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Summary of: In their own voices: Guiding Principles and Strategies for Change Identified by and for Caregivers in Ontario


1. Principle 1: A Comprehensive and integrated community support system must be available to meet the needs of all caregivers and all people with dementia

· Develop a core set of support and health care services that are available and accessible to all caregivers and all people with dementia regardless of geographical location, throughout the progression of the disease

· Integrate all community support and health care services in order to provide easier access to information and needed services and continuity throughout the progression of the disease  

· Implement a system that provides “one stop” information, referral, and access to all community support and health care services required by people with dementia and their caregivers

· Facilitate and enhance routine and regular communication between all community support and health care providers on available resources and how to access needed services

· Develop common standardized assessment tools for both persons with dementia and their caregivers and devise a method that protects the privacy of personal and health information, while sharing assessment information among all community support and health care providers, in order to reduce the number of assessments conducted and provide uniform services/resources across the province.

2. Principle 2: The community support system must be flexible and responsive to the changing individualized needs (i.e. physical, emotional, social, cultural) of both persons with dementia and their caregivers, throughout the disease progression

· Make core services available on a 7-day a week, 24-hour basis where required to meet the needs of persons with dementia and their caregivers

· Conduct routine, regular assessments of both persons with dementia and their caregivers to determine current and changing needs beginning early in the disease process

· Make self-directed care options available in order for caregivers to manage their own support needs

· Maintain a continuum of community support and health care services that includes in-home, community, and facility-based options

· Respect and support the choice of the person with dementia and the caregiver to remain in the home by providing adequate in-home support and community-based services including paid in-home respite when needed, adequate periods of regularly scheduled and emergency and crisis respite, and the provision of health care and other support services in the home.

· Respect the choice to be admitted to a long-term care facility when the person with dementia and the caregiver’s quality of life can no longer be maintained at home

· Make available a consistent “care facilitator” for caregivers and persons with dementia throughout the caregiving career who would do the initial assessment of persons with dementia and their caregivers, monitor the changing needs of both clients, develop and modify care plans in consultation with persons with dementia and their caregivers, and help both clients access all needed services/resources

· Develop community support and health care services that are sensitive to and meet the cultural and linguistic needs of caregivers and persons with dementia

· Provide a community support and health care system that offers choice regarding when services are provided

· Provide continuity of services from trained care providers who know and understand the person with dementia and the caregiver
· Allow for flexibility in the maximum service allowed, particularly for caregivers of individuals with complex care needs and for high-risk clients and caregivers 

3. Principle 3: All people providing care to persons with dementia must have specific and standardized dementia -related knowledge and skills

· Identify core competencies needed by physicians and care providers working in dementia care that emphasize the complexity and changing nature of the disease process

· Institute routine re-assessment of the core competencies required by physicians and care providers working with people with dementia 

· Develop a core minimum curriculum on dementia and dementia care at the college or university level based on the identified core competencies

· Develop standardized training programs for all home support workers based on identified core competencies

· Encourage and support employers to provide their staff with access to required standardized training programs and professional development

· Routine professional development options must be made available to care providers to ensure that the dementia-specific knowledge and skills of providers are current

· Provide specialized education and training for physicians and other health care professional (e.g. nurses working in acute care, physiotherapists, optometrists) on dementia and dementia care

· Increase standardized education and training on dementia and dementia care for all volunteers working with people with dementia and their caregivers

4. Principle 4: An increased and stable workforce must be in place to provide continuity in dementia care

· Find effective recruitment and retention options in order to reduce staff turnover and to attract people to a career working with people affected by dementia
· Provide a fair, competitive, and uniform pay system, including benefits and working conditions, for care providers
· Establish manageable caseloads for care providers
· Provide access to specialized services (e.g. psychogeriatric services, occupational therapy, physical therapy) in all communities regardless of geographic location
5. Principle 5: Greater acknowledgement, recognition and support must be given for the work that caregivers do

· Promote greater public awareness of the caregiving role through the development of a public awareness campaign that demonstrates the value of caregiving for a person with dementia and how others can assist caregivers in their role
· Provide appropriate and adequate compensation for caregivers, particularly for those who leave or reduce employment to provide care (e.g. caregiver tax credit, subsidies for caregivers, direct payment for care provided)
· Provide job and pension  protection and caregiving leave policies in the workplace for caregivers who must stop working or reduce their hours of employment to provide care to a person with dementia
· Develop a caregiver mentor system to support both formal and informal caregivers
· Develop and implement specific services geared to increasing caregivers’ coping abilities and capacities across the caregiving career, and ultimately, to enhancing the overall health and well-being of caregivers (e.g. stress management, leisure education)
· Include the voices of both caregivers and persons with dementia in care planning and creation of policies
· Develop a comprehensive resource in all communities, which lists all support services, programs, and other resources available to caregivers and persons with dementia, and provides clear instructions on how to access those services
· Provide education and training opportunities on dementia and dementia care to informal caregivers across the caregiving career to help them understand the disease process and appropriate interventions
· Provide support, including respite, to caregivers to enable them to attend education and training programs throughout the caregiving career
