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Testimony of Faith Behum
To the Joint Committee on Children, Families, and People with Disabilities
May 21, 2013
RE: HB 78 
Dear Chairpersons and Committee Members,

Thank you for giving me the opportunity to address you on House Bill 78: An act to permit the Department of Developmental Services to provide services to adults with developmental disabilities.  My name is Faith Behum and I am a Disability Policy Specialist for the Massachusetts Developmental Disabilities Council.  The Council is mandated by federal law to identify methods that improve the system of supports for individuals with developmental disabilities and their families.  The Council brings together lawmakers and advocates to make sure people with developmental disabilities are included in public policy decisions.  The Council works with legislators and policymakers to serve as an impartial educational resource to inform public policy at both state and federal levels to better meet the needs of individuals with developmental disabilities and their families.

Part of my role as a Disability Policy Specialist is to staff the Governor’s Special Commission Relative to Autism.  For two and a half years I facilitated all the Autism Commission’s meetings and documented the conversations about the needs of the autism community amongst advocates, parents, and individuals with autism.  From day one of these meetings, adult eligibility for the DDS was voiced as a major concern by the majority of the Autism Commission members.  When we filed the Massachusetts Autism Commission report in March 2013, our number one priority was to expand eligibility criteria for the Department of Developmental Services so individuals who have IQs over 70 and substantial functional limitations have access to services from the Department.  The passing of HB 78 would accomplish this priority by eliminating the IQ eligibility requirement for DDS services and basing eligibility on a person’s adaptive functional skill limitations.
Simply stated, adaptive functioning skills are tools people use to navigate their lives.  Examples of these skills include but are not limited to self-care such as taking a shower or wearing clean clothes, communicating in a way that allows the individual to express his or her needs, or understanding personal safety.  While some individuals with autism may have an IQ over 70, they still struggle with adaptive functioning skills.  This hinders their ability to live safely and independently in the community.  The Autism Commission heard from many parents of adult children and individuals who have significant adaptive functioning challenges and IQs over 70.  Because of his or her IQ, these individuals are found ineligible for services through the DDS.  Many of these young adults cannot be left alone at home, ride public transportation, or even go for a walk independently in his or her neighborhood.

After these young adults age out of the special education system, they are faced with the reality of having to stay at home all day.  In many cases, the individual goes from having a structured program five days a week to nothing post-graduation. Often individuals with autism lose the skills they gained through years of effort in school because they have no outlet to continue to practice these skills.  Furthermore, the lives of the parents and guardians become increasingly stressful because they are now faced with the harsh reality of having to remain home and care for their child or loved one.  It is not unusual for a parent to choose to leave a job in order to make sure that their loved one with autism is in no danger at home.  
Currently, the DDS eligibility criteria for adult services relies more on an IQ number than the actual individual’s needs for services.  HB 78 would change the criteria to measure adaptive functioning skills which in turn better measures the needs for services.  This would be one step in the right direction to ensure that more of the Commonwealth’s most vulnerable citizens will be properly cared for.  We owe this to the individuals and their families who have already invested so much.

In summary, the Massachusetts Developmental Disabilities Council supports House Bill 78.  The Council supports policy initiatives that help people with developmental disabilities lead successful lives in their communities.  Providing services through the DDS to individuals with significant functional skill deficits allows more individuals with developmental disabilities to live full and productive lives in the community. We applaud Representative Bradley for introducing such an important piece of legislation and thank members of the Joint Committee on Children, Families, and People with Disabilities for your continued support on behalf of people with developmental disabilities.
Thank You,
Faith Behum
Disability Policy Specialist/Staff to the Autism Commission
The Massachusetts Developmental Disabilities Council
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