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INTRODUCTION

One cannot help but notice that the health system in Quebec is having difficulty with organizing services to the population. In addition, it is difficult to adapt this system to the new realities, including the ageing of a large number of people, because of the complexity of the problem. Indeed, the ageing of the population is generating “acute and chronic pathologies in which the physical, psychological, and social dimensions intermingle.”1 The obsolescence of the system is shown essentially in limited accessibility to basic and specialized services and a “splitting up of interventions, doubling up of services, and discontinuity in information concerning a single person.”1 The result is that individuals do not feel that they are of prime concern to the health-care system, and this keeps them from taking charge of their own health care. It is in this context that the commission studying health and social services has been given the mandate of finding concrete, realistic, and viable solutions.

The Quebec Alzheimer movement is thus taking this opportunity to share its knowledge and point out paths to concrete, creative, and proven solutions. We will briefly define Alzheimer Disease and give an idea of its prevalence, then take a look at the 21 regional Alzheimer societies of Quebec. These societies often are the first recourse of people with Alzheimer Disease and their families. In fact, over the years, they have developed considerable expertise and do their best to accomplish their mission by finding innovative responses.

This summary of the situation will serve as the background for the reflections and proposals that the Quebec Alzheimer movement would like to submit in response to the various questions raised by the Commission d’étude sur les services de santé et les services sociaux.

At the conclusion of a Quebec forum on Alzheimer Disease held in Trois-Rivières in June 1999, the need to elaborate a care strategy specific to people with Alzheimer Disease was recognized. The Quebec Alzheimer movement committed itself to supporting this position. It was also decided to work so that all efforts will converge toward a precise objective with regard to Alzheimer Disease: to make the commitment to “involve ourselves in a logic of care, care being understood as a the group of means by which we try to bring health to those with the disease. It is a position, almost a prerequisite, that can be applied to all situations, and it implies that:

•
Although it is not yet possible to cure Alzheimer Disease, it is still true that how we look at a person influences his or her evolution, quality of life, and the decisions that are made in the development of structures and services.

•
Although it is not easy, it is possible and necessary to attempt to find the means that could enable people with Alzheimer Disease to continue to develop and live their life to the end.”2
This statement served as the basis for the reflection and proposals that will be submitted to the Commission d’étude sur les services de santé et les services sociaux.

1.  Alzheimer Disease 
1.1 Alzheimer Disease: A summary

Alzheimer Disease is a disease that causes brain lesions. It is not part of the normal ageing process. Currently, there is no way to know the number, size, and intensity of brain lesions while the person with Alzheimer Disease is alive.

Alzheimer Disease is manifested by difficulties with daily functioning. These difficulties vary from person to person. It is important to understand that each person reacts differently to the disease depending on his or her personality, character, family and social environment, state of physical and psychological health, history, values, and culture. Thus, in spite of the disease, each person retains his or her particular and unique character.

To date, there is no known treatment that can cure Alzheimer Disease. However, there are medications that can stabilize certain symptoms and improve quality of life. The effectiveness of these medications varies from person to person, and the duration of their effects is limited.

1.2 Prevalence of Alzheimer Disease and related diseases

In Canada, it is estimated that 364,000 people, 91,000 of them in Quebec, have Alzheimer Disease or a related disease.5  Thus, from 1 to 5 per cent of the population aged between 65 and 74 years may develop the disease. The rate climbs to 6.9% for those 75 to 84 years of age, while 26% of those over 85 years have the disease.5
In Quebec, with the accelerated ageing of the population, the number of people with Alzheimer Disease and related diseases will increase over the next 50 years to reach almost 265,000 individuals.

In addition, we estimate that by 2031, the number of people with Alzheimer Disease and the expenditures caused by this type of pathology will triple as the baby-boom generation ages.5 We estimate the net annual cost of Alzheimer Disease in Canada at about $5.5 billion.6
The population with Alzheimer Disease is spread almost equally among people who continue to live at home (48.6%) and those who live in residential care (51.4%).6 In addition, the costs of the time devoted by unremunerated caregivers are not taken into account. These caregivers are not supported by the government in any way, which increases considerably the impoverishment of Quebec families. However, if the contribution of caregivers were remunerated, the increase in the deficit in the health system in Quebec would be exorbitant.

2. THE QUEBEC ALZHEIMER SOCIETIES

2.1  The importance of the Alzheimer Societies
The Alzheimer Society of Canada was formed in 1977. Between that year and 1986, five regional societies were created in Quebec. In 1986, these societies came together in an umbrella organization, the Quebec Federation of Alzheimer Societies, which has the function of providing links between the societies and representing them with various authorities. Currently, the movement comprises 21 regional societies in Quebec.

As a general rule, the role of the regional Alzheimer societies is to help people confronted with the complex problems of Alzheimer Disease by offering needed programs and resources such as support, respite, home care, drop-in centres, residential care, and referrals to existing resources. Their mission is also to provide information to and raise awareness among the public. They also offer people with Alzheimer Disease special services and programs designed specifically to fit the needs of these individuals and their abilities to profit from them.

The importance and usefulness of the regional Alzheimer societies are recognized by the medical community. The need for physicians to know about their existence, so that they could refer patients and families, was emphasized in the Journal of the Canadian Medical Association.3 Dr. Serge Gauthier has expressed the same opinion. He considers that the regional Alzheimer Societies “have acquired much experience in the art of providing families with information”7 and notes that “all patients with Alzheimer Disease, and their families, should be made aware of the existence of these associations.”7

Because of the growing number of people with Alzheimer Disease, the publicity that the disease is getting in the media, and the regional Alzheimer societies’ growing reputation, the societies are increasingly called upon by families distressed by the diagnosis or discouraged by the lack of response and the absence of resources.

Even though the regional Alzheimer societies exist primarily to support people with Alzheimer Disease and their families, as well as to provide all information needed for caring for these people, over the years they have developed innovative services. The volunteer network has grown considerably, reaching almost 600 volunteers, and has been enhanced by the contributions and skills of various professionals.

2.2  The services offered by the Quebec Alzheimer Societies

Most of the regional Alzheimer societies offer the following assistance and support services: 

· Telephone help line

· Individual and family meetings

· Psycho-social support

· Support groups for friends and family

Some societies also respond to the specific needs of the population they serve by offering: 

· A program of in-home stimulation activities aimed at all people living at home with early Alzheimer Disease. The service aims to maintain the intellectual capacities of such individuals and to avoid exhaustion of caregivers by providing them with a few hours of respite.

· Support groups for people in the early stages of Alzheimer Disease. The idea is to offer these people a place where they can discuss and share the feelings, emotions, and anxieties provoked by their common experience. These groups also enable them to fight isolation and maintain social contacts.

· Training for health-care providers and conferences for health-care providers and associations involved with health and social services are available throughout Quebec.

· Finally, some societies have developed a creative “new residential concept involving companionship for people with Alzheimer Disease.”8
This concept will serve as the basis for proposals submitted to the Commission d’étude sur les services de santé et les services sociaux.

3.
introduction to an innovative proposal

Alzheimer Disease has become a social concern as both the proportion of the population that is ageing and the costs associated with this fact are growing. For the last few years, this disease has mobilized researchers, been of interest to pharmaceutical companies, raised questions for managers, distressed professionals, disturbed the general public, and forced political authorities to take a new look.

The consensus is complete: there is an emergency. Each in his or her own field of competence is trying to find solutions, to stave off the coming catastrophe. This increasing awareness, and the efforts that it has inspired, is positive because it has led to advances, notably in research on and development of pharmacological treatments.

However, although Alzheimer Disease is often on the agenda, the concept of it – the images and messages that are conveyed on its behalf – are far from having been brought up to date and continue to cast a shadow on people with Alzheimer Disease. The spectre of degeneration and irreversibility continues to be brandished, and the prediction of ineluctable decline continues to be announced.

“The search for solutions, the expansion of resources, and the reorganization of services are essential, but these measures will not be really effective unless there is a change in mentalities and attitudes. This change must start with a new way of thinking and of seeing the disease such that people with the disease are re-established in their position of interlocutor.”9
4.
the carpe diem model

In 1995, Société Alzheimer de la Mauricie developed an innovative companionship and residential concept, Maison Carpe Diem, which “aimed to offer people with Alzheimer Disease and their families an alternative to an institution but also an alternative to the traditional concept of companionship and services.”8
Its creation is an example of mobilization of the community for the community in order to respond to “specific needs of people with Alzheimer Disease and to offer them a specialized approach structured around interventions that take account of the whole individual and his or her life.”8
“The intervention philosophy is based on four principles that define more concretely the orientation for interventions:

•
People’s links with their friends and family must be respected, and the family’s involvement in daily life is essential.

•
People with Alzheimer Disease must remain in intense emotional relationships with their friends and family; they must be able to establish stable, trusting relations with the people around them and feel accepted and useful so that they can have a feeling of satisfaction through social interactions.

•
All interventions must aim to maintain autonomy and self-esteem in a context that resembles a family milieu and not an institutional environment, because the possibility of living in a friendly environment, having companionship in daily activities, and feeling valued help to reduce the anxiety generated by the disease and encourage the individual to develop his or her potential.

•
Respect for the pace, the dignity, and the reality of the person is a priority. It is important for those involved to learn to put their own references and personal needs aside so that they can understand and satisfy the needs of people with the disease and agree to integrate their reality even if it doesn’t correspond to established norms.”8
Concretely, organization of life is articulated around respect for the pace of each individual, around his or her right to intimacy, and around the cohesion necessary for community life. Interventions are arranged around stimulations supplied by the environment and daily life. Organizational values give primary importance to the elaboration and development of relations between people with the disease and team members. To encourage contact with people in different spheres of daily life, the personnel are multi-skilled. People with the disease are the highest priority: they guide the team members and provide orientation to how they organize things. In this framework, institutionalization of interventions and role specialization are not relevant.

Within the Alzheimer movement, Carpe Diem is recognized as a model, a reference, and a path to the future.

The Carpe Diem approach is both global and specialized: global because it offers people with Alzheimer Disease and their families a range of services that they need no matter what difficulties they are undergoing; specialized because its range of services has enabled it to become a place for training, teaching, learning, and sharing knowledge.

The team at Société Alzheimer de la Mauricie and Maison Carpe Diem is composed of 25 members with different kinds of training. They were all selected according to a specific protocol and criteria, and they also benefit from continuous training on the Carpe Diem approach. This organization also assumes responsibility for trainees from Canadian and foreign universities, and from the public and private health networks.

“Maison Carpe Diem has become the cornerstone for the following services: home companionship, support to the family, individual consultations, a day centre, respite, training, work-study programs, defence of rights, prevention, and promotion. It thus fits within a continuous process of service and care provision starting with the appearance of the first symptoms and ending after death.”8 This residential model is based on the “Reference Framework for Community Residential Agencies” in order to ensure both full autonomy without the government or regional boards having control over the decisions, as well as access to an alternative for the entire population.

The need for a specific strategy for people with Alzheimer Disease is unanimously recognized. This strategy has been operationalized in a service in Trois-Rivières and is being implemented in the Outaouais region of Quebec. Carpe Diem has been proven for four years, and it is now time that this care model be available throughout Quebec.

To achieve the goal of broadening access, it is imperative that the government support each regional Alzheimer society in Quebec in the implementation of a Carpe Diem care model. The result would be that each administrative region in Quebec could count on a complete model that offers an alternative to traditional resources, thus representing the reference. This project will enable us to institute, at a lower human and social cost, beacons for the future so that the creation of unadapted, improvised resources is avoided.

5.
The Alzheimer movement is committed to active support of its proposals

The Alzheimer movement includes 21 societies, one in each of the administrative regions of Quebec. Most of them have networks of volunteers and are supported in their mission by professionals. They are recognized by the public and are easy for people with Alzheimer Disease and their families to access. They understand well the unique features of the population they serve and all offer a certain number of basic services. They are known and recognized by professionals in the health-care network and private services.

With the development of Carpe Diem, Société Alzheimer de la Mauricie has acquired an large amount of experience in implementation of new services, organization and management, and selection and training of staff. It has an experienced, trained, and motivated team. It thus possesses the tools it needs to transmit its experience, guarantee respect for the fundamental principles of its approach, and ensure harmonization of the model in Quebec.

The implementation of Carpe Diem organizations must be done gradually and start with societies that have the sufficient tools and volunteers. There must be regular evaluation of achievements according to criteria and standards that will have to be rigorously defined in order to take account of the original and unprecedented character of the structures that will be set up.

CONCLUSION

Action has meaning only if it occurs in a relationship, since without comprehension of the relationship, the action, at whatever level it takes place, will result in a conflict. Comprehension of the relationship is much more important than seeking a plan of action.

Krishnamurti
Sur les relations (On relationships; our translation)

The Quebec Alzheimer movement thus proposes a solution that means judicious, effective, and accessible organization of the basic and specialized services that are addressed specifically to the needs of people with Alzheimer Disease and their families.

The Quebec Alzheimer movement recommends to the Commission d'étude sur les services de santé et les services sociaux that there be a gradual implementation, adapted to local circumstances, of the Carpe Diem model throughout Quebec. This recommendation is based on the fact that the Carpe Diem model exists and is proven. This organization has become a reference that is known far beyond the geographic zone of La Mauricie. In addition, our movement has the motivation and foundations needed to propagate the model throughout Quebec. Therefore, we propose that Quebec adopt an official model with regard to care and services to be offered to all people with Alzheimer Disease.

It is imperative that the government support each regional Alzheimer Society in the setting up of a Carpe Diem model. Thereafter, each administrative region of Quebec will be able to count on a general model that constitutes an alternative to the traditional resources and will serve as a reference. This project will enable the creation, at a lower human and social cost, of a beacon for the future and avoid the creation of nonadapted, improvised resources.

Implementing the Carpe Diem model throughout Quebec will provide people with Alzheimer Disease and their families with access to high-quality basic and specialized services. In addition, this project will enable people who work within the Quebec Alzheimer movement to work collectively: “Fighting together against the disease means counting on the strengths and skills of everyone; it is to open a space where everyone can once again play his or her role and re-establish his or her control; it is to enter into a creative process that will permit concrete accomplishments.”2
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