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Introduction

The report presented by the Housing Committee of the Federation of Quebec Alzheimer Societies1 at the Annual General Meeting on June 2, 1996 dealt with the situation which prevailed at the time and reiterated the guiding principles underlying the philosophy of the Movement with regards to housing. The Committee favoured an approach which centres on the person and stated four major fundamental principles which guarantee its respect. These principles were presented and adopted unanimously at the Meeting. 

At the Annual General Meeting in June 1997, it was proposed that the “Community Housing Organizations Frame of Reference”2 be adopted, and that every regional Alzheimer Society, whether in a promotional or consultative role, should adhere to the philosophy and principles of the Frame of Reference, as well as submit their project to the Board of Directors of the Federation for approval. This proposal was adopted unanimously.

At the General Meeting on May 16, 2000, an Action Plan to develop a broad vision was adopted. Each stage of the Action Plan was clearly defined, from developing a common philosophy to mapping out a  provincial strategy for Alzheimer Disease and submitting it to the Quebec Ministry of Health and Social Services. To achieve this goal, the Board of Directors created a Clinical Committee. Its mandate is to propose an approach which concerns everyone with Alzheimer Disease and includes the full array of services likely to be useful to them. Consequently, the Clinical Committee’s work will be a continuation of the work of the Housing Committee. The Clinical Committee intends to fine tune the people-centred approach and plans further discussions on the conditions necessary for its implementation. 

Last, but not least, this document was adopted in Montreal on November 25, 2000, at a Special General Meeting. 

Foundation of a Person-Centred Approach

or 

Advocacy for People with Alzheimer Disease

Our Movement is dedicated to representing people with Alzheimer Disease and their families, supporting them, defending their cause, and preserving their rights. 

One of its primary functions, therefore, is to disclose information. The objective of all information is to make known, to inform, but also to impart to those intended the knowledge needed to be proactive when confronted with events, and to retain as much control over those events as possible. 

From our perspective, the disclosing of information about Alzheimer Disease has several goals: 

· raising awareness of the disease;

· making the public sympathetic to the cause we are defending;

· providing, to those with Alzheimer Disease and the people close to them, the tools required to help them fight the Disease and its impact.

Today, Alzheimer Disease has become a social concern. In this regard, the disease has benefited from ever increasing media attention and the increasingly pronounced interest of the scientific community. 

In the last few years, research and studies have multiplied. The results are sometimes contradictory. Some studies have proven useful, others less so, but they have nonetheless   provided significant understanding of the workings of the Disease and the introduction of medications. The mobilization of the scientific community in itself sends a message of hope or, at the very least, a pledge of engagement; a promise that a cure might someday be found.

The media provides a special kind of support. Its attention to the Disease emphasizes the problematic, helps disclose the scope of the Disease, and identifies it as one of the social concerns that our society must face. 

It is equally a way for everyone who is concerned by Alzheimer Disease, personally or professionally, to make their voices heard and, by the same token, to influence future directions.

In this context, it is important to be vigilant regarding the disclosing of information on Alzheimer Disease and to consider the meaning and impact conveyed by those messages.      

Traditional Discourse

Here is a summary of the facts that are widely known and most accessible about Alzheimer Disease:

· Alzheimer Disease is classified as a type of dementia;

· it is irreversible and degenerative;

· its course is inescapable and even constitutes one of the criteria for diagnosis;

· the deterioration of cognition is progressive and causes increasingly pervasive and disabling losses and impairments;

· the Disease progresses in successive stages predicting the loss of abilities, increasing deficiencies, and the behaviours that are to be expected;

· the Disease causes behavioural disorders, as well as disruptive and aberrant behaviour;

· the individuals with Alzheimer Disease (often said to be demented) are at risk of wandering, sometimes in an “invasive” manner, and running away. They can become confused, agitated, aggressive, violent, and exhibit rummaging behaviour.

All of the above terms form an exceptional background against which an individual with Alzheimer Disease is now considered only as the sum of his or her losses, the aggregation of inabilities, the intensity, type and degree of acceptance of  behaviours, a score on a rating scale, a stage number, and the certainty that chances of escaping a catastrophic future are nil. 

The members of the Clinical Committee feel that wanting to implement an approach centred on the person without questioning a notion that readily excludes that individual and assumes that he or she does not stand a chance, is like persisting in building a house on a foundation  which simply cannot stand.

Their intent is not to trivialize or deny the existence of Alzheimer Disease, and the difficulties that it is known to cause, nor to open a debate on the accuracy of terms or their clinical reality, but rather to reflect on the detrimental consequences  and prejudicial impact of the messages that are conveyed in these terms and to analyze how they influence procedures and services. Our Movement deems that this constitutes a simplistic vision, which hurts the dignity and the integrity of people with Alzheimer Disease, and submits the following argument.

Impact of the Traditional Discourse on People with Alzheimer Disease

If Alzheimer Disease is characterized by a loss of memory, the way we express that message is forgetful of those most concerned, the people with Alzheimer Disease. It is as if no one ever thinks that these individuals can hear and understand, indeed as if they had already ceased to exist. However, they are neither deaf, nor blind, and even less indifferent.

If the onset of Alzheimer Disease is insidious, the way in which it is described is equally so. It is insidious in the literal sense, as in “entrapment”. The terms that are used are like a trap that literally imprisons people in the jaws of fatality and forces them to witness powerlessly the ravages of a disease against which, from all accounts, nothing can be done.

The predicted irreversibility and decline deprive the person of a fundamental right; the right to hope. Without this right, a cure is impossible and life is meaningless. These notions become self-fulfilling. They may be realistic, but because they are predicted and expected, they are also likely to come true. 

The certainty of a gradual and inevitable progression, the emphasis on losses and deficiencies, the predominance of disembodied assessments all lead to interpreting everything that one says and does as signs of the unavoidable advancement of the Disease. The person is excluded and his or her role as a speaker is dismissed. Everything conspires to create an environment where every exchange with the person is insidiously used as an opportunity to measure the level of his or her decline. 

Getting a diagnosis which resonates like a life sentence, with no hope of recovery, is in itself enough to result in depression, anguish, rebellion, or disorganization. Yet, with all the conditions present to create a disturbance, it is still those with Alzheimer Disease who are perceived as unbearable and disturbing. 

Impact of the Traditional Discourse for Families

The information that families receive about Alzheimer Disease makes them terrified of what is to come. It makes them put off consulting health professionals as long as possible, in hope that the person does not, in fact suffer, from the Disease. Very little in what they hear persuades them to ask for help, because everything leads them to believe that, once started, the process cannot be stopped.

On the one hand, families are seen as the hidden victims of the disease. On the other hand, it is systematically assumed they will fulfill the role of caregiver. Consequently, they can only expect to be affected by the predicted worsening conditions of the disease, while at the same time undertaking its consequences.

Once again, all the conditions are present to create a hopeless situation. Fear of witnessing the onset of one of the predicted behaviours,  without warning, isolates families even further. They throw all their energy into caring for the individual with Alzheimer Disease and, in the process, wear themselves out.

As there are very few services specifically targeting persons with, Alzheimer Disease those that are available are more or less adapted and fulfill only part of their complex needs. 

Asking for help often requires numerous and labour-intensive steps, which demand a level of energy that they no longer possess. Taking advantage of services is often conditional upon an assessment that they are wary of imposing on their relatives.

Finally, when families have resigned themselves to putting their relative in housing, they give up their prerogatives and must abide by institutional rules that are arbitrary and bureaucratic.

Families are victims too. They are victims of a logic and of a system that  provide neither the means nor the resources that they have a right to in order to fight against the Disease. The fight they undertake, they fight alone. 

Impact of the Traditional Discourse on Intervening Measures and Organization of Care

The way in which information about Alzheimer Disease is conveyed puts the health care professionals in a paradoxical position; that of  having to care for a person for whom there is nothing that can be done. It is a self-defeating mandate, which tells caregivers, in no uncertain terms, that they can neither care, nor cure. They might be able to provide comfort, but Alzheimer Disease is not physically painful, and nowhere is it mentioned that it might cause suffering to those with the Disease.

In the absence of control over the progression of the Disease, the caregivers can only anticipate that it will become worse and fear the onset of disturbing behaviours, since these are presented as the direct and unavoidable consequences of the pathology. Not only does this prevent motivation and dampen enthusiasm, but its effects are also far-reaching. It reinforces the feeling of powerlessness, encourages a process of non-intervention, and justifies the implementation of control measures.

The way in which the Disease is described, and the terms that are used, impose a perception that is exclusively based on the deficiencies of the individual affected, and takes only inabilities into account. The individual is seen as incapable of doing, deciding, reasoning, judging, or comprehending.

This limiting perception sends the person back to the position of a mere child, if not an object, and justifies the act of deciding and controlling all the activitites of daily life. It assumes that intervention merely consists of “babysitting” the person; that is, cleaning, feeding and watching the individual to prevent  him or her from running away or setting a fire. At the same time, it discredits the need to adopt a specific approach and to provide training to health care professionals. 

The same logic prevails in regards to behaviours. It is not enough to control daily life, we must also control behaviour  to protect others from the perils of ″invasive″ wandering, ensure the safety of the person by preventing  attempts to escape, limiting stimulation to avoid confusion, and isolating the person to prevent agitation or aggression. All these reasons are used to justify administering physical and drug-induced restraints, and installing half-doors and surveillance cameras. 

Not only are these measures  unacceptable, they are also dangerous and ineffective, as is largely documented by research. It is recognized that they provoke the very behaviours they were designed to prevent, damage the health of the individuals, hurt their dignity and aggravate the illness. Despite all this, they are neither prohibited, nor officially considered to be abusive. Consequently, they are still being used.

Improving the living conditions of the people affected is an increasingly pressing concern. This is undoubtedly the reason for the popularity of the environmental approach which contains potentially useful technical aspects.

Unfortunately, the development and implementation of selected architectural concepts is still based on a fragmented (or inconsistent) perception. Walking paths are the most striking example. Contrary to popular belief, they are  not designed for those affected. They are, in fact, designed according to the abilities they have lost, and take for granted that individuals will not realize that they are being guided through the same path every time.

It is strange to imagine that it is enough to create an illusion of freedom and to camouflage exits in order to eliminate the universal and deep-seated desire in each of us, ill or not, to go home, find one’s family. 

Finally, as researchers pursue their research, those with Alzheimer Disease suffer, families are exhausted, the public worries, health care professionals are bewildered, health care managers are challenged and the government sets up commissions. While everybody is struggling as best as they can, Alzheimer Disease continues to be surrounded by an aura of invincibility, which is stubbornly emphasized.

Is it surprising, then, that the Disease always emerges on top?

*
*
*

The reflections and findings of the members of the Committee are not intended to denounce nor accuse, but rather to demonstrate that:

· we are all caught in a logic that imprisons everyone, us as well as the people with Alzheimer Disease;

· it is important to pay attention to paradoxical messages that are conveyed about Alzheimer Disease and to measure their impact;

· it is difficult to build an approach centred on the person without taking the person into account;

· fighting the Disease means, above all, acknowledging that the people with Alzheimer Disease have a right to a future and to live it with dignity and respect;

· we will have to learn to convey this message to them.

On the basis of the arguments presented, our Movement believes that any approach or intervention intended to prevent or eliminate behaviours through restraints and control, as well as any approach or intervention that interferes with the rights, integrity, and dignity of the people with Alzheimer Disease constitutes an attack upon the basic rights and dignity of these people.

A Person-Centred Approach 

Fundamental Assumptions

An approach centred on the person must demystify Alzheimer Disease, and may be based on several assumptions, namely:

· a number of diseases, if left untreated, would be as irreversible as Alzheimer Disease;

· most people affected by these diseases, if they did not benefit from specific treatments and interventions, would be as incurable as those affected by Alzheimer Disease who do not receive such services and interventions;

· though it is not yet possible to cure Alzheimer Disease, it is still not out of the realm of possibility;

· “the evolution of an individual depends, in the most part, on the way one looks at, considers, or perceives the person“3;

· it is possible to find the means and interventions which would favour the full development of an individual,  giving the right of hope for a life worth living;

· these means and interventions can positively influence the course of the disease and give the individual the necessary resources and strength to fight against it.

These assumptions can only promote the development of a dynamic process focused on a creative and therapeutic approach. They also diminish the power of the Disease by providing perspective. Providing perspective on the Disease is not the same as putting it aside or denying its existence. Alzheimer Disease does exist and does force those suffering to endure hardships that must be recognized and identified. Removing the power of the Disease and gaining perspective make it possible to identify it as the common enemy against which the patient, family and professionals must fight together. 

Fighting against the Disease together means:

· taking advantage of the strengths and skills of everyone involved;

· creating a space where everyone can once again play a role and take back what is rightfully theirs;

· taking part together in a creative process based on mutual sharing, respect and trust.

A different Vision

The Disease

Alzheimer Disease provokes brain lesions. Although we are beginning to better understand how lesions occur, the order in which they occur, and extent to which they occur, do not appear to follow any established pattern. There is presently no way of knowing the number of lesions, their importance, or their intensity while the person is still alive. As for behaviours, “It is increasingly apparent that they are not directly proportional to the extent of brain lesions. Several studies have shown that the correlation between biological lesions and behaviours is not as clear and direct as might be thought”.4 

Alzheimer Disease expresses itself by cognitive symptoms, which will have effect on the individual and his way of being. Although the symptoms are organic in origin and may vary depending on the extent of brain lesions, their impact on the person depend on individual personality traits, character, family and social environment, health status, history, values, that is, everything that makes one unique and special as a human being.

The person
The person must live with a disease that deprives one of a part of the information he or she needs to:

· cope independently with daily life;

· deal with relationships in a normal way.  

Consequently, the person is  forced to live in a world which is only partially understood and which, in spite of everything,  he or she continues to belong to. It is a disjointed world that wavers between the known and the unknown, the strange and the familiar. Reactions will depend on the way the person feels about this, perceives it, and on the capabilities and means available to adapt to it.

Before being considered as the result of Alzheimer Disease behaviours exhibited by the person must be seen as:

· ways of being;

· attempts to adapt to the difficulties one faces;

· messages conveyed by the person to help us understand him or her;

· indications as to how the person needs to be helped or not;

· signs of efforts made by the person to exercise control over his or her life, dignity or freedom;

· the expression of their suffering or desire to be acknowledged;

· the sign of a willingness to preserve their integrity and identity;

· their way of fighting against the consequences of the Disease.

Alzheimer Disease confronts the person who is suffering from it. This Disease weakens the degree of personal control that the person can exercise, and threatens self-confidence and self-esteem. Therefore, the person with the Disease must be able to take advantage of an approach that endeavours to restore these qualities. 

The previous statements are the foundations of a concept, and are presently the subject of a more comprehensive examination in order to fine-tune them.

The Approach

The approach centred on the person is based on the following elements:

· acknowledging that any interventions must be predominantly driven by the desire to develop, build, and maintain a relationship of trust;

· The conviction that it is through that trust that we can maintain respect and dignity;

· A commitment and willingness, as health care professionals, to shoulder the responsibility and the implementation of this relationship.

The relationship of trust enables one to provide another person with the conditions necessary  to satisfy  fundamental needs and create a climate favouring personal realization. In spite of the difficulties caused by Alzheimer Disease, the recognition and the satisfaction of fundamental needs are as vital for those with the Disease as for anyone else. However, they need, more than anyone else, to be assured that their identity has been restored and of their place and importance in this society. 

The relationship of trust consists of creating, with and for the person, an environment, a space, where he or she can be assured of recognition and of an understanding of all needs. 

An approach centred on the individual must then intend to satisfy various basic needs (based on the four levels of need established by Maslow): 

· Physiological needs (food, drink, sleep, etc.) Those needs may be satisfied in two ways:

· Directly, by providing material help. This help must be timely, in that it must “be adjusted to the abilities of the person to avoid doing for someone what one can do for oneself.” and “aim to maintain optimal autonomy while preventing the risk of failure.”

· Indirect care, by reducing sources of anxiety. The quality of the presence, the warmth of companionship, the availability of caregivers and the flexibility of the organization must instill  the feeling that “the person’s pace and privacy are respected”, and that it “allows the person active involvement in the decisions and choices that affect him or her.” Finally, it should provide  the opportunity to “participate in stimulating and adapted activities focusing mainly on interests and habits.” 1
· Safety needs. In an approach centred on the person, safety needs must be taken into account on several levels:

· Physical environment. Physical settings must allow the person to better identify points of reference and must resemble as closely as possible what is familiar to the person. “They must be personalized and comfortable”1. “Their layout must not only be adapted to limitations, but also designed and decorated in a way that recalls their home environment”1. “The number of persons that are housed in the facility must be limited in a way that emulates the home environment”1. “The person must be able to move about freely, without constraint and safely, inside and outside”1.

· Relationship environment. The feeling of safety is based on the conviction that one is accepted without restriction and the certainty that one will not be rejected or threatened, pressured or controlled, or forced to change. The quality of the relationship must instill in the individual a sense of safety great enough  that he or she can cope with daily life and initiate new experiences without feeling threatened. The confidence and the acceptance that is granted to the person allows the building of an inner sense of safety and self-confidence. The person will then be able to face  difficulties with less pain and confrontation.  

· Love and the need to belong  

From birth to death, it is within one’s own family, surrounded by significant others, that each individual is able to satisfy his need for love, both by giving it and by receiving it, which at the same time satisfies the need to belong.  People with Alzheimer Disease are no exception to this universal rule.

Developing a relationship of trust with those with the Disease must be conditional on the trust that is granted to their significant others. The knowledge and skills of the families are therefore an integral part of the approach centred on the individual. In this context, “we must favour optimal involvement on the part of families” 1. “Families must be consulted and involved, to the extent of their desires and abilities, in the decisions and directions pertaining to interventions, care, treatments, assessments and activities that are provided and suggested to their relative”.1
To the extent that the approach centred on the person prioritizes the relationship, the emotional commitment of health care professionals is crucial. It must be expressed by kindness, authenticity, listening, understanding, and respect. This is why the selection criteria for health care professionals must be primarily based on:

· their relationship abilities;

· their ability to “be flexible, acknowledge the needs of the person, and prioritize those needs over doing tasks” 3. 

· their ability to reassure families that their relative is accepted and appreciated  as he or she is and will be surrounded by consideration, warmth and affection.

· The need for esteem and recognition from others 

Esteem is defined as the positive appreciation of the qualities of a person and is closely associated with the concept of respect. The word “respect” is derived from a Latin root that means “way of looking”. Respect may be considered as an attitude, a particular way of looking at another. Respecting someone implies appreciation of the person, first and foremost,  as a human being.

It is thanks to this understanding look and to the recognition of the person’s merits and skills by others, that the person feels less incapacitated, relates more confidently to others, less aggressive, less demanding or depressed, and more inclined to see himself or herself in a positive light.

An approach centred on the person must therefore offer a feeling of being useful and competent. “The person must be encouraged and stimulated, insofar as his or her abilities allow, to be actively involved in the activities of daily life.” Moreover, the person must be able to draw gratification and satisfaction from the actions of having contributed to the well being of others.

The implementation of these principles requires a flexible organizational model. The organizational values of services, such as intervening measures, must focus on “consistent vigilance in avoiding compartmentalization and the specialization of roles” 3, “while promoting the versatility of health care professionals” 3. “They must also favour creating, developing and maintaining a relationship with the person, over speed and efficiency″3. 

Conclusion

It is when having a different vision of people with Alzheimer Disease that an approach centred on the person can take on its full meaning and be implemented. This vision has already proven itself and continues to be successful at the very heart of our movement. It is therefore neither utopian, nor unattainable.

It is important to add that implementing and defending a different vision does not in any way conflict with or oppose us to the scientific community. Research is crucial and we must continue to support its financing. The researchers’ approach and logic make sense in the context of their work. It is coherent and realistic, but it does not preclude other points of view. In other words, researchers are correct from a medical and research standpoint, and we are not wrong from a human perspective.

Scientists are interested in Alzheimer Disease. They are trying to find causes and develop treatments by performing brain autopsies on deceased individuals who had the disease; and by testing their theories on laboratory animals. They are obviously operating in a different context than those who are suporting and helping living people, those who are sharing the suffering and are concerned with the well-being and the quality of life of people living with the Disease.

The direction we are taking resembles more of a political and social stand whose arguments are strangely akin to the ones put forth by the feminist movement. For centuries, it was believed that women did not have the intelligence, reasoning capacity, and abilities required to fulfill a political, professional or social role, or even to be self-sufficient and live independently. A few decades were enough to disprove that theory. The change could only happen when women were able to voice their own opinions and understand one another. It was by changing the way they saw themselves and by mutually recognizing their potential, women were able to rally together and succeed in changing the way they were perceived, thus taking on a new role in society. 

Similarly, individuals who suffer from Alzheimer Disease must regain their ability to make a stand and have their status as privileged speakers recognized. The very mission of our movement (  our status within the community (  places us in the best position to help them to do so. The skill and expertise we have developed allow us to propose and defend a specific model and a particular approach, and to consider them an alternative to public and private services.

Our Movement’s actual objective to promote an approach centred on the person as stated in the Housing Community Organizations Frame of Reference  and as defined in this document, is an integral part of the Quebec Movement’s mission, in both its advocacy and implementation, and represents the political platform on which our future demands must be based.

This document represents what the Clinical Committee reflected upon; however, it would have been impossible to produce without the existence of Maison Carpe Diem and the expertise it has developed. All the principles expressed in this document are the foundations of Carpe Diem and reflect its approach.
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