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Good morning Mr. Chairman and honorable members of the committee.  My name is 

Michelle Sipple and I would like to thank you for the opportunity to speak with you today.  

I am the Service Coordination Director for Familylinks, a private non-profit agency in 

Allegheny County that provides Supports Coordination services to over 2900 individuals 

in both Southwestern and Northwestern Pennsylvania.  Accompanying me today is one 

of those individuals we are privileged to serve, Sarah Michael and her parents Tom and 

Linda Michael who will be testifying on her behalf shortly.  I am here today to discuss 

Supports Coordination, an invaluable piece of the Intellectual Disability (ID) system here 

in Pennsylvania and to express my concerns over the November 15, 2011 state set fee 

schedule that was implemented by the Office of Developmental Programs through the 

Department of Public Welfare.  This schedule jeopardizes the viability of countless 

Supports Coordination organizations that have provided quality services to individuals in 

Pennsylvania due to the unsustainable rate we have now been assigned.   

 

Please allow me to begin by telling you about the work we do for individuals.  Supports 

Coordination is a service that locates, coordinates and monitors each and every 

individual within the state who is referred for services to their respective County of 

residence.  Individuals can be referred beginning at the age of three through older 

adulthood.  The majority of individuals enter the system as children or young adults 

through referrals from their school districts.  As adults, most individuals are referred by 

family members unfortunately, in some cases, during times of crisis without ever being 

identified before in their life.  The eligibility criterion has remained that individuals must 

be diagnosed with an intellectual disability prior to the age of 22 by a licensed 

Psychologist and have significant delays in several areas of adaptive functioning.   

 

Once in the system, each and every individual is then assigned to a Supports 

Coordination Agency.  In Pennsylvania, there are currently over 60 agencies that are 

qualified to provide this service and these may be private non-profits or units that are 

associated with a County office.  Regardless, both provide the same supports and 

follow the same fee schedule.  A Supports Coordinator, or SC as they are commonly 
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known, is then tasked with beginning the process of planning and assessing for the 

needs of that individual.  This is a crucial responsibility right now.  There is a lack of 

system resources and planning for limited Medicaid dollars which families are so 

desperate for especially when they enter the system in a time of crisis.  Supports 

Coordinators, who on average have caseloads of 50 to 60 individuals, become the main 

lynchpin in the system for those families who need to secure these limited funds.      

 

An essential function of Supports Coordination is gathering information and 

collaborating with team members that support them to develop a comprehensive 

treatment plan referred to as an Individual Support Plan or ISP.  This ISP is a strengths-

based plan that from a systems perspective becomes a “prescription” for services and 

details why these services are necessary.  When the ISP is completed and submitted, it 

is sent electronically to the Administrative Entities, formerly known as the Counties, 

where services are currently authorized for provider payment.  The Office of 

Developmental Programs approves only two services to be authorized at this time which 

are limited to individuals who currently reside in residential placements and require 

additional staffing above and beyond what the setting is approved to provide.  Therefore 

over 99% of the spending is authorized at the local level by the Administrative Entities 

even though they hold none of the dollars being spent.  As needs change and plans for 

individuals are revised, dollars are continuously allocated without question.  As long as 

justification exists, plans are readily approved.      

 

If an individual is fortunate enough to be selected for funding, then one of our main 

responsibilities becomes the monitoring of providers to ensure that services are being 

delivered as the plan outlined.  Provider monitoring is something our SC’s take very 

seriously, and we are required by the Office of Developmental Programs to document 

any discrepancy from the support plan as a “Print Issue” that is put into the statewide 

client system for the AE and State to view.  In between planning and monitoring, there 

are a multitude of responsibilities our staff are required to do on a daily basis including 

coordinating meetings, referrals for services, participating in the statewide need 
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assessment which is the Supports Intensity Scale or SIS, following up on independent 

monitoring considerations, service notes on every activity provided and a great many 

other forms and tasks that time does not allow me to share with you.  What I do need to 

make clear is that when it comes to our two Medicaid waivers which draw a large 

Federal match for the state, the Supports Coordination entities bear a large burden of 

compliance to the CMS assurances the department is obligated to meet.       

 

With that being said, allow me to explain why I oppose the current Supports 

Coordination fee schedule rates.  In a letter dated October 4th the Department put out 

information about the critical factors they used to develop the rates.  These factors 

included staff salary, employee related expenses, supervision time, travel costs and 

administrative expenses.  While “pricing” or percentage expectations for each of these 

factors were given, the information was vague and lacked a clear understanding of how 

the numbers had been derived. The letter also stated that cost report data was used to 

develop the rates.   

 

In the last two years, however, SC organizations have been working with rates from the 

one and only cost report that was ever completed.  Further, those cost reports were 

based on 2008 expenses and were thrown out by the previous administration who 

stated on more than one occasion they were invalid and based on erroneous data from 

agencies.  In the last two years, with the implementation of gross adjustments and 

quarterly Revenue Reconciliation approved by CMS, Supports Coordination agencies 

have been able to manage even with these 2008 rate since these processes recognized 

the immediate need to support cash flow issues and for costs to be settled quarterly and 

at year end.  As of November 15, however, utilizing the now implemented state set fee 

schedule model, we will not be eligible to participate in either of these processes as in 

the past.  Now we are faced with rates built from critical factors that are unclear and 

erroneous cost reports from three years ago.  In one day with no ability to reconcile 

deficits, some agencies had rates that went down as much as 28%.  If current cost 
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reports were utilized I am certain these existing reimbursement rates would be well 

below every agencies actual expense data. 

 

Although the Department in the same October 4th letter suggested ways to evaluate 

business practices and work within this rate, let me assure you that not only my agency 

but most agencies in the Commonwealth have done everything we can over the last few 

years to put new processes into practice in order to be as fiscally responsible and cost 

efficient as possible.   Within my agency, and I know many others that have used the 

same strategies, we have moved to a mobile workforce, minimized both administrative 

and management staff, utilized a geographical approach to assigning cases to reduce 

travel expenses, and consolidated office sites all in an effort to prepare for the new fee 

schedule as we knew it would be imminent.   

 

Even with all of these cost-saving measures there are many agencies facing deficits 

beginning this fiscal year.  Now the only alternative for agencies, if it is even possible to 

stay in business with these rates, is to look at two options of increasing the productivity 

burden on staff or make further cutbacks including the potential for staff down-sizing. 

Both of these options will inevitably compromise quality, waiver assurances, and 

potentially consumer health and safety.  If in the end agencies are forced to make the 

difficult decision to close, no matter the size of the agency individuals will be impacted 

and ultimately this will result in decreased consumer choice, a CMS assurance as 

agencies close.  The transition to another agency will take months and that assumes 

another agency is available and willing to take on the individuals under this current fee 

schedule.  It will also mean that vast amounts of historical knowledge on our vulnerable 

population will be lost as well. 

 

All of this can be avoided if the Department is willing to work with Supports Coordination 

agencies to determine current costs and structure a rate that is based on actual 

expenses across the Commonwealth, or identify the essential components for waiver 

compliance and alleviate the burden of all ancillary paperwork and functions SC’s are 
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currently providing that are non-compliance related.  I hope that this is agreeable to the 

department and occurs quickly so that consumers and families will not see any changes 

to their current standard of service provision.   

 

Thank you again for allowing me to speak to you this morning about the role of Supports 

Coordination and my concerns with the state set fee schedule.  If I can answer any 

questions I would be happy to do so.    
 

Respectfully submitted by: 
 

Michelle Sipple 
Service Coordination Director 
Familylinks 
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We would like to thank you for the opportunity to speak on behalf of not just our 
family but for all the families who could not be here to tell you their stories. 
Twenty-two years ago when our youngest child Sarah was born, we knew 
nothing of “special needs”; it has been a learn-as-you-go process. Sarah has two 
brothers and a sister, who were a huge help in caring for her when they were 
growing up. They are now all grown, work and live in their own homes. As Sarah 
grew she thrived in the protected, well-defined programs of Special Education 
that challenged her to develop to her highest potential. For more than two years 
prior to Sarah’s leaving school, we worked with Mat Brueggeman of Familylinks, 
which is our supports coordination agency, to prepare her adult life supports 
plan. At age 21, Sarah left the Educational System. The experienced individuals 
at Familylinks were invaluable in planning the transition from her school IEP to 
her Individual Support Plan.  We asked for waiver funding to provide her with a 
vo/tec program at UPMC Merck Center and Access transportation. The Plan 
would give Sarah a meaningful work/social experience and allow both of us to 
continue working at our full time jobs. We would continue to provide Sarah with 
food, clothing and shelter as well as all of her other needs. Without such funding 
one of us would be forced to stay home with Sarah full time. That was a lose/lose 
proposition.  

The worst possible news came in the late spring of this year. Someone at the 
county determined Sarah was seeking consolidated waiver funding. There was 
no record, document or application that sought such funding for Sarah. The 
damage was done. Sarah’s request for Person/Family Directed Support waiver 
funding which Familylinks had sought was completely denied. Sarah, at the end 
of her school year would have no support. She would receive no funding. Period. 
Sarah greatly enjoyed and looked forward to her participation at UPMC. 
Eliminating the opportunity to participate in that program because of 
misunderstanding would have devastated her. The County said there was not 
enough to give Sarah the help she needed. Each succeeding year many more 
young adults would come into the system also seeking funding. Even though she 
asked for just a little help, Sarah got nothing. The likelihood of Sarah receiving 
funding in future was doubtful. 

The system offered no relief; no obvious source of help. As a result we reached 
out to our State Senator, John Pippy, asking for the opportunity to discuss this 
horrible situation with him. With the help of Mat Brueggeman and Michelle Sipple 
of Familylinks we prepared a presentation for Senator Pippy. That presentation, 
pointed out the fact that a cut in funding or the elimination of programs by 
agencies because of inadequate reimbursement for programs like Sarah’s comes 
to the same end for her. No programs; no funding; no help in any way! One of us 
would have to quit our job just to provide the constant monitoring and supervision 
for Sarah needs. Gone. Sarah can’t be alone for any lengthy period of time. She 
can’t call 911; can’t read; can’t dial a telephone number. Someone has to be with 
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her 24/7. Sarah thrives on social interaction with the other clients and staff 
members at UPMC. With no funding her relationships with the other UPMC 
Clients and staff members would be gone. That would crush her.   

Sarah is 22 years old and an adult. By law she is her own person and we are not 
obligated to support her. We will; no matter what; for as long as we can. Reality 
is that many families, without the moderate help Sarah requested, are forced to 
relinquish their loved ones to institutions such as Western Psych because they 
simply can no longer manage the 24 /7 responsibility of caring for someone with 
Sarah’s needs. As we told Senator Pippy at our meeting Familylinks had 12 
clients who were taken to Western because their families could no longer care for 
them. That’s tragic in and of itself.  It’s also a waste of resources when in many of 
those cases partial help of the type Sarah sought would have prevented their 
desperate act. Pennsylvania has to provide each of them with food, clothing, 
shelter, day programs, transportation and all their other needs at a cost of 
approximately $200,000 per year each for institution care which is approximately 
8 times the funding requested for Sarah. The Legislature has the obligation of 
spending tax dollars wisely. Such a charge is not mutually exclusive with the 
sensitive and humane care for the least capable of our neighbors. Some disabled 
people who do not suffer from intellectual disabilities can, through hard work, 
dedication; perseverance and treatment conquer their disability.  No amount of 
work or dedication can make Sarah capable of supporting her self, or free her 
from the need for constant supervision.  No amount of mental exercise can make 
Sarah able to learn or increase her IQ. She committed no crime. Sarah did 
nothing but come into this world with an IQ of 40, and a penchant for breaking 
into spontaneous song and dance. Thanks to Senator Pippy and his staff so far 
there has been a happy result for Sarah. Base funding was found in an amount 
sufficient to meet the cost of UPMC and Access this year. What about next year?  
Sarah will never be able to hold a real job. She will need full time, constant 
supervision for her entire life.  If that funding disappears or rates are cut and 
UPMC or Familylinks can no longer afford to provide her supports, Sarah will be 
crushed. We will find ourselves in the same, desperate situation we found 
ourselves this June.  Help us continue to support Sarah at home with the partial 
funding she needs. We’ll continue to shoulder the major responsibility of 
providing Sarah with food, clothing, shelter and 24-hour oversight of her care.  
Please help us help her by providing the funding for her ISP and the ISP’s of so 
many disabled people like her. We as a commonwealth have enough to provide 
for these the least of us. 
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The Facts of the Cuts to ID Waiver Services 
 

 Services to People with Intellectual Disability have long been a core 

responsibility of Pennsylvania state government.   

o For over 45 years, the Legislature has provided the funding needed to 

ensure the health and safety of the thousands of people with intellectual 

disability living in the community.  Until now. 

o On average, these services cost significantly less than the cost of providing 

similar services in state institutions, with much better outcomes for the 

people we serve.   

 DPW has recently (last month) implemented changes in the ID waiver fiscal 

policies that will reduce payment to providers by nearly $150 million this year 

compared to last year, some five times greater than the $30 million cut included 

in the budget by the Legislature 

 I’d like to begin by providing some historical context for this cut: 

o Over the years, funding has not kept pace with inflation 

o In fact, over the past 15 years, funding has been cut 40% compared to the 

Home Health Market Basket Index (see chart) 

o This system has not received a cost-of-living increase for the past 4 years 
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o The new ODP Prospective Payment System uses 2 year old provider costs 

to determine the current rates 

o ODP’s own data shows that even though healthcare and other costs of 

providing these services have continued to increase, providers’ cost per 

unit of service over the first two years of DPW’s new payment system 

have actually decreased for many of the waiver’s most-used services.  

These facts show that ID waiver providers have continued to make cost-

effective use of the taxpayer funds appropriated by the Legislature to 

support people with intellectual disability.   

 Next, I’d like to share with the members of the Committee why the ID waiver’s 

regulatory requirements makes it so hard for providers to deal with cuts of this 

size: 

o State and matching federal monies are the only source of funding for 

these services.  Providers cannot shift these cuts to other payers, as 

providers in other human services are sometimes able to do. 

o The ID waiver requirements severely limit the usual options available to 

deal with budget cuts: 

 Providers can’t save money by reducing the number of people they 

serve, since service reductions reduce payment; 

 Providers can’t save money by reducing the amount of service 

provided, since DPW specifies in great detail the exact type and 

amount of service that must be provided to each person served; 

 Providers can’t save money by reducing the intensity of the services 

provided, since DPW requirements specify staffing ratios that are 

the major driver of provider expense. 

 While you will hear from each of the provider CEO’s here today about their 

challenges in attempting to deal with these budget cuts, I would like to conclude 

my testimony by sharing with you what my members have told me about the 
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bad options they are dealing with, and the negative impact on consumers and 

providers of each of these options: 

o Reduce or eliminate management oversight and supervision of direct care 

services that is required to assure the quality of these services 

 The quality of the lives of the people we serve will be impacted 

 Reportable incidents will increase, despite our deep commitment to 

avoid harm to the people we serve 

o Reduce employee wages and benefits 

 Direct care workers are already underpaid, and have been forced to 

absorb more and more of the cost of the limited health benefits we 

are able to provide them 

 This leads to higher turnover rates even in today’s economy 

 State employees recently negotiated a new contract that contains 

wage increases over the life of that contract.  State employees 

performing the same direct care services in state institutions are 

paid more than twice the wages of direct care workers in the 

community and have state paid benefits package which community 

providers cannot afford to offer. 

o Use scarce agency reserves to maintain services  

 This is, at best, a temporary solution that increases the risk of 

provider bankruptcy 

o Terminate services where losses are the greatest 

 Even if other providers are able to assure that services are available 

for the consumers affected, lifetime relationships between the 

people we serve and their caregivers will be destroyed, as new 

providers substitute lower-paid, less experienced workers for those 

laid off, resulting in significant disruption in the lives of the people 

we serve.  Providing lifetime care for people with intellectual 

disabilities is not the same as manufacturing widgets.   
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o Stop accepting new waiver participants 

 The ID Waiting List will increase plus there is no specific DPW 

funding established to pay for services to those on the Waiting List, 

therefore the only individuals that will be serviced are when current 

waiver consumers die or move out of state  

 Some group homes will be closed, and waiver participants will be 

forced to move to other living options if and when they become 

available, disrupting their lives 
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TESTIMONY OF MARK J. MURPHY 
 

Good morning.  My name is Mark J. Murphy.  I am the Chief Executive 

Officer of the Disability Rights Network of Pennsylvania (DRN).  DRN is the 

organization designated by the Commonwealth pursuant to federal law to advocate 

for and protect the rights of Pennsylvanians with developmental and other 

disabilities.  I appreciate the opportunity to talk to you today about the crisis that 

individuals with developmental disabilities and their families are facing.  For many 

individuals, services simply are not available.  People who have services are facing 

drastic cuts to their services.  All of this jeopardizes their ability to continue to live 

safely in their homes and communities.  It is urgent that the Commonwealth 

consider the impact of its actions and inactions on our most vulnerable citizens. 

A. Service Cuts 

Until the last year or so, Pennsylvania was at the forefront of the country in 

its provision of home and community-based services to individuals with 

developmental disabilities.  Using Medical Assistance home and community-based 

waivers, Pennsylvania offered many of these individuals an array of services that 

enabled them to live in their own homes and to participate as fully and 
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independently as possible in community life.  Recently, however, the Department 

of Public Welfare (DPW) has implemented a series of policy changes that have or 

will have the effect of reducing or eliminating these critical services, placing these 

individuals at risk. 

DPW recently announced that it amended its OBRA Waiver, a Medical 

Assistance waiver that provides home and community services to people with 

developmental disabilities, including autism, brain injury, intellectual disabilities, 

and cerebral palsy.  Among other changes, these amendments will either eliminate 

or substantially reduce and cap “Community Integration” services on January 1, 

2012.  Community Integration services teach individuals with disabilities essential 

skills they need to live as independently as possible in their community, including 

domestic, financial, transportation, safety, medical management, and interpersonal 

skills.  This service maximizes the ability of recipients to live and participate as 

members of their community, including enabling some to join the workforce. 

DPW has offered no adequate alternatives to Community Integration 

services under the OBRA Waiver.  The impending loss of this service will mean 

that individuals will regress and lose the skills they have worked so hard to attain 

and they will be foreclosed from acquiring new skills.  The impending loss of 

service will also force some recipients to move out of their own homes and may 

well result in their institutionalization. 
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To cite just one example, Elisa is a 24-year-old woman with autism who 

experiences extreme behavioral problems.  When she lived at home with her 

parents, she was subject to repeated psychiatric hospitalizations because her 

parents were unable to meet her needs.  With services from the OBRA Waiver, 

including Community Integration and Behavior Therapy (another service that 

DPW has now eliminated), Elisa has been successfully living in her own home for 

the past three years and has not had any psychiatric hospitalizations.  After 

learning of DPW’s changes to the OBRA Waiver that will eliminate funding for 

the services Elisa needs to live in her own home, her provider notified her family 

that it would cease providing services to her on December 31.  Last week, the 

provider told her parents that it would return Elisa to their home on December 15 

due to the loss of staff who left after learning Elisa’s program would soon cease.  

Her mother is ill and her father works two jobs.  They cannot care for her, but may 

have no choice but to take her home soon.  Elisa’s family has been unable to find 

any other providers who are willing to offer Elisa alternative services.  Elisa’s 

return home will be disastrous for her and her family. 

Policy changes also are jeopardizing people with intellectual disabilities who 

receive services under DPW’s Consolidated Waiver.  Most significantly, DPW has 

in the past few years reduced the rates that are paid to providers, particularly those 

who offer residential services in “group homes.”  As of November 15, 2011, DPW 
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reduced group home rates by 5.6 percent to address the inadequacy of the 

Legislature’s appropriation.  There have been no cost-of-living increases in at least 

three years.  As a result, the rates paid do not reflect the current actual costs to 

operate group homes. 

The negative impact of this rate structure on individuals with disabilities is 

not surprising.  First, providers have dealt with these effective rate cuts by 

eliminating supervisory staff.   The elimination of experienced supervisors 

jeopardizes the health and welfare of program participants, particularly those 

individuals who have complex medical needs or challenging behavioral issues.  

Supervisory staff are a key resource for direct care staff to help them address these 

individuals’ unique and difficult needs.  The lack of adequate supervisory staff 

jeopardizes even group home residents who do not have challenging needs.  The 

lack of supervision results in reduced oversight, increasing the likelihood that 

abuse, neglect, rights and policy violations will occur. 

Second, the rate reductions have made it increasingly difficult to find 

providers who are willing to provide services to new clients.  Even if they might be 

able to break-even presently, they know that in a few months DPW again may 

impose another rate reduction that leaves them absorbing the costs of providing 

services.  This results in a smaller and smaller pool of willing providers.  The 

problem of identifying willing providers is particularly challenging for clients 
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whose costs are higher due to medical fragility or behavioral health issues.  For 

instance, Karen is a woman with intellectual disabilities who has been enrolled in 

the Consolidated Waiver for many years.  Over a year ago, she was admitted to a 

psychiatric hospital for what should have been a brief period.  She remained there 

for months and months after the hospital determined she was ready for discharge.  

Although a willing provider was identified, DPW initially refused to agree to pay 

the costs of the program.  DPW ultimately reversed course, agreeing to pay for 

Karen’s program, but she has spent more than a year unnecessarily 

institutionalized in a psychiatric hospital. 

DPW’s policy concerning “leave” time also has left some Consolidated 

Waiver participants without appropriate programs and services.  DPW will no 

longer pay group home providers to serve clients who are out of the home for more 

than 60 days a year.  Some individuals in the Waiver have complex medical needs 

that may require longer-term or more frequently hospitalizations, which count 

against their leave time.  We have been contacted on behalf of clients whose 

providers terminated them because they were out of their homes more than 60 

days, and the providers did not or could not absorb the loss in payment from DPW.  

This has left people languishing in hospitals, nursing homes, or other inappropriate 

and unnecessarily segregated institutional settings.  The leave policy also impedes 

the ability of Waiver participants to spend time with their families.  Some 
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individuals go home for vacations or overnight stays with family, enabling family 

members to maintain their bonds.  Individuals who use up a number of their leave 

days due to hospitalization are then restricted in their ability to spend valuable and 

important time with their families. 

DRN is certainly aware of the financial constraints facing the 

Commonwealth.  DRN, together with advocates and professionals, have made 

serious recommendations to DPW about how it can save costs without hurting 

individuals with disabilities who depend on Waiver services.  For instance, DPW 

could have all group home residents apply for Food Stamps – a program which is 

funded solely by the federal government.  This would reduce DPW’s expenditures 

for food costs.  DPW also could alter the vacancy management system to base 

funding on occupancy rather than leave days.  This would increase federal 

financial participation by millions of dollars.  DPW has declined to implement our 

recommendations. 

B. Abuse and Neglect 

Cost savings cannot explain DPW’s policies and practices that place 

individuals receiving Waiver services at a higher risk of abuse and neglect.  There 

are several areas in which administrative changes are desperately needed. 

First, regional variation undermines the effectiveness of DPW’s oversight.  

DPW’s Office of Developmental Programs (ODP), which administers the 
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Consolidated and Person/Family Directed Support Waivers, has four Regional 

Offices.  Each Regional Office is responsible to oversee services provided in its 

Region to assure compliance with DPW’s licensure criteria.  There are significant 

inconsistencies across the Regions in the implementation of this oversight 

responsibility.  In one Region, for instance, the Regional Office did not issue a 

citation to a provider when ODP’s records documented life-threatening conditions 

before and after a licensing visit because the conditions were not directly witnessed 

during the licensing visit.  Although ODP was notified of the Region’s failure to 

take action against the provider, ODP has not required the Region to take 

appropriate steps. 

Second, there is inadequate oversight at the state level.  ODP has reinstated 

providers to full licensure after they have been subject to adverse licensing actions 

(e.g., notice of licensing revocation or issuance of provisional licenses) without 

assuring that the providers have taken appropriate and effective corrective actions.  

ODP has reinstated licenses despite its own documentation of ongoing health and 

safety issues in their programs, many of which involve the same issues that 

triggered the adverse licensing actions. 

Finally, ODP has not taken appropriate steps to assure that providers do not 

precipitously terminate individuals from service, leaving them without appropriate 

services and placing their health and safety at risk.  Currently, providers are 
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allowed to terminate an individual from service for any reason or no reason at all.  

Moreover, we know of examples where providers have terminated services with no 

advance notice, making it very difficult or impossible for the individual involved to 

secure alternative services. 

C. Waiting List 

So far, I have talked about problems facing the people who are receiving 

services.  But, there are many, many Pennsylvanians with intellectual disabilities 

who are completely unserved or dangerously underserved.  As of October 31, 

2011, there were 15,826 Pennsylvanians on the “waiting list” for services.  This 

includes 3,342 people with “emergency” needs (i.e., who need services 

immediately) and 7,461 people with “critical” needs (i.e., who need services within 

two years). 

People on the waiting list can be served in one of two ways:  (1) placement 

in a compatible vacancy (e.g., when a current service recipient dies), or (2) 

appropriation of new funding to expand existing services.  For the first time in 

about ten years, the Legislature appropriated no new funds to serve people on the 

waiting list in FY 2011-12.  This leaves vacancies as the only means by which the 

thousands of people on the waiting list can be served. 

While there are about 700 vacancies each year, this is not nearly enough to 

meet the needs of those on the emergency waiting list. 
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 Many individuals on the emergency waiting list have caretakers who 
are aging and infirm.  They have tried for years to keep their sons and 
daughters at home and out of institutions, but they can no longer 
physically meet their needs. 

 There are also hundreds of young people with intellectual disabilities 
who graduate from high school each year.  With no habilitation 
services available to them when they graduate, they will regress and 
lose the skills they have worked so hard to attain through the special 
education system.  The loss of skills will mean that they will need 
even more services in the future. 

 Some of these youth also have complex medical needs for which they 
received extensive in-home health care services funded by the 
Medical Assistance system for children (known as EPSDT).  When 
they “age out” of the EPSDT system, the array of services available to 
them shrinks markedly unless they have access to Waiver services.  
These young people will almost certainly face institutionalization in 
nursing homes or other facilities because their families lack the skills 
necessary to provide them with in-home supports. 

D. Lack of Transparency 

Some of the problems detailed above might be avoided if DPW engaged the 

disability community more actively in the formulation of policy instead of 

imposing surprising policy changes on consumers, their families, and providers 

who then have to try to repair the damage.  

Under prior administrations, ODP had a Planning Advisory Group (PAC).  

The PAC included individuals with intellectual disabilities, family members, 

provider agencies, county personnel, and DPW staff and officials.  ODP worked 

with the PAC to discuss policy matters and to gain the perspectives of people 

impacted by the service system on potential policy changes.  The PAC was also a 
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means by which ODP could communicate potential or final policy changes to the 

larger community.  The PAC has been effectively disbanded by the current 

administration.  There have been no meetings and no other means by which ODP 

has communicated with the people whose lives are daily impacted by the policy 

decisions ODP makes. 

ODP is now in the process of drafting applications to the federal government 

to renew the Consolidated and Person/Family Directed Support Waivers.  The 

federal government strongly encourages states to allow and consider public input 

into the Waiver renewal process.  DPW has repeatedly stated that the process for 

renewal of these Waivers would be open and include opportunities for stakeholders 

to participate prior to finalization of policy decisions.  To date, this has not 

happened.  DPW must submit its renewal applications shortly, but it has yet to 

circulate the drafts or any summary of important changes to those documents to the 

public to solicit its input. 

ODP’s failure to solicit public input on the Waiver renewals is consistent 

with its failure to solicit input on other important policy changes it has made.  ODP 

has issued several important new policies without any public input.  This creates 

chaos as individuals and agencies impacted by these changes must scramble to 

implement the unexpected, and sometimes unclear or unworkable, policies.  ODP, 

for instance, had to rescind its general rate-setting policy for FY 2011-12 after it 
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issued them only to learn that the policy was unworkable as written.  Had ODP 

secured public input before it issued the policy, much time and energy by all 

parties could have been saved. 

ODP is not the only DPW agency that has excluded stakeholders from the 

policy process with adverse results.  The Office of Long Term Living (OLTL), 

which administers the OBRA Waiver among others, similarly has made policy 

changes with little if any opportunity for public input.  The changes to the OBRA 

Waiver described above, for instance, came as a shock to Supports Coordinators, 

providers, and others who are responsible to assure that participants in that Waiver 

have appropriate services.  OLTL only announced the change to Community 

Integration services in a policy bulletin issued on September 29, 2011, giving 

people only about three months to scramble to find alternative services.  OLTL still 

has not issued any guidance or advice on the many other changes to that Waiver 

(even when they will be implemented), creating confusion throughout the system. 

E. Summary 

The challenges facing DRN’s clients and their families are daunting.  The 

Commonwealth must not force them to scramble for appropriate services they need 

to live in their homes and communities or face the prospect of segregated, 

institutional care.  Pennsylvania has come very far since the days of warehousing 

people with disabilities.  We must not turn back. 
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Thank you Chairman DiGirolamo and Minority Chairman Cohen for taking the time to hear the 

thoughts of the people who are impacted by the decisions being made by The Department of 

Public Welfare. I hope my testimony will give you a real-life, “person on the street” view of the 

impact that DPW policy changes may have on the adults with intellectual disabilities receiving 

community-based services.  

 

My name is Maureen Westcott and I am the Public Policy Advocate for Adult Issues with The 

Arc of Pennsylvania, a statewide non-profit organization that provides advocacy and resources 

for citizens with intellectual and developmental disabilities and their families. Before I joined 

The Arc, I was the Executive Director of a small group home in a rural county, which provided 

me with the additional perspective of how challenging it is for providers to operate in a system 

reliant on public funding. But more relevant to our discussion today is that I am the mother of 

Elise Westcott, a wonderful 26 year old woman who volunteers at a local nursing home and 

youth drop-in center, helps out on a friend’s farm, spoils her nephews, and also happens to have 

an intellectual disability. Elise has given me permission to share some of the details of her life 

with you today. 

 

My purpose in speaking today is to help you to understand more about an individual with an 

intellectual disability and how they receive services. These services are developed using an ISP 

(Individual Support Plan). Please take note of the term “Individual”. That means everyone’s 

service plan is different with different services being authorized. There is no one “set” plan. 

Also, people’s needs may change throughout the year making the plan change also. This 

uniqueness explains the differences in costs between persons. You must understand that when an 

individual applies for and receives services, they do not just have an open menu from which to 
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pick. The ISP process is a team such as family members and friends, the Supports Coordinator, 

providers of service, employers. After a plan is developed it is sent to the AE for authorization. 

Only then are services received. The ID services they receive assist them to have real lives; not 

insignificant “wants” but rather critical “needs’. 

 
If Elise lost her services, she would no longer have an Aide which is a service she utilizes which 

is critical to her being a part of her community and living an “everyday” life. Her Aide takes her 

to the nursing home where she is getting work experience that we hope will soon translate into 

paid employment, gets her to her doctor’s appointments, helps her become more independent 

(she recently learned to take the train to appointments), etc. Several years ago the Medicaid 

Waiver was critical when she had a severe reaction to a medication and needed to live for a time 

in a group home with 24/7 staffing support. If the Waiver had not been available, this would 

have been impossible and institutionalization may have been the only answer for my daughter.  

 

While we are just one family, our story is representative of thousands of other families across 

Pennsylvania. To Elise and her peers, cuts in services mean housing not being available and 

having no other choice but to enter a public or private institutional setting at a much greater cost 

than community services. Cuts in day programs and the transportation to them risk making the 

person more isolated from the community. If respite funds were not available, the families who 

care for their sons or daughters (at significant cost savings to the taxpayers) would not have the 

break they need, increasing the stress that already exists on them and their family and possibly 

resulting in them giving up and having to institutionalize their loved one. 

 

I want you to understand that any policy and fiscal changes eventually impact those receiving 

services. As providers deal with the fiscal policies, the people receiving the services and their 

families feel the volatility in our lives. Staff that is paid minimum wage with no benefits means a 

high turnover rate. This change can be liken to going to a new hairdresser every time and having 

to explain your personality to a person who doesn’t have a clue as to what goes on in your life. 

For example, my daughter shared that one of her housemates who was non-verbal in her 

communication would have behavior issues when there were new staff because they would not 

understand her needs. I would hear this at 4 in the morning as Elise was woken by the 
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roommate’s distress and so called me as her way of dealing with it. So it’s also like going to a 

new doctor every visit and not only that, but having to train them too! 

 

I understand we are facing serious economic and fiscal challenges. However, budget making is 

about establishing appropriate priorities. I work at The Arc of PA because I believe with them  

that funding programs supporting Pennsylvanians with intellectual and developmental 

disabilities is a core responsibility of state government and ought to be one of the high priorities 

of both the Governor’s Office and the General Assembly. 

 

The goal of providing services is to give an individual a productive and real life. ODP uses the 

term “Everyday Lives”. In closing I would like to share a quote from Everyday Lives – Making 

It Happen, from DPW (November 2001) 

“In order to change the system to make Everyday Lives a reality for everyone, then we all must 

keep in mind the following beliefs: 

 Self-determination is for everyone. 

 Everyone can make choices. 

 Everyone should have control over his or her life. 

 Everyone is different and there is value in difference; therefore supports need to be 

individualized. 

 Everyday Lives are for everyone.” 

 

It is critical to have input from people receiving services prior to final decision on policy / 

procedure changes. We need to work together to solve our problems. That means all of us – 

individuals and their families and advocates, the providers, the people who work in the system, 

as well as you, the Legislature. Nothing is accomplished by pitting one group against another 

(those receiving services versus those waiting for services, or those providing services versus 

those receiving services). I hope this hearing will do just that. Thank you for the opportunity to 

testify before your committee today.  
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Good morning. My name is Shirley Walker. I am the President and CEO of PAR. PAR stands 
forPennsylvania Advocacy and Resources for Autism and Intellectual Disabilities.  
 
PAR is a statewide nonprofit association that focuses exclusively on providing autism services 
and community intellectual disability services across the Commonwealth. Our members provide 
24 hr/7days a week residential services in over 7,900 locations in Pennsylvania as well as non-
residential services like employment for people with disabilities, and we provide in-home 
services to families. Our members employ over 30,000 Pennsylvanians to help provide these 
essential services. 
 
We are immensely grateful to you, Chairman DiGirolamo, Chairman Murt, and committee 
membersfor this opportunity to have a voice in supporting people with intellectual disabilities 
and their families. Thank you. 
 
The Department of Public Welfare has been making statements and decisions that are dangerous 
to the health and safety of your constituents who are among the individuals and their families 
who are currently supported by the Office of Developmental Disabilities, as well as over 15,000 
people who are waiting for services.  
 
DPW is scrambling to prove that they can contain or lowerthe total costof this program in spite 
of two facts about this program:the first is thatmore than 75% of the funds for this program go to 
tens of thousands of low-income workers who are working at valuable jobs supporting people 
with disabilities and to further cut their wages or health care benefits would be nothing but a 
travesty. An independent national study shows that our workers who are trying to support their 
own families are only paid $140 above the poverty level as it is. The second is that DPW is 
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attempting to prove that they can contain or lower the total cost of this program in the face of 
evidence that 15,000 people (with real names) are waiting for services. 
 
We are extremely concerned that DPW’s actions are focused on the bottom line rather than on 
insuring a more stable system of supports going forward, as well as a more efficient system for 
the future.DPW can insure both -- a more stable system and a more efficient system -- but it 
requires a real private public partnership and a partnership that shares data, shares analyses, and 
works on solutions together in ways that are fully representative of all stakeholders.We have not 
seen that yet. 
 
We are not asking that the system look the same in 5 years as it looks today, because we know 
that changes must be made to be able to support more people with fewer dollars, but we are 
asking for legislative support and for DPW to exercise care and integrity in all of their actions. 
We want to partner in a joint effort to be excellent stewards of taxpayer dollars and to be able to 
serve more people.  
 
To that end, we respectfully request and call upon DPW to never make allegations without clear 
evidence that is put into context. And we call upon the legislature to question and require 
evidence of statements and allegations that DPW and ODP makes in relation to this program and 
that the legislature require those statements to be made within context. 
 
The facts are that the impact of DPW’s statements and actions have been used and are being used 
to discredit all organizationsand to diminish support for these services (both taxpayer support 
and community support that we receive through our fundraising efforts).  
 
We need to work together to build support for these services. In our efforts to partner with DPW 
we have offered numerous recommendations – recommendations that, if implemented, could 
have avoided the $29 million reduction that was included by the Legislature in this year’s 
budget. 
 
For example, before and at the beginning of this administration we recommended the use of an 
“occupancy factor” in setting rates for residential services --- something that many other states 
have done --- that would replace over $16 million in state funds with federal funds each year. 
The delay in implementing this recommendationis contributing to the shortfall of dollars needed 
to support people with disabilities.  

 
Another example: We recommended that Pennsylvania follow in the footsteps of several other 
states by initiating a campaign to maximize the use of 100% federally-funded food stamps to 
replace $10 million in 100% state funds now spent to pay for food for group home residents.  
While ODP officials have been responsive verbally to this recommendation, there has been no 
implementation of this recommendation to date. 

 
We provided several other detailed recommendations to DPW officials this past June for 
additional cost savings that have not yet been addressed by DPW officials.  We would be happy 
to share those recommendations with you, members of the Committee, if you haven’t seen them 
already. 
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I want to give you some examples of what I mean by my request that you request thatDPW 
officials provide information to you that is within context. 
 
Here is an example. DPW is currentlyreporting publicly that even with the 6% cut and other 
payment reductions, most ID waiver providers will receive more money (revenue) this year than 
last year. Without context, this implies that the home and community-based system of services to 
people with intellectual disabilities can absorb this cut with little impact on services and that 
providers have raised their costs. The public perception that has resulted is thatpeople are 
concluding from the statements DPW has made, that most providers are being paid more for the 
same thing, which is false.  
 
If DPW had provided the context, they would have told you and the public that a huge cost factor 
was that DPW ordered more services to be provided andthat providers, to be in compliance with 
their Medicaid contracts, were obligated to provide all services ordered in the individual service 
plans (the ISPs),and thatincreased costs that now DPW is choosing not to pay for.  
 
DPW’s contextalso has not included the significant increases in costs that they are requiring 
providers to absorb this year compared to last year, increases that result from DPW’s past and 
future authorizations of additional services as required by its waiver agreement with the federal 
government. DPW’s context has also not included significant policy changes that DPW has been 
making that takes funds away from providers. Providers who are losing money on every service 
ordered by DPW can’t “make it up in volume” and sooner or later, if this path continues, will go 
out of business. 
 
DPW officials have made public statements that imply that a significant amount of wasteand 
abuse exists in the ID waiver system.For example, specific incidents were referenced in recent 
Senate hearings in a way that made them appear rampant.  
 
However, to date, DPW officials have not provided the proof to support their allegations. Even 
under the right to know law, the audits that were released did not provide the proof to support the 
allegations. And in the 10 audits that were provided, the value of the questioned costs was 
miniscule, and often resulted from accounting errors rather than inappropriate, wasteful 
expenditures. 
 
So where is the evidence of the allegations? DPW told the Senate committee that one audit was 
not released. If the payments that DPW references were made for a “chandelier, bowling alley, 
and cat flea powder” are all contained in the single unpublished audit of payments made by ODP 
several years ago, which we understand was an audit of one provider who only serves one 
person, we would suggest thatthe absence of the context completely invalidates thisreport as 
representative of this system of services that has been carefully monitored for decades by the 
state and the counties. 
 
In addition, while DPW has spoken frequently about its forensic scrub of the system, no report 
has ever been issued detailing the results of the “forensic scrub” of this program that DPW 
officials have testified that they have undertaken on this program. We need to see that; you need 
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to see that; and we need to work together to help insure that any issues are fixed and that this 
program maintains the high level of accountability that we all want. 
 
DPW’s allegations and remarks have quickly and understandably been picked up by the media 
and spread throughout the Commonwealth. These comments, provided without context, has 
damaged the reputations of hundreds of providers and community board members that govern 
the actions of providers, and the statements that allude to overpayment have denigrated the work 
of tens of thousands of direct care workers who are not overpaid. And for what purpose has this 
been done?   
 
Here is another example of information provided without context.  
 
DPW officials have told the legislature and the public that this system of community services 
operates without rules and regulations. In fact, the community-based system of services for 
people with intellectual disabilities is and has been for many decades one of the most heavily 
regulated systems of human services in the state.  
 
The following is a listing of several detailed documents which contain the rules and regulations 
governing this waiver program which were not mentioned by the Department: 
 

• The 271 page waiver agreement between DPW and the federal Centers for Medicare 
and Medicaid Services (CMS) which DPW officials have always claimed as the legal 
foundation for the waiver program; 

• The Medicaid provider enrollment agreement, which legally binds providers to follow 
all policies issued by ODP, regardless of whether or not such policies have been 
issued by regulation; 

• The 173 pages of Instructions to the Cost Reports that prescribe in great detail the 
allowable costs that are the starting point for provider rates, and also include a clear 
listing of unallowable costs that cannot be claimed on these cost reports; 

• The 144 very specific standards issued by ODP that are used to perform detailed desk 
reviews of provider cost reports prior to their approval; 

• The 56 pages of the 4300 regulations which govern real estate and other costs not 
matched by federal Medicaid funds;  

• Several official “Dear Colleague” letters issued by DPW officials that detail several 
key policies governing this program; 

• The official “Dear Provider” letters issued by ODP that specify in great detail how 
revenue reconciliation and fee schedule payments were to be calculated and paid to 
providers;  

• The 45 page agreement between ODP and its Administrative Entities, detailing the 
powers and duties of county MH/MR agencies in assisting ODP in its management of 
the waiver program; 

• The total of nearly one million pages of the extremely prescriptive Individual 
Supports Plans developed for every one of the 50,000 waiver participants, including 
the number of units of service and procedure code for each service authorized by 
DPW.   

• The 16 page document detailing ODP’s provider monitoring system. 
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We do not need the masses of rules and regulations which include overlap, redundancy and many 
requirements that are inefficient, but even within the last few weeks the department has issued a 
set of monitoring rules that contain duplication with existing regulations. 
 
Again, we would ask for the opportunity to work with the Department and this Committee to 
promote policies that will enhance rather that reduceproviders’ ability to manage within this 
restrictive economic environment. 
 
We are capable and ready to work with you, the legislature, and with DPW to create a new 
system more capable of supporting more people. We need to promote policies that will enhance 
rather than reduce our ability to manage within this restrictive economic environment. We expect 
to be held accountable and we expect DPW, as public officials, to be held accountable. We 
askthat you demand it from both of us and that you require information to be given to you within 
context. People’s lives depend on all ofus working effectively with each other in ways that build 
rather than destroy trust.  
 
Thank you for your kind attention to my testimony. 
 
 
 




























