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Introduction

This report paints a picture of the Self Determination Project of
Monadnock Developmental Services, Inc. as it unfolded from 1993 to 1996. We
were hired to perform an Independent Evaluation of the project’s impact on
gualities of life among the Project participants, and to study the systematic,
organizational, and economic implications of the Project.

We conducted extensive survey research with 45 participants and their
families, and another 85 who were not part of the Project. The results were
compelling and far beyond expectations. The quantitative data revealed such
dramatic improvement in so short a period of time that we were forced to rethink
our ideas about the entire service delivery system.

The results showed that (1) participants did not have to “earn” the right to
increased control and decision making by learning new skills or becoming more
independent (that is, the “readiness model” was rejected); (2) increased control
and decision making occurred rapidly, once begun; (3) increased control and
decision making were associated with sharp enhancements in qualities of life,
both subjectively reported and objectively measured; and (4) when they achieved
control over the money being expended on their behalf, the participants and their
circles of friends actually spent less money than previously spent by the service
system.

In parallel with the quantitative work, we were continually conducting
policy-relevant research via qualitative methods such as key informant
interviews, focused group interviews, policy analysis, video production, and case
studies. Nevertheless, near the end of the project, we felt the powerful
guantitative findings demanded even deeper investigation of the organizational
change issues involved in the transformation of the Monadnock system and the
lives of the people supported by it. This expanded qualitative investigation is
intended to describe change processes and meanings that may prove to be

informative and useful for future Self Determination efforts.
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Why Now?

There is a general presumption that being in the right place at the right
time contributes to success. The Self Determination Project was an idea whose
time had come. The notion of self determination that emerged in the Monadnock
Region was actually created over a long period of time. Historical influences led
a critical mass of people to embrace the values of Self Determination
simultaneously. Many of the people interviewed felt it was difficult to talk about
Self Determination without elaborating on the events that preceded the inception
of the idea. While some of those influences had to do with family empowerment
and a desire to curb an over-regulated system, other influences had to do with
discernment our society gained relative to our treatment of persons with
disabilities. But the most striking predicate had to do with professionals blaming
themselves for the situations in which many individuals with disabilities find

themselves.

Memories of the “Freedom Frontier”

This person credited New Hampshire’s past for contributing to a
commitment to freedom. Self Determination provided history a chance to repeat
itself. The “freedom frontier”, or the days in New Hampshire prior to unyielding
bureaucratic over-regulation, afforded opportunities for people with disabilities to
have freedom. Memories of those days fueled a sense of deja vu around the
basic principles of self determination, as interpreted by this person:

In terms of the people that came before me, what | know is that they
[advocates] would go up [to the institutions] and basically kidnap people...
They would go up and visit people for lunch and then say, “Do you want to go
back to the State School or perhaps you would like to come back to [name of
city] with us?” And people would always say, “sure I’'m going back with you to
[name of city]. I'm coming. Let’s go.” And people didn’'t have guardians and
so they could just go. And then the State put in guardians. But that was the
mindset; that they [advocates] were cowboys...There were no rules about the
way services were delivered. There weren’t regulations. There weren’t
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waivers. There weren’t inspections. In many ways it's what we’re trying to go
to now. There were no laws. It was the frontier. It was about freedom. It was
exactly that [freedom]. That's why | said the self determination project didn’t
start recently.

“Whatever It Takes”: The Family Movement

One of the most relevant historic events to have occurred in New
Hampshire was the family movement. In recent years, families advocated for and
won control of resources and policy development (in terms of their participation
on policy making Boards). This hard won accomplishment set the stage for the
introduction of the Self Determination initiative several years later. As this person
suggested, the family movement introduced the notion of control by
nonprofessionals:

In New Hampshire self determination started with the concept of “whatever it
takes” which is the family support motto developed by the family support
council. The family support system to me is a prototype or an embryo that led
to the thinking that self determination represents. And basically it was where
state government, instead of saying here is your respite care policies, here is
who you can hire, here is where you can get it, here is how it is structured;
they said okay, you folks need to be in charge of policy setting, planning the
resources, having control over the arrangements and the array and nature of
the support as you see it. And there are no limits on what those can be. That
is, it's whatever it takes. And as such it has its roots with the family
movement and a kind of non professional control of the service delivery
system that dates back to the mid 80s. | think that provided a great prototype
for self determination...So, it's kind of a natural evolution from those roots.
And the families were in the position of saying well we’ve seen what a very a
formal service delivery system does. But what we now need to understand is
how, in my own kitchen, | can receive the support that | need. And you can’t
be in control in my kitchen. | have to be in control in my kitchen. | can'’t let
you dictate to me who is going to come in, how often and so forth. | have to
be the one who sets those parameters...It's policy and planning control and
individual control at that kind of level. And a removal of the context of rules
and regulations and program structures and the like, into a flexibility model.
And that was, at least for me, where | saw the turning point of an actual
assumption of power by the non-professional in the services delivery system.
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Professional Failures

The people interviewed for this study were very candid about the way the
professional role has evolved in the developmental disabilities system. However,
it is still unclear exactly what constitutes a “disabilities professional”. For
example, is any paid staff person a disabilities professional, or is the concept
limited to those who are licensed therapists, such as psychologists, physical
therapists, teachers, and the like?

In either case, the evolution of the “disabilities professional” has prompted
some to call for radical changes. Because paid professionals have multiple
interests with which to contend, people with disabilities are increasingly feeling
disillusioned that their own needs will take primacy. Specifically, according to
some we interviewed, people with disabilities perceive less of a need for
professional intervention, and more of a need for community support and

nonpaid relationships.

Ineffective Professional Initiatives

One specific historic failure prompted some of the thinking that went into
the development of the Self Determination project. It had to do with a realization
that one of the State’s integrated program models was in fact a failure:

We had some hard data that demonstrated to us that you just couldn’t tweak
or fine tune the system. That it was fundamentally flawed and that it needed
to be completely overhauled. And that was the data we collected on
supported employment for two years...At the end of two years, when we
looked at that data, we called people and said, what do you think? And
everybody said, Oh my gosh, people aren’t making minimum wage. People
aren’t working hardly more than 10 hours a week. Seventy cents on a dollar
is on day wasting and thirty cents is on jobs. And those jobs aren't all that
great. And we said, if we expose that, it would be so harmful. So what we
decided to do is fix it. And that was the real force or the entree that led to this
thing that we now call self determination. Around the Country there are a lot
of good people doing good things. And there were pockets of excellence and
there were instances of self determination. There were instances of self
determination happening with certain individuals, but it wasn’t happening
systematically and it wasn’t happening in a large geographic region or in the
state of New Hampshire. It was only happening with individuals who, for
whatever reason, were able to get control of their lives. So for the first time
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we said, no this is for everybody. And it isn’t discriminatory, so let’s figure out
how to do it. And that was the beginning of the revolution.

Unresponsive Professionals

Much of what was realized in the development of the Self Determination
initiative came from an introspective look, both in New Hampshire and
elsewhere, at: a) how professionals did not listen to what people wanted, and b)
how professionals were more concerned about their own goals and aspirations,
and more committed to their own ideas and goals than to individuals who are
their customers. This person, for example, talked about the time he realized
people with disabilities were not being heard:

| was working with [a statewide self advocacy group] at their annual meeting.
And they had this tradition, with over 300 people there, of having an open
mike session. And they do it a lot. And | sat there stunned, listening to person
after person get up the microphone and talk about what was important to
them. And they talked freely and sometimes very personally. And | was
shocked at how little we actually grasped what we had actually done to
folks... They didn’t ask for anything unusual, but what we take for granted.
And they never said they wanted anything that was on our current menu [of
services], period.

Perhaps professionals didn't listen because they felt they knew more than

the others, as this person described:

Well, they [families] weren’t listened to. There was a lot of imposing of
authority by case managers and that was in regards to having the air of
knowing what was best, knowing more than them and the providers...Many
times when families were invited in to those [planning] meetings, they weren’t
respected as family members. They were just another number, another face
at the table. The process was so formal and bureaucratic, that it wasn't a
welcoming process [for them] to give input.

Because professionals felt they knew more, and acted out of self interest
without truly listening to customers, their failures could rightly be blamed on
them. Perhaps that is why, as this person pointed out, people with disabilities
find it easy to mistrust professionals:

And so one of the things over time that | came to realize, is that people with
disabilities don’t trust us. They don’t trust us because we said, yeah, you're
going to get out of here. Yeah, you're going to get a job. Yeabh, life is going to
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be wonderful for you. And what did we do? We had people in phony jobs that
led nowhere, not a career. We had them live in places with people they didn’t
know. We had them go to large congregate things called sheltered
workshops and do things they didn’t want to do, which led them nowhere.
And so why would they trust us?

Inadequate Professional Preparation

Another historic contribution to Self Determination had to do with an
increasing understanding that professional preparation was inadequate. In other
words, the notion of professionals knowing more than their customers or families
had its roots in the very training and preparation of professionals who work in the
disabilities service system, according to this person:

Look at all of the professional organizations we have here. From AAMR on
up and down and across. Everything is based on professional credentialing.
And that’s related to the issue of training. It seems to me we have to
dismantle that and dismantle a lot of these notions. People come into this
field, most of them, with some notion that they are going to have a title and a
set of duties. And they are going to strive to be considered professionals.
Some of them do it through the education route. Some go through direct
service, get hired, they get training and then they get labeled. We label
everybody in our field, including ourselves, in a hierarchical way, which is kind
of interesting.

Professionals are also taught, through preparation and training, to place
more emphasis on competition than on collaboration, and that further
perpetuates the labeling process:

Our preparation of personnel is a very good example of how we destroy a
collaborative process. We work hard to have it not happen, but itis a
competitive process. One will win and get the “A”, others will get the “B”, and
so on. It is done wrong from start to finish. And that’s not just at the college
level, but senior high school, junior high school, [at every stage].

The historic influences leading to the success of the Self Determination
Project involved a past where, absent regulations, people with disabilities had
more freedom. It was the memory of the ease with which freedom was once
found that spurred ready support for decreased regulation and increased

customer control. More recently, families successfully advocated for and
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influenced their own nonprofessional control of the service delivery system, a
move away from the highly regulated, bureaucratic structure.

And finally, people believed the preparation process of professionals in
disabilities services further perpetuates segregation. Additionally, the past
failures and lack of responsiveness by professionals prompted a call for change
in the role of paid people in the system.

In so far as the meaning of the term “professional” is still unclear, the
notion requires further definition. Moreover, clarification of this dilemma is
necessary as the Project is expanded to other areas in the nation. This
continuing dissonance with the role of “professionals” influenced the creation of

the Self Determination revolution, and is sure to fuel the future of the initiative.

Why New Hampshire?

The Self Determination Project started in the Monadnock Region of New
Hampshire, an area known to many for innovation in providing services to
persons with developmental disabilities. Given the fertile ground that served to
pilot the initiative, the question many now have is how will this Project
generalize? What unique aspects in New Hampshire contributed to the success
of the Project? The people interviewed for this study almost unanimously
addressed the issue, and provided insight into how local features of the State in
fact influenced the success of the Self Determination Project.

Characteristics that enhanced the early success of the initiative included
the concept of local control, the flexibility and small size of the State, the
designation of local administrative authorities as independent, nonprofit agencies
with their own governing Boards, and a funding base composed predominantly of
Medicaid waiver funding (as opposed to other more restrictive and regulated
funding streams). Finally, the small size of the State enabled more open
communication across all levels. All of these attributes are consistent with an
environment necessary to promote individual control and self determination, as

described below.
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Local Control

As this person noted, the notion of local control so strongly coupled with
the State, influenced the success of the Self Determination Project:

In New Hampshire, live free or die, where local control is so zealously
guarded, is exactly what we were talking about.

Autonomous Regional Authorities

In a sense, local control is also manifested in the structure of the
administrative agencies the State charges with overseeing service delivery. The
removal of direct government control over those functions enables a great deal
of flexibility and local influence, absent bureaucratic barriers, as depicted by this
person:

The Regional authorities as private non-profit groups is the big step, it seems
to me. [l would think] the states that have public authorities solely, would
have the hardest time making the step...We are fortunate in having what we
call a dynamic tension existing in the State...You have a strong Area Agency
[local administrative authority] voice that’s independent. You know, obviously,
it gets money from the State. But it has a private, nonprofit Board of
Directors. The State doesn’t appoint some political appointment to the Board.
It's a private organization. The State doesn’t employ the executive director.
The Board employs the executive director. And that sets up a tension in
which honesty of dialogue, recognition of problems, and responsiveness tend
to be more likely to occur. And, where | think an atmosphere of creativity can
be developed.

Approachable State Leadership

There also existed an open environment across multiple levels of the
relatively small New Hampshire service system. In the words of this person:
We had, because of the system and the leadership in the State, the ability to
try stuff that people [in the field] still aren’t thinking of.
Historically, the leadership in the State was related to the relatively long
tenure of a State Division leader who people felt was approachable. Though that
disappeared over time as the service system grew, many people who were

around for the implementation of Self Determination remembered that openness
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and the level of trust this leader elicited. It resulted in later statewide, mutual
support for the Self Determination initiative:

We were able to pick up the phone and call [the State Division of Mental
Health & Developmental Services Director] at any time back then... | don’t
think he was as attached to the regulations. You have two columns of order.
You have this set of regulations that dictated all of the rules around the
planning and around how you ran every single program, how you did the
billing. And then you have this gentleman up here who was still trying to
maintain that personal contact. So in one sense you had something that was
really perpetuating the bureaucratic controlling piece of that service system.
And then you have this person who was a real person...But that didn’t last
long. That slowly disappeared because for some reason | think layers and
layers were developed.

De-Reqgulated System

In keeping with an identity associated with self determination and local
control, New Hampshire chose early on to follow the more deregulated path to
financing services for persons with developmental disabilities. Because New
Hampshire was unencumbered by highly regulated programs such as
Intermediate Care Facilities for the Mentally Retarded (ICFMR) the State was
able to take a more flexible approach when it came to money:

| think the critical milestone enabling the financing [for self determination] was
the decision [by the State] to not engage in ICFMR structures, but instead to
move to [Medicaid] waiver-based and relatively flexible financial structures.
That creates a back drop in which one has a lot more room to move. It's a
community care waiver, a waiver to regulations, and that was probably the
most critical financial move [we made].

New Hampshire is known to many as a State with a culture that values
individualism. This staunch commitment so prevalent in the State’s culture set
the stage for an inherent appreciation for the notion of self determination. But
there were many other reasons why the concept of self determination fell on
receptive ears and resulted in such satisfactory outcomes for people in New
Hampshire. From the highly successful family movement that preceded it to the
historical failure of professional initiatives; from the notion of local control so
closely identified with New Hampshire, to the autonomous local structures,

receptive State leadership, and deregulated system structures, the culmination of
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all these aspects influenced the achievement of Self Determination. Whether
historical and cultural influences found in other states will be equally strong
remains to be seen. As more and more states adopt self determination

principles, the notion will surely take on a variety of interpretations.

What Is “ Self Determination” ?

One of the many themes to emerge from this qualitative study had to do
with the multifaceted interpretations of self determination. As described in
previous documents written about the Project, Self Determination is a process
that turns the current system upside down. It is characterized systemically by
techniques such as person centered planning, individualized budgets, increased
choice and responsibility, and a de-professionalization of the service system.
Nerney & Shumway (1996) defined four basic principles that are key to defining
the foundation for self determination. Those principles are: freedom, authority,
support and responsibility.

Our earlier report included an extensive literature review on the subject.
We will not repeat that here. Rather, in keeping with the intent of qualitative
research, we will introduce the topic of self determination in the words of the
people we interviewed. Our research showed that Self Determination is a
process whereby people with disabilities acquire authority over their own lives,
contribute to their communities, and develop relationships that they have been

isolated from establishing.

Self-Determination is a Process

Systemically, techniques such as person centered planning, personal
responsibility, individualized budgeting, and resource control all played a
significant part in defining the notion of self determination, as this person noted:

So the lack of a model, but rather a process put in place allowed [people with
disabilities] to achieve things that the models we had created never allowed
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them to do....l guess it was the process of being able to sit down with
selected people as opposed to assigned people; to plan out what life was
going to be like in the short term and the long term; to have a capitated
amount of dollars from which to plan that life; and then have the authority to
control the expenditures of those dollars - essentially that is the
process...Over the years when we looked at what people refer to as Person
Centered Planning, | don’t think any of us had any disagreement with that.
But the problem was it didn’t go far enough and | would view Person
Centered Planning as part of this thing called self determination. When you
add the individual budget to that formula or process, you begin to be able to
look at a person’s whole life.

Self-Determination is About Relationships

Self determination is not a disability-related concept, in the words of this
person:
Self determination isn’t a disability specific thing. It has to do with
relationships and living in the world.
More specifically, relationships are a necessary step for people to begin to take
ownership for their lives and become valued members of their communities:

We are getting down to the point where it is going back to relationships and
other ways for someone to really be part of their community...We cannot just
throw money at staff.

Self-Determination is About Responsibility

Likewise, this person expressed the need for people to feel a sense of
responsibility to their community, in a mutually beneficial way:

| think part of the notion of self determination involves freedom, support,
authority and responsibility. But responsibility is something we forgot about.
People with disabilities, they don't all have a responsibility to their
communities. And they have got to contribute as much as they can, and we
forgot about that.

This person acknowledged that people with disabilities need to gain

experiences and control of their lives in order to take responsibility:

We also forgot that folks with disabilities don’t have the experiences we have
to take charge and control over their own lives. [Some of the well known
educators in our field] say what a mistake we made in not teaching and
training people how to do that, and giving them the experiences. Sheltered
workshops never did that. Group homes never did that. ICFs/MR never did
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that. So this whole thing of self determination also is rooted in helping people
gain opportunities, building or re-building trust with us. We don’t give people
choices. People make choices based on experiences that we help them go
through, and then they look at options and their preferences and their
desires.

This person felt the sense of increased responsibility needed to extend to
professionals, as well. For persons with disabilities to get what they want,
professionals have an increased responsibility to challenge rules and regulations
that act as barriers:

It means you never really shut down and said, “no, we can’t do it.” If it’s right
for the person and it meets the principles of self determination, then we really
need to be saying, “how can we pull this off? How can we do this? How can
we pull it off within the regulatory environment that we have?” It's a different
way of looking at the world. It involves questioning regulations constantly.
Having someone say to you, “no you can’t do it,” that should never be the end
of the discussion. The next question out of your mouth should be, “why can’t
we do it? Show me the rule.”... | think we give up too soon. | think we accept
no for an answer too much.

Self-Determination Is About De-Professionalization

De-professionalizing the notion of support services was important to the
self determination initiative, primarily because self determination has to do with
people (not professionals) having control and authority over their own lives, as
described by this person:

The meaning for me is that folks with disabilities probably for the first time
could have access to total control and authority over their lives. What | mean
by that is either they or the families of folks who are not of age could [take
control] if the leadership, the administration, professionals, and the power
brokers were either willing to give up total control and authority, or to share
part of it. And once having done that, to see a person’s life evolve in ways
that we knew it could, but didn’t know how. | guess that was the major aspect
of self determination.

In concert with people taking more control over their lives and resources,
the assumption made by this person is that perhaps individuals will choose less
professional involvement in order to make their resources go farther.

Professionals, likewise, will have to adapt to a changing role, thus placing less

emphasis on professional skills when possible, and more on collaboration:

RWJF Monadnock Self Determination Qualitative Report 12



Professionals have to take the magic out of what they do. Can they train
mom and dad to do the physical therapy? Can somebody else do the speech
and language as opposed to a clinician? Can they take the magic out of their
clinical skill and impart it to other people, which of course they can if they
want to? And so the notion of licensing and licensed people has just got to
change...People with disabilities will not directly benefit from that licensing...|
think it is a waste of money. | think it is elitism. And | think it is a dangerous,
dangerous way to go.

The people interviewed for this study described self determination as a
process in which people with disabilities select their own paid and unpaid
supports, plan out the direction of their lives with their chosen supports, and
control the public dollars available to them to create the life they plan. Similarly,
self determination means finding justice, enabling people with disabilities to take
control and responsibility for their own lives, and build meaningful relationships
with unpaid people in their communities.

Additionally, professionals need to learn to change roles. What exactly
does that mean? The Self Determination Project was pioneered by people who
themselves are paid professionals. The irony in this dilemma is that somehow
the very people who created the Self Determination Project are advocating to
deprofessionalize the system. Does this mean professionals need to be replaced
by nonpaid community volunteers? Or does it mean the system will still require
paid professionals, albeit in a different capacity? Perhaps it means both.

On the whole, professionals may be less available and so their reach
must extend further. The representation of self determination as involving a
deprofessionalization of the system does not mean a world absent paid
professionals. It means rather that people with disabilities will rely more on their
communities, and professionals will need to rearrange their roles, sharing skills
in ways heretofore not contemplated. This will require more emphasis on
collaboration, providing no more and no less than individuals need.

In so far as the meaning of the term “professional” (as it is used in this
study) is still unclear, it requires further definition. Moreover, clarification of this
dilemma is probable as the Project is expanded to other areas of the nation. An

area in which we can be concise, however, is that self determination is a social
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movement both by and on behalf of a group of people in search of freedom. It is
also a fiscal move where increasingly tighter government dollars are going to

increasingly greater numbers of people in need.

How Was It Done? Organizational Implementation Strategies

A most interesting and practical aspect of this study is the collection of
information that will assist other states to carry out the implementation of their
own self determination initiatives. Learning from New Hampshire about what
worked and what did not work can facilitate the introduction of self determination
elsewhere. Following, we will examine factors and deliberate strategies involved
in the organizational change process as discussed by those interviewed.
Essentially, the process started with a small group of committed leaders who
created a core set of principles for which they elicited support. Once support was
engendered, there was an emphasis on collaboration and group problem solving
to continue the initiative. This maintained uniformity of values among the
participants, which was essential as role and system boundaries changed. Three
additional changes involved the struggle to shift from a reliance on money to a
reliance on community, the creation of a risk pool for service providers willing
and committed to make changes according to the defined principles, and a
transformation in the management of money, away from programs to

individualized budgets.

Committed and Courageous Core Leadership

The notion of leadership was critical to the success of the Self
Determination project. Primarily, the representation of leadership dealt with
having a core group of committed people willing to test their role boundaries
against the principles of self determination:

At Monadnock Developmental Services in particular, there was a core group
of people who really believed that we had to make this transition. Without
that, | don®think we could have made it work....Whatever that [critical] mass
was, it was enough to really get started.
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That core group of people shared the same values:

While | think there were many factors that contributed to the making of the
character of those individuals, one of the things that stands out to me is the
kind of uniform strength of values that were held by those individuals and
represented by them, and the way in which they approached their different
roles in their jobs. And the presence of those values were uniformly strong
within that group, and contributed to their working in that particular way.

This person felt leadership success was hinged on personal commitment:

What was more universal than anything else was having a person in a
leadership position who had a personal commitment to individuals with
disabilities. They became uncompromising when they knew how an individual
with disabilities wanted to live. It was a personal commitment not to give up
on that individual that made all the difference in the world.

Courage to test the boundaries of the system and one’s job role were also
important leadership traits. There is a certain amount of vulnerability associated

with this openness, as this person described:

Leadership [in the self determination project] involved a willingness to test
the boundaries of the present system and to acknowledge that they really
didn’t know how to do this exactly. That's very unusual for our field.

Articulation of Guiding Principles and Values

Current organization development strategists stress the importance of
creating clear organizational values and then eliciting support for them (Covey,
1990; Peters & Austin, 1986; Peters, 1993). Doing so enables workers more
latitude to act independently. Consequently, they have both the freedom and
responsibility to act in ways that are consistent with customer satisfaction. A
clear set of values also helps workers to act in ways consistent with individual
needs rather than in response to political pressures, as this person described:

The whole idea of adopting a set of principles is different from a mission
statement. It's different from a strategic plan. It's an outline of the guideposts
against which we judge all the work we do. And that helps keep you clean
and keeps you on the path, because we can be knocked off the path so
quickly by external political forces.
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Adopting a uniform set of guiding principles was a critical change strategy
employed at Monadnock, as this person described it:

Well, what we did in working with people was draft out a set of principals and
a vision. And we asked if there was anything in this set of principals that
anybody disagreed with. Every time we asked that question, we couldn’t find
anyone who would disagree with the principals, because they were based on
the same set of principals that you and | want to apply to our lives. And we
just sort of articulated that in a way that we felt other people hadn’t or may not
have been willing to go the distance we went...The way we informed
providers was to [circulate] the document now known as Affirmation of
Community. And we processed that document in draft form for almost two
years with boards and providers so that when we started engaging in
changing our behavior, we said we are doing it based on the set of principals
that are contained in this document.

The principles of self determination, as described by this person, are
encompassed primarily within the value of justice. Premised on the notion that
even the current community service system is depriving people of their rights,
self determination attempts to liberate people from the subjugation of the system:

...These are values which greatly transcend that helping notion. It kind of
represents what | consider to be some of the best values in the field, which
are, first and foremost, listening to individuals. And to be able to, in a
sense, put yourself in their shoes, look through their eyes at the
predicament that they are in. Perhaps it's a telepathic ability that these
[workers] have to develop to see the poverty and extremely demeaning
context that individuals are in. Even though [people with disabilities] were
no longer in the institution, they were still essentially in prison within their
support system. So having that understanding, [workers’] values were to
truly find justice on behalf of those individuals... This is kind of the way |
experienced it, that seeking of civil rights, of justice, of equal opportunity...
And that’s probably a good way to say it because then you look at the
present system as unjust. And if you don’t have that respect, if you don’t
see the present system as depriving people of basic human rights, I think
you are missing the whole point here. If you think the present system is
okay, then you are just not being very thoughtful about people with
disabilities. You are not listening to them.

Once having defined the core values and principles of self determination,

leaders of this initiative set out to present these declarations to others:

And so we had the Board of Directors adopt that set of principles. We had
the staff, case managers in particular, adopt them. We brought secretaries
and property managers, early intervention and family support staff, and
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business office people into the process. And so it was a culture change within
our organization that had to occur before we could be prepared to deal with
what people were going to ask us to do on their behalf.

Once having presented them internally, the principles were used as a tool to
elicit support from the State Director:

So early on, we engendered the support of [the State Director] and others, by
asking for it... We went to them and we had a level of trust with them and
...they knew that we had done our homework... We asked for support in the
process. [The State Director] came down for the meeting, and the sight
review, and was instrumental in helping us get the grant.

The principles were also used as a guide. In the event those principles violated
established standards, it was the responsibility of leaders to challenge the
standards and regulations:

If a regulation would violate one of the principles, then it became the
responsibility of the people who worked in the system to change the rule, get
a waiver to the rule, or in some cases, as we were able to do in New
Hampshire, to work with the State people to identify what the spirit of the rule
was. This regulation didn’t just come from nowhere. Something happened
that made this regulation be put into place. What in the final analysis were the
regulations trying to get at? If for example they were trying to get at safety for
the person, how could we satisfy the spirit of the regulation even if we
couldn’t satisfy the letter of it? And we were very fortunate that the people we
were working with at the State level were very open to those kinds of
discussions. And as long as we could come up with a plan that satisfied the
spirit of the regulation we were allowed to do things for people.

Focus on Group Learning

Another change strategy in the Self Determination Project included a
focus on ongoing group problem solving and collaboration during the

implementation process:

Well, we knew that in the risk taking we needed to create a lot of support for
people. So while all of this was going on, we met once a month. It was
mandated that people come to a pot luck, or lunch. It was mandated. You
had to be there . . . . [Area Agency] staff, provider staff, people with
disabilities, parents, all were asked if they would be willing to come and share
part of themselves to help others understand better. We had Quality
Assurance employees from the State participate... The more | think of it, it
was simply attitude training and retraining.
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The gatherings were also an attempt to build trust and safety around the
anticipated changes. Though necessary, this person felt it took time for trust to
come to the forefront, and in the process it brought up many unforeseen
challenges:

| think that the process, because it [involved the] transformation of an
organization, brought out a lot more [safety and trust issues]. That was the
change that took place. It was a weak point, and so by putting a whole
organization through the stress, the weak point became even more powerful
and more dysfunctional . . . The people in down positions worked
collaboratively with each other, but it was not very organized. And | think the
changes that we struggled to make by no means have we accomplished . . .
Now that we are working together, it's a more integrated place where people
can feel safer. | think that safety is essential before trust, because when
people don'’t feel safe, then they are not going to trust. Even if they want to
trust, even if the other person is trustworthy, if it's not safe, they are not going
to do anything . . . Because you are out there on a limb, you are taking risks
yourself. You are developing relationships. You are building community.
Community is based on trust and working together. If you cannot trust in your
community, then there is a weakness in that community...And you can’t move
forward if you can't trust.

Reliance on Community

One of the most sensitive and difficult issues faced by the implementers
of self determination was the need for a fundamental shift from relying on money
as the key means to helping people, to a reliance on communities for support.
One respondent noted that “we have hard wired everyone in this field to seek
more money and to see the amount of money as the benefit.” Moreover, he
contended that in the current system, we fail to use money to link people with
their community. Instead, money is being used as a substitute for relationships.
In his words, “we trade money for intimacy.”

Because money has been used as a substitute for relationships, people
with disabilities and their communities have become alienated from each other:

To the extent you solve these important questions with more and more
money, you gradually isolate more and more the person with a disability from
the wider community. Because you are solving your problem by adding
labeled individuals and labeled professionals instead of going outside the
human service system and linking folks to regular community organizations

RWJF Monadnock Self Determination Qualitative Report 18



and regular community members. It's a basic distrust of ordinary community
folks.

In actuality, the Self Determination Project is about community
development as much as it is about empowerment and control by people with
disabilities:

What generally goes under the rubric of consumer control and direction,
that’s only a piece of it. It has to be in place for the rest to work. We have a
much, much deeper notion of what our communities should be like and could
be like. And that's fundamental to self determination. Almost on par with
controlling resources. One of our objectives was to help the wider community
define itself better, as a richer and diverse place...We have a lot of other
groups and individuals in this country who are trying to create community
under today’s present conditions and we have to start working with them. We
have to stop talking to only each other and reach out to vast numbers of other
individuals who are key to this whole notion of revitalizing community and
redefining community for what it could be in the next century...It's not just a
consumer control movement. It's a redefinition of community.

Individualized Budgets

The creation of individual budgets was one of the most concrete
strategies and critical manifestations of the Self Determination Project. Accurate,
individualized budgeting allowed the move away from agency control to people’s
control of their own money. This, some said, was the true turning point in the
system’s move toward self determination:

The individual budget got us away from the insideousness of rate setting that
Medicaid had created, and it got us out of the averaging notion. So that when
you said how much does it cost to support a person who looks like this or fits
in that box, as defined by Medicaid, we used averages and rates. Whereas
when you really looked at a person and saw what they needed, you could
cost that out. Each person needs a very different sum of money, not an
average or rate. And so the individual budgets began to allow us to look at
supporting people clearly on an individual basis... Part of the plan was to
create individual budgets as fast as we could, to track the expenditure of
dollars like nobody ever did, in order to truly turn the planning over.
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Once money was in the hands of the customers, the system was able to
streamline, giving people no more and no less than they wanted. This person

elaborated on that notion:

People should get what they need and we should only pay for what they
receive. Right now people are getting more than they need in some
instances, and then there are those who get nothing. And those who are
getting service sometimes are paying for it whether they get it or not. And the
example | use here is, if somebody needs 20 hours a week of supported
employment, but the staff doesn’t show up and they only get 15 hours,
normally we pay for 20 anyway. And the system is built upon rates and
billings like that.

Moreover, the designation of an individual budget allowed a person to control
their own resources. In this person’s depiction, resource control served to
enhance the valued role of individuals with disabilities:

| think giving the person the money to pay for their services has changed
people’s perspective of getting that money. So that if the person with the
disability is really paying you for your services, all of a sudden it’s different
than an agency. For example, | [as a service provider] am really working for
and supporting the person. And also relationships develop when that person
has the money to procure services in the community. If they go to the auto
mechanic to fix their car and they have money to fix it versus [the agency]
writing a check or okaying the expenditure or any of those things, all of a
sudden the mechanic looks at this person as a person of means, a customer,
a valued person who is going to bring resources into their company. And its a
whole new realm of how the community and how we as a service system
look at what to do with their money.

Creation of “Social Insurance”

The need to establish a sense of security during the sometimes

tumultuous change process was essential:

Everybody wanted to be assured there would be a safety net of dollars, which
| called social insurance, a managed care concept referring to a pot of
money, a reserve account...l think that's a necessary ingredient in all this,
especially as people gain experience in all this. There has to be some way for
those now in the system who might otherwise see it as too great a risk, to
know that there’s some form of insurance available here.
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In fact, the creation of a financial risk pool was a deliberate strategy to build
provider acceptance of the changes, to build organizational understanding, and
to prevent system-wide rejection of the changes:

Well, we were on the horns of a dilemma because this was new territory . . .
We knew that some people would continue to choose traditional providers
and some would choose non-traditional providers. And for those providers
experiencing the volatility [of change], who were willing to give up authority
and control, we felt we needed to support them in some way, and protect that
administrative volatility. For example, if they had 40 people they were
supporting and 3 left, their general management costs wouldn’t be
significantly affected. But if 10 people left it might be awhile before they
regrouped and learned how to market and learned how to shift (to provide
what people were asking for as opposed to what they said they were
offering). And so we just decided that we would attempt a sort of good
neighbor policy with providers to do that . . . We always made a commitment
that we wouldn’t let a provider fail or individuals fail as a result of somebody
taking the necessary dollars with them.

To summarize, the key implementation factors enabling the self
determination project to move forward began with a core group of individuals
whose leadership skills focused on courage, commitment and persuasion -
courage to test the boundaries of their roles, commitment to individuals with
disabilities, and persuasion to elicit support for a set of guiding principles that
would eventually steer the implementation process. Once commitments were
engendered, the journey toward realization came with three major elements - a)
a reliance on communities for support and involvement, b) a change in the way
money was allocated, and c) concrete measures to assure that no one would be
financially harmed by the changes, so long as they maintained consistency with
the guiding principles.

The change in how money was handled and perceived became a
springboard for many of the other changes. The individualization of the
budgeting process created a structural change, from a bureaucratic notion of
program funds to individualized money. Ultimately this became the cornerstone
in the systems change process that enabled a) persons with disabilities to

assume control over their resources, and b) the system to save money.
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What Changes Can Be Expected From Self-Determination?

The changes that resulted from the Self Determination Project were
experienced in a variety of ways. These collective understandings serve to
further describe the signification of the initiative. For example, some themes that
emerged included a change in the function of money, a decentralization of
power, a perception that Self Determination was an investment in social capital,
or community development, and finally, a change in the role boundaries at all

levels, from individual job parameters to agency and system boundaries.

Changes in the Perception and Use of Money

People’s experience with and perception of money underwent a critical
transformation in the implementation process. Perhaps stating the obvious, this
person’s perspective illustrates the necessary challenge to do things differently in
the face of increasingly limited resources:

If there is any reluctance at all, it's to take where all the money is now being
spent and try to figure out how to change that. Because if we don’t do that,
we are not going to have enough resources for those people [on the waiting
lists].

What Is Most Important Can’t Be Bought

Generally, this person believed that “what people with disabilities tell us
they want the most, you can’t buy...relationships, intimacy, privacy. What we've
forgotten is that what is most important can’t be bought”. Said another way:

People who were working in the system actually had to see how a person’s
life could improve, even dramatically, before they could accept that a
reduction in cost actually made sense. And if they couldn’t see it, intellectually
they could agree, but practically they would never let go of the money. Money
is defined as the benefit in our system, and we think that’'s how we create the
safety net...So, it's redefining the benefit. The benefit now becomes leading a
meaningful life in the community. This is a new, gray area for us...All this
jargon that’s been talked about for the last five or six years has really got to
be put into practice.
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Money As One of Many Resources

This person’s way of thinking is consistent with the belief that changing
the priority of money can lead us to think of other solutions. It generates our
creativity:

Not having enough money is usually the first response to a problem. If a
solution is needed, the first thing people say is “Oh, well we need money for
that”. Once you are in that mind set, it’s difficult to think in other terms.

This person distinguished the two perceptions of money:

| typically don’t get the amount of money that | perceive is needed in a
person’s life. And so | have to go back to teams and families and say, all
right, we thought we needed $10,000, and we got $5,000. What do we really
need to pay for and what can we get in a different way, so that we don’t have
to pay for it? And it really gets people thinking in different ways . . . It used to
be five years ago, people would be really angry and we would fight the State
for the other $5,000. We wouldn’t take no for an answer. We would fight for
the other $5,000. Now people aren’t really happy, but they will take what they
can get.

The way money is used to purchase services also changed. Service
providers no longer sell “programs”, and administrative agencies no longer
purchase them. Instead, the service system is expected to accommodate in

individualized ways, and in some cases, it decreases the reliance on money:

All the people | refer [for service] don’'t have $75,000 budgets. | don't get
$20,000 anymore, nor do | advocate that, because | don'’t think we need it.
But [providers] are still in an old world where they think that they need
budgets of $50,000 in order to exist. And so their mind set is really hard to
change. They haven’'t made the big transition yet to real natural services.

Money As An Investment

In both the following excerpts, people felt money needed to be
experienced as an investment, not a funding source.

The freedom to think about the dollars without the Medicaid regulations at a
certain level was very important to us. As a training we tried to get people to
re-think money - as an investment in community, as an investment in
somebody’s life rather than as a funding source, which is what everybody is
trained to think of.
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In this person’s account, interpreting money as an investment forces us to
focus our attention on an individual's desired outcomes rather than on funding a
program:

We need to view money as an investment. So that if you look at somebody
who for five years lived in group homes, went through sheltered workshops . .
. and at the end of five years that person is lonely, doesn’'t have a job, has no
friends, is not part of their community, [what have we accomplished]? So we
need to rethink money. We need to view money as an investment in a
person’s life, not as an expenditure.

Shared Power

Hierarchical power structures are based on views of power that are
consistent with a pyramid notion, that is, that those at the top have the most
power and those at the bottom have the least. These power structures had to
change in order for self determination to work. According to this person, the
driving force in the revolution needed to start with people with disabilities at the
top:

Recognize what people with disabilities want and work backward from that.
That's the systems change issue. What then has to happen? It seems to me
it's enormous. We’re not talking about a slight change here . . . butit's a
doable change.

According to this person, though, we must start by changing the way we view
power. By eliminating the competitiveness for power, we will assure that
everyone has it:

Everyone who you think has power doesn’t have power. So where is the
power? The fact is there is not really a whole lot of power in the
developmental disabilities services systems . . . That's why they are
underfunded. That's why there are huge waiting lists. That's why there
are institutions with poor conditions. That’s why the whole thing has been
such a mess for such a long time. And, the only way that’s going to
change, the only way it can change and one of the ways in which | think it
changed in New Hampshire, was when we stopped seeing power as a
zero sum game, and instead recognized only when everyone had power,
did anyone have power.
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This person described the unrealistic fears that can arise when power is
perceived as a zero sum game:

There was a lot of dissension in the Region because of the fear of giving up
control or the unknown of giving up control. But you know the provider
agencies are still there. People still need to purchase services. People still
need paid people in their lives. It's just a question of how they access it, and
who’s controlling it.

In fact, power in the hands of people with disabilities does not adversely affect
others in the system. Rather, giving back power so individuals can rightfully
control their own lives provides a situation where both parties can enjoy more
personal power. One analogy is that of children breaking away from their
parents:

If I had lived my life the way my mother wanted me to live it, if she had
wielded control over my life, | wouldn’t be doing what | am doing today. |
would never have taken a risk...When someone else is living your life for you,
you have no spark. There’s nothing there. But you take that on yourself, and
suddenly everything she taught you as a basis became more powerful. My
mother doesn’t know it. She thought | didn't listen to her. But what | did was
put some of the things she taught me into a framework of what my life should
be like, and our relationship became stronger... If your mother is going to try
and hold you back and hold on to the power, you are going to break free...
When you do that, your mother may think she lost you but she didn't.
Suddenly, you are going to have the opportunity and the necessity to use all
those principles, to live your life on the level that she wanted you to in the first
place.

Families receiving services also adopted the value of power sharing, both
in relation to professionals and to other families who need resources:

| think families are more willing to give up, knowing that if they don’t need
some of that money anymore, there is someone that’s been in their shoes,
that's coming up that needs some of that money to get started . . . | think the
days where people are really calling it “my money” and “it's only mine and I'm
going to hold this forever”, and “I've got to protect it with all my might” is really
starting to dissolve. Whereas they could say, there’s another kid graduating
this year. If | don’t need this $3,000, that could make all the difference in that
kid's life. So I think people have had to start looking at things differently.
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Changing Roles

The most widely consistent change to have been realized in this study
was the altered role parameters perceived as necessary to accommodate the
Self Determination initiative. The need for boundary changes was spread across

individuals with disabilities, professionals, organizations and systems.

The Centrality of Self Advocacy

Self advocacy has taken on a renewed importance with Self
Determination. It's a change that didn’t exist in past systems change processes,
according to this person:

| think another one of the pieces that's missing is the new role of how self
advocacy works. That was largely not present in the change process in

New Hampshire in the 70s and 80s . . . It's a new card that’s been raised
in the deck, so to speak. The deck has changed. It's a different layer of
cards.

Changing expectations for self advocates and families has to do with supporting
each other to search for answers. People will need to know what it is they need
and want, and assist each other in this self reflective process:

Nobody has really sat down and helped the folks we are supporting
realize within themselves what it is that self determination really means;
where do they really want to go? ...They are helping each other. That in
itself is the root of self determination, finding out who they are. So we
really need to start looking at where can we really dig deeper to support
people. Most of their [paid] staff really don’t know how to do that, nor do
they have the time...Whereas in families you can get to that point.

Customers Versus Clients

In order to be effective in a free enterprise system, service providers must
ask the right questions. It is only by truly knowing customers’ preferences and
responding to them that providers can retain them:

Within the disabilities context and outside of it, you can look at any
individual and say, do you have any ideas? Have you made any friends?
Are you able to establish relationships? Are you able to get through the
day? Some of these [staff] people are very effective, some are not. And

RWJF Monadnock Self Determination Qualitative Report 26



one of the changing roles is to be able to work within the nature of those
guestions.

According to this person, self determination requires that service providers
become very flexible and responsive about the ways in which they relate to their
customer:

All of the people who have traditionally been providing support and using a
lot of the same rhetoric about people getting a life, they have to then figure
out what they have to do very differently. And | think that's one of the things
we need to learn. What are the varieties of things [paid] people could be
doing at the behest of people with disabilities? And then what should that
look like in order to provide them with enough protection? | mean
protection in the good sense, not protection that keeps them from making
decisions.

This case manager described the transformation that occurred in
relationships among the individual, the case manager and the provider. It was a
process that resulted in true consumerism within the context of a free enterprise
system:

It is no longer system versus system. It is an external force, and true
consumerism. [People with disabilities] are buying services from you. If
you are not providing them, they are going to tell you. [The case managers]
were telling providers, and basically there were never any consequences to
doing that. Providers kept getting their money and their contracts. Now
people say, “forget it. Fine we will shop elsewhere .” . . The minute
providers start losing money, they know this is serious and you really meant
it when you said people could take their money and go somewhere else.

Similarly, this case manager described the transition both case managers and
service providers needed to make in order to work collaboratively to meet the
needs of individuals with disabilities:

It used to be | was coming [to the vendors] and saying, “this has to change
and | want you to do this and | want you to do that.” And that seemed to be
the only way to get anything. And now it’s, “this is what the person wants
and you can accommodate that or you do know this person has the ability
to go elsewhere.” Some vendors have seen a large number of people
leave and they finally got the message that, “Oh, well, | guess we better
start responding to what people want.” Now | have an excellent relationship
with this one vendor. We work cooperatively together and we can negotiate
things and they are doing what people want them to do. So now when you
want a vendor, you go at it in a much different way. You work together. You
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are not screaming to get something out of them. This person has chosen
you [the vendor], so how can we make this work for them?

Changing Professional Boundaries

Just as service providers need to adjust their focus and approach, other
professionals will likely need to do so, as well. Traditional roles that require
professional distancing have to be re-evaluated, as described by this person:

Look at the field of social work. It's a perfect example. The first thing you
are taught is the boundaries between you and the client. Right? And that
comes up time and time again. Here we are saying relationships are more
important, and they come first. And if you are involved in helping the
person plan their life, you're there at that person’s invitation. You are
taking that whole [professional] notion and stripping it of all it's meaning. So
traditional boundaries, do they have to be boundaries? There are
boundaries in any relationship, depending on the nature of it. But we’ve got
to talk about it differently. We’ve got to think about it differently. When |
talked about the blurring, | meant you are no longer the professional and
the person with the disability is no longer the client. You can't use the
established notion of boundaries...So you have a whole new set of rules.

This person believed that paid relationships will need to be negotiated
within more flexible parameters:

| feel that for it to work well you have to stop doing things by the book. You
have to stop saying “your job is this”. You have to start saying “here is what
we need to do, who can do it?” In my family that’s the way it is. “Who can
do this? Well, | can do it today, | can’t do it tomorrow. OK, you do it today.”
| understand that there has to be some kind organizational division. You
don’t want people in the business office appointing case managers, but
sometimes you do. Because if that call comes in and you have somebody
in the business office who actually picks up the phone, you want them to be
able to know the values and principles so that they can give a good answer.

Within this new context, an awareness of potential problems arising from
expanded and blurred role boundaries is critical, as described by this person:

[The paid relationship] has to be blurred but there are still ethical issues
that are important within that context, and those are also power and control
issues. For example, sexual harassment issues are still | think very much
present and those are particularly problematic when they are exercises in
power and control. So, | think it needs to be blurred but I also think that
there needs to be a very up front discussion of the problems with it.
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New critical roles such as advocate, facilitator and fiscal advisor will
replace the old role typically fulfilled by case management:

| think internally one of the major changes would be that the case
managers, personal agents, independent brokers, whatever we are going to
call them, had to be viewed internally and externally as prime advocates
and facilitators assisting a person to get a life; not just putting together an
annual plan and not just visiting a person once a month to see how close
they were to coming to achieve those objectives. The other thing we had to
do was to retrain the case managers to be able to translate a person’s
dream and plan into a budget. They never had those skills before. It's a
major, major change in their job description. And what they needed to have
was a dollar amount from which they developed an expense budget. They
didn’t have to worry about where all the dollars came from, whether it was
SSI or Medicaid waiver money or state general funds. They just needed to
know how much was available.

Recognizing the parameters of a paid role, this case manager elucidated
her responsibilities in the following story:

Building relationships isn’t necessarily me building a relationship with the
person, its playing detective and being a bridge builder to invite other
people, and then | can get out. Let me give you an example. One of the
women in the project, her name was Bonnie . . . The first thing Bonnie
decided was that she wanted to get rid of her residential provider. And
her friends came together and said, we can do this for Bonnie. Bonnie
decided to pay the neighbor to help her with a few things... To this day
she has a group of friends that help Bonnie to take control. So their
relationships were enhanced, made stronger. | helped facilitate that. |
gave them resources telling them, these are the kinds of things you need
to do. And then the last time | met with them, | said, “you don’t really need
me anymore. This is the amount of money that is in Bonnie’s budget.
These are the ways you can use the money. This is the process to go
through to be able to use it. And call me if you have any questions. | will
be happy to come and be your resource, but | don’'t need to be a part of
the decision making process anymore. Have a good time and give me a
call when you need me.” So my role, my paid role, was to help facilitate
and put back together. And when it was together, to get out of the way.

Self determination created changes that symbolically rearranged the
system - from a pyramid to a circle. People with disabilities became the center of
an individualized configuration of supports created by them to meet their needs.
Money became one component of that whole rather than the primary means to

an end. In other words there were multiple ways for individuals to reach their
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goals, money being one of them. When money was used, it was used as an
investment in a particular desired individual outcome.

In this approach, power, too, was reinterpreted. Instead of being
perceived as a limited commodity for which people needed to compete (zero
sum game), power became an amalgamation with limitless potential, realized
through mutual sharing, growth, and collaboration. There was an understanding
about power by project participants - that only when everyone acquired power
did anyone possess it.

Finally, boundaries for all stakeholders were expanded, or will need to be.
Self advocates and families will need to provide mutual support to traverse the
new environment in which additional responsibilities accompany the move to a
free enterprise system of health care. Case managers will need to be fluent in
building networks of support, ranging from developmental disability services, to
existing community resources and unpaid relationships. Other professionals in
the field will need to grapple with defining limits in roles that will appear to be
quite blurred. As the professional role expands to incorporate nontraditional
responsibilities, issues involving the potential abuse of power and control may
need to be explored. These changes have arisen or will arise as a result of

people with disabilities gaining freedom and control over their lives.

Conclusion

Given genuine decision making powers, people will not only learn rapidly to make socially
useful decisions, but they will also assume responsibility for carrying out decisions based
on their collective judgment. The problem is not that people will make irresponsible or
wrong decisions. It is rather, to convince people who have been ignored or excluded in
the past that their involvement will have meaning and that their ideas will be respected.
The danger is not too much, but too little participation. (Miles Horton)
Miles Horton believed in social change. And he believed that social
change necessarily was an outgrowth of individual transformation. We believe
the Self Determination Project in New Hampshire represents the beginning of a

social movement by and on behalf of people with developmental disabilities in
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America. The Project places individual autonomy as a more important value
than professional beneficence, and as such, the revolution has begun.

Though a great deal has been learned from this Project, it was
nonetheless a new venture and much more remains to be learned. As the
Project expands across the United States, when 18 additional state initiatives will
be supported by the Robert Wood Johnson Foundation, there are a multitude of
guestions that arise: How will expansion affect future implementation attempts,
given New Hampshire’s almost inherent cultural and historic leanings toward self
determination principles? Considering the small size and flexible conditions in
the Monadnock system, just how flexible can other systems be?

It is obvious that a key issue will be money. As in Monadnock, other
systems will need to introduce a new accounting system because people will
require individual budgets to control their own resources. At all levels, from
service users and advocates to direct care workers and administrators, people
will need to redefine “the benefit”. What does it mean to redefine “the benefit” as
a meaningful life in the community, rather than as money? Can people effectively
change their attitudes about money? Finally, how will new boundaries be
defined? How will self advocates, families, professionals, systems, and
communities respond to these new role challenges? These and many questions
remain to be answered.

We think this report completes the circle. It makes a whole of the
information we have collected in the Monadnock Region of New Hampshire. Our
research revealed that people with disabilities are much better off when they
have more control of their lives and resources. More importantly, it emphasizes
to us that there is need for further research, focusing on the views of people with
disabilities. We must learn more from them, about their desires, about power
sharing and community building. Though we have more questions than answers
as this initiative goes national, all indications are the effort is not only worthwhile
but necessary. The Project spurred a metamorphosis of change around how
people with disabilities feel about their lives, how we treat people with disabilities

in our culture, and how they will be treated in the future.
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Some cynics have said that self determination is just another “model of the year” and will
not last. They fail to recognize what is happening...people are finding their power, taking
control of their lives, defining their futures, and becoming accountable for themselves. It
becomes, then, the responsibility of all of us who believe in the inherent potential of every
human life to make sure that the genie of self determination is pushed so far out of the
bottle that it can never be pushed back in. Self determination is not a model...it is a
human right.

(Ellen Cummings, former Project Director, Monadnock Self Determination Project)
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What We Did - Methods

We utilized several research approaches to understand the impacts of
self determination. First, a preliminary qualitative study was conducted in the
early months of the Monadnock project. That study consisted of open ended,
semi structured interviews. The results of that study enhanced the survey
research that was to follow. Next, the survey research provided substantive
longitudinal information about the qualities of life of the focal persons involved as

project participants (see our second report, Independent Evaluation of the

Monadnock Self Determination Project).

However, we realized toward the end of the project that the organizational
dynamics of the change process had not been sufficiently elucidated by the
Independent Evaluation. Consequently, we added this final element of qualitative
investigation in the last few months of the Evaluation. This work was an effort to
better comprehend the organizational dynamics of the revolutionary changes that
took place in Monadnock’s developmental disabilities service system over the
three year period, as individual service users were provided with the opportunity
to control their own resources.

There were eleven people who participated in a total of three focus groups
and two phone interviews. Ten of the interviewees patrticipated in a single
interview experience while one of the interviewees participated in two focus
groups. Interview participants were selected by a purposeful sampling technique
(Bogdan & Biklen, 1982; Patton, 1987). They consisted of three men and eight
women, all holding leadership and/or administrative positions in the self
determination demonstration project in the Monadnock region of New Hampshire
from 1993 to 1996. Their specific roles in that project ranged from case
managers to a variety of administrative positions. All persons contacted agreed
to be a part of the qualitative interview process.

What follows in this report are the direct perspectives of these men and
women. Their words reveal the meaning the change had to administrative staff

who worked through it, how worker and administrative role boundaries changed,
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and what changes occurred in the interpretation and use of both money and

power.

Data Collection

Data collection consisted of in-depth, open ended, semi-structured
interviews, document analysis, and participant observation. The data consisted
of reports, manuscripts, field notes, and interview transcripts. The information
was inductively analyzed to develop understanding of concepts difficult to
describe or define (Bogdan & Biklen, 1982). In this case, we were trying to
understand the meaning of the system change and its impact on the people
affected by it. Majchrzak (1984) described the application of qualitative methods
in this type of policy research: “the researcher engages in an iterative process
whereby information and model building are constantly interchanged (p. 19).”

Three researchers trained in qualitative methods were involved in this
project, one having followed it from the start, and two others having entered
toward the project’'s end. One of the latter researchers took a lead role in
designing this final qualitative study and conducting the interviews. Two
researchers were involved in the focus groups, while the lead researcher
conducted the telephone interviews alone. All three played a significant role in
analyzing the results and writing the report.

Semi structured interviews were the primary source of data collection
utilized. McCracken (1988) noted that the use of this investigation technique is to
“gain access to the cultural categories and assumptions according to which one
construes the world” (p.17). In this case, semi structured interviews were
intended to elicit interpretations of the changes associated with the Self-

Determination Project.
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Data Analysis

Interviews were recorded and transcribed. Synthesis and induction were
analytic techniques used to aggregate themes found in the data. The data were
then labeled and each theme was extracted from the entirety of the data. The
themes eventually served to define the general sections of this report.

An initial literature and document review, part of the ongoing qualitative
analysis, contributed to the development of a general framework-questionnaire
(see Appendix A). For example, the document review (including reports written
specifically about the New Hampshire Self Determination Project) clearly
indicated that power and the meaning of self determination were key topics
needing exploration. The literature review yielded general topics of interest that
were explored in the interviews, particularly related to organizational change
strategies.

Interviewees were assured confidentiality. Member checks (Lincoln &
Guba, 1985) were employed with all study participants. They were asked to
preview the report draft for validity of information and accuracy of the analysis. If
the reviewers found any revealing quotes or misinterpretations associated with

them, they were given the right to delete or clarify the information.
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QUALITATIVE RESEARCH
FOR
THE RWJ SELF DETERMINATION PROJECT

Open Ended Interview Questions

ASSUMPTIONS AND MEANING
(LOOK FOR AMBUGUITIES AND UNCERTAINTY, SYMBOLS, LEVEL OF
SIMILARITY AMONG GROUP)

Describe your experiences as a participant in the Self Determination Project.

What is the core of the Self Determination Project? Describe the fiscal elements
of the project.

Why do you do what you do? How is this work meaningful to you?

ORGANIZATION CULTURE

This Project has been described as a Revolution. What did people need to know
in order to participate in this Revolution? How did they acquire this knowledge?

How did everyone who was part of the Project get on the “same page”? How did
you come to share a common understanding? On what issues do people who
are part of the Project share common understandings?

Are there any commonly held values that people who are part of the Project
share? Do you share some or all of those values?

ORGANIZATION CHANGE

How are things different now than they were three years ago? How are you
different now?

What was the one thing that influenced/impacted you the most in the change
process? How did you influence the views of others? What influence did you
have on each other?

Where was the greatest level of agreement? The greatest level of resistance?
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To do again, what would you do different? The same? What paths would you
avoid traveling?

ROLE CONFLICTS

How do you rate your own performance in your job these past three years? How
do you think service users would rate your job performance?

Where/how do you draw the line between paid job and friend? How do people
negotiate that role? What strategies did you employ to assist support providers
to negotiate their role with the people they supported (service users)? How did
you help them deal with stress, conflict, emotional fatigue?

LEADERSHIP

Were there specific qualities exhibited by people in the Project that influenced
the outcomes?

What leadership qualities elicited your support?

Were there things from the past or future visions that influenced Project
outcomes?

POWER

How would you describe the influence of power on the outcomes of this Project?

What experience did you have with power? What impact did it have on you?
FUTURE

What needs to happen now? What role do you see yourself playing in the future
of this initiative?
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