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Good morning, my name is Karel S. Karpe; I am the mother of a 24 year old young adult with 
Intellectual and Developmental Disabilities. I am here to talk to you about Self-Direction. 

Imagine that you, as a parent, are approached by the government.  You are told that the 
institutional, one size fits all, segregated programs will no longer be acceptable.  You are told 
that a new program will be created, one which takes into consideration the needs and wants of 
your intellectual/developmentally disabled family member.  You are told that this program is 
current, trendy and is cutting edge – it will be based on supporting and servicing your family 
member in the real world – you are promised that he or she will no longer be living in the 
shadows, but sitting in the warmth of the community sun. Sounds rather utopian, doesn’t it?   

Self-Direction (formerly known as Consolidated Supports and Services, and also known as part 
of People First Waiver, and Home and Community Based Services Waiver) is the personification 
of this utopian concept.1  Self-Direction is the creation of an individualized, self-directed, 
community based program that has as its twin goals the desegregation of people with disabilities 
and the integration into the community.  (If this all sounds familiar, it is because it is part of the 
mandate of the Federal, State and City government’s stated goal to address the Olmstead 
decision of unnecessary and illegal segregation of people with disabilities.2) 

So what is Self-Direction and why do I sound distressed?  

                                                           
1 The Office of People with Developmental Disabilities (OPWDD,  the Albany office that is 
among other things charged with coordination of services for people with developmental 
disabilities) and the Center for Medicare and Medicaid Services (CMS, the federal agency within 
the US Department of Health and Human services that administers the Medicare and Medicaid 
programs) are working together to develop Self-Direction.   
2 In Olmstead v. L.C., 527 U.S. 581 (1999), the United States Supreme Court held that the 
unjustified segregation of persons with disabilities constitutes discrimination in violation of title 
II of the Americans with Disabilities Act.  As a result of this ruling, states were required to 
eliminate unnecessary segregation of persons with disabilities and to ensure that persons with 
disabilities receive services in the most integrated setting appropriate to their needs.  In light of a 
proclamation in 2003 by President Obama, the Justice Department has taken more aggressive 
steps recently to enforce this mandate.  In New York State, in November 2012, Governor Cuomo 
created the Olmstead Development and Implementation Cabinet (known as the “Olmstead 
Cabinet”) to develop a plan consistent with New York’s obligations under Olmstead.  In October 
2013, the Olmstead Cabinet released their report and recommendations in a report known as the 
Olmstead Implementation Plan. For further information, NYS has a dedicated website: 
http://www.governor.ny.gov/olmstead/home 

http://www.governor.ny.gov/olmstead/home
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Let me first explain the steps to obtain Self-Direction.  The steps to obtain Self Direction take 
between 12 and 18 months.  It includes assessing OPWDD eligibility and individual needs; 
developing a personalized plan which includes developing services and supports and identifying 
the costs associated.  Once the plan is finalized, it is approved by OPWDD and funded through a 
nonprofit agency called a Fiscal Intermediary (FI) who as part of their duties actually implements 
the financial aspect of the plan by payment of bills or reimbursement of expenses and billing 
Medicaid and OPWDD.  

The next step is the implementation of the plan, training the family in the required paperwork, 
hiring of staff (which can take another 2-3months due to the need for Justice Center screening3), 
scheduling, calendaring, and arranging - all of which fall upon the family member or legal 
guardian who has agreed to take on the administrative burden for the individual recipient with 
the daily, weekly and then monthly help of the Fiscal Intermediary.   

The benefits of Self-Direction far outweigh these burdens, my son can pick his own direct care 
support professionals, he can determine how he wants to spend his time and how he wants to use 
the staff.  I help select and train the staff, help with the paperwork (weekly time sheets, monthly 
expense reports and summary of monthly goals).  In return, my son has an active inclusive life 
where he is participating in many programs and is surrounded by people he likes to be with. He 
can participate in community activities (like visiting and taking classes at the Metropolitan 
Museum of Art), he can get in shape (a huge issue in this community) with a trainer at a public 
gym, funds are available for transportation to events,  and  for an aide to work on his independent 
living skills training (shopping for food, learning about budgets). 

So this is the Utopia. 

While this is an amazing program and is in fact doing everything that was promised (creating a 
possibility of a fulfilled, active, involved life for those who are participating), it is also a program 
that has so decimated the agency and oversight costs so that no agency can take on a new 
participant.  After Self-Direction got some traction and acceptance and started to become a 
viable option for families, and despite the intent to bring thousands more into Self-Direction, the 
administrative payments to FIs and their agencies  - who educate families on the process, put the 
plans together, train the families, and support the families as they implement the plans (which 
plans change as the needs and desires of the individual changes), the decision was made to 
significantly and dramatically reduce the funds available to administer Self-Direction. The Fiscal 
Intermediary was no longer provided with the funds to allow dedicated personnel to help families 
                                                           
3 Per their website, the NYS Justice Center “was created in legislation known as the ‘Protection 
of People with Special Needs Act’ to establish the strongest standards and practices in the nation 
for protecting people with special needs.”  All individuals hired to work with people with 
disabilities must be cleared through/registered with The Justice Center.  
www.justicecenter.ny.gov 
  

http://www.justicecenter.ny.gov/


3 
 

develop, amend, and implement Self-Direction.  Instead of an administrative fee of 17.5% of the 
individual’s plan budget, the Fiscal Intermediary would now receive a significantly smaller 
amount. So small that the agencies are no longer able to justify the time and effort it takes 
to help a family through this process.   The sad reality is that there is no meaningful access to 
Self-Direction for any new applicants because the agencies cannot afford the costs of creating, 
vetting and overseeing the Self-Directed plans and the budgets. 

Without a significant return to an appropriate agency fee, the numbers of individuals utilizing 
Self-Direction are not going to reach the level that OPWDD and CMS are demanding. The 
oversight, assistance and support of the Fiscal Intermediary agency cannot be downplayed.  The 
failure to support the Fiscal Intermediaries dooms Self-Directed plans to failure – a sad and 
unnecessary result. Self-Direction plan proponents ask our legislators to return to a more 
appropriate payment model to the agencies so that the Self-Directed plans can reach a Utopian 
success.   

Thank you.  

 


