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September 7, 1983

Morton Blackwell

Special Assistant to the President
Office of Public Liaison

The White House

Washington, D.C. 20500

Dear Morton,

We v sh to thank you for keeping us apprized of the human life issues
and in particular the recent mailings regarding Indiana's Baby Doe
and the President's letters on behalf of the Hatch/Eagleton Amendment.
Sincerely for the Preborn,

Denise F. Cocciolone

National Executive Director

BIRTHRIGHT Inc. (U.S.A.)

DFC/edc













Ms. Betty Lou Dotson/3
August 31, 1983

In contrast to the Department's earlier regqulations, the Department
appears to have strengthened the justification for the July 5 NPRM.
Furthermore, by making several important clarifications and distinc-
tions with respect to wnat is meant by "discriminatory treatment"
and by moving the placement of the notice to appropriate nursing
stations, the proposed requlations reduce the potential for negative
operational effects while maintaining substantial protections for
the 1ives of vulnerable handicapped infants.

However, with respect to the notice, we strongly believe that tl

proposed rule could be improved by allowing interested 1stitutions,

including Catholic hospitals, to utilize an alternate notice that

expresses their deep and long tradition of respect for the rights

of all per ns. In our judgment, providing the option to use a |
notice with a more positive tone would preserve the interests of

both the Department and the affected institutions.

With all this in mind, the Catholic Health Association urges the
Department to modify the July 5 NPRM by adopting the following two
rec 1 dations:

1. The Association proposes that the rule be amended
in Sec. 84.61(b) to allow interested hospitals to
utilize a modified notice that indicates their
agreement with the purpose of the rule.

2. The Association proposes that existing institutional
due process be respected by amending the notice to
include the administrator as a person who also might
be contactad.
With these twe amendments, the rule would rezd as shown in Exhibit "A". |
Finally, with razarz tc the rnine cozcific quessions on which comments 1

were solicited in tne Juily 2 nPal, we supmit the foliowing:

1. We view as unnecessarily burdenscme a ral requi
ment of "self-=valuation . . . with respect to .
policies and practices concerning health services to
handicapped infants." As in the past, and not only
because of current awareness of this issue, our




Ms. Betty Lou Dotson/4
August 31, 1983

We are not aware of the data showing that ignorance
of the identity of agencies that service handicapped
infants is a significant factor in the frequency of
alleged discrimination. Further, while one can
speculate that such knowledge might affect the
parents' decision regarding their infant, it has
not been shown that this kind of information is
presently being withheld. The matter of identi-
fying such agencies for the parents should be a
Jjudgment left to the discretion of the treating
physicians, social services personnel and other
mempers of the health care team.

Hospitals should not be mandated by tI federal
government to "instituta internal review boa 3",
although we agree that such bodies may be of great
assistance in addressing these critical issues.
Although ethics co ittees (as we call them) are
widely used within Catholic health care, there

is no single, most effective form or process

for such internal committees and a federal man-
date might appear to put a seal of approval on

a given structure regardless of its relative or
actual merits in a given setting. We encourage

all hospitals to establish internal processes

to deal with these difficult issues (not only
respecting handicapped infants), but each facil-
ity should be left to devise the structure and
procedures that work best for it and for its
patients.

Any revision of investigatory procedures should
awzit a sufficient period of time following the
effective date of thece regqulations to permit
zzsment of actual experience.

Volumes can be and have been written to explain
the Tegal and ethical requirements in  naection
with health care, including the care of handi-
capped intants. The proposed rule and its
Appendix are an abbreviated and acceptable
summary of the issue and need not be augmented
avrent nerhans. hv addina a hibligaranhy of

.
Association would be pleased to assist in the
compilation of such a bibliography.




Ms. Betty Lou Dotson/5
August 31, 1983

Madam Director, we appreciate this opportunity to comment on your Notice
If you or a member of your staff have any
questions regarding our comments, please contact William J. Cox, CHA
Vice President for Government Services at 202/296-3993, or J. Stuart
Showalter, CHA Vice President for Legal Services at 314/427-2500.

of Proposed Rulemaking.

We do not view the cost and allocation-of-resources
implicatior as being different for infants than
for other seriously i11 patients.

We agree that the appropriate dividing line is the
deprivation of 1ife-sustaining, medically indicated
treatment, and we agree that the fact that the
infant may be unwanted due to perceived economic,
emotional and marital “fects does not justify
deprivation of such treatment.

We believe the safeguards regarding confidentiality
are adequate. Any revision of those safequards
should await the experience gained after the rule
goes into ct.

In addition to a regulatory approach, we encourage
the Department and all persons interested in this
subject to develop processes in advance for educa-
tion and communication regarding the medical and
ethical principles involved. We believe that by
being prepared for these situations before they
arise, health care providers can provide optimal
patient care and eliminate the need for hotline

calls.

Sincarely,

Yor -

LI S

;lnvq'-qlkhﬁp

Curley, Jr.

President

33
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Notice 2

[Here insert the | :ice as published in the July 5 NPRM.]
(1) [No change]

(2) Copies of such notices may be obtained on request
from the Department of Health and Human Services.

(c) [No change]
(d) [No change]
(e) [No change]

*Underscored material differs from the July 5 NPRM.
















appointed as her gu 3iian. Sinc 1979 the pati 1t has been a
resident of Parklane Nursing Home in Bloomfield, New Jersey.
In & .y, 71982, the patient was admitted to Clara Maas Memorial
Hdspital, Newark because of a severe infection of her left foot.
Eer left foot was diagnosed as being gangrenous. Her physicians
recomménded am?utation of her left leg above the knee. The
physicians believed that death could occur within two weeks if the
] was not iputated. In the belief that the amputation was not
in the best interests of his aunt, the guardian refused per-
mission. The physicians declined to press the issue. The leg
was not amputated, but the patient-did not die. The patient |
was discha:ged from the hospital back to the nursing home on
Novemt - *7, 1982. At present the lower left leg is wast: ar
rotted. Fowever, the infection has been ccntained and the leg does

not presently pose a threat to the patient's life. Tpe leg does

not now seem to be a source of major pain.

Claire Conroy suffers from severe organic brain syndrome,
necrotic decubitus ulcers on her left foot, left leg and left hip,
urinary tract infection, arteriosclerotic heart disease,
hypertension and diabetes mellitus. Except for minor movements
of her head, neck, arms and hands, she is unable to move. She

!
» . L B

sometimes follows people with her eyes, but often simply stares

blankly ahead. Her general physical appearance is very withered.










tube should be removed. ©Nurse Ritted would be reluctant to see
- the tube removed. The guardian thinks it is wrong to keep his
aunt alive through use of the tube. Father Rukura thinks that
und 11 of e circumst ~ces of this case removal of the tube
is morally appropriate. The guardian ad 1item argues strongly

' against removal.

‘I think it fair to say that everyone involved in this case
wishes that thié poor woman would die. This wish does not
flow from any lack of concern fér Claire Conroy. On the con-
t: ry, it flows from a very deep sympathv for her sad plight.
The disagreement ambng the participants involves differences in
perception about what helping this éatient means under the

circumstances of this case.

Life is our most basic posse: ilon. The will to stay alive
is probably our strongest instinctive drive, As a general
proposition, the protection ofAlife is one of the law's strcngest
imperatives,and preservation of life is the major gocal of
medical practiée. The interest of the State in preserving life
is so great tha£ courts have ordered medical prrocedures to be -

performed on patients even though the patients were competent and

expectaticn is that “e pat :nt will have a reasor Ly £f1°1 and
vibrant life after the treatment has been pverformed. There is

a point at which a patient, or scmeocne acting for him if he is




incompetent, has the right to refuse treatment. That point is
reached when intellectual functioning is permanently reduced

to a very primitive level or when pain has become unbearable and
un: lievable. See Tn_re Mminlan, 70 N.J. 10 (1976); John F.

Kennedy Memorial Hospital v. Heston, 58 N.J. 576 (1971); In re

Quackenbush,156 N.J. Super 282 (Cty. Ct. 1978).

When we deal with questions such as the ones presented in

this case, 'a certain basic humility and a sense of one's own
imitations are appropriate. We know that mankind's understanding

of the ultimate meaning of life, suffering and death is (and
probably always will be) flawed and limited. Many of us believe
that an abiding reverence for life is perhaps our most special
and most worthy human characteristic, but most of us would agree
that when a person has been permanently reduced to a very primitive
intellectual level or is permanently suffering from udbearable
and unrelievable pain there is no valid human purpose to be served
by employing active treatment designed to prolong life. Every
sick human being is entitled to loving care, but there comes a
time in the loving care of some patients when the proper decision is

to let nature take its course, to allow the patient to die.

Even when we decide that it is proper to withhold active
!

A \ 1g : 7t
or to withdraw nourishment, fluids, shelter or normal supportive
care such as washing and body positioning. When I say that it would
be wrong to withd aw nouris’ 1t or fluids, I mean that it would

j to re_aise to giv them to the patient if she could take




" mm herself or with the manual assistance of éthers. It would
also be wrong to withhold medications which would reduce ; 'n with-
1t undﬁly prolonging life. I conclude that thes things would
be wrong because I perceive a need in this area of decision
making (1) to recognize the limitatioﬁsof our understanding
of life, suffering and death, (2) to continue a fundamental respect
fof 'fe even in the most dii human circumstances and (3) to
keep in place some fairly simple conceptual controls designed to
give some measure of protection against ill-informed or badly

ytivated decisions.

In this case, plaintiff's counsel has argued that the tube
should be removed because it constitutes an extraordinary means
of treatment. I know that the dI :tinction between "extraordinary"
and "ordinary" means of treatment is frecuently made ié this area
.6f concérn, but I must say that I do not f£ind this ter%inology
particularly helpful. It séems to me that the critical factor is
the condition of the patient. I mean here both the present
condition and the reasonably pre¢ “lctable future condition. If
the patient can be restc 24 by treatment to some meaningful level
of intellectual functioning and to some acceptable level of
comfort, then the full range of medical knowledge, ski;l and

v ] ¢t int e. a
matter of ordinary routine. Conversely, i1f the clear prognoéis

is that the patient will never return to some meaningful level




of intellectual functioning and to some acceptéble level of pain,
then virtually every act of treatment other than the simple

¢ 2 mentioned in the precéding paragraph is inappropriate and
is extraordinary. The focus of inguiry should be upon whether
the life of the patient has become and is likely to remain impossibly
burdensome to the patient. If the patient's life has become im-
possibly and permanently burdensome, then we simply are not help
ing the patient by prolonging her life, and active treatment
designed to prolong life becomes utterly pointle: and probably
cruel. (I hasten to add that I knpw that persons who advocate

" active treatment under these circumstances do not intend to be
cruel. They are, of course, acting with the intention to help

the patient.)

I know that-people sometimes say that physicians fregquently

.and courts less fregquently "play God" in this area of decision
making. There is sense in which that statement is true, but it
see ; to me that the implied criticism it contains is not valid.
This is not an area where mere mortals are presumptuously
reaching out to make decisions beyoné their legitimate capabili-
ties. Until fairly recently in the course of human history,
nature solved many of our problems without our having much to

’ i L
knowledge, skill and technology has come a broadly expanding
ability to intervene in wha£ would otherwise be the normal flow

of nature and to prolong life significantly for manv human beings.







‘the patient.

- Some Misgivings

The nasogastric tube involved in this case is a very simple
device. It is so simple that when I first started to think about
removing it, I worried that I was getting perilously close to a
straightforwardly wrongful refusal to feed a fellow human being.
However, I think that there is a real difference between failing
to feed a patient who could take nourishment bv herself, or with
the manual assistance of others, and failing to keep naso-
gastric tube in a patient who has permanently lost the ability
to cwallow. For one thing, I think that the permanent loss of the
ability to swallow is often reflective of a vast impairment of
brain functioning? For another, I think that nature may be telling
us something about a patient when the ability to swallow is

permanently lost.

I have also had some misgivings about an inappropriate impact
that a decision such as the present one might have on the treatment
of elderly senile persons or on the treatment of retarded persons

of all ages. Sometimes people incorrectly evaluate the meaning-

by some, a decision such as the present one might lead to a wrongful
withholding of treatment for the senile or the retarded. Eere,
I can only say that careful distinctions have to be made. The

1t ] Lon: E 1 o Lly L] L

- 10 -




. level. Most people who are suffering from organic‘brain syndrome
and are broadly thought of as being senile operate at an ap-
preciably higher mental level, although their intellect is
markedly impaired. They are capable of loving and of responding

to love. They are not in the same categcry as this poor woman.

If they become injured or ill, active treatment is mandatory.

I am sure that the same is true for most retarded persons. When
we think gbout the problems of the elderly senile and the retarded,
we know that we have to be very careful about premature and

wrongful witl! ° awal of treatment.

Judicial Involvement

In the Quinlan case the New Jersevy Supreme Court indicated
that judicial involvement in this area of decision making is not
‘necessary in every case, and, indeed,might sometimes be inappro-

priate. ~ See In re Quinlan, suora, 70 N.J. at 38~55. That view

is clearly a sound one. &As often as possible, the patient, the
family, and the physicians involved should make these decisions

for themselves.

However, fairly frequently judicial involvement is necessary.

Sometimes the patient is incompetent and has not prior to her

incor Lo 1 1wy ¢l ir ° "l¢ :ion of what her desires mi¢
be. (This is so in the present case.) Sometimes the family is

divided in its views. Sometimes physicians differ among themselves

- 11 -




or with members ¢ - the family. (This is so in the present case.)
When one or more of these factors are present, judicial involvement

is indicated.

It should also be noted that the kind of medical ethics
committee envisioned by the Quinlan case as being available in
the typical hospital is not, in fact, in place in many New Jersey
hospitals. Such a committee is not available in the typical
arsing héme. Thus, the kind of solid private instituticnal support
and monitoring of decisions contemplated by the New Jersey Supreme
Court in Quinlan is freguently not a reality. This means more

judicial involvement than would otherwise be the case.

I might also note that I would have some misgivings about
a ple “1tiff such as the present one making basic decisions about
termination of treatment without being subject to some kind of
judicial scrutiny. Mr. Whittemore is an intelligent and'decent
man. He is the legal guardian of the patient. He certainly means
well for the patient. I believe that in this case he has, in fact,
reached the right decision about the nasogastric tube. However,
he i only a nephew of the patient, and is, thus, not a parti-
cularly close relative. He does not stand in the same relationship
to her as would a parent, a spouse, a sibling or a child. Hence,

3 that ] 501 nt tl n would be those

of a closer relative.

There is a need for scme public monitoring of the trend of

. I L




frequent contact and a professional moral sensitivity which
entitle their views to great deference. However, they do not have
the public perception and the p“‘lié responsil 'lity which courts
have. Judicial involvement from time to time is, I think,
helpful to the integrity and validity of decision making in this

area.

JUDGMENT

For the reasons stated above, on this 2nd day of February, 1983,

it is ADJUDGED and ORDERED as follows:

. 1. Thomas C. Whittemore, as gquardian of Claire C. Conroy, has the
right to cause the removal of the nasogastric tube presently inserted in
Claire C. Conroy. The actual removal is to be made by a qualified
health ca: professional person who has no personal or professional

objection to such removal.

2. Although it is expected that the removal of the tube will lead
to suffering and death, the guardian and health care personnel
n. Lze the ¢ -t

of Claire C. Conroy during hexr passage from life.

REC.cvcond STANTON, Jeeew.

L s TS

|'\>
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