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C In 1983 the Ohio Developmental Disabilities Planning Council pub- -
- lished a series of informational papers called the “Deinstitutionalization.
- Papers”. These Papers (the “DI Papers”) presented and discussed ideas to
guide decisions made by the variety of agericies in Ohio that developed and -
. operated programs in response to the situations of people with developmental " |
" disabilities. The DI Papers were widely distributed, well read, and generally -

- helpful to a continuing public deliberation about the quality of services to -
. people with developmental disabilities in Ohio.  Nearly ten yearslater,the -~ |
_*-Ohio Developmental Disabilities Planning Council has decided topublish = -
~ another informational paper so that there can be another discussion of service - |..

' quality and current service practice. This new paper, called the “Community
"Living Paper”, is to be available for consideration both by those who are

- - directly interested in people with developmental disabilities and by other -

individuals and groups that have a stake in improving the lives of all citizens . - | -

~ of their communities.

. Although there has been much change, since 1983, in the'ideas that -
- describe what good supports for people with developmental disabilities might -
be, Ohioans with such disabilities still find themselves caught up in patterns of -
- response to-their needs that are dominated by professionalized human ser- -
- vices. Ohio’s state institutions are smaller now, but they are still operating . :
~and, in the process, consuming a huge share of the state’s investment for trying
. to help people with developmental disabilities. The county-based service o
 system organized around Boards of MR/DD and the affiliates of those Boards -
~ .~ has grown dramatically, both in the variety of services and supports offered to
- people and in the amount of public funds expended to pay for those efforts.
-~ Some of this growth has meant vastly enriched lives for someé people with
- developmental disabilities; there have been enough examples of change for .
- somne children, adults, and families, to offer hope that larger-scale improve- -
- ments for even more people could be on the way. Most people with develop- |
- mental disabilities in Ohio, though, still do without much of the richness that
could be available to them in community life. They are still poor, still -
‘undereducated, and still isolated from their neighbors and fellow citizens.

, This pattern of experience of Ohio’s citizens with developmental- | If human services
disabilities and their allies parallels, in important ways, the situation facedby | gud communities
‘many other citizens today. Increasingly, ordinary citizens feel that their | | do listen to people
- incomes are threatened. -Citizens are worried that the education their children . | with developmén-
. receive will be insufficient preparation for the future. Many citizens sense that tal disabilities and

they are cut off from their fellow community members and that they and theit | thoir allies and,
~ neighbors may be powerless to affect the public and civic institutions that have * | then, act on what
- _such great impact on their daily lives. Over the last 40 years, the customary | a '

.- answer to the questions posed by such feelings has been “growth”. Economic - Z:zel!l, ::t;:;ezi;gre\ o
- growth would promote income security. And, important for the discussion in change in both the
- the Community Living Paper, growth in the'scope and array of professional . =~ - g.me f -
- - services in arenas such as public education and public services for people with- .| EXPErtence oy ;
- - disabilities would alleviate all of the problems that people experience. Such . -|  Sérvice agencies
problems were often attributed to the existence of “gaps” in the comprehensive - | and in the life of

~ . scheme of services. - communities.




Now Oth and the natlon are porsed ata trme when the tradmonal

. o answer of growth is at least temporarily unavailable. Thrs “temporary” srtuahon :
- could, of course, last longer than experts expect: At the samie time, the expecta- . = .-~
tions of people with developmental disabilities and their families and other’ allles SR

- 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-tramed e o |
| 'professronals They have, however, been promlsed ‘and, therefore, reasonably :7 S
1 expect a voice in de51gmng and overseelng the help that they need

Robert Bellah and hls assoaates argue that the crisis of conﬁdence in.
.[ - such public services as schools, courts, and services for people with drsabrhtres o

miust be regarded as a civicand moral issue—not a technical problem suscep- - -
tible to professronal problem-solvrng ‘Bellah suggests that there is a need for.

* renewal of “a serious public conversation... to strengthen the institutions” that L

support democratic life in our communities. L The Community lemg Paper - -

. . | 'proposes that a big part of a way out of the tension between'rising expectatrons s
‘| on 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 mustbe followed by flexiblere- - - -

| arrafigements in the ways that both human service organizations and communi- RN
- ties respondto people s voices, so that people with developmental disabilities ~* ~
have more control over what kmds of help they get and when and how they geta -

that assrstance

Llstemng to people who have for SO long been vorceless and therefore, ; e -

fw‘powerless -will be a niew 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. Ttis 1mpossnb1e to predict exactly what will happen. “The Commumty

Living Paper is, however, an attempt both to argue for a greater effort to hear

“ what people with developmental disabilities have to say and to point in some of o

’ the dxrectrons in whlch a serious pubhc conversatlon rmght lead




Chapter One.
A Glimpse Back...

It is a cliché to say that “we are living in a time of transition.” Nonethe-
less, the early 1990’s are a time when the thinking of people with developmen- .
tal disabilities and of their allies and, indeed, the thinking of those who orga-
nize and offer supports and services for people with developmental disabilities
is changing. The change is centered on an increasingly clear understanding of
the hopes and aspirations of Ohio ‘s citizens who have developmental disabili-
ties by those people’s allies and supporters. Within recent years the voices of
people with developmental disabilities have been growing louder, partly
because those people are fed up with some of the ways that communities and
service systems have responded to their needs and partly because people’s
allies have begun to learn better ways to listen to and reflect their friends’
voices. :

There have, however, been other “times of transition”. Within the
living memory of people who are still interested and involved with supports
for Ohio citizens with developmental disabilities are images of other times
when big changes in ways of thinking occurred. The Community Living Paper
begins with a set of remembrances of one of those times—the 1950’s and early
1960’s, during the flowering of what some historians have called the “parent
movement” in the mental retardation field. There are two reasons why this
glimpse backward is relevant to the Paper’s task. First, looking back to another
time of change will help people involved in 1990’s decisions understand how
current conditions developed for citizens with developmental disabilities.
Second, a quick look at the past will offer encouragement to those interested in
people who have developmental disabilities today, because the memories of
3040 years ago contain reminders that communities across Ohio did respond
in new ways to the needs of citizens with disabilities. It is at least reasonable to
assume that, having responded in new ways once, communities have the
capacity to do so again.

The process of tapping the memories of people who were active in the
origination of community services for persons with developmental disabilities
was limited in scope. The writers of the Paper visited and conducted inter-
views with people who are originators of local services in five different coun-
ties in Ohio—Butler, Cuyahoga, Delaware, Hamilton, and Ross Counties. The
people who were interviewed are parents of sons or daughters who were
characterized as having mental retardation. Some of the sons or daughters also
had other conditions (e.g., cerebral palsy, epilepsy, autism, emotional /”men-
tal” disorders, etc.) ascribed to them as well. It is not reasonable to argue that
these parents’ stories can represent in perfect detail the experiences, during the
1950’s and early 1960’s, of all families with members who have developmental
disabilities. Remember that the term “developmental disabilities” was not in
official usage until after 1970. It is reasonable, though, to say that the memories
of the parents who were interviewed provide valuable glimpses into how
communities in Ohio responded to the situations of people with seriously
disabling conditions who did not leave those communities, who remained a
part of community life, and for whom services or supports were demanded.
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When parents of .
sons or daughters |

with mental retar-

" dation decided, in . "

" the 1950’s and early
'1960’s, that there

‘had to be something

The late 1940’ sand early 1950’ s featured a nohceable rise in the Umted o

” States’ birth-rate—the “baby boom” about which almost every social commenta--
- tor seems to feel obllgated to speak or write. As always, a percentage | ofthe: -
‘babies born during those years had conditions; either noticeable at birth or

evident within the first months or years of their lives, that would now be de-

| scribed.as developmental disabilities. Again, as always (mcludmg the1990's), - . -

: parents of children with such conditions were often advised to avoid getting
.- | -attached to the child at all or to “place” the child outsrde the famlly so that the :
| quality of family life would not be threatened by the presence of differentness.

There were, however, two things wrong with this advice during the “baby

_boom” era. First, too: many children with potentially-disabling conditions were
| “being born; there weren't enough of the “other places” to meet the demand. .. .
‘| Second, and more important, families increasingly regarded the suggestrons that .
 they rid themselves of their own children as bad advice. Fam1ly-hfe was impor- -

tant, and parents——m ever larger numbers—began organizing so that it would no '

| longer be considered crazy for them to believe that all of their chrldren could stay '
| at home and take an actlve part in famxly and commumty living. :

These decisions that famxhes made, in the face of almost overwhelmmg

- éocral and professmnal oplmon to the contrary, took great courage o

5 Fanme and Edward Baker of Cleveland recall bemg adv1sed by medlcal R
. personnel, when their daughter was born with Down’s Syndromein.
“1951, that there were “places” for children such as’her. The Bakers-
~ considered this suggestion seriously. They got in their car and went to-
- look at some of those recommiended places. That was all it took. They
~ knew that none was “OK”, and they came to believe, during that round -
“~of visits, that home was the best place for their child. From that moment

I " they began to try to organize things so that their daughter would have a .-

e good educahon and a meamngful place in her commumty

* Mrs. Helen leoges, who lwes in Hamrlton, has two sons w1th develop- :
- ‘mental disabilities. When herolder son was age 8, in'1952, she saw an
" article in a Sunday edition of the Cincinnati Enquirer about a new class"
~ that had started in Cincinnati for children with mental retardation. She

remembers that she had: “always had a dream” about such a class—about‘ A

- theright kind of schooling for her sons and for other children—in her
. own town. With the help of another mother whom she knew, Mrs.
- Limoges gathered names of families in Hamilton who were thought to o
have children with mental retardation. She and the other mother went to. :
- visitall of these familiés—16 of them in all—to try to spark interestin- .
starting classes for children with ‘mental retardation in Hamilton. Mrs
‘Limoges recalls how hard it was to find these famrlres and how hard it :
was to talk- w1th some of them o :

better for their |- o

* children, that deci-
. sionincludeda |
~ determination that | -~

 they would invent
supports and ser-

mces if they did not " |

exzst




o There Had To Somethmg Better

When parents of sons or daughters with. mental retardatlon decnded

: in the 1950’s and early 1960's, that there had to be somethmg better for thelr A ',

children, that decision included a ‘determination that they would invent -
supports and services if those did not exist. In general, parents acted -
through two related channels. The first channel was the use of methods that-

- are ”assoclatlonal”—methods charactertstlc of those customarlly used by | S

~ voluntary organizations that are trying to accomplish some sort of good
- purpose-or to resolve a public problem. In many places in Ohio parents
formed their own associations, and they turned to local organizations and -

~ clubs for help as well. For example, Mrs. Freda Arent of Hamilton recalls that A

families of children with mental retardation in Butler County were most-

grateful to the Hamilton Exchange Club because, on two different occasrons, o

: o the club donated statxon—wagons so that children could get to school.

. Secondly, parents turned for their models to the ”commumty’ and its.
i tradltlonal patterns for helping citizens. Seeking community models of how
- to get what they wanted for their-children led parents to such agencies as

L therr local public schools, their local industries, and their local public transit

o systems (among others). In four of the five communities where parents who

' ~originated local services were interviewed (Chllhcothe, Delaware, Hamllton, o
- and Cleveland), the first place where some of the parents went to get service
- for their children was to the public schools. In all four of these places, the -

’; schools responded, at first, in helpful ways..

o Older pattems did not just dlsappear however The early efforts to -
" . get things organized for children and adults with severe disabilities were .
" constantly threatened by the still-prevalent professmnal (and popular) idea -

~that someone else “far away” ‘would better be able to meet the needs of these

e people. Stuart Warshauer of Cincinnati recalls such threats when he was

" beginning to organize early “residential” services for people with mental
retardatlon in the early 1960’s. Ina newsletter artlcle, he warned :

The old ”let the state do it” phllosophy is ev1dently be1ng resurrected
“ here by some persons who are active in community mental health
-~ programs. This is very dangerous. Itis the same lazy logic that has
~ kept Ohio in the Middle Ages in terms of care for the mentally re-
-~ tarded. ‘Only individual and commumgg effor makes government '
. respond (Emphasw added )

" In brlef many Ohio parents of sons and: daughters w1th mental )

| . retardatlon in the 1950’s and early 196('s, responded to their children’s
- sitnation by trying to organize three different kinds of assrstance—schools,

places to work, and places to live. This way of summarlzmg years of hard
‘work i in hundreds.of locations around the state is slmplxstlc, to be sure, but ‘
the sequence—schools for children, followed by work-places and residences

for adults—does capture the essence both of what services developed and in -

what order they occurred

Schools.... .
In Chllllcothe, Cleveland Delaware, Hamllton, and Mrddletown,
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...schools
initially helped
parents, even
though they did not
have to do so.

classes for children of school age came first.2 Inall five places, the public school
districts were helpful to parents as they made their initial efforts. It is useful to
remember this because, until 1975, Ohio schools had very little responsibility for
the education of children with “moderate” mental retardation. Officially, such
children were adjudged to be “...unable to profit from further instruction”, and
were, therefore issued an “E-1 Card” (or “exclusion card”) by the state Superin-
tendent of Public Instruction. In the five places mentioned above, schools initially
helped parents, even though they did not have to do so.

When Mrs. Helen Limoges and her friend began scouting the city of
Hamilton for other families with children who had mental retardation,
they had the active assistance of Mr. Ray Taylor, who was an administra-
tor for the Hamilton City Schools. When Mrs. Limoges and a few other
families organized the “Council for Retarded Children” in March, 1952
and the Council made plans for the beginning of a class for a small group
of children, Mr. Taylor helped by offering encouragement and advice and
by directing the Council to more families to whom they could speak. The
first class that got going was a summer class. It operated from June
through August, 1952. The class was taught by a teacher from the
Hamilton City Schools, and the class met in the Jefferson Elementary
School. In September, 1952, the class was continued, in the same location,
with a teacher hired (and paid) by the Council. Subsequent classes in
Hamilton and Middletown met in public school buildings. Children who
were educated in Butler County’s “Council” classes went to school in
public school buildings until the opening of the Fair Acres School by the
County Board of Mental Retardation in February, 1973.

The Delaware County Council for Retarded Children, Inc. organized
its first classroom program in September, 1957. Richard Avey recalls that
the Council arranged to use a basement classroom in the elementary
school on West William Street in Delaware. The school’s principal was
Miss Boardman, and the building later became known as Boardman
School. Miss Boardman told the Council that they could have the use of
the room on a two-week trial. If anything went wrong, they would have
to leave. After two weeks—a time when parents helped the teacher as
much as they could—Miss Boardman not only asked that the class stay,
but she also offered them furniture, supplies, some staff help when
needed, and the use of the playground (although at times when the other
children were not using it). Miss Boardman was as helpful as she thought
she could be.

These early efforts to offer regular schooling near home for children with mental
retardation were, however, not expected to be available to all such children. Both
the parents themselves and state officials who inspected these early classes
expected that there were some children who could not profit from this education
either. Mrs. Genevieve Myers, of Hamilton, remembers that a state official tried to
keep her daughter, Linda, from being enrolled in the local classes because Linda’s
IQ was allegedly too low. Helen Limoges recalls:

“What was heart-breaking to me then was to meet the parents of a
child with such a low level of functioning that he couldn’t benefit even
when a class was established.... Some of the hardest workers were those
whose children wouldn’t benefit.” (Hamilton Journal-News, (9/24/79)
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Eventually, parents of : some of these cfuldren followed the same path -

as other families earher

Mrs Jean Romlnskl of Cleveland was-an orgamzer 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 6r because they e
could/did rot use the toilet. Mrs. Rominski recalls that the program -
- (the “School for Non-Ambulatory Retarded. Children, Inc.”) that she:
o helped organize began, in 1963, in a chirch in Independence, Ohio.
- Theclass 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 otheér students from the -
" neighborhood who attended that school. She recalls her dlsappomt-
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 nelghborhood chlldren around

¥ Parents who orgaruzed all of these efforts to provrde schoolmg for

" their children faced a problem common to.most small voluntary efforts. .

They didn’t have much money to pay for items like: teachers’ salaries, - - -
classroom space, equipment, teaching supphes, and the transportation of
their children to school.. After 1951 the state of Ohio provided a small sub- -

- . sidy tor “chartered” classes, but the rest of the money had to be raised by the o '
-~ - . 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, a group known as the -

. “Divot Drggers” purchased a van that was donated so-that “non- ambulatory
. retarded children” could get'to school), pubhc dinners (spaghetti dinners,
. fish-frys), sales of a variety of items, and, in southwest Ohio, distribution of

- “special editions” of the Cincinnati Post & Times-Star. These special editions o PR

’ . focused on the parents’ programs for children with mental retardation, and -
~ - the newspapers were sold by parent orgamzahons toraisemoney. Accord-

- ing to Génevieve Myers, these sales brought in several thousand dollars for

R the Councrl in Butler County

, The story about early schoolmg efforts for chlldren w1th mental

e retardahon in Ohio has always been that classes started in the face of the laclt ‘

- " of interest on the part of public schools that classes operated “on a shoe- -
'._strmg’ 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 Mlddletown, the part -
" about the opposition of schools and school officialsis misleading. In fact,

. schools and school personnel often cooperated, sometimes with enthusrasm,

‘to use the means they considered available to them to help chlldren w1th

' .severe dlsablhues receive an educatlon e

- Places To Work

v -~ As children with mental retardatlon grew older, parents began o .
consider the establishment of places where their daughters and sons could go

- to work. They turned to a familiar community analogue—the factory—for
N thelr model Orgamzers of early work-programs for adults with mental

, . some ttme after R

- the County Board of - .

. Mental Retardation "

" assumed control of

| theprogram, the

 classes were moved

- | outof theschool
| and into another -
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What's worth notic-
ing about these fund-
raising schemes is
that, in addition to
raising money (that
worked—the first
“cottage” was
opened by the Resi-
dent Home for the
Mentally Retarded in
Cincinnati in Novem-
ber, 1967) the activi-
ties were the kind
that brought people
together out of a
common purpose.

retardation also learned from observing examples of the now-familiar sheltered
workshop, the roots of which go back well beyond the 1950's.

Jerome Metzel remembers the beginning of workshops in Cleveland. He
recalls that an Episcopal minister at the Trinity Episcopal Church in
downtown Cleveland was interested in arranging employment for
adults with mental retardation and had started a small work program at
the church. It happened that this minister was also a participant in an
athletics group at Cleveland’s Central YMCA, right across Prospect
Avenue from the Church. Other members of the athletics group were
businessmen (factory owners or managers, etc.) in Cleveland’s industrial
near east side. The minister convinced some of the businessmen to come
across the street to see what adults with mental retardation could do,
and some of these visits produced contract work for the fledgling work
program.

Elaine Rieske of Ostrander was the first supervisor of the adult program
in Delaware County. She recalls that, when what later became the
“workshop” started in the autumn of 1967, the first work involved the
workers in collecting, shelling, bagging, and selling walnuts from trees
in the vicinity of the old Bellepoint School near Delaware.

When, in the late 1960’s, Linda Myers of Hamilton was too old to go to
school any longer, she began going to the Opportunity Workshop that
was established in conjunction with Goodwill Industries in Hamilton.
Early work included sorting donated clothing. Later, the work program
moved to the nearby village of New Miami, and Linda worked on
packaging jobs. Her mother, Genevieve Myers, recalls that Linda used a
heat-sealer. Mrs. Myers also remembers that Linda learned how to use
the Hamilton city bus to get to work in New Miami. She did this until
the city bus company discontinued the service. After that, Linda rode a
school bus to work.

Places To Live

Parents also began to recognize that their sons and daughters would live
longer than professionals had thought. This meant that their adult children with
developmental disabilities would need places to live. Many early efforts to
develop what later became known as residential services incorporated the idea
that the living places would be learning places as well. They would be residen-
tial schools, but they would be “home-like”—warm, accepting places that
maintained the regard that the founding parents felt for their own children.
Again, the organizational method was to gather a group of interested people
(mostly parents) and form a voluntary association to work toward the goal of
having these living/learning places available in their communities.

In Hamilton County, the Resident Home for the Mentally Retarded, Inc.
was founded in the early 1960’s. One of the first tasks for the new group
was to raise funds. Over its first few years the group tried out many
fund-raising ideas: applications for federal grants; sponsoring block
parties, a Labor Day Festival, and a charity horse show; participating in
a benefit softball game (against the “WKRC Bimbos”); saving enough
Top Value stamps to purchase a school bus; sponsoring ferry-boat races
on the Ohio River; and hosting benefit movie-premieres in the Cincin-
nati area for films like My Fair Lady and The Sound of Music.
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| Actlvmes like th1s happened i ina number of places in Ohro What’ s worth -

noticing about these fund-raising schemes is that, in addition to raising .

money (that worked—the first “cottage” was opened by the Resident Home |

for the Mentally Retarded in Cincinnati in November, 1967) the activities
were the kind that brought people together out of a common purpose. .

| A Shzﬁ In Control

Much has changed since the early 1960's. The personal opinion, or

 “yoice” of children and adults with mental retardation was never soughtas = - .
a help to deciding how supports and services that they would use would be
organized. Early on, however, the voice of wtally-concerned family mem- . -

bers was not just strong; it was in control of the development of new -

~_ programs. ‘A number of forces that have been at work in local programs for . -

-.people with developimental disabilities have combmed to gradually mute

B that famrly-vonce over the past thlrty years. .

: One. such force has been the growmg size and scale of the local
‘programs themselves. Organizations that began, privately, by offenng

~ schooling to five or six children in classrooms rented (maybe for $1.00 a
year) from public school districts have exploded into public sector enter- -

prises that annually manage hundreds of staff in-dozens of locations sup- -

- ported by multi-million dollar budgets. In some ways, this explosion, which ‘

is paralleled in states other than Ohio, mlght be regarded as one of the .
greatest examples of the success of voluntary, associational efforts at re-
sponding to a community social issue. Looked at another way, though the -
explosxon can be recognized as a sign of the failure of those efforts, in that -
. the organizers themselves (or their successors—today’s parents of people

" - with developmental disabilities) have largely been silenced. Because the
o organizationéhave grown so.large and complex, control over.them and
* - even effective voice about them dlsappeared from famlhes expenence some

time ago.

Another force that has helped to mute the voices of those who
originated commumty services for people with developmental disabilities in

- Ohio (and the voices of their successors) has to do with the way that such
-services'and supports are paid for. Ohio is unique among the United States

- in that a large proportion of the money for these community services is of -
local origin. There are certainly reasons why this is advantageous for
people with developmental disabilities and their allies. The local origin of

funding means a higher likelihood of identification with servrce-orgamza- '

- tions by local citizens, and this identification may be translated into in-

- creased cooperation toward the goals the service-organizations have for the -

: people they try to help. As well, local funds are not as tied down by exces-
sive regulation, and, as a consequence, they offer the hope of ﬂexxblllty in
: respondmg to the different srtuahons of 1nd1v1duals

E . Thereis another sxde to tlus issue, though Local funds come from
- property-taxes, which must be- approved by a majority of county voters in
formal elections. This has meant that a regular feature of the life of local

& agenmes that support people w1th developmental disabilities has been the - '
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”levy-campalgn i There are two things to be nohced about these campalgns
First, they represent the majority of the ”pubhc education” acuvmes -about- S
- developmental disability that occurs in Ohio, and this means that, over and over-

again, the interest and well-being of people with- developmental disabilities is -

_portrayed as being identical to the interest of the agencies that are askmg for -
funds. Second, the approval of levies for developmental disabilities service

agenaes—approval that in earlier times was nearly automatic—has been harder
to obtain in recent years. Half of the levies proposed in Ohio’s 'November, 1991

| election were turned: down by local voters It is possnble that cellmgs are belng

reached

: Inthe early years, when the scale of efforts was more modest orgamzers _
of programs asked their communities for all sorts of. help—for money, for time,
for contacts with other people, for matenal goods. More recently, the develop- -
‘mental disabilities field in Ohio has asked its communities only for money-for. -

- programs. The connection between those requests and-the lives of the people -

that lie behind them has been obscured. The voice of those with the most-vrtal

interest in the lives of people with developmental disabilities has been muted,

‘and, communities’.sense of potentlal responmblhty for the well-belng of certam ‘
of therr crtlzens has thhered ) .

.Stronger Vozces Seekmg Change

o The lessons of tlus ”ghmpse back” for the future of Ohio’s c1tlzens w1th _
developmental disabilities are not, hOWever, unrelievedly grim. The memories. . -

| of those who originated many of the’ efforts to improve the lives of their (and -

.. Now, because of
* dissatisfaction with

- earlier methods for
makmg individual
plans for people,
thereisa growing

' - interest in personal |
plannmg methods |

" that rely on the

| expressed wishes of |

the person being
planned with.

_ others’) children contain the good | news that it was possible for communities to |
| retain and actively support some of thelr members who have developmental

disabilities. If that was possible in 1952, it is again possible today. If Ohio

‘communities had the capacity to.make new kinds of room for children and -
‘adults with developmental disabilities in-the 1950’s and 1960s, when a prevall-

ing professional notion was that such people ought to be sent away, then those -

'| . communities, presumably, possess the. capacnty to make other new kmds of room

in the 1990’s.

What is dxfferent now is twofold Drfferent thmgs are bemg asked of

| commumtles "And, to an increasing extent, different people are doing the askmg.
A variety of évents and efforts in the late 1980's'and early 1990’s have combmed -

to add voluine to the voices of people with developmental disabilities them- -

-selves, Now, because of- drssatlsfactlon with earlier methods for making indi- ) ‘ v
| - vidual plans for people, there is a growing | mterest in personal planning methods. N -

“that rely on the expressed wishes of the person- bemg planned with. Now the

influence of earlier civil rights movements has bégun to be much more noticeable =

in the developmental disabilities field, Now the gathering, strength of so-called-

“self-advocacy” efforts has made it more likely that others will listen to and learn -
from people with developmental disabilities. These voices are not loud enough

yet but they can be: heard better now.

ST

, -And they’re askmg for dlfferent thmgs People with developmental L
1 _dlsablhtles, together with some of their families and their other allies, have been
joined by many others from within the service systems themselves to request -
_‘dlfferent kinds of responses from their commumtles



Many of these people have learned that, for chlldren with develop—

- mental disabilities to have the right kind of education, it is not necessary (it's
. not even advisable) to ask communities for donated, extra classrooms or:
expensive separate buildings. It is, instead, necessary to ask communities for

‘places within regular school buildings and.inside regular school classrooms, -

and for those buildings and classrooms to be of the hrghest possrble quallty
for all students Ttis noteworthy that ‘

OButler County, whrch seems to have been one of the last countiesto
collect children with mental retardation into a separate and central- .
_ ized school building, is the ﬁrst county to systematlcally bnng that -
, separateness toan end

ODelaware County bllllt a separate school for ctuldren with- mental
- retardation in 1975—the very year when such students “received” the
“_ right to a free education in Ohio. Today, just a handful of students of -

. school-age go- there. The rest of those children who were planned for -

- ‘in1975 are in the local public schools ',

*The Supermtendent of the County Board of MR/DD in Clullrcothe
- announced, éarly in 1992, a plan to phase down the separate school
~ for children with developmental disabilities. The announcement
;?drew an enthusiastic endorsement from the local newspaper.

e , People with developmental dlsabllmes and their alhes have leamed toask
_for schoohng that takes place with all the other students in thelr communi--
hes o : » _ :

: , People with developmental disabilities and their allles have also .
~ learned that it’s not necessary to ask their communities to issue bonds, at

o expensive rates of interest for lengthy periods of time, to pay for separate . .
" places where people can go to work. It would no longer be required that

- Linda Myers ride the bus all the way from Hamilton to New Miami to find -
" employment. Itis clear by now that helplng people with developmental

R disabilities find work that they enjoy; that pays better than anything they’ ve' -

" ever done before, and that is meaningful to them is within the capacity of

. Ohio communities. There are now too many demonstratlons of tlus capacrty "

for it to be regarded as anything but fact.

People vnth developmental dlsablht:es and thelr allles have learned

~_thatitis not necessary to sponsor mowe-premleres (which hardly occur any
- more anyway) to raise funds to build and equip a “cottage” so that people.

. can have a home. People now know that the housing-stock of many commu- 5 _
~ nitiés offers possibilities for many citizeng with developmental disabilities; -

or, if the housmg-stock is insufficient that there are others representing
 diverse groups in the community who can be ]omed to try to remedy the -

‘insufficiency. It is also clear that it is possible and even desirable to arrange ' »
supports around a person with developmental disabilities so that the person
can live where she or he chooses and among people who are congenial to her

or to him. Itis no longer necessary to accept ”package-deals” that resemble -
1nst1tut10nal life s0 that people wrth developmental dlsablhues can be at
home. T - : ~

B When people thh developmental disabiliﬁes ‘_and their allies,u’s_e o
‘their stronger voices to ask for different things, the requests often cause -~ =

o
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' dlscomfort in human servrce orgamzatlons, for reasons that will be descnbed
later in thrs Paper. John McKnight observes S

Itis lmportant to recogmze ‘that the visions of human serv1ce systems for

- . communities are often unacceptable precrsely because they are not -
community visions. They are visions of systems creating little systems in

- local places. Neighbors who reject these micro-systems are not rejecting
labelled people They are re]ectmg a bad rdea created by service profes-
sionals.3 : o

‘This glimpse back has revealed that Oth commumtres have not sald
“no” to the needs of their citizens with developmental disabilities—except - :
sometimes to forms of help to which communities might have been expected to
object. Jewell Long, a teacher/ trainer who has helped adults with developmen-
-tal disabilities in Chjllicothe for many years, offers the reminder that Ohio -
communities’ response to requests for help for people with developmental
dlsabrhtles has been to do what is asked for.. She says -

- Our community has always done what we wanted We asked first, for
schools, and they gave us schools. Then, we. asked for money; we got
money. We wanted work for people todoina workshop, and we got

. work. 'I'hen, we got more money. Lately, we’ve been asking for jobs that
- people can hold and that will pay more reasonable wages. Our town'’s
‘businesses have supplied those jobs. The lesson is that we have tobe
very thoughtful about what we ask for, because the commumty is hkely
to glve itto us. : _

12



- throughout the various service options from most socially and physically . .

- j~"‘Chapter Two. T
The Way Thmgs Stand N ow

"The Continuum: A Stzll—Prevulent Way of
_Thmkmg About Servzce In tho o

| B Oth continues to invest large amounts of human and materlal
‘resources in services to and for people with developmental disabilities. The .’

“majority of that investment supports service structures that are firmly rooted -

: . .instate law and a forty year tradition of segregated services offered in facili-
. tesin vyrtually every county. The experience of many people with develop-

o mental disabilities wholive 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 agencres—atten— :
tion that often lands them in-a community rehabilitation agencyorina -

o program operated by a County Board of MR/DD. Recent changes in Ohio’s .

- definition of developmental disability may mean that all citizens with such
conditions will come to the attention 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 theideo- - -

: logrcal and ﬁscal commu:ments required to sustain these ex:stmg structures

Like most of the states, Ohio dnfted 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 O

has assumed that different programs, usually in different settings and -

L planned for groups of people rather than for. specxﬁc 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 mtegra-»

tive settings have usually been seen as appropriate for only those individuals

: - with the least severe disabilities. Others with disabilities 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 dlsabxhty or need. - 4

- The conhnuum approach has further assumed that movement

isolating to less so depends.upon improvements in the person’s behavioror -
- acquisition of skill. A person is seen as ”graduahng” from one programto -

o another Although there may be pos1t1ve aspects denved from mvolvement :

"The term, chent is derived from a Latin word that carries-with it the meanmg of .. .to hear :
S commumty members

. and obey.” The latm word was used to describe the status of setfs of medzeval manors.

| untess somethmg

changes the likely

.| future is that most
| people with disabili-

ties will continue to

| grow up as strangers
‘to their ne:ghbors, Ll

peeis, and fellow -



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 services
designed to meet the
service needs
deemed most
relevant to particu-
lar individuals.

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 a continuum of facility-based, segregated services are no longer
prominent, the likely future is that most people with disabilities will continue
to grow up as strangers to their neighbors, peers, and fellow community
members.

*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 a chance 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 people’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.

*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 a variety of settings be combined to “meet the
needs” of a “severely disabled client.” Case coordination becomes a manage-
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 a way 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 a similar
chronological age and similar, although not identical, social-cultural background.

14



4, ellglblhty deterrmnatlon, and placement.

v?-The entrance and exit crrtena approach of the contmuum strategy presumesi o .

“that individuals can be type cast (e.g., as a “workshop candidate”-and “activ-
- ity center cllent” or“ an adult daycare client”). The continuum approach has
relied. heav11y on assessment procedures that are assumed to be predictors. of

* a person’s capacity over an extended period of time. These notions have.

* reinforced the idea that certain people can be served only in certain types. of 8 o e
settings and that certain programs. and serv1ces can be developed only ina - |

 specific setl:mg

»The contmuum strategy has fostered an emphasrs on specrahzed facxhtres
. and congregate settings. A substantial amount of the resources allocated for
~program services and supports has been spent on operating bulldmgs
. Resources are also consumed on the administration required. to support. and

. 7 ‘,‘fmamtam alarge number of staff and service recipients housed in-and-trans-~

. ported to one or morelarge service facilities. Money spent to support and

. sustain facility-based programs that gather people from significant distances N

- andin large numbers has, therefore, been unavallable to be spent on’ supports
- and services desrgned to meet the serv1ce needs most relevant to partlcular
‘ mdrvrduals 5 : SR ‘ : :

- . oThe contmuum 1dea presumes the dependency status of the people itis

: desngned to serve. . Funds to support services and programs are givento .

- organizations and not to individual people with disabilities (or to their -
"~ families or trusted representatlves) ‘Resources Tepresent power and pre- ..

. sumed authonty In the current way of orgamzmg things, both the resources: -
and the authority for decisions about whata  person “needs” are vested with -

‘a service agency. Without a legmmate entitlement for an equitable distribu-
- tion of resources and authorrty, the person with developmental dlsablhtles

_may become morea commodity in the eyes of service agencies than a col- R

' league with whom agreements and contracts are negotlated

‘ These are real outcomes for people w1th dlsablhtres who ﬁnd them-» i
selves caught in the continuum idea about service design, practice, and struc= -

" ture. These outcomes ldentlfy issues that are critical to quality living. Depen- .

N »dency, segregauon, labellng, and depersonahzatlon are real results of both

: contmual transxtlon away from the contmuum, the futures for people with -

disabilities will be much Jike the experiences. that many people with dlsabrhues ‘ | |
"~ have had and are having now: lives as “clients” first; lives where alabel of. .~

difference begms early in'life, a process of separation that continues through—
~ outlife; lives without much of the power that comes from havrng a fair share.
- of the resources and authority vested with them and those who stand wrth

! ithem as valued members of famrly and commumty

] I‘:he_c'ontitiu'rn;r,,—»' AR
.| strategy has fostered -

| an emphasis on’

o specialized factlttres * L

and congregate

settmgs



‘Commumty Servzce Patterns | 2
Chungmg But Delwermg Confusmg Messages

From nelghborhoods in crtres to rural commumtles, the crtrzens of Ohlo

.| have seen people with developmental disabilities become much more visible in.
'+ | -their lives durmg the past 25 years. A definitive study of the attitudes and -

actions of the cmzenry in response to this presence is not available, but the

| authors of this Paper have made a point regularly to talk with and survey a Wlde

range of citizens from a variety of communities during this period of change.-

| One conclusion- from those conversations is that, as much as people have become - .

accustomed to and mostly accepting of shopping, worshlpmg, and hvmg along- -
side people with disabilities, only a few Ohio citizens are enjoying individual .
relahonshrps of mutual support with people labeled as developmentally dis-
abled. The majority, whose lives are absent of such relationships, have their -

| view of the “people with developmental disabilities” brought to them mostly by o | L ‘, ‘
' the actlons of commuruty-based service programs - BT )

| The Importance of Relatlonshlps With Other People

At the present time, most planning with and for people who have A

I developmental disabilities focuses on making sure that each person has a good _ |

place to live (residential services) and somethmg useful to do during her/his. .

- | daytimes (education or adult services): Servrce-provrders, planners, and farmhes

have, however, begun to learn, from their experience with the people them-

.| selves and with the delivery of services, that what had earlier been thought of as S
extras— especially supports for lives enriched by relationships —often turn out R

to be what makes the difference between success and failufe, between' hvely
participation in community life and continued isolation. Paying attention to -

making and keeping-up relationshipsis a most important part of planmng wrth S
| each mdlvrdual who hasa developmentaI drsablhty

; Most people count on thelr connechons to other people as the sngmfl-

cant source of stability, security, and richness in their lives. How nnportant are .
- these relatronstups" They are so important that most of the culture’s social - .
| customs and ceremonies have something to do with the beginning; mamtenance,\ o

or ending of a connection with other people. Examples include weddings, »
funerals; christenings, and major hohdays when families gather. Even the Super 1

’ Bowl has become a tradrtronal occasion for fnends tobe together

. Most people prlze thelr friends and wish they could do better for or by
them. Whole industries are- devoted to enablmg people to better meet others

(e.g., catering services, party or convention organizers) or to more easily express s

L . closeness to others (e:g., the greeting-card business). The lives of most ordinary

Most people count
- . on their connectwns

to other people as

 the significant -

- source of stability,

secunty, and rich-.

- ness in their lwes

citizens are relationship-filled, at least compared to the lives of the majority of

- people who have developmental disabilities. One of the major- facts of life for -
_most people with disabilities is that they often have few connections to other -

people—few, if any, close relahonshrps wrth others Cons1der some examples

'*about what is gomg on:

OFor nearly twenty years there has beena steadrly strengthenmg effort

" across North America, to make it possible for children with disabilities to go

- to school in the same places (school buildings, classrooms, etc.) as other *
chlldren Underlylng this effort has been the behef that somethmg as.
: : : 16




sunple as joint presence in the same spaces would be the key to mtegra- o

‘tion—that being together would, somewhat automatically, lead to being
- friends. To some extent, this belief has been justified, but children,

parents, and school personnel have come to realize that thxngs are not
: always so easy One commentator about thxs observed

With the 1ntegratlon of chlldren with challengmg needs well
established in our...school system, the need for social mtegratlon
has never been more apparent. Our youngsters have moved

through the system and have experienced first hand what it’s hke o

" to be one of the crowd and to be included in all school-time activi-
ties. But at 3:15 p.m., like Cinderella’s coach and dream at mid- -
~ night, itall ends, not to begin again until 9:00 a.m. the next day.
- Weekends and holidays are lonely times and the longmg to do
what other teens are domg increases. , , :

. eInthe last ten years, lots of people with developmental dlsabxlxhes -
have been helped to find and keep better jobs because of the growth of

supported employment and other associated ideas and practices. Again, =

early on, it was expected that supported work would, somewhat-
automatically, help workers with disabilities toward making connec-
“tions with fellow-workers—connections that would enrich the lives of
all.- Again, to some extent what was expected to happen has happened
- but students of supported work programs have observed that: - .

the ma;onty of contact (at work) between nondisabled employees
and supported employees concentrated on task performance; very
_ little contact between emplo !ees was. reported durmg breaks at -
ork and after work hours

o O'Ihe hkehhood that someone’ w1th a developmental disability will
- establish a relationship or even a first-name acquaintance with a local

shopkeeper or bank teller is greater if that person enters the community -

as an individual, rather than as a member of a group. Most people

notice groups of 3-10 people with developmental disabilities shopping, .

eating in a restaurant, or attending a community event. Each group -
“member is, then, likely to be identified by the group’s label and notas a

~ neighbor or a fellow citizen. The overall effect generally is to generate a
range of undesxred emotions from plty, fear, and uncomfortableness

. OThose who have helped people with developmental dlsablhtles make
- - plans for improved future lives (e.g., through methods like Personal

~ Futures Planning) have noticed that, when they ask someone witha
disability and her /his family.about “who is close?”, the responses

-overwhelmingly include: a) immediate family members, b) other people ,

with disabilities 6, and c) paid staff of human service agencies. Itis rare’

- that the social network of a person with developmental disabilities

. includes very many people who are there only because they know and |
* like the person and, therefore, want to be a part of the person’s world. -
~_eObservers in large “residential facilities” where lots of people with
-developmental disabilities live have noted that sometimes days or even
weeks can go by without a single outside visitor for even one person who
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o People w:th develop-

mental disabilities

~ placed in these
- facilities are, how-
ever,. still living with

- collected by the

“ organization that has

 the legal claim on the

~lives there.

| OJohn Mcnght a well-known cntrc of human serv1ce processes, has ‘
. observed - . : :

. f one were to say to the average cmzen, “I want you to take frve men -
B and buy a housé in a neighborhood in a little town where those men -
. .can live for ten years And then want you to be sure that they are ~ -
. unrelated in any significant way to. their neighbors, that they will have .

no frlends, and that they will be involved in none of: the assocratlonal or o

. . social life in this town,” I thmk that almost every c1tlzen would say that .
~ this is an nnpossrble task . :

Nonetheless, Lt has become clear to me that systems of human ,

- service... have managed to achieve what most citizens would believe
* impossible—the isolation of labeled people from community life even -
though they are embedded in a typlcal home ina fnendly nelghbor- :
\hood inan average town - :

Given how 1mportant relatronshrps with others are to people in general
(most current novels or commercial films are about relationships between/
among people—both how vital and how difficult they often are), this lack of :
interpersonal connections in the: llves of people with developmental disabilities is

-| troubling. ‘This is especially so in view. of the observation that relationships for - -
. { people may actually be hindered or even prevented by many current practices of -

human service agencies. For example, the often-bemoaried turnover of workers,_

- particularly in'so-called “direct care” positions (i.e;, those jobs where workers
-have the most personal contact with,-and possnbly the most power/ 1nﬂuence
over, people with developmental dlsabrhtles) means that the faces around-

people with disabilities tend to change constantly This often happens without V

' any announcement to or preparation of the person with disabilities, who may
find her/ hrmself suddenly without someone on whom she/he had grown (or - o

~ been forced) to depend—for serv1ce, , for gurdance, or even for ]ust plam human
: contact D . ,

E Confusmg Messages of Communlty Serv1ce Programs S
- New service approaches are developing in some Ohio communities, and it is in. o
those places where one is most likely to find people with developmental disabili- - -~ -
.| tiesliving in the midst of family, friends, and the general citizenry ina manner . -
| thatis enriching and secunty building. Otherwise, Ohio-citizens are gettinga

rather confused message from the service system that has been setupto support =
ple with developmental dxsabrllhes .

By examlmng the expenence of people wrth dlsabllltles from several

* perspectives—families, schools, places of residence, places of work, relatlonshrps
‘with other people—this pattern of confused, or at best mixed, messages about -
I “people with developmental dlsabllltles is revealed o _ -
- ~.groups of unrelated |-
adults who were -

In Famﬂles . To be celebrated is the fact that most chrldren wrth

_developmental disabilities in Ohio now live with therr families or with substitute

families.  Families who are rearing their children now may be more assertive in -

" their dernands for a range of choices fOr thelr chlldren, to pursue ' those chorces, :

faqhty '
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dlsablhtles

o and often to create them because their absence Help for fanuhes of young
. “children has become mofre available during the last few- years. With the active .
help of local “Early Intervention Collaboratives” about 75% of Ohio’s County

Boards of MR/DD have developed-early childhood programs that begin to.

- make integration a real experience for children with developmental -

~ disabilities. 8 In addition, Ohio’s “Individual Options, Home and Commumty :

) Based Care Waiver” and “Supported lemg Program” have begun | to pay for
s supports in a child’s home.

The celebratlon is constramed however, by the conhnumg practxce of -

- placing children in institutions, nursing facilities and specialized group homes
‘There appears to be a continued reliance on these options by the courts and
. human service officials in.our state, espeaally ‘when a cluld’s cu'cumstance s
partlcularly challengmg - . : ~

In Schools . Typxcally people w1th developmental dlsablhnes in’

" Ohio have their hfe-expenences decided by the fact that they have a chsablhty- -
- 'label. " A close look at the big picture shows that many children with develop-.
- mental disabilities in the state do-not experience school with children who do -

not share that designation. Although today children with developmental

disabilities in Ohio are increasingly attending public schools, they seldom sitin

the same classroomis with other children.” As well, 85 of the state’s 88 County

" Boards of Mental Retardation and Developmental Disabilities still operate . |

: segregated school-age programs for.children in locations entirely separate from | - -

- local public schools. Although individualized educational plans are requlred
" _bylaw for all children with disabilities, solutions for most are placements in

classrooms with, groups of other chlldren who carry dlsabllity labels

In Places of Residence... Very often people with developmental

disabilities live only with other people who are also so- described. Adults thh B
developmental disabilities are much less likely to live in institutions than they
- were 20 years ago, but they are almost as likely to live in such places as they-
‘were five years ago. Many communities want to change patterns of institu-
- tional living, but sizccess has been slowed by the development of community-

based institutions that evolved out of the community living movement of the

past 25 years. That movement closed some institutions and released thousands |
.. of citizens who had been sent away from thelr homes, but it also created whole -
. new sets of bulldmgs and practices that continue to keep people with develop- -
_ mental disabilities apart from typical citizens. While the 1970's and- early1980’s | -
. were times of great movement out of state—operated institutions, today most

‘developmental centers? in Ohio have undertaken new construction to replace
-antiquated buildings for the remalmng 2,500 cmzens who make their homes 4

' there ' , : : )

It ap(pears that approx1mately half of the adults with developmental

paid-for residential services to make their home. The customary number of .

~ people grouped in many of these these facilities has reduced over the past -

several years; this has occurred because of changes in policies by funders and - ‘
licensers of facilities. People with developmental disabilities placed in these

' facnlxtles are, however, stlll llvmg with groups of unrelated adults who were
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Most people with
developmental
disabilities in Ohio
still experience lives
that are separated
from the general
population by the
services they rely
upon, including
schools, sheltered
workshops, residen-
tial services, and
others.

collected by the organization that has the legal claim on the facility. The majority
of these facilities are physically located in municipalities, many in residential
neighborhoods. Ohio Department of MR/DD officials say the norm is for people
to live in groups of five to eight, depending on the facility’s funding source, but
that larger facilities of between 36 residents and over 100 residents are counted as
“community facilities”. Several dozen of these exist throughout the state.

To describe people’s life experiences in any group residential facility in
this state is difficult. There is much variety in a system that is mostly privately
operated. Itis safe to say that most facilities provide residents with some level of
contact with community activity (shopping, restaurants, etc.), but that people
experience most of that activity in groups—on “outings”—rather than as indi-
viduals. Shift patterns of staifing are common in these facilities. “Homes” are
less than homelike. Facilities funded under the ICF/MR funding stream are
particularly oriented to routine, regulation and control by the medical/profes-
sional field. Some people do live in apartments and houses that are more in their
control than in the control of a residential service organization, but over 1,800
persons with developmental disabilities live in Ohio’s nursing homes, giving Ohio
the largest number of such placements in the United States. Itis hard to imagine
that residential services in Ohio provide the control, comfort, privacy, and well-
being that most citizens derive from their own homes.

On a more hopeful note, a growing number of Ohioans are now taking
advantage of state funds, which became available in 1990, that are designed to
support their individual plans to live good lives in the community. These funds,
called “Supported Living” funds, are flexible and locally controlled so that indi-
vidually tailored adaptations, services and resources may be purchased, thus
allowing a person to make a home of her/his own. It is too early to tell whether
Supported Living funds will actually do what is expected of them or whether they
will be siphoned off to support existing professional therapies and, thus, end up
having a minimal impact on a person’s ability to live successfully in the commu-
nity.

Also made available to Ohio’s families in the last decade have been
“Family Resources” funds. These will pay for respite, physical adaptations,
equipment, and other forms of assistance that allow a person to remain in his/her
natural family home. Medicaid Waiver funds have also begun to provide support
to individuals making homes in natural settings. All of these non-building
options signal a hopeful sign of change, but they represent a small fraction of the
output of taxpayers dollars to support people with disabilities. Control of these
dollars (Family Resources and Supported Living) rests with County Boards of
Mental Retardation/Developmental Disabilities whose histories and resources are
highly tied to facility-oriented and group approaches to meeting people’s needs.
For the most part, these newer options appear to be highly susceptible to bureau-
cratic program structures in the local agencies that manage them. They may come
to be used more to supply what an agency needs than what individuals desire.
Given current economic times, their potential for growth mostly rests with a
concurrent ability on the part of agencies to undo other building-oriented pro-
grams. That may prove difficult, because many of the buildings were paid for
with funds from state-issued bonds. The debt represented by those bonds is far
from retired, and current state policy insists that the buildings must be used for
programs for people with developmental disabilities until the debt is paid.
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In Places of Work and Dally Act1v1ty... People w1th develop-

= i 'mental disabilities still do not work in many places where there are other - 1
- workers without a disability label.- About 67% of 22,111 aduilts with develop-- * |

" mental disabilities identified by the state’s County Boards of Mental Retarda- -

tion/ Developmental Disabilities in their communities attend sheltered work- - : E
- -shops or adult activity centers on a full-time basis. Another 13% of those adults N

- spend partof their days in County facilities while working elsewhere the other
~ part of the time. 4% of adults are, reportedly, retired. ‘About 2% of adults
- receive supported services in their homes, and the status of another 3% is . -

~ unknown. One (1) per cent of reported adults are in “evaluation”. This leaves

10% of reported people spending their days in work settmgs in the local com- -
munity—some in “industry-based employment”, some in ”competltrve em- -

- ployment”, and others (about 3%. of the total or 649 people) in ”supported

) employment” g - ,

~ Many other people w1th developmental dlsabllltles spend thelr days tn :

. programs that are similar to County Board workshops but operated and
funded by other agencies. Examples mclude programs offered by orgamza- :

o _ tions: llke Goodw111 Industnes

Spendmg days in such facrllues shelters people from a hfe of collabora- \

~ tionand affiliation with typlcal and valued citizens. The experiences inside

~ such facrhtles vary from serious work in some mstances, to so-called “training” -

‘in nearly every facet of life imaginable (sexuality, cooking, work skills, problem

solving, etc.). The ability of such community institutions to.prepare people for

work and life in the real world is questionable, especially- given the under-
standing that a major obstacle to learning faced by.many people with develop-
mental disabilities is the difficulty they have in transferring (or generalizing)

‘what they learn from one place to another. The actual track record of these .
- . facilities at preparing people with developmental dlsabﬂmes for real lifeis -

.- worse. Sheltered workshops and activity centers are, at their best, segregated
~- places for people to work and socialize.. In many cases, though, workshops -

- serve the actual function of an adult day care or day room for the comiunity. *
- They cannot offer wages that léad to a more' financially independent lifestyle..

'They are cominonly plagued with problems of down-time when contract work .. |
runs out, and they typically are multi-purposed in program design (e. 8 habili- -

tation programs, vocational training, real work). This causes both service
- recrpxents and staff to be confused about a program s purpose

" In some counties efforts by the County Board of MR/ DD.are underway
to assrst and support people with developmental disabilities to.find real em-

ployment, one person and one job at a time. - Additionally, the Ohio Rehabilita- |

tion Services Commission has, over the past several years, devoted more
“attention and more resources to trying to help people get Jobs outside of facili-

- ties. The success of such efforts has been limited, however, as the above statis-.

tics demonstrate.- The financial incentives for seeking “supported employ-

~ ment” for people with developmental disabilities are weak, and they.tend to be

'overpowered by incentives to maintain the faallty-onented system as long as -

- possible. ‘Bureaucracies are more paralyzed than they-are flexible. They find it -

- hard to pursue the things that people with developmental disabilities might
 choose because what already exists in buildings, debt, and long-standing
“organizations are what the bureaucracies are best at offering.- It is worth asklng

whether, if things could start over from square one, our communmes would

spend the money dlfferently on the second hme around. o :

' Insome counties = . -
- efforts by the County
| Board of MR/DD gre”

underway to assist -

- and support people =~
- | with developmental
| disabilities to find .

' -real employment, -
| person aud one ]ob at =

attme



A Last Word about The Way Thmgs Stand Now

" The analysrs in this Paper has argued that the hves of most people wrth

L - ) deyelopmental disabilities in. Ohio and their families are highly influenced by the - L

service system on which they rely. Suchran argument leads to the conclusion that ..
- Vthe lives of people with developmental disabilities are closely tied to facilities and” -

- | programs that separahe them and group them away from their fellow citizens, -~ ~ * .
even though they may in a technical sense be physically present in their communi- "~ .-
| ties. Most people with developmental disabilities in Ohio still experience lives - ~ .

thatare separated from the general population by the services they rely upon,

| including SChOOlS, Sheltered workshops, residential servrces, and others Inmost - S
| of these serv1ces , B _

. 0people s ch01ces are hmlted and controlled

sthe integrity and socral status. of the mdlvrdual is: dunmrshed in the eye of the R

1 commumty
“sresources- avallable to typrcal cmzens are replaced by resources anned at
- treating-a person’s deficits -
- . epeople become clients first, whlle their roles as workers, students or c1t1zens
" bécome secondary, people become dependent ona specxalxzed /separate world
for their well-being

- ethe relationships people have are mostly wrth others who also have dlsabllmes RICh:

j or w1th people who are pald to spend time w1th them .

Mrrtorlty efforts ex15t in many of our. commumtres, and these show hope of |

= growmg in the coming years into back-ups and supports | for people who are
building productive and satisfying lives. There are a number of stories about

| Ohio citizens with developmental disabilities. whose lives have improved: | dramati- S
: ,cally over the past several years. Some children with developmental disabilities
| are starting their lives in ways that any child ‘would be expected to start her/his -

life, planting seéds for a productive and useful adulthood. It would be hard to .
-{ distinguish the life stories of a few people with developmental disabilities from
- those of typical crﬁzens other than by the forms of help that have been necessary

- | toallow them to be together with family, community and socrety There truly are

- stones in our schools, churches, nelghborhoods, and workplaces about people :

| with disabilities who are nolonger excluded. Thesepeople share their gifts,

| talents and challenges with their fellow citizens. They serve as examples for the »
future and. for individuals and their families who are working for better lives in -
the midst.of our American culture. As one: storekeeper in an Ohio community

* | said, “I've started to get to-know a couple of people (with developmental disabili- - W :

- ties) that shop here. I can see how silly and wasteful it is to keep: them away from -
o jeverybody else. It has not been fair to me orto them S '

: There is. a monumental challenge before Ohloans—to undo many years of E _ s '
work that have resulted, much to the drsmay of many, in the construction of ngld: ST

| and often counterproductive human services. The pattern left by much of that
“work needs to be undone because it leaves most people with developmental

disabilities and those closest to them. powerless to put the resources desi gned to
- ,support them to use in ways that brmg to them the’ beneﬁts of hvmg wrth others
| in the midst of commumty hfe RN




L ;Chapter Three°

- ‘The Way Thmgs Could Go
| Assumptzons |

The word assumptlon, means an idea that is taken for granted or-

E treated as if it were a proven fact. A statement of assumptions helps define a

way of thinking aboiit people with developmental disabilities and about the -

.f‘ . role of supports and services in the lives of such people and their allies. These -
~ " assumptions have to do with the place; the status in our day-to-day lifeof .. ~

- people who have been marked by society because they have developmental B

disabilities (or the place °f people who have been otherwrse labeled in negahve T s

ways) . . 7
D Assumptlons that wﬁl help Oth leave 1ts hlstory behmd

' 'Persons who are marked because they have developmental dlsablhhes are in

- jeopardy of having other people use customs, authority, wealth, and power to |-
- establish or keep people with dlsablhtles in posmons of low status and power i .

. Vthroughout thelr lifetimes. .

. olf someone w1th a developmental chsablhty is to enjoy a life of respect w1th o
S otliers and get useful help in ways she/he chooses, it will take the deliberate: A
" . attention and focused hard work of other people. This wﬂl have to. happen ina- ; L

: vanety of ways throughout the person s hfet:me

- OIustlce is deﬁcult to atimn for those who are marked by poverty, drsablhty,
-age, race, gender, or- rehgxous affiliation—unless the people carrying those. .

. .- - labels enjoy enduring associations with people who.are valued and therefore, B
- -, powerful.. There don’t seem to be any real substitutes for the strength and
o securlty that come from famlly, kmshlp, and alllance vnth others SRR

| '-Useful help comes much more often from those who know someone well than | |

o - from those who are strangers to that person. - Personal knowledge makes help "

more relevant. In fact, helping can be a natural interaction between people who | R

_know each other well and who share time ‘and space in dally life. When help

-~ comes to someone from an agency or organization, the likelihood that the - o
- served person will be personally well-known to and regarded as the most

o important by the agency is reduced if notlost. Given the marks that are notxced- . Y

" by others in people with developmental disabilities and the resultant jeopardy
... those people face, the task of safeguardmg the dlgmty and humamty of each !
’ person as he/sheis - helped by services. remams a vital task.

- oThe human capacity to grow, ina vanety of ways throughout hfe, is alded and»

L supported—nourished in large part—through relationships with other people

" The alliances that come from loving; respectful relatlonshlps w1th fan'uly, .
L frlends, and assoaates provrde a bas:s for personal secunty

Most people seem to understand that alhances wuh others are . ‘
sources of strength People mtenhonally ]om w1th others around

- The alliances that N
|-come from lovmg, LTl
| respectful relationships -

" with family, friends, -
“and associates provide. N
d basis for personal '

securzty



This must be a change
in the power exercised
in human services by
people with develop-
mental disabilities
and by their allies,
which implies a
change in the roles
carried out by human
service workers.

common interests, places, routines, and beliefs. They join together to
accomplish things that could not have been achieved by anyone
singly. There is power in collective participation and action that helps
define the political and social world in which we live. Groups of
people who share a coherent set of ideals or aspirations can accom-
plish complex and challenging tasks and can sustain the effort to
completion even if the task is lifelong.

This power of affiliation and alliance in our political and social
world wears at least two faces. When one is on the inside, security
and well-being are nearly automatic. If one is outside the power
alliance, one can be routinely oppressed and made to suffer the
indignities and loss of experience and opportunity that seem to go
along with segregation, prejudice, and alienation.

Those most at risk of such alienation seem to be people who are
marked by others as different in some negative way. It does not
matter whether the marking is a conscious act. People with develop-
mental disabilities are so “marked”.

Planning Principles

The above assumptions help define the most important concerns about
people with developmental disabilities and the supports and services that are
organized to assist them. The following planning principles help describe
strategies that can improve the future status and experience of people with
developmental disabilities in the human service world. Among other things,
these principles imply that if people with developmental disabilities are going
to really experience community membership and citizenship there will have to
be a change in the way help for those people is organized now. This mustbe a
change in the power exercised in human services by people with developmental
disabilities and by their allies, which implies a change in the roles carried out by
human service workers.

For a long time, people with developmental disabilities have been
underestimated. The society and its structures have often taught people with
developmental disabilities and their families (or other personal allies) to be
completely dependent upon human services and professional personnel. Thus,
people with developmental disabilities have been converted into clients, and
many more people without disabilities have become planners and managers of
these clients” experiences.

These planning principles are offered so that those who read this Paper
can consider moving away from clienthood as the chief role for people with
developmental disabilities within human services. The planning principles are
organized around three topics: 1) the importance of someone’s PERSONAL
EXPERIENCE as a source of planning information; 2) the necessity for PER-
SON-GUIDED structures and methods; and 3) the impact of LEADERSHIP in
efforts to achieve SOCIAL JUSTICE.
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- The 1mportance of someone’s personal expenence asa
s 'source of planning mformatlon .

ThlS first. prmcxple is a reminder that most of the mformatlon thatis.-
needed to plan with a person with developmental disabilities is available from ,
that person or from his/her friends and allies. This principle should be relied

_upon by human service organizations that want to be useful to le. The 1dea -
p Yy 4 peop

that people are (or can be, with the help of those close to them) experts about

- their own preferences, interests, and hopes is sensible. It is an idea that fits with -

the developmental assumptlon that all people have the capac1ty to learn and
change throughout hfe o

~ Asnoted above, people w1th developmental dlsablhtles have, inthe past '

been taught to approach and respond to the human service world as clients.
They and their allies have learned to seek solutions from organizations with

- specially-trained, certified personnel. This has happened because the focus of
planning for people with developmental disabilities has centered on their.
differentness from others, rather than on all the needs and charactenstlcs they
share jointly with other commumty members. An approach to helping that
counts on people’s personal experience as primary information contradicts the
tendency to make people into clients. It presumes that solutions that are de-

- signed for people in the absence of a knowledge of their experlence could rarely, |
~ ifever, be relevant or fully respons1ve to a specific’ person E :

. Reliance on someone’s personal experience as the major source of 1nfor-
. mation for planning highlights the critical importance of each person s hlstory,

which contains the seeds for an understandlng of: a) those experiences that have jk )

occurred that ought not to be permitted to occur again, and b) experiences that -
are high points in a person’s life and that offer clues to their dreams and the ‘
' :\poss1b1ht1es for the1r futures -

4 ‘The necessﬂy for person-gulded structures and methods. -

The first planmng prmaple leads to the second ‘which is meant to get ,
helpmg organizations to pay attention to how they are structured and how they
.operate. Does an agency affirm the value of first-hand information from each -
person helped? Does the orgamzauon use this ﬁrst-hand information to shape
~what it does—how it offers its services? The answers to these questions, inany

organization, will affect the roles that people with developmental disabilities and , 7-

~ their allies are allowed to play within the organization. Clearly, what is neces—
- sary is that those roles become more powerful ones. -

Nearly all current human service organizations are hlerarchlc in struc-

* ture. That means that the power inside these organizations—power for decision-

7 makmg, for choosing how resources are used, for selecting a mission, for devel--
oping operational practices—rests with people who may be distant from the
- people the organizations intend to help. Power is often held and exercised by

- people who don’t know much about the dally experience of specific people with |

developmental disabilities. While this way of organizing—hierarchy—may be -
. useful in the technical or corporate world (because, at least theoretlcally, it
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People with develop- |
- mental disabilities, |
- members of their |

~ families, and their | -

alltes need to assume

(ot reassume) positions -|
as leaders of the effort |
to design the forms of |
" assistance that will |
best support peoplein | -
 community life. |

) contnbutes to efﬁaency) 1ts ment in the world of service to individuals wrth
1 developmental dlsablhhes seems more and more queshonable

The earher assumptlon that the most useful help to someone comes from
those who know that person best makes it obvious that distance between the "

* most influential people withina helping organization and the people who areto -
- be helped is a serious problem. One consequence of this distance is that the .. . .
;| work of an agency, or even its mission, gradually can get shaped more by the
* demands of the organization, by politics or by funding patterns,. than by the- :
| -experiences and wants of the people to be helped.” Unless an orgamzahon B
- decides to be guided by the situations of individual people who need assistance,
- | -and works hard to live out that decision, the dlstractlons of managlng an agency‘ '
| ina pohtlcal context w1ll usually prevall ‘

' There are mdlcators that tell whether a helpxng orgamzatlon is person-
guided. One of these is the manner in which help for people with developmen-

tal disabilities is organized within the agency. For example, a common manner-
for offering people with developmental disabilities places to live has been to. -
' group people who do not know each other together in households. From the -
~view point of each person this procedure makes little sense. ‘It is worthwhile

asking what distractions or political constraints would lead to the belief that -

| putting strangers together in houses is a sensible practice. If assistance to people

with developmental disabilities is orgamzed in such.a way that it results in those '

. people’s daily experience  being a lot different from the experience of other .
citizens (who, for example, usually don't llve w1th strangers) then the agency
- that does th1s is not person-gulded

" Another md1cator of whether an organlzatlon is person-gulded is to be
found in the planmng procedures that the organization uses. Do the goals, ~
objectives and plans of the organization show that the needs; preferences, and
satisfaction of people with developmental disabilities have been the major

| sources of information? Does the pattern of the organization’s use of resources '

match the kinds of help that people with developmental disabilities and their

- allies ask for? If, for example, people want and need dlgmﬁed paid work and

the organization uses a large share of its resources to offer-them rote practlce at , |

| things like counting coins, itis reasonable to- conclude that the orgamzatlon is
not person—gmded : : : :

Perhaps the. clearest way to test the pOSlthI\ of people wrth developmen- B
‘ tal disabilities in an organization’s life is to look carefully at the kinds of deci-

sions that are theirs to make. Someone who is interested in a parhcular organi- c

, _zatron could test that orgamzatlon by askmg such questlons as:.

°Does the orgamzatlon arrange tlungs so that people vnth developmental

. disabilities and those closest to them make those choices that they are likely
to make best?' For example, do people have a chance to choose with whom

' they wﬂl spend time?’ : : -

oIn. the mstance of arranging places to live for people, do people have the DR
- chance to make the most meaningful choice—the choice about with whom

* they will live?. What about choices about daily schedules, about who gets to -

* come to visit and when, about who the assrstants wﬂl be and when they w111
. bethere'? R : e :



. ODoes each person with developmental dlsablhtles have a ma]or voicein -
what becomes part of her or his personal plans, mcludmg those ofﬁcral
plans mamtamed by the orgamzahon’ }

An orgamzatlon that struggles to make room for thls kmd of dec1s1on-- -

' makmg by people with developmental disabilities is person-gmded Itisan .

‘ ~organization that relies on the preferences and mshes of those who' recelve 1ts '

'help as it dec1des about 1ts operatmg structures and practxces

, The lmpact of leadershlp in efforts to achleve
| soaal justice. - o

One of the worklng assumptlons of the Commumty Living Paper is : R

 that people with developmental disabilities are subject, from early in their
~lives, to havmg their differentness both noticed and negatively valued by
- others. The receipt of this value judgment leads to an imposed reliance on

. separate, disability-specific, and professionalized forms of help. Being noticed : -

_leads to the status we have called clienthood.- This pattern has been relentless
- in people’s lives. It needs to change. One avenue toward change isanex--
panded understandmg of what "leadershlp” means

As already noted people with developmental dlsabllmes and thexr
allies are quite capable of telling others about their interests, needs, and

dreams. They are likely, however, to lack experience at doing this. They have'

~ been, after all, regarded as people who need to be told things, rather than as .
the tellers. People with developmental disabilities, members of their famrhes,
‘and their allies need to assume (or re-assume) positions as leaders of the effort
- to design the forms of assrstance that will best support people in commumty
- life.. : . S

]ohn O’Bnen and Connie Lyle dlstmgulsh among dlfferent leadershlp

' ,v styles by contrasting different descriptions of * ‘power”. They do this by bor- - -

- rowing from the earlier writing of Starhawk about the dlsunctlons among
.power-over, power—unth and- power- om-wtthm

- OPa'wer-ooer other people arises- from the ablllty and w111mgness to make
decisions for others and to enforce their comphance by authontatlve ‘
. control of rewards and pumshments S :

- OPower-wzth other people arlses from people s ablhty and wxlhngness to
listen to and be influencéd by another’s perceptlons and suggestlons and
to offer thelr perceptlons and suggestlons inturn. . §

T 'Power-from-unthm arises from a person s wﬂlxngness and ablhty to
" discover and creatively express the abilities and concerns that they find
~ spiritually meaningful.... Power-from-wrthm gives a person courage to
.. -act when important values are threatened even if the short-term prospects
_ for success are poor S

The process of helpmg people w1th developmental dxsabllmes and thelr allies - |
- gain in authority and confidence requires a way of leading that relies more on

power-wzth and pawer from-wzthm than on more customary leadershlp styles
o e |

U g
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‘includes roles like that

of encourager, sup-. .

porter, of facilitator... =~
- Good leaders become.
. wtllmg sharers of both

resources and power



Wrien life has changed

people with disabili-

ties, their allies, and |

others involved with
them, strategies of

" collaboration and trust

- most often prevail.
People invest in know-

' ing one another well— |
" in knowing the stories |

‘of others and in
sharmg thezr own.

. Helpful leadershlp includes roles like that of encourager, supporter or facnllta-
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., faahty-managmg styles). . N
- Given that the rewards for leadershlp have, in human services, for so long been

tied to administration and to demonstratlons of authorlty, this change will not
be an easy one : o _

There Is A New Tomorrow 'Ihat Exzsts Today
Images of Life in Commumty |

Development of the kmds 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 dlsablhtles as they take on the

status of citizens of their communities. In those places, everyone mvolved in:
offering that support has experienced change in his or her life. Often this -

‘change has begun with a process of re-thinking or clarifying' ideas about what

life in the community is like when that life is described as “good”. Wendell
Berry offers gmdance about the meamng of ”good” S

A good commumty insures ltself by trust, by good falth and good w111
by mutual help It depends on itself for many of its essential needs and
is shaped from the inside. Whena community loses its memory, its
- members no longer know. one another. Howcan 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 -
v another do not help one another, and moreover fear one another. 17

When hfe has changed in desuable ways. for people with dlsablhtles, :

_ 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 a natural, if heretofore excluded and often underestlmated
~ part of family and nelghborhood life. They are welcomed and supported as. -~
active participants in the process of shaplng the futures people expect to expen- S
. ence together

~in desirable ways for | -

L1fe ina good commumty is full of i 1mages, storles, examples, and signs-*

~ -that many people recognize and agree about. Many of these signs are small,

rather ordinary events. Some signs of commumty—events that people some- '
times take for granted—mlght include: S

°stand1ng thh 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 a woman you’ve passed in the hallway but never met come and stand

next to you and quletly introduce you to her son; listening to her deliver her

message in ]ust a few words: “I could have taken him home in a shoe box, he
- was so tmy, ralsmg - him has made a brave woman of me
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A Obemg three-and-a-half and havmg your pre-school teacher thmk that you are
- absolutely 1rreplaceable, and belng the one chlld in the class who has a severe

. dlsabrhty

- 'gettmg to ride the same bus to school wrth your brother, now that there's a
- lift on. the bus g

-hstemng to your niece recite poetry she’s learned in pre-school class, and-
knowing that, when she was born, she had condltrons that ‘were consrdered .
“severely drsablmg : » '

-sharmg» an ice cream cone with your' dad on the way home from a'b';m ‘game _‘

_ *watching your son walk across the- hlgh school stage on graduahon mght
just as all the other graduates have done, knowing that his “autism” hasn’t
A gone away, but celebraung the fine young man he is becommg

e gettmg your ﬁrst apartment at21 wrth akid you went to high- school with— = |
you were the kid in the “multiply handrcap class, he was the volunteer '
_ from the honors program : :

~eusing: your electnc wheelchalr to be an usher at church on Sundays
- obemg a teenager who has 4 hrgh school band ”letters,” a Presrdent’ s physrcal 1.
fitness medal, is elected to the homecommg court, and who has Down s
~Syndrome : : v :

Ogomg to visit your grandparents and havmg them let you know that your
visit is part of what makes life beautrful for them

Ohvmg in your own home even though the seizures haven’t stopped, getting .
_ the help you want and need from people you select and who come when you :

L decide they should

o Ofeelmg conﬁdent enough about yourself and your parents to let them know,
 ~atage22(and havmg a developmental disability), that home would be a little 1
- better if it were your home; having them take you serrously and begrn toplan - |-
" with you to make that possrble , ,

s 011sten1ng toa frlend tell her favonte story over and over agarn, and hearmg
: somethmg each time; knowmg that for her to risk askmg you to lrsten agarn is
a srgn of her capacrty to trust in you..

L Orememberlng the person you credit with first teachmg you to play basketball
. being friends with that person long enough that you're taller than him now;_

" knowing that when you ﬁrst met and he gave you those frrst lessons he llved
“'ina blg institution. - ‘ S

‘ Ohavrng Sunday brunch ata frlend’s house nearly every Sunday for a couple :
of years so you can visit, have someone else do the cooking, play with the krds,
' and do your laundry without spendrng any money

- estarting a fix-it repair service with your uncle whom you dldn’t meet untll
you came home from the institution after 25 years ;
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] n'havmg your co-workers throw a surpnse blrthday party for you after you all o
iy ”clock out" for the mght , , g .

B Odehvermg the eulogy at the funeral of a young man who dled before hrs

EB : dreams came true. .
o Oalways havmg the coffee pot on because people stop in often to visit.

o 'gomg to the local tavern on St Patnck’s Day to enjoy the musm and the SR
: celebratlon , ‘ . o ‘

7 ' °shar1ng dmner together and makmg a party out of washmg the drshes

1 Ohavmg your frlends from the church and _your fanuly orgamze a schedule SO -

, that you can recover. from surgery at home, notin the nursmg home

‘ 'shanng your home wuh a frrend for srx years now after llvmg in mstltutlonal';’- -

 places for more than 20 years

_°srtt1ng around lookmg at photos w1th a few fnends and telhng, lrstenmg to, :

fand remembenng the stones

| Obemg invited to share a favonte story wrth the chrldren m the ﬁrst grade

' »class, and belng asked back on a regular basrs

- V;Otakmg supper to the nerghbors who have )ust lost thelr grandfather o

g B '°lookmg for work managmg a challengmg insulin m]ectron procedure for R
1 ',yourself pretty much on your own; taking care of the house when your famrly -

s away, and havrng mental retardatlon

1: | Ohavrng your nerghbor stop over because he mlssed seemg you out thrs

°havmg a couple of frrends volunteer to help take the old wallpaper off and
. ,putupnew o ‘ L ) o . o .

1 - 'treahng a fnend to lunch because you want to share a httle of your wmmngs T o
.-from the raffle that you won at thelocal hlgh school football game last week T '

o 'helpmg puta roof on your nerghbor’ s house, even though you ve never done .

- anythmg like that before.
Okeepmg in touch w1th a fnend who is away
E Oknowmg your newspaper carner by name, and havrng her know yours

e Obelng forglven for falllng a frlend because you forgot a prormse you had

[ fmade and mtended to keep

- Ohavmg a laugh wrth frrends in an up-scale restaurant when you re served
a <redsk1n potatoes that have been sculpted to look lrke grant mushrooms '

Otakrng your tum at the mrcrophone durmg the annual commumty concert in -
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the park; having the children gather around you afterwards to show them how
you play the spoons.

eneighbors and friends starting a scholarship fund in honor of a beloved
teacher and coach who died before others expected him to.

esitting on a front porch on a street full of front porches, chatting softly with
your neighbor on a summer night.

ewriting letters to the editor and articles for the local newspaper.

elooking up a phone number and calling a friend with the good news that
you’ve moved into your own place, after never “succeeding” in the telephone-
program you worked on for years in the group home; finally having some-
thing worth using the phone for.

egetting a job for someone who has been waiting for a chance to have full-time
work.

evisiting the same campground on the same weekend every summer so that
you can visit with the family you befriended on your first trip there five years
ago.

*being patiently tutored in gardening by your 76 year old neighbor, hoping
that the lessons will continue for years because some things, happily, take a
long time to learn.

*hosting the annual Christmas party for the housing association you belong to;
being a part of creating and keeping traditions.

* getting to hold and rock to sleep your neighbor’s grandchildren when they
come to visit, even though some people still treat you as a dangerous person.

These are ordinary things—everyday events. They are examples of the rich
pleasure and pain that accompany people living together in community. In their
simplicity and variety these ordinary things represent the kinds of experiences
that people with developmental disabilities will increasingly come to have, as the
vision of community living becomes more and more real for them.
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a Expundmg The Boundarzes of Commumty
| Membersth Carrzes Implzcatzons and Tenszons

Substanhal change in the ways support and service is structured by

| helpmg agencies is an essential part of accomplrshmg desirable community .

~ living for anyone with a developmental disability. As orgamzatlons change,
. communities will change as well. Those organizations are, after all, part of -

- the fabric of their communities. ‘The pace of change and the: waysboth

communities and organizations change will vary because they will reflect the

| dxversrty of geography, history, service and community traditions, and

economic circumstance that is represented by Ohio towns, cities, and rural -
neighborhoods. Itis posmble, however, to anticipate many of the tensions ‘,

1 and issues that would: emerge as human service organizations beginto

.| - 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 orgamzatrons and then as- they affect commum- SR

. txesatlarge

Impllcatlons of Change for Organlzatlons-

OHonormg the- rlghtful place of people with disabilities and theiralliesin = |

" | - deciding about what constitutes useful support and help will mean dummsh- -

1ng the power currently held by professronal decrsron makers

| OSafeguardmg the mtegrlty of md1v1dual choice 1mphes that a reasonable

- ~{. number of acceptable service and support options exist from which people

A I—‘mdmg ways to shzft

~ increasing shares of
resources, which are | -

: intended to help
. people with develop-

' 'mental disabilities, | .

from the control of
- service agencies to
- control by people with

- disabilities themselves"

' and their allzes will be||. ORecogmzrng the 1mportance of each person s reputatlon and status in her/

a necesstty

with developmental disabilities and their allies may select. Itis not good

- enough for a person to be presented with only one real optlon, ch01ce in-

volves a selection among genume altematlves

'Avordmg the contlnuatlon of separate-but-equal program desrgns 1mphes

- aninclusive philosophy that is not a part of service tradition. There will have o
| to bea reduction 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 avoxdmg financing for .

burldmgs that depends on-program use for long periods of time (e.g., financ-
ing through bonds, whrch has been a common way of paymg for segregated
‘bulldmgs in Ohlo) '

- -Extendmg the mclus1ve approach to educatron means fmdmg ways to, :
ensure that all childrenina community have an opportunity to learn together o

in schools, in classrooms, andin: other places in the commumty

-Flndmg ways to shift mcreasmg shares of resources, Wthh areintended. to

~help people with developmental disabilities, from the control of service

agencies to control by people with disabilities themselves and their allies wrll »
be a necessity. This will require both the development of the necessary fiscal-

1 means and the removal of many barriers that now stand in the way (e.g., the -
 likelihood of cash assistance for needed supports bemg ”deemed” as income

by welfare admlmstratrons)
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- trayed.:

S program assumphons, and professmnal 1dentmes as experts / spec1a11sts

o 'serV1ce practlces

~his respectlve commumty w111 requlre re-thmkmg the ways in which people are
- grouped, interpreted through program structures and practices, and imaged in
fund-raising. Citizenship carries with it a different status than does clienthood,
- and that status needs to be conflrmed through the ways that people are por- :

o OSupportmg and honormg the mtegrlty of fanulles means returmng to them the .
. fundamental role of being representatives of their.(minor) children. Redefmmg
" the professional role as secondary to family means re-working procedures, :

'Orgamzmg assistance to people in ways that promote personal allxances FEE
- between people with developmental disabilities and local citizens, rather than in "
" ways that perpetuate stereotypes and dlstance, challenges long-standmg human

Speclflc 1mp11catlons for how orgamzatlons structure or.
- make plans for themselves.

_ -The human servrce world w1ll be reqmred to renounce the myth
. of segregatxon—e 8- the nohon that segregatlon is “. . for thelr own -
E good ” . ) . .

o '°Agenc1es, 1nclud1ng publlc schools, will assume a more. regular 7
- posture of defemng to farmlles mshes and hopes for thelr own
chlldren

v OAgency planmng w111 reflect an absence of congregate solutrons E
in terms of housmg, work, etc.—so that pattems of segregatlon are
ellmmated ‘ »

, *The dlsappearance of certam service styles (e g segregated ‘
.- schools, institutions) will add stress to orgamzahons andtothe =~
-~ 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 dlsabllmes somewhere else

“e Agencies will orgamze themselves so that there is an array of
‘useful service optlons available for people to purchase

o OAccountablhty 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

Citizenship carries .. f N

 gain in practice and confidence about makmg demsrons for them- .

B selves , f , - , | with'it-a different
O'I'here will be a need for determlmng more aPProprlate roles that: , s;amtshthczn d::;st h t =
organizations can play as people with developmental disabilities ctieninood, a : at

- assume greater control in making | their own decisions. Fewer - status needs to be
. ’human service jobs.of the kind that people are accustomed tonow . _ | """f irmed through the. :
‘will exist, but there may be more actual work to be done to help - | ways that people are.

people with developmental dlsablhtles o » , portrayed



. Informed choice is
usually basedon |
expmence, people' a
-trying things out |
. ought to beex- |
;. pected; helpmg".
-organizations will |~
_ berequired to build -

flexibrlzty into their
‘ structures

L °Paxd services w111 add depth and support to less formally orga- :
“'nized help; for many people with developmental disabilities, paid . -
. sérvice workers will only offer back-ups to assistance that is regu- -
: larly recelved from a person s frlends and alhes ”

N - OConl:ract posmons and/ or part-trme, small-scale, personal re- - o
. sponses will: replace hfe—long career posmons for many professwn- R
- als ‘s o : |

o OHuman servrces , will use money m a dlfferent way Ttis unllkely L
. ~that expendltures (from taxes) for help to people with developmen-

~tal disabilities will decrease, but the pattern of those expenditures - -
- will change drastically (e:g:; much less centralized control of funds; - -

much more control at the local level and w1thm the d1rect mﬂuence;

o - of people with dlsablhtles and their alhes)

*MR/DD agenaes w111 no longer be mvolved in thelr lradxtlonal L LoEl
ways of functioning in the real estate market (i.e., buying properhes T
' themselves and then placmg” people in them, elther to hve or to

work)

. oControl of servrces and systems (also of planmng, staff selectron, .j_ IR
,polrcy development) wxll be closer to the. people who use services.

. O'I'here w111 be lots. more thoughtfulness about growth of agencres, » S
-e.g., what unlimited growth or increase in an orgamzatlon s srze
beyond a manageable scope would mean. -

E Spec1f1c lmphcatlons for how human service orgamza- : o
- tions interpret people with developmental dlsablhtles to Lo
Ch then: communities: - ' : : -

0Agenc1es will cooperate thh (but not try to control) orgamzed R R
- - efforts to- promote relationships between people with developmen- T

tal dlsabxhtres and people who don t have such dlsablhtres

OPeople w1th developmental dlsabrlrtxes wﬂl be mterpreted as .

valuable members of therr commumtres

S 'OProfessmnal 1dent1t1es w111 change from that of ”specrahsts for - -
- spedial people” to that of “useful assistant” to people j SRR

. -fewer signs of status difference -
" -less predictability about ]ob responsrbrhtres
, -more rewardmg work o

o °Informed choiceis usually based on expenence, ple trymg
- things out ought to be expected;: ‘helping-organizations w1ll be -
o vrequrred to bulld ﬂexrbrhty into thelr structures »

‘eThere w111 be ShlftS in human servrce worker and orgamzatxonal
- roles to. more funchonal help as deﬁned by a specxﬁc person and

her/hrs alhes -
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: °Integrated work places w1ll replace segregated vocatronal ser-
vices. - . B o

OSeparate schools wrll cease to e)ast Other (non-segregatmg) uses - ."

B v w111 be found for current burldmgs housmg these programs

) 0Dec1srons about groupmg of people will be made ona basm other -

~ than the labels that are assrgned to people B

: '°Serv1ces will search for ways to 1dent1fy common interests of =
- labeled and non-labeled chlldren and to create opportumhes to
, ‘brmg chlldren together I :

)Resrdentral mstltutrons (publlc and pnvate) wrll fade away They .

B o wrll no longer be service ophons

o | 'Temporary placement (fostenng) of chlldren w1th developmental ; b

L dlsabrhtles w111 decrease as adophve ophons increase.

- °Professmnal helpmg strategles will change Human seryice
~ personnel will become personal and planning assistants, offermg

people guidance about community life, rather than bemg dragnos- SR -

-~ ticians or. prescnbers of umts-of-servrce

R ""Implications for COmmunities

» O'I'he challenge of an emergmg mclusrve soc1al pohcy reqmres an 1dent1f1- :
-~ cation of and with the: ‘people who have been excluded or kept separate; -

T Afmdmg ways to meet the needs of shelter schooling, work, and social - -
- .- opportunity w1thout labeling: and groupmg people w111 challenge commu-

o mty tradltlon in many locales

OSustalmng the Ilfe of commumty groups and orgamzatlons through
active participation in them, through preparing and supporting people for

- .- - leadership roles, and encouraging and supportmg a posture of welcome
o and support for newcomers will be actrvmes that need mcreased attentlon o

_ ;,OAssummg more actrve personal and collective respons1b1hty as trustees -
" or stewards of our own future nnphes amore publlc life for many people

L _;-OExpandlng the idea of tolerance o) that conﬂrct is resolved without
" oppressive: tactlcs, anhcrpatmg diversity of opinion, and developmg

" negotiation as the preferred way of resolving disputes in communities wrll g
e challenge some commumtles tendency to dlsmlss or even crush' dlssent

- OPromotmg an apprecratlon about the idea of power-wrth others, whrch

o involves personally seeking out affiliations with individuals whose condi-- o
. tionor experience makes them vulnerable, requlres cmzens active parhcr- R

. patlon Thrs isnota passrve activity.

.. | Thechallengeof . -
o |anemerging.
| inclusive social - - -
| policy requiresan - . -
identificationof
andwiththe -
O people who have -
.- |beenexcludedor . .
. |keptseparate. . . - *



Assummg more |
active personal " |

' and collective
) responsibtltty as

. trustees or stew-

ards of our own

. future implies a
more public life for
many people

Speclflc Imphcatlons for Commumtles/szens' '} 2

"""""

through day-to-day assocratlon

*Every citizen will be more hkely to have a nelghbor who hasa:

dlsablhty

- elfthe focus ison the capacity rather than on deﬁcrts of an 1nd1-

vidual, there is more lrkehhood that people wrll be mcluded in -

‘vcommumty llfe

' _°Commumty members will increase thelr capacrty to. notlce ways to L
'”help” and “assist” those around them S L

: OPeople with dlsablhhes w111 become better known and more’

present in neighborhood life. Their needs-—-and thelr glfts—wﬂl .

' become more visible.

, °Chlldren will grow up ina dlfferent world than they grow up in
. now, and it willbea world where dlfferences among people will be .
» celebrated S , >

'OPeople’s famlly, fnends, and fellow commumty members w111
increasingly play roles that are now played by pa1d professxonal o
service workers. o :

eIt will be more-wrdely acknowledged that someone’s personal
. securlty is hlghly dependent on hlS /her relahonshlps w1th others

: . °The ”solutlon” of sendmg people, whose s1tuatlons are dlfflcult to
~ . remote places will no longer be available. Commumnes w1ll no- .
_ longer ex11e members who. have difficulties.

‘ OMore of the: tlme of the average crtwen w111 be spent in the com-
. pany of people who have typically been excluded. This will lead to
“a “values shift” in what citizens think of as ”good” "beautlful ”o
‘ ”lmportant” , S .

OPeople wrll be presented w1th many miore opportumhes to create

- solutions and offer useful support to thelr fellow-crtlzens who have |
' dlsablhtles oo . : :

°Commun1t1es wﬂl beat nsk of 1solatmg people in dlfferent ways—-“ ﬁ

- i.e., there is arisk that “human services” could be replaced by e
: pockets of poverty or violence, and /or ghetto-ized nelghbor- R
: hoods—unless sufficient cauhonary steps are taken. '

‘ 0Commumty members will help, speak for, and defend each other o

'Communltles w111 remove disincentives to work for citizens wrth

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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whom they had not prevrously consxdered as employees, supports o

at the work place, cost rmphmtxons, etc )

Afflrmatlve acuon by commumtxes, wﬂl help brmg about good .
: homes, good jobs, etc. for people w1th developmental dlsablllhes

- °Commumty members wrll learn to see thelr nexghbors who have .
B 'dlsabxhhes as "people first”. . o

o °There will be more active parhcnpatlon by people w1th develop- :
" mental disabilities in voluntary groups (e.g., churches), and these
‘ members w1ll make valuable comnbutlons to the. groups '

OSome sort of ”cushlon” for nsk-takmg and learning will be neces-A g

sary, so that error leads to learmng mstead of to hurt for people

B OPeople will be more mvolved in commumty pohtlcal hfe—pubhc
- decxsnon—makmg o o . :

= OFnendshlps w111 be made, mvxtatlons to fnendshlp and relatlon- o
_‘shlpmllbelssued , : . Co

for helpmg people who expenence dlfﬁcultles in life.

- A

B 'Promotmg an

appreciation about

| the idea of power-
with others, which.

| involves personally -~
seeking out affilia- .

tions with individu--
als whose condition’

‘ : : .. | orexperience makes
' OCommumty members wxll have to learn to shlft thelr trust—away . | themvulnerable,

- from human service systems, and to other people as major means

requires citizens’ .

active parttctpatwn. R



g “.‘-Epllogue

The Commumty lemg Paper states that posmve change in the lives of

- people with and without developmental disabilities will most likely take place -~
| within the context of community and the structures established toback-upand = .
-l ;support commumty living. With this belief in mind, the paper is méant to be- -
| come a sGurce of conversation and debate and a basis for planmng for people C :
with developmental dxsabllmes and those who love and support them in Oth s -
1 commumtles R ; S : '

One of the issues that reviewers of drafts of the Paper debated frequently ERE

| wasa perceived absence of “answers” to problems posed by the Paper—a lack.of - o
."ablueprint for the future of services in the state. During the course of the work

on the Paper so far, the writers decided that a prescription was not what was' . -

“called for.. ‘Instead, the task was to challenge people with developmental disabili- o
‘ties.and those on - whom they rely for support to try to find answers as close to .

thelr homes as possrble—preferably msxde the. front door o

_ As a fmal-year act1v1ty of the Ohxo Developmental Dlsabllmes Plannmg o
Council grant that sponsored the writing of The Community Living Paper, a series .
| of discussions and forums will take place in the autumn and winter (1992-93)in" = -
‘places where the project consultants are invited.  These gatherings. willoccurin™ =
| places as diverse as schools, living rooms, community centers, board rooms and -
| state offices. The structure of these gatherings will vary from site to site, depend-~ . - -

ing on those who have asked to take part in them. Some may be presentation-

" oriented, so that groups of people can hear the Paper’s ideas explained, while - - -

- others will be work sessions with people who wish to use the ideas in the Paper L

- toplan for changes in their community. It is expected that there will be discus-. = -

: sion of the unpllcatlons of this Paper’s vision for governmental agenciesthatare - -

| charged with seeing to it that the financial resources made available by the -

citizenry are used wisely to benefit people with developmental disabilities in

Ohio’s communities. Particular emphasis will be given to discussions that-

- | include both people who have developmental dlsablhtles and others who are

| close to. those peopIe ' , |

A bnef chapter w1ll be drafted that reviews the reactlons and plans-for-

| action that surface during this series of gatherings and forums around Ohio. This - .

chapter w111 be dlstnbuted as the real epllogue to The Communzty meg Paper
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- “programs”) has fiot enabled people with developmental disabilities to form other kinds
- of relationships. - - - . I S S

- 7]ohnMcnght”BeyondCommumty Semces”,unpubllshed essay, 1990.

'sCynfhié'jcihngton;,Ohié‘ Depar(méh_t of Mental Retardatxon and Dev. D:sablhnes R i

- Personal Communication. =
Tt; "9Formetly called sfat_e institutes or state schools. . RS

10]tis difficult fo be accurate about these numbers, especially because Ohio’sdefinition of "
“developmental disability” has undergone change recently and statistical surveys of this'
- population outside of persons enrolled in County Board-of MR /DD programs may be
- unreliable. The best-measure, which is far from perfect, is that ODMR/DD reports that
+22,000-25,000 (sources differ) adults are enrolled in Ohio’s 88 County Board of Mental o
. - Retardation/Developmental Disability programs. ‘When the number of people living in
* Ohio’s various residential “facility” options for adults ICF-MR’s, Nursing Homes,- o
- Purchase of Service Homes) is deducted from the number of people in County Board .~ -
~ i programs, justabout half of the eligible people live in non-paid situations—including the
homes of their families;” - B S :

11 ODMR/DD, Office of Adult Services, “County Board Individiial Information Form,
: ‘vAdpl‘t-»ProgramrDa»tar"lI,a!,luary,1992. o S el T e

' 12JohnO’ Brien'a;}d Connie Lyle. “More Than Justa New Address: Images of brgarflim'~ - -

- tion for Supported Living Agencies.” Lithonia, Georgia, 1991, pp: 24-25. Adapted from:

Starhawk (1987). Truth or Dare: Encounters with power, authority, and mystery. -San Fran-
" cisco; Harper & Row. . LT T

* 13 Wendell Berry. “The Work of Local Culture.” in What Are People For? San'Francisco:
. «‘Nox_'thPOintPress,1990,_9.157._ e - P S
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