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Good Morning Chairman DiGirolamo, Chairman Cruz and members of the committee. My name is Lisa 
Tesler and I am the Policy Coordinator for the PA Waiting List Campaign. Thank you for the opportunity 
to provide testimony about the Intellectual Disabilities System and the Waiting List for Services. 

I testified in May regarding the status of the FY 12/13 Waiting List funding and identified problems with 
the implementation of the initiative. I am happy to report that this fiscal year; the Office of 
Developmental Programs was much quicker with getting waiver capacity out to county programs. We 
thank ODP for listening and responding to our recommendations to speed up the process. 

According to ODP, this is the status of Waiting List enrollment as of October 2013: 

FY12/13 

FY13/14 

Aging Caregiver Capacity= 430 Enrolled = 369 86% of people are in waivers 
HS Graduate Capacity = 700 Enrolled = 548 78% of people are in waivers 

Emergency Consolidated= 380 Enrolled= 175 46% of people are in waivers 
HS Graduate Capacity = 700 Enrolled = 196 28% of people are in waivers 

As a point of reference, last year the capacity letters had not even been sent to counties in October, so 
there has been improvement with speeding up implementation and enrollment for individuals this year. 

That being said, we made some recommendations last spring to improve the process that have not yet 
taken shape: 

• Recommendation: ALL individuals in the Emergency Category should have comprehensive, 
person centered individual Support Plans developed and ready. Having a good plan as a 
starting point will make enrollment faster and more efficient. The Plan would only need to be 
updated and providers identified when waiver capacity becomes available. As far as we know, 
that recommendation has not been responded to by ODP. 

• Recommendation: ISP development should begin while students are still in High School. The 
team that implemented the IEP for Special Education (who know the person well) are valuable 
resources to inform the planning for Adult services. This would also speed up enrollment for 
individuals identified to enroll in the HS graduate initiative. This recommendation has not been 
implemented. 

• Recommendation: The Office of Developmental programs reconsider the use of the Supports 
Intensity Scale. The feedback from the field indicated that the SIS assessment was holding up 
enrollment for families. So far this year, it appears that the process has been more responsive, 
however, families do not believe that tool accurately reflects needs, the vendor is not willing to 
be flexible with scheduling, and the information is not being used to improve services. ODP is 
proposing to use this assessment to determine individual budgets- even though it has not 
proven to be useful for planning purposes in Pennsylvania. We believe that tying budgets 
directly to an assessment, without the benefit of the ISP planning process, will harm individuals. 

We need to stream line the system so that it's easier on people and fa·milies. The process is 
overwhelming everyone, from the county to the supports coordination, to the providers and most 



importantly the families. Emphasis on process and procedures are crowding out the focus on people 
and their families. 

Other interesting data: 
FY 12/13 --Only 25% of people in the Consolidated Waiver Aging Caregiver initiative have Residential 
Services, while 51% have Unlicensed Home and Community Habilitation. 

FY 13/14- Only 11% of people in the Emergency WL initiative have Residential Services in their plan, 
compared to 68% who have Unlicensed Home and Community Habilitation. 

This tells us that people are choosing to live in private homes with their families. People living at 
home with their families are saving a significant amount of money for the system over their lifetime. 

We have some serious concerns with the proposals set forth by the ODP Futures Planning team. 

While the ODP Futures Planning process is proposing broad. and bold changes to the system that 
supports individuals and families in the community, there is no effort to close State Centers in the plan. 
The State Centers are an outdated, expensive and a very restrictive institutional approach to services. 
The population at the Centers is aging. We appreciate that there are fewer individuals going into 
Centers this year, compared with previous 2 years, however, we believe that all admissions should be 
halted. We believe that a Future Plan must address the shrinking population and the eventual closing of 
all the Centers. ODP decided that they would ignore the problem and pursue reforms ONLY in the 
community settings. While people in the community are being asked to wait for years for services and 
suffer the consequences of new policy, the individuals in the State Centers are carved out of any change. 

CHANGE is challenging for all of us ... but it seems the ODP will be plowing forward with very dramatic 
changes to the waiver programs without planning for any changes to the institutional component of the 
service system. 

The community waiver programs have already undergone significant changes in service definitions, 
billing practices and regulations over the past 8 years. The changes in services, rates and payments have 
resulted in consequences to the people served. People living with their families are held to very strict 
rules and are losing their services. The ideals of "Everyday Lives", Self-Determination and Person 
Centered Planning have been lost to process and restrictions. There are fewer providers willing to serve 
the people that need a high level of care. People with behavior or medical needs are being discharged 
by providers. 

People are being forced into institutional settings. We propose that before an individual ends up in an 
institution of any kind, there be a review process in place. People are going into private Intermediate 
Care Facilities because the community providers are unable or unwilling to serve them. We would like a 
formal process where the Department of Public Welfare, the Governor's Office and State Legislators are 
tasked with examining why the community system is failing these people before the individuals end up 
in segregated inappropriate placements. 

The system is still trying to right itself from the last round of "reforms" and ODP is planning on 
embarking on new models of services and funding formulations. The risk to people and their families is 
unknown and quite unsettling. 



o. 

Last week during a meeting with Intellectual Disability Caucus, Deputy Secretary Fred Lokuta referred to 
the Consolidated Waiver as a "golden cow" that some families were taking advantage of to receive 
$400,000 to $600,000 dollars of services a year. He stated that families were grabbing everything they 
could get. We feel this is an unfair characterization of people served by the community system. The 
average authorized budget for a person enrolled into the Consolidated Waiver through this year's 
Emergency Waiting List funding is $46,000 (a 38% decrease from the average for FY 12/13 Aging 
Caregiver initiative). Last years Elderly Caregiver initiative resulted in an average annual budget of 
$73,000 per person. The average cost of all individuals served in the Consolidated Waiver is $106,000 
per person per year according the Governors Budget. So, while we understand that some people with 
higher level of need will cost more to serve, we wanted to contradict the impression that families are 
routinely receiving extremely expensive waiver services. 

In conclusion, we understand the Office of Developmental Programs experienced costs significantly 
above budget last year. We need accountability and responsibility for the funding. The reforms and 
changes to the program over the past several years have not corrected the deficits in the system. We 
understand the need to reform and improve the system for community supports. We are aware of the 
"cost pressures" to the system. However, we still strongly believe that investment of dollars into the 
community programs is a necessary and cost effective way to provide services and supports to the 4,000 
people in the Emergency Waiting List. Taking care of the most vulnerable is a core function of 
government. 

People with disabilities and their families deserve high quality services to allow them to live and work in 
their communities. Fifteen thousand people on waiting lists clearly demonstrate that the existing 
system is not meeting the needs of the people. We need a Futures Plan that adequately addresses 
serving all people who need help, while preserving the supports that are in place for those already 
receiving waivers. A Future Plan should provide for the health and safety of those in the system, 
address the needs of the waiting list families, and also plan for the closure of State Centers and other 
large institutional settings. We are not convinced that the current ODP plan and the changes it 
proposes will adequately tackle these big problems. The measures proposed, like assessments tied to 
budgets and managed care will not result in better outcomes for people or in significant savings. 

Thank you for the opportunity to testify today. 


