
Appendix H 
 
 
The Promise for Self-Determination for Persons with Psychiatric Disabilities has 
been provided as required reading for Unit Two: Consumer Directed Approach to 
help students understand the history and importance of self-determination for 
people with disabilities.   
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The History and Meaning of Self-Determination 
 
The Promise of Self-Determination 
The promise of self-determination from its inception was rooted in increased 
quality, increased power for individuals with disabilities, increased status within 
the community for these same individuals and, at the policy and organizational 
level, a fairer, more equitable distribution of public funds. It was just over a 
decade ago that the first demonstration on self-determination in New Hampshire 
began with a grant from the Robert Wood Johnson Foundation. The two 
populations included in this initial pilot were individuals with developmental 
disabilities and individuals with acquired brain injury. 
 
The original monograph outlining the general goals of this fundamental shift were 
spelled out in An Affirmation of Community (Nerney, T. and Crowley, R., 1994) 
This monograph outlined the “harm” that resulted from typical human services for 
these populations. Self-determination was not some form of rugged individualism 
but rather recognition of our inter-connectedness and shared vulnerability. This 
included loneliness, isolation and increased expenditures of public dollars with no 
concurrent set of positive outcomes. 
 
This fundamental shift in power was predicated on the human service system 
adopting structural changes that would facilitate and hasten the shift in power 
necessary for self-determination to become a reality for tens of thousands of 
individuals presently served and for those tens of thousands currently awaiting 
public dollars for support. At its heart, self-determination was committed to fiscal 
conservatism. Better put, the self-determination movement was committed to 
obtaining better value for the dollars currently expended. Self-Determination 
then, under this rubric, became organized around a set of principles rather than a 
set of human service interventions or environments. These principles were not 
human service categories and tried to capture both the political significance of 
this change and the implications for individuals at a very personal level. Beyond 
Managed Care (Nerney & Shumway, 1996) outlined these: 
 
Freedom, the opportunity to choose where and with whom one lived as well as 
how one organized all important aspects of one’s life with freely chosen 
assistance as needed; Authority, the ability to control some targeted amount of 
public dollars; Support, the ability to organize that support in ways that were 
unique to the individual; Responsibility, the obligation to use public dollars 
wisely and to contribute to one’s community. In 2000 at the request of the 
national self advocacy movement The Center for Self-Determination added 
Confirmation, the recognition that individuals with disabilities themselves must 
be a major part of the redesign of the human service system. 
 
Increased Quality 
Increased quality as a cornerstone of self-determination emerged from the 
recognition that quality was importantly related to two dimensions that were 
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inherently lacking in the lives of so many individuals: deep, personal relationships 
and elementary freedom. It was apparent in the early 1990s that individuals 
served by the human service system lacked the ordinary freedoms that all 
Americans take for granted. These included the right to establish where and with 
whom one lived as well as more mundane freedoms associated with what to eat, 
what time to go to bed and other decisions that go to personal habits all other 
individuals in this society take for granted. This included the realization that 
highly personal goals were so often subjugated to an annual plan that substituted 
human service and behavioral goals for the very real aspirations of individuals 
with disabilities. 
 
Equally as important was the perceived lack of personal relationships grounded 
in friendship, romance and family. The vast majority of those served twenty-four 
hours each day, seven days a week, lived without both close relationships and 
elementary freedoms. There was no expectation that the human service system 
would listen to their dreams or aspirations nor encourage high expectations. 
What passed for quality was little more than liability assurance for health and 
safety. The stunning insight of the early days in forging the self-determination 
movement was the realization that even health and safety could be easily 
compromised without close personal, committed relationships. And so it became 
imperative to fashion a new approach to quality that relied on the perspectives of 
individuals with disabilities and close family and committed friends to determine 
what constituted quality. This notion of quality became deeply rooted then in the 
very foundation and promise of self-determination. 
 
Increased Power and Authority 
There was no easy way to say it. This new notion of what constituted quality 
demanded that control of the resources move from those who presently 
controlled the human service system directly to individuals with disabilities and 
their allies. Every attempt at fashioning quality without moving power over 
resources and decision-making resulted in a continuation of some form of 
paternalism and resulted very often in compromises that adversely affected the 
quality sought. This necessitated the creation of highly personal and individual 
budgets that melded person centered planning with person centered budgeting. 
One of the hallmarks of a person-centered budget became flexibility. Flexibility in 
where and with whom one could purchase supports and flexibility in changing 
and prioritizing line items as a person’s experience changed and priorities were 
reset. The simple and straightforward “tools” of self-determination were spelled 
out in Communicating Self-Determination: The Tools of Self-Determination 
(Nerney, 1999)  These three tools were individual budgets, independent support 
coordination and fiscal intermediaries. All were necessary in order to deal with 
the inherent conflicts of interest in the present human service system. The 
Federal Medicaid Agency, CMS, has virtually adopted these tools as 
requirements for states submitting Waiver applications under the Medicaid 
program for self-determination. 
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Increased Status within our Communities 
Central to this new notion of quality was the issue of status or recognition of the 
individual with a disability as a responsible, contributing member of society. 
Interview after interview with persons with disabilities revealed a deep desire to 
work, produce income and contribute or “give back” to the community where the 
person lived, as well as enter into meaningful relationships. Self-Determination 
as a movement then began to address the status of persons with disabilities and 
recognize the implications of enforced poverty and lack of meaningful work for 
the vast majority of those served by the present system. 
 
The first step in this evaluation of the current status of individuals served by the 
human service system was the understanding that most of these same 
individuals did not even engage in culturally appropriate activities during the day 
and frequently lived in environments that were perceived as human service 
environments rather than community environments. The lack of real income as a 
contributor to personal isolation and lack of reciprocal-based relationships was 
the next step in understanding just how important this lack of status was for so 
many people. As a result a new sense of economic justice began to pervade the 
self-determination movement. Small demonstrations quickly revealed that lack of 
income was almost solely a residual by-product of the organization of human 
services not a result of the significance of a person’s disability. One of the new, 
clearly articulated goals then became “the production of private income for 
everyone”. For those without the physical skills or interest in typical jobs, the 
development of microenterprises became an alternative that greatly enhanced 
both the community integration of these individuals and made possible the kinds 
of purchases that went to the heart of reciprocal relationships and true 
community memberships. This new but important dimension of self-determination 
was spelled out in a University of New Hampshire monograph, The Importance of 
Income, in an essay entitled The Poverty of Human Services (Nerney, 1998) 
 
Policy and Organizational Change 
The promise of self-determination then began to rest on the creation of new 
policy and the institution of structural change. Policy itself may not be determined 
without those most affected assuming an integral role in policy development. This 
meant that the self advocacy/consumer movement had to become a priority 
everywhere and that systems had to commit to support all the dimensions of self 
advocacy including its political dimension. Support for an enhanced role for 
families and community members also became imperative. 
 
The structural changes necessary to accomplish this were becoming more and 
more apparent. The “Tools” were gradually seen as absolutely essential because 
it became more and more apparent that human service systems were not only 
incredibly complex but were rife with conflict of interest over both money and 
power or status. Individuals with disabilities, families and allies had to have 
uncompromised or “conflict of interest free” assistance in order to navigate the 
complexities of the funding authorities, the personal planning and budgeting 
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necessary to craft a meaningful life-plan and the authority to adequately 
represent the person with a disability. This new function was referred to as 
independent support coordination and/or independent brokering. 
Two other structural changes mentioned above needed to be put in place as well: 
fiscal intermediary organizations that would protect the integrity of individual 
budgets and individual budgets that were highly personal and unique. There 
turned out to be many ways to develop fiscal intermediaries from simple bill 
paying companies to organizations that would assist in compliance with federal 
and state regulations regarding tax and labor issues as well as key employment 
issues. The creation of highly personal and unique individual budgets became 
central to the implementation of self-determination. They also became the most 
problematic precisely because individual budgets under self-determination raised 
all of the conflicts of interest in the present system and represented a stark 
departure from typical human service contracts. This issue went right to the heart 
of equity in the allocation of long term care dollars as well. 
 
The present system did not understand well the inherent conflicts of interest in 
the present case management systems that relied so heavily on paper 
compliance, huge caseloads and untrained individuals in the elements of self-
determination. Even those systems where case management was separate and 
independent of service provision there was neither the time nor often the 
inclination to reform the system to make it more responsive. While purists will 
claim there is only one way to provide this function, in fact, experience has 
shown that there may be several ways. 
 
The organizational changes that must be in place then include conflict of interest 
free support coordination with adequate authority to represent each person with a 
disability; the removal of the sums allocated to an individual from existing or 
future provider contracts and deposited exclusively for each person within a fiscal 
intermediary organization; and, the creation and support of a highly unique 
individual budget with maximum flexibility. This later structural change must 
include the ability to purchase directly from community organizations and 
individual members of the community as well as from existing provider agencies 
that enter into contracts with individuals for discrete supports of various kinds. 
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