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Introduction

Ethics refers to what a person needs to live his or her life and reach happiness. Ethics is the search of standards and rules of conduct, the analysis of values and how these values are founded and how they are realized concretely. 

There are three great principles regarding ethics: autonomy, benevolence or goodwill and social justice. Autonomy refers to one’s capacity of self-determination in taking decisions concerning his or her self. The principle of goodwill is the moral obligation to maximize the benefits and minimize the damages and prejudices. As for social justice, it is defined as what profits a greater number of people, what increases the satisfaction of a group or a community.   

Alzheimer’s disease and related diseases raise many ethic topics. For example, we are a member of the Alzheimer Society of Canada which has elaborated Ethical Guidelines including the use of restraint, driving, quality of life, intimacy and sexuality, and others. 

The Quebec Alzheimer movement has thought about the perspective we have of people with Alzheimer’s disease or related diseases as well as on the impact words have on self-esteem. If self-esteem is oppressed, how can we talk about autonomy? Do we minimize prejudice when we use some words while referring to people with Alzheimer’s disease or related diseases or when talking with them? Simply by using a respectful language can we reach the satisfaction of people affected by these diseases? Many questions that we raised, and which we will try to answer.        

We will present the result of our investigation firstly by giving you a general portrait of the research that has been done on the impact of words on self-esteem. Then, we will present the construction of Alzheimer’s disease and related diseases by analyzing the concept of medicalization and its impacts on the quality of life of people with these diseases. While we will analyze the effects of words in the lens of ethics, we will also try to reframe our language and our perception of the people affected by these diseases. By doing so, we will discuss the importance of maintaining the self-esteem of these people. Then, we will question if the use of a specific term, the term ‘dementia’, is the starting point of the stigmatization lived by people affected by these diseases. Stigmatization or, as we will question, perhaps we should rather be talking about discrimination.  

impact OF WORDS IN THE LENS OF ETHICS

In many research in the psychology field, the self is generally conceived in terms of the values of independence and autonomy. It also refers to the construction of self-esteem as the major stream to create a personal identity. 

Katz (2002) recognizes that over the last decade, scientists are convinced that self-esteem is also constructed by a social or a collective identity. Katz identifies that membership within a devalued social group may have negative consequences on the personal identity. Members of devalued groups can internalize negative stereotypes about themselves on the basis of their group membership which can also impact emotional well-being. 

In 1968, Rosenthal and Jacobson
 gave a surprising illustration of the effects of belonging to a devalued social group. It is called the Pygmalion effect. They have passed an intelligence test to young children at the beginning of the school year. Even if the test was ordinary, they have let teachers think that it could identify the high potential children. Some children were identified to their teachers to be designed to intellectually expand accordantly to the test results. In fact, those children were selected at random. The researchers selected 20 % of the schoolboys and schoolgirls from each class. By doing so, they have created positive expectations for this group as well as no expectations for the rest of the students.   

In order to identify the effect of discrimination, they gave the test again four, eight and 20 months after creating the expectations. They also obtained the school marks and the teachers’ evaluations. Only four months after creating false expectations, the identified children had a higher score on the intelligence test. At the end of the year, the difference between the two groups of students has grown significantly. Teachers gave higher scores and better personal evaluations to the designed children. As for the rest of the class, the teachers evaluated them as being less curious, less interested, less happy and having less chances to succeed in the future. In fact, the teachers created what they were expecting. Some students performed not because they were more intelligent or more talented but because the teachers were expecting them to succeed better. On the other hand, some of the other children showed some depression symptoms and devaluated themselves because of the way teachers looked at them, teachers that have a major influence on the social life of the students. 

In a context in which experts, such as teachers and doctors, that have a hold on the social life, that these experts reduce the biographic journey of a person to a probabilistic path that identifies his or her destiny, how does it interfere on the self-esteem of a person receiving a diagnosis of ‘dementia’? As Blais (1998) mentions, the branding system founded on psychosocial pathology diagnosis plays a fundamental role as it constitutes a symbolic mechanism that set people aside. With such a diagnosis, the person becomes a case, a risk, a statistic. The logic behind such a diagnosis alienates and dispossesses the person of his or her know-how and diminishes his or her self-esteem. Is this what happens when receiving a diagnosis of ‘Dementia’?

construction of alzheimer’s disease and related diseases

Many researchers have identified that the definition of Alzheimer’s disease is primarily given by Scientifics and is medically defined. This medical construction concerns the biological reality while it occults the social component which is preponderant in Alzheimer’s disease. Firstly, we will elaborate on the medical construction of Alzheimer’s disease then we will present the probable effects that the medical construction has on selfhood and socialisation of people with Alzheimer’s disease and related diseases.        

CONCEPT OF MEDICALIZATION

For Vittoria (1999), social meanings and cultural definitions attached to illness, and aging have a powerful influence on the development and operations of medical care as well as the social and therapeutic process. The medical model designs specialized care environments to meet the medical needs of those with Alzheimer’s disease, making treatment have primacy over the person. 

Bond (1992) specifies that medicalization is defining behaviour as a medical problem and finding a treatment for it. Medicine plays a central role in legitimating disease labels. Labelling has tremendous effect on the person being labelled and the people around them. Thinking of the Pygmalion effect we spoke about earlier, a person being labelled is likely to act the role which the new label implies. 

The medical model interprets life and disease in a mechanistic manner; it does not take into consideration the social reality or the meaning of illness for the person affected. The medicalization has placed the emphasis on management of symptoms and the exclusive treatment of a biological reality. For Bond, there are four aspects of medicalization with unfavourable impacts: 

1. “Expert control”. Friedson (1970) argues that the medical profession is one of experts who have a monopoly over knowledge about diseases. Alzheimer’s disease and related diseases might be appropriately diagnosed and treated by the medical profession but all that concerns quality of life, ethics and caregiving is a social issue. 

2. “Social control”. For Zola (1972) medicine acts as an institution of social control. Furthermore, medicine has the power to legitimize and confer a social status.

3. “Individualization of behaviour”. Medicalization supports the individualization of deviant behaviour, seeking explanations and solutions in the individual rather than in the social structure. 

4. “Depoliticization of behaviour”. By defining the behaviour the biomedical model ignores the perspective of the person with Alzheimer’s disease and related diseases and his or her family.

Social and psychological processes are excluded from the biomedical model which appears incomplete as an explanation of Alzheimer’s disease and related diseases. Some researchers have investigated Alzheimer’s disease as a social phenomenon and the socially constructed nature of Alzheimer’s disease. Others have worked on the construction of meanings and identities. For example, Lymen (1989) demonstrates the repercussion of ‘infantilization’ and labelling of older people in Alzheimer’s adult day centres. Another example, Gubrium (1986) observes that, when the Alzheimer’s label is applied, we quote: “even normal behaviour is interpreted in terms of disease stages.” 

IMPACTS OF MEDICALIZATION

Sabat (1998) argues that, we learn much about performance of the person with Alzheimer’s disease on a variety of assessments of cognitive function. However, he says that “much is lost about the individual person and the quality of that person’s abilities in interacting with others in the social fabric of every day life”
. For Sabat it is clear that all people with Alzheimer’s disease or a related disease have preserved a personal identity. 

For Kitwood (1988) the person with Alzheimer’s disease or a related disease is not treated as a person; that is, as one who is autonomous. Instead, he or she is measured, manipulated, and set aside. In some institutional settings, health professionals talk in front of a person with the disease without once directing a question to him or her, as if he or she did not exist anymore.

Lipowski (1969) explains that we need to realize that a person with a disease lives, feels, and is part of a social group with which he or she interacts. Lipowski says that “how a person experiences the pathological process, what it means to her/him, and how this meaning influences his behaviour and interaction with others are all integral components of disease as viewed as a total human response”
. The way that we interact and response, the way we communicate and address the distress of the person with the disease will impact his or her capacity to recover or become psychologically disabled. 

EFFECTS OF WORDS

As we have seen, the medicalization of Alzheimer’s disease characterizes the disease by many negative descriptors. Words such as inability, deterioration, victim and burden are used to describe the disease. Fazio (1996) proposes to introduce less negative alternatives to describe Alzheimer’s disease that reflect a more encompassing view. 

Words do shape thoughts and ultimately, actions. Several researchers discuss the effects of language and its impact on perceptions. For example, Goffman (1963) addresses the power of labelling as it becomes a permanent part of a person, as it dehumanizes the individual and as it intervenes in the development of the personal and social identities. 

Recognizing the individual, or the person, is difficult with so much negativity and focus on problems. Sabat states that by recognizing strengths and working with remaining abilities of people with Alzheimer’s disease we can improve the care as well as the disease experience. Furthermore, most of the researchers that we just mentioned think that we must start with our own words. So do us. 

REFRAMING 

The behaviours commonly associated with Alzheimer’s disease can be easily reframed to less negative alternatives. Hearing differently will bring us to think and act differently. Goffman suggests that the way we construct our beliefs about Alzheimer’s disease will affect the way we care for the person with the disease. Once a label is put on a person, a label like helpless or confused, how can we change our perspective of this person? Even more, Fazio, notes that when a person is described as agitated, it is viewed as a problem that needs to be controlled. We react to the problem, want to correct it and expect the person to be responsible for it. If we describe the person to be energetic or active, it becomes a positive descriptor, not something to control or restrict. We can say that a person is wandering but on the other hand that person can be exploring. We can say that a person is aggressive but would it be possible that this person feels threaten? A person is confused, how about noticing that this person can not find her or his reference point? 

Traditionally, Alzheimer’s disease is described as follow: it is a dementia; it is irreversible and degenerative; it causes behavioural disorders, as well as difficult and challenging behaviours. A person with Alzheimer’s disease is at risk of wandering and running away; he or she can become confused, agitated, aggressive, and violent. If Alzheimer’s disease is characterized by a loss of memory, the way we express that message is forgetful of those most concerned, the people with Alzheimer’s disease, as if they had ceased to exist. A person with Alzheimer’s disease is considered only as the sum of his or her losses, the aggregation of inabilities, the intensity, type and degree of behaviours, a score on a rating scale, a stage number, and the certainty that chances of escaping a catastrophic future are nil. 

The impact of our words is powerful because they shape our perceptions and the way we will act as the Pygmalion effect demonstrated. By reframing, we can begin to recognize the opportunities for growth and personal development rather than focusing on loss, decline and the burden of caregiving. In addition, families and other caregivers can begin to recognize how their actions affect the behaviours of the person with the disease. We must rethink our descriptions and then our approach can evolve and we enter into new levels of meaning, thinking, connection and acceptance. 

It is then that we will see the behaviour of a person with Alzheimer’s disease as an attempt to invite others to join in the construction of his or her self. 

STARTING-POINT

We have established that many researchers demonstrated that words considerably impact the construction of self and self-esteem. We also argued that the medical construction of Alzheimer’s disease has negative effects and does not permit to look and listen to the person with Alzheimer’s disease in the sum of her or his personhood and to consider her or him as a human being.    

We believe that this construction of Alzheimer’s disease has its foundation from the generic term used in the scientific literature to design Alzheimer’s disease and related diseases which is the term ‘dementia’. We have noted some definitions that we wish to share with you: 
Merriam-Webster online Dictionary present Dementia as “latin, from dement, demens mad. A condition of deteriorated mentality often with emotional apathy. Madness, insanity”. As for the Webster’s II Dictionary, 1999’s Edition, dementia is an “irreversible deterioration of intellectual faculties with accompanying emotional disturbance resulting from organic brain disorder. Insanity”. 

As for the term demented, the Merriam-Webster online Dictionary refers to synonyms such as “crazed, crazy, deranged, lunatic, mad, maniac, unbalanced”. And the Webster’s II Dictionary states that demented is firstly insane, secondly, afflicted with dementia. 

It is not our intent to trivialize or deny the existence of Alzheimer’s disease, and the difficulties that it is known to cause, nor to open a debate on the accuracy of terms or their clinical reality. We wish to reflect on the prejudicial consequences and impact of the messages that are conveyed in these terms and to analyze how they influence services and the way in which they are given. We believe that the previous definitions have serious impact on the dignity and integrity of people with Alzheimer’s disease or related diseases.  

ESSAY ON A WORD

We were fortunate enough to find a document referring to the impact of the term ‘dementia’ on self-esteem entitled « Essay on a word: A lived experience of Alzheimer’s disease
 » written by Gloria Sterin, a retired PHD diagnosed with Alzheimer’s disease. She considers the impact of a word, looking at the term ‘dementia’ and ‘demented’. We will quote her exact words:

“Demented means literally deprived of mind; in my opinion, a misnomer now that medication is available that vastly improves the ability of function… if not normally, at least with considerable awareness; and most wonderfully, restores the ability to think clearly, much of the time. When names become labels, these have powerful psychological consequences – more powerful that we usually realize”
.

“Dementia implies a very derogatory and negative circumstance. Negative in the sense of implying something less than human; because demented really means mindless, or without a mind. And without a mind, one is not really fully human… in fact, not human at all. 

“In addition though, this condition does more than rob one of short-term memory, inconvenient and aggravating as that is; much worse, it robs one of dignity and the respect of other. I would venture to say… all others, who are connected in some important way, to this person – ‘the demented one’ – wife, or husband, or child of this person, or a long-time companion. For this person is now transformed, with the label, from the former role as a spouse, parent, or lover, into a ‘caregiven’ and one is never looked at in the same way again.. 

“Thus labelled… people react differently to you. I have seen withdrawal on the part of many people, many old friends who just could not handle this disease comfortably, and shied away from contact as much as possible.

“Now sometimes you can try to barge into the conversation. But you’re not engaged in the process; and that’s what makes a person human… The process. In any other circumstance, for example, if you said, ‘I broke my leg, it’s hard for me to get around’, people will be sympathetic and engage you in conversation and say, ‘how do you manage? Or that’s too bad, is it going to take long to heal?’ And that’s within the real of normal conversation. However, if you say you have Alzheimer’s, if you have dementia, it’s the kiss of death… It’s that word dementia”
.

In the same idea, a quote by a caregiver was noted by Woods
 saying: “It’s as if John is dead in a way --- he’s certainly no longer the man I married. But his body is still here. It’s like a living death.”

Stigma of Alzheimer’s disease aND related diseases
A kiss of death, a living death: in the Pygmalion effect perspective, once such a label is displayed, how can we hope for a life worth living? We asked ourselves, how can we ‘deconstruct’ images that our language dictates and find better ways of describing the experience of people with Alzheimer’s disease? 

Holstein (1998) takes seriously the potential for making the course of the disease less devastating by interventions that occur at the social and policy level. The questions that she poses are the following:

· “What does it mean to behave ethically toward and with the person with AD from the onset of the disease to its conclusion?

· How does what we ‘see’ when we are with a patient with AD shape how we behave? 

· What does it mean to be a person, and how ought one think about personhood in connection with the patient who has AD?

· What moral obligations do we have to help a patient find new forms of meaning, and preserve some sense of personhood for as long as possible”
?

For Jolley and Benbow (2000), diseases such as Alzheimer’s disease, AIDS and leprosy are labels that provoke fear before sympathy, because of the way these diseases are marketed through their most debilitating and demeaning descriptors. The most common definition of Alzheimer’s disease emerging from Alzheimer’s Disease associations across the world states the following: “Alzheimer's disease is a progressive, degenerative disease. Its symptoms include loss of memory, judgment and reasoning as well as changes in personality, mood and behaviour”. Those words such as loss of judgment, loss of reasoning, changes in personality are negative labels. These kinds of labels are responsible of what Byrne (1999) calls stigmatization. 

Stigmatization is a result of labelling that marks someone out as different, as less of a person – like loosing our judgment or changing personality. Looking at many research in mental health, modified labelling theorist have long argued that stigma of mental illness has important consequences for the lives of those with mental illness. Wright (1989) mentions that persons with mental illness experience social rejection and that it is essentially lived through a poor self-esteem, resulting in a stigmatized life. How is stigmatization lived by those affected by Alzheimer’s disease or related diseases? 

Lynn Jackson, who received a diagnostic of Frontotemporal disease, has reflected on the stigma induced by her disease. In a speech she gave at an Alzheimer Society of Canada conference in 2003
, she has mentioned that: 

“To name an illness usually gives a feeling of greater control. But naming dementia has a very different impact. Doctors name diseases and explain causes. However, the names they use and the explanations they employ are not always easily understood by patients or by other people. Doctors do little to address stigma. Misunderstanding of medical terms, and conflicts between medical concepts and cultural beliefs, can lead to an increase in stigma. The big ‘S’ leads to a whole load of other ‘s’ words, such as shame, silence and secrecy. One of my fears is that people may mock me and ridicule me because of behaviours that come with my disease. I want to honour the person I am slowly losing in myself”.

Is she really loosing herself in regard of what we have express to be self? We do not believe that she is. We believe that her self is a whole and it is to us to recognize it and encourage its expression. 

PERSONHOOD

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 and to 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’s disease, behaviours exhibited by the person must be seen as ways of being; as attempts to adapt to the difficulties one faces; as messages conveyed by the person to help us understand him or her; as indications as to how the person needs to be helped or not; as signs of efforts made by the person to exercise control over his or her life, dignity or freedom; as the expression of their suffering or desire to be acknowledged; as the sign of a willingness to preserve their integrity and identity; as their way of fighting against the consequences of the disease. Alzheimer’s disease challenges 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. It is to the accompanying families and health professionals to set aside their own needs, to answer the needs of the person with the disease, and to make the effort to adapt to his or her reality. 
STIGMA VS DISCRIMINATION

Since the disease weakens the degree of personal control that the person can exercise but that the self is preserved, we questioned ourselves if stigmatization was the correct word to define the experience lived by people with Alzheimer’s disease or related diseases. Does the concept of stigmatization restore the personal control that a person with Alzheimer’s disease can exercise? Can stigma, in itself, be stigmatizing? Sayce (1998) notice that using the word stigma refers to the disabilities of the person as if something was wrong with him or her. She prefers to refer to discrimination as it puts the focus on the group of people that are practising discrimination. Sayce presented a national strategy to combat discrimination against people with mental illness in New Zealand that states to following: “Years of research into public attitudes and stigma have not led to the development of effective models for change… Whereas stigma attaches to the consumer, discrimination results from actions of others. If placed in a human rights framework, there is clear evidence that widespread discrimination is exercised against people with mental illness. More importantly, that framework also offers a well-tested methodology for identifying and resolving discriminatory practices”. 

Sayce argues that viewing the problem within a different concept will prescribe different actions. For example, if we focus the problem in terms of the stigma of being black, our actions will then be to seek the solution through black people and encourage them to have higher self-regard, and to address their sense of inferiority or insecurity. On the other hand, when we talk about ‘racism’ we focus our attention on collective and individual perpetrators of discrimination. We will then construct our actions by challenging the power of racist ideas and actions: for instance, embarrassing, through the media, those institutions which practise racism. 

Using the term ‘stigma’ while referring to Alzheimer’s disease, we focus on the individual and do not offer the opportunity to fight against the social consequences of the disease. By using ‘discrimination’, we will address and challenge cultural beliefs, we will be looking for social solution and we will be fighting for the respect of the rights of people with Alzheimer’s disease and related diseases.

We would cease to be quiet and endorse discriminating advertising and remarks that exploit difficulties lived by people with Alzheimer‘s disease. As an example, an advertisement was aired in 2004 which put in scene the following: a smiling woman enters the porch with a large bowl of ice cream. She passes in front of her husband sitting in a rocking chair looking voraciously at her while she asserts “but you have already had a bowl, you just don’t remember”. He seems puzzled but doesn’t contradict his spouse. Then, she has a smile of victory on her face. It was not acceptable to exploit stereotypes of Alzheimer’s disease and families have come together to advocate to have this commercial banned from television.   

We also refer to the popular remark that is often said when a person does not recall an event: “it must be my Alzheimer’s”. The singularity in which Alzheimer’s disease is treated makes us believe that the reality lived by people with the disease is trivialized.  

Media coverage can increase the discrimination when focusing on stories like people with Alzheimer’s disease getting lost or like “rising toll of killings”. In the November 13, 2004 edition of a Toronto newspaper, the Globe and Mail
, we could read the following:   

“While homicides are relatively rare, episodes of aggression in nursing homes, where two-thirds of residents suffer some form of dementia or depression, are common. Although they are killed in a variety of ways, one thing is clear: People entering nursing homes today are more subject to dementia. With unfamiliar surroundings and an incompatible roommate, that can make for a toxic mix. ‘It is scary, but unfortunately aggressive behaviour and dementia go hand in hand,’ said the coroner. ‘It’s part and parcel of the disease’. Dr Clark said: ‘Management of the elderly who are demented and who do have abnormal behaviours is a very challenging issue for health-care professionals’”. 

A year earlier, in the same newspaper, we could read: “Lets call him Jack. Let’s also admit he’s serving a life sentence. Jack will spend the rest of his life behind locked doors. But not for murder. Not for child abuse. Nor any other crime. Alzheimer’s disease has taken over Jack’s brain and he can’t be trusted to live outside a security-controlled care centre.”

This paragraph pin points all the distress of exclusion one with a diagnosis of Alzheimer’s Diseases would feel reading it. Stigma addresses the feeling of exclusion as for discrimination focuses on the damage to life chances, to being taken seriously. Addressing only the feelings of people experimenting discrimination does not change the material facts, it does not permit to fight, and to fight so discriminating against people with Alzheimer’s disease and related diseases be stopped. For Bond (1992) Alzheimer’s disease and related diseases is not only a social state of affairs but a political issue. This is how we also feel.

Conclusion
In conclusion, we would like to share some thoughts that we have chosen in the literature. Firstly, Frank (2003) mentions the following: Because of the importance given to reason, to the influence of medicalization and the human propensity to generalize, there is a tendency to focus on the disabilities rather than on the person and his or her capacities, his or her humanity and potential, and his or her possibility to have a meaningful life”. 

In our presentation, we have seen that several researchers agree with Holstein
 that “it is useful to reflect upon the work we do. It is important to perceive the person with Alzheimer’s disease differently. We have to reflect on the social relations and everyday life. Many critics of both biomedicine and the way biomedicine constructs AD have emerged. This critique has led to the resurgence of interest in the subjective experiences of AD, the nature of personhood and the self, and the socio-cultural context of disease definition”. 

If we choose to believe that the medical construction of Alzheimer’s disease and related diseases is responsible for the social exclusion and the discrimination of those affected by these diseases, we need to address the word ‘dementia’ as being also responsible for discrimination. Whatever your belief, one thing is sure: when a group of person is loosing control on their life, like Gergen (1984) mentions, in the psychology field, it is consider being the best moment to use direct techniques of self-awareness, bringing these people to recognize that their problems are common to others which constitute them into a group. Being part of a group gives people opportunities to exercise control. The group can then direct an action against the system that oppresses them. Research has valued that this self-awareness technique bring participants to a great desire of accomplishment and a strong appreciation of autonomy and social justice. 

In this context, a group of people with Alzheimer’s disease or a related disease meeting once a week approached the Quebec Association of Psychiatrists to request that the use of the words ‘dementia’ and ‘demented’ be replaced by the terms Alzheimer’s disease, vascular disease, mixed disease, Pick’s disease, and Lewy body disease – terms that show more precision and respect. They have mentioned that in this way, they will stop being ‘categories’, they will avoid the reductive effect that the word ‘dementia’ can provoke, they will preserve their identity, integrity, dignity, and their self-esteem while remaining complete people in the eyes of the people around them.

We have the support of Mr. Philippe Couillard, neurosurgeon and Minister of Health and social services in Quebec who mentions that: “I subscribe to your approach marked by dignity in order to have you respected as unique individuals with your own existence in spite of the disease”. Furthermore, the following associations also support us in our struggle: Alzheimer Paris Familles, Ligue Alzheimer from Belgium, The Alzheimer Society of Ireland and Survivre avec une maladie d’Alzheimer, a website created by people with Alzheimer’s disease.

We are therefore asking you to join them and support the group of people with Alzheimer’s disease and related diseases that we represent today. In the sake of social justice, we would greatly appreciate that you bring forward these thoughts with members of your organization and have discussions on this matter. We would need your support to continue our fight.
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* * * * * * * * * ** * * * * * * * 

We reproduce here a letter written by people in the early stages of Alzheimer Disease who participate in the discussion groups of the Société Alzheimer de Québec. This letter was sent to the new health minister of Quebec, François Legault, and to the president of the Association des psychiatres du Québec, Brian Bexton.

Dear Sirs,

We are some sixty people with Alzheimer disease and related diseases who meet weekly at the Société Alzheimer de Québec to share our lives, receive information, develop adaptation strategies, appreciate the ties that bind us, and support each other through this trial. 

Of course, all of us and our families, at one moment or another, have heard the words "dementia" and "demented" used. Some of us heard them when their diagnosis was announced, while others have heard them from workers in the health and social services network (social workers, occupational therapists, nurses, and others), and we have all heard it during speeches given by experts (general practitioners, neurologists, psychogeriatrists, geriatrists, psychiatrists, and others). 

We would like to make you aware of the way in which health and social-services professionals address us, people with Alzheimer Disease, vasculara, Pick's disease, Lewy bodies, and combined disease _ that is, by using the general terms "dementia" and "demented" in front of us and our families. The use of these words seems counterproductive, abusive, unfortunate, and disrespectful, and it has repercussions in our daily lives and in our interpersonal relations. 

In fact, here is a contradiction born of our own observations: the population in general uses the term "Alzheimer" to designate us, while workers in the health network call us demented. On the other hand, we note that the general population continues to speak of "mongoloids", while health professionals have for several years imposed the name "Down syndrome". Can we hope for as much consideration? 

We are aware that the words "dementia" and "demented" refer to a scientific, thus international, language for health professionals and that these words have no pejorative connotation for them. Nevertheless, we must note that this is not so for the general population. 

For example, if we use the most accessible definition tool, the dictionary, it invites us to conclude that dementia refers to madness and loss of reason. Webster's Collegiate Dictionary, for instance, includes the following synonyms: 

Dementia: "Madness", "Mental disorder" and "Insanity"

Demented: "Mad", "Crazy" and "Insane"

These definitions have been used by the general population for a very long time. We might mention the era of magical and religious explanations (fourteenth century), when exorcism, magical rituals, and incantations were used to combat evil spirits and madness. At the time, witches were burned at the stake to justify the execution of "abnormal" people like us. In the late Middle Ages and early Renaissance (seventeenth century), imprisonment was the solution to madness or dementia, as it would no doubt be called today and at the end of that century doctors looked at the question and tried to classify various dementia's. In the nineteenth and twentieth centuries, psychiatric and geriatric institutions were built, with their lists of therapies to fight dementia. Madness and absurdity, as we have seen through time, are always the prerogative of dementia.

It is thus not surprising that the very sound of the terms "dementia" and "demented" bothers us and our families. For, even today, these words are directly and invariably related to madness.

In fact, these words scare people and make them ashamed. They colour the attitudes of the people around us (reserve, incomprehension, withdrawal, distancing, uneasiness, shock, and more) and the looks that they give us (pity, shame, and fear).

When we hear these words, as an irrevocable verdict, it hurts us to the core, makes us feel ashamed, and leads us to believe that all roads lead only to our being inaccessible and pathetic. This deeply humiliates us and forces us to the sad conclusion that no hope or plan has meaning. This leads us into isolation and provokes a feeling of social exclusion.

We know that we have Alzheimer Disease, Pick's Disease, vascular, combined, or Lewy bodies, that there may be gaps in our cognitive faculties, that our behaviour may sometimes change, and that our daily lives and relationships will never be the same as they once were. We know also that our disease will progress and that the symptoms mentioned above will grow worse. But we still have resources, abilities, potential, hope, and plans. We consider ourselves complete human beings, and we claim our right to dignity and respect.

We can't change the perception of the general population, but on the other hand we can state our opinion with regard to certain practices. That is why we want to draw your attention to the use of the words "dementia" and "demented" by health professionals in their interactions with us and our families. We are convinced that we are people with a disease that has a name, such as "Alzheimer", "Pick", "vascular", "combined", or "Lewy bodies", and not simply "dementia". We hope that this term and "demented". We will be systematically replaced by the names mentioned terms that also show more precision and respect. In this way, we will stop being "categories", we will avoid the reductive effect that the word "dementia" can provoke, and we will preserve our identity, our integrity, our dignity, and our self-esteem while remaining complete people in the eyes of the people around us. 
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