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My name is Virginia Morse and I’m here today to testify for the Disability Policy Consortium (DPC) and the Adult Onset Disability Alliance.  I have Multiple Sclerosis so my testimony today is personal as well as professional.

The DPC has sponsored legislation, SB 492 An Act Establishing Interagency Agreements to Provide Home and Community Based Services, to create services for people with adult onset disabilities such as Multiple Sclerosis, Parkinson’s Disease, Huntington’s Disease, ALS, Ataxia, and Epilepsy. This bill was originally filed in 2005 and was filed again in 2007 and is now in the Senate Committee on Ethics and Rules.  At this time, there is no current home in the Commonwealth’s disability arena to provide support services for people with adult onset, chronic, disabling conditions.  Many of the adult onset disabilities occur after a person has achieved a status in life that we all aspire to:  home, family, job, retirement account, etc.  Yet all of that can dissipate in a short period of time with a severe disability and the Commonwealth is unable to assist until the person qualifies for Medicaid.
We enthusiastically support the Community First 1115 Waiver and are thrilled to know that for the first time people with adult onset disabilities will be included in this waiver.    It is a beginning that will recognize the needs of some of the adult onset community and open the doors for these services. 

Though the 1115 Waiver expands the Medicaid eligibility guidelines for people with adult onset disabilities, there will be a subset of people who will not qualify for Medicaid due to income levels. The biggest problem for people who are not included in the 1115 Waiver, is that they will not have access to resources and support services that will enable them to maintain their independence and remain safely in their homes.  Due to a lack of services, many of these people will continue to struggle with meeting their daily challenging care needs. 
Because many individuals cannot access Medicaid benefits, a working spouse or partner may loose their jobs if they have to spend all their time looking for and coordinating in home help and, if they can not find it, must then become the caregiver. We recently became aware of a situation with a person who has MS and requires full time care. Her husband had to quit his full time job of many years to remain at home to care for his wife as he was unable to find reliable home care aides. There is no state funded respite care for family caregivers. If services are not available, people frequently find themselves having to enter nursing homes.
People with adult onset disabilities are typically younger than the senior population, and typically are not children or adolescents and therefore do not qualify for a range of services available to these age groups. Many do not qualify for services because of income and diagnosis.  Individuals with chronic, disabling conditions should be entitled access to the same types of resources, support services, and flexible family supports. 
We are asking for the an array of services and flexible supports, as cited in the home and community-based services bill, for those people who do not meet the criteria for the 1115 Waiver. This would take relatively little money to support these services as many of them are already established. Sliding fee scales for services should be developed since many people with adult onset chronic conditions have personal incomes or combined incomes that might other wise disqualify them for state services. As MRC is the designated agency to administer the 1115 Waiver, it would make sense to have a centralized system at MRC that provides one stop shopping for information and referral services and other supports services for people with adult onset, chronic disabling conditions. 
Thank you.
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