The Parent as Case Manager
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Sylvia is the mother of Jonathan and Matthew Wilson who were born prematurely and have needed support in several areas of their lives.  Sylvia was a preschool teacher for 17 years.  During that time she made sure her preschool accepted children with disabilities at a time when this was not a popular concept.  At the same time she was advocating for her two sons in the public school arena.  As her sons reached adulthood, Sylvia co-designed a transition program for the public school. This program is now  in its 17th year with Sylvia as the coordinator.  The program works with  public school students from age 18 to 21 in a community-based program to teach functional life skills and to make connections to adult service agencies.  Sylvia's sons recently moved into a "companion" home and both work at jobs in the community.  Sylvia has presented at a number of conferences over the years and is a strong advocate for parents in the public school system


The fact of our children’s disabilities changes the course of our lives and winds up making us much more responsible and informed individuals.  When I was a little girl, I wanted to grow up to be a teacher, a nurse, and a social worker -- I got to be all three of those wrapped up in one package called “mom of children with disabilities!”  


The path my life has taken has been one of professional involvement in occupations that always related to children with disabilities in order to further my own sons’ abilities.  When my sons were small and I couldn’t find a good preschool for them (one that accepted children with disabilities as a part of their “typical” program), I created one of my own.  (If you build it they will come!)  When my sons needed a Cub Scout experience and no one wanted them in their den, I became a den mother and wound up with four boys with disabilities and four who were nondisabled.  When my sons advanced into middle and high school, I took a job with the school district and developed a transition program for students moving from school to the community. 


Throughout their lives, I’ve stayed informed and involved in the issues of disability.  Now I’m old and grey (and tired) and my big “push” of the moment (and, hopefully, my last fight) is to make sure my sons get into an appropriate residential setting that keeps them safe and allows them as much independence as they are capable of achieving.  


I’ve spent the last year trying to get my legal and financial affairs in order and that has certainly been a challenge.  I refuse to allow my sons to go into a residential situation that does not allow them full use of their potential and the skills they have acquired through many years of training.  The unfortunate part (for me – not them) is that in order to continue their growth and independence, they will have to live in a residence separate from ours.  We’ve taught them all we can – now they need to move on to a situation that will challenge them to expand their skills.  Truly, I would be happy having them live with us forever but that’s neither a realistic situation nor one that is in their best interest.  


So, it’s time for my little birds to fly away from their nest.  I fear I don’t always have the faith I need to believe they will be safe and happy.  I’ve had too many years of experiencing a lack of support when I’ve tried to “let go.”  But with tears in my eyes, an ache in my heart and a brave smile on my face, I will send them on their way and pray that what we’ve done has been enough.


