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Health Services

My name is Martina Carroll and I am the Systems Advocate at Stavros Center for Independent Living.  I sit on the Governor’s Olmstead Plan Workgroup and two of the Systems Transformation Grant committees.  The Community First (CF) 1115 waiver is a product of the grant.  As time is limited, I will address most of my comments today to the new Community First Waiver

It’s been a real change to work with an EOHHS that seems to understand and value independent living, and today I want to focus on three values of IL – control, choice, and inclusion – and how these relate to developments in health-related services to persons with disabilities.

I had hoped to see these values at the heart of the 1115 waiver, but I’m not finding them. Just this week I read a draft of the service definitions that included the brief note that an “agency model” would be in place for all waiver participants using the PCA program. This was news to me and everyone else I’ve talked to. An agency model would sharply limit the ability of consumers to make basic choices about services, control their PCA programs, and this is all being planned and discussed without the participation of the disability community!
At Stavros we’ve brought 119 people out of nursing homes over the last 18 months.  It’s been a lot of hard work and patching services together, often with the four local Aging Services Access Point (ASAP) agencies, but every one of these individuals has reveled in the control the current model of the PCA program has given them. Don’t take that control and the right to choose it away!
I’m concerned as well with the waiver’s insistence that nurses conduct all eligibility assessments. Our experience has shown that well-trained peers can perform assessments that emphasize need and the consumer’s own choices, while involving skilled clinical personnel when necessary.
Time is short here today, and I am still working on more detailed written testimony that deals with these issues in more detail, but I must mention two very brief, but very important items.  One, to better serve all persons with disabilities, the Commonwealth needs to make a stronger commitment to address the personal care needs of children and of individuals with cognitive and/or psychiatric disabilities.  

Two, I want to note briefly that the state’s misinterpretation of federal hospice and PCA regulations is making end of life care for many persons with disabilities much harder than it should be.  Stavros has been working to effect change in these regulations for quite a while and I was told last year “it’s on the front burner.”  Perhaps the burner is not actually turned on; nothing has happened yet.  Tomorrow I’ll be attending the funeral of Rick Booth, a long time Stavros consumer and friend who elected for hospice at the end of his life.  He was heartened in his last days knowing that I was pushing for change in the hospice program, but he was not well served by the current system.

Thank you.
Sincerely,
Martina Carroll

Systems Advocate
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