
SECTION ONE 
 

THE PHILOSOPHY OF SELF-DETERMINATION AND THE USE OF 
INDIVIDUAL BUDGETING, SELF-DIRECTED SUPPORT SERVICES AND 

INTERMEDIARY SERVICE ORGANIZATIONS (ISOs) 
 
 
 

1.1 The Philosophy of Self-Determination 
 

 
Self-Determination originated among advocates for persons with mental 

retardation and developmental disabilities and is a national movement to redesign the 
delivery of services and supports to individuals with developmental disabilities.  The 
Self-Determination philosophy is a belief that one should have choice and control over all 
aspects of life.  It includes concepts such as person-centered planning and individualized 
budgeting, funding following the individual (rather than the service provider agency) and 
the provision of self-directed supports to individuals and their representatives (i.e., 
substitute decision makers) in their communities rather than through the traditional, 
facility-based service delivery models.  
 

There are four principles of Self-Determination.  They include: 
 

 Individuals have the freedom to plan their own lives.  This includes  
having choice and control over one’s own individual planning  
process, and in particular, decisions affecting the nature of the  
services and supports he/she receives and how and by whom  
they are provided, 

 
 Individuals have authority or control over their own lives.  This  

includes having control over resources including the authority  
to make decisions regarding the development of an individual budget  
that funds the implementation of the individual’s service plan, 

  
 Individuals have access to the support they need.  This support should 

enable individuals to personally manage the services they receives, 
to make informed choices based on information about the options  
available, including customized services, and to have the opportunity for  
increased community integration, and 

 
 Individuals take on the responsibility of living in interdependent  

      communities. 
 
 (Nerney and Shumway, 1996; Moseley, 2002) 
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Self-Determination can be seen as a continuum.  It can exist in varying degrees 
and spans many types of services and supports.  A self-directed support service or 
program can offer an individual a greater or lesser degree of responsibility and support 
based on the individual’s desire and ability to manage his/her services, providers, services 
and life.  It also can allow individuals to have designated representatives assist them in 
managing their services and supports. 
 

The unifying force in this continuum is that individuals and their 
families/representatives have the primary authority to make choices that work best for 
them, regardless of the nature and/or extent of the nature and extent of their disability, 
functional limitation(s) or source of payment.  Two essential features of a successful self-
directed support service are FLEXIBILITY and CHOICE. 

 
Everyday Lives, published in 1991 and updated in 2002 (Everyday Lives: Making 

It Happen), outlines the values and goals of individuals with mental retardation and those 
that support them in Pennsylvania.  One of the driving forces of Everyday Lives is the 
philosophy of Self-Determination.  The philosophy of Self-Determination also is 
consistent with national disability policy as expressed in the Americans with Disabilities 
Act of 1990 (ADA), the Supreme Court Olmstead Decision and the President George W. 
Bush’s New Freedom Initiative. 

 
 

1.2 Self-Directed Support Services 
 

 
Historically, in Pennsylvania, a support coordinator or provider agency has 

arranged services and support for individuals with mental retardation and developmental 
disabilities and their representatives.  Provider agencies have been responsible for 
selecting, managing and dismissing service workers with little or no consultation with the 
individual or representative. 
 

A self-directed service delivery model is one where the individual receiving the 
service makes the decisions and choices about who, what, when, and where related to the 
services and supports he/she receives.  Under the self-directed service model: 
 

 The individual receiving services is referred to as the individual, consumer, or 
program participant, 

 
 The individual and his/her representative have choice and control over the 

services the individual receives and who provides them.  This includes the 
ability to select his/her own service providers, to recruit/hire or select his/her 
personal support service workers directly, to determine how and when his/her 
services are provided, and to discharge his/her providers and support service 
workers when appropriate, 

 
 Case managers often are referred to as counselors, consultants, service 

coordinators, or support brokers. These individuals assist, advise, and 
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collaborate with the individual regarding the development of his/her person-
centered plan and individualized budget and service delivery.  These 
individuals promote creative thinking in terms of identifying available 
resources and finding out how a person can access them effectively, 

 
 Program funding follows the individual rather than the service provider. 

 
A self-directed support service delivery model discourages dependency and 

institutionalization and encourages individual choice, responsibility, empowerment, and 
home and community-based living. 
 

In addition, providing individuals with the opportunity for choice and control 
related to their services and supports acknowledges that they are the best judges of their 
own needs and the best decision-makers on how these needs should be met.  This is an 
acknowledgement too often not made by traditional service delivery systems. 
 
 
1.3    Individual Budgeting 

 
1.3.1 Overview 
 

States have become increasingly interested in individual budgeting approaches as 
they struggle with the lack of flexibility and responsiveness that comes with traditional 
approaches, their desire that funding follow the individual rather than the service 
provider, and that individuals be able to have control over their services and finances.  An 
individual budget is defined as a mechanism that establishes an amount of funding 
available for an individual with disabilities to direct and manage the delivery of services 
he/she is authorized to receive.  The amount of the budget is derived from a data based 
methodology and is open to inspection and input from the individual receiving support 
and his/her representative, when appropriate (Moseley, 2002). 
 
1.3.2 States Experience with Individual Budgeting 
 

In a 2002 study conducted by the National Association of State Directors of 
Developmental Disabilities Services, 32 percent of the forty-three states responding to a 
survey (75%) indicated that the individual budgeting (IB) option was available to people 
receiving services and support, although the extent of the activity was mixed.  In seven 
states (16%), individual budgeting was available to all eligible individuals.  In eight of 
forty-three states, (19%), individual budgeting methods were being used in many areas 
while 17 states (40%) reported that a basic IB process was in place and was being used in 
some areas or programs across the jurisdiction.  The IB process was reported to be in the 
planning stages in 10 of 43 states (23%) reporting and one state (2%) stated that no IB 
activity was taking place at the time data were collected. 
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1.3.3 RESERVED 
 

 
 
 
 

1.4      Intermediary Service Organizations 
 

 
1.4.1 Overview 
 

Intermediary Service Organizations, (ISOs) have been developed in conjunction 
with self-directed support service programs to perform two primary functions.  The first 
function is to facilitate individuals’/representatives’ use of self-directed support services 
by reducing the employer related burden through the provision of appropriate fiscal and 
supportive services.  The second function is to ensure the State and counties that self-
directed support services are being provided in compliance with federal, state, and local 
programs, as well as to ensure that tax and labor requirements related to the employment 
of qualified support service workers.  
 

There are a number of different ISO models that have been identified in the 
literature (Flanagan, 1994; Sabatino and Litvak, 1995; Flanagan and Green, 1997; and 
Flanagan, 2001).  The various types of ISOs offer a range of services and supports to 
individuals/representatives who wish to use self-directed support services.  ISO models 
include four types of Fiscal ISOs (i.e., Fiscal Conduit, Government Fiscal/Employer 
Agent, Vendor Fiscal/Employer Agent and Government Third Party Payer), Agency with 
Choice and Supportive (Support Broker) ISOs.  The Spectrum ISO incorporates fiscal 
and supportive ISO services under one umbrella organization.  The ISO models are 
briefly described in Attachment A.  This section will describe the two options being 
offered by the Pennsylvania Office of Mental Retardation, Vendor Fiscal/Employer 
Agent and Agency with Choice ISOs. 
 
1.4.2 Vendor Fiscal/Employer Agent ISOs 
 

Under the Vendor Fiscal/Employer Agent ISO model (in accordance with Section 
3504 of the IRS Code and IRS Revenue Procedure 70-6), a vendor entity may apply for 
and receive approval from the IRS to be an employer agent for individuals and/or their 
representatives.  The Vendor Fiscal/Employer Agent ISO acts as the employer agent for 
the limited purpose of withholding, filing and paying federal employment taxes (i.e., 
FICA and FUTA) and income taxes, as required for the individuals’ qualified support 
service workers.   Other responsibilities may include: 
 

 Assisting individuals/representatives and service workers in completing 
federal state and local state tax forms including obtaining the individual’s 
federal and state tax identification numbers, 
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 Assisting individuals in verifying service workers’ citizenship and alien status 
(INS Form I-9, Employer Eligibility Verification), 

 
 Conducting criminal background checks on prospective service workers, 

 
 Collecting and processing service workers’ timesheets, 

 
 Verifying that the wages paid to service workers are in compliance with 

federal and state Department of Labor laws, 
 

 Computing, withholding, filing, and paying state income and unemployment 
insurance (SUTA) taxes, 

 
 Computing withholding, filing, and paying any local income or employment 

related taxes, as applicable (i.e., locality-based right to work taxes), 
 

 Processing all judgements garnishments, tax levies, or any related holds on 
service workers’ pay as may be required by federal, state, or local laws, 

 
 Preparing and issuing service workers’ payroll checks, 

 
 Refunding the employee and employer portion of any over-collected FICA to 

the appropriate parities (the employee and the program agency or employer) 
when a service worker does not earn the FICA wage threshold amount  for a 
give calendar year, 

 
 Refunding any over collected FUTA to the individual employer or program 

agency when an individual’s service workers in the aggregate does not earn 
the FUTA wage threshold in a calendar year quarter in the current or previous 
calendar year, 

 
 Preparing, filing, and distributing annual IRS Forms W-2 and W-3, 

 
 Administering payments to vendors for one time only services purchased for 

individuals including, but not limited to, environmental adaptations. 
 

 Preparing and issuing IRS Forms 1099-MISC to any independent contractors 
hired by individuals who receive $600 or more for services rendered in a 
calendar year in accordance with IRS rules, 

 
 Brokering worker’s compensation and other types of insurance for 

individuals, if applicable, 
 

 Invoicing the state or local government program agency for public funds and 
tracking disbursements and balances in the aggregate and by individual, and 
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 Establishing and managing individuals’ benefit accounts, documents, and 
files. 

 
The Vendor Fiscal/Employer Agent may perform these duties on behalf of 

individuals and their representatives without being considered the common law employer 
of an individual’s support service workers.   However, as the Vendor Fiscal/Employer 
Agent, the Agent must receive permission from each individual/representative it 
represents by obtaining a signed IRS Form 2678, Appointment of Agent from each 
individual/representative and submitting it with a request for approval letter to the IRS. 

 
Medicaid recipients and their families may not receive Medicaid funds directly.  

Only Medicaid qualified providers may receive Medicaid funds.  Fiscal/Employer Agents 
can assist individuals and families in managing Medicaid benefits by being a Medicaid 
qualified provider capable of receiving and disbursing Medicaid funds for services 
rendered (including support service workers’ payroll) on their behalf. 

 
It should be noted that the Center for Medicare and Medicaid Services (CMS) 

prefers that state and local governments call Fiscal ISOs Fiscal/Employer Agents.  This is 
because CMS uses the term fiscal intermediary to refer to Medicaid contractors that 
process claims or organizations established for the sole benefit of provider agencies 
which is not the way the term is used in reference to self-directed support services.  CMS 
now considers Fiscal/Employer Agent services to be a qualified Medicaid state plan or 
waiver service and states now have the choice to claim Federal Financial Participation 
(FFP) for this service as either and administrative or a program cost.   
 

The majority of Fiscal/Employer Agents operate under Section 3504 of the IRS 
code.  However, it also should be noted that the IRS currently is reviewing the feasibility 
of having Fiscal/Employer Agents operate under Section 3401(d)(1) of the IRS code as 
Government Third Party Payer ISOs.   However, Fiscal/Employer Agents should operate 
under Section 3504 of the IRS code until notified otherwise by the IRS and/or the 
Pennsylvania Office of Mental Retardation. 
 
1.4.3 Role and Responsibilities of Individuals/Representatives Using the Vendor 

Fiscal/Employer Agent ISOs 
 

Under the Vendor Fiscal/Employer Agent ISO model, the individual/ 
representative is the common law employer of his/her qualified support service workers 
unless support services are purchased from an agency.  As the common law employer, the 
individual or his representative may: 

 
 Participate in developing his or her individual service plan and budget, 

 
 Recruit and hire support service workers, 

 
 Train or participate in the training of  support service workers, 
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 Determine the support service workers’ work schedules, 
 

 Determine how the tasks are to be performed by support service workers, 
 

 Supervise support service workers’ activities, and 
 

 Discharge support service workers when necessary. 
 
In essence, the individual/representative manages the majority of the employer-

related tasks related to his/her support service worker while having the Vendor 
Fiscal/Employer Agent manage the support service worker’s payroll and related taxes on 
their behalf. 
 
1.4.4 Agency with Choice ISOs 
 

Under the Agency with Choice ISO model, a variety of different agencies provide 
support services to individuals/representatives in a self-directed manner.  The agency is 
the common law employer of the qualified support service workers.  As the common law 
employer of individuals’ support service workers, an Agency with Choice ISO is 
responsible for: 
 

 Invoicing the government agency for services rendered, 
 

 Processing employment documents,  
 

 Conducting criminal background checks on prospective workers, 
 

 Preparing and disbursing payroll checks, 
 

  Conducting worker training with the individual/representative, and  
 

 Providing a variety of support services to individuals/representatives (i.e., 
skills training, developing and maintaining a worker registry, conducting 
individual needs assessments), and 

 
  Monitoring quality of services provided and individual/representative 

                   satisfaction. 
 

 Administering payments to vendors for one-time only services purchased for 
individuals including, but not limited to, environmental adaptations. 

 
1.4.5  Role and Responsibility of Individuals/Representatives of Using  

 Agency with Choice ISOs 
 

Under the Agency with Choice ISO model, the individual/representative acts as 
the managing employer of the qualified support service workers he/she recruits and refers 
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them to the agency for employment and assignment back to the individual/representative.  
As the managing employer, individuals/representatives are responsible for: 
 

 Recruiting/selecting and referring their qualified support service workers to 
the agency for hire and assignment back to the individuals, 

 
 Providing training to their qualified support service workers, 

 
 Determining their qualified support service workers’ work schedules, the tasks 

they are to perform, and how they are performed, 
 

 Supervising the day-to-day activities of their qualified support service 
workers, and  

 
 Discharging their qualified support service workers, as necessary, from their 

homes.   
 

It is important to understand that under the Agency with Choice ISO model, the 
individual/representative and the agency must work as a team in managing qualified 
support service workers.  However, the individual should take the lead in determining the 
who, what, when and where regarding the provision of his/her supports.  When an 
Agency with Choice ISO’s operations properly reflects the philosophy of Self-
Determination, it appears to operate as a Vendor Fiscal/Employer Agent for many 
individuals/representatives. 
 
1.4.6 Sources of Information on Self-Determination, Individual Budgeting, Self-

Directed Services, and Intermediary Service Organizations 
 

There are a number of publications and web sites that are good sources of 
information on Self-Determination, Individual Budgeting, and Intermediary Service 
Organizations.  They include: 

 
Http://wwwits.uiowa.edu/law/lhpdc/rrtc is the web site of the Law, Health Policy and 

Disability Center of the University of Iowa College of Law’s Rehabilitation Research and 
Training Center.  This is a good source of information on the Americans with Disabilities 
Act (ADA) and the emerging disability paradigm.  The Rehabilitation Research and 
Training Center is funded by the U.S. Department of Education’s National Institute for 
Disability and Rehabilitation Research (NIDRR).  One article in particular on the 
emerging disability paradigm is: 
 

 Silverstein, Robert, (2000). “Emerging Disability Policy Framework: A Guide 
Post For Analyzing Public Policy,” Iowa Law Review, August, vol. 85, no.5. 

 
Http://www.hcbs.org is the web site for the Home and Community-based Services 

Resource Network that is funded by the U.S. Department of Human Services’ Office of 
the Assistant Secretary for Planning and Evaluation (OASPE) and the Centers for 

   
 

I-8

http://wwwits.uiowa.edu/law/lhpdc/rrtc
http://www.hcbs.org/


Medicare Services and a source of information on home and community-based services 
including personal assistance services, consumer-direction, self-determination, 
intermediary service organizations and service quality monitoring.  The Network’s 
primary mission is to bring the federal government, states, and persons with disabilities 
of all ages together to expand access to high-quality, self-directed services in a cost-
effective manner.  The web site’s components include but are not limited to: (1) practical 
tools, (2) promising practices, (3) research, (4) abstracts, (5) state by state information 
and, (6) what’s new.  It also includes a number of recent articles, reports and abstracts on 
the above mentioned topics.  

 
Http://www.cms.gov and http://www.aspe.hhs.gov/daltc/home.htm are two other web sites 

that contain information on the above mentioned topics. The first is for the Center for 
Medicare and Medicaid Services web site, and the second is for the U.S. Department of 
Health and Human Service’s Office of the Assistant Secretary for Planning and 
Evaluation (OASPE).  The OASPE web site contains a variety of reports on self-
direction. 
 

Http://www.hsri.org, www.qualitymall.org, and www.self-determination.com are three web 
sites that contain information on self-determination and person-centered planning and 
supports. The Human Services Research Institute (HSRI) was established in 1976 with 
the purpose of assisting states and the federal government to enhance services and 
supports to people with mental illness and people with mental retardation and 
developmental disabilities as well as to support the development of alternatives to 
congregational care facilities. In particular, HSRI was awarded a Robert Wood Johnson 
Foundation Grant to evaluate the RWJ’s National Self-Determination Project.  The final 
report and other relevant reports are available on HSRI’s web site, http://www.hsri.org. 
 

 Bradley, Valerie, John Agosta, Gary Smith, Sarah Taub, John Ashbaugh,  
Julie Silver, and Minona Heaviland (2001). “The Robert Wood Johnson 
Foundation Self-Determination Initiative: Final Impact Assessment Report,” 
November, HSRI, Cambridge, MA, prepared for the RWJ Foundation, Princeton, 
N.J. (Publication number 767A) 
 
Http://www.QualityMall.org is a web site developed by the Research Training Center 

on Community Living at the University of Minnesota’s Institute on Community 
Integration, the National Association of State Directors of Developmental Disabilities 
Services, and the Human Services Research Institute.  It receives its primary funding 
through a grant from the federal Administration on Developmental Disabilities.   

 
The primary mission of www.QualityMall.org is to showcase promising practices and 

innovations that promote quality of life for persons with developmental disabilities and to 
disseminate information related to, or useful in, promoting quality of life for persons with 
developmental disabilities.  It also has extensive information available on person-
centered principles. 
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The Center for Self-Determination is directed by Tom Nerney and is based out of 
Ann Arbor, Michigan.  Its web site, http://www.self-determination.com, contains information 
on self-determination. 
  
1.4.7 Summary 
 

Intermediary service organizations and the services they provide facilitate 
individuals’ and representatives’ use of self-directed support services.  They also ensure 
program agencies, individuals, representatives, and support service workers that 
compliance with federal, state, and local tax and labor laws is being achieved.  
 

In order for self-directed support and ISO services to be implemented 
successfully, county program agencies and ISOs must be knowledgeable of all federal, 
state, and local rules and regulations pertaining to the operation of the various types of 
ISOs it implements.  It also is important that individuals and representatives use self-
directed support and ISO services be educated consumers.  As such, they must be willing 
and able to take an active role in the delivery of their support services and to obtain skills 
training and support from the ISO on an as needed basis. 

http://www.self-determination.com/

