Recommendations: Caregivers  


General Recommendations

· Caregivers should be called Personal Assistants

· Case managers should be called Service Coordinators

· The 800 # should be expanded as a primary resource

· Emphasis on technological advances, such as Web pages, should be encouraged as one method to disseminate information from caregivers to the public

· Participating agencies should be encouraged to pool information (such as registry information) in a format that is easily accessed by any participating agency or caregiver (No wrong door)

· Underlying assumption of all recommendations and of all caregivers should be to keep a person in his own home

· Incorporate the Olmstead Decision into all facets of Long-term Care.  Agencies who do not incorporate the Olmstead Decision into their long-term care process run the risk of unnecessary and costly duplication of efforts since compliance with Olmstead has been mandated by the Supreme Court and supported by the Federal Department of Health and Human Services, as well as Health Care Financing Administration, which oversees Medicaid.  (see final page with a brief discussion of the Olmstead Decision)

Specific Recommendations

1. Assistive Technology is used to prevent or reduce reliance on caregivers and traditional services.

2. Resources are allocated to prevention and wellness activities to minimize disability, prevent secondary disabilities and promote health regardless of age or disability

3. People who provide personal support and direct care to consumers are paid a living wage, benefits, etc.

4. Emergency care is available to consumers with a pay differential to providers who provide emergency service.  Emergency care is defined as services which might otherwise, without pro-active response, result in a situation that is detrimental to a consumer’s physical or mental well-being.  Emergency care is available 24/7/365.

5. Transitional services need to be established to ensure a smooth transition, maximum independence and personal choice to youth with disabilities that will be accessing long-term care services.  Youth may be defined as individuals between the ages of 16 and 18.  Care will be taken to ensure continuation of needed services from children’s services to adult services and maximize participation of the consumer.

6. Aggressively recruit personal assistants to provide in-home services.  Consider non-traditional resources, such as High School students, as community service or initial employment opportunities.

7. Expand ombudsperson program to a volunteer (non-intrusive) contact for community caregiving services

8. Remove Independent Living assessments from SNF’S and board & cares and have an independent assessor with the consumer determine the needs of consumers to live independently within the community with the bias towards making independent living a reality.

9. Ensure LTCI member community caregiver resources are adequately funded

10. Independent Living skills training is considered as a caregiving option to further the independence of the consumer.  Consumers are given every opportunity to maximize independence and to grow more independent.

11. Reduce unnecessary administrative duplication of caregivers.

12. Removal of institutional bias in providing support services – see the Oregon Model

13. Consumers Are Supported In Achieving Dignity, Independence, Choice and Quality of Life. The care giving system is consumer-directed.  People have support to learn about service options and identify their preferences and choices, which determine the nature of their services.  Services are designed and delivered in a way that fosters the consumer’s physical and emotional independence and dignity; allows consumers to take reasonable risks and make mistakes; and provides for health and well-being free of neglect and abuse.  Quality of life is of paramount importance.

14. An effective communication system will be developed collaboratively by long-term care recipients, families, providers and the state that allows for timely and user-friendly access to information and services.  An effective feedback mechanism that allows consumers to give immediate reaction to systems and caregivers introduced and/or changed will help shape a more efficient long-term care system.

15. Information provided by participating organizations to consumers will be in a form the consumer can understand including where needed, language-translation or any language support requested and experiential information, e.g. visits for institutionalized people to the homes of experienced service recipients living in the community with supports.

16. Service coordination strategies are encouraged which will assist consumers in assuring the right services are provided at the right time.  The components of service coordination include:  Person-centered assessments of a consumer’s life goals, preferences, choices, functional and cognitive abilities, health and welfare needs; assisting consumers in determining the appropriate integrated, least restrictive services they need and choose; locating and arranging for these services; assisting in developing needed but currently unavailable services, and assuring the adequacy and quality of the services being provided.  A consumer’s refusal to accept all or part of offered services should not result in denial of other needed and desired services.

17. Practices that promote respect for the dignity and rights of both consumers and providers of long-term care create an efficient and caring long-term care system.

18. Consumers are entitled to individualized assessment and planning to determine the services and supports needed to live in the community, and promote inclusion, independence and growth and provide for health, well-being and quality of life.  Assessment and planning should start with the premise that the person can live in the community.  The professionals who participate in such planning must have knowledge of the variety of community options including those that can meet the most challenging needs.  People should always be involved in their own planning processes and must be provided with information in a form they can understand to help them make choices.

19. When discussing cost-effectiveness as it relates to direct funding of consumer services, the term must be clearly defined not as “cheaper” but as “obtaining the optimum results for the expenditure.”  This is the dictionary definition and the definition already used in state regulation.  See, 17 CCR § 58501(a)(6).  It must be clear that a person cannot be forced to remain in an institutional setting because it may appear cheaper (though this is rarely the case).  Rather, consumers have the right to live in least restrictive, integrated community environments.

20. Attached is a draft list of recommendations made by both consumers and personal assistants involved with the IHSS Employer of Record Committee.

THE OLMSTEAD DECISION

Implementation of the Olmstead Decision
California’s long-term care system remains largely oriented towards institutional services with over 50% of Medi-Cal program expenditures going to institutional settings.  Yet the United States Supreme Court confirmed in the Olmstead decision that unnecessary institutionalization of individuals with disabilities is a form of segregation that Congress sought to eliminate in passing the Americans with Disabilities Act (ADA).  The Court declared that the ADA requires services for individuals with disabilities to be provided in the most integrated setting appropriate to their needs.  If an individual is able to receive services in their home or community rather than in an institution, and the state refuses to provide home or community-based services, the state is violating the ADA.  
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