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Testimony to the Joint Committee on Ways and Means

My name is Leo Sarkissian and I am the executive director of The Arc of Massachusetts.  The Arc was established in 1954 by families across the Commonwealth to assist themselves and each other in finding and developing the basic opportunities for their children:  a classroom, connections to community, and as they grew older to have jobs or other meaningful daily pursuits in addition to assistance in living in their community.  Just as those mothers and sometimes fathers joined together in living rooms and then halls, we remain joined and determined over 50 years later, to obtain the services many in Massachusetts wait for.

 The Arc of Massachusetts is not a service provider, but an advocate that always has relied on the legislature for leadership.  We represent 180,000 people and families throughout the Commonwealth, many of whom require us to be their voice. 
With me today are some families and friends.  They are here because they are the real deal—the line items and needs and dreams we testify upon, they live on a daily basis.  There is no one disability type or need.  The individuals here represent the hundreds waiting for residential services, the 607 students turning 22, the almost 3000 waiting for family support and the community providers with 15,000 plus employees who appreciate the salary reserve but have seen health benefit premiums rise in double digits along with increases in their other costs.  DMR’s budget provides for a number of subgroups with different needs among its 33,000 plus caseload.   
We implore you to appropriate dollars to allow growth beyond 1.8% in the DMR budget to address community service needs.   Yes there are some new dollars for Turning 22 and Salary Reserve in the Governor’s budget.  In the case of T22 however as these students graduate, the dollars do not follow them from LEA (local school district) and DOE.  Instead a smaller portion is allocated for adult services consequently as each graduating class (440 in 1999 to 607 in 2009), has grown it has been difficult to maintain employment and some type of social or home support services for the students.   

As we talk today there is a young man of 29 years, (not fortunate in his  T22 lottery several years ago) who wakes up in the living room of his mother’s apartment - the only room big enough to handle his bed.  His mother and sometimes a PCA, but usually just his mother, helps him get ready and a wheelchair van picks him up to go to his day program even though he wishes he was employed.  He loves his mother, but he also wishes he was around people his age more.   
EOHHS received 5.4% this year but real new dollars in DMR budget hovers under 2% and a large portion of that (which we don’t begrudge) is specifically allocated for contract increases in state operated institutions and other state personnel.    

What would help?  

We are asking for the following line items that directly address community needs--   
1. Strengthen existing services for individual now served:

· Residential Rate Initiative (5920-2006) $10 Million is what we requested but even $2 Million in a difficult year would give a strong message of support. 

The Romney Administration approved a new rate system to replace an outdated system and address underfunded residential services. However, just $2 million of a 3-year $30 million request has been funded.  
· Salary Reserve (4000-0117)  We ask you to maintain this line item.

Community-based direct care providers earn an average salary less than $12/hour, which leads to high turnover and uneven quality.  The governor has recommended $23 million in salary reserve, which is key to ensuring that the over 10,000 FTE staff funded by DMR are compensated properly for very difficult work.  

· Turning 22 (5920-5000) $10.6 M with full annualization

More than 600 DMR-funded students will have to make the challenging transition in 2009 from school-life to adult life. They will need $10.6 million with annualization ($21.6M) to be properly provided with the necessary job training, day services and transportation for the transition to be successful. This request includes $3 million in employment services, which would, for the first time since 2001, give about 200 students a chance at a job. 

2. Give access to adults in need of services:

· Community Residential (5920-2000) Although asking for $5.5 M to address cut and support wait list, $2.5 M in a difficult year would send a hopeful sign to those waiting.

About 11,000 people are served through this account. The waiting list is 600 and growing, but the Governor’s budget includes a cut of ½ million dollars. Increasing funding by $5,543,000 (for a total of $574,504,000) would restore the cuts and begin to bring down the waiting list.  

· Family Support (5920-3000)  $3 M is requested. This cost effective program will reach many people - we would appreciate what you could do.

Perhaps the most cost-effective of DMR’s programs, there remains a 3,000-person waiting list for family support services. The account has received only one increase of $500,000 in the last 7 years. An investment of $3 million dollars (for a total of $58,044,228) would go a long way, cutting the waiting list in half. 

3. Give access to children and families in need of services: 

· Autism Division Services (5920-3010)  $2 M is requested, we would appreciate what you could do here.

There is a growing population of children with autism, but the autism waiver currently assists fewer than 100 students. Early help in their homes will give them the chance to have productive lives in their communities as teens and adults. A $2 million increase (for a total of $5,277,672) would give autistic children the social, behavioral and communication services they need. 

· DOE/DMR Program (5948-0012) $1 Million to address a wait list which if unattended will result in more residential school placements.

Allowing children to stay with their families rather than being sent to expensive schools will save the Commonwealth money, and this program does just that. Increasing the Governor’s budget by $1 million (for a total of $9 million) will address the 2-year waiting list and prevent the separation of children from their families. 

I just would like to note before the panel why closure of state institutions and shifting from nursing homes for persons with disabilities to community care is an important part of our platform.  The NCSL (Nat’l Council of State Legislatures) reported in 2003 that maintaining institutional and community systems are fiscally untenable.  We support the Patrick administration in its Community First initiative which is historic as it begins to shift the historic bias in favor of skilled nursing facilities to community care for elders and cross disability populations.  This is a step supported by the legislature in the past.  This initiative mirrors what we have been doing for some time in the area of DMR funded services.

However if closure of schools doesn’t accompany this shift on the DMR side, we will continue to lose ground in maintaining quality and addressing needs of the unserved.  What the NCSL has stated bears true in the Gov’s budget this year and last.  We have growing needs in the community to address rates (at least 42% reimbursement by federal Medicaid clear this up).  In the “2005 Edition of the State of the State in Developmental Disabilities”, David Braddock and others report that the longevity of persons with ID and DD means more capacity is needed in community services.  But in Massachusetts, here are the stark facts looking at the time period of 2006-2009.  The State Institution budget has grown $22 Million inclusive of the 2009-H2 request of Governor (base of 166 Million) while the census has declined.  The Community services (non-state provided) budget grew $95 Million (base of $780 Million). But instead of a decline this includes approximately 3000 new individuals entering community services inclusive of Turning 22, children with autism, some new persons receiving family support and persons transitioning from nursing home and institutions.  
Our institutional system experienced a 13.39% in growth with a declining in census as compared to to an  increase of 12.21% with growth of 3000 people.  There is something wrong with this picture.   Please either fund the systems similarly or combine allocation of new dollars with dollars obtained through systemic reform.   I’m proud of living in Massachusetts with the support system that our legislature tries to maintain and strengthen.  Underline Let’s work to give all our citizens with intellectual and developmental disabilities their opportunity in Massachusetts.

A Closer Look  
Overview:

· Community Services have not received a cost of living increase since 1987.  A report at EOHHS (search on mass.gov for “financial health of providers in the Mass. human service system”) cites problems in purchase of services funding. 

· There are unacceptable waiting lists for services: Community Residential (600 people), Employment (360+people ) and Family Support (3,000 families) services. These waiting lists should not be allowed  to grow. The Community Residential account, which serves about 11,000 people, includes a ½??? million dollar cut. 

· According to DMR, there will be 607 students in need of Turning 22 services for 2009, an increase from this year, but the Governor’s budget includes a $1.6 million cut. 

· The DOE-DMR program, which helps students stay with their families rather than being sent to costly schools, has a 2-year wait list and has not had a funding increase in more than 3 years. 

Three of Many True Massachusetts Stories Illustrating the Implications of Budget Cuts

Janet S. has worked in a community residence outside Boston for the past 3 years. During that time, her health insurance premium has increased at least 8% per year, or $172/year in her share of premium cost. She has gotten yearly raises through the state’s salary reserve, but it has translated into just $570/year before taxes. After taxes, she is left with just $3 more a week in take home pay. Meanwhile the agency she works for is having to make staffing reductions at the residence because of its increased health premiums, gasoline and heating costs. Ultimately, Janet is having to work harder than ever without being compensated for it. How long can she last? Janet S. is counting on the Legislature to fully fund the Salary Reserve (4000-0117) and Residential Rate Initiative (5920-2006).

Twenty-nine-year-old Josh S. lives with his mother in the Brockton area. His mother, a single parent, had to leave her job three years ago to take care of Josh, whose health was declining. With no employment income, Josh’s mom can’t afford to fix the family van, leaving Josh without a way to socialize outside his home. He wants to live with peers but the wait list for residential services is more than 600 and Josh is not at the top of that list.  Josh’s case manager has told them that they are lucky to have some services. Still, Josh and his mother don’t feel lucky. Josh and his mom are counting on the Legislature to fully fund Community Residential (5920-2000) programs so Josh can have housing, a social life and other support services. 

Evan D., an 11-year-old with an autism spectrum disorder, lives with his parents and three siblings in Reading.  His autism requires that his parents supervise Evan 24/7. With the right in-home supports, Evan could learn to manage some of his difficult behaviors, dress himself and play with other kids in a community recreation program.  However, without such support, Evan may end up in a residential school potentially far from his family and community. Evan and his family are counting on the Legislature to fully fund DOE/DMR Program (5948-0012) so he can get the social, behavioral and communication supports he needs and remain with his parents and siblings. 
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