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PREFACE

Down Syndrome: Visions for the 21st Century grew out of the NDSS conference
of the same name held July 27–29, 2000 in Washington, DC. A major goal of
this conference was to create a dynamic vision for the new century by asking
the more than 650 participants to share their ideas and priorities in educa-
tion, research, and advocacy. This book encompasses that theme and the
mission of NDSS: to ensure that all individuals with Down syndrome are
provided the opportunity to achieve their potential in community life.

Visions is designed to explore the highlights of the conference through
chapters submitted by many of the presenters. This book will be most valu-
able to several different groups of people including parents and family
members of individuals with Down syndrome, expectant parents of children
with Down syndrome, educators, physicians, and health care professionals
as well as the interested public.

The book is divided into ten sections that include specific chapters on
topics of interest to both parents and professionals. The first three sections,
Self-Determination, Self-Advocacy, and Advocacy, address the issues of how
individuals with Down syndrome and their families can play a greater role
in how the person with Down syndrome optimally leads his/her life. This
material is augmented by a number of accounts written by young adults
with Down syndrome.

The next section, Role of the Family, includes personal reflections by
parents of children with Down syndrome as well as chapters on siblings and
life planning. The following section, Health and Clinical Care, is compre-
hensive, covering such topics as pediatrics, gross motor development,
behavior, adult health care, and the recently updated Healthcare Guidelines
for Individuals with Down Syndrome (1999).

The Research section includes in-depth discussions of the sequencing 
of chromosome 21, alternative therapies, and recent advances in research.
Psycho-Social Issues are the theme of the next section, which includes 
chapters on relationships, sexuality, healthy lifestyles, and autism and Down
syndrome.
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One of the most important topics for people with Down syndrome, their
families, and professionals is addressed in the Education/Inclusion section.
Such topics as the philosophy of inclusion, positive behavioral supports,
postsecondary education, and assistive technology and computers are dis-
cussed. Another aspect of education is detailed in the Communication, Math,
and Language Skills section. This section includes discussions of speech and
language for infants, toddlers, children, and adolescents as well as the teach-
ing of reading and math to children with Down syndrome.

The book concludes with a section entitled Turning the Vision into
Reality, which examines the significant changes that have occurred for
people with Down syndrome and the many challenges that lay ahead.

This book will assist the reader in obtaining a better grasp of the present
and an understanding of what the future could hold for individuals with
Down syndrome if we work collectively to make positive changes across all
disciplines.

William I. Cohen, M.D.
Lynn Nadel, Ph.D.

Myra E. Madnick, M.Ed.
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SELF-DETERMINATION





CHAPTER

1

UNDERSTANDING

SELF-DETERMINATION

THOMAS NERNEY

INTRODUCTION

The new century offers the possibility of unparalleled opportunities for indi-
viduals with Down syndrome. It offers as well the hazard of rising skepti-
cism concerning the value of individuals with cognitive and intellectual
disabilities.

The enormous gains made in the last third of the twentieth century in
education, employment, and community living for these individuals can be
further broadened. For this to occur, society must change the terms and ratio-
nale for obtaining necessary supports to those based on freedom and equal-
ity rather than paternalism and professional domination. As well, support
for long-term care will falter without a better grounding in public policy, law,
and ethics that is more widely shared by the larger society. 

Individuals with Down syndrome today are benefiting from so much
that has been learned from the fields of medicine, education, and rehabili-
tation that it would not be too optimistic to predict further gains if structural
reforms of the present human service system are implemented quickly 
and carefully. These reforms would place the authority for controlling indi-
vidual budgets needed for support with the individual, family, and close
allies. Information and data garnered to date from the self-determination
movement demonstrate the cost-effectiveness of this approach and the
improvements in quality.
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However, the backlash occurring throughout this country over special
education spending seems likely to move into the field of long-term care
sooner rather than later. The strain on state Medicaid budgets will be exac-
erbated as America ages and the population over 65, and especially over 85,
increases dramatically. A new utilitarian agenda arising from the field of
bioethics is beginning to call into question the value of any public expendi-
ture that purports to serve those who cannot “benefit”—those with cogni-
tive and intellectual disabilities (Nerney, 1999). This recent assault on the
value of individuals with intellectual disabilities can be traced to Drs. Duff
and Campbell, who wrote one of the first articles to be published in the New
England Journal of Medicine. In 1973 they revealed that they did not treat 
many babies born with disabilities at Yale New Haven Hospital (Duff and
Campbell, 1973). These decisions were based on “quality of life” criteria.
Life-long disability was now a subject for debate. 

But the debate soon moved from quality of life considerations to con-
siderations regarding the cost to society. A group of doctors and social
workers published a seminal article in Pediatrics, the journal of the 
American Academy of Pediatrics, in 1983 explaining that they made deci-
sions not to treat infants born with spina bifida based on both quality of life
criteria and the resources available to families as well as from society (Gross
et al., 1983). Contemporary discussions in the bioethical literature point out
the lack of “benefit” for providing needed supports to individuals with cog-
nitive disabilities (Buchanan and Brock, 1992; Walker et al., 1984; Hardwig,
1997). Individuals with cognitive or intellectual disabilities are no longer
seen, according to this literature, as worthy of society’s resources. The 
Australian ethicist Peter Singer has been calling into question the value 
of individuals with Down syndrome since 1979 (Singer, 1979; 1984; 1991;
2000). Long considered by many to be outside the mainstream of contem-
porary philosophy, Singer was recently appointed to an endowed chair at 
Princeton University. 

This tension, then, will mark the early decades of the twenty-first
century. Our response to it may very well determine whether continued com-
mitment to individuals with these disabilities receives widespread support
from elected and appointed officials as well as ordinary citizens across the
country.

BACKGROUND

In the early 1990s a small group of people in southeastern New Hampshire
asked the following question: “What would the human service system for
individuals with cognitive disabilities look like, how would it perform, if
those with disabilities, their families and allies controlled the resources?”
This fundamental attempt to both question the foundation for the current
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system and suggest a fundamental realignment of power and control arose
from a systematic evaluation of policies and practices in what was arguably
one of the finest systems in the United States. Visitors from across the
country and from other lands came to Monadnock Developmental Services
to observe. Group homes averaged fewer than three individuals. Everyone
lived in the community. New Hampshire was touted for its efforts in sup-
ported employment. Nonetheless, this small group raised serious questions
about just how far off the rhetoric of human services was from the reality of
those being served.

People with disabilities were far from fully participating members 
of their communities. Few had any say about where or even with whom 
they would live. Average wages and hours in supported employment were
close to negligible. Individual service plans focused on goals and activities
not germane to a meaningful life in the community. Many individuals
merely remained “supervised” during the day. Few had keys to their homes
or ready access to transportation. In fact, some individuals were not safe.
The current system had unintentionally relegated them to second-class 
citizenship.

On the basis of these analyses and the initial experience of what was
later to be called “self-determination,” the first monograph was produced
calling for a fundamental overhaul in the system. Entitled “An Affirmation
of Community: A Revolution of Vision and Goals” (Nerney and Crowley,
1993), it systematically laid out the vision necessary to meet the rhetorical
goals of real community inclusion, real choice and freedom, and meaning-
ful membership in one’s community. The publication of this document was
meant to articulate for all community members that individuals with dis-
abilities in southeastern New Hampshire had a right to fully participate in
society, not as clients of a human service system, but as ordinary citizens
with the supports in place to help them accomplish these and other highly
personal goals. 

THE “EXPERIMENT”

A demonstration involving 45 persons with disabilities, including those with
very significant disabilities, was launched in 1993 with the assistance of a
grant from the Robert Wood Johnson Foundation. In that grant request the
authors stated that the present human service system was so “. . . outmoded,
so disenfranchising and so costly that radical departures must be demon-
strated and evaluated immediately.” The simple premise was that as 
individuals and their allies gained control of the resources, quality would
improve and costs would be better managed (Conroy, 1996).

Patty, a young lady with Down syndrome, was one of the early partici-
pants. Patty had an extraordinary personal relationship with two direct
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support workers who were about to be married. All three joined forces to
buy a house together and create a new life in their community. Patty became
involved with a town softball league as assistant manager and today lives
in a home she now owns. 

Sean lay in a coma for five years in a hospital and nursing home in a
nearby state as a result of an acquired brain injury that occurred in high
school. The professionals had given up on him after that length of time. His
mom and dad wanted to bring him back to his home community. With fewer
resources than the nursing home used for custodial care, Sean moved into
his own home with support staff hired by his family and a budget devel-
oped by them. Sean’s improvements have been slow but very noticeable.
Today he frequently accompanies his parents on the lecture circuit. 

Julie was in the last stages of a degenerative disease. She had no family
involvement but did have some committed friends who all worked in the
human service system. Her dream, they all knew from the years when she
used speech, had been to move out of the group home and into her own
place with staff who had exhibited real interest and love for Julie. With her
individual budget completed, Julie moved to her own place and lives there
today in defiance of her prognosis.

Cathy was a woman with very significant disabilities who was con-
tinually found to be unsafe in a variety of community placements. There 
was evidence of abuse. By researching her records and speaking carefully
with family and others, it was discovered that she and her twin sister, who
lived in another state, had long ago dreamed of living together. Typical
human service systems neither recognized nor supported these arrange-
ments. Soon, Cathy with her case manager got into a car and drove to a
nearby state to the home of her sister. Funds from her budget had been used
to make the house accessible, and her budget just happened to be enough to
cover the lost salary her sister would experience from leaving her job as a
nurse.

Individuals began to think of what has now become the hallmark of self-
determination: looking at public dollars as an investment in the lives of 
individuals with disabilities. One-time investments and small, creative 
purchases were tried as well. 

Ron was a middle-aged man who always wanted to get a job. Agencies
had been paid for years to accomplish this task. One day a commitment of
$500 was put on the table for anyone who could get Ron a job he liked. A few
weeks later, a staff member from his group home came in to collect. Ron then
demonstrated the power of small, creative purchases. He used $200 from his
budget to help a local experimental theatre group rent space to practice. Ron
became a member and today lives in a life-sharing arrangement with another
member of the troupe.

Rethinking current expenditures, addressing system change issues, and
listening more deeply to individuals with disabilities, family members, and
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close allies (including direct support staff) from both the human service
system and the wider community became a new way of doing business. At
the end of two years, the results were startling. Change was so positive that
it was palpable and measurable. It was measured independently by a Robert
Wood Johnson Foundation contract (Conroy, 1996). The costs for a few indi-
viduals went up because they had been so poorly served in the past. Many
remained the same. Some decreased considerably. At the end of the “exper-
iment” the annualized savings in this resource rich state amounted to
$300,000.

This was an unusual experiment. For the first time individuals with dis-
abilities were not asked to change. The “experiment” was on those who
managed and worked in human services to see if they could change. The
essential goal of self-determination had become clear. It was to change the
human service system from one in which individuals gave up their freedom
in favor of professionally directed services to one in which individuals could
craft a meaningful and unique life deeply embedded in their communities.

NATIONAL INITIATIVE

The Robert Wood Johnson Foundation then moved to set up a national
program office at the University of New Hampshire and sent out a request
for proposals (RFP) to increase the number of demonstration sites across the
country. Five million dollars was made available for this effort. Thirty-five
states and the District of Columbia responded—one of the largest state
responses to an RFP in the history of the Foundation.

Nineteen states received grants ranging from $100,000 to $400,000. The
following year another, smaller technical assistance fund allocated dollars to
an additional 10 states. Interest in self-determination spread rapidly
throughout the country and has been featured in countless meetings, train-
ings, and national and international self-determination conferences. In 1996
self-determination was articulated as a series of principles to give greater
clarity to the demonstration sites and to keep the original vision alive:

Freedom: the ability for persons with a disability to choose where to live
and with whom as well as to choose what important activities would be
features of their lives.
Authority: the ability of a person with a disability to control necessary
and sufficient resources with the assistance of valued friends, family, and
allies. This would be accomplished with the development of a highly
unique individual budget with the assistance of a fiscal intermediary to
handle disbursement and tax and benefit issues.
Support: the creation of highly personal and unique support plans that
reflected the dreams and ambitions of the person with a disability.

1. UNDERSTANDING SELF-DETERMINATION 7



Responsibility: the mandate for the wise use of public dollars and for the
ability of each person with a disability to contribute to the community
(Nerney and Shumway, 1996).

Following the advice and input of the national self-advocacy organiza-
tion SABE, the Center for Self-Determination added the following fifth prin-
ciple in 2000:

Confirmation: recognition of the major role that individuals with 
disabilities must play in the redesign of the human service system and
recognition of the importance of supporting the self-advocacy 
movement.

EXPERIENCE OVER FIVE YEARS OF DEMONSTRATIONS

The demonstrations and pilots carried out in the ensuing five years ranged
from small, local or county-based ones to statewide reform efforts. Some
abandoned the goals of the initiative early on, all struggled with complex
system issues, and, with small successes in a variety of urban and rural areas,
some committed to real change in their systems to make self-determination
a reality for all those served. These latter projects realized that this kind of
system and cultural change would require many years to implement. Self-
determination is an ongoing proposition in demonstrations large and small
in over 30 states today.

Two relatively innovative assumptions began to undergird the self-
determination movement for all individuals with disabilities. One is that 
all persons should “have their own place,” and, two, that virtually all 
individuals can work in meaningful employment and/or produce income
through the development of microenterprises. Individuals with disabil-
ities may indeed want to live with another person, but that is always a freely
chosen situation and one susceptible to renegotiation when necessary. 
More and more projects across the country are gradually changing the 
goal from “getting a job” to one of “producing income.” This enables every-
one to understand that there are many ways to secure employment or to start
a very small business. In the future, if reform is to be successful, indi-
viduals within their budgets may (with assistance from a variety of sources)
contract directly with employers for coworker support, transportation, and
even training. Individual budgets then may also be used to help secure or
pay down the cost of equipment necessary for a microenterprise (Nerney,
1998).

To accomplish the system changes necessary for successful self-
determination, the following minimum structural changes must be 
implemented:
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INDIVIDUAL BUDGETS

Based on current best practice, individual budgets meet ideal requirements
for self-determination when the budget is actually controlled by the person
and their freely chosen allies. Public dollars are now seen as an ongoing
investment in the person’s life, and the obligation to be responsible as well
as to contribute to one’s community becomes part of the budget develop-
ment. In many demonstrations these ideal standards are only partially
reached, but this represents an important step in the right direction. This
means that the following is in place:

INDIVIDUALLY CREATED BUDGETS

The person with a disability and freely chosen family and friends create indi-
vidual budgets. This includes the creation of unique line items that reflect
the distinct dreams and ambitions of the person with a disability.

AUTHORITY OVER PERSONNEL

Any person who works for the individual with a disability is hired and can
be fired as well by that person with assistance when necessary. In fact, all
employees and consultants work for the person and that person’s social
support network. Even if another organization assumes some legal respon-
sibility, to become the employer of record, for example, all personnel and
consultants work for the person with a disability.

FLEXIBILITY

Within approved amounts, dollars can be reasonably moved from line item
to line item as long as the essential supports are maintained. New line items
may also be created as well as old ones being erased.

INDEPENDENT SUPPORT COORDINATION

The linchpin to the success of creative, highly individual budgets and life
plans is the function that is variously referred to as independent support
coordination, “personal agents,” or independent brokering. What is impor-
tant with regard to this function is the potential for conflict of interest. This
is a person who may help with plan development, assist in organizing the
unique resources that a person needs, and even assist with ongoing evalua-
tion of these supports. There are many ways that this function can be carried
out, from family members doing it to case managers assuming new roles. 
In today’s complex case management-dominated systems, there must be a
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retraining of case managers and, frequently, the addition of an independent
broker as well. These brokers can be individuals who operate as indepen-
dent contractors or an agency that specializes in providing only these kinds
of individual supports. Ideally, individuals with disabilities and family
members can govern these agencies. One creative project allows the person
with a disability to select anyone they know and trust and to pay them sep-
arately if necessary. When ongoing and independent support coordination
is also required, some individuals are including this cost in their individual
budget because it can meet the test of a “service.” The characteristics of an
independent brokering function include the following.

INDEPENDENCE FROM SERVICE PROVISION

It is important to keep this function separate from any form of service pro-
vision to avoid both the appearance and the reality of conflict of interest.
Even those “brokers” who have great integrity should not be put in a posi-
tion of divided loyalties. Current systems, which feature service provision
and support coordination, may take years to accomplish the transition. Many
individuals with disabilities and families have relationships and loyalties in
place that must be respected while this transition proceeds.

REAL AUTHORITY

Whether the person is an independent contractor or works for an indepen-
dent agency, this function has to carry some state, county, or publicly sanc-
tioned authority if he/she is to adequately represent the person with a
disability. Again, it should be clear that the person who carries out this func-
tion works for the person with a disability.

FISCAL INTERMEDIARIES

Fiscal intermediaries are simply organizations, places, really, where an indi-
vidual budget gets “parked” or “banked.” The functions carried out by a
fiscal intermediary include, but are not limited to, check writing for all bills
and personnel costs, tax withholding, and paying worker’s compensation,
health insurance, and other taxes and benefits that might be appropriate
depending on the individual’s budget. The fiscal intermediary works for the
individual and remains accountable for ensuring compliance with all federal
and state laws. In some localities, community banks are carrying out this
function. New organizations are also springing up to provide this service.
State-imposed Medicaid regulations frequently dictate which organizations
or individuals can carry out this service. Minimum standards include the
following.
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