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

WEDNESDAY, APRIL 6, 1983

U.S. SENATE,
CoMmMITTEE ON LABOR AND HUuMAN RESGURCES,
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 Denten, 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 98th 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-
tegested members of the public and the media who have come
today.

The hearirg 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 Do¢” 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 the 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
guestions 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 that—and there have been several document-
ed—raise 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
abuse—starvation.

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 heslth care facil-
ities stating it is a violation of Federal law discriminatorily 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 documentary—in-
cluding a Pulitzer Prize winner—accumulated 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. These 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 direction—error that has resuited 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 today from our panels of witnesses.

We will also address one final aspect of the withholding treat-
ment guestion that is often tragically ignored in discussions about
whether to treat handicapped infants. Therv are many people in
this country who are willing—even anxious—to adopt severely
handicapped infants and to permit life-saving surgery.



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 & 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 Nickres. 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 treatmeiit 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 atfention 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-
out—not just in Federal policy—but 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 handlcapped infants. The majority of phy51c1ans
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 handi-
capped infants is not usual. During the confirmation hearing of
Secretary Heckler, I asked for and later received histories on cases
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 i 1
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 comrmunities.
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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.

1 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 on 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 staternent of Senator Dodd follows:]

PREPARED STATEMENT OF SENATOR 1DODD

Mr. Chairman, I am certain that we have a great deal to learn from the distinguished
witnesses you have called before us this ag:lernoon. 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 children.

The Rossow farmily 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 prometing
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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tor 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 Kcop, 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 tc 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. Koor. 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. 1 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 1 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 newhorn
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 month—as you have already indicated, known as “Baby
Doe”’—was the chief factor in focusing national attention on this
matter.

As a result of the “Baby 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 besic principle of this case is that the
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child 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 1.Q. or the potential of the Down’s syndrome child at the time
of birth. I believe that the 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-
tures.

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 of—not the withholding
of—treatment for disabled infants.

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

While I have 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.
Some 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 dy'ng; 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 nut.ition, 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 cthical im-
plications.

I was aware then of what I said because at that time I had been
practicing pediatric surgery for 30 years, and traveled encugh as a
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speaker to knew 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 surgical
section of the academy by Shaw and Randolph. A questionnaire
had been sent to all pediatric surgeons in the academy and selected
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 incompatibl.: 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.



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 speculaticns 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
patilent’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, 1 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 cut even more complexity, and for
one important reason: it holds out more hope.

What is extraordinary in medicine today will be commonplace 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-perfect 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. EveErerr Koop, M.D., SURGEON GENERAL, PusLIC
Heavrs SErvicE, DEPARTMENT OF HEALTH AND HUMAN SERVICES

My, Chaimman, I am C. Everett Koocp. T 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 up>n my personal experiences of
35 years as a pediatric surgeon. When I began that career there were only a
half-dozen pecple 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 ard I am very praud to have been part of
that history and develcpment. When I came to Washington in 1981, I had been
practicing the specialty of pediatric surgery longer than anyone in North

Americe.

Before I continue, Mr. Chaiman, may I introduce to the Committee my
colleague, Ms. Betty Lou Dotson, who is Director of the Office for Civil
Rights of the Department of Health and Human Services. The two of us lock
forward to discussing with you and this Committee some of the many concerns
surrcunding the issue of care for the newborn child with hardicaps or cperable

defects.

I am sure you will agree that cur goverment —— regardless of the branch or
which political party may be daninant at the time -- is primarily concerned

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

Indeed, that point of view was emphasized last Spring in an April 30
memorandum in which the President instructed both the Attormey General and the

Secretary of Health and Human Sexvices to exercise their authorities to
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enforce Federal laws that prohibit discrimination against the handicapped.
President Reagan tock special note of Section 504 of the Rehabilitation Act of
1973, which (and I quote fram the President's memorandum) "forbids recipients
of Federal funds fram withholding fram handicapped citizens, simply because
they are hardicapped, any benefit o: service that would ordinarily be provided
to persons without handicaps." The President noted that the law specifically
applies to "hospitals ard other providers of health services receiving Federal

asgistance."

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 pyoviding
this notice, we are reaffimming the strong canmitment of the American pecple

and their laws to the protection of human life."

Last month, as you know, the Department pramulgated regulations which require
that reminders of the applicability of Federal law to t.he‘ 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 prcper authorities.

As you know, these regulations are now the subject of litigation. W%hile I can

discuss the issue of health care for handicapped infants and the Department's

22-024 O-~--83—-2
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policy concerning it, I must decline to offer any personal cpinions regardirng

the matters presently in litigation.

The recent 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 Syndrame, 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
nouristment but which may be corrected by surgery. Surgery was not
perfomed to correct the atresia; Infant Doe was not fed, either orally or by

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

The basic principle in this case is that the child was allowed to die because
scmeone . else made the judgment that the child's life was not worth living.

Mr, Chaiman, I can assure you that there is no way to assess or to estimate
the I.Q. or the potential of a Dewn Syndrame child at the time of that child's
birth, W®hatever the degree of retardation may be, this handicap is never a
justification for withholdirg 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
Canmission on Bicethics in Medicine is in substantial agreement with these

points.
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In all cases of esophageal atresia, corrective surgery is indicated ard is
nearly always successful. I do not mean to minimize the difficulty for the
surgeon, the anxiety for t:.he narents, or the discanfort 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 ard I have done same 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-temm baby
in the last eight years when I was a surgeon and my survival rate for

premature babies was. 88%.

Mr. Chairmman, 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 T had first met as a newborn lying on my cperating
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 adds another new life-saving procedure to an already impressive list
of victories. More ard more therapeutic cptions are ocpening up, giving
physicians greater ¢pportunities, in the words of the Hippocratic OCath, "to
help the sick according to my ability amd judgment, but never with a view to

injury and vrongdoing.”

Wnether a hardicapped person's life is worth living is not a professional
medical question. A decision not to treat, for instance, a Down's Syndrave

infant because of a child's potential .ental retardation is not a medical
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judgment. The President's memorandum, our Depariment's notice to providers
and cur new regulations cught to be seen in this context, as indicating the
govermment's support for the provisicn of —not the withholding of
——treatment for disabled infants. In this respect, an enlightened goverrment

becanes 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. Secord,
there is the role of the family of the infant, the pecple who are responsible

for the infant appearing in the first place.

I indicated that medical and scientific advances constantly provide new ways
to zave lives ard improve the quality of life for the newborn. But medicine

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

Sane medical problems are not correctible, amd same hardicapped infants,

. unfortunately, face imminent death; for such infants, we do not interd 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
livirg. I would presume that these unfortunate exceptions are not the center

of this Subcommittee's interest.

In most instances, however, the ccurse of treatment is quite clear. The vast
majority of disabled infants are within the realm of 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. Chaiman, we
should not let anyone's emphasis on the most difficult cases distract our
attention fram the basic principle that we must not discriminate against
hardicapped infants.
This point was made last May 18 by Assistant Secretary Dr. Robert Rubin in the
caurse of his appearance on the evenirg television program, "The MacNeil-
Lehrer Report." Speaking for the Administration, Dr. Rubin said:

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

die. What we're talking abecut 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 ard treatment, the result is the same.

It is very difficult to acquire statistics on the denial of ordinaxzy 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 dces 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. Pecple who practice this means of case
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management of disabled youngsters are unlikely to discuss it cutside a vexy
tight circle of those involved in a particular case. This accounts for the
difficulty in securirg firm data, but encugh 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 sthical implications. I was aware then of what I said
because I had been practicing pediatric surgery at that time for 30 years and
traveled encugh 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:
© In 1973, Duff and Campbell of Yale University published in the New

Emland Journal of Medicine a report concerning dilemmas facing

pediatricians in the newborn rursery. They acknowledged that cover a
two-year period, 14 percent of the deaths in the newborn nursery were
deaths that had been decided upon and ergineered in scme way.

o In 1977, the journal Pediatrics published a survey of the surgical
section of the Academy by Shaw and Rardelph. A questionnaire had been
sent to all pediatric surgeons and to selected pediatricians in the
Academy of Pediatrics which asked about their behavier in the presence of
certain treatable corditions, such as duodenal atresias, in newborns with
Down's Syndrame. A great number of those answering the questionnaire

felt that what might be a pcor quality of life, in their estimation, was

oy
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sufficient reason not to treat the child for a defect which may have been
incanpatible with life but nevertheless was amenable to surgical
treatment.

o Several months ago the CBS television program "Sixty Mirutes" called
attention to several families who had made different decisions on the
preservaticn of the lives of their newborn children. More recently, a
television station in Boston had four consecutive nights of documentary
film on the use of infanticide as a treatment cption in this country.

o A just-released report of the President's Camnission on Biawedical Ethics
refers to several surveys among pediatricians. A survey of California
pediatricians showed that most would honor parents' wishes not to treat
Down's Syndrame newborns who had life-threatening intestinal obstructions,
and another survey showed that many pediatricians would do the same with
Down Syndrane newborns who had corgenital heart disease. A survey of
Massachusetts pediatricians showed that 51% would not recommend surgery to
correct intestinal blockages in newborns with Down Syndrame.

o In my own experience, let me say that I have received over 20 contacts in
recent months fram nurses who objected to carrying cut orders fram doctors

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

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

Mr. Chaimean, I want to focus now on another question and draw framn my
personal experience as a physician. Once a handicapped child is being cared
for within the realm of medicine, what ought we reasonably to expact fram
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 hard in hard. Scme of
the unhappiest children I have known have been perfectly nommal physically.
and many handicapped youngsters have cheerfully accepted difficulties I think
I would £ind hard to bear.

Secord, the physician must know a great deal about the infant's disease
process or disabling condition. As scierce 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 te know as much as possible about the patient.

Fourth, based on the first two, the physician has to draw some very important
conclusions about liow that process or condition affects the particular’

patient.

Fifth, physicians should be extremely cauticus 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 detemines is "quality."

Mr. Chaimman, I said that there are two aspects of these cases that bear close
study. The first aspect I have just discussed and its foaus is directly upon
the infant ard the infant's medical cordition. The other aspect concerns the
type of support the infant's family is givzn by the physician, the hospital

and the cawmnity.
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I would like to suggest certain principles which, if followed, will enable
those who care for hardicapped child vo work better with the fanily to
achieve the greatest possible benefitg 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 thorcughly go through
the nature of the infant's cordition, what the medical experience with such a
cordition has been so far, what kinds of things can be done immediately, and

what the options may be later on.

Secord, 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 cutside 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
"nomal" child, there is just no substitute for loving, caring parents.
Gradually, as the network of support grows, the parents will became more
centrally involved and more campetent 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 pessible. Even though the baby
may be bandaged, intubated, monitoved, and fed with a hyperalimentation line,
the parents can and should touch the child —- 1if possible, hold it and cuddle

it.

Fifth, physicians and hospitals must take a positive, active role in gettirg
the parents and the child linked up with available social and medical support
groups in the canmnity. Contiruity 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 cammiinent 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. Cammunities must be willirq 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 cammunity
acceptance of the handicapped will be invaluable ro them in tems of

education, services, employment, recreatioh, ard 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 resuit in better response fram the many voluntary social
service agencies and private foundations which exist to help femilies in

need.

" o egam
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In conclusion, Mr. Chaiman, pemit me to return to science and medicine for
a moment. If the decisions in this area that we face today seem carplex, then
the future holds even more camplexity, and for one important reason -- it also
holds more hope. What is extraordinary in medicine today will be ordinary
tamorrow, just as what wes 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 .eonatology, in intensive care
for newborns and in pediatric surgery that enables us to treat successfully
many corditions not treatable only a few years ago. It enables us

to-provide the precision care reguired by very premature and very sick babies.
Advances in pediatric surgery allcw us to restore and repair organs and limbs
whose malfunctions and malformmations previcusly caused death, defomity or

pemanent disability.

As a society, we should help both the families and the health care
professionals who care for the less-thamperfect newborn to continue their
remarkable work. The most cawpelling cpportunity is for cur goverrment and our
nation's leaders —— in all fields ard at all levels -- to reaffim ocur
national camnitment to providing cawpassionate, high quality medical care for

all cur nation's children.

Thank you, Mr. Chairmman. 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. Dorson. Mr. Chairman, I appreciate the opportunity to
appear before you and the subcommittee on a matter of such vitai
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.

QOur 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 known
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, 1
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 askeu 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
fdlabama Hospital and Clinic; and University of New Mexico Hospi-

al.

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 of 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-
quirements. 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.
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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 T:

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 reguiations 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 Dorson, Director, OFFiCE FOR CrviL RiGHTS,
DEePARTMENT OF HEALTH AND HUMAN SERVICES

I appreciate the opportunity to appear before the Subcammittee 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 Subcomuittee 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 ccﬁrpliance 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 be:ar all the rescurces &
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
campliance 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 statntes which prohibit discrimination on the basis
of race, color, national origin, handicap, and age in health care and
huﬁan services programs. This is a far-reaching and important nlandafe -

and we are determined to carry it out effectively.
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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 assistan;:e 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 syndrame and other

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

Following the death of a handicapped newborn, known as "Baby Doe,"
ir Bloamington, Indiana, the President directed the Department to notify
health care providers that Section 504 applies to handicapped infants.
The President was concerned about repoerts that potentially life-saving
treatment was being withheld fram 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. 1In that notice, hospitals were

reminded that Section 504 prohibits withholding from a handicapped infant
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nutritional sustenance or medical or surgical treatment required to
correct a life-threatening cordition if: i

(1) the withholding is based on the fact that the
infant is handicapped; and

(2) the handicap does not render the treatment or

- nutritional sustenance medically contraindicated.

For exanple, 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.

. Invest.igaﬁive 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 prumpt 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

detarmination.

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. BAgencies were contacted to exchange
information and, in several instances, agency personnel worked closely

with OCR during the investigation.

o Bxamine 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 neo-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 Oklahcoma hospital was
not. receiving life-sustaining nourishment and was being deliberately

dehydrated.
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On December 7 —— the same day the complaint was received -- an OCR
investigator arrived at the houspital and began the on-site investigation.
Hospital staff were ;i:nterviewed and a Public Bealth 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 anamalies 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
i1l infants. The infant was transferred to a perinatal unit and
immediately placed on the critical list. Nursing services and

medication were immediately initiated.

0 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.
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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, howevei,
demonstrate our comitment to take prompt and effective action as socon as

complaints or reports of possible discrimination are received.

As I indicated earlier, OCR's compliance program goes beyond reacting
to camplaints and reports of alleged viclations. Starting in 1982, OCR
initiated on—-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 investigatiﬁg complaints and in conducting
compliance reviews is to prevent the discriminatory failure to treat and’
feed hardicapped infants and to save their lives. We 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 ihvestigative 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 & gfeguiastion 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 camplaint 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 encouragsd to contact -the
Department immediately by using a special hotline mumber 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 Directors are meeting with
State agency persomnel 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 irdicates a possible

failure by parents to consent to necessary medical care.

OC.} 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 mumber and enclosing a copy of

the regulation and a replica of the regquired notice.
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o On March 17, OCR mailed to each of the 6,738 hospitals ten
17 ./2 x 14 inch posters — five written in English, five written in

Spanish.

o0 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 State agency could be added to the
posters. Many State agencies also maintain a 24-hour, toll-free hotline

service.

© OCR has 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 nuber is 800-368-1019 (863-0100 in Washington, D.C.).

When a call is regeived, OCR staff completes a "hotline report,”
recording as mush infonnation as it is possible to obtain fram 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 camplaint procedure
will enable those having knowledge of violations to promptly notify the

Department.
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In conclusio:, Mr. Chairman, I want to reiterate our comitment 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 I believe the record demonstrates that we
have approached the task with the urgency, sensitivity, and thoroughness

that is required.

ADDITIONAL QUESTIONS SUBSEQUENTLY SUBMITTED T0 Ms, DoTsoN

Senator NickLgs. 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 situzation. 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 immediafe referral would then be made tc 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 a. ion.

Senator Nickues. 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?

ANnsweR. According to our records there 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 504 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 you 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
nourishment 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
atfected.

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.
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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 available—how do you account for that being so wide-
spread in the case of infants?

Dr. Koor. 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 1ot 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. Koor. 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 reguia-
tions would probably annoy me. They would make life perhaps a
little bit more difficult for me.

But they would not in ary 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
\dNo_uld merely prolong the lives of infants who are irreversibly

ying.

There was one like ti.at 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. Koor. 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
btﬂ:h 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 alive—I understand the infant died in the last
few hours—was 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.

Cog)ld you comment on the medical ethics of that particular situ-
ation?

Dr. Koor. 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 experience 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 from a neighboring hospital and expanded
our facility to take care of ene more child.

In a day or two that would go the other way.

So that I think it's al:nost 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 arise—are 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 cn 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 that
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. Koor. 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 Nickres. 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 NicxrLes. Thank you, Mr. Chairman.

A couple of questions—one, 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 greater 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 cccurs?

Dr. Koor. 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 geographically thig
is, is what turned up in the film that we saw at the beginning 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 Nickres. 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 NickrLes. 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 Nickres. Why do you think this trend to withhold treat-
ment from only handicapped infants existe today? Why is it so
much more commonplace?

Dr. Koor. 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 Nickrgs. 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. Koor. Well, theoretically, you would believe that if a hospital
had an ethics committee, and a decision were made, that that
viflould 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 get—as I
recall, a professor of pediatrics, professor of pediatric surgery, psy-
chiatry, chief nurse, social worker, and chaplain—and the decision
was made that that child had a quality of life not worth living, and
iche child was given nothing by mouth until it starved a few days
ater.

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

Dr. Koop. Well, 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 instituted—imperfect
though they may be—were at least a stopgap measure.

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

Dr. Koor. I would predict that what would happen, sir, is what 1
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



39

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. Koor. 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 Nickres. OK.

I have wondered whether or not—I shouldn’t dwell on that—I
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 structure 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 says, “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 Nickvres, It might vary from institution to institution?

Dr. Koop. 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 NickrLes. Thank you.

Ms. Dotson, a couple of questions:

What is your general enforcement investigative procedure?

You might turn the microphone to you.

Ms. Dorson. OK.
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When we receive a complaint we determine the jurisdiction, we
assign it to an investigator who makes—goes 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. DorsoN. 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
up—that 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 calils.

Senator Nickres. Seven such calls since the installation of the
hotline number?

Ms. Dotson. Yes.

Senator NickLgs. That'’s been in existence for how long?

Ms. Dorson. Well, we began getting calls on March 17 as we al-
12'eady had the number in, but the regulation was effective March

2.

So we’ve received calls since March 17.

Senator Nickres. And you've had seven?

Ms. DotsoN. In which there was an allegation that there was an
at risk infant.

Senator NicxLEs. An “at risk infant?”’

Have you narrowly defined that? Have there been a lot of other
allegations that, hey, here’s a child that—I 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 Nickres. How many—have 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. Dorson. Prior te that—at that time I think there were about
five or six.

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

Ms. Dorson. Well, that's—whatever we submitted, that’s accu-
rate. But that does not—that is not reflected in the numbers that I
have given you.

Senator NickLes. So you've had——

Ms. Dorson. Yes.

Senator NickrLius. 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. Dorson. We have not made a finding of a violation. I'm not
able to say that lives have been saved.

Benator Nickirs. We did look into a couple of the cases. Are you
familiar with the case in Illinois?

Ms. Dorson. Yes.

Senator Nickres. 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 a 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 Nickres. 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 504, 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 letter of find-
ings, we still are required under our regulations, under our laws, to
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. Dorson. Yes, I am.

Senator NickrLes. 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. Dorson. Yes, sir.

Senator Nicxres. Looking at the report that was issued it ap-
pears if there hadn’t been some intervention—well, let me ask a
question: Did your office bring in the Justice Department in this
case?

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

ustice.

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

Ms. DotsonN. 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?7

Ms. Dotson. Yes.

Senator NickrLes. Well, my information was showing that the
baby was born—and here again, we show some difference on that:
Your report shows the baby was born April 80; 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; and—correct me if I'm wrong—that the hospital, the
original hospital, was encouraging surgery but the parents were
originally saying no.

Ms. DorsoN. 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
we—1I 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 understanding that the baby subsequently did re-
ceive surgery, 1 think about 3 or 4 weeks after he was transferred
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 Nickies. 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 mind, 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.

1 believe that the baby was adopted some time in July.

Senator NickrEs. 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 be improved upon by the legislation Sena-
tor Dentc: 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 is on
the books and that they do plan on enforcing it.

And T 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. DorsoN. Well, my office is entirely committed to enforce-
ment of this policy and certainly T, as part of this administration,
am personally committed to it.

Senator Nickres. Thank you very much.

Thank you, Mr. Chairman.

Senator DenToN. Senator Nickles, before I ask Senator Grassley
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.

22-024 O—83-g
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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 coming aboard to cosponsor.

Senator Grassley.

Senator GrassiEy. 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. Dorson. 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 used—or I should say
abused—by irate employees, getting even with somebody else, or
even with the doctor, or that sort of thing?

Ms. Dorson. 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
ggll us and ask us other information about posters and the regula-

ions.

Senator GrassLEY. I assume that the purpose of a hotline is that
nobody has to give their identity, the person calling in; right?



45

Ms. Dorson. Yes; we try, however, to get their identity; but we
ave 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 calling—I realize you cannot release them—but 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 whether—because I've
taken some calls myself. I believe there were probably about, at
least three were not, or 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. Koor. Yes, sir.

Senator GrassLEY. Was that immediately instituted?

Dr. Koor. It was rather immediately instituted, and the hearing
is 2 days hence.

Senator GrRassLEY. That's district court, Federal district court?

Dr. Koor. Yes, sir.

Senator GrassLEY. Have there been, Dr. Koop, any public state-
ments by any institution—I 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
gegxzse of cooperation with the regulation? Is that your anticipa-

ion?

Dr. Koor. My prophecy, sir, would be that we would have black
and white instead of gray, and that just the presence of this regula-
ti;))n ;vill 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?



46

Dr. Koop. 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 which receive no Federal funds and hence are not covered by
the regulations?

Ms. Dorson. 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 NickirEs. 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 prior ad-
ministrations under that section of the law?

Ms. Dotson. I don’t know.

Senator Nickres. 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 Nickres. 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
Hely 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 \}fllant 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 J. PARIS, 8.J., ASSOCIATE PROFESSOR OF
SOCIAL ETHICS, HOLY CROSS COLLEGE; AND DR. PAUL
RAMSEY, PROFESSOR OF RELIGION, PRINCETON UNIVERSITY,
A PANEL

Dr. Lirrie. 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 that—it’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 @ 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 ciear
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 1% 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-
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 will trig-
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 say—but
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.

And I spend a tremendous amount of time in my teaching of
medical students and nursing students, nurses, and so forth, to try
to guarantee 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.
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The Academy of Pediatrics objects strongly to the hotline man-
dated by the rule. Visitors to the intensive care unit who may not
in any way be involved in the care of a particular child may report
situations.

One example of a misinterpretation which might occur involved
the sign on a basinette reading “NPO”--meaning ‘“nothing by
mouth.”

And I'll diverge again here because 1 saw the clip from that fiim.
“NPOQ” is an important designation with some children. There may
be medical or surgical contraindications to do something by mouth.

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

The rule is untimely, it's cumbersome; it’s untried.

Point 7. Health and Human 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 witl) 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.

And 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. Xoop 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 on.
And T think we need to at least question whether Dr. Koep’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 and 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 boards—clergy, physi-
cians, parents, laymen, et cetera—and there’s a process, one they
recommended:

Verify the best information is being used; confirm the propriety
of the decision and thie 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 bahies 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 justified—and 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
responsibility to the Federal Government.

Now, 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 frame—but there
are cases that apparently have occurred where the care of a baby
or the welfare of a family has been disrupted. These occurred on
the West Coast. They occurred in New England—concerns and
problems about morale and infants and so forth.

Let me just finish up—I 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 been 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 Acx:emy 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 professionals; and it’s going to be
harmful to community-responsive institutions such as hospitals,
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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 OF GEORGE A. LitTiE, M.D., F.A.A.P., oN REAUTHORIZATION OF
THE CHILD ABUSE PREVENTION AND TREATMENT AND ADOPTION REFORM ACT,
TREATING SEVERELY ILL NEWFORMS

The American Academy of Pediatries, an organization of more than 25,000 pedia-
tricians dedicated to improving the health and welfare of our nation's infants,
children and adolescents, welcomes the opportunity to appear here today to
discuss with you this most sensitive and complex issue. Severely ill newborns
deserve every possible protection, and to that.end physicians continue close
consultations with families involved as well as with hospital and community
representatives. Always the presumption is in favor of life ~- and that pre-
sumption.is tempered only by health care providers' personal and professional
dedication, within legal and ethical guidelines, to reduce pain and suffering.

The Academy strongly supports and defends Section 504 of the Rehabilitation Act.
It similarly supports the stated intent of the so-called "Baby Doe" rule recent-
1y promulgated by the Department of Health and Human Services (HHS): that no
infant is to be 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 interim final rule proposed by HHS, 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-
fesgional modical judgment in the best interests of their patients.

The procedures required by the rule are contrary to most medical and ethical
opinions on how to address problems involving handicapped newborn children in
the United States. All health care providers are increasingly aware of the fact
that childbirth is an impertant physical and emotional process, but more par-
ticularly that the presence ¢f a problem in pregnancy ~~ whether a stillbirth, a
newborn death, or a deformed or otherwise sick infant -- is an extremely stress-
ful event. The standard procedure in our country is to respect parental 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
involves other parties, such as 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 prejudieial interventions, with directly resulting harm
to the infant, and indirectly so to parents and family.

The process as 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 infants. 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 continuing controversy surrounding issues such as parent-
eral nutrition or the use of life-support mechanisms mean physicians today still
must make judgments on the best 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.

HHS 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-
lines. 1In fact, each case involving a severely ill newborn is unique, and must
be assessed on its merits. This is not to suggest that the specific procedures
or approaches used to determine such care are different from those employed to
determine care for a "normal" infant, but that other considerations which
necessarily emerge regarding care alternatives are more complicated and deli-
cate.

HHS, lamentably, fails to recognize that reality. 1Its rule implies that deci-
sions regarding the feeding of and customary medical care for infants with han-
dicaps should be made independently of the actual handicap. This separation of
problems creates the potential for inappropriate medical care. For many
infants, the nature of their handicap is part of their medical condition, and
must be considered in formulating an 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 obstruection 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 disease.

The rule chooses to allow government investigators (rather than the medical
team, parents and potentially the courts) to decide "customary medical care.®
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, regardless 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 is equally vague regarding the definition of a handicap. Is an infant
weighing less than 750 grams (1} pounds) a handicapped infant? Some would argue -
yes; some no. Is an infant with an intracranial hemorrhage, bowel perforation
and respiratory failure (all acute conditions occurring after birth) a han-
dicapped infant?

If a handicap is construed to include extreme conditions such as a massive
cerebral hemorrhage, or an anencephaly, it will strip discretion from doctors
and families with respect to continuing or discontinuing life-support systems.



Potential exists in the rule for indefinite prolongation of futile life suppcrt
with attendant pain and suffering of the patient and the family, misuse of
gcarce and vital medical resources and enormous expense to the community.
Indeed, after an exhaustive three~-year study,the President's Commission on
Bioethics 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 can 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 grow for a period of weeks
or monthis using parenteral feedings. However, many su¢h 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 in 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 would be considered as non-optimal and discriminatory
toward an infant who is handicapped.

How would non-medical HHS 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 relstionships.




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 BHS regulation and putting up a
"Baby Doe Hotline" number imply a distrust of physicians and of the deecisions
of all health professionals. It imposes governmental intervention in an area
where the unique expertise of the health professional coubined with the con-
gidered sentiment of the family and local advisors ls 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, denlal, 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 disruptive 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 institutlons 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¥ Inapproprlateness 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 establishmen% 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 hoapital procedures on newborna. 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 varlety of informers, decrease the agencles' 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 mechanies of the rule,

Entirely apart from the substance of the regulatory step, we take strong excep-
tion to the process by which HHS has pursued its implementation. Only 15 days
were allowed between the March 7 announcement of the new guideline and its March
22 date of effect -~ yet the prescribed period for public comment on the matter
runs 60 days, through May 6. Such an accelerated time frame effectively pre-
cludes collection and consideration of necessary additional data as well as
further atudy of the complex issues involved,

Whils 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 alsc 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 exumple of & misiiterpretation might be when a sign
is posted on a bassinette reading ¥PO, 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.

Having a baby is an important but anxiety laden time for many families. Those
families with sick or handicapped bables are under enormous strain. Reactions
to 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-
sent the most difficult of situations for hospital staff because of their
psychological problems. The consequences of patient care if a staff were
diverted by a "hetline" investigation emanating from an angry or alienated
gpouse can be considered as nothing but deleterious and harmful. Intensive care
nurseries are already "pressure cooker" environments.

The remedy proposed in the rule is not only untimely, it is cumbersome and
untried, and there is no way of knowing if it will make the present situation
better or worse. It well may lead to overtreatment of many infants with every
technology available to hospital intensivists, against the best interests of the
infants, simply prolonging the process of dying. To propose such a radical
change in the way health care is delivered in this country, without adequate
data, without awaiting public discussion or review, and in the face of alter-
natives proposed by thoughtful official bodies, is surely imprudent.

VII HHS has not investigated and identified the problem to be addregsed.

The Department of Health and Human Services has not produced any direct evidence
of inappropriate treatment of severely ill newborns., Indeed several retrospec-
tive compliance reviews conducted by the department aince May 1982 have
apparently found all of the facilities to be in compliance with Section S504.
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 cannot
define. 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-
cists, 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 fssue 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 care
is offered to all newborns -- including the severely 1ill. For this I turn to
the report of the President’s Commission on Bioethies, 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
1imits their capaecity 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 have reached,
or confirm that the range of discretion accorded to the parents is appropriate.

3) Resolve disputes among those involved in a decision, by improvirg com-
munication and understanding among them.

4) Refer cases to public agencies (child protection services, probate courts)
when appropriate.h®

"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 ti public and to insulate these agonizing tragic decisions
from the glare of pub.icity and the distortions of public posturing that com-
monly attend court proceedings.n¥

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 ethic: 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 consensus that it would
provide a net benefit to the child. The Commission coneluded "that a very
restrictive standard is appropriate: such permanent handicaps justify a deci-
sion not to provide life sustaining treatment only when they are soc severe that
continued existence would not be a net benefit to the infant."*® This a standard
is strictly defined and is irrespective of perceived negative effects that an
impaired child's life might have on other persons, including parents, siblings
and society. These children should be treated no less vigorously than their
peers.

2) It is legally and ethically justifiable not to try predictably futile
endeavors. "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 for 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,
including medication for pain and sedation, as appropriate."®

3) "Although most infants fall into the previous two categories, difficult
questions are raised by the small number for whom it is difficult to know
whether treatment offers prospects of benefil. "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 litile is known about
how each infant will fare with treatment.n®

It is this troublesome group to which we must address our attenticn, 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
assuming a decision regarding the previcus two categories. Our point is a
simple one: that the HHS rule does not asaist 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 mandates procedures which
may be harmful fo 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 disadvantagzes 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 1ssue for several years, ldentified 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 i3 seriously concerned about the minimal
resources and problems which current child sbuse 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 gavernment'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, oblivious 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 i1l newborns persist still -- and this HHS interim rule does
nothing but worsen prospects for progresgs.

* Deciding to Forego Life-Sustaining Treatment -~ A Report on the Ethical,

Medical, and Legal Iasues 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. McLone?

Dr. McLoNE. Yes, you have my prepared text, and I thought
what I would do is to talk about specifically spina bifida. Spina
bidifa 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
majority—some 85 to 90 percent of these children—died 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 hydrocephalus or
the child’s water-on-the-brain and essentially cure it or render it
nonprogressive.

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
their hydrocephalus, should it develop, treated with the shunt
system.

In reviewing the outcome of that vigorous 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've—in
almost all institutions—and 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 bifida—we 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 90 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 bifida—and 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-
ei‘,y1 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
die—and 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 documented 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 40 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 established at 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 100 consecutive newborns who were over the age of 4,
now—and 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 a wheelchair; they
are able to get up, walk; they have significant 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
boewel. It used to be the single most difficult thing to deal with in
these children—getting 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 undiverted 60
childreny now; and they are now on intermittent catheterization
and continent. o

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 think to my col-
leagues.

And the resulis 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 the United States where a pediatric neurosurgeon is involved in
the aggressive treatment of newborns with this disease.

In fact, 37 percent of the children I consider essentially normal.
They have normal intelligence, they are continent of bladder and
bowel-—that can be through intermittent catheterization, but they
?re continent of bladder and bowel; and they are community ambu-

ators.

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 outcome, at birth.

Fifteen percent of the children have died, and these children
have sorted themselves cut 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 children of the
100 newborns who are going to require some kind of custodial care.

But if you look at the group, and their “quality of survival”’—
that word plagues us and it is difficult to define—but if you look at
this group of individuals, taken as a whole, the number of survi-
vors and the quality of the survivors exceeds what the British expe-
rience 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 am—the statistics you have just given re-
garding the proportion of children who are ambulatory and have
normal IQ’s and can control their bowels—I don’t find that in your
prepared statement.

Dr. McLoNE. No. This is 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, this—the 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 cut; 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. McLonEe. Yes. Those are the same, and they are from that
article.

One final point I would like to 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 Australia—and their experi-
ence is similar to that which occurred in Great Britain—and 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. McLone and additional informa-
tion supplied follows:]
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PREPARED STATEMENT OF DAvID G. McLoNE, M.D., PH. D., AssoCIATE PROFESSOR OF
SURGERY (NEUROSURGERY), NORTHWESTERN UNIVERSITY MEDICAL SCHOOL, AND
CHAIRMAN, DrvisioN oF PEDIATRIC NEUROSURGERY, CHILDREN’S MemoriaL Hospr-
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 fyod 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 regulaticns 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 spgcific clinical
contexts.

Most physicians would agree that newborns with
life~-threatening but completely remediable dissases should be
treated as aggress%vely as necesséry to ensure their survival and
future health. Most physiciané 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

-1 - 4
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survival with serious handicap. 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.

1 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 te 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 reséonsibility 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 50% of patients who do survive. A policy of so-called

"benign neglect' then is both offensive and ineffective.

-2 - =
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Other parents and physicians: seek to provide or deny.therapy
“rationally" by applying a set of medical "selection critéria"
for identifying the newborns with spina bifida who are likely to
have'good clinical and functional outcorme. Historically, these
criteria were elaborated in Britain where many of the épina
.bifida patients are denied sustenance, are sgdated, 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

""selection criteria" advocated by

literature for guidance, the
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 "besy" 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. Govegnment 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 should further decrease the level of igno;ance.
Obviously, we as a group with a vested interest in the welfare of
the children feel much more can be done.

1 have become increasingly concerned about the paradox
presented by our government. On the one hand, we are told by the
executive branch through HHS and the Justice Department that no
handicapped child can be denied food, water, or customary medical
care. Mechansims are put in place to monitor, through signs and
hot lines, how the medical profession deals with this problem. At
the same time, the funds needed to deal with the cause of these

handicaps and to habilitate these handicapped indiviauals
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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 improved prenatal care is likely to result in the birth
of additional handicapped children at the precise time that loss
of support to treatment and habilitation programis erodes the
quality of life these families can anticipate for their
handicapped child.

Finally, some handicapped infants may be denied care despite
expert opinion and in obvious violation of federal regulations.
As a 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 distasteful, but we are morally

and ethically obliged to care for our patient--the child.
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INTRODUCHTCW .

As new operative proccdures,'medications, and ancillary care
éevelop, the natural history of a dicease can be progressively
altered, The impact of thz cerebrospinal £luid shunting on
hydrocephalus and the even more recent utilization of computed
tomography (CT) to diagucse and assess treatment of hydrocephalus
are good examples of this type of progress. Periodically the
effect of progress on th= outcome of treatmant of children born
with a myélomeningocele n2ads to be determined.

We would argue that it is moral and ethicaliy correct to
treat all children borun with a myelcqeningocele and thap no valid
criteria cxists for the cezlection of infants for nontreatment.
Certainly as the "quality of survival®" improves through medical
progress, the poor outce:: wnich the selection criteria3 purpart
to accurately predict baromes less distasteful, An added
scientifie bencfit of troating all children is that it affords
the oppourtunity to measuré the aifectivenecs of treatment withont
the bias of selection.

The initial decision to operate upon a newborn child with a
myelomeningoccle rests oun the prewmise that: (1) the physician
informing the parcnts ig familiar with the disease, (2} the
information available concerning ovtcome is current, and (3), the
outcome is predictable based on the clinical condition of the
newborn. The first is ofton lacking, the third is not true, and

r
the second is the subject of this paper.
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CLINICAL EATERIAL

Beginning in 1975 and extending through 1973, 100
consecutive, unselected newborn children with a myslomeningocele.
were transferred to Children's Memorial Hospital of Chicago.
Extensive data were collected in a prospective study to evaluate
outcome of treatment by a multiple disciplinary ‘team. All
children had their myelomeningocecle repaired following evaluation
by the team. Orthopedic and urclcgical treatment was begun during
the initial hospitalization. Nursing, occupationél and physical
therapy, dietary, psycboloé&, and social work were involved as
part of thzs team from the outset. ‘After discharge the children
were followed closely by the sams team in the outpatient cliniec.
Education of the child, of the parents and assistance to the
family in habhilitation of the chila in order to attain the most
independent computitivc adult life possible is the¢ ultimaze goal
of the team.

'RESULTS

The period of foilow—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 rema1n1ng living
chlldrcn are followed in our clinic.

Ezghty—nlne percent of the childrea had their back closed in
‘the first 24 hours of life. The other 11 children Qere
transferred later than 48 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.
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Preoperative motor function is summarized in Figure 1,
7ollowing surgery, at 10 days of life a repeat motor examination
shoved a significant improvemént in motor function. Motor
improvement was considered significant if the functional
improvemznt added function across the next joint. " Functional
improvemant perszst d beyond the 1 year follow-up examination.
Deterloratlon in function is considered an indication for
diagnostic study. Hydromyelia, tethered cord and inclusion
dermcids have explained deterioration in children followed in our
cliﬁic, but not part of this series and deterioration has been
reveresed by appropriate treatment..

Hyérocephalus reaquiring a shunt developed in 80% of the
children, The ventricular volume was abnormally large in an
additional 15% but no shunt was inserted if the ventricles were
slavlec wn sugacatial CT scans and the child's develupheni was ou
time. .

Almost half, 48%, of the children with a shunt have not
requizred a shunt revision. One revision wﬁs required in 16%, 2 in
16%, 3 in 8%, 4 in 8%, and 5, 7, 9 each in 1%. A shunt infection
occurred ia 10:3¢ of the procedures. The majority of gram
negative infections occurred in the first month of life and were‘
.significaAtly higher in children with delayed back repairx.

Yearly developmental assessments including intelligence arc
obtained on most of the children. Development is normal in 73% of
the surviving children”

One halr, 54%, of thc chlldren are communlty ambulhtors and .

,,,,,, I
.

-onl& 8% arc contlncd Lo a wheclchalr at the pre ent time,

.
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Twenty-four percenl are exercisn ambulakors and 14% use a
wheelchair in the community but not in their howre,

Urinary contincnce has becn achieved in 87% of -the children
whe are over 4 1/2 years of age. We do not feel incontinence
prior to 4 1/2 years predicts continence at school age., Urinary
diversions to the abdominal wall were performed in 5‘of the
ear%ier cases and 3 of these subsequently were undiverted. Clean

‘intermittent catheterization in combination with pharmacotherapy

.

has led to the high continency rate and made urinary diversion
rarely neccssavy. ’

The surgical mortality is 2%. Ona child diea imnediately.
.aﬁggg;surgery of fgspiratory distress and another gied of sepsis
following br=akdown of the back repair.

The overall mortality is 14% at 3.5 to 7 years of follow-up.
Twelve children died subsequent to discharge, 7 uf chese deatis
were associatad with hindbrain problems of the Chiari II
malformation. Three cﬁildren died because of respiratory problems
caused by compromize of the thoracic cavity by heuivertebra and
fused ribs limiting the development of the hemithorax. Attempts
.'at surgical correction on children not part of this series has
not been successful and it was therefore elected not to operate
on these children.
in some combination ~ was significané in 32% of the children.
Chiari II symptems are more severe in our series in those
2chi1§gen M;thvlow“luﬁbosacral:lesions‘and«function‘in theiF‘legs;“

.

Posterior fossa decompression was performed on 4 of these

. by * $ "
EMDIOR LN S
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children. Subsequeni {2 decomprusasion, U died, 1 still requi:és a
tracheostomy and 1 has bocome asymptowshic., Of the remaining 28§,
9 have died, 1 continues to require a tracheostomy and the
problem hasg resolved in the other 18 clildren. Thus 11l of 32 have
die& for an overall mortality of 34%. 1t should be pointed ocut
that 2 of thesc are the children considared operative deaths and
3 are the children with compromise of thuir hemithorax.

"ot thé 86 survivors who are over 4 1/2 years, 47% aras
intellectually normal, continent of urine and comuunity
ambulators. An additional 28% over 4 1/2 years are intellectually
normal-and continent but do not ambulate in the comnunity. Total
pefccntage of children who could be independent and competitive
is approaching 70-80%. ‘

DISCUSSION

This study réprisents ah wnsclacled wousilulivi scertics ol
patients. The extent of prior selection by the physicians vho
refer to children's Memorial Hospital iz unknown. All children
vere aggressively treated initially, In abbut 10% of the cases it
ultimately became clear that continuation of aggressive therapy
was 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.probléms
continues to he the major cause of death in these children.

Close scrutiny of thesae children reveals that almost all of

the children have some Symptoms of hindbrain problems. Mothers

relate that they "spit up® morg. choke ggsily,‘tolerategchangés M

in foud texture poorly, and have occasional respiratery pauses.

22-024 0-—83—=6
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In about 1/3 of the children tho symptoms will prescnt a
significant problem. About 5% (5/100) will progress toya:d
persistent apnea and we have porformed posterior fossa
decompression in that group. In 1/3 of this symptomatic group,
about 10% of the total 100, death will be directly or indirectly
attributed to these problems. In almost 2/3 of.the childrén the
condition resolvas with time. Resolution would appear to be the
natéral higstory of the hindbrain problem. . The value of posﬁerior
fossa decompression is sti}} debatable. In all 4 of our cliildren
who were decompressed (decompression carried into the posterics
fossa), an immediate improvemeni was noted. Two.suhsecuently died
and 1 continues tq have significant problems. To ?dvocate
posterior fossa decompression on all symptomatic children, a
success rate greater than 2/2 must be demdnstrated.

The mainrity of children wikh gevers Chinvi II cymphonz
would have escaped selection criteria commonly'used because of’
their lack of hydroceghalus at birth, low level of the lesion,
and functional lower extremities.

We may be placing tno great an emphasis on intellectual
.deve;opment. It would seem that if our primery goal is the most
competitive iadependent adult possible in a technologically .
advanced society, normal intelligence is a requisité. Obviously
.those individuals with less than normal intelligence have great
human value and everything must be done to make their lives
comfortable and meanin%ﬁul. Many of the children with less than
pormat IQ's,.although requiring some:care; shoQld wake i = [

significant coatributions to our society.

.
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In a previous publication we demonstrated tnat retardation
is acquired in most of these children as a result of shunt
complications.4 Unfortunately, our shunt infection rate in this
series was still too high. Children closed late were at greatest
risk for gram negative ventriculitis. Every effort should ke made
to keep the shunt infection rate at a minimum,.

Management of “he hydrocephalus in reviewing the data was
much less of a problem than the author thought. We tend to
remenber the child with 9 revisions and forget that 20% were not
shunted, éO% of the shunted children have not required a r=avision
and only 10% have required between 4 to 9 revisions.

Motor deterioration in a child qith a myelomeningocele
dictates further diagnostic studies. Tethered cocd, hydrouyelia,
and dermoid tumors have explained motor deterioration in children
followed by our team but not included in this series. Racovery
followed appropriate surgical intervenktion. Postoperative
improvement after myelomeningccele repair noted at 10 days of
life, has persisted thFuugh the period of this sgtudy. Improvemeni
folloved by deterioration to the previous level, as a natural
history of the diseasg described in the literature was not borne
out by this study.l

The f£inal ambulatory status of many of these children will
be determined during thei; teenage years. The projected rate of
community ambulation may be to high but with improved orthosis

and habilitation techniques this level may be reached.

<
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problecms have died. The children most at risk are those with
hydrocephalus.. All of the children who havé died in this study
had hydrocephalus. 2 shunt mélfunctiqn or a complication of a
revision may cause the death of childrén in the future.

The survival and functional status of this grbup of children
is superior to most studies in the literature including those

2,5,6

evaluating only patients selected for treatment. Aggressive

manégement by a knowledgeable team and close follow-up ensures
both survival and improved function.
CORCLUSICON
Although we are far from a cure, the future becomnes
progressively optiTistic for these children, Only time will
bconfirm what is in store for these 86 surviéing children. The

mortality rate is low in this series and the quality'of survival

- ! PR S N - - 2 b - iy - v -, -t 292 .3 o
Lo0 Lhe majowvety of the cohiildren eppcars gocd. uUabilitaticn,

accessable howsing, and job opportunities remain as societal

problems to be solved;
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Senator DENTON. Thank you, Dr. McLone.

Father Paris?

Father Paris. Yes, sir. You have my statement-—there’s one cor-
rection: Page 9 of the text, at least as it was distributed, is from Dr.
Ramsey's article, and not from mine. My page 9 is missing. [Laugh-

ter].

I think that the first anniversary of the death of “Infant Doe” is
an appropriate occasion for reflection on some of the moral impli-
cations of that act. It certainly has stirred a raging national debate
on infanticide, “letting nature take its course;” some even seeing it
as an occasion for mercy killing.

Perhaps the most well known exponent of that view is Dr. Ray-
mond Duff of Yale-New Haven Hospital, a physician with whom
T've been in communication on issues over the past 2 years; and
with whom I disagree completely, totally, and unreservedly on the
nontreatment of Down'’s syndrome children. I've told him so.

I think his position is unconscionable; I think it’s utterly unac-
ceptable; I thizk it ought to be denounced by the profession of
medicine; I think it's somewhat appalling that the established prac-
tice of medicine has let him get away with it—the sort of articles
he printed in Pediatrics—in an unresponded way in the past few
years,

For instance, in 1976 in Pediatrics, he wrote: “achieving death
and in fact killing may be a sorrowful and painful obligation.”

Similarly, I think there’s no ability on the part of any serious
person with ethics to accept the sort of statements we saw of Dr.
Alex Haller, that film the Kennedy Institute did several years ago,
in which he argues that “since it is moralily licit to terminate the
life of a Down’s syndrome fetus, so likewise we ought to be able to
terminate the life of a newborn Down’s syndrome child.”

Such action is murder; it ought to be treated as such.

Such action 1 also believe is directly contrary to the whole
Judaeo-Christian tradition and our understanding of life.

Life is in fact not something that we ourselves design, but it is a
gift of God. It's a gift and it's a task and it's also a journey.

But death is likewise part of that journey. Death, at least in the
Christian tradition, is not the final victor, not the final state; it is a
stage along life’s way.

In fact the past week we celebrated Holy Week, the story of life,
ls]uffering, the passion, the death, and then the resurrection of

esus.

And it’s against that story that at least the Christian determines
how we ought to act with regard to life.

Unfortunately I think that in this particular age, if God is not
dead, he is at least irrelevant to the practice of medicine. It's an
age of unbelief in which we substitute other values. There are two
really rampant in the land, one of which is Dr. Duff’s self-centered
hedonism in which personal pleasure and personal predeliction be-
comes the only value. Suffering at all costs is to be avoided.

But there’s a second kind of response which is a substitute equal-
1y as dangerous and fully, I believe, as threatening to the Christian
tradition, one I call vitalism. One which elevates life from the
sacred into the absolute, makes life into an ultimate; and it de-
mands and requires all known measures to prolong it be used, re-
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gardless of the quality, regardless of the cost, regardless of the con-
sequences, 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;
fél:le pessimists would end it whenever the burden or difficulty is te-

ious.

If you see life in the Christian tradition as something sacred but
not absolute, you’ll understand that there are limits on what we
can do and there 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 considered a private matter;
because 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, that the
simple-minded solution of simply doing everything 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 proceed with the
argument we must always do everything possible is a tragic mis-
take, and one which violates good ethics. :

So I believe the Health and Human Services regulation is a mis-
guided misapplication of good ethical principles. It's too broad, it's
too blunt for the kind of delicate, nuanced complex decisions to be
made in neonatal units. I think it violates the principle of subsi-
diarity that says that we ought to use the local as opposed to a
higher 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 such things as customary and ordinary care, such things as
food, are subject to widespread misinterpretation. The celebrated
case in Los Angeles at Kaiser Permenente Hospital in which I tes-
tified for 2 days, had to do with the question of the withholding of
treatment from a comatose patient, a patient that reports subse-
quently indicated, never stood a chance to attain anything but a
chronic vegetable condition.

The nurse protested, you cannot withdraw the treatment, be-
cause ‘ifood is an ordinary means; everyone has a right to ordinary
means.”

The judge in that case, ruled that the physician’s action was the
appropriate medical response for a hopeless condition.
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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 recapltulate again its
400-year-old tradition on this topic.

And it said that what we have to do is to assess the proportlon-
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 ageny 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 situation. 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 way 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, from the autonomous phone call in the night.

There 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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Reflections on the Care of Handicapped
Children: A Catholic Perspective

John J. Paris, S.J.

The first annivexrsary of the death of Infant Doe, (April 16, 1982), a
Down Syndrome baby with a trachaec-esophageal fistula, who was left unfed
and untreated in a Blocmington, Indiana hospital for eight days until it
expired "of natural causes," presents the occasion to reflect on the moral
implications of that case. Two Monroe County €ourts and the Indiana Supreme
Court heard arguments on the issue and each determined not to intervene against
the parents' determination to let the child die. Some called the parents actions
“sufanticide;" others labeled it "an acceptable moral option."

The full facts in the case will never be known because the courts have
sealed the records to pratect the family. Whatever the facts, and they were
twice debated by some six physicians before the lower courts, Chief Justice
Richard Givan of the Indiana Supreme Court maintained the parents were loving,
carirng people who "wanted only to do what was best for the child."

Infant Doe's death stirred a raging national debate over the policies
of dectors and hospitals on the treatment of severely handicapped newborns,

a debate which revealed a wide diversity of views and expectations. Some saw
the actions as homicide, others as "letting nature take its course," still others
as an occasion for “mercy killing.” Today I would like to reflect with you on
some of those responses. Perhaps the most well-known--and in my view unconsion-
able and utterly unacceptable--position is that of Dr. Raymond Duff of the Yale-

New Haven Hospital. In his famous New England Journal of Medicine article in

1973 on “Moral and Ethical Dilemmas in the Special Care Nursery" Duff argues,
as does the family attorney in Infant Doe, that these are "private decisions"

which should be left up to the families and their professional advisors. In an
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article which I wrote .in lLaw, Medicine and Health Care in June, 1982 I criticized

.

buff's position as “normless." There are no guidelines, no principles, in
Duff's proposal for the physician’s recommendation or the parents’ decision.
They are simply ad hoc decisions and,.as such, they can be made quite'poorly
as easily as quite well.

As the famous Johns Hopkins case makes abundantly clear, parents or physicians
may determine not to treat on such slender grounds as A Down Syndrome child with
ducdenal atresia would be * financial and emotional burden on the rest of the
family."

In subsequent articles Duff has gone even further. In Pediatrics for April 1976
he writes, "There are occasions when death may be a more prudent choice and
achieving death (in fact, killing) a sorrowful and painful obligation." He then
pro:eeds to argue that James Rachel is correct that there is "No moral difference
between active and passive euthanasia.” As recently as March 1981 in anothexr
article in Pediatrics Duff arqgues, "The role of the family must be acknowledged
and supported even though the resulting decisions occasionally risk violating
one or another of numerous,. perhaps conflicting, moral, religious, or legal
doctrines."

Duff is joined in his views by such physicians as Dr. Alex Haller of Johns
Hopkins who argues that singe it is morally licit to terminate the life of a
Down Syndrome fetus it ought likewise to be morally licit to terminate the life
of a newborn Down Syndrome child. This is simply murder. It should be treated
as such.

The issue is, how are we as a society best to xespond to such threats to the
sacredness of 1ife? First we must place life and our obligations and duties to
preserve it in perspectiv;. 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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confront parents, phy;iCians and society at the birth of a severely handicapyp««l
newborn? Before examining the specific question, let us examine some of the
general theoleogical themes of the Christian tradition that provide understund%pq
and wisdom of what it means to be human. The trad%tion begins with the belief
that God is the creator of life and its preserver, that life is a gift, and'
that life has value because God is its end and goal. ' As Gustav Mahler put it
so eloguently in his Second Symphony: "We have come from God, and to Him we
must return." Life is not only a gift and a task, it is also a journey. we ar.
on a journey from God and back to God, and death is a part of. that journey. [
is not a victor but a stage along life's way: not a figsl state. The ultimate
goal of life is :he restoration of tha fullness of the gingdam. Thus, it is
aternal life, nor 1ifa itself, which is ultimate. For the Christian, .and thoge
who believe in. the life, deach and resurrection of Jesus, death has been averuor..
It is not the final victor, and all those whe bolieve and accept thal messad:
likewise have overcome its defeat. - They, in the words of John's Gospel, 'will :--
raised up on the last day."

For the believer, this story provides the meaning, the purpose and the value
of personhood; It also tells us the meaning, the purpose and the value of lire's
journey. ‘When decision making is separated.frcm this Jtory, it loses its perspective.

A serious problem faciny our present age is that it is an age of unbeliel.
With the demise of religious values, we have one of two very diverse substitute
values. One, a self-contered hedonism whicih tells us that our own‘personal pleasur
is the only value in life; that suffering is an evil to be avoided at all costs.

from

Two, the elevation of lire /\ something sacred to an absolute. Life then becomes
the ultimate value and all procedures to maintain it become a moral requirement.
This second response is as idolal ous as the first. It makes of life not a gift

but an end and a goal in itself, a new golden calf before which we may worship.

This is the view, one which I call a vitalist position, which is as threatening
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to the sanctity of life as the positions of Drs. Duff and Haller. It would
transform us, ultimately, into being nothing other than cogs in some machine,
And it would make of death what Dr. Emerson calls it in that film, "Whose fo;
Is It Anyway" ~the enemy, a failure, a disasterx, an unmitigated evil.

Death, in the Christian context, is not an absolute, unmitigated, total,
awful evil. It is a part of the human condition, a part of the process af wi::
it neans to be human, a part of the journey which is the totality of life, ™.
the believer, life is good, but it is not the ultimate good; as such the dury *o

preserve it is a limited one.

At this point we might ask, How do we apply these f:sthts from our relid
1 -
tradtion to the cvare of severely handicapped newborns? ﬁlrsn Wwe Wil e
the dangex of the. vitalist position that life is the ultimate value and tnat e
must use all procedures to preserve it reqgardless of cost, reaardless. af oopiic -

quences, regar.iess of su jaring to the newborn. Second, we would understanc

that life as jifr from God is not ours to end whenever 1t is burdd

some or produces pain or suffering or trial., Third, the issue of the care of sick
children ought not be framed in terms of emotional or financial burden to the Fam:!
nor the philosophical predisposition of the’physician but shoulé fowus on the
hest interests of God's girt, the child,

That interest may or may not demand treatmenct. As my colleague, Fr, Richard
MaCormick of Georgelown and § have written, "There are cases of dyinag patients,
or those so submerged in sufferina in the struggle to survive, that the best
treatment may be no treatment.®

These, though, are not "private matters” to be left to the family and the
physician.  For despite the ohvious love and caoncern of parents, such as those
in Infant Doe, loving parents can and do make mistakes. To think otherwise is to

confuse the goodness of the decision maker with the rightness ol the decision.
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And that is to destroy both ethics in principle and sound public pelicy.

A further caution to be observed from these cases is the danger of leaving
the formation of social policies exclusively in the hands of practitioners. i
As one who teaches medical ethics in two medical schools, I can attest that the
medical profession is little trained in and not particularly adept at setting
social values. You nced only refer to famous studies of Drs. Shaw and Todres

as evidence of physicians' attitudes that this societv would { ind unaccentahle ——

and rightly so -- in the care of Down Syndrome infants.

* * *

Where, then, 7oes this leave us? The editors of Lincet correctly chserco
that the simplest, though not necessarily the right course for doctors-—and thr
one with the greatese potential for pain and burden to the paticnt and the foay’o--
would be to do everything possible to save lives. (November 14, 1981). Such »
policy, I kelieve, would be a tragic mistake, one which would violute gooid wrii
practice and produce poor public policy. Conseguently, I believe that the Marc:s !
directive of Health and Human Services' is a misquided and mistaken policy. It 1n
far too broad and blunt an instrument for the deiicate, nuanced and comnlex deciuie
making which must occur in the neonatal nursery. The g:inciple of subsidiarity
would argue that these decisions ought to be made at the local level with auideline:
and norms established by the society. Secondly, the directive, as written, is
far too vague and open to misunderstandinag, misinterpretation and mistaken applicaticn.
As the recent dramdtic case in Los Angeles, California in which two physicians
wera charged by the District Attorney for murder for withholding life-prolonging treatwu-:
from a comatoses patiemt: indicates, such terms as “customary medical care" are
overly broad and too unspecific to be useful in regulatory dircetives. Dr. Gordon
Avery, the Director of Necnatolgy at Children's Hospital Center in Washingten, D.C.

put it best in his op-ed editorial in the Washington Post (March 23, 1983, p. A~3%5)
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"The potential exists in this rule for indefinite prolongation of futile life
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 techoiua:: -
possible, regardless of prognosis and likelihood of success, then those of us whd
give intensive care to newborns have been rendered blind technicians, robboed

of our facilities of judgment."

If the HHS requlation is an inadequate standard, what would bo the proper
positive criteria to be applied? In iQBO the Vatican issued ;ts "peclaration wn
Euthanasia" in which it discussed the means to be used te preserve life: "Ik wiit
be possible to make a correct judgment as to the means by studying the type of
treatment to be used, its deyree of complexity or risk, its coest and thoe jposoiiii:e
of using it, and comparing these elements with the result that can be expected,
takinyg incto account the state of the sick person and his or her physical or rur..
resources."”

Here the vatican has identified two elements that cught to anchor our judament
in life-sustaining decisions: burden and benefit. This means that life-sustainin:
interventipns are not morally obligatory--for handicapped infants or for anyone clu.--

if they are either gravely burdensome or useless. These are, of course, value

judgments not mathematical assessments. The evaluation of burden-benefit is not
always easy. Indred, it can be very borderline and controversial..

an earlier guideline Fr. McCormick aad [ developed for dealing with handicapped
newborns focused on the potential for human relationships associated with the infant‘'s
condition. ("™ Save or Let Die: The Dilemma of Modern Medicine," Journal of

the American Medical Association, July 8, 1974.) If that potential was simply non-

existent ox be utterly submerged and undeveloped in the mere struggle to survive,

that young life had achieved its potential and no longer made life-sustaining claing
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on our care.

That standard was admittedly general. It could clearly be misued and
stretched beyond recognition. But, we are convinced that it is fundamentally
sound 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 burden-
benefit evaluation--can be further specified as follows:

1. Life-saving interveqtions ought not to be omitted for institutional
or managerial reasons. Included in this specification is the aEility of this
particular family to cope with a badly disabled baby. This is likely ro be
controversial quideline because there are many who believe that the child is the
ultimate victinm when parents unsuited to the challenge of a disadvantaded baby ene o
undertake the task.~ Still, it remains an unacceptable erosion of our respect
for life to make the gift of life once given depend on the personaliries and
emotional or financial capacities of the parents alone. Mo one ouyht to be
allowed to die simply because these parents are not up to the task. At this
point society has some responsibilities. To face these agonizing situations by
allowing thg child to die will merely blunt sgciety‘s sensitivities to its unful-
filled social responsibilities.

2, Life-saving interventions may not be omitted simply because the baby is
retarded. Therxe may be further complications associated with retardation that
justify withholding life-sustaining treatment. But retardation alone, as be&h
Chief Justive Givan of the Indiana Supreme Court made clear, is not an iadication
for non-treatment. To claim otherwise is a slur on the condition of the retarded,
one that would mandate fundamentally unequal treatment of equals.

3. Life~sustaining interventions may be omitted or withdrawn when there

is excessive hardship on the patient, especially when this combines with poor

22-024 O—B3—7
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prognosis (e.g., repeated cardiac surgery, low prognosis transplants, increasinily
iatrogenic oxygenization for low birthweight babies).

4. Life-sustaining interventions may be omitted or withdrawn at a point
when it becomes clear that expected life can be had only for a relatively
brief time and only with the continued use of artificial life-sustaining
systems {e.g., Baby Stinson).

These norms, we believe, provide some guidance for the types of cases under
discussion. Here the term "some guidance" must be emphasized.” Concrete rules
such as thesce do not make decisions. . They do not replacqqptudence and eliminete
conflicts and doubés. They are simply attempts to provide outlines of the areas
in which prudence should operate. They do not replace parental-physician responsi-
bility, but at:empé to enlighten it. 1If even good and loving parents can make
mistakes--amd they can and have--then there ousht to be some criteria teven !
general} by which we can 3iudge the decisiorn to be right or wrong. For ethicad .-
sons ought to be reason-qiving persons.

But doubts and agonizing problems will remar~. Hence a certain range of
choices must be allowed to parents, a certain margin of érror, a certain space.
Guidelines ;an be developed which aid us to judge when p;rents have exceeded the
Limits of human discretion. They cannot cover every instance where huamn dis-
cretion must intervene to decide. The margin of error talerable should reflect

not wunly the utter tinality ot the decision (which tends to narrow it), but also

the unavoidable uncertainty and doubt (which tends to broaden it).

Responsibility for the Decision
Tt is clear that the judaments of burden and benefit are value judgments,
moral choices. They are judgments in which, all things considered, the continuance

of life, is either called for or not worthwhile to the patient.  Such judgments are,
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as is clear from remarks made above, the onercus prerogative of those primarily
rasponsible for the welfare of the family--the parents. When parents exercise

this prerogative in a way that is questionably no longer in the best interests-

of the infant--especially by allowing the infant to remain untreated-~society has

the duty to intervene. That intervention can take many forms: legislation, crirmi.
prosecution, child neglect hearing, etc. The purpose of such proceedings is to
guarantee that the primary decision-maker acts in a responsible way, one that sh-:
be able to sustain public scrutiny. We belicve that public accountakility and
review, a review that guarantees that the valuzs of the sociefy are respected

and adhered to, can be invoked short of judicial intervaption.

One approach to achieving that goal is found in the "Decisions to Foreqo
Treatment” Report of the Presidert's Commission for the Study of Ethical Frablems
in Madicine. Thege we read; "The judicial responsibility to protect incompetant
patients is not necessarily best fulfilled by judges taking upon themselwvns the
role of principal decision maker." Remoteness from the clinical situation and
inuability to keep pace with the on-yoing tfluctuarions in the patient's condition,
particularly in a neonatal intensive care setting, are strong arguments in suppert
of that thesis. The Report favors having tﬁe parents' hecision in difficult
cases reviewed by an in-place, broadly based multi-disciplinary hospxtal»e:hics
committee which would be familiar both with the medical setting and with community
standards. Thakt consultative body, which would have an on-going charge of
vstablishing standurds of treatment and issuing gaidelines for the institution,
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 adversarial 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 leqal gquardian who
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would be empowered to evaluate the options and make a decision "in the best
interest of the infant." 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" while
at the same time insulating the agonizing and tragic decision from the glare
of publicity and the distortions of political posturing, is a sensible andi
desirable way to proceed. It is also a way of insuring that as a society we

distinguish between acceptable medical options and infanticide.

Senator DENTON. Thank you, Father Paris.

Dr. Ramsey?

Dr. RaMmsey. 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 morality—the equality of life—or 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 means, in a medical context, equal medical care
and treatment. Equal 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 Mongoloidism.

I do not say an infant who is a Down’s or is a Mongoloid.

Of course, infants born defective, physically or mentally, and
those born without those defects are not observably similar; they
are not actually equal; and in important respects, indeed, they are
not equal.
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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, morzally.

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 treatment—ask 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 legislation—no more than clarifying revision—seem to
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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 made—not 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-
geppabée; that the way to tell what is desirable is to ask what is

esired.

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 enough to
be streiched to count an untreatable defect against saving 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 hospltal



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, never—we have committees on top of
committees—bring 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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Submitted to the United States Senate

Subcommittee on Family and Human Services

by
Paul Ramsey™**

April 6, 1983

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 guality of z; life, permitting
private persons to assess that life's inherez-xt capability or its
worthiness to be treated equally, protected equally, as any other
life would be treated and pr;tected.

In our moral heritage, equality of life stems from the tradi-
tions of the religions of Western culture, whose 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 that that life may or may not be eniitled 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 Ethies 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 viclated by negligence, as
we all khow, 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 experfise 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 g' uality of
life judgments, that will be our common morality as a nation. If,
on the other hand, owrs is to remain a civic righteousness based
on the egquality of life, no such capability or sgcial worthiness judg-
ments can be allowed. So we stand before z ﬁf.nda.mental choice:

between life equal and death by discriminatory judgments for our

whole sdciety 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 protéc—
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 ireatment. *By equal treatment we do not mean relentless
treatment, abandoning a patient to modern medical technologies
when they can no longer 'lh'lelp, but whose only effect is to. prolong
a patient's dying that is inexorably on course. Instead, by equal
treaiment 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
equa;lity. 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 weort on his nose.
The former details make an important and morally relevant dif-
ference in what is right to do; the latter do mot; but both point
to similar situations that are possibly repeatable. Yet we xightly
say that‘anzone similarly situated should.do the same in speech
to save life, if we say that we should. Stll we know well enough
not to say that the latter excuses lying in our case or anycne's.
Now, some illustrations in a medical context. A bowel
obstruction or 2 heart lesion in an infant calls for the apprépriate
operation to save its life. If a "normal" infant would be sc treated,
likewise should be the care extended to an infant who is a person
that has Downs syndrome (or Mongoloidism) ~- I do not"say an

infant whe is a Downs or is a Mongoleid, Of course, infants born



101
-4 -
defective, physically or mentally, and those born without those

defects are not ~Uservably similar -- not actually equal -- and

this in important respects, but not in medically relevant respects.

To give any weight to an untreatable abnormality and withhold a
life~-saving operation on bowel obstruction,or to withhold heart"
surgéry because of that, is not a medical judgment. Physicians
and families who wish privately, claiming immﬁnity 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 should be withheld from
ghl;s. particular patient because if saved he .would still have only
the same old moronic existence? Or if someone said of a patient

o
so incompetent as to be unable to consent,to dissent that if he

A
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
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to prevent premature births, child care, or the training of

defectives.

- .‘Aéz'il.':undersfa:x‘;d it, sjrsﬁc.ﬁbfr'asis is At.reatai:.le. Spmaa .
bifida is treatabfe. ‘Persons born suffering these defects should
be treated. To help'therh requires a series of procedures over 2
long time. If we hesitate to do this by measuring the qﬁality of
life that 21l along and in the end can be deiivered to them, to
test that for discrimination and-unequal treatmeﬁt ask yourself,
What we would do to rehabilitate a perfectly normal child who be-
cause of some body-crushing accident requires a izmparable 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 borm 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

e o

““To betube them and deliver high caloric ‘nourishmént does

not}ﬁn-g to cure or care, and cannot -- for-they lare irreversibly
h"c.l'ying (which is quite different from having a "terminal" illness).
e NN

“FET 7 do not see how any of the above can be said to limit a

;ﬁaahys.ician's medical discretion. What is excluded is only non-

-

~~—~medical judgments of comparative worthiness. That is a corruption
by overextension of the ambit of proper discretion to treat the
medically treatable, similarly and equally.

Nor is physician discretion excluded -- or required to be
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infallible -- in deciding not to start or .to intervene to stop
relentless machines that have n§ 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 iater
that l;aby would have been a normal and hig'hly intelligen. child.
The s‘ame condition of prematurity ir; the case of a baby having a
serious genetic abnormality lik:ewise 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-
duires anyone to do the useless, and what at tKe 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,

T\;ro 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 this counfry. While
the outcome was the same in each case -~ a Bab’y was let starve
to death in a medical setting -- there are significantA 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 human being's
. I

equal title to life.

"The day that was" was when the enguestioned ethics of the
medical 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, obtained temporary custedy of that
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child, and gave the life-saving medical care. This was proper
acknowledgment of the fact 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 and protect that life, regardless
of what might be their variable sentiments or wishes.

Ten years or so ago a f}lm 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 tioctor-friend of mine at Johns Hopkins, not in-
volved in the case and whom I admire very much, that if the hoé-
pital was not going to seek temporary custody from the courts
those parents should have beea faced with the necessity of taking
the child home to die. That, he said, woulc.I have been "cruel" to
them. But who was cruel to the infanjc, 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 me&ical 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 th;t
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. i . ) * ERF-

Now only a brief time later we have the case of the Blooming-
ton Baby. "Baby Doe" 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 prose.cuting attorney. An ipjunction 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 .z_xbove. While the attorney was on his way to
Washington to try to. éet a Juétice c;f our Suﬁreme 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



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 natdral custedy, and exercise it to death, the
question to be asked ié: Dces a woman's right to control her .
reproductive life extend to the right to see that no child bearing
her genes (or thoée parents' genes) shall remain alive. Is a de-
fective infant only a "product of conception'?

The Bloomington Bzby c;se demonstrates that more is needed
than the I?resident's Commission's Report =~ howeyer influential
that may be: Some source of law is usually needed to brace us
to be v.;ur 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, he;p 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 responsé 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

W
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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 -=“gffiéé ifi oti¥ Fedérsl system’ tHe
States have police power -~ should not some Association of
States' Atiofneys General ;h-zwe sjpoken',- ts brace all officers be-.
low them to the enforcement of equal protection?
These were my@uestions, and they still are the fundamental
ones, since at stake is whether egual protection enshrined in
our laws shall be eroded by discriminatory quality-of-life deci~
;ions‘by ﬁrivate partie.s"l‘-:- this time with the complicify of courts
and lawyers who‘acki'x‘ow'l'edge not the law thé“;f"’;ixe sworn to ﬁphold.
However, I have since lez.u:ned better the adminisi:rative
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 discriminati;on prompt notice
and complaint procedures have well served the cause of equality.

I need not quote Section 504 of the Reha.b.i]itation.Act of 1973
which expressly 'érotected hanaica-pped iﬁdividuals_ from discrimina-
tory neglect with Federal Funds., No new regulatory ‘powers need

be brought into play, nor are any proposed in the interim rules.

Moresver, the Department proposes only prompt oversight, with

22-024 0—83—8
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full use of State and local enforcement agendes.l

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 ’
éxpressly made, not one brought to pass by incremental decisions,
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
accepted practice. That would be to say that w{ri';at 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 proceedin'g 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

e

birth certificates! so as to have time to choose Ithose of our progeny

that are to be admitted to the human race. That would be at least

“'some sort of eguality, 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

privatc discretionary quality-of-life-decisions concerning defective

1Nondiscrimination 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 ocne cent

"of the taxes of citizens, at the Federal or State or local level,
in support of such a policy. If we are to privatiz;a 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 régr'et very much the apparent ngcessity to
monitor physician-family decisions in this way. Still this will
hedge and bother an ethical physician in no wa;.: 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 lmitation upon medical discretion in treating the treatable ills

of humankir;a.

" The complaint of the American Academy of Pediatrics is
clearly baseless. Of course, if you keep what/an infant may
need vague enough to be stretched to count an untreatable defect
against saving its life, then there 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 nourishment and care.“1 In the

]'Surgeon General C. Everett Koop, as reported in The New
York Times, March 23, 1963, p. Al5, with my own bracketted inserts.
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cases of 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 co‘nsciences 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 n.:;ental condition, when they are voiceless and come into

Sems o oa

fﬁ“"ffhe'huﬁ:an world in a hospital, than there is to deprive persons
LTI TS S

"~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
LT L

~wemonitoring 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 be 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 than that of their pa-
tient, the child.

And I find that contradictory in your opening statement. Would
you care to cornment on that, sir?

Dr. Lirtie. Well, I think you—the 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 DeENTON. 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. LirtLE. 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 vhis issue under a bushel basket. It’s been out in the open.
The Kennady Foundation put a film out on it, et cetera.
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The problem really is, and I speak as a practicing neonatologist
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 fiduciary 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 anxious—you
know, it gets the juices up; it’s an anxiety-producing time—but 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 shoulder—somebody 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 1 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
amollég 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 T am referring to the overall sccietal trends in
the United States as being less attentive toward the pursuit of lib-
erty and pursuit of happiness—of 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 life—how would ycu 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 handicapped. 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 hasty—should the word “hasty” be
used—in 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 journey—I 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 1 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.

T’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. McLone, 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. McLong. 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
hospital, in my opinion, being denied proper early treatment.

Tht(aiy 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 i1t fact a
vnroblem, that there are children being denied not food and water,
in my experience—because I don’t see those cases I know are re-
ported—but 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 Nickies. There's possibly a significant number that are
denied any operation?

Dr. McLowk. 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 chddren 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. Littie’s point is well taken.
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Let me just again point out that the problem in almost all of the
case—not speaking specificallw to this case—but in 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
sorrilebody 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 vne 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 NickLgs. 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-
%ultation, so that approwriate decision can be made for the new-

orn.

Senator Nickres. 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.
1 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 betfer known in the medical community?

Dr. Lirtee. There are several questions, I'll try to get to them as
quickly as I can.

. ;ll‘he law, 504, as far as I know personally has academy support,
ully.

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 solution—to
try to get systems and things underway and strengthen existing
ways to deal with the problem, which are onscene and do work.
And T'll be perfectly happy to support with additional testimony,
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for example, information about regional perenteral care systems
which have been supported by the Federal Government and insti-
tuted by the Federal Government and which have kind of consulta-
tive channels that Dr. McLone talks about; the Academy of Pediat-
rics and Obstretrics and Gynocologists is scon to come out with a
manual in an attempt to deal with this generic problem of diffu-
sion of information and changes in approaches out into the medical
establishment and society as a whole.

Senator Nickres. 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. LirrLE. 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 NickrLes. Could you supply that?

Dr. LitrLE. And we will try to get some of that information to
you.

I would also state that part of the solution to any problem ’s 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 no 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 NickrLEs. Thank you, Mr. Chairman.

Senator DEnTON. Thank you, Senator Nickles.

Dr. Little, you have raised the issue of Federal intervention and
Z:ll;l mentioned haste here; and it’s certainly a valid position to

e.
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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 unigquely 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 useful—governmental 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.

5o 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. Lirrie. 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 Pediatrice, 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 1 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 about 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 problem—and Dr. McLone has talked about
this—is 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.

But 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 regulation 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 National 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 that, 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 necessary sustenance in order to
Cﬁuse death can be equivalent to marder,” and he goes on about
that.

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.
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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 the—all of the pediatric neonatologists ¢f 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
i:.hey %e accused of not giving all the possible care that could be de-
ivered.

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 Nickres. Father Paris, to follow up—I 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 Nickies. 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 regulation—I've read the regulation—I don’t read that into

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 occasion last 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 Chlld 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 T 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 NickiEs. 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 NickKLES. The law hasn’t changed.

Father Pagris. That’s correct.

Senator Nickres. 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.
Little—you 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. McLone, do you have a feeling that this type of discrimina-
tion is increasing or decreasing?

Dr. McLong. 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 that—we’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 1 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 maybe——lf 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 cught 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 not—it’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, then—fine.

But if it doesn’t, if this does not do that, and it causes harm,
then I think we ought to step back.

Senator NickiLes. Thanks very much.

Senator DENTON. Dr. Ramsey, before we—well, actually, T want
to hear a last word from you regarding the President’s Commis-
sion, and any comments you bhave 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. Ramsgey. 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. RamMsgy. 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 ag 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 slhall 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 in 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. Ramsgy. Well, I hope I can make it because it—I think one
has to be very, very good at reading committee reports. It sounds
like it’s 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 question—it’s
not even clearly beneficial to that baby—is 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 uncorrectible 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 DEntow. Thank you, Dr. Ramsey, Father Paris, Dr.
McLone 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 8. 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 a call 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-
sicnal care.

And that’s why in 1978 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 in 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 I 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 represented—Missouri,
where I'm from, and Rachel’s from California—Kentucky 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 T 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; our commit-
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,
natgral parents who give birth to a disabled child—what 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 gomg 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 Benjamm 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 there—there’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 placed—I'm mostly familiar with the New England area—last
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 family—and 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.

hThere 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
énaintain the same financial support of that family; some States

on’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 thi= 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, our 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 comnpletely 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've 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 herself—it’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 T 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 architect—he 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 children—and 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
paé'ent 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, and
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
gositive outreach to those parents immediately when that child is

orn.

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 lifelong 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-
ther—NIH 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 area—who could
the parents turn to? What kind of parent-to-parent support groups
la)re ;‘ight within that locale, their names, addresses, phone num-

ers?

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 possible—every 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: 1s 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 process—that could either be 504,
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it could be 94-142. T understand even 10 States now go down to
zero-birth exclusions—in 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
food—and by that I would define tube-feeding, intravenous feeding,
cut-downs-—these 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 parents—they could be encoiraged,
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 process could occur.

And again, through HHS, through NIH, through their working
together as part of a national data system—I 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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ggys~their own parental rights would terminate when the child
ies. .

If the termination of parental rights were pushed up, the local
State could come in with the adoptive process—the adopted parents
could be on board within 24 hours; again, making the decisions for
that child.

T would like to continue working with this idea and trying to find
mﬁt how, as I say, the mechanics, the implementation could come
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 conscience—only 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 schosiing, 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 I 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 U'm nervous.

I prepared this [indicating booklet] for what I was just talking
about and I forgot it. [Laughter].

May I—this 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 words—potential 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 smile—she likes her new haircut and is proud of
the pin that the President gave her.

In other words—they are children with the same hopes, and
dreams, and fears as every other child.

And perhaps a last bit——

Mr. Rossow. This leads in—I 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 years—well, 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 O-3 this year on skis.
You see on his 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 handi-
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 we—our children are of three different
types: those that will be able to go out into society, and we can pre-
pare then! 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, toddler—just the same, ex-
actly as the rest of the team; the uniform is the same—except I
made it and it wasn’t made quite as well as the others—she comes
gut first with her little pompomrs, and the other girls jog behind

er.

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-
bairass 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 them—I mean, when they den’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, 18 years old—I
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
her1homework, 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 just—you 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, toc, 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 siever 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, is—he 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 boy—and you've got to believe it—has 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,
but—just the beautifulness of the human person and many times 1
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. Rossow. I would like to just make two final comments, that,
our little Patrick over there—Patrick—who 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 large meningocele
that was draining—and 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 is—we have heard it said
that some children are just not lovable, are just not; that their life
could not be worse—that death would be better.

And 1 would just like to answer that by looking at little Benja-
min who as Carl said, he truly—there 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 voung 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.



131

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 breathing and 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 aside—because 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 much 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 DenronN. 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 room——but 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 NickrLes. Mr. Rossow, I had the pleasure of visiting with
Rachel, and I appreciated that. And I say—you’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 proud—and we're certainly proud of you, too. God
bless youl!

Senator DEnTON. You may be sure we will stay in touch with
you, We have tried 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
physically handicapped infants after they leave the nursery.

Dr. John McGee is a psychologist at the University of Nebraska
Medical Center and treats children with mental handicaps. Wel-
come 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 McGEE, PSYCHOLOGIST, UNIVERSITY
OF NEBRASKA; AND MRS. KAREN GREEN-McGOWAN, 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 children—the 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 us—that all those people have the capability of learning
and integration in the majinstream 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 move here away from us; she hurts her-
self; shie 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.

T'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 mere on our posture, on the love that we show to her, more
than anything else.



133

You can stop it.

[Film viewing ended.]

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 later—not
because of technology or good teaching or rules or laws or any-
thing—but 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 and 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 jlust 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 tape—a very spiri-
tual death, moving away from pecople.

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 confronted 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, 21 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 8% and 100 percent of normal peers—almost
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 think 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 are 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-
foundly 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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4 These same people, if they had been the “Infant Doe’s,” would be
ead.

The Maria you just saw would be dead.

I’ll finish in about 2 minutes.

Senator DEnToON. If you can.

Dr. McGeg. 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 tock a young man like Maria out of the State institution
who had been hogtied most of his life; and for that hogtying it was
costing us $72,000 a year—to 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 warechoused 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.

I urge your protection of newborn habies, and of the older
Marias.

I urge your promotion of the value of all “Infant Dee’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 Does” 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.

Idneed 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 individuals—and 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 about 1 in 600
to 700 live births, and, frankly, gentlemen, I have a very difficult
time understanding how anyone would question the right 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 and 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 born
with esophogeal atresia and other children with congenital heart
defects; and yet I continue to see children who have treatment
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,
an[% 111(11 la]n'ger and larger numbers in our saciety.

ide,

This is a very dark picture and-——it represents one of the rea-
sons—it’s hard to tell with the lights on, but this is a youngster
with hydrocephalus whom I found in a pediatric care facility deep
ifn t(li’xe heart of the South. And this facility was funded by Federal

unds.

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 chil-
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 here
today with the Rossows, who was allowed to lay on his back for in-
creasingly long periods of time witlicut any stimulation whatso-
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 do—and 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 that chance; because it's simply one of the best
things that has happened in my life.

In 18 years—I 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 behavior—they 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 prc-
fessional participate in a decision that will allow a child to lead a
life like that.”

If 1 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 I
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.

Téhig is a little boy who was born with severe retardation.

[Slide.] ,

He had seizures almost continuously. He was snuck away to a
State institution in Nebraska. Dr. McGee and I sort of are from the
same State. And we snatched him back 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 beiter and everybody benefits.

And if the natural family is not up to the challenge there are
many, many families out there waiting in 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
{pedical practitioners were so convinced that he was not going to
ive.

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 head—which could have easily taken place if the decision
hﬁic%dbeen 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 in 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,
sla]tying, 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, and—what is the family to do under those circumstances?

S0 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 meodel 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 the severe disability which was created for
him because of lack of appropriate intervention, he now lives in a
ho[rélfdan]d he attends public schools in the city of Omaha.

ide.

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 day--a 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.

%g‘f(cc)lul]d like to sort of, because we’re running out of time——

wilde.

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
incorpgrated 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 iramersing 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 1IQ 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

22-024 O~—83——10
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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 do 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. McGek. 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 not 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 I 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
practically—and 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. McGeg. They're not all cute as all the children we saw here.

Senator DENTON. An extreme case of your Maria?

Dr. McGez. Yes.

And the potential is there.

I think the most important thing is—and the law can’t do it—but
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 iabout this subject.
What bugs me about it is that it says right there—all created free
and equal—and it doesn’t mean equal in that we all have two
arms, two legs, two eyes—it means equal in human nature, en-
dowed by their Creator with certain inalienable rights-—and 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. GReEEN-McGowaN. Senator, I attended a conference in
Pennsylvania about 7 years ago with many of the physicians who
have been—Dr. Duff, for one, and several others—and I had the op-
portunity to have a chat with the English folks who make those
kinds of decisions.

And 1 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 ch