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Abstract: In this paper, we review the ethical issues involved in providing information to, and
obtaining consent (for treatment and/or research) from patients in the intensive care unit. We first
review the ethical obligations of the physician in treating patients, who are by definition, vulnerable,
and often unable to assert their autonomy during situations of critical illness. Providing clear and
transparent information to the patient about treatment options or research opportunities is an ethical
and, in some cases, legal obligation for the physicians, but may be rendered difficult, not to say
impossible in the intensive care unit by the patient’s health state. In this context, we review the
specificities of intensive care with respect to information and consent. We discuss who the right
contact person is in the ICU setting, with possible choices including a surrogate decision maker,
or a member of the family, in the absence of an officially designated surrogate. We further review
the specific considerations relating to the family of critically ill patients, and the amount and type
of information that may be given to them without breaching the tenets of medical confidentiality.
Finally, we discuss the specific cases of consent to research, and patients who refuse care.
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1. Introduction

In the field of medicine, ethical reflection is based on the four universal principles
of biomedical ethics described by Beauchamp and Childress, namely beneficence, non-
maleficence, autonomy and justice [1]. Acting in a manner that brings about a benefit,
or at least does not result in harm, while respecting the autonomy of the patient, and
providing equitable treatment for all, are the basic ethical prima facie obligations of any
medical action.

Treating a patient, and doing what is right for them, is the daily duty of the physician,
and the reverse side of the coin implies that the physician also should not bring about
harm, by inflicting unnecessary physical or mental suffering. Respect for the patient is
fundamental, and informing a sick patient about their disease, their treatment options, and
their likely prognosis is the behavioural translation of that respect. The patients should be
involved in the making of any decisions that concern them, because they have a unique
perspective of their illness and how it affects them [2,3]. In this regard, patients are free to
give due consideration to their situation and decide for themselves what is best for them,
and they must be allowed to express their wishes regarding possible diagnostic tests or
therapeutic approaches proposed by the physician.

The patient’s possibility to exercise their autonomy is intricately linked to the in-
formation that they receive from the physician, and to the expression of consent by the
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patient. Indeed, in order for a patient to properly weigh up his/her options and make the
appropriate choice after giving all the options due consideration, without being unduly
influenced, and in order to consent to the healthcare pathway that is being proposed, the
patient has to have received clear, understandable, complete and accurate information
about his/her condition. The quality of the information provided by the physician, and how
it is understood by the patient, underpins the validity of the patient’s consent or refusal [4].

In medicine, the physician’s obligation to inform the patient carries potentially weighty
consequences in terms of responsibility, if the duty is not carried out appropriately, since the
patient’s right to participate in decisions pertaining to their health is established as a right,
as is the right to receive good quality information. This is a reflection of changes in society,
whereby the patient nowadays takes a more active role in their health, and patients’ rights
are now enshrined in French legislation, in the various laws and amendments relating to
patients’ rights and the quality of the healthcare system. The legislation emphasizes the
need for full and accurate disclosure of information to the patient, so that they may express
their wishes and take an active part in their healthcare [5].

However, exercising this right can be difficult for many patients. It is therefore
incumbent on the physician to accompany the patient and guide them through this process.
There are numerous clinical situations where the principle of autonomy can be difficult
to respect, notably when the patient is not in a position to receive information, when the
patient has difficulty understanding due to extreme mental, physical or social suffering, or
when the patient is faced with a decision that carries weighty consequences [6]. Beyond
the legal obligation, the physician also has a moral duty to protect and help their patient,
who represents the epitome of the vulnerable person to whom we owe a duty of care and
assistance. Indeed, the French code of medical ethics specifies that the physician has a
duty to provide clear and accurate information to the patient, but the information must
also be appropriate to the patient’s state and circumstances [7]. This leaves some leeway to
adapt the information in the patient’s best interests, according to the clinical context, the
patient’s personality or mental state [4]. In such situations, with the goal of beneficence,
and without drifting into paternalism (the attitude whereby the physician decides for
the patient without taking the patient’s opinion into account), the physician must guide,
accompany, advise and support the patient in the decision-making process. This should
guarantee that every patient has the opportunity to make decisions concerning their health,
together with their healthcare professional, and taking account of the information and
advice that was provided. Further, the physician must then respect the patient’s choice,
after having informed the patient of the consequences of that choice. If the patient’s choice
to refuse or discontinue care could put their life at risk, then the physician should make
every effort to convince the patient to accept essential care [5].

French legislation also stipulates that patients should be informed about any comple-
mentary examinations, for the same reasons. Again, the code of public health stipulates
that every patient has the right to be informed about their state of health, including the
different investigations, treatments or preventive interventions being proposed, their utility,
whether they are urgent or not, their possible consequences, any foreseeable, frequent or
serious risks associated with them, the alternative solutions, and possible consequences of
refusal. Here again, the physician is obliged to inform the patient, or someone representing
the patient. Indeed, the law stipulates that no medical intervention or treatment can be
initiated without the free and informed consent, and this consent may be withdrawn at
any time. Furthermore, if the patient is unable to express their wishes, no intervention or
investigation may be performed (unless it is urgent) unless a surrogate, family member or
other representative has been consulted first.

When a patient is unable to receive, assimilate and/or understand information relating
to their state of health from the physician, a surrogate or “reference person” may be
designated to act on their behalf. This possibility was first instituted in France in 2002,
and the law states that any adult (aged > 18 years) may designate a surrogate (who may
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be a relative, friend, or treating physician) to be consulted in case the patient is unable to
express their wishes and/or receive the necessary information to make their own decisions.

The role of the surrogate in decision making was reinforced in subsequent versions
of the laws relating to end-of-life issues, in 2005 and 2016 [8,9]. If we consider that the
family knows what the patients’ wishes are, and that the family is beneficently disposed
towards the patient, then it follows that the family would likely tend to act in the patient’s
best interests. However, experience shows that this is not always the case, as families may
have undue influence over the patient. Similarly, it has been argued that patients should
be considered within the broader context of their familial group, allowing social space for
families to be involved in decision making for their members [10,11]. Additionally, even for
ICU physicians, there are also a number of competing interests that may result in decisions
that are not necessarily in the best interests of an individual patient [12]. Therefore, the
point of view of the family or surrogate must of course be taken into account, but in an
advisory capacity only. The family’s decision should not be final if the physician believes it
is contrary to the patient’s best interests or expressed desires. Furthermore, in the context
of French legislation, patients have the right to designate an official surrogate, but the ICU
physician is not obliged to adhere to this distinction.

As a corollary of information, the patient’s consent (or refusal) is a key component of
the doctor–patient relationship. The individual’s right to freedom from interference in their
health is a basic human right [13]. Physicians should be mindful that respecting this basic
right is one of the pillars of the relationship of trust that exists between doctor and patient.
Failing to respect this right can have deleterious, and potentially irreversible consequences
on the quality of the doctor–patient relationship, as well as on the patient’s attitude towards
the healthcare system in general [14]. An offer of medical intervention is the fruit of a
balanced reflection on the risks of disease versus the benefits and potential disadvantages
or adverse effects of treatment or research participation. All the arguments that weigh in
the decision to propose a particular medical option should be shared with the patient, so
that the information provided may enable the patient to choose what they believe to be
the best of course of action. Providing detailed information about the background to an
offer of medical intervention also makes it possible to explain the why and the how of the
management process, so that the patient may understand, share any comments or doubts,
then consent or refuse, and perhaps ask for assistance (from family, surrogate, other health
professionals etc.), and if necessary, take all the necessary organizational dispositions, as
appropriate [15]. Providing clear and accurate information helps to involve the patient
in establishing their therapeutic goals of care together with the family and healthcare
professionals, in a climate of shared decision making. This helps to ensure care that is
aligned as closely as possible with the patient’s wishes and desires [16,17]. Nevertheless,
respecting the patient’s autonomy should not blend into moral indifference towards the
patient, nor should the physician seek to hide behind the principle of autonomy. While the
patient is required to provide information to the patient about their diagnosis, prognosis,
exams and treatments, they must also seek to identify what the patient wants to know,
and is capable of hearing. To this end, they must be humane, notably by modulating
the content of the information appropriately. The physician must respect the patient’s
autonomy, but should not veer into total indifference vis-à-vis the patient; that would be
highly reprehensible [18,19].

It should be noted that while it is the patient’s right to be informed (via a surrogate,
where applicable), this does not necessarily go hand-in-hand with a request for consent
in every situation. Indeed, when a withholding or withdrawal of life-support therapies is
being considered, and if the patient is mentally incompetent or otherwise unable to express
themselves, the decision is made by the medical team, on condition that the collegial
decision-making procedure is respected, and that appropriate information about that
decision is given to the family and/or surrogate [4,5,20].
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2. Specificities of Intensive Care

In routine medical practice, the most commonly encountered situation is that of a
patient who is conscious and capable of receiving relevant information about diagnosis
and management, integrating that information, understanding its implications, consent-
ing to care and complying with the proposed therapy or exams. Ideally, the patient’s
representative or surrogate would be an integral part of this process.

Despite the existence of a legal framework, difficulties arise in situations of uncertainty,
such as unconscious patients, persons with dementia, emergencies, psychiatric cases and
patients with neurological disorders. All of these situations are frequent among patients
admitted to the intensive care unit (ICU), and several of them may co-exist in a single
patient. Admission to the ICU is a situation where it is only rarely possible for the patient to
exercise their right to autonomy. In the vast majority of cases, at admission to the ICU, the
patient is unconscious, under sedation, or their life is in the balance, and they are therefore
quite unable to express their wishes or make decisions. In addition, the rapid decisions
about urgent treatment initiation that such situations often require are not compatible with
the time-consuming process of trying to find out what the patient’s wishes are.

Consequently, in such situations, the information is often provided to the family, or
to the surrogate if one is designated, and to the patient’s general practitioner or other
treating physicians. Despite generally being perfectly willing to provide all the relevant
information, the intensivist is often prevented from doing so, because the admission may
be an emergency or unexpected, or there may be no officially designated surrogate, and
sometimes even no family members at all present at the time of admission. Frequently, at
admission or during the ICU stay, the family are incapable of assimilating and understand-
ing medical information, because of the anxiety and worry caused by the serious, not to
say life-threatening illness that has suddenly beset their loved-one. Most of these aspects
are beyond the direct control of the intensivist, and may not change in any substantial way
during the patient’s stay in the ICU.

3. Who Is the Right Contact Person in the ICU?
3.1. A Surrogate Decision Maker

It is important to remember that a surrogate decision maker only exists if the patient
him/herself has designated one. Neither the caregiving staff nor the family can designate an
official surrogate if the patient has not done so. Therefore, if there is an officially designated
surrogate, then medical information can be given to this person, and this person only. The
physicians can carry out their job within the framework laid down in the legislation, and
there are no limitations on the form or content of medical information that can be given,
except if the patient has expressly opposed the transmission of certain information [5]. By
designating an official surrogate, the patient establishes the type and extent of information
that can be transmitted. However, this means that the physician caring for the patient
has to accept that the designated surrogate is the “right” person, and the only person
capable of receiving medical information, and of relaying and respecting the patient’s
wishes. This situation is relatively straightforward when an official surrogate for the patient
has been designated prior to admission. However, what should you do when there is no
officially designated surrogate, a situation that is encountered almost daily in routine ICU
practice? Or when an official surrogate has been designated, but does not have the patient’s
best interests at heart, or the best interests of the family? In addition, how should one
deal with the patient’s relatives, who are naturally worried and eager for information? It
can happen that patients do not choose the most appropriate person as their surrogate,
especially as regards the sharing and communicating of medical information. In a study
about the information provided to families when further tests are required for a patient
in the ICU [20], it was shown that most physicians almost systematically refer to “the
family” or “the relatives” in a general way, and not specifically to “the surrogate”. In reality,
while the legal provisions for an official surrogate exist in France, very few people actually
have an officially designated surrogate, and therefore, the presence of “a surrogate” is
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quite rare in French ICUs. The reasons for this are manifold: emergency admissions for
acute and unpredictable situations, failure to designate a surrogate in advance, as well
as lack of awareness among healthcare professionals and the general public about the
possibility to designate a surrogate. It is not our intention to call into question the principle
of surrogate designation simply because it is difficult to apply in the context of critical
care. While the confines of the 2002 law about patients’ rights and end-of-life issues are
strict, it is almost certainly possible to take into account the specificities of ICU patients.
Even while respecting the principle of autonomy, the physician still has a moral duty to
protect patients [4,19], and it is therefore legitimate that this duty extends to protecting
the family as well [21]. We will therefore discuss below the hypothesis that beyond the
principle of autonomy, there is a need for a principle of beneficence towards the patient
and their family.

3.2. Who to Inform When There Is No Surrogate?

It is logical to assume that the people who are at the patient’s bedside in the ICU are
the family and close relatives (or people whom the patient would consider as such). These
persons surely already possess a great deal of information about the patient’s prior health
status, notably the pre-hospital course, the patient’s previous state of health at home, etc.
Sometimes, the person(s) present at the bedside were also there when the doctor or the
emergency services came to treat and transfer the patient. So, in general, they do know
quite a lot about the patient and can be a precious source of information when the patient
is admitted to the ICU. Given that the majority of people understand that admission to
the ICU is synonymous with a very serious situation, it is also logical to assume that the
persons present are already aware, to a certain extent, of the patient’s state, before they ever
meet with the ICU physician.

When no official surrogate has been designated, which is the case in the vast majority
of ICU admissions, it is useful to identify a “reference person” among the relatives who
can act as a surrogate for the patient. This reference person must meet the caregivers’
expectations [21]. The physician should be able to identify, among all the relatives present,
which of them is the best suited to act as surrogate, the most benevolent, perhaps the
closest to the patient, and in any case, the most capable of receiving and understanding
relevant medical information. The choice is far from being easy. Close relatives, especially
the patient’s spouse, are usually the most available, and often the most capable of under-
standing the medical information and reporting the patient’s wishes [22]. However, the
sudden hospitalization of their loved-one may cause them acute psychological distress, and
prevent adequate comprehension or cloud their judgement. They may even require specific
support themselves to manage their distress [18,23,24]. Indeed, it has been shown that
those who struggle most in the role of surrogate decision maker are those who lacked prior
experience as a surrogate and those who had no prior discussions with the patient about
treatment preferences [25]. Accordingly, choosing a surrogate from among the relatives
should not put that surrogate in difficulty, either personally, or vis-à-vis the other members
of the family. It is also not acceptable to exclude any members of the entourage or family
from the communication, once a surrogate has been chosen from among the relatives. On
the contrary, it is equally impossible for the ICU physician to provide information to all
the relatives, every day [18,20,21,26]. The involvement of families in decision making for
critically ill loved ones is a vast and complex subject that has been widely discussed in
the literature. Our group has previously reported on the challenges of obtaining consent
in the ICU setting [27], while Azoulay et al. have extensively reported on the challenges
of involving families in the care of, and decision making for critically ill patients in the
ICU [23,28,29]. In these studies, it was shown that participating in decision making for
critically ill loved ones increases the family’s satisfaction, but also that a substantial number
of families do not wish to be involved in decision-making processes. Indeed, making
decisions against a background of the psychological stress caused by the sudden hospital-
ization of a loved-one can cause significant distress and be an unwelcome burden for some.
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Therefore, any reluctance on the part of the family to participate in decision making must
be heeded by the ICU physicians.

To cater for these complicated situations, it could be of interest to propose that a key
contact person be chosen among the family members using a collegial decision-making pro-
cess. The family, general practitioner, ICU staff and physicians could meet to designate the
person to serve as the surrogate, according to a process that remains to be determined, but
which could be modelled on the “family conference”, for example. Such a procedure would
guarantee the legitimacy of the surrogate, avoid problems with the other family members,
and perhaps also avoid having surrogates who struggle with their new responsibility [21].
There could even be two or more surrogates designated to share the responsibility. This
type of procedure would not interfere in any way with the official designation of a surrogate
by the patient while still in good health, but would be nonetheless well suited to the specific
challenges of the ICU context. Similarly, as discussed below, an exception to the rule of
medical secrecy, limited to the duration of the ICU stay, could also be envisaged, justified
by the principle of beneficence towards the patient’s family [21].

3.3. Taking the Family into Consideration

The family’s capacity to understand medical information is an important aspect to
take into account. In our previous work [21], we reported that the family’s poor capacity
for comprehension was cited by physicians as a factor in their choice of a suitable surrogate.
The physicians seem to engage in more intense communication in such cases, but may also
tend to limit the amount or type of information imparted, to avoid putting the family into
difficulty, either out of beneficence towards them, or because the physician feels that the
family will simply not be able to understand or assimilate the information. Conversely,
it is noteworthy that compared to their younger counterparts, older and/or more experi-
enced physicians are significantly less prone to limit information, but rather adapt their
language appropriately [20].

In the ICU, the vulnerability of the patient’s family evolves in parallel to that of the
patient. The family are eager for a word, a gesture, or a titbit of information that might
relieve their stress even a little. The family is in a situation of complete dependence on
their loved-one’s outcome, and on the medical and caregiving teams, who hold the key
to the diagnosis, treatment and information. A lack of communication can give rise to
post-traumatic stress disorder, with resultant repercussions on daily functioning, and the
possible need for psychological assistance [30,31].

In the ICU setting, numerous factors contribute to almost instantaneous and constant
transmission of medical information to the families, such as: the constant presence of
medical staff, the availability of the caregivers, the intensity of the care delivered, the large
range of complementary exams performed, the increasingly long visiting hours, the wide
spectrum of variability in the clinical state of patients, and the uncertainty surrounding
prognosis. An oversight or an inaccurate piece of information can usually be corrected in
time, before—aided by the family’s anxiety—a state of incomprehension or loss of trust in
the medical team sets in.

Absent the possibility to have a meaningful relationship with the patient, the caregivers
in the ICU have a very particular relationship with the family. They must at all times show
benevolence towards the family, and assist them as they deal with the difficult situation
of their loved-one’s hospitalization. In this way, there is a shift from “what is right for the
patient” towards “what is right for the family”. Building and cultivating this relationship of
trust, notably via pertinent communication, certainly contributes to creating the climate of
trust that is essential between the caregivers and the family. In addition, this also promotes
high quality management of the patient, and most likely also increases the family’s overall
satisfaction [25,32].

Apart from being a key component of the quality of care, provision of adequate
information meets a strong need expressed by the families, whose anxiety and “need to
know” are understandable. In addition to the legal aspects of providing information in the



Healthcare 2023, 11, 707 7 of 12

ICU setting, it is important to take account of the relatives’ need for information. They are
constantly waiting for some news about the status of a loved-one with whom they cannot
communicate, and the information given to them must therefore be transparent, relevant
and adapted to their level of comprehension. When a family is worried and desirous of
information about the health status of a loved-one who is unable to express themselves,
then providing that information is undoubtedly an act of benevolence.

There is one final issue that can arise with regard to information to families of ICU
patients, and that is, what would the patient have wanted? Would the patient have agreed
for specific information about his/her prognosis to be delivered indiscriminately to the
family members? Is there any possibility that the information about the patient’s prognosis,
given to the family by the physician, could affect the family, or their personal lives, or their
future projects or future commitment to the patient? When the prognosis is uncertain, poor
or abysmal, telling the family as much will inevitably cause them distress. This must be
considered during discussions with the family, and it behoves the ICU physician to be
particularly prudent and empathetic when addressing this point in conversations with
the family.

4. What Information Should Be Given to the Family of a Patient Hospitalized in
the ICU

Currently, there is no legal obligation to provide exhaustive information to the families
of ICU patients. Insofar as, in practice, families are kept informed, it is legitimate to raise
the question of the form and content of the information to be given: how far can or should
the ICU physicians go? In addition, what leeway do they have with regard to the respect
for medical confidentiality [20,21]?

4.1. The Type of Information

The question of the type of information to be given to the families of ICU patients is
at the interface between medical confidentiality and the family’s capacity to understand.
Medical confidentiality is intended to protect the patient, and preserve their image, their
future and their past. It is easy to understand that the information given to the family
of an unconscious ICU patient should not be detrimental to the patient in any way. In
this context, it would be acceptable to envisage a principle whereby the content and/or
extent of information could be modulated according to personal, clinical, diagnostic and
therapeutic data, but also according to the person receiving the information. It would be
up to the physician to judge the quantity and quality of information that it is appropriate
to deliver in each situation. In this regard, it should be remembered that, although we
assume the family has the patient’s best interests at heart, they are nonetheless also bound
by duties and obligations regarding the information they receive, notably confidentiality.

In the ICU setting, it is established that the type of information delivered to the
patient’s family usually concerns the diagnosis, the expected course of disease and the key
components of the treatment [18]. Estimates of the prognosis are more difficult, because
the prognosis may often be hard to predict, especially in the early stages of the ICU stay.
Therefore, information about prognosis should be cautious, and various communication
strategies can be used to facilitate such conversations [33,34].

A second important element in the information to families relates to the need for
additional investigations [20]. For the family, the fact that their loved-one is undergoing
additional tests can reassure them as to the medical management. However, they may also
be worried, and will inevitably be asking for the results of any additional investigations.
It may even happen that the family expresses surprise that no such investigations are
being performed, or that a patient as seriously ill as their loved-one should be in the
ICU without undergoing additional investigations—as if the management of critically ill
patients absolutely had to comprise a battery of complicated tests. Clinical judgement
can pale in comparison to “indisputable” results from a blood test or CT scan. It can be
hard to justify the “clinical judgement” approach when faced with questions from the
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family. It is reasonable for the family to believe that the results of additional tests might be
important to counterbalance what the physician has told them, because they may perceive
the physician’s discourse to be variable or inaccurate, despite the physician’s best efforts
to be cautious and patient. Additional investigations, and their results, can appear to be
more reliable, more concrete that just the doctor’s word. Indeed, it is commonplace, when
non-urgent tests are being scheduled, such as a CT scan for persistent coma, for the family
to consider it as a milestone in the patient’s pathway. For the physician, upcoming tests can
provide an opportunity to inform, but also to stall for time, give perspective or materialize
the stages of the patient’s clinical course.

Despite the increasing trend towards electronic health records in the ICU, one of
the main sources of information remains the patient’s chart, a veritable treasure trove of
information that brings together data about vital signs, treatment, biology and microbiology
results, traceability of all additional tests and procedures, and key clinical events. The
patient’s chart is almost universally available to the family in the ICU, and it is not unusual
to see family members rush to check the chart first thing, as soon as they enter the patient’s
room. It represents reliable and indisputable testimony to the events that occurred during
their absence. It is also not unusual for the family to question the physicians about any
changes or inconsistencies that they notice when reading the patient’s chart. We cannot
emphasize enough how important it is to take the utmost care when filling in the patient’s
chart, given how much it reflects (in the family’s eyes) the attention paid to the patient, and
the quality of management.

4.2. Respecting Medical Confidentiality

The first and easiest approach to keeping medical information confidential is to give
information to the official surrogate only. However, this policy has some shortcomings, as
previously outlined. Another approach is the more pragmatic approach practiced in many
ICUs, whereby a wider range of information is given, or to a wider circle of family members,
justified by their right and need to know. This raises the question of the confidentiality of
medical information in this context. It is evident that in view of current practices, absolute
secrecy is increasingly difficult to uphold in the setting of the ICU. Indeed, the current legal
framework was not conceived with the ICU setting in mind. It is impossible to ignore the
high levels of distress suffered by the families of ICU patients, and they cannot be denied
the empathy that is their due. Consequently, and inevitably, these considerations override
the duty of medical confidentiality. If an individual wants information and has a right to
that information (especially if they are related to someone hospitalized in the ICU), then
information covered by the rule of medical confidentiality can be revealed with the sole aim
of informing and reassuring the worried relatives. When seen in this light, transgressing
the rule of secrecy could be seen as legitimate, and in fine, merely translates the reality of
observed practices in the ICU, which may not follow the legal framework.

In summary, information is most often provided to family members out of necessity, in
the absence of an officially designated surrogate, and out of empathy, due to their legitimate
state of worry. The ICU physician is obliged to adapt his/her practices in order to meet
the obligation to provide transparent and full information. This approach to providing
information may lead to practices that fall outside the framework defined by current
legislation, particularly as regards respecting medical confidentiality.

4.3. Information and Consent to Research

In clinical research involving human subjects [35], clear and honest information must
be given to the potential participant, and the research may commence only after the patient
has provided informed consent [13]. It should be underlined here that accepting to be
enrolled in a clinical research project implies that one also accepts the limits of medical
knowledge. It is easy to imagine the difficulties that this assent creates for patients and
families, at a time when they are experiencing an unexpected and serious clinical situation,
whose outcome remains uncertain. The information process cannot and must not be
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reduced to obtaining consent alone, if it is signed, written consent. It also cannot simply
be limited to the content of the leaflets given to the patient, because such an approach is
not appropriate for the clinical situation or the doctor–patient relationship [6]. Information
about participating in research must be the starting point for a relationship of trust between
the patient and the physician, which should be maintained throughout the duration of
the research, and even beyond. Accordingly, sending the results of the research project
to the patients may give them insights into their personal situation [15]. Here again, for
the purposes of research in the ICU, the question arises of how decisions can be made
by patients who are unable to communicate. In such situations, the patient’s surrogate
decision making gives consent on the patient’s behalf, although often without knowing
whether the patient would have wished to participate or not, and sometimes even in the
knowledge that the patient probably would not have accepted to participate [36]. In this
regard, contrary to the frequent distrust of experimental research, we should take into
account the feeling families might have that management will be better if the patient is
included in a clinical trial. In these conditions, it is easy to imagine that the family may not
be totally serene when making these decisions. Therefore, even more than for medical care,
the patient and family must be protected, and the physician cannot be absolved of his/her
responsibility towards them, just because informed consent was obtained [15].

5. Refusal of Care

Respecting the patient’s autonomy is intricately linked to the principle of information.
Providing information introduces the possibility for the patient to give consent, but also
and equally, the possibility to refuse to consent. The patient’s autonomy is upheld by the
surrogate or family when the patient cannot do so. So how should the ICU physician
react when the surrogate or family refuses to consent to care or investigations that the
medical team deems essential or necessary? Does the principle of informing the family
mean that the physician should accept a flat refusal by the family on the patient’s behalf?
Physicians should be mindful that seeking consent from the family opens the door to a
possible refusal, which may be inopportune. Indeed, the families do not necessarily have
the appropriate medical expertise to decide, and this can expose the patient to avoidable
danger if an ill-advised refusal of care is taken into account. Furthermore, asking the family
for consent may be in vain if they do not know what the patient would have wanted.

Physicians do not systematically take into account a refusal pronounced by the family
in the patient’s best interests, even though they are presumed to be striving to uphold the
patient’s bests interests. The principle of beneficence overrules the principle of autonomy
in such cases. In routine practice, ICU staff are often confronted with ethical dilemmas
where there may be conflict between two moral principles, notably between the principle
of autonomy, and the principle of beneficence or non-maleficence [37]. The possible
distress this conflict of values may cause the caregiving staff can be attenuated by including
caregivers in the decision-making process [38]. However, the attitude where beneficence
overrides autonomy could be considered by some to be paternalistic. Indeed, the balance
between beneficence and autonomy is the foundation of the paternalistic model [39]. Even
if patients have little, if any medical knowledge, they are still the best placed to make
decisions for themselves, but to do so, they need to have access to the information that only
the physician can provide [40]. The physician is no longer the only guarantor of what is
best for the patient. Today, doctor–patient relationships have evolved towards an exchange
between equals, in a context of shared decision making, whereby, in the ICU, decisions
belong to the whole group, encompassing the patient, the nursing staff, the doctors and the
families and/or surrogates.

We would like to underline that the type of situation being discussed here should not
be confused with paternalism. Respecting the principle of autonomy is difficult when the
patient is in a coma or sedated in the ICU. The fact that a physician may decide to ignore
the family’s refusal of care or examinations that the physician deems indispensable, in the
patient’s best interests, is a situation that falls outside the scope of what is covered by the
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definition of paternalism. We are dealing here with the case of patients who are incapable
of receiving information or giving consent, and where the family’s decisions should not
go against the patients’ best interests. We are not in a situation where the patient is fully
capable of making a decision, but where the physician decides in (what they consider to be)
the patient’s best interests, without taking the patient’s wishes and expressed preferences
into account. That is, by definition, a paternalistic attitude, and it should not be confused
with the specific situations that can arise in the ICU. In the same way, it is equally important
to promote other attitudes, such as the duty to deliver care for the patient’s good, if that
patient is unconscious. ICU physicians are accustomed to such situations, for example
when there is a need for diagnostic surgery (an invasive procedure with inherent risks
and a need for general anaesthetic), solely based on the physician’s medical opinion that
it is in the patient’s best interests. We could also imagine this situation the other way
round: failure to act in such a situation would be contrary to the patient’s best interests,
and likely also an infringement of the respect for life, of the principle of beneficence, and of
the principle of non-maleficence.

One key point to keep in mind in understanding behaviours in the situations discussed
here is the potential reversibility of the incompetent state of ICU patients. Contrary to
patients with dementia or irreversible neurological damage, the disease states encountered
in the ICU, and which are responsible for the coma or need for sedation, will, in the majority
of cases, have a favourable outcome for the patient, with complete neurological recovery.
In view of their expertise and skills, ICU physicians are capable of identifying attitudes
and decisions that might compromise a positive outcome for the patient. The extremely
volatile and changeable nature of ICU outcomes argues for placing trust in the intensivist’s
expertise as regards the level of therapeutic engagement. A family may refuse care that
the intensivist deems indispensable, because they are anxious, worried, lack knowledge
or maybe are in denial of the seriousness of the situation. A refusal expressed in such a
context can be discounted if it is likely to compromise the patient’s outcome. Of course,
it is necessary to hear a refusal expressed by the family, just as the physician would do
if it was a conscious patient expressing the refusal, but at the same time, if that refusal
is at odds with the collegial philosophy, then the medical team is not obliged to accept
it. Indeed, it would not be benevolent towards the family to allow them to carry such a
burden of responsibility. The physician, especially the ICU physician, is considered, in line
with the principle of collegiality, as the guarantor of the patient’s bests interests at the end
of life [8,9]. The same statute logically applies during curative therapy.

6. Conclusions: Information and Consent in the ICU—A Move Away from “Patient
Alone” towards “Patient and Family”?

In the ICU setting, physicians make a concerted effort to inform the families of patients,
not necessarily to obtain consent at all costs, but rather, out of benevolence towards the
family. The process of providing information is complicated by the emergency context, the
frequent absence of family members at admission or inability to contact them, and the need
to respect medical confidentiality and/or the patient’s wishes. Communication can also be
hampered by the lack of availability of the physicians, but also very often because there
is no designated legal surrogate with whom the medical team can communicate. When a
patient is unable to exercise their autonomy, should we systematically seek to designate
a substitute or surrogate, who will be given free rein to exercise the patient’s autonomy?
Indeed, French legislation gives patients the possibility to designate such a surrogate.
However, the current legal framework does not adequately cover the actual conditions
encountered in the ICU, notably the need of worried families to receive information about
their loved-one’s state, and the physicians’ desire to show them appropriate empathy in
such situations.

There is a need for a specific legal framework for delivering information in the ICU
setting, whereby the intensivist would have more leeway with regard to respecting the
patient’s autonomy, and would be able to give precedence to the principle of beneficence
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towards the patient AND the family. While the principle of autonomy is not to be ignored,
it may be temporarily overridden by the principle of beneficence, in the form of increased
attention to, and accompaniment of the family. This is especially true at a time when the
patient is incapable of receiving information or making decisions, but when the responsibil-
ity of exercising the patient’s autonomy on his/her behalf may be particularly burdensome
for a third person (even if they are a loved-one), regardless of whether they have been
officially designated as surrogate or not. The principle of beneficence is founded on a moral
duty to the weakest and most fragile among us—weak and fragile like our patients and
their families.
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