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ACCOMMODATION

FOR AN END TO SCANDALS AND THE BEGINNING OF REAL CHANGE

- MAY 2004 -

INTRODUCTION

In 1999, the first Quebec forum on Alzheimer Disease, jointly organized by the Societé Alzheimer de la Mauricie and the Federation of Quebec Alzheimer Societies, emphasized the urgent need to implement a strategy of specific care for people with Alzheimer Disease. In the spirit of their commitment to that position and armed with the expertise that has been amassed within their movement, the 21 Quebec Alzheimer Societies assigned their federation the mandate of drafting a political platform on which to base their proposals and demands.

The objectives of that work are as follows:

· To equip ourselves with a “collective philosophy and vision.”
 These, inspired by the Carpe Diem approach, propose on the one hand a different way of considering and understanding the difficulties with which Alzheimer Disease confronts those suffering from it, and on the other, offering them an approach and supportive care and attention that take account of their specific needs, their individuality and their right to respect and dignity.

· To submit, at the provincial level, a pioneering project contained in a “Mémoire présenté dans le cadre des travaux de la Commission d’étude sur les services de santé et les services sociaux” (Brief presented in the context of the work of the Task Force on Health and Social Services).
 The proposals contained in that brief aim at introducing change in traditional practices that are poorly suited to the needs of an aging population. They consist in soliciting the support of the government so that each of the Quebec Alzheimer Societies has the possibility of implementing the model of supportive care and attention and services inspired by the Carpe Diem approach and to ensure their dissemination and application in their respective administrative regions.

· To define the community-based character of the Alzheimer movement and to argue for the necessity of making it part of “the respect for a global vision and approach”
 so as to guarantee and preserve the movement’s freedom to exercise and accomplish its essential mission: the support and defense of the rights of people with Alzheimer Disease and their families.

· To promote change in living conditions and in mentalities and establish ”guidelines for a policy of assistance to families.”
 If it is agreed that families assume 80 percent of the care required by their aged parents, we recognize by the same token that they pay the price of the State’s disengagement and absence of vision. The Quebec Alzheimer movement considers it is high time for a change in ministerial policies and that it is urgent that measures be taken. It proposes a model of supportive care and attention that places at the disposal of families a range of services and resources that gives them the choice of supporting and providing care for their parents and of being themselves supported when and how they wish.

Finally, and given that living in a residence constitutes, for the majority of people with Alzheimer Disease, an inevitable stage, it is obvious that the last component of the political platform must be devoted to this subject. Moreover, newspaper articles that this past fall revealed the living conditions reserved for the elderly in public and private residential facilities demand that the Quebec Alzheimer Movement take a position not only by analyzing the logic that leads to such deviations but also by proposing, as provided in its mission, pioneering solutions tailored to the specific needs of the people it represents.

LONG KNOWN FACTS

If the media revelations of the autumn of 2003 succeeded in shaking up public opinion, the fate reserved for the elderly living in public and private institutions is far from being a major discovery for the people who must undergo it, for the professionals who lament it and for the various levels of government who turn a deaf ear to it.

For a number of years, the consequences of the aging of the population have been well known. Over a 15-year period, the percentage of people living in long-term residential and care facilities (CHSLDs) suffering from Alzheimer Disease or a related disorder climbed from 12% to 38.5%. And although that increase was predicable,
· the number of places intended for people losing their independence has been shrinking steadily and is provoking a “phenomenon of anarchic development and proliferation of private resources”
 that are subject to no regulation and that sometimes lack the required authorization;
· the indicators used to apportion new budgets do not take into account the specific needs of people suffering from cognitive difficulties;

· no program for training and for adapting to the new realities of people in residences has been provided for.

Even if the expressed mission of the CHSLDs
 consists in offering “a living and care environment providing permanent accommodation” and they are presented as “a comforting, benevolent place, specializing in care and services for adults losing their independence,” it would appear that in reality these institutions have become more concerned with safety than with the well-being of residents, more controlling than benevolent and more deprived of than specializing in care and services for adults losing their independence.

As a matter of fact, for several years the accommodation conditions endured by the elderly have been widely documented and the necessity of transforming traditional practices has been the subject of numerous works.

Among the more recent, a brief from the OIIQ (Ordre des Infirmières et Infirmiers du Québec [Quebec Order of Nurses], February 2000) and the reports of the Quebec Auditor General and the Commission des droits de la personne et de la jeunesse (October 2001) denounce “the exploitation of the elderly.” In a document entitled “L’impact des services non rendus en CHSLD” (The Impact of Services Not Provided in CHSLDs, March 2000), the Regroupement des Centres d’hébergement et de soins de longue durée de Montréal Métropolitain identifies a series of practices they qualify as “peculiar” and that in fact constitute an affront to people’s respect, dignity and freedom.

These documents report three types of situation qualified as “problematic and persistent”:

The insufficiency of care
It appears that in fact the elderly residents of CHSLDs are “deprived of the care necessary to their health and their well-being and the current situation does not allow for a response to more than 68 percent of their needs for care and assistance.” The consequences of such a deficiency are dramatic, since they entail the immoderate use of restraints. This privation of freedom and well-being affects three people out of 10 living in CHSLDs. That figure includes people who are immobilized, attached to their beds or bound in chairs designed for that purpose. It does not take account of:

· those who are locked behind half-doors because they are considered disruptive;

· those whose hands are imprisoned in burlap bags tied around their wrists to prevent them “from going to play in their soiled diaper during the night”;

· those who are denied access to their own clothes or their personal objects because their wardrobes and drawers are locked to “prevent searching behaviours”;

· those who never go out of doors on the pretext that that would perturb them;

· those who are given medication because they refuse to cooperate, and all the while not a single one of their living habits is respected.

Because of an inadequacy in responding appropriately to people’s needs, the notion of care and what it represents in the way of providing comfort and reassurance has insidiously slipped in the direction of an obsession with safety and efficiency as against everything that fosters well-being and self-actualization.

Lack of respect for private life and for the dignity of the person

This is manifested in attitudes, gestures and actions the list of which is long:

· taking advantage of a resident being on the toilet in order to wash him;

· installing three or four people next to one another in order to feed them all at once;

· providing reduced private space, barely one square metre around the bed;

· using baby talk;

· taking for granted that a person confined to a bed or a geriatric armchair has all the time in the world to wait; 

· talking about one thing or another with another member of staff while the person is moved around like an object;

· neglecting to provide information concerning care received;

· imposing incontinence underpants in 66 percent of residents while 13 percent could take care of their own personal hygiene by themselves if supervision were offered and 15 percent could be continent if they had more frequent help getting to the toilet;

· using a super-absorbent undergarment or adding a protective layer to the incontinence underpants to achieve better absorption and thereby reduce the necessity of a changing tour; 

· instructing people to go in their “diaper” when they ask to go to the toilet;

· mixing together all the elements of a meal to save time;

· washing, dressing, feeding, moving people instead of waiting for them to do it themselves when they are capable of it.

Such forms of abuse are the daily lot of these, the most vulnerable people in our society, people who are incapable of defending themselves and whose future amounts to nothing more than an extension of the same treatment, until their deaths.

Physical and verbal violence

On this subject the brief
 of the Ordre des infirmières is unambiguous and deserves being quoted in its entirety. “When one thinks of the exploitation of vulnerable elderly people, one must deal with physical and verbal violence, which, unfortunately, in certain environments is an everyday matter. Over the last four years, nurses from the OIIQ have been in a position to determine the presence of physical and verbal violence in four CHSLDs among the ones they visited. In three of those facilities, the phenomenon was institutionalized. In the fourth, it was limited to a single residential unit.“What are we talking about when we refer to physical and verbal violence? What is involved can be slaps, threats, intimidation, rough touching and moving, etc. We are talking about people who have fallen to the ground, about unexplained bruises and injuries. For a certain number of elderly people with significant loss of independence, these terms describe their daily experience.

“Such practices are often known, but are surrounded by silence, other employees fearing reprisals and being shunned. In some environments, violence is the norm. It is not accepted to be attentive, sympathetic, polite towards residents. Cavalier or overworked administrators and boards of directors who are ignorant of the true facts are accomplices despite themselves in the situation. Operations that involve situations like these are unacceptable. The people who are victims of them must be helped and without delay.”

This cry of alarm on the part of the OIIQ echoes that of researchers, health-care professionals, associations and advocacy movements. Investigations, studies, testimonies, seminars and briefs have for years been calling attention to the urgency of the need to change practices, but in vain. The problems are known, the solutions exist, those in power are informed – and yet, in the fall of 2003, a series of newspaper articles
 were the talk of the town when they revealed the fate reserved for people in the process of losing their independence whose fundamental rights are made a mockery of by institutions and by organizations whose primary calling is to serve as guarantor of those very rights.

A DEHUMANIZING MECHANISM

Lack of funding, staff and training is often advanced to account for the poor conditions in which people in residence find themselves. Filling these gaps may seem to be the solution for improving the quality of life in CHSLDs. It is a logical equation and one that no doubt contains a share of the truth, but it also masks several important dimensions:

The obsession with safety

Respect and dignity are values that have to do with our way of regarding, of recognizing the other person in his or her identity, of admitting and welcoming that person in his or her singularity. These values are not convertible into cash, and are not part of any budgetary item, and yet they are not applied. Indeed, they lie in contradiction to the concern that prevails in residences, where risk avoidance and concern for efficiency take precedence over the well-being of persons and keep those persons locked into the position of needing assistance, of being patients. They thereby become “work objects,” and the relationship with them boils down to precise and repetitive tasks that exclude recognition of their individuality and the distinctiveness of their needs. In these conditions and in the absence of preliminary reflection, an increase in financial and human resources would run the risk of perpetuating and reinforcing the obsession with safety that already holds the institutions prisoner.

Funding formulas

One of the arguments accounting for the miserable quality of life of people in residences involves the growth of their needs and of their difficulties. It is thus often a question of the “heaviness of the caseload.” In this respect, analysis of the funding formulas of CHSLDs leaves an observer perplexed, since it is calculated precisely on the basis of the level of loss of independence. In other words, the more a person has suffered a loss of independence, the more that person needs hours of care, care-hours based on which the institution’s budget will be determined. The deductions are simple: the less people are independent, the more the budget is important. It becomes difficult in such a perverse system to promote a policy of preserving independence when it translates into a penalty at the financial level. The question of funding cannot be considered exclusively in terms of quantity. It requires a questioning not only of the way in which it is distributed but also of the assessment criteria for people whose existence cannot be summed up with simple reference to the time it takes to feed them and provide their personal hygiene care.

Work organization
Shortage of staff appears to be one of the most important problems and contributes without a doubt to the precariousness of the living conditions of people in residences. The urgency of remedying this situation is obvious. Growth in human resources would have the certain advantage of improving working conditions but would have little impact on residents’ quality of life if work organization continued to be based on the technical function of each staff member and on specialization of duties. As long as every job is defined in terms of concrete technical and specific actions such as nursing, medications, meals, diapers, lifting, cleaning, and so on, without everything that concerns the relationship being taken into account, people will go on being considered only as body parts, as percentages of capacities, as room numbers, as behaviours to be managed. As long as such a mode of organization is not called into question, everyone will be able to invoke the duties, the place and the role that have been assigned to him or her and will continue to function according to his or her job description. It is urgent that it be understood that this conception brings about the disappearance of human beings behind their pathology or their complex of problems, effaces differences in favour of an anonymous ensemble, reduces interventions to standardized procedures
 that apply indiscriminately to everyone and makes everyone deaf to the sufferings of each person.
Training of staff
The aging of the population and the concomitant growth in the number of people suffering from cognitive difficulties presents practitioners and caseworkers with situations for which they have not been prepared. Training programs tailored to this reality must be set up. However, training of staff, if it is not backed by a transformation in the organizational culture, places an inordinate responsibility on the shoulders of those practitioners and caseworkers,
 specifically, having to change traditional practices while continuing to be subjected to the rules and laws that gave birth to them
. It amounts to giving these staff members the skills that they will have neither the power nor the freedom to exercise.

The families
It is officially recognized that in cases of people coping with Alzheimer Disease and related disorders who live at home, 80 percent of the services they need are assumed by their families, to whom the health-care network fails to offer appropriate services in turn. When the time for living in a residence comes, seemingly overnight, families no longer have a say, they are dispossessed of their prerogatives, their knowledge is not taken into account and they have no other choice but to conform to orientations and decisions in which they have not taken part. They are most often relegated to the rank of powerless witness, obliged to fish for information and if then not satisfied to have recourse only to a complaint system as discouraging in its complexity as it is dismaying in its ineffectiveness.
 It is paradoxical that in institutions that defines themselves as places for living, families are distanced from everything that concerns the life of their relative. But it is they who are in the best position to understand that person’s needs, it is they who contribute the most to preserving the sense of security, love and belonging, it is they who connect their relatives most significantly to their history and their identity.

CONCLUSION

Stanislas Tomkiewicz,13 an internationally recognized expert in the matter of institutional maltreatment, believes that “it is the very organization of the institution, its unwritten laws, its hierarchical system, the distribution or the concentration of powers, the nature of the regulations, the predominance given to the institution, that engender violence.” The CHSLDs have become monstrous machines over whom no one seems to have any control and that feed on the energy of all concerned. They are useful only to themselves, and are concerned only with their own survival. They unsettle irrevocably the respect and the dignity of the individual. Efforts to transform them are in vain and lead to a wasting of financial and human resources that could be devoted to the creation of alternative solutions in which primacy would be attached to the human being rather than to the illness, to the source of suffering rather than to symptoms, to the understanding of difficulties rather than to the assessment of losses.

It was in this spirit and armed with a now documented expertise14 that grew within its movement, that the Federation of Québec Alzheimer Societies drafted its political platform. Its subject is at one and the same time to supply a critical analysis of the way our society carries out its duties towards part of its population and to promote, in accord with its mission, alternative solutions in the conviction that a “different way of looking” leads inevitably to “a different approach.”
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