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Projet  « AGE » de CHARTE EUROPEENNE des droits et des responsabilités des personnes  
âgées  ayant besoin d’assistance et de soins de longue durée 

 

 

Commentaires des Experts de la Commission Droits et Libertés 

Fondation Nationale de Gérontologie, Paris, France. 

Professeur Robert Moulias, Président 

et les membres de la Commission 

 

The opinion of the members of the Commission of Rights and Freedoms is unanimous on the 

following points –  

 It is important to remember that the majority of the elderly never become dependent, 

except for the final stage of their lives. But this is not a characteristic of advanced age. 

Whatever the age of death, it is often preceded by a period of depending on others for 

the requirements of daily life. The phrase « As you grow older » is to be deleted. This 

expression implies an association between ageing and dependence. This is inexact and 

profoundly ageist. 

 

 It must also be remembered that advancing age leads to no alteration in the rights, 

obligations and responsibilities of the person. It couldn‟t be thought of as a right to 

differentiate on the basis of criteria of age, sex or handicap or any other criteria 

forbidden by the judicial order of the European Order and certain regional and 

international conventions equally linked to the Member States of the Union. How do 

we make a charter for the fundamental rights of the Union in „referenced document‟ 

(besides, it is more than that, of the first right in the judicial order of the Union) in the 

preamble without taking out the articles (principles of equality and non-

discrimination) all the principles in the text of the charter? 

 

 Chronic illness and the deficiencies that it induces – at whatever the age they arise – 

may alter the exercise of rights and this alteration but not the existence itself of the 

rights. The aim of the charter shouldn‟t be to strongly remind us of the rights that are 

obviously the same for every person, in a physical sense and in a legal sense. The aim 

should be to strongly remind of the necessity pour informal helpers, carers, the 

structure of care and of help and society whose role is to facilitate the rights and the 

exercise of these rights and the maintenance of freedom of space of people who 

become „dependants‟ despite the limits of doing that are imposed by their deficiencies 

which are therefore to be compensated for. The current articulation of the guidelines 

assume that « you have the right”, the medical and social practice show us this – 



 2 

incapable of executing their desiderata, not allowing them any improvement in the 

access to their rights or the exercise of these rights. 

 

  Proceeded by the assertion of « rights to », in a private project of the European 

Charter (of which, it asserted, besides, that it will be the object of the declaration of 

the European Parliament, which will mark its entrance into the judicial order of the 

Union) may, in the future, lead to a proliferation of judicial actions which imply the 

responsibility of professionals involved in the health and care of the older person, as 

far as where the expectations are not met by the people themselves or those who 

represent them. This phenomenon comes from the existing national legislation for the 

rights of the patient and will be the driving force behind the principle of „legitimate 

expectations‟, which is an emerging principle and as a consequence, in the judicial 

orders of the Member States of the Union. AGE can‟t ignore or reduce the real risk of 

the relations between the older person; their family, their professionals and those who 

represent them may become increasingly complicated from a judicial point of view. 

This may equally be a fact that discourages people to enter into employment in the 

area of caring for the elderly as well as the actions of natural carers. 

 

 The current text almost completely forgets the loss of autonomy in decision-making. 

Judicial representation and protection, which is needed by these people, must aim to 

preserve the rights and liberties of the person. The current wording of the series of 

standards omits this fundamental aspect. This oversight must be corrected in order to 

make possible the approval of the Charter. The loss of autonomy in decision-making 

leads to the necessity of legal assistance (legal guardianship), or even substitution 

(guardianship) to exercise and give access to their rights. Equally, the superiority of 

the technique of these anticipated guidelines must be discussed, as a unique way to 

find solutions to the reports carried out on the total or partial reduction in cognitive 

capacity and/or volition of a person. 

 

 No article is foreseen regarding the natural carers. However, it is they who are 

primarily in charge of the person in a decision making and executive sense; who 

assume the daily responsibilities, under the direction of the law (measure of legal 

protection) and often before a legal decision has been made, in the case of loss of 

autonomy in the area of decision making. They also have rights, expectations and 

responsibilities and society also has expectations of them. By caring for these people, 

they perform a great service to society. We cannot approve a text that ignores this 

problem.  

 

 In addition, nothing is said of the professionals, except that the older person who has 

lost their autonomy must not be unpleasant with them. It is forgotten that the 

behavioural problems of these people are linked to their illnesses and are not their 

fault. Nevertheless, the series of standards do not link the difficulties of the tasks of 

these professionals with their necessary vocation, training, competence, awareness of 

their responsibilities and the risk of becoming demotivated and alienated within the 

environment as a result of the habitual demands from a human relations point of view 

which are inherent in the professional tasks. Credit must be given, within the Charter, 

to the professionalism of the caregivers of those chronically ill patients. The objective 

is lost if the framework of the project of the Charter asserts the “rights to” of the 
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person being cared for do not exist and are not recognised by the professionals. This 

situation will lead to a general distrust because of this limited situation.  

 

 Certain points on the Charter (draft 7-30
th

 March 2010) are to be revised in a more 

regular way. 

o The assertion that a third of women over 80 years old are affected by 

Alzheimer must be deleted. No study will confirm this assertion. In France, for 

example, the number of cases given by the ALD declarations of medical 

insurance, is 400 000, including all ages. The Order of Doctors considers the 

correct figure to be two times this amount – we are therefore a long way from a 

third of octogenarian women and the number of men are not counted in these 

figures. In addition, Alzheimer is not a unique entity and not the only 

“syndrome of dementia”. 

 

o If women are worse treated than men, we can only assert that it is a 

phenomenon unique to women. There is a kind of equalization by age. If older 

women are more affected by poor treatment, it is because they are more of 

them and they are more dependent or isolated. In the home of the older man, it 

is physical dependence, the loss of decision-making autonomy, social isolation 

that create the risk of abuse, violence or neglect.  This is not dependent on age 

or sex. Is it because of the financial programme of DAPHNE III which targets 

children, young adults and women that they take liberties with the reality of the 

situation and assert the feminine character of this phenomenon of which AGE 

is discussing? 

 

o In what kind of compulsory training will Article 4.2 be included in for natural 

carers? It will be peculiar.  If we insist on compulsory training for natural 

carers, will this not lead to a situation where those carers who do not complete 

training or refuse training are excluded and this work is left solely to 

professionals? May this be understood, in the context of the European Union, 

where the care of the older dependent person is justified by AGE legally on the 

basis of communal freedoms (people and services) in presenting the services 

for caring for a person as relevant to their freedoms. It must be remembered 

that the need for information, sensitivity even in relation to the training of 

carers for „caring‟ and not to constrain them.  

 

o Article 5.8 “…the possibility of making any future amendments to the 

agreement, including services and fees.” This option to have the individual 

power over the editing of the initial contract of housing or for future 

modifications is perfectly fantastical, on the current buoyant market and which 

is becoming ore and more commercialised in the nursing home sector. In 

particular, for the people targeted by the Charter. (It is there where people have 

need of long-term care – and their family – may have need of advice regarding 

technical and legal issues). Nothing is added to this situation by the European 

communal rights concerning the rights of the consumer. It is not in this area of 

law to take into account the specifics of the situation of the older person. In 

addition, we find again from a legal perspective of the social life of the 

European Union. The cynicism: he who lights the fire claims to have what is 

necessary to put it out… 
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o Article 7.2 seems to exclude secular moral assistance. It is possible to include 

both in law and practice, the refusal to participate that the law can refuse its 

approach. Without this, that which is banned for one (religion and spiritual 

beliefs) is allowed for the others. I suggest adding: « and to reject approaches 

by representatives of religions, faiths or philosophy of life ». 

 

o Article 8.5 must absolutely be deleted from the current version. It is Belgium, 

Luxembourg and the Netherlands that are the exception. It is imperative that 

the phrase be cut before “ …unless you have explicitly given instructions and 

this is allowed by the national legislation
1
 of your country of residence” and 

this section of the phrase must be deleted. Only the version destined for these 

three countries may conserve the entire phrase, if their representatives request 

it. In whose name is it imposed on twenty-four countries, a wording that isn‟t 

relevant and is in fact contrary to that which was approved (the consensus of 

the la Leonetti in France, for example).  Whereas when AGE invites the States 

and its associated members to adapt to each national context a common 

European text, how can we understand that at the same time, AGE would like 

to adopt a common text that has already been adapted to the specific contexts? 

Where is the consistency in this? The argument that AGE doesn‟t mention the 

three countries who are the exception, that this will be considered as taking a 

position against these exceptions is inconsistent because at the same time, by 

mentioning the three countries, this could equally be considered as taking a 

position. How to support that it is perfectly „neutral‟ in regards to this 

legislation and therefore take it into consideration a factual. 

 

o Articles 8.4 and 8.6 must also be corrected. There exists, to our knowledge, a 

universal consensus to support that the anticipated directives have an element 

of decision but do not make the whole of the decision. It must be taken into 

account the behaviour of the person who cannot express themselves. This latter 

point may manifest an attachment to his present living conditions and current 

quality of life and may be contradictory to the existing anticipated directives. It 

may translate also as a major depressive syndrome, of which the treatment is 

compulsory to alleviate the moral suffering of the patient; the application of 

the anticipated directives will not do this. This point, when read in conjunction 

with points 2.2 and 2.7, “Your wishes should be respected at all times even 

when communicated non-verbally or through the third-party of your choice” 

shows the danger of this conception. Will the anticipated directives being 

written (written proof being the queen of proof) supercede later oral directives? 

How will we sort out this situation? Will this be respected or is it the decision 

of the person herself? The last transmission? That which is written? That 

which is communicated by a third party? In this last case, the decision is that 

which is taken by the third party “in the interest of” the person who cannot 

express themselves? How do we know if this sort of decision will be “for the 

good of “ or the decision of the person who may not express themselves? 

 

                                                        

1
  It should be noted that while euthanasia is illegal in the majority of member states, it is permitted within the 

national legislative frameworks of a few countries. 
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o These articles, read in conjunction with articles 8.5 and the articles 10.1 and 

10.3 of which the wording is very vague, must be seriously discussed for it be 

acceptable. How can we not feel the weight of responsibility for the others? Is 

the person therefore to be put in a situation where, on one hand, they have 

autonomy in decision-making but on the other hand (due to the anticipated 

directives), a third party is introduced in the decision without clear 

“traceability” in the process of making the decision and in establishing an 

alleged decision for the person. At the same time, the right to the anticipated 

directive in regards to the responsibilities which are measured and limited by 

the similar rights of other people living in the same community? If we do not 

have these anticipated arrangements, will the “lack of action on your carers 

and relatives, in accordance to your national legislation » lead to a 

responsibility? Which one? Moral (to stay Alive) or legal (euthanasia is 

possible in certain countries)? Is it that what could happen? The Netherlands is 

currently examining a proposal before legalising euthanasia from the age of 70 

whatever the state of health. Is it after this age that we must feel 

« responsible » for exercising their rights and being allowed to die? 

 

Important Suggestion  
If we replace the text ñyou have the right toò with ñyou must beò, there will large 

number of critics or those who are considered to have a negative effect who will 

disappear. By giving credit to the informal carers, the carers and those who are 

responsible for the establishments who not only care for and assist the people who are 

dependent on them, but also become a vector for giving access to the rights of those 

who are incapable of accessing or exercising their own rights. Without this sens of 

responsibility and the validation of this role, the Charter will remain merely as a 

supplementary document. This would be a shame for all the work done by AGE in 

regards to this Charter. It is not the stick which advances the quality but the motivation 

and the recognition of work. Taking into consideration in the advancement of the care 

of chronically ill people, dependent on others for the daily needs and lack the 

autonomy to make decisions. 

Conclusion 

The experts of the Commission of Rights and Freedoms of the FNG are ready to give their 

approval to the proposed project if the improvements we have suggested, are taken into 

account. 

 

It this is not possible, they refuse to give their approval to a document, which, in their 

opinion, is in opposition to their objectives and does a disservice to the cause of people who 

have need for chronic care and assistance and that of people who allow them a routine life, 

whether they are family carers or professionals. 

 

The current text must be considered as unfinished. If AGE feels constrained by the deadlines 

in regards to the length of financial contract with the UE, it is not a reason to produce, under 

our name, a document with which we are not in agreement, in its current state.  
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The modifications that we propose make the text consensual and, are, in fact, negligible in 

relation to the text already accomplished. These adjustments must definitely be made before 

the end of the contract. If not, in light of the advancement of the work, a short delay must be 

allowed to supply an acceptable version. 

 

If the current form of the charter is retained, our „non‟ is firm and definite. 

 

We therefore reserve the possibility, at a moment of our choosing, to firmly and publicly 

explain, by all necessary channels, and to act vigorously by appearing wherever necessary – 

with institutions or people deemed appropriate. 
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Toolkit  

 (In the event that our proposals are taken into account) 

It would be useless to rewrite the Charter in detail. It would be unproductive to make a frame 

of reference of good practice, endorsed by professionals and experts, which would be 

impossible to write in such a short space of time. 

The perception that this is already available may show that the improved version of the 

charter can only put into practice the rules or the recommendations already largely developed 

in France. There are certainly points to improve or complete, but with a good application of 

all of this, will push this subject further. 

Je cite (non exhaustif): 

Á Lois sur les Droits du malade, sur le Handicap, sur la fin de vie (ex. Loi Léonetti, du 

22 avril 2005 relative aux droits des patients en fin de vie) 

http://www.legifrance.gouv.fr/affichTexte.do?cidTexte=JORFTEXT000000446240&d

ateTexte= 

 

Á Loi sur la protection juridique des majeurs (entrée en vigueur le 1
er

 janvier 2009) 

http://www.justice.gouv.fr/index.php?rubrique=10030&ssrubrique=11230&article=16

498 

 

Á Chartes  

o Charte des Droits et Libertés de la personne âgée en situation de handicap ou 

de dépendance (FNG) 2007 

http://www.fng.fr/html/droit_liberte/charte_integral.htm 

 

o Charte de la personne hospitalisée (version actualisée de la charte du patient 

hospitalisé) Ministère de la Santé et des Sports, 02 mars 2006 

http://www.sante-sports.gouv.fr/IMG/pdf/charte_a4_couleur.pdf 

 

o Charte Alzheimer Ethique & Société (Espace Ethique APHP), 21 Septembre 

2007 

http://www.espace-ethique.org/doc2007/CHARTE_ALZHEIMER_2007.pdf 

 

Á Plans  

o Plan de développement de la bientraitance et de renforcement de la lutte contre 

la maltraitance (Ministère du Travail, de la Solidarité et de la Fonction 

Publique, Mars 2007) 

http://www.travail-solidarite.gouv.fr/IMG/pdf/presentation_plan.pdf 

 

http://www.legifrance.gouv.fr/affichTexte.do?cidTexte=JORFTEXT000000446240&dateTexte
http://www.legifrance.gouv.fr/affichTexte.do?cidTexte=JORFTEXT000000446240&dateTexte
http://www.justice.gouv.fr/index.php?rubrique=10030&ssrubrique=11230&article=16498
http://www.justice.gouv.fr/index.php?rubrique=10030&ssrubrique=11230&article=16498
http://www.fng.fr/html/droit_liberte/charte_integral.htm
http://www.sante-sports.gouv.fr/IMG/pdf/charte_a4_couleur.pdf
http://www.espace-ethique.org/doc2007/CHARTE_ALZHEIMER_2007.pdf
http://www.travail-solidarite.gouv.fr/IMG/pdf/presentation_plan.pdf
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Á Recommendations for good practice: ANAES, HAS,  

ANESM :  

o Février 2009, L‟accompagnement des personnes atteintes d‟une maladie 

d‟Alzheimer ou apparentée en établissement médico-social 

http://www.anesm.sante.gouv.fr/IMG/pdf/reco_accompagnement_maladie_alz

heimer_etablissement_medico_social.pdf 

o Juin 2008,  “La bientraitance : définition et repères pour la mise en oeuvre”, 

http://www.anesm.sante.gouv.fr/IMG/pdf/reco_bientraitance.pdf 

 

o SFGG en collaboration avec la Directions Générale de la Santé et la Direction 

Générale de l‟Action Sociale (Octobre 2007) : Les bonnes pratiques de soins 

en établissements d‟hébergement pour personnes âgées dépendantes 

http://www.sante.gouv.fr/htm/actu/alzheimerpresse/ehpad.pdf 

 

Á Normes : Référentiel AFNOR (commission de normalisation Detolle « Services aux 

personnes à domicile ») 

http://www.cairn.info/revue-gerontologie-et-societe-2001-4-page-241.htm 

 

Á Outils anti Maltraitances :  

o Treatment: 39 77, réseau ALMA (Allo Maltraitance des Personnes Agées et/ou 

des Personnes Handicapées)  

http://www.alma-france.org/ 

médiateurs hospitaliers, Médiateur de la République 

o Prevention : RESAM, sensibilisations ALMA, AFBAH (Association Française 

pour la Bientraitance des Aînés et/ou Handicapés) 

http://www.afbah.org/ 

MobiQual : a national public health programme  for the quality of care for the  

elderly  (lancement depuis 2007 et développement d‟outils à partir de 2009), 

pour la « bientraitance » des personnes âgées  

http://www.vendee.pref.gouv.fr/sections/thematiques/solidarite-

cohesion/personnes_agees/assises_de_la_bientr/intervention_mobiqua/downlo

adFile/file/Mobiqual.pdf?nocache=1255098219.63 

 

Charte Mobiqual U-(DGS et SFGG) : Engagement dans la démarche de 

sensibilisation et de formation : « Diffusion nationale de la démarche 

d‟amélioration des pratiques en matière de soins palliatifs, de douleur, de 

bientraitance et de dépression dans les établissements médico-sociaux et 

d‟hébergement pour personnes âgées dépendantes et handicapées et à 

domicile».  

http://www.fehap.fr/fichiers/regions/Charte_MobiQual_sept09.pdf 

http://www.anesm.sante.gouv.fr/IMG/pdf/reco_accompagnement_maladie_alzheimer_etablissement_medico_social.pdf
http://www.anesm.sante.gouv.fr/IMG/pdf/reco_accompagnement_maladie_alzheimer_etablissement_medico_social.pdf
http://www.anesm.sante.gouv.fr/IMG/pdf/reco_bientraitance.pdf
http://www.sante.gouv.fr/htm/actu/alzheimerpresse/ehpad.pdf
http://www.cairn.info/revue-gerontologie-et-societe-2001-4-page-241.htm
http://www.alma-france.org/
http://www.afbah.org/
http://www.vendee.pref.gouv.fr/sections/thematiques/solidarite-cohesion/personnes_agees/assises_de_la_bientr/intervention_mobiqua/downloadFile/file/Mobiqual.pdf?nocache=1255098219.63
http://www.vendee.pref.gouv.fr/sections/thematiques/solidarite-cohesion/personnes_agees/assises_de_la_bientr/intervention_mobiqua/downloadFile/file/Mobiqual.pdf?nocache=1255098219.63
http://www.vendee.pref.gouv.fr/sections/thematiques/solidarite-cohesion/personnes_agees/assises_de_la_bientr/intervention_mobiqua/downloadFile/file/Mobiqual.pdf?nocache=1255098219.63
http://www.fehap.fr/fichiers/regions/Charte_MobiQual_sept09.pdf
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