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Informal caregivers of elderly patients in France: their behavior as trusted 
persons and their knowledge of this concept 

 
  

 
Abstract 
Background: In end-of-life situations, patients frequently lack the ability to make decisions. 
In France, the trusted person arrangement allows the elderly patients' voices to be heard even 
after the onset of cognitive decline. The testimony of the trusted person prevails over any other 
from family and friends. 

Objective: The aim of our study is to measure the propensity of informal caregivers of elderly 
patients to be formally designated as a trusted person, their propensity to act as a trusted 
person without formal designation, their understanding of this concept, as well as factors 
favouring trusted person behaviour and completion of designation formalities. 

Methods: We conduct an online survey of informal caregivers of elderly patients, based on a 
panel of caregivers of patients over 65 years old, residing in metropolitan France.  

Results: Most informal caregivers act as trusted persons. Formal appointment is not 
systematically made. Caregivers understand the core missions of trusted third parties, i.e. 
conveying the patient's medical wishes, accompanying them to consultations and providing 
advice. Nevertheless, confusion persists, with concepts such as contact person, caregiver and 
guardian. There is a lack of awareness of the procedures for appointing trusted persons. We 
find that the hospital is the most effective source of information. Finally, we show that the 
level of legal knowledge has no significant effect on the behaviors observed, while the intensity 
of the assistance provided is associated with a greater probability of assuming the role of 
trusted support person, all other things being equal. 

Conclusion: The lack of formalization is widespread in our sample, despite the fact that these 
missions are actually carried out in the field by the majority of caregivers. This raises the 
question of a possible reform of the system. The external validity of our results must be 
qualified, however, by the size of our sample.  

Keywords: informal care; legal knowledge; trusted person; elderly patient; France  
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Introduction 

In end-of-life situations, the presence of trusted persons allows to improve the quality of death. 
Indeed, in France, at the moment of their death, two-third of patients are unconscious. This 
complicates the treatment choices for the medical team as only about 6.6% of patients had 
expressed their wishes about no life-prolonging treatment. As a result, only 35% of nurses are 
satisfied with the quality of their patient’s death (Ferrand et al., 2008). The study by Ferrand 
and coauthors (2008) shows that prior designation of a trusted person improves nurses’ 
perceived quality of death. This highlights the particular importance of the study of trusted 
persons in France. 

As patients frequently lack the ability to make decisions in end-of-life situations, these talks 
are frequently held among doctors, nurses, and family members or relatives who represent and 
act as surrogates for the patient's opinions and values (Lesieur et al., 2015; Curtis and Vincent 
2010). As stated in Kouchner (2002) and Claeys-Leonetti (2016) regulations reproduced in 
the Public Health Code ("Code de la santé publique", henceforth "CSP", CSP art. L.1111-6 
al. 2), the system of trusted person allows patients to officially appoint a spokesperson through 
a written procedure. Patients can select a close relative, family member, friend or even their 
general practitioner. In cases where the patient is unable to interact, the trusted person's 
primary mission is to express the patient's wishes, values, and preferences to the medical team. 
With the exception of the advance directives, the testimony of the trusted person then takes 
precedence over any other testimony.  

The trusted person arrangement is of particular interest to elderly patients. First, when 
triggered by patients and their relatives before cognitive impairments arise, it allows the 
elderly patients' voices to be heard even after the onset of cognitive decline. Second, when a 
patient is suffering from an advanced or final stage of an advanced and incurable disease, 
according to the law (CSP art. L.1111-12), physicians are required to inquire about the 
expression of the patient's desires. If the doctor cannot discover the patient's preferences 
through advance directives, the doctor must collect the evidence of a trusted person or, failing 
that, any other witness from family or close friends. Third, aside from conveying the patient's 
wishes, the trusted person performs other missions. According to the French legal framework, 
the trusted person is responsible for accompanying patients to medical visits and counselling 
the patient on medical decisions. This mission of accompaniment is particularly important for 
elderly patients who may feel vulnerable in the care process.  

According to Faye-Ropaul et al. (2023), when patients identify a trusted person, they prioritize 
family members, with their spouse ranking top, followed by descendants, other family 
members, friends, and, in rare cases, their general practitioners (Azoulay et al., 2003; Basurko 
et al., 2013; Gignon, Manaouil and Jardé, 2008; Guyon et al., 2014; Martinez-Tapia et al., 
2018; Paillaud et al., 2007; Paillaud et al., 2017; Pavageau et al., 2019; Sarradon-Eck et al., 
2016; Trarieux Signol et al., 2014).  Furthermore, when choosing a trusted person, patients 
look for several characteristics, including connection, emotional closeness, commitment, 
responsibility and trust. A solid understanding of the patient is also required (Pavageau et al. 
2019). Patients also consider practical variables such as geographical closeness, mobility, 
availability and medical history knowledge (Sarradon-Eck et al., 2016).  
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These characteristics are similar to those of informal caregivers, causing one to wonder if the 
primary caregiver is not also the one listed as a trusted person. In retirement homes, at the 
time of admission, the main caregiver frequently accompanies the senior resident and is 
designated as the trusted person for the duration of the patient's stay (Faye-Ropaul and Khalil, 
2022). 

Moreover the French legislation indicates that the elderly person's " relative caregiver " may 
be " their spouse, the partner with whom they have concluded a civil solidarity pact or their 
cohabitant, a parent or an ally, defined as family caregivers, or a person living with them or 
maintaining close and stable ties with them, who helps them, on a regular and frequent basis, 
in a non-professional capacity, to carry out all or part of the acts or activities of daily living " 
(Article L. 113-1-3 of the Code de l'action sociale et des familles, henceforth “CASF”, taking 
up Article 51 of the Act of 28 December 2015 on the adaptation of society to ageing (ASV 
Act)).  

Is this very broad legal definition of their role well understood by caregivers? When a 
caregiver accepts to help an elderly patient, what is the nature of the missions accomplished 
in the field? Do they not end up assuming the role of trusted person without having been 
officially appointed?  

Four important research questions are therefore included in our work. First, we assess how 
well elderly patients' informal carers understand the meaning of "trusted person" and the 
missions that fall under its purview. Second, we measure the proportion of informal caregivers 
who accomplish the missions of trusted persons. Third, we estimate the proportion of 
caregivers who accomplish the missions of trusted persons without being formally designated. 
Finally, we investigate what motivates people to fulfil trusted person missions and formalize 
the relationship through a written document.  

Regarding the drivers of caregivers behaviour as trusted persons, we focus on two key factors 
of importance. First, the impact of legal knowledge on the choices of informal caregivers. We 
assume better understanding of the trusted person's rights and responsibilities leads to a greater 
willingness to adopt and formalize trusted person missions. Second, we measure if a deeper 
involvement in the caregiving relationship induces a higher propensity to assume and 
formalize trusted person missions. Indeed, the literature shows that a solid understanding of 
the patient, geographical closeness, mobility, availability and medical history knowledge are 
important attributes of a trusted person (Pavageau et al. 2019; Sarradon-Eck et al., 2016).  

We conducted an online survey of informal caregivers of elderly patients, based on a panel of 
caregivers of patients over 65 years old, residing in metropolitan France in May 2022. We 
administered a knowledge questionnaire on the trusted person system. We also collected data 
on the variety and intensity of informal assistance provided and the use of the trusted person 
scheme. We completed this collection by gathering information on the elderly patient being 
helped (state of health, type of residence, etc.) and sociodemographic data on the caregiver.  

Our contributions to the literature are manifold. Our paper contributes to the literature on 
informal caregivers on two ways. First, informal support is widely used in the care of 
dependent elderly individuals in European countries (Colombo et al., 2011). In France, 
informal care is important in the provision of help at home and personal care (Arnault, 2015). 
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Part of the literature incurs into the links between informal care and caregivers physical and 
mental health outcomes. The reviews by Bauer and Sousa-Poza (2015) and Bom et al. (2019) 
indicate that the presence and intensity of these health impacts vary greatly by caregiver 
subgroup. Caregiving appears to have a negative impact on the health of caregivers, 
particularly women, married caregivers, and those providing intense care. Those reviews 
conclude that given the degree of the caregiving effect varies by subgroup; authorities should 
explicitly target those caregivers who suffer the most negative health consequences from 
informal caregiving. Although our article does not specifically measure the health impacts of 
caregivers, we suggest that it is in the public interest to consider trusted persons as a separate 
subgroup. The specific challenges and issues faced by trusted persons may have particular 
consequences for the mental health of caregivers and shall be investigated in further studies. 

Second, Barnay and Juin (2016) analyze the empirical impact of informal and formal care on 
patients’ mental health while accounting for care endogeneity. Their findings reveal that 
informal care reduces the risk of depression in dependent older people while formal care 
improves their overall mental health (as assessed by the Mental-Health Inventory, MHI-5). 
Our article does not specifically measure the effects of trusted persons on mental health. 
Nevertheless, our study shows that caregivers predominantly take on two trusted person tasks: 
accompanying patients to medical visits and counseling. This description of support tasks 
provides a better understanding of how informal help may contribute to the good mental health 
of elderly patients. 

Our paper contributes to the literature on the knowledge and understanding of law in three 
ways. Our first contribution to this literature is collecting data on potential trusted persons and 
their knowledge of the missions of the trusted person. Concerning France and the trusted 
person system, Faye-Ropaul et al (2023) list a set of papers measuring the level of knowledge 
of patients, their families and health professionals (André et al., 2011 ; Guyon et al., 2014 ; 
Ait Tadrart et al., 2012 ; Paillaud et al., 2017 ; Martinez-Tapia et al., 2018 ; Jouffroy et al., 
2014; Jouffroy et al., 2015; Jouffroy et al., 2017 ; Rwabihama et al., 2020 ; Khetta et al., 2015 ; 
Sarradon-Eck et al., 2016 ; Dumont et al., 2012 ; Péoc'h and Ceaux, 2009). However, their 
scoping review indicates that French research on trusted persons provides little data on the 
knowledge of trusted persons themselves, compared to data collected on patients and health 
professionals. We can however point out the paper by Khetta et al. (2015), showing that 56% 
of the trusted persons reported not knowing the roles that this status gives them (n=35/63). 
We contribute to the literature by collecting data on potential trusted persons and on their 
knowledge of the missions of the trusted person provided by the law. 

Our second contribution is collecting data on confusions between the trusted person system 
and other support systems for vulnerable patients.   We extend this data collection carried out 
by the previous papers (André et al., 2011; Basurko et al., 2013; Dumont et al., 2012; Guyon 
et al., 2014; Khetta et al., 2015; Sarradon-Eck et al., 2016; Vinant et al., 2015) by questioning 
the caregivers on the distinction they make between the concept of "trusted person" and other 
support systems for vulnerable patients, in particular legal protection systems for their assets 
such as guardianship, curatorship and safeguard of justice. 

We also collect data on the sources of informal caregivers’ knowledge.  According to Quenot 
et al. (2021), the designation of a surrogate is frequently proposed at the start of the hospital 
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stay, without any specific procedures, implying that there is no standardized process for 
delivering information and discussing the role of trusted persons prior to their appointment. 
This partly explains the poor knowledge of patients and their families on the trusted person 
system. Our paper completes this literature by collecting data on the origins of caregivers’ 
knowledge of the trusted person system. We also assess whether the hospital, as a source of 
information, provides a better level of knowledge about the system than other possible 
sources. 

Finally, our paper contributes to the French literature on the topic of trusted person designation 
rate. Our paper complements this literature, which attempts to measure the rate of designation, 
by suggesting that the observed rates of designation underestimate the number of persons 
actually performing trusted person duties.  Faye-Ropaul et al. (2023) find that the designation 
rate of trusted persons varies through time and space, with designation rates well above or 
below the 50% threshold. Our results show that many caregivers convey the patient's medical 
preferences, accompany them to doctor's appointments and provide advice in their medical 
journey, even though no official trusted person designation document has been signed. 

The rest of the paper is organized as follows. Section 2 presents the data and estimation 
strategy. Section 3 describes the results. Finally, section 4 ends the paper with a discussion of 
our results and some concluding remarks. 

I. Data and estimation strategy 

I.1. Data and sampling 

We present below the main measures of our questionnaire, relating to knowledge of the trusted 
person scheme, the missions of the trusted persons, the characteristics of the informal help 
provided, the profile of the caregiver and the senior patient.  

The respondents were family caregivers and close caregivers of seniors over 65 years of age. 
The caregiver is the person who provides non-professional assistance, in part or in full, to a 
dependent person for the activities of daily living. This help can be provided on a more or less 
regular basis, for more or less long periods or even permanently. Participants must be over 18 
years old and reside in Metropolitan France. Any respondent who did not meet these criteria 
was excluded from the final database.  

We utilized EasyPanel, an online service to access a diverse and representative pool of 
participants.1 The survey questionnaire was distributed to a sample from all over France, 
representative of the French population by cross-sectional sex-ageing.  

To ensure accurate identification of informal caregivers, screening questions were embedded 
inconspicuously at the start of the survey to mitigate response bias and maintain the integrity 
of the collected data. In particular: ’Click on "yes" if the situation described corresponds to 
your profile: I regularly help an elderly person over the age of 65 with certain daily tasks. 
Examples of help: washing, dressing, getting up, going to the toilet, eating, cleaning, 
preparing meals, managing a budget, taking care of papers, shopping, getting around, etc.’. 

 
1 https://pro.easypanel.fr/access-panels-online/ 
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Questions are embedded in other unrelated questions to drown out the topic of caregivers 
amidst other topics, and limit the opportunistic behavior of panel respondents. For example: 
“Click on "yes" if the situation described corresponds to your profile: I recently acquired 
some gardening tools.” 

Before starting the questionnaire, respondents were provided with legal information about the 
research project, including the categories of data processed, data protection measures, risks 
for participants, as well as a reminder of the right to withdraw and RGPD rights. Respondents 
started the questionnaire after formally giving their consent. This questionnaire has been filed 
with the Data Protection Officer of Sciences Po Paris.  

Sample characteristics 

134 participants complete entirely the questionnaire. The caregivers in our sample are 
predominantly women (56%), in couple (80.6%), with an average age of 51.87 years (see 
sample characteristics are displayed in Table 1). They are majoritarily employees (66.4%). 
34.3% of the caregivers work in the public sector, while others are in the private sector or 
assimilated. Table 1 also indicates that 17.2% of the respondents work in relation with the 
medical sector. 

Regarding the patients that the caregivers assist, their average age is 81.57 years. Most of 
them live at home, as only 7.5% are residents of nursing home or long-term care facilities. 
Regarding their health state, 69.4% have chronic health problems, measured by the question 
“Do they have a chronic or long-term illness or health problem (e.g. high blood pressure, 
diabetes, etc.)?”, with possible answers “yes; no; do not know; do not want to answer”. The 
binary variable Chronic health prob. equals 1 if the respondent answers “Yes,” and 0 
otherwise. 

26.1% have severe physical limitations, measured by the question “Have they been limited 
for at least six months, because of a health problem, in the activities people usually do?” with 
possible answers “Yes, severely limited; Yes, limited but not strongly; No, not limited at all; 
I do not wish to answer”. The binary variable Highly limited equals 1 if the respondent answers 
“Yes, severely limited” and 0 otherwise. 

36.6% have generally poor health, measured by the question “How is their general state of 
health? Do not include temporary or passing problems (flu, broken leg, etc.).” with possible 
answers “Very good; Good; Fairly good; Poor; Very poor.” The binary variable Bad general 
health equals 1 if the respondent answers “Poor; Very poor” and 0 otherwise. 

Regarding caregivers assistance to patients, the average number of daily living tasks for which 
caregivers provided assistance equals 4.224 (std. dev.: 1.87) out of possible 9 activities 
(Washing or dressing; Eating or drinking; Cleaning, washing up or doing the laundry; 
Preparing meals; Managing the budget, taking care of papers; Shopping; Getting up, going to 
the toilet; Getting around outside; Another activity of daily living.). 17.2% provide financial 
help. 89.6% provide moral support.  65.7% provide health at least for 1 year and less than 5 
years, while 20.1% provide assistance for more than 5 years. Among the caregivers composing 
our sample, 52.2% help their father or mother. 
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Table 1: Sample characteristics 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Knowledge test 

We constructed a set of 13 questions to measure the level of knowledge of caregivers and 
family caregivers about the concept of trusted person. These questions are listed in Table 2. 
We have included questions regarding the legal definition of the trusted person and the 
missions provided by law. Thus, we asked respondents about the possible identity of the 
trusted person (test1), the method of designation (test2), the differences with other modalities 
of representation of the elderly patient (test3 to test7), and the list of tasks assigned by law to 
the trusted person (test8 to test13). Table 2 shows the correct answers in bold for each question 
asked.  We construct a variable called Knowledge test – total score by adding up the points 
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obtained by the respondent for each of the 13 questions (one point per correct answer). We 
also ask the respondents about the sources of information to which they had access on the 
trusted person scheme. 

As shown in Table 1, the understanding of the concept of trusted person is rather low in our 
sample of caregivers. Indeed, the average of Knowledge test – total score is 5.657 out of 13, 
with a standard deviation of 2.61. 

Table 2 – List of questions - knowledge test on the concept of trusted person 

 

 

 

 

 

 

 

 

 

 

Note: For each question, we indicate the correct answer in bold. 
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Figure 1 displays the mean score by item from the knowledge test. Overall, the caregivers in 
our sample have a good knowledge of the possible identities of trusted persons (test1) and 
their core missions (test8, test9, test10), with percentages of good answers above 80%. 
Caregivers understand that the trusted person can be anyone the patient wants, that the law 
provides that the trusted person attend medical consultations, have access to medical 
information unless limited by the patient and express the patient’s medical wishes. 

However, our test shows that the caregivers lack knowledge on the formalism expected for an 
official designation (test2). Only 34% understand that the designation requires a written 
document. We notice confusions between the trusted person system and other support systems 
for vulnerable patients. As in the previous literature, we note that the respondents confuse the 
concept of trusted persons and reference persons. Only 17% of the respondents understand 
that the trusted person and the reference person do not have the same rights and 
responsibilities.  

 We also assess the distinction that caregivers make between the concept of "trusted person" 
and other support systems for vulnerable patients, in particular legal protection systems for 
their assets such as agent for future protection (test4), guardianship (test5), curatorship (test6) 
and safeguard of justice (test7). We also question the caregivers on whether one of the trusted 
person duties is to ensure the protection of the patient's property (assets, housing, etc.) when 
the patient is no longer capable of doing so (test12). The rates of good answers go from 22% 
minimum to 40% maximum, indicating the rather low understanding of the distinction 
between the trusted person system and other support systems for vulnerable patients. 

French research on the subject of trusted persons demonstrates how patients and trusted people 
sometimes confuse the functions of trusted persons and informal caregivers. Patients and 
trusted persons cite help with daily living activities and provision of healthcare when 
questioned about the function of the trusted person by their side (Azoulay et al., 2003; Molli, 
Cadec and Myslinski 2007; Ait Tadrart et al., 2012; Sarradon-Eck et al., 2016; Pavageau et 
al., 2019). As one of the responsibilities of the trusted person, managing administrative issues 
is also cited by patients and trusted persons (Ait Tadrart et al., 2012; Pavageau et al., 2019; 
Rwabihama et al., 2020).  We confirm this previous findings with test13, measuring whether 
the respondent believes that ‘to help the patient who has lost his or her autonomy in the tasks 
of daily life (washing, eating, cleaning, etc.)’ is one of the duties of the trusted person 
prescribed by the law. Only 22% of the respondents answer correctly to this question. 

Last, caregivers believe that the legal responsibility of the medical decision relies on the 
trusted person, while the French legal framework states that the responsibility ultimately lies 
with healthcare professionals. Indeed, only 13% answer correctly to this question (test11). 
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Figure 1: Mean score by item from the knowledge test 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

Those first descriptive statistics lead us to Result 1. 

Result 1: In our sample, the possible identities of the trusted person and their principal 
missions are well known to informal caregivers. The trusted person mechanism is confused 
with other mechanisms for supporting vulnerable patients and the role of informal caregiver. 
The formalism of the designation is not understood. The burden of medical responsibility 
placed on trusted persons is overestimated. 

Knowledge sources 

We were also interested in the information sources of participants We analyse the free text 
provided by each respondent in question Information source: ‘How did you learn about this 
trusted person system?’, and encode the responses. When respondents cite two sources, we 
assign the first cited source.  Figure 2 displays the box plots of Knowledge test – total score 
by information source. The most represented category of information source is “family, friend, 
word of mouth" with 25.37% of the respondents, followed by the media with 16.42% and the 
hospital with 14.18%. It can be noted that 14.93% of the respondents did not provide a source 
of information or answered that they could not remember their point of contact with 
information on this device. 
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Figure 2: Box plots of Knowledge test – total score by information source 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 2 shows that the distribution in Knowledge test – total score differs between 
information sources. The degree of knowledge seems higher when information is provided by 
hospitals, physicians are by initial training. We perform two-sample t-tests to confirm this 
graphical analysis. The t-tests show that the differences in the means of Knowledge test – total 
score are significant for hospital as source versus others (p-value:  0.0006) and for family, 
relatives and word of mouth versus others (p-value: 0.0448). We do not find significant results 
for the other categories. 

Table 3 displays how good and bad performers to the knowledge test are dispatched by source 
of information. The binary variable Good info. equals 1 if Knowledge test – total score is 
higher than 6 out of 13, and 0 otherwise. 
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Table 3 – Performance to the knowledge test by information source 

We want to determine if performance on the knowledge test may be linked to the source of 
information. The chi2 test indicates that the hypothesis of independence can be rejected (p-
value:0.084). Therefore, there is an association between the source of information and the 
percentage of good performers to the knowledge test. 

For example, when the hospital is the source of information, we compute that 63.16 % of 
respondents perform well. Only 17.65% of respondents perform well when the information is 
provided by relatives or friends. Finally, when information is delivered by the media (internet, 
social networks, television, and press), 22.73% pass the knowledge test.  

These descriptive statistics lead to Result 2. 

Result 2: In our sample of informal caregivers, the three main sources of information are the 
hospital, the relatives and the media. The caregivers informed by the hospital are those who, 
overall, have a better knowledge of the trusted person system. 

Categories of caregivers 

We categorize informal caregivers into four groups based on two criteria. The first criterion 
is concerned with the legality of the designation. We determine whether the caregiver has 
been formally designated as a trusted person. The second criterion is to determine whether the 
caregiver, in reality, performs the same tasks as a trusted person.  

In order to detect the legal reality of the patient-trusted person relationship, we rely on the 
question "Designation modality". A formal designation is legally valid if the designation was 
made exclusively in writing or made both in writing and orally. Indeed, French law indicates 
that the designation is formally valid only if a document has been co-signed by both the patient 
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and the trusted person. The designation is not valid if the designation was made exclusively 
orally or that the respondents answer that they « don’t know ».  

To detect whether the caregiver, in reality, performs the same tasks as a trusted person, we 
rely on three questions: Medical_task1, where the caregivers indicate whether they ‘... attend 
medical consultations and interviews’ for the patient they care for; Medical_task2, where they 
declare whether they ‘... consult medical file or medical information’  of the patient they assist;  
and Medical_task3, where they indicate whether they ‘... express the patient's medical wishes 
and desires’. 

The four categories obtained are: (1) de jure trusted person - caregivers have been formally 
designated in writing and in the field they assume the missions of a trusted person; (2) simple 
caregiver - caregivers have not been designated in writing and in the field and  they do not 
assume the duties of a trusted person; (3) de facto trusted person - caregivers have not been 
formally designated at all and in the field they assume the duties of a trusted person; (4) 
withdrawn trusted person - caregivers have been formally designated in writing, but in the 
field they do not assume any of the missions of a trusted person.  

This last configuration - withdrawn trusted person - would be quite possible insofar as 
psychological factors may hinder the effective performance of the trusted person's duties 
(Faye-Ropaul et al., 2023). Having to represent a loved one or feeling pressured to make 
difficult decisions can cause the trusted person to experience distress, anxiety, and depression 
in the short and long term (Azoulay et al., 2003; Basurko et al., 2013; Douplat et al., 2019; 
Khetta et al., 2015; Molli, Cadec, and Myslinski 2007; Sarradon- Eck et al., 2016). This can 
cause the trusted individual to neglect their obligations and forfeit any position by fully relying 
on health professionals (Molli, Cadec, and Myslinski 2007). However, in our sample, we do 
not find any withdrawn trusted person. 

 
Figure 3: Caregivers categories 
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Figure 3 displays the pie chart of caregivers categories from our sample. It shows that half 
caregivers assume trusted person missions without official designation. Indeed, we have 
53.73% of de facto trusted persons (N=72/134), 20.15% of de jure trusted persons (n=27/134) 
and 26.12% of simple caregivers (N=35/134). 

The one-sample test of proportion p=0.5 for the category de facto trusted person gives a p-
value of 0.3877, with a 95% confidence interval  [0.4528919; 0.6217349], leading us to accept 
the null hypothesis.  

Similarly, the one-sample test of proportion p=0.25 for the de jure trusted person p=0.25 gives 
a p-value of 0.1947 and a 95% confidence interval [0.1335777;   0.2694074], leading us to 
accept the null hypothesis. 

We conclude that the rate of designation of trusted person can be underestimated. In a survey, 
usually the formal designation would be checked to assign the trusted person role, individuals 
remaining with patients without formal designation are classified as relatives (Faye-Ropaul et 
al., 2023). If only 20.15 % of respondents in our sample are formally designated, in reality, 
the majority of caregivers assume this role. This can also be seen in the free text entered by 
respondents to question “Information source”. Indeed, respondent R121 indicates, for 
example, that " I am an only child and I consider myself the trusted person of my mother who 
lives alone”. We also have respondent R130 who explains that " it's more a mode of operation 
that I have with the person I am helping". 

Overall, those descriptive statistics lead us to Result 3. 

Result 3: In our sample of informal caregivers, the majority of individuals take on trusted 
persons missions. Moreover, the majority of individuals who assume the missions of trusted 
person are not formally designated in writing. 
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Figure 4: Core missions of trusted persons by caregivers categories 
 

 

Figure 4 displays the percentage of respondents assuming the core missions of trusted persons 
by caregivers categories. We can observe than simple caregivers do not perform any of the 
trusted person missions, while the majority of de facto and de jure trusted persons perform at 
last one of the three core missions. Our computations indicate that 54.17% of de facto trusted 
persons perform the three core missions, while 66.67% of de jure trusted persons assume the 
three missions. When comparing the proportion of individuals assuming simultaneously the 
three core missions between de jure and de facto trusted persons, we do not find any significant 
difference, with the p-value of the Pearson Chi-2 test equal to 0.262. 

Overall, those descriptive statistics lead us to Result 4. 

Result 4: In our sample, the proportions of de jure and de facto trusted persons simultaneously 
assuming the three core missions of trusted persons do not differ. 

I.2. Estimation strategy 

We have a series of observations 𝑌𝑌𝑖𝑖 for 𝑖𝑖 = 1, … ,134, of the outcomes of choices for assuming 
and formalizing trusted persons missions. There are three possible choices: ‘simple caregiver’, 
‘de facto trusted person’ and ‘de jure trusted person’. 
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We consider two main variables of interest. First, we are interested in the effect of legal 
knowledge on the choices of the informal caregiver. To capture the knowledge level of 
individual 𝑖𝑖, we primarily use the binary variable Good info. (equals 1 if Knowledge test – 
total score is higher than 6 out of 13, and 0 otherwise). This allows us to capture the variation 
in probability of choosing option j given the belonging of an individual to the group of good 
performers to the knowledge test, in comparison with low performers. We want to measure if 
a better knowledge of the rights and responsibilities of the trusted person induces a higher 
propensity to assume and formalize trusted person missions. The second variable of interest 
is the caregiving relationship. We proxy involvement in the caregiving relationship with the 
measurements of the type of assistance (Financial support, Moral support), the intensity of 
the help provided in the activities of daily living (binary variable Intensive care, equal 1 if 
Informal care – Nb. Activities >4 out of 9, equal 0 otherwise), and the length of the caregiving 
relationship. We also control for whether the caregiver help their father or mother with the 
binary variable Help parent. Other explanatory variables are used as controls. We account for 
caregivers characteristics and patients profile. 

The baseline model is a multinomial probit of the choice of caregiver category (simple 
caregiver’, ‘de facto trusted person’ and ‘de jure trusted person’) on Good info., the 
caregiving relationship (Financial support, Moral support, Intensive care, length of care, 
Help parent) and the control variables. 

We provide several robustness checks. First, in the multinomial probit model, we test several 
specifications for the knowledge level. For instance, we use test2, the score for the knowledge 
question on the formalization of the trusted person relationship. Indeed, knowing that a written 
document is needed to make the appointment official may have an effect on the propensity to 
formalize the relationship. We also test for the effect of the information source, with the 
introduction of Hospi. Info. (binary variable equal to 1 if hospital is the information source, 0 
otherwise). Indeed, the descriptive statistics show that the information source may influence 
the knowledge level. We want to test whether the informational context has a specific effect, 
beyond its correlation with the performance of individuals to the knowledge test. 

We also conduct the baseline analysis with a bivariate probit model, where the two binary 
dependent variables are Assume missions (equals 1 if assumes at least one trusted person 
mission, 0 otherwise) and Signed document (equals 1 if a written designation document has 
been signed, 0 otherwise). This allows us to distinguish differently the choice to assume 
trusted missions on the one hand and formalization on the other hand.  

II. Regressions 

II.1. Baseline analysis with multinomial probit 

We present the marginal effects from the multinomial probit model of the determinants of the 
choice of assuming trusted persons missions and formalization in Table 4. The estimated 
probabilities of being a simple caregiver, a de facto trusted person and a de jure trusted person 
are 26.39%, 53.76%, 19.85% respectively. Characteristics such as the level of knowledge 
about the system, providing moral support, marital status, belonging to the medical sector, 
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working in the private or public sector, the patient's general level of health, physical 
limitations in activities and institutionalization have no significant effect on the choice of 
alternative between simple caregiver, de facto and de jure trusted person. 

In order to understand which factors are statistically significant in the choice to assume the 
duties of a trusted person, we look at the marginal effects of the 'simple caregiver' alternative. 
We focus on variables with significance at the 95% or 99% confidence level. At the 95% 
confidence level, we show that providing financial support activities increases the probability 
of assuming the role of trusted support person by 25.1%; compared with employees, those 
who are unemployed or inactive have a 31.6% higher probability. Having a master or 
doctorate also increases the probability of assuming trusted person missions. At the 99% 
confidence level, we observe that providing intensive help with daily living activities 
increases the probability of assuming the role of trusted support person by 19.6%; when the 
patient has chronic health problems, this increases the probability by 21.2%; each 
supplementary year in the age of the informal caregiver decreases the probability by 1.3%; 
compared to employees, being retired increases the probability by 28.3%. 

In order to understand which factors are statistically significant in the choice to formalize the 
trusted person relationship, we look at the marginal effects of the ‘de facto trusted person’ and 
‘de jure trusted person’ alternatives. We focus on variables with significance at the 95% or 
99% confidence level. 

At the 95% confidence level, we show that men are 17.8% more likely to formalize the 
relationship than women. Those who help their father or mother are 13.2% more likely to 
formalize the relationship, compared with those who help a sibling, partner or other relative; 
compared with employees, those who are unemployed or inactive have a 28.9% higher 
probability. Caregivers age decreases the probability to be a ‘de facto trusted person’. At the 
99% confidence level, we observe that when the patient has chronic health problems, this 
increases the probability of ‘de facto trusted person’ by 20.9%. 

 

 

 

 

 

 

 

 

 

 

 

 



2023/10 

 

 
18 
 

Table 4 – Baseline model. Average marginal effects from multinomial probit 

 

II.2. Robustness checks with multinomial probit 

Table 5 displays the marginal effects after the estimation of the multinomial probit model 
where the knowledge level is measured by test2, the score for the knowledge question on the 
formalization of the trusted person relationship. Regarding the marginal effects of the 'simple 
caregiver' alternative, qualitatively we find the same significant effects. Regarding the 
marginal effects of the 'de jure trusted person’ and ‘de facto trusted person’ choices, we also 
find similar results, except for the levels of confidence for the variables Help parent, and 
Baccalaureate, without consequences on our previous analysis. 

Table 5, although providing a new specification of knowledge level, does not provide 
evidence for a significant effect of legal knowledge on individual choices. Indeed, test2 is not 
significant for the three alternatives. 
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Table 5 – Average marginal effects from multinomial probit, with knowledge 
measured by ‘test2’ 

Table 6 introduces Hospi. Info. and keep Good Info. as the proxy for knowledge level. 
Qualitatively, the results are similar to Table 4 and 5, except for the levels of confidence for 
the variables Good Info., Financial support, Age patient, Woman, without consequences on 
our previous analysis. Table 6 allows to test whether the informational context has a specific 
effect, beyond its correlation with the performance of individuals to the knowledge test. 
Controlling for knowledge level and other variables of interest, when hospital is the 
information source, the probability to assume trusted person missions increases by 18.7% at 
the 95% level of confidence. 
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Table 6 – Average marginal effects from multinomial probit, with information source 

 

 

II.3.  Baseline analysis with bivariate probit 

Table 7 displays the results of the bivariate probit model with the same explanatory variables 
as in the baseline analysis. Regarding the probability of assuming trusted person missions, 
employment status (categories: retired, unemployed and inactive) loses in significance in the 
explanation of assuming trusted person missions, with only 90% level of confidence in Table 
7. Financial support and education are no longer significant. Once again, we find that the 
knowledge level has no significant effect on the caregivers choices. Other variables have 
qualitative similar results. 

Regarding the probability of formalizing the relationship, we find qualitatively similar results 
in comparison with the baseline model displayed in Table 4. 

 

 

 

N=134. *** p<0.01, ** p<0.05, * p<0.1. Robust standard errors in parenthesis. The reference groups are :’ help a sibling, pa  
or other relative’ for the category of patient being helped, ‘less than 1 year’ for length of care, ‘employees’ for employme  

status, ‘private sector’ and assimilated for employment sector, ‘before baccalaureate’ for education. 
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Table 7 – Average marginal effects for marginal success probabilities after bivariate 
probit 
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N=134. *** p<0.01, ** p<0.05, * p<0.1. Robust standard errors in parenthesis. The reference groups are:’ help a sibling, 
partner or other relative’ for the category of patient being helped, ‘less than 1 year’ for length of care, ‘employees’ for 

employment status, ‘private sector’ and assimilated for employment sector, ‘before baccalaureate’ for education. 

The comparison between estimates from Table 4 to 7 yields the following results: 
 
Result 5 (effect of legal knowledge): We find no significant effect of the legal knowledge on 
assuming and/or formalizing trusted person duties. 
 
Result 6 (effect of caregiving relationship): 

− Those who help their father or mother are more likely to assume and formalize trusted 
person duties than those who help other members of their family and friends. 

− Intensively providing informal care in the activities of daily living is positively 
associated with assuming trusted person duties, but there is only a weak positive effect 
on formalizing the relationship (90% level of confidence). 

− Providing financial assistance has a (weakly) positive effect on taking on the role of 
trusted person, but there is no significant effect on formalizing the relationship. 

 
Result 7 (effect of caregivers profile):  

− Caregivers age decreases the propensity to assume trusted person missions. 
− Being retired, unemployed or inactive increases the propensity to assume trusted 

person missions. 
− Being a man, unemployed or inactive increases the propensity to be a de jure trusted 

person.  
 
Result 8 (effect of patient profile): When the patient has chronic health problems, this 
increases the likelihood of the caregiver assuming the role of trusted person, as well as the 
likelihood of formalizing the relationship. 
 
Result 9 (effect of information source): When hospital is the information source on the 
trusted person system, the probability to assume trusted person missions increases in 
comparison with other possible information sources. 

Discussion and concluding remarks 

In this paper, we assess the knowledge level of elderly patients' informal carers on the concept 
of "trusted person". In our sample, we find that informal carers are well aware of the probable 
identities of the trusted person and their primary missions. We also show that the trusted 
person mechanism is mixed up with other mechanisms for assisting vulnerable patients, as 
well as the position of informal caregiver. Informal caregivers do not understand the 
designation’s formality. The load of medical responsibility put on trusted individuals is 
exaggerated. 

This first result suggests that patients’ rights and connected legal concepts such as trusted 
person, informal caregiver and guardianship are not well understood by informal caregivers. 
We complete the literature on the knowledge level of trusted persons. Faye-Ropaul et al (2023) 
show that the results are contradictory when it comes to trusted persons' own knowledge of 
the concept. For instance, according to Khetta et al. (2015), 56% (N=35/63) of trusted persons 
are unaware of the roles that this position confers. Sarradon-Eck et al. (2016) interviewed 20 
trusted persons and discovered that the majority are aware of their spokesperson mission. 
Nonetheless, the sample size is tiny, and no specific figure is provided. Our data, collected in 
2022 on 134 informal caregivers confirm that informal caregivers, as potential trusted persons, 
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do understand the spokesperson mission, but also the missions of accompaniment and 
counselling, while they do not master other specificities of the concept.  

In our article, we also questioned whether informal carers eventually come to fill the position 
of a trusted person without having been formally appointed. Therefore, we assess the 
percentage of caregivers who carry out the duties of a trusted person and the percentage of 
caregivers who carry out duties as a trusted individual without being formally designated.  

We find that the majority of individuals in our sample of informal caregivers take on trusted 
person missions. Additionally, the majority of informal caregivers who carry out the duties of 
a trusted person are not legally designated in writing. The shares of de jure and de facto trusted 
persons simultaneously carrying out the three basic missions of spokesperson, accompaniment 
and counselling are similar in our sample.  

According to Faye-Ropaul et al. (2023), the designation rate seen in the field varies depending 
on the study circumstances. Reporting designation rates under 50% are Ait Tadrart et al. 
(2012), Paillaud et al. (2017), Roger et al. (2015), and Martinez-Tapia et al. (2018). Reporting 
designation rates above 50% include Basurko et al. (2013), Trarieux-Signol et al. (2014), and 
Vinant et al. (2015).  

Studies measuring the designation rate focus in particular on counting trusted persons formally 
designated in writing. This has the advantage of highlighting the extent to which this patient 
right is exercised by patients and their relatives. However, this type of measurement conceals 
the reality on the ground, as our paper demonstrates. In practice, informal caregivers 
sometimes carry out the three missions of the trusted person, without the administrative 
formalities having been respected.  

It is understandable that the existence of de facto trusted persons is of practical interest to the 
trio formed by healthcare professional, patient, and caregiver. Presumably, what matters to 
this trio is that, in the end, information about the patient's preferences is expressed as fluidly 
as possible to facilitate care; and that the patient feels supported by someone with whom they 
feel safe, seen and understood.  

Although this is not a problem in routine, day-to-day medical care, problems can arise if the 
patient has to be cared for in an unfamiliar hospital department, or in an end-of-life situation. 
The written designation confers specific rights that are enforceable against third parties, such 
as access to medical information (unless expressly specified by the patient) and the primacy 
of the testimony over any other non-medical testimony (with the exception of advance 
directives). Failure to make a written designation means that the medical team may not allow 
privileged access to medical information, and that no primacy may be given to the informal 
caregiver's testimony. This is presumably particularly damaging to the well-being of both 
informal caregivers and patients.  

Finally, we look into what motivates people to carry out trusted person assignments and 
formalize the connection with a written document.  First, we assess the impact of legal 
knowledge on the decisions of informal caregivers, assuming that no one can exercise a right 
about which they are unaware. We examine if a greater awareness of the trusted person's rights 
and obligations is associated with an increase in the proportions of informal caregivers 
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participating in and formalizing trusted person missions. We find no significant effect of the 
caregivers’ legal knowledge on assuming and/or formalizing trusted person duties. 

Moreover, we collect data on the origins of caregivers’ knowledge of the trusted person 
system. In our sample of informal caregivers, we find that the three main sources of 
information are the hospital, the relatives, and the media. We find that the caregivers informed 
by the hospital are those who, overall, have a better knowledge of the trusted person system. 
We also find that, when hospital is the information source on the trusted person system, the 
probability to assume trusted person missions increases in comparison with other possible 
information sources. 

This result can be linked to two factors. Firstly, we can assume that the hospital has a better 
capacity to divulge information on the system: presence of leaflets and posters on the subject, 
introduction of a designation form accompanied by an information leaflet in the patient's 
admission file, multiple contacts with professionals likely to raise the subject, etc.  

Secondly, we can also assume that informal caregivers first choose the level of assistance, 
whether or not they wish to accompany patients to medical appointments, and whether or not 
they are prepared to get involved in administrative paperwork. Then, once in the hospital 
corridors with the patient, they have access to all the information present within the hospital 
walls. 

Additionally, our study shows that when the patient has chronic health problems, this 
increases the likelihood of the caregiver assuming the role of trusted person, as well as the 
likelihood of formalizing the relationship. Regular appointments for the management of health 
problems may create a higher need for accompaniment at medical consultations. Informal 
caregivers of patients with chronic health problems may be more likely to find themselves in 
waiting rooms filled with information or to be incentivized by health professionals to be 
legally appointed as trusted persons. 

This would explain why the hospital is the source of information that gives the best results in 
the knowledge test and is associated with a higher propensity to assume trusted person 
missions, and why we obtain no significant effect of the level of knowledge on the behaviors 
observed. Further fieldwork is required to confirm these interpretative hypotheses. 

In this paper, we also assess how the characteristics of the caregiving relationship are 
associated with the propensity to accept and formalize trusted person missions. We find that 
those who help their father or mother are more likely to assume and formalize trusted person 
duties than those who help other members of their family and friends. We also show that 
intensively providing informal care in the activities of daily living is positively associated with 
assuming trusted person duties, while there is only a weak positive effect on formalizing the 
relationship (90% level of confidence). We demonstrate that providing financial assistance 
has a positive effect on taking on the role of trusted person, but there is no significant effect 
on formalizing the relationship.  

Caregivers who are already deeply involved in the provision of help are also more likely to 
take on the role of trusted person. This corroborates previous studies in the literature, which 
explained that qualities of proximity were sought after when appointing trusted persons. 
However, what our study shows is that the proximity offered by the helping relationship 
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favours membership of the de facto trusted persons group, without there being any strong 
correlation with membership of the de jure trusted person group.  

We can therefore conclude that there is a certain continuum in the caregiver relationship. 
There is no real boundary between deeply involved caregivers and de facto trusted persons. 
This observation raises the question of whether the legal framework should be overhauled. 
Caregivers can find themselves heartbroken if their special place with the elderly patient is 
not acknowledged in end-of-life situations. 

Finally, we find that being retired, unemployed or inactive is associated with an increase in 
the propensity to assume trusted person missions. This is quite understandable as the missions 
of accompaniment and counseling of patients can be time consuming. Data also shows that 
caregivers age is associated with a decrease in the propensity to assume trusted person 
missions, while being a man, is associated with an increase in the propensity to be a de jure 
trusted person. Further studies with sociological and psychological perspectives are necessary 
to better understand these age and gender effects. 

Our study has several limitations. It may be argued that the characteristics of the sample do 
not correspond to the characteristics of the French caregiver population. This may, for 
example, limit the scope of results based on averages calculated from the sample.  

In addition, the sample may be criticized for being too small (N=134). Nevertheless, it can be 
seen that in the empirical literature dealing specifically with the trusted person population, as 
surveyed by Faye-Ropaul et al. (2023), sample sizes are not much larger, but are nevertheless 
confined to trusted persons present at hospital or hospital service level. 

Furthermore, we find no significant effect of the patient living in a nursing home. This may 
be due by the relatively small number of patients with this characteristic in our sample. We 
expected a significant positive effect as nursing homes are required by law to disseminate 
information on the trusted person system upon entry of the patient. 

To conclude, our study opens avenues of research. First, data collection on larger and more 
representative sample is needed to refine results and policy recommendations.  

Second, we did not collect information on family composition or potential family conflicts. 
Roquebert et al. (2018) have, however, shown that family characteristics may influence the 
children’s involvement and care arrangements. Future studies should incorporate broader 
information on family to confirm our results. 

Third, our data are not exhaustive on the patient’s profile. We lack information on their 
knowledge level, their anxiety towards care, etc. One must recall that the trusted person 
arrangement is similar to a contract involving two parties, the trusted person and the patient. 
Therefore, to give a better account of why the arrangement remains informal or is formalized 
with a written document, a joint study of both parties of the contract is necessary.  

 
 
 
 
 



2023/10 

 

 
26 
 

References 
 
AIT TADRART M, MOULIAS S, CUDENNEC T, TEILLET L. Le point de vue des patients 
sur la personne de confiance. Soins Gérontologie. 2012;17(98):34‑6. 

ANDRE H, DOUGADOS J, RANQUE B, PASSERON A, CAPRON L, POUCHOT J, et al. 
Intervention pour améliorer la connaissance de la personne de confiance chez les malades 
hospitalisés (enquête avant-après). La Revue de Médecine Interne. 1 déc 2011;32:S273.  

ARNAULT, L. : La prise en charge des personnes âgées dépendantes : analyse 
microéconométrique de l’aide familiale. Ph.D. thesis, Université Paris Dauphine, Paris (2015) 

AZOULAY E, POCHARD F, CHEVRET S, ADRIE C, BOLLAERT PE, BRUN F, et al. 
Opinions about surrogate designation: A population survey in France. Crit Care Med. juin 
2003;31(6):1711‑4.  

BASURKO C, ROCHEMONT DR, DUFIT V, CASSE O, MATHURIN H, BEAUVAIS P, 
et al. Connaissances et pratiques vis-à-vis de la désignation de la personne de confiance au 
centre hospitalier de Cayenne (Guyane). Éthique & Santé. 2013;10(2):103‑8.  

BARNAY, T., & JUIN, S. (2016). Does home care for dependent elderly people improve their 
mental health?. Journal of Health Economics, 45, 149-160. 

BAUER, J. M., & SOUSA-POZA, A. (2015). Impacts of informal caregiving on caregiver 
employment, health, and family. Journal of population Ageing, 8, 113-145. 

BOM, J., BAKX, P., SCHUT, F., & VAN DOORSLAER, E. (2019). The impact of informal 
caregiving for older adults on the health of various types of caregivers: a systematic review. 
The Gerontologist, 59(5), e629-e642. 

COLOMBO, F., LLENA-NOZAL, A., MERCIER, J., & TJADENS, F. (2011). Help wanted. 
Ageing and long-term care, 17(2-3), 3. 

CURTIS JR, VINCENT J-L. Ethics and end-of-life care for adults in the intensive care unit. 
The Lancet. 2010;376:1347–53.  

DOUPLAT M, BERTHILLER J, SCHOTT AM, POTINET V, LE COZ P, TAZAROURTE 
K, et al. Difficulty of the decision-making process in emergency departments for end-of-life 
patients. J Eval Clin Pract. déc 2019;25(6):1193‑9.  

DUMONT M, MOULIAS S, TODESCHI A, WELTER Y, BERTRAND É, TEILLET L. Mise 
en œuvre d’une procédure de désignation d’une personne de confiance. Soins Gérontologie. 
2012;17(98):37‑40.  

European Recommendations for End‐of‐Life Care for Adults in Departments of Emergency 
Medicine. EUSEM. 2017.    



LIEPP Working Paper n° 151 

 

 
27 

 

FAYE-ROPAUL M, KHALIL C, La personne de confiance en Ehpad: perspectives des 
professionnels de santé. Communication. Journées d’intégration du LIEPP Sciences Po, 
2022. 

FAYE-ROPAUL M, SIDRE C, ALVES E, GONTARD L, Trusted persons of elderly patients 
in France: a scoping review, Sciences Po LIEPP Working Paper n°147, 2023-07-14. 

FERRAND E, JABRE P, VINCENT-GENOD C, AUBRY R, BADET M, BADIA P, et al. 
Circumstances of death in hospitalized patients and nurses’ perceptions: French multicenter 
Mort-a-l’Hôpital Survey. Arch Intern Med. 28 avr 2008;168(8):867‑75.  

GIGNON M, MANAOUIL C, JARDE O. La personne de confiance est-elle un témoin fiable 
en cas de possibilité de prélèvement d’organe sur personne décédée en vue d’un don ? Ann Fr 
Anesth Reanim. oct 2008;27(10):825‑31.  

GUYON G, GARBACZ L, BAUMANN A, BOHL E, MAHEUT-BOSSER A, COUDANE 
H, et al. Personne de confiance et directives anticipées : défaut d’information et de mise en 
œuvre. Rev Med Interne. oct 2014;35(10):643‑8.  

JOUFFROY R, MICHALOUX M, KHELIFI G, GUYARD A, PHILIPPE P, CARLI P, et al. 
Retentissement psychologique des situations de fin de vie en médecine d’urgence 
préhospitalière chez les médecins du Samu de Paris (Samu 75). J Eur Urgences Reanim. 1 
déc 2017;29(4):288‑95.  

JOUFFROY R, VIVIEN B, GUYARD A, PHILIPPE P, LAMHAUT L, CARLI P. 
Retentissement psychologique et connaissance des notions relatives à la fin de vie en 
médecine d’urgence pré-hospitalière chez les médecins du SMUR – résultats de l’enquête 
nationale de 2013. Annales Françaises d’Anesthésie et de Réanimation. 1 sept 2014;33:A229.  

JOUFFROY R, JOST D, MAURIN O, BON O, BIGNAND M, TOURTIER JP. Knowledge 
of « trusted person » and « advance directive » in end-of-life situations in prehospital 
emergency medicine 10 years after Leonetti’s law publication. Eur J Emerg Med. déc 
2015;22(6):445.  

KHETTA M, GUEDON E, MARTIN D, BOUNACER A, HAAS S. La personne de confiance 
: analyse de sa posture dans notre pratique. Éthique & Santé. 2015;12(3):171‑6.  

LESIEUR O, LELOUP M, GONZALEZ F, MAMZER MF. Withholding or withdrawal of 
treatment under French rules: a study performed in 43 intensive care units. Ann Intensive Care. 
déc 2015;5(1):56.  

MARTINEZ-TAPIA C, CANOUI-POITRINE F, CAILLET P, BASTUJI-GARIN S, 
TOURNIGAND C, ASSAF E, et al. Preferences for surrogate designation and decision-
making process in older versus younger adults with cancer: A comparative cross-sectional 
study. Eur Geriatr Med. 2018;9:S322‑3.  

MOLLI L, CADEC B, MYSLINSKI M. Les directives anticipées et la personne de confiance 
en gériatrie : de l’émergence de mouvements défensifs à une possibilité d’élaboration 



2023/10 

 

 
28 
 

psychique sur le vieillissement et la mort proche pour le sujet âgé et sa famille. Pratiques 
Psychologiques. 1 juin 2007;13(2):137‑51.  

PAILLAUD E, CANOUI-POITRINE F, VARNIER G, ANFASI-EBADI N, GUERY E, 
SAINT-JEAN O, et al. Preferences about information and decision-making among older 
patients with and without cancer. Age Ageing. 1 juill 2017;46(4):665‑71.  

PAILLAUD E, FERRAND E, LEJONC JL, HENRY O, BOUILLANNE O, MONTAGNE 
O. Medical information and surrogate designation: Results of a prospective study in elderly 
hospitalised patients. Age Ageing. mai 2007;36(3):274‑9.  

PAVAGEAU S, BADIN M, AUGAGNEUR A, CRUZ-COLAS H, SERAYET P, GARCIA 
M. La personne de confiance est un lien pour le patient et le médecin généraliste. Éthique & 
Santé. 2019;16(4):183‑90.  

PEOC’H N, CEAUX C. La loi Léonetti relative aux droits des malades et à la fin de vie... De 
l’évaluation de sa connaissance à la réflexion sur les pratiques professionnelles. Recherche en 
soins infirmiers. 2009;3(98):69‑79.  

QUENOT JP, MEUNIER-BEILLARD N, KSIAZEK E, ABDULMALAK C, BERRICHI S, 
DEVILLIERS H, et al. Criteria deemed important by the relatives for designating a reference 
person for patients hospitalized in ICU. J Crit Care. 2020;57:191‑6.  

ROGER C, MOREL J, MOLINARI N, ORBAN JC, JUNG B, FUTIER E, et al. Practices of 
end-of-life decisions in 66 southern French ICUs 4 years after an official legal framework: A 
1-day audit. Anaesth Crit Care Pain Med. avr 2015;34(2):73‑7.  

ROQUEBERT, Q., FONTAINE, R., GRAMAIN, A., & COLEMAN, H. (2018). Caring for a 
dependent elderly parent: Care arrangements and sibling interactions in France. Population, 
73(2), 307-332. 

RWABIHAMA JP, BELMIN J, RAKOTOARISOA DR, HAGEGE M, AUDUREAU E, 
BENZENGLI H, et al. Promoting patients’ rights at the end of life in a geriatric setting in 
France: The healthcare professionals’ level of knowledge about surrogate decision-makers 
and advance directives. Patient Educ Couns. juill 2020;103(7):1390‑8.  

SARRADON-ECK A, CAPODANO G, BUREAU E, JULIAN-REYNIER C. Personne de 
confiance : un partenaire dans la décision partagée. Bull Cancer. août 2016;103(7‑8):632‑42.  

TRARIEUX-SIGNOL S, MOREAU S, GOURIN MP, PENOT A, EDOUX DE LAFONT G, 
PREUX PM, et al. Factors associated with the designation of a health care proxy and writing 
advance directives for patients suffering from haematological malignancies. BMC Palliat 
Care. 2014;13(1):36‑56.  

VINANT P, ROUSSEAU I, HUILLARD O, GOLDWASSER F, GUILLARD MY, 
COLOMBET I. Respect des volontés en fin de vie : étude de faisabilité d’une information sur 
la personne de confiance et les directives anticipées. Bull Cancer. mars 2015;102(3):234‑44.  



 

 

  
Le LIEPP (Laboratoire interdisciplinaire d’évaluation des politiques 
publiques) est un laboratoire d’excellence (Labex) distingué par le jury 
scientifique international désigné par l’Agence nationale de la 
recherche (ANR). Il est financé dans le cadre des investissements 
d’avenir de l’IdEx Université Paris Cité (ANR-18-IDEX-0001).  
 
www.sciencespo.fr/liepp 
 
 
 
 
 
 
A propos de la publication 
 
Procédure de soumission : 
Rédigé par un ou plusieurs chercheurs sur un projet en cours, le Working paper vise à susciter 
la discussion scientifique et à faire progresser la connaissance sur le sujet étudié. Il est destiné 
à être publié dans des revues à comité de lecture (peer review) et à ce titre répond aux 
exigences académiques. Les textes proposés peuvent être en français ou en anglais. En début 
de texte doivent figurer : les auteurs et leur affiliation institutionnelle, un résumé et des mots 
clefs. 

Le manuscrit sera adressé à : liepp@sciencespo.fr  

Les opinions exprimées dans les articles ou reproduites dans les analyses n’engagent que leurs 
auteurs. 
 
Directrice de publication : 
Anne Revillard 
 
Comité de rédaction : 
Ariane Lacaze, Andreana Khristova 
 
 
 
 
Sciences Po - LIEPP  
27 rue Saint Guillaume  
75007 Paris - France 
+33(0)1.45.49.83.61  
liepp@sciencespo.fr 

 

mailto:liepp@sciencespo.fr

	Couverture WP 151 (1)
	Corps de texte WP 151 (1)
	WP_dos_A4_2022_VF (4)

