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February 28, 2008

My son Michael turns twenty-two on March 14, 2008. At that time he begins his transition to the adult service system in Massachusetts. On that day the entitlement to special education and its services comes to an abrupt end. His story (and mine since I’m his sole caregiver) reflects the fact that the level of funding has not kept up with the numbers of students graduating each year. This year more than 600 students in Massachusetts will be turning 22. Typically most of these students will NOT receive adequate funding for needed services. 

 

For Michael this is a harsh reality. Transition planning should begin years before graduation with the development of an Individualized Transition Plan. For Michael the result has been that the Massachusetts Department of Mental Retardation has been reluctant to help write a transition plan which adequately reflects Michael's needs since they feel the plan would be a commitment to provide services when they lack the funding to provide the services he needs and requires on a daily basis. 

 

Michael has autism, mental retardation, OCD, and diabetes. He is nonverbal and communicates using gestures, a few signs, or pointing to desired objects or familiar Mayer-Johnson icons (simple line drawings.) He requires assistance and supervision with all activities of daily living that most of us take for granted; communication and safety remain areas of concern for him.

 

Some examples of what I do for Michael on a daily basis include assisting him with toileting, bathing, grooming, dressing, meals, communication, making choices, being aware of safety concerns, planning adequate exercise, scheduling and accompanying Michael to appointments, and essentially performing nursing duties of monitoring and managing his diabetes. 

According to DMRs own assessments Michael is eligible for residential placement due to the level of daily living support, medical support, and supervision he requires, yet DMR is reluctant to discuss unmet needs and the status of their waiting list for services. 

 

So Michael's story reflects a number of line items that I, other families and The Arc hope the legislature will fund this year: 

1.     Turning 22 which will help him get the day and transportation services he needs. Even if T22 is fully funded Michael probably will NOT get residential services but hopefully his transportation and day program would be assured and include some in-home support.

2.     The family support/respite line item so Michael will be able to receive care in a respite center or if I'm unable to get residential so I'll have some respite from caregiving—a number of the respite centers say they can't serve Michael because of his diabetes; whereas centers that address diabetes won't serve him because of his intellectual disabilities. It's not that DMR doesn't have places that provide medical supports, there just aren't enough of them in the community! 

3.     Finally the community residential line item since if Michael does NOT get residential services at age 22 (which seems likely) we could hope that he could get prioritized among the hundreds of adults waiting to receive some type of residential support in the community.

Individuals with cognitive and intellectual disabilities generally have the same desires as the rest of us, they just need more support. So I plead with you panel members that you will help us get the support that Michael and others need—to assist and care for our most vulnerable citizens? 


