People with Alzheimer Disease express their disapproval with the words 

"dementia" and "demented" 

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.

* * * * * * * * * ** * * * * * * * 

February 8, 2002

Mr François Legault ,Minister of health and social services 

Mr Brian Bexton, President Association des médecins psychiatres du Québec 

RE: USE OF THE TERMS "DEMENTIA" AND "DEMENTED"

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, vasculara, 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". 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, 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. 

If you would like more information, we would be happy to meet with you to discuss our concerns. To do this, please contact Johanne Langlois, family services co-ordinator, or Nicole Delisle, director, at the Société Alzheimer de Québec, at 418-527-4294. 

Thank you in advance for your attention to this matter. 

Sincerely, 

