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RE: SB49
Good afternoon Chairpersons and Committee Members. It is a privilege to speak with you today and I thank you for your time.

My name is Julie Fitzpatrick and I am the chairperson of the Massachusetts Developmental Disabilities Council.  One of the federal mandates of the Council is to educate policy makers on coordinated, comprehensive, consumer and family-centered supports for persons with developmental disabilities.  Before you today are a number of bills taking various approaches toward the use of aversives treating maladaptive behavior.  When viewed as a human rights issue, it is argued that the use of aversives is abuse, plain and simple.  When viewed as a clinical issue, it is argued that the use of aversives is sometimes necessary to protect people from doing harm to themselves and others.  Each year we renew this debate, and each year we conclude there is no way to resolve this conflict, and take no action.   Concerning the bills before you, House Bill 77 and Senate Bill 51 seeks to ban the use of aversives in Massachusetts.  The bills have been filed annually for over 20 years, and are ones that the Massachusetts Developmental Disabilities Council has supported in the past.  Senate Bill 49 seems to take a different approach, creating and authorizing a new level of behavioral treatment interventions, and this is the bill the Council is here to testify in support of today.

I also testify before you as a mother of two children.  My son, Cole, was diagnosed with Autistic Spectrum Disorder in 2002 at the age of two.  If you know someone with autism, you can fully appreciate how devastating, this can be for the entire family.  As an infant, Cole would scream nearly every minute that he was awake.  There was no consoling him and he would tantrum mercilessly any time someone tried to hold him.  As we reached a variety of developmental milestones, Cole would inevitably miss them and by the age of two, he was completely non-verbal and would not eat solid food.  Our family was in crisis – I remember one afternoon when my son destroyed our dining room because of a simple request…to just take one sip of water.   My family was falling apart – and the only thing we could do to help our son was to stand by helplessly and watch him slip into his own, lonely, solitary, unreachable world.

We were unable to leave our house.  You see, every time we did, my son would erupt in a violent rage – people would stare…people would whisper…and we would shamefully leave….How could this happen in the year 2002?  Why did I feel that people just wanted our family to go away and not blemish the peace and quiet of their world?  Where was the inclusion?  How was my son to have a life of opportunity?

As a mom, I can tell you that it’s more than one pair of shoulders can bear.  We need help.  We need support.  And we need to pass legislation that helps individuals with developmental disabilities to receive dignified, effective behavior management  therapies. I am here today to tell you why support for Senate Bill 49 is critical – and to offer families hope that there are other highly effective alternatives for behavior management rather than shock therapy.

Shortly after Cole was diagnosed, my husband and I did some extensive research.  We explored as much information as we could get our hands on to find scientifically proven strategies that demonstrate how children with autism make effective progress.  We reviewed a variety of approaches and consistently we found that the use of Applied Behavioral Analysis techniques offered the most scientifically proven evidence of success.  So with our decision made, we began working with BEACON Services.  We found ourselves supported by a team of talented, committed, dedicated behaviorists and professionals that worked with my son relentlessly – and their efforts paid off.  As we began our journey with BEACON Services, my husband and I made it very clearly that one of our guiding principles was to ensure that we worked with Cole to teach him skills while preserving his personal dignity.  We adhered strictly to the guiding principles of ABA where we rewarded the behavior that we desired yet ignored any behavior we wished to extinguish.  It was hard…it was slow at times…but it worked.  And it worked beyond our wildest expectations.

My son is now fully verbal – he has just completed the 5th grade in the Hanover Public Schools in a mainstream classroom without any aides or supports.  He has five ‘best friends’ and he tells me “I love you, Mom’ every night before bed.  He is blissfully ‘typical’.  You see, THIS is what is possible.  The ONLY therapy that Cole received was Applied Behavioral Analysis therapy with a focus on rewarding the behaviors we wanted and ignoring the behaviors we wished to extinguish.  His negative behaviors were self injury, forced projectile vomiting, expansive tantruming, etc. Please remember Cole’s story…because this is what we can aim for.  This is what can happen when we preserve a child’s dignity while teaching them skills using effective, rewarding techniques. 

Let me be perfectly clear with you – our family is one of the lucky ones.   I know that and it’s humbling to be around families whose stories are not as positive as ours.  But I hope our story can be a beacon to other families of what good can be achieved by using scientifically proven  Applied Behavioral Analysis therapies to carefully teach effective skills to individuals with autism.  
In summary, the Massachusetts Developmental Disabilities Council supports Senate Bill 49.  We applaud Senator Brian Joyce for introducing such an important piece of legislation, and urge you to move this forward.
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