York.

Mr. LOKEN. Yes. There is.
Senator DENTON. Is that just in New York City, or is that nation-

ally?
Mr. LOKEN. Of course, estimates of the amount of money going

through the New York sex industry are very difficult to substanti-
ate because much of it is not reported. But the best estimates from
law enforcement officials is that in total, the sex industry in New
York brings in at least $1 billion a year. It may be substantially
higher than that just in New York City.

Senator DENTON. You mentioned a program to inform the chil-
dren what was right and wrong in sex. From my experience in the
adolescent pregnancy program, I am not sure that those up to age
17 are being told that there is anything right or wrong about sex.
It is called a "value free" program. My experience with it would
not have given it that favorable a label. I would have labeled it
propremarital sex. So I do not know under whose auspices you
would solicit a program to educate youngsters about what is OK
and what is not OK; it is a fascinating field.

Mr. NEWBERGER. Senator, if I may-
Senator DENTON. Anybody can comment on any of those, and I

was going to get into formal questions-
Mr. NEWBERGER. As we contemplate what might be done to pre-

vent the physical and sexual abuse of children, it might be worth
mentioning here that there have been some excellent materials de-
veloped for the education of preschool, school-age, and older chil-
dren about the prevention of sexual abuse. The National Commit-
tee for the Prevention of Child Abuse in Kansas has developed a
play called "The Bubbleonian Encounter," which is somewhat fan-
ciful, but it basically advances the point to kids that there are
some touches that are not OK. And there are some parts of your
body which you should not let other people touch.

This is very important to get across to kids. When the sociologist,
David Finklehor of the University of New Hampshire, surveyed
parents in the Boston area about what they told their kids about
sex and sexual abuse, they found that parents for the most part did
not want to talk with their kids about sexual abuse, and would not,
it appeared, feel comfortable in talking with them.

So, it is going to have to be done, it seems to me, Senator, by
someone else. There have been, in addition, excellent media materi-
als. A firm called Family Information Systems, working with the
Massachusetts Society for the Prevention of Cruelty to Children,
the oldest statewide ,child protection agency, has developed some
slide tape materials called "Some Secrets Should Be Told," in which
puppets are used. I have seen this used with first graders, and it is
marvelously effective. I think we do have to begin there to give
kids the opportunity to say no. .

Senator DENTON. I want to welcome and acknowledge the arrival
of the Senator from Iowa, Senator Chuck Grass ley, who has, among
his many interests and influences here in the Senate, an interest in
child pornography, and has a bill pending in that field.
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Senator Grass ley, for the time which you wish to do so, I would
propose to invite you to chair this meeting. And if you do find
yourself having to leave at 4 o'clock, I will either relieve you
myself or have Senator Hatch do so. Is that OK by you?

Senator GRASSLEY. Yes, Senator.
Senator DENTON. And I have. something I can be doing for 20

minutes.
Senator GRASSLEY [presiding]. Mr. Holder and Dr. Newberger,

the National Center has published a guide for State legislation in
which it defines mental injury as, "an injury to the intellectual or
psychological capacity of a child as evidenced by an observable and
substantial impairment in his ability to function within his normal
range of performance in behavior, with due regard to his culture."

Does this definition give States better guidance as to what is
meant by mental injury?

Mr. HOLDER. I believe that it does. Any statute, though, has to
allow for interpretation with regard to individual cases, and so
forth. I think that adequately outlines the nature of the problem to
the extent that medical and psychological evaluation and social
work evaluations can result in a more precise understanding of the
individual circumstances in a case whereby it can be dealt with in
court.

Senator GRASSLEY. Dr. Newberger.
Mr. NEWBERGER. With due respect, Senator, I believe emphatical-

ly that it does not. I believe that it creates enormous ambiguity
and confusion, both for the administrators and for the social work-
ers who are instructed by statute to respond to these reports.

Across the country we see that it is precisely these reports that
are not addressed when children who are identified as victims of
so-called mental injury have to compete, say, with infants who are
victims of severe physical abuse or adolescents who might be vic-
tims of sexual abuse.

I think that the time has come for us to sharpen, to narrow our
definitions in order to be able to use our resources more capably.

Senator GRASSLEY. Mr. Holder and Dr. Newberger, what specifi-
cally can the national center do to assist State child protective
service agencies to improve the quality of the services they provide
in the child abuse area?

Mr. HOLDER. I think one of the things that has to occur is regula-
tion, what should be expected is a national effort toward adherence
of standards and knowledge that has been developed. NCAN could
be instrumental in promoting for stronger adherence to a higher
quality of practice based on what has been learned during the last
several years.

The role of the national center up until now has primarily been
to gather information and then disseminate it. Now is the time to
change the emphasis -toward States to comply to standardization of
practice. That has not occurred.

So I think that is a beginning point.
Mr. NEWI3ERGER. Senator, the National Child Abuse Center has

already begun some excellent work in this direction. They pub-
lished a monograph entitled "Working Together: A Plan to En-
hance Coordination of Child Abuse and Neglect Activities," which
offers some very useful guideposts for State action..

7
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First, it seems to me, we have to get beyond the primitive, overly
psychiatric counseling approach that is taken toward child abuse.

There is a widespread belief, which, I believe is mistaken, that
parents who neglect or abuse their kids are mentally ill. And for
the most part in State child protection agencies all that young
social workers can do is talk. For many of these families, talk is
not primarily the issue. There need to be bridges constructed be-
tween the social workers and other agencies in the community
which can offer medical, homemaker, child care resources.

Clearly the resources available, that is to say, the money commit-
ted for such services, needs greatly to be expanded. Right now the
national program is largely one of pretend. It is an empty promise
that is made to kids who are reported when a social worker comes
out, does not have the wherewithal to examine a child, and may
ask a few questions about how things are going with their parents,
often then to leave without any prospect of helping the child in, a
situation of potential danger.

This is the reason, it seems to me, why there are so many press
exposés and lawsuits around the country around the provision of
protective services. It is not simply a question of applying in prac-
tice the homilies and bromides which make up much of the child
protection literature. We need to look sternly and rigorously at
what we know and how better to apply it.

Senator GRASSLEY. I am going to submit a statement that I was
going to give if I had been here earlier, in the record; it deals with
my interest in child pornography and my effort towhich is culmi-
nated in my introduction of S. 29 to comply or to parallel the Fed-
eral Pornography Act with the Ferber case that was decided last
July.

[The prepared statement of Senator Grassley follows:]
PREPARED STATEMENT OF :1ENATOR GRASSLEY

I will commence by commending Senator Denton for his unfaltering diligence in
seeing that this and other problems related to the victimization of our youth are
aired so that we might begin the difficult process of rehabilitation.

I am aware that the Senate Judiciary Committee has conducted hearings on the
problem or runaway and homeless youth. One of my interests in attending this
hearing has to do with a bill that I have introduced, S. 29, a bill that seeks to halt
the profusion of child pornography.

Child pornography might be labeled a "fallout" from the runaway problem which
in turn could be prompted by the abuse that the child encounters in the home, in
that homeless youth, alone and without resources, often emotionally disturbed, risk
being victimized by exploiters. They may become involved in prostitution and in
forms of delinquency which involve major costs to the youths themselves and ulti-
mately to society at large.

Current federal law prohibits the use of children in poraographic materials only if
the materials meet the difficult and confusing standard of legal obscenity. Last July
the Supreme Court decided that where our children are concerned, the regulation of
pornography need not comport with the legal definition of obscenity. Hence my bill,
S. 29. would remove the requirement of legal obscenity from child pornography stat-
utes thus making it easier to prosecute offenders and protect our children.

In the Ferber decision the Court held that the obscenity standard developed in
Miller v. California does not apply to a photographic or other depiction of children
actually engaged in sexual conduct. Abandoning the Miller standard as a definition
of child pornography was predicated upon the Court's recognition that a State has a
compelling interest in protecting the physical and psychological well-being of
minors. The Court held that child pornography constitutes a category of material-
like obscenitywhich is outside the protection of the first amendment.
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No discussion of this bill would be complete without noting how harmful the use
of children or pornographic materials is to the physiological, emotional, and mental
health of the child. It should be noted that because the child's actions are reduced to
a recording, there is a permanent record of the child's participation and the harm to
the child is intensified by circulation.

According to one study by the Academy of Child Psychiatry, sexually exploited
children are unable to develop healthy affectionate relationships in later life, have
sexual dysfunctions, and tend totbecome sexual abusers as adults. Another report by
the Illinois Legislative Investigatory Commission emphasizes that sexual molesta-
tion by adults is often involved in the production of child sexual performances. Jus-
tice Sandra O'Connor, in her concurring opinion, summed up the Supreme Court
decision when she wrote that:

"A 12-year-old child photographed while masturbating surely suffers the some
psychological-harm whether the community labels the photograph 'edifying or
'tasteless'. The audience's appreciation of the depiction is simply irrelevant to New
York's asserted interest in protecting children from psychological, emotional, and
mental harm."

At stake is the emotional and physical health of minors. I conclude by noting that
Congress designated 1981 as the Year of the Child. It is my hope that 1983 will
become known in Congress as the year that we made that promise good both in fact
and in form.

Senator GRASSLEY. In regard to that case I would like to ask you
Mr. Loken, if you are familiar with the Ferber case and your views
on extending that court decision to the Federal statute.

Mr. LOKEN. Thank you very much, Senator. Covenant House
filed two briefs amicus curiae in the Ferber case. We were involved
with it from the very beginning, supporting New York's petition
for certiorari and then once again during its consideration on the
merits. So we have weighed the issue very carefully.

Many of the children at Covenant House have in fact been in-
volved in child pornography. We view the problem really as a ques-
tion of child abuse. It is a question of violating a child's privacy. A
child who is used in pornography is not only sexually abused at the
time the pornography is made, his image then remains on movie
screens around the country, perhaps for the rest of his life or her
life. There is no escape from that.

It is a permanent record of the child's sexual abuse. So your bill,
as I understand it, Senator, would extend to the area of distribut-
ing child pornography the stringent rules that currently apply in
the area of producing child pornography, that is, you would remove
the obscenity requirement from the distribution sections of the
child pornography statutes.

That is what the U.S. Supreme Court said in the Ferber decision
may be done. And I applaud you, Senator, for taking that initiative
because it is vital to fighting child pornography that we attack it at
its one visible moment, which is when it is distributed.

Every other part of the process is invisible. Law enforcement has
been completely ineffective in stopping production. Only by.attack-
ing distribution do we have any chance to address this problem
fully.

Senator GRASSLEY. We got the bill through the Senate last fall,
but too late to get it through the House of Representatives, and I
hope we can get enough steam behind it this year so we get it
passed early on.

I want to tell the panel that Senator Dodd has four questions
that he wants to submit. Two of the questions are for Mr. Holder
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and the other two questions are for Dr. Newberger. But these will
be submitted to you in writing, and we would ask you to respond.

At this point I would like to thank each of the panelists for par-
ticipating in the hearings very much for the testimony submitted.

I will call the next panel.
Is Congressman Wheat from Missouri still in the audience, be-

cause I know that Congressman Wheat wished to. introduce Mr.
Sherman'? He is not. here.

Our final panel is made up of Mrs. Thelma Bigger, president of
Parents Anonymous in Alabama; Mr. Timothy McNally of Johnson
& Johnson, rom Skillman, N.J.; Mr. Arnie Sherman, presi-
dent of Camp

Inc.,
Vire, Inc.; Ms. Fran Becchiolla, project coordinator

for Connecticut Children Protection Project; and I should ask Fran
to correct me on the pronunciation of her last name, probably; and,
Dr. Marty Palmer from Primary Children's Center, Salt Lake City,
Utah.

We will proceed in the order in which I called each of you distin-
guished witnesses, and I would ask you to give your statements in
5 minutes, each of you, and your written statement will be printed
in the record, as previously stated. That is our practice. .So we
would ask you to summarize.

Will your start off, Mrs. Bigger.

STATEMENTS OF THELMA BIGGER, PRESIDENT, PARENTS ANON-
YMOUS. ALABAMA CHAPTER; TIMOTHY McNALLY, GROUP AC-
COUNTING MANAGER, JOHNSON & JOHNSON, SKILLMAN. N.J.;
ARNIE SHERMAN, NATIONAL DIRECTOR, CAMP FIRE. INC.;
FRAN VECCHIOLLA, PROJECT COORDINATOR, CONNECTICUT
CHILDREN PROTECTION PROJECT; AND MARTY PALMER, MEDI-
CAL DIRECTOR OF AMBULATORY CARE, PRIMARY CHILDREN'S
CENTER. SALT LAKE CITY. UTAH

Ms. BIGGER. Thank you.
Mr. Chairman and members of the Family and Human Re-

sources Committee, I thank you for asking me to come and talk to
you today about funding for child abuse. I think that the size of the
problem has already been established by other speakers, the latest
figure being something like 1,800,000.

I will bring the problem down to Alabama and speak about the
work of Parents Anonymous, both on the State and local level.
That is what Senator Denton asked me to talk about.

For those of you who might not know, Parents Anonymous is a
national, self-help, crisis-intervention group for parents who abuse,
or who are afraid they may abuse their children.

The call we like to get on our care line is the one that says, "I
haven't done anything to my child yet, but I am so tense and ner-
vous and angry I'm afraid I'm going to do something terrible to my
child".

This caller definitely can be helped.
Parents Anonymous is currently serving some 15,000 families in

1,500 chapters in the United States, Canada, and abroad, while an-
other 20,000 families are. involved by phone only.

These are the parents who call for counseling on the phone,
which we are happy to provide if this is the only way we can get to

0
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them. These are the parents who never have the courage to come
to a chapter meeting, but if they will not come we are happy to
provide professional volunteer counselors on the phone for them.

Parents Anonymous chapters were developed as early as 1974 in
Birmingham and Mobile, followed by groups in Huntsville, Tusca-
loosa, and Talladega.

The first State board was organized in 1978 and reorganized in
1981 when it received a seed grant from National Parents Anony-
mous of $4,000. In October 1982 the State board applied for a grant
from the Alabama State Department of Pensions and Security and
in December received $32,500 to set up a State office in Anniston
and hire an executive director.

Presently, the State office is sharing space with the Calhoun
County Director in the United Way Building.

The new director's job is to develop new chapters of Parents
Anonymous in Alabama and to encourage existing ones. There are
now 13 existing chapters and 4 in the process of being developed.

As each new chapter is formed it becomes self-supporting, for ex-
ample; in Calhoun County we are supported by United Way; the
two groups in Tuscaloosa by the Junior League; in Dothan by the
Service League and Exchange Club.

To come down to local activities I will describe the activities in
Calhoun County because I am familiar with them, but similar ac-
tivities are taking place in other areas of the State.

Parents Anonymous has several objectives: One of these is to
work with families to keep the families together and the children
in the home if at all possible; another main objective. is acting as
advocates for the children to make the public aware of child abuse
and willing to report it if necessary.

We are getting more involved in prevention activites as time
goes on, both on the State and local levels.

Back to local activities: We have four active chapters in Calhoun
County. In these groups the parents come together for support and
to talk out their fears, frustrations and anger, rather than taking
these out on their children.

We have chapters meeting on Tuesday night, Thursday morning,
and Thursday night. The Thursday morning group meets on the
base at Fort McClellan.

We also sponsor a Monday evening discussion group for parents
of teenagers.

Parents Anonymous works with abusing parents by providing
them support and group therapy in chapter meetings; by providing
programs presented by mental health professionals on stress man-
agement, anger, communication skills, et cetera; by providing par-
enting classes in the chapter sessions using the STEP program
[Steps To Effective Parenting].

We also provide parenting classes outside chapter meetings for
the general public. We do this in cooperation with the community
education coordinator of the Anniston City Schools. We have
classes now running in three of our elementary schools.

Parents Anonymous is also planning a week of classes in May,
working with the schools, with mental health, the Department of
Pensions and Security, Regional Alcoholism Council, and other
groups to design a series of studies for parents and adolescents.
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What we are trying to do here is to get the parents to talk to
their teenage children. We have had so many pregnancies in our
schools that the schools and agencies are becoming very concerned
about the fact that parents do not talk to the children, and ia turn,
when they are in trouble, the children, the teenagers do not talk to
the parents.

Someone mentioned the Bubbylonian Encounter. We have a
puppet show that we use with elementary schoolchildren. It is enti-
tled, "There Is Someone to Talk To". It is designed for grades 2
through 6. It deals with medical and situational neglect and touch-
es lightly on sexual abuse. We are meeting with a great deal of suc-
cess.

We have been invited to schools in other cities and they are not
only asking for this puppet show that touches on sexual abuse for
the grades 2 through 6, but they are asking for it for kindergarten
and the first grade.

We feel we are breaking down barriers. In talking to Senator
Denton I said I agreed with the young man who said earlier that
we need a media campaign to educate the public about the preva-
lence of sexual abuse, to make them aware. It is here with us. We
may as well bring it out of the closet. We need to talk to children
about incest.

We need to say to themthere are places on your body that you
have the right to say "no" if someone wants to touch you. We need
instruction in schools to say to these small children, if someone
touches you in your private places where you do not wish to be
touched, you have the right, even though you respect adults, to say
"no", you cannot do this to me.

There are some classes being held like this now in schools over
the country, by parents request, and the children are being led in
saying certain things like, "No, you may not touch me here". This
is good, I hope we can get into this more.

[Material referred to follows:]
RECOMMENDATIONS

(1) That funding for NCCAN be continued and increased.
(2) That small stage agencies be given seed grants to develop innovative programs

to prevent child abuse and neglect.
(3) That funds be made available specifically for sexual abuse and incest, both for

prevention and treatment.
(.1) That funds be provided for better training for social workers, especially in

their field placements. Training should include special training in handling sexual
abuse and incest cases.

iro The federally funded media campaigns be instituted to make the public aware
of sexual abuse and incest.

[The prepared statement of Parents Anonymous of Alabama follows:)
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PARENTS ANONYMOUS OF ALABAMA, INC.

Post Office Box 2638 Anniston, Alabama 36202 12051 236-4952

111°1 THE SENATE SUBCOIITTTEE ON FAMILY 6 HLLIAN SERVICES,
SENATOR JEREMIAH UENTON, CHTIRMAN

Background Information on Parents Anonymous

Parents Anonymous is a national self-help program ror parents

who abuse their children. The organization is currently serving 15,000

families in 1,500 chapters in the U. S., Canada and Lurope, while another

20,000 families arc involved "by phone only." urine the Past year

all of the national, state and local Parents Amonymous organizations

and affiliates Sandled more than 100,000 calls from parents in stress

and professionals seeking P.A. assistance for families in need cf child

abuse prevention and treatment services.

rundirv; to support all levels of Parents Anonymous has reached

51,000,070 annually, yet the cost to serve each family remains at

about 5S0 to !;,75 annually.

This is because some 15,000 professionals and lay persons donate

se many hours of their time to provide some ten million dollars in

in-kind services. (ror example, in Anniston, AL, there are six pro-

fessionals donating at least rive hours each week to helm in four

groups sponsored by P.A. and three professionals form an advisory

hoard, meeting- six times a year with sponsors and chairpersons. There

are many other professionals available to P.A. as needed).

Volunteer assistance comes in many forms:

Sponsorship at Parents Anonymous meetings by human service

professionals, educators, riqisters, et al, who assist parents

in their search for answere abuse ',rohlems:

Children's nrnup volunteers, it4ludino college students, service
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clubs, church volunteers am! other agency volunteers;

P.A. Board of Directors membership assistance from usiness

leader., professional and lay Persons;

Cost tree meeting rocs for P.A. Parents and children;

Help to P.A. prggrams with putlicity, transportation, education

development, workshops, fund-raising, rublications, etc., from

hundreds of lay persons as individuals Ar members of groups

including, church auxiliaries, Junior l/Aagues, social sororities,

Council of Jewish Women chanters, service cluLs, qptarv, Eiwanis,

lxchan7e, et al.

hatienal Parents Anonyrous is now developing a children's

treatment project so that communities everywhere will nave

informatien and guidance on hew to establish cst, high

euality service for abused childrer and teens. This is again

to the zelf-help rhilosonhy using a mini,u, of dollars

for .:.151C costs to underrite a creative effort to break the

cycle or child ahu- in the rent -eneration.

Parents r.nonyrous fAunded in 1970 in Iledendo Beach," CA.,

a frustrated parent who was seeking help for her own illusive

:,ehavacr.

Parents Tnonv-ous In Alaba-a

'arents Anod,ous charters develoned as early as 1974 it

:iirrirvha- and 'Io!..1e. Tn the year.; following, chanters were forted

in Huntsville, Tushalonsa and 'Talladega. Toms were relatively shcrt-

ror lack of state c-ordination and Aup,ort.

state h.A. loard ,4a, organized an 1V7S i,v tree active chanter

oronsorI: Binlev Ittreim, Birringhar; -o,

'.uscalensa.
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The board was reorganized in October, 1981 and three new

chapters were developed. Presently there are thirteen chapters in

Alabama: four in Anniston; two to Tuscaloosa; one each in Birmingham,

Dothan, Enterprise, lluntsville, Decatur, `Iontgrmery and Pandleph

County.

'During 1932 a statewide board was formed and funding sought by

its members to snread P.A. charters over the state. State legislators

were contacted, private foundations in Alabama contacted and a grant

application sent to National Parents Anonymcus.

The state board received a grant of $4,063 fror National Parents

hnonymrus and,later in the year in Noverher, being notified that

they right apply for a grant from the Alabara State Department of

ensiens and Security, did so, and in December of 1932 received a

tract of $32,500 to set up a small state office and hire an executive

director.

This has been done, the new director, Aiss Aar urvden was hired

sebruary and is sharing an office in the United Yay Building in

Anniston, AL, with 'the Calhoun County Parents Anonymous director.

groundwork has been laid for chapters in Piedmont, Jasper and

obile. The director's first task was to visit these places and

complete clans for the organization of surnort committees which

precedes the forming of P.A. chapters for parents.

It has been found that P.A. chanters are more stable when

support committees are first organized to provide services needed

by P.A. parents, child care, transportation, plione line, etc. Once

formed, chapters are self-supporting. Por example: In Anniston, by

United 'lay; in Tuscaloosa, by the Junior League; in Dothan, by the

Service League and Exchange Club; in Randolph County, Ly the

1
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Health Council.

Inquiries have come in from Ozark, Lee County, Nashington County,

and Gadsden.

Plans are being made for a workshop this summer and many good

tnings are happening over the state of Alabama in Parents Anonymous.

Kappa Delta Sorority contacted the state president last month

and offered to raise money 'or a state NATS line for the state P.A.

Toney has already been raised for installation and the first three

months service. ':embers over the state arc enthusiastic. Child

abuse has been chosen as the national nhilanthropy for Kappa Delta.

Local Chanter Activities

P.A. local activities will be much the same over the state,

but w, will describe those in Anniston and Calhoun County because

we are more familiar with them.

'arents Anonymous has two main objectives:

1. To work with the families in order to keep the family

together and the children in the home if at all possible.

2. To act as advocates for the children and rake the public

aware of child s, and willing to reoort it if necessary.

To implement the first objective we have organized three

Parents Anonymous chapters and one discussion group for parents who

are having problems with their teen agers.- (Ne did have two chapters

in our dental Health Center, but when state money was prorated in

October of 1982 the youth program was dropped there for lack of

funding and the P.A. chapters folded).

These chapters meet weekly, the discussion group on Monday

night, regular m.A. chapters on Tuesday right, Thursday morning

and Thursday night.

4
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:hunt,' ,Iroups were placed near Port McClellan and

primarily are for the military personnel. Beginning April 21, 1983

the morning chapter will be moved to a meeting site on the base at

Port McClellan. Military professionals are most cooperative and

will rake referrals to this groun and Army Community Services has

said it would not gc against the record of military personnel to

come to P.P.: but attendance at the group would be a plus for parents.

(Statistics show there is no relationship between socio-economic

status and child abuse, but one thread crops up consistently, there

is core abuse reported in the rilitary than in anv other croup).

In working with parents, Parents Pnonyrous offers group discus-

sion with other parents; aroun therapy with a professional counselor

present; parenting classes like the S.T.E.P. oroaram(Sters to

Effective ^arentina) which offers training in Parenting Techniques;

films: "Nutrition and Behavior", The Chain to be Broken"; pro-

fessionals are brought in to speak on "Anger", "Stress anagement",

Communication rkills", "Care and Feeding of Infants", and related

subjects designed to teach Parents good patterns of loving and

nurturing and discipline to replace destructive patterns and to ease

their relationshin with their children and ease the problem of child

abuse.

Acting as advocates for the children in the community to make

the public aware of child abuse, Parents Anonymous cooperates with the

Anniston City Schools Community Education Coordinator in putting on

parenting classes in the schools. Three classes are presently being

carried on in three schools in different neighborhoods with the

emphasis on helping the single parent. The topics being presented

are: "Parent - Child. Relationships; Techniques of Discipline" and

5
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"0,1.1C!, ^: a ;c, tne:ronment".

P.A. sponsor:, alone with the medical groups in the county,

an annual seminar at Northeast Alabama Regional edical Center and

State University.

The seminar at the hospital is designed for medical personnel,

the one at Jacksonville gtate University for social workers, teachers,

students and lay persons.

Speakers have been Jr. P.obert ten Nensel, University of

%nnesota and rs. Thelma Raily, American Numane Association.

are beinc made row for the October, 1°93 geminar with

Dr. Pay Nolfor as sneaker.

P.A. is cooperating with the Anniston City schools in presenting

a puppet show to elementary school children. It is entitled, "There

Is Someone To Talk To" and deals with medical and situational neglect

and touches lightly on sexual aLuse. Designed especially for grades

two through six, are being asked to show it to kindergarten and

first grades because of increasing reports of child molestation

and incest.

Calhoun County P.A. was one of 25 sites over the U.S. to be

awarded a grant to design a Children's Treatment 7,--gram. We are in

the process, with professional help, of structurin a proram to

build the children's self-esteem, alter destructive patterns of

behavior and help them understand what is happening in the family.

As a part of advocacy we are constantly giving programs for

schools, churches, civic clubs and keep leaflets and brochures in

doctors' offices, hospitals and many public areas.

Along with other agencies in the Community no arc plcinnirg

workshoos in the month of lay on "Parent-Adolescent Communication",

6
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with a neAcr from "Project H.E.L.r.", a state organization.

Plans are corplete for publicity in the county for "National

Child Abuse Prevention Month" in April and materials arc being sent

to other areas in the state.

Much work remains to be done in Alabama as we think about

24,000 children being abused in 1982. know that many volunteers

will continue to work, but we also know that there comes a time

whCn only being able to fund a oroject will keep it going.

7
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CHILD ABUSE FACT SHEET

Reported Cases National - 1981
More than one million, reliable estimates
range from one to two million.
Deaths - 1981 - 5,000 - 18 per day

directly attributed to child abuse.

- 2

Reported Cases - Alabama - 1980 - 17,315 i tr?

1981 - 18,654

Child Abuse Extends through all socio-economic
levels, is not confined to lower
economic levels.

Types of Abuse - Physical
Physical Neglect
Verbal
Emotional Abuse and Neglect
Sexual

Approaches (a) Traditional Protection Programs
Social Service, foster care, detention,

incarceration.
Studies' show that 80% of young people in
detention centers are abused children.

From 90 to 100% of adult prison inmates

have been abused as children. In Alcatraz

at one point, each man there had been an

abused child. The cost of prison care is

already known.

(b) Self-help programs like Parents Anonymous, foundec

in 1970 by an abusive parent. The parent

members are the best evidence of its success.

Cost estimate to serve each family $50 to

$75 annually.

Printing courtesy of

Xerox Corporation
hir-inghs4, Alabasa
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Senator GRASSLEY. Thank you, Mrs. Bigger.
Ms. BIGGER. Thank you.
Senator GRASSLEY. Mr. McNally.
Mr. McNally. Thank you, Mr. Chairman.
I am here today representing Johnson & Johns. 1, a health care

company which is headquartered in New Brunswick, N.J. And I am
also representing the National Committee for the Prevention of
Child Abuse and its New Jersey chapter, of which I am a board
member.

The national committee is a'nonprofit organization of volunteers
whose mission is the prevention of child abuse and neglect. I wel-
come this opportunity to address you.

I would like to talk to you a little bit about Johnson & Johnson's
role and what they have done. In 1979 Johnson & Johnson funded
the founding of the New Jersey chapter through a $35,000 grant.
At the same time they placed the president of the baby products
company on the board of directors of the national committee and
the vice president of personnel on the New Jersey chapter.

We have and will continue to provide financial support and
people support and time and organizational support to the national
committee and the New Jersey chapter. Wethe New Jersey chap-
ter ran a corporate breakfast in order to promote corporate aware-
ness to child abuse. It was hosted by Johnson & Johnson Baby
Products Co., and it was paid for by the baby products company.

At that breakfast, some of the speakers were Mr. Cockman,
president of Popsicle Industries; Mr. W. Clement Stone, founder
and chairman of the Combined Insurance Co. of America; and Mr.
Jim Itaski, president of Baby Products Co.

The Honorable Thomas Kean, Governor of the State of New
Jersey, also attended and signed a proclamation declaring June as
prevention of child abuse month. The New Jersey chapter and the
national committee, Popsicle Industries and Baby Products Co. also
sponsored a fund raising event in January of this year, a Peter,
Paul, and Mary concert held in New Brunswick, N.J.

The idea again was community awareness and community in-
volvement. The event was well received, and there were a number
of corporate donations, and a number of community people that at-
tended the event.

The New Jersey chapter has had a couple of projects, and one in
particulartwo in particular are of note. One is calledit is a
parent linking project, and it is called the Chestnut Street School.
The Chestnut Street School takes in pregnant teenagers or preg-
nant adolescents and teaches them how to be mothers.

This, we feel, is one of the prime ways to prevent child abuse. It
also provides the adolescent the ability to continue and stay in
school, which does not usually occur in this particular case.

Also we have a speakers bureau that is designated to speak at
different functions, and their ideas and the way they tailor their
talk is directed toward that particular group.

I am also representing today the national committee, and the fol-
lowing is in context as role of a member of the national committee.
We feel that the funding should be increaed to the level of the
1970's in order to continue the good work that NCAN has started.

22-024 0-03----21
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I am very pleased to have this opportunity to address you, Mr.
Chairman.

[The prepared statement of Mr. McNally follows:]
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Mr. Chairman, my name is Timothy C. McNally, and I am here today

representing Johnson & Johnson, a Health Care Company which is headquartered

in New Brunswick, New Jersey. I am also representing the National Committee

for Prevention of Child Abuse and its New Jersey Chapter, of which I am an

Executive Board Member.

The National Committee is a nonprofit organization of volunteers whose

mission is the prevention of child abuse and neglect.

I welcome this opportunity to address you today.

324
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Johnson e Johnson Corporate, and in particular Johnson & Johnson Baby

Products Company, has been and will continue to be extremely supportive of

the National Committee for Prevention of Child Abuse and its New Jersey

Chapter. With a grant of $35,000, Johnson s Johnson, through its Baby

Products Company subsidiary, funded the formation of the New Jersey Chapter

in 1979. At that time; Mr. Robert C. Stites, President of Johnson & Johnson

Baby Products Company, became a member of the Board of Directors of the

National Committee for Prevention of Child Abuse; and Mr. William F. O'Brien,

Vice President of Personnel for Baby Products Company, was named to the Board

of Directors of the newly formed New Jersey Chapter.

Johnson & Johnson, through its Baby Products Company subsidiary, has

continued its support of the organizations by providing financial donations,

volunteer personnel, and organizational advice.

In 1982 the New Jersey Chapter requested that the Baby Products Company 7,

supply them a Director with a financial background. I volunteered for the

position in May of 1982 and am proud to be serving such a worthwhile group.

One of the New Jersey Chapter's main goals is to promote public

awareness of this growing, terrible condition that exists in our communities

across the nation. In order to promote awareness, the New Jersey Chapter r

sponsored a Corporate Breakfast hosted by Baby Products Company, Skillman,

New Jersey. Corporate heads were invited from all over the state, and

attendees were informed how their companies could participate in the

prevention of child abuse cause. The event was paid for by Baby Products

Company, and speakers included Mr. James Cockman, President of Popsicle

Industries; Mr. W. Clement Stone, Founder and Chairman of Combined Insurance

Company of America; and Mr. James R. Utaski, President of Baby Products

Company. The Honorable Thomas Kean, Governor of the State of New Jersey,

attended and signed a proclamation declaring June "Prevention of Child Abuse

Month."
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The National Committee, the New Jersey Chapter, Baby Products Company,

and Popsicle Industries sponsored a Fund Raising/Community Awareness event

in January 1983. The event, held in New Brunswick, New Jersey at the Hyatt

Hotel, was a "Peter, Paul & Mary Dinner Concert." This very successful

event raised the community awareness and some needed funds to continue our

work. The Johnson & Johnson Family of Companies purchased 10 tables. The

Baby Products Company donated many employee hours, and along with Popsicle

Industries, was responsible for numerous Corporate donations.

These kinds of events are extremely successful in involving the

Corporate Community to donate their efforts because Preventing Child Abuse

Through Public Awareness is in their interest. Furthermore, all the people

involved in the setting up of the events are community volunteers. (A list

of major donors of the New Jersey Chapter is attached.)

The New Jersey Chapter has a number of programs. The two most

effective are the Parent Linking Project (Chestnut Street School) and the

Speaker's Bureau - A Family Focus.

The. Chestnut Street School Project takes in pregnant adolescents which

allows them to continue their education and affords them the benefit of

professionals and trained staff to help them cope with being parents and

still survive the rigors of maturing into e.ulthood. This is a very unique

program, as pregnant adolescents normally have to drop out of school and do

not get the professional help they need to cope with their new lives. This

is real prevention of potential child abuse. (A one page synopsis of this

program is attached.)

Mr. Chairman, as I am appearing today in several capacities, I want to

make clear that the following statement is delivered in the context of my

role as a representative of the National Committee for Prevention of Child

Abuse.
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National Committee has three requests that they feel will make this

Bill more effective on the National and State levels. They feel that the

buiget should be increased to the 1970's authorization level of $30 Million.

This would enable NCCAN to continue their fine work in an era of increased

incidents of child abuse. Last year, 1982, was a particularly poor year.

OL an average, the states reported an increase of 10% in child abuse and

neglect cases. In New Jersey, deaths relating to child abuse and neglect

have risen from 12 in 1981 to 22 in 1982--a staggering 83% increase.

Given justthe two facts above, one should have something to think

about when considering the level of funding.

Another item the National Committee is supporting is the request that

a substantial amount of money be earmarked for prevention instead of

treatment. It could be very cost-effective in the long run.

The third item is that the Nati _I Center be given much more

visibility by having the Secretary of the Department serve as Chairperson

on the Advisory Committee. This would enable the Secretary to have "hands

on" access to the daily working of NCCAN and enable the Director to

interface more directly with associated agencies.

One of the most disturbing new factors in child abuse is the recent

connection with unemployment. There seems to be a correlation between

higher unemployment rates and increased incidents of child abuse. A

research article by Mr. Peter Coolsen, M.S.W. is attached. The stress of

unemployment seems to affect the whole family environment and sometimes

manifests itself in child abuse.

I am very pleased to have the opportunity to submit this testinony

to you.
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THE NATIONAL COMMITTEE FOR THE PREVENTION

OF CHILD ABUSE (NCPCA)

The National Committee for the Prevention of Child Abuse is

the only national, charitable organization dedicated solely to

prevent child abuse. It is a volunteer-based organization of

concerned citizens working with community, state, national and

international groups to expand the knowledge of child abuse preven-

tion; increase awareness and understanding of child abuse and its

prevention; and stimulate action for the development of policies

and programs which help to prevent child abuse.

Since its founding ten years ago by Donna Stone, NCPCA has become

a recognized leader nationally and internationally in efforts of preven-

ting child abuse. As a charitable organization it has existed and

grow.: primarily through generous efforts and contributions from indivi-

duals, private foundations, corporations, membershipsand fundraisirg

efforts. The National Committee today is composed of a national office

in Chicago, Illinois and thirty-two chapters throughout the United

States - and it is still growing. This national network provides resources,

technical assistance, information, consultation and education to promote

the creation and expansion of community support services to children

and their families to prevent child abuse.
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THE NEW JERSEY CHAPTER - NCPCA

The New Jersey Chapter, NCPCA - was created in 1979, as part

of the National Committee's local and state system, with the purpose

of involving concerned citizens in action to prevent child abuhe and

neglect. It is a charitable organization working at a statewide level

to raise public awareness, develop prevention programs, provide educa-

tion and consultatiOn, and to speak out on behalf of children and their

families.

In 1980, the New Jersey Chapter. developed the PARENT LINKING PROJECT

as a model parenting education and support project in Newark. The pro-

ject provides information, education and counseling to new parents so

that they can more positively influence the physical and emotional

growth of their children. It has operated in three Newark sites (1

hospital, 2 schOols), serving over 700 families, most of whom were

inner-city black and Hispanic teenage parents. During the Fall of 1982

the PARENT LINKING PROJECT was selected for presentation as a model

program at both the Fourth International Congress on Child Abuse and

Neglect in Paris, Fral:ce and the National Leadership Conference of the

National Committee for Prevention of Child Abuse in Detroit, Michigan.

'The New Jersey Chapter-NCPCA reinforces, the. highly effective

public awareness campaign conducted by the National CoMmittee by

maintaining their FAMILY FOCUS Speaker's Bureau. It utilizes trained

volunteers to make individualized educational presentations to lay

or professional groups on a variety of topics related to preventing

child abuse and strengthening families. Its purpose is to stimulate

community understanding about the problem of child abuse and neglect

and involvement in its prevention.
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NATIONAL COMMITTEE NEW JERSEY CHAPTER

FOR PREVENTION
17 Academy St., Suite 709

OF CHILD ABUSE Newark, NJ 07102 (2011643.3710

MAJOR DONORS.OF NEW JERSEY CHAPTER

Johnson Johnson Baby Products Company
5/28/82Johnson Johnson Personal Products

Johnson Johnson Dental Products Company 5/28/82

The Merck Company Foundation
Victoria Foundation /t/2 15/30/80

The Turrell Fund 73Z/LGeraldine,R. Dodge Foundation
The Prudential Foundation 10/5/81

The New York Community Trust 3/26/82

Ortho Pharmaceutical 6/7/82

R.B. Sellars Foundation 12/31/81

The Junior League of Summit 7/2/82
7/The Junior League of Philadelphia 1 14/6/81/

The Junior League.of Short Hills/Oranges 5/11/81

Christ Church (Summit, N.J.) 3/15/82

Masons of Monmouth County 11/16/80

Allied Chemical 6/29/82

E.R. Squibb c Son 11/7/80

New Jersey Bell Telephone Company 3/82

Royal Liquors c Importers 11/5/81

Warner Lauren, Ltd. 11/20/80

Westfield Service League 5/17/82

Elisabeth McCann Hutchinson Foundation 5/6/82

Knoll Pharmaceuti al 6/2/82

Kanebridge Corpo otion 5/26/82

Judge William Himelman 1/29/81

Marlton Society, Inc.
Medical Economics Company, Inc. /b/2/2:/88

Wellington Importers, Ltd. 7/13/82
4

U.S. Insurance Group a CrJm L Forster Org. 7/26/82

7/B2
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fitNATIONAL COMMITTEE NEW JERSEY CHAPTER
FOR PREVENTION 17 Academy St., Suite 709
OF CHILD ABUSE Newark, NJ 07102 1201)6413710

NEW JERSEY CHAPTER - NCPCA
PROJECT DESCRIPTION:

THE SPEAKER'S BUREAU ON PREVENTION OF CHILD ABUSE - A FAMILY FOCUS

Our Speaker's Bureau was created in 1981 in order to stimulate a community

response to an involvement in the problem of child abuse and neglect and related

parenting issues. With financial backing :rom a foundation, a corporation and

Junior League, we utilized the diverse talents of about thirty-five (35)

volunteers. They received an intensive two-day training in communication skills,

an overview of child abuse and neglect from a humanistic perspective, information

about New Jersey Chapter abuse statutes and statistics, and prevention strategies.

This public awareness project differs from most in two important ways - (1)

it individualizes the educational presentation to the needs and interests of the

audience, with carefully selected audiovisuals and written materials' and (2) it

includes written information about available community prevention services and

specific ways on can get Involved in preventing child abuse. Topics have included

the following:

-identification, prevention and handling of child abuse
and neglect

-education for parenthood,

- changing familial trends in society, relevance to abuse

-NCPCA Community Plan for Prevention suggested community
programs

-role of medical, legal, or educational professional in
dealing with abuse

-responsible sexual decision making by adolescents for
prevention of premature parenthood

-special problems/needs of teenage parents

- our role in prevention, individually and collectively

Because aaaaa rch has shown the importance of public aaaaa nese in getting

People to reach out for help before a crisis erupt'', we feel our Speaker's Bureau

is a vital component of our prevention activities.
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AtNATIONAL COMMITTEE
FOR PREVENTION

TM OF CHILD ABUSE

NEW JERSEY CHAPTER
17 Academy St., Suite 709

Newark, NJ 07102 (201)6413710

NEW JERSEY CHAPTER - NCPCA
PROJECT DESCRIPTION%

PARENT LINKING PROJECT

The New Jersey Chapter-National Committee for Prevention of Child Abuse developed a

demonstration parenting education project in 1980. The goal of the prclect is to enable

the new parent to maximize his ability to posi .ve'y influence the phynical and emotional

growth of the child. The supportive interventions are designed to help prevent child abuse

and neglect. It is designed for an urban population primarily consisting of teenage minor-

ity single parents. It has been operational in three Newark sites: University Hospital,

St. Ann's School, and Chestnut Street School.

The project includes personal contact by a professional health educator with each of

the parents, dissemination of a monthly newsletter "Pierre the Pelican", and a trained

volunteer to act as a supportive listener who is knowledgable about child development and

community social services. The newsletter, which has the American Medical Association en-

dorsement and has been used statewide in eight states for many years, provides anticipatory

guidance to new parents. 'The trained volunteer continues contact for up to one year post

partum. The volunteer approach is based on research findings which support the value of

trained laymen acting as positive role models to break patterns of isolation and child abuse.

To date the project has served 760 new families in the three project sites. Our volun-,

terra represent a diverse cross section of the greater Newark area. The volunteers include

local parents, day care workers, nursing etude. -ts, Essex County Community College students,

foster parents, and La Leche League mothers. The ,.ew Jersey Chapter trains these volunteers

in communication skills, child development patterns, and child abuse prevention strategies.

Thirty volunteers have been involved to date and new volunteers are being recruited and

trained on an ongoing basis. The benefits of this parent education project are evident

for both the volunteers as well as the new parents.

Our Chestnut Street School project has been tentatively selected for presentation at

the International Congress. on Child Abuse and Neglect, September 7- 10, 1982, in Paris,

France. In addition to the basic project components 250 pregnant adolescents attending

this school have the benefit of a professional who conducts staff development training and

runs student rap groups.

The preliminary evaluations seem to indicate the benefits of projects like the Parent

Linking Project the promotion of good parenting skills and the prevention of child abuse

and neglect.
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PARENTING IS A TOUGH JOB.
COPING BECOMES MORE DIFFICULT AND FRUSTRATION ESCALATES WHEN A PARENT EXPERIENCES:
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THE N.J. CHAPTER OF THE NATIONAL COMMITTEE
FOR PREYENTION OF CHILD ABUSE Feels THE PARENT LINKING PROJECT Can Help

The PARENT LINKING PROJECT was developed by the New Jersey
CHAPTER OF THE NATIONAL COMMITTEE FOR PREVENTION OF
CHILD ABUSE as a model parenting education and support project.
The goal of the protect is TO MAXIMIZE A TEENAGE PARENT'S
ABILITY TO POSITIVELY INFLUENCE ME PHYSICAL AND
EMOTIONAL GROWTH OF HER CHILD.

-Since our organization concentrates its efforts on prevention of child
abuse and neglect, we are concerned with parents who are at high risk
of becoming abusive and neglectful.
-Almost 12,000 babies were born in 1980 to teenage mothers in New
Jersey. Of these over 1,000 in Essex County were to mothers 17 and
under.
-Developing chili:treating skills and support systems is vital to
successful parenting.

The PARENT LINKING PROJECT Is designed for an urban population
primarily consisting Of teenage minority single parents. The project
has operated In three such sites in Newark, New Jersey host:gal.
2 schools) and has served over 700 new 'smiles.

This project was selected to be presented as 8 model program at:

Fourth International Congress on Child Abuse and Neglect,
Paris, France, 1982.

__ '
National Committee for the Prevention of Child Abuse

Leadership Conference, Detroit, Michigan.

For more Information contact:

PARENT LINKING PROJECT.ofters:
leo mica' assistance, including staff training
and multimedia resource information on such
topics as child abuse and neglectiarnily
dynamics, and sexual abuse.
'small group discussions on relevant topics
such as life skills and values clarification.
'dissemination of a monthly newsletter offering
monthto-month information on the childs
growth and development
Milking each new parent with trained
community volunteers

More About Volunteers
PARENT LINKING PROJECT has recruited 30
community people to work along with the new
parents providing:

supportive listening
information about child development

. referral information about community
services

role model

Phase II of the PARENT LINKING PROJECT
Provides an educational and Dodo! forum In
which new parents can share feelings and
concerns.
Phase II offers:

parent discussion groups
newsletter continuation
volunteer follow-up, including
involvement In discussion groups

NEW JERSEY CHAPTER
NATIONAL COMMITTEE FOR

PREVENTION OF CHILD ABUSE
17 Academy Street, Suite 709
Newark, New Jersey 07102

Phone: (201) 6433710.
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A Look At Current Trends
in the Child Abuse Field

In response to increasing concern an interest in the
changing child welfare System, the national office of
NCPCA has recently conducted a survey to Measure. the
Impact of federal Cutbacks on State and Community Re-
sponses to Child Abuse I would like to share some of the
findings with those of you in New jersey who have in-
dicated concern in this problem

A brief look at the past is important if we are to view
changes rn proper context. Since 1972 we have seen these
contrasts

d THIN NOW

federal c had abuse and
negler I program

ntales had tenoning Ia..

I merging chid contesnon
programs in all states

NCCAN (National Center
on Child Abuse and Neg.
lech has provided National
focus for information. pro-
gram development and re-
tram h

-Strengthened laws

-Improved approaches in.
eluding 24 hour reporting
facilities, specialized units.
multidisciplinary learns etc

t meigrnr r ot few sell help -Over 1300 Parents Anony
groups some Parents Anony mous Chapters..over 100

I.
harslet, no Parents Parents United groups

Lnited programs

ommunity.wide child
abuse °um as

-tittle son, ern tor or under.
standing of prevention

-tar k of nubhc awareness
of 'nobler's

-frequent. common use of
community child protection
councils or coalitions las
in New jersey1

-Creates interest and
knowledge of how to
prevent it

Hants survey indicates
90% of adults are aware of
problem, increased under -
standing of correlation
between abuse and un-
employment/lir...emit and
adult crime only 10%
understand how to prevent

The impact at the state level is significant During a
telephone survey in the Spring of 1902. state agency
spokesmen indicated some of the following important
indicators evident since economic stress and federal cut-
bac 1, became more prevalent
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-In Michigan, where unemployment hovers around 15%.
child abuse cases have Increased by P% in four counties
most affected by automobile plant layoffs. More than SO%
of the child abuse and neglect cases referred to their state
agency came from four counties. Other populous coun-
ties do not reflect these increases'

-Texas reports mote venous forms of abuse.

-Wisconsin shows an average increase of 123% in child
abuse mooning from the 10 counties with highest levels of
employment.

-39 out of 50 states are reporting Iclunng our telephone
survey) an increase in reported cases. with most of these

,1331 indicating an increase in severity. as well

-Sestal abuse was reported by 35 state spokesmen to have
dramatically increased

-32 states had already noticed cutbacks, with 17 saving
child abuse was such a high priority that state funds were
filling the gaps created by federal cuts' A decrease in
community based public services was seen by mans-

-Efforts to narrow the interpretation of the child abuse laws
was noted in four states. while 26 indicated a loose in.
terpretation was evident in their states.

At the local level the study was less gloomy. with the
onvatesector responding to the problems ma creative way.
Locallywe see a proliferation of volunteer-based acitivities.
private donors concerned with the problem: creation of
prevention programs and networks (such as the 12 new
chapters of NCPCA within the past 6 months; and the
development of grass-roots supported legislation that
creates a funding base for local prevention efforts. like the
Children's Trust Fund in its states.

In essence, we should commend local initiative that can
turn a potentially devastating situation into a motivating
force The New Jersey Chapter-NCPCA remains "at the
ready" to assist with any such prevention approach let's
work together!
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March 15, 1983

The 8,morable Austin J. Murphy, Chairman
Sabcczmittee on Select Education
U.S. House of Representatives
Washington, DC 20515

Dear Representative Murphy:

As a nation we are more aware of the child abuse problem and
how to respond to at than a decade ago. This is in large meas-

ure due to the existence of the small but effective federal
program, the National Center on Child AL.aue and Neglect ( NCCAN)

created by the 1974 Child Abuse Prevention and Treatment Act.
NCCAN has been a catalyst for the nation; triggering state
and local community responses to the problem. This National

program has accomplished a lot. But clearly, much more neecs
to be dohe. We are delighted with the ieadersnip you have
taken in seeking reauthorization of the Child Abuse Act; we
ask that the following be included in your hearing record.

The problem is one which is on the rise, as is clarified in
the three attached articles. Last year 45 states reported an
increase in the amount of child abuses 33 reported an increased
number of serious cases of abuse; and 14 reported an increase
in the number of. deaths. Unemployment appears to be one of the

catalysts of these increases. During the same time period 33
states reported significant cutbacks in the size of the state's
program which investigates and treats child abuse cases. Thus,'

we have more cases and a deteriorating response and treatment
system.

The National Committee for Prevention of Child Abuse is deeply
committed to seeing that Public Law 93-247, the Child Abuse Act,
is reauthorized. Further, given the rapidly increasing magnitude
of the problem, and the cost to society for waiting to respond
after the fact, we want to see a dramatic increase in.NCCAN's
budget and thus a restoration of the'authorization levels for
Public Law 93-247 before the Reconciliation Act of 1981 at a
minimum.

We want to see a substantial proportion of the discretionary
dollars spent by NCCAN used specifically for primary prevents;.
activities, e.g., activities directed at ke ptin the problem
from ever occurring in the first place as aistinct from reha-
bilitation after abuse has occurred. Me w(-11(1 like to see the

states encouraged to use portions of the:x tote grants from
NCCAN for prevention.
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March 14, 1983
Page 2

And, we would hope that NCCAN would continue minimally to provide states

..10traLazts at current funding levels per state. Thus, if additional states

become eligibTe-TOY grate grants, additional -funds -ehould-be. -made available_

under the state grant program. Finally, we would like to see MCCAN receive
greater secretarial attention within the Department of Health and Human

Services. Given the magnitude of the child abuse problem, the fact that
child abuse appears to be the linchpinor common-denominator for so many
of our other social problems, and the fact that child abuse is a health as
well as human service and legal and educational problem, we believe that the
D/HHS Secretary must become more involved with the activities of NCCAN to
assure intra- and inter-agency and departmental cooperation in responding
to the child abuse problem. We would like to see the Secretary serve as
the Chair of the Child Abuse Advisory Committee established under the Act;
and, we would like to have NCCAN update annually a plan for inter - and intra-
agency and departmental activities for submission to the Secretary. We .

believe that these two actions will strengthen NCCAN's ability to accomplish
its cb)ectives as set forth by Congress.

dc, hore the comments and the attached articles are of use. Thank you for

your commitment in seeing the Child Abuse Act reauthorized.

Sincerely,

Anne H. Cohn
Executive Director

AMS/kck

iinclosurer

336







O
C

aT
g

-o
ri

0E
.d.

If2
C

I 0"a



334

Senator GRASSLEY. Thank you very much.
Mr. Sherman.
Mr. SHERMAN. Thank you, Senator. On behalf of Camp Fire I am

pleased to be with you today.
No other domestic issue is less understood and hidden than child

and adolescent abuse and maltreatment. There exists a tremendous
public misunderstanding of the nature and scope of the crisis, to
the extent that insensitive attitudes and inadequate programs
often result.

I cannot help but call to your attention one recent and unfortu-
nate example of such callousness. Just last week, Senator, in the
Senate Judiciary Committee, of which you are a member, it was
noted and widely publicized that the nominee for one of our Na-
tion's most important and influential youth positions advertised,
"Have You Slugged Your Kid Today," on his automobile bumper.

When questioned, the nominee claimed it was a joke. I believe
that millions of Americansand I hope you alsowould fail to see
the humor in that. I am sure the over 1 million children who every
year are physically, sexually, and emotionally abused would also
find it no laughing matter.

If the public could just see these children as I have, if they could
see the 4-year-old who has been beaten and sodomized by his moth-
er's boyfriend, or a teenage girl at the door of my runaway shelter
in a prom dress, blood pouring down her face after being attacked
with a high heel shoe by he: alcoholic mother just for coming home
late; if the public could see, they would begin to realize how vulner-
able and victimized our children really are.

There is little to laugh about in the following sobering statistics:
In 1981, 851,000 reported cases involving 1.3 million children took
place; over 7 percent involved sexual abuse. One woman in every
five reports being sexually abused. The average age of abused or
neglected children in this country is 71/2. For the age group of zero
to 5 years old, which makes up 28 percent of the population, they
account for 74 percent of all abuse fatalities, which there is esti-
mated to be as many as 4,000 a year.

There are over 200,000 children molested each year. Abuse cases
reports double each year. And it happens to boys as well as girls,
with the majority of adolescent abuse cases involving boys, in
excess of 75 percent.

The effects of child abuse are profound and interwoven with a
variety of society's ills. Seventy percent of all runaways are victims
of sexual abuse. Fifty-five percent of all juvenile offenders have
been sexually abused. And victims of abuse, as you well know, are
more likely to become adult offenders and to abuse their own chil-

dren.
Seventy-five percent of'all prostitutes have been sexually abused

as children. Abuse of children and adolescents is a complex prob-
lem related to other issues confronting the American family. Obvi-
ously, unemployment is one vivid example. Child abuse has risen
10 percent in the past year, and unemployment is clearly one of
the major factors.

Certain other factors are considered as triggers, factors such as
financial problems, being unable to find work, low self-esteem, con-
fusion about role within the family. And with more than 30 million

3 0



335

Americans living below the poverty level, the highest in 16 years,
there is every expectation that even more children will become vic-
tims of abuse.

Camp Fire has a long history of involvement in child abuse pre-
vention and education. As you may be aware, Camp Fire is a na-
tional organization founded in 1910; its purpose then, as it is now,
is to provide through a program of informal education opportuni-
ties for youth to realize their potential and to function effectively
as caring, self-directed individuals, responsible to themselves and
others, and as an organization, to seek to improve those conditions
in the society which affect young people.

I would like briefly to share with the committee some of the cur-
rent, important child abuse projects Camp Fire is engaging in, and
then to give a short summary of our legislative recommendations
to the committee.

Camp Fire is operating a variety of national programs designed
to provide self-reliance to young children. One of themI can do
ithas helped 18,000 boys and girls every year feel more secure
and less vulnerable when they are alone at home or away from
home and their family.

Another national program that we have been operating is called
caution without fear, resulting from the Atlanta murders. This pro-
gram is designed to offer role-playing opportunities for children to
learn to be alert and to be aware without being fearful. Over 160
Camp Fire Councils around the country are operating that pro-
gram.

Camp Fire, as you also may be aware, serves over one-half a mil-
lion boys and girls, with 120,000 volunteers in over 35,000 commu-
nities in this country. We also offer a program called I am safe and
sure, which is a crime prevention program designed to help chil-
dren in kindergarten and first grade recognize potentially danger-
ous situations and respond calmly and wisely.

Recently we have developed a resource packet called Community
Education for Healthy Parenting. The packet includes materials
and suggestions on how local communities can combat child abuse.
Of our local councils, 125 have reported implementing programs to
educate about child abuse; 55 percent or 160 of them have advocat-
ed reduced child abuse, and many local programs have resulted
from this activity.

Just briefly, the legislative recommendations are: First, Camp
Fire actively supports the reauthorization of the Child Abuse Pre-
vention and Treatment Act.

We believe that the Federal Government must maintain its com-
mitment to attacking this problem. As budgets get tighter at the
local level as a result of economic conditions, State and local gov-
ernment look to the Federal Government for direction. Without a
commitment at the highest level of government, State and local
governments tnay retreat from their efforts at the local level.

Althougl. Camp Fire child and sexual abuse programs are con-
ducted u.,aally without the aid of Federal funds, it is impossible to
assume that private support can fill the gap left by the eliminatibn
of public support. And this statement comes from an organizattOn
whose backbone is built on volunteers.
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Second, in terms of funding level, Camp Fire activities and pro-
grams are directed by a set of guiding principles. I would like to
insert a copy of these in the record at this time.

In the context of these principles, we are proud to join numerous
other child care organizations in support of S. 572, the child surviv-
al bill. Embodied within that bill is the recommendation that the
child abuse and prevention program should receive $30 million in
funding.

Although this figure may appear to be a substantial increase
over previous years of funding, we believe that this amount is
needed to adequately address the problem. As economic conditions
have worsened, so have the incidents of child abuse and sexual
abuse.

We simply cannot turn our heads from this fact, and we must
respond to the situation. If we fail to respond, we will have millions
of young people who have reached adulthood permanently scarred
by those earlier incidents.

Third, in regard to the length of the reauthorization, we would
recommend that the program be reauthorized for at least 4 years.
This would provide stability for the program, and it would allow
for the development of prevention techniques. Any shorter length
of time would not allow for a systematic approach to the problem.

Fourth, in regard to the direction of the act, one of the guiding
principles of Camp Fire is to insure that all children and youth
have access to physical and mental health care services, which are
responsive to individual needs and are of high quality and have a
focus on preVention and health maintenance.

Therefore, we recommend that a substantial portion of the fund-
ing provided to the program be targeted to prevention and increas-
ing the quality of care. If the Federal Government is not willing to
risk developing techniques and expertise in the development of pre-
vention programs, the local government will surely not.

We must do more in the area of prevention; otherwise, our ef-
forts will be merely applying the bandages after the fact.

These are general recommendations for the reauthorization of
the act. Camp Fire is thankful for the opportunity to be here today.
And I would be happy to respond to any questions.

[The prepared statement of Mr. Sherman and the Camp Fire set
of guiding principles referred to previously follow:]
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r, and members of the subcounittee, on behalf of Camp Fire I

wuald like to thank vou for the opportunity to testify before you on the re-

autnorization of the Child Abuse Pi .ivention and Treatment and Adoption Reform

Act. nc.4ever, before i speak to this ftsue. I would like to briefly tell you

a little about ,amp Fire, Inc., Our eAf .:rience in child and sexual abuse, and

the background for our r .oumendations.

C_J1,) 'Ire IS d not-for-profit nat mai organization that was founded in

1910. Its purpose [her as it is now, is to provide, through a program of

inton,.11 Aucacion, oppurtunitios for youth to realize their potential to

'ne::,'_.eiveu and to others; and as an organization to seek to improve those

cunditIons In society wniLh affect youth.

"odaY, tiere are over 300 councils chartered by Camp Fire, serving a

yuan,,, people in neat .y 35,000 urban, rural, and suburban com-

,,anitie,. Ithe Oilosophies and values of Camp Fire are es timely today as

Chef near iy a cen*.ury ago, but the programs and priorities within Camp

mire n,ve ,_JIArojed over tne years, reflecting the changing world we live in.

At social coqditiows navy alts :d, Cap Fire has responded with programs .

..:veL 'Louse reed.i.

ci, 3 for instan.:e, is nut a new problem, and Camp fire has a

n,..tury ,f invulvy,ent. in child abuse programs. But recent economic

jUWW-UIMS in our notion nave magnified the problem of child abuse into 4

crisis.

.tatr,tic, un nrld abuse are shocking. In 1981. 851,000 cases

!,4d:viwj an estii aced 1.3 million children, were reported. And those are
c)

dnl, the repbrted.cases. Seven percent of those cases involved sexual

"e Ike calk about ..,exual abuse, or even think

to statistics are even ore shocking.
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One woman in five reported being sexually abused as a child, according to

a survey 'ofcollege students.

2b percent of college females said they had sexual relations with an

adult prior to the age of 13, according to another survey of college

females. Only 6 percent of those cases were reported to authorities.

200,000 t. 300,000 female children are molested every year in the United

States, according to estimates by the American Humane Association.

Every year, the number of reported sexual abuse cases doubles, according

to the New York Society for the Prevention of Cruelty to Children.

Tne figures are unacceptably high, and its anybody's guess how many

cases gu unreported. It is unacceptable when even one twelve-year-old girl

is afraid to go nomej afraid of what might happen, wondering if tonight will

he une of thuse nights when her father gets drunk and abuses her.

And girls are not the only victims of sexual exploitation. Boys are

victimved, too, and one researcher goes so far as to say that boys and girls

are equally at risk. One sex abuse hotline totalled up all its calls fcr a

month and found they had twice as many boys as girls calling.

Sexual abuse can and does take the form of exhibitionism, fondling,

nagging, and kissing in a sexual manner, masturbation and vaginal, oral and

anal intercourse. Sexual abuse in also physical abuse and mental abuse of our

children and adolescents. Physical effects may include cuts, bruises, in-

juries to the genital area and venereal disease in young children. Other

effects may include thumb-sucking and even multiple personalities. If a

child cannot bear the abuse, she will wipe it from her consciousness by

becoming somebody else.

The eff(icts of child abuse are profound and are interwoven with many

other aspects of society's ills. The consequences of abuse and exploitation

point uut the cumplexIty of the problem.
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/0 percent of all runaways are victims of sexual abuse. They're running

away from the problems at home and straight into the problems of the street --

malnothtion, drug abuse and other serious medical disorders. They rarely

refer themselves for help. Some see suicide as the only way out.

-- 55 percent of all juvenile offenders have been sexually abused. Victims

of abuse are more likely to become adult offenders, too, and to abuse

tneir own children when they become parents.

-- 75 percent of all prostitutes have been sexually abused as children.

The abuse of children and adolescents is a complex problem -- one that

is directly related to other pressing issues confronting the American family.

Perhaps foremost among those issues is unemployment. Child abuse has risen

ten percent in the past year, and unemployment is a major reason, according

to the National Committee for the Prevention of Child Abuse. Certain factors

are considered "triggers" for child abuse -- such factors as financial problems,

being unanle to find work, low self-esteem, confusion about the role a person

plays in the family. Obviously, all those "triggers" are ;'resent in a family

where the wage earners cannot find work, and, in fact, are giving up hope of

ever finding work. With more than 30 million Americans living below the

poverty level, the highest number in 16 years, there is every expectation that

even ,Gore children will become the victims of abuse.

The physical and mental health of children, youth and families have been

priorities for Camp Fire since its inception in 1910. Camp Fire's youth

development and prevention programs have addressed the problems of children.

Including.child abuse, in a variety of creative, responsive ways, without the

aid of federal funds.

For example, Camp Fire has several self-reliance programs that help

children to learn to respect themselves and do thi

73-
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Inc "1 Lan Ju IL" program ha; helped over 18,000 boys and girls across the

country feel more secure and less vulnerable at home and away from home.

Tne 'Caution Without Fear" program was developed in response to the

mu,ders of children in Atlanta. Using role playing, children learn to be

alert and aware without being tearful of every new situation or person they

encounter.

-- A new program called "I'm Safe and Sure" is scheduled for publication this

summer. It's a crime prevention program designed to help children in

kindergarten and first grade recognize potentially dangerous situations

and respond calmly and wisely, whether by using the telephone to get help

or by sunnoning the police or trusted family, friends, and neighbors.

in 1981 Camp Fire provided to all its member councils a child abuse

resource packet called "Connunity Education for Healthy Parenting." The packet

included informational materials and suggestions on how councils could help

combat child abuse in their communities. Many local programs resulted from

the priority placed on the issue by the national Camp Fire organization.

One local Camp Fire program which specifically addresses the issue of

sexual child abuse is "Myself and My Family," developed by the Yakima Valley

Council of Camp Fire in Yakima; Washington. The program, which won the out-

standing program award from the national organization, was developed in

cooperation with the Central Washington Comprehensive Mental Health Associa-

tion, the Family Violence Resource Center in Yakima County, and the child

abuse committee of the state Parent-Teacher Association (PTSA). Local college

students were also involved as performers in skits that are part of the

program.

Groups ranging from age 6to adult participate in role playing and dis-

cussions. While the actual content of the program is adapted to the age

level of the audience, all sessions explain that touching is part of life
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ahJ brat ter, e yiud tuudhimj, bad touching, and confusing touching. Children

iearn that their bodies are their own and that if they are touched in a way they

doWt like, they have a right to say "no," a right to talk about it, and a right

to ask for help.

The concept of good touch/bad touch is also at the center of the Child

Sexual Victimization Project of the Central Massachusetts Council of Camp Fire

in Worcester. Tne project was developed in cooperation with the local Rape

Crisis Program and the Worcester Area Community Mental Health Center, which

received a $91,000 grant from the Rational Institute of Mental Health to fund

the program from'5eptember, 1982, through August, 1985.

Clark Universii.y is also involved in the program and is testing children's

knowledge before and after they participate in the Camp Fire project.

Wheii two children died as a result of child abuse in Lewiston, Idaho,

the Sacajawea Council of Camp Fire there began a program called "Dare to Care."

The program helps children understand the difference between discipline and

abuse and the importance of reporting abuse. It also reassures children that

parents who are reported for abuse do not automatically no to jail, but can

be nelped by adults who have special training.

The pcc encourages Camp Fire girls and boys to learn about cmtaunity

agencies that deal with child abuse and to raise money to help combat child

abuse. One fund raising drive was for money to buy a set of anatomically

correct dolls which are used to help young victims of sexual abuse explain

to professionals what happened to them. C;iildren may be too shy, too embarrassed

or lacking in the necessary vocabulary to tell what happened, but they can show

what happened, using the dolls.

The Sacajawea Council also received a $400 grant from the Potlatch Corpora-

tion to establish a child abuse resource center with books, pamphlets, and audio-

visual materials available for use by the entire community.

c
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Several other councils have conducted forums in their conaunities, often

in cooperation with other community agencies.

LEGISLATIVE RECOMMENDATIONS FOR REAUTHORIZATION

OF THE CHILD ABUSE AND PREVENTION ACT

1. Support of Reauthorization

Camp Fire supports the reauthorization of the Child Abuse Prevention and

Treatment Act. We believe that the federal government must maintain its

commitment to attacking this serious problem. As 5udgets get tighter at the

local level as a result of economic conditions, state and locargovernments

look to the federal government for direction. Without a commitment at the

highest level of government, state and local governments.may retreat from

their efforts at the local level.

Although Camp Fire child and sexual abuse procirams are conducted usually

without the aide of public funds. it is ridiculous to assume that private

support can fill the gap left by an elimination of public support. And this

statement comes from an organization whose backbone is built on volunteerism.

2. Recommended Fundirg Level

Camp Fire activities and programi are directed by a set of guiding

principles. I would like to insert a copy of these in the record at this time.

In the context of these principles, we .ere proud to join numerous other child

care organizations in support of S. 572, the Children's Survival Bill. Em-

bodied within that bill is the .'ecommendation that the Child Abuse and Pre-

vention Program should receive 00 million in funding. Although this figure

nay appear to be a drastic increase over previous years of funding, we believe

that this amount is needed to adequately address the problem. As economic

conditions have worsened, so have the incidents of child 'abuse and sexual

abuse. We simply cannot turn our heads to this fact; we must respond to the

situation. If we fail to respond, well have thousands and millions of young

-6-
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children who have reached adulthood permanently scarred by those earlier

incidents.

3. Length of Reauthorization

athip Fire would reconriend that the program is authorized for at least four

years. This would provide stability for the program and it would allow for

the development of prevention techniques. Any shorter length of time would

not allow for a systematic approach toward the problem.

4. Direction for the Act

One of the guiding principles for Camp Fire is "to ensure that all children

and youth . . . nave access to physical and mental health care services which

are responsive to individual needs, are of high quality and have a focus on

prevention and health maintenance " Therefore, we would recommend that a

substantial portion of funding provided through the program is targeted to

prevention and increasing the quality of care. If the federal government. is

not willing to risk developing techniques and expertise in the development of

prevention programs. the local government surely will not. We must do more

in the area of prevention, otherwise our efforts will be merely applying the

-bandages after the fact.

These are general recommendations for the reauthorization of the Act.

Camp Fire is thankful for having the opportunity to present our views before

the subconnnittee. We :AJA ready to assist the subcommittee in its

deliberations on this important issue.

-7-
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Camp Fire, Inc. 1725 K Street. N W Suite 1211 Waserngton.p C 200061 12021 6530565

Washington Office GROWING WITH YOUNG PEOPLE FOR 72 YEARS

Camp Fire's Guiding Principles

In order to carry out its purpose, Camp Fire will strive to ensure tnat all
children and youth:

o are cared for and loved, and have the opportunity to learn, grow, play,
make friends and find a meaningful life experience.

o have adequate food, shelter and the basic necessities essential to their
survival and healthy development.

o live in an environment free of prejudice and stereotyping on the basis
of race, sex, income level, disability, religious beliefs and country of
origin.

o experience supportive relationships with adults who act as models, men-
tors and leaders during their lives and especially during critical peri-
ods of development.

o have educational opportunities which encourage full mental, physical and
social development and which are responsive to individual needs, includ-
ing those of children with mental, physical and social disabilities.

o have access to physical and mental health care services which are re-
sponsive to individual needs, are of high quality and have a focus on
prevention and health maintenance.

o have opportunities to participate in deciding the present and future
directions of their lives through involvement as partners with adults in
meaningful roles in the family, school, religious community, social in-
stitutions, community and nation.

o have opportunities to learn values and skills which will make for life-
long satisfaction in the workplace and opportunities to make a meaning-
ful contribution to society.

o live in a society which nurtures positive social. values and democratic
ideals and which assures personal freedoms.

o experience a world where there is a balance between environmental con-
cern and technological development and where there is ample opportunity
for inspiration, recreation and education in the out-of-doors.

o have leadership from government at all levels which keeps their needs
and interests at a high priority and addresses those needs and interests
in a responsive, positive, developmental manner.

In Camp Fire's efforts in behalf of children, youth and their families, the
organization will work with public and private organizations, institutions
and individuals to ensure the full implementation of these guiding principles.

1983 AN EOUAL OPPORTUNITY EMPLOYER
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Senator GRASSLEY. Thank you, Mr. Sherman. Let me say to Fran-
cine Vecchio !la that Senator Dodd could not be here to introduce
you, but had this statement he wanted me to read for the record.

Mr. Chairman, it is with great pride that I introduce Francine Vecchiolla. She has
helped make the child abuse, prevention, and treatment program in Connecticut a
notable example for other states to follow.

Her work in attracting support from the private sector is especially commendable,
having reached the attention of the House Subcommittee on Select Education two
years ago. She has come to testify here today, even though she must thereby miss
an important event in Connecticut to kick off Connecticut's observance of Child
Abuse Prevention Month.

I thank her for coming to enlighten us.

And we thank you for that. But before you proceed, I want to
also state to Dr. Palmer that I do not think Senator Hatch is going
to be able to come here. He sends his apologies for not being here.
And he wanted me to express to you, too the fact that he appreci-
ates your participating in this.

Would you go ahead, Francine.
Ms. VECCHIOLLA. Yes. My thanks to Senator Dodd for that lovely

introduction.
You know, each time I talk about child abuse I feel like I am on

a racehorse because there never seems to be enough time to tell
everyone all that we need to consider when we think about this im-
portant problem.

April is National Child Abuse Prevention Month, and the activi-
ty that I am missing today is Connecticut's kickoff for their obser-
vance of National Child Abuse Prevention Month.

It seems very important that we be considering this legislation in
view of that fact. Between 1976 and 1981 there has been 106 per-
cent increase in child abuse reports, nationwide. Last year child
abuse related deaths increased. Many States fear that child abuse
incidents will continue to rise as economic pressures faced by fami-
lies, including unemployment, increases.

This year Michigan is seeing a 500-percent increase in the
number of middle income families being reported. At least 35
States indicate that they are seeing more serious cases of abuse,
and the amount of reported child sexual abuse is dramatically in-
creasing.

Funding cuts have forced child protective services to lay off staff.
Therefore, social workers are carrying even larger caseloads. With
fewer staff to handle increasing reports of child abuse, attention to
the children is now prioritized based on severity of abuse. One
State said that only reports of children under age 12 are being ac-
cepted.

I urge you to reauthorize the Child Abuse Prevention and Treat-
ment Act for 4 more years and to increase the support over the $17
million requested in Senate bill 1103. I would like to provide you
with some evidence of the effectiveness of this act. Consider that
only $6.7 million was appropriated to the States through this act
last year. And consider the following examples of results achieved.

I know that Senator Grassley is knowledgeable about the many
ways that these Federal child abuse dollars have been used in his
State. Iowa's mobile parenting library for high schcol students and
the home visitor program are two models that are also being used
by many other States.

352



347

Missouri has developed an investigation handbook which de-
scribed the step-by-step procedures which State socialworkers are
to use when investigating child abuse reports. This handbook will
make it possible for Missouri child protection staff to improve serv-
ices provided to families and children.

I spoke with my colleagues throughout the country, specifically
in Maine, Arkansas, Texas, Florida, California, and Massachusetts.
Each time the story is the same. That is they wish you to know
that the Child Abuse Prevention and TreatMent Act has made it
possible for them to at least begin to strengthen their child abuse
prevention and treatment capabilities.

I think Mary Carswell from Alabama expressed our thoughts
best when she said, "We definitely miss this money because it is
the sole source for child abuse programing in our State."

Since Connecticut first qualified for these Federal child abuse
dollars in 1974, a unique and effective system of community-based
child protection resources has emerged. Connecticut's model system
of child protective resources is based upon the collaboration of the
public and private sectors.

The system is made up of a variety of programs, the core ele-
ments of which include a multidisciplinary team, parent aid serv-
ices, and parental self-help groups. In 1976 Connecticut had only
one team operating and serving 11 towns.

Currently, there are 25 teams serving 150 towns. During 1982,
456 families received services from these teams. Of the 25 teams,
only 7 were seeded with Federal child abuse dollars, and each of
these grants was small, approximately $10,000.

In 1981 an estimated $260,000 worth of professional services wer
donated to these child protection teams: In 1977 Connecticut ha
one parent aid program. Presently there are 18. During 1982, 5
families received services from these programs. Only two of th e
were seeded with Federal child abuse dollars.

Parent aid services are among the key methods for keeping chil-
dren in their own homes after a crisis. The estimated cost of pro-
viding this service for one family for 1 year is $1,200. The cost of
providing foster home care is estimated at $2,000; group home care,
somewhere between $7,000 and $12,000 per child per year.

Although it is not possible to eliminate the need for out of home
services, parent aids can significantly reduce the numbers of chil-
dren needing more costly kinds of care.

And, finally, Connecticut has 37 of the 1,400 Parents Anonymous
chapters which are located throughout the country. In Connecticut
we serve about 925 families per year through this service at an
annual cost equivalent to $59 per family. Parents Anonymous
makes extensive use of volunteers. The 60 professionals who serve
as resource people to Connecticut's 37 groups donated approximate-
ly 185,000 dollars worth of professional time last year.

Although Federal child abuse money acted as a catalyst, the
$95,000 which Connecticut receives could never become the sole
funding source for this type of resource system. In fact, State and
local funding, in kind contributions, corporations, and foundations
are each essential to make the ongoing operation of Connecticut's
public private resource system work.

22-024 0-10 -- 23
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Last year Connecticut received $100,000 in State general funds
for child abuse programs. In Connecticut we are also grateful for
the growing interest and support which corporations are providing
to these programs. Throlighout the State private sector funding has
increased, both in the number of corporations providing fiscal re-
sources and the amount of funds provided.

Of each program's funding, 25 percent is estimated to come from
local sources. In order for these public and private partnerships to
grow, there must continue to be nationwide focus on child abuse
and neglect. Sometimes our attempts to identify the indicators or
cost and program effectiveness have blurred our vision.

As we ponder the charts and graphs and contemplate the num-
bers served, we lose touch with the children. And as we distance
ourselves from them, the decisions we make about policies become
very far removed from the day to day reality of their powerlessness
and suffering.

At a time when we each feel that our personal economy is
threatened, we must continue to preserve our sense of human com-
passion and caring for these children. We can only do that if we
reauthorize the Child Abuse Prevention and Treatment Act.

Thank you.
[The prepared statement and additional material of Ms. Vec-

chiolla follow:]
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Regarding S 1003

The Reauthorization of the

Child Abuse Prevention and Treatment and

Adoption Reform Act, Public Lao 493-247
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Francine J. Vecchiolla, M.S.W.
Director, Connecticut Children's

Protection Project
Division of Children 6 Protective
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Department of Children E. Youth Sesvxces
Hartford, Connecticut 06105
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Mr. Chairran. I appreciate the opportunity to appear before the

members of this subcommittee concerning the reauthorization of-che

Child Abuse Prevention and Treatment Act.

April is National Child Abuse Prevention Month. Aid so today, it

is particularly fitting that we consider the present status nationwide,

of abused children and the capability of child protective services

to respond to them.

.Between 1979 and 1981, there was a 106 per cent increase in

child at se reports nationwide.

.Last y,ar, child abuse related deaths increased.

.Many states fear that child abuse incidents will continue to rise

as economic pressures faced by families, including unemployment,

increase. This year Michigan is seeing a 500 per cent increase

in the number of middle income families being reported.

At least 35 states indicate that they are seeing more serious

cases of abuse and the amount of reported child sexual abuse

is dramatically increasing.

.Funding cuts have forced child protective services to lay off

staff; therefore, social workers are crrrying :even' larger case-

fewer staff to handle increasing reports of child

abuse, attention to these children is now prioriti400 bas:A on

severity of abuse. Some states are responding to funding cuts

and staff shortages by changing eligibility criteria. 3ne Itate

said that only reports of children under age 12 are being accepted.

Indeed, the magnitude and complexity of this problem is far greater

than any of us imagined. Last year, 1.1 million children were

abused, neglected or exploited.

Each year between 2,000 - 5,000 children are killed by their parents

or caretakers.
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A continued nationdl focus on child abuse is the only way to

be sure that these children's voices will continue to be heard

wherever they are. In the past 9 years, this law has hel?ed states

and c'o-mmunities begin to reach these special children!

.ro be certain that they can be protected.

.To reach families ea:ty and strengthen them so chil:ren

.Ultimately, perhaps most importantly, to begin toidentify

ways and means of precaution.

I ask you to listen to the voices of each of these children and

to continue the effort that was begun in 1974 with the passage

of the Child Abuse Prevention and Treatment Act. This ACT, Public

Law 'fl-247, The Reauthorization of which you are considering now,

hag provided the only nationwide, federal government focus on the

terrible plight of these children. I urge you to reauti. ,rixe the

Child Abuse and Pnevention Act for four more years and to

increasathe support over the $17 million requestpd in S 1103.,

would like to provide you with evidence of the effectiveness of

thi,, ACT. Consider that only '$6.7 million was ppropriated to the

:totes through this ACT last year. Consider the following examples

results achieved.

can return home; and

.senator Denton, I think you will be pleased to know that Alabama

has used the 5119,000 that it received through the Child Abuse

Prevention and Treatment Act for a wide variety .o -' service

m:.-,rovment and staff training activities. For example, parenting

eJheation projects have been started which provide abusing

parents with in-home assistance as well as parenting classes. Its

these pro4rams, volunteers are used extensively.

3 ;
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.The Buckeye State has used some o their federal child

abuse , llarr to devel.p CHILD ABUSE REPORTING KITS.

These kits are des; nod to teach professionals about child

abuse anc neglect. Over 160,000 Lizs have been distributed

throughout Ohio to schools, pediatricans, I .spitals,

libraries, sheriffs, lAv care center , and universities.

These kits are the type of tool, that %.C.11 improve the

identification of abused cb,:';:en and ensure that their

families rece've treatment.

.Senator Eagleton, MissouI, like other states, considers

these funds "crucial" to impr, Ping their child protective

services system. One highlight of their activities includes

the development of an INVESTIGATIVE HANDBOOK which describes

the step by step procedures which state social workers are

to use when investigating child abuse reports. This handbook

will make it possible for Missouri child protection staff

to i-Dprove services provided .to families and children.

.Senacar Gr:..sley, my colleagues from your state tell me you

a7.2 kn,vledgedble about the many ways -hat these federal

child abuse dollar, have been used in your state. Iowa's

mobile parenting library for high school students and the

home visitor program are ...Jo program models that were seeded

with federal funds and are 'now being replicated in other states

.1 also spoke with my colleagu.s in Maine, Arkansas, Texas,

-alifornia and Massach.setts. Each time the story

is the same; that it is the Child Abuse Preventica and

Treatment Act that has made it possible for states to at

least begin to strengt en their child abuse prevention and

treatme.t capabilities. I think Mary ,:arswell from Alabama

expressed our thc,Ighcs best when c'e definitely

miss these !a.lars because th- are the sole source for

child abuse and neglect ,:ogramming in our state."

3 5 S N
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Since Connecticut first qualified for these federal child

abuse dollars in 1974, a unique and effective system of

community-based child protection resources has emerged.

Connecticut's Nadel system of Child P rotection Resources is

based on the collaboration of the public and private sectors.

The system is made up,of a variotl of programs, the .lore elements

of which include a multidisciplinary team, parent aide services

and parental self-help groups.

A child protection team is composed of a paid coordinator and

several volunteer child welfare professionals from the fields

of medicine, education, social worOmnd the law. In 1976,

Connecticut had a team operating that served 11 towns. Currently,

there are 25 teams serving 150 towns. Of these 25 teams, 7 were

seeded with federal child attise dollars through grants of

approxidately $10,000 and were used as models for the development

of 18 others supported by state and local agencies. During 1981, an

estimated $260,000 was donated through in-kind services by profess-

ionals on these teams.' During 1982, 456 families received services

through the teams in Connecticut.

Parent aides are professionals who provide nurturance and instruction

to parents in order to build parental competence. The service is

provided in the home, several times per week over several months

and includes 24-hour telephone availability. Lm 1977, Connecticut

had one parent aide program. Presently, there are 18 programs.

During 1982, 517 families received services frca 66 aides, paid and

volunteers. Two of these programs, both of which use volunteer

parent'aides were started with federal child abuse dollars. The

others were developed in response to the needs of families in

specific areas with support from state and local agencies.

Parent aide services are among the key methods for keeping children

in their own homes after a crisis. The estimated coat of providing

parent aide service, for one family for one year is $1,200. The

cost of providing foster home care is estimated at $2,000; group

home care is $7,000 - $12,000. Although it is not possible to

eliminate the need for out of home services, parent aide services

359
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can significantly reduce the numbers of children needing

more costly kinds of care that require separation from their

families.

Parents Anonymous of Connecticut is part of an international

network of self-help groups for abusive parents. Of the 1,400

chapteos of Parents Anonymous nationwide, 27 are located in

Connecticut. Connecticut's Parents Anonymous groups serve

approximately 925 families per year at no annual cost equivalent"

to $59.00 per family.

Parents Anonymous makes extensive use . .i,uteers. The 60

professionals who served as resourcepeople to Connecticut's

37 groups donated approximately $185,000 worth of professional

time last year.

Although federal child abuse dollars acted as a catalyst, the

594,000 Connecticut receives could never become the sole funding

source for this type of resource system. In fact, state and local

funding, in-kind contributions, corporations and foundations are

each essential to and make possible the ongoing operatiof of

Connecticut's public/private resource system.

other states are also beginning to develop a wide variety of

funding sources to continue programs seeded with federal funds.

For example, the California legislature recently appropriated $10

million for child abuse prevention. Although California is unique

in the large amount of state dollars it allocates, many states are

beginning to move in this direction. Last year, Connecticut

appropriated 5100,000 in state general funds for child abuse programs.

In Connecticut, we are also grateful for the growing interest and

support which corporations are providing to these programs.

Throughout the state, private sector funding has increased both in

the number of corporations providing fiscal resources and the amount

of funds provided. Approximately 25 percent of each program's

fundin4 cones from local sources.
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In order t,r these public /private partnerships to grow, there

must continue to he a nationwide focus on child abuse and neglect.

Sometimes our attempts to identify the indicators of cost and

program effectiveness have'blurred our vision. As we ponder the

charts and graphs and contemplate the numbers served, we lose

touch with the children. And as we distance ourselves from them,

the decisions we make about policies become far removed from the

day to day realities of their powerlessness and suffering. At a

time when we each feel that our personal economy is threatened, we

must continue to preserve our sense of human compassion and caring

for these children.

The Child Abuse Prevention and Treatment Act has been essential

to improving our identification of and response to a ,erious and

complex problem. But 9 years is not enough time; 1.1 million

abused children are far too many and state and corporate support

is still too small for us to stop our work now.
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Questions drum Senator Christopher J. Dodo

1. Is there a role that states can play in stressing preventive
services under the state grant program?

Some states are already stressing prevention in public

and professional information and education activities. Many

states also use the state grant to seed prevention programs.

For example, in Connecticut, state grant funds have been used
to fund home visitor programs. Through these programs, high

risk expectant mothers are supported before and after the

birth of their babies. This program makes it possible for

some of these families to be strengthened before they are

referred to the state child protective services agency.

What can the Federal Coverment do Co stress prevention of
child abuse?

The Federal Government, through the National Center on Child

Abuse and Neglect can continue to seed service improvement

programs which are preventive. Federal child abuse dollars

frequently function as a catalyst in that many of the programs

which are started with federal funds are picked up and continued
with state ai.d local funding. They also beccme tha models

for the development of similar services in other areas.

2 What are some of the i.,sues tnat states will have to confront
in crder to comply with the language in S 1003 referring
to the treatment of har.dicapped newborns?

At th:a time, states have 0-,t responsibility and capacity

to investigate situstious is which parents detide to withhold

oedical treatment against medical advice. It will be a

challenge for states to develop the expertise and procedures

t.1 investigate situations in which parents and physician agrec

that withholding treatment is appropriate. Developing this

capability is likely to require the }Acing of additional staff

and 4,11 definitely include specialized training for direct

service staff.
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3. ':hat kind, ol 5uplorti will have to be provided to the

parents of these severely handicapped infants?

I worked with severely handic.apped children and their

parents for. three years. Based upon my professional

experiences with these families, it is clear, that they

require a full complement of medical, social and educational

services resources. We must also recognize that even if

such an array of supports exist and are affordable, some

parents may choose to relinquish parental rights.

./.hen adoption is the treatment of choice for a severely

handicapped child, we must be prepared to have adoptive

roses available.

I understand that the average state grant varies from $50,000

to 9:00,000.

Is there a need 'for increased funding under the state grant

program:

Yes. Although it is impossible to eliminate a problem of

the magnitude and complexity of child abuse with a single piece

of legislation, it is apparent that many results have been

achieved as a result of the Child Abuse Prevention and Treatment

A.:E.. In the testimony presented before the Senate Subcommittee

on Family and human Services, you were provided with examples of

how the states have used federal child abuse dollars to seed

community child protection programs. Much more could be done

if the funds for the state grant programs were increased.
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5. What can state's do with increased funding?

States can continue to.strengthen public/private

partnerships so that children who are abused, neglected

and exploited are identified and provided with the

services they need. States can continue to improve the

quality and comprehensiveness of the services they provide

to these children and their families.

States can continue to educate the public and professional

communities about child abuse and act as a catalyst in

developing community-based services which help these families.

States can also begin to address problem areas which have

not received much attention to date, such as the occurrence

of child abuse and neglect in institutions.

Finally, states can collaborate in the sponsorship of

prevention efforts.
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Events Set for Prevention Month Observance
Connecticut will observe National

Child Abuse Prevention Month during
the month of April with activities and
events in each of the five OCYS
Regions.

Organized by the Connecticut
Children's Protectiyn Project program
affiliates in each region Wait leadership
Iron, team coordinators. and with tr-
%ow-Les from the New England lie-

source Center for Children and \
families, activities have been designed
to mobilize community networks
around child abuse prevention as
tivities, and to strengthen public
awareness and knowledge about child
abuse and neglect

Some affiliates have produced or
gathered educational materials which
are being donated to local Khools and

Spring, 1983

libraries to ensure the impact of the
\ prevention month continues beyond
\ April.

\ Building on the theme of Reach Out
to Prevent Child Abut, events have
been planned to touch the lives of
many people: children, their 'smilles,
community leaders and child scn ,*et
professionals. Many are highlighted

North."' on rage II

Calendar of Special Events in April
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From My Desk

Children, Families in Distress: Too Little, Too Late? 1
Its Albert I, So Init. ht

l%r- are Iry mg in an era whirl!
drainatirm hew intr.:dependent we All
Are n deter:Inning the of world
our iniclren enter and rime, e It
he. always been true that the

r.
tattuly

Anil community are interactive. ea, h
pros iding the other is tic what they
nerd And deserve However. this in
terl rl mg relationship. positive and
uric:Att., v. more pamtullv more
threat..mid, and more prontwowlv
, lea! in a veriod or in, t,asing tin
emplos merit and 1.0 0111,111It privation

he ways in w hull public And private
Aoen cos i An help or !unite, can 11 other

An determine whether the rlationship
lietww.n t units and iiinuminity i, liar-

Connecticut's Children
Poblielaird mid distributed by the Conneentod
Chadeirn's Noonan Nowa void Wittier`
of dee Pennon of Children and Proactive San
woo. State Depeenneroof Chrldeen and Yowls
SenCia one I Medd by the Derronnrot Hordli
in Homan Setekea. Office of Moon Ocorkla

now Services, Adonotorence for Oaldram.
Youth evil &mai. Chi&Jren bre,

IVINAM A. crwill. Governor
Sudo el Connectind

Mot I. Manta Camenieunior
Department of Otidren end Youth Sank.,.
leneMeg TwOrritoo. Mow
POW* of Children awl Prostate SoreilWo

TVoilee J. Vitcbdalla, Protect Dincine
Camactiaa Children'. Preractier

`1,141.1112.0ansa. bike

fralbessr. Technical Cannata ,..1. ,

menums or disonant. constructive or
chstrurtive. painful or inspiring The
same is true of the relationship be-
t welin our volunteered and subsidized
servers

Nowhet are thew opportunities
'and risks more clear than in child
neglert and abuse. In each instance of
child abuse and severe neglect eval-
uated and treated at the Child Study
Center or at any agency at which
have consulted. there has been tragic
evidence of Coe little. too late in
regard to useful services available to
parents in distress A view into the p oa
of molt of dose children and their
parent or parents has Induated that
then- was a direct or indirect -call Err
help- betere the child was abused or
severely neidected.'

We are in urgent med. each time a
child is abused or severely neglected.
of asking how did WE fail this family.
Wfi rulers to all of us, the state and
private agencies. the volunteer and
paidfor semi"-, in the neighborhood
and the community in which they
belong. The question, -Why don't
TIIEY pnivide services more quid ly.
more el im t Wel, 7 should he changed
to "Why clonl WE provide servile,
mere attractively. more quickly, mom
ettectivelv. more grin musty, more
generously?" WE includes neighbor,
churches, preventive and urative
health services, private and public

services and all of the network
of helping, humanizing services of
which out communities are capable.

In cases of child abuse or neglect
when we find that them were early die
tress signals from parents and that at-
tractive. accessible services were not
available WE should put our heads
together with those of our Regional
Advisory Councils for Children and
Youth Service,. with those of our So-
cial and Protective Service Teams, and
with our appropriate groups to see if
WE can't innovate. create and deliver
such services out of the fabric Of ex,
ish r; resources: ivr hnd new resources
it necesvry. In must instances, it is the

footnote.

redirecting and reorganitation of mist
ing services that are both more tealitu
.end more elfctivr. One parent aide
nerve migrants represent such a redi-
vrtnincil eke-tutu energies from state

And private net ounces. as well .1s the
wedding it paraprofessional devehip.
molt and srvires to voluntem proles-
sienal, knew-how.

Repeatedly. we can look backward
and detect instances in which neglect-
ing. abusing parents were asking for
help long before their need reached the
level of neglecting or aineam, the r
rhildren. Such instances include par-
erns who feel isolated and unsupported
i a new community. who Are severe.
Is

n

stressed when their family or ,.then
are unable to rime to their rescue in
connection with the care of .1

premature ftewv child a child with
miner detect.: a marnage that is break-
ing tip. .1 new pregnancy before the
parents tilt ready. the beginning of a
serious psychiatric disorder in one
parent. a recent move that was di,
Appornting, the overwhehning pro-
blem, of a chronically dl child, the low
4,1 it lob and many more.

It is time for us to prevent the
number of mponing grist, by develop-
ing a sensitivity to eari Signals of
distress that can activate tactful offers
of voluntary attractive support ser-
vices. In most instances, by the time
there is a mandatory report of neglect
or abuse we have lost the best ripper-
!unity to be of help to that child and
his parents anti we are left sorting out
what is least intrusive least coercive
and least harmful

Tragically. the violent abuse and
severe neglect of children by adults.
often parents. is as old as recorded
history. Sad as it may seem. most of
us would not want to live in a society
that could prevent ever, single in-
stance of neglect and airier because
such a guarantee could only be ap-
modulated in a prison -like state. At
the same time. each of us wants to pre-
vent as much child abuse as it is possi

nontauhhl oh twee 4!

1 NI St Rwrrawrg 5 Meyer u N Shhchnion non, Prranihm dA Chila Abu., In An AnlIvIonry
Seoul, Prawn,. moo 8013

1 i.dibrrm. I . Freud. A . and Sol. A ! BryonJ the B., Inte,rst 1 the Chad New Yon Do
ere. Pr., Ni.. I:dirivn with Er.lcnna 155.0
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Events Set for Prevention

the atcompanving calendar for more
tilt orniation about a specttic Jetivlty.
i all the tontatt person or Polly mac-
pliers.. at DC T's at 4ce-410o7

Region I
itillboard and local cable 1' V. will

I. used to bring the t hdd abuse pre-
, Potion roessage to local residents and

h11,1 welfare prole...tonal. as well. Ewe
otes three in Bridgeport and two
Norwalk will feature the CARE LINE

mber and the Reath Out to Prevent
Chtld Abuse message They are being
donated by the Murphy Outdoor Ad-
vertising Company of Bridgeport hr
billboard design will also he used on
the video int ntduction for recital c ablt
T V programs bring aired over Chan
Jul 12. ant for a series ot Cablevtoon
Public Servo e Announcements

Pat Blumenthal of the Greater Nor
alk Coalition for Children & 3 mob.

Int Jnart Winn I is coordinating the..
vines NA ItS Air tinder, av to ex.

p.0111 the billboards to the Staintord
area as well

lit detail. in activities roond
Stont.ot o all Karla Penditer.

a

Stain
t.,t,1 Hospital 127 1234. Audio visual
material. and p.ropnlets on illtd ss-
i abuse will be 111411.

the /ugh the ,,1,11 Hr..01011'
I rat° dairy

oI21' tor

liegion II
A sprnalier.I c hild abuse book , ol

let non e. being added to several shoal
IN .3 result of prevention

month obsrvani es in Nit otlen and the
I ,'ter Natigatui k Valley

Work ing with the aukd tare pro
grants and }bore I "mono, Depart-
num+ in tor lo, al high shook

u `tgatois 23r 2vTr' of the
Parent I hild Resource Cent ef in
Shelton will be pnwent trig workshop,
Oil child abuse and neglut t and do

ting the ,elected books Books willra
lode ['fold A .11 11i N'oglect

lIrc Cornotiootv by 14. E. !liter
1.1 11 and C Henry ftemp and Tell
5k. kl ;tt ..1:cav Its Linda Santord.

In addition parent .vile programs in
11. region will be re..losing newle

published btloks toil materials and will
sele, t number of thtn to be addrtl

flu tr aY.eru v

lit-golf III

ing a booth with the theme '1 kalthy

4
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Month Observance
Parent Child Relationships" at the
Middletown Health Fair. on April 21
at City Hall on DeXoven Drive from
10 a. m. to 7 p.m. TFe booth is being
organi/ed by Donna 3'anderheiden of
the Middlesex County Child Protec-
Oon Tram 1344.81,1to and Debbie Cou-
brough of the Community Health
Center Parent Aide Program
j.t7.e4,71 I. The runt, Women's Club
and a number of iournaltsm students
I tom Nliddlesx College will assist at
the booth during the day The booth
will incorporate a 'learning Center'
for the prevention of child abuse for
parents children and professionals and
will feature continuous showings of a
video tape of tiara Elston's puppet
theater on Personal Safety While
thildren are viewing the puppet show,
their patents can review books and
materials on dold care, child Jr.
velopment. disci rime And issue, Of

t fold rearing.
In the NOV I ondon area, a combinat

tu, tit .1 V. cameras and community
facilities will ensure that child abuse
prevention month at twill, will last
well beyond April. Two let titre, one
entitled "The El leers of Media on
Children' and one presntl by Police
31, Larry Bangham on "Victimless
Crime'' have been taped and will be
made available, Ins`011.11.1INV. 10 con,
'nuttily groups Descriptive brochures
and discussion leaders are also
avadable to act ompany these tapes.

Al IT 01 the Southweasterr. Con.
rosticut Child Protect°. Count
has toordinatol these seminars and
will arrange for ',00longs of the lec.
too. She can be readiest at 442-0711.
tot 217n

In the 21 soon Danielson area. the
toterp wce of Child Abuse Prevention

Month is the production of Bloomers
lady Hyde of the Child Protection
Council of Northeastern Connecticut
177420201 and the Exchange Club 01
Danielson are sponsoring this musical
(11IIIC Apnl 10 at 7J0 p m. for the
benefit of the Child Abus Resource
Protect and Parents Anonymous
Chapters. The program is featuring
local talent and even a group of musi-
cians direct from the stages of
Hartford!

The Child Protection Council is also
observing tt hild Abuse Prevention
Month by donating books to ele-
mentary schools in each of the 21
towns they serve. Teachers and ele-
mentary librarians will he given a list

of books from the Economy Com-
pany's series entitled "Trolley Books"
from which they may choose up to 10
titles. The books. all for early
elementary wades, include topics surd
AS clltroncept, liking yourself, com-
munity helperc, and feelings.

Region IV
The nine Connecticut Childien's

Protection Project program affiliates in
the North Central Region' have
planned a major conference for Tues-
day, April 11, at the Ramada Inn. East
Hartford. 'It's Happening" will include
eight workshops in two sesu.ons,
luncheon and service fair,

Drawing from a wide range of child
serving professionals. conference plan-
ners have engaged lawyers, physicians,
.hill development specialists, nurses,
IwYt hop,gtsls. child protective services
everts and program specialists as
workshop leaders.

The all day conference is 47.00;
although the conference committee
recommends full -day participation.
half -clan registration is pee:able for
53.50 lunch not included/. For more
information, contact Donna Davies,
Regional Child Advocacy Team. Child
and Family Services, Manchester,
n43-2701.

Region V
The Waterbury public schools,

through the libraries in the Middle and
High Schivils, will feature a special
display 0111001,4 and materials on child
abuse and neglect to !Rip observe Na-
tional Child Abuse Prevention Month.
The books have been seleCted by
Kathy LeBlanc and Sid Horowitz of
the Waterbury Collaboration for the
Prevention of Child Abuse and Neglect
13;5-50751 and a set of books will be
donated to each of the six schools.

TO compliment the book display,
the Collaboration has organized the
Resource-in-Residence Protect, and is
mak ing it available to each school on
an ongoing basis. The Resource-in-
Rsidence program features a child
welfare professional who will spread
one afternoon a week in each school
library assisting both students and
faculty in learning about child abuse
and neglect and in gathering informa-
tion on this topic. The Resident Re-
source Person will be able to answer
questions and direct students to
sources of information and programs
As well In addition the Collaboration

feonnnonl on nap 41
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Prevention Month Observance Children, Families
in Distress

olans to putiliaw. several amini visual
wit...trona( materials for loan to
iihraries hook and community
minims

I '.4 weld. ot .hr Is the high
:Nom la a, to. anis whir ti the I (liana,
Pegional ,antnissicri ( had ( are
ICebts h Alma' organved in
tit, town l'ranliurs and lIulgetteld to
'rip ;Warm. V ''1141 11' (1,11 Mime
Po, ention

In Newtown acto. arcs 41 11

cillonnate in .k l<'.u:,, I /av at la,'
high SI tusil on \ pt ii

11.i41"I .1 tr. talpin I he high who'd
I ...let clop 11,411 and the he, ( lid,
have ironed the I, Ifl!Itll,%lIl n 41.01 iIi
planning the iti,plas 5 and icalloor.
Or iiIt ob. ruklvess alai 1.1,0

Is ra I N. cis t.osn arra ago, w ill
Iry {arisen, &tang the It ...nits e la, to
disa rase their program and .41.1,1 s

111.11. ,b4 onth Stavin..
.111.1 !be I lost I ham. Ptomain

In Maribor, the cvi-iit ..t the ww k
lariktas ; Ill 7' ,ith

pri .gion lio ;,. m Iii
\ lien li tr tor ...1 inic. rs r it rim, Mi.]

orporare and businekis suppiirsers ct
the orrunrssrkin olio the past ss
The Paribursi Si hool gs rt,
al, be :he site ot a llesomirlair ,,n
I :Ada,. April 74 In,. n' 1 tin to

arldinon ea. Is pull,, irbrans in
tin' ten wart...ling tin,,' has ,i4li'itl
to teattar sele. led posters Isrof .11,1

C1.1:111.11 011 the had all's' 1.1t, nn n
thrtne rnshohng parenting klidd arc

and tainde iasport
ik sigertal hat... or the 11.101.415'

.11,1 I tine dirty I in
soh...mem tVorking
clementary art ivaihers In wth
MeCianinissurn 14111 sponor posh,
design and olot tn.:ion:est Children
will design draw and .omplor their

interprctation 441 !Flings I like
t),. Mali 514 lodging will

in by I v resultait and shildren s
Ihy. illuarator Steven Kellogg Mr

w411 also so. e as honorarl
Inaperson Darrierry I, hild

Abu.. rtesention Week ash, int s
kers child who int,mits a poster vall
leirlse a I ertitisate (orisrprrnisratrng
their ettorts Mort information alum,
lite A' .14 tivIties is available tram Ann
Natavaly at 745 44.12

Ann Quinn Interviewed
45-rninute iceat What*, mum, on I:cre?
Was it an !dent? IN. iv. have the
lacts7 What 1011 of mil llacs do we
have': Sometanes parents are urn
reluctant to really sit down and realiy
talk about what happened and what
they've done Cnve the Intake worker
has made the almal investigation the
ase IS Ii ir"' Intervention is war,

rantedl t cams! over 04 treatment
worker who works with the tamely um
til we an- roneinved that the r14.1,1hr
children has been reduced stilt icietalv

The strew ill dealing on a daily baias
In sviman that deals with individual,
who abuse livers kill their children can
take a toll The ability to work with
a tamily and hip the, tin remain In.
tact can be most rewarding. ro tint .1
balante between the stress and the t n
wards is most dilhi ult. but not inv.
pirssible

Q What flush. ran he done to :den.
*its .11,114. slt11.1t10, .t.9. It tint

asid 41141 iii ,1t?15 trot,

22-024 0-83---24

A. Well, I don't know, as long as
we have pa flask Ind we hive people
who have childnm and aren't prepared
hi have children, that we're ever go.
mg to completely wipe out child abuse.
I rill think that the TOM publicity, the
more thing, that we can do, to talk in
tut-m.0f the fact that it's out there, that
it musts, that people nerd to believe
that rvrn thew brother, sister. dose
lnend or whatever. who may be a pelt
k.in who in all other spheres of their
lite is functioning well. that that pet'
''n has potential - that we all have
within ourelets potential lo
had abusers The swond thing is that

as long as I K-1'S can be clear In term,
tit learning more and mon...A-row who
really are the parents who tend to hurt
their kids severely And who are the
parents who really through ignorance
or whatever, can do this and can be
helped'?

Q. How do you eel about the sour,
system. in relation to child abuse7

iGoldleirs & Solna I -)74 I.: At

3 6

He to prevent In,, Pee '4. lily in which
the demos tate. value, 01 drolly pri

.ov and the pluralwin oF daterme Im.
le are 'miter ted and sarpportssi

solo by "manning all it our re
..rairr es by trylintaina optimal o'tni
mirror Mons and planning at the re-
gional lesail and bv develowng
hat try, sirduroarS 4.evue. that .1/1. It-
1,11,1l, lir cads sIgilitil sit drstress
we rnasirsursi too little. too late

'tiny! ti S,doil. 1.741 ' At
tire best ot tins, and at the worst of
Urn, we ate in urgent need ill
supportrng the autonomy ol paints
and the integritv of
hansine ',lily al the servIse
lutrfr. n ....astir an represent the hest of

in, pa a and out whits,

Children's Center
Luncheon May 6

I he anliirtin s ( rash !Lends,
as 1,01h antuvarisiry

sk oh 110011 ham !him, on \l..seit the
N. w Haven I Assn k 1.or,1Oralor
at ihr riven! ,111 lie Elul,' pssii hatted
Ili rim:, 11,1111,11,1 Ile will di, sr,
( hadrun's Sirs, is rasa Pressill and

I tame hit more intormation I all
740:!: to

A. As Ice already ...Wed il
I'M a limn believer in system that has
at its heart Thared decision mat inc
I he court provide.. .mother pri cria the
he. hI and balanie, needed to bring

about as Often as passible the rrght-
derision %sr's. in Al get upset and .
blame the court when a detain
citron t go oar way. I'm no different
But after the heat has subsided we have
to look at whether we presented the
best possible cave or whether the legal
s,-,,ton tinted Sowelime, the come,
Mims. m gi,g/ with hindsight
',.111e4f4e, 4 I, When a doecn't
;hen tr CoUrt 1..:'. ii lake the revpon.

tk.iibr
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Courant Interviews Ann Quinn, DCYS Norwich

By Rosemary Keogh,
Hartford Courant Staff Writer

Ann F. Quinn. program supervvor
m the Norwich office of the mate
Ikpartment of Children and Youth
Servos., has dealt with cares of child
abuse and neglect for aim.: 1A years,
both as a social worker and a super-
vwr

Q. l,,,141 indications do you look.
1,4 to identify child abuser?

A t rho there are a number of thing,
that we roust refer to as red flags in a
vtuation One :if the high-risk parts of
'h.. Investigation has to he the age of
the , had Obvioush, infants and
young hildren are at higher risk. both
because they cant get away from
pecan es or protect themselves in any
was but secondly because they have
toile v isibility in the i immunity

When .li n't go to school (and
do, re not out pia, mg and that kind
ot thing v.. that Iliac i an fir seen by
the neigh; .irs and tn. nit, then the risk
w higher tr.., t hey :nay he abused and

on t going to perk up on that
oil., oil the hat know that uhdd

abuse tends to onto, o tert at
o that In mt, whin

ihe yet invoked we tied that there
has e !ewe emits, instant, that MA, or

not have bet ri wre,hv somebody
and on, or mac not have been re
pirted

fella .:0<:(41
They mitt' parents, rel.
attres tteople the./ Can
ft tend? Hat they really
hazy tin 0,11a that they are

t

oh,o the tarhil;
tern Are 'hey' .miler a li 1-eyst

at ih, ,he pater,' , /tie of
the k t... things that ye learned
ti tl IR' and k h all or the

sr, Ases 'IAA, I o that
nen, w h., tend If fi,or 'heir kids

am.. ;as, ....t,sers tend

to be social isolates. They may have
parents Mau nearby, relatives, a whole
host of people they may call friends
but they really have no one that they
air very close to and very little in the
way of any kind of support system.

That's really one of the red flags we
key in on very quickly. Other things.
like are they having marnafpniblems?
Is one child singled out? yfi thiii-tour
or five kids, but only one child who
reins to be repeatedly abused? How
are they deali..g with that kid? !low
are they seeing that kid? How do they
describe that child? Very often that's
the child who gets described as bad.
different, like somebody that they
slant like, or maybe like themselves.
So those are lust a few of the red 'lags
that we look at

Q. In deciding whether a child
should be removed 'rum the home.
what factors a;e considered?

A. knell obviously, the protection
t the child is paramount. We ask,
what kind o' rid, what levd of risk
is that child under: How predictable is

that the abuse is going to happen
again? What kind of support systems
can lie put in so we can feel more corn.
Portable about the situa.:on and that
would begin to 4111ViAlt SCUM of the
,tress the child or family may be

of the things that we try to do
is hi recognize and be very sensitive to
the tact that every time ou 171710l,
hilffren torn their parents, you raise
Oral risk that because of the system

because of the parents themselves and
their inability to ger their act together
that child may never mum home. Of
that at may b t long period of time
before that ch..; returns home.

So you have to orally weigh in the
risk or removing the child versus a hat
le, known oak, whi,S is the risk sal
msving a kid too soon and maybe die
runt mg the family and never being able
to out it hack together ?gam.

Q. What kano of emotional toll
,toes that decistothmaking take on

y,,u A
. Well. it s a really ditto ilit des,

son for a worker. and certainly at a
time whm there, any publicity regard-
ing a rase in which something serious
has happened nil child and any clues.
florin's about that: then that anxiety
is so notch more high.

We always teeing a greater in.
ore.... in 'corkers saving. Maybe we
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treed to take this action." We talk in
our office about shared decision-mak-
ing. The decision to runove a child
should never be the worker's alone.
Nor should it be really the worker and
tile supervisor, but that all of us ought
to help make the decision. The worker,
supervisor, program supervisor and in
some cases. even our Central Office
staff.

The otticr..thing (that) is lust as dif-
ficult is to leaveliditn the home. a.td
to be concerned that there are risks or -' -
volved in doing that. So we spend a
lot of time looking what malty needs
to be done in the situation. How com-
fortable can we be? What risks are we
taking and how safe can we really feel
that !WTI thorigh there are risks, that
there's enough support system there to
get to us bet Ore something serious hap-
per.s7 It's a difficult decision. We . the
department have put together
gu ids /incs to help workers in relation
to removing kids. Basically they're
very stringent and they really tend to
underscore the fan* that we need to be
wire kids need to be Imuived
bef,te we rake that kind of action.

. . . you have to weigh the
risk of removing the child
versusa lot less known risk,
which is the risk of moving
the kid too soon and maybe
disturbing the family and
never being able to out it
back together m.:;in.

0. What is the most dithcult part of
handling a childabuse case?

A I think the investigation. And
the pulling together of the I feces of in-
formation to begin to decide. ts this a
(child abuse/ situation? And this has to
be done very qakkly. Usually what
happens is a call comes in from some-
One SAyilIgAIZI child abuse is suspected
and ycia-r intake worker is dispatched,
and the worker knocks on the door
and gains entrance to the home and
immediately has to make some assess-
ment an terms of a halfhour or

Now:ma/4 on nag. ,11
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By His Excellency WILLIAM A. O'NEILL, Governor: an

Official Statement
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Mr PAL:mi.:it. Thank you. It is my privilege to be here today to
represent the child abuse and neglect program in the State of
Utah, and by so doing, respond to three requests which were given
to nu' by Senator Denton. Those were that I tell you a bit about the
child protection team in the State of Utah; thatl tell you how we
have used community resources in our State; and finally, how we
have been able to utilize and obtain non-Federal sources for fund-
ing.

In order to chutify those issues with you tend to tell you a bit
about child abuse in the Stat6 of Utah, I need to tell you that the
child abuse and neglect team in our State is an outgrowth of a Gov-
ernor's task force in 197,1 and 1975. That task force was a broad
representation of many groups, which included the then existing
child protection team at the University of Utah Medical Center,
and a variety of governmental and community agencies.

The various groups that were represented include some of the
following: there were representatives from many of the school dis-
tricts in the State of Utah; there were representatives from the col-
leges of education and special education; nursing; the school of
medicine; colleges of social work, psychology, as well as a broad
representation from the various mental health districts, hospitals
throughout the State; community action programs and, affairs of-
fices; police agencies; the juvenile court; the detention centers; the
.Junior League; the LDS social services; Catholic Charities; Hill Air
Force Base; the children's center, which is a special program, a pri-
vate community supported program for the support of severely
mentally ill children, at that time, at least, in the preschool age
group; and as I mentioned, there was broad representation from
the State of Utah's government through the division of family serv-
ices.

In other words, our team began in the State or I should say,
was augmented from the then existing team with a broad represen;
tat ion and dialog from both the public, private, as well as the child
protection team as it is now established.

The child protection team which was established in 197,1-75 con-
tinues to exist with approximately the same representation. That is
that there isand this is one of the more important issues that .1
would like to share with you in terms of the effectiveness of the
child protection teamthe coordinator of our child protection team
is a full -time employee of the State of Utah, division of family serv-
ices.

She, herself, is a child protection worker, and that gives us amaz-
ing entrance into the system, if you will, within the State in terms
of credibility for the child protection team within the child protec-
tion network.

The child protection team further includes 2 arms of the team;
one of them is at the University of Utah Medical Center. One of
them is at Primary Children's medical center. The composition of
the team at both centers is essentially th( same: a pediatrician, a
psychiatrist, several social workers, and so on.

We'additionally have representation with our team from the Salt
Lake County prosecutor's office, juvenile court, district court, cir-
cuit court. Salt Lake County sheriffs office, et cetera.
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We have neurosurgeons on our team and other people who rotate
in and out of our team.

Now, our team is a working team. Last year between the 2 arms
of the team we saw approximately 500 children for medical evalua-
tion. In 1982 in that same period there were (1,350 reported inci-
dences of child abuse and neglect in the State of Utah, of which
2,379 were in fact valid.

Now, there is a difference in how child abuse and neglect is re-
ported, or I should say, from whom it is reported in the State of
Utah, compared to the statistics which Dr. Newberger shared with.
you earlier. For example, in our State, 48.7 percent of the reports
to the division of 5eryices come from neighbors, relatives,
and friends of the potential abused child.

Only 6.3 percent of those reported cases originated from the
medical system; 9 percent came from the public schools, and there
was 13.3 percent that came from the courts. In other words, child
abuse and neglect in the State of Utah is reported to the system by
those who are concerned about children. That is not necessarily
saying that that is not true in other States also, but it is not from
official reporting agencies.

In my own experience last year in 1982 and for the first 3
months of this year I saw 183 sexually abused children. My experi-
ence is different than that which you have heard about at Cov-
enant House. The age of my victims, if you will, was from 6 months
up through age 17, which is the oldest of the children that we see
at our hospital.

The average age, however, of the children that I see is some-
where around 41/2 to 51/2 years of age.

In addition to that, I saw or supervised the seeing of 108.children
at Primary Children's who were severely physically abused enough
to be in the hospital, and we saw another 53 children who came
through the aggravated sexual assault program, which is a pro-
gram we have for thewith the Salt Lake County attorney's office.

The reason that we have been designated, if you will, as the fa-
cility where children who are sexually abused or allegedly sexually
abused need to be evaluated is because of the strong feeling that
the act of*the evaluation should in no way endanger the child or be
more harmful to the child than the event which we are evaluating.

We have heard about the touch program this afternoon in a va-
riety of different settings; I feel strongly that a physician is under
every bit as much obligation as is the parent not to violate the
rights of the child during the physical examination.

Therefore, we strive very hard not to do that. Children should
not bi- held down when they are examined. In no way should they
have any kind of violation of their willingness to give consent for
the _examination.

Now, in terms of community interaction, our team really, be-
, use of the way it began, has had community dialog since its in-
.,Ttion. I mentioned to you some of the agencies and programs
nat participated with us on the Governor s task force in 1974.
hose same agencies and same programs now continue to be in-
)Ived with the team, and new programs have sprung from their
evolvement.
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For example, the Junior League in the State of Utah has been
the genesis for the family support centers which are similar to
crisis intervention agencies that may be present in other States.
They were instrumental in getting three programs like that start-
ed.

The YWCA has a women in jeopardy program for spouse abuse.
Along with the YWCA's women in jeopardy program, they have an
art therapy and diagnostic program for children who have been
sexually abused or allegedly sexually abused. In other words, those
agencies that were involved from the beginning, so to speaknot
that long agobut, anyway, from the beginning in our State's ac-
tivities were in fact involved and are still involved with child abuse
and neglect issues in the State.

The importance of having the full-time employee, if you will,
from the division of family services as a coordinator of the child
protection team must be emphasized again. I am not sure how
many States or how many other teams have that kind of coordina-
tion, but what it really does do is give us dialog within the system.

There is no pseudoterritorialism. There are no delusions of gran-
deur. There are no other activities on our child protection team
except those that are in the best interest or at least intended to be
in the best interest of the children.

It is not "doctor, this," "your honor, that." It is oni a first name
basis; both incoming and outcoming, it is on a first name basis.

It is very important for us to have dialog also on our team witn
the police agencies, with the prosecuting agencies so that they un-
derstand where we are coming from, but similarly so that 'e un-
derstand where they' are omin6 from, becaus, each of us in the
child protection issue has a specific role in which to function. Once
we understand one another's role and once we understand one an-
other's activity, then we respect and can work much more .losely
and much more efficiently together in the well being of children.

As far as how we as a teamor how we as a Statr are able to
garner, if you will, other funds, other than the $85,000 that we re-
ceived in 1982 from the nationr1 center, I suppL.se it is a wise and
miserly investment, if you will, by the division of family services,
which has provided see6 money for over i") active current pro-
grams in the are.:: of child alp- .se and neglect, very small, most of
them, since we have $85,000 to use.

Our own team has basically $33,000; that is what we received for
the team's support. That is on a 'fee for semice basis. In other
words, there is a tremendous amount of volunte'erism in at least
the State of Utah, as I am sure there is in other areas as well, on
all aspects of child abuse and neglect.

It was interesting to hear what you have been doing in Connecti-
cut in terms of volunteerism and money that that actually has
saved.

Finally, I would like to just end with one comment. I am an
active, heavily involved person in child abuse and neglect in all as-
pects. I spend a lot of time in court. I spend a lot of time providing
consultation for other law enforcement and prosecuting jurisdic-
tions. Since we have dialog with the family practice residents, the
pediatric residents, nursing students, and so on, 60 percent of
whom go into practice in the intermountain area, and we have an
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extension ()I' a continued dialog with those that we have worked
with in the training process.

As far as the funding of the new child abuse and. neglect issues,
my own personal feeling would be from one whc is heavily involved
in terms of time, that there are not enough -resources in the States
to deal with the issues that Baby Doe would create if it were part
of the legislation. It would inundate the already inundated system.
It would constipate an already waterlogged system, and I just
cannot see how $30 miPion, or whatever it might end up being,
could in fact allov;we have in the State of Utah five level 3 inten-
sive care nurseries. We have eight level 2 nurseries..We have vary-
ingly the highest birth rate in the Nation.

It would be very difficult to pull out death certific'ates, go -er
them, and extract babies who would fulfill Baby Doe criteria v, -

out a tremendous amount of time, effort, and so on.
I thank you very, very much for the opportunity to be here th,)

afternoon.
The prepared statement of Mr. Palmer follows:]
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at the salb,ommittee For Family and 111.1111:111 Services. 1

ci-at the opportunity and privilige afforded mi. in appearing before you

lb, atter'. ss! Senat Or Denton has asked that I provide you with inforination

do...ening the ict,vities of our child abuse and neglect team in the state of

rtli, I h. :ilso been specifically requested to tell you how our team or our

protection ef fort !las involved community suppet t resources and finally,

63.1. we ',sive b en able to find non-federal funding for our program. If time per -

ryas in my verbal comment, I would like to make a few remarks concerning pro-

pc.sed opts ition to reauthorize "The Child Abuse Prevention and Treatment and

Ado ion Naiform Act Amendinent of 1983." Ilowever, if time does not permit, I

wiP , yinalent on the bill in the written testimony..

In or ier to understand the function of our learn it is necessary to tell you a

ttic of how we carne to be. We, as well as other child protection interests in

our state, are outgrowth of a 1974 governors task force on child abuse and

ogle; t in the state of Utah. That task force culminated in a governors commit

tee cvt child abuse and neglect. The committe was composed of a broad represen-

lroin groups concerned with the welfare of children and families. The

.nuittee included representation 'from various school districts, colleges of

ducati sir and special education, nursing, the school of medicine, psychology,

arai s, work from the universities and colleges in the state. The committee

also included representation from mental health districts, hospitals, consumer

attars office,, agencies, the juvenile court, detention centers, the

junior Lo.q,ie of Salt Lake ,ind Ogden, the 1.13S social services, catholic chari-

te, Hill Sir Force Base, the children's center, (special treatment

proKrains for preschool children who have significant emotional illness), and a

broad reptesentation (rain the division of family services in the state of Utah.

11 dth,r .i.,1 Is our team began with broad based community and state-wide dialo-
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glle. The COMMUniCati011 which was established in 1974-75 has been the basis for

our continued acceptance by the community. As I will note later, it is also at

the basis of the "high incidence" of child abuse and neglect which is noted in

the National Center for Child Abuse and Neglect in their yearly state sta-

tistics.

It might be of interest to comment on the Utah statistics in terms of child

abuse and neglect. In 1982, there were 6,350 reported cases of suspected child

abuse and neglect to the reporting agency in the state of Utah which is pre-

ferably the division of family services or as an alternate, the appropriate law

enforcement jurisdiction. Of these 6,350 reports, 2,379 were felt to be valid

issues of cnild abuse and neglect. In breaking those statistics partially down,

it would he of interest to note that 6.3 percent of those patients originated

from the medical system including 2.1 percent from physicians, 3 percent from

hospitals; .6 percent medical clinics, and percent from nurses, 9 percent

originated train schools. 48.7 percent originated from neighbors, relatives and

friends, (22 percent, 17 percent, and 9.7 percent respectively). Also, 13.3

percent originated from law enforcement and court jurisdiction. Those figures

'do not add up to 100 percent, but I have only keyed on some of those that would

be of interest to the committee. In my own case from my experience, I saw 183

'children at Primary Children's Hospital in the past 15 months who have been

allegedly SCX11.1::y abused. In addition, we saw 108 children over the 1982 year

at Primary Children's where. there was some concern regarding physical abuse.

Similarly, the University Medical Center arm of our child protection team saw

roughly the same number of patients, or between our two hospital based teams we

saw approximate ly 500 children for medical evaluation in the system. In addi-
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thaa , in l931 there wet e thirteen deaths related to child abuse and neglect, and

there were II deaths in 1982. Approximately 75 percent of the children who died

were AiSO involved in live-in boy friend situations and approximately 40 percent

or 3 to 4 children of those that died were also sexually abused.

Because Primary Children's represents a trama referral center which includes

ilain. !lead injuries, we saw many of those children at Primary ourselves.

It would be of interest to describe now for you, what is the child abuse and

neglect team that 1 represent. The child Protection team which I am repre-

senting tefore you today is an outgrowth of the governors task force in 1974-75

and the then 1974 existing child protection team at the University of Utah

Medical Center. We include as the director or coordinator of our child protec-

tion team a full time employee of the state of Utah the division of family ser-

vices who is the coordinator.. The two arms of our team, one at the University

Medical. Center includes a pediatrician, Dr. Thomas Metcalf, a child

psychiatrist, Dr. Claudia Berenson, and an MSW social worker, Nancy Lang. The

arm of our team at Primary Children 's, of which I am a member, , includes a

pediatrician, myself, a child psychiatrist, Dr. Thomas Halverson, and a N1\V

child protection social worker who has expertise in sexual abuse, Mr. Thomas

Harrison. In addition, our team is composed of regular participants from the

Salt Lake County juvenile court in terms of the county prosecutors as well as

the Salt Lake County adult court in terms of their prosecutor participants. In

addition, we have members of the Salt Lake County Police Department and the Salt

Lake City Police Department who are regular participants in our team activities.

We have variu,.... other community social workers, law enforcement professionals as

well as judicial and legal representation on a selected basis from time to time
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c.,,/,,oatidu y that ,err child protection team was

green a.' roult of the governors teL force was as follows:

I. Since our toaT processes approximately 500 plus children yearly, or at least

v.r are a orking, team %silos, responsrhilities include diagnosis, treat-

prevention, and consultation with other profrezoonals.

2. We were established ..tsa demonstration team and therefore we have traveled

throughout the state of Utah as a team to provide teaching and organizational

help to other professionals throughout the state to help them establish child

abOYe and neglect programs for the professionals in their area. In the past

year we have traveled to Price, Vernal, Cedar City, and will soon g) to Moab

frr Workshops en child abuse and neglect activites.

1. In addit1011, uulividu.ds on the team have taught extensively to vaious pro-

f es,a .o I lav group. throughout I Itah, ldoho , Wyoming and into the four cor-

ner area I !toil', "1razooa, New Mexico and Colorado. The discussions which we

have given to those areas were to medical staff, state PTA activities as well as

1,c,11 PTA programs, paramedics, emergency medical technicians, the Junior

League, the Literrry Club, the League of Women Voters, the Catholic Womens

Orgi.tation, and alio have had the opportunity to speak at minty high school

class a,.tivitios in child psychology and child development in the Salt Lake _re,:

os %ell as other areas in the state. We part.cipato at the graduate level in

the school, of psychology and social work in the child abuse and neglect program

wIthin the ,,,,radirat schools of those colleges. We al..° provide yearly sessions

to the 'torr State Policr Ac;,!croy oo issoo!; of child abrea negil!rt.

'JO 0
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it is impru.irir t. ,cd' th.it .111 d the ninihers of our team, (Including the

ocuts prosecutors, tl.e ',.)Cl,11 workers, the psychiatrists, and the pedia-

tricians) regular dialogue with the medical students, the family practice

'.lair e- rssidents, and the nursing arid social work students in colleges of

tali state, University of Utah, and the Brigham Voting University. In the case

of tire pediatricians .old the psychiatric and social work component of the warn,

sir provide daily dialogue with family practice, pediatrics, and medical student

professi.rnalc. This is important to note because, approximately 70 percent of

the ;foiliatricians who leave the University of Utah/Primary Children's Hospital

Medical Center pediatric residency program enter private practice in the

innermountain area. Similarly, approximately SO percent of the family practice

residents enter private prac.'fice in the innerrnountain area as well. This gives

as continued dt.110,7,ue with the physician in practice and gives us access to them

and ;Henn to US for consultation and case referal arid management.

Our trier has also boon charged to help other areas in the state establish

aid protectii_sn tearns-ind there are now ongoing teams in Ogden, Provo, as well

as others 1:eginning here in the Salt Lake Valley. In terrns of community and

state-wide acceptance, it is important to note that all of the members of our

warn have remained the same as when we wire established in 1975. It is also

important to note that with the exception of our state division of family ser-

vioc -oordinator all of 115 have other full time responsibilities in our various

repecrive tiidical center responsibilities.

11(' CSII the I 'tab statistics

The state or Utah. lies the sixth highest im.e.lence of child abuse per MOO
h: :ton of a7ty of !he stat,!s; why?

b
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I. our ann noornlinater is a lull time employee of the state of Utah and is

hrseli a child protection worker. This gives us considerable credibility

within the system as far as the field workers" in child protective services;

aatinmed dialogao and communication; and allows acceptance by our team

of other professionals and similarly allows. the team to gain entrance into the

system throughout the state. In other words there is ongoing bi-directional

communication and interacti,, which fosters activity and child protection

reporting.

2. There is no pseudo-territorialism or false delusions of grandeur. We are

all hard working committed individuals to the welfare of children and are on a

first -name- basis, again this gives us acceptance by other child protection

workers .uul increases the likelihood of referral both within and without the

systerrl.

3. Fir.a Ily, all of us are committed child and family advocates. We have been

able to ..ork together long enough that we still enjoy the respect of each other

and have come to appreciate the particular strength that each of us possess and

also the knowledge and understanding of the system within our state, both its

strengths and its weaknesses.

liv virtue of our teams interaction with law enfons umnt and the judicial

our state child protection activity, we have developed credibility

a: evert witnesses in the court; and therefore, we spend a considerable amount

at time in court testifying for and on behalf of children.

;ill of the above with the very broad reporting law which is present in our

:t.lte demographic and geogr,:piic populations characteristics
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%tido. thi geographic population characteristics

to the inhettlitiv value of ,:hildren in the state of Utah create the

likelihood for child abuse and neglect to be reported to a responsive

Howover, it is really immaterial whether Utah has the highest or the

1,Aest to idence of Child abuse and neglect; we havo more than enough child

nee;lect in our state to keep all of us more than overly busy.

I would next like to tell you of our involvement with the community support
,

agencies and organization. Because of the initial task force approach in the

tackling of child abuse and neglect in the state of Utah, there were many groups

involved along with the original child abuse and neglect team in the creation of

a child protection network in the state of Utah. These community agencies have

heen instrumental in creating new programs in addition to the original support

res.mrco which they provided in the governors task force activity. For

evample, tl.eio are lay therapy groups, IS,iper Parents), which have been created

tbraa,t,h the divisii)o ai family services in many areas. Also, the YWCA has

i:r,-ated ,A.ornen in jeopardy program (which deals with spouse abuse), along with

tj,:r MOM Program. The family support centers are heavily used by our team

as a referr.,1 source in the community. They offer parents who recognize the

rkl, of potential abuse within their families to leave their children there or

in fact stay there themselves for up to 72 hours without any charge. There are

voliintor therapists and child c ire workers in the family support centers. The

Children's Center, (which are privates!, funded programs for severely disturbed

clidJr-en) are support centers which have been instrumental in providing

p,ironting experiences for potentially abusive oractually abusive parents. The

he voluntarily taken or lily he court ordered. We have

3 8 3
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,,,c, S available to parent, schoo, professionals, and

other xtroups who .11c umrte. in the preveriti,x) of childhood sexual abuse.

in the brochure is a leszaiptien of the problem aid magnitude and a

listing of some ofia)0 resources that are available iii a private and volunteer

funded bays:

I . The Ar t therapy program for so xually Ahused chiHren in association with the

1.):,.cA's Women in japartly program.

2, ",:hild Abuse," a slide presentation on the history, causes, and prevention

of child :0)11, ;Old neglect in the state of Utah is sponsored by the women's

auxiliary of thr.l. Utah State Medical Association. This slide presentation is

aimed Ai primary school age children and is hoped to be a preventative tool.

, r,intrs %%hose resources that ihave already been mentioned.

4. The service of Utah with particular emphasis on helping in place-

ment of "sp, IiiHrn" for ,xdoption and also counseling adolescent girls

regarc",,, ,lecisicii of either lieeping their child or placing the child for

:lc:optic+) int xl,n c.,unseling on the implications of etch decision.

5. The ,I,x,nrilio),:y crisis seater is a privoto'non-profit United Wry supported

s;.,)p includes drug ,-And alc.lihol arose, school based drug and alco-

,zirt progruns, and also is the house or the resulence, rf you will,

for Inc its ted pr,grarti, a self help program for sexually abusive per-

petrators, tht it families, and the victims within the families.

6. Family. imprort centers as already rIlescrilicd in Salt Lake City and Ogden and

iri,tiriat,-d hi; lurucr
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6. Family support centers as already described in Salt Lake City and Ogden and

originated by the Junior League.

7. The guardian ad litem program of Salt Lake, Ogden, and in the process of

being established in Price, Vernal, Logan, and throughout other DSS districts in

the state of Utah. The child protection team has given workshops for these

volunteers who will be the child's advocate during the court process.

3. The Legal Aid Society of Salt Lake City which stresses services free of

charge to youths, their parents, and their families.

9. Mothers Against Drugs (MAD) which is affiliated v;ith the Odyssey House and

is aimed at ssening drug and alcohol abuse at home and, thereby lessening the

risk of child a- ..se and neglect for the children.

10. "Parents Lets --lk" which is a program sponsored by again the Utah State

Medical Association , oen's Auxiliary and the March of Dimes which is aimed at

helping parents provide sex education for their children in their home.

I I. the pamphlet described the Parents United and Daughters and Sons

United self -help and referral program for incest victims. There are many other

programs in the state particularly concentrated from Logan in the north to Pro,o

in the S i th or along the Wasatch front. 80 percent of the population in the

state of Utah is also concentrated in this area. Our current challenge in our

state prorrain is to e!.:tencl the many resources which are available to parents,

professionals, and children in this area to lesser populated areas in our state.

In the area of non-fedora! h tadlog himn considerable success ire

creating volunteerism as yo.: appreciate nom the partial descriptions

385
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already mentioned of programs available. It is worth noting that the state of

1:tali received in 1932, 85,000 dollars from the National Center for Child Abuse

and Neglect. The division of family services in our state has been successful

in investing these funds wisely. In the past, and as well currently, there are

some forty small contracts which have been awarded through the use of these

funds including our own child abuse and neglect team. Many of the current pri-

vately funded and volunteer programs were originally seeded through the use of

these funds. The success of the program has stimulated the Utah State

Legislature to provide an additional 3 to 4 million dollars yearly to support

child protection and child and lily well being program in the state of Utah.

In our own team, there is a heavy degree of volunteerism. We have a contract

with the state of Utah for approximately 33,000 dollars a year to provide ser-

vices for the many programs mentioned on n fee-for-service basis. As you might

expect, it is necessary, in order to do what I have described for you, to have a

considerable -irnount of volunteer activity in order to "live within our budget."

This leads to some final remarks which I wish to leave with you concerning the

current bill pending in both the House of Representatives and hr:fore this

corninitee. As I mentioned previously, I have seen approximately la0 allegedly

sexually abused children in the past 15 mcnths. My own activities are only an

example of the kind of activity that many other professionals in the arca of

child abuse and neglect find themselves. They work very hard and always find

themselves in short funding situations. It is necessary for our own team to

"scrounge" from various funds in order to even continue with some of the

programs which I have mentioned above. Were the child abuse and neglect effort

to be diluted by considering the "Baby Doc" issue as part of the child abuse and
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neglect enabling legislation, it would be a tremendously difficult situation in

which to work with the already existing programs and many, many children who

need services with the limited funds available. Imagine if you will the number

of newborntiktensive care nurseries that exist throughout the United States, we

have five or six in the state of Utah alone. Similarly, imagine the ftumber of

infants who would be born with characteristics that might fit the "Baby Doe"

description in the legislation -- that is severely and congenitally involved

infants. Also consider the magnitude of the task of non-professionals screening

birth certificates (which would be the only way to accurately assess the

problem) and corning up with many infants who might fit the broad criteria for

"Baby Doe" but who in reality would have non-similar medical histories. It

would take substantially more manpower, financial aid, and would involve non-

professionals interacting with situations which are highly technical in terms of

the medical problems and the indicated treatment described to even come close to

making some kind of an assessment as to the number of these children who might

be "abused or neglected." Not only would it burden the medical systems, the

needed funding for the professional or non-professionals to interact and case

find; but it would also burden the already over-burdened child protection

program, (the average case load of the child protection worker in the State of

Utah varks between 20 and 50 children), and of course finally, the courts both

juvenile as well as district, would become even more water logged and consti-

pated than they currently are. As you might suspect, I would not be an advocate

for the enactment of that legislation. However, I recognize the rights of the

"Baby Doe" children and would certainly feel strongly that the systems involved

in the already active hospitals professional and ethical programs as well as the

387



382

President's Commission for the Study of Ethical Problems in Medicine an,

Biomedical and Behavioral Research have already, and do daily deal with

issue. I would hate to see the already diluted and insufficient funds be'

even more diluted through enactment of legislation such as this.

In conclusion, I very much appreciate the opportunity to share with you the

information and the activities of our child protection team in the state of

Utah. Similarly, I also appreciate the opportunity of sharing with you the tre-

mendous amount of volunteerism and successful community interaction which is

present in the child protection arena in the state of Utah. I hopethat my

remarks may have been of some interest to you, and help to yo.: as you consider

the reappropriation of the child abuse funding. Hopefully, it might be even

funded at larger amounts the currently anticipated.
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Senator DENTON. Thank you, Mr. Palmer.
Mrs. Bigger, I want to welcome you publicly since you are from

my home State. I am glad to see you here and congratulations on
the work you are doing with Parents Anonymous in Alabama.

You mentioned to me privately when we met that you did need
the seed money because you have the volunteers available, but you
do need that money. And I favor Government programs which de-
liver services through ongoing programs by paying the expenses of
that program. It is synergistic, whereas going through an entire bu-
reaucracy, the managerial, clerical, people of that nature, present
enormous expense.

I have seen some material in your testimony that $75 a year
covers the cost of servicing one family.

Ms. BIGGER. I believe we say that one family can be serviced with
between $50 and $75 a year. As far as volunteers are concerned, we
man a 24-hour phone line. We have 100 people on our support com-
mittee. We have a 24-member board in Calhoun County. And when
I talk about Calhoun County, it is because I know about it. But
these same things are being duplicated in other counties in the
State. Then we have the people involved in our parenting pro-
grams, in the teaching, in the setting up of theprograms with the
city and county schools.

We have the churches who do our transportation for us. We have
24 churches who take a month abdut, doing our transportation. I
would say that we get $75,000 a year in volunteer services for the
little amount of money that is put into one county in Alabama.

Senator DENTON. How much progress have you seen achieved in
an area in which others seem not to be addressing; that is, helping
children who have been abused?

Ms. BIGGER. I think we are making progress there, too. We held
the children and baby sat with them for about 3 years. And then
last year in May we made application to the National Parents
Anonymous for $4,000 as seed money for a program. We have been
running a whole year now on that $4;000.

But what we do, we pay consultant fees, and then these people
recruit and train the volunteers in the nurseries. We do see prog-
ress. We had, for example, one family where the oldest little boy
there were three boyshad been sent to a home away from Ala-
bama because ncrfoster home could take care of him.
. Now we have the two younger children and Brad and Montez
both ate really hyperactive children. And they do need supervision.
But they are making progress, and the week oefore last, I believe it
was, when Brad came in, there was a little confusion, and so not
wanting to be a part of this, he asked to be put in the timeout
chair. We felt then that he was making real progress. The child
care volunteers are doing things with empathy, with behavior
modification techniques and with the timeout chair, and these
things I think are really helping the parents.

We are also talking to the parents about what we are doing for
the children so that they will go home and carry through with
some of these things.

Senator DENTON. How much of your funding comes from private
sources.9

Ms. BIGGER. We are funded by United Way.
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Senator DENTON. You are funded by United Way?
Ms. BIGGER. We are funded by United Way and private donations

in our county. And then our $32,500 grant on the State level came
through the Alabama State Department of Pensions and Security.
We received that in December, and that is the money that we used
to hire our new State director and set up a small office in Ala-
bama.

Senator DENTON. Mr. McNally, I want to join all of those who
would commend Johnson & Johnson for their altruistic involve-
ment in child abuse. The Levi Strauss Corp., and the Scholl Foun-
dation have also been involved through Parents Anonymous orga-
nizations. How would you suggest that we successfully solicit fur-
ther participation on the part of the private sector in this area?

Do you know whether, for example, there is anything in the
President's report on the private sector task force initiatives?

Mr. MCNALLY. Personally, I do not know that there is anything
in that report, but it seems in the couple of programs that we have
run to promote corporate awareness that corporate members talk-
ing to other corporate members is one of the best ways to get other
people to do things and to get other corporations to go along.

And it seemsthat seems to be the most workable solution. It is
almost a one on one.

Senator DENTON. Do you have other companies in your area with
plans to participate?

Mr. McNI.,LLv. We have a number of companies that do donate to
our chapter, and, for example, Merck,. Prudential, Squibb, Allied
Chemical, Knowle Pharmaceutical; there are a number of corpora-
tions in New Jersey that do donate time and money.

Senator DENTON. Your Chestnut Street project is certainly
worthwhile. Do you plan for any more such primary prevention
projects?

M r. MCNALLY. We have applied for a grant from Gulf & Western
that would extend the Chestnut Street project to a day care center
also. So it would be a continuation. The Chestnut Street project,
that parent linking project, has helped over 760 families in the
State of New Jersey in the 21/2 years that it has been running.

So we hope to expand it in that manner.
Senator DENTON. Thank you, sir.
Mr. Sherman, I was not here for your testimony; however, I read

your testimony last night, and I would want to congratulate you
for your comprehensive program and the effectiveness of the Camp
Fire program.

I noticed you had references frequently to boys in there. I have
heard of Camp Fire Girls; I have never heard of Camp Fire Boys.
How does that work out?

Mr. SHERMAN. Well, Mr. Chairman, Camp Fire became a coed or-
ganization 7 years ago, and changed the name from Camp Fire
Girls to Camp Fire, Inc.

I am the first male director since 1943 to head the organization.
And of our 500,000 members at this particular time, roughly 15
percent are boys, and it is an ever increasing number of our mem-
bership. We offer the same range of programs, camping programs,
our small group club programs, and innovative response programs
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to boys and girls separately and together at all different levels
within the Camp Fire program.

As a matter of fact, in your home State in Birmingham, Ala., we
hale one of our fine Camp Fire programs in operation that serves
both boys and girls, that is doing youth employment programs.

Senator DENTON. Have you been able to enlist community agen-
cies into your efforts to educate people about sexual abuse?

Mr. SHERMAN. We have done a nationwide prevention education
program in the area of abuse and sexual abuse, and many local
projects emerged from that. And most of those local projects were
collaborations in local communities between community youth
serving organizations, child organizations, universities, the United
Way, and other Camp Fire programs.

And so there has been a good deal of collaboration that has
taken place as a result of the education and information program
that we have established.

Senator DENTON. Ms. Vecchiolla, I apologize for not having been
in here for your oral testimony, and you did not have a written
statement.

Ms. VECCHIOLLA. I do have a written statement, Senator Denton.
I am sorry it is late. My secretary was on vacation last week.

Senator DENTON. I know the problem.
Ms. VECCHIOLLA. I also have for the record two pieces of material

that I would like to submit. One is a copy of issue of "Connecticut's
Children," which I think you might find interesting, as well as an
overview of the Connecticut model system, which is the program I
spoke about in niy testimony.

Senator DENTON. With your indulgence, then, I will read all of
your material and then send you written questions.

Ms. VECCHIOLLA. Thank you.
Senator DENTON. Dr. Palmer, we hear a lot of complaints about

the Baby Doe provisions, but not many constructive solutions. Do
you have any ideas about what we can do to prevent such a horri-
ble form of child abuse as denial of nutrition and treatment to
handicapped infants?

Mr. PALMER. I believe that, first of all, I thinkI guess the direct
answer to that question would be that I think that many of the
people who are working in newborn intensive care nurseriesin
fact, before I came here to testify, I talked with the directors of our
newborn intensive care nurseries, which are networked with the
University of Utah program, and we really had a hard time think-
ing of anyperhaps maybe twothat we could think of collective-
ly, infants that would fit the Baby Doe kinds of issues that are laid
out in this concern.

I thinkI guess I feel that many people who are in newborn in-
tensive care nurseries, most neonatalogists that I know, most of the
geneticists, at least that I am personally acquainted with in our
program in Salt Lake, are advocates for Baby Doe children, and are
not involved, at least in the things that Baby Doe legislation is at-
tempting to prevent.

And my concern, of course, in that issueand looking at it per-
haps from our own State's issuewould he that it would be terribly
difficult to clarify who is a Baby Doe under the circumstances
where someone is being denied appropriate medical therapy; you
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know, what is appropriate medical therapy? And by whom should
that be decided?

And, you know, I believe that promotion of the well being of chil-
dren, truly being children's advocates is the best way to deal with
the issue. I do not .know that putting up signs and clogging the
system by looking attrying to find infants when there are so
many other infants and children who need that money; I am not
sure, at least in this funding time, is the appropriate use of funds.

Senator DENTON. I wish you had been at our hearing. We came
pretty close to reaching a meeting of the minds with those among
whom such a meeting would be unanticipated: The representation
from the American Academy of Pediatrics took the position that
the Government ought to stay out of that.

And I acknowledged to myself as I approached the hearing that
the nub of the matter was the termthere are various ways ,of
saying it, but what was your term, ordinary medical treatment?

Mr. PALMER. Acceptable medical therapy.
Senator DENTON. Yes. OK. There are several terms used for that.

But it sort of begs the question to assume that that is always a def-
inite and black and white definition. However, what came out of
the hearing, I think, as a result of the Surgeon General's testimony
and the other testimonies, is that what is really intended by our
bill language is not a gross generalization about overall care of
children, but a more specific approach to something which the
American Academy of Pediatrics itself reports in its journals as
having been grossly misunderstood. For example, there are now
new treatments for spina bifida, which, if they are implemented
early and properly, can change markedly the expectations which
have been brewing in the minds of too many regarding the pessi-
mistic outcomes for those children.

It seems that the actuality is that what the Department of
Health and Human Services regulation does is not address the
broad general area, but rather specifically spina bifida and other
defects where therapies are known to exist. The intent is to insure
that nourishment is not turned off for a child for these very limited
defects which the government believed were not being treated in
some cases, perhaps not from a motive of anti-Hippocratic princi-
ple, but from ignorance because it is a new and fast developing ex-
pertise.

And information about treatments was not getting around in the
profession. It is not a perfect regulation. But I was persuaded, and I
think most at the table werein fact, I would hazard to say all
werethat unless it proves to be ,troublesome in these sense that
you mentioned, namely, that in many cases it is impossible to
make a determination it is better to go ahead with it, with the un-
derstanding that it applies to that which would previously be out-
lined as the area of application.

That is the one missing link in that law, I believe, for what it is
worth.

Mr. PALMER. Senator, my concern is in one sense that we take a
setting where a decision has to be made as an emergency, which is
what roust be done in terms of spina bifida or myelomeningocele;
that is, if the child' has an, open spine, that must be closed in the
first 48 hours of life or the child will get meningitis 60 to 70 per-
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-ent of the time. So it is difficult to make a decision knowing that
that will in fact last with the child for the rest of his or her life.
And yet- -

Senator DENTON. What is going to last? There was much testimo-
ny about people ignoring the advice of doctors who said their child
was going to be a vegetable. They went ahead, had the therapy ap-
plied and the child was not a vegetable at all. We had examples of
kids being stars on television shows and things like that.

Mr. PALMER. I agree. I think if you make that first step, then you
must make the other steps that are inherent with that decision.

Senator DENTON. Why not make the first step if it is scientifical-
ly ascertainable by statistics now that if the step is taken, the odds
are extremely good.

Mr. PALMER. I believe you should take the step. I am coming
from a treating program. I am not talking about not taking that
first step.

Senator DENTON. Well, as I said the representative of the Ameri-
can Academy of Pediatrics admitted that in some instances the
step was not being taken. The suggestion was made that the par-
ents who may be in trauma for the first couple of weeks or so by
not consenting to feed the infant would automatically lose parental
rights. And then parents who would adopt would be permitted to
adopt and they would go ahead and give the permission.

That was the sense of much of the testimony. It was rather inter-
esting to me because I am not a doctor; my brother is. And I am
not entirely ignorant of it, and I have learned a lot from laymen
and reading about it.

But I think you would not have been discouraged by the way it
was all aired out.

Mr. PALMER. I appreciate that. And I was really making my re-
marks only in terms of lessening funds for the child abuse issues
that we all are talking about this afternoon.

Senator DENTON. Right.
You feature a multidisciplinary approach to the child abuse pro-

gram. Do you see a definite benefit from that type of approach?
Mr. PALMER. Oh, the benefit is just immeasurable because what

that does is it gives you interaction with each of the disciplines
that the multidisciplinary approach represents in the community,
and in order for any child protection effort to be successful, you
must be thought of as somebody who has a helpful program in the
community. And a dialog that is possible through the multidisci-
pline approach is not only for the child's well-being in terms of
being better managed and better treated, but also for the rehabili-
tation aspects of getting the child and family together in a success-
ful way.

[Additional material supplied for the record follows:]
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Introduction

The Children's Hospital and Health Center (CHHC) in San
Diego, California, is a 158-bed tertiary care pediatric
center serving two million people in San Diego and Imperial
Counties. The Center offers the community several spe-
cialized services, including a hospital-based child abuse
prevention and treatment program. As Medical Director of
CHHC and as a physician who has devoted a major portion of
my professional career to combating child abuse, I submit
these comments on the reauthorization of the Child Abuse
Prevention and Treatment Act (Public Law 93-247), as amended
(the Act).

My testimony arises from two perspectives. First, as
head of the child protection program and as an active member
of the physical abuse review committee at CHHC, I treat
scores of abused children every year. Second, as one of two
consultants to the American Academy of Pediatrics on child
abuse problems and as a frequent witness in civil and
criminal proceedings, I can attest to the profound impact
which child abuse plays in shaping the formative years of
vast numbers of this nation's young people.

Since enactment of the Act in 1974, we have made signi-
ficant progress in both knowledge and treatment of child
abuse. The National Center on Child Abuse and Neglect
(NCCAN) is to be commended for its major role in heightening
our awareness of this problem through its research on the
issue and its guidance to state and local agencies in com-
bating the problem. NCCAN currently funds 65 vital research
and demonstration projects nationwide which encompass a
variety of activities. The major areas involve: preven-
tion; clinical treatment; public child protection services;
legal juvenile court services; sexual abuse prevention;
adolescent maltreatment (including sexual exploitation) and
prevention; protection of children in special institutions;
mental health programs for abused children; and programs
aimed at children with developmental and other disabilities.
However, budget reductions, in the face of increased in-
stances of child abuse nationwide, threaten NCCAN's progress
in these areas.
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Hudcet Overview

In 1981, the Administration proposed that the programs

authorized by Public Law 93-247, as amended, should be

enfolded into the Social Services Block Grant in FY 1982.

While Congress rejected the Administration's proposal,
funding for the programs was cut from the FY 1981 16vel of

$22.9 m.:11ion to $16.2 million. Specifically, $9,479,000

was appropriated for the discretionary funds program and

$6,720,000 was appropriates for the state grant program.

In 1982. the Administration again proposed a substan-
tial reorganization of the child abuse prevention and
treatment programs for FY 1983. Funds for the state grant

program were to be reduced by $2-million and the discre-
tionary funds for research and demonstration activities were

to be grouped with other Office of Human Development Ser-
vices (OHDS) projects under a single level of funding at $31

million. This latter proposal provided for no increase in

funds over the FY 1982 level. Congress again rejected the
Administration's proposal and agreed to fund these programs

at the FY 1982 appropriation level.

This year the Administration is proposing to continue

funding for the state grant program at $6,720400 for FY

1984. However, for the discretionary funds program, the
Administration is proposing to block grant funding allocated

for child welfare research, child abuse prevention and

treatment projects, social services research and adoption

opportunities at $9 million. Compared with the FY 1983

levels of funding ($22 million) for all of these programs,

this figure represents a catastrophic budget reduction.

Consequences of Budget Reductions

Since implementation of these budget reductions, states

across the country have reported increased instances of

child abuse. A survey of child abuse specialists in all

fifty states and the District of Columbia, conducted in the

fall of 1982 by the National Committee for the Prevention of

Child Abuse, revealed that 39 states witnessed an increase

in reported cases of abuse in the past year. Moreover, 14

states recorded an increase in the number of deaths due to

abuse and 33 states reported more serious cases of abuse.
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For the State of Clifornia, a fifty percent increase
in physical abuse cases. and a 95 percent increase in sexual
abuse cases were seen from 1979 through 1981. During this
same time period, San Diego County witnessed astronomical
increases in the reported cases of-physical abuse (271.82%)
and sexual abuse (467.08%). In--Imperial County, substantial
increases also were recorded during this time frame for
physical abuse (16.06%) and sexual abuse (92.86%).

At the San. Diego Children's Hospital, the numbers of
child abuse deaths have risen since 1979. In 1979, CHHC was
credited with no child abuse deaths. However, in1980, four
deaths were recorded; in 1981, six deaths; and in 1982,
another six deaths were reported.

Indications from local authorities, reveal that these
soaring rates of increase have continued unabated throughout
the past year. To a degree, these increased reports of
child abuse reflect our heightened awareness and recognition
of the problem-itself. In the State of California, more
stringent reporting requirements as Well as severe economic
pressures on families also have been cited by officials as
contributing to the marked rise in child abuse cases.

Yet, at a time when child abuse appears to have reached
epidemic proportions, the State of California has been
forced to reduce by approximately twenty percent the number
of budgeted social work positions to administer child pro-
tection services. This reduction has occurred as a result
of federal cutbacks in funds for child abuse prevention
programs since-1981. In turn, this reductiop in the work
force has raised the case load per social worker.

Because of these circumstances, every county in the
State has been forced to limit the type of cases handled by
their child protection agencies. Jor example, several
counties have implemented policies not to treat children
above the age of twelve years except in rare circumstances.
Other counties are considering more stringent limitations
such that children above the age of six years will not be
treated. As a result of these restrictions, a child above a
certain age limit with superficial injuries -- e.g., slight
bruising, welts or scars -- will not be admitted for treat-
ment. Only children with more severe injuries -- e.g.,
black eyes or burns -- will be handled by the child pro-
tection agencies. Clearly, as a result of budgetary con-
straints at a time of record increases in reported child
abuse cases,.the State of California has been forced to
provide primarily crisis intervention rather than preventive
and Supportive services.
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Conclusion

Despite the increase in public awareness of this
national problem, more work clearly needs to be done in the
areas of child abuse prevention. The very success of NCCAN's
programs has led us to realize that abuse and neglect of
children is a serious, and-unfortunately growing, problem in
America today. Recent studies have confirmed that each year
over one million children are needless victims of abuse and
neglect. Over 44,000 children are the victims of sexual
abuse. At least 1,000 children die annually as a result of
severe physical abuse and neglect. These-estimates are
based only on cases which actually have been reported. Most
experts agree that the real incidence of abuse is two to
three times higher.

The National Center on Child Abuse and Neglect stands
as a model federal initiative: it was created to address an
acute national problem; it has served as a resource for
state child abuse programs; and it has joined successfully
with the private sector to address the many problems asso--
ciated with child abuse and neglect.

If we are going to 'continue to have an impact on the
problem of child abuse in the United States, it is critical
that the federal presence be maintained and that the acti-
vities of NCCAN and the programs it administers be given
sufficient financial support. Any cutback in federal funds,
particularly at this time, will have a devastating effect on
our ability to combat this serious national problem. In

fact, if additional funds are not authorized under the Act,
an already severe national problem will continue to deter-
iorate without any hope of improvement in the near future.

For thes'e reason's, we urge this Subcommittee to reject
the President's FY 1984 Budget Request and to reinstate the
FY 1981 authorization level of $30 million for the child
abuse prevention programs in the FY 1984 Budget Request.
Moreover, we request this Subcommittee to target at least
$15 million of the discretionary funds within OHDS speci-
fically for child abuse prevention and treatment projects to
enable continuation of the vital work in these areas.
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A tragic consequence of our nation's prolonged recession and high

unemployment has been the sharp increase in child abuse incidents and

in the numbers of deaths of children caused by abuse.

The rise in reports of child abuse cones at a time when federal

support for children and families has declined. In 1982, federal child

abuse money was reduced from $22.9 million to $16.2 million. FUnds for

Title XX -- the major federal program of support to states for social

services -- were cut by.23 percent. Assistance under Title XX goes to

the oore services needed to help families under pressure: protection or

abused children, and daycare and homemaker services that can prevent

child abuse.

Significant reductions were also mane in other federal support

programs for families: maternal and child health, care for women and

infants, foster care and tion.

The combination of funding cuts and the pressures of unemployment

and the depressed economy, touching many of the nation's families,

raises the question of how changes in support for social and health

services are affecting our response to child abuse.

UneAoloyment and Child Abuse

A survey of twelve states conducted in the spring of 1982 by the

National Child Abuse Coalition offered a preveiw of the seriousness of

the problem.

In Oregon, where lost jobs in the tither industry pushed unemployment

well above the national rate, the reports of child abuse rose in 1981

by 46 percent over 1980. The Protective Services Unit of the Oregon
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Children's Services Division had this to say about the increase:

We believe the marked increase of 865 child abuse
reports in 1981 can be partially attributed to the
distressed econcmy which resulted in an increase
in ummoloyment and related individual stress
problems.

In the first four months of last year almost 200 more children

were abused in Oregon than during the same time in 1981.

In South Carolina, where mill closings contributed to an

unerployment rate of 11.3 percent in early 1982, five children had

died as a result of abuse in the first five months of that year, the

sane number of child abuse related deaths as in all of 1981.

In a state with unemployment at 15 percent, over half the cases

of abused' and neglected children referred to the Michigan Protective

Services Division came from the four counties where major autombbile

plants supply the jobs. Other highly populous counties not as heavily

dependent upon the automobile industry did not show as large a Share.

of the state's cases of abused children.

A study conducted in Wisconsin from 1979 to 1981 reported that in

the ten counties with the highest unemployment increases cAc.s of child

abuse went up by 69 percent, compared with a 12 percent rise in the ten

counties with the lowest increases in unemployment.

Increased Reports of Child Abuse

In January 1983 the National Committee for Prevention of Child

Abuse (NCTCN conducted a telephone survey of all- 50 states to obtain

statistics on the number of reports of child abuse and related deaths in

1980, 1981, and 1982. Of the 29 states that had official data, 21 states

22-024 0- 89 =26.
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shoed an increase in the number of reports in 1982 over 1981. Among

those there was an average increase of 12 percent. Sane states were much

higher: in North Dakota reports increased by 15 percent; the number of

Child abuse cases in Oklahoma rose by 25 percent in one year; cases

in New Mexico were up by 29 percent.

In Alabama, where figures are not yet out on the last six months

of the year, over 12,000 cases of child Abuse were reported in the first

half of 1982. If the trend continues it is estimated that sane 24,600 child

abuse cases. in Alabama will be recorded for the year, above 1981 figures

of 18,654.

More than one in four states reported an increase in child abuse

deaths, and among those states the number of deaths rose by 44 percent.

Some states recorded even higher increases. In Kentucky, the number of

children dead fran abuse tripled between 1980 and 1982. Deaths in Utah

quadrupled over the three years. In Maryland, six children were reported

dead fran abuse in 1980; 10 deaths occurred in 1981 and last year abuse

accounted fur the deaths of 22 children in Maryland.

Cuts in Services to Abused Children

At the same time that states are experiencing increases in reports

of child abuse, in reports of children being abused more severely and in

numbers of deaths caused by child abuse -- as well as an increase in the

amount of reported sexual abuse -- federal and state funding cuts to child

protective services agencies have resulted in layoffs of staff and

cutbacks in services for abused Children. Half the states have had to

reduce both staff and service dollars.
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Cuts in funds have been felt first at the administrative level,

meaning layoffs in staff in order to keep service programs. But state

and local governments have been forced to go further, prioritizing

programs in order to continue funding protective services for Children.

As a result, child abuse preventive services have often taken the largest

cuts.

In many states that face reduced staff and increased reporting of,

abuse, attention to children is decided based on the severity of the abuse

reported. Small hUmbers of Staff cannot handle the increased reports of

child abuse if all bases were seen as before. In some states reglected

children are given little or not attention. Others are considering

redefining, in response to reduced budgets, the types'of reported child

abuse that would be investigated. Ter example, children of sc41 age

or children over age 12 would not generally be considered gered.

In Nest Virginia for example reports of chi have increased

while staff in child protective services has declined because of funding

.cuts. Caseloads have become unwieldly and priority of attention is given

-to children who are more severely abused. Services to prevent Child abuse

have been almost eliminated. ,

Minnesota reports reductions in staff, resulting in prioritizing of

ragps based on severity, early closing of cases and United response to

reports of child neglect.

pp the positive side, seventeen of the states surveyed by NCPCA asserted

that no cuts had been made, explaining that child abuse is a priority in

their states and a certain level of support is maintained for child Abuse

programs.
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Federal Response to Child Abuse

It is against this background that we must consider the role

of the federal government in dealing with child abuse and neglect.

In 1974, Congress enacted the Child Abuse Preventicn and Treatment

Act (P.L. 93-247) establishing the National Center on Child Abuse and

Neglect (NCCAN) as the focal point for federal efforts to addressthis

problem.

Professional capacities and resources to handle the problem of child

abuse are still in their infancy. We have only begun to find effective

ways to protect children and strengthen families. We still need to find

a way to prevent Child abuse on the large scale which it is occurring.

In 1980 the GOvernment..Accounting Office (GAO) identified child abuse as

"a serious nationwide problem" that needs more attention from the forlpral

government. Continued national focus on child abuse fran the federal

government is essential.

Consider what NCCAN has accomplished.

Public Awareness: Through its support of programs to educate the public

about child abuse and neglect, NCCAN has helped to increase public

awareness of the problem and develop a better understanding of what can

be done to (=bat child abuse. In a Harris poll conducted in 1981 for the

National Committee for Prevention of Child Abuse, more than three of every

four Americans rated child abuse as a serious prohlem, and one in which

the government should take a major responsibility.

The Harris poll had this to say:

The American public is no longer unaware of child abuse
and its consequences. tar fran it. The feeling that child
abuse constitutes a major and growing problem is widespread,
as is the mandate for government and individual action.
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Americans want sanething done to prevent child abuse,
they may be ready to identify what they can do; it is
timely to provide such education.

By supporting public awareness efforts, NCCAN has opened the door to

families in trouble. People now know that help is available.

State (;rants: Through its program of grants to states NCCAN has

helped the states improve their own child abuse laws and programs to

prevent and treat child abuse.

The federal involvement in child abuse through NCCAN highlights

child abuse as a critical concern for state governments.

NCCAN's state grant program shares information among states about

successful efforts in states, approaches and models that can be duplicated

elseere. States have used their money for a variety'of innovative

programs -- hotlines, public information campaigns, : establishing special

clinics.

All fifty states now have statutes requiring the repa-ting of child

abuse and neglect. NCCAN has helped states establish effective protective

services with better trained staff. Federal grants have supplemented

state funds for child abuse services with seed money to support special

treatment programs for abused-children and their families.

Leveraging Funds: Assistance from NCCAN to states and local organiza-

tions has worked to leverage funds in support of child abuse services.

Professional services have been volunteered worth dozens of times

over the initial federal investment.

Money has been used as a catalyst to form local programs of volunteers

working with parents and abused children.

Funds to state agencies have been successful in interesting other
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public and private agencies to sponsor programs for treating and
- _

preventing dhild abuse.

State funds have been appropriated to carry forward support for

programs that were seeded with federal funds from NCCAN.

Support has gone to Parents Anonymous, the self+help organization:

with programs in every state that has proven to be one of the most

effective approaches to the treatment of child abuse.

Federal Leadership: NCCAN provides leadership in demonstrating

improved ways of preventing and treating child abuse and in addressing

problems of national concern.

To encourage support from business and industry, NCCAN plans to

assist projects at the work place such as parent self-help groups and

education on parent-Child problems.

In response to increased reports of child abuse and the reaction of

some child protective agencies to order priorities for making investiga-

tions, NCCAN will assist demonstration projects in more effective

management of dhild abuse investigations.

To prevent family separations and the need for foster care placements,

NCCAN will support projects in family day care has that care for abused

children while allowing contact with their parents who are also being

treated.

that Is Needed

At the current funding level of $1'..2 million NCCAN is restrained

from exercising its full responsibility to give leadership in preventing

and treating dhild abuse. There is much more that needs to be done.
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Emphasize Prevention: Increased emphasis should be placed on

prevention. The alternative is too costly. Given what'we know about the

consequences of child abuse -- that children who run away from home, who

may be pulled into prostitution and pornography, who may suffer drug and

alcohol abuse, have often been abused at hare; that 80 to 90 perf.ent

of the nation's male prison population were abused as children; -- that

many tines parents who abuse were themselves abused as children;

that violence is learned as an acceptable way to handle problems;

-- given the disturbing increases in recent years in the meters of-

America's children who are abused we cannot afford to ignore the

importance of preventing child abuse.

G10 has reported that NCCAN has devoted little to prevention.

It suggested that NCCAN "identify and disseminate information about

practical and effective programs or approaches for preventing child abuse

and neglect and help states and localities inplement such approaches."

The area of child abuse prevention is still in an embryonic stage.

Professionals and velunteers are casting about in many directions to

find effective and efficient ways to promote healthier families and

reduce the risk of abuse to children. NCCAN could provide leadership by

supporting programs that demonstrate ways to prevent child abuse in

different kinds of communities. Ehphasizing volunteers and paraprofessionals

who can be effective in prevention programs, mares this a cost- saving

approach in its own right.

The National Child Abuse Coalition recommends that P.L. 93-247 be

amended to direct that NCCAN spend a substantial share of its funds on
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efforts to prevent child abuse. The coalition believes that 30 percent of

NCCAN funds directed at prevention efforts would be an appropriate

beginning. States should be enoouraged to use a portion of their NCCAN

grants for prevention activities.

Enhance NCCAN Leadership: Child abuse and neglect are not problems

existing in isolation from other issues of children's health, well-being

and growth. The National Center on Child Abuse and Neglect should be

brought into closer coordination with other related federal programs. With

the focus on child abuse and neglect in NCCAN, greater attention to the

prevention and treatment of the problem will result from a more broadly

established federal effort.

The 1980)GA0 report advised more attention to coordinating federal

child abuse programs to prevent duplication and to realize a more

efficient use of federal resources.

Toward this goal, the National Child Abuse Coalition makes two

recommendations. First, the Secretary of Health and Human Services should

be designated to chair the Advisory Board on Child Abuse and Neglect.

Other federal agencies should be similarly represented on the board.

Communication on child abuse and neglect at this level would make easier

compatible, cooperative planning among agencies.

Second, the Advisory Board should annually report to Congress a

comprehensive plan to coordinate best the goals and activities of all

federal agencies responsible for programs related to child abuse and

neglect. P.L. 93-247 required such a report as a one-time measure. An

annual report would encourage more coordinated planning throughout the

408
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federal goverment and reduce the occasion of duplicative efforts.

Increase Authorizations: Finally, the National Child Abuse rnalition

recommends the authorization level for NCCAN research and demonstration

programs and state grants in\child abuse and neglect be raised to

$30 million for fiscal 1984.

Given the tremendous increase in reports of abuse and neglect of

children, and the rising incidence of deaths related to ahlse, and given

the damaging effect of unemployment on families, contributing to child

abuse, national leadership is important to help states and communities

protect children and build strong families. Yet, because of restricted

budgets, this is the very tine when services are being cut. Abused

children cannot wait for the economy to icprovo. They need help now.

Beyond the current magnitude of the problem there are other reasons
1ft,

for raising the level of support to NCCAN.

The legislation under consideration expands the responsibility of

the National Center to study and investigate the national incidence of

harm to infants born at risk with life-threatening congenital impairments.

NCCAN is further required to extend technical assistance to states in

handling these cases. This.. additional mandate needs to be considered in

setting the authorization level in the bill.

In order to continue current levels of funding to states, a higher

authorization is needed. Seven states and two territories axe now

ineligible for assistance. When, as expected, more states became

eligible the amount each state receives would be reduced. Just to

maintain current funding levels a higher authorization is necessary.
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The size of state grants from NCCAN is already small, averaging $140,000.

At the low end, Venront receives $36,700. An increased authorization

would also accomodate a boost in state grants when states need the

help the most.

An authorization of $30 million'-- the same level authorized in

P.L. 93-247 for FY 81 -- would also enable NCCAN to address several

priorities now underemphasized.

More attention could be paid to demonstrating ways of preventing

child abuse and neglect. States could be encouraged to use a portion of

their NCCAN grants for prevention activities.

NCCAN could direct support to developing better services for the

abused children of battered women. Specialized services and referrals for

children aru needed in shelters, including coordination with other

community agencies that help children.

Inproying existing services to abused ef.i.ild.ren demands high priority

among NCCAN 's activities, especially now that protective agencies are

suffering reduction in serf, forcing curtailment of services. Raising

the level of support to NCCAN would enable more timely grants to go for

improving services -- assistance which pays off. in one year NCCAN

awarded a total of $3 million to 67 sites around the country in service

improvement grants, funding which was picked up by other resources

after the NCCAN grants were completed. An increased autharimtion could

help reverse the negative consequences of insufficient treatment

services in states throughout the nation.



405

A National Priority

The National Center can target a' limited amount of federal money

on child abuse that means extra spending at the state and local levels.

This program offers seed money needed to develop services that can

stand on their own feet. Support for NCCAN will continue to emphasize

child abuse as a national priority demanding the attention of -eve gone

* * *

The National Child Abuse Ocalition was formed in 1981 to coordinate

advocacy on"behalf of abused and neglected children. A list is attached
,

of the national voluntary and professional organizations belonging to

the onAlition.
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THE ASST./ CIArION OF JUNIOR LEAGUES. IN C.

TESTIMONY

SUBMITTED BY

THE ASSOCIATION OF JUNIOR LEAGUES, INC.

ON

S. 1003, THE REAUTHORIZATION OF THE

CHILD ABUSE PREVENTION AND TREATMENT

AND ADOPTION REFORM ACT OF 1978

TO THE

SUBCOMMITTEE ON FAMILY AND HUMAN SERVICES

OF THE

SENATE LABOR AND HUMAN RESOURCES COMMITTEE

ON

APRIL 21, 1983

G25 E W t..U.:(94N . Y. elliOrf 22 1212) 3554380:
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The Association of Junior Leagues appreciates this opportunity to

present written testimony in support of the reauthorization of the

Child Abuse Prevention and Treatment and Adoption Reform Act of

1978. The Association of Junior Leagues, an international women's

voluntary organization with approximately 142,000 individual members

and 242 member Leagues in the United States, promotes the solution

of community problems through voluntary citizen involvement--including

direct service provision and fundraising as well as advocacy.

The Association and the individual Junior Leagues have a long-

standing interest in children's issues in general and child abuse

legislation in particular. The Child Abuse Prevention and Treatment

and Adoption Reform Act of 1978 is a high priority for the Associ-

ation this year. This testimony provides background information

about the involvement of Junior Leagues in children's issues,

particularly child abuse and neglect projects, summarizes League

support for child abuse programs through public policy activities

and identifies the Association's position regarding S. 1003.

Junior League Projects Including Children

A recent survey in which Junior Leagues were asked to identify

program areas of interest showed that more than half of the 211

responding Leagues were interested in children's programs; their

interests were concentrated on child abuse and neglect, child care,

and advocacy in support of improved services to children. Other
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topics identified, which involve chi 1 dren's interests, include domestic

violence, parenting, teenage pregnancy, substance abuse, and youth

programs.

In 1981-82, Junior Leagues reported involvement in 1,740 projects

and expenditures of S7,125,260 on community activities. Many of the

projects focused on children's issues. The following table provides

an overview of project areas involving children's issues.

1981-82 Junior League Projects -
By Project Areas, Which Include Children's Issues

Project Areas Number of Projects
Junior League
Money Spent

Child Health and Welfare 338 S1,093,072
Criminal Justice 72 292,518

Education 217 538,007

Health & Well-Being 457 1,040,878

Total 1,084 52,964,475

Junior League Public Affairs Activities

A recent compilation of all public affairs activities of the Junior

Leagues identified more than 300 public affairs activities involving

children's issues (nearly 50% of all public affairs activities in

which Leagues participated). Leagues were involved in child welfare

issues such as adoption, foster care, and child abuse and neglect;

child care; juvenile justice; public schools; and teenage pregnancy,

among others.
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Child Abuse and Neglect

During 1981-32, 65 Junior Leagues reported involvement in 76 projects

directed toward the prevention and/or treatment of child abuse and

neglect. During this same period, Junior Leagues contributed approxi-

mately $320,000.00 to these programs. In addition, almost 700 Junior

League members were working with other community volunteers and pro-

fessionals in many local agencies administering and implementing

services in this area. These projects cover a wide range of programs,

including emergency child care, parent counseling, self-help groups,

hotlines and research activities. At least 12 Junior Leagues wer^

involved in guardian ad litem and court appointed special advocate

projects.

Collaboration

tiany child abuse and neglect projects were implemented through

collaborative efforts between Junior Leagues and other organizations.

Leagues worked in cooperation with local agencies including hospitals,

schools, youth groups, libraries, and other community groups. Junior

Leagues also collaborated with local, state and federal government

agencies, police departments and courts.

,Since its enactment in 1974, the Child Abuse Prevention and Treatment

and Adoption Reform Act has served as a catalyst for Junior League

ictivities.' For instance, a Florida initiative in support of state

legislation to\establish a guardian ad litem program was launched to

bring the state into compliance with the federal law. Many Junior

Leagues also have assisted in the development of Parents Anonymous
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chapters and worked for the passage of child abuse reporting laws in

their states.

The Association also collaborates with organizations at the national

level in support of programs to prevent child abuse. It is a member

of the National Child Abuse Coalition, a group of 20 organizations

formed to support the reauthorization of the Child Abuse Prevention

and Treatment and Adoption Reform Act, and will co-sponsor the Sixth

National Conference on Child Abuse and Neglect in Baltimore, September

25 -28, 1983.

Projects Related to Adoption

Junior Leagues and State Public Affairs Committees (SPAC's) also have

played an active role in supporting the expansion of adoption oppor-

tunities for hard-to-place children. junior Leagues in several states

played .a key role in obtaining passage of subsidized adoption programs,

and Junior Leagues across the country joined the Association in adieocat-

ing for the passage of the Adoption Assistance and Child Welfare Act of

1980 (P.L. 96-272). Jiinior Leagues and SPAC's also havetsupported

specific adoption projects in five states, providing volunteers and more

than $30,000 in program funds. In addition, Junior Leagues have been

involved in public affairs activities specifically concerning adoption

and numerous related public issues' such as permanency planning, foster

care review boards, court appointed special advocates, and guardian ad

1 i ten projects.
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Support for Reauthorization of Child Abuse Prevention

We have attended the hearings of this subcommittee and listened to

the' estimony of various organizations. We have read the reports- -

countless reports of nationwide increases in child abuse and neglect.

We wish to add our voice to the many which this subcommittee has

heard. We believe that the progress made in the last decade was the

result of good legislation, national leadership, and the commitment of

resources to the long-standing problems of child abuse and neglect.

The passage of the Child Abuse Prevention and Treatment Act in 1974

and the establishment of the National Center on Child Abuse and

Neglect (NCCAN) were key elements in establishing federal government

leadershi p.

Since 1980, the reduction in federal support for child abuse programs,

combined with the reduction of other social welfare commitments and a

nationwide recession, has resulted in a simultaneous increase in

incidents of child abuse and neglect and a decrease in resources to

combat the problems. Reports of increases in child abuse and neglect

have come from many groups, including the National Committee for the

Prevention of Child Abuse, as well as Junior Leagues involved in Child

Watch, a citizen monitoring project developed by the Children's Defense

Fund in collaboration with the Association of Junior Leagues. A 50

state survey conducted by the National Committee for the Prevention of

Child Abuse revealed increases in child abuse in 45 states. Many of

the Child Watch projects coordinated by individual Junior Leagues also

have found increased incidences of child abuse over the last year. For

417
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instance, the Wilmington, Delaware Child Watch Project found a 30

percent increase in reports of child abuse and neglect.

The Des Moines Child Watch Project discovered that child abuso and

neglect reports are the highest ever and, as the result of a statewide

reorganization of welfare department staff, there has been a marked

reduction in the number of case investigators available to follow-up

neglect and abuse reports. Albuquerque's Child Watch Project reported

an increase in reports of rape and other forms of sexual abuse of

children. The Hartford Child Watch Project reported increased reports

of children being denied basic needs such as food, and stated: "The

number and severity of child abuse case, are increasing resulting in

the placement of more children in foster care."

The Child Watch Project in Baltimore reported that, while the increase

in child abuse and neglect reports was only eight and one-half percent

from 1981 to 1982, the degree of in reported cases was signifi-

cantly more severe, including an increase in fatalities. Social serv-

ice workers reported changes in the families in which abuse is reported:

there were more multi-problem families whose problems are more intract-

able, and more families who have not traditionally sought help (i.e.,

middle-class families) are seeking help.

The Birmingham, Alabama Child Watch Project reported an increased need

for child protective services. The Salt Lake City Child Watch Project

reported: "More children are being abused and the abuse is far more
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serious (more frequent and more violent)." These .re just samples of

reports which corroborate a nationwide trend.

Need for Federal Leadership

We need a renewed commitment to the prevention and treatment of child

abuse and neglect. Further., cutbacks in funding, together with a

decrease in federal leadership, would be devastating. Congressional

leadership is crucial both in the area of childtabuse and neglect and

adoption programs designed to assist special needs children.

The Administration's proposed cutbacks in child abuse prevention and

treatment funding to a level of $6.7 million would result in a federal

expenditure of approximately $6 for each of the more than one million

children reported as abused each year. Considered another way, the

funds requested by the Administration are equivalent to less than

one-thousandth of a percent of the federal budget for Fiscal Year 1984.

Obviously, this nation can do more and can afford to do more to support

the prevention and treatment of child abuse.

Recommendations for Changes in S. 1003

While we strongly support reauthorization of the child abuse legis-

lation, we have some specific concerns about S. 1003 as introduced

in the Senate on April 7. First, we believe that' the authorization,

is too low. The proposed authorization of $17 million for NCCAN re-

search and demonstration programs and state grants in child abuse

and neglect would merely maintain the current funding level for
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these programs. II the seven states and two territories currently

not eligiblP to receive funds from the legislation were to become

eligible, current state grants--al ready low--would need to be re-

duced. Moreover, additional funds would be needed to help states

implement the "Baby Doe" provisions of S. 1003. While the Associ-

ation has not taken a stand regarding these provisions, we believe

that no additional requirements should be placed on states without

providing additional funds to implement them.

We urge an authorization of $30 million for child abuse programs.

Such a funding level would allow NCCAN to expand the state grant

program and increase its support for prevention programs, something

recomended by the Government Accounting Office and strongly supported

by the Association and the National Child Abuse Coalition. In fact, we

recommend that the language of the legislation be amended to direct

NCCAN to spend a substantial share of its funds on prevention programs.

We suggest that states also he encouraged to use a portion of their

grants for programs designed to prevent child abuse and neglect. In

addition, we regret that the separate authorization for programs

designed to prevent, identify and treat sexual abuse was dropped from

S. 1003 and urge that it be reinstated.

We also recommend that the reauthorization be for a minimum of four

years and that the Department of Health and Human Services be

required to develop a comprehensive plan annually to provide for

coordination of activities of all federal agencies responsible for

programs in child abuse and neglect.
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Concerns About AcitIption Provisions in S. 1003

We also have serious concerns about the language relating to

adoption in S. 1003, particularly the proposed changes in Title II,

Adoption Opportunities, Section 201 of the Act which state:

...infants born to teenaged individuals, unmarried parents and

thousands of children in institutions or foster homes may be in

serious jeopardy and...such infants and children are in need

(emphasis added) of placement in permanent adoptive homes..." The

language appears to infer that all children born to single parents

and/or teenage parents are in serious jeopardy. The proposed

changes could be interpreted to justify government intrusion in the

personal affairs of many families fully capable of caring for their

children. Further, adoption should not be considered the only

alternative in cases where children are in serious jeopardy since,

in many cases, natural parents lack resources rather than motivation

and the desire to care for their children.

Assistance is needed in helping adoption agencies to develop creative

programs that will find adoptive homes for the approximately 100,000

special reeds children identified as needing adoptive homes. We urge

the subcommittee to retain the original language of Section 201 which

focuses attention on special needs children, those children most in

need of adoptive homes. There are thousands of homes waiting for

heal thy i nfants. The need is to 'conti nue the leadership at the

federal level to develop creative approaches to strengthening inter-

state collaboration in the development of programs to successfully

place this country's neediest children in adoptive homes.
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The Association appreciates this opportunity to submit this testimony

in support of the reauthorization of the Child Abuse Prevention and

Treatment and Adoption Reform Act, and urges you to maintain this

subcommittee's leadership on behalf of children.

Virginia Thomas Au sti n

Public Policy Chairman

The Association of Junior Leagues, Inc.
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STATEMENT

of the

AMERICAN MEDICAL ASSOCIATION

to the

Family and Human Services Subcommittee
Labor and Human Resources Committee

U.S. Senate

RE: S. 1003 Reauthorization of the National
Center on Child Abuse and Neglect

April 27, 1983

The American Medical Association takes this opportunity to submit its

Comments or. S. 1003. The AMA supports reauthorization of the National

Center on Child Abuse and Neglect (Center), but opposes provisions of S.

1003 that relate to handicapped infants.

This bill would reauthorize the Center for three years. The funding

authorization would be $17,000,000 for each of the three years. Included

in the $17,000,000 is $7,000,000 for stE:te child abuse prevention and

treatment grants and $2,000,000 for activities.

Several statutory changes would be made by this bill apparently to

address situations where severely handicapped infants might be denied

medical treatment or nutritional sustenance.
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This bill would require the Center to conduct a study on the national

incidence of child abuse including a "determination of those incidents of

child abUse and neglect which involve the denial of nutrition, medically

indicated treatment, general care, or appropriate social services to in-

tants at risk with life-threatening congenital impairments." The Center

would report to Congress the findings and recommendations for legislative

and administrative changes as are appropriate.

In addition to current activities, the bill would require the Canter

to provide technical assistance and training that will encourage and

assist the states in developing, implementing cr improving procedures to

ensure that nutrition, medically indicated treatment, general care and

appropriate social services (including services assured under the provi-

sions of section 504 of the Rehabilitation Act of 1973) are provided co

infants at risk with life-threatening congenital impairments.'

To qualify for grants for prevention and treatment programs in child

abuse and neglect, this bill would require states to have procedures to

be followed by child protective service agencies, health care facil=-

ities, hea]th and allied medical professionals, such other agencies or

individuals as a State may deem appropriate, socl.al service providers,

and courts of .ompetent jurisdiction, to ensure that nutrition, medically

Indicated treatment, general care, and appropriate social services are

provided to infants at risk with life-threatening congenital impair-

ments." Further, the current requirement that a state provide for the

reporting of suspected child abuse and neglect would be expanded to

require a procedure for "any interested person to report to appropriate
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authorities any known or suspected instance of the denial of nutrition,

medically indicated treatment, general care, or appropriate social ser-

vices to infants at risk with life-threatening congenital impairments."

The adoption provisions would also be amended to require the Secre-

tary to review model adoption legislation and make changes to facilitate

"adoption opportunities for infants at risk with life-threatening con-

genital impairments."

COMMENTS

National Center on Child Abuse and Neglect

Child abuse is an important health problem. In 1981 the Center .

reported /there were 652,000 known cases of child Abuse per year. These

included 207,000 cases of physical assault, 138,400 cases of emotional

abuse, 108,000 cases of physical neglect, and 44,700 cases of sexual

abuse. These statistics do not-, however, provide a true measure of the

full extent of the problem. The National Center's study does not include

the incidence of child abuse and neglect known to non-professionals, but

not reported. Expert observers believe that the actual incidence is at

least 1,000,000 cases per year. It is also estimated that 2,000 5,000

children die each year as a result of physical abuse or neglect i4nd many

more are severely injured or impaired as a result of abuse or neglect.

The magnitude of the problem and its tragic consequences for children

and society make it imperative that all elements of society, governmental

and'non-governmental undertake programs to minimize and if possible

eliminate the abuse of children. The AMA and physicians recognize the

essential role that medicine-plays in controlling child abuse. Thn AMA
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House of Delegates, in December 1982, approved a report entitled "AMA

Involvement in Prevention and Treatment of Child Abuse and Neglects' A.

copy of this report is enclosed. This report discusses the problem of

child abuse, the physician's role in addressing the problem, and plans

for increased AMA involvement in this area.

At the same meeting in December 1932, the House of Delegates approved

a 'report of the Judicial Council which states, in part, The physician

who fails to comply with the laws requiring reporting of suspected cases

of abuse of children and elderly persons and others at risk can expect

that the victims could receive more severe abuse that may result in per-

manent bodily or brain injury or even death . . . The obligation to com-

ply with statutory requirements is clearly stated in the Principles of

...,...,;_, Medical Ethics. As stated in 1.02, the ethical obligation of the physi-

cian may exceed the statutory legal requirement." A copy of this report

is also attached.

The most useful and beneficial role of physicians is the prevention

F.-.

of abuse and neglect. They can provide or arrange for prenatal and post-

natal family counseling, identify problems in child rearing and par-

Nenting, and advise about family planning and birth control. Physicians

should understand and be sensitive to the factors such as the quality of

marital relationships, discipkinary styles, economic stresses, emotional

problems and substance abuse that result in the abuse of children. Phy-.

sicians who are caring for patients have an excellent opportunity to

identify families with special problems at an early stage and to refer

them to appropriate profesgionals so the family may receive treatment

before a child suffers serious injury.
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In these situations where a physician observes that a child has been

abused, the report states it is "the physician's responsibility to pro7

tect the child from further harm." This may require promptly informing

the appropriate agency that handles child protection matters and, in some

cases, admitting the child to a hospital. According to the report, it is

necessary for the physician to conduct a prompt evaluation of the child's

'physical, emotional and developmental problems when the child is hospi

talized. Consultations with other physicians should be conducted as

necessary to evaluate and document the physical and psychological results

of the abuse or neglect. During the evaluation process it is essential

that the physician record the findings in the medical chart, since the

medical record may provide the means of preventing further abuse

including pivotal evidence in juvenile or family court.

The report provides for increased AMA activities in the area of child

abuse, including:

1. Working with state medical societies to facilitate
existing programs that focus on prevention and treat
ment of child abuse-and neglect, particularly those
capable of stimulating greater physician involvement
and illustrating the value of multidisciplinary
teamwork.

2. Encouraging state medical societies to establish com
mittees on child abuse.

3. Urging state and county medical societies to establish
liaison with specialty societies, the educational com
munity, the legal and dental professions and other
civic, community and professional groups involved in

this area.

4. Preparing and distributing printed and audiovisual
materials to inform physicians of the nature and extent
of the problem of child abuse and neglect and the role
they can play in identification, treatment-and
prevention.
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5. Delineating treatment approaches at various levels of
physician participation, so that specific guidelines

can be prepared to help physicians carry out their

reporting and case management responsibilities.

6. Encouraging the AMA Auxiliary to take a leading part in
disseminating information, promoting parent education
programs, creating coalitions with other volunteer
organizations, and conducting preventive programs
utilizing volunteers.

7. Sponsoring a national conference to highlight model
programs of prevention and treatment, especially those
in which state medical societies play an important
part, and to help the profession keep abreast of new
developments in the field.

8. Recognizing, through awards, outstanding child abuse
programs and other achievements in detection, preven
tion, treatment and public and professional education
regarding child abuse problems, for the purpose of
encouraging continuing support for such programs.

This report was only recently adopted. The AMA is now planning the

programs to accomplish these recommendations. An advisory panel is

assisting us in the implementation phase of this project.

While the AMA and other nongovernmental organizations are essential

to efforts aimed at reducing the incidence of child abuse, the govern

mental sector is a necessary partner. The Center has served an important

rule in the prevention and treatment of child abuse since its establish

ment in 1974. The major functions of the Center are: 1) generating

knowledge on prevention, treatment and improving programa; 2) collecting,

analyzing and disseminating information on child abuse and neglect and

programs to reduce the incidence; 3) assisting states and local cbm

munities in implementing child abuse programs; and 4) coordinating

federal efforts on child abuse prevention and treatment. The AMA

428



423

believes that if these activities were to be discontinued, current pro

grams to prevent and treat child abuse would stiffer significantly and

progress in the area would be slowed. Therefore, we support reauthor

ization of the Center.

Handicapped Infants

Recently, the tragic circumstances of infants born with severe handi

caps and medical complications have received public attention. Regula

tory and legislative initiatives have been proposed to address these

situations which are tragic for families and agonizing for physicians,

other professionals such as nurses, and institutions called on to assist

parents and child. We must urge against adoption of any provisions that

would result in direct governmental intervention in the family and the

functions of physicians in such situations.

Throughout its history the medical profession has wrestled with the

issues of what is appropriate treatment for a given individual and who

should make that determination. These are issues of the greateSt diffi

culty and significance that have to be made in the best interest of the

infant by all who have responsibilities for the infant. At the same

time, societal interests are involved. Nevertheless, in the absence of

overriding circumstances, we believe there cannot be any substitute for

the informed decisions of the parents based on the advice of physicians

personally involved in a particular situation.

The medical profession is dedicated to healing and to the preserva

tion of life. This dedication strong as it is 'is surpassed by the

depth nd intensity of feeling and the bond which exists between parents.
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and their children. The natural instincts of the parents are for sur

vival of the newborn. These instincts are strong. We recognize that

child abuse occurs and is a serious problem for the children, parents and

the community, but we should not lose sight of the fact that for the vast

majority of parents survival and the best interests of their children are

paramount. The natural ties of parents to their children and their love

and concern for the total welfare of the infant in the context of the

immediate circumstances cannot be fully understood nor is it truly

addressed by those who debate the issues in an atmosphere quite separate

from the reality of the event. The physician and all others involved

must offer compassion, information and understanding and reach out to the

parents who, in the'throes of tragedy and grief, are searching for

answers and advice.

The physician such cases is in a difficult circumstance and is

also in need of guidance. The experience gained by the profession over

tne years is expressed in AMA Judicial Council Opinion 2.10 adopted to

provide guidance to Physicians in these difficult situations. The text

of the Judicial Council Opinion reads as follows:

QUALITY OF LIFE. In the making of decisions for the treat
ment of seriously deformed newborns or persons who are

severely deteriorated victims of injury, illness or
advanced age, the primary consideration should be what is
best for the, individual patient and not the avoidance of a

burden to the family or to society. Quality of life is a

factor to be considered in determining what is best for the
individual. 'Life should be cherished despite disabilities
and'handicaps, except when prolongation would be inhumane

and unconscionable. Under these circumstances, withholding

or removing life supporting means is ethical provided that

the normal care given an individual who is ill is not

discontinued. In desperate situations involving newborns,
the advice and judgment of the physician should be readily
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available, but the deci,alon.whether to exert maximal
efforts to sustain life should be the choice of the par-
ents. The parents should be told the options, expected
benefits, risks and limits of any proposed care; how the
potential for human relationships is affected by the
infant's condition; and relevant information and answers to
their questions. The presumption is that the love which
parents usually have for their children will be dominant in
the decisions which they make in determining what is in the
best interest of their children. It is to be expected that
parents will act unselfishly, particulaily where lite
itself is at stake. Unless there is convincing evidence to
the contrary, parental authority should be respected.

In our view, decisions as to the treatment of a newborn should be

determined by the parents following consultation with their physician in

the manner described above. The intent of this bill, however, is to

encourage governmental intervention into medical treatment decisions

Involving handicapped infants. We believe such government intervention

intrudes on the rights and responsibilities of parents, families, physi-

cians and institutions. There is no evidence that the provisions of this

bill will benefit the child, the parents, the physicians or the institu-

tions involved; therefore we oppose these provisions.

This bill would define certain decisions regarding appropriate medi-

cal treatment for handicapped infants as "child abuse." We oppose this

approach. We believe such situations are unique and are fundamentally

different from the generally accepted concept of "child abuse." We

believe that the causes or the situational factors ar totally differ-

ent. It is therefore inappropriate to address the fs, to of handicapped

infants within the context of child abuse legislation. Furthermore, the

development and implementation of these procedures wil.. livert public

attention and resources from essential effortL, to prevent and protect

children from abuse by their parents.
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The AMA is gravely concerned that such activities will increase

stress in a situation where the family is already experiencing extreme.

stress. This is not beneficial to the parents, the infant or other

children in the family.

CONCLUSION

The AMA recognizes that child abuse is a serious health and societal

problem and therefore is involved in activities to enhance physicians'

knowledge and skills in areas of prevention and treatment. We believe

the Center makes significant contributions to efforts directed at

reducing child abuse and neglect, and we support reauthorization of the

Center.

However, we oppose provisions of the bill that will result in govern-

mental interference in the decisions concerned with the medical treatment

of handicapped infants. We believe that unless there is convincing evi-

dence that the parents are not acting in the inteiest of the child, the

parents should decide what medical treatment their child will receive.

We cannot support efforts that will result in governmental intiference

with and second-guessing these parental decisions made in consultation

with their physician. S. 1003 should be amended to delete the provisions

relating to handicapped infants.

0871p
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REPnR1 OF rHE COUNCIL ON SCIENTIFIC AFFAIRS

Report: :

(1-82)

AMA Involvement in Prevention and Treatment of
Child Abuse and Neglect

(Substitute Resolution 75, A-81)

?resentad by: D. Dolan, M.D., Chairman

Refer:dd to: Reference Committee E
(Edward Sattenspiel, M.D., Chairman)

- ---------------------7------

Report T of the Board of Trustees.(/-81), which was adopted by the
douse of Delegates, called- for a study to determine the feasibility of

3 9.11A activity in the area of child abuse and neglect. This report was in
response to Resolution 75 (A-81), which had been referred to the Board

5 and which urged the Association to develop an educational program
focusing on the prevention of child molestation, incest and exploitation.

Subsequently, the Council on Scieritific Affairs appointed an
adisor: panel for the purpose of assessing the major considerations and

10 making specific recommendatio'ns for AMA participation in this area.
11

After a comprehensive review, the advisory panel recommended to the
:1 Council that the AMA assume an active leadership role in a renewed attack
1: on the,widespread problem of child abuse, including sexual abuse.
:3

lo The Council believes that the AMA, in cooperation with state medical
17 ano specialty societies and the AMA Auxiliary should (a) increase awareness
13 of the problem among physicians and the public; (b) improve training and
9 education in the use of existing modalities for diagnoSing, treating and
:0 preenting abuse: (c) promote the development of inn e prosrams that

will advance medical knowledge and competence in tis impo taut field of
child and family' health; and (d) encourage to work with

:3 child protective teams drawn from many fields, including law, social
work, psycnology and the lay volunteer community.

25

ZO Extent of the ?table=
Z7

28 Child abuse is known to exist in all racial and ethnic groups and
Z0 , in all levels of society. Eased on the National Study of the Incidence
30' and Severity of Child Abuse and Neglect published in 1981, the National

Center estimates the annual incidence of child abuse and neglect at
632,000 cases per year. Of this total, about half are attributed to

13 physical. sexual and emotional abuse, and the rest to various forms of
neglect, including physical, educational and emotional.

Past nouse Action: 1-3d:..9-50; A-i.:-3-
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Physical assault was the most frequent form of abuse identified in
the study (2071,600). Among the major categories of neglect, educational
neglect was the et frequently cited (181,500). Incidence rates for

sexual abuse were 4 ,700, emotional abuse, 138,400, physical neglect,
108,000, and emotional neglect, 59,400 cases per year. A significant

number of children die or are severely injured or impaired as a result
of abuse or neglect.

The number of missing children in this country has been estimated
as high as 1.3 million annually, according Cc/the Department of Health
and Human Services. These children, whether runaways or victims of

-- abduction or child snatching, are exceedingly vulnerable to physical,
13 sexual and emotional abuse and exploitation. Such exploitation can take
14 the form of pornography, drug trafficking and other illicit activities
13 inwhich adults can profit.
lb

17 Widespread public concern about the problems of child abuse and
18 neglect is largely a phenomenon of the past two decades. Mandatory
19 reporting laws for suspected cases of child abuse and neglect now in
20 ?laze in all states, offer those persons who report in good faith
2: protection from retaliatory litigation. Early reporting statutes were
22 directed primarily to physicians. However, most states have expanded
23 the list of those required to report to include other health
24 professionals, as well as teachers, law enforcement personnel and child

care workers. Many states have broadened the concept of reportable
26 circumstances to include not only physical injury but also sexual abuse,
27 neglect and, in some cases, exploitation. .

28

29 Definitions
30

31 States and communities define child abuse and neglect in a variety
32 of ways. These definitions can be found in state statutes, case law and
33 agency regulations. For the purposes of this report, child abuse and
34 neglect are defined as physical, emotional and sexual abuse as well as
33 negligent treatment or maltreatment of a child under the age of 18 by a
36 parent or caretaker who is responsible for the child's welfare.
37

33 "Child abuser' -which includes physical, sexual and emotional abuse,
39 occurs through an act by a parent or caretaker which is not accidental

and which is detrimental, or threatens to be .detrimental, to a child's
physical or mental-health or welfare.

42
.

-3 "Child neglect" is an omission, specifically the failure of a
parent or other person legally responsible for a child's welfare to

.5 provide for the child's basic needs and .an adequate level of care.
46 Child neglect tends to be chronic and involves inattention to the

child's basic needs for food, clothing, shelter, medical care,
.:,i, supervision, affection and intellectual and social stimulation.

-? "Pducational neglect" refers to a parent or caretaker who knowingly
purnits chronic truancy or fails to enroll the child in school.

51 "Physical neglect" involves abandonment of a child, disregard for cite
child's safety or inattention to the child's medical needs. "Emotional-

53 neglect" refers to inadequate nurturance of or affection for the child.
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As the term'implies,"physical abuse" is non-accidental trauma such
as fractures, burns, bruises, Welts,'cuts and/or internal injuries.
frequently, physical abuse is used as a disciplinary or punitive
measure, and can range from a slap or is kick td-the use of such objects

5 as straps, belts, kitchen utensils, pipes, etc.
6

7 "Sexual abuse" involves any contacts or interactions between a

8 child and an adult or caretaker in which the child is being abused or

9 exploited for the purpose of sexually stimulating the perpetrator or

16 some other person. The most common forms of sexual abuse are incest and

11 molestation. Child pornography would also be considered an act of

12 sexual abuse since the child is being exploited to meet the sexual needs

13 of others, often for profit.
14

15 "Emotional abuse" fre.uehtly manifests itself in the form of verbal

lb abuse or excessive demands on a child's performance and often results in

17 impaired psychological growth and development.
18

l "Child snatching" is the abduction of a child by a non-custodial

20 parent or ocher relative. This may occur when parents separate and one

21 or the other illegally kidnap, the child (or children) and moves
22 to a distant location. As a result, the child's emotional supports

found in the family, home, friends and community are abruptly
24 eliminated.

25

Z3 lecisiacive and Administrative-Responses

:a 1974 Child Abuse Prevention and Treatment Act created a

29 National Center on Child Abuse and Neglect (NCCAN) whose major functions
30 have been to support a variety of research and intervention efforts at

31 the state and local level, and to maintain a national clearinghouse of

32 Information.
33

3. The agency designated by law to receive child 'abuse reports varies

35 considerably from state to state. Most reporting laws require that reports

it be submitted directly to a lccal or state social services department;
some statutes mandate that resorts be filed with law enforcement

38 agencies or one of several social ser7ice agencies. In recent years,

:9 several communities and states have established centralized reporting
.0 hotlines and remote access computer terminals to receive and transmit
.1 reports.

7.11e Child Protection Services (CPS) agency is responsible for the
coordination and often the orovision of treatment or rehabilitation
services. Statutory provisions require CPS agencies to accept referrals

.0 of suspected abuse or neglect, initiate investigations and determine the
47 validity of submitted reports. Insufficient staffing and funding have
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produced serious difficulties for many of these agencies in handling the
large caseload of investigations as well as the delivery of services.

3 These agencies arc manned by social workers who frequently are
overworked, inadequately supervised and have little access to medical or

5 psychiatric support, not to mention other social services.

Implications of the Research
3

9 In recent years, researchers and clinicians have regarded child
:1 abuse as a complex phenomenon that occurs in a setting where emotional
11 and social deprivation and environmental stressors interact in such a
12 way as to inhibit normal loving relationships between parents and
13 children. Although knowledge about child abuse is incomplete,

investigators have identified some characteristics of abusive adults and
15 abused children.
16

17 A considerable amount of research has focused on the psychodynamic
:3 and sociocultural characteristics pf abusing parents. Child abusers
1, have been characterized as socially isolated with negative.selfimages,
2) often abused or neglected in their own childhood, and exhibiting such
'1 traits as unrealistic expectations of their children and an inability to

cope with stress. Their emotional disabilities often prevent them from
obtaining appropriate support and assistance from healthy adults or
professionals in learning to care for their children.

25

Stress, frequently cited as a contributing factor in abuse, may
.1erive from unemployment, inadequate housing, lack of food and clothing,

2b :inancial problems, marital conflicts, chronic illness in the family, or
2% any other domestic crisis that produces fear or anxiety; such factors
30 may provoke a parent to abuse a child cr to overlook a child's needs,
31 thereby leading to neglect. Alcoholism and drug abuse are also
3: associated frequently with child :nose.
33

3. Investigators have identified several physical and emotional
33 characteristics of children that are linked to abuse. There is no
36 question that abused and neglected children are at considerable risk of
37 acquiring emotional disorders and character traits which resemble [b.
38 personalities of their abusive parents.
39

Mistreated children are also at an-increased risk of developmental
delays and deviations, including retarded intelligence, learning
disability, language delay, perceptualmotor dysfunction and failure to
thrive.

In the case of children with developmental disabilities, abusive
.6 parents may not be knowledgeable about their child's special needs and

limited abilities during various stages of development, and unrealistic
expectations may lead to abuse. An allied consideration is that because
a handicapped child is often a disappointment to parents, such
disappointment may manifest itself in anger and frustration during the
child's development. In fact, any child can be a disappointment to parents
17..3 may he -tore sur..:eptible' to aSuse if he er she fails to meet
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the 7ar2nts. expectations (being a good student or on excellent
= athlete). It is also recognized that children with attention deficits
3 are more likely to become victims of child abuse.

The abused cnild is frequently characterized as being unusual or
3 unwanted, and therefore viewed as "different" by the parents. This

"difference" may be real as in the case of the mentally retarded child
or invalid as in the case of the scapegoated child punished for a
parent's lack of self-esteem or sense of inadequacy, or as in the case
at a ahild who is the product of an unwanted pregnancy.

12 Premature and low-birth weight infants'are often the victims of
13 abuse. Research indicates that the post partum period is influential in
14 forming and strengthening the attachment between the mother and child.
15 Necessarily, premature infants are separated from their mothers
3 immediately after birth and for some time thereafter, thus delaying the

17 bonding process. In addition, premature babies frequently develop more
13 slowly and with varying degrees of difficulty. This may place extra
10 demands on the parents.
2'3

31 Of special interest to some investigators and clinicians is the
early identification of high-risk mothers during the perinatal period.

33 -This period affords a special opportunity to assess the mother and her
baby for potential problems. Recent work on maternal-infant bonding
suggests that child abuse may, in some cases, have its origins when
mother and infant fail to bond during the earliest days of infancy.
Studies on prediction and prevention of child abuse and neglect show

2S that a high-risk population can be identified and that even modest
intervention efforts with these parents can prevent serious injuries

23 requiring hospitalization.
31

32 Special Challenges
33

Because there are various forms of child abuse and neglect, the
35 family assessments, treatment programs and evolving prevention models
36 should encompass a multi-disciplinary approach. No one individual or
37 professional discipline has the expertise to deal effectively with this
33 complex problem. The model of the multi-disciplinary approach can be
3? fauna in a variety of settings, including hospital and community child-

protection teams.

To develop appropriate intervention strategies, more emphasis
should be placed on separate epidemiological assessments of various
forms of child abuse. Child abuse and neglect cases should not be
addressed as if they were a homogeneous group.

Reducing the 'incidence and lessening the impact of child abuse and
.3 neglect will require various approaches, depending not only on the needs

of the family but also on available community resources. The scope of
33 prevention should be placed in the context of primary, secondary and
51 tertiary prevention.



432

:!eataine's

3 Since the etiology of abuse and neglect is complex, more than one

type of treatment or service is needed to help abused children and to

3 support families in which abuse occurs. Physicians are in a special

position to play a key role because they have the techniques and

knowledge needed to determine the nature and extent of physical abuse,

3 and because they are obliged by law to report suspected cases of

? abuse. Finally, some forms of abuse and vulnerability to abuse can be

cetectel only by pnysicians, such as hidden injuries detectable only

11 througn x-rays.
12

13 How involved the physician becomes in case management will depend

1.. largely on his or her personal attitudes, level of interest, previous

15 training, time constraints and the availability of Local specialists.

16 Some physicians may choose to refer all cases to a local pediatrician or

17 team. Others may prefer to manage the case with the use of

13 consultants. Finally, some physicians may opt for extensive involvement

:A through affiliations with child-protection teams and other community

22 agencies.
21

22 Primary care physicians, emergency medicine specialists, surgeons,

psychiatrists and other specialists who treat children should acquire

knowledge and skills in the physical assessment of child abude and

25 neglect:,the assessment of child development and parenting skills; the

31 utilization of community resources; and the physician's legal

responsibilities. In the primary care setting, the physician has an

23 excellent opportunity to identify families with special problems at an

2? early stage and to refer them to appropriate professionals. Physicians

22 should he able to determine the nature and level of family functioning

21 as it relates to child protection. They should understand and be

32 sensitive to how the quality of marital relationships, disciplinary

23 styles, economic stresses. Emotional problems and substance abuse relate

3. to child abuse.
35

:6 The first step for the physician in becoming involved in suspected

child maltreatment cases is to acknowledge that the problem exists. If

33 o child manifests acme of :he classic features of abuse or neglect, the

2? recognition process is easier. However, many times the physical

-3 evidence is not obvious, and a careful interview with the child ana

parents may reveal inconsistencies between historical and objective

.2 data.
ij

. If child abuse is suspected, the physician should consider

-3 discussing with the parents the fact chat child maltreatment is in the

.6 differential diagnosis of their child's problem. During such a session,

the physician should maintain objectivity and avoid acdusatory or

.3 judgmental statements in interactions with the parents.

10 :: is the physician's responsibility to protect the child from

31 turther harm. This may require promptly contacting the appropriate

52 agency that hanales child protection matters and, in some cases,

53 admitting the child to a hospital. If the child is hospitalized, a



433

prompt evaluation of the child's physical, emotional and developmental
problems is necessary. If the physician who initially recognized the

3 child aouse problem is not able to conduct the evaluation, he or she
should seek consultations. It may be necessary to consult with
surgeons, ophthalmologists, orthopedists, psychiatrists, and

a radiologists in order to evaluate and document physical and
psychological manifestations of the maltreatment. During the evaluation

8 process, it is essential that the physician record the findings in the
medical chart, wince the medical record may provide pivotal evidence in
juvenile or family court.

11

12 One of the most useful and beneficial roles a physician can
13 assume is to be instrumental in preventing abuse and neglect. He or she
» can provide prenatal and postnatal family counseling, identify problems
15 in child rearing and parenting, and advise about family planning and
le birth control.
17

15 Physicians can also serve as the primary educators in the field.of
19 child abuse and neglect, since research has repeatedly shown that
20 maltreated children have many more physical, emotional and developmental'
21 problems than nonabused children and, therefore, require more extensive

medical evaluation and treatment. ?hysicians can participate in
23 eaucating medical students, resicb.nts, ocher health and non health
24 professionals and laymen about t!..e causes and meansof preventing child
25 abuse.
26
27 Members of the medical profession can contribute significantly at
23 all levels of prevention through involvement in parenting education and
29 perinatal care programs. Twentyfour hour hotlines, crisis care
30 centers, and home visitor programs can be additional efforts_the
31 physician can promote at the community level.
32

33 However, since child abuse is a multidisciplinary problem;
34 physicians should be aware that their role in reporting and managing a
33 case of child abuse is limited. Attorneys, judges, Social workers and
36 an array of other workers in the child protection field assume other
37 roles, and the physician should be aware of their individual areas of
38 expertise and responsibility.
39

+0 Survey of State Medical Societies
41

42 In recent months, the ,!,MA surveyed state medical societies to
43 determine the ways in which child abuse issues are currently being, or
44 should be, addressed at both the national and state medical society
45 levels.
46

47 The majority of medical societies surveyed indicated that their
+8 child abuse programs should focus on legislative issues, professional
49 education and public information.

439



434

of 17 r, ,pundents, 23 medical ,acieties indicated they were

2 ..:rrenclv enz,aed in le,3is.ati. activities, 14 in physician education

3 programs and » in public info[- nation activities. r.egarding the AMA's

role, '7 medical socie_les recommended distribution of printed
educational materials on a regular be is; .9 suggested sponsorship of

or re6icnal conferences; 16 called for the development of

audio - visual materials; and 9 supported the concept of a consultation

service or 24-hour hocliue.
9

10 A number of medical societies :rged the AMA to support efforts to
identify cnilaren and fami. es at high rise, of child abuse, and to

12 initiate appropriate parent education and family counseling programs

13 .nvolving pr'mary care physicians. Seve-11 medical societies
recommended that the AMA coordis,.e with specialty societies and other

15 groups already involved i child abuse activities.

15

17 Cne med:.cal society pointed nut that the prevention, detection and

:6 treament of child abuse and n( : are extremely complex issues; to

1? und.!rscand these issues, physicians should be aware of cultural mores,
economic trends, legal structures, as well as phiipsophical and ethical
issues related to quality of life and rights of cEildren.

22
A , uicern expressed by another medical society was that all

2» physicians should be educated to re ,gnize Signs and symptoms of child.

25 abuse, neglect or failure to thrive.

26
AMA Initiatives

26

29 To enhance physician involvement in the area of.. ld abuse

30, prevention and treatment, the Council on Scientific 'Affairs recommends

31 that the AMA undertake a program involving the following a8tivities over

32 the next three years:

33

3» Work with state medical societies tc facilitate existing

33 programs that focus on nrevention and treatment of child abuse

36 and neglect, particularly those capable of stimulating greater

37
physician involvement and illustrating the value of multi-

33 disciplinary teamwork. State medical societies should be

39 encouraged to establish committees on child abuse. To suppoit

»0 this effort, the AMA would provide appropriate consultation

»1 services and resource materials.
»2,

Strengthen linkages and urge state and county medical societies
to establish liaison with specialty societies, the educational

»5 community, the legal and dental profeosions and other involved

»6 civic, community and professional groups.

47

48 3. '.7tilice printed and audio-visual naterials such as those available fro:

»9 . the American Academy of Pediaccics to inform physicians of the nature and

30 extent of the problem and the role they can play in identification, treat-
cent and nreventian.

52 Delineate treatment approaches at various levels of physician

53 participation, so that specific guidelines can be prepared to

5, help physicians carry out thei: reporting and case management

55 renpcnsibilities.
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...rica and other :nvolv.,o

2 n:s -.annizal experts no
ml, the C__craft' n implementing various aspects ef tne

br:4rom, inclucin; the cirmunications. cons.a..tatitn and

Inaourate the AMA Auxiliary to take a leading part in
_inseminating information, promoting parent education programs,
treating 0.litiunL with other volunteer organizations, and
omducting volunteer-based preventive programs.

Sponsor a national conference to highlight model programs of
prevention and treatment, especially those in which state
medical societies play an important part, and to help the
profession keep abreast of new developments in the field.

Ensure that national visibility of the AMA's involvement in
child abuse is achieved through appropriate efforts in
AMA publications and through the AMA Public Relations' dis-
zribunion mechanism.

Recognize,-through awards, outstanding child abuse programs and
other achievements in detection, prevention, treatment and

3 public and professional education regarding child abuse
2» problems, for the purpose of encouraging continuing support for

such programs.

71:e Council cn Scientific Affairs, through its Panel on Child Abuse,
Li is prepared to advise and assist in implementing these recommendations.

rne Council on Scientific Affairs recommends the adoption of this
31 report in lieu of Substitute Resolution 75 (A-81).

(Members of the Panel on Child Abuse are: Douglas A. Sargent, M.D.,
J.D. , Chairman, Crosse Pointe Farms, MI; Marvin Blumberg, M.D., New
Yore; Daniel D. Broughton, M.D., Rochester, MN; Calvin C. Clark, M.D.,
Vancouver, WA; Eugene Eldredge, M.D., Salinas, CA; Richard Krugman,
M.D., Denver, CO; and Eli Newberger, M.D., Boston, MA. The Council is
also indebted to W. Dean 3elnap, M.D., Kaysville, UT; Anne Cohn,
D.P.H., Chicago, IL; James W. Lauer, M.D., Denver, CO; Nancy Roeske,
M.D., Indianapolis, IN; Rogers J. Smith, M.D., Portland, OR; Janice
Hutchinson, M.D., AMA Health Education Program; and Hazel Lewis, AMA
Auxiliary.)

FISCAL NOTE: Total cost estimates over the next three years will depend
on the extent of medical society involvement and the response from the
entire medical community. In the Fiscal 1983 budget, approximately

$108,000 has been incorporated for child abuse prevention activities.
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RLPOPT 3: THE JUDICIAL COUNCIL

Report: A

(1-82)

iub:ect: Judicial Council Opinion on Abuse of Children,
Elderly ?ersons, and Others at Risk

?resented by: John H. Burkhart, M.D., Chairman

7af?rred t:: Reference Committee on Amendments to Constitution
and Bylaws
(Matthew Marshall, M.D., Chairman)

Report J of the Council on Scientific Affairs (1-82)
2 presents recommendations for AMA involvement in the prevention and

3 treatment of child abuse and neglect. All states have child abuse

reporting statutes, although these statutes vary. The Judicial
Council is concerned about the specific problem of child abuse as
well as abuse-of other persons, such as the elderly. The Judicial

7 Council presents to the House, for its information, the Judicial
Comicil's opinion on the ethical responsibilities of physicians

9 regarding abuse of children, elderly persons, and others at risk.

:0

11 ABUSE OF CHILDREN, ELDERLY PERSONS, AND OTHERS

12 AT RISK. Laws that require the reporting of cases of

13 suspected abuse of children and elderly persons often

14 create a difficult dilemma for the physician. Th4 parties

:5 involved, both the suspected offenders and the victims, will

16 often plead with the physician that the matter be kept

17 confidential and not be disclosed or reported for invest/-
1B gation by public authorities.
19
20 Children who have been seriously injured, apparently

21 by their parents, may nevertheless try to protect their

22 parents by saying' that the injuries were caused by an

23 accident, such as a fall. The reason may stem from the natural

24 parent-child relationship or fear of further punishment. Even

25 institutio derly patients who have been physically

26 maltreated yrbe.noncerned that disclosure of what has occurred

27 might lead to further and more drastic maltreatment by those

28 responsibl
29

30

31

32

33

33

The physician who fails to comply with the laws requiring
reporting of suspected cases of abuse of children and elderly
persons and others at risk can expect that the victims could

receive more severe abuse that may result in permanent bodily or
brain injury or even death.
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caneerned with the welfare of children
ant elJerly persons have expressed the opinion that the
i.silence of physicial violence to these persons is rapidly
increasing and that a very substantial percentage of such

5 cases is unreported by hospital personnel and physicians.
6 An important element that is sometimes overlooked is that

child or elderly person brought to a physician with a
suspicious injury is the patient whose interests require the
protection of law in the particular situation, even though
the physician may also provide services from time to time to
parents or other members of the family.

The abiigation to comply with statutory requirements is
clearly stated in the ?rinciples of Medical Ethics. As

15 stated at 1.02, the ethical obligation of the physician may
15 exceed the scautory legal requirement.
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NATI AL COUNCIL OF STATE
PUBLIC WELFARE ADMINISTRATORS

OF THE AMERICAN PUBLIC WELFARE ASSOCIATION

1125 FIFTEENTH STREET. N.W. WASHINGTON. D.C. 20005

Suite 300

Telephone: (2021293-7550

April 28, 1983

Senator Jeremiah Denton, Chair
Subcommittee on Family and Human

Services
Committee on Labor 8 Human Resources
A-624 N Building
119 D Steet, N.E.
Washington, D.C. 20510

Dear Mr. Chairman:

On behalf of'the National Council of 'State Public Welfare Administrators
of the American Public 14elfare Association, I want to congratulate you
for your national leadership on behalf of abused, neglected and special

needs children. Your proposal to extend the Child Abuse Prevention and
Treatment and Adoption Reform Act (S. 1003, co-sponsored by Senator
Orrin Hatch), and Your decision to hold three-days of hearings on this
important legislation, reflect the kind of national direction needed if

.
we, at the state and local levels, are to meet the ever-growing needs of
children and families at risk.

The National Council of State Public Welfare Administrators is composed
of those public officials in each state, the District of Columbia, and
the territories charged with the responsibility for administering publicly
funded human services programs, including services to abuse, neglected

and special needs children and youth. Since its beginnings at the time

of the Great Depression, the Council has been an active force in promoting
the development of sound and progressive national social policies and
working. with the Congress and the Executive branch in assuring that these
policies are responsibly and effectively administered. We actively worked

to secure passage of P.L. 96-272, the Adoption Assistance and Child Welfare
Act of 1980. Since its enactment, we have continued to strive, individually
and collectively, to implement the child welfare and foster care reform in
this law to achieve stability and permanency in the lives of all children.

j appreciate the opportunity to submit, on behalf of the National Council
of State Public Welfare Administrators, comments on both the child abuse
and the adoption sections of S. 1003. These comments are respectively

' submitted for your consideration and for inclusion in the hearing record.
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Title I Child Abuse Prevention and Treatment

We strongly support the extension of the authorization for the National
Center on Child Abuse and Neglect (NCCAN). In these times of social and
economic stress, as many parts of the. country are experiencing increases
in the incidence of abuse and neglect, NCCAN serves as a focal point for
child abuse prevention and treatment activities across the country.

We would, however, like to register concern about the expansion'of the
definition of child abuse to cover the denial of nutrition, medically
indicated treatment, general care, . . . to infantsmith life-threatening
congenital impairments." Our concern stems from the fact that the proposed
legislation would appear to require child protective service agencies to
play the lead role in policing hospitals and second-guessing decisions
made by trained medical personnel. We agree there is a need to establish
additional protections for infants born with handicaps. We also agree
that in some situations child protective service agencies might have a
role to play. However, state agency administrators do not believe that
child protective services agencies have the technical expertise to play,
the lead role in either establishing standards fcr medical treatment or
in policing the delivery of medical treatment to infants with life-threatening
congenital impairments. We would instead recommend that Congress urge
the Department of Health and Human Services to immediately begin a dialogue
on this problem with the medical community and others who have a clear
interest in this area, including state and local public health and social
service agencies. If we are to prevent further "Baby Doe" cases from
occurring, the medical community must be at Ve core of any prevention
activities.

Title Il Adoption Opportunities

The passage of P.L. 95-266 established as national policy that those children
unable to remain in their own homes should have to the greatest extent possible
the opportunity to be adopted into loving, secure families. The passage
of P.L. 96-272 created For the first time a federal subsidy program to
assist individuals and families who adopt these special needs children.
While progress has been made as a result of these two laws, we all agree
that there is much more that can and should be done for those special needs
children who are awaiting new, permanent homes.

In your hearing on April 14, you asked witness to address tho issue of
barriers to adoption. On behalf of those state officials responsible
for implementing the Title IV-E adoption assistance program, I would like
to briefly respond to your question. The American Public Welfare Association
recently sponsored a meeting of state and local public child welfare
administrators to address the topic of special needs adoptions. During
the course of this meeting the administrators voiced their views on some
of the difficulties encountered in the implementation of the Title IV-E
adoption subsidy program. Among the issues raised as barriers were:
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o Uncertainty of continued federal support for the Title IV-E Adoption

Assistance P-Togramr-The Title IV-E adoption assistance program was

not on the books even six months, when the Reagan administration

sent a proposal to Congress to repeal the program and include it

in a block grant to states. This proposal was reintroduced in a

,..lightly different version in FY 82. Although Congress has consistently

supported the continuation of Title IV-E, some states have been

reluctant to enter into subsidy arrangements with adoptive parents

when it seems likely that the federal contribution to the subsidy

may be withdrawn.

o Inadequate federal guidance--Despite the fact that states meeting

the requirements of P.L. 96-272 could begin participating in the

Title IV-E adoption assistance program as of October 1, 1980, there

are still to date no federal regulations to guide us. Among the

unanswered questions are: how are state agencies expected to document

Title IV-E expenditures (i.e. develop audit trails) to meet future

federal audit requirements? how are states expected to maintain the

confidentiality of adoption records, specifically mandated by many

state laws, under the federal adoption program? how should the new

federal adoption subsidy program relate to existing state adoption

subsidy programs (over 40 states had adoption subsidy programs at

the time P.L. 96-272 was enacted)? what are the requirements governing

interstate adoption subsidy agreements, specifically with reference

to obtaining necessary medical care? Many of these are strictly
administrative issue.1 that the National Council of State Public Welfare

Administrators, throuyh the American Public Welfare Association is

working with the Department of Health and Human Services to resolve.

The publication of federal regulations should serve to clear up

these and other issues, thereby removing some of the administrative

barriers to adoption.

There are other obstacles which we believe should be the focus of activities

supported by the Title II funds in your bill. In this era of shrinking

resources, limited federal money should focus on those activities which

can be identified as most critical to the adoption of special needs children.

Among the types of activities that should be supported are: a national

adoption exchange; development of innovative approaches to recruitment

of adoptive families; improved communication and linkages between all

of the agencies involved in adopting and placing special needs children

(this might include developing greater interjurisdictional cooperation

in conducting home studies); and development of methods (training materials,

workshops, incentives) to overcome local worker reluctance to either release

a child for placement in another jurisdiction or place a child with a

subsidy in a home that does not appear to "need" a subsidy. (This has

been identified as a major barrier, especially in those states that previously

had a state adoption subsidy program with a means test; P.L. 96-272

specifically prohibits using income in determining eligibility for an

adoption subsidy).
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This list is not intended t) be exhaustive but is illustrative of the types
of activities we think could best assist public agencies in increasing
the number of special needs children removed from the foster care rolls
and placed in permanent homes.

Thank you for the opportunity to submit these comments on S. 1002. Once
again, we applaud you for your leadership and stand ready to assist you
in any way possible as we move forward toward our mutual goal to improve
the life of children and families at risk.

MES:dr

Sincerely.

1/11. SA.t1

Merle E. Springer
Executive Deputy Commissioner
Texas Department of Human Resources

and
Chair, NCSPWA Social Services Committee
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AMERICAN HUMANE

May 10, 1983

Senator Jeremiah Denton, Chairman
Subcommittee on Family and Human Services
Committee on Labor and Human Resources
Washington, D.C. 20510

Dear Senator Denton:

Thank you for the opportunity to prepare responses to

Senator Do,d's question. I respectfully request that
you make t!,-.sestatements available to him. Furthermore,

I am 4,r1:10.;.r.g a monograph, Understanding Child Neglect
and Abuse, for your perusal and for Senator Dodd.

If I may be of further service to you as you proceed
with this critical work, please call on me.

C'rially,'

1 Lki

Wayne Aolder, ACSW
Director
Children's Division
The American Humane Association

WH:jd

Encl.

cc: Diane DeFanfilis
Washington Office

Cy
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Level of Authorization

At the current funding level of $16.2 million, NCCAN is
restrained from exercising its full responsibility in providing
leadership in the prevention and treatment of child abuse and
neglect. Although financial resources by themselves will not
solve the complex problems associated with child maltreatment,
increasing the funding to no less than the FY 1981 authorization
level of $30 million is essential to more realistically address a
problem of this magnitude.

To highlight several points from my written testimony,
sta :ts arc seeing tremendous increases both in numbers and severity
of 6hila souse and neglect referrals nationwide. At the same
time, federal financial support has declined. In 1982, federal
child abuse money was reduced from $22.9 million to $16.2 million.
Funds for Title XX were cut by 23 percent. The combination of
these event:, Las had major implications for Children and families
as well as reducing the numbers of program innovations which
would serV, to improve the overall quality of child protective
sr:rvicelm

Another factor needs to be considered. Over the years, the
,iu.kh'er 0: states and territories elibible for funds under the
state grant program of the Act has increased resulting in fewer

..ars available for each state to creatively strengthen
protection programs.

a natIonal .,rganiza4on concerned with the protection
at chl!,:c..,:) : ;t CWCI. W1e hundred years, The American Humane
Associat.,on strongly urges that an funding level be authorized
which Is consonant with the need.

4 5

22-024 0.--83--2
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Prevention

In its recent publication, *Child Protection: Guidelines for

Policy and Program, the National Center on Child Abuse and Neglect

has emphasized ia.e following:

In order to reduce the incidence of child maltreatment, efforts

must be udertaken on three levels: (1) primary prevention to

strengthen all families; (2) secondary prevention, or early

intervention, through provision of support and treatment

services in at-risk situations; and (3) tertiary prevention

through intervention in situations where child abuse and

neglect are known to have occured. These efforts require

a commitment on the part of a variety of professional

groups and organizations, together with public and private

institutions or "service sytems" which assist families or

intervene in family life.

From an historical perspective, most of the efforts have been

on elevating the aw.treness of child abuse and neglect through the

encouragement of identification and reporting of "actual" cases .

It has been estimated that slightly more than 20% of federal child

abuse research and demonstration funds have been directed toward

primary and secondary prevention . Findings of serveral surveys

of the states indicate that cuts in overall'funding to social

services programs has resulted in the need for state and local

governments to prioritize programs. In many cases, child abuse

preventive services have experienced the greatest impact.

Given what we know about the long term effects of failing

to effectively prevent child maltreatment, this "after the fact"

approach may he short sighted. More efforts need to be made in

all three types or prevention. The overall "cost" to society of

waiting is too great.

'National Center on Child Abuse and Neglect. Child Protection:
Guidelines for Policy and Program. Washington, D. C.: U. S.
Department of Health and Human Services, June 1982, P. 6.
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Mental Injury Ineklded in the Act

As outlined in my written testimony, The American Humane

AssoeiatiOn strongly supports the inclusion of mental injury in

tne definition section of the federal law. Much of the debate

on this issue stems from a lack of understanding and confusion

over definitions. The National Center on Child Abuse and

Neglect suggests that states define mental injury as follows:

"Mental injury is an injury to the intellectual or psychological

capacity of a child as evidenced by an observable and substantial

13,pairment in his ability to function within a normal range of

performance and behavior, with duc regard to his culture." 1

In the context of the Act, "child abuse and neglect means

the physical or mental injury, ...or maltreatment of a child. . .

by a person who is responsible for the child's welfare.
. ." 2

The federal regulations further clarify that harm or threatened

harm can result from the "acts" and "omissions" on the part of

a person responsible for the child's welfare. 3

Given these parameters, we are not talking about taking

away a parent's right tc appropriately set limits for a child

or about intervening in instances if a parent occasionally raises

his/her voice in the process of administering discipline. We

are talking about an equal standard of intervention for suspected

cases whether the effect to the child is physical or emotional.

In many cases, the long term effects of emotional abuse may

be more devastating to the child than other forms of child mal-

treatment.

For these reasons, there needs to be a mandated system for

intervention in all types of child maltreatment.

1
National Center on Child Abuse and Neglect. Child Protection:

Guildelines for Policy and Program. Washington, D. C.: U. S.
Department of Health and Human Services, June 1982, p. 13.

2Child Abuse Prevention and Treatment and Adoption Reform Act.
Public Law 93-247 as amended.

3
Federal Register. Child Abuse and Neglect Prevention and Treatment

Program; Final Rule.(Part 1340 of 45 CFR). 48(18), January 25,
1983, p. 3702.

451



446

-Emolihaf .0-AnmElf-

Vincent Do Francis defines emotional neglect as follows:

"Children are emotionally neglected when their mental health is

Affected by failure to provide for a child the nurturing qualities

which are so necessary for the development of a sound personality."'

The critical question in assessing emotional maltreatment relies on the

pervaive quality of the parent-child relationship. In ,:enernl, is

the relationship characterized by fear, distance sad anger; or is it

love, nurturance and -oncere?2 Max Wald has described emotional neglect:

Many of the parents of emotionally neglected children are

caught up in a vicious circle of neglect and deprivation
which seems to perpetuate itself from generation to
generation. These parents raise families in settings very
similar to the ones in which they themselves were raised,

and they tend to produce in their children the same
physical and emotional problems which they have. Many
of these parents have been so hurt, so deprived, so
rejected in their own childhood that their personality
development has been stunted. They are suspicious of
people in general and fearful of being hurt and rejected

again. They often act impulsively and have little sense
of responsibility and tend to lie. They project or
distort in order to avoid responsibility for their

failures. Some are passive, others adopt a blustering,
aggressive, hostile manne, but underneath they often
feel worthless and accept the low opinion which the

community has of them as inadequate pwknts, poor
providers and useless citizens. someltiie so depressed
and overwhelmed by their problems of long standing that
they arl immobilized, seeing little hope of things getting

better.

This dascriptron characterized what might be considered the

"classic" type of emotional maltreatment. The effects of living

in this type of environment with a lack of a positive, developing re-

lationship with a parent can be devastating and have a multitude of

0pecific impacts to the child. According to Ackerman, a child attempting

to cope with a depriving and threatening environment many react in one

of several ways:

4 5 2
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1. The ,Thild can attack the family and attempt thereby
to ':oerce gratification of basic needs. In this category
fall the aggressive conduct disorders and the psychotic
forms of behfvior:

2. Tif,2 child can narrow'or withdraw from contact with his
family. In this category fall recessive personality develop-
ments and trend's toward-excegsive preoccupation with self
and body.

3. Finally, the child may react to conflict with his family
witt. excessive anxiety, internalization of conflict and
with production e one and another structural form of
psychopathology.

Emotional Injury-Example, continued.

1DeFrancis, Vincent. "Protecting the Abused Child - A Coordinated
Approach", A National Symposium on Child Abuse. Denver: The
American Humane Association, 1972.

-Holder, Wayne M. and Schene, Patricia. Understanding Child Neglect
and Abuse. Denver: The American Humane Association, 1981.

}Wald, Max. Protective Services and Emotional Neglect. Denver: The

American Humane P:sociation, n.d.

pages 6 and 7.
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GENTRY, INMAN & ASSOCIATES
CONSULTA., i.5

179 FULTON STREET
NORTH BABYLON. NEW YORK

CONSULTING SERVICES TELAP..ONE
ADOPTION SERVICES
eAfID /RAINING

r HIED ABUSE a NEGLECT

10151
0 01

041 7516
043.2955

COMMUNITY ORGANIZATION
CONFLICT MEDIATION
CURRICULUM DEVELOPMENT
FAMILY THERAPY
PARENTING TRAINING
PROGRAM DEVELOPMENT
SELF HELP R MUTUAL AIL) GROUPS
STAFF DEVELOPMENT S

April 5, 1983

Mr. David Yemen
S.H. 347
Senator Denton's Office
Washingttin, D.C. 20511

Re: Senate Sub-Committe
Hearings on Families and
Children.

Dear Mr. Yensen:

As per your req -riot, I am submitting testimony to he submitted
at the Senate Sub-Committee Hearings on Child Abuse and Neglect
Frec,intic: .

i have spent over 20 years as a child welfare practitioner. During
this period I have finctioned in various capacities including, case-
worker, reasearcher, social work oervisor, board member of varivas
grass root:: organizations concernea with children, private consultant,
clinical instructor and adjunct professor at various graduate schools
of social work in the New York City I have conceived, designed
and operationalized programs Co keep children in their h,'TS while
treatment is provided to the entire famil-. I have developed a suc-
cessful grcqp treatment program for parents ...nd children. This ro-
jram has a strong community outreach component and is presently op-
erating in New York City. I have traveled throughout the United States
helping many localities develop their own adoption and child Maltreat-
ment programs. Frankly, I am ppalled at.the present state of the art.

The machine: for reporting, oocumenting and referring of Child
Maltreatment is an effective operati in molt stater. While Federal,
State and local child welfare agencies 5ivestigate, document anu refer
cases of child ma treatment, American Ch/ldren continue their plight
as victims of murder, rape, starve ion, burnings Ind all other heinous
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tin s. At this very moirmit, somewhere in the United States children
are bkind killed by parents and adult caretakers. As you read this
etimony multitudes of children are being inappropriately separated

Iron their families because successful community family orientated
pr,traus Jr not available to their crisis ridden families. They are
urnd,l to ot help leause it is not accessible to them. Millions of
oui .....;lien are 1{n card of the necessary growth producing childhoods

that AI, impoitant if children are to develop into the responsible
adults that ,,r codntry so dosparately needs. The destiny of the
ldlitkd States is directly tied to the plignt of its children. Most
expert'. on child welfare matters agree that the plight of our child-
:en is a national diugrace. Valid studies have shown that many of
our vc,th who join the ranks of criminals were abused, neglected and
malileated as children. No doubt, many of thece wayward youth would

respcnsible tax paying citizens if only accessible comprehensive
colmunited program, had touched their liven and the lives of
tre:1: caretakers.

Cetil pilmaly, oecondarynd tertiary child maltreatment programs are
-volved trot those 'community based institutions that work directly
with chillien and families, child maltreatment will continue to rise.
The., prkqrams must it sufficiently comprehensive and varied in scope.
PrikirariLatn:ally they must be designer' with equal impact irom local
coEmuit, iniititutions. These institutions include churches, syna-
n.ws, mougnes, day care centers, head start programs, P.T.A.'s,
community ooards, civic associations, fraternal orders, secondary

ones all other social, educational, and cultural organizations
tiat oi local and community involved. A system of monitoring these

.t1.11, could be located under thei auspices of the National Center
1g child Abuse and Neglect with appropriate Federal and State over-
aidht.

Since the Udit,.d :Itates is a patchwork of vast and varying ethnic,
racial and cvitural communities, and since child abuse and neglect is
a national phenemenon that involves all communities; programs muse be
actualized that are sufficently heterogeneous to respond to the nation's
raiii:t1, cultural and class salad bowl. To the extent that folkways and
mot: vary from coonunity to community, Child Maltreatment Prevention
Plogtam should also vary. In other words programs should be structured
in such a way. that they match the patterns of behaviors that make up
lh, 7.tructure of each community they are expected to serve. In addition
to betng culturally orientated, programs must be destigmatizing and sen-
sitizind. Families should be made to realize that parenting children
regilir: appropriate .;kills in interpersonal communications. If they

lack those skills they must not be made to feel like criminals. Inad-

equat parents can be trained appropriate parenting skills in non-stig-
matizing community learning clusters.

It its been my experience that these parenting classes are more effec-
tive if trainers are themselves parents. Parent Leadership Institutes
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condac.ed Ly Nw 'ott. :;peetal Services fur Children ha:; ttained
Not.. than 2C0 patents. Many of these patent:;, after tealizing some
insiht into theft own lack of parenting skills, have established peer
codn!,,Iling groups in their own churches and day care centers. Fief:oft-

ly ,afalche.,, day care centers and schools in the Queens area are tegaest-
Int that Special Services for Children facilitate parenting classes for

parishionet and parents.

I agz,,, with the experts on Child Abuse and Neglect that 90C of Patent:.
wii their children suffer from no serious psychiatric malady.
Thetetore, progtam designers of child maltreatment prevention programs
maaf take this often overlooked fact under primary considerations when
deeelcving programs to stem the tide of child maltreatment. Despite
the fact that child abuse and neglect crosses all comnanity boundries
and prvaila throughout amer ican society it is mainly 'he poor and mi-
nority children that end up in the child welfare sys- , Support pro-
gramt mast be inhtitionalized from the public system. "or' it is the
iaihlic child welfare that our minority and poor citi, it; depend
on in tines of ci isis. Public child welfare system m. ! p

paftnetship with the minority and poor community. Viso alt.A.Oro that

the:; must happen if the minority and the poor ate adequately served
within the present structure. Progress must be made in the area of
iananency and child maltreatmentprevention for minority children.
ef!eanfl,,, most public child welfare agencies do not have adequate out -
fte, fmmponents. Concepts of community eutieach vary from locality
t, locality. My experience has taught me that very few agencies ever
make any L,..1'10At, edforts to involve the minority and poor communities
when planntnd child maltreatment prevention. Presently, plan-fling takes
place with to impact from the very people who must use child welfare
_tel.:Ices. Vii tow public agencies on the Federal, State, Municipal
or county level make funds available to local community organizations.
In nth, weeds;, agencies continue to talk to agencies while never talk-
int to the community. Min lack of minority comMunity involvement on
the part of the child welfare system has hurt its image in the minority
communities throudhout the United States. This lack of minority com-
munity involvement. on the part of the child welfare system has caused
nAny mitority community leaders to view their local child welfare cen-
ters as "child snatcher; ". This image must be changed if a partner-

la tt. he developed. This non involvement is one reason why
minofity children are inappropriately represented in the child welfare
!miatema. Until adequate heterogeneous programs arc actualized and
mode accessible to every community, the plight of our children will con-
tinue to he a national disgrace. For your information I have included
e!:!.,ieit of articles on successful child maltreatment programs that I have
.men involved with.

I thank you.

Respectfully yours,

Theartice Gentry, PH.D.
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v far the Invitation to provide written testimony
tn- "mental injury" category of the Chin Abuse and

.. .S.C. 5101) which is presntly under review.
Office for the Study of the Psychological

F!.-hts chl:A, I consider this to be a matter of substantial

a, In:ddrv, which I understand to subsume psycholokical
-m I: on ney:loot, Is a problem of major proportions

.wn! berInninr to understand. Experts in the field
atae anU ne.,.lect readily acknowledge that mental Injury,

whIm a]m. ud. 0. accompanles physical abuse and nerlect, is
m ;:r.d.,:on:: than physical abuse and nerlect and often more

:d-.Ive In Its Imvact on the lIven of young people. Even
dr h and consensus, research has

I.-n*!f1..: a lcnr 1lot of neratIve conditions as possible coil-
roots I njury. These conditions range from poor

'hat inr7, and dru7, abune; thrcuc,h low self-
-:teen, :::.!era_7hIevement, and incompetence; on to severe anxiety,

ntome, serious emotional disturbance, and
ilreded at self and/or others. Th,-maJor

1-nd: -f a:ddnr,
ante-

the :lov.nr the third to second ranked
adl,)n:ent, are all forms of mental injury.

Iher ps7.7h.:lc.r nor th-- law have adequately defined
Ih:ur. .I.e. psycholcrloal and emotional abuse and neglect),

d .. orms, a;:s' long term effects, or effective
and -erec*.Ive prosedurs. The lack of understandinr,

f ir the reason mf".tal injury receives no little
n in 2nmparlson to physical abuse with its more visitle

Ti" states or this nation are finding It
v d ''5 !Ae:!!!!'::, let alone correct, instances of mental

.nv. A n. nf :Yu'' laws in re.7ard to mental irOary finds
f7!tv meaniro7fal compreherhiveness to he generally

.1d malcrity of :0 at provide or ly Mention of mental
a v . amb17.uous definition of She term.

Indiana I nwerity at Plnorrungton and Indiana UniyetsityArstur Unwrrsity at Indtanapolis
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in .;en! wLi gn beyond this level tend to fall within one
dealing with Incapacities of the parents

f,r de3tructlee-par ntIng practices, or evidence of sub-
biminished psychological (including intellectual)

functioning on the part of the child as a result of abuse or neglect.
Wnll some Gr these laws may be considered superior to others,

Adunt,ly deals with the issues. In addition, oases suc-
rsfully rrose,!uted appear to have been few in number and

ally ..o,: t on the parents' inability to care for a chilu's
anT em,,tienal needs due to mental illness or chronic

While more subtle forms of psycholegical neglect.
and a.2tive fnrs or psychological abuse may have equally dev-
,ntatIn.7 effect:: ON the developing child, such cases may Fo
unnoticed due to the vagueness of reporting laws, or, if adjudl-
Tnted, they are left to the discretionary wisdom of the court

interpret a non-specific statute.

Ti,' lack of clarity and action regarding mental injury
ertalnly Justifie; 'using on this topic during the present

revies: pricers. Mu neds to be. done. Progress will be made,
. In my opinion, by maintaining the category in the law; by expand-

lin7 efforts to share information regarding the most; constructive
a,?:ices now in 'effect; and by developing and supporting efforts

to fl;rther clarify the meanings, causes, and effects of mental
inJury. While the present law provides insufficient clarlty and
.!Ireticn, its very existence acknowledges the seriousness of the

S,IN,:orcen the more progressive legislative and service
aohlev , !ment:,; and contributes to a sense of work undone, hopefully .

uheasIne:n3 that will stimulate further effort in this area. It

.mild prcb.',bly be wisest to leave the statement of national law
in its r!ent form at this time and to provide encouragement for
the TAchtifl,!ltion and application of best practices and the

nf fnrther clarification which would eventually support
oon:;tuctive substantive improvements in the law. The National

Abuse and Neglect is certainly a logical vehicle
f,r. channeling such support. You may also be interested in know-.

that the international Conference on Psychological Abuse of
,;hildren and Youth, to be held at Indiana University-Purdue
University at Indianapolis, August 1-11, is intended to clarify,
consclidate and expand the state of knowledge base in this area.
Tills conference will bring together representatives of 'all the
:-mint helpin profession and advocacy groups concerned with
m,ntal_ injury. It will produc'e recommendations for legislation,
research, 'prevention and correction. As Project Director for

nhference, I can assure you that its products will be made
r-allly available to you and-other interested parties.

changes. are to be made at this -time to 'the present
law ih reari to the mental injury category, the following sug.-_

inns are made for consideration. First, "mental injury
be changed to "psychological abuse and neglect," a phrase

which more accurately labels the area of concern'(presently in-
b:.rpnrated In Hawaii's statute). Second, it would be helpful to
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ecegni,*.e in the law and guidelines for its application that
sufficient difference:; exist in levels of seriousness of mental
tnjuy, or psychological. abuse and neglect, to require that dif-
ferent strategies be applied .to dealing with them. This might
meas that a first level of greater seriousness would be reserved
:'or lg;al action to protec' and prosecute; - while a second level.
of lesser oeiousnes,i would be dealt with through counseling and

sevice:; to be provided to those spectflcally involv-
e i by a ,.ommunity resource team (omsbudsman included) to clarify,
e.luonte, and train for improvement. The.level of seriousness
might he judged by the degree of immediacy tc which the child's'
healthy development is in jeopardy. (for protection considerations)

de,.7ree to which cause and effect relationships are known
exist. (for prosecution purposes).

With the expectation that some types of mental injury would
rall in mi,re than one category, it is probable that some agree-

ceuld be reached by informed and reasonable people regard-
"level of seriousness" category for assignment. For

xample. catery on; (greater seriousness) might include instan-
e es vefusal by caretakers to provide needed psychological treat-

an emotionally handicapped child, denial. of essential
irfec lti.,n and ftimuation in infancy, or parental encouragement
...d to engage in illegal or sexual offenses. Category

!eoser seviouznss) might include instances of repeated pub-
o.l'ation, severe marital discord creating a strongly neg-

! 1 olimite.in the ho:e, or demands for perfectionism.

a two-level approach to conceptualizing and dealing
inThry w-re pursued, It would also be worthwhile to

give !.:: a third category, supported by expert
,,su , 11 with requirement: for healthy psychological

Ae/e1Gpmen The prescriptions for psychological health could
In..,:v;.,eate in awareness, eie-tating and trafning processes

..iencies (e.g. sehools, churches, welfare
are centers) and public media to decrease-the like-

. f it'ury while supporting te,,Ilhy psychological
,schological needs focusith!. n love-and affcrtion,

h ee-17,rr,e. se-Jr-esteem and responsible group
w,ili is ,.nmpln for inc?...,sion here.

..':,otr,,ot iv, -enuits acere from applying these
would, again, se, prudent to await the

s:Fih as Si. - sanfeeece cited previously so
to this area might have greater effi-

ati,-n in grea7.0r impact. A good deal of work
lone .,1.7]ee that responsible handling of mental

in :i.. Consideration must be given to the basic
ii: ,v cleats of human, beings which, when denied,

ih and organizations tend to agree that
el arr,ct,Ion, love, understanling, fre on frrm deg-

ho:::ag.oment to de..-elop abi:Ities and talents,
mem:-erohlToe Consideration must also be given
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to the i'qesent 1(vel research evidence regarding psychological
abuse and neglect. For example, the failure -to- thrive syndrome
has been strongly documented as resulting from affectional and
.stimulation deprivation, while the relationships between partic-
ular psychological conditions and marital disorder are just now
being meaningfully explored.

In add it Ion, it is essential that two very sensitive issues
be clarified: the mental injury category's implications for
family Integrity and punitive versus ameliorative strategies.
T'neern about mental injury must not be communicated as a general
.2ondemnation or family living and parents, or as a threat to
the integrity or families. Adults, as parents and non-parents,
abuse and neglect young people, as do siblings and peers. Abuse
and neglect occur In homes, schools, institutions and a wide
variety of community settings. All forms of mental injury occur-
!rig in all settings and uwder all relationships deserve consider-
ation. Experts in psycholtgy, psychiatry, and social work ecog-
nize that the family is the central support base for stimu-
lating and influencing psychological development in our culture.
It is the only structure generally Capable of meeting the funda-
mental psychological needs for safety, love and belonging, and
tieing valued by others early in life. We must do all we can to
enlian.te the integrity of family living. We have no proven sub-

for It. Finally, it is important that it be recognized
that punit1ve legal action, while it may be necessary in some
case;, will be Car less effective in dealing with the existing
breadth and depth of mental injury than corrective and preventive
procedures that train, educate and encourage people to apply
practices promoting healthy psychological development.

The Orrice for the Study of the Psychological Rights of the
Child and the planning committee for the International Conferencq
rr Psychological Abuse of Children and Youth will be pleased to '

provide further information and assistance in your efforts to
prot:..t and Improve the psychological health of young people.

Sincerely,

-eftuart N. Hart, Ph.D.
Projet Director
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1725 K Street. N W , State 1211. Washington. D C 20006 , (202) 659-0565

GROWING WITH YOUNG PEOPLE FOR 72 YEARS

The Honorable Jeremiah Denton
Chairman
Family and Human Services Subconmdttee
A 624 immigration Building
Washington, DC 20510

Oedl :jenator 0eaLon:

Thank you for giving Camp Fire the opportunity to testify before your sub-
committee on child abuse.

The following is the response you requested to Senator Dodd's questions:

1) iiow hany uo_you estimate may be in danger of sexual assault?

According to the latest figures from the American Humane Association,
7 percent of reported child abuse cases involve sexual maltreatment.
If the number of children at risk of child abuse today is thrn,
million, at least 210,000 of those children are potential victims of
sexual abuse.

For female children in particular age groups, the risk of sexual abuse
is much higher. Among female children 9 to 11 years old, 20 percent
of reported child abuse cases involve sexual mistreatment. For female
children 12 to 17 years old, more than 15 percent of reported cases
involVe sexual abuse.

2) How important is it to authorize separate funds for the treatment and
orevention of sexual abuse?

Camp Fire believes that sexual abuse is a complex and troubling problem
for society. The mere public discussion of the problem causes people
to feel uncomfortable. As I stated in testimony, we are engaged in
sexual abuse education problems, basically without Federal assistance.
If a set aside of funds for sexual abuse and prevention were provided
in the authorization, it would accomplish several things.

First, it would target resources in a way that we could see an impact
from scarce Federal funds.

Second, it would allow the National Resource'Center to develop the
adequate expertise to respond to requests for local assistance.

AN EOUAL OPPORTUNITY EMPLOYER

4



456

And third, a federal set-aside would raise public consciousness and
sanction public discussion of the problem.

I hope this answers the questions completely. If Camp Fire can be of

assistance to the subconvnittee on anything else, please do not hesitate

to ask.

Sincerely,

rnold E. Sherman
National Executive Director

AES:nh
cc: Senator Christopher. Dodd

4 62
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The Children's Hospital Medical Center
300 1.1.1,19, 00,1 A Ve Us! l/11, Alassachusetts 02115, Telephone 1617/ 135 6000

The Honeratde delemiah Pont,in
'titres Senator

.iimmittee on babor and Hunan
WrOitnat,,n, D, r, 2SSIg

trrt 1.,,111

S011ro,1

Many thanks for year letter of April 19. I verylmuch enjoyed my testimony
/:ore your sommitt,, And I in sorry that you were ill that day. You carried,

forth mrnfully while you were there), and I was pleamed indeed to see the interest
ia,b1,11 1,ild abuse which you so obviously Oemonstrated.

In 'Lis I,/ , -..1 .,lid to the question.. ,riven to me in writing .subsequent

to the 1 ., questions, and my responses, follow:

1) i. ta.wbei fur, the question always arises about the proportion of money
dto: 1.. research and that devoted to services. no we have enough

1 0 ,, h,,uld more he spent. an servics?

P,sPoNSS: The r is not_ nearly enough research data on child abuse. My colleagues

tlwtolyn `Rotor Newhraer, 7.1.D., and Robert Hamilton, Ph.D. have reerfAly reviewed
oar knowledge and reteareh needs in an article scheduled to appear in the Journal.
ti the Arrrican Academe of Child Psychiatly, entitled, "Child Abuse: Current

lh .1Ao17 ,1 Future Research Needs." A copy of the corrected galley proof is en-
lesed. We ..onclude that much, if not most, of the research on child abuse is

metbgdolosically flawed, and that mote renearch is needed specifically in the
folb,wing tin is

a) In:idenav estimates continue to be confused by a lack of

treeision in the definitions used in research, policy, law, and
sractiee. Studies of maltreated adolescents suggest different
eanses And consequences from cases involvinq younger children.

10 Tdntiiacaties of risk for maltreatment remains statistically
nnreliible, thus frustrating attempts at early intervention.

TII,A.:M,1,t of child abuse in inadevate, and successful treatment
imperfecly understood. Conventional social. work appro then are

ea4,,iated with bigh rates of re-injury, but low recidivism is repor-
ted i!!, innevalive And mnourceful programs with Selected clinical

11 Neatly .11 treitment efforts focus cn Parents. Not only are

the devolopFrAd..1 And health needs of children ignored, but the
children may i.e banned by interventions which place them in foster

hem, Ar institutional care setting,. Focus on the childhood ante-

cedents, precipitants, and concomitants in research and practice is
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limited. Poorly differentiated.clinical approaches neglect the

unique needs of adolescents.

Al Preventive initiatives are largely:unexplored, notwithstanding,
for example, the suggested potency and cost-effectiveness of facili-
tating the formation of bonds of parent-child attachment at birth.

:l The medium-and long-term consequences of physical and sexual
are piirly_understood, although experts concur on the increased

vulnerability for severe problems in school, in behavior in the
eommunity, aril in later family life. few longitudinal studies have
begun, and these are likely noon to end, because of severe constraints

on research funding.

2) Dr, Newberger, do you have statistics on the incidence of child abuse perpe-
rAted against. children of unmarried or divorced women by boyfriends or live -

in Sate.?

fESPONSEi :t. appears that we are seeing increasing numbers of cases of this

nature, involvinu both physical and sexual abuse. in the past year, for example,

a young.teenaoe girl was raped by her mother's friend after he was asked by her
mother to leave their home. in another case, a man suffering both from alcohol-
ism and the Vietnam post-traumatic stress syndrome repeatedly beat a three year

,III with whom he felt in competition for his mother's attention and affection.
trier my supervision, medical students reviewed, the case data over a hospital

year. Briefly tr summarize our findings, there appeared to be a sharp increase
from our and others' previous experience in the number of cases in which boy-

friends were involved. There appeared to be the greater number of more severe
incidents where they had been in the hone lesd7and presumably they did not have
a deep and abiding emotional tie to the child: this was not always the case,

however. Most of the physical abuse cases were quite young; by contrast, the

sexual abuse cases were principally of teenagers. I should add, however, that

in many of the cases, the boyfriends appeared to be an importAnt source of support
to the mothers, and our clinical concern was focused on sustaining the support
of cnotional ti.es while preventing future violence. Obviously this cannot be done

rn most cases of sexual abuse, and it is very difficul. in many cases of child

diuse where the mother is asked, to quote the beviriend in the case involving
the three year old child above, to "choose him or me."

1 is yleased also to respond to the questions from Senator Dodd:

it What can be done to prevent child abuse as opposed to treating it? What

More should We-114.ir,q?

MY colleague, Carolyn Moore Newberger, Ed.D., and I have recently

completed a review of what can fa. done to prevent child abuse. As I indicated

i MY testimony, we must rely ever less on reporting and more on prevention if
Are going to ese available resources efficiently to deal with child abuse.

A copy of a reprint of this paper, "Prevention of Child Abuse: Theory, Myth,

Praeti:e," which has ust appeared in the Journal of Preventive Psychiatry, is

ennIcnntl. Briefly summarized, our recommendations are these:

4 6
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. _.....- .

a) Acknowledge the importance of naolLal health to the functioning
ash v.a11-1,ing of children and families by formalizing a conception
of health that. includes if:mit:Iona' as well as biological health. This
cio. Iv ahhicved through the training of physicians and others to rocog-
hics ..1mUtionql As well a, physioIrslical issues in

act- I fe, sill liv provi d i no third party reimbursement for performing
I- the patient's advisdr, soon:mbar, and health advocate.

l'rem Learnt:1.i Thiscirry

10 ,five ihdents access to information and understanding of child
development, including nonviolent methods of socializing their children.

I hheat.: the parent-child relationship to an appropriate position
,f rnal,ct and import,nce in clinical practice, through facilitating
tia formation of bonds of attachment at birth, by preventing prematur-
ity throush prenatal care, humanizisd the delivery experience, bring-
lisi 111111,1 ers into the delivery room and emthasizing their supportive

rols toward mothers and the 'r participation in child car::, and by
srademenf it paternity as well as maternity leaves from employment.

!cid,. Theory.

i) Provi telephone access to parent S at-times of distress
t heir children through het:lin-mi.

.h !fake wail-dile to 111 children health and mental health well child
diahvisrs, and treatment- Children who arc sick or handicapped

fake ivailable emergency homemaker and/or child care servicss to
11011105 in crisis,

h isduce social isolation by making universally available such avenues
,c aecess to other people an telephones and public transportation.

h f,sphort existing iommunity institutions such as churches and
ovIts11,,tionS t!,4t offer support and a sense of community end

o: iersona1 value to their membership.

1) ithower au" --- I, Acknowledge the extent to which sexual dominance
and subservience ramifies both in the abuse of women and children and
fh frofisional settings where male-dominated, symptom-oriented pro-
fes,lens (medicine, surgery, 11w) hold sway Over profession, eompeLe,,
mti.M. of women Lsocial work, nursit:q, child care).

465
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irdm 1.abeding TheolA

1) Hgrxive the stigma iron letting help with family problems by
detaching protective service programs from public welfare agencies.

h,aily value-laden nomenclature of the battered child
..yndrore," "child abuse," and "child neglect" in favor of a broader
Ind mare lax,no d,neeption of childhood social illness. Increase

the fensitivity, timeliness, and competency of medical and rocial

c) ExPand pal t7 .n.nirness of the great prevalence of child abuse
and domoid vtobnice, dianaiserd.1,7 the conventional wisdoms attach-

me; child abuse to 7htviant and minoriii individuals and groups, placing
emli!isio on the reality that the potential for violence is in all
id us, and priority on individual and social action to intervene when
Violes,c

Hd.,, has the "C,,,rdinotPd Discretionary Research turd" affected research ea
pr-Tention and treatment of child abuse? What would your research ricom-

mendation

Idd1 :PP I fen that there trust be a separately allocated and administered
Ind .1,7mentration program, as mandated in the statute. By including

prevention and treatment research monies in the general pool in
lie. Anfistant Secretary for Human Development Services, the Penertment

Health ,I,1 Human Srvices has successfully vitiated the research proram of

h.0 e :ter on Child Abuse and Neglect. There is sharply lese money

eiail.d,le fui 1,11.1 Italie research, and no longer are full and complete proposals
in ateaa ,r hi Need concern being solicited from researchers in the field.

T1,17, in TY eitwa is a tragedy.in light. of the great needs for knowledge a:d the
1coning; Of money which are committed fur service, most of which are not

and many of which could be improved Ly knowledge claimed from a coherent

i.a.and, and demenstration program. Additionally, a whole new research priority
70,..da to be articulated and, in my view, to be guided. by useful clinical research.

my n...-ommei,lition would be to define with clarity a separate research mandate

fof tee National ('repot etc Child Abuse and Neglect and, further, to stipulate

in II..' 7evin,,d coordination of these t. search artivities with those
National Inui:tute (-4- Mental. '(calth and tne National Institute for Child

Healti. and Him in N,...milopment. Unfortunately, these three important agencies

have nni been aIde to collaborate in supnort of the research agenda

i,r -1111d .awn,.

Thin. in cy view, is n,t. for ,Ty want Of doing so by the staff of the National

..n I Abuse and t. It has rather to do with the extent to which

they have 1,.n aufmenged in the VIOIS bureaucracy and lack of priority given to
i n effe-tive :dee!, h program ,f1 child abuse by the pact and present admini-

strat,4,.. It an he changed, as I know that there are excellent points

expa.ifire in bet NICID (Dr. Peter Vietze, DiroGtor of the looter for Research

'or, motnct. and Cnildren) and at rTmli (Dr. Sale Shah, Director, Center for

! an,f
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With kthd rugards.

Stnctirety.
,1

Eli F. t;ewhttrucr, M.D.
Dtructot-, Sian' y Devultipment Study

EMS:1,1u
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United tates eSenate
COMMITTEE ON LABOR AND

HUMAN RESOURCES

WASHINGTON, DC 20510

April P4, Im83

11.1r t / t t 1.1,.1/ /t/
t tiee 13l searc:1

of Social Work
r:A v.rs r.y

,I,n 1 n; I n, 11. IT - 211050

Ied: Dr. McAdoo:

Thank you very much for your intormative testimony before the
So:ss,!timittoe on Family and Human Services on March 24 on the
tall,:' of "The broken Family: Effects on Women and Men." Your
st.itement will be most useful to the Subcommittee as it continues
its study ot the causes, effects, and possible remedies to the
t unily !fdkdown crisis.

I would appreciate it if you could provide answers to the
!,,11,,Ing questions for inclusion in the written record. The

will he held open for ten days so that you may prepare

I. (,,I1 ti, t,,st page of your statement your recommend that
overnment adopt policies that reinforce rather than disrupt
xistin suf.1' ,rtive networks of the families and community
institutions that have been helpful to women. Can you give
me some -pecific recommendations as to what you have in mind?

latrind the March 72 hearing on the effects of family
Ia.2,6..,lown en children, we heard some sobering testimony of
fir ettect, or divorce or father absence on children,

isychological effects. Testimony inicated that
the ettcts range from rage over desertion to low motivation
And low self-esteem, apathy, and an inability to defer
immediate gratification. In addition, boys without fathers
At !Irmo Xporione, a greater liklihood of sexual identity
problems in later life. Girls who lose their fathers by
divorce 'it' more 10-sly to become sexually involved in

adolescence than at, other girl.;. Yet you say on page five
vt: y,,r written statement that "economic security is more
imp)rtant tar effective parenting then the actual presence or
.senae ot any one parent," suggesting that ..tnanc,ial status
is more important to the character and psychological
dev..loi..mnt of a child than a relationship with two parents.
fs,I1 you laDorate on that?

46o
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3. Let me ask you to comment on a quotation from Sexual Suicide
by George Gilder:

Doubly corrosive in money that goes to women under
conditions that deter marriage.e_ Our welfare
program -- particularly Aid to'FaMtlies with
Deper:tnt Children (AFDC) is tragic because as
currently designed, it promotes social
disintegration.

Do you have any suggestions on how we might better distribute
our welfare benefits to those who need them most, while not
making receipt of benefits contingent upon the father being
absent?

My colleagues and I appreciate your time and effort to give
the Subcommittee the benefit C your views on this vital issue.

JAD:na

Enclosures

With kindest regards,

JEREMIAH DENTON
United States Senator

CoPY
(N(CF: The Committee had not received any response to the questions

rererred to by the time the hearing record went to press.)

uS
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United Staten senate.

Ms. Connie Mallett
President
parents Without Partners
International Office
7910 Woodmont Avenue
Bethesda, Maryland 20814

Dear Ms. Mallett:

COMMITTEE ON LABOR AND
HUMAN RESOURCES

WASHINGTON, O.C. 20610

April 14, 1983

Thank you very much for your informative testimony before the
subcommittee on Family and Human services on March 24 on the
topic of "The Broken Family: Effects on Women and Men." Your
statement will be most useful to the Subcommittee as it continues
its study of the causes, effects, and possible remedies to the
tamily breakdown crisis.

I would appreciate it if you could provide answers to the
following questions for inclusion in the written record. The
record will be held open for ten days so that you may prepare
your answers.

1. Among those members of Parents Without Partners who chose to
be divorced, do you find many feelings of -egret, many
feeling that they perhaps did not realize before divorce how
serious the consequences for them would be?

2. Co you have any suggestions for how we might improve the
collection of child support payments?

3. What would you ident'fy as the leading cause of the
extraordinary divorce rate ,hat out society is experiencing
today? What has fappened in our society in the past decades
to make this problem so serous, with women hearing the bruit
of the effects of family disintegration?

My colleagues and Y appreciate yo .r time and effort to give
the Subcommittee the benefit of your views on this vital issue.

JAD:na

Enclosures

With kindest regards,

JEREMIAH DEWTON
Dn'ted States Senator

it1,1 \\./7

Tho .14m(,0 ha r! not received any renponse tr, the queotionn

,1 th, time Learin.7 .ent
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ERICAN BAR ASSOCIATION
1300 M STREET. NW., WASHINGTON. DC 200364303 TELEPHONE. (270) 331.2203

wRrrurs DIRECT NUMBER' 331-2214

April 20, 1983

Honorable Jeremiah Denton
Chairman, Subcommittee on Family

and Human Services
Committee on Labor and Human Resources
United States Senate
Washington, D.C. 20510

Dear Mr. Chairman:

Thank you for the opportunity to submit our
comments to you in connection with the April 11, 1983
hearings before your Subcommittee concerning reai 11-
orization of the "Child Abuse Prevention and Treatment
Act." We submit this letter for the record of those
hearings.

The American Bar Association supports the reauth-
orization of the Act and believes in the need for the
federal government's continued involvement in the pre-
vention and treatment of child abuse and neglect.

In 1980 the Association adopted a policy urging
"the Congress of the United States to support extension"
of the Act. Since that time, the Association's concern
for the maintenaNce of a highly visible and productive
federal role in this field has become greater than ever.
The recent tragic increases in serious physical abuse
and related child fatalities, the widespread cutbacks
in state and county child protective service agency
staffs, the growing awareness of previously understated
forms of child abuse, such as sexual 'exploitation, and
a host of other factrrs have conv4aCed the Association
that research and de:,unstration programs must continue
at an accelerated puce to address these problem areas.
because these problems are nationwide in scope, it is
incumbent upon the federal government to provide leader-
ship in seeking solutions. While individual slates
must continue to respond to the problem, federal direc-.
tion and oversight is necessary to help minimize dupli.
cative research and .demonstration projects and assur
that child abuse funds are appropriately targeted and
prudently invested.

4;1
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AiSA 1..i,lation reauthorizing the

ni!d Vceventi"n :it! Tiea,.nwnt Act is likely to contain

p:c.vi,ion,: placing new technical assistance responsibilities
!h Nacicnal Center un Chlid Abuse and Neglect and new

in.::tigative responsibilities on state and county child

ret ve agencies regarding cases of ne0-orn handicapped

ihi l dren denied medical or nutritional care. Based on four

ea o f with child protective service ac;encies, we
a.;encies will need considerable technical

,,nd financial support to effectively implement

scot new responsibilities. We therefore urge you to increase
the authorization level of the Act to assure that these sig-

n: or '1CW duties, do not interfe,e with the child protective

sysLe71. already overwhelming obligations to help maltreated

clidren.

A:. additional evidence of the need for increased funding

fur the Act, we hope that you will consider the fact that at

present, seven states do not qualify for state funding under

Ac. if in the next year they do become eligible, as the

Ad:l.iai:;tration hopes, this will reduce the already meager

H,r, of funding each participating state is allocated. We

Therefore al,o urg, you to substantially raise the Act's

sadism; level so that the states will be better able to deal

wil.1 these problems through their child abuse blo6k grant

veer guLcommittee desire additional information

;0..ut
ASS0,1:'LlON'S position and work in the area of child

use and neglect, ;lease feel. free to call. upon Howard
)av:dron, Director of the Association's National Legal Resource

Center for Child Advocacy and Protection, a program of our

:
Division, at 331-2250. Ve thank you and the

the !;11t,committee for your leadership in this area

Sincerely,

Robert D. Evans

co: Member:: of the Connittee on
Labor and Human Resources

4;2
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Mt. Chitty's:rt.' E. Hiew.rs, CHNIMISSItINFR r()It (7HI1.DRN, YiwTti AND
!,) i./11,..,T1(,Ns SI IsM1171:1) isy tit NATolt 1)01U)

1. Question: A 50-State phone survey conducted this past
January by tne National Committee for Prevention of Child Abuse
revealed a big jump in reported instances of child abuse,
speciftr:dlly of severe and fatal cases. The rlitmber of deaths
from MI to 1982, for example, rose by some 44%.

(a) 1 your testimony, you assert that "nothing challeges
us more for the future strength of our nation's
failies" than the prevention of child abuse and
neglect.

Given the skyrocketing of child abuse deaths and your
stated commitment to preventing such deaths, how can
yo. request only 1.?vel.funding for. this program?

Answer: The Child Abuse and Neglect State grant
program, fcd which we are asking level funding in fiscal year
P-iH4, is not the only program directed toward strengthening
at as' ::apar:ities to deal with child abuse and neglect. The

principal sc,irces of support for direct services from the
Fedral government are in the Social Services Block Grant
program Title IV-B of the Social Security Act, which
support direct child protective services. In addition,
programs su,A as Head Start and the Runaway Youth program can
provide services which serve a preventive function. In keeping
with ',e President's policy of fiscal restraint in Federal
rrocis, we will use the current level of funding for the
Child Abuse and Neglect State grant program as leverage in
fo..:usihg resources from other Federal, State and private
sources on meeting the problems of child maltreatment.

In addition, we would note that the great increasein
repor:_iag is one indicator of the success of Federal, State and
local efforts to increase attention to this national. problem.

2. Question: Given recent disturbing evidence of a
correlation between child abuse and parental unemployment, what
is the Office for Human Development Services doing to look into
Lt.:L., problem?

(a) Have you formulated any specific initiatives to
prevent and treat child abuse arising from
unemployment?

(b) Have you awarded any grants to examine this problem
and possible remedies.

Answer: The National Center on Child Abuse and Neglect
is engaged in an in-house analysis of correlations between
levels of uremployment and child abuse reports. On a national
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basis, correlations are not clear between these two sets of

statistics; on a county-by-county basis, correlations are

inconsistent. We believe that other indices of economic
stress, such as levels of employment and instances of
large-scale lay-offs within communities, may in fact be more

closely linked to child maltreatment than unemployment

statistics. We are continuing to monitor information pertinent

to this relationship.

Meanwhile, many of the prevention programs formulated,

supported and disseminated for replication by the National
Center on Child Abuse and Neglect are relevant to helping
families manage increased stress whatever the cause. These

include information and referra' to community-based family

services, telephone stress counseling services, Parents
Anonymous chapters and other forms of parent peer support

groups and parent aide programs. The fact that the sources of
stress may be economic does not change the techniques provided
by such programs for coping with it in families at risk of

child abuse and neglect.

We have a continuing grant relationship with the American
Human Association to provide assistance to the States in
collecting, analyzing and using statistical data on reports \of

child abuse and neglect. This grant project, has taken on a
related task of analyzing these data in light of changing
economic conditions in the States.

3. Question: You mentioned that you support the language

of S. 1003 focusing special attention on protecting severely

handicapped infants. You further state that you can increase
the efforts of Health and Human Services to work with the

States on this specific problem without any additional funding.

(a) How do you plan to do so without cutting back other
HHS projects designed to prevent or treat child abuse?

Answer: An analysis of State child abuse and

neglect reporting laws leads us to the conclusion that the
necessary legisla' ve frameworks are in place within all States

to deal with protection for severely handicapped infants within

currently existing child protective service systems. We

believe that we can, for very little expenditure of program

funds, develop appropriate suggested procedures for
ccnsideration and adoption by the States, which will clarify

roles and responsibilities specifically related to protection

of severely handicapped infants. Such a process should involve
input from medical, child protection and legal experts,

r 7



469

resulting in a set of recommended procedures which can be
supported by State child protective service agencies, the
medical field and the judiciary. This process will not require
expenditure of funds for research or demonstration activities.
Thus, it will not result in reductions in our ether efforts.

4. Question: How will recent proposals to reclassify
and/or reorganize certain employees in the Office of Human
Development Services affect the administration of the Child
Abuse Prevention and Treatment and Adoption Opportunities' Act?

Answer: We do not expect that either
reclassification actions nor an,' of the reorganization
proposals under consideration will adversely affect our ability
to administer these two important programs effectively.

5. Question: How has the coordinated discretionary funds
program improved the integration of targeted child abuse
treatment and prevention services with other social services?
Will you provide me with a listing of all grants made for
FY 1981, FY 1982 and FY 1983 for work on child abuse?

Answer: Discretionary funds appropriated through
the authority of the Child Abuse Prevention and Treatment Act,
as amended, have continued to be managed as a separate priority
within the coordinated discretionary funds program, in keeping
with the Act's provision that all such discretionary activities
shall be carried out through the National Center on Child Abuse
and Neglect. In fiscal year 1983, NCCAN funding availability
was included in the coordinated joint program announcement
published in the Federal Register on December 7, 1982. Because
NCCAN funds have not been made available for extensive joint
funding activities, however, we only have a. few examples of
actual integration of targeted child abuse treatment and
prevention services with other social services through this
process, and those examples are programs managed by the
National Center. They relate specifically to protection for
developmentally disabled children residing in residential
institutions. While findings from these projects are not yet
available, having been funded only in September 1982, we can
state that the pooling of program funds and program expertise
to address issues of common importance to more than one of the
populations served by the Office for Human Development Services
holds promise of providing useful program models for the field
of human services.

We are attaching a listing of grants awarded in fiscal
years 1981 and 1982. With the exception of the 1983 award to
Parents Anonymous, executed in February, other awards for
continuation and new projects are currently under review and
are scheduled to occur in June, July and September.



470

6. Question: You refer to data showing that many
neglected and abused children are not known to local child
protective services but are known to educational, medical and
mental health professionals.

.(a) What is the source of your data?

(h) How do you plan to help make such children known to
local child protective agencies?

Answer: The source of this information is the
Findings of the National Study of the Incidence and Severity of
Child Abuse and Neglect, conducted by the National Center in
1979 and 1980. Concurrent with that study and subsequently, we
have broadly disseminated profession-specific publications,
training materials and other information aimed at helping such
professionals to recognize child maltreatment and to know their
mandated duties to report known and suspected cases to child
protective service agencies. In addition, w have awarded
grants to health and medical agencies, mental health agencies
and law enforCement agencies for different s rvices related to
child protection and child abuse and neglect prevention and
treatment. As a part of each such grant, we have required
certification of coordination between the gqntee and the local
protective services agency. In Fiscal Year 983, we intend to
use discretionary funds to address linkages between child
protective services and public schools to ensure better
reporting and mutual support between these two community
agencies.

7. Question: What efforts have been made to update the
first national incidence study in light of the recent
skyrocketing of reports of abuse?

Answer: While we have not undertaken an update of
the national incidence study, we are working out ways of using
reporting statistics, which we do collect annually, as a basis
for projecting trends in actual incidence and severity. The
development of such plans will form the basis for an ongoing
study of incidence and severity.

8. Question: What specific new private initiatives are
you planning with respect to prevention of child abuse?

Answer: An initiative which will begin in fiscal
year 1983 is demonstration of programs to support families in
and through tne workplace. We expect to award several
demonstration grants to human service agencies which can
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provide matching funds from private corporate sources to use
already tested prevention approaches, such as parent aide, JOt

parent education and parent peer support programs, in the
context of parents' places of employment. A second 1983
initiative is the Sixth National Conference on Child Abuse and
Neglect, scheduled for September 25-28, 1983, in Baltimore,
Maryland. Rather than sponsoring this conference as a
unilateral Federally organized even'., the National Center has
enlisted the cosponsorship of 16 national professional and
voluntary organizations. These private organizations have
discrete program planning responsibilities for the conference
and will be a part of its platform leadership. We believe that
the opportunity that this conference affords for increased
professional awareness and rne exchange of program ideas
enhances the field of prevention of child abuse in general.
Finally, we are now engaged in a process begun in December 1982,
to enlist private professional and voluntary organizations to
work with the National Center in dissemii Lion of prevention
program models focused on support to parents of newborns,
especially those suffering illness or congenital impairments.
This effort is a follow-up to a demonstration program involving
eight projects focusing on prevention support at 'the perinated
stage funded by the National Center in fiscal year 1981. '
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PARENTS ANONYMOUS OF ALABAMA, INC.

Post Office pox 2638 Anniston, Alabama 36202 1205) 2363/862 ,:;?,3 c) F7

Senator Christopher J.Dodd
U.S.Senate
Washington, D.C. 20510

April 26,198)

Dear Senator Dodd.

Thank you for sending me the questions about the importance of federal

seed money for child abuse programs and funding for specific projects for

sexual abuse. These areas are of great concern to me, representing as

do not only the state of Alabama, but also th more local ,..rea of Calhoun

County.

In answer to your question on how important federt: seed money is,

let me nay it is very important indeed. It is probably a matter of life

or death for some of the smaller agencies.

I have found after working in Parents Anonymous for four and one-half

years that even though you do get private contributions, and almost everything

done by Volunteere, there comes a time when only stable funding will help

with same project or problem.

In our local work in Calhoun County we have over 200 volunteers. I

counted over 20,000 volunteer hours from our support group in 1902.

This includes volunteers on our 24-hour phone line, eight to ten people

each week in child care; seven professional people serving an counselorc.24

board members; then the people who provide transportation; the teems of

puppeteers; the 15 member publicity group; the people who teach our parenting

classes; the office volunteers; the list is endless.
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All of the people are working, but we still cannot manage without paying

for the prone, publicity meteriale and printing. postage, all of the supplies

ttat keep an organization going.

On the state level we have been laying the g.,oundwork for new Farents

Anonymous chapters since October of 1981, and last year we were able to start

three new ,rhaptere with our volunteers. But it is only since we received a

grant from the Alabama State Department Of Pensions and Security in December

of 1982 (which came through N C C A N ) that we are really getting off the

groun.l.

With this money, $32,500, we were able to hire a ,:ate director and set

up a mmall elate office. Now we are getting calls from all over the state.

for help in starting chapters.

Our new director has already been to Mobile, Jasper, Montgomery, Piedmont,

Birmingham and this week will be in Dothan, Ozark and Enterpriae.

We have calls in now from five other counties which she will visit Boon.

You'll be inteeested to know that Kappa Delta Soroity. has raised money

for a WATS line for our office and has had it iuntalled and will fund it for a

year. (ihe need money has sprouted beret)

Again, let me any, federal seed money in mg important.

To your second queation an to whether more federal seed money should be

directed to funu projects specifically focused on sexual abuse: I feel very

strongly that, you should direct more seed money towards sexual abuse projects.

One of our top priorities should be a National Public Awareness and

Education campaign about menial abus..

The National Committee for the Prevention of Child Abuse said: " People

won't do anything about a problem until they .now it exists. With more

education and treatment programs, more individuals would seek help for

rremeelvee.

4 7 5
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" The grpateat obstacle is pr-ventia, and treating oexuAl abuse is

(Society)."

As yru know, I live in the "Conecreetive" South, but even here we are bringing

wAal ituse out of the closet.

Last tall our child abuse seminar at Jacksonville State University, which

we sponsor with the iedicel Agetcieu in the community, dealt altogether with

the various aepecte of sexual abuoe and incest. Then with our parenting

classes and the puppet show "There's Someone TO Talk To," we feel we are

making progrese.

'People here are beginning to recognize and talk about the problem.

Senates Dodd, I would um .your committee to vote funds for specific

projectm focused on sexual abuse and incest, and especially in the area of

treatment.

Again, thiv,k },a for your questions, your intcrent, and your work in this

Sincerely you:..

Thelma Bigger
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Senator DEnrroN. Well, I want to thank you all for your testimo-
ny here today. It will be useful as we pursue our consideration of
child abuse, the causes and prevention. And I do not think I have
ever seen such a kind looking audience, the people attracted to
such a hearing. You must be very compassionate, and it shows in
your faces. I am sorry I was not more my usual, vital self today,
but I have fever of 102 and the flu.

Thank you again. This hearing stands adjourned.
[Whereupon, at 4:55 p.m., the subcommittee was adjourned.]

22-0'24 0-
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CHILD ABUSE PREVENTION AND TREATMENT
AND ADOPTION REFORM ACT AMENDMENTS
OF 1983

THURSDAY, APRIL 1.1, 1983

U.S. SENATE,
SUBCOMMITTEE ON FAMILY AND HUMAN SERVICES,

COMMITTEE ON LABOR AND HUMAN RESOURCES,
.Washington. D.C.

The subcommittee met, pursuant to notice, at 10:15 a.m., in room
SD-628, Dirksen Senate Office Building, Senator Jeremiah Denton
(chairman of the subcommittee) presiding.

Present: Senator Denton.

OPENING STATEMENT OF SENATOR DENTON

Senator DENTON. Good morning. This hearing will come to order.
This is the third and final hearing on the reauthorization of the

Child Abuse Prevention and Treatment and Adoption Reform Act.
At previous hearings, we examined the child abuse sections of the
act. Today, we will focus on the Federal programs that facilitate
the permanent, adoptive placement of hard-to-place youngsters.

One week ago, Senator Hatch and I introduced S. 1003, a bill to
reauthorize the Child Abuse Prevention and Treatment and Adop-
tion Reform Act for 3 years. In our first hearing of this series, we
examined the controversial treatment of some children born with
life-threatening congenital impairments. S. 1003 contains several
amendments that include such children in the programs that pro-
mote and enhance the adoption opportunities of special needs chil-
dren. The bill also contains in the findings section a statement that
the welfare of such children may be in jeopardy and that some
such children may be in need of adoptive homes. The bill states
that these children should not become the victims of denial of
treatment or nutrition. Although the child abuse amendments ad-
dress this issue more directly, these amendments to the Adoption
Opportunities Act are a small step toward insuring that the infa-
mous Baby Doe case will not be repeated. As you may know, sever-
al persons wanted to adopt Baby Doe before he was allowed to
perish in a hospital. S. 1003 will encourage adoption opportunities
for both the children and the potential adoptive parents. In addi-
tion, the bill requires the Secretary of Health and Human Services
to review the model State adoption legislation developed under this
act, and to make any appropriate changes to facilitate the adoption
of children born with life-threatening congenital impairments.

1477/
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In an effort to enhance private initiatives in the adoption field,
the bill encourages private businesses to establish adoption benefit
programs for their employees. We have received written testimony
on this subject and will include it in the record. It is worth noting
at this point, however, that although there are many couples and
single parents who would like to adopt a child, the costs are often
prohibitive. It seems that there are ways to contain the costs of
adoption and the alternatives need to be explored. This is a serious
responsibility to be borne by everyone involved in the adoption in-
dustry, including the placement agencies.

Finally, the bill would require the Secretary to continue to study
unlicensed adoption, including the legal status of surrogate parent-
ing. Surrogate parent contracts are often sought by persons who
have experienced insurmountable obstacles to adoption. The unsuc-
cessful search for a child sometimes causes potential adoptive par-
ents to turn to this unconventional and controversial arrangement,
which is in itself a type of unlicensed adoption by the nonnatural
parents who contract for the child. Very little is known about the
operation or enforceability of these contracts, and there is surro-
gate parent legislation pending before several State legislatures.

We have a distinguished panel of witnesses who will offer their
perspective on the language of the bill and on particular aspects of
the adoption process. We will focus on the continuing obstacles to
the permanent adoptive placement of hard-to-place children. It is
my understanding that there are more than enough families will-
ing to adopt such children and that there should be no longer any
need for a child to be cared for in an institution or in foster care. I
will be interested to learn about the barriers that cause children to
remain outside a loving adoptive family, and about the ways that
we can remove those barriers for the best interest of the special
children and families who wish to accept them.

I should mention that the subcommittee received written testi-
mony from several witnesses who were, unable to appear at the
hearing today. Ms. Toni Oliver from the National Adoption Ex-
change addresses the issue of black adoption. Ms. Christel De Haan,
vice president of Resort Condominiums International, discusses cor-
porate initiatives in the adoption field. Ms. Hope Marindin repre-
sents the perspective of single adoptive parents. Mr. Bruce Mueller,
a private consultant, explains the development of employee adop-
tion benefit plans. These are important contributions and, without
objection, their written testimony will be included in the record at
the appropriate point.

We also have a statement from Senator Dodd which we will in-
clude in the record at this point.

[The prepared statement of Senator Dodd follows:]
STATEMENT OF SENATOR DODD

Mr. Chairman, today we hear testimony on a serious problem: obstacles to adop-
tion.

The Adoption Opportunities Act was passed to help place thousands upon thou-
sands of children who have no permanent homes with adoptive families. Three
years later, the same number of children eligible for atl,iption remain in foster care.
That fact should truly alarm us.
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Those who wait for adoption are children with so-called special needs. Some
belong to minority ethnic groups. Others are members of sibling sets. Still others
have emotional, mental, or physical handicaps.

Mr Chairman, as the Rossows testified so eloquently last week. there are families
who wish to adopt these children but they run into roadblocks. Such families often
face insurrnimntable redtape or fail to receive necessary supports, financial or other-
wise. We must listen carefully to the panels today to learn now we can best remove
such roadblocks against the adoption of special needs children.

We must also insure that this important adoption initiative receives essential Fed-
or:11 funding. S. ::72, a bill I recently introduced, authorizes tir, million for this pro-
gram Such in :tuthorizat inn merely restores funding to the level established prior
to the budget cuts in the 1951 Reconciliation Act.

Without a strong Federal commitment to this program, Mr. Chairman, hundreds
of thousands of special needs children will continue to languish in temporary place-
ments. We must do all we can to prevent such a tragic scenario.

Senator DENTON. I want to welcome everyone here this morning
and mention that we may have Senator Grass ley in this morning
to join us. I want to remind all our witnesses that their written
statements, their prepared statements, will be included in full in
t he record.

But in the interest of time, I must ask that you limit your oral
continents to 1(1 minutes. Our first witness today is the Assistant
Secretary of Health and Human Services, Dorcas Hardy.

STATEMENT OF DORCAS It. HARDY. ASSISTANT SECRETARY FOR
HUMAN DEVELOPMENT SERVICES. DEPARTMENT OF HEALTH
AND IICMAN SERVICES

Ms. HARDY. Thank you, Mr. Chairman. It is my pleasure to be
here and to tell you a little bit about what the Department of
Ilealth and Human Services has done in the area of adoption and
adoption opportunities.

As you know, Adoption Opportunities, title II of Public Law 95-
266, was the first Federal legislation that specifically dealt with
adoption. As you have stated, we are trying very hard to eliminate
barriers to the adoption of special needs childrenthose children
who are older; emotionally, physically or mentally handicapped;
and sibling groups or minority children.

The activities that were developed under title II prepared the
way for, and now very much undergird, the Adoption Assistance
and Child Welfare Act of 1980, which is Puhlic Law 96-272.

The focus is on permanent homes for children and, very clearly,
children should either remain with or be returned to their birth
parents if this is possible. If it is not, they should be placed in life-
time adoptive homes.

Public Law 96-272 also provides, for the first time, Federal reim-
bursement to States for adoption subsidies for special needs chil-
dren who are eligible for AFDC or SSI, and a funding policy which
does encourage States to place children in new adoptive homes
rather than keeping them in foster care.

So, we see good news and the very positive news that foster care
in this country and the foster care population have declined as
much as 1.1 percent in the last 2 years, and that the number of spe-
cial needs adoptions are increasing.

But despite significant progress in the States, we estimate that
there are at least 50,000 special needs children in foster care who
are legally free for adoption, and there are thousands more for
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parental rights have not been terminated but for whom
Ai would be the plan of choice.
unency is very important to all of our children, and it iq

nlant to those of us who care about the family as the key
n of our society. So, I would like to discuss just briefly
ire doing in the Department this year in terms of promot-

i :option of these waiting children.
\ e a national adoption initiative which has been very posi-

tive will continue to be very positive in this nrJa. Secretary
SchweikLr wrote to all of the State Governors, and I have commu-
nicatPd with the social service or child welfare directors. Thirty-
thi states have responded to our encouragement that they fully
part 11 Tate in this national adoption initiative with us.

\: with this national initiative, we are placing empha-

sir areas. One is a special emphasis on recruiting minor-

ity ?nts for minority children. Second, we are working on the
training of adoption workers, trying to encourage increased State
participation in the Federal adoption assistance program that I
mentioned earlier, to address national issues such as adoptions
across State lines.

We are also building on the reservoir of what you have called the
commitment and energy represented by many of the individuals in
this room todayvoluntary groups, parents' groups, corporations,
the mediaso that we can get very exciting efforts going around
this country in promoting adoption.

Two examples that might be of interest: in Atlanta, a volunteer
parents' group publishes the photo listing book, called "My Turn
Now," and that book is used by States and private agencies to help

match prospective parents and the waiting children.
Also, in San Francisco and in Springfield, Mass., two private

agencies, one of which is represented here todayAid to Adoption

of Special Kids, and Downey Side in Massachusettsare working

together to sponsor a national conference on special needs adop-

tions with private sector backing and participation.
We also believe that the media has played a key role and will

continue to play a key role in focusing on recruiting parents and

focusing on the important cause of adoption. We have nearly 60

television stations throughout the country that have put together
"Wednesday's Child," "Tuesday's Child, ' and "Sunday's Child"
programs, featuring a special needs child.

The placement rate cf those children who are featured on those

shows is more than 80 percent. For example, at KRON-TV in San
Francisco, they had 600 calls for the first 16 children who were fea-

tured.
We have tried to make these stations feel even more important

and have tried to say that we appreciate their efforts greatly by

setting up an awards program for them.
We also have several additional organizations that are support-

ing the adoption initiative. The American Bar Association will des-

ignate special needs adoption at their presidential showcase pro-

gram at their convention this summer. Also, the National Commit-
tee on Adoption and the North American Council on Adoptable
Children, and other organizations have been very important in

moving this initiative along.
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In terms of human Development Services, my specific area of
we have committed almost $2 million in terms of adoption

demonstrations over the country during the last. year, and we an-
ticipate doing that again this year.

Some of the highlights of that are the Illinois Department of
Children and Family Services working with Father George Cle-
ments, a black priest in Chicago and an adoptive father, on the one
church-one child program, where each church will recruit at least
one family to adopt at least one child.

The American Indian Law Center is working to get Indian chil-
dren adopted. Spaulding-Southwest in Houston, Family. .Builders of
Coloradoall of them are very much working in the area of adop-
tion and are being very successful.

Another key component of our strategy is the National Adoption
Information Exchange, whom you will hear from, and they have
been very successful, and I believe will continue to be successful, in
registering children and families on the exchange nationwide, so
that by the end of September we believe we can facilitate as many
as 500 matches.

We have numerous, other projects and efforts. The Model _State
Adoption Act has been developed and disseminated. We feel that
we have made some strides in this area, but we do have more to do.

We believe that, working through the agencies, the minority or-
ganizations, adoptive parents and other kinds of groups, consider-
able progress can continue to be made. As you stated, most people
who are involved in adoption have found that all of our children
are adoptable and that there is a family somewhere for every wait-
ing child, no matter how complex his or her needs.

We have shown again and again that black and Hispanic and
Indian families are eager to adopt minority children if the place-
ment agencies make the special efforts necessary to reach out to
them and to help them through what we all refer to as the system.

We have learned that increasing the number of adoptions of chil-
dren with special needs is very much a multifaceted effort and one
that requires several simultaneous approaches and many resources.

We know that there is a commitment and a marshaling of re-
sources out there, as well as within the Federal Government, to do
the job. The number of children who are in foster care has de-
clined; the number of adoptions has increased. We believe that that
trend will continue.

I would cite again the State of Illinois. By overhauling their
adoption practices and embarking on an intensive media campaign,
they increased special needs adoptions by 70 percent in just 15
months.

Mr. Chairman, we are committed, through my Office of Human
Development Services and the Department of Health and Human
Services, to continue our efforts in this area. We believe we do
have a significant responsibility and, in partnership with the
States, with private agencies, parent organizations and others, we
do support reauthorization of this act.

In that regard, I would like to make a preliminary comment on
S. 1003. We do support the intent of the bill which would extend
these important programs and add language creating a focus on
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the needs of infants at risk with life-threatening congenital impair-
ments.

We are actively reviewing the details of the bill and will present
a written bill report shortly with our views and any concerns that
we may have. We are most interested in working with you and con-
tinuing to work on these very important programs.

I thank you for the opportunity to be here and I am available not
only to answer questions, but also to continue to share with you
and your staff some of the strides that we think we have made.

Thank you.
The prepared statement of Ms. Hardy follows:]
PREPARED STATEMENT OF DORCAS H. HARDY. ASSISTANT SECRETARY FOR HUMAN

DEVELoPMENT SERVICES, DEPARTMENT OF HEALTH AND HUMAN SERVICES

Mr. Chairman, thank you for the opportunity to appear before this subcommittee
to discuss Adoption Opportunities as part of your reauthorization hearings on the
Child Abuse Prevention and Treatment and Adoption Reform Act.

As you know, Title II, Adoption Opportunities IP, L. 95-266), passed in 1978, was
the first federal legislation specifically dealing with adoption. Title II mandates a
number of activities to eliminate barriers to the adoption of special needs children.
Special aeeds children are older, emotionally, physically or mentally handicapped,
in sibling groups, or minority children.

The activities developed under Title II prepared the way for and now undergird
the Adoption Assistance and Child Welfare Act of 1980 (Public Law 96-272). The
thrust of this act is assuring permanent homes for children. Children should either
remain with or he returned to their birth parents if this is possible, and, if it is not,
they should be placed in lifetime adoptive homes. P.L. 96-272 provides, for the first
time, Federal reimbursement to states for adoption subsidies to special needs chil-
dren eligible for Aid to Families with Dependent Children on Supplemental Security
Income, a funding policy which encourages states to place children in adoptive
homes rather than keep them in foster care.

I am pleased to report an encouraging trend since the passage of these two impor-
tant acts: the foster care population appears to be declining and the number of spe-
cial needs adoptions increasing.

Even so, we estimate that at least 30,000 special needs children in foster care are
legally free for adoption and there are thousands more for whom parental rights
have not been terminated but for whom adoption would be the plan of choice.

Permanency is important for children, of course, but it is also important to those
of us who care about the family as the foundation of our society.

Today I want to share with you what the Federal Government and the states
have accomplished under Title IIand I am especially eager to tell you about the
initiative which our. Department launched just this year to promote the adoption of
waiting children.

In January:, former Secretary Schweiker wrote the Governors of the states to an-
nounce the special needs adoption initiative and to encourage their full participa-
tion. In addition, I wrote to child welfare officials in every State. Thirty-three states
have respondedsharing their progress, telling us about continuing obstacles and
pledging to be a part of the initiative. Through this initiative we hope to increase
public awareness and to open additional resources to help place special needs chil-
dren into loving, lifetime homes.

Over t he past several months I have had the opportunity to meet adoptive par-
ents and special needs childrenand the people who bring them togetherin cities
all over the country. I am convinced that there are as many potential parents as
there are waiting childrenwe just have .to find them and then make sure that the
system responds quickly to match each parent and child. This is one of the major
goals of our initiative and we are putting special emphasis on recruiting minority
parents for minority children.

In addition, we are working to improve the training of adoption workers, encour-
age increased state participation in the Federal Adoption Assistance Program and
address national issues such as adoptions across state lines.

We are also building on the reservoir of energy and commitment already being
usedor waiting to be tappedin national and local organizations, parent groups,
voluntary agencies, corporations and the media. Here are some of the exciting ef-
forts which I have discovered in my visits over the country:
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In I louston, 'ailing patent attorney, through the Young Lawyers Association, re-
cruited 60 corporate attorneys to handle special needs adoptions, saving 70 families
:dmost ,i;:;Orion in legal fees in less than a year;

In Atlanta. a volunteer parent group publishes the state's photo listing hook, "My
Turn Now This hook is used by State and private agencies to help match prospec-
tiv parents And writing children.

In Itenver. the Piton Foundation has provided planning funds to help the regional
;n1,11)11011 exchange begin a full service operation; ;nut

In San Francisco. California, and in Springfield, Massachusetts, two private agen-
cies. Aid to Adoption of Special Kids :Ind Downey Side, are working together to
sponsor a national confen-nce on special needs adoptions with private sector backing
and participation.

In addition. Mr. Chairman, the media are playing an important role in recruiting
families fur waiting childrenand with outstanding results. Many newspapers and
corporate newsletters throughout the country are printing weekly feature stories on
a waiting child. Furthermore, nearly (It television stations are doing weekly fea-
tures on specific children who are waiting to he adopted. These segments are usual
Iv called Wednesday's Child or Thursday's Child. depending on the night the fea-
tlIrt'S ore aired. Many Of these stations By their crews all over the stat or in some
cases into several states--to film waiting children. Agencies working with these sta-
tions report a placement rate of more than SO percent. KRON-TV in San Francisco
had lilt Calls for the first 16 children featured. I have been pleased to make a
nunibi,r Inwards to stations for Wednesday's Child or Thursday's Child programs.
I am ;ilso happy to report that, within a few weeks, NBC's Today Show will begin
the first nationwide. Thursday's Child and will feature children fur live weeks.

:Many organisations have undertaken activities to support our adoption initiative.
r'or example. the American Bar Association has designated special needs adoptions
it a Presidential Showcase program at its annual convention in Atlanta this
summer. ABA also launching a drive to raise $75,000 from corporations and foun-
dations to support a project to assist lawyers, judges and other legal p7ofessionals in
improving state laws and adoption practices. The found Lawyers Division of ABA is
implementing a number of activities, including several mini-grants to local bar asso-
ciations for child advocacy projects, with preference to projects relating to special
needs adoptions.

Mr. Chairrnall, the Office of Human Development Service's, my program
administrations are working together to coordinate our efforts and our resources to
Leif, get special needs children placed. This includes the Administration for Chil-
dren, Youth and Families, which implements the adoption legislation, as well as the
Administration on Developmental Disabilities, the Administration for Native
Americans, and the President's Committee on Mental Ratardation. all of which
serve segments or our speial needs population.

allocated (dour fiscal year 1982 Coordinated Discretionary Funds
program for innovative anti.! demonstrations and we expect to allocate compa-
rable ;alumni this year Le, ..;E :0 ;oil some examples of projects which are cur-
rent ly underway:

The Illinois Department of Family and Children Services is expanding the One
Church..One Child project begun by Father George Clements, a black priest and
adoptive father in Chicago. Father Clements' idea is that each church will recruit at
least one family to adopt a child. Illinois is working with more than 70 black
churches to recruit families for at least 75 black children.

The American Indian Law Center. Inc.. in Albuquerque is working to strengthen
tribal-state relationships and improve permanency planning for American Indian
and Alaska Native Children. The Center will train 300 child welfare providers from
su tribes and 1s states on joint permanency planning and how to develop tribal -
state child welfare agreements.

Spaidding.Soathwest in Houston is working in a neighborhood center to recruit
and prepare. Mexican-American families to adopt 15 Mexican-American children.

Family Builders of Colorado is providing training on permanency planning to 250
health professionals, social workers, teachers and others who work with develop-
mentally disabled children. Six, of the 250 trainees will work directly with 16 chil-
dren to secure adoptive. placements.

One of the most far reaching programs mandated by Title II is a National Adop-
tion Int'ormation Exchange, a project which has been very successful. From 1980-

the Exchange, operated by the Child Welfare League. of America, facilitated
the adoptive placement of nearly 300 children, including large sibling groups, older
adolescents and children with severe handicaps. tin September of 1952, the Adoption
Center of Delaware Valley began to establish and operate a computerized National
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Ado!, on Exchange system Ily the end of March, more than 100 children and 150
families had been registered We export the Exchange to register 1,000 children and
2,51111 families by the end of September and to facilitate 500 matches.

The National Adoption Exchange is a major partner in our adoption initiative
and is working enthusiastically with agencies all over the nation. The Exchange is
also working to secure corporate .,ctor involvement and will hold its firSt corporate
advisory board meeting in Washington in May.

Mr. Chairman, to carry out the many aspects of our initiative, we are building on
the activitieslike the exchangewhich we have carried out since the Adoption
Opportunities Act was passed. !fere are some of the activities the states, organiza-
tions and the federal government have accomplished together:

We Mice expanded the number of local, state and regional adoption exchanges.
Prior to our efforts, there were 30 state exchanges and only a few local and regional
exchanges. Today there are 39 local exchanges, 10 state exchanges (10 of which pro-
vide listing services) and 11 regional exchanges.

We have developed a National Child Wlfare Reporting System, using data on
substitute care and adoption services gathered and reported by the states through a
-Voluntary Cooperative Information System" developed by the American Public
Welfare Association. Analysis should be completed by May 15.

We have developed and disseminated a Model State Adoption Act for use by the
stoics.

We have developed information, training and education materials on adoption of
special needs children. The includes a 50-hour curriculum which has been used to
train :inn trainers selected by the states. The curriculum is being translated into
Spanish. We have also developed and disseminated a recruitment manual, 10 radio
and television public service announcements to recruit foster and adoptive families,
and six new publications to enhance workers' skills in placing children with' special
needs.

We have also developed a special adoptive parent effort to help agencies and adop-
tive parents develop a TEAM (Training and Education Adoption Method) approach
to prepare potential families. Two hundred teams were trained. Through the North
American Council on Adoptable Children we are continuing this effort to train 125
additional agency and parent teams, with a special emphasis on developing minority
leader -h i p.

Firia.:y, we established 10 regional adoption resource centers which trained 30,000
social o rkers and supervisors and assisted in the formation of more than 200 new
adoptive parent groups, including 07 minority parent groups. In FY 19S2 we sup-
ported the funding of 10 children and youth resource centers which consolidated the
31) Regional Centers for Adoption, Child Welfare Training and Child Abuse and Ne-
glect. We are working to see that the new consolidated centers help get children
with special reeds adopted.

Mr. Chairman, as a result of !IDS funded projects and efforts of thousands of con-
cerned people across the countryworking through agencies, minority organiza-
tions. adoptive parent and other groupsconsiderable progress has been made over
the past several years in helping more children with special needs to find loving
families. Most people involved in adoptions have found that all children are adopt-
able and that there is a family somewhere for each waiting, child, no matter how
complex his or her needs. Similarly, the adoption of children by single -parents,
handicapped parents, foster parents, older parents and families with birth children
hie. also become a more commonly accepted practice.

We have shown, again and again, that black, Hispanic and Indian families are
eager to adopt minority children, if placement agencies make the special effOrts nec-
essary to reach out to them and to help them through the system. The recruitment
of families. training of workers and supervisors, use of adoption exchanges and in-
volvement of adoptive parent groups arc now all recognized as essential ingredients
for successful adoption programs.

We have learned that increasing the number of adoptions of children with special
needs is a multifaceted effort, one that requires several simultaneous approaches
and many resources. We know there is no one answer, but a variety of answers to
increasing the number of children adopted. We also know that progress is not uni-
form over the nation and that many obstacles remain.

Nevertheless. we also know that where there is commitment and the marshalling
of resources to do the job, the number of children in foster care declines and adop-
tions increase. The State of Illinois, for example, by overhauling its adoption prac-
tices and embarking on an intensive media campaign, increased special needs adop-
tions by 70 percent in 15 months!
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Mr. Chairman, in the future, my office of Human Development Services plans to
demonstrate ways to share adoptive home studies across jurisdictions, to develop
manuals for agencies to assist them in preparing parents, to develop ways to
streamline the adoption process and thereby reduce costs; to demonstrate ways that
the corporate and business sector can promote the adoption of children with special
needs, to provide seed money to adoptive parents groups to work with social service
agencies to identify and use supporting resources, to fund new approaches to in-
crease in adoption of minority children and to continue support for the National
Adoption Exchange. at least through September 30, 198.1, with Fiscal Year 1983
funds.

We will continuein partnership with states. private agencies, parent organiza-
tions and othersoar commitment to the adoption of children with special needs.
We support reauthoriiation of the Child Abuse Prevention and Treatment Act and
the Adoption Eelo-m Act. In fact. as you know, Mr. Chairman, the Administration
has sent a popos-il to the Congress asking that these programs be extended for
three years.

In that regard, I would also like to make a preliminary comment on S. 103, the
bill which you introduced late last week. We support the intent of the bill, which
would extend these important programs and add language creating a focus on the
needs of infants at risk with life-threatening congenital impairments. We believe in
the need to continue our efforts to encourage the adoption of special needs children,
including especially those infants at risk at birth. We are actively reviewing the de-
tails of S. 1003 and will present a written bill report with our views and any con-
cerns shortly. 1 would like to assure you, Mr. Chairman, that we are most interested
in working with you to continue these very importai:t progams.

Thank you for allowing me to report on our initiative and on our progress, under
Title II. in providing adoption opportunities for children with special needs. I will be
happy to answer any questions which the subcommittee may have.

Senator DENTON. Thank you, Ms. Hardy. The evidence of your
work is quite manifest, and I commend you for the work you have
done within the adoption initiative. I have not seen any branch of
government show more progress in any of the hearings of this sub-
committee than what your office has shown.

Ms. HARDY. Thank you.
Senator DENTON. I hope we can find ways to enhance your activi-

ties.
You mentioned that there are at least 50,000 special needs chil-

dren, or you estimate that number, in foster care legally free for
adoption, and thousands more for whom parental rights have not
been terminated but for whom adoption would be the plan of
choice.

What does the latter mean? I am a little bit confused on that.
parental rights have not been terminated, but for whom adoption
would be the plan of choice. Do, you mean that they are runaways
or separated?

Ms. HARDY. Well, let me clarify here. Of the 50,000 children that
we know of in the foster care system who are legally available for
adoption, not all of them are special needs, but 95 or 9G percent are
special needs children.

Second, in terms of the plan of choice, when the adoption worker
or when the child welfare worker works with. the individuals who
are in the foster care system, they first would hopefully try and re-
unite that child with his or her parents.

If it appears that that is not at all feasible, then they would want
to institute the termination of parental rights and adoption would
be the plan of choice. The first aspect and the undergirding of the
whole concept of permanency planning is a permanent home, but
obviously the first choice is with those parents if that is at all pos-
sible.
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Senator DENT0N. And the National Adoption Information Ex-
change facilitated the adoptive placement of nearly 300 children.
How many would be registered in that? You expect the exchange
to register 1,000 children and 2,500 families by the end of Septem-
ber.

Why so few as 1,000 children? I assume this is national, and you
estimate 50,000 special needs children. Is it that you just cannot
identify more than 1,000 of them, in that you are expecting only

4;000 to be registered'?
Ms. HARDY. Well, the Adoption Center of Delaware Valley did

start this past September with putting together the computerized
National Adoption Exchange. We anticipate that the startup of
that whole computerization is not something that they can do over-
night; they are doing a very good job now, partially into this
project.

I would defer to the exchange on some of these answers, but it is
also a question of letting the exchange know who those children
are. They need to get that support from the other states and from
local agencies who are aware of children in Colorado or in another
State.

Senator DENTON. Recognizing that it is not easy to find them and
that we really cannot count the number of special needs kids out
there, it does seem as if 1 in 50 is not a very high number to be
aiming toward, you know.

Ms. HARDY. I should also add, Mr. Chairman, that there are re-
gional exchanges throughout this country and there are other ex-
changes. The one I mentioned in Atlanta, the photo listing, has
children from throughout the metropolitan area of Atlanta and
throughout Georgia. So, there are other means by which these
dren are identified.

Senator DENTON. Does the administration have a position on the
expansion of the responsibilities of the Advisory Board on Child
Abuse and Neglect to include adoption opportunities?

Ms. HARDY. We are looking at that currently. I think that many
of these issues do fall into the area of child abuse and neglect.
There are some people who are serving on that panel who are cer-
tainly interested in adoption opportunities. We would be glad to
work with the staff and look at that positively.

Senator DENTON. If you do not finally decide to do it that way.
there is an evident need for coordination. The Office of Adolescent
Pregnancy under Marjorie Mecklenburg operates some programs
that bear on adoption. I would think we would want to tie this co-
ordination up as cozily as we can.

Do you have any idea which way you will be going on that?
Ms. HARDY. Well, I think some of the issues you have just men-

tioned may be beyond the scope of the specific adoption opportuni-
ties program that we have talked about today, but they certainly
are of great concern to us. They include the idea of trying to co-
ordinate much better through the Secretary and at the secretarial
level so that it crosses many of the operating divisionsas you
know, Marjorie Mecklenburg is under the Assistant Secretary for
Health, which is another branch of the huge HHS.

We try and work together closely. We are aware of many of the
issues, but I think they could be coordinated through the Secretary,

491



487

and putting th at kind of language in the law would be very posi-
tive.

Senator' DENToN. S. 1003 would require the Secretary to review
the Model State Adoption Act and to make any changes necessary
to facilitate the adoption opportunities of special needs children.

As you know, in the Bloomington, Ill., Baby Doe case the parents
did not terminate their parental rights in order to allow the child
to he adopted by parents standing by who wuuld have allowed the
necessary treatment to be performed.

Would it be possible to add language to the Model State Adoption
Act that would provide that parents who refuse to allow medically
indicated treatment, and that means undebatably medically indi-
cated, to he performed on a child who will more than likely not, as
;1 result, die in a short period of time Ay that refusal to permit
the treatment would terminate their parental rights.

Would you add language to that effect? That was something that
was recommended by a number of previous witnesses and they all
seemed to nod in agreement not only at the witness table but also
around the room on that subject. They seemed to recognize that
the child is going to die anyway.

The parent would automatically relinquish his or her parental
rights at a time very early in the process. If there are adoptive par-
ents available and ordinary medical treatment available which
could permit the child to live, why not terminate the parental
rights in time to save the life of the child to achieve the adoption,
and to perform the operation?

N1s. HARDY. Well, I think that is in concert with what the De-
partment has done and the Department's testimony to Congress in
terms of the whole Baby Doe issue.

In terms of opening up the model :'.ate adoption code, we would
be glad to look into that. I think there are some experts around
that we would want to consult. I do not have specific language on
that, but I think we could look at the model State adoption code.

Senator DENToN. We could put it in our language: we have not
written it yet. If' you do not have any objection, we will do so, and
hope that you all change it in any way you see fit. That just seems
to make a lot of sense.

Ilium. All right. Well, we will look forward to working with
you on that.

Senator ENToN. I just thought of this last night when we were
reviewing the questions, and so we do not have it in there right
now.

What is the single biggest obstacle to adoption? I read in an arti-
cle in Working Woman that abortion has nut decreased the
number of available children free for adoption. The article contend-
ed that adoption is difficult today because most single mothers
choose to keep and raise their babies: It is commonly known that
only li percent of' teenage unwed mothers choose an adoption plan
for their babies Is this the result of family planning counseling
that presents adoption in a negative light?

My own experience would be that it is not necessarily that, but it
has just become a more peer pressure or peer opinion type of thing.

Excuse me; go ahead.
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Ms. I (Alum'. I was going to add to that that it has become more
acceptable, I think, in terms of society for that teenage parent to
keep that child. We are having less children in terms of newborns
in the foster care and adoption system.

However, the children that we have in the system already here,
which we have been trying to focus on so much through this na-
tional adoption initiativeI am really trying to worry about them
first and see if we cannot move them out of foster care and into
homes. There are not as many newborns, certainly, coming into the
system.

Senator DENTON. It is my understanding that family planning
counseling does too often emphasize the horrors of being an unmar-
ried young mother, rendering the alternative of abortion apparent-
ly preferable, with inadequate counseling not presenting adoption
as a compassionate choice. As you know, the adolescent family life
bill tends to do something to correct that.

I would think from your position that you would be interested in
getting correction to that kind of counseling. You know, these are
not even special needs babies; these are babies that are not permit-
ted to be born and we have people waiting to adopt them. Yet, they
effectively are advised to abort.

Ms. HARov. Yes.
Senator DErrroN. I am interested in knowing the origins of the

adoption process, which obviously starts with the natural parents.
Statistics show that most single women are choosing either to rear
their babies or abort them.

The number of sought-after healthy white infants available for
adoption has decreased dramatically in recent years. It seems that
most children who are free for adoption or who are in foster care
are special needs children.

What causes the parents of these children to place them outside
the natural home? What are the motivations? Are the financial or
emotional burdens overwhelming? Is it an irresponsibility or insen-
sitivity to the requirements of child rearing on the part of the.nat-
Ural parents'?

Is the overall breakdown of the family and traditional values
contributing to a lack of commitment by the natural parents? How
would you view that motivational genesis?

Ms. flmtnv. I think all of the possible reasons that you have
listed are certainly part of that. I also believe that when we look at
the whole foster care population, one of the concernsand that is
why I mentioned Public Law 96-272is that many of the children
in roster care have been there a long time, and they have therefore
become special needs children in our broad definition.

They have been, maybe, in 6 homes in 10 years or 10 homes in 10

years. So they therefore have, you could say, an emotional handi-

cap and often become difficult for very valid reasons.
They may not have started out as a special needs child. The

rc.tson that they went into foster care may have been abuse, a need

to separate, problems in the family; it could be abandonment.
Because they have been in foster care so long, it also gets worse.

I think with the reforms that we were able to put in, which Con-
gress mandated in Public Law 96-272, we are seeing a decrease in
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this. We are seeing a decrease in foster care and we are seeing an
increase in moving these children out.

Senator DENTON. Well, I certainly admire what you have been
doing, and I admire the .work of people in this field. I do get the
feeling as I progress through these hearings, which are apparently,
ostensibly nonrelated, such as adoption, child abuse, and adolescent
pregnancy, that they are indeed related; that there is a proclivity
for seeing only the symptoms of a more central problem which the
Government is not addressing at all, which deals with perhaps
those values I mentioned in the first place.

I do not say this as a moralist, but more or less as an.historian.
You cannot drop the idea of loving your neighbor as yourself or the
nuclear family bonds, or drop the sense of responsibility toward
your own child and the respect for human life.

That transcends any other kind of consideration, such as your
own quality of lifeme, self-fulfillment, how much fun am I
having? I do not know what the Government can do about any of
t hat, but I have heard about it so many times.

For example, in the juvenile delinquency field, I heard a boy
from the Bronx talking about why the kids were so tough up there;
he was a guardian angel. He said, "Well, because we have lousy
role models, the television and the movies and the books all give us
the wrong things to admire. We are having slowly drained out of
us that which we were born witha certain feeling of love and re-
spect for authority, and order and family, and so forth."

We used to have Government codes about things like that in var-
ious fieldsthe FCC, and so forth. I would be a very unlikely can-
didate to bring that back up effectively, but I think somebody
ought to. because it is not promoting the general welfare. One of
the responsibilities of Government is not to permit that sort of na-
tional prostitution of essential values to go on as it is.

We are ignoring laws on the books right now with respect to, ob-
scenity and pornography: There is a black market in adoption, I
guess. I cannot say that we are ignoring it, but I do get the frus-
trated feeling that we are looking very carefully and conscientious-
ly at the symptomatic problems and not at the central core.

Our newspapers and the very tone of our own dialog on the floor
of the Senate not only ignore but also feed the fire of that problem.
That is my own personal comment. Do you have any feelings on
that subject?

Ms. HARDY. I would just comment that I do concur with you in
terms of the philosophy and but the decrease, perhaps, in our
thoughts about values and society. At the same time, I am not sure
that I have the answer, given the role of any government, Federal,
State, or local, versus the role of the individual, versus the role of
society. That is a tough question.

Senator DENTON. We are having one heck of a time just getting
prayer in schools, for example. That is where we got our love for
one another, from some kind of moral code.

Ms. HARDY. I agree with that.
Senator DENTON. That is what every society does. So, I do think

government is delinquent in some respects and that that is why
these problems are going on. But I agree, too, that I do not know
what the answers are. It is a democratic voting system out there on
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the floor, but I do not think our people would have us vote here the
way we are.

Well, thank you very much, Ms. Hardy.
Ms. IIAROY. Thank you.
Senator DENTON. Again, I admire what you are doing and I hope

we can help by c000erating with you. Senator Dodd has submitted
some questions to be entered in the record for you to answer in
writing, Ms. Hardy. Without objection, the questions will be en-
tered and I will ask you to respond to them in writing within 10
days, if you will. There are four questions.

As 1 call the names of the second panel of witnesses, I would ask
them to move to the table: Marlene Piasecki, director of the Na-
tional Adoption Exchange; Toni McHugh, National Committee for
Adoption: and Kathy Sreedhar, adoption representative of Mother
Teresa.

I will ask Ms. Piasecki to begin with her oral remarks.

STATEMENT OF MARLENE PIASECKI, DIRECTOR, NATIONAL
ADOPTION EXCHANGE: TONI Mc HUGH, CHAIRMAN, BOARD OF
DIRECMRS, NATIONAL COMMITTEE FOR ADOPTION, ACCOM-
PANIED BY CANDACE MUELLER, DIRECTOR FOR PUBLIC
POLICY AND PROFESSIONAL PRACTICE. NATIONAL COMMIT-
TEE FOR ADOPTION: AND KATHY SREEDHAR, ADOPTION REP-
RESENTATIVE, MISSIONARIES OF CHARITY, A PANEL

Ms. PiAsEcKt. Thank you. Mr. Chairman, I appreciate the oppor-
tunity to appear before this subcommittee to discuss the reauthori-
zation of the Child Abuse Prevention and Treatment Act and Adop-
tion Reform Act. I will address my comments to title II of the act,
Adoption Opportunities.

Sirce its original passage in 1978, the provisions of title H have
help d to eliminate barriers to adoption and to provide permanent
and .ioving homes for waiting children, particularly children with
special needs. As a result of the training, technical assistance, and
demonstration projects, thousands of children with special needs
have been adopted.

This has been accomplished through several methods, including
the training of social workers and child welfare administrators who
have responded by helping to find and prepare families for the
challenges of' adoption.

In addition, many new adoptive parent groups were formed
through the efforts of the adoption resource centers. These volun-
tary parent groups now speak out for the children in their own
communities, encourage responsible planning for waiting children,
and donate their time to recruit and counsel new adoptive families.

Despite this impressive record of success, there are still over
:10,000 children who are legally free for adoption. These children
are legal orphans with only the States as parents. They are waiting
for us to find the families they can call their own.

The National Adoption Exchange, with your assistance, has ac-
cepted this challenge. As an exchange, we offer these basic serv-
ices: Adoption information, multimedia recruitment, registration of
children and families, match referral, and technical consultation.
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Each service has been developed to aduress barriers which stand
in the way of permanence for children. Among the barriers is inad-
equate information. Many States have not yet identified the legally
free children who are waiting for adoption.

Without an accounting of each of the 50,000 waiting children
children for whom the States draw Federal moneysadequate per-
manency planning and adoption services cannot be developed or
delivered. And without an accounting, adoptive families themselves
have difficulty obtaining information about the children who are
waiting to be adopted.

Ott April 4, 1!):I, the National Adoption Exchange received a
letter from a prospective parent after he had .contacted a local
adoption agency in Michigan. lie wrote, "I explained my situation
and was told that there are no white, older, handicapped children
in Nlichigan. What a negative answer they gave me; no wonder you
have trouble adopting children."

At the National Exchange, we are working to improve the qual-
ity and availability of information about adoption through our reg-
istration procedures and through national recruitment and public

.lat ions campaigns.
No waiting children are restricted from our program. State and

local agencies determine which children will require the services of
the National Exchange. In each State, special needs are identified
according to local standards. Whenever a child is at risk of contin-
ued, expensive out-of-home placement, we are ready to work to find
a permanent home.

Oncc. the National Exchange receives a registration f'or a waiting
child. we put that information in the hands of waiting families. We
do this by registering families Who are studied f'or adoption, and
then matching these families with waiting children.

by permitting direct sell-registration of families, we enable them
to take the first step in finding their own child. Self-registration
also combats a majiw barrier to the adoption of minority children
the saving or families. We have found that many organizations
which approve families for adoption will not share information
about those fami'ies. particularly minority families. They are
saving them until a child becomes available who is currently in
their own custody.

While this seems harmless, it leaves many children without fam-
ilies while prospective parents wait. The registration procedures es-
tablished by the National Adoption Exchange bridges the gap be-
tween the families and the children.

While communities must make plans to care for their own chil-
dren. they must also be willing to seek and to share family re-
sources beyond their own boundaries. Are we to continue to institu-
tionalize our children because the family they need belongs to an-
other agency 10 or 1,000 miles away?

I am not suggesting that we look too far afield to find good
homes for children, but concentrated, innovative marketing strate-
gies are needed to bring forth the families which have been over-
looked by traditional recruitment practices.

Greater cooperation among agencies is essential to insuring that
these families become a resource for any child, without regard to

22 021 I) s3-
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geography. Through the use of media resources, the National Ex-
change has improved access to information about adoption.

In February, we sent almost 2,000 press releases to daily and mi-
nority newspapers, telling the story of special needs adoption and
how families can respond. Later this month, NBC's "Today Show"
will begin a 1-week waiting child feature, bringing the children
themselves to over 6 million viewers.

While we are excited about our success in bringing information
about adoption to large numbers of prospective adoptive parents,
we are also concerned about the services which are available when
families respond.

Many exchanges around the country have reported that families
have a difficult time getting homestudies, even those families who
are willing to accept our most hard to place children.

All too often, agency requirements exclude from the adoption
process whole groups of families, particularly minority families.
The need to respond positively when minority families step forward
is doubly important, since minority children are vastly overrepre-
sented in the total number of children who wait. Until agencies im-
prove their response to these families, the overrepresentation of
minority children will remain. '

The national black pulse study conducted by the Urban League
showed that a very large number of black families are willing to
adopt. Special recruitment projects currently funded by this act
similarly have found that when information about the children
who are waiting is presented to the minority community, families
respond.

We have set as one of our own top priorities the recruitment of
minority families and the delivery of assistance to these families as
they seek homestudies.

In addition to these informational barriers, there are significant
fiscal barriers to the adoption of special needs children. Although
Federal support for adoption subsidy has greatly increased adop-
tion opportunities, it is not without problems.

Of particular concern to the families who are adopting is the
availability of medical assistance payments and medical insurance.
In our very mobile society, many families move across State lines
after they have adopted, or they choose a child from a State other
than their own.

These families, while certain that monthly maintenance will
follow the child, are less certain about medical assistance through
medicaid. The problem rests not in a change of eligibility, but in
the unwillingness of health and service providers to accept the
medicaid card issued by a State other than the State in which they
are located.

Thus, families who do not fear a child's handicap do fear their
own ability to provide medical care for that child when they are
not assured that medicaid will be a viable source of medical treat-
ment. For our most handicapped children, we must insure ade-
quate medical coverage.

Another fiscal problem is the lack of purchase of service agree-
ments between public and private agencies for special needs adop-
tion services. Counties and States which are quite willing to pay for
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foster and institutional care on an indefinite basis are often unwill-
ing to pay a one-time fee for adoption services.

Another barrier to the adoption of special children is the lack of
postadoption services. Although many agencies which make place-
ments continue to provide supportive services after the adoption
has been finalized, the national need for training in postadoption
services will increase as we are successful in achieving higher rates
of placement of more severely handicapped and troubled children.

Despite the very real, continuing impact of these barriers, we see
clear and dramatic changes in adoption practices. Many children
considered unadoptable a few years ago are living in permanent
homes. Many Cisabilities, such as Downs syndrome, once seen as
leading to institutionalization are now accepted by large numbers
of adoptive families.

Since its inception, the National Exchange has found a tremen-
dous need for its services, and we are building relationships with
both the public and private sectors in order to meet that need.

For example, we have quickly become a central place for infor-
mation about adoption. We have strong relationships with the
media so t hat both families and agencies know about the exchange
and feel comfortable in calling us for assistance.

Just last month, three full pages'in the National Leader, a na-
tional black newspaper, were focused on the minority children who
wait and bow families can contact the National Exchange.

We are also working closely with our colleagues in the field of
adoption. A child welfare advisory group, representing exchanges,
adoption agencies and State governments, has helped us to develop
procedures and policies which make the exchange a viable member
of the broad network of adoption services.

We are worlt.Hg hard to develop special relationships with the
corporate sector. We believe strongly that there is a place for
Am' r; :.. industry and business in promoting the adoption of spe-
cial needs children and supporting the efforts of adoption pro-
grams.

The National Exchange has formed a corporate advisory group
and members have already played a significant role in making the
exchange a success. Christel DeHaan, president of Vacation Hori-
zons International and executive vice president of Resort Condo-
miniums International, has made a personal commitment to the
cause of children who wait. She and her senior corporate staff have
provided extensive assistance in the development of appropriate
computer technology and the use of communications media.

Her experienced management staff has helped to plan for auto-
mation of the exchange. They have helped us analyze our tele-
phone systems, and are helping to meet the challenge of providing
high-quality services using the best of today's technologies.

GTE Corp. has also provided extensive support and assistance. C.
Thomas Taylor, vice president and general manager of GTE Te-
lenet, made Telemail, a national telecommunications network,
available to the exchange for testing as a 24-hour communications
and data bank system.

GTE staff have worked closely with our own professional and
technical personnel to develop a system which reflects the informa-
tion needs of adoptive families and adoption agencies.
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Business is responding and corporate leadership has made a dif-
ference in the way we do business and in the range of services we
can offer.

Even with these accomplishments, many important questions
that affect our ability to provide services are unanswered. What
makes adoption work, and why are so many children still waiting?

To help find answers, we have brought together, at their own ex-
pense, a group of research professionals who are advising us on the
kinds of questions which need to be asked to improve exchange
services. Under the leadership of Robert Hill, associate director of
the Washington Bureau of Social Science Research, the research
advisory group will also participate in the evaluation of the ex-
change.

In closing, I would like to say that the passage of the act before
you has brought about significant changes in the practices of adop-
tion. Congress has challenged each of us as parents, workers and
administrators to make good use of new resources, and we have
been challenged to find new sources of support and new and more
efficient ways of doing business.

Adoption services today are more competitive, more focused on
special needs children. We need competition and we need excel-
lence. There is always a market for better programs, programs that
are more suited to the demands of today's children and today's
families.

In all of those programs, we require a sense of commitment and
a striving for excellence. We believe that that means bringing to-
gether the best practice in our profession, the knowledge from the
field of child welfare, the technical expertise and assistance that
America's businesses can lend, and the hearts of the families who
make these children their own. Reauthorization of Public Law 95-
266 will make possible the continued efforts of these groups and
the achievement of permanent homes for children.

Mr. Chairman, thank you for letting me speak today.
[The prepared statement of Ms. Piasecki follows:]

PREPARED STATEMENT OF MARLENE PIASECKI, DIRECTOR, NATIONAI. ADOPTION
EXCHANGE, PHILADELPHIA, PA.

Mr. Chairman. I appreciate the opportunity to appear before this distinguished
subcommittee to discuss the reauthorization of the Child Abuse Prevention and
Treatment Act and Adoption Reform Act. I will address my comments to Title II of
the ActAdoption Opportunities.

Since its original passage in 1978, the provision of Title II have helped to elimi-
nate barriers to adoption and to provide permanent and loving homes for waiting
children, particularly children with special needs.

As a result of training, technical assistance and demonstration projects, thousands
of children with special needs have been adopted. This has been accomplished
through several methods, including the training of social workers and child welfare
administrators. They have responded by helping to find and prepare families for the
challenges of adoption. Importantly.. many new adoptive parent groups were formed
through the efforts of the Adoption Resource Centers. These voluntary parent
groups speak out for the children iv their own communities, encourage responsible
planning for waiting children and donate their time to recruit and counsel new
adoptive families.

The impressive record of success of this Act has set the stage for significantly im-
proving the opportunities for special needs children. Where we have formed :100
parent groups, hundreds more are needed. Where we have trained a few thousand
workers, many more could be prepared to better serve these young clients.
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Today, over 50,000 children are legally free for adoption in this country. These
children are legal 9rphans with only the states as parents. Some have brothers and
sisters, other are without any family. They are waiting for us to find the families
they can call their own.

The National Adoption Exchange, with your assistance, has accepted this chal-
lenge. As an Exchange we offer six basic services, CI adoption information (2) multi-
media recruitment I.1 registration of children and familkts (4) match/referral, and
15t technical consultation. Each service has been developed to address barriers
which stand in the way of' permanence for children.

BARRIERS TO AI/OPTION

The first set of barriers are informational. Many states have not identified the
free children who are waiting for adoption. Without an accounting of each of

the :1,000 waiting children, children for whom the states draw federal monies, ade-
quate permanency planning and adoption services cannot be developed or delivered.

Often, adoptive families have difficulty obtaining information about the children
waiting to be adopted. On April , 1983 the National Adoption Exchange received a
letter from a prospective parent after he contacted a local adoption agency in Michi-
gan. Ile said: "1 explained my situation and was told that there are no white, older,
handicapped children in Michigan. What a negative answer they gave me. No
wonder you have trouble adopting children."

At the National Adoption Exchange, we are working to improve the quality and
availability of information about adoption through our registration procedures and
through national recruitment and public relations campaigns.

No waiting children are restricted from our program. State and local agencies de-
termine which children require the services of the National Exchange. For states
like New York, with 1,600 waiting children, a national audience of prospective par-
ents is critical. In each state, however, special needs are identified according to local
standards. Thus children are not denied services because they do not meet some ex-
ternally imposed criteria.

Whenever a child is at risk of continued, expensive out-of-home placement, we are
ready to find a permanent home.

Once the National Adoption Exchange receives a registration for a waiting child,
we must put that information in the hands of waiting families. We do this in two
ways. The first is by registering families who are studied and approved for adoption
and then matching these families with waiting children. The families are active
partners in this process. By permitting direct self-registration of families we enable
families to take the first step in finding their own child. Self registration of families
also combats a major harrier to the adoption of minority childrenthe saving or
hoarding of bundles. We have .found that many organizations which approve fami-
lies for adoption wit not share information on those families, particularly minority
families. They are "saving" the families until a child in their custody becomes avail-
able. While this seems like a harmless procedure it leaves many children without
families while prospective parents wait, knowing that children are available. The
registration procedures established by the National Adoption Exchange bridge the
gap between the families and the children. While communities must make plans to
care for their own children, they must also seek and share family resources beyond
their own boundaries for those children who require special and often rare families.
Are we to continue to institutionalize our children because the family they need
"belongs- to another public or private agency 10 or 100 or 1,000 miles away?

I do riot mean to suggest that we need look too for afield to find good homes for
these children. One of the most important lessons we and our sister ex hanges have
learned is the richness of opportunities in our own backyards. But concentrated, in-
novative, marketing techniques are needed to bring forth the f'amihes which have
been overlooked by traditional recruitment practices. And greater cooperation
among agencies is essential to insuring that these families become a resource for
any child without regard to geography.

Through the use of media resources the National Adoption Exchange has im-
proved access to information about special needs adoption. In 'February, 198:i the
National Adoption Exchange sent almost 2,000 press releases to daily and minority
newspapers telling the story. of special needs adoption and how families can re-
spond. Many newspapers ran features with local tie-ins. The response over the past
six weeks has been tremendous, with calls from Iowa, South Texas, Pennsylvania,
North Florida, Oklahoma, California and many others.

Later this month NBC's "Today Show" will begin a four-week "waiting child" fea-
ture, bringing the childrel themselves to over six million viewers.
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While we are excited about our success in bringing information about adoption to
large numbers of prospective adoptive parents, we are also concerned about the
services which are available when families respond.

Many child welfare organizations, especially adoption exchanges around the coun-
try, have reported that families have a very difficult time getting homestudiesin-
eluding families who would be willing to accept our most hard to place children.

All too often meaningless agency requirements exclude from the adoption process
whole groups of familiesparticularly minority families. The need to respond posi-
tively when minority families step forward is doubly important since minority chil-
dren are vastly over represented in the total number of children who wait. Until
agencies improve their response to these families, the over representation of minor-
ity children will remain.

The National Black Pulse study conducted by the Urban League showed that a
very large number of black families are willing to adopt. Special recruitment proj-
ects currently funded by the Adoption Opportunities Act similarly have found that
when information about the children who are waiting is presented to the minority
community, families respond. The Black Homes for Black Children project has ac-
complished much by offering a real alternative to traditional agency practices which
had failed to bring forth what have now proved to be important minority resources.
We have set as one of our own top priorities the recruitment of minority families
and the delivery of assistance to these families as they seek homestudies.

Yet we need to know about how families are being served once they begin the
process of a homestudy. In collaboration with the North American Council on
Adoptable Children, the National Exchange will be contacting families whom we
have referred for homestudies, and we will identify those barriers which these fami-
lies may have experienced. By compiling this information and sharing it with the
states, we feel that the states themselves will be in a better position to examine how
their policies facilities or prevent adoption of children.

In addition to these informational barriers there are significant fiscal barriers to
the adoption of special needs children. Although Federal support for adoption subsi-

dy of special needs children has greatly increased adoption opportunities, adoption
subsidy is not without problems. Of particular concern to the families who are
adopting is the availability of medical assistance payments and medical insurance.
In our very mobile society, many families move across state lines after they have
adopted. Other families choose a child from a state other than their own. These
families can be quite certain that monthly maintenance will follow the child to any
state. However, there is less certainty about medical assistance through Medicaid.
The problem rests not in a change of eligibility but in the failure to accept Medicaid
coverage by another state. Health and service providers are often unwilling to
accept a Medicaid card issued by a state other than the state in which they are lo-
cated. Thus families who do not fear a child's handicap rightly fear their own abili-
ty to provide medical care for that child when they cannot be assured that Medicaid
will be a viable source of medical care. For our most handicapped children we must

ensure adequate medical coverage.
Another fiscal problem is the lack of purchase of service agreements between

states and private agencies for special needs adoption services. Counties and States
which are quite willing to pay for foster and institutional care on an indefinite
basis, with annual bills for each child of 10, 20 and over 30,000 dollars are unwilling
to pay from one to five thousand dollars for one time adoption services. One of the
important accomplishments of the Adoption Resource Centers was their training, of
both public and private agencies about purchase of service and how it could facili-
tate placements. And we request purchase of service information when children are
registered, in part to stimulate an awareness of this mechanism as one which will

facilitate placements.
Another barrier to the adoption of special children is the lack of post adoption

services. Although many agencies which make placements continue to provide sup-
portive services after the adoption has been finalized, the national need for training
in post-adoption services will increase as we are successful in achieving higher rates
of placements of more severely handicapped and troubled children. Again, parent

groups and other volunteer organizations can play critical roles. They can provide

much of the support that is needed by families, as they derive their expertise from

their own experience as the parents of special needs children.
Despite the very real, continuing impact of these barriers, we see clear and dra-

matic changes in adoption practices. Many children considered unadoptable a few

years ago are living in permanent homes. Many disabilities, such as Downs Syn-

drome, once seen as leading to institutionalization are now accepted by large num-
bers of adoptive families.
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Since its incept ion, the NAE has found a tremendous need for its services. For
example, the Exchange has quickly become a central place for information about
adoption. We have emphasized strong relationships with the media so that both
families and agencies know about Exchange services and feel comfortable in calling
for assistance.

In part, changing attitudes about adoption is a function of our presentation of
children. Just last month, three full pages in the National Leader, a national black
newspaper, were focused on the minority children who wait and how families can
contact the National Exchange. A full page of photos, including older children, sib-
ling groups and handicapped children, presented a row set of images about adoption
and encouraged readers to s.e waiting children as real, individual and adoptable.

We found that many newspalk:: which had never carried a story about special
needs adoption were willing to carry story. Many families who had never read
about special needs adoption in their home town news called and wrote with great
excitement saying, "('an I adopt? . . . Who can I adopt? . . . Where do I go for
help?"

We are working closely with our colleagues in the field. A Child Welfare Advisory
group representing exchanges, adoption agencies, and state governments have
helped us to develop procedures and policies which make the Exchange a viable
member of t ht. broader network of adoption services.

We are working hard to develop special relationships with the corporate sector.
We believe strongly that there is a place for American industry and business in pro-
mot ing the adoption of special needs children and supporting the efforts of adoption
programs. The National Exchange has formed a Corporate Advisory Group and
tiernbers have already played a significant role in making the Exchange a success.
Christel Del laan. President of Vacation Horizons International and Executive Vice
President of Resort Condominiums International has made a personal commitment
to t he cause if children who wait.

:qrs. Del laan's companies match the vacation plans of over 200,000 families with
available vacation time at over 600 resorts worldwide. She, and her senior corporate
staff. have provided extensive assistance in the development of appropriate comput-
er technology and the use of communications media. Her experienced management
information staff has helped plan for automation of the Exchange, in the analysis of
our telephone systems and in helping to meet the challenge of providing high qual-
ity services using the best of today's technologies.

GTE corporation has also provided extensive support and assistance. C. Thomas
Taylor, Vice President and General Manager of GTE Telenet, made Telemail, a na-
tional telecommunications network;' available to the Exchange for testing as a 24
hours a day communications and data bank system. To date, we have provided dem-
onstrations of the system to more than 25 adoption agencieS and exchanges. Each
has expressed an interest in joining our growing national network. GTE staff have
worked closely with our own professional and technical personnel to develop a
system which reflects the information needs of adoptive families and adoption agen-
cies. The system is menu-driven and presents easy-to-read questions and statements.
It provides direct access to our information about specific children and families.

Other corporate executives have agreed to join the Exchange's Corporate Advisory
Group. The agenda for this group includes features for corporate newspapers about
special needs adoption, development of adoption benefit plans, technical and mone-
tary contributions, and professional consultation. Business is responding and corpo-
rate leadership has made a difference in the way we do business and in the range of
services we can offer.

Even with these accomplishments, many important questions that affect our abili-
ty to provide services are unanswered. What makes adoptions work? Why are so
many children still waiting? To help find answers we've brought together, at their
two expense, a group of research professionals who advise us on the kinds of ques-
tions which need to he asked to improve exchange servicesboth our own and the
services of other exchanges, We need to know more about the outcomes of adoptions
and the ways in which families help overcome the disabilities and insecurity of their
new members. We also need to know more about why some adoptions fail, and how
to make better decisions about placements.

Under the leadership of Robert Hill. Associate Director of the Washington Bureau
of Social Science Research, the Research Advisory Group will also participate in the
evaluation of the Exchange. With their help to develop performance indicators, we
will begin an analysis of how well we respond to inquiries, how agencies use our
servicesand most importantly how well we facilitate the placement of waiting
children.
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CHILD AliCS. AND AI/01'110N SERVICES

We would also like to draw ...I:a! t ion to the connection between our nation's re-
sponse to child abuse and the adoption of special needs children. It may appear that
thesi are unrelated topics, grouped together under this pending legislation because
each deals with children. lowevcr, there is a fundamental and growing interrela-
tionship which links abuse and the need for adoption services. Increasingly, abused
and severely neglected children are listed with the National Exchange and with our
s7 sister exchanges across the nation. For these victims of abuse we are now finding
many very special families. Fear is being reple,ced by love.

Adoption opportunities are also needed by the thousands of victims of institution-
al abuse, particularly passive institutional abuse. Assistant Secretary Hardy, in her
remarks to this committee en March noted the critical need for the comple-
tion of a national study of abuse for providing assistance to the states to establish
procedure's to ensure safety from deliberate neglect." Certainly, no child should
sakir at the hands of persons whom we have selected to provide for their care and
we support this effort to safeguard against the abuse and exploitation of handi-

capped children. Yet institutional abuse, the almost routine and continuing consign-
ment to institutions of handicapped children who could be placed in foster or adop-
tive homes must end. When given the opportunity to provide adoption services, we
have seen that severely disabled children can be accepted into new permanent
homes. In these homes, children who had been diagnosed as too damaged to live out-

side in institution are now experiencing their real potential for active and more
complete lives. Yet in state. after state, thousands of mentally retarded and physical-
ly handicapped children remain in institutions because almost no one within the in-
stitutional system even considers adoptive placement. And once institutionalized, we
tend to forget their abilities. and make it all too easy for these children to become
increasingly dependent and passive institutional victims for the rest of their lives.
The human and economic costs of inappropriate institutionalization should not he

tolerated.

CONCLUSION

In closing. the passage of the act before you has brought about significant change
in the practice of adoption. Congress has challenged each of us as parents, workers
and administrators to make good use of new resources. And we have been chal-
lenged to find new sources of support, new and more efficient ways of doing our
business.

Adoption service's today are more competitivemore focused on special needs chil-

dren. We need OMpetition and we need excellence. There is always a market for
better programs, programs that are more suited to the demands of today's children
and today's families. And in all of those programs, we require a sense of commit-
ment acid a striving for excellence. We believe that means bringing together the

best practice in our professions, the most knowledge that we have in the field of
child welftlre, the technical expertise and assistance that America's business can
lend. and the hearts of the families who make these children their own. Re-authori-
zation of Public Law 9:i--266, will make possible the continued efforts of these groups
and I he achievement of permanent homes for children.

I have spoken a great deal about ''thousands of waiting children"' and "thousands
of families" but we can more easily understand the importance of the Exchange by
looking at one child and one family at a time.

Tina is a Lt year old girl who lived with her birth mother until she was II. Since
iliso she lived with a number of different foster homes and while she has moved
around a great deal she retains a very positive image of herself and a desire tee do
well in school, to grow up and to serve other children as a foster mother. Tina is in
good physical health but she needs one thingand that's a permanent home. On
January 21. Tina's social worker registered her with the Exchange hoping to
find a family. -Just a few weeks before, a very fine family in Idaho had registered
themselves with us. They have one son and live in a small community. The mother
works outside the home and enjoys special homemaking activities like sewing, weav-
ing and cooking. The father coaches his son's baseball team and is an avid home
remodeler. They are a close knit, loving and supportive familyactive in their local
church. On January 21l, 1983, two days after Tina was registered. the National
Adoption Exchange recommended this family to Tina's social worker, She reviewed
the case records, as well as those of two other families. Next week Tina is going

. home. She's going from Ohio to Idaho to become part of a permanent family.
On February IS. 1953, Gilbert; an eleven month old boy in Florida, was registered

with the National Exchange. A cute, appealing child who is alert and responsive to
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others, (filbert has liven in foster care since he was burn. Ile has been diagnosed as
having "delayed motor development- and he now is in an early intervention pro-
gram. The services of this program are already helping him to improve his ability to
focus his eyes, move his hands and pull a string to reach a toy. Young Gilbert needs
a home TIM.

On February 2:1. just five days after Gilbert Was registered, a single adoptive
mother from Pennsylvania sent her registration to the National Exchange. She said
she was wiiiing to become a parent to a citiici with physical disabiiicies or conditions
that require long term medication or special treatment. Gilbert will he moving to
his new hinne this week, less thus two months after he was registered with the Ex-
change.

As you can see by these two examples, the children who are waiting represent a
wide range of needs. The families who are responding also represent a great volun-
tary resource which we cannot afford to ignore. For the thousands of children who
now wait, we would hope to be able to say to them as we can fur Gilbert and Tina,
they are going home.

Senator DENToN. Thank you very much, Ms. Piasecki.
Ms. McHugh.
Ms. Mel itTGit. My name is Toni McHugh and I am the chairman

of the board of directors of the National Committee for Adoption. I
am also an adoptive' parent. I have served on the board for 2 years,
and during that time I have also served as cochairman of the New
Jersey Committee for Adoption, which is a State affiliate of the Na-
tional Committee for Adoption.

Accompanying me here is Candace Mueller, who is director of
public policy and professional practice for the national committee
staff.

As an adoptive parent and on behalf of the committee's board,
member agencies and adoptive families in the committee's mem-
bership, I want to thank you very much for letting me testify
today.

We support the continuation and expansion of the adoption op-
portunities law, and have discussed several barriers to positive
adoption services in our written statement, which I would like to
ask, Chairman Denton, if you would accept for the record.

Senator DENTON. We shall, thank you.
Ms. MclluGit. Thank you.
For the time I have alloted to me, I would like to summarize

some of the main barriers which the committee's members and
myself, as an advocate of good adoption services, have observed. I
will also briefly comment on the ways that these barriers can be
overcome, both through legislation such as S. 1003 and through the
work of people committed to promoting adoption as a loving,
family-building option. Of' course, I will be happy to answer any
questions that vou or anybody else might have.

The National Committee for Adoption believes that the delivery
of adoption services is more effective and costs less when provided
by the private voluntary sector. Many children who could be freed
for adoption and placed in permanent homes are caught up in the
web of the public agencies' bureaucracies.

If' the public sector would assertively develop purchase of service
arrangements with the voluntary adoption agencies for the sole
purpose of increasing the number of children freed for adoption
and successfully placed in adoptive homes, I think we would see an
increase in the number of children adopted.
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I testified last December in the New Jersey Legislature on this
very issue, recommending that the New Jersey Department of
Youth and Family Services rely upon the private, nonprofit agen-
cies to provide home-finding and adoption placement services.

So many children in New Jersey's foster care system are becom-
ing special needs children simply because the present system
allows too much time to pass before parents who are assuming no
responsibility for the care of their children are forced to relinquish
their rights.

I urge this subcommittee to recommend to the Department of
Health and Human Services that the issue of reprivatizing adop-
tion services be discussed as a model for the State governments to
consider.

We also believe there needs to be a review of the current oper-
ations in States of the Interstate Compact for the Placement of
Children. In many instances experienced by our members, the
Compact procedures have hindered rather than helped the speedy
adoption of children across State lines. Long delays in processing
the forms, loss of important, confidential documents, and improper
handling of confidential information are all examples of the nega-
tive experiences by adoption agencies.

The State of New Jersey has not entered into the Interstate Com-
pact, and based upon the problems that I have cited and that I
haw, heard from other agencies, the New Jersey Committee for
Adoption would not want the State to participate.

In order for the Interstate Compact to really help the adoption of
children, it seems to us that the review process needs to be stream-
lined for networks of voluntary and public licensed agencies work-
ing with exchanges and other groups to see that a waiting child
can be adopted by a family in another State.

On the other side of the coin, the Compact administrators need
to focus more attention on seeing that the placements of children
by unlicensed intermediaries follow the Compact's rules.

Another major obstacle to getting infants and children adopted is
the legal resistance to the termination of parental rights. One of
the major obstacles cited by a group of children's agencies and ad-
vocates in New Jersey was the judicial system.

Admittedly, the decision to sever parental ties is a very serious
responsibility for the family court judges in our country. However,
the delays for children in need of homes is just as serious for the
positive development of that child.

The Department of Youth and Family Services in New Jersey
did a task force study last year, and to give you an idea of what I
am talking about, as of June 30, 1982, of the 276 children that were
in the process of litigation, 94 had been held up in litigation for
over months.

At the time the study was done, they were not sure how much
longer these children would be held up. They did not know when
the court would finally make a decision. So, you can see that it is a
severe problem.

Adoptive Family groups and others concerned about children's
rights to an adoptive home need to work constructively with the
courts to improve termination proceedings.
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In the case of a young, unmarried woman's plan for adoption for
her baby, she can be frustrated by the legal requirements for the
termination of the father's rights. Too Jten, fathers who have
shown no interest throughout the pregnancy decide to claim custo-
dy after the baby is born.

A woman planning adoption is faced with the decision to allow
her baby to be raised by this man and his family or to decide to
forget about her plan for adoption and try to become a successful
single parent.

An example of this problem is before the Supreme Court right
now in the case, Kirkpatrick v. The Christian Homes of Abilene,
which will be heard later this month. Past Supreme Court deci-
sions relating to fathers' rights have been overreaching in their
impact on the plans of unwed mothers to .choose adoption.

Furthermore, the States have differing laws regarding the rights
to notice and claiming paternity regarding adoption planning, and
this creates confusion for pregnant women considering adoption.

The adoption opportunities law could direct the Department of
Health and Human Services to compare State laws and the various
interpretations of the Supreme Court decisions regarding the ter-
mination of parental rights, especially the putative fathers.

This brings me to the point of commenting on the proposal of S.
1003 to expand the advisory board to include those adoption activi-
ties of the Federal Government, including services to pregnant
teenage girls considering adoption as a plan for their infants, and
services to infertile couples wanting to adopt.

We support the intent of this provision to establish a resource
panel which has experts who can link the prevention aspects of
adoption to the child abuse program. We believe that one impor-
tant focus for the prevention of child abuse and neglect among
teenage mothers is to be sure that they have a clear understanding
of their social and legal opportunities to voluntarily choose adop-
tion for their babies, rather than trying unsuccessfully to be a
single, young parent or resorting to placing their children in foster
care.

I think it is important in counseling adolescents to keep in mind
that many of these adolescents are 13 and 14 years old; that they
have to have another alternative. They have to be made aware that
they have a choice between abortion and parenting their children;
that there is adoption if that is what they want and feel that they
can do.

I think if we do not make this clear to them, while their babies
are newborns and not "special needs" children, then they will
decide to parent. Many will discover they cannot parent the child
for one reason or other, whether it be economic, social, or emotion-
al. Whatever the reason is, that child is going to become a "special
needs" child in need of adoption.

So 1 think it is very important to include education of the public
and of adolescent teenagers as to the positive aspects of adoption.

On the other hand, agencies, the national and regional adoption
exchanges and adoptive family groups know from the many years
of aggressive recruitment of families to adopt children with special
needs that the major resource for many of the waiting children are
couples experiencing infertility.
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Therefore, the inclusion of experts in services to infertile couples
on the advisory board is a logical response to bringing to the fore-
front a group that needs services in order to be successful adoptive
parents to troubled, handicapped or older children with special
needs, as well as infants.

Parents who make the most successful adoptive parents have re-
solved their infertility. In a recent hearing that was held in New
Jersey in March, one of the things that was felt to be very impor-
tant was that prospective adoptive parents have to be properly
trained and properly aware of the circumstances they were getting
into, and also, going along with that, be assured that they were
making the right decision in terms of their own emotional and per-
sonal being. Services and support are needed to prevent potentially
abusive adoptive family situations.

I want to close by urging the subcommittee to actively support
the development of positive, marketable educational materials
about adoption for school-age children. Not only would an under-
standing of adoption as a neat way to build a family help peers
relate to their friends who are adopted, but also would help them
in their support of their peers who become pregnant and must con-
sider adoption as an alternative for their unplanned pregnancy.
These materials could be used by adoptive parents for presenta-
tions.

Groups of adoptive families, adopted children who are grown up,
and adoptive grandparents and relatives are the people who are
part of the adoption circle who know best the joys of adoption. The
Federal Government should use adoptive families as much as possi-
ble to promote adoption as a positive and possible option for more
American families. The media can help, too.

I would like to submit an article for the record which has just
appeared in a popular magazine which describes the adoption
option for families. As the author starts out, "Adoption is possible,
and adoption works because good relationships between parents
and children are based on love, not biology." We agree wholeheart-
edly.

Thank you very much, Senator Denton, for this opportunity and
I would be happy to answer any questions that you might have.

[The prepared statement of Mr. McHugh follows:]
PREPARED STATEMENT OF TONI MCHUGH, CHAIRMAN OF THE BOARD OF DIRECTORS,

THE NATIONAI. COMMIVI'EE FOR ADOPTION, INC.

My name' is Toni McHugh. I am the Chairman of the Board of Directors of the
National Committee For Adoption (NCFAI. I have served on the Board for two years
and during that time also served as Co-Chairman of the New Jersey Committee For
Adoption, a state affiliate of NCFA. My husband and I have two daughters, one is

adopted. On behalf of the NCFA Board of Directors, the member agencies and adop-
tive families of NCFA's membership, I want to thank you for inviting us to appear
at this hearing to testify in support of the continuationand expansionof the
adoption opportunities law. This written statement not only covers the issues to
which you invited us to testifyidentifying barriers in State laws that continue to
prevent permanent adoptive placement for childrenbut also discusses the areas
where the National Committee for Adoption would like to see the Adoption Oppor-
tunities law require Federai attention.

The National Committee For Adoption is a national, voluntary membership orga-
nization for agencies, adoptive families and individuals. Through our membership,
the National Committee for Adoption is working to promote to the public adoption
as a positive option that: (1) enables a young, single or pregnant woman to make a
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choice to continue the pregnancy and make an adoption plan for her baby; (2) en-
ables children. whose lives have been threatened by disease., or congenital disabil-
ities, to be treated and cared for by parents who choose to adopt 'hem when their
biological parents cannot cope; GO rescues children from growing up in inappropri-
ate foster c,ire or institutional care and gives them a permanent, loving adoptive
family: and it assists homeless children from other countries to become members of
loving. American families.

Because we believe so strongly in adoption as a sound, family building option, the
National Cmamittee For Adoption supports the extension and revisions of the Adop-
tion Opportunities law as outlined in S. 1003, legislation introduced by Senator
Denton and Senator Hatch on April 7, 198:1. We have also submitted written testi-
mony to the Select Education Subcommittee of the Ilouse Education and Labor
Committee supporting the Subcommittee's decision to recommend re-authorization
of the Adoption Opportunities law for four more years in H.R. 1904. There are many
areas of adoption law and the delivery of adoption services which need to be im-
proved to ensure that more of America's youngest, handicapped and homeless chil-
dren waiting for adoptive homes get adopted. Even with a modest appropriation of
82 million per fiscal year, much can be done to increase the number of children who
are made legally fret. for adoption and made members of new adoptive families.

The National Committee was formed in the Spring of 1980 by a group of agencies
and individuals who were very concerned with a proposal called the Model State
Adoption Act which had been mandated by Section 202 of the Adoption Opportuni-
ties law. We are now happy to be able to support the final version of the Model Act
for the Adoption of Children with Special Needs which was published by the Depart-
ment of health and Human Services on October 8, 1981. This final Model Act focus-
es its attention on the barriers in State adoption laws which keep children with spe-
cial needs from being adopted and it is a good example of how the Federal govern-
ment can assist States in a cooperative way.

There is another effort now underway at the Department of Health and Human
Services which we believe will have a positive impact on promoting adoption. Dorcas
R. Hardy, assistant secretary for Human Development Services has the lead respon-
sibility for the "Adoption Initiative" which will promote activities that will move
children with special needs out of foster care and into permanent adoptive homes.
Assistant Secretary Hardy has already begun to work with State and local agencies,
voluntary organizations, the media and corporate leaders to increase public aware-
ness of the problems of children waiting for adoptive homes.

As the new Chairman of the Board of Directors, I saw an increasing need for the
National Committee For Adoption to focus on the entire range of adoptions. There-
fore, at the Third Annual Meeting, a new, special committee of our Board was cre-
ated on Service Needs for Special Children. Chaired by Theodore Kim, executive di-
rector of A.S.1.A., an agency specializing in the adoption of Korean children, the
committee members include adoptive parents, such as Robert and Dorothy DeBolt,
who have adopted children with special needs, and agency executive directors who
are working with their State Departments of Child Welfare to see that children
with special needs get adoptive homes. I am excited by the expertise of the members
of the special committee and I hope that this Subcommittee as well as Assistant Sec-
retary I lardy will see NCFA and its Board es a resource in working to encourage
the participation of parents, caring professionals, adoptive family organizations, ad-
vocates, corporations and philanthropistsalong with the voluntary and public
child and family services sectorsto achieve real progress on behalf of those chil-
dren who are relying on us to make adoption work for all who need it.

The National Committee For Adoption has appreciated the work of this Subcom-
mittee and its Chairman, Senator Denton, in support of adoption and the continu-
ation of programs that serve children and families, such as the Adoption Opportuni-
ties law in 1981 and the adolescent pregnancy program incorporated into the Ado-
lescent Family Life Demonstration and Projects Act. We were invited to participate
in the Adoption in America Hearing held by this Subcommitteeon July 23., 1981
tind urge the Subcommittee to review the testimony presented at that time for addi-
tional issues which still need to be addressed by the Federal government, including
improvements in the Federal tax code on behalf' of adoption as presented by Senator
.lepsen.

The National Committee For Adoption sees six areas where the Adoption Oppor-
tunities law could focus Federal attention. These include:

III Identifying barriers to the adoption of infants and children and seeking
lions to them; (2) Promoting adoption as a positive family building option through
the combined efforts of adoptive families, the business sector., and the media; 131 Re-
viewing the Federal tax policies for ways to encourage the adoption of children by
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I 'idled Inc national adoption and foster care data and analyz-

In4 t. Proln,J1 Inc improved adoption legislation and quality standards for adop-
t to» s.rvices in the States: and iti) Maintaining a national adoption exchange.

All of tilese arttas need to focus on the adoption of children, broadly defined to
include the welfare of infants at risk with life-threatening congenital impairments,
infants bon, to teenaged, unmarried parents, and children in foster homes or insti-
tutions in need of placement in permanent, adoptive homes. The rest of' this state-
ment will expand upon these six areas of adoption issues, many of which have been
included in the legislation. S. 1003. to amend the Adoption Opportunities law. While
not ;ill of there issues iln be thoroughly discussed in a one-day hearing, we urge the
Sulicommitt Co to consider using the Subcommittee's investigative and oversight tic-
t iv itieS concerning adoption laws and programs to elaborate further on these topics.

I ['ENT) FY I NG BARRIERS TO THE ADOPTION OF INFANTS AND CHILDREN ANDSEEKING

sournoNs TO THEM

The National Committee For Adoption believes that the delivery of adoption serv-
ices to children iind their families may be more effective when provided by the pri-
vate, voluntary sector. In December, I9S2, I testified on behalf of the New Jersey
Committee For Adoption before a legislative hearing on the ways to improve adop-
tion and foster care services being provided through the New Jersey Department of
Youth and Family Services DYE'S). Su many children in New Jersey become "hard
to place" because the present system has unnecessary delays in the adoption process
and allows excessive time for parents to exercise their parental rights without ful-
filling their parental responsibility. The child's needs don't seem to be addressed
first The New -Jersey Committee F'or Adoption's recommendation for improving the
delivery of services ,was :hat the function of providing adoption services should be.,
assumed by those private, non-profit social services agencies with a good record of
providing high qualit:: services while being cost efficient. By "reprivatizing" adop-
tion services, the apparent conflict between DYF'S's role as a regulator and funding
agency and its role as a direct services provider could be alleviated. The proposal
should also save the State of New .Jersey money.

I would also like to see the issue of re-privatization of adoption services be dis-
cussed at the Federal level as a model for State governMents to consider. The Na-
tional Committee would like the Adoption Opportunities law to provide the arena
for discussion of the development of State plans to shift more of the responsibility
for the placement plans for children back to the non-profit, voluntary and sectarian
child and family services sector. By "re-privatizing" adoption services in the States,
children will be served more eflbctively and at less cost. We would encourage the
Suhcommittee to carefully review the current work of the Regional Resource Cen-

ters for Children, Youth and Families and consider shifting attention from these re-
gional information centers to nation-wide working groups to tackle issues such as
re- privatization af adoption services.

In States' current programs for the adoption of children with special needs, chil-
dren whose adoption plans are being made by the voluntary sector are often not
eligible for adoption subsidy programs and medical coverage. There is also resist-
ance on the part of many States to allow the adoption planning work of the volun-
tary agency to suffice fbr the legal adoption. There needs to be a concentrated effort
at the Federal level to identify the ways that the voluntary sector's role in promot-

. ing adoption at the State and local level can be' used by the public child welfare
sector to enhance the opportunities for the adoption of children waiting in foster
care.

There have been legal and societal barriers to the option of adoption for infants
born to teenaged, unmarried parents for over the past decade. One major obstacle to

a young, unmarried woman's plan for adoption for her baby has been the legal re-
quirements for the termination of the father's rights. Many agencies experience,
along with the young women they serve, the frustrations of making adoption plans
which are thwarted by putative fathers' decisions to claim custody after the child is
born. An example of this problem is before the Supreme Court right now in the
case, Kirkpatrick v. the Christian Homes of Abilene which will be heard later this
month. The National Committee F'or Adoption has filed an amicus brief to the
Christian Homes' case on behalf of the adoption plan for a baby born out of wedlock
to a fifteen-year-old girl. Kirkpatrick, the father of the baby, decided after the bay's
birth to file for paternity as well as custody of the child, even though he had been
involved with the young mother in planning for the adoption of the child prior to its
birth. Past Supreme. Court decisions relating to fathers' rights have been overreach-
ing in their impact on the placement of infants for adoption, the National Commit-
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Adi pi I Wilt,. Furthermore, the States have differing laws regarding
the rights of putative lathe's in relationship to adoption planning and this creates a
barrier to adopting tyros State lines, when one state will not accept the binding

and practice. of the placing agency in another State. The Adoption Opportuni-
ties law should include a recommendation that among the legal issues reviewed by
the Federal government should be the comparison of State lawsand the various
interpretations of Suprilne Court decisions--regarding putative fathers' rights.

A federal law, the Indian Child Welfare Act, has presented a barrier to many
young pregnant women who are of Indian heritage. because their privacy cannot be
maintained if' they choose to make an adoption plan. The law requires the Indian
tribe to he notified of the plans l'or adoption. Often a young woman, estranged from
her bond:, arld Indian tribe because of her pregnancy, decides to leave her home
area and try to parent rather than have her unplanned pregnancy known by the
entire trihiii council. We recommend that these issues be explored by the Office of

[tondo Development Services, in coordination with the Bureau of Indian Affairs,
which administers the Indian Child Welfare Act, and the Office of Adolescent Preg-
miny Programs which is working to ensure adequate adoption referral and counsel-
ing services for pregnant young women.

As the Subcommittee is aware through its work on behalf' of' the Adolescent
Family Life law, providing opportunities for adoption counseling and referral serv-
. to pregnant, unmarried t-enagers is important. The National Committee sup-

:s the broadened !bars of S. Ionti which includes providing opportunities for pre-
-111ton: adoption infemation, education and training materials to public and private
,litencies and organizations. The examples of service providers in Section 203 ttilt2i,
which mothd receive such information arid training about the adoption alternative,
includes hospitals, health care and funnily planning clinics and social services agen-
cies. These will he useful groups to have an impact on in order to remove the infor-
mational li.irries to adoption.

We would like to comment briefly on the proposal of S. 1003 to expand the advise-
% bout include those adoption activities of the Federal government, including

ore:nant. teenaged girls considering adoption as a plan for their infants.
:::nittee supports the alerts of this provision to establish a linkage

bet wet n prvt.ntUllf child abuse and neglect and providing adoption opportunities.
As Ciiii,riiissiimer Ifodges stated in his testimony on April II, 1983, before the Sub-
committe, flier,- evidence that there is a great need to prevent teenaged mothers
from her,iiii;c..; ,!ietsive and neglectful to their small children. One important focus
for the pre%bt ion of child :those among teenaged mothers is to be sure that a clear
understandirai of the social and legal opportunities of choosing adoption for their
habit's rather trying to parent is available to all pregnant teenagers.

With respect to the intestate Compact 'or Placement of Children which is adhered
to by the majority of the States, the possibility that the Compact procedures hinder
rather than help the adoption children across State lines needs to be examined by.
the Federal govi.ritinent, needs to be review of the current operations by
State governments of the Compact procedures, taking into account the experiences
of the National Adoption Exb;Ingi., regional anti State exchanges, and the volun-
tay, non-profit adoption, agencies working to place waiting children from one State
with a waiting family in another State. Member agencies of the National Committee
For Adoption have expriencod long deiays, loss of important, confidential records,
and the improper handling of -onlidential infGrination in their efforts to comply
with the requirements of the Compact admini-lators in some States. While the
Adoption Opportunities law has already funded efforts to improve the Compact's ef-
l'ectiieness, it seems that a more thorough review as well as revisions may be neces-
sary to eliminate harriers of adoption across State lines currently eaused by the In-
terstote Compact for the Adoption of .Children.

For example. the State of New Jersey has not entered into the interstate Com-
pact, and based upon the problems experienced by agencies of the National Commit-
tee For Adoption. the New Jersey Committee For Adoption does not recommend
that Nev. Jersey accept the Compact. In order for the Interstate Compact to really
help the adoption of children, it seems to us that the review' process needs to be
streamlined for networks of voluntary, licensed agencies working to place waiting
children across the State lines. On the other side of the coin, the States Compact
administrators need to focus more attention on seeing that the placement of chil-
dren by unlicensed intermediaries is monitored carefully under the Compact's rules.

The National Committee is pleased that S. 1903 retains the role of the Federal
government in studing the effects of unlicensed adoption placement on families. Not
only are non-agenc,. adoption "practitioners" often deficient in the way they serve
infertile couples desperately wanting:to adopt a baby, but also they are often coer-
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CI% ! Vfhlitt WOHIVO. Till!, area of "black-market- adoption is

still ti.ith 1:. 1/1 its t racks ;ir the legal problems with surrogate

ittr ,:urr,Igat arrangements currently rely on perversion of
States' adi.:it.an laws for -legality". The National Committee For Adoption is cur-

rently r.vie, 114 he various State legislative proposals which are either trying to
or snit law surrogate contracting. We plan to issue a position paper on our

C7/,',/'!), .1!) 1/11'.; faddish way of getting a baby. We welcome the provision in S.
;111OW the UCtiVitICS Of the adoption opportunities law to provide

un :trer:t for further debate on these nation-wide adoption-fOr-profit ventures.
The National Committee is also hopeful that professional groups such as the

Aiii(iricai, !tar .Associ:ition, the American Fertility Society. The American Academy
of Pediatrics, etc., as well as the Federal government, would come out strongly in

saying that independent. unlicensed, non-agency adoptions are unwise, and that all
States should join the six States that have already made independent adoptions il-

legal Short of that we believe that work is needed to ensure that laws protect chil-

dren who are placed through non-agency channels by requiring all of the same pro-
required of licensed adoption agencies, such as a pre-placement. home study

show in :: that the ppispective adoptive parents are suitable for the specific child in-

volved ;mu that the biological parents get adequate counseling and that all legal re-

are killowed
'file Nal ,,,n:i; I 'oremittee For Adoption urges this Subcommittee and the Federal

gaiernment hi carefully examine the best interests of the child who is being adopted

parents of a thfferent race or culture. We strongly support the statement of Rev.

(01111`i,T, during the It# 1 Adoption in America hearing before this Subcom-

pidiee he : 1,`St Ted Senator Denton's question about trans racial adoption this

way . . I tit for an Anglo couple, or whatever nationality, rather than

having that .ild languish in an institution." The courts also seem to agree

with Fat ht.!' The State of New York Court of Appeals recently upheld the

adoption of ti::,' children by a White couple and the D.C. Court of Appeals

allowed a young girl who has lived with White foster partents from infancy to

remain in that family as their adopted daughter. Even as the number of Black chil-

dren in taster care rtimairs disproportionate while White couples increase their pur-

suit( of transcultural adoption of fitreign children, there are still groups who call for

the abolition it all tansracial adoptions. We urge the Federal Government to work
cooperatively with all racial and ethnic groups to encourage them to adopt, but at

the same time not dismiss the positive alternative of placing children in homes

across iailt oral or racial lines when compared to numerous foster care settings or

institutional care.
Another harrier to the adoption of children is the growing acceptance by' a small

but vocal minority that adoptive fatnilies must accept "open adoption" procedures

ti order to he successful parents. By "open adoption" we mean the requirement that
identilYing information about the biological parents and adoptive parents be shared,

and that agreements must he made allowing the biological parents or other close

relatives "visitation rights" after the adoption is finalized. These experiments in

adopti,n planning are not child-focused,,but rather are to meet the demands of a
parents. adoptive parents, and adoption "practitioners" who believe

that privz.y in adoption planning and for adoptive families is "unhealthy". The Na-

tional Committee For Adoption, based upon the decades of experience of our

menther agencies. believes otherwise. Adopted children deserve the security of one

legal Ihrnily. Parents who choose not to parent voluntarily, or who are found by the
child welfare system not to he fit parents, should he granted privacy in order to
make all adoption plan for their children. State laws must maintain the building of
adoptive flamilies as a professional and confidential service.

Finally, but not least of all important, is elimii-aing the barriers to adoption in-

l'ormatiiiii and referral for parents of an infant at risk with life-threatening congeni-

tal impairments. The National Committee For Adoption supports the efforts of
adoption agencies to make sure that health care facilities have information about
adoption to furnish the parent of a handicapped infant. We believe that increased

attention and activities under the Adoption Opportunities law is necessary to

ensure that the opportunity for adoption can he considered as a positive alternative

for those parents who cannot cope with a handicapped infant. The National Com-

mittee also supports the concrete suggestions offered by the Rossow Family at the
Subcommittee hearing on April 6, Hit supporting parents of handicapped in-

fants. Among the recommendations made by the Rossows was the recommendation

that the decision-making process be slowd down, so that the baby is taken care of

while the parents learn a sufficient aniocot about the handicapping condition and
the supportive services and groups, including other parents, knowledgeable about

511



507

the handicapping condition, which are available in the community. Another inter-
esting proposal, which should be reviewed by the Department of Health and Human
Services as to the legal ramifications is the automatic termination of the parental
rights and the initiation of the adoption process upon the decision of the biological
parents not to treat their infant. The National Committee's member agencies are
knowledgeable about the positive possibilities of the adoption of handicapped infants
and based upon these experiences we believe that making this option available to
parents in distress should be an essential component of any health facility's services
to handicapped infants and their parents.

PROMOTING ADOPTION AS A POSITIVE FAMILY-BUILDING OPTION THROUGH THE. COMBINED
EFFoirrs OF AnorrivE FAMILY GROUPS, CORPORATIONS AND SMALL BUSINESSES, AND
THE. MEDIA

,Those who know best the joys of adoption 'are the people who are part of the adop-
tion circle . . . adoptive parents, adopted children, adoptive grandparents and rela-
tives, as well as the biological parents who know they made the best decision in
planning adoption for their child. Groups of adoptive families should be utilized as
much as possible by the Federal government in promoting adoption as a positive
and possible option for more American families.

One way to encourage people to adopt is by recognizing the expenses involved in
adopting a child and treating those expenses in a fashion identical to the medical
costs of a pregnancy. One group which can help here are corporations, small busi-
nesses, and all employers who offer fringe benefit programs. There is a growing
group of major corporations which are providing adoption benefits to their employ-
ees who adopt. The National Committee For Adoption assists these companies by
providing samples of adoption benefit programs, and we link up the employee bene-
fit officers of a company considering the plan with those companies which already
offer the plan. Mr. Bruce Mueller, who has been invited to testify before this Sub-
committee, is a good example of a member of the corporate comumity who has been
a "patron saint" for the promotion of adoption benefit programs across the country.

We are very supportive of the new section 2030)115) which encourages the involve-
ment of corporations and small businesses in supporting adoption, including the es-
tablishment of adoption benefit programs for employees:who adopt children.

REVIEWING THE FEDERAL TAX POLICIES FOR WAYS TO'ENCOURAGE THE ADOPTION OF
CHILDREN BY AMERICAN FAMILIES

The National Committee supports the use of the Federal (and State) tax codes to
give special treatment to families who adopt. While we realize that amendments to
the Internal Revenue Code are not within the jurisdiction of this Subcommittee, we
wanted to take this opportunity to encourage members of the Subcommittee and
others in the Senate who are suppoitive of the following proposals to discuss them
with their colleagues who are members of the Senate Finance Committee and to en-
courage the Administration to take a positive look at improvements in the tax code
which would positively reinforce adoption as a positive family-building option.

We owe a great deal of gratitude to Senator Jepsen for his determined advocacy
on behalf of adoptive families during the debate and conference deliberations on the
Economic Recovery Tax Act of 1981. It was his commitment, supported by Senators
Bentsen, Cranston, Durenberger, Hatfield, Hawkins, Levin and Metzenbaum, which
assured thq enactment by Congress of the first, positive amendment to the tax code
for adoptive families: a deduction up to $1,500 for the expenses of an adoption of a
child with special needs. Sen. Jepsen also testified before this Subcommittee in July,
1981, in support of more comprehensive adoption tax-deduction legislation.

These are the provisions the National Committee For Adoption would suggest
should he included in a comprehensive tax bill for adoption:

(1) Exemption of $1000 for each child adopted ($3,000 for each child with special
needs) during the year the adoption took place; (2) Allowance of a tax deduction for
the total costs of an adoption, in accordance with State law, including infant, special
needs or foreign child and relative adoption and excluding surrogate mother ar-
rangements; (3) Election for an adoptive family to take a tax credit in lieu of a tax
deduction for adoption expenses; (4) Exclude from employee's income adoption ex-
penses paid by an employer; and (5) Treat employer contributions to adoption ex-
pense plans as an ordinary and necessary business expense.

All of these provisions were in bills introduced in the 97th Congress, S. 1580, in-
. troduced by Sen. Jepsen, and S. 1479 introduced by Senators Metzenbaum and Haw-
kins. If such comprehensive tax legislation for adoption expenses were enacted it
would result in cost-savings to the Federal government by decreasir g foster case ex-
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',poses Several state, have tax deductions for adoption expenses or are considering
such legislation We encourage the Federal government to set an example so that
more States will consider tax legislation.

(1)1.1;Et"FIN4; NATMN Al. Atsu-rt)s AND FosTER CARE DATA AND ANALYZING IT

Since 197.-i, there has been no Federal report on the number and characteristics of
children adopted each year in the United States. The last report, "Adoptions in
197.( was issued I,. the National Center for Social Statistics. Department of flealth,
Education and Welfare in 1977 and relied upon the voluntary reporting of only
thirty one States. Recognizing the need for detailed national statistics on adoption,
the Adoption Opportunities law of 1978 mandated the Department of Ilealth, Educa-
tion and Welfare to create a system for gathering national statistics. Unfortunately,
this requirement of the law has yet to he carried out effectively. It will soon be a
decade since the Federal government has collected, in a reliable way, data about the
number of children adopted or the number of children free for adoption in all
States, annually. No one at the national level can reliably say,how many children
have been adopted since the enactment of the Adoption Opportunities law in 1978.
No one can reliably say how many adoptive families there are in the United States
today. No one can reliably say how many children still wait for adoptive families in
the United States today. No one can describe those children who have been adopted,
or are waiting for adoptive homes, as to their ages, race, physical and emotional
characteristics and health. No one can describe the characteristics or numbers of
women who choose adoption as a plan for their "unplanned" babies. The National
Committee For Adoption urges the Subcommittee to carefully review the efforts of
the Department of I lealth and Human Services to collect this important data.

The National Committee For Adoption, in an effort to better present the adoption
picture, has been discussing the important need for adoption "numbers" with sever-
al officers of the Federal government, including the Bureau of the Census, the Na-
tional ('enter for Health Statistics, the Office of Adolescent Pregnancy Programs,
and the Office of human Development Services. We believe that more accurate in-
formation about the number of children living in adoptive homes could be collected
through nationwide Census efforts rather than through reliance on voluntary State
government reporting. We were very encouraged by Bureau of the Census Director
('hapman's final remarks in this written testimony before this Subcommittee on
March 29, 1983, where he achnowledged the lack of data concerning adoption and
his desire to do more extensive investigation on this topic through census data.

We also believe that statistically reliable sample data, such as is collected in the
National Family Growth Survey can also provide useful information about the char-
acteristics of adopted children after they have joined their adoptive families. For ex-
ample, an article by National Center for Health Statistics official, Dr. Christine A.
Bachrach, using National Survey data of 1970, reports that adopted children were
better off economically than children living with never married biological mothers.
("Children in Families: Characteristics of Biological, Step-, and Adopted Children",
Christine A. Bachrach, Journal of Marriage and the Family, Feb. 1983, pg. 171-179.)

Therefore, the National Committee strongly supports the amendments included in
Section 201(203) and Section 203(W) of S. 1003 that require HIS to consult with
other appropriate MIS agencies and Federal departments, including the Bureau of
the Census, for the establishment of an on-going adoption and foster care data gath-
ering and analysis system, thereby not relying solely on voluntary state reporting.

PROMOTING IMPROVED ADOPTION LEGISLATION IN THE STATES

Section 202 of the current Adoption Opportunities law required the Department
of Health and Human Services to publish model adoption legislation. On October 8,
1981, the Department of Health and Human Services published in the Federal Reg-
ister the "Model Act for the Adoption of Children with Special Needs". This model
act includes useful model statutory language for providing financial assistance to
families who adopt special needs children; expanding the grounds for adjudictions
freeing children for adoption; and clarifying the role of voluntary adoption agencies
and the State adoption administration in arranging and providing support services
for adoption. This Act is important because most adoption law is developed, enacted
and implemented at the State level. The Model Act recognizes the need for im-
proved State laws to free children for adoption and to improve services to adoptive
families. This Model Act, as recommended by S. 1003, could also be reviewed by the
Department of Health and Human Services for suggested additions to facilitate
adoption opportunities for those "special needs" infants at risk with life-threatening
congenital impairments. We support S. 1003's amendment for Section 202 which
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calls for the Secretary of Health and Human Services "to encourage and facilitate
the enact !,,clit in each State of comprehensive adoption assistance legislation . . ."
This process will be accomplished best with the cooperation of national, state and
local child and family services organizations, including those representatives of mi-
norities and adoptive families.

Because the National Committee For Adoption strongly endorsed the final Model
Act, we secured private foundation funds to publish the Model Act for the Adoption
of Children with Special Needs accompanied by a Section-by-Section Comment and
Analysis. The National Committee feels that ;.,ie Model Act deserves promotion and
carefill study by the State legislatures and believes that the Adoption Opportunities
law should encourage HHS to assist States in using the Model Act. A copy of the
National Committee s publication is included for the Subcommittee's review.

PROMOTING QUALITY STATE STANDARDS FOR ADOPTION SERVICES

The adoption of children is a complex social and legal procedure. Well-trained
professionals working within the structure of public and private, non-profit agencies
need the support of high standards issued by the regulatory, governmental bodies,
as well as those instituted by voluntary agencies' boards of directors to do their jobs
well. The Federal government need not write standards, but should be well in-
formed about the availability of written standards of national organizations, State
governments, and professional groups which would improve adoption services in
some areas for some States. Information about as well as assistance in improving
State standards is essential at the Federal level. The Adoption Opportunities law
should direct the Department of Health and Human Services to promote quality
services in several areas of adoption services including pregnancy counseling which
presents adoption as a positive alternative to young, single or troubled parents; pre-
placement,- post-placement and post-legal adoption counseling and support services
to families; and adoption subsidy and medical assistance plans and corresponding
services necessary to implement these plans.

The National Committee For Adoption is working to develop a set of standards for
adoption, pregnancy counseling and maternity services. At a national conference
held last October, a set ,f principles for adoption services was discussed. This Febru-
ary, a conference was held to discuss principles for pregnancy counseling. Copies of
these principles, which will form the basis of further standard development work
this year, are included for the Subcommittee's review.

Another example of the development of model standards is currently being com-
pleted by a group of State and non-profit, voluntary child-placing agencies con-
cerned about the importance of post-legal adoption services. This group is working
under the direction of the Children's Home Society of Minnesota towards the devel-
opment of a comprehensive "Model Statement on Post-legal Adoption Services." It is
the plan of the group of agencies involved to disseminate the Model Statement to
national organizations, such as the Child Welfare League of America, the Council
on Accreditation of Services to Children and Families, the Naitonal Committee For
Adoption, the National Council of Juvenile And Family Court Judges, and the
North American Council on Adoptable Children. These national organizations c:An
then give consideration and possible endorsement to the Statement. All of the work
to date has been completed without Federal funds. The Federal government could
do much, however, to study, discuss and disseminate the results of this Statement or
others like it on the need for on-going services to adoptive families, especially those
who adopt children with special needs.

MAINTAINING A NATIONAL. ADOPTION EXCHANGE

The concept of a national adoption exchange has matured under the funding and
guidance of the Adoption Opportunities law. Seeing to it that waiting children from
all parts of the country can be matched with waiting, approved adoptive families
from other parts of the country is an important area for Federal involvement. These
a..e America's waiting children, and they should not be limited in their oppotunities
to be adopted by having to wait for an appropriate funny from the State in which
they are currently being cared for. The national adoption exchange should be main-
tained under the Adoption Opportunities Jaw. We urge the Subcommittee to careful-
ly review the development of tlle Nationai Adoption Exchange, its services to wait-
ing children and waiting families, and its coordination with regional and State ex-
changes across the country. The country should have a system using telecommuni-
cations and computerized matching procedures so children waiting for homes can
find them regardless of where they live in the United States.
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With foundation grants and private contributions, the National Committee For
Adoption operates the National Adoption Hotline, (202) 463-7563. This information
and referral, telephone service offers an opportunity for prospective adoptive par-
ents to learn more about waiting children with special needs. The volunteers have
participated in a training session with the director of the National Adoption Ex-
change, Marlene Piasecki, so that appropriate referrals to the National Adoption
Exchange can be made by the National Adoption Hotline. We plan to coordinate our
efforts with those other groups and projects, based on our experience and the im-
proved results for children as the National Adoption Exchange is implemented, to
assure that Federally-funded and privately-funded efforts reach as many as possible
with accurate information about adoption.

Finally, the National Committee For Adoption urges the Subcommittee to consid-
er giving recognition to adoption as a loving, family-building option by designating
the month between Thanksgiving and Christmas as National Adoption Month. Over
the past several years adoptive families have joined the Congress in celebrating Na-
tional Family Week during Thanksgiving Week. For example, the New Jersey Com-
mittee For Adoption, in conjunction with the New Jersey Catholic Conference, Beth-
any Christian Services and OURS held an "Adoption Fair", the first of its kind in
New Jersey on November 21, -1982. Marking the beginning of National Adoption
Week, and National Family Week, the Fair provided information for those who had
adopted and for those who wanted to adopt.

Information about the newly enacted Amerasian adoption law as well as other
adoption opportunities were discussed by local and national resource people. We be-
lieve that by formally establishing through the Adoption Opportunities law the time
between Thanksgiving and Christmas as a time for recognition of adoption as a
wonderful way to have a Family, this will serve as an important factor in gaining
media interest and support in promoting adoption during a happy, family-focused
time for our Nation each year.

Thank you for the opportunity to present the National Committee For Adoption's
views about the important role the Adoption Opportunities law does haveand can
continue to havein helping children get adopted. We support the reauthorization
of the Adoption Opportunities law, and hope the suggested changes for the law in-
cluded in S. 1003, will be enacted into law.

Senator DENTON. We will have some for you, Ms. McHugh; thank
you very much.

Ms. Sreedhar.
Ms. SREEDHAR. Mr. Chairman, my name is Kathy Sreedhar and I

am the adoption representative for Mother Teresa's organization in
the United States. I- appreciate the opportunity to discuss your
commendable effort to strengthen the adoption opportunities pro-
gram.

You have heard testimony on many occasions regarding the
plight of the countless thousands of children in the United States
whoodo not have permanent families. Therefore, I would like to use
my time this morning to describe briefly how Mother Teresa's pro-
gram works in the United States, and draw on our -experience in
effectively placing special needs children to suggest some ap-
proaches you may want to consider in improving the adoption op-
portunities program.

Mother Teresa's order, the Missionaries of Charity, is an interna-
tional organizatka serving the poorest of the poor in 31 countries.
The Missionaries of Charity is licensed by the Government of India
to place homeless children for adoption both incountry and inter-
country.

Since 1974, they have successfully placed approximately 100 spe-
cial needs children per year in permanent adoptive homes in 36
States throughout the United States, at a cost of $800 per child, not
including air fare.

I work as a volunteer, in addition to being a single, working
mother of three children, two of whom I adopted from the Mission-
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cries of Charity. The children we place for adoption all have spe-
cial needs. They are dark-skinned, come from unknown, deprived
backgrounds, and suffer from a variety of diseases. A majority have
physical, emotional or mental handicaps, are of school age, part of
a sibling group, or a combination of the above.

Every parent who adopts a child from the Missionaries of Char-
ity has an approved home study from a licensed adoption agency,
and has met the preadoption requirements Iriot only of the State
and the Immigration and Naturalization Sel-vice, but also of the
Missionaries of Charity and of the Governmerit of India.

Most of these qualified families actively sought a special needs
American child either instate or interstate. They were unable to
adopt one because of Government and agency regulations, policies
and procedures which discouraged rather than facilitated their
adoption. I will highlight just a few of these which have direct
impact on the families who applied to us.

Local agencies have authority and control over the children in
their care, but are still subject to little, if any, review or account-
ability. Many still have no accurate information on the number
and status of children in their care, much less share this informa-
tion with other agencies or register them on exchanges.

They do not always provide information or home studies to wait-
ing parents, nor enable parents to have access to children across
State lines.

The exchanges have no authority to place children, even though
they provide necessary information and services. Some waiting
children have been listed on the exchanges for years. While a na-
tional exchange system which permitted prospective adoptive par-
ents as well as agencies to register would be helpful, it would not
solve the problem of local agency authority over the children.

Many agencies impose rigid and restrictive criteria both in judg-
ing overall parenting ability and in selecting parents for specific
available children. They do not use the families who seek to adopt
the waiting children.

Consider just a few examples of families unable to adopt an
American special needs child who successfully adopted the same
kind of child from India. All of these families had approved home
studies and met their States' preadoption requirements.

In Iowa, a Republican delegate and his wife could not adopt a
hard to place child locally, nor have their home study referred to
another State, because their agency would not consider families
who already had biological children. They adopted from Mother
Teresa a 4-year-old boy with no use of his legs.

In Maryland 5 years ago, a family sought to adopt any child, re-
gardless of age, handicap, race or sex. The local agency claimed
there were no children available. They adopted from the Missionar-
ies of Charity an 8-year-old post-polio girl who was mentally retard-
ed.

Last year, this family and many families in their adoptive parent
group attempted to adopt a special needs child using the exchange
books which this bill made possible. None succeeded because the
local agencies with authority to place children would not move
them across State lines.
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This family, just a few weeks ago, adopted another girl from
Mother Teresa, who was 11 years old, had never attended school,
and is physically and mentally handicapped.

Another family had two biological children and adopted a third
who was legally blind and multiply handicapped. They requested a
fourth child with any handicap under the age of 6 and identified
through the exchange books twin girls in another State with the
same problem as the child they already adopted.

Their local agency approved their home study only for an older
child, and refused to submit the home study to another State. They
just adopted from India a 2-year-old, failure to thrive girl with mul-
tiple congenital impairments.

These families are among the 10,000 every year who contact me
about adoption. I reply with a form letter, included in the hearing
record, which describes the placement process. This letter empha-
sizes the condition and problems of the children and the require-
ments necessary to adopt them.

When informed of the children's needs, the risks involved in
adopting them and the long and complicated requirements, ap-
proximately 200 initially select themselves as motivated and able
to undertake the risks and challenges of adopting a special needs
child.

These parents who decide to proceed must have an approved
home study and meet all the United States and Indian require-
ments. The Missionaries of Charity asks only that families write a
letter describing themselves and their reaction to my description of
the children.

We do not have criteria regarding age, marital status, family
size, handicaps, or education, as we do not believe parenting ability
is determined by these factors. This flexibility enables us to place
even the hardest to place children with loving parents.

Thus far, we have found no child to be unadoptable. This month,
Krishna, a 7-year-old athetoid, quadreplegic boy, who neither walks
nor talks, was adopted by a family in Washington.

The families maintain at least yearly contact with the Sisters
and report that the children are flourishing and the adoptions suc-
cessful. Less than 2 percent of the children, all of whom were of
school age, have been replaced with other families, compared to a
national disruption rate of 15 to 25 percent for these children.

The Missionaries of Charity has successfully placed thousands of
special needs children in permanent adoptive homes in India, the
United States, and throughout the world primarily because of com-
mitment to the children. Mother Teresa believes that the biggest
disease is the feeling of being unwanted, uncared for, and deserted
by everybody.

The program works also because it focuses only on placing these
most needy children, is flexible, relies heavily on the self-selection
process, and makes use of volunteers, adoptive parents, and other
community resources throughout the placement process. It also
costs less than most U.S. adoptions.

As a context for my comments on this bill, I would like to say
that I appreciate this committee's interest in the problems that
cause the breakdown in families and result in the children being
separated from them. Your support of child welfare legislation

517



513

which strengl hens families and offers services which prevent chil-
dren from getting into the foster care system is essential. However,
it is also critical to provide programs which enable the children to
get out of the system.

If the purpose of this bill is to enable homeless children to have
an opportunity to be adopted, surely it can be phrased so that
proven approaches such as those I have outlined are encouraged
and supported.

I am concerned that the bill, as amended, has been broadened to
include a number of programs and services which as important as
they may be, do not have a direct impact on the waiting, special
needs children, and have already been funded by this and other
legislation.

More important, I fear these programs will dominate the use of
funds and take away from initiatives that benefit the children.
Since this is the only major bill with specific funding for these
most vulnerable and otherwise ignored children, I strongly urge
you to urge the limited funds for programs that effectively facili-
tate their adoption.

Since others will testify on specific sections, I will comment on
only one finding. The bill adds infants born to unmarried parents
to those who may be in serious jeopardy and are in need of adop-
tive placement.

Children of unmarried parents are not necessarily either in jeop-
ardy, nor available for adoption. In fact, 10 percent of the Mission-
aries of Charity's adoptive parents are single and have successfully
parented the most hard to place children. In addition, we use single
parents for children who have had to be replaced from two-parent
families.

I urge you to change this language and focus instead on the chil-
dren most in need of adoption who have been waiting for years. I
have been informed that unmarried parents. refer to teenagers.
Nevertheless, it is a little unclear.

I strongly recommend that the bill continue its original intent to
meet the still unmet needs of the homeless adoptable children
waiting for homes. The previous bill led to the development of a
number of programs which met these needs.

These volunteer, private, and other efforts which you have sup-
ported, as well as the Missionaries of Charity, have demonstrated
that they can solve problems, eliminate barriers, and succeed in
placing special needs children and families.

I hope you continue to invest in initiatives like these, whose sole
purpose is to place a specific number of, and specific available, chil-
dren. They need only small amounts of money to continue their
work.

I urge that this bill make specific provisions for strong, creative
programs that actually regult in the placement of children, which
is the only measure of success. If we truly cannot afford to increase
spending for these children, then we cannot afford to spend the
limited funds on anything but moving children from the foster care
system to permanent homes.

I know you recognize that the adoption c, portunities program
addresses only a small part of the need for services for adoptable
children, particularly those with special needs. The major barriers

51S



514

that impede permanence for children are addressed in the Adop-
tion Assistance and Child Welfare Act. I urge you also to imple-
ment and enforce the act and support its existence separate from
bloc grants.

In closing, I want to emphasize that if this society and this com-
mittee have the same commitment as Mother Teresa to the un-
wanted, uncared for, and deserted, it will use all available re-
sources to relieve the daily burden of the poorest and homeless
children.

I thank you for inviting me to testify this morning, and I fervent-
ly hope there will be no need to testify 5 years from now on the
same number of children needing homes, some of them exactly the
same children as are waiting today.

I appreciate and, more important, the waiting parents and chil-
dren are grateful for your efforts to bring them together. I will be
happy to answer any questions.

[The prepared statement of Ms. Sreedhar follows:]

PREPARED STATEMENT OF KATHY SREEDHAR, ADOPTION REPRESENTATIVE,
MISSIONARIES OF CHARITY

Mr. Chairman, members of the subcommittee, my name is Kathy Sreedhar and I
am the Adoption Representative for Mother Teresa's organization in the United
States. I appreciate the opportunity to discuss your commendable effort to strength-
en the Adoption Opportunities Program. authorized in 1978 as part of the Child
Abuse Prevention and Treatment and Adoption Reform Act.

You have heard testimony on many occasions regarding the plight of the 100,000
children in the United States legally free for adoption and the thousands more in
long term foster care, who are in need of permanent families. Many of these chil-
dren have begun to recognize the benefits of the Adoption Opportunities Program
and the Adoption Assistance and Child Welfare Act (Public Law 96-272). However,
an estimated 100,000 adoptable children, many with special needs, are still waiting
for homes, while qualified families continue to face insurmountable obstacles in
seeking to adopt them. This bill is needed to address the barriers and to support the
initiatives that actually place these children, particularly those with special needs,
in adoptive homes.

I shall describe briefly how Mother Teresa's program works in the United States
and draw on our experience in effectively placing special needs children to suggest
some approaches you may want to consider in improving the Adoption Opportuni-
ties Program.

Mother Teresa's order, the Missionaries of Charity, is an international organiza-
tion serving the poorest of the poor in 31 countries in many ways. The Missionaries
of Charity is licensed by the Government of India to place homeless children for
adoption, both in-country and inter-country. Since 1974, they have successfully
placed approximately 100 special needs children per year in permanent adoptive
homes in 36 states throughout the United States at a cost of $800 per child, not in-
cluding air fare.

I work as a volunteer, in addition to being a single working mother of 3 children,
2 of whom I adopted from the Missionaries of Charity.

The children we place for adoption all have special needs. They are dark skinned,
come from unknown, deprived backgrounds and suffer from a variety of diseases. A
majority have physical, emotional or mental handicaps, are of school age, part of a
sibling group, or a combination of the above.

Every parent who adopts a child from the Missionaries of Charity has an ap-
proved homestudy from a licensed adoption agency and has met the preadoptioa re-
quirements, not only of the State and the Immigration and Naturalization Service,
but also of the Missionaries of Charity and the Government of India. Most of these
qualified families actively sought a special needs American child, either in state or
interstate. They were unable to adopt one because of government and agency regu-
lations, policies and procedures, which discouraged rather than facilitated adoption.
For example:
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Federal State funding ilavatives and mechani:ms for foster care and adop-
tion still encourage agencies to maintain children in care rather than placing them
in an adoptive home.

Local agencies have authority and control over the children in their care, but are
still subject to little. if any, review or accountability. Since these agencies do not
benefit from moving their children. they do not enable parents to have access to
children across state lines.

The exchanges have no authority to place children, even though they provide nec-
essary information and services. Since all agencies must cooperate in order for the
exchange to work, some waiting children have been listed for years. While a nation-
al exchange system. which permitted prospective adoptive parents as well as agen-
cies to register would be helpful, it would not solve the problem of local agency au-
thority over the children.

Many agencies impose rigid and restrictive criteria, both in judging overall par-
enting ability and in selecting parents for specific available children. They do not
use the families who seek to adopt the waiting children.

Though many agencies are overworked, understaffed, underpaid and under
trained. they make little use of community resources, adoptive parent groups, volun-
teers or team approache.4. Consider a few examples of families unable to adopt an
American special needs child who successfully adopted the same kind of child from
India. All these families had approved homestudies and met their State's preadop-
t ion requirements.

In Iowa. a Republican delegate and his wife could not adopt a "hard to place"
child locally. nor have their homestudy referred to another State because their
agency would not consider families who already had biological children. They adopt-
ed from Mother Teresa a 1 year old boy with no use of his legs.

In Maryland, 5 years ago, a family consisting of a doctor, teacher of the learning
disabled, and -1 children, sought to adopt any child regardless of age, handicap, race
or sex. Their local agency claimed no children were available. They adopted from
the Missionaries of Charity an 8 year old post polio girl who is mentally handi-
capped. Last year, the L's and many families in their adoptive parent group at-
tempted to locate and adopt a special needs child, using the exchange books which
this bill made possible. Neither they nor anyone in their parent group succeeded
because the local agencies with authority to place children would not move them
across state lines. The L's recently adopted another girl from Mother Teresa, who is
11 years old. had never attended school and is also physically and mentally handi-
capped.

The X's had 2 biological children and adopted a third who was legally blind and
multiply handicapped. They requested a fourth child with any handicap under the
age of six and identified through the exchange books twin girls in another state
with the same problems as the child they already adopted. Their local agency ap-
proved them only for an older child and refused to submit their homestudy to an-
other state. They adopted from India a 2 year old, failure to thrive girl, with multi-
ple congenital impairments. This family agreed to my telling their story, but not to
my identifying them, because they feared their agency would not approve them for
a fifth "hard to place- child.

In Massachusetts. Miss J, a teacher, found insurmountable barriers to adopting in
the United States because she is single. Over the last 6 years she has adopted from
India .1 school age girls: one has spina bifida, 2 are abused siblings and the 4th was
replaced from another family.

These families are among the 10,000 per year who contact me about adoption. I
reply with a form letter, included in the hearing record, which describes the appli-
cation, selection, placement, post-placement, finalization and post-adoption follow -up
precess. This direct, reality based letter emphasizes the condition and problems of
the children and the requirements necessary to adopt them. When informed of the
children's needs, the risks involved in adopting them, and the long and complicated
requirements, approximately 200 initially select themselves as motivated and able
to undertake the risks and challenges of adopting a special needs child from India.
These parents who decide to proceed must have an approved homestudy and meet
all the requirements of the agency, State, Immigration and Naturalization Service
and the Government of India. The Missionaries of Charity ask only that families
write a letter describinir themselves, their motivation for adopting a child with spe-
cial needs and their reaction to my description of the available children and that
they contact parents who have already adopted a child from India. We do not have
criteria regarding age, marital status, family size, handicaps, education or finances
as we do nA believe parenting ability is determined by these factors. This fleXibility
enables us to place even the "hardest to place" children with loving parents. Thus
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far, we have fooled no child to he unadoptable. This month, Krishna, a 7 year old
at Inquiet guadreplei.;ic key, who neither walks nor talks, was adopted by a family in
Washington.

The families maintain at least yearly contact with the Sisters and they and their
agencies and parent groups report that the children are flourishing and the adop-
tions are successful. Less than 2% of the children, all of school age, have been re-
placed with other familiescompared to a national disruption rate of 15-25 percent
i1)1 these children.

The Missionaries of Charity have successfully placed thousands of special needs
children in permanent adoptive homes in India, the United States and throughout
the world, primarily because of commitment to the children. Mother Teresa believes
that "the biggest disease is the feeling of being unwanted, uncared for and de-
serted by everybody."

The program works also because it focuses only on placing these most needy chil-
dren, is flexible, relies heavily on a self selection process, makes use of volunteers,
adoptive parents and other community resources throughout the placement process
and costs less than most United States adoptions.

If the purpose of this bill is to enable homeless children to have an opportunity to
be adopted, surely it can he phrased so that proven approaches such as those I have
outlined are encouraged and supported. Five years ago, this bill did focus on these
especially needy children and began to promote programs which actually resulted in
the placement of these children in families.

However, I am concerned that the bill, as amended, has been broadened to in-
clude it number of programs and services which, important as they may be, do not
have a direct impact on the waiting special needs children and have already been
funded by this and other legislation. More important, I fear these programs will
dominate the use of funds and take away from initiatives that would benefit these
children. For example, the bill calls for additional Advisory Boards, mechanisms to
promote. standards, clearing houses and studies. Though I welcome a study of the
Missionaries of Charity and efforts like ours, I ask you not to use federal funds for
this purpose, but only for programs that directly serve the children, Since this is the
only major bill with specific funding for these most vulnerable and otherwise ig-
nored children. I strongly urge you to use the limited funds for programs that effec-
tively facilitate their adoption.

Since others will testify on specific sections of the bill, I will comment on only one
finding before making a few recommendations.

In Section 7.eaxls the bills adds "infants born to teenaged individuals and unmar-
ried parents" to those who may be in serious jeopardy and are in need of adoptive
placement. Children of unmarried parents $1re not necessarily either in jeopardy nor
available for adoption. In fact, 10 percent of the Missionaries of Charity's adoptive
parents are single and have successfully parented the most "hard to place" children.
In addition, we use single parents for children who have had to be replaced from
two parent families. f urge that you exclude these infants and focus instead on the
children most in need of adoption who have been waiting for years.

I strongly reconmend that the bill continue its original intentto meet the still
unmet needs of the over 100,000 homeless, adoptable children waiting for perma-
nent homes. The previous bill led to the development of a number of programs
which met these needs. These volunteer, parent group agencies and other efforts
which you have supported, as well as the Missionaries of Charity, have demonstrat-
ed that they can solve problems, eliminate barriers, and succeed in placing special
needs children in families. I hope you continue to invest in initiatives like these
whose sole purpose is to place a specific number of and specific available children
end who need only small amounts of money'to continue their work. I urge that this
bill make specific provisions for strong, creative programs that actually result in the
placement of childrenthe only measure of success. Funds could be made available
for demonstration or service projects designed to get children adopted. Consider a
few possibilities:

Programs which would overcome jurisdictional barriers and move children across
state lines; programs which would encourage public and private and volunteer
sector partnerships to facilitate adoption; and programs which would enable United
States agencies who have already developed successful approaches to train others.

If we truly cannot afford to increase spending for these children, then we cannot
afford to spend the limited funding on anything but moving children from the foster
care system to permanent adoptive homes.

I know that you recognize the' Adoption Opportunities Program addresses only a
small part of the need for services for adoptable childrenparticularly those with
special needs. The major barriers that impede adoption are addressed in the Adop-
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thin Assistance and Child Welfare Act (P.L. 90-272). I urge you also to implement
and enforce the Act and support its existence separate from block grants. Your sup-
port of the Education for all Handicapped Children's Act (P.L. 94-142), the Crippled .

Children's Program included in Maternal and Child Health Block Grant and Medic-
aid are also essential for the children with special needs.

In closing, I want to emphasize that, if this Society and this committee, has the
same commitment as Mother Teresa to the "unwanted, uncared for and deserted,"
it will use all available resources to relieve the daily burden of the poorest and
homeless children.

I thank you for inviting me to testify this morning. However, I fervently hope
that there will be no need to testify five years from nowon the same number of
children needing homes, some of themthe same childrenas are waiting today.

I appreciate, and more important, the waiting parents and children are grateful
for your efforts to bring them together.

I will be happy to answer any questions.
Washington. D.C.

DEAR FRIEND: Thank you for your interest in the adoption of a child from India. I
regret that I cannot answer INITIAL requests personally, since I receive thousands
of inquiries for approximately 100 children available for adoption per year. I am not
an adoption agency, but work as a volunteer from my home after my regular work-
ing hours, and am the only U.S. resource for information and assistance for this pro-
gram. The Missionaries for whom I volunteer are a charitable organization regis-
tered in India who have homes for orphaned, abandoned, destitute and handicapped
children. This organization is authorized and recognized by the Government of India
to receive children and to identify and place children whose best interests are
served by adoption, both in-country and inter-country. The inter-country adoption
process in a long and complicated one. I provide information and assistance on
working with agency, state, U.S. Immigration and India laws, regulations and proce-
dures. I hope this information will answer your questions. I would be happy to talk
to you after you have read this letter and are interested in the children who are
available for adoption.

The children: The children's home identifies the children legally eligible for adop-
tion. They are available because they have been abandoned or relinquished due to
poverty, malnutrition, tuberculosis, handicaps or being born out of wedlock. The
children range in age from infants to 13 years. The children available for adoption
now and in the forseeable future will be a few high risk infants, children of all ages
with severe handicaps, are of school age or part of a sibling group or a combination
of the above.

Since there are so many requests for so few babies, infants without handicaps are
placed mainly with families who are childless or who have only 1 or 2 other chil-
dren.

Children who are handicapped or over 3 are available to families regardless of
their marital status, number of other children in the family, age or religion. The
children who are Catholic must be placed with Catholic families. There is no reli-
gious requirement for the children who are not Catholic (religion unknown).

The children all have dark skin. Since you and your child may have a different
skin color and features, you must be prepared for attention, curiosity, questions and
hostile attitudes and behavior from others. If you have any doubts about persons of
a different color, culture or race, these children are not for you.

The children may suffer from a variety of diseases, come from unknown back-
grounds and there is no guarantee as to how they will develop, adjust or behave. We
know little, if anything, about the child's biological family, prenatal care, medical,
developmental and social history, emotional adjustment, behavior or even exact
birth date.

Many children are abandoned at an impressionable age and suffer severe trail-
RMS.

Foundlings without exact birth dates have their birthdays estimated by bone x-
rays and physical examinations. Medical examinations and treatment are provided
for the children and a psychologist evaluates children when needed. The children
usually suffer from one or more of the following: malnourishment, vitamin and pro-
tein deficiency, diarrhea and intestinal parasites and worms, skin diseases (e.g. lice,
scabies, boils), upper respiratory and ear infections, rickets, salmonella, poor teeth,
enlarged liver, malaria and positive tuberculosis tests.

Your child will know only Ilindi and one of the other 14 major Indian languages.
Therefore, neither of you will be able to communicate verbally for months, which
may be frustrating and taxing for all of you. Most of the children delayed in their
emotional and intellectual development.
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A few children have had undetected problems and handicaps (hearing loss, blood
disease, severe learning and emotional disabilities) which have permanent effects.

The children live in an environment in which the sisters love and know them and
care deeply about their welfare and development. They suffer from being shifted,
separated and having to learn to adjust to new people, new ways of being treated
and a new language. Your child may feel homesick, deserted, frightened, bewil-
dered, depressed, angry and be wary of forming close relationships. She may behave
in any one or more of the following ways: she may be passive, withdrawn, unrespon-
sive. rejecting (I don't love you4you don't love me, I want to return to the sisters) or
he may attach himself to one parent and reject the other; be unable to let you out of
his sight without panic; test you to make sure he won't be sent back if he's "bad";
demand attention, have temper tantrums, disobey, be destructive, bedwet, refuse to
eat or sleep or have terrifying nightmares. Toddlers sleep in small cribs and may be .
frightened of large beds. Many of the children over 6 lie and steal. A child who ex-
presses none of these emotions may be more disturbed than one who can deal with
them openly. In order to buy affection and security, your child may regress and hide
her insecurities and anxieties until adolescence when she may have a worse identity
crisis.

Many families have experienced negative attitudes and behavior from their fami-
lies, neighbors, school and church. Children have been taunted and called "nigger"
or labeled as retarded because they have not yet learned English. Families have
been refused admission to public and private recreation and other facilities. Some
clergy have refused to baptize the children.

To repeat, as in any adoption or birth, there is an element of risk and there is NO
GUARANTEE as to the health, intelligence, appearance, development or behavior
of the child.

The process: The time from date of application to date of assignment of a child
depends on the availability of the age and sex of the child you want. The time from
date of acceptance of a child to date of' arrival is three to six months, depending on
how fast you complete your papers, on the court situation in India and on the U.S.
Immigration and Naturalization Service approval of the Relative Immigrant Visa
Pet ition.

You must have patience and be prepared for frustration, delays and last minute
changes in procedures, regulations, papers required and flights.

costs: The cost of the adoption is $1,350.00 per child, INCLUDING transportation
to the east coast. This includes:.

All expenses for legal, court, administrative work, physical exams and medical
care, immunizations and medicines.

Obtaining, preparing and processing social and medical history, birth certificate,
legal documents, photographs, passport and visa for the child.

All fees for child's transportation and an escort from Delhi to the east coast (New
York or Boston).

There is no application fee. The $1,350.00 is payable in full only when you accept
the referral of the child.

Additional costs: 1. Ongoing transportation. A volunteer escort will bring your
child from the east coast to the airport nearest your home. The cost depends on
where you live.

2. Large telephone bills. You must be prepared for many long distance telephone
calls regarding preparation of documents, changes in procedures, travel arrange-
ments, etc. Since we are volunteers, we place calls collect.

3. Document fees for notarization, certification and authentication of documents.
.1. THE $35 FEE required by U.S. Immigration and Naturalization Service for

filing the 1-600 form.
Documents needed: If you are interested in adopting one of these children, you

must meet the preadoption requirements in your state, the U.S. and India. Your
NEXT step is to submit the following documents: (Please DO NOT seed them regis-
tered or certified mail.)

1. A notarized copy of an approved homestudy. If you do not have a completed
homestudy, locate an adoption agency licensed in your state to do one for you. If you
have difficulty, India will request one for you.

2. A letter about your family and your reasons for wanting to adopt a child, par-
ticularly one from India.

Families who adopt children from us have a wide variety of backgrounds, life-
styles and values. You are in the best position to know whether this adoption is
right for you. We would like to know more about you and have you include your
birth and marriage dates, health, employment, and such things as:
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A description of yourself. .1,011r family, your life, values, interests, activities,
friends, community and work. What makes you happy, angry, and how you express
love, anger. How you make decisions and share responsibilities, for example; rules,
money, chores, child care?

Why you want to adopt a child, particularly one from India? What kind of child
you want (age, sex, handicap)? Whose idea was it? How long have you been consider-
ing it? What alternatives you have explored? How did you learn about us? II' you
are infertile. how have you dealt with this issue?

What kind of children you like and dislike? What you want your child to be like
now and in the future? Do you expect your child to appreciate what you do for her?
What if she doesn't'? What you have to offer a child? What makes a good parent and
good relationship N:ith a child? What is the difibrence between a biological and
adopted child and parenting a biological and adopted child? What concerns you
have about adopting? What has caused or would cause you to break a commitment
to a loved one or adopted child?

Since.your marriage, what has been different from your expectations and what
adjustments have you made? What changes would you make in yourself, spouse,
life? What changes you foresee with a new child fitting into the family; for example,
yourself, marriage, freedom, time, money, chores, pressures?

Your reaction to this letter and the description of the children. How you feel you
will cope with the problems that arise from the child's having an unknown history
and a different color and cultural background from you. How you feel about your
family being "mixed-. How your family and friends view this adoption. How you
would handle hostility from family, neighbors, church and school. How will you pro-
vide your child with its ethnic identity. How you feel about getting a child profes-
sional help if needed on arrival or in her teens.

3. A notarized letter from your doctor stating you probably cannot have a child by
birth (for childless couples only).

.1. A notarized letter of recommendation from your priest (for Catholic couples
only).

You may find it helpful to meet parents in your area who have adopted a child
from us. If you do not already know such a family, let me know and I'll put you in
touch with one.

If the children's home selects a child for you, they will send a photograph, a brief
medical report stating height, weight, birth date (approximate) and diseases or
handicaps, if any. You will also receive legal papers and a short description of your
child. however, the child originally described as shy may turn out to be assertive
and vice-versa. You If'e in the best position to judge if the adoption of this specific
child is right for you. If you accept the child, you must complete, notarize, certify
and (tuinenticate the legal documents for India. These consist of two powers of at-
torney, one medical certificate on your health, a declaration that you want to be
guardian of this child and a financial statement. You must also file an I-1100 with
the U.S. Immigration and Naturalization Service for permission to admit the child
into the United States.

When you are appointed guardian by the court, you will receive a birth certifi-
cate, proof of the child's availability for adoption (two affidavits from the children's
home that the child has been released and is legally free for adoption), a court order
appointing you guardian of the child and permitting you to remove her/him to the
llnited States, an adoption deed, an Indian passport bearing your last name, an
alien registration card and a health card indicating innoculations.

We prefer that you keep an Indian name for a middle name when you readopt the
child in the United States. Most important, the Indian Council of Child Welfare, the
court and the Sisters are very concerned about each child. The court requires that a
io,noo Rupee Surety Bond be posted by the Sisters for each case. The condition of
the bond is that the adopting parents must submit a quarterly post-placement
report and two color photographs to the Indian Council about the child's welfare
and development until the child is legally adopted in the United States. These re-
ports must describe the physical and emotional adjustment and progress of your
child and reflect the love you have for your child. When the adoption is finalized,
you must send the certified court order stating the child is adopted in your state so
that the lawyer may go back to court and discharge the bond. You can obtain addi-
tional copies for yourself of the adoption decree from the Clerk of the Circuit Court
which handled your adoption.

The Missionaries of Charity retains joint custody of the child until he or she is
legally adopted in the United States. They love and care for the children and ask
that, after legal adoption, you maintain yearly contact with them or me. If you do
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not feet you ran maintain the rommitment to keeping in close contact with India,
l'I.EASE do not proceed.

You may also choose to be involved in your local adoptive parent support group.
If you wish further information or assistance, let me know. Be sure to include

telephone numbers where you may be reached. I wish you the best of luck and suc-
cess.

Sincerely,
KATHY SIMEDHAR.

Senator DENTON. Thank you, Ms. Sreedhar. For your informa-
tion, the printing of our wording is in error, and it should, have
readand this will be corrected "infants born to teenage individ-
uals and unmarried parents" they were added to those who may be
in serious jeopardy and are in need.

It should say, "and some such children are in need of adoptive
placement," OK?

MS. SREEIMAR. Thank you.
Senator DENTON. We will certainly take everything that you

have said about changes into our deliberations. We are just trying
to help and we do not mean to muddy the waters: I do see the point
of much of what you are saying.

I want Ms. Candace Mueller to feel welcome to comment with re-
spect to any of the questions we ask, and I ask all three of the
others to do the same when I ask any one person a question.

I certainly admire all three of you for what you are doing, and
particularly those who have adopted children. You are a refreshing
and opposite change to those who casually have and then fail to
care for children who, in fact, are as important as the parent. I
would think, the parent should feel even more love for the child
than they feel for themselves. That is the normal mother instinct,
and even the normal father instinct.

I just do not know where it has all gone in the last 20 years or
so. Unwed mothers, for example, used to put their kids up for adop-
tion out of the feeling of realism that they would get better care
than they were able to provide them.

I do not know which one of you to ask this, but I want to under-
stand better the issue of the father of the unwed child coming
along later and saying he wants to take custody of the child. You
mention that the mother is placed in the position of either acced-
ing to that or raising the child herself, because if she puts it up for
adoption, I presume that he gets sort of first shot at it. Is that the
idea'?

MS. MUELLER. Yes.
Senator DENTON. Well, not in every case, would that be the worst

fate in the world. I mean, if the guy's parents were going to really
help him raise the child and he is the natural father, is that to be
considered an undesirable alternative in every case'?

I did not quite get the exact nuance of whnsever statement that
was.

Ms. McFluGH. It was mine.
Senator DENTON. Yes.
Ms. McHucm. I think you are very right; it would not be undesir-

able in every case. But I think the implication must be that the
biological mother who has carried the child to term with the un-
derstanding in the case that we are talking about that she did
want to place the child for adoption because she felt that neither
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she nor the biological father could take care of the child in a
proper manner, was all of a sudden faced with the prospect that
that was not what was going to happen and that the biological
father would then have the rights to the child.

What is being said is that she does not feel that he can take care
of the child either.

Senator DENTON. Would there be some lack of objectivity occa-
sionally in that feeling on her part? I would rather imagine so.

Ms. MUELLER. There could be, Senator. That is the role of the
court in working with the biological mother and the biological
father, to determine what would be in the best interests of the
child.

Another consideration with regard to making that adoption plan
is privacy. In the case before the Supreme Court, the biological
father is planning to bring the baby back to a very, very small
town, and that was of concern to the young woman.

That was the reason she was served in a maternity residence.
Senator DENTON. Served what?
Ms. MUELLER. In a maternity home and was making an adoption

plan, because she felt her child deserved a fresh start that did not
begin with all of the stigma which would result from the fact that
this was an out-of-wedlock birth. So, that is a concern to her and to
her family.

Senator DENTON. You mean the issue of privacy, as you use it,
refers to the confidentiality of the fact that the child was born out
of wedlock?

Ms. MUELLER. Yes.
Senator DENTON. What is the present state of things in that

matter?
Ms. MUELLER. Well, with regard to this case, if the father

brought the child back to raise in that community, there would be
no c: fidentiality.

Seti:,tor DENTON. But if that were desirable in every other re-
spect, should the confidentiality override the--

Ms. MUELLER. It would not, and that is the work that the courts
have been involved in. This occurred in the State of Texas and the
case has gone all the way to the Supreme Court of Texas, where it
was determined that the father was not fit.

Senator DENTON. Well, what do you think? In other words, each
case would be different, really, would it not?

Ms. MUELLER. Certainly, certainly.
Senator DENTON. OK. The thing that I am in most need of educa-

tion in, and I do not want to waste the time of the panel or the
audience or my staff learning it, but it seems to me that one of the
keys to what you all have been talking about is the system of fi-
nancial transfers that go on. They seem to be somewhat extensive
and involve Federal, State, and then some private agencies.

There must be a myriad of State differences out there which
make it very difficult for me to get a real handle on it. But, Ms.
Piasecki, you seemed to be dwelling on that as much as anyone.
Would you, in just a paragraph or two, try to clarify the relevant
aspects of the financial arrangements which pose not only barriers
to adoption, but I think what might be called ethical violations as
well?
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I see repeated charges here that an agency will not permit
across-the-State-line adoption, which I presume tends to help them
financially. Because they are making some kind ofI hate to use
the termprofit on the care with respect to that child, if they lose
it, you all have indicated that the remuneration setup is flavored
so that it favors their keeping the child, which is a mess, to say the
least, when we are trying to do just the opposite of that.

I low would you summarize that?
Ms. PIASECKI. Well, I think that there is a mix of problems. Cer-

tainly, some people have said that private agencies are keeping
children in extended care because public agencies will pay for that
care.

I do not think that we can simply make a statement that that is,
in fact., true. There is also a problem in that public agencies will
pay for an extensive period of time a foster care payment or an in-
stitutional care payment, which can range anywhere from $5,000 to
$30,000 per year, but will not provide an agency which specializes
in the placement of special needs children for adoption a one-time,
$1,000 to $5,000 placement fee because they say they do not have
that in their budget.

So, it is that kind of reorganization of how we spend money that
is appropriate. There are also problems in the mix of Federal and
State dollars that support adoption subsidies. Yes, when children
move across State lines, their monthly maintenancethat subsidy
which the family receives to take care of everyday needsfollows
them.

But there is a great deal of confusion regarding the medical sub-
sidy following a child. We recently helped in a situation where a
child from New Jersey could not find a provider in Oklahoma
which would accept the New Jersey medicaid card, not because the
child was not eligible, but because of the problem of medicaid pay-
ments across State lines.

It is a problem. Because it is an interstate problem, it can only
be solved by the States, in cooperation and with some Federal lead-
ership, determining how we can solve that problem.

So, the fiscal problems relate to the monies that go to the fami-
lies themselves and how the State and the county agencies allocate
funds and what service they buy. They need to look at buying more
adoption, and realizing that buying more adoption, they will need
to purchase less institutional or foster care for the same children.

Senator DENTON. Go ahead, Ms. McHugh.
Ms. McHuGH. Could I comment on that, also?
Senator DENTON. Yes.
Ms. McHuGH. I agree with what Ms. Piasecki is saying, and also

with what Ms. Sreedhar said about coming up with more creative
solutions to releasing special needs children for adoption.

There is a project that was done last year in Texas with a volun-
tary private agency in Texas called the Edna Gladney Home. They
were given funds, through a contract for services from the State to
the private agency. The Edna Gladding House placed, within a
year, 98 special needs children.

They tried to put a monetary amount on it so that it could be
decided if it financially was acceptable. Not only did they place the
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9S special needs children, but the project cost $400,000 to run for
that year.

They totaled up how much it would have cost to keep these chil-
dren in foster care, or how much it had cost them to keep these
children in foster care over the years that they had been in foster
care, and it was $1 million.

So, you can see that in just this one project of creative child-plac-
ing sorts of ideas, they were able to save quite a bit of money, and
also get these children placed. But I agree with both people that
that is the way we have got to go, to try to use some creative ideas,
and also, try to utilize private agencies, not only giving money for
foster care, but for adoption placement.

Senator DENTON. Well, what role could the Federal Government
play, or should it play, in insuring that there is an expeditious and
sort of fairly flowing adoption across State lines, for example, and
that they not sort of hold on to the kids?

Flow could we improve that situation from the Federal point of
view'?

.Ms. SREEDHAR. If' the incentives now are to keep the children in
care, then there has to be some incentive-

Senator DENTON. I am sorry; I cannot hear you, Ms. Sreedhar.
Ms. SitEEniout. If' the financial incentives now encourage the

agencies to keep the children in care, then there either has to be a
financial disincentive to keep them in care or an incentive to move
them out of care.

So, as you were referring to before, the mechanism has to be re-
structured to reward placement rather than reward maintenance.

Senator DENTON. Not only that, but it would save money over
the long term.

Ms. SREEDHAH. Well, of course it would save money. I have one
concern here, though, because it certainly saves money to place
children. I mean, you have heard testimony on that for many.
years.

I am sometimes concerned about the amounts of money that are
given to agencies to place special needs children. This example that
Mr. McHugh used is excellent, but I was just up in Massachusetts
where a great deal of money was given to an agency, about the
same amount as you referred to, and they placed only seven chil-
dren.

So, there has to be some relationship between the number of
placements and the cost.

Senator DENTON. Go ahead, Ms. Mueller.
Ms. MUELLER.. Senator, there is Federal law, Public Law 96-272,

which has been mentioned here, not within your jurisdiction,
which shows the kinds of barriers and the problems which still
exist for getting children placed.

The adoption assistance program has a $5 million amount of
money to spend for subsidies for children who are hard to place
who could be adopted. That money is not being spent, Senator. It is
an entitlement program and the States have not drawn ::town the
money, which means they have not freed children and made them
eligible for that program.

That is one of the goals that Assistant Secretary Hardy has ex-
pressed. That program is under her jurisdiction and she wants to
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work with the States to see that that money is spent, money which-
goes directly to adoptive families for the adoption of children.

Senator DENTON. I just want to get the answer to this one in the
record from Ms. Sreedhar. It appears that few upper middle class
families adopt children even though they have the potential re-
sources to provide a home for a waiting child.

You personally, on the other hand, are not particularly wealthy
and you are a working, single adoptive parent with a full-time vol-
unteer commitment. How do you explain the paradox that people
with great resources tend not to adopt, while people with fewer re-
sources tend to seek to adopt, and would you relate that to what we
might perceive over the years as a dwindling appreciation for
family and an increasing propensity to be materialistic?

Ms. SREEDHAR. I said in my written testimony that though I
would welcome a study of our parents, I did not think Federal
funds should be used for this. But I am interested myself in how
parents decide to adopt a child.

If we get 10,000 letters a year and 200 families select themselves,
they are in the best position to know that they want this child. We
do not make agency-type judgments on them.

But I do not know ,what these parents have in common, except a
commitment to the children. They come from rural towns, big
cities; some of them have never been to high school, some of them
have Ph. D.'s. Some of them make $10,000 a year; some of them
make several hundred thousand. Some of them, like the DeBolts,
have 20 other children, and some are single parents with nine chil-
dren. Some are handicapped.

I really do not know how to make a generalization about who is
adopting. I will say. though, that one of the best methods for find-
ing the best parents is to let parents decide for themselves; that is,
to give the parents as much information as possible about these
children, and rely on individual judgment so the parents can decide
for themselves whether they want to do this rather than superim-
posing somebody else's judgment on them.

Senator DENTON. Go ahead, Ms. Mueller.
Ms. MUELLER. Senator, we do not know anything about who

adopts. We do not have any national data to describe adoptive fam-
ilies or adoptive children or children who are waiting for adoption.

That is an area in the adoption opportunities law which has not
been well done to date, if done at all, and needs to be done. I was
very encouraged when Director Chapman testified before you from
the Bureau of the Census and said he would like to collect that
data.

What better place than the census, which can talk to all families
and find out who has adopted, and car use viably valid sample
data to tell you, to tell HHS, and to tell us who are the adoptive
families in the United States?

I hope that that can be accomplished within the next couple of
years, and from my conversations with the Bureau of the Census,
they sure would like to, and this law would be a place where direc-
tion could come.

Senator DENTON.,They are required to do that right now. By the
way we have written the bill, I am informed.
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I saw indications of what you all have forecast about media par-
ticipation, and I certainly applaud it. Within the last-few days,
channel 13I believe a Baltimore channelhad a feature, and I
believe they are doing this weekly now, in which they give an
award.

I do not know whether it is a motherhood award or a love award,
but this time it was a black lady over in Baltimore who had raised
something like 14 children, 10 grandchildren, and 6 great grand-
children, and they were all in this great big room.

They never had had a lot of money, but obviously they were each
quite well adjusted, happy and extremely grateful to her as the ma-
triarch from whom had flowed all this love. And as unimportant as
it may seem, I think that our hierarchy of values has changed by
virtue of the bombardment of the role models. We are shown a
swinging pair who find happiness as the sun sets over the hori-
zonit has nothing whatever to do with being a good mother or a
good father or a good husband or a good wife. It used to; you all
just have not lived that long.

That is the way the movies used to end; they do not end that way
anymore. They end with something else, and what is at the begin-
ning and the middle is something different. I cannot, in my own
view, believe that a role model is not an important thing.

As the young man testified, and as Socrates said when he con-
demned a trend in Greek drama similar to that which has taken
place in our entertainment media which he predicted would have a
disastrous effectand he was accurateon Greek society, "they
poison him for his pains."

We will have questions from Senator Dodd for this panel, also,
and I will have some more in writing for you. I understand that
Ms. Dona! ;hey here on my right has been working with some of
you. I solicit your assistance to us in continuing to improve the
Federal statutes relating to this.

As you pointed out, Ms. Mueller, some of them are not in my ju-
risdiction, but I believe that I would find my colleagues reasonable,
and I would be happy to take the initiative of trying to coordinate
from one place the adjustment of these regulations and rules.

I do not know what we can do about the States and that sort of
thing, but maybe something. Your testimony was materially valua
ble. and I think things look optimistic in the adoption field. Is that
right?

Ms. MUELLER. Yes.
Senator DENTON. It is kind of anomalous that this particular Ad-

ministration is considered uncompassionate about human beings,
when there does seem to be a stress within it from a good number
of us on this compassionate endeavor.

I believe that it is more than just compassion and altruism; it is
also a factor affecting the general welfare and the health of our so-
cietyan extremely important factor.

So, thank you very much, and please answer any questions we
submit within 10 days.

Our third panel, and I will ask them to step forward as I call
their names: Mr. Robert DeBolt, founder of Aid to AdoPtion of Spe-
cial Kids; and Ms. Clara Valiente-Barksdale. Mr. DeBolt is the
father of 20 children, 14 of whom are adopted. I am looking for-
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ward to watching his award-winning film, "Who Are the De Bolts,
and Where Did They Get 19 Kids?"

I understand that Mrs. De Bolt spoke in Birmingham last week
and met with my State director, Danny Cooper. Mr. Cooper was
deeply moved by your wife's presentation.

Ms. Barksdale is an authority on minorities, specifically Hispanic
adoption.

We are glad to have both of you here this morning. Mr. De Bolt,
would you care to begin your testimony?

STATEMENT OF ROBERT W. DeBOLT, FOUNDER, AID TO ADOP-
TION OF SPECIAL KIDS; AND CLARA VALIENTE- BARKSDALE,
EXECUTIVE DIRECTOR, NEW YORK COUNCIL ON ADOPTABLE
CHILDREN

Mr. DEBOLT. Thank you, Senator Denton. I appreciate the oppor-
tunity to be here today and to present the written testimony. Since
that written testimony is a matter of record, I will not ,read that,
but I will simply paraphrase part of the testimony. I would also
like to enlarge on certain aspects of it, and also to comment on
some of the testimony that has been given this morning before me.

pis you mentioned, I am indeed a parent of adopted children. My
wile and I have adopted 14 children. Nine of these children are
physically handicapped; the other children had emotional prob-
lems. Two of our children came out of long-term foster carean
issue which we talked about earlier today and I hope to talk about
a little bit more.

In addition to that, my wife and I are the founders of Aid to
Adoption of Special Kids, which is an organization that has been in
existence for about 9 years. The purpose of this organization was to
try to bridge the regionalism that exists in the United States in the
area of adoption.

The program was founded to be a national organization, and
since its inception it has indeed worked with all 50 States. We do
have what we consider to be sort of a national flavor and know
where the national pulse might be in adoption today.

In addition to that, of course, I am on the National Committee
for Adoption, and I serve as a member of the board of directors of
an organization in Ohio called Hickory Farms Youth Home, where
we operate foster care homes. So, I have that aspect, too.

In the area of 'obstructions to adoption, there are many and they
are varied, and they change tremendously from one State to an-
other State. My home State of California has one set of problems.
The State of Ohio, where we have an office now being established,
has an entirely different set of problems.

It is very hard to generalize across the United States as to where
the impediments are in adoption and what the problem is with
foster care. There are some universal ingredients that exist, but
there are so many unique items, from attitudinal problems with
social workers, to archaic and unresponsive laws that exist in
many States, to the judiciary in many States, with their inability
to terminate parental rights when children have been in long-term
foster care.

531



527

Dorcas I lardy, t he Assistant Secretary of HHS, today mentioned
in her testimony that there were "about 50,000 special needs chil-
dren already terminated for adoption." Well, that in itself', is a ter-
rible statement to have to make. We should know how many chil-
dren there are who have been relinquished for adoption; we say
"about."

We do not know how many children there are in foster care in
this country. We say about 500,000; others say about 350,000. What
a terrible, wide-ranging difference we have between those two fig-
ures.

Historically, in the area of adoptions in this country there has
been a lack of national networking. Because there are so many
unique elements in each State, most organizations work only
within their own States. There has been very little networking
from one agency to another to try to take on what is a: problem
over here in Arizona and see what was done to correct that condi-
tion in South Carolina.

There has been very little networking of information on parents
who want to adopt, and even children who are adoptable. There are
tremendous listings services that are out todayDARE, CARE.
There are all 'sorts of books that are put out showing beautiful pic-
tures of children who are available for adoption, and deScriptions
of these children.

But, you see, this is not spread universally throughout ,all agen-
cies in this country. The National Adoption Exchange is an at-
tempt to put together some type of a system where, if a child exists
in Florida and there is a family who exists in California who feels
that they have the resources, emotional, financial, or whatever, to
adopt that child, those two elements can be brought together.

We have heard testimony this morning that if a family,' wants to
adopt a child with special needswe will say a child with cerebral
palsyand they go to their local agency and say, "I want to adopt
such a child and I have the ability to parent that child," quite
often they are told, "No, that child does not exist."

We ran into a situation in Ohio just weeks ago where there was
a flintily who went to Mercer County, Ohio, making that request
and they were told, "No, there are no children of that nature
here." But, next door in Richmond County, there were five children
who could have qualified for that. Nobody went looking for those
children; nobody stepped outside the jurisdiction of that little
county in Ohio to say, "Hey, let us find a family for that child."

Now, I admit that this National Adoption Exchange is not going
to be such that every agency is mandated to put those :names of
families and children into that exchange. But, by gosh, it is a start
in the right direction.

The reason I would imagine that their numbers are low now is
because they are just starting, and we are working with the Na-
tional Exchange to put all of the names of children into that ex-
change as soon as we can. We are meeting with people this coming
week on computer equipment requirements.

Along that line, that is an expensive element for an agency. We
would hope that the National Adoption Exchange would be funded
at a level which would allow it to have the participating agencies
list the names without charge.
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For some years, there has hen an inconsistent Federal approach
to adoption. A change of 1,dministration normally causes such
things to happen, but we have always felt that through the Federal
Government, the question of adoption of special children and the
question of foster care and its terrible entrepreneurial aspects, has
been something that has not been paid attention to by the Federal
Government.

We are absolutely delighted with Assistant Secretary Dorcas
Hardy's adoption initiative We are participating in that and we
think that will go a long way to bringing together what needs to be
done to make these changes, and that is a collaboration between
the Federal Government, State governments, private agencies,
State agencies, and certainly the private sector.

Adoption subsidies are a tremendous need. We could not have
adopted three of our children if it had not been for the fact that
Crippled Children Services in California paid for the medical ex-
penses directly connected with those children's handicaps.

One child, a little girl 5 years old who was born blind, had a cor-
neal transplantan expensive and extensive medical procedure
which allowed her to see for the first time in her life, because Crip-
pled Children Services paid for all of those medical costs. We could
not have done that, and most families could not.

We found in working throughout the 50 States that adoption sub-
sidies and medical care are one of the biggest incentives for people
to adopt a special child. There is a natural reluctance, particularly
when you are in the lower income brackets, and most of the par-
ents who have adopted through AASK America have been in the
lower to lower middle income brackets.

Eighty-five percent of the 2,000 people who have adopted through
AASK have incomes less than $20,000 per year; 65 percent of those
people are rural families. We cannot answer all of the questions of
why, but we think that the 65-percent rural families probably
comes from the fact that there are less distractions to the family in
the rural environment than there are in a metropolitan environ-
ment.

AGENCY BARRIERS TO ADOPTION

We have heard about home studies not being allowed to cross
county lines or State lines. We have also heard of the rejection of'
the nontraditional family.

Our families in AASK are almost all nontraditionallarge fami-
lies such as the Rossow family that this committee was privileged
to hear from earlier this month. Many agencies would turn them
down for another adoption just because they have that many chil-
dren.

Single-parent adoptions is our second greatest resource of the
adoptive family, and we also use handicapped parents. We have a
tremendous recruitment campaign going on right now with minor-
ity families. In the past, minority recruitment has generally asked
for the minority family to look minority, but to sound majority.
They want them to look black, to look brown, but to have all of the
white middle class values. I see this changing. Los Angeles County
has a tremendous program in that.
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In closing, I would like to urge this Committee in its delibera-
tions on the Adoption Opportunities Act, which I hope you will .

extend for the 3 years, not to spend money on such items as agency
awareness of special kids and training for social workers.

If those social workers are not aware and trained by now, they
will not be, so let us not kid ourselves and throw money after that.
Put in programs that work, gentlemen; put in programs like the
National Adoption Exchange and other national programs that
work.

Thank you for allowing me to be here, and also thank you very
much for the professionalism and efficiency of the committee staff.
They have been very good to work with.

[The prepared statement of Mr. De Bolt follows:]

PREPARED STATEMENT OF ROGERT W. DEBOLT, OAKLAND, CALIF.

I am pleased to have this opportunity to give testimony to this Sub-cOmmittee in
support of the re-authorization of the Adoption Opportunities Act for four more
years. Building of families through adoption is a mope focal point of my lifeas a
parent and as a volunteer leader.

My wife and I are the parents of 20 children, 14 of whom are adopted. Nine of
these adopted children are physically handicapped and many of the 14 have suffered
mild to severe emotional disturbances. Our family's involvement in adoption dates
back to the Fifties, when my wife, Dorothy, and her late husband added two adopted
Korean children to their family of five biological children. Then as a widow with
seven children, Dorothy adopted two physically-handicapped, war-wounded, Viet-
namese boy: in 1969.

Combined with my one child from a previous marriage, we started with ten chil-
dren when we were married in 1970. Since that time, we have adopted ten addition-
al children. Several of our adopted children are what society would consider to be
severely handicapped. For example, one of our adopted children is a Black girl who
was horn without arms or legs. Another boy is blind and paralyzed from the waist
down. These children, as well as their brothers and sisters, attend public school, are
relatively self-sufficient, and are establishing successful lives on their own.

Our interest and problems in adoptions coupled with others interest in our family
and their attempts to adopt, was the impetus in our forming a non-profit organiza-
tion to encourage and assist in the adoption of special needs children nationally.

In 197:1 we founded Aid to Adoption of Special Kids . . . now known as AASK
America. Headquartered in the San Francisco Bay Area of California, this organiza-
tion works with families as well as public and private agencies in all 50 states to
promote adoption of physically or mentally handicapped children, minority chil-
dren, older children and sibling groups.

I serve in a voluntary capacity as President of AASK America, member of its
Board of Directors, and serve on several committees of the Board. In addition to my
service to AASK America I am a member of the Board of Directors of the National
Commission for Adoption, Washington, DC; Hickory Farms Youth Homes in Ohio;
and AASK Midwest, Toledo, Ohio.

I am also on Advisory Committees of several national and international organiza-
tions having to do with child and adoption, and was a member of the White House
Conference on Children and Youth. My interest in adoption of special children
became so strong that I resigned my position as President and CEO of a construc-
tion company so that I could devote more time as a volunteer to AASK iAnerica.

My wife and I now make our living through professional speaking appearances
and have spoken to groups in 45 states and three foreign countries in the last three
years. These appearances, coupled with AASK America s national program, perhaps
give us a unique and accurate view of the status of special needs adoptions in the
United States today.

AASK America was founded in response to inquiries Dorothy and I received as a
result of press and medial coverage concerning some of our adoptions. The letters
and telephone calls we received from all parts of the country were similar. These
people wantc..., to adopt children with special needs but for various reasons had been
discouraged by their local agency. These inquiries had increased to the point where
AASK America was organized. Since that time, AASK has grown tremendously and
has been extremely effective in its goal of finding homes for Special kids. This na-
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tional organization has been responsible for the placement of approximately 2000
special needs children in the last ten years.

AASK American has a total staff of eight people and is a licensed adoption
agency in California. In terms of scope and numbers our most effective service is
AASK's National Referral Program. This is, in reality, an adoption exchange where-
in we act as a matchmaker between the children who wait for homes and families
who want to adopt special needs children. This program works with over 400 agen-
cies throughout the United States and has received inquiries from potential adop-
tive parent; in all 50 states. This program was established as an attempt to over-
come one of the greatest barriers in adoption then and today . . . that is the region-
alism which exists throughout the United States, which discourages placement
across state lines.

The adoption of special needs children is severely limited by the following condi-
tions:

I. Lack of current adoption and foster care adoptions.One of the great services
which could be provided by the Adoptions Opportunities Law is the collection of na-
tional adoption and foster care data. It has been almost ten years since there has
been a Federal report on children adopted annually in the United States. There is
almost no agreement among agencies throughout the country as to how many chil-
dren are currently in foster care and the numbers available for adoption. We know
that in the State of California, the numbers of children in foster care has increased
during the past five years and have reason to suspect that that same condition
exists in most of the other populous states. However, the voluntary reporting of the
numbers of children by states has not been successful and we would urge the Sub-
committee to encourage the Department of Health and Human Services to collect
this important data. We further recommend that the Adoption Opportunities Law
be amended to require i he Secretary of Health & Human Services to consult with
other appropriate agencies and federal departments for the establishment of an on-
going annual adoption and foster care data gathering and analysis system thereby
not relying solely on voluntary state reporting.

J. Lack of national network of agencies and collaboration among agencies.We be-
lieve that it is important that the Adoptions Opportunities Law continue the con-
cept of a National Adoption Exchange. We have worked closely with the Adoption
Center of Delaware Valley and believe that it is on the right track to developing an
effective national exchange. In this day of telecommunications and computer tech-
nology it is almost unbelievable that adoption agencies would not already be match-
ing waiting children with families through this modern process.

The cost of the appropriate equipment, however, is approximately $10,000 to
$15,000 and will be difficult for most agencies to afford. It is not practical to expect
agencies to pay . service charge to the National Exchange for listing children or
families. The level of funding for the National Adoption Exchange must be main-
tained so that public and private agencies are encouraged to participate in the Ex-
change. This program will be a major factor in overcoming the regionalism which
permeates the national adoptions picture.

AASK Anrprica's National Referral Program continually battles the problem of
attempting t ) have agencies study families for other agencies children. A national
listing of families willing to adopt special needs children will also encourage social,
workers to look with more favor upon the possibility of children under their aus-
pices being placed outside their jurisdiction.

I hope that the Adoption Opportunity Law will take positive steps to encourage a
higher degree of coordination among agencies nationally. Any long term solution to
the problem of adoption of special needs children requires greater federal govern-
ment and private sector collaboration in the future. The federal government must
recognize that its funding role to solve this problem should should be increased, and
not diminished. In addition, the federal government must particularly by sensitive
to encourage purchase of services to private agencies for placement services to chil-
dren in public care at the state level, and provisions of adequate adoption subsidies
to families.

The private agencies, to adequately participate in any federal government-private
sector collaboration, must:

(a) Continue to hike increased numbers of placements;
(b) Continue to use their flexibility to test new, creative, less expensive, and faster

ways to place children; and
(c) Initiate contacts with business and corporations to help finance agency adop-

tion costs, and to involve the media in bringing to the attention of the public the
availability and adoptability of special needs children. We believe that this media
involvement is one of the best methods to recruit families. Several major cities in
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the country have T.V. news segments wherein children are brought into the studio
and interviewed. These programs have high appeal and have been successful in find-
ing homes for the children who have been allowed to appear. I hope that the Adop-
tion Opportunity Law will encourage the press and the media to continue these ef-
forts to bring these children before the public.

In the late 1970s, there was a film made on our family, entitled "Who Are the
De Bolts'? And Where Did They Get 19 kids?" When this program was aired as a
Special on ABC-TV, we received over li0,000 letters from across the country. The
exciting aspect of tl.is is that nearly 17,000 of those inquiries came from peopl- who
expressed desire to adopt a special needs child.

There was no National Adoption Exchange at that time, nor for that matter, ade-
quate networking among agencies. AASK was not able to assure that all of these
families were seen as viable adoptive parents when we referred them to thei local
agencies for home studies.

.1. Inco:sistent Federal approach to adoption.Irregular Federal funding patterns
and fluctuating administration attention in adoptions has added to the leadership
problem in the national adoptions scene. I hope that the Adoptions Opportunities
Law will demonstrate to adoption agencies, parents and potential adoptive parents,
that the Federal government has a substantial and continuing role in providing per-
manent, loving homes for children with special needs.

We are encouraged by the effort underway at the Department of Health and
I Ionian Services. Dorcas Hardy, Assistant Secretary, and her staff have develOped
the "Adoption Initiative" which encourages private and public agencies to work
with the private sector including the press and media to promote new activities to
move special children from foster care into permanent homes. Secretary Hardy has
visited AASK America and we are convinced that the "Adoption Initiative" will be
successful in finding permanent homes for children, and in attracting private sector
dollars to be added to increasing federal dollars in partnership fashion.

The greatest needs for funding are in providing placement dollars to public and
private agencies providing reasonable subsidies for adoptive families, and the pur-
chase of services at the state level. Over 80 percent of the families who have adopt-
ed through AASK America are low to middle income families.

The availability of a subsidy is often the deciding factor on whether or not such a
family can adopt. It is a national disgrace to pour millions of dollars into temporary
homes for children and ignore the financial need of families who take these children
into their homes on a permanent basis, thus relieving the government of millions of
dollars of ongoing costs.

Mandating that public adoption agencies reimburse other agencies who make
placements of children in their care is a paramount need. The cost'of the home
study, placement and supervision of the placement should the financial responsibili-
ty of the agency who has jurisdiction over the child.

4. Agency harriers to adoption.This committee has heard testimony that there
are a number of barriers to special needs adoptions. In our work at AASK America,
we have found many significant barriers. We recognize that other agencies deal
with these and additional barriers as well:

I. Adoption agencies are reluctant to do home studies for families for other agen-
cies' children. In other words, if a family in Ohio contacts AASK America wanting
to adopt a special needs child with certain characteristics, AASK America would
probably know of the existence of such a child somewhere in this country. We would
then find that child and ask the inquiring parents' local agency to perform a home
study. More often than not, this agency would hesitate to do the home study unless
the agency who had the child would purchase the services of the first agency.

2. Too many adoption agencies throughout the county reject the non-traditional
family. Most of AASK America's placements have involved families, such as, single
parents, large family groups, first-time parents, parents with low income, and par-
ents who don't respond well to local agencies. We believe that one of the reasons
why our disruption rate was I() percent of our placements last year is because
AASK America's social workers are adept at working with the non-traditional
family.

3. Too many adoption agencies lack the ability to recruit and to respond to minor-
ity families, and overlook this excellent source of adoptive families. Many agencies,
such as Los Angeles County, have effective minority recruitment programs and wr.N,
would hope that the Adoption Opportunities Law will enco' rage the establishment
of similar programs nationally.

4. Too many adoption agencies have a limited knowledge of how to use adoption
exchanges. The establishment of a rational exchange will not in itself cause all
agencies to utilize the services of the exchange. Fs we have stated before, there is a
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tendency for adoption agencies to operate only within the confines of their state or
county and to overlook the possibility of having one of their children adopted by a
family in another part of the country.

In summary, I believe that the Adoptions Opportunities Law should give attention
in the following areas:

1. Collecting, analyzing and making available to the public data on numbers of
children in foster care, freed for adoption, and in current adoptive placement.

Encourage and support coordination and collaboration among public and pri-
vate agencies through such innovations as the National Adoption Exchange.

t. Maintain a consistent pattern of Federal and State funding of adoption and
foster care related programs.

4. Identifying barriers to adoption and seeking solutions to them.
In summary. I wish to thank each of you. You are in a powerful position to bring

about change. Thank you for allowing me to present my testimony and to share
with you not only the facts about the De Bolt kids, but particularly the need for a
continuing role of the federal government to bring about substantial change so that
one day there will be no special kids lonely for a permanent home.

Senator DENTON. Thank you, Mr. De Bolt.
Ms. Barksdale.
Ms. BARKSDALE. Th.nk you, Senator. My name is Clara Valiente-

Barksdale. I am the executive director of the New York Council on
Adoptable Children. I am also an adoptive parent, Hispanic, and a
social worker with 23 years of experience with minority families
and children at risk in New York City.

I will focus mostly on New York City, which is the area that I
know well, although we have reached out to other States in this
country and we get referrals and we get requests from everybody.

The New York Council on Adoptable Children was founded in
1972 by adoptive families, and acts on the firm belief that every
child of whatever race or age and regardless of any handicapping
condition has the right to a permanent family.

In order to make this a priority for the child welfare system, fi-
nancial incentives must change so that agencies are rewarded for
placing children in permanent homes rather than keeping them in
the limbo of foster care.

Clearly, child care agencies are not encouraged to make adoption
their priority. In New York State, only 1,670 were placed in adop-
tive homes in the year 1982, while over 5,000 who have been freed
for adoption or are going to be freed for adoption are still waiting.

Minority children make up over 60 percent of our State's foster
care population. In New York City where we have 20,000 children
in foster care, 60 percent are black and 28 percent are of Hispanic
background. Over 4,000 of these children are free for adoption, but
only 1,0:34 were placed during the last fiscal year.

Despite loss in the foster care population due mostly to demo-
graphics and discharges, 53 percent of foster children were dis-
charged to their own responsibility in 1982. And you know where
these children are, or do you? They are in the streets. Some of
these children are 15 years old, and what we hear constantly is
these children do not want to be adopted.

We have a child 8 years old that we recruited families forfour
families. Finally, we were told that this child did not want to be
adopted. He is 8 years old, in an institution and Hispanic. These
are the children that end up in the streets and in jail.

According to a report from the Office of the New York City
Council President, Carol Bellamy:
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The funding mechanism for foster care and adoption may itself encourage agen-
cies to keep children in care. Adoption and foster care funding create a situation
which is counterproductive to an agency's economic viability to have children adopt-
ed.

Last December, the New York State Council of Voluntary Family
and Child Care Agencies, representing 120 private agencies in our
State, in a proposed position on reimbursement stated that: "The
per diem rates hurt agencies who move children out of care." This
is to reaffirm what was said before and what you were picking up
on, Senator, on the problems that have to do with funding and how
funding is distributed.

For the last 10 years, COAC has expressed its frustration when
speaking about the correlation between resistance to moving chil-
dren back to their families or into adoption and the per diem allo-
cations, which means that each child stays in care because they
pay for every day that he is in care, and so much per child$29 a
day in New York City for some children.

We believe that the obstacles to adoption are rooted in a system
that is more willing to separate children from their families than
to give support to families at risk and prevent breakup.

This plays itself out at different levels. The delays in moving
children into permanent homes are only a reflection of outmoded
practices based on attitudes or administrative resistance based on
fiscal realities. As the head of a child care agency told us: "Every
administrator in this field knows how many foster children must
remain in his agency in order to meet payroll."

Since its inception, COAC has recruited over 10,000 families in-
terested in adoption: we have them on file. Our files today have
people of all backgrounds, including hundreds of blacks and His-
panics, interested in adopting the children of their communities.

This enormous response has not been translated into adoptive
placements. It takes an average of ai.riost :3 years to match a wait-
ing child with a prospective adoptive parent. Despite our efforts to
assist parents in negotiating the child welfare bureaucracies, only
about 100 placements per year are achieved by our constituency.

I am here today to focus specifically on the Hispanic children
who remain in public care longer than any other group, are too
often institutionalized or labeled retarded due to language barriers,
and when placed in adoptive homes, are frequently denied the con-
tinuity of experience that a family of their same culture could pro-
vide.

These are the children of poverty and stress, of families at risk;
the children of the unemployed, the uneducated and the homeless.
They are the victims of a population living at the bottom of the so-
cioeconomic ladder, suffering from the culture shock caused by mi-
gration from a rural environment to our postindustrial urbanized
society where the traditional extended family is broken down and
identities are lost.

Hispanics are defined by the Office of Personnel Management as
persons of Mexican, Puerto Rican, Cuban, Central American, South
American, or other Spanish culture or origin, regardless of race.
Our common bond is history, language and culture.

In the metropolitan area of New York, we estimate the number
of Hispanics to be over 3 million. It is this population that our fed-
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erally funded program is reaching out to in order to find parents
for Hispanic children needing adoption.

We believe that the Hispanic family unit can provide the nur-
ture and security needed by Hispanic children. We believe that as
long as there are Hispanic families, and there are thousands, will-
ing to adopt the waiting Hispanic children, they should be given
first choice. In this way, we are providing permanence for these
children through continuity of experience and a connection to their
roots and their past.

We have encountered, however, barriers in achieving our goals.
A most frustrating obstacle is the invisibility of Hispanic children
who are often classified by race or color rather than by culture or
ethnicity.

When we find the right classification, we find inaccurate statis-
tics. In addition, we have met with great resistance to the recogni-
tion of cultural identification in planning for a permanent home.

Child care agencies lack bilingual and bicultural staff to properly
serve Hispanic families. Staff who do not have a real knowledge of
the Hispanic culture cannot properly assess the strength of an His-
panic family. This, of course, affects the screening of prospective
adoptive parents.

Agencies staffed by non-Hispanics prefer to work with the Anglo
population with whom they feel more at ease. They tend to be judg-
mental of Hispanics. Their humility, which is valued, is considered
passivity; their emotionality is labeled hysterical. These misinter-
pretations can lead to rejection of many potential parents who
could be not only acceptable but desirable if one understands their
cultural mores.

As a consequence of barriers imposed on the Hispanic popula-
tion, children of Hispanic background are either placed in Anglo-
American homes or remain in care longer. Light-skinned, young
Hispanic children are given to preferential Caucasian couples, as
they are the closest to the unavailable white infant. The older or
dark-skinned Hispanic child suffers the same fate as his Afro-
American brother and becomes the hard to place, special needs
and, many times, unadoptable child.

For children of minority background, adoption by the dominant
ethnic or racial group in our society becomes a double message of
rejectionfirst by his or her birth parents, then by his Jr her com-
munityso that growing up in alien territory is the affirmation of
having been unloved and unwanted.

I would like to clarify my point of view in terms of placing chil-
dren across racial and cultural lines. Many Hispanic families are
waiting for Hispanic children, and they can offer these children a
home and cultural identity. But because of ignorance or lack of un-
derstanding of Hispanics, these people have no access to agencies,
so that there is double discrimination against the children and
against the families who are seeking these children.

Some examples to illustrate the point of obstacles that we en-
counter specifically with Hispanics: The children that are called by
race or different shades wait longer because social workers decide
what color their skin is and look for a family to match it.

Sibling groups of various shades separated as foster children are
placed in separate adoptive homes to spend half their lives looking
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for each other. In New York where we have a lot of Puerto Ricans
who are a very mixed race, we have many, many sibling groups
that are separated. They are placed, the light-skinned with whites
and the dark-skinned blacks, and then they can never get back to-
gether because they are sent to different communities and different
racial groups.

Light-skinned children of Afro-American background are placed
in white foster homes, and Hispanic children are placed in white
foster homes, and neither one wants to be black or Hispanic later.

There are agencies who recruit families but do not place children
with them, and agencies who have adoptable children but do not
recruit families nor do homestudies.

It is easier for our staff to place a child from Maine into Florida
or from Connecticut into Missouri, which we did last month, than
to place a child from New York City into New Jersey, across the
Hudson River.

We have the worse of all systems in New York. Not only do we
have more foster children available for adoption, but 120 agencies
in the New York metropolitan area creates total confusion.

Class prejudices play an enormous part in adoptive placements
and minorities are used as foster parents, but when they apply for
adoption, they are usually shafted.

Each State, each county, and each agency has different regula-
tions and procedures. Some consider single parents; some do not. I
do not want to repeat what other people have said.

I just want to add that I received your amendment yesterday, so
I had no time to respond. I would like to put in writing some of my
reactions to some of the things that were said and some of the
problems that worried me, like the Wording for unmarried parents.
Somebody else raised it.

I want to add only that I feel that adoption of special needs chil-
dren is my.thing. I feel that all the other considerations are impor-
tant, but at this point when our limited resources are making it so
difficult to place special needs children and we have so many, I
really would feel that this administration should help focus on
those children so that maybe 10 years from now, we will not have
the backlog.

We have a very big backlog of children who need homes, and we
have to focus on them. This is my final point. I thank you again for
having me here and for representing the growing Hispanic popula-
tion of children.

In December in California, they had 24 children of Hispanic
background available for adoption. In Los Angeles alone, they have
17,000 children and about 50 percent are Hispanics. What hap-
pened to the other Hispanic children?

(The prepared statement of Ms. Valiente-Barksdale and addition-
al material follow:( .

PREPARED STATEMI.:NT OF CLARA VALIENTE-BARKSDALE, NEW YORK COUNCIL ON
ADOPTABLE CHILDREN (COAC)

Senator Denton, members of the subcommittee, ladies and gentlemen: My name is
Clara Valiente Barksdale. I am the Executive Director of the New York Council on
Adoptable Children. I am also an adoptive parent, a Hispanic and a social worker
with 21 years of experience with minority families and children at risk in New York
('ity.
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1 want to thank you and the Sub-committee on Family and Human Services for
the opportunity to testify here today. I.would like to bring to your attention my con-
cerns about the thousands of minority children needing permanent families who

linger in foster care.
The New York Council on Adoptable Children ICOACI a non-profit organization

founded in 1972 by adoptive parents acts on the firm belief that every child of what-
ever race or age and regardless of any handicapping condition has the right to a
permanent loving family. We believe that adoption is a viable resource for homeless
children and that for those who cannot return to their birthparents it is definitely
the best alternative. We advocate for preventive services so that children will not
come into public care in the first place or will be returned quickly to their homes
with services. When this is not possible we seek to have these children adopted. In
order to make-this a priority for the child welfare system, financial incentives must
change so that agencies are rewarded for placing children in permanent homes,
rather than keeping them in the limbo of foster care.

COAC is an active member of NACAC, the North American Council on Adoptable
Children and has been part of the adoptive parent group movement which has been
instrumental in bringing about many needed changes in the adoption field in our
country.

Clearly, child care agencies are not encouraged to make adoption their priority. In
New York State only 1070 children were placed in adoptive homes in year 1982,
while over 5;000 who have been freed for adoption still wait. Minority children
make up over 00 percent of our State's foster care population. In New York City
where we have 20,000 children in foster care, 00 percent are Black and 28 percent
are of I lispanic background. Over 4,000 of these children are free for adoption but
only 1.034 were placed during the last fiscal year. Despite loss in foster care popula-
tion due mostly to demographics and discharges (53 percent of foster children were
discharged to their own responsibility in 1982) the numbers of children available for
adoption and the numbers of adoptive placements remain constant.

According to a report from the Office of New York City Council President, Carol
Bellamy in 1981: ". . .

the funding mechanism for foster care and adoption may
itself encourage agencies to keep children in care. . . . Adoption and foster care
funding create a situation which is counterproductive to an agency's economic via-
bility to have children adopted." Adoption WebD. Tobis and A. RosaNew York
1981. Last December, the New York State Council of Voluntary Family and Child
Care Agencies, representing 120 private agencies, in a proposed position on reim-
bursement stated that: "The per-diem rates hurt agencies who move children out of
care". For the last ten years COAC has expressed its frustration when speaking
about the correlation between resistance to moving children back to their families
or into adoption and the per-diem allocations. We believe that the obstacles, to adop-

tion are rooted in a system that is more willing to separate children from their fam.-
ilies than to give support to families at risk and prevent break-ups:This plays itself
out at different levels. The delays in moving children into permanent homes are
only a reflection of outmoded practices based on attitudes or administrative resist-

. ance based on fiscal realities. As the head of a child care agency told us: "Every
administrator in this field knows how many foster chldren must remain in his/her
agency in order to meet payroll."

Since its inception, COAC has recruited over 10,000 familes interested in adoption.
Our files today have people of all backgrounds including hundreds of Blacks and
Hispanics interested in adopting the children of their communities. This enormous
response has not been translated in to adoptive placements. It takes an average of
almost three years to match a waiting child with a prospective adoptive parent. De-
spite our efforts to assist parents in negotiating the child welfare bureaucracies,
only about 100 placements per year are achieved by our constitutency.

I am here today to focus specifically on the Hispanic children who remain in
public care longer than any other group, are too often institutionalized or labeled

retarded due to language barriers, and when placed in adoptive homes are frequent-
ly denied the continuity of experience that a family of their same culture could pro-

vide. These are the children of poverty and stress; of families at risk. The children
of the unemployed, the uneducated and the homeless. They are the victims of a pop-
ulation living at the bottom of the socio-economic ladder, suffering from the culture
shock caused by migration from a rural environment to our post-industrial urban-

ized society where the traditional extended family is broken down and indentities

are lost.
I lispanics are defined by the Office of Personnel Management in Washington, DC

as: "persons of Mexican, Puerto Rican, Cuban, Central American, South American

or other Spanish culture or origin regardless of race". Our common bond is history,
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language and culture We are fiercely proud of our ancestry, whether Spanish, Indo-
Spanish or Afro Spanish In New York's metropolitan area the estimated number of
Hispanics exceeds :t million. It is this population that our federally funded (Chil-
dren's Bureau. Administration for Children, Youth and Families. Office of Human
Development Services. U.S. Dept. of Health and Human ServicesH.H.S.). Hispanic
Adoption Program reaches out to, in order to find parents for the Hispanic children
needing adoption. We believe that the Hispanic family unit can provide the nurture
and security needed by Hispanic children. We believe that as long as there are His-
panic families and there are thousandswilling to adopt the waiting Hispanic
children they should he given first choice. In this way we.are providing permenence
for these children, through continuity of experience and a connection to their roots
and their past.

We have encountered, however, barriers in achieving our goals. Most frustrating
obstacle is the invisibility of Hispanic children who are often classified by race ur
color rather than by culture and ethnicity. When we find the right classification we
find inaccurate statistics. In addition we have met with great resistance to the rec-
ognition of cultural identification in planning for a permanent home. Child care
agencies lack bilingual and bicultural staff to properly serve Hispanic families. Staff
who does not have a real knowledge of the Hispanic culture cannot properly assess
the strengths of a Hispanic family. This, of course, affects the screening of prospec-
tive adoptive parents. Agencies staffed by non-Hispanics prefer to work with the
Anglo population with whom they feel more at ease. They tend to be judgmental of
Hispanics. Their humility which is valued, is considered passivity. Their emotional-
ity is labeled hysterical. These misinterpretations can lead to rejection of many po-
tential parents who could he not only acceptable but desirable if one understands
t heir cultural mores.

As a consequence of barriers imposed on the Hispanic population, children of His-
panic background are either placed in Anglo-American homes or remain in care
longer. Light-skinned, young Hispanic children are given to preferential caucasian
couples as they are the closest to the unavailable white infant. The older or dark-
skinned Hispanic child suffers the same fate as his Afro-American brother and be-
comes the hard-to-place, special needs and many times unadoptable child.

For children of minority background, adoption by the dominant ethnic or racial
group in our society becomes a d iuble message of rejection: first by his/her birth-
parents, tnen by his/her community. So that growing up in alien territory is the
affirmation of having he unloved and unwanted.

As one begins to t:itderstand the multiple obstacles encountered by families in
their pursuit of the adopted child and the bureaucratic maze that regulates agencies
procedures one questions the system that we have created "in the best interest of
children".

Some exampi 'o illustrate my point:
Infants coin; ,to public care whose mothers have surrendered them, are placed

in temporary i, ,er homes while agencies go through cumbersome procedures. In
New York City it can keep a child out of an adoptive placement for over a year.

Children so called bi-racial wait longer while social workers decide what color
their skin is and look for a family to match it.

Sibling groups of various shades separated as foster children are placed in sepa-
rate adoptive homes to spend half their lives looking for each other.

Light skinned children of Afro-American background placed in white foster homes
who later don't want to be adopted by Blacks.

Dark-skinned light-skinned Hispanic children placed with Whites or Blacks
who want to he Black or White but net Hispanic.

Agencies who recruit families but don't place children with them; agencies who
have adoptable children but don't recruit families, nor do hotnestudies.

It is easier for our staff to place a child from Maine into Florida or from Connecti-
cut into Missouri than to place a child from New York into New Jersey, across the
I ludson River.

Class prejudices play an enormous part in adoptive placements. College educated
candidates have .a better chance. Blue collar workers although proven to have more
successful placements have to wait longer and accept more difficult children.

Each state, each county, each agency has different regulations and procedures.
Some consider single parents, some don't. Some cross racial or religious barriers,
sonic don't. Each placement requires hours of exploration and negotiations.

I could go on and illustrate each one of my points with an example. But time is
running out. Before ending however, I want to touch on private adoptions as re-
quested by Senator Denton.
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Private adoptions are increasing. It is the way to get around a system that does
not yield. Most states legalized the process in order to have some control over it. If
we create bureaucracies that don't work, people who need the service find the alter-
native that does. Private or independent adoption could be the alternative to match-
ing an infant with an adoptive family. Unfortunately, unscrupulous lawyers and
other individuals who profiteer from this service are actually selling infants for up
to S:i0,000. It is the principle of supply and demand that has created this black
market. When we legalize private adoptions we must expect irregularities that

-should and must be stopped.
Although the independent adoption route of matching children and families is not

yet plagued with the delays and frustrations of agency adoptions it has loopholes
and risks that have to be carefully monitored to avoid transforming a service for
children and families into a racket for profit seeking individuals.

In sum, we believe that as a society we have the obligation to "ind the best alter-
natives for all children in need of parents, whether they are white infants or older
children. victims of abuse, neglect and abandonment. We must untangle the net
that keeps 120,000 children who are free for adoption in our country, trapped in
foster care. Adoption is the civilized way of meeting the needs of children without
parents. It is also the most cost-effective service in child welfare. Public Law 96-272
passed in 1980 provided solutions and incentives for adoption. But the law cannot be
adequately implemented without appropriate allocations. We need Public Law 96-
272 to be fully funded so that adoption obstacles can be minimized and adoption can
really become a priority service in child welfare.

Addendum to the Testimony presented by Clara Valiente-Barksdale, Executive Di-
rector of the New York Council on Adoptable Children (COAC) on April 14, 1983
before the U.S. Senate, Subcommitee on Family and Human Services regarding
the Child Abuse and Prevention and Treatment Act and Adoption Opportunities
Act of 197S (Public Law 95-266 Title II)
This is in response to Senator Denton's request for comments to the amendment

to Public Law 95-266 introduced by him.
I would like to state here that we share the Senator's concern with "infants at

risk with life-threatening congenital impairments" specifically as it relates to "Baby
Doe" and the tragic outcome of that case. We are also concerned with any child at
risk of abuse and would want to prevent as much as possible, the kinds of maltreat-
ment many children suffer at the hands of parents, care takers and professionals.

As an adoptive parent and a member of a parent organization representing hun-
dreds of adoptive parents and concerned citizens, I would like to emphasize two
issues:

(1) We do believe that the Adoption Opportunities Act which was created to pro-
mote and facilitate the adoption of special needs children should keep its focus on
this population. Funds allocated for that purpose should serve the 120,000 American
children waiting for permanent adoptive families. Minority children represent 60
percent of the children needing adoption. Finding adoptive homes for these and
other special needs children is our goal. We need all the help we can get to make
this an attainable goal. The five million dollars originally allocated for this program
demonstrated the feasibility of adoption as the best alternative for children who
cannot return to their birthparents. It is the commitment of adoptive parents and
much of their volunteer efforts which has brought adoption into the limelight and is
making an impact on child welfare services. We cannot stop now. We urge you to
continue to fund this program which showed the cost-effectiveness of adoption as a
unique service to children in need of parents.

(2) Although we agree with some of your bill, we are concerned with the language
which is unclePr and unqualified specifically when focusing on: Pregnant teenagers;
unmarried parents; and couples experiencing infertility.

We do not believe that all children born to teenagers or unmarried parents are at
risk; neither do we believe that all these children are candidates for adoption. We
have seen many excellent teenage mothers, single fathers and mothers that are
quite capable to raise healthy and happy children. Services to pregnant teenagers
are being currently provided with federal funding by the Department of Health and
Human Services under a special program created for this purpose. Infertile couples
often do need counseling to resolve their problem. There are currently many serv-
ices to meet their needs in this area.

Our priorities are clear. We urge the Subcommittee to look at our concerns and
suggestions so that the special needs abandoned children of today don't have to wait
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any longer to find the how. whi.ne they can grow and bloom. They have waited too
long and time IS muffing out h. them.

Senator DENTON. Well, thank you, Ms. Barksdale. I would like to
ask yOu and Mr. De Bolt if you have any problem with the thrust of
the idea in the adolescent family life bill and the proper wording of
our amendment, as you called it, which would try to present adop-
tion to an expectant mother or one who has just delivered a child
out of wedlock as a positive alternative to, A, abortion and, B, con-
tinuing with the increasing trend of the percentage of young
womenand many of them are 12, 13, or 14 years oldto keep
that child, because very soon a high percentage of them become
special needs children?

Is there anything wrong with that, if we do not, you know, push
them ahead as special needs before they are special needs? Do you
have a problem with that?

Ms. BARKSDALE. Can I respond?
Senator DENTON. Go ahead.
Ms. BARKSDALE. I have been receiving several calls in the last

couple of months, I would say, from the Citizens Committee for
Children in New York and from a network of projects that work
with pregnant teenagers.

They were saying, "What are you doing about them?" And. I said
I think we have to include something about them in our public
education and our reaching out to the community in terms of this
being a third alternative. We want to do that and we will do that.

But I think that within our organizations, we can absorb that
piece of public education. I think there is a special project within
Health and Human Services that has a lot of money, and adoption
does not have a lot of money. We are all fighting for the same
funds, and it is sad to say that, but that is the way it is.

I think that we should educate those teenagers, but I do not see
that we should divert funds at this point to that. That is my opin-
ion.

Senator DENTON. There is a tremendous, growing population out
there of AFDC recipients who have children born out of wedlock
one after another, and they cost money, too. So, it is not that you
are going to be intercepted financially simply because some of
those children would be adopted, because the money is all in that
one big pot anyway.

Ms. BARKSDALE. But I think the Secretary referred to a liaison,
or you referred to working on a liaison with that project, so that
adoption can be somehow connected with that so that people do not
see it as a separate issue, which it is not.

They are the same children that are abused and who eventually
come into foster care and then have to be adopted. But since we
have to work with pies and pieces of pies, I do not want you to take
the pie away from adoption, and I think it is a very small pie.

It is a growing population of children who need it, and it is a
growing concern that we need certain services within adoption so
that these children can survive within the adoption system, be-
cause if we do not give those services, those children are going to
fail.

If every time a new problem starts that has to do with abused
children and they take away from this little pie of adoption oppor-
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tunnies. which is a very small onewe have 150,000 children need-
ing adoption out there. Where does $5 million go? Not very far, if
you also throw in the pregnant teenagers, who already have a
project.

I am fighting for what I work for now and I feel that adoption
needs every penny it has because it has very few. Do you see what
I am saying?

Senator DENTON. Not exactly. I do not understand how any
money is taken out of that pot. Do you mean if you expand the
number of special needs children, then there will be less money
available per child?

That is the only way I can understand what you are saying, be-
cause all we are doing is informing the girl that there are advan-
tages to adoption. She should consider that her own going out to
work or going to some job training program, leaving the infant in
some day care--

Nls. BARKSDALE. But it is being done now; there are a lot of proj-
ects in New York City. As a matter of fact, I was talking to this
network and the list of projects is very long. It is a matter to reach-
ing out to those so that they incorporate adoption as a possibility.

Senator DENTON. I think there is less cost to the Government
and less cost to the child in many of those cases if that child were
adopted.

Ms. BARKSDALE. But then I also saw other things that you want
to throw into this bill.

Senator DENTON. I am not throwing anything in that I know of.
If you want to point out- -

Ms. BARKSDALE. Yes; I read it on the plane.
Senator DENTON. OK.
Ms. BARKSDALE. Couples experiencing infertilitysection 6 of the

act is amended by inserting at the end, "coordinating adoption-re-
lated activities of children considering adoption as a plan for their
infants; services to couples."

I do not see why they need services. I mean, they need services,
but there are many people giving them services. "Adoption referral
services for infants at risk"I understand that.

I really think that all the emphasis should be put into the special
needs children who are waiting. Maybe I sound obsessed with it,
but I am.

Senator DENTON. Does it help any to say that the expansion cf
the advisory board to include services to teenaged unwed mothers
would be funded under the child abuse portion of S. 1003, not ou;
of $2 million in adoption opportunities?

Ms. BARKSDALE. No; I do not think it should be funded from here.
They have money in Health and Human Services for that; they do.
They have a whole department there; they do. They have $20
lion. This is riot $20 million; it is not even $5 million, and we have
to take care of 150,000 children with it.

Senator DENTON. I say again I am not sure you are hearing me.
The $2 million is not coming out of the adoption money. It is
coming out of the child abuse portion.

Ms. BARKSDALE. All right, but do you consider child abuse in
teenage pregnancy?

Senator DENTON. If the child becomes abused, I do.
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Ms. BARKSDALE. If she abuses, yes.
Senator DENTON. And a tremendous percentage of the cases are.
Ms. BARKSDALE. Many are and many are not.
Senator DENTON. Yes.
Ms. BARKSDALE. I just feel very strongly about not throwing all

the money into the sirne pie.
Mr. DEBOLT. May i corm. upon this, also?
Senator DENTON. Sure, Mr. DeBolt. I do not see the same pie

thing there, but I am listening.
Yes, sir?
Mr. DEBOLT I think all of us who are sitting on this side of the

table have a tendency to lork in the area of the adoption of special
needs children. The child who is born to the young teenaged
mother out of wedlock, I guess we could probably call a prespecial
needs child.

While I admire the committee's interest in trying to prevent
more children going into the system, I think that that is probably
just a tip of the iceberg and we are chipping away at a part that
maybe does not bring that many children into the system.

Senator DENTON. Only 3 percent, right now, of the unwed moth-
ers' children are being put up for adoption.

Mr. DEBOLT. There are really two elements to adoption today.
There is the adoption of the infant and the baby. Those children
who are born to the teenage mother are going to have the sr.me
chance of having some birth defect as the general population.

So, those children are babies and they are readily adoptable com-
modities. Most agencies who deal with babies, and we do not, have
waiting lists of 2 to 7 years for people who want to adopt such a
child.

But in the special needs area of adoption, we have a different
ballgame. We do not have people lined up for 2 to 7 years ahead of
time to be able to adopt. We do have more children here who are
adoptable than we have parents out there who have said, "Hey, I
will adopt." We know the parents are out there; we just have not
brought them in from the cold yet.

Senator DENTON. Well, these children of the teenaged unwed
mothers would not be special needs children and would not be in
that category.

Ms. BARKSDALE. Some will, some will not. We do not know.
Senator DENTON. Some would, but the same percentage as any

other children.
Mr. DEBOLT. That is right; a very small percentage would be.
Ms. BARKSDALE. I feel very strongly about not taking children

away from mothers. I cannot stand the idea that we are going to go
advertising, "Give us your children to give to other people."

Senator DENTON. Nobody is going to take children away from
their mothers.

Ms. BARKSDALE. People interpret things differently, Senator.
Senator DENTON. Ninety-seven percent of them are keeping their

children. In many, many casesI do not know what percentage to
say, but perhaps two-thirdsthose children are not very well off, to
put it mildly, and I cannot see any compassion in not informing
them about the adoption process.

Ms. BARKSDALE. Informing, yes.
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Senator DENToN. That is all it says in the bill.
Mr. De Bolt, we mentioned earlier that the number of sought-

after, healthy white infants available for adoption has decreased
dramatically in recent years. It seems that most children who are
free for adoption or who are in foster homes are special needs chil-
dren.

What causes the parents of these children to place them outside
the natural home? Are the financial or emotional burdens over-
whelming? Is it irresponsibility or insensitivity to the requirements
of child-rearing on the part of natural parents, or is it also possibly
an indication of dissipation and the breakdown of family and tradi-
tional values, including a lack of commitment on the part of par-
ents or anyone else in any other endeavor?

Mr. DEBol.T. I think the answer to that question, Mr. Chairman,
would have to be "all of the above." I cannot really weigh which of
these factors are paramount.

As children come into the system, in theory they come into the
system temporarily. They do so only until such time as that biologi-
cal home can be strengthened and they can go back into a secure
environment. That is the No. 1 goal for all social agencies dealing
in children's protective services.

Failing that, the object is to terminate the parental rights and
let the child have an option to be adopted into a permanent, loving
home. The sin of it all comes about when the biological home never
gets to that secure position and the termination of parental rights
never happens, so here is this body of thousands of children who
are in this limbo.

A couple of months ago, we ran into a little boy down in Santa
Barbara County, Calif., who was 8 years old. who had been in eight
foster homes in 1 year. Now, in each case, when he moved froM
foster home one to foster home two, to him he was rejected. It was
not that; it was the system that caused some change to happen.

But to that little boy, he was rejected at each and every one of
those moves, and when we found him, the kid was a basket case,
emotionally. We have a lot of emotional basket cases out there be-
cause of that.

I do not know what the answer is. I can tell you a bit about fami-
lies as we see it. My wife and I are volunteers with AASK. We
make our living through public speaking appearances across the
country and we have been in 45 States in the last 2 years, I guess.

In those 2 years, we found what, to us, is a strengthening of the
family, not a deterioration of the family. I suppose the pendulum
during the 1960's was swinging in that direction. We see a real
swing back toward what we would call the traditional family; not
traditional in the sense of the mother and the father and 1.2 chil-
dren per family, but traditional in the sense of the bonds of the
family unit. whether it is the single parent and one child or four
children, a large family, or whatever, but a strengthening of
family.

Senator DENTON. I do not want to lose any opportunity to praise
the single parent who exercises the responsibility to take care of
that child. I was raised by one. I am not a worshipper of the nucle-
ar family. I am simply a believer that it is better to, if we can, in-
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crease the probability that a man and a woman are going to stay
together and raise their children than to decrease that probability.

Mr. DEBour. I am sorry; I did not hear that last part of your
comment.

Senator DENTON. I think it is a worthwhile goal to do what we
can to increase the probability that a couple who gets married or
have intercourse--and hopefully they do that in marriagestay to-
gether and, upon contracting the marital agreement, feel a commit-
ment to raise their children.

There is a devastating assault upon that type of mind s,t4n this
country right now.

Mr. DEBOLT. That is correct; there is. We can encourage that.
Unfortunately, we cannot mandate it. a/

Senator DENTON. That is right. It is not entirely a dilemma be-
cause there are some things that we can do. There are things that
we can do, like not permitting government programs to encourage
the opposite.

Mr. DEBot..T. That is absolutely correct.
Senator DENTON. And there have been some; there are some. As

I said, there may be some governmentally led programs to require
self-regulation with respect to the kind of intellectual and moral
message that is transmitted constantly by three corporations into
the homes of all of our citizens.

What are the messages they are getting? If I were a kid today, I
do not know where I would be. I agree with you about the come-
back; I think we have a better crop of young kids out there today
than when I was a kid.

I believe the Vietnam experience and all the things that went on
in the 1960's and early 1970's were very, very bad. But I was not
encouraged by 'the statistics I heard. We have had two hearings on
the breakdown of the family, and from Gallup and the poll and the
census-taker guy and all the rest, it was not that encouraging.

There are signs that some things are happening favorably. There
are signs that other unfavorable things are overriding. For exam-
ple, by one of their calculationsand this was a mathematical ex-
trapolation based on the drop in contracting first marriages, and it
is amazing to see over the past 20 years the consistent drop in the
various age groups, and it is across all age groups that that thing
has been droppingthe incidence of first contractuals of marriage.

It was like in the first 30 or 40 years of the 21st century, we
would have zero families remaining with the original formers of
the spouse group together. That, of course, would be absurd, but
that is the way the curves point. And it is not necessarily good; I
think it is bad.

I think that the attention that is being given to adoption right
now is one of the most healthy influences going on. It gets to the
liberal as well as to the conservative. It gets to compassion, and
that is what we are lacking.

Hopefully, we can remember where we got our compassion in the
first place and not discard that as we have been rather formally,
and certainly increasingly informally. At least, that is my overview
of that.

Mr. DEBOLT. I subscribe to that, Senator Denton. However, you
know, the message that comes across through the mediaand I
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suppose this is an admission against interest because we are all in
these programs very dependent upon the media to get the message
across about the adoptability of the childrenthese GO stations
across the country who are showing these children who are wait-
ing, and our own program, "Who Are the DeBolts," and all of that.

But 8 years ago, we took the television set out at home and we
have never regretted that.

Senator DENTON. One of my seven children does not have one in
his home and his wife was the daughter of two Ph. D's. I do not
look at mine. I wish I could say I do not have one, but for the
"news"I probably watch 4 percent of the news that comes on the
air.

I do not blame the media. I do not think the media is leading us
down a primrose path. I think they are probably just reflecting
something that is happening to us in general, but by virtue of the
nature of their enterprise, they do lead us, but without any more
culpability than the average citizen, in my view. They just have a
more expressive, pervasive, and influential medium which they are
working with.

Well, thank you very much, and we will be submitting questions
to you, too.

Ms. BARKSDALE. Thank you.
Senator DENTON. And I solicit again your continued input to us.
Mr. DEBour. I wanted to assure the committee of our willingness

to give continuing input at any time. Thank you again for this op-
portunity.

Senator DENTON. Thank you, and thank you for your compliment
to my staff. I am appreciative of that. Senator Dodd also has ques-
tions for this panel which will be included in the record, and I ask
them to answer in writing his questions.

Senator DENTON. The final panel of witnesses, and I ask them to
come forward, include Ms. Laurie Flynn, executive director of the
North American Council on Adoptable Children. She is accompa-
nied by Ms. Elaine Winslow, a fellow Alabamian. Would you all
come on up to the table?

I want to extend an especially warm welcome to you, Ms. Wins-
low. Ms. Winslow is president of Alabama Friends of Adoption.

I should mention that Mr. Bruce Mueller, an employee benefit
specialist, could not be with us this morning. His testimony will be
entered in the record. Mr. Mueller is an advocate of corporate
adoption benefit plans for employees:

The prepared statement of Mr. Mueller follows:]

I )1(EPA RED STATEMF:NT OF BRUCE A. M SENIOR VICE I ESIDENT, EMETT &
CHANDLER ILLINOIS, INC.

ADOPTION BENEFITS: REAL Olt IMAGINARY

Thank you for the opportunity to present comments on why the Senate Subcom-
mittee on Family and Ilt.man Services should consider legislative action which
would encourage the development of an Adoption Benefit Plan that will enable com-
panies to provide tax effective remuneration to employees who adopt.

If you look at the gamut of employee benefit plans being offered today, virtually
every type of plan is in existence. Plans cover medical, life, .disability, vision, legal,

auto/home, dental, and other needs of the employees.
Let us focus on the Group Medical Plan. With the passage of legislation under the

Carter Administration, maternity expenses must now be covered at the-same level
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of benefits as any other illness. The level of benefits for maternity coverage in-
creased dramatically for many employees. This was timely legislation, but the ques-
tion is why was this legislation needed?

The cost impact of this maternity legislation was sin-In:ant both on the company
and on the employee. From our underwriting viewpoint, the cost the maternity
benefit increase was shared by all employees, regardless if the employee was of
child bearing years, or if the employee could have children through natural process.

In summary, the maternity legislation dramatically improved benefits, and in-
creased the cost for mer'k!al coverage for virtually all employees.

But, what about employees who cannot have children through the natural process
and/or must rely on adoption as the means of having a family? What can a compa-
ny do for the., employees?

Currently, if a company wants to have an Adoption Benefit Plan for its employ-
ees, the benefit provided is generally treated as ordinary income to the employee in
order for the company to deduct the expert:ie.

This raises a number of plan design questions.
Whin sl .ald be the level of nefit s?
What expenses should be included?
When is the benefit paid?
Ileiw can the company deduct the expense?
Why should no company have this benefit plan?
I low much will the plan cost the company?
Will the plan have it vasitive employee relations impact?
The biggest question is why should the company have an Adoption Benefit Plan.

Some of the main reasons are:
The plan makes for good .mployee relations. Employees appreciate a company

that is forward looking and helps the employee in a time of need.
Since adoptions cost as much and, in most cases, more than a natural birth, the

financial impact On an employee is lessened when there is an adoption plan.
In a natural birth now, because of prior legislation, the out-of-pocket cost to an

employee can range front $0 tc n few hundred dollars.
In an adoption, the cast to the employee generally averages several thousand dol-

lars.
Some cc:op:nes have a strong social conscience. Companies realize that having

an adoption benefit plan will not directly increase the number of adoptions. Rather,
the companies et up adoption benefit plans to lessen the financial burden of at'
adoption: to put it on a benefit level that is more equal to the benefits received from
the-medical plan.

The cost of the plan is small, especially in comparison to other employee benefits.
The frequency of use is small, so the total cost of the plan is small. But, companies
want to pay the benefit in a manner that still allows them to deduct the expense.

What about torn the employee's viewpoint?
Any amount of benefit would reduce the cost of adoption.
The employees do not adopt just because the company has a plan. The employee

can receive a benefit that will help pay for the adoption which could accelerate the
timeframe for the adoption.

In virtually all the plans, the employee receives the benefit as ordinary income,
and is taxed accordingly. This reduces the amount of the usable benefit.

If companies could see that a meaningful tax effective benefit could be provided to
employees, more companies would give stronger consideration to offering Adoption
Benefit Plans.

The final question for the Subcommittee is why should we not give the same tax
treatment to adoption benefits that we give to maternity benefits.

The ultimate end of both benefits is the samethe establishment of or addition to
a family. Why should one be penalized from a tax standpoint and not the other?
Why should one receive a taxable benefit and the other a tax favored benefit? Why
should one benefit be treated as ordinary income and the other as a non-taxable
benefit?

With the right legislation, companies could be encouraged to offer adoption plans.
Who benefits? We all do. The companies can offer a meaningful tax effective benefit
and generate employee good will. Employees can receive a non-taxable benefit that
would help reduce the cost of adoption. The timeframe for adoptions could be accel-
erated so that children can find their way into a family faster. Society benefits from
children being placed in the family.

Surely, the leas of a few tax dollars received from the current taxation of adoption
benefits will be far outweighed by the social gain from the implementation of adop-
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lion plans. The tax t real owot of benefits received for maternity and adoption bene-
fits will now he equal, consistent and fair.

COMPANIES TONT PROVIDE ADOPTION BENEFITS '1;% EMPLOYEES

Abbott Laboratories, Abbott Park, North Chicago, IL. Donna Volkman, Health
Care Supervisor.

American Can Co., Greenwich. CT. Robert B. Bogart, Managing Director, Corpo-
rate I luman Resources.

Banker's Co., Garden City, NY, George A. Ghiel, Vice President.
Baxter Travenol Laboratories, Inc., Deerfield, II Charles Racansky, Manager of

Benefits Administration.
Control Data Cord., Minneapolis. MN. Sharon S. Collins, Manager, Corporate

Benefits Administration.
Digital Equipment Corp., Maynard, MA. Paul Cornelius, Benefits Administration

Manager.
ResourceBruce MP:11er, Senior Vice President, Emett and Chandler, Chicago,

L.
Emery World Wide Corp., Wilton, CT, Elizabeth Shera, Personnel Benefits Man-

ager.
Felt Products Manufacturing Co., Skokie, IL, Robert C. O'Keefe, Industrial Rela-

tions Manager.
Foote, ('one & Belding Communications, Inc., Chicago, IL, Amy Mysel, Vice Presi-

dent for /Inman Resources.
;annett Co., Rochester, NY, Jacqueline Dienstag, Employee Benefits Manager.
fallmark Cards, Inc., Kansas City, MO, Bill Hall, President, Hallmark Education-

;Ij F,undat
Lewitt Associates, Lincolnshire, IL, Christine Seitz, Director of Public Relations.
loneywell, In., Minneapolis, MN, Ed Lund, Vice President of Administration.
lumana, Inc., Kansas City. KS, Mary Don Eaton, Director of Personnel.
BM Corp. Armonk, NY, C.I. I lemstreet, Employee Benefits Planning.
international Minerals & Chemical Corp., Mundelein, IL, Robert L. Brigham, Di-

rector of Employee Benefits.
S.C. Johnson & Son, Inc., Racine, WI, James Russell, Employee Benefits Manager.
Eli Lilly & Co., Indianapolis, IN, Elizabeth Ott, Manager of Pay & Benefits Ad-

ministration.
Mennonite Mutual Aid Association. Goshen, IN, James Kraft, Vice President, Ad-
iM.4t rat i ye Services.
Syntex Corp. Humacao. Puerto Rico.
Minnesota Mining & Manufacturing Co.. St. Paul, MN, Richard Burger, Benefits

Director.
Pfizer Pharmaceuticals. New Yo NY, Martha Bucuvalas, Benefits Specialist.
Pitney Bowes. Inc., Stamford, CT, Carole St. Mark, Human Resources Director.
Procter & Gamble Co., Cincinnati. OH, D.C. Jones, Personnel Administration

Dept.
G.D. Searle & Co., ('hicagb. IL, Jeane Goekenbach, Supervisor, Employee Benefits,
SmithKline Corp., Philadelphia, PA, Robert S. Bursch, Manager, Employee Bene-

fits Administration.
Time, Inc., New Y((rk, NY. Ann Fitzgerald, Operations Manager of Employee

Benefits.
Xerox Corp., Stamfod, CT, Sharon D. Diehl. Benefits Operations Manager.

lyem, Th.. New York Times, Aug.

NIORE Extei.ovEEs GET AnorrioN Am. Moat,. COMPANIES AID r N1PLOYEES ON
ADOPTIONS

By Enid Nemyt

Employee be( efits that help defray costs of adoption and provide.other assistance
to adoptive parents are b( ,xnning increasingly pop ..lar with leading business con-
cerns across (' country. At the same time New York State has taken steps to bal-
an :e inequities. in the treatment of paren,, who adopt, and Federal legislation has
been prepared that would exempt from taxes some of the financial reimbursement
offered as company benefits to the parents of adopted children. As a comparatively
1-ecent development, there are reimEursements f adoption expenses, up to $2,500 in
some companies, and/or leave of ab:, .,ce for female and, in some cases, male em-
ployees who adoptin most instances whether single or married. ;uch policies were
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scarcely heard 111 .1 decade ago, and it is only in the last three or four years that the
subject has been addressed with ;Illy intensity.

I'ho new direotion IS considered a logical progression that at once generates em-
ployee good will and is of minimal cost. Though the number of companies involved
is still small, it has doubled in the past two years, and 50 percent of the increase
has come about in the last seven months.

-Comp:lines just hadn't thought about it befre." said Christine Seitz of Hewitt
Associates. a Lincoln, hire, III., management-consultant firm. "But once it's brought
to their attention there's a willingness to consider it because it makes for good em-
ployee relations and it doesn't cost much. Not many people use it."

Among the companies that have added adoption reimbursement to their benefits
this year are Time Inc. and Pfizer Inc. of New York; Emery World Wide Corpora-
tion, the freight company with headquarters in Wilton, Conn.; the Procter &
Counble Company of Cincinnati, and Control Data Inc. of Minneapolis. Pfizer pro-
vides up to $2,..)1)0 per child to help meet adoption expenses; the maximums at other
companies range from $1,000 at I'. & H. to $2,100 at Time. Four of' the companies
also provide leave without pay ranging up to six months; Emery allows 30 days'
hove with full pay.

Ann Fitzgerald, operations manager of employee benefits at Time, said that since
the company announced its policy in April "we have received very nice notes from
the staff sonic of whom had been adopted themselves."

A study conducted by Hewitt in 1950 found that the 1.1 major companies surveyed
that had added adoption benefits had done so on the basis of equity. however, while
priviany benefits accounted for something like 3 percent of a company's medical
henetits, adoption henelits amounted to less than 0.5 percent.

An interesting note in the study is that the impetus for the program seems to be
coming froin the companies rather than their employees. "Because of the low inci-
dence of adoption, employee pressure is not really a factor," the study said. "More
favorable ta treatment might provide a boost, but this issue does not seem to be
overriding

leorge Ileino of Inwood, 1,.I., and his wife, Susan, adopted a girl at the end of last
year. After taxes he ended up with $1,550 of his $2,000 reimbursement from Emery,
where is in management. "It came in mighty handy," he said. "It alleviated a
large portion of the financial problem we had going through with the adoption."

"We were amazed that the company thought of it," said Jim Martin, a senior vice
president at Foote. Cone & Belding, the Chicago-based advertising agency, who has
adopted two children. "It didn't have anything to do with our decision to adopt but
it was genenms of them and it showed foresight. No matter what you make, its
terrific to get the benefit."

''Dote, Cone & Belding added some adoption benefits 12 years ago but equalized
thein with those give, ..iological parents only three years ago. To date the company
has paid benefits to .21. . mployees, who have adopted 2.1 children.

treat the m14)1,0011 process as we would the natural-born," said Bruce
Nlueller. vice president for human resources. "If a young child is adopted the
mother is given up to six weeks' leave of absence at the same rate of pay as for
mound parents." The company also reimburses employees up to $2,500 per adop-
tion. considered equivalent to the cost of a normal delivery in a local hospital.

Digital Equipment Corporation of Maynard, Mass., a computer manufacturer, and
the Minneapolis headquarters office of Honeywell, the international electronics
company, are among the 2:. concerns known to offer adoption reimbursement. They
provide of) to $1.000 for each adoption and offer leaves without pay for periods of
two to three months.

Adoption benefits meet two of the three criteria most companies set when they
an. considering their programs, according to Miss Seitz of' Hewitt Associate's. "The
money spent should be 04x-deductible," she explained. "It should not be taxable to
t he imiployee and it should meet employee needs."

'1'114. one criterion not yet in effect is that the benefit be tax-deductible to the em-
ployee. As tax regulations stand, adoption benefits are included in taxable income
and most companies withhold taxes when the benefit is paid, which can reduce the
amount by 20 or 25 percent.

The Il.s1 tax-cut bill provided an exemption of up to $1,500 for the adoption of a
"special needs- child, but no exemptions were included for normal children. Last
var Senator low;id M. Metenbaum, Democrat of Ohio, and Senator Paula Haw-
kins, liepublican of Florida. introduced a bill that would offer deductions equal to
the adoption expenses n.ceived as employee benefits. During hearings by the Senate
Finance Committee, the Treasury Department opposed the bill, but a number of
presentations were made supporting it. including brief's or appearances by American
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Can. Hem. Associates. the National Committee for Adoption and American Citi-
zens Concerned for 1,110

This year New York State equalized its policy so that male and female employees
who adopt are entitled to leave without pay for up to seven months, the same as for
biological parents.

"I wouldn't do this if I couldn't take time off," said Sharon Weglinski of Schenec-
tady. N.Y.. who is in the process of adopting. "I think it's essential to spend as much
time as possible with a baby."

Mrs. Weglinski. a principal accounts clerk with the state Department of Parks
and Recreation, has accrued 12 weeks' paid leave and plans to take a good part of
the allowed unpaid leave. "I'm going to stay out as long as I can afford to," she said.
"I've. waited In years for this."

Candace Mueller, director for public policy of the National Committee for Adop-
tion, said: "We feel very much that if more companies took a minute to think, they
would appreciate that the same benefits should accrue to parents who biologically
can't have children.'' The committee, an organization of individuals and nonprofit
groups, is encouraged because 2S large companies have added adoption benefits,
that still nit have indicated interest and that the small bandwagon is growing,

ABolmoN BENEFITS FROM EMPLON'EltS

Taken from National Adoption Reports Vol. III, No. 1, January 1982
A brand new benefit far employees is being considered by dozens of companies.

This henelit is for families who have children through adoption, rather than at the
hospital. 'AVe pay maternity benefits for those. who have children naturally. Surely
those who adopt deserve the same support,'' said Bruce Mueller. employee benefits
director for Foote. Cone. and Belding,.an international advertising and public rela-
tions firm based in Chicago. Mueller's remarks appeared in McCall's in December,
19s0. Since then, he has become adoptive parents' patron saint in corporate employ-
ee benefits circle's. In an interview with Business Week nearly a year later (Nov. 2,

Mueller reports that many other companies arc deciding to follow the lead of
companies like Foote, ('one and Belding, Hallmark Cards and other corporatelead-
es.

Although adoption benefit programs are being treated by companies as a part of
the "fringe benefit package- offered to employees, Internal Revenue Service' regards
these benefits as taxable income. Sen. Metzenbaum and Rep. Oberstar have intro-
duced bills which would require IRS to consider these benefits as tax-free. John Chu-
poton, Assistant Secretary at the Treasury Department, testified before the Senate
Finance Committee in October, ltIsl, and adamantly opposed the inclusion of adop-
tion h r'clit programs as tax-ree fringe benefit. Robert B. Bogart, with American

C4,niii,.ny, responded to the Treasury's testimony by saying, "It seems to us that
to subji'et this ladoption) benefit to income tax unfairly peni..lizes people who are
merely trying to create loving families, and we strongly urge that benefit payments
made for ad/whorls be treated in exactly the same fashion its benefit payments on
behalf or a natural birth which are covered by our various employee-choice medical
plans.

Companies like to be responsive to the requests of their employees. Many' compa-
nies have been responsive to the request of adoptive parents to establish adoption
benefit programs.

tier(' is a list of 111 companies with adoption benefit programs. The list is not com-
plete. If you ktniev of others. please contact Candace Mueller at NCFA.

Abbott Laboratories; American ('an Company: Baxter Travenol Laboratories, Inc.;
Control Data Corporation; Felt Products Manufacturing Company; Foote, Cone,
Belding Communications, Inc.; Ilallmark Cards, Inc.; Hewitt Associates; Honeywell.
Inc. International Business Machines Corporation; International Minerals and
Chemical Corporation; S.C. Johnson & Son, Inc.; Eli Lilly and Company; Pitney
Bowes. Inc.; Searls & Co.; Smith Kline Corporation; Smith Kline & French Lab-
oratories: Syntex Corporation; and Xerox Corporation.

ADOPTIONS BENEFIT

pc,manent employees with nine months' service at the
time an adoption takes ;clan' are eligible for reimbursement of certain adoption ex-
penses

'orrravr. Reimhursement of legal. court. and social agency 'fees incurred up to
he medical hospital insurance plan maternity payment for normal delivery.

cost.--FCII pays all costs up to the specified coverage amount.
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Procedure Advise Payroll Department in writing of the date of the adoption and
submit receipts for h' paid

Senator DENToN. Ms. Flynn, we want to welcome you and ask
you if you would begin with your testimony.

STATEMENTS OF LAURIE FLYNN. DIRECTOR, NORTH AMERICAN
COUNCIL ON ADOPTABLE CHILDREN, INC., AND ELAINE P.
WINSLOW, PRESIDENT. ALABAMA FRIENDS OF ADOPTION

Ms. FLYNN. I really do appreciate the opportunity to testify this
morning on behalf of the North American Council on Adoptable
Children. I also would like to thank the subcommittee staff for
what I think may be setting a record. This is the first time that I
know of that we have had an adoption-related hearing where five
of' the witnesses have been adoptive parents.

The subcommittee clearly knows who some of the experts are in
this field, and we are very, very proud to have this much participa-
tion by the families who adopt the youngsters.

As my written testimony points out, and I will not go through all
of it due to the lack of time, I am an adoptive parent, like many of
the others you have heard today, and have shared many of the
kinds el experiences in adoption that have already been presented
to you.

I would like to point out that I know that families are often con-
cerned that when we discuss adoption of children with special
needs, so often we focus on those youngsters only as problems.
They are more difficult to place; they present serious challenges.

But I think it is important to get the impression across clearly to
members of the subcommittee and the public that these youngsters
offer enormous rewards. That is the key to the families who do
adopt the children. There is a tremendous amount of personal sat-
isfaction in being able to provide something so basic as family love
to a youngster who is lacking that.

I am very pleased to see your interest, Senator Denton, in
reauthorizing title II of Public Law 95-266 because we find that so
many children and so many families are still without adoption op-
portunities.

In reference to your comments a few moments ago, at a time
when so many families are fragmented and we see so much stress
and difficulty, it is very inspiring for me to work with people who
are dedicating their entire lives to building families for homeless
children, one by one. We really do appreciate your continued inter-
est in this issue and your support for programs that serve these
children.

Thelegislative intent of Public Law 95-266 was quite clear, and I
do want to make, on behalf of my organization, a point that I think
several others have tried to make here today.

While there are indeed other kinds of adoption needs and other
kinds of adoption issues, our focus and the focus of most of us who
have dealt for years with the barriers to adoption, are the young-
sters referred to this morning by -the- Assistant- Secretary-- and
othersthose children with special needs for whom opportunities
are still so limited and for whom so many barriers to permanent
families still exist.

5' 11



550

We think there are about 100,000 of those youngsters and, again,
I reference Mr. De Bolt's comments. It is a sad commentary that we
do not even know who these children are.

Senator DENTON. I think you are the second to mention 100,000.
Ms. FLYNN. Somewhere, we have to be able to get some accurate

numbers, because we cannot plan for children we cannot identify.
Regardless of that number, whether it be 50,000 or 100,000 or

150,000, or an increasing number as we may see through imple-
mentation of Public Law 96-272, we know at our organization that
families are available who do wan': to adopt youngsters that are
waiting.

We get up to as many as 800 or -,b0e calls and letters every
month from families who identify themselves as resources for these
children, and who so often also identify themselves as discouraged
and defeated in their efforts to find L child for their families.

.We have attached to the written statement a fact sheet which we
mail out annually with our adoption week kit, which details the
enormous cost in terms of lives and dollars of ignoring these adop-
tion resources and ignoring the needs of the youngsters.

In light of those continued problems, I would like tr request that
the subcommittee, even at a time of budget cutback and the severe
difficulties we are facing at the federal level, seriously consider res-
toration of the funding to $5 million

As adoptive parents, our members know firsthanu the fear and
the loneliness of abused, neglected and abandoned children who
feel that they do not really belong anywhere. In light of the contin-
ued expression of need and the continued expression of support for
these programs, I wonder that we are asking still for so little at the
Federal level.

Because the fundinr, has been so limited, NACAC is opposed to
some of the propos, .--nents which have been discussed qui':,e
thoroughly earlier. ,`riicil, r to brt..Aen the focus of the lee-ia-
tion and, in our view, may ',hereby serve to weaken efforts alr,:acly
too limited to serve the oa,s,-r, handicapped, and minority cl-Aren
in need of adop, ,

Particularly (6.erwzcii:.. the new focus which has bee:, includ-
ed on children v.,;to nmy born to teenaged parents, -amarried
parents, and ser' ices to couples, I would like tt., point out
again that thes, c;r: cern do not relate to thr adoption of
children with sp, Via!

Services to uninai r.ed regnant teenagers have 1.,een addressed
in seme other ,-.;islation, and children born to those moth-
ers are not hard .1 Those youngsters, when t:.-ey are released
for adoption --anu -gree that many should be

Senator DENTON. C.:xcuse me.
Ms FLYNN. Yes.
Sen:ttor DENTON. That does come out of .'ruse part of

the funC4ing. It does liot touch this money tlu: >oia .; e referred
to.

Ms. FLYNN. Well, at least in the draft that I did receive, the find-
ings hroaden the concern of the adoptiei: opportunities legislation
to include youngsters who may be born; mothers and
unmarried parents as children who an: ji,..pardy and who need
adoption planning.
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Again, my con.-eii indeed, they may be in some cases children
for whom adoption is a good choice. But they are not at the same
level of need as these children already identified.

Senator DENToN. The technical error made there was that it is
supposed to say such children." In other words, by the way,
some of those chiHren become really special needs children.

Ms. FLYNN :11, in looking at that as an amendment to the
findings, I think !hat inevitably dilutes the focus of this very small
amount of fundirg and this very directed and targeted effort on a
population of .:01.Ingsters already born and already identified as
very much vul,ii.rable to living a life without a sense of belonging.

So, we really .could like to work further with your staff to see if
we can work soole of those concerns out. But we really were very,
very upset at thought that concern for infants who are easy to
place would be .en as needing the same kind of targeting as con-
cern for youngsters whom we kkow are very difficult to place.

Let me then move on, since Nkr, have dealt with that one, and dis-
cuss our collet .ns in some of the .ether specific areas. We are very
pleased to that the Federal initiative has continued to be in
place fu: th,. National Ad...i,tion Exchange. Our organization has
worked closely with :.,changes, both the national exchange
and Stiit . and exch,;;Ig,es.

As 1 have pointed out, .;neat many of these efforts have been at
the :':')ti parents and parent organizations them-
selves.

.

A, others have nr 11:,orted to you this morning, there do remain
a number of barriet., ta their effectiveness. Because the exchanges
mainly serve a clearinghouse and referral function, they cannot di-
rectly affect placoment, and jurisdictional barriers remain, as
others have tescili!.-.1, a major problem.

We beliy,,e that local agencies must recognize that when they
seek to otilizi.e.,:ianges and photolisting services to recruit fami-
lies for chi l- they must be open to shared decisionmaking in
placeint-nt t toices.

Li so :1r:fly cases that we are aware of, children. are registered
and rii:iitment by exchanges yields the families, yet no placement
is Someone pointed out to me recently that the experience is
not going window shopping when the store is closed. You
just cannot seem to get the children from the books to the actual
families.

This problem is also related to another one which I do not think
has been mentioned very extensively this morning, but which we

as a very large issuethe problem so many families face in get-
;,g an approved home study.

surveyed over ,I00 parent groups around the country last
year and asked them what was the single most important barrier
that they saw in providing adoption to children with special needs.
Overwhelmingly, their response was that the availability of home
studj, ,:ontinues to be very limited.

It l' nearly impossible in some places to obtain a home study,
and without a home study, families cannot adopt the waiting chil-
dren. Even with an approved home study, many families find their
options limited by geographic harriers. Many agencies will not
share or explore family resources outside their jurisdiction, nor will
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they permit adoption of their children by families residing in an-
other State or county.

This is an issue essentially of agency control that undermines
much recruitment and results in countless lost adoption opportuni-
ties for children.

On a minor point, in section 203 of the bill you have mentioned
replacing the term "adoptive parent groups" with "adoptive family
groups." We would like to request that you consider the use of both
terms, primarily because "adoptive parent group" has taken on a
certain meaning and is an identifiable term to persons working in
the field of Adoption.

We would like to continue to have this as a term that is well
used because so many of our groups theMselves identify that way.

Senator DENTON. We will take that under adviseMent.
Ms. FLYNN. Thank you.
We were pleased to see a recognition of the role that corporate

benefits play in promoting adoption as a viable alternative for
many children. We would point out that such programs do not
place children.

Again, in terms of considerations about use of funding that may
become available, we believe that many of these corporate adoption
programs can be operated entirely on a volunteer or corporate pro
bono basis.

Further, we would oppose any efforts to make use of limited
funding for adoption services to continue to study, as the amend-
ments indicate, "the nature, scope and effect of placement of chil-
dren in adoptive homes by persons or agencies who are not li-
censed. including a study of the legal status of surrogate parent-
ing."

As the committee is well aware, a respected researcher, William
Meezan, has already published a study entitled "Adoption Without
Agencies." Again, we would point out that such independent adop-
tive placement almost always involves the healthy Caucasian
infant, not the hard to place children for whom adoption opportuni-
ties are so limited.

Surrogate parenting, which we certainly are concerned about,
and is a well publicized and controversial new phenomenon, has to
date involved a very limited number of families and an even more
limited number of actual adoptions.

And, we would be very concerned if there were to be directed
toward such a rare and unusual and, at this point, still legally un-
defined area, funding for a study when so much is needed on behalf
of the children who continue to wait.

We really agree to some extent with Mr. DeBolt's earlier state-'
ments. We do not need a lot of new Federal programs, new Federal
studies, new research efforts. We do not really need new adoption
recruitment techniques or new service modalities.

We believe these children can be adopted and our goals can be
accomplished by applying what we have already designed and what
is already known.

We have a page of amendment to our testimony which I will
briefly go over, which are specific recommendations we would like
you to consider. All funding that is directed through the adoption
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opportunities program, we believe should go to one of the six major
areas we think still need attention.

The first into continue to promote the important role of volun-
teer adoptive' parents and minority groups in providing advocacy
and support for the adoption of children with special needs.

The adoption resource centers which were federally funded
through the authorization of this titlewhen their center directors
got together at their closing meeting, listed the use of volunteer
aooptive parent groups through a minigrant program that Elaine
Winslow will describe to you in a moment as the most effective and
the most longlasting legacy that they were leaving the children
they had served.

The second thing we believe- -
Senator DENToN. Excuse me, Ms. Flynn.
Ms. FLYNN. Yes.
Senator DENToN. In our written invitation to you, we asked you

and Ms. Winslow to testify, you know, sort of as one. We have this
room only until 1 p.m. I have a security and terrorism meeting
which will prevent me from remaining longer than that.

This thing about the teenagers again, and services to infertile
couplest-he motivation behind the services to the infertile couples
was to help couples who were trying to achieve fertility. If they
learn that that is impossible, they are more likely to become adop-
tive parents, and the services come out of the $17 million in the
child abuse portion of the program.

I think you will end up getting more adoptive parents out of that
at just about zero cost to your part of it.

Ms. FLYNN. We would certainly be pleased to see efforts made to
inform infertile couples about the children Mth special needs who
are waiting for adoption.

Senator DENToN. Well, they have to learn that they are infertile
first.

Ms. FLYNN. Indeed, and many of them do come to our organiza-
tion and others seeking information about adoption. It is important
to remember that most of those couples, by far the largest percent-
age, are not interested in special needs children. Most of them are
interested in adopting the infants, and end up having to wait many
years on waiting lists for those infants.

Certainly, we would want them to know about the rewards of
special needs adoption and to consider it.

IThe prepared statement of Ms. Flynn follows:]
PPEPARED STATEMENT OF LAURIE FLYNN, DII.ECTOR, NORTH AMERICAN COUNCIL. ON

A WOMBLE CHILDREN, INC.

1 urn Laurie Flynn. representing the North American Council on Adoptable Chil-
dren, Inc. INACACi. I in an adoptive parent. My husband and 1 have 12 children.
Five are youngsters who were horn to us, and seven have joined our family through
adoption. Each of our seven adopted children was considered "hard to place" due to
their special needs.

Two were born to mentally retarded institutionalized parents and had serious de-
velopmental delays. One also has moderate hearing and speech difficulties requiring
a special educational program. Ve adopted three adolescents; a brother and sister
came to us at ages 12 and 1.1, and our laA adoption was a 15 year old girl who Suf-
fered an adoption disruption after three years. One child has gran-mal epilepsy
which requires medication and careful monitoring.
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Our adopted children brinight a variety of racial and ethnic backgrounds, which
has enriched our family life. Two are Vietnamese, three are Black and two are
Native American Indian. Although each of our youngsters has presented some diffi-
culties and each has had problems, my experiences with adoption have been very
rewarding.

As executive director of NACAC, I have the opportunity to work directly with
adoptive parents and people interested in adopting, all across the country. I urge re-
authorization of Title II of Public Law 1)5 -266 because so many children and fami-
lies are still without the adopt ion opportunity NACAC has long sought to expand.

NACAC is truly a unique organization. We are made up almost entirely of' volun-
teersparents who have made the personal commitment to provide family life and
care to one or more children with special needs. We represent nearly 500 local adop-
tive parent organizations. We have pioneered in adoption by proving in our own
lives that no child is unadoptable.

NACAC has provided a crucial element .7)f leadership and citizen advocacy in
adoption. Our local parent and family groups an every state are supported by our
volunteer network of State Representatives and i!.--rgional Coordinators. We have
sponsored the only continent wide Conferences on adoption and have held eight
such biennial gatherings of parents and professionals since 1968. In 1976 we inaugu-
rated National Adoption Week, held each year at Thanksgiving. This celebration
has been widely shared in local communities and through the media, as a recruit-
men: and public awareness effort on behalf of waiting children with special needs.
Adoptid: our national newsletter, published continuously since 1975, is an impor-
tant source of news and information about adoption, foster care and parenting. Our
information and resources office provides the latest and best materials on adoption
and adoptive family life..Each month we respond to over 500 requests for adoption
information and provide referral to local programs, agencies and parent groups.
NACAC Board, staff and volunteers have worked closely with legislators and admin-
istrators at the federal, state and local level to help remove barriers to adoption of
children with special needs. Our advocacy training, and parenting workshops pro-
vide our members with needed skills.

From our !banding in 1974, NACAC has focused priority attention on children too
long neglected and unservedover 100,000 legally free children with special needs
who wait and have waited, for adoption. These children are school-aged, mentally,
physically or emotionally handicapped, members of sibling groups and racial and
ethnic minority heritage. It is to these vulnerable children that we have pledged our
advocacy efforts, and it is for their right to a permanent loving family that NACAC
members are dedicated.

Further, it was to these forgotten children that our efforts to help draft, encour-
age passage and secure appropriations of $5 million for the original. Adoption Oppor-
tunities section of Public Law 95-266 were directed. We worked with former Senator
Walter Mondale, Senators Alan Cranston and John Heinz and former Senator
Warren Magnuson to fund and implement the first federal adoption initiative. It
took over lour years from 197.1 -1979, to gain this important victory for our nation's
homeless children.

Local adoptive parent groups have sponsored a wide variety of creative and suc-
cessful programs to help remove barriers to adoption. Pre-adoption peer counselling
and parent preparation classes reduce agency staff work and offer a realistic and
practical approach to providing skills needed to parent challenging children. Post
adoption support was invented by adoptive parents and continues to be the first line
of defense against painful adoption disruptions. Buddy systems, telephone networks
and programs offering information, advice, and encouragement have helped many
families make it through severe difficulties.

Many groups also mount impressive recruitment efforts, reaching out to their
communities on behalf of voiceless waiting children. Over 350 groups regularly fea-
ture waiting children's photos in their local newsletters. Some groups post flyers in
public places such as libraries, churches and community centers. In the past year
NACAC groups placed bus placards in New York City, Columbia, S.C., Minneapolis
and Philadelphia to reach potential parents for waiting children.

In over half a dozen states, adoptive parents operate the only state-wide adoption
photo listing service: Arizona, Ohio, Georgia, Minnesota, Florida, South Carolina
and Wisconsin. Parents funded and operate regional exchanges in the Southeast,
(SEE US, Columbia. S.C., Alabama, Florida, Georgia, Kentucky, Mississippi, North
Carolina, South Carolina, Tennessee), the Southwest (SWARE, Oklahoma City,
OKArkansas. Louisiana, New Mexico, Oklahoma, Texas), the Rocky Mountain
States, iColorado Parents for All Children, DenverSouth Dakota, North Dakota,
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montana, Wveeciueeg, I itah. ( 'oloradot and the (Delaware Valley Adoption Resource
Exchange. Philadelphia, l'A Delaware, Pennsylvania, New Jersey).

The CAP !look of Rochester, New York is the only nationally curculated compre-
hensive photo-listing service. It was started by adoptive parents ten years ago and
continues to be effectively' and efficiently operated by adoptive parent staff' and
Board members. The success of the ('Al' Book has served as a model for New York
state and many other state and regional recruitment programs.

Agency policy and practice has oft en been cited as a barrier to adoption of chil-
dren with special needs. Some parents and parent groups have become licensed as
voluntary agencies in order to meet children's needs for permanence. Aid to Adop-
tion of Special Kids (AASK), Western Association of Concerned Adoptive Parents
(WACAPi, Crossroads, Growing Through Adoption. Adoption Horizons and several
others are just a few examples of the kind of direct service parents can organize to
fill a gap in service to children.

These parent led efforts are all based on a major premise, articulated by NACAC:
adoptive parents are not the "clients" of adoptional services, in the traditional
SCIISC. They arc resources for the waiting children who are the real clients of aciop-
tioi. sc. ...es. Effective use of parent resources is the heart of NACAC's widely ac-
claimed TEA NI Program. TEAM was based on a highly successful program devel-
oped by Barbara and Bill 'l'remitiere, adoptive parents and staff members of
Tress ler-Lutheran Service Associates of Pennsylvania.

TEAM is based on the belief that by joining energies, agencies, and adoptive
parent groups can work more effectively to place waiting children and, Support adop-
tive. hunilies after placement. TEAM has five elements: public education and re-
crilitment, parent preparation. family support and child advocacy. Details of imple-
mentation are presented in two manualsGuide to Local TEAM Programs, to help
parents and workers assess local needs and plan joint efforts, and TEAM Parent
Preparation Handbook which provides a comprehensive approach to preparing pro-
spective parents in an atmosphere of' self discovery', shared decison making and
mutual support. 'fbis group parent preparation course is provided by a team of
social worker and experienced adoptive parent and replaces the traditional home-
study. The homestudy is largely self-prepared and is a more accurate and personal
presentation of the parents. The TEAM model offers an exciting alternative to tradi-
tional practices, and can he readily implemented in both public and private agen-
cies, using volunteer parents as co-leaders and resource people. A social worker with
many years of experience in the adoption field wrote NACAC: "When the TEAM
approach is used strengths are maxim(zed, time is used more efficiently, more chil-
dren are moved into permanent homes which are realistically ready for them, and
the families receive a higher quality of service all the way through the process."

The TEAM Program has been funded since 1979 by the U.S. Department of
& Duman Services, under the adoption opportunities and discretionary

grants programs, NA('AC has provided TEAM training to over 200 parent/worker
TEAN1S who now are implementing TEAM programs and services in more than 50
communities. NACAC is enormously proud of this tremendous success and the dedi-
cation of hundreds of local adoptive parents and parent groups.

NACAC publications serve the adoption field by providing accurate information
from it parent's perspective. Adopting Children With Special Needs and the soon to
be published Sequel provide first person accounts of adoptive family life written by
the real exportsthe parents themselves. NACAC has worked closely with PBS and
:lNI to produce twee editions of the Adoption I lelp Directory. Federat funds assisted
our development of the Directory of Parent Group Resources and the pamphlet
Adopting the Child With Special Needs iby ,Joan McNamara).

We also revised and expanded our Citizen Action Manual to enable local parent
proups and child advocates to participate effectively in their state and community.
A recently developed series of leaflets has been designed to provide answers to the
questions we receive more frequently from the general public. Copies of' all NACAC

ublications and periodicals are attached for the Committee record.)
The inity.rtatit role of NACAC members was publicly recognized in 1981 by the

National Council of Juvenile & Family Court Judges which honored us with their
"NI, -if or'aus Service tel the Children of America Award". NACAC member parent
groups recently were advised of our 1983 program goals through a special issue of
Ationtalk (attached). Because so nu my barriers remain, we must continue our ite-
presseve efforts tee make adoption a priority service. Even in tittles of budget cut
backs, NA('AC believes that the plight of homeless children must receive greater
idtention.

The legislative history and intent of Title II of 95-2m; is clear., The Congress
was convinced that our nation had too long neglected thousands of foster children

..22.-112.1 (I-- al;
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1,4 I lit' hive and security that only. a permanent family can provide.
Ai least :ttionoll tholitten have been removed from or abandoned by their biological
tanoly :oaf consigned to a series of temporary placements in tester homes and insti-
Litton, 100.1011 of these children are legally free for adoption, yet they remain un-

placed .\ fact sheet prepared by NACAC is attached, which details the enormous
cost in Ices and dollars. of this failure to provide adoption opportunities for chil-
dren w''' pecial Heeds. The million originally appropriated to address adoption
needs t beginning. although this small amount is a mere fraction of the
iedoral tt sate expenditures lor tester and institutional care, estimated at $2 bil-
lion (It Al the public spending on childred in substitute homes, approxi-
mately 07 percent goes to foster care and only :I percent to assist adoption services.
Ev..it it an annual adoption subsidy of $1.00 is provided to facilitate adoption for
111,00n children with special needs, the cumulative savings over a III year period
it ui, he jl.a billies

NAI 'AC is distressed that the funding level for federal adoption programs has
heel' :'tqllit',11 to less than $2 million dollars. We question the seriousness of the led-
era! ;idoplion opportunities in light of such meager' funding, espe-
cially a lu n st,ue Ore experiencing severe budget shortfalls and a reduction in fed -
eral Herding ter social service programs. As adoptive parents. NACAC members
know firsthand the fear and loneliness of the abused, neglected or abandoned child
it h., tools he doesn't truly belong to anyone. On behalf of these waiting vulnerable

rtm WP strongly urge the subcommittee to recommend restoration of funding at
u niiliian fecal

Itiodirit; her Title II has been so limited, NA('AC strongly opposes the pro-
o-ell amendments which seek to broaden the focus of the legislation and thereby

,..11,en further the efforts to serve older, handicapped and minority children in
need it adoption We' do not understand the need to expand the work of the Adviso-
ry Co:tomtit, tin Child Abuse and Neglect, Section :riot (It and 121 to include "coordi-
nal ele all adoption related activities of the federal government." The goal of child
abase prevention and treatment is to restore family life for endangered children.
Adoption deals with children at the other end of the child welfare continium, and is
a last resort when the birth family cannot or will not assume parental respoc.tibili-
t;

F:n more disturbing tee NACAC is the inclusion of language which relates to in-
fant, who may he torn to teenagers, and services to infertile couples. None of these
areas of concern relates to the adoption of children with special needsthose
110.1101 youngster :, already here who have waited in vain for a permanent
SOT.% to pregnant teenagers are well addressed in other federal legislation. Chil-
drn itttrn je such y01.11114 mothers are rarely hard to place. The infertile couples r'ef-
e'renced in the amendment eagerly seek to adopt healthy infants, sometimes waiting
tip to tiie years to become parents. Most infertile couples are not interested in adop-
tion waiting children with special needs.

Adoption may he a viable plan for infants born with a life-threatening congenital
unpairment, provided legal action has beer taken to terminate parental rights.
'110-0 children, brought to public attention through the tragic "Infant Doe" case in
Indiana. are of great concern to NACAC. Wt know many families are available to
.slopt such children if the birth parents do not wish to provide nurture.

NACAC he language amending the "Findings and Declaration of' Pur-
po-t for .\opt ion Reform, Section 2201, 7. tail 11. as inaccurate and judgemental. Spe-
cifically. we cannot agree that "infants born to teenaged individuals, and unmarried
parents" are by defil.tion "in serious jeopiirdy and that such infants and children
art. III !WC(' of placement in permanent adoptive homes." No such categorical state-
Illt..11. Call he fairly made or proam. Not all teenaged or unmarried parents arc
unable to properly care tor their children. Recent studies by the Child Welfare
League of America show that with support most young mothers can ac.d do become
successful parents Single status has little to do with capacity for parenthood. Many
agencies ni ct WO!C01111, singles as adoptive parents, especially for waiting children.

we most point out that the .hildr-o of teenagers and unmarried parents are
not children who generally require specialized adoption services. With as many as
:111 couples waiting to adopt each healthy infant or toddler available, these chile ren
dt. not need special federal efforts to expand their itdoption opportunities. We sus-
pect the incitisittn of this unne'c'essary language spea -ks more to the needs of agencies
who have railed to find families for the hard to place youngsters and seek justifica-
tion and funding to return tee infant placements. This ill-advised language also seeks

prtvide it new supply of infants .r.y declaring hat all such children are "in need
el plac'e'ment in permanent adoptive homes,"
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What has happened to the federal focus on the children who truly need our
holp the lblpless hurting, homeless thousands whom agencies have ignored? As
child advocates we must strongly resist this effort to place their urgent need for a
loving family on a par with infant placement programs. All such expansion of the
findings and purposes of this title, with the exception of amendments to protect the
adoption opportunities for infants at risk whose parents have abandoned them,
must be rejected as a serious diversion from our nation's commitment to hard to
place children in the foster care system.

We are not certain just what "mechanism for the Department of Health and
Iluman Services to promote quality standards for adoption services." (Sec. 21)1, 2, tAr

is envisioned. It is clear that adoption, as a state service, is regulated through appli-
cation of strict licensing standards. The Child Welfare League and other organiza-
tions have long provided professional standards for adoption and thus such a role by
III1S may well be both unnecessary and ineffective. We'do, however, suppok inclu-
sion of pregnancy counseling which presents adoption as a positive alternative as
parr of a comprehensive set of adoption standards. Should 1.111S continue to see it
need for federal efforts to promote quality standards, NACAC strongly suggests that
adoptive parents, relinquishing parents, and adoptable children themselves, where
feasible he consulted. Current prolessiomil standards and practices are often insensi-
tive to re,i1 needs and many so called professional services are demeaning and pa-
tonizing. We believe a lack. of confidence 'in agency programs and services is a
iii; 'r bictor in the i . :gase in independent adoption.

NACAC is pleased to support continued emphasis on the need for a national adop-
toin exchange. is stated in Sec. 201, 2, (CI. We are proud to work closely with dozens
of state and regional exchanges, in partnership with the staff of the Adoption Ex-
change in Philadelphia. Exchanges and photolisting services provide the best means
availrilile to bring waiting children and families together. There remain major bar-
riers to their effectiveness however. Because exchanges serve mainly a clearing-
house and reb.rr i! function, they cannot directly affect placement. ,Jurisdictional
harriers remain a miijor problem and the advocacy role of exchanges and photolist-
ing services must be strengthened and supported. Local agencies must recognize
that %%lien they utilize exchanges and photolisting services to recruit families, they
must be open to shirred decision making in placement choices. In too many cases,
children are registered and recruitment yields interested families, yet no placement
is made.

This problem is directly related to the continued difficulty prospective parents
face in getting an approvkl homestudy. A recent NACAC survey of parent group
volunteers revealed this as the major single barrier to the adoption of waiting chil-
dren. It is nearly impossible in some places to obtain agency homestudy service:,
Kunilies ;Ind adoptable children wait because this basic adoption service is unavail-
,ible. Even with an approved homestudy, many families find their options limited by
geographic barriers. Many agencies will not share or explore family resources out-
side their jurisdiction. nor will they permit adoption of their children by families
residing in another strue or county. This is an issue of agency control that under-
mines much recruitment and results in lost adoption opportunities for waiting chil-
dren. In Section 202ibill the Secretary is required to "review all model adoption
legislation . to propose such changes as are considered appropriate to (*militate
adoption opportunities for infants at risk with life - threatening impairments." While
we are sympathetic to concern for such infants, we hope the review will not require
convening'mug of another expensive expert panel. IBIS regulations on this issue and up-
corrang court tests should provide sufficient guidance and protection to avoid fur-
ther -Infant Doe tragedies.-

Wi' request that where reference is made to adoptive family grriups, as in Section
2o2lho 2 and Section 203(bi that the designation read adoptive parent or family
groups. The term adoptive parent group is widely recognized and understood its the
field. We believe that changing the designation will only serve to confuse. As the
national adoptive parent organization, NACAC and our local parent groups (com-
posed almost entirely of adoptive and prospective adoptive families), has played a
key leadr.rship role in promoting adoption. We prefer to continue to designate our
movement with primary use of the term parent groups.

NACAC applauds corporate effrirts in offering employees adoption benefits (Sec-
tion 2017n. We have worked closely with parent groups to educate businesses and
corrrorat ions to this need and have shared model policies with several hundred em-
ployers during the past tin-, e years. While such programs do not place children,
they do equalize adoption as an alternative and recognized method of family build-
ing..
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arp olitoosed to. use of limited federal funding for adoption for any continu-
ation of efforts to study "the nature, scope, and effect of placement of children in
adoptive homes by persons or agencies which are not licensed by or subject to regu-
lation by any governmental entity, including the legal status of surrogate parent-
ing Respected researcher William Meezan he already published, pursuant to this
legislation, a major study titled, Adoption Without Agencies. Further, such inde-
pendent placement almost always involves a healthy caucasian infant, not the hard
to place children For whom adoption opportunities are needed. Surrogate parenting,
a controversial new phenomenon. has to (late involved less than 200 couples nation-
wide, with fewer than :ill reported adoptions. To focus on this very rare and legally
undefined area, when funds for waiting children are so limited, is an extremely poor
choice. NACAC cannot support such a use of scarce federal resources to the detri-
ment of children with special needs.

To summarize Our concerns, I repeat our belief that Congress and the A
people want to find permanent families for over 100,000 waiting adoptabl
Such children will not be placed through advisory committees, legislate
adoption benefit programs. federal coordination or studies. They can only I s e

if funds are made available to find and support adoptive families.
N.-WA(' recommends that funds be designated to:
1. Increase avaULIbility of adoption homestudies for parents seeking children with

special needs. l's'Wof innovative methods and volunteer resources should he encour-
aged.

2 Waiting children must receive greater visibility through support of the Nation-
al Adoption Exchange. Workers must be trained in adoption skills.

:I. Top priority musf be placed on serving children most in need of adoption: Black
and Hispanic youngsters, school-aged, mentally, physically and emotional handi-
capped children, and sibling groups.

1. Provide support for the volunteer efforts of adoptive parent organizations. The
federal mini-grants sponsored by the Adoption Resource Centers, were unanimously
voted by Center directors as their most effective effort.

Seek creative ways to overcome persistent jurisdictional and geographical bar-
riers to interstate and intrastate placement of children with special needs.

G. Direct challenge grants to public and voluntary non-profit agencies and organi-
zations with the sole objective being adoptive placement of a specific number of chil-
dren with special needs, including preparation of adoptive parents and post-place-
ment Family support.

We do not need to develop new federal programs. We do not need additional re-
cruitment techniques or service modalities. We can accomplish our goals by apply-
ing what has already been designed.

Limited funding means we must focus strongly on outcomes for children. We must
be accountable for the only acceptable outcomea permanent family for every wait-
ing child. This has been NACAC's goal since our founding. This is the goal of Title

P.L. 95-21111. We sincerely hope this Committee will consider carefully our recom-
mendia ions and concerns in light of the continued unmet needs of the 100,000 chil-
dren who wait.

Thank you for the opportunity to testify. I am deeply grateful for this direct par-
ticipation on behalf' of the thousands of families across the country who share our
concern For waiting children.

CHILDREN NEEDING PERMANENCY

Approximately 750,000 American children are presently in foster care. This figure
is, at best, a raw estimate the number of children actually in the system is not
definitely known. Many state welfare agencies admit they are not able to keep an
accurate count of the children in their care.

The number of foster children has more than doubled since 1960. The seeds of
welfare dependency, medical and psychiatric illness, and even criminal behavior are
being sown as children move from place to place, never knowing permanency.

Recent studies of foster care cases reveal that .111 percent of the children remained
in placement from one to five years. Many stayed longer. Some children have
changed foster homes up to IS times.

One reason for the frequent transfer of foster children is the inadequate support
payments to the foster family. Figures show that in many areas, kennels receive
more money to board a dog than a foster family receives to board a child.

Yet foster care is the largest single item in the child welfare budget, costing
American taxpayers over $2 billion annually. Of all the public spending on children
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in soli:A 'tuft mei., approximately 97 percent goes to foster care and 3 percent to
assist adoption services

Adoption is cost effective. About one-third of the foster children could be ;wonted
if barriers were removed.

Even if annual adoption subsidy of up to $1,200 was provided to facilitate the
adoption of Knoll Mini-to-place children, the cumulmive savings over a ten-year
',riot' would be l.3 billion.

The current national adoption profile includes children available for palcement
who are between the ages of ti and Ili. About ho percent are non-white. Some have
physical problems. Some have eno problems. Some have been abused, neglect-
ed, or abandoned.

Foster care is iiihninistered by oyerhurritied, poorly paid staffs that are often pro-
fessionally unprepared and ill-equipped to legally free children "Jr adoption at ' tea

rind families for them.
The courts also bear a responsibility for the fact that children spend unnecessary

years in foster care. Severing parental rights is a painful decision many judges hesi-
tate to make. Thus, the case drags on, and young childhoods are wasted.

For many years federal aid tt is provided in a Manner which encouraged keeping
children in foster care rather than offering incentive to get them back int their
own homes or placed in :in adoptive ivitne. A net- law, 14, 0G-272, the Adoption As-
sistance and Child Welfare Act of 1050, promise', real ref, tn of foster care, and a
new opportunity for waiting children.

Ms. WiNsi.ow. 1 am Elaine Winslow, president of the statewide
organization of Alabama Friends of Adcption. I am an adoptive
parent and the mother of five.

Alabama Friends of Adoption is a nonprofit group whose mem-
bership consists of' adoptive parents, social workers, Foster parents,
and other child welfare advocates. With the focus of adoption
across the country moving from white, healthy infants to the adop-
tion of special needs children, parent groups across the country
have sprung up to help Families find waiting children and to help
waiting children find permanency.

Presently, we are involved in a number of programs which are
important to recognize specifically, because many of them were re-
gionally funded by the Federal Government through the region IV

adoption resource center.
1" 'se programs include providing continuing education on an

ant I basis for foster and adoptive parents, social workers, law-
yers, judges, and community advocates. We operate an adoption
hotline statewide. F3milies can call in and Find out about adoption
of all varieties of children, and we try to channel them into a direc-
tion.

We provide support and backup for a Wednesday's Child televi-
sion program. This enables an ongoing recruitment program for
the adoption of special needs children. We provide statewide cover-
age and support for exchange books. I have the Alabama book here
if :Jnyone is interested in looking at it. This is an excellent recruit-
ment took for families to be able to view actual waiting children
and proceed from that perspective.

We also provide team leaders and parent preparation classes by
coleading with social workers the adoption preparation classes.
This lends a little credibility to the reality of parenting some of
these challenging special needs children.

We also actively advocate on child welfare issues, both on a State
and 'national level. All of these programs were originally funded by
the region IV resource center, for a total of just a little over $5,000
over a 3-year period. That is a mighty small amount of' money to
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implement what have become rather large positives for special
needs children iti our St,rte.

With the phaseout of the region IV resource center and the com-
bining of services and funds to the Southeast Resource Center for
Children and Youth Services, no funds are specifically earmarked
tar foster care and adoption. Consequently, services to these areas
will he miniscule.

Whitt would we like from the Adoption Opportunities Act? We,
too, :ir deeply concerned about the newborn infant and its proper
care. I lov ever, we also enlist your concern and recognition of the
fact that there are presently over 100,000 special needs children in
this country waiting right now, today, for a forever home.

The Adoption Opportunities Act was originally intended to help
these waiting children. We need the support and fiscal vehicles to
recruit families, make placements and provide the necessary sup-
port following placement that it. takes for families to be successful
with these children.

million originally intended to fund this program is cer-
tainly needed to implement such adoptions. The adoption of chil-
dren with serious medical and emotional problems brings extensive
financial costs to families who adopt them. These children deserve
the best possible medical and psychological treatment to be able to
recover from the trauma of being lost in the limbo of foster care.

The medicaid coverage which might be available for some chil-
dren will not adequately always cover a child's medical expenses.
The child is able to qualify for better medical coverage as a foster
child than as an adopted child.

From a purely fiscal standpoint, it would appear to be cost effec-
tive to place children for adoption and continue adequate medical
co, .,rage for these children. Through formal adoption, the savings
in administrative costs of foster care would he substantial.

The support and maintenance of such organizations like the
North American Counciron Adoptable Children is crucial. These
are the very people who provide the tools and the training for folks
like us, volunteers, who are out in the community implementing
volunteer programs that are not costing anyone a cent, and we
really need these folks.

Parent groups need funds to begin to implement some of their
volunteer programs. We need to begin some sort of program which
will facilitate the actual placement of special needs kids.

We have a lot of studies, a lot of counting; now we need to get
some action. We need the actual money to place children, perhaps
in the form of challenge grants which might be made available to
pro\ide staff' time for providing postplacement services for chil-
dren.

In Alabama alone, we have a number of counties where a family
cannot adopt; there is no one to do a home study. So, they could
call until doomsday to adopt a 15-year-old, a 12-year-old, handi-
capped, or whatever, and they are not going 'to get any service be-
cause there is no one out there to do it.

We can all acknowledge the monetary savings made in placing
children in permanent, loving homes. But we also need to realize
that 75 percent of the children who grow up in foster care in our
welfare system are back on the public dole as adults.



Seventy-five percent of them end up in the penal system, the
welfare system. or the mental health system. So, we are not just
paying for these kids now; we are paying for them forever.

So, we just urge you to focus your attention on the actual place-
ment of special needs children who are waiting right now. I appre-
ciate being invited to testify, and thank you.

'The prepared statement of Ms. Winslow follows:)

1'UP:1'111ED STATEMENT OF ELAINE P. WINSLOW, PuEs(DENT, ALAIIAMA FRIENDS OF
ADOPTION, BIRMINGHAM. ALA.

not laine Winslow, President of a statewide organization known as Alabama
ronds of Adoption. I am an adoptive parent and mother of five. Alabama Friends

of Adoption is a non-profit group whose membership consists of adoptive parents,
prospective adoptive parents. foster parents, social workers and child welfare advo-
cats We are presently in our fifth year of operation and have a total of seven oper-
ative satellite groups throughout Alabama. Our volunteer services to children and
families encompass a broad scope. Acceptance by the local community, welfare de-
partments and private ..doption agencies throughout' Alabama has enhanced our
abilities to serve.

The focus of adoption across the country has moved from white, healthy infants to
t he adoption of waiting special needs children. Special needs children are defined as
minority l';111. 1.1111117.11 of all ages, white children who have permanent physical dis-
;11)ihti. and I If tine degree of mental retardation, members of a brother/sister
it.roup of three or more, or are teenagers (especially boys). With the advent of' fami-
lies adopting challenging children, a critical need for adoptive parent groups has
evolved. I...undies need the caring support of others who have experienced similar
challenges. f fence. Alabama Friends of Adoption was formed to help families find
childrin and to help families parent effectively.

Presently, we are involved in a number of programs which are important to rec-
ognize specifically because many of them were originally funded by the Indeal gov-
ernment through the Region IV Adoption Resource Center. These programs have
included:

Providing continuing education for foster and adoptive parents, social workers,
lawyers, judges and community advocates through annual conferences and semi-
na,.

Operating an (idoption Ito! Line manned by trained volunteers( who disseminate
pertinent adoption information concerning all types of' children available within our
state and throughout the nation,

Providing the backup support for a "Wednesday's Child- television program
which features waiting special needs children on a weekly basis. This provides an
on-going recruitment program fur families who might adopt special needs children.
In Alabama over the past two years I3T) children hay, been featured and 93 of those
children have been placed in an adoptive home.

Providing statewide coverage and support for Exchange Books (books featuring
waiting spekil needs hildrentan excellent recruitment tool. Families may actual-
ly view books with pictures and descriptions of waiting children available for adop-
tion throughout the U.S. They may then pursue a specific child for adoption
through proper channels..

Participating is team leaders in the parent preparation classes offered to those
fannlit-s interested in adopting special needs children an experienced adoptive
parint as a co-leader of these classes lends credibility to the reality of parenting
some of these challenging children).

All of these programs were funded originally.by the Region IV Adoption Resource
Center p, a total of $5,I)0() over a three year period. It is obvious that a lot was
accomplished for children families with relatively small monetary outlay.

I lowever. these programs cannot continue on the nickels and climes that adoptive
parents raise at garage sales and craft sales. With the phase out of Region IV Adop-
tion Resource ('enter and the combining of services and funds to the Southeast Re-
source ('enter of Children and Youth Services, no funds are specifically earmarked
for foster care and adoption. Consequently, services to these areas will be miniscule.
I have been told by in advisory committee member for the Resource Center not to
bother to apply for the mini-grants this year because Alabama Friends of Adoption
has already received monies in the past from the Adoption Resource Center and will
not be considered. With this attitude, the potential of increasing parent and family
group involvement in special needs adoption will be reduced substantially. Mini-
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-101 .i,\ \ ro,Ii ill the VOILIIIICCUS so that they

MA% "1111,111,11W%

Wil;11 de we i.k trout ho tobr;11 gl,vrilinont and. more specifically, from the
.\iloptin Opport..ities Act'.' We ;ire deeply concerned about the nwborn infant
and its to !lot' hvoit h 110WfWe, also enlist your concern and rcol.mition of
the Mc! that there at presently over 100.00O special needs children in this country
w.ntnia r( MAY ',or !ip!1 forever home. The Adoption taportunities Act was origi-
nal. intended t

these waiting children. We need 'he support and the fiscal
ehicle to recruit Lim:lies. make placements and provide the necessary support fol-
1,,..ing placement that it takes for families to be successful with these children.

Manv of the children we are placing in families offer stern challenges. Presently.
in my role .1. dr) ant facilitme a post-placment support group for
children arid their families. The group is composed of children of varying racial
hack.trounds Mlack. caucasiari..and oient:1k children who have been sexually
.thu d. children who have never developed a moral value i-,1,sttin. a child who has
been in a psychiatric hospital Mr four months, one child with cerebral palsy who is
retarded and two i,rotin.rs who are both retarded and have behavioral problems.
Ii1ce inrnlho, t.ike on children like these al the. ages of 6, S or I:i is an amazement

to many. These I:undis make a success of their parenting with the help of post-
pLicement support 'I' ..s is the oily group ec.' its kind in Alabama. No funds are
,ivmbiltle. to provide :.ms critical service elsewhere.. If we expect families to be suc-
,stol eeiii these difficult-to-parent children, we must seek more innovative meth-

od. Iwo% Ming help for tiles(' children in their new families. Locally post-place-
men, support t.roups need tee be. developed.

rite adoption of chilitren with serious medical :mod emotional problems brings ex-
tnse., timincml rusts. These children deserve the best possible medical and psycho-
logical treat ter recover from the trauma of their initial rejection and
placement n. our welfare system. Fed rat subsidy needs to act as a supplement to
state subsids. to help meet a child..., specific needs. :\ family may desperately want to
adopt h ,evere medical i)roidems who is presently in foster care. lowev-

(% the, oilicaid coverage, which might be available for some children, will not ade-
matel. cover the cHld's medical expenses. The. child is tittle to qualify for better
medical e.m.erage. as foster child than as an adopted child. From a purely fit:cal
standpoint, it would appear to be cost effective to place the child for adoption and

motto re adequate medical coverage FM* the child. Through formal adoption, the sav-
ings in tuimmist naive costs ()I' foster care would be substantial.

The support tend maintenance of organizations like' the North American Council
tin :Adoptable Children is crucial. These are the people who provide the tools and
-he training for volunteers, such as myself and AMA, to do the work for waiting
children hat is see critically needed now across the. country. Parent groups need
funds to ne able to implement their volunteer programs. Foremost, we need to begin
some sort of program which will facilitate the actual placement of these special
needs kids. We do not need any more clearirt: houses, studies, or countings of chil-
drn; we are aware of new many and where those children are.. NVe need actual
monies appropriated in the form of challenge grants. which will enable agencies tee
expand staff time. placing and providing the post-placement services for the adoption
of special needs children. Our focus should encompass the actual funds to place
America's waiting children in permanent homes.

It is critical to recognize that inch child already in our welfare system needs a
permanent home Many children wait, through no hen It of their own, until it is to
late to make changes in their lives. Fortunately, others climb out of the system and
begin to thrive. A little girl named Stephanie, age 7, was adopted by one of our fam-
ilies over a year ago. Stephanie is severely crippled by cerebral palsy. liar mental
capabilities are unknown. When she was adopted by her new family she sat limply
in a stroller, her eyes darting, riot uttering a sound. One year later this child feeds
herself, walks With the aid of a walker, is beginning to use language appropriately
and. with a big bubbling smile, boards the school bus every morning. Stephanie is
not lost in the limbo of luster care tiny more; she. is also off the public welfare. roles.
More importantly, she is a real person, beloved as a family member.

We can all acknowledge the emotional rescue and monetary savings made in plac-
ing children in permanent loving homes. Not only does this plan for permanency
reduce. the Fiscal drain of luste care., it also reduces the substantial amount of
money spent supporting these children in adulthood. It is my understanding that
some..7.-e''; of the children who grow up in our welfare systems across the land end
up hack on the public dole in either the welfare system, mental health system or
penal system. Surely it is ad'll,::::.geous to rescue these children early enough in fife

so that they might have the opportunity to grow into productive adults in society.



Senator DENTdN. Thank you, Ms. Winslow, and I certainly
concur. Aside from our duty to take care of our children, and par-
ticularl,, our special neeO one, it just makes fiscal, monetary, and
economic sense to get thee. "to a real adoptive situation as soon as
possible, and it is worth the .estment there because, otherwise, it
is going to cost you more.

I think as we go toward ti .ederalistic approach and as we go
toward this block grant thing. are going to have to continue to
make many adjustments in the -ieitction of recognizing where the
money is actually invested, not :-nd that the investment is
bound to accrue dividends, such as is geld, and I will be a pro-
ponent for that.

At 'searing this subcommittee hell --eks ago, Mrs. Rossow,
an adc parent of several handic4.ie. , hildren, discussed the
potent -nact of parent support g 7.1)!es or single par-
ents who L(' birth to an impaired ho ore in the proc-
ess of mak . on the futni :it,

think th; ..ept has potential 11..e see a system
of this kind di,',,,eped. Do you feel tliat. .,,-pport groups of this kind
eim be of heft: tr . h parents, and LA feasible system could we
'establish to 1:, prompt accessihlliv to such support groups?
Could such groups avail themselves of fat:ding under the
Adoption Op; Act?

Ms. WiNsi.dw. i ire. of all, I think that adoptive parent groups
can be helpful ro tl..at respect. We receive a number a calls weekly
from unwed 'mtien v,ho are thinking about giving up iheir babies
for adoption, at older children who would just like to thik to
somebody who is LAI adoptive parent.

I low we implement the support process is going to take a little
bit of funding from someplace. It would be nice if' part of it came
from the Adoption Opportunities Act. I think as adoptive parent
groups get more public recognition by both the media and public
and private agencies acrthe,t the country, they can then serve in ti
boadie- scope.

Senator I)F :N'roN. I am not that familiar with the vernacular of
al: of this. but does 'parent support group" moan people who have
ado p; children'?

`i';;Nsi.ow. Many of our members are adoptive parents or pr
spective adoptive parents. We also have social and welfare-----

Senator DENToN. But what M "s. Rossow meant was parents weo
have adopted handicapped or special needs children and the:
going to a couple who has just undergone the traumatic experience
of giving birth to a child with a substantial handicap, deformity, or
something like that, and by their early intervention and empathy,
not only !essening their pessimism about having that experience
and wha: it means in the fi!ture, but preventing them perhaps
from, you know, giving permissioe for posfc!ierative procedures
that could be lifesavilg or to just sort. of aha::don the child later,
where they would become one of these spec*,l needs children out
there that you have to place.

Is there a great deal of efficacy to getting support groups like
that, parents who have adopted or raised handicapped chileren, to
talk to these new parents very -arly on before they reach some de-



cisions th;tt they Hugh egret later or might be unfortunate for so-
ciety-

Ms. WiNsi.ow. l am unaware of any specific program, but I feel
stir- that there are a number of contacts throughout community
servic,s that are available to families who might want to seek par-

spiicilic infemation on particular medical problems that
their hild might have and, in turn, make some very important de-
cisions.

Senator DE:\ roN. I was trying to find out if' it would be---I am not
asking whether or not such a system exists out there. I am asking
how valuable it Nu011id be, and there were a lot of people nodding
that it wou:d he quite valuable.

Ms. P.YNN. I wonder if I might offer a thought,' Senator Denton.
Senator Di:::ToN. Sure.
Ms. FLYNN. I think it could be very valuable, and have seen

some of this kind of effort made in some communities. I can re-
member visiting in Kentucky a year or so ago, where tb-9ugh one
of the local agencies which had zi pregnancy counseling program,
and also soile kind of a special effort made with families who do,
in an unexpected way, deliver a handicapped or retarded child.
They brought in routinely to the unmarried parents, adoptive
lies for them to see and know and hen.r about adoption, which so
often they do no' hear enough about, and not only to hear about it
in a general sense from a social worker or a nurse, but to see and
hear about it from a parent who has done it.

Similarly, in at i(,,Ist one case I heard about, they did have an
adoptive pare:rt go in a, I speak with a woman who, with her hus-
band, had just giver birtt, 2 days before to a child with some very
serious physical defects.

In this instancy'. they were considering lifetime institutionaliza-
tion for the votister, vi the woman wilo was the adoptive
mother of sever; very hitndicapned youngsters went in and en-
couraged them to cnnsider adoptiL, as a better choice for the cb;ld
and as a choice that wound give them a sense of having really done
some good in the child's life.

So, I thin!. that while tie have seen a few c' tese examples, it is
an area that could be eN! ored. And the value of the personal con-
nection between parents +i Pt, have chosen to raise these more diffi-
cult youngstersth: hind ci support that they can give to both un-
married parents as well as couples who may find themselves in
that position of decision, I think could be very valuable.

Senator D NTeN. Well, I ',;ay to the community of you out there,
if we were to a regulation which disestablished parental
rights at the point a. the parents decided to end tL rife of
the child by denying and such a postoperative procedure
.which was justified, then you would have on your hands a special
needs baby.

Ms. FLYNN. That is right.
Senator DNoN..:' you can get to ',hose people early enough, you

will not have on your hands another special needs 131t,. for adop-
tiOn.

Ms. FLYNN. That certainl, may he the case.
Senator DNoN. So, if y will hel:) us minember that and find

a way to get it into the bill without being intrusive or, you know,
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161.; hrothir to, much, we would appreciate it. Thank you very
much.

We., have questions from Senator Dodd for the record, and we will
he asking you two to answer them when you receive them.

have learned a treat deal from this hearingr and from this series. I
ha\ to admit I hat my awn attitude toward the blessings to be gained
by 11(6)111111g a special needs child has certainly grown. It has been a
rmarkable experience for me, and each of you has contributed to
t hat and I admire you very nitwit.

At this point I order printed all statements of those who could
not attend and other pertinent material submitted for the record.

!The materiat referred to follows:i

SrArt.Nit:Nt Hor: NlAioNniN. ilmitNtAN, C'ommirrE1-: Foil SINGLE

i!ii for the 4)1/1/011 tinily given us to submit statement on possible amend-
ments to the Adoption 1{eforin Act ot.1975.

,1(11MHI,,' IS :1 national information service for unmarried individuals seek-
;tic, t begone by adoption. As both our records and independent surveys

-1140.k t lie great majority of such persons are in their thirties, with stable ea-
and middle class incomes. in the "helping professions--social work. teaching,

aid,. and eager to provide a I ving home for a child. We join the other
adoption rfitd groups in our belief that every child deserves a loving. permanent
home and git one.

I)vertcheirionuly. the children you, and we, are concerend with are in public care,
almost .1fwos placed with foster familiesrather than in public institutions. As be-
t \keen re-oor,c.:,,ii of i he natural family and placement with a new adoptive parent

parents. vie say only that a loving permanent family of either kind is infinitely
1"r of the child. to the long temporariness of foster care. As

an adoptive parent 141.11.11). we 111) 11.01 that the child deserves a deadline after which
deci-ion 11111,1 hi' /Midi' between one type of permanent family and another.
Parents exist f.o. those children, and the children need parentscouples or single

people Why .an't ris he combined? We believe that it is because of barriers in the
or deliberate. though benignly intended, fralure to place them.

stesENti eta,Iti.Ems

pohhr Chi Id welfare systems do not know Where their children are, or shat
heir ,tutu- is in term, of emotional or mental health. Although there is supposed

1,, be .1 record and ;t permanent plan for each child. too often this requirement is
honored in the breach It is easier to place the child in foster care and then leave
i11(11 or her there Inertia takes over. The foster parents may he provided with the
Available public services --payment, Medicaid-funded medical care, clothing funds,
err by ;he sip:watt, and appropriate parts of the public agency, and the individual
voce-%orker may hove a file an the child, but no effort is made to pull infiirmation
together with the goal of returning the child to a permanent family. And the longer
the child remains in 1115111' care the less likely it is that the public agency will see
the child as adoptable.

Vet there ,ire public agencies that are developing excellent tracking and reminder
systems. automated. that are keyed to permanent placement of their foster care
children Texas has one, I undirstand; the D.C. Department of Human Services is

setting one op Our first suggestion is that such examples be shared with all public
social service agencies, and that some financial and informational assistance be pro-
vided to other states and jurisdictions to encourage them to adopt one or another
such sy51em

Secondly. there :ire excellent adoption information exchanges and--thanks to
Congress now a .National Adoption Exchange. getting started out of Philadelphia.
('engross intelligently provided that the prospective family could register itself with
the Exchange, rather than relying on its agency to register and follow up. We have
hopes for this new Exchange

The ticket of admission, however, is the "home study, and it is intensely difficult
;Ind itne-consuming for hopeful couples arid individuals to obtain this assessment of
their general potential to be loving and capable parents. Providing this service
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low on the ',fiorde Ii,t, of public and private agencies, even though it is the abso-
lutely indotpow..11,11. step u, adum of any child.

beliCve the re: I is tint su much the overworked staff, as usually stated, but
eYniii:411. based on the inherent impossibility of making such an assessment correct-
ly --of infallibly pr, ling who is or isn't going to he a good stable parent. The proof
of this is that no jurisdiction relly irusts the home studies conducted by any other
mnsdictiun We tell our meml- N that if they find a-child they really want, in any
ol the Exchange hooks. to go personally to the jurisdiction with custody of the child
and "sell- themselves to the child's caseworker.

expert otherwise is to place too much weight on what is actually a eery subjec-
tive test The utility of the home study is really just to weed out the crazies, and we.
suggest that it he looked at in this light. II takes only one had assessment to make
almost any agency pull in i-s head and all four foot and decide to he a turtle filitn
then on. The outcome is that the gate shuts for hundreds of families hecaui a
wrong prediction was made :Or one.

our second suggestion is that agencies he directed, and possibly aided by a little
funding, to make the home-study gate easier to open. and that less formal reliance
he placed on this tool. because agencies are encouraged to supplement it with other
tests or methods. As examples, we have in mind the. group approach, one worker to

applicant families; better still, a group guided jointly by a worker and an adop-
tive parent group. such as has been introduced by Families Adopting Children Ev-
rywhere (FACE( in suburban Maryland. The study can be supplemented with self-
examining quitics :Ind professionally-written tests. Again, we urge that a mecha-
msin he developed to tell other public agencies about such innovations ani how they
work

DELI IIERA TE FA !LURE

With no ill intent, many agencies and their caseworkers arc. certain in their
hearts that must of t heir waiting children are not adoptable. They are minority chil-
dren in an area where that minority is small. They are retarded. They are heavily
handicapped. physically or emotionally. Or they are just too oldoften because they
have' been in lOster care for so many years.

But adoptive parent groups and adoption exchanges, and some magnificent net-
works like Aid to Adoption of Special Kids (AASK) and the Family-Building by
Adoption group of agencies, have proven time and time again that this is not true.
Some breathtaking placements have been made.

In this Committee's experience, for example, for the ten years that we have been
in existence we have queried people as to whether they would accept hard-to-place
children and if so, wnat kind of handicap they could work with. By a margin of two
to one they have said that a handicap, usually physical or emotional, is acceptable.
In the majority of cases these individuals will accept school-age children, and a solid
proportion would prefer them. A racial difference almost always makes no emotion-
al difference to the prospective parent, and at least one good study (that of' Dr.
leveeLadner of I loward University, author of Mixed Families), has shown that chil-
dren in trans-racial placements do not suffer, despite earlier fears.

Our third suggestion is that agencies be encouraged to open their doors to untra-
ditional types of fatn;hos and untraditional means of reaching them--networks of
church grimps, a paid Chi:d Advocate, recruitMent by adoptive-parent groups. Ex-
hortation, even by Corress, won't do it alone. Give a financial reward for innova-
tion --a Lanny or a I,. acs!

Our fourth suggestion runs throughout our statementcommunicate! Agencies
can't copy what they don't k about. Direct the Depart ownt of Health and

lowtn Services to set "I) a rek.dar channel of information to all public child wel-
; tare agene;es in every

Lastly. stop "studyin.,. stop "reviewing," stop "analyzing," and start serving the
children. l'ut most ()I' our $2 million into rewarding innovation, and the rest into
making sure the word gets out.

You are understandic(ly concerned abut, conserving domestic spending. Please be-
lieve all the child advocateschildren need families; they don't need more studies.
Families are at once the most efficient and the most economical way to help chil-
dren.
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PIO-TARED STATFNIEN1 ;INIA TIIIIMAS AUSTIN, PUBLIC POLICY CHAIRMAN, THE
ASSoCIATIIIN oh' JI7NWIt LEAGUES, INC.

The Association of Junior Leagues appreciates this opportunity to present written
testimony in support of the reauthorization of the Child Abuse Prevention and
Treatment and Adoption Reform Act of 197S. The Association of Junior Leagues, an
international women's voluntary organization with approximately 1.12,(/00

inimilwrs and 2.12 membcr Leagues in the United States, promotes the solution of
community problems through voluntary citizen involvemeutincluding direct serv-
ice provision and fundraising as well is advocacy.

The Association and the individual Junior Leagues have a longstanding interest
in children's issues in general and child abuse legislation in particular. The Child
Abuse Prevention and Treatment Act is a high priority for the Association this
year. This testimony provides background information about the involvement of
JJunior Leagues in children's issues, particularly child abuse and neglect nroiects,
summarizes League support for child abuse programs through public no'
ties and identifies the Association position regarding S. 10011.

JUNIolt LEAGUE eitoaErrs INciatiaNG citit.intss

A recent survey in which Junior Leagues were asked to identify program areas of
interest showed that more than half of the 211 responding Leagues were interested
in children's programs; their interests were concentrated on child abuse and ne-
glect. child care, and advocacy in support of improved services to children. Other
topics identified, which involve children's interests, include domestic violence, par-
enting, teenage pregnancy, substance abuse, and youth programs.

In It1s1 s2. Junior Leagues reported involvement in 1,7.10 project:; and expendi-
tures of ,i17,1:::),260 on community activities: Many of the projects focused on chil-
dren's issues. The IhIlowing table provides an overview of project areas involving
children's issues.

JUNIOR LEAGUE PROJECTS, 1981-82--BY PROJECT AREAS, WHICH INCLUDE CHILDREN'S ISSUES

Nurittr 01

Pr o!ect5
rumor league
money spent

338 $1.093,012

72 292.518
111( 217 538,007

1,1 '12 451 1,040.818

1.084 2.961.475

.1NII/R LEAGUE PUBLIC AFFAIRS ArivrriEs

:5 recent compilation of all public affairs activities of the Junior Leagues identi-
fied more than :1110 public affairs activities involving children's issues (nearly 50 per-
cent of all public affairs activities in which Leagut participatedl. Leagues were in-
volved in child welfare issues such as adoption, fost care, and child abuse and ne-
glect, child care; juvenile justice; public schools; and teenage pregnancy, among
others.

CHILD ABUSE AND NEGLECT

During (;:) .Junior Leagues reported involvement in 7h projects directed
toward the prevention and for treatment of child abuse and neglect. During this
same period. Junior Leagues contributed approximately 51120,000.00 to these pro-
grams. In addition, almost 700 Junior League members were working with other
community volunteers and professionals in many local agencies administering and
implementing services in this area. These projects cover a wide range of programs,,
including emergency child care, parent counseling, self-help groups, hotlines and re-
sei.rch activities. At least 12 Junior Leagues were involved in guardian ad litem and
court appointed special advocate projects.

nilti
Ayr
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N1:111, child abuse and neglect projects were implemented through collaborative
efforts between Junior Leagues and other organizations. Leagues worked in coopera-
tion with local agencies including hospitals, schools, youth groups, libraries, and
other community groups. - Junior Leagues also collaborated with local, state and fed-
eral government agencies, police departments and courts.

Since its enactment in 1974, the Child Abuse Prevention and Treatment and
Adoption Reform Act has served as a catalyst for -Junior League activities. For in-
stance, a Florida initiative in support of state legislation to establish a guardia- ad
litem program was launched to bring the state into compliance with the federal law.
Many -Junior Leagues also have assisted in the development of Parents Anonymous
chapters and worked for the passage of child abuse reporting laws in their states.

The Association also collaborates with organizations at the national level in sup-
port of programs to prevent child abuse. It is a member of the National Child Abuse
Coalition, a group of 20 organizations formed to support the reauthorization of the
Child Abuse Prevention and Treatment and Adoption Reform Act, and will co-spon-
sor the Sixth National Conference on Child Abuse and Neglect in Baltimore, Sep-
tember (1-'2,, I9s3.

PROJECTS ftxt..ATED TO A DorTioN

Junior Leagues and State Public Affairs Committees (SPAC's) also have played an
;1,:l ivy role in supporting the expansion of adoption opportunities for hard-to-place
children. Junior Leagues in several states played a key role in obtaining passage of
subsidized adoption programs, and Junior Leagues across the country joined the As-
sociation in advocating for the passage of the Adoption Assistance and Child Wel-
fare Act of ItN). -Junior Leagues and SPAM also have supported specific adoption
projects in five states, providing volunteers and more than $30,000 in program
funds. In addition, -Junior Leagues have been involved in public affairs activities
specifically concerning adoption and numerous related public issues such as perma-
nency planning, foster care review boards. court appointed special advocates, and
guardian ad litem projects.

SUPPORT FOR REAL:TtioluzATIoN OF OMB ABUSE PREVENTION

We have attended the hearings of this subcommittee and listened to the testimo-
ny of various organizations. We have read the reportscountless reports of nation-
wide increases in child abuse and neglect. We wish to add our. voice to the many
which this subcommittee has heard. We believe that the progress made in th last
decade wa:, the result of gOod legislation, national leadership, and the commitment
of resources to the long-standing problems of child abuse and neglect. The passage
of the Child Abuse Prevention and Treatment and Adoption Reform Act in 1974 and
the establishment of the National Center on Child Abuse and Neglect INCCAN)
were key elements in establishing federal government leadership.

Since 1950, the reduction in federal support for child abuse programs, combined
with the reduction of other social welfare commitments and a nationwide recession,
has resulted in a simultaneous increase in incidents of child abuse and neglect and
a decrease in resources to combat the problems. Reports of increases in child abuse
and neglect have come from many groups, including the National Committee for the
Prevention of Child abuse, as well as .Junior Leagues involved in Child Watch, a
citizen monitoring project developed by the Children's Defense Fund in collabora-
tion with the Association of -Junior Leagues. A 50 state survey conducted by the Na-
tional Committee for the Prevention of Child Abuse revealed increases in child
abuse in 45 states. Many of the Child Watch projects coordinated by individual
-Junior Leagues also have found increased incidehces of child abuse over the last
year. For instance, the Wilmington, Delaware Child Watch Project found a 30 per-
cent increase in reports of child abuse and neglect.

The Des Moines Child Watch Project discovered that child abuse and neglect re-
ports are the highest ever and, as the result of a statewide reorganization of welfare
department staff', there has been a marked reduction in the number of case investi-
gators available to follow-up neglect and abuse reports. Albuquerque's Child Watch
Project reported an increase in reports of rape and other forms of sexual abuse of
children. The Hartford Child Watch Project reported increased reports of children
being denied basic needs such as, food, and stated: "The number and severity of
child abuse cases are increasing resulting in the placement Of more children in
foster care.-
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rht Child NV;itt h l'ioleet in Baltimore reported that, while the increase in child
abuse and neglect ',ports %vas only eight and one-half percent from :19S1 to l9$2,
the degree of abuse in reported cases was significantly more severe, including .1!I
increase in fatalities. Social service workers reported changes in the families in
mhich abuse is reported: there were more multi-problem families whose problems
arc inure intractable., and more families who have not traditionally sought help (i.e.,
middle-class families) are seeking help.

The Birmingham. Alabama Child Watch Project reported an increased need for
child protective services. The Salt Lake City Child Wdtch Project reported: "More
children are being abused and the abuse is far more serious more frequent and
more violent)." These are just samples of reports which corroborate n nationwide
trend.

NEED FOR FEDERAL LEADERSHIP

We need a renewed commitment to the prevention and treatment of child abuse
and neglect. Further cutbacks in funding, together with a decrease in federal leader-
ship. would be devastating. Congressional leadership is crucial both in the area of
child abuse ;Ind neglect and adoption programs designed to assist special needs chil-
dren.

The Administration's proposed cutbacks in child abuse prevention and treatment
funding to as level of $6.7 million would result in a federal expenditure of approxi-
mately $1) for' each of the more. than one million children reported as abused each
%oar Considered another way, the funds requested by the Administration are equiv-
alent to less than one-thousandth of a percent of the federal budget for Fiscal Year
19$1. Obviously. this nation can do more arid can afford to do more to support the
prevent ion and treat ment of child abuse.

Ii ECOM M EN DATIONS FOR ('HA NGES IN S. 100:1

While we strongly support reauthorization of the child abuse legislation, we have
some specific concerns about S. 1003 as introduced in the Senate on April 7. First.
we believe that the authorization is too low. The proposed authorization of' $17 mil-
lion for `('('AN research and demonstration programs and state grants in child
abta-.1: and neglect would merely maintain the current funding level for these pro-
grams. If the seven states and two territories currently riot eligible to receive funds
from the legislation were to become eligible. current state grantsalready low
would need to be reduced. Moreover, additional funds would be needed to help
suites implement the Baby Doe provisions of S. IOW. While the Association has not
taken a stand regarding these provisions, we believe that no additional require-
ments should he placed on states without providing additional funds to implement
them.

W urge an authorization of $:f0 million for child abuse programs. Sut:h a funding
level whold allow NCCAN to expand the state grant program and increase its sup-
port for prevention programs, something recommended by the General. Accounting
Office and strongly supported by the Association and the National Child Abuse Co-
alition. In fact, we retool mend that the language of the legislation be la mended to
direct NCCAN to spend a substantial share of its funds on prevention programs. We
suggest that states also be encouraged to use a portion of their grants fin- programs
designed to prevent child abuse and neglect.

We also r'ec'ommend that the reauthorization be for a minimum of (bur years and
that the Department of lien WI and Human Services be required to develop a com-
prehensive plan annually to provide for coordination of activities of all federal agen-
cies responsible for programs in child abuse and neglect.

CONCERNS ABOUT ADOPTION PROVISIONS IN S. IOW

We also hilye serious concerns about the. language relating to adoption in S. IOW),
particularly the proposed changes in Title II, Adoption Opportunities, Sections 201
and 202 of the Act which state: ... . infants born of teenaged individuals, unmar-
ried parents and thousands of children in institutions or foster homes may be in
serious jeopardy and . . . such infants and children are in ::eed (emphasis added) of
placement in permanent adoptive homes . . ." The Act calls for adoption counseling
in all such cases. The language appears to infer that all children born to single par-
ents and/or teenage parents are in serious jeopardy. The proposed changes could be
interpreted to justify government intrusion in the personal affairs of many families
fully capable of caring for their children. Further, adoption should not be considered
the only alternative in cases where children are in serious jeopardy since, in many

5 7 4
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cases. natural parent, lack resources rather than motivation and the desire to care
tor their childr;ti

Assistance is ne..ded in helping adoption agencies to develop creative progra,ns
that will find adoptive homes for the approximately 100.000 special needs children
identified as needing adoptive homes. We urge the subcommittee to retain the origi-
nal language of Section 201 which focuses attention on special needs children, those
children most in need of adoptive homes. There are thousands of homes waiting for
healthy infants. The need is to continue the leadership at the federal level to devel-
op creative approaches to strengthening interstate collaboration in the development
of programs to successfully place this country's neediest children in adoptive homes.

The Association appreciates this opportunity to submit this testimony in support
of the reauthorization of Child Abuse Prevention and Treatment and Adoption
Reform Act of 197S, and urges you to maintain this subcommittee's leadership on
behalf of children.
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NATIONAL (...O NINII'1rEE pot? ADopTioN
:1213

1346 11,NNF:CTIel,r AVENUE. NAI,
wASIIIN14:,N. 200:111

202 403.7n56

June 1, 1983

Senator Jeremiah Denton
Chairwan
Subcommittee on Family and Human Services
Committee on Labor and Human Resources
U.S. Senate
Washington, D.C. 20510

Dear Senator Denton:

The National Committee For Adoption was very pleased to have the oppor-
tunity to testify before your Subcommittee on April 14 in support of
S. i003. We are happy to respond to your questions.

1) The National Committee For Adoption strongly supports the expansion of
the findings section of the Adoption Opportunities Act to include
the welfare...of infants born to teenaged unmarried individuals."
This amendment to the current law is an important improvement because
too often children born to young, unmarried parents end up growing up
in foster care. Be,::ause the adoption opportunities program's goal
is to alleviate the problems of children in foster care by promoting
adoption for such children, we believe it is necessary to include
adoption counseling to teenaged parents. Then when these young parents
are faced with the realities of unsuccessful parenthood, adoption will
be seen as a loving viable option for their children's futures.

An investigation of the foster care system in New York City in 1977
showed that 22.7u, of all the children in foster care came into the
foster care system as infants. The author of the report, Professor
David Fanshel concluded that: "Aside from the potentially longer
periods of vulnerability to be in care infants nave by virtue of being
very young, there is evidence that their mothers visit them less often
and that they tend to remain in [foster] care in disproportionately
large numbers." (Footnote 11, "Children Discharged from Foster Care"
CHILD WELFARE, Vol. LVII, No. 8, Sept./Oct. 1978, page 483.) NCFA
believes that such vulnerable infants, most of whom are not "hard- 1

to-place" for adoption, do have a "special need" for permanent, adop7
tive homes. As is evident from Fanshel's study, many young parents
use foster care as a way to gradually relinquish responsibility for
their infants. This approach to "termination of parental rights" is
often not in the best interest of the infant who should be in an
adoptive home rather than in a foster care placement. Counseling for
young, unmarried mothers 'nd fathers about the legal and social impli-
cations of trying to parent or making an adoption plan for their baby
is one important way to prevent unnecessary foster care services after

22-024 0-83-37 576
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the baby is born. Therefore expanding the findings to include services
to these young parents--on behalf of better futures for their babies- -
makes good sense and represents sound adoption policy.

2) The expansion of the findings will nut significantly or adversely
alter the operations of currently funded projects. For example, at

the hearing Mrs. Elaine Winslow described how the Alabama Friends of
Adoption group which has rederal adoption opportunities funds receives
several telephone calls a week from young, pregnant women or teenaged
mothers who were inquiring about choosing adoption for their babies and
who wanted to talk to adoptive parents about their families and ex-
periences with adoption. Laurie Flynn, executive director of NACAC,
also cited examples of adoptive parents' groups which offer presentations
to groups of pregnant, unmarried women and their families on how positive
adoption can be for a child. Even now, many funded projects as well as
the Regional Resource).Centers_for Children, Youth and Families have
focused ate tion on the needs of teenaged, unmarried parents and their
infants.

With regard to FIture program activities under this proposed amended
legislation thc 'rational Committee For Adoption would see this area of
adoption service is one which deserves attention equally along with
the many other im tant activities outlined in the adoption oppor-
tunities legislatii Focusing on pregnant teenagers' services needs
for adoption inform,. n and counseling will only help reduce the
numter of children who become part of the foster care system and who

ilater are described as "special needs" children in need of adoption.

3) The National Committee For Adoption biieves improved coordination
of adoption-related programs and activities of the Federal government
in the Adoption Opportunities Act is very necessary. Adoption is a

service for children who cannot be raised by their biological parents
or close relatives. The reasons for this are usually due to problems
of the parents, including child abuse and neglect, lack of financial
resources due to inability to work, alcohul or drug abuse, teenage
pregnancy, divorce, death or.imprisonment. All of these problems are
being handled by separate programsin the Federal government and the
role of adoption counseling and services should be seen as integral

to serving adults who
`

Fannot take on the responsibility of caring for

their children. There are also problems associated with the children
including illness, physical or emotional disabilities which can be
better handled by trained and supportive adoptive parents rather than

577
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by foster care or institutional settings. For all of these examples,
it is evident that the Secretary of HHS should encourage and facilitate
better understanding of adoption-related services by the many different
programs and offices of HHS and the Federal government.

4) The National Committee For Adoption believes that there must be funding
provided specifically for ensuring that children are placed in adoptive
homes rather than staying in foster care. There are many private,'
non-profit agencies licensed for child-olacing who have waiting lists
of approved adoptive families, but they cannot serve these families
because the public child welfare sector does not work vigorously
enough to see that children gr:wing up in foster care are legally freed
for adoption. At the same time, States have not aggressively used
available funds for adoption assistance from P.L. 96-272. The Federal
government should work to c-:.:Thp models for effective agreements
between State governments and t e private, non-profit child-placing
agencies to move children from foster care to adoption more quickly
and with less cost to the tax-supported child welfare and foster care
systems. The National Committee suggests that this Subcommittee urge
the Department of HHS to work with the :Aates in returning adoption
s-rvices to the private, non-profit child-placing sector.

1) In response to Senator Dodd's questions concerning the funding level for
the adoption opportunities program, the National Committee For Adoption
supports a higher authorization level because the legislation enhances
the scope of activities related to emphasizing adoption opportunities
for handicapped infants in life-threatening situations as well as to
emphasizing the importance of adoption for the welfare of many infants
born to adolescent parents. We recommend an authorization level of
$5 million which is the level provided for in the original authorizing
legislation for adoption opportunities in 1978.

We hope that these answers assist you in your work to see S. 1003 passed
by the Senate, accepted by the House, and signed into law.

Sincerely,

7114aht___
Candace P. Mueller, MSW
Director, Public Policy
& Professional Practice

CPM/db
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N.V. COUNCIL ON ADOPTABLE CHILDREN
875 Avenue of the Americas, New York, New York 10001 212 /279-4525

vaiwe 6.111.11.11W
Wormy ROD.,

L.C11114 Daevn
Pree.onl

June 2. 1983

Senator Jeremiah Denton
nnited States Senator
Commitq,e on Labor and Human Resources
ashinglon, D.C. 20510

flar Senator Denton:

1 !nk you for sending me the written congressional record o! my testimony. 1 an

Jttachirg here my answers to your and Senator Dodd's questions. I hope it will

h ;'lp you and your committee when making decisions on the role o the Federal G41-

v.?r,.;,Ent in adoption issues and services.

Let me v-1,; tdt ! Jdoion should be l'ron3ly sup,urted anti

financed by tederal funding as it ni): exclusively J:c Pr lrcai ;Prvci.

The matching of special needs children with prospective adoptiv, parPnts
often done by crossing country and state boundaries. There is somewhere J parer,'

for "every homeless child. Jurisdictional barriers in adoption should be mini-

mized to expand placement opportunities for children.

Again, thank you for inviting me to testify.

sincer,iy.

ZW4,44.60/44,)/.7).

Clara Valiente Barksd7Te-
Executive Director

CVB/mr
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QUESTIONS SUBMITTED BY SENATOR DENTON

1.) Do you know of parents or groups of parents
have either given birth to a handicapped chile,,
who have adopted a handicapped child and who make
themselves available at hospitals, to counsel or
support families who give birch to such children?
If so, what is the arrangement? How can such
volunteer efforts be axpanded?

2..) Specifically, how do you suggest that financial
incentives for foster care be eliminated, and
replaced with an adoption incentive?

QUESTIONS SUBMITTED BY SENATOR DODD

1.) How important is it to restore funding for the
Adoption Opportunities program to $5 million, the
level authorized prior to the 1981 Reconciliation
budget action?

2.) What should the federal government do to ensure that
Hispanic children are properly classified by culture
and ethnicity so they can be matched with appropriate
families, either for adoption or foster care?

How important it to keep this program focused
on special needz childnm?

580
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ANSWERS TO QUESTIONS SUBMITTED BY SENATOR DENTON

I I know of a parent in Westchester County; N.Y. who an a consequence of having

adopted a Down's syndrome child became involved in helping biological mothers'

wro give birth to children suffering from this oenetic handicap. She visits

moth in hospitals or at tneirkhomes.counsels, support and helps them in

making the decision about keeping the child or surrendering for adoption.

advertises her volunteer sersices in many hospitals in the New York City

area and recruit', prospective adoptive parents for theSe children, mostly

through word of mouth. Once she identifies the child and the family, she helps

with the adoption placement. Thanks to her effort she 'has been able to find

home; for ;ver 150 Down's syndrome Children and has helped many mothers accept

ins; .ee their retarded Child., The Adoption Resource Center in Region II gave

minicr,n1 to this parent in order to help pay for travel and telephune en-

so sne could Co,itinue cc provide these valuable service.

1) ".;dencies should be rewaroed with larger adoption fees for children,

adopted quickly.

. 2) Adoption fees would gradually decrease for children who are not adopted

within the standard set as 'he maximum to complete an adoption.

3) Thera would be a higher fee paid to agencies who place special needs

children.

a) A range of sanctions should be used for agencies that continue to per-

form below the standard set by law. These sanctions should'include

a) transferring to another agency planning responsibilities for children

who have not been adopted, b) cessation of new placements with the agency

for a specified period of time and c) termination of contract with the

agency." (1)

(1) Adoption ; Impediments to placing Foster Children in. Permanent Homes. A report
Tton-tfi.ntfule of City Council PrOsident, Carol BellAMy, May 1981 (page 49).

58i
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ANSWERS 10 QUESTIONS SUBMITTED BY SENATOR DODD

1 The 55 million funding for Adoption Opportunities helped promote, publicize

and stimulate adoptions throughout the country. It created a climate where

adoption became a priority resource for waiting children in need of permanent

families. The Adoption Resource Centers created through these funds in every

federal region were catalysts for services that did not exist before. They

'wiped develop networks and exchanges to match children with parents. These

centers have recently merged with Child Abuse and Neglect centers and Child

Welfare Training at the same level 01 funding so that, adoption issues receive

1/3 of theprevinusly allocated funds. This of course is a big set back as

the to(us dOOPtiOn !SCUP', becomes diluted.

:h:Idrr .045u1: be -dentified as Hispanic and Cdssifivid 3, n

Inv ,,venfoy of 10%ter children. The tracking system mandated t, RI.96-?7

should also mAndlte classification by ethnicity/race/culture for the minority

children who ,rake up over 60% of the foster care population. By helping chil-

dren keep their roots and connect with their past we arc protecting their psy-

rhological well-being and giving thorn the continuity of experience needed to

ovnrcome the trauma nt a disrupted family life. A National Network for H:cpa-

ntc ;nildren can help identify Hispanic children needing adoption and find His-

panic homes for them.

III Special needs children are the high risk children of our society. They are ei-

ther born with special needs due of birth defects or become so because of abuse,

neglect and abandonement. It is our obligation to provide the best possible o-

pportunity for them, so that we can repair some of the damage caused to them by

their tragic experiences. There arc currently over 100,000 children with special

need: who could and should he adopted in our country. If we do not give them a

permanent family life now they will contnue to draft to become the dependent

population that makes up our welfare rolls or fills our mental hospitals, our

prisons and our shelters for the homeless.

Clara Valiente Barksdale
Executive Director

N.Y. Council on Adoptable Children

dune 3, 1983
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A DAm A 'FR.IENIOS OF ADOest 1O$

4968 Springrock Road
Birmingham. Alabama 35223

207097,614937

lone 2, 1983

Senator Jeremiah Denton
United States Senate
C.ominttee on Labor & Human Resources
Washington, D.0 20510

Dear Senator Denton:

12051871 8799

Please excuse the delay in replying to your letter. It seems that your
communication to me was delayed In the mail. Attached you will find the information
you requested for the two specific questions for me. I hope this will be of some
help to you and your staff.

Those of us who work diligently advocating for children appreciate your time,
interest and efforts on th2ir behalf. Thank you for supporting P.L. 95-266 for
the full $5 million. This is really a minimal amount to place over 100,000 waiting
,Tecial needs children.

I will look forward to hearing from you concerning the future of this bill.

Sincerely,

V/ZI'atiCe.Z)

Elaine P. Winslow, President
Alabama Friends of Adoption
701 Rockbridge Road
Birmingham, AL 35216
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Questions submitted by Senator Denton to Elaine P. Winslow, President, Alabama Friends
of Adoption. 701 Rockbridge Rd., Birmingham, AL 35216, on the Reauthorization
of P.L. 95-266.

1. Would you please submit to the Subcommittee the latest data on adoption and foster
care that is available for Alabama! Are Alabama statistics consistent with nation-

wide statistics?

Attached you will find some basic statistical information. Please note the large
number of children remaining in foster care for over 4 to 10 years. This is an
alarming figure. The longer children stay in an unstable situation the more
emotional damage that occurs. Many rural areas across this country keep children
in the foster care system indefinitely. Social workers don't feel that these
children are adoptable:. This is simply not so. These children need,to be legally
freed for adoption and homes actively recruited for them. Agencies across this
country need to be challenged in the development of programs to place these waiting
special needs children. Post placement programs need to be developed to help
families adopting these challenging children be able to continue their commitment. .

I think you will find that basically these statistics are probably fairly normal-
for states across this country. Yoti will find states like York will have a
much higher percentage rate of minority children who need ho s. The recruitment
of minority families is crucial. However, there is no need to recruit any families
if agencies do not or will not serve the families wanting to adopt these special
needs welting children.

Please take note that last year Alabama placed 323 children(for adoption. This

year alone we expect to have 725 children available for adoption. How these
children are going to be placed for adoption is the big question. We have dramatic
staffing cut-backs already and our staff is presently running 6 to 8 months behind
!n placing children. Surely there is en answer to some of this. If we were able
to place thete waiting children we would certain ly in the long run cut back on
state and federal expenses.

2. Specifically, how- do you suggest that financial incentives for foster care be
eliminated and replaced with an adoption incentive?

One simply way to eliminate one of the biggest barriers to the adoption of waiting
special needs children would be to provide the same medical coverage for the child
after he is adopted that he receives as a foster child. Under the adoption subsidy

act many children are eligible for Medicare Benefits. However, for many of the

waiting children this is very inadequate coverage. Families just cannot assume
the heavy medical expenses of many of these children is they adopt them. Insurance

companies will not cover such children. Hence these children stay in the foster

care system costing the state and federal government huge amounts of money not
for just their medical expenses but for the continuing of their foster care. It

would certainly appear to be cost effective to offer the same medical coverage and
move these children into adoptive homes. It would certainly be an emotional plus

for the child.

584
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STATE OF ALABAMA

FOSTER CARE INVENTORY

lest. Co.

MARCH,

Total Chitdnen:

1983

Atabama

- 4,468 415

Ages: 0 to 3 oz.
3 to, 6 yna.
6 to 13 yks.
13 to 21 yks.

- 535
- 546
- 1,515
- 1,872

52
59
121
183

Goats: Retukn Home - 1,046 66
Retatives - 439 48
Adoption 751 78
Independent Living - 334 21
Long -Team - 1,898 202

Cukkent Ptacement:

Gkoup Home 329 67
N. Home - 29 - 5

Institutions - 338 25
Fosters Family - 3,283 287

6 Ftee Home - 16 3

Retated - 338 14

Residentiat 99 14

Mateknity 5 -

DVS 31

Time in Cake: //
922 810 to 6 Mo.

6 ma. to 1 Vt. - 622 - 38
1 Yn. to 2 V46. - 755 - 68

2,299

2 Vkl. to 4 VAS. - 804 89

4 VAS. to 10 VAS. - 1,004 62

10 VAS. on Mote - 361 77

5s
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STATE OF ALABAMA -- ADOPTION

UPS INFORMATION FOR FISCAL '81 - '82

UPS Placements for October 1, 1981 through September 30, 1982

bLACK WHITE TOTAL

Birth to 2 years 52 82 134

Two to Six years 27 60 87,_

Over Six years 15 87 102

Totals "714" 229 323

It is interesting to note that during this time period a'total of 73 children over the
age of eight have been placed. As you view these statistics you can see our great need
for recruiting black homes for children over the age of six. We are also including some
other IMPORTANT statistical information. Waiting families please pay attention. Many
times we receive calls from those of you who are waiting for children. This is always
a difficult time for families. We hope that the statistics listed below will help you
to understand why there might be a delay in getting children to your home. Of course,
this is only part of the picture. Staff and SSS shortages are crucial to the lack of
moving children to permanency. Also our judicial system in may cases contributes to
the slow down. We are trying to work on these areas and educate our legislators as to
our needs and those of children in limbo. We hope that the statistics listed below are
helpful.in this process.

Approved Mores in Alabama with UPS as of October 1, 1982

BLACK WHITE TOTAL

Birth to 2 years 42 54 96

TWo to Six years 12 144 156

Over Six Years 9 82 91

__ ---

Totals 63 280 343
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ROBERT W. DEBOLT
411 M11_041000 AVENUE

PIEDMONT. CALIFORNIA 94E11

June 2, 1983

The Hon. Jeremiah Denton
United States Senator
UNITED STATES SENATE
Committee on Labor and
Human Resources
Washington, DC 20510

My wife and I returned from vacation yesterday to find
your letter of May 23, 1983, which included copies of
my testimony before your Subcommittee and questions
asked by you and Senator Dodd.

I apologize for not being able to have these answers
to you at an earlier date and I hope that the record
has been kept open so that this information can be
part of the testimony to the Subcommittee.

I have answered the questions on the enclosure in the
same .order in which they were asked.

Thank you again for the opportunity to appear before
you and your Subcommittee.

Si erely,

U/), der
Robert W. DeBolt

RWDeB:ss

Enclosure

4
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:4CESTION SUbMI.TTED BY SENATOR DENTON

1.) Specifically, how do you suggest that financial incentives
for foster care be eliminated and replaced with an adoption
incentive?

Yo,Ir question iv one which most of the 50 state adoption

agencies are asking t.emselves at this time. Currently,

a portion of the foster care payments reimbursed to coun-

ty and private agencies covers not only the direct cost

maintaining the child in the foster family but also pays a

portion of the faster care agencies' termination costs.

In most states, this has thb effect of encouraging the

agencies to maintain the largest number of children pos-

sible in foster care in order to finance that portion of

4 the 5iAx.lpies' operation. In other words, the more child-

ren in 'Foster care, the more monies for the administration

of the agency. The first step towards eliminating this

proolem is to accurately determine the status of'each child

in foster care. For those children who can be adopted, the

foster clre payments to the parents should continue for a

stipulyteWAMeunt of time (in my opinion, not to exceed

three yeirqr:iCounty and private foster care agencies

should be enoduraged financially to find adoptive homes

for foster children who have been relicquished for adop-

tion. I don't really have a plan as to how this can be ac-

complished but agencies should not be financially penalized

for finding permanent homes for children.

QUESTIONS SUBVI1VTBD BY SENATOR DODD
,

1.) How important is it to restore the authorization for this
program to $5'million, the level it was prior to 1981 Re-
conciliation budget action? How would the funds be spent?

I feel that it is very important to "estore the authoriza-

tion for this program to $5 million. These funds should be

used to encourage placement of children in permanent homes.
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These efforts would include programs which educate and en-

courage the judiciary to terminate parental rights when

there is little or no hope of reconciliation with the bio-

logical parents, assist private and state programs which

have proven records of innovative and successful adoptive

placements of children with special needs, and to help the

states establish uniform programs of adoption subsidies.

2.) How important is it to determine the exact number of child-
ren in foster care? What happens when we do not have, that
kind of data?

The problem with the lack of current and'accurate data con-

cerning the exact number of children in foster care has al-

lowed many children to slip through the statistics. In

every state in which AASK America has Worked, we have dis-

covered hundreds of children in foster Care, many already

relinquished for adoption, who are not reported by the states.

If agencies are to find permanent homes for children, we

must know of the existence of every one of these children.

Staten currently reporting numbers of children in foster

care do so on a somewhat casual basis. An example is the

state of Ohio, wherein the laws of the state require each

of the 88 counties to report the number of children in fos-

ter care, time spent in such care, number of children adopted,

and statistics on the characteristics of these children.

However, there is no penalty for those counties who refuse

to report or simply overlook the requirements of that law.

The lack of uniformity among the states for reporting re-

quirements is of major concern to us. When accurate and

current data are unavailable on foster children, many of

these children will continue to remain in the temporary home

limbo when permanent loving homes could he found by agencies

such as AASK America.
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3.) How correct do Assistant Secretary Hardy's estimates of
50,000 children in foster care awaiting adoption stund?

Assistant Secretary Hardy's estimate of the number of child-

ren in foster care awaiting adoption is probably as good a

guess as any other number the Department could choose. We

have heard estimates ranging from 35,000 to 150,000 children

in foster care, who are currently relinquished for adoption.

The Child Welfare League uses the number of approximately

150,000. NACAC is currently using the figure of approxi-

mately ,100,000. I think Assistant Secretary Hardy's estim-

ate is very conservative but noone really knows. AASK America's

National Program Director, Mary Bohan, believes that the fig-

ure exceeds 100,000 children.

4.) What role should the federal government play in providing
medical assistance for the special needs children adopted
by families?

The role of the federal government in providing medical as-

sistance for special needs children should be through the

state Crippled Childrens Services programs. This federal-

ly-mandated program and state-funded operation works very

well here in Northern California. When parents knowingly

adopt a child with a physical disability, the program pays

for all medical costs directly connected with this disabil-

ity until the child reaches his or her majority. My, wife

and I would not have been able to adopt five of the children

we have currently in our home if this program had not been

so successful in our part of California. There are other

states whose programs work just as effectively as ours but

the sad part is that these effective programs of Crippled

Childr'ens Services are very rare. We would hope that the

federal government would set standards for these programs

and assist the states in the funding.
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Reauthorization of the Child
Abuse Prevention and Treatment

and Adoption Reform Act:
Obstacles to Adoption

Response to Written Questions

Prepared By,

Marlene Piasecki,

Director, National Adoption Exchange

June, 1983

QUESTIONS SUBMITTED BY SENATOR DENTON

1.) Could you explain in greater detail "purchase of service" agreements,
r and the way in which they can facilitate adoption at a lower cost

to government?

Purchase of service is a process through which public agencies, state or
local, make payments to private agencies for specific client services. In
adoption, purchase of service contracts are typically used to reimburse a
private agency for the costs of recruiting and studying an adoptive family
for a special needs child. Additionally, purchase of service contracts are
sometimes used to reimburse private agencies for providing supervision and
post-adoption services to the families who adopt special needs children.

Purchase of services is a cost effective way to deliver special needs
adoption services because a public agency pays only for the amount of service
needed. Agencies which use purchase of service experience considerable sav-
ings in staff, specialized training, and special recruitment campaigns which
are necessary for funding and preparing families for special needs adoption.
Instead they pay one time fees for the recruitment and preparation of
specific families appropriate to the children in their care who are waiting.

Unfortunately, many public agencies will not pay the one time purchase
of service fee to a private agency for adoption services for a child, while
they will pay indefinitely for foster care or residential placement for that
same child. The costs of this practice are enorMous. Most purchase of ser-
vice contracts for the placement of a special needs child are under $7,000.
The yearly cost of foster care in institutionalization of the same child can
exceed $40,000. Of course the Federal Government pays a large portion of
the foster care and institutional costs.

Thus federal expenditures for foster care could be reduced substantially
if public agencies which refuse to purchase adoption services and instead keep
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those children in foster care and institutions made use of the specialized
resources that are available.

2.) Specifically, how do you suggest that financial incentives for
foster care be eliminated and replaced with an adoption incentive?

There are currently ceilings on federal funds available to states for
both foster care and adoption services. If federal participation in adoption
services was available without a ceiling, like the adoption assistance program,
states would take the opportunity to create innovative adoption services. This
would be particularly true if ceilings on foster care expenditures remained in
place. It would make financial sense to reduce the state's foster care popu-
lation through adoption.

Additionally, improved purchase of adoption services programs would shift
the financial incentive private agencies now experience for offering foster
care programs to adoption programs. Private agencies can be paid for the
foster care programs by states but are often expected to deliver adoption ser-
vices without receiving any reimbursement from the public agency. Under this
system there is no incentive for private agencies to develop innovative adop-
tion services. If they received full cost reimbursement for adoption services,
private agencies would develop and deliver those services.

22-024 0-83----38 92
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QUESTIONS suBmirrEo BY SENATOR Dom

1.) You mention that adoptive families are particulary concerned about
receiving medical assistance (either payments or insurance) for
the special needs children they adopt. What role should the federal
government' play in providing such assistance?

Adequate medical assistance for special needs children who are adopted
and assurances that medical assistance will be fully available if the child
moves across state lines is very important. Many families who are willing
to adopt a special child have been unable to adopt because they could not
be assured of adequate medical coverage.

The federal governmentLcan help to solve this problem in two ways:
I) Offer 1001 federal fiscal participation ip medicaid payments for adopted
children who are eligible for adoption assistance. This would permit a child
to obtain full medical coverage in any state and would allay the concern of
states which fear that they will be responsible for the care of children from
across the country if they institute progressive home study and child place-
ment policies.

Recommendations fdr improvements in medical assistance coverage for
special needs children arc being developed jointly by the American Public
Welfare Association and a group of State Child Welfare Administrators. The
recommendations will be published as part of a model interstate Compact on
Adoption Assistance and are worthy of support from federal officials.

2) Make information available to the private insurance industry on in-

surance policies which provide immediate coverage for the pre-existing con-
ditions of adopted children. Innovative approaches in private insurance aid
families and will reduce the burden on the federal government for the medical
care of adopted special needs children.

2.) HOW important is it to restore the authorization for this program
to $5 million, the level it was prior to 1981 reconciliation?

It has been said that success in the field of special needs adoption
makes the work that remains to be done more, not less, difficult. When this
act was first passed it was estimated that 100,000 children were waiting to
be adopted. Today, the estimate is 50,000. Certainly part of the reduction
can be attributed to the efforts of the Adoption Resource Centers and other
federally funded programs which promoted special needs adoption.

However, our successes mean that the children who still wait are the most
difficult to place. Titus the activities which will lead to their placement
and which will make those placements work well may be the most expensive.
Among the critical program needs are national media campaigns, intensive post-

adoption.servicesand adequate subsidies. Thus, as we focus our attention
on the children with the greatest needs the full $5 million in funding
should be made available to support the development of innovative programs.
This very difficult population of children includes adolescent boys; children
with severe, often life threatening, disabilities; and institutionalized
children. Institutionalized children are most often those who are labeled
mentally retarded and whose opportunities for development are severely limi-
ted by the lack of a permanent family.

Overall, full funding for Adoption Opportunities is essential to the
placement of the children who still wait. They need the services of programs
funded through the act particularly the National Adoption Exchange. The
Exchange is now reaching thousands of families with the message that children
are waiting. Through the continued growth of this national outreach effort
more children will be placed in permanent homes.

50
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RESPONSES OF MISS DORCAS HARDY TO QUESTIONS
OF SENATORS DENTON AND DODD

QUESTIONS SUBMITTED BY SENATOR DENTON

1.) Several witnesses suggested that adoption of special
needs children would be enhanced if the regional
and national adoption exchanges were given the
authority to place children. Does the Administration
have a position on such broadening of authority for
the exchanges?

2.) Can the Administration suggest a better alternative
to language in S. 1003, as reported from Committee,
for a coordinating mechanism in the federal government
for programs that are adoption-related?

3.) Will the amendmentsto the funding section of P.L. 95-
266 contained in S. 1003 in any way affect the operation
of programs under the law?

QUESTIONS SUBMITTED BY SENATOR DODD

1.) How will your plans to reclassify and/or reorganize
the office of Human Development Services (OHDS) affect
the implementation of the Adoption Opportunities Program
(P. L. 95-266) and the Adoption Assistance and Child
Welfare Act of 1980 (P. L..96-272)?

2.) What proportion of OHDS "consolidated research and
development funds" are derived from the adoption
opportunities projects?

3.) What is the source of the data you have cited in your
testimony, specifically, your assertion that children
in foster care have declined by 14 percent and the 50,000
children in foster care available for adoption.

a.) From how many states is it derived? Please submit
the data for the record.

b.) What are you doing to gather information on
the number and characteristics of special
needs children being served? Please cite the
recent surveys conducted from 1977 on.

4.) Given the concern that minority, handicapped, and
developmentally disabled children have not received
enough attention under this program to date, what future
federal support will be available for programs to help
such children?

5.) What specific successful demonstration programs will\
continue to receive funding? For example, what will `+
happen to the "homes for black children" project in
Detroit run by a Child Welfare League of America
agency? Please submit a list for the record.
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DUESTION: Several witnesses suggested that adoption of
special needs children would be enhanced if the
regional and national adoption exchanges were
given the authority to place children. Does the
Administration have a position on such broadening
of authority for the exchanges?

ANSWER: The specific placement of children in adoptive
homes and the adoption process in general is the
primary responsibility of the States. Therefore,
it is the position of the Department that national
and regional exchanges should not place children
in adoptive homes.

QUESTION:

ANSWER:

Can the Administration suggest a better
alternative to language in 5.1003, as reported
from Committee, for a coordinating mechanism
in the Federal government for programs that
are adoption-related?

The approach we recommend is the expansion of
Section 203(a) of the Child Abuse Prevention
and Treatment Act which requires the Secretary
to establish coordination across the
Department with respect to adoption and foster
care. This section could be expanded
specifically to include coordination within
the Department of programs which provide
services to pregnant teenagers, unmarried
parents, and couples experiencing infertility
with the Adoption Opportunities program.
References to these topics could then be
deleted from other sections of the bill, and
the same purpose accomplished without unduly
burdening the adoption opportunities, program
itself.

QUESTION: Will the amendments to the funding section of P.L.
95-266 contained in 5.1003 in any way affect the
,operation of programs under the law?

ANSWER: The amendments refer to several topic areas new to
the scope of the Adoption Opportunities program,
such as counseling of pregnant teenaged children
considering adoption as a plan for their infants,
services to couples with infertility problems, and
services related to infants of unmarried parents.
While we agree that these are extremely important
topics, we are seriously concerned that broadening
the scope of the Adoption Opportunities program
beyond its current focus on adoption for children
with special needs could overburden this small but
very effective program. In addition, there are
other offices in the Department of Health and
Human Services, such as the Office of Adolescent
Pregnancy Programs, that address these needs. We
would therefore recommend the approach outlined in
the previous question as a way of avoiding
overburdening the program.
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QUESTION: How will your plans to reclassify and/or
reorganize the Office of Human Development
Services (OHDS) affect the implementation of the
Adoption. Opportunities Program (P.L. 95-266) and
the Adoption Assistance and Child welfare Act of
1980 (P.L. 96 -272)?

ANSWER: We do not expect any current or planned personnel
actions, including reclassification, to affect the
implementation of either the Adoption
Opportunities or the Adoption Assistance programs.

QUESTION: What proportion of OHDS 'consolidated research and
development funds' are derived from the Adoption
Opportunities projects?

ANSWER: In the PY 1984 budget request, we are asking for a
total of $9,250,000 in a consolidated
discretionary account, for carrying out the
purposes of Sections 426 (Child Welfare Services
Research and Demonstration) and 1110 (Social
Services Research and Demonstration) of the Social
Security Act; the Child Abuse Prevention and
Treatment Act (other than Section 4(b), State
Grants); and title II of P.L. 95 -266 (the Adoption
Opportunities program.) $21,999,000 was
appropriated for these programs in FY 1983, of
which $1,912,000 was for Adoption Opportunities.
However, for PY 1984, no amounts have been
earmarked by us within the $9,250,000 consolidated
amount. We are not asking for changes in the
authorizing statutes for these activities, and we
plan to ensure that the funds are used to carry
out the purposes cf each activity. We believe
that the consolidated amount will give us more
flexibility to address common issues among these
program areas.

In FY 1983, we have followed a coordinated
discretionary process, through which grants for
most of the discretionary activities under OHDS
will be awarded. However, the amounts
appropriated by the Congress for FY 1983 in each
of the discretionary areas will be specifically
observed. For the Adoption Opportunities program
$860,000 of the $1,912,000 appropriated for FY
1983 will be awarded through this coordinated
process. This represents about 4 percent of the
$21,450,000 to be awarded by OHDS through the
coordinated process in FY 1983.

The remaining $1:052,000 in the Adoption
Opportunities Program will be awarded through
separate grant procedures.
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QUESTION: What is the source of the data you have cited in
your testimony, specifically, your assertion that
children in foster care have declined by 14
percent and the 50,000 children in foster case
available for adoption?

ANSWER:

a.) From how may states is it derived? Please
submit the data for the record.

b.) What are you doing to gather information on
the number and characteristics of special
needs children being served? Please cite the
recent surveys conducted from 1977 on.

The estimate of a 14 percent decline in the total
number of children in substitute care is based on
a study conducted by Maximus, Inc. under contract
with OHDS of nine States with large foster care
populations. A comparison was made between the
data collected by the Office of Civil Rights in
January 1980 and the data provided by the nine
States for December 1982. The three-year decline
was 13.6 percent, 4.5 percent per annum. The
state-by-state data is presented in the attached
table.

The estimate of 50,000 children available for
adoption is based on the findings of the 1977
National Study of Social Services to Children and
Their Families. The study indicated that
approximately 52,000 children in foster car. were
legally free for adoption and awaiting placen..nt
in an adoptive home. Another 50,000 foster care
children had already been placed in adoptive
homes. There were no more recent statistics
available to estimate the number of children whose
parental rights had been terminated and were
awaiting placement in an adoptive home.

The term "special needs children' has meaning
under P.L. 96-272 in the context of adoption and
adoption assistance. Thus, special needs children
can be identified in two groups: children who
are legally free for adoption and awaiting
placement in or finalization of the adoptive
placement; and children in finalized adoptive
homes. Data on these two groups are currently
being collected and analyzed and will provide a
sounder basis for estimating the numbers of
children involved and their current status.
Recently, the American Public welfare Association
has implemented the Voluntary Cooperative
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Information System and has received reports from
48 States, which are currently being analyzed. In
addition, OHDS has contracted with Maximus, Inc.
to conduct two studies: a study of nine States
with large foster care populations; and a national
survey of a probability, sample of 206 county
agencies with a tota`3. of 2,000 children in foster
care to obtain national estimates of the children
in foster care and 'their characteristics. This
data will be available by July 30, 1983.

The child welfare survey since 1977 include:

1977 National Study of Social Services to Children
and Their Families, Children Bureau.

Year: 1977
Scope: National

1980 Children and Youth Referral Survey: Public
Welfare and Social Services Agencies, Office of
Civil Rights, UHHS.

Year: 1980
Scope: National, State, County

Voluntary Cooperative Information System, American
Public Welfare Association (in progress).

Year: 1982
Scope: State

U.S. Foster Care Population for 1980, Child Welfare
League of America.

Year: 1983
Scope: National, State

Child Welfare Indicator Survey, Phase I, Child
Welfare Indicator Survey, Phase II, Maximus, Inc.
(in progress).

Year: 1983
Scope: National, State
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Total Children in Foster. Care in Nine Selected States
1980-1982 Comparisons

OCR
(1980)

Maximus
(1982)

% Difference (1980-82)
(1980 Base)
OCR-Maximus

California 27,534 31,288 +13.6%

Florida 9,922 6,156 -38.0

Georgia 5,959 4,002 -32.8

Illinois 11,480 10,392 - 9.5

Massachusetts 9,634 7,198 -25.3

Michigan 10,858 9,743 -10.3

New York 40,762 32,454 -20.4

Texas 6,818 5,403 -20.8

Virginia 8,458 6,913 -18.2

Totals 131,425 113,554 -13.6%

QUESTION: Given the concern that minority, handicapped, and
developmentally disabled children have not
received enough attention under this program to

date, what future federal support will be
available for programs to help such children?

ANSWER: Because the adoption needs of minority,
handicapped and developmentally disabled children
need special attention from the child welfare
system, these groups were specifically identified
in the coordinated BLS discretionary funds
announcement this year for special attention.
Proposals have been received and 3x.e -currently
being reviewed. We therefore anticipate funding
grants for the development and demonstration of

approaches that will address the concerns you
raised.
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QUESTION: What specific successful demonstration programs
will continue to receive funding? For example,
what will happen to the 'Homes for Black Children'
project in Detroit run by a Child Welfare League
of America agency? Please submit a list for the
record.

ANSWER: The National Adoption Information Exchange System
has been funded through September of 1984. No
other currently funded demonstrations will carry
over into PY 1984.

We believe in using discretionary funds in a
partnership relationship with the public and
private sector to provide seed funds which
demonstrate and help utilize innovative approaches
and solutions to problems. By definition,
demonstration projects are not intended to receive
funding on an indefinite basis. With successful
demonstration programs we are eager to assist
State public and private resources to
institutionalize these programs on an ongoing
basis.

The Homes for Black Children project is not run by
the Child Welfare League of America. The
'National Center for Homes For Black Children', a
program development effort sponsored by Homes for
Black Children of Detroit, is in its final year of
3 years of funding. Since 1980, seven projects
have been created, each known as 'Homes For Black
Children' or a similar name. Each project was
provided seed money for the purpose of program
implementation; each sought local funds and the
National Center sought funds on the national level
to support the programs. These programs are in
varying stages of development. Some have recently
secured local funds, others have been fully funded
for the past year and several have not yet
received funds. Built into this'program was the
plan for each program to continue through support
of the public and private sector.

We believe that four or five of these programs,
the ones fully funded and those close to a full
complement of staff, will continue to operate
after Federal funds are discontinued.
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Senator DENTON. Thank you. This hearing is adjourned.
[Whereupon, at 1:03 p.m., the subcommittee was adjourned.]
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