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IS THERE HOPE FOR PEOPLE WITH ALZHEIMER DISEASE?

Almost a century ago, following the work of Dr. Alois Alzheimer, a brain disease was named after him: Alzheimer Disease. Almost completely unknown to the general public not so long ago, the disease has gained a very sad notoriety as it is now casting a troubling shadow over the future of baby boomers who will turn 65 in 2011. Because of the aging population, there is an alarming increase in number of people with Alzheimer Disease. These numbers could reach epidemic proportions. Currently, one in thirteen Canadians over the age of 65 years has Alzheimer Disease or a Related Disorders.
 More than 98,800 Quebecers are sufferers, and it is estimated that 30,000 people will be diagnosed this year.
 

Although Alzheimer Disease recordings began 100 years ago, it is only over the last decade that new and hopeful chapters have been added. Today, progress reflects the availability of medications that help ease the symptoms and the possibility of quicker diagnosis, which beenfit people in the early stage of the disease. Increased funding for research, although still insufficient, and the sustained interest of researchers also enables us to consider new and more effective therapies in the near future. “Innovative initiatives, even if they are still isolated, offer alternatives to people with Alzheimer Disease,” commented Nathalie Ross, executive director of the Federation of Quebec Alzheimer Societies, “and demonstrate that it is possible to respond to their specific needs and offer them a much better quality of life.”

Although it took more than a century for Alzheimer Disease to lose its status as an “orphan disease,” it took just one century for it to rise to the rank of “social scourge.” The action that is being taken now should have been taken before it became an emergency situation. Unfortunately, hope for the future, as encouraging as it is, does not make life any easier for the majority of people with Alzheimer Disease, who are living under unacceptable conditions.

In fact, for a number of years, care practices in residential settings have been covered in the press,
 and have also been the subject of a number of studies.
 These show that elderly people residing in RLTCCs are “deprived of the care necessary to their health and well-being” and that “the current situation does not meet more than 68% of their needs in terms of care and assistance.”
 The consequences of such a deficiency are tragic, as they lead to the over-use of restraints, which is the case for three people out of ten living in RLTCCs.

This research has emphasized, aside from insufficient care and over-use of physical and chemical restraints, two other types of situations termed “problematic and persistent”: lack of respect for privacy and dignity and physical and verbal violence. “These forms of abuse are the daily lot of many people with Alzheimer Disease whose story is never told, because they are condemned to solitude, powerlessness, and exclusion,” explained Martine Lecoeur, senior vice-president of the Federation of Quebec Alzheimer Societies.

Even though encouraging advances are beginning to surface, we in the movement defending the rights of people with Alzheimer Disease and their families do not yet have reason to rejoice.

The Quebec Alzheimer movement is composed of 21 regional Alzheimer societies grouped in a federation that covers most of Quebec. We represent and assist people with Alzheimer Disease and their families, and our actions are aimed at supporting and informing them, encouraging their cause, and defending their rights.

In this perspective, we are working to promote an approach that gives each person with Alzheimer Disease a guarantee to be able to live his or her life to the end in dignity and respect. That is why our movement is appealing to the public through a petition that asks that the abusive employment of physical and chemical restraints be stopped. We would like to stress that our actions have drawn the attention of the ministry of health and social services and we hope very soon to be able to see concrete results.

To obtain more information on our services or to support the steps we are taking, please contact the Alzheimer Society in your region.
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