1. Full title. Advance directives and the family: French and American perspectives.
Subtitle: Comparative study of the attitudes of 36 French and 30 American intensive care
professionals toward advance directives.

2. Short title: Advance directives and the family

3. Authors D. Rodriguez-Arias @, G. Moutel®, M.P. Aulisio®, A. Salfati®”, J.C. Coffin®, J.L.
Rodriguez-Arias®, L. Calvo®, C. Hervé®

4. Institutions

@ Université Paris-5, Faculté de Médecine, Laboratoire d’Ethique Médicale, Paris, France
@ Case Western Reserve University, Department of Bioethics, OH, USA

5. Corresponding author

David Rodriguez-Avrias, Facultad de Filosofia. Campus Miguel de Unamuno s/n; Edificio
F.E.S. 37007 Salamanca (Spain)

dra@usal.es

(+34) 664325643

(+34) 923294725


mailto:dra@usal.es

Abstract

Several studies have explored differences between North American and European doctor-
patient relationships. They have focused primarily on differences in philosophical traditions
and historic and socio-economic factors between these two regions that might lead to
differences in behaviour, as well as divergent concepts in and justifications of medical
practice. However, few empirical intercultural studies have been carried out to identify in
practice these cultural differences. This lack of standard comparative empirical studies led us
to compare differences between France and the USA regarding end-of-life decision making.
We tested certain assertions put forward by bioethicists concerning the impact of culture on
the acceptance of advance directives in such decisions. In particular, we compared North
American and French intensive care professional’s attitudes toward: 1) advance directives and

2) the role of the family in decisions to withhold or withdraw life-support.

Keywords (MeSH terms): Advance Directives, Family, Cross-Cultural Comparison,

Decision Making, Intensive Care

Introduction

Cross-cultural analyses comparing the North American bioethical model to the Latin model of
Southern Europe typically characterize the North American model as liberal and
individualistic and the Southern European model as being a more socially oriented and
responding to the norms of professional deontology." In the American system, on this view,
the moral obligations of doctors are derived from the so-called “negative” rights of individual
patients, which are based first and foremost on a respect for individual liberty. These rights
ensure the non-intervention of other individuals — particularly doctors and close relatives of

the patients — or of the State in the private life of patients.? In the USA, informed consent



and advance directives (AD’s) —in cases where the patient is no longer able to make
decisions- are seen as the principal means for ensuring that these rights are respected. As in
other liberal societies, the ability to give consent in the USA is paramount and the State
cannot take the place of the individual. In Latin societies, such as France, individual consent
IS recognised, but is sometimes tempered by the intervention of professionals, close relatives
and the State, who can modify individual choice for the good of the person, in the name of a
collective rule.?

According to some,** the paternalism of French healthcare professionals is much more
complex and justifiable than a simple desire for power. For example, F. Pochard et al. suggest
that this paternalism in intensive care is not an authoritarian desire of power by doctors, but
instead reflects an acceptance of responsibility for decisions accorded to doctors by patients
and their close relatives. They suggest in particular that patients "may prefer to relinquish
autonomy in situations they feel are overwhelmingly painful or guilt-ridden"(p.1890).> Our
study compares the attitudes of French and American intensivists toward AD’s and the role of
family so that differences can be better understood while avoiding mere cultural prejudice.
Health and legislative context of advance directives in the us and france

In France and the US, death is increasingly likely to occur in hospitals,®® frequently as a
result of the withholding or withdrawing of life-sustaining treatments,**° Despite growing
consensus on the importance of seeking and respecting the opinions of the patient at the end
of life, several factors — including the unconscious state of most patients hospitalised in
emergency and intensive care units (ICUs), and the close relatives being unaware of the
patients' wishes — may prevent the patient's wishes being taken into account.***2

AD’s were first developed in the United States towards the end of the 1960s, to allow the
opinion of the patients to be included in the decision-making process at the end of life.* Since

1990, the Patient Self Determination Act makes it obligatory to provide the patient with



information about AD’s as soon as he or she is admitted to any US hospital receiving federal
funds. This act also obliges healthcare professionals to check carefully whether or not their
unconscious patients have such written documents and to indicate their presence or absence in
the medical chart.* In France, AD’s were provided a legal basis only in 2005 through the law
n°® 2005-370 related to the patient’s rights and the end-of-life. This law established, for the
first time in France, an obligation for doctors to take into account the wishes of the patient

expressed in an AD concerning the withholding or withdrawing of life support.*

Objectives and hypotheses

We explored the acceptance of AD’s by healthcare professionals in France and the US. We
also tested the hypothesis that the decision to withdraw or withhold life-sustaining treatment
is more dependent on the patient's wishes and less dependent on families’ wishes in the USA

than in France.

Methods

Three different clinical scenarios corresponding to incompetent patients having expressed,
through an AD, a refusal to receive vital treatment were presented, during individual
interviews, to 66 health professionals. In April 2003, 36 professionals belonging to three ICUs
from Parisian hospitals were interviewed.” One year later, we carried out similar interviews
with 30 intensivists working in two ICUs in Ohio. Only the professionals in each department
likely to take part in end-of-life decision-making (doctors, nurses and interns) were
interviewed.

The scenarios correspond to typical situations and shed light on a heterogeneous group of
decision-making issues that have been discussed in bioethical and medical papers*>. These

scenarios differ in their circumstances (i.e. patient diagnosis, prognosis and age, and the



patient's reasons for writing an AD), but all have one thing in common: respect of the patient's

wishes would inevitably lead to the patient's death.

Case 1 concerns a 40-year-old patient in a vegetative state since a road accident six
months previously. In his AD, this patient refused to accept the parenteral nutrition
and hydration currently keeping him alive. The work of the Multi-Society Task Force
on PVS has shown that a patient in this state no longer has the mental capacity to be
conscious of himself or of his environment. He has a 46% chance of “coming round”
(awake with reactions to visual and auditory stimuli) and a less than 0.5% chance of
recuperating his functions (communication, ability to learn, ability to adapt, mobility,
ability to take care of himself and to take part in recreational activities). Furthermore,
having shown no improvement in the previous three months, this patient has a
significantly reduced chance of displaying functional improvement with no associated
severe sequelae.’

Case 2 concerns a 70-year-old patient who has suffered a minor cardiac event and who
also suffers from Alzheimer's disease, making it impossible to obtain informed
consent. Apart from this acute episode, he clearly still has a certain quality of life. His
life expectancy, if he overcomes the cardiac problem, may be several years, during
which time his state of health will gradually worsen, due to his underlying
degenerative disease. Prior to losing his mental capacity and while still fully
competent, the patient signed an advance directive in case of his becoming
incompetent and suffering from Alzheimer’s Disease. In this document he declared
that he did not want to have his life artificially prolonged if he became incapable of
living his current standard of life.

Case 3 concerns a 39-year-old patient with no significant medical history. He requires

a transfusion, but his life is not immediately in danger. He is mentally capable and



refuses blood products due to his religious beliefs, claiming to be a Jehovah's Witness.
He has asked that all other treatments be tried to cure him. However, his situation
deteriorates; he loses consciousness and a transfusion becomes absolutely necessary to
save his life.
We asked them whether they would follow the AD’s in two different situations: 1) in which
the close relatives wanted to follow the AD of the patient, and 2) in which the close relatives
opposed the AD of the patient.
We asked health professionals to respond according to their own convictions and to not take
into account any eventual legal consequences that could affect their decisions, so as to collect
opinions as independent as possible from the legal context in each country.® Three responses
were possible for each situation: "I would follow the advance directives™; "I would not follow
the advance directives"; and "No definitive opinion".
For American health professionals, the script for the interview was translated by an American
translator and validated by an American intensivist. The results were analysed by the group of
researchers who designed the interview, together with two other external people competent in
medical bioethics — one French, one American.
In US, the protocol was approved by the ethics commitee of MetroHealth System, Cleveland
(Ohio). In France, ethics commitee approval for this kind of sociological research using

professionals as research subjects is not required.



Results

The two groups were homogeneous for the number of professionals, mean age, sex, post held
and number of years of experience in the ICU. We found no statistical link between these
variables and the responses of the professionals. We found a significant difference between
French and American professionals in terms of the distribution of religious beliefs: the
numbers of religious and non-religious professionals were similar in France, whereas there
were more religious than non-religious American professionals (Table 1). Compared to
France, US professional’s religious affiliation was more diversified. In France we found a
significant number of professionals who considered themselves religious but who did not
have or disclose a particular affiliation (Table 2).

Respect for Advance Directives in each country:

For the patient in a vegetative state (case 1), provided that the family agreed to follow the will
of the patient, we found no significant difference between the attitudes of the French and
American professionals. However, we found a very significant difference between the two
nationalities if the family opposed the wishes of the patient: most of the Americans followed
the wishes of the patient, whereas most of the French did not. For the other two cases —
patient with Alzheimer's disease (case 2), and the Jehovah's Witness (case 3) —French
professionals were less likely to follow the AD’s than the American professionals, whether or
not the relatives agreed with the AD (Table 3).

When the families were opposed to the AD, more than half the French intensivists respected
the opinion of the family rather than that of the patient in cases 1 and 3, and almost half
respected the opinion of the family rather than that of the patient in case 2. French
professionals were least likely to follow the AD for the Jehovah's Witness. The American

professionals made less distinction between the three cases, and mostly followed the wishes



of the patient. They appeared less likely to the AD’s of the patient if opposed by the family,
but the difference between these two situations was not statistically significant.

Generally, we found that the French professionals were less likely to respect the AD’s and
were more likely to have no definitive opinion than the American professionals. This
difference increased if the family opposed to the will of the patient, in all three cases. French
professionals were found to be, on average, 2.4 times more likely to change their attitude than

the American professionals in the face of family opposition to the AD (Table 4 and Figure).

Discussion

Methodological limits

Our study has several limitations requiring consideration before any analysis of the results.
First, the study population consisted of 66 professionals from hospitals from geographically
limited areas in the two countries (Paris and Cleveland). This makes it difficult to generalise
our results. Second, we obtained responses to hypothetical scenarios, which, though they
reflect typical cases in important respects, cannot capture the complex medical, emotional,
and social realities of actual cases. Third, our study was devised to observe the moral attitudes
of the doctor rather than what they would have done to remain within the law in their country:
what is morally acceptable is not necessarily legally acceptable and vice versa. By contrast to
Ohio, where AD’s were legalised in 1991, AD’s were not legalised in France until the end of
our study. We therefore insisted that the professionals responded "according to what they
consider morally acceptable, rather than according to what is considered legal”. Thus, we tried
to free ourselves of the medical legal context, making it possible to compare attitudes in the
context of a situation in which AD’s are legal, irrespective of the actual situation at the time
of the study. We have two reasons for believing that respondents answered according to their
own moral conception. On the one hand, the interviews were anonymous and the interviewer

assured the confidentiality of all personal data. On the other hand, several professionals



indeed expressed personal disagreement with the law in their country (or to what they
thought to be legal) by saying that they would have answered in a different way if they had
taken into account the legal situation. However, since legal frameworks usually influence
moral conceptions, we cannot exclude the possibility that the responses of certain
professionals were partially based on what they believed was legal. This is, therefore, an
acknowledged limitation of the study.

“Culture”, Advance Directives, and the ICU

M.A. Sanchez Gonzélez offers a possible explanation for the much later development of
legislature for AD’s in Southern European than in the US.?® He suggests that the development
and success of AD’s in the US is due to several cultural and societal factors specific to it.
First, he suggests that the "consumerist™ and "entrepreneurial™ nature of the American health
system as well as the contractual nature of the patient/doctor relationship render healthcare in
the US a matter of negotiation between patients and the healthcare staff. AD’s therefore
provide means of formalising this quasi-commercial transaction in which "consumers are apt
to make their own medical choices and free to select the best goods for the lowest
price"(p.288).22 AD’s would not play this role in countries such as France, in which health
care is free and supported by the State. Second, the according of priority to autonomy over
other principles, such as charity and justice, as well as a "radically individualist™ notion of
society account for American professionals considering the isolated individual as, according
to Sanchez-Gonzélez, "the only fundamental reality"(p. 291). As a result, the patient's opinion
is of prime importance, and prevails over the opinions of close relatives and public interest.
The role played by the patient's family in decision-making is therefore often different from
that played by families in France. In fact, many theoretical studies claim that the opinions of
close relatives carry much more weight in Southern European countries than in more liberal

countries.»>?2! D, Dickenson considers that, in Great Britain and the Netherlands,



"consent from family members cannot override the patient’s own refusal, whereas in most
Southern European systems, familial proxy consent is important"(p.253).* Third, in the US,
the "radical™ concept of moral pluralism, according to which several concepts of “good” can
and must co-exist, would make tolerance of the private life of the individual and his or her
personal values an almost absolute obligation. Sdnchez Gonzélez suggested that the absence
of these conditions in Mediterranean countries leads to problems in accepting AD’s in
medical practice.

Our study can be interpreted as lending credence to some of the views expressed in these
cross-cultural analyses where AD’s are concerned. American intensivists are more likely to
honour AD’s than French ones. Also, unlike American professionals, most French
professionals avoid taking decisions that go against the wishes of the close relatives, even if
these professionals themselves initially wanted to follow the wishes of the patient. Thus,
French professionals are much more influenced by the familial context and this may be
explained by the previously described cultural characteristics of traditional medical practice in
Mediterranean countries.

Nonetheless, we found that one in five French professionals for case 3, and one in three for
cases 1 and 2 was ready to go against the wishes of the family. Furthermore, more than one in
ten American professionals would follow the wishes of the family against those embodied in
AD’s. These findings represent considerable variance from standard and perhaps stereotypical
cross-cultural views that have dominated bioethics (e.g., French “paternalism” and deference
to family wishes and American “radical individualism” and disregard of family wishes) and
suggests that French and American ICU professionals do not have attitudes that are as

radically different as some have supposed.
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Remaining problems with Advance Directives

Even though end-of-life decisions are widespread in intensive care practice in France,? the
opinion of the patient on the desired intensity of treatment or on withholding therapy is
unavailable or unknown to the professional in more that 90% of cases.” In US, the Patient Self
Determination Act has led to a significant increase in the percentage of patients writing such
documents.”®** However, based on more that 100 empirical studies evaluating the usefulness
of AD’s, Fagerlin and Schneider showed that these documents (and living wills in particular)
have not fulfilled all expectations.?® They showed that 1) more than 80% of the American
population have never had an AD; 2) some patients had filled out an AD, but not in a way that
could be correctly applied by the caregivers; 3) some did not know how to express their
wishes or how to write them satisfactorily; 4) some had changed their minds; 5) some had not
done enough to make their doctor aware of the existence of such a document; and 6) the AD’s
did not provide close relatives with a clearer vision of what the patient would have wanted, or
the professionals to adapt their practices better to the wishes of the patient. The authors
concluded that the American political encouragement of AD’s has been at too great a cost,

with too few results.

Conclusions

The situation in France today with respect to end-of-life practices looks similar to how it
looked in the early 1990’s in the US. In the US, AD’s have not been widely adopted despite
their legal support and the apparent broad recognition of caregivers that patient’s wishes, as
expressed through AD’s, should be respected. In France, the practice of writing AD’s is much
more recent and less extended than in US. We found some important but not radical
differences between American and French intensive care professionals’ attitudes towards

AD’s and the family wishes. Neither French professionals ignore systematically the autonomy
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of the patient nor the American ones systematically oppose the wishes of the family in order
to honour those of patients. Nevertheless, French intensivists clearly afford more weight to
family wishes in cases of conflict with patient previous wishes, than do American doctors (at
least in hypothetical case responses). That led us to remain sceptical concerning the respect
that AD’s will obtain in France, especially when proxies will disagree with them and want to
continue undesired or futile life sustaining treatment. Mechanisms for teaching professionals
how to prevent or deal with potential conflicts between proxies’ wishes and patient’s interests
might be developed, both in France or the US. The deeper issue underlying AD’s whether in
the US or France is the moral and political right of patients to direct their health care even
when unable to make decisions for themselves. To the extent that this right is to be taken
seriously in either context, mechanisms for allowing patients to exert control over decision
making must be developed. AD’s are a flawed, but defensible, way of doing this. Although
AD’s cannot resolve all problems, they are often informative for end-of-life decision making
and, in certain very problematic cases, the only means by which the best interests of patients
who are no longer able to communicate can be decided. Perhaps other more culturally tailored
approaches might be more effective. More comparative empirical research is needed in order
to reach a deeper understanding of the simmilarities and diversities between North American

and European models of patient-proxy-professional relationship.
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Table 1: Socio-demographic data

Nationality French American Total
(%) N = 36 (%) N =30 (%) N = 66 P
Age (average) 321 30.6
Sex Female 53 73 62 0.086
Male 47 27 38
. < 3 years 61 43 53
Experience > 3 years 39 57 47 0.150
Profession Doctor 53 30 42 0.062
Nurse 47 70 58
. Religious 53 73 62
Religion 0.033*
Non religious 47 27 38
(*)p<0.05
Table 2 : religious affiliation of professionals by country
Affiliation Catholic Christian | Protestant Islam | Baptist | No affiliation | No religion
French (n)* 11 - - - - 6 18
American (n) | 15 3 2 2 1 - 7
*One French professional didn’t answer this question
Table 3: Responses of the French and American professionals
. Would follow the  Would not follow  No definitive
Attltyde of close Country AD the AD opinion
relatives n (%) n (%) n (%)
FR 22 (71) 3 (10) 6 (19)
BVS Agreed USA 29 (97) 1(3) -
Obposed FR 10 (32) 18 (58) 3 (10)
PP USA 23 (77) 4 (13) 3 (10)
FR 18 (58 7 (23 6 (19
. Agreed (58) (23) (19)
Alzhei USA 28 (93) 2(7) -
mer FR 10 (32) 15 (48) 6 (19)
Opposed USA 25 (83) 4 (13) 1(3)
FR 14 (40 18 (51 3(9
Agreed (40) (51) )
Jehova’ USA 28 (93) - 2(7)
s Wit. FR 8 (23) 22 (65) 4 (12)
Opposed USA 24 (80) 4 (13) 2(7)

Table 4: Influence of the opinion of the family on the response of each group

Country Change attitude No change in attitude
n RR® N RR(™
PVS EEQNCE (157 2.71 ;3 1.77
Alzheimer EEQNCE éO 3.23 ;i 1.32
N A T

(*) RR =relative risk: expressed as the number of times the French would change attitude
with respect to the Americans.

(**) RR = relative risk: expressed as the number of times the Americans would not
change attitude with respect to the French.
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Figure : Percentage of professionals in each country following the AD’s in the three cases: agreement of

the family (a); opposed by family (b).

NOTES

A The qualitative and quantitative results of this work can be found in
http://infodoc.inserm.fr/inserm/ethique.nsf/ViewAllIDocumentsByUNID/OFOF9626715021B2C12570A5005151
5B/$File/DEA+Rodr%EDguez-Arias.pdf?OpenElement

8 When the interviews were carried out in France, the law on advance directives had not yet been adopted. In
reality, the withdrawal and withholding of vital treatment were not legally different from euthanasia (this
situation changed in April 2005). In practice, the decision to withhold and withdraw treatment had for several
years been a frequent occurrence in intensive care units®. The absence of a law made these practices clandestine
during these years and, in many case, the healthcare professionals concerned left no trace in the medical files of
having made these decisions®.
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