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Community Ethics (CE) prides itselfon sharing a variety 
ofexperiences regarding perennial problems and alertingyou 
to new problems in medical ethics. This issue embodies ele
ments ofboth. 

The familiar: Alan Joyce reviews "Truly Useful Litera
ture" on informed consent. This review is a fitting supplement 
to the recent CEP seminar (12/1 5/95) that Bob Arnold, M.D., 
conducted for our newest hospital representatives. Elaborat
ing on a theme we developed at length in one of our special 
issues (Vol. 2, No.2), Adrianna Selvaggio, M.D., the Chair
person ofthe Biomedical Ethics Committee ofShadyside Hos
pital, shares her experience in revitalizing the ethics commit
tee of a large urban, tertiary care hospital. A friend of the 
CEP from the Midwest, Patrick McCruden, continues our 
thread regarding the JCAHO ethics interview by describing 
his hospital's experience. Finally, one of the CEP's adjunct 
faculty, Alan Steinberg, J.D., tearns up with Mr. McCruden to 
summarize HCFA's Final Rule on Advance Directives. 

A New Old Problem: We include in this issue an "Elec
tronic Roundtable" on brain-death. Although brain-death is a 
relatively old issue in contemporary clinical ethics, this discus
sion wil1 demonstrate that this concept is again behind certain 
clinical dilemmas. Because such dilemmas are occurring with 
increasing frequency, we will devote a future edition of CE 
(Vol. 3, No.4) to a more complete exploration ofbrain-death. 

While we're talking about special issues, I'm proud to an
nounce that our next edition ofCE wil1 focus on ethical issues 
in rehabilitation care. This thematic issue is designed to fol1ow 
up on issues addressed by Giles Scofield, J.D., Director ofthe 
Health Law Program at Pace University, during his recent 
visit to the CEP to discuss rehabilitation ethics. 

We once again extend our invitation to you to contribute 
an article on any previously covered theme, a new problem or 
issue that we have not yet discussed, or experiences and 
thoughts pertinent to one ofour thematic issues. 

-Mark Kuczewski, Ph.D 
Editor 



HCFA's "Final Rule" on Advance Directives
 
by Patrick J. McCruden, Director of Pastoral Care, Marian Health Center, Sioux City, [A 

and Alan Steinberg, Esq., Harty, Springer, & Mattern, pc., Pittsburgh, PA 

Editor snote: The fol/owing contributed arlicle, a "duet" of 
sorts, was originally to include some comedy We tried to 
make it somethingofa spoofon NPR sfamous team of "Click 
and Clack," e.g., "Cluck & Duck, " "Clear and Zap, .. etc. 
However, as you can fell from these pseudonyms, it was not 
funny. This once again highlights the current state of 
bioethics; it is a field in need ofsomeone to do for it what the 
"Tappet brothers" have done for auto repair 

McCruden: With very little fanfare the Health Care 
Financing Administration passed the Final Rule regarding 
Advance Medical Directives on June 27, 1995. This final 
rule responded to the questions and comments which 
HCFA had received since the passage ofthe Interim Final 
Rule on March 6, 1992. 

As expected, the substance of the rules on Advance 
Directives have not changed, but the final rule does clarify 
several questions raised by commentators. What follows 
are a few highlights; the complete text ofthe final rule can 
be found in the Federal Register, Vol. 60, No. 123, Tues
day, June 27, 1995, Rules and Regulations. 

Many commentators had asked that the provision of 
advance directive information to the families ofincompe
tent patients suffice for compliance with the law. The 
HCFA's response was to maintain the current regulation 
that the information may be provided to the family of in
competent patients (there is no requirement this be done), 
but reaffirmed that the above action does not relieve the 
institution ofthe requirement to provide the information to 
the patient/resident when and if they regain competency. 
Institutions then must have some sort oftracking mecha
nism to reassess the decisionrnaking capacity ofthese pa
tients/residents. 

On a related matter, the final rule refused to grant an 
exemption to provide advance directives information to 
classes ofpatients whose conditions might be exacerbated 
by the information, e.g., agitated or suicidal patients. 

Regarding the provision ofadvance directive informa
tion to non-English speaking individuals, the final rule af
firmed that information must be provided in a manner that 
is understandable to the individual. The provider should 
have written translations ofadvance directive information 
in foreign languages common to the locality. For languages 
that are seldom encountered locally, the provider could rely 
on an interpreter or the patient's representatives to attest 

that the individual understands the information provided. 
On another matter related to cultural differences, the 

fmal rule does not allow the non-provision ofadvance di
rective information based on a belief that it would be an 
imposition to'some cultural beliefs or values, i.e., talking 
about the possibility ofdeath. 

Two points regarding the community education com
ponent of the regulation were clarified. First, providers 
must be able to document their community education ef
forts. The final rule continues to allow a great deal of 
latitude in terms of how this education is carried out, but 
interestingly states that the community education "should 
involve not only a discussion ofan individual's rightto ex
ecute an advance directive, but also ofa patient's broader 
right to accept or refuse medical or surgical treatment." 
(Federal Register 60.123 p.33275) Second, the final rule 
omits the suggestion found in the interim rule that commu
nity education efforts have the dual purpose ofproviding 
information and obtaining advance directive information 
from prospective patients which would then be documented 
in the individual's medical record. Many commentators had 
noted that this kind of information gathering was incom
patible with the nature of most community education ef
forts. HCFA concurred and so removed this suggestion 
from the final rule. A final note on community education 
was the HCFA's refusal to reimburse providers for any 
costs incurred providing the required community educa
tion. 

Regarding documentation in the medical record, HCFA 
addressed the suggestion that providers request and keep 
on file copies of individuals advance directives. In this 
regard, the final rule does not mandate such record keep
ing. Instead the final rule points providers towards appli
cable state laws, i.e., if state law requires that providers 
maintain copies ofindividuals' advance directives then they 
should do so, otherwise there is no federal requirement. 

The final rule makes explicit the amount oftime that 
may elapse between changes in state law in advance di
rectives and the change in the information disseminated to 
individuals under the terms ofthe regulations. When state 
law changes, the state has sixty days to notify providers of 
the changes in state law. The providers then have ninety 
days to revise the informational material they use. 

The above are a few highlights of the changes and 
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clarifications found in the final rule. Essentially the regu
lations haven't changed, but the final rule does clarifY some 
points that had been a bit unclear in the past. On a con
cluding note, this author observes that although the HCFA 
does not mandate that providers maintain copies of 
individual's advance directives, the JCAHO surveyors who 
visited this Marian Health Center this Fall did require this 
and indeed wanted them on the patient's chart and avail
able for review. 

Steinberg: I agree with all of Patrick's comments. In 
addition to his highlights,let me point out a few others. 

In the comments section preceding the Final Rule, there 
were a variety ofoperational and process issues addressed. 
(These were all the operational odds and sods and quirks 
we were so worried about when the PSDA first came 
out. They don't seem like such big questions now, and it is 
nice to see how common sense and actual practice seem 
to have answered most ofthose issues.) 

What are some of the more interesting of these is
sues? First, on the pre-admission front, it is acceptable 
for providers to include a form in the pre-admission mate
rials sent to the patient (and to be completed by the pa
tient) that sets forth whether or not the patient has ex
ecuted an advance directive. So, yes, pre-admission PSDA 
tools and approaches used correctly are acceptable for 
satisfYing PSDA responsibilities. 

Second, do you remember how we used to debate about 
patients in labor? Many ofus figured that the last thing the 
woman (or partner) wanted upon admission to the hospital 
while in labor was forms and questions concerning her 
advance directive rights! And also, what about patients 
who have multiple admissions? Do we have to "PSDA 
them" with every admission for what is part of a larger, 
ongoing treatment plan? Is the patient going to say, sooner 
or later, "what is going on here?" 

According to the Final Rule, all of these people, in la
bor and in repeat admissions, must receive the PSDA in
formation and go through the PSDA process whenever 
they are admined to the hospital. (Note: For the patient in 
labor, pre-admission materials are something ofan answer.) 
As HCFA states in its response, "we note that hospitals 
repeat many admission procedures as part ofevery sepa
rate admission, often in accordance with applicable state 
and federal laws. " 

And what about transfers to a nursing home? The 
hospital has already provided PSDA information to the 
patient (and/or family). We always knew that the nursing 
home has the same responsibility, but was there some way 
to coordinate the hospital's and nursing home's efforts so 

that the patient (and family) didn't have to be processed 
again in the same manner? Each institution has its own 
PSDA responsibilities, but to the patient (and/or family) it 
can come across as something ofa bother-particularly if 
the tI"o admissions (hospital and nursing home) are close 
in time to each other. 

To address this, HCFA picked up on a theme it stated 
in its Interim Final Rule: 

We suggested [in the Interim Final Rule] that if 
an individual is being transferred from a hospital 
to a nursing home, the hospital discharge planner 
may provide the information (including the 
nursing home's policies regarding the implemen
tation ofadvance directives) on behalfof the 
nursing home in the course ofcoordinating the 
smooth transfer ofthe patient. However, we 
reemphasize that the nursing home is still respon
sible for inquiring about the existence ofan 
advance directive and documenting in the 
individual's medical record whether or not the 
individual has executed an advance directive. 

Another line of comments and responses dealt with 
the enforcement ofthe PSDA rules, particularly for nurs
ing facilities, home health agencies and managed care or
ganizations (MCOs). HCFA already set up in 1992 a re
porting mechanism for hospitals and hospices to provide 
evidence of PSDA compliance. That was done so that 
there would be no need to conduct on-site inspections of 
the nearly 8,000 hospitals and hospices to determine com
pliance. 

But for home health agencies and nursing homes, these 
providers will be assessed for compliance during routine 
on-site surveys conducted by HCFA. That is the regula
tory response. As for the right of the individual to chal
lenge what he or she sees as a PSDA wrong done, a per
son can ftle a complaint for PSDA noncompliance by fol
lowing the usual procedure with state survey agencies. 
To give that right some teeth, the Final Rule now requires 
all providers- hospitals, nursing homes, managed care or
ganizations, etc.-to include in their wrinen materials a 
statement of the individual's legal right to file a complaint 
with the survey and certification agency concerning non
compliance with the advance directive requirements. 

Finally, the comments and new rules covered a lot of 
ground concerning managed care organizations. These 
entities sometimes get overlooked when it comes to the 
PSDA, though there are definite and significant responsi
bilities under the Act for them as well. The following are 
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a few highlights as to managed care matters. 
First, the managed care organization under the Act is 

required to provide PSDA information to the individual at 
the time ofenrollment. That terminology has raised a 
certain amount ofconfusion. HCFA's response: 

In view ofthe comments we received on this 
issue, we recognize that it would be helpful to 
clarify how managed care plans may meet this 
requirement. For enrollees that join managed 
care plans as individuals, the meaning of"at the 
time ofenrollment" is relatively straightforward, 
that is, as soon as possible after the application is 
received, but before the effective date ofcover
age. However, for individuals that join managed 
care plans through an employer group, we are 
clarifying that "at the time ofenrollment" means 
at the time that the employer group enrolls the 
beneficiary into the plan. In such situations, the 
managed care plan may not be informed ofthe 
enrollment immediately; therefore, to implement 
the requirements ofthe statute, we believe it 
would be permissible for the employer group to 
provide, on behalfofthe organization, information 
concerning an adult individual's right to accept or 
refuse medical or surgical treatment and to 
formulate an advance directive. In keeping with 
other provisions ofthis rule, the HMO or CMP 
may incorporate such information into the market
ing material that the managed care plan supplies 
to employer groups so that the information is 
disseminated when the employer distributes other 
plan marketing materials to potential enrollees. 

Second, as the required PSDA information is to be 
provided at the time ofinitial enrollment, there is no need 
to provide that information to individuals when they renew 
their enrollment. 

Third, managed care organizations usually have more 
than one institutional provider in the network. Often they 
have several. The MCO has PSDA responsibilities to have 
its own PSDA policies. Should the MCO adopt a policy 
that tries to encompass the policies of all the healthcare 
institutions in its network? Or should it simply alert its 
enrollees that there are numerous institutional policies in
volved in the network? What is an MCO to do? 

HCFA provides the MCO with two options to address 
this issue: 

The first option allows a managed care plan to 
develop a policy that embraces all of its providers' 
policies. The second option allows a managed 
care plan to simply note that differences among 
its providers policies exist, and that more informa
tion is available from the organization upon 
request. These options do not necessarily require 
detailed information regarding each providers 
policies. For example, ifall contracting providers 
implement all advance directives that meet State 
requirements, the plan could simply note this 
information. On the other hand, ifone or more of 
the contracting providers have a more limited 
policy (for example, a hospital exercising a 
reservation ofconscience), the plan may either 
(1) provide a written policy that states the restric
tions these providers placed on advance directives 
or (2) note that some providers may object to 
implementing an advance directive, but that more 
information is available upon request. At a 
minimum, plans should have information available 
upon request as to which contracting institutions 
place limits on implementing advance directives. 

Lastly, MCOs, like hospitals and other providers, have 
to update their own PSDA materials within 30 days after 
a state has changed its law. 

Talking about the PSDA materials reminds me to point 
out one [mal thought- the Final Rule states that if the 
providers policies include a "conscience clause" that could 
have the effect oflimiting a patient's rights, then that poliCy 
statement oelimitation and its description in the PSDA ma
terials must be very clear and specific. This should in
clude a description of(i) any differences between institu
tion-wide conscience objections and those that may be 
raised by individual physicians; (ii)the state's legal author
ity permitting such objection; and (iii) the range ofmedical 
conditions or procedures affected by the conscience ob
jection. 

Finally, this Final Rule replaces the previously published 
Interim Final Rule. Do you think HCFA would have been 
better offcalling this the "Final Final Rule" or maybe "The 
Rule, Finally"? Just a thought.. .. 

Visit the Consortium Ethics Program on the World Wide Web! 
http://www.pitt.edu/~caj3/CEP.html 
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Shadyside Hospital, 1992 to 1996: 
Biomedical Ethics in Evolution 
by Adrianna Selvaggio, M.D., Chairperson, Shadyside Hospital Biomedical Ethics Committee 

The past four years have been a time of great growth 
and development for the Biomedical Ethics Committee of 
Shadyside Hospital We have evolved into a productive, 
cohesive group ofindividuals with a common interest: bio
medical ethics. Many changes have been necessary to 
achieve our current state. I can still remember iliat, in the 
beginning... 

•	 The Biomedical Ethics Committee was a medical 
staffcommittee that embodied the fonn and sub
stance typical ofsuch a committee. To a large 
extent, the rules goveming such committees did not 
fit a well-conceived ethics committee. Therefore, 
we appealed to our staffpresident for permission to 
deviate from certain rules. The first thing we had to 
do was give away our copy ofRobert's "Rules of 
Order." Ethics is probably best seen as a consen
sus-building process and we wanted to hear from all 
ofour members when discussing difficult topics that 
affect our patients and staff. Dropping the hierar
chical traditions proved beneficial in many ways. 

•	 The 90 minute monthly meeting was our only 
working tool. This was not viable. So, we devel
oped five subcommittees: consultation, policy, 
education, membership, and patient rights. Because 
these subcommittees are "where the action is," I 
would like to tell you about them at length. 

The subcommittees each have a group leader, most of 
whom are non-physician professionals. The small size of 
the groups allows for more input from each member. The 
distribution ofresponsibility over the five group leaders and 
the chairperson broadens the focus ofthe Biomedical Eth
ics Committee. The real work ofthe committee now oc
curs in the subcommittee setting. Therefore, subcommit
tee attendance is mandatory, whereas monthly committee 
meetings are not: 

The consultation subcommittee began monthly 
reading groups. Each individual who conducts consulta
tions attends regularly to improve and maintain his or her 
skills in consultative ethics. Case consultation is provided 
by teams. Each team has an experienced leader and two 
or three more members from varying disciplines. The teams 

rotate responsibility for coverage (The group leader and 
Chairperson ofthe Biomedical Ethics Committee fill in for 
emergencies). All consiJltations are answered within 24 
hours, Monday through Friday. 

Consultations are discussed first among this subcom
mittee and then presented to the larger meeting. A con
sultative worksheet was developed to organize the think
ing of the team. A summary of the consultation process 
and the consultants' recommendations are written or dic
tated and placed on the pennanent medical record, and a 
confidential file is kept in the chairperson's office. The 
subcommittee and larger Biomedical Ethics Committee 
offer constructive criticisms following each consultation. 
The reputation of our consulting service has grown, and 
we pride ourselves on becoming effective mediators who 
meet the needs ofour patients, their families, and the hos
pital staffin a timely and confidential manner. 

Our policy subcommittee rewrote the staff policies 
for do not resuscitate orders, withholding/withdrawal of 
treatment, and advance medical directives. The parsimo
nious outcome was that these policies were combined and 
renamed "patient medical directives." Furthermore, dur
ing this process, we succeeded in obtaining agreement be
tween anesthesia and surgery to allow for the continuation 
ofa "do not resuscitate" status in the operating room. A 
special consent fonn was developed to allow the patient 
and medical team to agree to limitations on resuscitation 
during surgery. 

The education subcommittee plans an educational 
meeting every third month for all members of the Bio
medical Ethics Committee. This subcommittee is currently 
developing a handbook for new or returning members of 
the committee. The handbook will allow individual mem
bers to review basic ethical concepts and to study the back
ground materials necessary for productive participation. 

The membership subcommittee monitors the com
position of the Biomedical Ethics Committee. It is our 
basic tenet that cross sectional representation is crucial to 
our success. This subcommittee recognizes three types 
ofmembers: full members (requires subcommittee par
ticipation), visiting members (do not participate in subcom
mittees but may attend monthly meetings but lack voting 
privileges), and guest (by invitation to a particular meet
ing). It periodically reviews the committee's size, compo
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sition, and patterns ofparticipation. 
The patient rights subcommittee addresses all pa

tient issues. This group reviews patient informational ma
terials, the accessibility ofthe Biomedical Ethics Commit
tee to patients and their families, and the nature and nwn
ber ofparient/family complainls. This group addresses pa
tient complaints with staffin-services to allow all members 
ofthe healthcare team to benefit from past errors. 

The evolution of I.he committee has been wonderful in 
recent years. It has led to cohesiveness among a diverse 
group ofprofessionals that share a common concern for 
biomedical ethics. The egalitarian nature ofour structures 
has created a broader base of ideas which has led us to 
clearer concepts and practices. We have written and at
tempted to meet the goals in our mission statement. 

Mission Statement
 
ofthe Biomedical Ethics Committee
 

ofShadyside Hospital
 

Shadyside Hospital is committed to the de

livery of skilled, compassionate care to all pa

tients, family and staff. The focus of this care is 

to ensure health care with dignity, privacy and 

respect. We support the right of the patients to 

determine their health care by working with the 

health care team in decision making regarding 

treatment. These rights are fostered and pro

moted by Shadyside Hospital and the Biomedi
cal Ethics Committee by providing consultative 

services to physicians, hospital personnel, pa

tients and families at their request. 

The Biomedical Ethics Committee is avail 

able to educate employees, families and physi

cians in Biomedical Ethics and decision mak

ing. This commitment is demonstrated through 

the provision of consultative process and edu

cation programs. We are an additional general 

resource to the hospital community. We hope 

to keep patients, employees and physicians well 

informed regarding current ethical responses to 

medical technology and the treatment of patients 

and their families with the highest ethical stan
dards and respect. 

Ethics, AIDS,
 
and the CEP
 

Since 1994, the Consortium Ethics Program has been 
actively pursuing ways to address ethical issues related to 
the treatment of AIDS patients. We recently received a 
grant from the Jewish Healthcare Foundation which will 
fund a continuation ofthese efforts over the next two years. 

The newly-funded program, entitled "AIDS & the Com
munity: Developing an Ethics Provider Network," begins in 
earnest this month. A dinner-workshop on March 13th 
brings together our previous "core" group of local health 
care workers and draws on the expertise of new represen
tatives from hospice and long-term care. This meeting will 
be followed by a larger-scale educational retreat this sum
mer, and further workshops and retreats in 1997. 

These meetings are not only intended to facilitate de
velopment of an Ethics & AIDS provider network -- they 
will also serve as the testing grounds of a teaching manual 
and video on this subject. Videotaped interviews from past 
workshops will be linked to current, topical articles and 
cases. Eventually, all of this material will be compiled into 
a package designed for use by healthcare providers in pro
viding in-house or community education on ethical issues 
related to AIDS. 

When teaching materials are ready, we plan to make 
use of the Consortium's established network of providers 
and educators to disseminate the information. CEP partiCI
pants will be the first recipients of the completed manuaU 
video package, and as always, Consortium faculty will be 
available to assist representatives in planning educational 
sessions at the institutions. We'll keep you posted as our 
wOlk progresses in this important and rapidly-expanding area 
of ethics. 

-~~
 
~~~:;
 

':~':7~~~::~~~W;;:J.~~~~1.s$34i fax: 
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The JCAHO Ethics Interview:
 
A View From The Midwest
 

by Patrick J. McCruden, Director of Pastoral Care. 
Marian Health Center, Sioux City, IA 

You might be asking yourself: "why is a hospital chap
lain from the heartland writing an article on the JCAHO 
survey for Community Ethics?" That a reasonable ques
tion. I am a hospital chaplain but out here in Sioux City, 
Iowa, I wear several hats. One of those involves coordi
nating the efforts of our hospital's medical cthics commit
tee and reviewing and implementing our institution's poli
cies on advance medical directives. Currently I'm in the 
process of trying to build a local ethics network to serve 
rural hospitals, long-term care facilities, home hcalth and 
hospice organizations in the Northwest Iowa and North
east Nebraska area. As a result, I've relied heavily on the 
resources of thc Consortium Ethics Program. Although 
the CEP's mission may be to serve its members in Western 
Pennsylvania, its mcthods and insights are of great interest 
and help to me in the rural midwest. 

What follows is a brief description of our institution's 
experience with the JCAHO cthics survey this past Fall. 
My institution, Marian Health Center, is a 484 bed tertiary 
referral and trauma center in Northwest Iowa. We are a 
division of a larger health care corporation, Mercy Health 
Services, which operates hospitals, home health care agen
Cies, Medicare approved hospice and long-term care facili
ties throughout Michigan, Indiana, and Iowa. 

Our hospital Ethics Committee's experience with the 
surveyor of the JCAHO appears to have been somewhat 
different from that of other institutions. Our Medical Eth
ics Committee worked long and hard to prepare for the site 
visit ofthe JCAHO. We reviewed all ofour policies, double 
checking to make sure that all had been updated and con
formed to JCAHO standards. We worked hard at staff 
education to be sure that everyone would be able to articu
late thc cxistence of an ethics committee and could dc
scribe how the committee was accessed by patients, fami
lies and staff. We made sure all committee members were 
ablc to articulate the role and purpose ofthe ethics commit
tee and the methods used for cthics consultation. 

We believed that we had little to be concerned about. 
Our ethics committee has been in existence for almost ten 
years and it is an active committee that fulfills the three 
functions ofeducation, policy development/review. and case 
consultation. We fclt wc were completely prepared for the 
intcrvicw with one of the surveyors. We were wrong. 

The JCAHO surveyor asked us almost nothing about 

clinical ethical issues. Although he reviewed our documen
tation (Ethics Committee Guidelines, Case Consultation 
Procedure, minutes of meetings etc.) in the document re
view session, he seemed completely uninterested in this 
aspect of ethics. The surveyor's whole focus was organi
zational and business ethics. His primary concern was with 
our relationship to the home health care organization that is 
a "sister" organization to us, i.e., a subsidiary of the same 
not-for-profit health care corporation. Some of his ques
tions: "Do you refer patients to this home health agency'I", 
"Do you tell patients that you are related to this home health 
agency?" "What written documentation do you give to pa
tients to explain your various interests in other health care 
organizations in the area (the hospital also has interests in 
a freestanding surgery center and cancer treatment cen
ter) ?" 

The committee members were somewhat nonplused 
by this line ofquestioning. Our ethics committee is a medi
cal ethics committee that deals almost exclusively with elini
cal issues. The only "business" issucs we ever addressed 
were those with clinical overtones, e.g., conscientious ob
jection to certain medical procedures by employees. In our 
institution, another committee, called the Mission Effective
ness Committee, addresses business ethics issucs such as 
amounts of charitable care, advertising policies, associa
tions with other institutions/enterprises etc. Most of ethics 
committee members had no idea of the answers to thesc 
questions but the surveyor seemed to think we should have 
them. The interview ended after thirty minutes when it 
became clear that the surveyor was more interested in busi
ness ethics than clinical ethics and that we dido't have the 
answers to his business ethics questions. 

The interview left a bad taste in the mouths of commit
tee members. It seemed as if all our hard work was mis
placed. The surveyor's questions are certainly valid ones, 
but I don't know that thcy are questions that properly be
long in the ethics intcrview. These types of questions would 
seem more appropriate to an interview with leadership/ad
ministration Or perhaps with the Mission Effi:ctivcness Com
mittee. My concern is that the JCAHO is now going to ask 
hospital ethics committees to become experts at business 
ethics and to somehow bc knowledgeable of the complex 
relationships that are developing in the world of modem 
healthcare. To those facing JCAHO surveys, I must say 
that having your clinical ethics "ducks in a row" doesn't 
insure a smooth interview with the JCAHO surveyor. 

The good news is that the institution received no cita
tions or deficiencies in the area of ethics. Although the 
surveyor didn't appear very interested, we certainly met 
thc standards as outlined in the JCAHO accreditation 
manual. 
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Electronic Roundtable: Brain-Death Dilemmas
 
Editor's Note: 

Healthcare professionals, policy makers, and medical ethicists have been successjUl at developing a consensuI on a 
number a/issues. One o/these "settled" issues is brain-death. When a patient meets certain criteria that indicate cessation 
offimction ofthe whole brain, the patient is dead. Because healthcare professionals do not treat dead people, there are no 
treatment decisions to be made regarding the patient swell being; all treatinent is to be withdrawn. Ofcourse, because such 
cadavers are often suitable organ or tissue donors, mechanical ventilation and various other interventions may be continued 
until the family is approached regarding donation and ifthey consent, until harvesting ofthe organs. Nevertheless, consensus 
doesn t always solve all clinical riddles. 

A family who rejUses to believe the patient is dead poses a problem for healthcare providers. Thus, we bring you the 
follOWing excerpts from such a discussion on the MCW listserver (For more information on this listserver. see Alan Joyce. 
"Ethics Online, " Community Ethics, 2(4), 1995.). 

The Question: 
If a patient is clearly brain-dead, but the family will not accept the diagnosis, what should the caregivers do? For 

instance, suppose the family says that the patient is alive and demands that all supports be continued. The physicians initially 
continue support to facilitate organ donation in case the family should consent. This motivation reccdes as it becomes more 
important lo help the family to eome to grips with the reality of death. Several more days pass and the nursing staff becomes 
really distressed. Should there be a limit on the length of a grace period given by clinicians for ethieal and psychological 
reasons.? For example, it might make sense to have a policy recognizing that it is within the scope of clinical judgment to use 
a grace period to help families Come to grips with death and grieve but to also place a limit upon it, e.g., 12 hours after the 
family has gathered. At this lime, physicians could invoke this limit to move towards disconnections, withdrawals, etc. 

John C, Fletcher, Ph,D" jcf4x@virginia,edu
 
Kornfeld Professor of Biomedical Ethics, University of Virginia
 

Response #1: 

We have been occasionally cursed with the dilenuna 
John Fletcher poses - the brain-dead patient whom the 
family refuses to acknowledge as dead. [New York has a 
statute that makes it complicated if you have religious rea
sons for objecting to a declaration of death by brain-death 
criteria, but I will ignore that multiply extraordinary situa
tion.] Our hospital has no official policy for dealing with 
reluctant fumilies except "mediation." 

In the cases with which I am familiar, we cut a deal 
with the fumily. We will formally PRONOUNCE "Chris" 
dead in 24 hours though you should understand Chris is 
dead already. 

Problems? You bet, but not, I believe, very often ethi
cal ones. 

I) "We aren't ready to accept Chris' death, so Chris 
isn't dead." 

2) "If you pronounce Chris, we'll sue you for wrongful 
death. " 

3) "We want Chris Sr. here when Chris is declared 
dead. We are trying now to get in touch with him 
in the upper Amazon." 

4) "Chris isn't dead. He looks better now than he has 
for years." 

In spite ofthe difficulty "normal" people have appreci
ating this new way of deciding when people are dead, pro
nouncing someone dead isn't a performative utterance that 
transforms a person from being alive to being dead. They 
already ARE dead. There may be unusual humane, prac
tical or economic reasons for treating dead people as if 
they were alive, but I would be surprised if there were a 
workable policy or an algorithm for doing so. My worry is 
that any policy would be used to manipulate family or staff 
as it easily might have been in John's scenario. 

Until we - as health care providers and their camp 
followers -begin to speak of, and respond to, the brain
dead in the same we do to the "really" dead, we can ex
pect the problems to continue. 

Peter c. Williams, JD PhD 
PWILLIAM@PREVMED,SOM.SUNYSB.EDU 

Chief, Division of Medicine in Society 
Heal th Sciences Center 

Stony Brook, NY 
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Response #2: 

It is presupposed that therapeutic treatment modalities are 
decisively contraindicated for all patients who are dead, m
cluding patients who are "brain-dead." One might consider 
whether insurance companies are being defrauded by claims 
that are made for services administered after the client's death. 
TIlls is one area in which cost-cutting and ethics are on the 
same side. 

I have found that it is generally unwise to use the ex
pression "brain-dead" with families. The state referred to is 
not one ofqualified death. The patient may properly be char
acterized as having died, adding that some of the bodily or
gans are being supported mechanically in case they may be 
used for transplants. 

lt is inappropriate and potentially problematic to ask rela
tives for permission to disconnect support equipment. After 
death has occurred, that which used to be the body of the 
patient may be kept on "organ support" - not "life support" 
- until organs usable for transplant purposes are harvested 
or until it is established that consent to harvest the organs is 
not available. 

Grace periods can create horrifying problems when phy
sicians fmd themselves unable to explain why it was O.K. to 
keep the body on mechanical support yesterday but not O.K. 
today. What change in condition now requires withdrawal 
of treatment? The families become cruelly stressed as the 
progressively wasteful, unrealistically hopeful, near-grief-rid
den, zombie-like charade progresses. Has anyone seen psy
chological benefits? 

This is not medical care. Better to call a spade a spade. 
Much better. 

Kenneth Kipnis, Ph.D. (kkipnis@hawaii.edu) 
Department of Philosophy, University of Hawaii at Manoa 

Honolulu, HI 

Response #3: 

My approach in the situation of brain-death is as follows: 
(I) I make the determination of death according to accepted 
clinical procedures. There is no specification of these pro
cedures in Wisconsin in the state laws. I mayor may not use 
additional tests such as brain flow studies depending upon 
the circumstances. 
(2) If the patient is dead according to brain-death criteria, I 
write this in the medical record and assign a time of death. 
(3) I then tell the family about this set of facts. Whether they 
agree or disagree with the facts, I allow for a period of visit
ing before removal of machines. (I do not say "life-support" 
in this circumstance. Part of a family's acceptance may be 
our lack of care in the words we use.) 
(4) If the family disagrees with the fact that their loved one is 
dead, I still allow a period of visiting and so forth. I also tell 
them that I need to call the medical examiner "by law" to 
report the death (as is our hospital poliey). 

(5) Although it may be the luck of the draw, I have not had 
any longer than a 24 hour period of ambiguity before a fam
ily aceepted the situation. I do not claim that this approach 
helps, although I believe we should not withhold our dIagno
sis based on the desire for a waiting period. 

Robert M. ("Skip") Nelson, M.D., Ph.D. 
(rmnelson@post.its.mcw.edu) 

Medical College of Wisconsin 
Children' 3 Hospital of Wisconsin 

Milwaukee, WI 

Response #4: 

I would add to Skip Nelson's description that the ongo
ing discussion with families throughout the process of the 
brain-death determination is all important. Because most 
guidelines call for some time interval (6 to 48 hours, depend
ing on age) between examinations, families should be told of 
the impending diagnosis of brain-death at the first exam, or 
even before, if progression appears inevitable. TIlls 6 to 4R 
hour period essentially functions as a "grace period" for both 
families and healthcare providers, the former to understand 
and accept and the latter to understand and confirm 
the diagnosis. Furthermore, having families present to ob
serve the neurologic examination and apnea test is often quite 
convincing for those who understandably feel their loved 
one is just "asleep". 

Barry P. Markovitz, MD 
Markovitz@kids.wu3tl.edu 

Depts. Anesthesiology and PediatrlcS 
http://PedsCCM.wustl.edu 

St. Louis Children's Hospital 
Washington University School of Medicine 

Response #5: 

It is our practice to pronounce a person, and record in 
the medical reeDed, that they are dead when they die. The 
method for determining death may relate to accepted cri
teria such as cardiovascular or neurologic criteria. That 
is b~ain-death is death. In some cases the family needs 
s~me time to gather at the bedside and to cope with the 
issues before the person is moved from their hospital 
room; and compassionate support is certainly important. 

Before this was clearly established practice, we had 
people die with death established by brain-death criteria, 
whose care continued because of strong family advocacy 
and confusion as to whether brain-death is really death; 
and, in one case, the person who was brain-dead (i.e., dead) 
was transferred to another hospital unit with a compromise 
agreed to by the family that the person would be "no code" 
"DNR'I. 

One of the functions of bioethics committee members, 
and the committee chair in particular, is to assist in clarifYing 
clinical situations such as this, so that consistent appropriate 
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practice is supported. Families often are very appreciative when 
this is clarified and they receive pelSOnai support regarding their 
grief, even though they had previously made various inappro
priate demands. They usually accept a clear explanation from 
the Bioethics Committee when it is not adversarial. No option is 
given regarding the reality of death, but care and support is 
given to them. 

Edward Anthony Oppenheimer, M. D. 
Physician CO-Chair, Bioethics Committee 

Pulmonary & Critical Care Medicine 
Southern California Permanente Medical Group 

Los Angeles, CA 
Internet: eaopp@ucla.edu or edward.oppenheimer@kp.org 

Response #6: 

I am aware of the scientific and medical consensus on the 
definition of brain-death, and I personally subscribe to this po
sition. On the other hand, I am reluctant to impose my definition 
of death on people who feel otherwise and define death differ
ently. I do not think that a medical consensus is necessarily 
nonnative. 

In our pluralistic society, I think that we are ethically bound 
to acknowledge and validate positions which differ from our 
own. And so. ifan Orthodox Jew or a fundamentalist Christian 
insists that death has not occurred so long as there is a hean 
beat (albeit maintained by artificial means), I think that this posi
tion should be treated with respect. 

On the other hand, I am not certain that we should cater to 
these alternative views of death to the extent that we allow a 
patient to occupy a scarce and expensive ICU bed. I think that it 
is incumbent on the involved family to find another facility for 
continued life support - either at home (perhaps with visiting 
nurse support) or in a hospital or long-term care facility which 
shares the family's understanding of death. 

I think that a more thorny issue is whether a tertiary center 
should accept the transfer ofa patient who meets the criteria for 
brain-death. It is conceivable that such a center would accept a 
patient like this in the hopes of harvesting transplantable or
gans. But, ifwe really believe that brain-death is truly death, it 
makes no sense to admit a corpse. 

Ev Vogeley, M.D., J.D. 
EvVogeley@aol.com 

Children's Hospital of Pittsburgh 
Pi ttsburgh, PA 

Response #7: 

Our Ethics Committee struggled with a casc several montllS 
ago similar to John Fletcher's hypothetical one. It proved to be 
a "straw" one which got us to face up to the needlessly painful 
confusions surrounding 'brain-death'. We rewrote our policy. 
It omits the troublesome term 'brain-death' in favor of'determi
nation of death by neurological criteria'. It addresses etllical 
issues associated with notification and when interventions may 

be withdrawn. It avoids time limits in favor of the discretion of 
the attending physician. I would be pleased to share our back
ground working paper. Contact me directly. 

Lance K. Stell, Ph.D. 
Dept. of Phi losophy Dept. of Internal Medicine 
Davidson College Carolinas Medical Center 
Davidson, NC 28036 Medical Education Bldg. #50'" 
LaStell@Davidson.Edu 1000 Blythe Ave 

Charlotte, NC 28232 

Response #8: 

Several commenters have urged that we should accommo
date a range of definitions of death. I don't agree. There are 
dangers in being too open-minded, too pluralist, in our thinking 
about death. 

For all ofthe other things it is, dying marks a change in legal 
statos. It is permissible to do certain things to a corpse that it is 
impermissible to do to a living human being. One wouldn't do 
an autopsy on a living human being, or bury her, even if the 
cultoral group believed the person had died. There are good 
reasons for having professionals attest to death in a legal certifi
cate. Key legal entitlements cease and begin with that declara
tion and significant legal processes commence. 

Consider two patients - Smith and Jones - who, though 
still on ventilators, have been declared dead by neurological 
criteria. Suppose we were pluralist in our approach and, be
cause one of the two bodies used to belong to Smith who be
heved in cardiac criteria only, Smith is legally alive while Jones is 
legaIly dead. One supposes that Smith's family will continue to 
receive Social Security payments while Jones' family will be cut 
off. This seems unjust and poor public policy. Suppose two 
assassins break into the ICU. Each shoots bullets into one of 
the two neomorts. The assailant shooting Smith's body has 
committed murder but the one who shooting Jones' body has 
only desecrated a corpse. This seems profoundly unjust People 
should not receive increased protection solely because of their 
metaphysical views. 

I expect such examples can be multiphed. They go to show. 
I think, that althe end ofthe day, medicine needs to make its best 
judgntent about how death is to be clinically determined. Wlule 
we may be able to do beller tomorrow, the brain-death criterion 
for ti,e death ofthe person, and the clinical indicia used to mark 
it, for all the caviling around its edges, is the best standard we 
havc today. 

There is a tribe in the far east that does not acknowledge 
death until many months after we would. As a colleague of mine 
once put it, you can be so open-minded your brains fallout 

Ken Kipnis 
Department of philosophy 

University of Hawaii at Manoa 
Honolulu, HI 

kkipnis@hawaii.edu 
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Truly Useful Literature: Informed Consent
 
by Alan Joyce 

Lidz CW, Appelbaum PS, Meisel A. "Two Models 
of Implementing Informed Consent." Archives 0/ 
InternalMedicine, June 1988. Vol 148, 1385-1389. 

Summary: 
Lidz, Appelbaum, and Meisel suggest that many 

criticisms of informed consent stem not from flaws in tbe 
doctrine itself, but from tbe ways in which it is implemented 
in tbe healtbcare setting. To illustrate tbe problems witb 
and possibilities for informed consent in this environment, 
tbe autbors introduce two models of implementation: tbe 
event model and tbe process model. 

In tbe event model, informed consent is seen as 
an act ofdecisionmaking which occurs at one spccific point 
in time. The physician or otber healtbcare workers sets 
forth a reasonably comprehensive list ofdetails, risks, and 
benefits for a particular treatment; tbc patient signals ac
ceptancc of this treatmcnt by signing a consent form. The 
autbors identify several serious flaws witb this model, in
cluding: (I) tbe emphasis is usually on complete disclosure 
of facts by tbe physician ratber than complete understand
ing of tbese facts by the paticnt, which means that tbe 
patient's consent may not be truly "informed"; (2) because 
tbe patient's understanding of facts is not stressed, both 
patient and physician may come to view informed conscnt 
as a waste of time; and (3) tbis model makes tbe physi
cian-patient relationship seem "more bureaucratic and less 
humane. 1t 

The process model, in contrast, emphasizes con
tinuous and active patient participation in medical decision
making. Three conditions must be met before tbis can be 
achieved: (I) physician and patient role expectations must 
be shifted so that tbc paticnt is acccpted as a valued mem
ber of tbe healtbcare team -- one witb knowledge of im
portant contextual facts that are necessarily unavailable to 
tbe healtbcarc providers; (2) differcnces between physi
cian and patient "illness models" -- their ideas and con
cerns about particular medical problems and tbeir ramifi
cations -- must be marc closely examined; and (3) the 
physician's and patient's values and expectations must be 
tboroughly explored and discussed to ensure tbat a par
ticular treatment will be appropriate for tbe patient. The 
autbors recognize that this ongoing, time-consuming model 
may not be practical in all healtbcare situations, but tbey 
offer it as, at least, "a direction in which to movc." 

Veatch RM. "Abandoning Informed Consent." 
Hastings Center Report 1995. 25(2):5-12. 

Summary: 
Veatch focuses not on how to implement consent, 

but on whetber consent is even an appropriate concept in 
medical decisionmaking. He begins by summarizing vari
ous tbeories ofgood, arguing that it is virtually impossible 
and generally inappropriate for a healtbcare provider to 
presume that tbey can decide upon a course of treatment 
that will provide tbe most benefit to a patient. Veatch's 
conclusion -- tbat consent "will have to bc replaced witb a 
much marc radical, robust notion ofactive patient partici
pation" -- is clearly compatiblc witb Lidz, Appelbaum, and 
Meisel's process model of informed consent. 

Veatch's new contribution to this dialogue is tbe 
idea of physician-paticnt pairings based on "deep values" 
if healtbcare delivery systems organize around and an
nounce particular value orientations (Catbolic, feminist, 
holistic, etc.), tben it should be easier for patients to choose 
healtbcare providers whosc "deep values" are more closely 
aligned witb tbeir own. Ideally, this would result in less 
conflict and fewer misunderstandings in tbe patient-physi
cian relationship, tbereby strengthening tbe patient's posi
tion as an active participant in tbe decision making pro
cess. 

Other Informed Consent Resources 

Ofcourse, tbere is a vast body of literature on this 
topic. Some further recommended reading includes: 
Howard Brody's "Transparency: Informed Consent in Pri
mary Care," (Hastings Center Report, September/Octo
ber 1989, pgs. 5-9) which provides anotber view of con
sent as a conversation process; Nancy M.P. King's "Trans
parency in Neonatal Intensive Care," (Hastings Center 
Report, May-June 1992, pgs. 18-25) which applies Brody's 
consent model to tbe care of severely premature infants: 
and Rutb R. Faden and Tom L. Beauchamp'S book, A His
tory and Theory of Informed Consent (Oxford Univer
sity Press, 1986). This work examines informed consent's 
foundations in moral and legal tbeory, its role in clinical 
medicine and research, and concepts of understanding and 
cocrcion as tbey relate to the process of consent. 

11
 



CONSORTIUM ETHICS PROGRAM 

Rosa Lynn B. Pinkus, Ph.D., Director
 
Mark Kuczewski, Ph.D., Associate Director & Editor o/Community Ethics
 

Anne Medsger, R.N., M.S., Evaluation Consultant
 
Jody Chidester, Administrative Assistant
 

Alan Joyce, B.A., Research/EditorialAssistant
 

As always, we extend special words ofthanks to the Vira I. Heinz Endowment for its 
continued support ofthe Consortium Ethics Program. We are also deeply indebted 

to the Ethics Committee ofthe Hospital Council ofWestem Pennsylvania for the 
continued encouragement, guidance, and assistance that it lends to the CEP. 

Ifyou have suggestions or questions regarding the Consortium Ethics Program, wish 
to submit information for an upcoming edition ofCommunity Ethics, or wish to 

receive this newsletter, contact Mark Kuczewski, PhD., Center for Medical Ethics, 
3708 Fifth Avenue, Suite 300, Pittsburgh, PA 15213, phone (412) 647-5824, 

FAX: (412) 647-5877, or e-mail <mgk@med.pitt.edu>. 

Consortium Ethics Program 
Center for Medical Ethics 
University of Pittsburgh 
Medical Arts Building 
3708 Fifth Avenue, Suite 300 
Pittsburgh, PA 15213 


