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Family Support, Lifespan Respite, and Aging                                           and Disability Resource Centers Issue Summary

Family Support

Background

More than 65 million Americans provide care for a loved one who has a disability, is chronically ill, or is elderly and spend an average of 20 hours per week providing care.   For caregivers of people with I/DD, the levels of responsibility can be not only greater, but frequently lifelong.  According to The Arc’s Family and Individual Needs for Disability Supports (FINDS) survey, most family caregivers of persons with I/DD provide more than 40 hours of care per week (including 40% who provide more than 80 hours of care per week).  Their caregiving responsibilities substantially interfere with their work, and physical and financial health.  As our society continues to depend on the active engagement of family caregivers for the support of individuals with I/DD, it is essential to meet the needs of those caregivers to continue providing care in the community instead of more costly and unwanted institutions.

The National Family Caregiver Support Program (FCSP) is authorized by the Older Americans Act to provide: 1) information to caregivers about available services, 2) assistance to caregivers in gaining access to the services, 3) individual counseling, 4) organization of support groups, and caregiver training, 5) respite care, and 6) supplemental services, on a limited basis.

Hot Topics 

Age restriction and Funding: 
· The FCSP does not presently include caregivers of persons with disabilities under the age of 60. 
· The Older Americans Act is up for reauthorization this year and The Arc will work to amend the language so that caregivers of individuals with I/DD under the age of 60 can take advantage of the services.  
· The funding level for the FCSP is inadequate to meet demand for services ($154 million).

Message to the Executive Branch

The National Family Caregiver Support Program is not funded at a level to even begin to meet the need of caregivers for support, especially respite services.  The Administration’s budget needs to increase the funding level of this program in order to save dollars in the Medicaid program.


Lifespan Respite

Background

There are approximately 2.9 million family caregivers of persons with I/DD and most have significant unmet needs for respite care.  Nearly 80% of family caregivers of persons with I/DD report being dissatisfied with the availability of respite care and 50% report dissatisfaction with the quality of these services, according to The Arc’s FINDS survey.  

The Lifespan Respite Care Act was enacted in 2006 to increase the availability and coordination of respite care services for family caregivers of individuals with disabilities, regardless of age.  The Act authorized $30 million in the first year and almost $300 million over five years for competitive grants for states and local entities.  However, it only received funding starting in 2009 which has been limited to $2.5 million per year.  The Arc greatly appreciates the President’s efforts to increase appropriations for this critical program and the Administration on Aging’s excellent administration of it.  The Arc encourages fully funding the Lifespan Respite Care Act to meet the growing needs of family caregivers of people with I/DD for respite services.

Hot Topics 

National Demographics and State Budgets: 
· There are over 730,000 caregivers of persons with I/DD over the age of 60 and this number is projected to grow substantially with the aging of the baby boom generation. 
· People with I/DD are living longer.  As parents of individuals with I/DD age, they will require more respite services to attend to their own medical and other needs and to continue providing care to their adult children. 
· Budget cuts at the state level have resulted in significant reductions in Medicaid-funded respite services for family caregivers of all ages.

Message to the Executive Branch

How can funding for the Lifespan Respite Care Act be increased?


Aging and Disability Resource Centers (ADRCs)

Background

The Federal ADRC initiative began in 2003 with three core functions - Awareness, Assistance, and Access. It was intended to serve both the aging and disability populations

Hot Topics 

Age restriction and funding: 
· Of the 1.8 million contacts to ADRCs in 2010, only 3% were for persons with I/DD.  
· Staff lacks training and experience working with people with I/DD.  
· Services were focused heavily on assisting clients with hospital discharge following an acute care episode, which is not a high priority need for people with I/DD.  

Message to the Executive Branch

How to change the ADRC system to be more inclusive of people with I/DD through:
1) The Medicaid program
· HHS should develop mechanisms to require ADRCs to assess needs, gain competencies, and be accountable for serving people with I/DD.
2) Provisions in the Affordable Care Act: 
· ADRC Options Counseling Grants that help people understand, evaluate, and manage the full range of services and supports available in their community.
· ADRC Nursing Home Transition through Money Follows the Person Grants that assist individuals as they transition from nursing homes or ICFs/MR to community-based care.
· Evidence Based Care Transition Grants that support models which help older persons or persons with disabilities remain in their own homes after a hospital, rehabilitation, or skilled nursing facility stay.  
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