


































































































 



Hospital Ethics Committees: 
Proposed Statute 
and National Survey 

A Model Bill to Establish Hospital Ethics 
Committees* 

S 1: Definitions 

A) Hospital. "Hospital" includes any facility that pro- 
vides in-patient care. 

B) Treatment. "Treatment" includes both life-prolonging 
and life-saving procedures, whether surgical, pharmaceutical 
or mechanical. 

C) Incompetent Patient. "Incompetent patient" includes 
an adult person without sufficient mental capacity or reason to 
understand the nature and consequences of a medical proce- 
dure offered when the person must decide whether to accept or 
reject that procedure. 

D) Case Record. "Case Record" means  that record that the 
hospital ethics committee assembles when it reviews a deci- 
sion made by or for a patient. The case record includes the 
patient's medical record, a summary of the opinions of 
consulting physicians, the hospital ethics committee meeting 
minutes, and the hospital ethics committee's written recom- 
mendation. 

S 2: Scope of the Hospital Ethics Committee's Authority 

A) Any hospital may establish a hospital ethics committee 
("committee"). 

* The Model Bill presented here was prepared for the American 
Society of Law & Medicine (765 Commonwealth Ave., 16th Floor, 
Boston, Mass. 02215) by Mary Beth Prosnitz of the Boston University 
School of Law Legislative Services. The Society does not necessarily 
recommend or support the positions or approach contained therein. 
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B) The committee shall perform the following functions: 

1) Review treatment decisions made on behalf of termi-
nally ill incompetent patients, and review treatment 
decisions made by terminally ill competent patients who 
request committee review. The committee shall confirm 
the competence of the patient and shall determine 
whether the patient has a terminal illness. The commit- 
tee shall discuss the decision with the patient, the 
patient's family, the responsible physician and the 
patient's guardian, if the patient has recieved a court 
appointed guardian. The committee may consult with 

. any additional physicians or specialists it desires during 
its review of the treatment decision. The committee shall 
arrive at a non-binding advisory recommendation de- 
scribing the appropriate treatment for the patient. If the 
incompetent patient's family, the responsible physician 
or the incompetent patient's guardian disagree with the 
committee's recommendation, or if the competent pa- 
tient disagrees with the committee's recommendation, 
the committee shall refer the case to a court of proper 
jurisdiction for resolution. If the committee refers a case 
to court for resolution, the committee shall submit its 
case record to the court. 

2) Review medical decisions having ethical implications. 
Any competent patient, member of a patient's family, 
physician or hospital staff person may request commit- 
tee review of any medical decision made in the hospital 
that has ethical implications. The committee shall grant 
each request for review unless another hospital agency 
can review the decision more effectively. The committee 
shall inform the patient whose case it reviews of the 
committee's consideration of  his/her case. The commit- 
tee shall discuss the decision with the patient, the 
patient's family, the responsible physician and the 
patient's guardian, if the patient has received a court 
appointed guardian. In addition, the committee shall 
discuss the case with the hospital staff person if that 
person requested committee review of the decision. The 
committee may consult with any additional physicians 
or specialists it desires during its review of the decision. 
The committee shall arrive at a non-binding advisory 
recommendation describing the appropriate course of 
action for the patient. If the competent patient's decision 
and the committee's recommendation disagree, the 
committee shall refer the case to a court of proper 
jurisdiction for resolution. If the committee refers a case 
to a court for resolution, the committee shall submit its 
case record to the court. 
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3) Provide counseling. Any patient, member of a pa- 
tient's family, physician, or hospital staff person may 
approach the committee or any of its members for social, 
psychological, spiritual or other counseling. The commit- 
tee or the individual committee member shall provide 
the requested counseling or shall refer the person 
requesting counseling to another person or agency 
qualified to provide the requested counseling. 

C) The committee may perform the following functions: 
1) Establish guidelines. The committee may establish 
guidelines regarding treatment or any other medical 
decisions in cooperation with the hospital staff, adminis- 
tration and local professional organizations. 
2) Provide education. The committee may sponsor or 
conduct educational programs designed to inform the 
hospital staff, administration and the general public 
about ethical problems in the health care field. 

S 3: Immunity. 
A) Committee members shall have complete civil and 

criminal immunity from liability for committee recommenda- 
tions made within the scope of the committee's authority, 
provided that the committee operates according to the provi- 
sions set forth in Section 4. 

B) The hospital staff, administration and the responsible 
physician shall have the benefit of a presumption of freedom 
from civil and criminal liability for their actions taken in 
accordance with the committee's recommendation. Proof of 
gross negligence or wilful1 disregard of the patient's interests 
overcomes this presumption. 
 S 4: Administration. 

A) Committee members. 
1) Composition of the committee. The committee shall 
consist of nine members: two physicians, one an inter- 
nist, the other a subspecialist; an attorney; a hospital 
administrator; a social worker; a psychiatrist; a member 
of the clergy; an advocate for patients; and a hospital 
volunteer or other appropriate representative of the 
community served by the hospital. 
2) Selection of committee members. The chief hospital 
administrator shall request nominations for committee 
memberships from the hospital staff. The chief hospital 
administrator shall then appoint nine committee mem- 
bers from the group of nominees. The chief hospital 
administrator shall ensure that the nine members repre- 
sent the nine positions listed in Section 4 A)1) above, but 
he/she may appoint members for the committee who do 
not serve on the hospital staff if a particular discipline 
has no members among the hospital staff. 
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3) Term. Each committee member shall serve a term of 
one year on the committee, though any member may 
serve more than one term as  a committee member. The 
chief hospital administrator shall establish a system of 
staggered terms for the committee members so that no 
more than three member's terms expire on the same 
date. 

B) Committee proceedings. 

1)  The committee may draft its own by-laws consistent 
with this statute and may appoint officers. 

2)  The committee shall convene within three days of a 
request for committee review of a treatment or other 
medical decision. 

3) The committee shall keep minutes of its meetings. 
These minutes shall summarize the deliberations of the 
committee made in arriving at a recommendation. 

4) The committee shall arrive at a recommendation by 
majority vote. 

5) Any patient, member of a patient's family, physician, 
or hospital staff person may attend committee meetings 
for the purpose of presenting issues for the committee's 
consideration. Only committee members shall attend 
that part of the committee meeting during which the 
committee members discuss the case in an attempt to 
reach a recommendation. 

C) Notice. 

1)  The hospital shall inform all patients admitted to the 
hospital about the committee and its functions and the 
means of patient access to the committee. 

2) The committee shall place a copy of its recommenda- 
tion in the patient's hospital record. The responsible 
physician shall verbally inform the patient of the 
committee's recommendation in an appropriate manner, 
taking the patient's mental status and physical condition 
into consideration. 

3) The person who requested committee review of a 
treatment or other medical decision shall receive a copy 
of the committee's recommendation. 
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A National Survey of Hospital Ethics 
Committees* 

Introduction 
American medicine and society in general have, in the 

past decade, been forced to confront a growing problem: 
deciding whether to withhold or withdraw increasingly sophis- 
ticated life-support systems from patients whose future quality 
of life is questionable. Such decisionmaking inevitably raises 
complicated clinical questions, as well as legal, ethical, and 
social issues. The formation of hospital "ethics" committees 
(also referred to as prognosis, terminal care, and/or optimum 
care committees) has been one response to the problem. Little 
is known about the number and specific roles of these 
committees. Robert Veatch points out, "Hospital ethics com- 
mittees are a new development, and it is still unclear which 
types will gain support and how they will evolve."' This study 
is a preliminary attempt to assess the prevalence, stated 
purposes, operating characteristics, and perceived effective- 
ness of "ethics" committees in hospitals across the continental 
United States. 

Background 
Unlike Institutional Review Boards (established by man- 

date according to Federal guidelines) or the early hemodialysis 
committees (specifically created to select patients to receive a 
scarce medical resource), hospital ethics committees arose 
independently, for a variety of reasons. 

The New Jersey Supreme Court's 1976 ruling on the Karen 
Quinlan case was one of the early influences on the formula- 
tion of ethics committees. The Court said that the patient's 
guardian, family, and physician 

shall consult with the hospital "Ethics Committee" or 
like body of the institution in which Karen is then 

.hospitalized. If that consultative body agrees that there 
is no reasonable possibility of Karen's ever emerging 
from her present comatose condition to a cognitive, 

* by Stuart J. Youngner, M.D. (Assistant Professor of Psychiatry), 
David L. Jackson, M.D., Ph.D. (Associate Professor of Medicine and 
Neurology and Director, Center for the Critically Ill), Claudia Coulton, 
Ph.D. (Associate Professor, School of Applied Social Sciences), 
Barbara W. Juknialis, M.A. (Research Associate, Center for the 
Critically Ill), and Era Smith (Research Assistant, Center for the 
Critically Ill), all from Case Western Reserve University School of 
Medicine, Cleveland, Ohio. This survey was  done under contract with 
the President's Commission. 
 1 Robert M. Veatch, Hospital Ethics Committees: Is There a Role?, 7 
 Hastings CtR. REP. 22, 25 (June 1977). 
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sapient state, the present life-support system may be 
withdrawn and said action shall be without any civil or 
criminal liability therefore on the part of any participant, 
whether guardian, physician, hospital or others.2

The New Jersey Supreme Court's effort to clarify the 
decisionmaking process has received considerable criticism. 
George Annas considered the decision "legal comfort for 
doctors," and commented further, "Its looseness of language 
and potential for abuse demand to be exposed and dis- 
cussed."3 Carol Levine stated, "Ethics committees have re- 
ceived much attention as an aftermath of the Quinlan decision, 
but confusion rather than clarification has been the result."4 

By calling it an "ethics" committee but assigning it a 
prognostic function, the Court has created confusion about the 
committee's role. Robert  Veatch,5       and Harold Hirsch and 
Richard Donovan6 explore its possible roles--e.g., determine 
prognosis; make ethically sound decisions; give counseling and 
support to medical staff, patients, and families; make larger 
ethical policy decisions for hospitals; provide legal protection 
for physicians and hospitals. The problems attending each of 
these roles have been identified and discussed. 

There is concern that committee composition and member- 
ship, as well as access to committee meetings, will be 
dominated and controlled by health professionals-especially 
physicians. The perceived danger is that health professionals 
may have values or interests that potentially conflict with 
those of their patients. Such a conflict of interest may lead to 
decisions that protect the interests of health professionals or 
institutions, rather than those of patients. Furthermore, com- 
mittees, by their very nature, may have detrimental effects by 
diffusing responsibility and failing to be responsive to crisis 
situations demanding immediate decisions. 

A group from Massachusetts General Hospital in Boston 
reported on the intended role and actual functioning of one 
such committee,7 which had met 21times in three years.8 Its 
main benefits were "clarification of misunderstanding about 

In re Quinlan: 70 N.J. 10, 355 A.2d 647, 671 cert. denied, 429 U.S.  922 
(1976). 

George J. Annas, In re Quinlan: Legal Comfort for Doctors, 7
Hastings CtR. REP. 29, 31 (JUNE 1976). 

Carol Levine, Hospital Ethics Committees: A Guarded Prognosis, 7
Hastings Ctr. REP. 25, 26  (June 1977). 

Veatch, supra note 1.
Harold L. Hirsch and Richard Donovan, The Right to Die: Medico-

Legal Implications of In re Quinlan, 30 Rutgers L. REV. 267 (1977). 7 Optimum Care for Hopelessly Ill Patients: A Report of the Clinical 
Care Committee of the Massachusetts General Hospital, 295 NEW 
ENG. J. MED. 362 (1976). 

Levine,  supra note 4, at 26. 
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the patient's prognosis, reopening of communication, re-estab- 
lishment of unified treatment objectives and rationale, restora- 
tion of the sense of shared responsibility for patient and family, 
and, above all, maximizing support for the responsible physi- 
cian who makes the medical decision..."9

Methodology 

Definition of Committees. An ethics committee, as defined 
in this study, had to have the potential to become involved in 
the decisionmaking process in specific cases. The committee's 
involvement had to precede any final decision about withhold- 
ing or withdrawing life support in an  individual case. The 
nature of this involvement was not specified, nor were 
committees with additional functions (e.g., policymaking or 
teaching) excluded. 

Sampling Procedure. The study sample was drawn from 
the list of 6186 hospitals registered with the American Hospital 
Association; this figure represents more than 97% of the total 
number of hospitals in the United States. Freestanding psychi- 
atric and rehabilitation hospitals were excluded from the listed 
population. 

A disproportional, stratified random sampling procedure 
was used. The population of hospitals was divided into two 
strata based on the number of acute care beds. A random 
sample of  202 hospitals was drawn from the population of  4354 
small (200 or fewer beds) hospitals. Four hundred hospitals 
were randomly selected from the population of 1832 large 
(more than 200 beds) hospitals. Hospital characteristics were 
taken from the American Hospital Association's Guide.10

This sampling procedure was designed to increase the 
potential number of committees eligible for our later, detailed 
survey of committee functioning. Since it was expected that 
substantially more committees would be found in large hospi- 
tals, more of them were included in the study. Because of this 
disproportional sampling procedure, estimates of population 
parameters had to be based on a reweighted sample. 

Design and Measures. Data collection involved two 
phases. First, the hospitals in the sample were contacted by 
telephone to determine whether there was an ethics committee. 
Questions were directed to the Chief of Staffs office, the 
Director of Nursing, or some member of the hospital adminis- 
tration. As a reliability check, two of the investigators tele- 

Optimum Care for Hopelessly Ill Patients: A Report of the Clinical 
Care Committee of the Massachusetts General Hospital, supra note 7,
at 364. 
10 AMERICAN HOSPITAL ASSOCIATION GUIDE TO THE HEALTH CARE Field, 
American Hospital Association, Chicago (1981). 
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phoned the Medical Chiefs of Staff of a random subsample of 
30 hospitals-none of which had reported having committees 
in the initial survey. There was 100% agreement between first 
and second contacts. This increased the probability that the 
data were not confounded by false negative responses. 

Additional measures were employed   to minimize false 
positive responses. One of the investigators  had a phone 
conversation with the chairperson of each ethics committee 
identified in the initial survey. This contact verified the 
existence and function of the committee and requested the 
chairperson to complete a detailed questionnaire on the 
committee's functions. The verification eliminated 2 of the 25 
hospitals initially identified as having committees. In both 
cases, the committees were only involved in long-range policy 
decisions. Detailed questionnaires were then sent to the 
remaining 23 committee chairpersons. After reviewing the 
completed questionnaires, 6 more committees were eliminated 
as false positives because they did not meet our criteria. 

The questionnaire included questions about the commit- 
tee's structure, procedures, activities, and effectiveness. Most 
questionnaire items were taken from the survey instrument 
developed and tested by the authors for use in a comprehen- 
sive study of a local ethics committee. Test-retest studies on 
this instrument demonstrated that at least 80% of the respon- 
dents gave the same answer to each item on both occasions. 
All multi-item scale reliabilities exceeded .80 (coefficient 
alpha). The response rate for the questionnaire portion of the 
study was 100%. 

Results 
Prevalence and Distribution of Committees. Ethics commit- 

tees were found in 17 (4.3%) of the 400 sample hospitals with 
more than  200 beds. There were no ethics committees found in 
the 202 hospitals with fewer than 200 beds. The smallest 
hospital with a committee had 235 beds; several hospitals with 
more than 1000 beds did not have committees. After weighting 
the sample elements to compensate for disproportionate proba- 
bility of inclusion, we estimate that approximately 1%  of all 
hospitals in the United States have ethics committees. 

The ethics committees identified in this study were 
clustered in the Northeast and Atlantic states, the industrial 
Midwest, and the Far West (see Table F1). Seven (41%) of the 
hospitals with committees were in New Jersey; this group 
comprises 39% of the New Jersey hospitals with more than 200 
beds which were sampled. 

Hospitals with Committees versus Hospitals without Com- 
mittees. Larger hospitals, particularly those with teaching 
programs, were the most likely to have ethics committees: 
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64.7% of the hospitals with committees were teaching hospitals; 
only 35.2% of the entire sample had teaching programs. The 
mean number of beds in the hospitals with committees was 
485, compared with a mean of 298 in hospitals without 
committees. Religious affiliation and public versus private 
administration did not significantly affect the likelihood of 
having a committee. 

Characteristics of Committees. Physicians were the most 
prevalent members of ethics committees, accounting for ap- 
proximately 57% of the total membership; three committees 
were composed entirely of physicians. The majority of commit- 
tees (14) included at least one member of the clergy and two or 
three members of other professions. Hospital administrators 
were more frequently represented than nurses. The various 
categories of health professionals are listed in Table F2,  ranked 
according to the frequency of committee membership. Commit- 
tee size ranged from 3 to 23 members, with a median of 8. 

The typical ethics committee was formed in 1977, although 
one was established in 1973 and another in 1982 (mean number 
of years in existence = 5.7). Committees reviewed an average 
of approximately one case per year. Three recently established 
committees had reviewed no cases. The most frequently 
utilized committee was formed in 1973, and reviewed an  
average of 2.25 cases per year. 

The Quinlan decision prompted the formation of 71% of the 
committees in New Jersey, but only 10% of those in other 
states. As shown in Table F3, most committees were based on 
several formally stated purposes that tended to coincide with 
the actual committee activities. Most committees' deliberations 
resulted in consultation and advice (81.3%) rather than binding 
decisions. Committees generally communicated advice as a 
committee consensus (62.5%),  as opposed to having members 
state their individual opinions (18.8%). 

Committee meetings were generally open to responsible 
physicians, clergy, social workers, and nurses (see Table F4). 
The right to request a committee meeting was usually limited 
to attending physicians and to patients' families. Guidelines 
permitted patient attendance in 19% of the committees; pa- 
tients could request meetings in 25% of the committees. 

Perceived Effectiveness of Committees. Uniformly positive 
responses were given to questions about committee effective- 
ness. Major reported benefits were: facilitating decisionmaking 
by clarifying important issues (73.3%); providing legal protec- 
tion for hospital and medical staff (60%); shaping consistent 
hospital policies with regard to life support (56.3%); providing 
opportunities for professionals to air disagreements (46.7%). 
Increasing patients' and families' abilities to influence deci- 
sions and educating professionals about issues relevant to life-
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support decisions were areas in which committees were 
generally viewed as less effective. 

This generally positive view of committee functioning was 
corroborated by responses to a usefulness index, calculated 
from the answers to 8 questions, with a possible total score 
range of 8-40. Actual scores ranged from 29-40. Scores of 24 and 
above reflected a very positive assessment of the committee's 
value. 

Conclusions 

Our study resulted in two important conclusions about 
hospital "ethics" committees: 

(1) They have not been widely adopted as a means of 
handling medical ethical problems. Only 1% of the 
hospitals in this country-none with fewer than 200 
beds-have such committees. Furthermore, committees 
that do exist are not involved in large numbers of cases. 
Existing committees reviewed an average of only one 
case per year. 
(2) The composition and function of committees identi- 
fied in this survey would not allay many of the concerns 
of patients' rights advocates about patient representa- 
tion and control. Committees were clearly dominated by 
physicians and other health professionals. The majority 
of committees did not allow patients to attend or request 
meetings, although family members were more often. 
permitted to do so. Yet chairmen generally regarded 
their committees as  effective. 

Although these may have been "defensive" evaluations, many 
felt their committees had helped clarify important issues, shape 
consistent policies, provide opportunities to air disagreements, 
and protect hospitals and health professionals from legal 
actions. 

Hospitals without committees seemed generally interested 
in and aware of medical ethical issues. Comments such as  "We 
are working on it" or "Send us your results, maybe they will 
help us decide what to do" were common. A committee 
member from a hospital not included in our study suggested 
that the low number of meetings did not accurately reflect the 
committee's full impact. "Our committee meetings served as  a 
model. Now each Intensive Care Unit meets to discuss difficult 
cases. They do not need to call the committee any longer."" 

With no clear mandate from the courts, legislatures, or 
Federal government, 1% of U.S. hospitals have established 

11 Personal communication from Elizabeth Heckathorn, R.N., who 
served on the Ethics Committee a t  Massachusetts General Hospital, to 
Stuart Youngner (March 26,1981). 
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ethics committees to help make decisions about withholding or 
stopping life support. Furthermore, the committees identified in 
this study reviewed very few cases. Although the explanation 
of these findings is beyond the scope of this study, it is worth 
pursuing. Were these committees established merely for "cos- 
metic" reasons? Are there important political and social forces 
in hospitals that have hampered their formation and function? 
Or are they simply neither needed nor useful? Have hospitals 
found other formal or informal mechanisms for solving ethical 
dilemmas? Will publicity about "successful" committees lead 
to their wider use? More detailed studies are needed to answer 
these important questions. 
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Table F1: 

Geographic Distribution of Hospital with Committees 

- - - 

Location' 

Massachusetts (20) 
New Jersey (18) 
Pennsylvania (34) 
Maryland (10) 

lndustrial Midwest 

Illinois (31) 
Michigan (24) 

West Coast 

California (56) 
Oregon (4) 

Midwest 

Kansas (11) 
Missouri (11) 

Number of Hospitals with 
Committees 

Numbers in parentheses refer to the total number of hospitals surveyed in the state. 

Table F2:

Committee Membership 

Member Category 

Physician 

Clergy 

Administrator 

Nurse 

Attorney 

Social worker 

Laypersons 

House officers 

Dther 

Median Number 
of Members 

Number (and Percent) of 
Committees Reporting At 

Least One Member in Thi: 
Category 
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Table F3: 

Committee Purpose 

Purpose 

Provide counsel and 
support to physicians 

Make ethical/social policy 
for care of critically ill 

Review ethical issues in 
patient care decisions 

Provide counsel and 
support to other 
professionals 

Determine medical 
prognosis 

Provide counsel and 
support to patients and 
families 

Make final decisions about 
life support 

Determine continuing 
education needs 

Other 

Percent Classifying This 
a s  a Stated Purpose' 

Percent Classifying This 
a s  a n  Actual Function' 

Numbers in parentheses refer to frequency of response. 
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Table F4: 

Persons Involved in Convening and Attending Meetings 

Category 

Physician in charge of case

Clergy 

Social Worker 

Nurse 

Patient's family 

Lawyer for patient/family 

Other physician 

Patient 

Medical students 

Other person 

Percent Indicating This 
Person Could Attend 

Meetings* 

Percent Indicating This 
Person Could Request a 

Meeting* 

Numbers in parentheses refer to frequencies. Percentages are adjusted for missing data. 
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Institution: Date: 

Respondent: 

1 What is the name of the ethics committee at your institution? 

2. When was it established--i.e. month, year? 

3. Since its formation, hov many cases have been revieved by your committee? 

4. How many committee members are there, and what are their professions? 

a. Number of physicians - 
b. Number of nurses - 
c. Number of house officers - 
d. Number of administrators - 
e. Number of clergy - 
f. Number of psychiatrists - 
g. Number of social workers - 
h. Number of lawyers - 
i. Number of psychologists - 
j. Number of lay persons - 
k. Other (specify) - - 

TOTAL NUMBER OF MEMBERS - 
5 .  Who initiated the formation of your ethics committee? (Check all that apply) 

a. Administration 
b. Physicians 
- 

c. Nurses - 
d. Other (specify) 
e. Don't Know 

6A. What do you believe was the primary stimulus for the formation of the 
committee (Choose one) 

a. The Quinlan decision 
b. Clinical need 
c. Ethical need 

     d.  Other (specify) 
e. Don't Know 

If "b" or "c" are selected, vhat vas the specific need? 

6B. To what extent does your committee meet this need? (Choose one) 
a. Completely 
b.     Mostly 
C. Partially 
d. Not at all 

     e.     Don't  Know 
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7A. What i s  t h e  committee's fo rmal ly  s t a t e d  purpose? (Choose a l l  t h a t  apply.  
Fee l  f r e e  t o  make a d d i t i o n s  t o  t h e  l ist  a s  appropr ia t e . )  

a .  To determine medical p rognos i s  

 b  To review e t h i c a l  i s s u e s  i n  p a t i e n t  c a r e  d e c i s i o n s  i n  o rde r  t o  
make appropr ia t e  recommendations f o r  changes 

c. To provide counsel  and suppor t  t o  p a t i e n t s / f a m i l i e s  

       d  To provide counsel  and suppor t  t o  phys ic i ans  
e. To provide counsel  and suppor t  t o  o t h e r  h e a l t h  p r o f e s s i o n a l s  

 f  To make e t h i c a l  and /o r  s o c i a l  p o l i c y  f o r  t h e  c a r e  of s e r i o u s l y  
ill and dying p a t i e n t s  t r e a t e d  a t  t h e  h o s p i t a l  

                  g To determine  con t inu ing  e d u c a t i o n a l  needs of pe r sonne l  involved 
i n  p a t i e n t  ca re  i n  t h e  a r e a  o f  t e rmina l  c a r e  

 h  To make the  f i n a l  d e c i s i o n  abou t  con t inu ing  l i f e  suppor t  
        i  Other  ( spec i fy )  
        j .        Don't Know 

7B. Which of t h e  fol lowing purposes have a c t u a l l y  been se rved  by t h e  committee? 
(Choose a l l  t h a t  apply)  

a .  To determine medical p rognos i s  
b. To review e t h i c a l  i s s u e s  i n  p a t i e n t  c a r e  d e c i s i o n s  i n  o r d e r  t o  make 

appropr ia t e  recommendations f o r  changes 
         c  To provide counsel  and suppor t  t o  p a t i e n t s / f a m i l i e s
      d  To  provide counsel  and suppor t  t o  phys ic i ans  
       e  To provide counsel  and s u p p o r t  t o  o t h e r  h e a l t h  p r o f e s s i o n a l s  
       f .  To make e t h i c a l  and /o r  s o c i a l  p o l i c y  f o r  t h e  c a r e  of s e r i o u s l y  

ill and dying p a t i e n t s  t r e a t e d  a t  t h e  h o s p i t a l  

 g  To determine con t inu ing  e d u c a t i o n a l  needs of pe r sonne l  involved i n  
p a t i e n t  ca re  i n  t h e  a r e a  of t e rmina l  c a r e  

h. To make the  f i n a l  d e c i s i o n  about  con t inu ing  l i f e  suppor t  - 
i. Other  ( spec i fy )  - 

8. What r o l e  does your committee p lay  i n  decis ionmaking? (Choose one) 

a. Provides c o n s u l t a t i o n  and adv ice  - 
b. Makes t h e  f i n a l  d e c i s i o n  
c. Both a  and b 
d. Don't Know 

9. I f  your committee i s  advisory,  how i s  t h e  adv ice  g iven?  (Choose one) 

a. The committee cha i rpe r son  communicates a  "consensus" - - b. Each committee member communicates h i s / h e r  own op in ion  
       c .  Both a  and b 

d. Other  ( spec i fy )  - 
e. Don't Know 
f .  Not Applicable - 

10. I f  your committee makes d e c i s i o n s ,  how a r e  they made? (Choose one) 

a. Simple ma jo r i ty  vo te  - - b. Unanimous vo te  
c. Other  ( spec i fy )  - - d. Don't Know 

                    e.  Not Applicable 
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1 1 .  Who is o f f i c i a l l y  pe rmi t t ed  t o  r eques t  a  committee meeting? (Choose 
a l l  t h a t  apply)  

a .  Phys ic i an  i n  charge of t h e  c a s e  
 b  Any phys ic i an  

c. Nurse - - d. Medical s t u d e n t s  
e .  Clergy -  f  Lawyer r e p r e s e n t i n g  p a t i e n t  o r  f ami ly  

        g  P a t i e n t ' s  f ami ly  
h. S o c i a l  worker - 
i. P a t i e n t  . Other ( s p e c i f y )  . Don't Know 

Who is o f f i c i a l l y  pe rmi t t ed  t o  a t t e n d  t h e  committee meet ings? (Choose 
a l l  t h a t  apply)  

a .  Physician i n  charge of t h e  c a s e  - 
b. Any phys ic i an  - 
C. Nurse 
d. Medical s t u d e n t s  - 
e.  Clergy - - f .  Lawyer r e p r e s e n t i n g  p a t i e n t  o r  f ami ly  

        g  P a t i e n t ' s  f ami ly  
h. S o c i a l  worker - 
i. P a t i e n t  -  j  Other ( s p e c i f y )  

k. Don't Know - 
How has your committee a f f e c t e d  t h e  frequency of cour t  involvement i n  

l i f e  support  dec i s ions?  

a .  Inc reased  frequency of c o u r t  involvement -  b  No impact on c o u r t  involvement 

         c  Decreased frequency of c o u r t  involvement 
d. Don't Know 

13B. Do you cons ide r  t h i s  a  b e n e f i c i a l  o r  d e t r i m e n t a l  e f f e c t ?  

B e n e f i c i a l  - - Det r imen ta l  - Don ' t Know 
Explain:  

14A. How has your committee a f f e c t e d  t h e  frequency of d e c i s i o n s  t o  withhold 
o r  d i scon t inue  l i f e  suppor t?  

a .  Inc reased  frequency of such d e c i s i o n s  -  b  No impact on frequency of such d e c i s i o n s  

c. Decreased frequency of such d e c i s i o n s  - 
d. Don't Know 

14B. Do you cons ide r  t h i s  a  b e n e f i c i a l  o r  d e t r i m e n t a l  e f f e c t ?  

B e n e f i c i a l  - - Detrimental  - Don't Know 
Explain:  
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15A. How has your committee a f f e c t e d  t h e  speed w i t h  which l i f e  support has 
been discontinued? 

a. Increased the  speed 
b. No impact on the  speed 
c .  Decreased the speed 
d. Don't Know - 

15B. Do you consider t h i s  a b e n e f i c i a l  or detrimental  e f f e c t ?  

Bene f ic ia l  - Detrimental - Don't Know 
Explain: 

16A. Please rank the  fol lowing groups according t o  t h e  amount o f  help received 
from t h e  committee. Use "1" t o  i n d i c a t e  the group t h a t  received t h e  grea tes t  
amount o f  he lp;  "4" ind ica tes  the  group tha t  received t h e  l e a s t  he lp .  

Nurses 
Physicians - 
Pat ien t s '  Families 
Pat ien t s  

16B. Please exp la in  the ways i n  which the  committee has been h e l p f u l  or detrimental  
t o  each o f  these  groups: 

Nurses 

Physicians 

Pat ien t s '  Families 

Pat ien t s  

17. What kind o f  e f f e c t  has your committee had on each o f  the  fol lowing? 

A. Shaping or evolving cons i s ten t  hosp i ta l  po l ic ies  w i t h  regard t o  l i f e  
support 

Bene f ic ia l  - No Impact - Detrimental - Don't Know 

B. Educating professional s t a f f  about the  important i s s u e s  involved i n  
l i f e  support 

Bene f ic ia l  - NO Impact - Detrimental - Don't Know 

C. F a c i l i t a t i n g  decisionmaking b y  c l a r i f y i n g  important i s s u e s  

Bene f ic ia l  - No Impact - Detrimental - Don't Know 

D. Providing lega l  protection f o r  hosp t ia l  and medical s t a f f  

Bene f ic ia l  - No Impact - Don ' t Know Detrimental - 
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E. Providing a n  oppor tun i ty  f o r  h e a l t h  p ro fess iona l s  who u s u a l l y  have 
l e s s  power i n  decis ionmaking than  phys ic i ans  t o  a i r  disagreements ,  
g ive  i n p u t ,  and r e c e i v e  exp lana t ions  

B e n e f i c i a l  - No Impact - Detrimental  - Don't Know 

F. Inc reas ing  t h e  a b i l i t y  of i n d i v i d u a l  p a t i e n t s  and f a m i l i e s  t o  i n f l u e n c e  
t h e  decis ionmaking p rocess  

B e n e f i c i a l  - No Impact - Detrimental  - Don' t Know 

18. I n  which of t h e  a r e a s  mentioned i n  Quest ion 17 has t h e  committee had t h e  most 
p o s i t i v e  impact? (En te r  the  l e t t e r  preceding t h e  a p p r o p r i a t e  i t em i n  
Quest ion 17.) 

19. I n  which'of the  a r e a s  mentioned i n  Quest ion 17 has t h e  committee had t h e  most 
nega t ive  impact? (En te r  the  l e t t e r  preceding t h e  a p p r o p r i a t e  i t em i n  
Quest ion 17.) 

The fo l lowing  s t a t e m e n t s  d e a l  w i t h  t h e  Committee's use fu lness  i n  cases  
t h a t  have been reviewed. For each  ques t ion ,  p l ease  check t h e  answer t h a t  
bes t  r e f l e c t s  your op in ion .  (SA-strongly agree;  A=agree; U=undecided; 
D-disagree;  S P s t r o n g l y  d i sagree )  

The Committee has:  

20. Provided suppor t  f o r  f a m i l i e s  making 
d i f f i c u l t  dec i s ions .  

- - A h -  

21. Inc reased  s t r e s s  f o r  s t a f f .  - - - - -  
22. Inc reased  s t r e s s  f o r  f a m i l i e s .  - - - - -  
23. Provided l e g a l  p r o t e c t i o n  f o r  

the  h o s p i t a l  and medical  s t a f f .  - - - - -  
24. Provided suppor t  f o r  s t a f f  making 

d i f f i c u l t  d e c i s i o n s .  - - - - -  
25. Been a  waste  of time. - - - - - 
26. S t i r r e d  up t r o u b l e  among s t a f f .  

27. Come up w i t h  good answers t o  tough 
ques t ions .  - - - - -  

28. What has b e e n  t h e  committee 's  o v e r a l l  e f f e c t  on p a t i e n t  ca re?  (Choose one) 

a .  Very b e n e f i c i a l  
b. Somewhat b e n e f i c i a l  - 
c. No impact 
d. Somewhat d e t r i m e n t a l  
e .  Very d e t r i m e n t a l  - 
f  . Don't Know 

29. Do you have any o t h e r  comments about  t h e  func t ions  and e f f e c t  of such committees? 



 



Permanent Loss of 
Consciousness: 
Expert Opinion and 
Community Standards 

Expert Opinion* 

This is in follow-up of our telephone conversation of 
December 18 in which you asked my informed opinion about 
prognosis in patients with so-called "permanent loss of con- 
sciousness" or what might be called the vegetative state. 

As you know, there are only a limited number of published 
data on this subject. Included in the figures are some from 
Jennett's study of head injury, some from our own studies of 
nontraumatic coma, a series published from Japan, and a few 
reasonably well verified anecdotal reports. The results of all 
this material can be stated in the following manner: 

1. Prognosis in permanently unconscious patients varies 
somewhat according to the nature of the underlying disease. In 
patients with traumatic brain damage, especially younger 
patients, a small number, perhaps 5%, can recover from such 
states lasting as long as  4-6 weeks. If complete uncon- 
sciousness lasts for longer than that period, I know of no 
evidence of a subject who has improved beyond the level of 
severe disability, and very few of the latter exist. 

2. In ischemic brain injury, good recovery after a period of 
complete unconsciousness longer than two weeks is very rare, 
and longer than one month probably does not occur in more 
than a fraction of 1%. Even those few in whom late evidence of 
cognitive awareness has reappeared had to be classified as  

* Letter from Dr. Fred Plum (Anne Parrish Titzell Professor of 
Neurology, Cornell University Medical College; Neurologist-in-Chief, 
The New York Hospital, New York, N.Y.) to Dr. Joanne Lynn regarding 
reliability of prognosis for permanently unconscious patients (Dec. 22,
1981). 
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having a severe disability both from the standpoint of physical 
and intellectual residua. I know of no example of such a 
patient who has returned to what can be considered indepen- 
dent intellectual or motor function. Wakefulness, of course, in 
the sense of having sleep and wake cycles, returns in almost all 
these subjects. 

3. In conditions such as brain tumor, Alzheimer's disease, 
or other progressive dementias, loss of consciousness for a 
period lasting as long as one month dictates a hopeless 
prognosis. I suppose it is conceivable that such a patient could 
be overmedicated for a period of that duration, but I know of 
no example either by direct contact or anecdotal report of such 
a patient who has ever recovered any measure of cognition 
when all consciousness had been lost for a continuous period 
of 30 days or more. 

In my experience, a major problem in this area lies with 
poor. medical diagnosis. Many patients who are severely 

.disoriented, agitated, or locked-in are sometimes called uncon- 
scious by physicians. The statements above, of course, can 
only apply when the diagnosis is secure. 

If I can-expand on these comments in any way, I will be 
pleased to. In the meantime, I hope this has been useful. Please 
call me if there are any questions. 

Sincerely, 
(signed) 
Fred Plum, M.D. 
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Community Standards 

Guidelines for Discontinuance of Cardiopulmonary 
Life-Support Systems under Specified 
Circumstances* 
A. The general principles which should govern decision-mak- 
ing in this area are: 

1. It is the right of a person capable of giving informed 
consent to make his or her own decision regarding medical 
care after having been fully informed about the benefits, risks 
and consequences of available treatment, even when such a 
decision might foreseeably result in shortening the individual's 
life. 

2. Persons who are unable to give informed consent have 
the same rights as do persons who can give such consent. 
Decisions made on behalf of persons who cannot give their 
own informed consent should, to the extent possible, be the 
decisions which those persons would have made for them- 
selves had they been able to do so. Parents (or the guardians) 
of a minor child, or the conservator of an adult patient, must 
consent to the decision. Family members of adult patients 
should always be consulted, although they have no legal 
standing under present California law to make such decisions 
on behalf of the patient. 

3. A  physician may discontinue use of a cardiopulmonary 
life-support system (i.e. mechanical respirator or ventilator), 
and is not required to continue its use indefinitely solely 
because such support was initiated at an earlier time. 

4. The dignity of the individual must be preserved and 
necessary measures to assure comfort be maintained at all 
times. 

5. It is the right of individual physicians to decline to 
participate in the withdrawal of life-support systems. In 
exercising this right, however, the physician must take appro- 
priate steps to transfer the care of the patient to another 
qualified physician. 
B. Three sets of circumstances in which decisions to discontin- 
ue the use of cardiopulmonary life-support systems can be 
made without the necessity of prior approval by the courts are: 

1. Brain death. Section 7180 of the California Health and 
Safety Code states: "A person shall be pronounced dead if it is 
determined by a physician that the person has suffered a total 
and irreversible cessation of brain function." This statute also 
requires that a second physician independently confirm the 

Developed by the Joint Ad Hoc Committee on Biomedical Ethics of 
the Los Angeles County Medical Association and the Los Angeles 
County Bar Association 
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death and that neither physician be involved in decisions 
regarding transplantation of organs. 

a. The physicians should document in the medical 
record the basis for the diagnosis of brain death. 

b. The patient should be pronounced brain dead before 
disconnecting the respirator or ventilator. 

c. It is desirable to explain the brain death law to family 
members and other interested persons before this procedure is 
implemented. 

2. California Natural Death Act. Sections 7185 through 
7195 of the California Health and Safety Code (the California 
Natural Death Act) provide that cardiopulmonary life-support 
systems must be withdrawn from patients who have signed a 
"valid and binding" Directive to Physicians. For further 
information, physicians should consult the Guidelines on the 
California Natural Death Act adopted by the California 
Medical Association and the California Hospital Association 
(CHA). These guidelines are reproduced in the CHA Consent 
Manual. 

3. Irreversible Coma* Cardiopulmonary life-support sys- 
tems may be discontinued if all of the following conditions are 
present: 

a. The medical record contains a written diagnosis of 
irreversible coma, confirmed by a physician who by training or 
experience is qualified to assist in making such decisions. The 
medical record must include adequate medical evidence to 
support the diagnosis; 

b. The medical record indicates that there has been no 
expressed intention on the part of the patient that life-support 
systems be initiated or maintained in such circumstances, and 

c. The medical record indicates that the patient's family, 
or guardian or conservator, concurs in the decision to discon- 
tinue such support. 

Adopted by the Council of the Los Angeles County Medical 
Association on March 2, 1981, and by the Board of Trustees of 
the Los Angeles Bar Association on March 11,1981. 

* While paragraph B(1) and B(2), dealing with brain death and the 
California Natural Death Act, are based on provis ions    of the Califor- 
nia Health and Safety Code, this paragraph, dealing with irreversible 
coma, is not based on any California statute or court decision, but 
rather reflects our view of good medical practice and the current 
standard of medical care in Los Angeles County. 
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New Jersey Guidelines for Health Care Facilities 
to Implement Procedures Concerning the Care of 
Comatose Non-Cognitive Patients* 

In order to assist and guide the medical profession and the 
governing authorities of health care facilitiest  in the implemen- 
tation of the procedures required by the New Jersey Supreme 
Court for cases similar to that of Karen Ann Quinlan, the 
formation and operation of the requisite Prognosis Committee 
is described herein. The term, Prognosis Committee, recognizes 
the Court's view that "the focal point of decision should be the 
prognosis as to the reasonable possibility of return to cognitive 
and sapient life." 

The basic decision-making procedure, as paraphrased 
from the Court's conclusions, would be as follows: 

Upon the concurrence of the family, and in cases where 
required by law, the guardiantt of the patient, should the 
responsible attending physicians conclude that there is 
no reasonable possibility of the patient's ever emerging 
from a comatose condition to a cognitive, sapient state 
and that the life-support apparatus being administered 
to the patient should be discontinued, they shall consult 
with the Prognosis Committee (or like body) serving the 
institution in which the patient is confined. 
If that consultative body agrees that there is no reason- 
able possibility of the patient's ever emerging from a 
comatose condition to a cognitive, sapient state, the life- 
support system may be withdrawn and said action shall 

The Medical Society of New Jersey, the Association of Osteopathic 
Physicians and Surgeons, and the New Jersey Hospital Association 
(Jan. 26, 1977). Available from the New Jersey Dept. of Health, P.O. 
Box 1540. Trenton. N.J. 08625. 
t In this context, "health care facility" means an  institution or facility 
a s  defined in the Health Care Facilities Planning Act (N.J.S.A. 26:2H- 
2a). 
tt The term guardian a s  here used refers to the "guardian of the person 
of the incompetent." This individual may be designated by a Court to 
make decisions for the incompetent concerning the incompetent's 
physical state and bodily integrity, such as  the acceptance or refusal 
of various types of treatment. Such guardians are bound by traditional 
fiduciary duties, and must act in the perceived best interests of the 
incompetent. 

This form of guardianship is contrasted with the "guardian of the 
property of the incompetent" who may be designated by a court to 
make decisions for the incompetent concerning dispositions of the 
incompetent's reality and personality. Such guardians have no control 
over the disposition of the incompetent's body, i.e., person, and are 
not involved in any decisions concerning the incompetent's medical 
treatment. 
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be without any civil or criminal liability therefor on the 
part of any participant, whether guardian, physician, 
hospital or others. 

A Prognosis Committee, which will facilitate the decision- 
making process outlined by the Court, should be established or 
arranged for by those health care facilities which receive 
inpatients who are or may become comatose and non-cogni- 
tive. The Committee should function in the manner indicated 
by the following guidelines. 
A. Responsibility for Forming the Prognosis Committee 

The Board of Trustees, or responsible governing authority 
of the facility, shall have the responsibility to select those 
physicians who will form the Prognosis Committee. The 
physicians shall be designated to serve for a specified term and 
one of these physicians shall be selected by the governing 
authority to chair the Prognosis Committee. 
B. Composition of the Prognosis Committee 

1. A standard complement of medical disciplines shall be 
represented on the Prognosis Committee. These disciplines will 
be: General Surgery; Medicine; Neurosurgery or Neurology; 
Anesthesiology; and Pediatrics (if so indicated by the type of 
patient). At least two (2) additional physicians from any 
appropriate disciplines shall be selected from outside the staff 
of the facility to serve on the Prognosis Committee. 

2. It is highly desirable that the physicians serving on the 
Prognosis Committee be Board Certified in their respective 
specialties. 

3. At the time that the Prognosis Committee is required to 
consider a case, the family, guardian or attending physician 
can request that the Prognosis Committee consult with a 
specific physician named by any of them. The medical 
specialty of such physician should be predicated upon the 
particular characteristics of the patient's case. The Prognosis 
Committee shall accede to this request. The family may also 
designate a physician, other than the attending physician, to be 
present throughout the Committee's proceedings. 

4. Under no circumstances should any of the physicians 
serving on the Prognosis Committee have been the attending or 
treating physician on the case under consideration. 
NOTE: In order to proceed with the establishment of the 
requisite Prognosis Committees some facilities, because of 
staff limitations, may need assistance in this effort or may 
desire to act cooperatively with neighboring institutions. For 
example, the regionalizing (or sharing) of a Prognosis Commit- 
tee to serve several health care facilities is recommended as a 
practical approach. It is suggested, therefore, that health care 
facilities seek assistance in developing and coordinating such 
arrangements from the New Jersey Hospital Association as  
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well as the professional medical organizations (The Medical 
Society of New Jersey, and the New Jersey Association of 
Osteopathic Physicians and Surgeons). 
C. Activation of the Prognosis Committee 

1. The patient's family or guardian, or the attending 
physician acting on behalf of the family may, in writing, 
request the health care facility's chief executive officer (admin- 
istrator) to activate the Prognosis Committee to begin its work 
on a case. In the event that this request is made by the 
guardian of the patient, such individual shall present legal 
documentation so designating his status to the chief executive 
officer of the health care facility. The administrator has the 
responsibility to ensure that all of the required physician 
selections are made and to notify the Chairman of the Board of 
Trustees, or other responsible governing authority, as to the 
status of the Committee's composition. 

2. The administrator shall advise the designated Chair- 
man of the Prognosis Committee to have the group proceed 
promptly and with due diligence to come to a conclusion either 
supporting (concurring) or rejecting the prognosis of the 
attending physician. 

3. The administrator shall also make readily available to 
the family the counselling and support services of the health 
care facility, or of the surrounding community. 
D. Prognosis Committee Functions and Reporting Require- 
ments 

1. The Committee shall review all relevant patient rec- 
ords, with the family's consent, and shall seek additional 
medical information concerning the patient from those nursing 
personnel and other professionals it deems appropriate to the 
case under consideration. The Committee shall also determine 
which member or members will conduct a complete examina- 
tion of the patient. 

2. During the course  of its deliberations, the Committee 
should arrive at a clear consensus with respect to the prognosis 
of the patient although the Supreme Court's decision does not 
expressly require unanimity. It is recognized that professional 
standards dictate caution in the determination of the progno- 
sis. 

3. The Chairman of the Prognosis Committee shall summa- 
rize and report the Committee's conclusion, in writing, to the 
chairman of the hospital's Board of Trustees, or other responsi- 
ble governing authority, the attending physician, the adminis- 
trator of the hospital, the patient's family, and when appropri- 
ate, the patient's guardian. The report shall consist of the 
Committee's findings concerning the prognosis of the patient, 
supplemented by a summary of the information considerd 
including professional consultations, if any, and the reasons 
supporting their conclusion. The report shall identify each of 



466 Foregoing Life-Sustaining Treatment: Appendix G 

the participating members of the Committee and their respec- 
tive specialties and which member or members performed the 
complete examination of the patient. Finally, the Committee 
shall make a specific written finding in the report as to whether 
there is no reasonable possibility of the patient's ever emerging 
from a comatose condition to a cognitive, sapient state. The 
report shall be retained and preserved by the health care 
facility as part of the medical record of the patient. 

E. The Continuing Responsibility of the Attending Physician 
It should be recognized from the foregoing that the 

function and responsibility of the Prognosis Committee is 
limited to the application of specialized medical knowledge to 
a particular case in order to arrive at a determination of 
concurrence or non-concurrence with the prognosis of the 
attending physician. Once that determination has been made 
and reported, the Committee has thereby discharged its 
responsibility. The attending physician, guided by the Commit- 
tee's decision and with the concurrence of the family, may then 
proceed with the appropriate course of action and, if indicated, 
shall personally withdraw life-support systems. 
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