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· Tell you about a young man I know
· Born with severe cerebral palsy and later developed a seizure disorder
· His challenges are primarily physical but he does have a severe math learning disability
· Can not walk independently; uses a power wheelchair
· Speech is slow and typically difficult to understand
· Needs assistance to complete activities of daily living: bathing, toileting, dressing, feeding
· Physical, speech and occupational therapy, twice a week, have been part of his life at school and at home
· Fine motor skills are also very challenged: can’t write, type, dial a phone --- used special adapted equipment to accomplish these tasks
· Has been strapped into a body jacket, leg braces and prone standers as part of his daily regime 
· Has needed botox injections to relax muscles
· Now, I’d like to tell you even more about this young man
· He is 21 years old and a National Honor Society graduate of Brookline High School (took him 5 years). (Even so, MCAS challenges almost cost him a diploma.)
· He has worked every summer as a counselor at a large day camp in Weston, starting at age 14
· After high school, he was a Corps Member in City Year Boston, working with junior high school students, teaching.
· He traveled abroad with a group of 12 last summer for 2 weeks, with the assistance of a PCA
· He completed one year in the Film Studies program at Fitchburg State College, living on campus, managing a complex array of PCAs
· He is moving to Amherst to begin his studies at UMass tomorrow
· He is passionate about film-making and has made one used by City Year to recruit participants, one about the MBTA’s access, supported by BCIL and Easter Seals… and a number of others
· Will premier his latest film in October at the Coolidge Corner Theatre in Brookline (his second film premier at that theater)
· Has designed and developed a website to feature his films, poetry, sculpture (check it out: www.alexanderjamesfreeman.com)
· And one last comment about this young man: he is not a rocket scientist, he is not a Steven Hawkings; he is a “regular kid” with a terrific attitude, a wonderful personality and a lot of people who love and care about him deeply and have supported him along the way
· Why am I telling you all this about my oldest son --- about whom I am very proud, obviously:
· Because given the picture I painted of him at the outset, it wouldn’t surprise me if many in this audience would not have expected to hear the list of his accomplishments that I also described.
· Which is a way to also say: many kids with severe, moderate and mild disabilities and conditions can have the same successes if they have the chances and the supports they need.
· Our state’s array of human services have played a big role in making this success story: DPH (EI), DMR (respite), DOE as expressed through Brookline Public Schools, MRC, MassHealth (wonderful insurance and especially provision of PCA services), and now the state’s higher education programs.
Now, I would like to tell you a little about someone else… myself.

· In addition to being this young man’s mother, I am also a professional working in the field of health policy, with a focus on CSHCN.
· And, like my son, I have a passion. In my case, it’s doing whatever I can to improve the system of health care for children and youth like Alexander
· Working at the MA Consortium has taught me a lot but one especially powerful lesson and that is
· That when health professionals, agencies and organizations collaborate and work together with the families they serve, a lot is learned, a lot is accomplished. Practically speaking, that means creating venues for these agents of the “system” to partner with, work with, hear from, and learn with family members --- the consumers of their services.
· My dream, my recommendation even, is that EOHHS find a way to bring families who receive their services, together, with key staff, on a regular basis to identify the strengths and weaknesses together, to formulate ideas and strategies for how to improve systems. An Advisory Group, if you will.
· The other part of my dream is that all the different service systems, cutting across boundaries, and especially including the Department of Education, could find a way to work together, with these family informants. My son Alexander has benefited and prospered most when the various pieces of his service system have been able to work collaboratively. I would love to see a way that instead of serving the needs of isolated pieces of people like Alexander, the system components could collaborate to serve his needs as a complete person. Using family members to create this whole vision would certainly help overcome the barriers that exist.
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