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respect FOR A GLOBAL VISION AND APPROACH 

In November 2000, at the special annual meeting, the regional Alzheimer societies adopted the Collective philosophy and vision: political platform. This philosophy was part of a broader perspective, that of a global vision and approach. Furthermore, in June 1997, at the annual general meeting of the regional Alzheimer societies, the Cadre de référence des organismes communautaires d’hébergement (Framework of Community-Based Accommodation Organizations) was unanimously adopted.

Community-based groups have, throughout their entire history, defined the orientations, values, approaches and policies that are particular to them. The decision to adopt collectively these orientations is not without consequences. It makes us part of a specific culture, that of the “community-based movement,” which involves:

· awareness of the role and function of our movement at the social and political level;

· the commitment to working for change in living conditions and mentalities;

· the willingness to propose pioneering solutions adapted to the specific needs of a community or a group of people who are not receiving the assistance and support to which they are entitled;

· the freedom to develop alternative and diversified practices that constitute decisive factors for change in social practices;

· respect for a global vision and approach.

Awareness of the role and function of our movement at the political and social level

Community-based thinking is built on “the affirmation that social problems are of a collective nature and must be made the object of collective solutions.” Its struggle concerns relationships of exclusion and of social and economic oppression produced by society which manifest themselves in situations of inequality, of dependence, of marginality and of poverty:

· the ultimate purpose of its action is a transformation towards greater social justice;

· it relies on solidarity as a pressure force on the powers that be;

· it springs from an awareness, mobilization and initiatives of the community in order to respond to needs identified by the population.

The Alzheimer societies are not-for-profit organizations that were established thanks to the initiative of people confronting the complex of problems particular to Alzheimer Disease:

· they are the result of an awareness, on the part of families and friends of people afflicted, of their isolation, of their needs for mutual aid and of the absence of responses appropriate to their needs;

· mobilization of families has enabled Alzheimer societies to become places where not only does solidarity happen, but also reflection on solutions that truly take into consideration the reality of people with dementia and the specific difficulties with which they and their family and friends are confronted.

	Through their raison d’être and their methods of implementation, the nature of Alzheimer societies is community-based.




The commitment to working for change in living conditions and mentalities

Quebec community intervention is a social practice. Its strengths are situated in the fact that this intervention “does not aim directly at helping people but helps sustain and build organizations in which the local community has the sense of expanding its power and its influence and where people consider that they are in fact changing the order of things.”

Community intervention therefore aims at:

· supporting people and groups through advocacy work;

· undertaking collective actions based on independent structures operating under the democratic methods of not-for-profit organizations;

· setting up claim and pressure organizations and organizing direct solution-negotiation actions with the existing authorities.

In 1986, faced with the urgency and the breadth of the needs of people with dementia and of their families, but above all given the absence of appropriate responses and the inertia of government, the regional Alzheimer societies in the territory of Quebec, which then numbered five and which currently total 21, decided to undertake a collective action by joining together and creating the Federation of Quebec Alzheimer Societies.

That consolidation represents for the societies a means of uniting their strengths in order to:

· be represented at the provincial level and thus exert a greater social and political influence;

· constitute a pressure and negotiation force that helps awaken the interest and stir the mobilization of government with respect to the social issues connected with Alzheimer Disease;

· promote pioneering solutions with a view to transforming practices and improving the living conditions of persons with dementia and of their families.
	Through their type of intervention and organization, the nature of Alzheimer societies is community-based.




The willingness to propose pioneering solutions adapted to the specific needs of a community or a group of people

Very often, community-based groups have been the first to bring to light the existence of previously neglected social problems. They have been able to set up services and activities to meet hitherto concealed needs. And it is “still the objective of fostering social change that distinguishes many community-based organizations from the health-care and social-services network.”

In that light, the critical gaze that they focus on society leads them to:

· rethink the distribution to people and groups of concepts like independence and power and provide them with the tools needed to exercise their responsibility;

· enable their organizations to avoid adopting a bureaucratic character; 

· establish a partnership relationship among groups, individuals and professionals.
Over the years, the Alzheimer societies have been amassing a steadily growing expertise in the matter of care and support of persons with dementia and their families. In the absence of a true orientation and given the shortcomings of the public health-care system, they have been led to develop original alternatives and to dispense services that respond to expressed needs for which no response existed. They have had to considerably expand their role in the community, they have increased awareness of themselves and they have become indispensable elements on the political scene.

The Forum on Alzheimer Disease in 1999 succeeded in awakening government attention, but the promise of establishing a specific strategy for the care and support of people with Alzheimer Disease remains a dead letter. The health-care network in effect seems caught in the trap of its own development. In spite of the efforts, the readiness and the proposals of professionals, the institutionalization of care tends to grow more and more rigid according to an internal logic whereby proposed changes take the needs of the institution into account to the detriment of people’s. Moreover, the underlying motivation of current reforms is above all linked to the economic factors of struggling with the national debt and public deficits.

Government motivation for change is therefore in complete variance with the concerns and the mission of the Alzheimer societies.

In the current ideological context, community-based organizations have attempted to adapt to and confront the issues created by the prioritization of the economic sector, the withdrawal of the State and the reorganization of the health-care and social-services network. That attempt has been reflected in the fact that community-based organizations are offering more and more services that the state network is dispensing less and less. The disengagement has effects on the Alzheimer societies that are far from negligible: they are increasingly called on for help, must face growing demands, and are developing new services despite the laughable amount of financial assistance handed out by government and the obligation to find funding through other avenues.

Such a context means Alzheimer societies have two choices:

· introduce a relationship of complementarity with the public institutions and become inexpensive sub-contractors;

· maintain a relationship of free and willing partnership with state resources.

Still, this is a disquieting situation, and community-based organizations will have to redouble their vigilance and ask themselves the following question: “To what point can community-based organizations involve themselves in replacement or sub-contracting practices in the framework of State disengagement?” It must not be lost sight of that what has motivated, motivates and will continue to motivate action and community-based interventions is very much the fact of constituting “one of the best means not only of resisting the neo-liberal State steamroller but also of ensuring citizens a place where their sovereignty is affirmed and where creativity and innovation hold sway.”

The societies were developed in order to assume the duties left unseen to by the State, namely those of defense of rights, of transformation of practices, of considering the reality and the difficulties of the people they represent. To yield to the temptation of more secure funding methods by opting for complementarity risks distancing the societies from their mission by requiring them to endorse ways of doing things and values that do not fit them, by obliging them to become part of a bureaucratic system that not only does not respond to the needs of persons with dementia but that that in fact induced families to mobilize, to unite, to reflect and to propose alternatives.

	To respect their mission, to maintain their identity and their independence and to honour their commitments to the people they represent, the Alzheimer societies and the movement as a whole must reaffirm their belonging to the community and associate themselves with the struggle they are leading to introduce and maintain a partnership relationship with the public network.


The freedom to develop alternative and diversified practices that constitute decisive factors for change in social practices.

Community-based action embraces all the individual and collective practices deriving from the initiative of a community “aimed at bringing a collective solution to a social problem through the creation of resources, through change in institutions or in legislation, or through the transformation of power relationships.” It is open to diversified practices that affect a great number of the facets of people’s lives.

It is only logical, then, that community-based organizations mobilized to respond to the needs unmet by the institutional network and endeavoured to offer alternative resources to those the State supplied by involving themselves for many years in caring for and supporting afflicted persons and their families.

The freedom to develop alternative practices of care and support

Over the years, Alzheimer societies have on many occasions performed an evaluation of their actions through the first persons concerned, that is the people with dementia and their families.

When families can give free rein to their ideas, they identify a series of actions that are essential if their needs are to be met. Their expressed proposals are reflected, as it happens, in any number of pioneering practices bearing the imprint of a global vision.

By way of example, several Alzheimer societies offer respite programs embodying a global vision because these are not “watchman services” but very much programs of stimulating activity for people with Alzheimer Disease. These programs, that come out of the framework of institutions, are pioneering because above all they are flexible in their orientation, in time and in space.

Moreover, thanks to the huge amounts of information and the types of training that member-families receive from Alzheimer societies, they have the required capacity to work at changing their precarious situation and at reassuming a degree of power over their lives. In effect, it is often through training that Alzheimer societies best succeed in fostering the involvement of member-families in the actions, orientations or even the management of Alzheimer societies.

More and more, people with Alzheimer Disease are called on to take part in the development of activities that concern them. As a result, group get-togethers are accessible in several Alzheimer societies to enable persons with dementia to share their feelings, their emotions and their worries with other people going through the same experiences. That sharing brings a positive dimension to the life of each one.

The freedom to develop alternative accommodation practices

If community-based accommodation organizations have obtained a certain recognition at the legal level thanks to Bill 120, they nevertheless have to constantly negotiate their independence. For that reason they drafted and adopted in 1996 a framework that distinguishes on the one hand community-based accommodation resources and intermediate resources, and on the other all forms of accommodation in the public network of institutions. That framework is aimed at preserving their administrative and budgetary independence and at protecting their operating freedom.

Some societies have set up accommodation resources, others are planning to develop them. The funding they seek from government becomes the object of complicated and difficult negotiations. Indeed, the grants, which constitute only part of the funding needed for the implementation of accommodation resources, are awarded by the Regional Health and Social Services Boards on condition that they be connected with a public institution through a contractual agreement.

There again the societies are faced with a choice:

· yield to pressure and adopt the status of the intermediate resource;

· resist and choose the status of community-based accommodation resource.

The option selected will have a fundamental impact on orientations and future evolution and embodies issues that it is important to be familiar with and to assess:

	Level
	Intermediate resources
	Community-based accommodation resources



	Administrative
	They are connected with public institutions through an agreement. These are overseen by legislation and have received from the State the power to respond to needs that it has identified itself. Intermediate resources must therefore endorse the mission of the institutions to which they are connected and submit to their administrative requirements.


	They are connected to their community and to the groups of people that make it up. Their mission consists in responding to the needs identified by those they represent. They must submit to the orientations adapted at general meetings and follow the recommendations and decisions of their board of directors.

	Interventions
	Through the agreement they sign, they are part of a centralized system, management of which, assumed by the State, turns on distinct budget allowances, intended to fund programs or complexes of problems. The breakdown and distribution of services are therefore done in a compartmentalized way. The services offered by intermediate resources depend on the type of budget they are allotted, which is based on the needs defined by the institution to which they are connected.


	They are part of a continuity and constitute one more element in the range of responses dispensed by organizations. Interventions offered by societies depend on the multiple and interrelated needs of persons with dementia and of their families. The autonomy of the societies and their freedom to continue financing the numerous sectors of activity contained in their mission are not compatible with a method of funding based on programs or complexes of problems. Their need for global funding is indisputable.



	Staff
	They select and hire their staff, except for those that are members of a professional order (nurse, occupational therapist, social worker, psychologist…). These are part of the public institution’s team and dispense their services as needed to the intermediate resource.


	They themselves constitute their work team. They can recruit the sort of professionals they need, screen them, make sure they adhere to their philosophy and train them in their approach and in their intervention methods.


	Level
	Intermediate resources
	Community-based accommodation resources



	Of admission
	They accept people who come primarily from the territory occupied by the institution with which they are connected. These people must preciously have undergone the assessment process from a CLSC, which, on the basis of standardized tools, will determine their level of difficulties. Depending on the problems detected, they will be admitted to a public institution that in turn will refer them to the intermediate resource.


	They are part of a process of care and support for people and their families based on the needs that they have defined and expressed themselves. The accommodation model proposed by a society is intended for the population of the geographic territory it covers and does not necessarily correspond to that of the public institutions. In addition to offering free and direct access to the diversity of interventions it makes available, the societies have the capability of remaining close to people throughout the evolution of the illness. In addition, they can use their own assessment criteria, basing themselves on the knowledge they have amassed of people and of the specific character of their needs.




The preceding elements aim at establishing a distinction between intermediate resources and community-based accommodation resources. They do not concern themselves with the work carried out in the intermediate resources. Many of them offer a framework for living that is better suited and more favourable to the well-being of people with dementia than do institutional environments. Nevertheless, this type of organization does not correspond to the nature, the mission and the orientations adopted by the movement as a whole.

	The societies must prevent themselves from an integration that would see them revert to the role of contractee and that at the same time would stop them from accomplishing their initial mission of changing practices and mentalities, of carrying on with their innovative approach, and of exerting their influence at the social and political level. It was with that goal that they adopted the “framework of community-based organizations.”




Conclusion

The foregoing demonstrates that there is a vision particular to community-based organizations, as much in terms of care and support as of accommodation. A vision that finds concrete form in education, prevention, information, awareness-raising, participation, accountability and the mobilization of the community of which they are part.

The fundamental value of community-based organizations is to be able to freely determine their orientations, their mission, their goals, their priorities and their practices. Moreover, that freedom is exercised within a democratic process by allowing for major involvement on the part of those people most directly concerned, that is the people with dementia and their families.

In this sense, “Social justice would therefore be, for all practical purposes, the foundation on which all the characteristics of community-based intervention rest: its global approach, its more egalitarian vision of the relationships between practitioners and users, its opposition to service seen as an end in itself and its different practices of the exercise of power.”

Community-based organizations tend to develop practices that raise awareness and develop an intervention focusing not only on effects but on the causes of the problems experienced. It is in this perspective that Alzheimer societies have developed a number of pioneering actions that enable persons with dementia and their families to experience the ordeal of Alzheimer Disease in a less isolated and less solitary way.

Nevertheless, all these achievements remain partially obscured because they were realized in the framework of a culture particular to what is community-based: that is, “an oral culture, of informal agreements, of decisions made on the fly, which will often remain unsaid.”

Through its writings, the Federation of Québec Alzheimer Societies endeavours to disclose as much as possible the achievements of the Alzheimer societies, because it is in disseminating knowledge that we can best expand consciousness; and since consciousness raising marks the beginning of social transformation, we are in that way fully carrying out our community-based role.
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