










Now Ohio and the nation are poised at atime when the traditional
answer of growth is at least temporarily unavailable. This "temporary" situation
could, of course, last longer than experts expect. At the same time, the expecta¬
tions of people with developmental disabilities and their families and other allies
have not declined. Nor should they. Like other citizens with other concerns,
people with developmental disabilities hope for lives filled with accomplish¬
ment. They both need and want high-quality personal assistance, much of
which will have to be paid-for and some of which must come from well-trained
professionals. They have, however, been promised and, therefore, reasonably
expect avoice in designing and overseeing the help that they need.

Robert Bellah and his associates argue that the crisis of confidence in
such public services as schools, courts, and services for people with disabilities
must be regarded as acivic and moral issue—not atechnical problem suscep¬
tible to professional problem-solving. Bellah suggests that there is aneed for
renewal of "a serious public conversation... to strengthen the institutions" that
support democratic life in our communities.̂  The Community Living Paper
proposes that abig part of away out of the tension between rising expectations

the one hand and difficulties associated with reliance on "growth" on the
other lies in increased listening to the voices of people with developmental
disabilities and their allies. This listening must be followed by flexible re¬
arrangements in the ways that both human service organizations and communi¬
ties respond to people's voices, so that people with developmental disabilities
have more control over what kinds of help they get, and when and how they get
t h a t a s s i s t a n c e .

o n

Listening to people who have for so long been voiceless and, therefore,
powerless will be anew thing for both communities and human service organi¬
zations. If human services and communities do listen to people with develop¬
mental disabilities and their allies and, then, act on what they hear, there will be
great change in both the experience of service agencies and in the life of commu¬
nities. It is impossible to predict exactly what will happen. The Community
Living Paper is, however, an attempt both to argue for agreater effort to hear
what people with developmental disabilities have to say and to point in some of
the directions in which aserious public conversation might lead.
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Eventually, parents of some of these children followed the same path
as other famil ies earl ier.

Mrs. Jean Rominski of Cleveland was an organizer of classes for
her son and the children of other parents whom she met. Their
children were those who didn't qualify for the "County classes".
They didn't qualify because they could not walk or because they
could/did not use the toilet. Mrs. Rominski recalls that the program
(the "School for Non-Ambulatory Retarded Children, Inc.") that she
helped organize began, in 1963, in achurch in Independence, Ohio.
The class later moved to Hillside Elementary School in the Indepen¬
dence City school district. She remembers some of the interactions
between the students in the program and other students from the
neighborhood who attended that school. She recalls her disappoint¬
ment when, some time after the County Board of Mental Retardation
assumed control of the program, the classes were moved out of the
school and into another building—a converted nursing home—where
there were no other neighborhood children around.

Parents who organized all of these efforts to provide schooling for
their children faced aproblem common to most small voluntary efforts.
They didn't have much money to pay for items like: teachers' salaries,
classroom space, equipment, teaching supplies, and the transportation of
their children to school. After 1951 the state of Ohio provided asmall sub¬
sidy to "chartered" classes, but the rest of the money had to be raised by the
parents themselves. Genevieve Myers remarks that, in the early days, ".. .we
used more red ink than anything else." Some of the efforts to raise funds
included: donations from service clubs (in Cleveland, agroup known as the
"Divot Diggers" purchased avan that was donated so that "non-ambulatory
retarded children" could get to school), public dinners (spaghetti dinners,
fish-frys), sales of avariety of items, and/in southwest Ohio, distribution of
"special editions" of the Cincirmati Post &Times-Star. These special editions
focused on the parents' programs for children with mental retardation, and
the newspapers were sold by parent organizations to raise money. Accord¬
ing to Genevieve Myers, these sales brought in several thousand dollars for
the Council in Butler County.

The story about early schooling efforts for children with mental
retardation in Ohio has always been that classes started in the face of the lack
of interest on the part of public schools, that classes operated "on ashoe¬
string", and that most of the classes operated in church basements. The
"shoestring" part of the story seems to be right, but, based on the examples
of Chillicothe, Cleveland, Delaware, Hamilton, and Middletown, the part
about the opposition of schools and school officials is misleading. In fact,
schools and school personnel often cooperated, sometimes with enthusiasm,
to use the means they considered available to them to help children with
severe disabi l i t ies receive an education.

... some time after
the County Board of
M e n t a l R e t a r d a t i o n

assumed control of
the program, the
c lasses were moved

out of the school
a n d i n t o a n o t h e r

building—a con¬
verted nursing
h o m e — w h e r e t h e r e
w e r e n o o t h e r

neighborhood
c h i l d r e n a r o u n d .

P l a c e s To W o r k
As children with mental retardation grew older, parents began to

consider the establishment of places where their daughters and sons could go
to work. They turned to afamiliar community analogue—the factory—^for
their model. Organizers of early work-programs for adults with mental
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Chapter Two.
The Way Things Stand Now
The Continuum: AStill-Prevalent Way of
Thinking About Service In Ohio

Ohio continues to invest large amounts of human and material
resources in services to and for people with developmental disabilities. The
majority of that investment supports service structures that are firmly rooted
in state law and aforty year tradition of segregated services offered in facili¬
ties in virtually every county. The experience of many people with develop¬
mental disabilities who live in Ohio is that they become clients* of one or
more of the programs operated or funded through County Boards of MR/
DD. Other people's experience includes that of the state's system for special
education in public schools—the unit-funding system that requires that
people be categorized by disability-label. Upon graduation, many of these
people come to the attention of vocational or adult service agencies—atten¬
tion that often lands them in acommunity rehabilitation agency or in a
program operated by aCounty Board of MR/DD. Recent changes in Ohio's
definition of developmental disability may mean that all citizens with such
condit ions wi l l come to the attent ion of the former mental retardation service

system much earlier in their lives than they otherwise might have. The future
of most citizens with developmental disabilities is constrained by the ideo¬
logical and fiscal commitments required to sustain these existing structures.

Like most of the states, Ohio drifted into an approach to services for
people with developmental disabilities (generally referred to as the "con¬
tinuum") that continues to be prominent in the early 1990's. This approach
has assumed that different programs, usually in different settings and
planned for groups of people rather than for specific individuals, are neces¬
sary to meet the full range of service needs represented by people with
developmental disabilities. The continuum approach has been based on the
further assumption that persons with the most severe disabilities are appro¬
priately served in separate spaces, while more socially and physically integra¬
tive settings have usually been seen as appropriate for only those individuals
with the least severe disabi l i t ies. Others with disabi l i t ies have been served in

other program options that fall between the least and most socially and
physically integrative settings. The theory has been that if there were a
sufficient number of places, one of them would fit any person regardless of
that person's disability or need.

Unless something
changes the likely
future is that most
people with disabili¬
t i e s w i l l c o n t i n u e t o

grow up as strangers
to their neighbors,
peers, and fellow
community members.

The continuum approach has further assumed that movement
throughout the various service options from most socially and physically
isolating to less so depends upon improvements in the person's behavior or
acquisition of skill. Aperson is seen as "graduating" from one program to
another. Although there may be px)sitive aspects derived from involvement

*The term, client, is derived from aLatin word that carries with it the meaning of"... to hear
and obey." The Latin word was used to describe the status of serfs of medieval manors.

1 3



in some programs and services, the continuum approach has resulted in major,
life-defining problems for people with disabilities who are involved in these
programs. Such problems include:

!People have been separated, routinely and early in their lives, from the
common culture of their family, peers, and neighbors. Most children have
been grouped together with other children facing learning, behavior, and
living challenges in places that hide them from their peers and community.
Their designation as different has been promoted as the reason for their
systematic absence from typical places, routines, and people without disabili¬
ties. Until the existing structures that were developed from Ohio's commit¬
ment to acontinuum of facility-based, segregated services are no longer
prominent, the likely future is that most people with disabilities Avill continue
to grow up as strangers to their neighbors, peers, and fellow community
m e m b e r s .
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!People with developmental disabilities have been forced to earn their right to
participate in more integrated settings. Many persons, especially those with
severe disabilities, will never earn this right.

!The people with the most severe disabilities or with personal qualities that
challenge helpers most have been the people least likely to have achance to
learn from adaptive models. That is, because people are grouped for service
with others whose current performance is thought to approximate their own,
their primary role models are people who may experience about as much
difficulty performing as they do.

!The continuum idea has organized itself around groups of people whose
primary connection with one another is that they are labeled. One result of
this practice is that p>eople's personal situations, preferences, family traditions,
ethnic or social values, particular talents, or specific needs for useful supports
and services cannot be regarded as the basis for program planning, design, or
operation. This results in composite programs such as the "adult day care
center for people with severe disabilities."

!Loss of personhood and its replacement with clienthood has separated
people with developmental disabilities from the fundamental attributes of
citizenship regarded as essential in our collective definition of liberty.

Money spent to
support and sustain

facility-based
programs that

gather people from
significant distance

and in large
numbers is, there¬

fore, unavailable to
be spent on supports

and se rv i ces

designed to meet the
serv ice needs
d e e m e d m o s t

relevant to particu¬
l a r i n d i v i d u a l s .

!This identity of clienthood that has become reality for people with develop¬
mental disabilities caught in the continuum is one of the primary rationales for
the development of so-called case coordination or case management services.
The continuum requires that avariety of settings be combined to "meet the
needs" of a"severely disabled client." Case coordination becomes amanage¬
ment or organizing tool for the service structure, because success in the con¬
tinuum means arranging the "right number" of service settings to fill the
needs of each client. Case coordination, when it operates in the context of the
continuum, becomes away to perpetuate and often increase the clienthood
status of people with disabilities. Precious monetary and human resources
have been diverted from personal, specific, hands-on help or service for
individual people to the essentially paperwork functions of assessment.

*We do not accept the commonly-heard usage that regards the "peers "of people with disabilities as only
other people with disabilities. When we think of "peers" we mean others with whom one shares asimilar
chronological age and similar, although not identical, social-cultural background.
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Helpful leadership includes roles like that of encourager, supporter, or facilita¬
tor. Good leaders become willing sharers of both resources and power. Help¬
ing others have more control over their own lives and futures means giving up
leadership styles that are directive or controlling (e.g., facility-managing styles).
Given that the rewards for leadership have, in human services, for so long been
tied to administration and to demonstrations of authority, this change will not
be an easy one.

There Is ANew Tomorrow That Exists Today:
Images of Life in Community

Development of the kinds of connections necessary to help shape
desirable futures for people with developmental disabilities (as well as those of
the organizations that offer them service) requires attention and activity in the
places where people live. There are localities in Ohio where efforts have fo¬
cused on supporting people with developmental disabilities as they take on the
status of citizens of their communities. In those places, everyone involved in
offering that support has experienced change in his or her life. Often this
change has begun with aprocess of re-thinking or clarifying ideas about what
life in the community is like when that life is described as "good". Wendell
Berry offers guidance about the meaning of "good".

Agood community insures itself by trust, by good faith and good will,
by mutual help. It depends on itself for many of its essential needs and
is shaped from the inside. When acommunity loses its memory, its
memters no longer know one another. How can people know each
other if they never know one another's stories? If people don't know the
story, how to know whether to trust? People who don't trust one
another do not help one another, and moreover fear one another.̂  ̂

When life has changed in desirable ways for people with disabilities,
their allies, and others involved with them, strategies of collaboration and trust
most often prevail. People invest in knowing one another well—in knowing the
stories of others and in sharing their own. People with developmental disabili¬
ties are present as anatural, if heretofore excluded and often underestimated,
part of family and neighborhood life. They are welcomed and supported as
active participants in the process of shaping the futures people expect to experi¬
ence together.When life has changed

in desirable ways for
people with disabili¬
ties, their allies, and
others involved with

them, strategies of
col laborat ion and t rust

most often prevail.
People invest in know¬
ing one another well—
in knowing the stories

of others and in
sharing their own.

Life in agood community is full of images, stories, examples, and signs
that many people recognize and agree about. Many of these signs are small,
rather ordinary events. Some signs of community—events that people some¬
times take for granted—might include:

!standing with your nose pressed against the glass that separates you from
your newborn son; not knowing if his future is measured in hours or years;
having awoman you've passed in the hallway but never met come and stand
next to you and quietly introduce you to her son; listening to her deliver her
message in just afew words: "I could have taken him home in ashoe box, he
was so tiny; raising him has made abrave woman of me."
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Expanding The Boundaries of Community
Membership Carries Implications and Tensions

Substantial change in the ways support and service is structured by
helping agencies is an essential part of accomplishing desirable community
living for anyone with adevelopmental disability. As organizations change,
communities will change as well. Those organizations are, after all, part of
the fabric of their communities. The pace of change and the ways both
communities and organizations change will vary because they will reflect the
diversity of geography, history, service and community traditions, and
economic circumstance that is represented by Ohio towns, cities, and rural
neighborhoods. It is possible, however, to anticipate many of the tensions
and issues that would emerge as human service organizations begin to
reshape their approaches and roles in assisting people with developmental
disabilities. What follows is an attempt to describe some of those issues, first
as they affect human service organizations and then as they affect communi¬
ties at large.

Implications of Change for Organizations:
!Honoring the rightful place of people with disabilities and their allies in
deciding about what constitutes useful support and help will mean diminish¬
ing the power currently held by professional decision makers.

!Safeguarding the integrity of individual choice implies that areasonable
number of acceptable service and support options exist from which people
with developmental disabilities and their allies may select. It is not good
enough for aperson to be presented with only one real option; choice in¬
volves aselection among genuine alternatives.

!Avoiding the continuation of separate-but-equal program designs implies
an inclusive philosophy that is not apart of service tradition. There wall have
to be areduction in the use of separate facilities and congregate program
sites that now consume most of the money allocated to assistance for people
with disabilities. Among other things, this will mean avoiding financing for
buildings that depends on program use for long periods of time (e.g., financ¬
ing through bonds, which has been acommon way of paying for segregated
buildings in Ohio).

!Extending the inclusive approach to education means finding ways to
ensure that all children in acommunity have an opportunity to learn together
in schools, in classrooms, and in other places in the community.

!Finding ways to shift increasing shares of resources, which are intended to
help people with developmental disabilities, from the control of service
agencies to control by people with disabilities themselves and their allies will
be anecessity. This will require both the development of the necessary fiscal
means and the removal of many barriers that now stand in the way (e.g., the
likelihood of cash assistance for needed supports being "deemed" as income
by welfare administrations).

!Recognizing the importance of each person's reputation and status in her/

Finding ways to shift
increasing shares of
resources, which are

intended to help
people with develop¬

menta l d isab i l i t ies ,
from the control of
service agencies to

control by people with
disabi l i t ies themselves
and their allies will be

anecessity.
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his respective community will require re-thinking the ways in which people are
grouped, interpreted through program structures and practices, and imaged in
fund-raising. Citizenship carries with it adifferent status than does clienthood,
and that status needs to be confirmed through the ways that people are por¬
trayed.

!Supporting and honoring the integrity of families means returning to them the
fundamental role of being representatives of their (minor) children. Redefining
the professional role as secondary to family means re-working procedures,
program assumptions, and professional identities as experts/sjjecialists.

!Organizing assistance to people in ways that promote personal alliances
between people with developmental disabilities and local citizens, rather than in
ways that perpetuate stereotypes and distance, challenges long-standing human
service practices.

Specific implications for how organizations structure or
make plans for themselves:

!The human service world will be required to renounce the myth
of segregation—e.g., the notion that segregation is ".. .for their own
good."

!Agencies, including public schools, will assume amore regular
posture of deferring to families' wishes and hopes for their own
c h i l d r e n .

!Agency planning will reflect an absence of congregate solutions
in terms of housing, work, etc.—so that patterns of segregation are
e l i m i n a t e d .

!The disappearance of certain service styles (e.g., segregated
schools, institutions) will add stress to organizations and to the
system—stress that arises: from the need to re-train and re-assign
staff, from the requirement to help find new uses for obsolete
buildings, or from the inability, any longer, to solve problems by
moving people with disabilities somewhere else.

!Agencies will organize themselves so that there is an array of
useful service options available for people to purchase.

!Accountability may be more clearly related to the experiences,
now, of people with developmental disabilities. Increasingly,
service workers will be held accountable for the quality of their
work by the people to whom they offer assistance, as those people
gain in practice and confidence about making decisions for them¬
s e l v e s . Citizenship carries

with it adifferent
s ta tus t han does

clienthood, and that
status needs to be

confirmed through the
ways that people are
portrayed.

!There will be aneed for determining more appropriate roles that
organizations can play as people with developmental disabilities
assume greater control in making their own decisions. Fewer
human service jobs of the kind that people are accustomed to now
will exist, but there may be more actual work to be done to help
people with developmental disabilities.
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Specific Implications for Communities/Citizens:

!Ordinary children will learn about children who have disabilities
through day-to-day association.

!Every citizen will be more likely to have aneighbor who has a
disability.

!If the focus is on the capacity rather than on deficits of an indi¬
vidual, there is more likelihood that people will be included in
community life.

!Community members will increase their capacity to notice ways to
"help" and "assist" those around them.

!People with disabilities will become better known and more
present in neighborhood life. Their needs—and their gifts—will
become more v is ib le.

!Children will grow up in adifferent world than they grow up in
now, and it will be aworld where differences among people will be
ce leb ra ted .

!People's family, friends, and fellow community members will
increasingly play roles that are now played by paid professional
serv ice workers .

!It will be more-widely acknowledged that someone's personal
security is highly dependent on his/her relationships with others.

!The "solution" of sending people, whose situations are difficult, to
remote places vdll no longer be available. Communities will no
longer exile members who have difficulties.

!More of the time of the average citizen will be spent in the com¬
pany of people who have typically been excluded. This will lead to
a"values shift" in what citizens tWnk of as "good", "beautiful,"
"important".

!People will be presented with many more opportunities to create
solutions and offer useful support to their fellow-citizens who have
d i s a b i l i t i e s .

!Communities will be at risk of isolating people in different ways-
i.e., there is arisk that "human services" could be replaced by
pockets of poverty or violence, and/or ghetto-ized neighbor¬
hoods—^unless sufficient cautionary steps are taken.

Assuming more
active personal

a n d c o l l e c t i v e

responsibility as
t r u s t e e s o r s t e w ¬

ards of our own
future implies a

more public life for
many people.

!Community members will help, speak for, and defend each other.

!Communities will remove disincentives to work, for citizens with
developmental disabilities (e.g., insurance companies that refuse
coverage, uncertainty about job security that leads to high reliance
on benefit-programs). Businesses will consider changes (people
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