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| nt roducti on

The past twenty vyears have seen nmany changes in the
| ocation, focus and sponsorship of services to people with nental
retardati on. Large and increasing governnment expenditures have
resulted in substantial growmh in the nunber and variety of
avai |l abl e services and service providers.

Li ke any conplex social change this can be explained as the
expression of positive and negative trends. Positive forces which
are often identified include: increasing nunbers of wel |
or gani sed advocates dissatisfied wth institutional l'iving
condi tions; improving skill in asserting the need for changes in
terms of service user's legal rights; growi ng expectations of the
power of devel oprent al interventions; and hei ght ened
consci ousness of service values. The shadow side of these changes
has been shaped by the relative shortage of desirable service

opti ons, the expansion of new forns of social control (Est es,
1982), the commdification of people with handi caps, and and the
i ncreasi ng prof essional 'ization and bureaucrati zation of

responsibility for people with handi caps.

"Community" is a central, anmbi guous word in discussions of
t hese changes. Sonmetimes it means that a program or a person is
located in a settlement rather than within an institution ("W
are noving into the comrmunity, but we can only serve a few
community clients.") Sonetimes it paints out the direction of a
programs effort ("The community diagnostic clinic is at the
state instituition.”") Sonetimes it denotes sponsorship by a |ocal
agency instead of a state authority ("V8 are shifting funds to
comrunity providers.") Sometinmes it defines people who are not
service providers or recipients ("The community isn't ready; they
need public education."”) Sometimes it describes the desired
guality of personal relationships within a service program ("Qr
facility itself is a comunity.")

The debates, plans and practices that give rise to these

nmeani ngs  of "community" outline the context for this chapter.
Wthin these meanings, we will look for still another sense of
conmuni ty. Larger scale <changes in service sponsorship and

program | ocation create opportunities for new rel ati onshi ps anong
peopl e. Gowth in nunber and kinds of services provides the
occasion for devel opment of the conpetency to nmke better use of
avail abl e resources.
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Devel opment al | doesn't necessarily nillow growth The recent
experience to a |large number of people with mental retardation is

better descri bed as movement from one |and of institution to
anot her t han as community integration. Many community
alternatives perpetuate undesirable practices such as deprivation
of pur posef ul activity, i solation from ordinary pl aces and
peopl e. crowdi ng. I ack of choices and failure to provide for
individualization. Some settings are outright abusive and
chall enge peopl e with mental retardation to adapt to bi zarre
environments for exampl e, see Bercovicci. 1983; Goode. 1983;
Landesman- Dwyer, 1984) . These are differences from st ate
oper at ed institutions that make little human difference. There
is much to learn from these failures and much to be done to
over come their bad effects (see Shadi sh, 1984). Whi | e
acknowl edging these failures, this chapter focuses on what we can
di scover about community from the dilemmas and accomplishments of
some currently successful ment al retardation services.

Tins paper focuses on a set of small scale i ssues t hat
emerge in service programs where the Question is not whether to
support peopl e in community settings but how to devel op the
competence to do it.Pol icy debates over the place of congregate
institutions in a desirable future are far from finished.
Power f ul interest groups are in conflict over who shoul d be
segregated and how segregating facilities should be financed (see
u. S. Senat e. 1984). The outcome of debate on such big issues is
vitally i mportant, but this chapter won't attempt to wi n the
poi nt . I nst ead, some policy issues are framed by the experience

of these innovators.

The problems and the possiblities in our current situation
are wel | descri bed by two people who use resdenti al services.
They were interviewed during a needs assessment conducted for the
California Council on Devel opment al Di sabilities by member s of
Peopl e First of Sacramento, an advocacy group whose members are
or have been mental retardation service users.

"The last place | lived. when | came back from being
away one ti me they told me they want ed my stuff
out...and basically they said it was because they
weren't being paid enough. So ever since | left home |
had to worry about somebody being paid to take care of
me and that's still the way it is. So that's why a
j ob is so important to me, because I'd like to get
into a situation where | can say, "Wow, | di d
somet hi ng for mysel f. The state didn't do somet hi ng
for me. They didn't make sure | lived. | made sure |
lived."
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" But the difficult thing was it seemed i ke

wherever | tried to go people wanted me for the money
i nstead of mysel f. They didn't want me for my
i ndividuality but because they knew they were going to
get paid to take care of me... And the last time |
just got fed up and when | found out about the
i ndependent living program, | said, "I''"'m going to
| earn those skills!"... At first | thought it would be
the same with them But they didn't want me just for
the money and they did give me all the support t hat
t hey could so | could move out on nmy own and really
believe in myself that | could make it."

(People First of Sacramento". 1984)

The Sense of Community

Thi s paper explores the meaning of community which emerges

from the work of innovators who aim to renew and strengthen the
relationships bet ween peopl e with mental retardation and the
patterns of ordinary life. Fol |l owi ng Sarason (1974), we will
explore some of the effects of mental retardation services on the
sense of community. This is "the sense that one Cis3 part of a
readily avail abl e, mut ual |y supportive net wor k of
relationships.... (p. 1)"

Community cannot be manufactured; it is not a commodity or
the reliable outcome of any professional activity. It arises when
val ued personal involvements with a network of others gives rise
to purposeful action and cel ebration.

| f we believe that community, i nvol vement in mut ual |y
supportive relationships, is vital to living well, there is much
to concern us in our present practice. A study of the soci al
relationships of a respresetative sample of people with ment al
retardation in residential care reports that about 83V. of the
residents of community operated facilities operated and about 967.
of the residents of state operated facilities have no soci al
contact with non-handi capped peers. About 427. of the residents of
community facilities and about 637. of the residents of st ate
facilies are reported as having no personal friends or speci al
relationships (Hill, Rot egard & Bruininks, 1984). Anal ysi s
(Flynn, 1984) of the consistency of 205 community residenti al

programs with the principle of normalization demonstrates t hat
programs are present in communities (they achieve a mean score of

607. on items related to the |ocation and characteristics of the
setting) but t hat their residents are not wel | supported to
participate in community life (they acheive a mean score of |ess

than 40% on items that measure program quality).
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Human service programs can't produce a sense of communi ty.
But they can influence its emergence

[x]

Community depends on a broad network of personal relation-

ships. Programs t hat segregate people on the basis of
di fferences like mental retardation stunt the growth of
personal net wor ks. Programs that promote new personal

relationships for people with mental retardation across
the boundaries of prejudice discover community.

Communi ty is based on people's common desires for decent
housi ng, good work, opportunities to |earn, mutual support
in difficult times, friendship, intimacy, and celebration.
Services t hat transform these ordinary desires into
commodities t hat can only be properly supplied to
handi capped peopl e by professionals encourage passivity
and and create a scarcity of "appropriate" professional
resources (Illlich, 1980: McKni ght. 1979). Programs that
recogni ze ability in many community members --including
peopl e with mental retardation and their families-- and
distribute information, authority, and tools widely build

community competence.

Community depends on people's ability to use conflicts
wi t h one another to learn forgiveness and restitution and
to seek the best balance among conflicting purposes. My
membership in community is more than support for me; it is
also a legitimate claim by others on my time and energies
(see Christie. 1977 and Vani er, 1982). Programs that try
to insul ate people from conflicts by rationalizing them
away or silencing or exiling the people who occasion the
conflict under mi ne the emergence of the sense of
communi ty. Programs that trust people's ability to learn

from their conflicts promote devel opment.

The sense of community provides a guide for programatic efforts.

Those
engaged
ships
ot hers:
tools:

who are serious about building community find themsel ves

with three related themes: the search for new relation-
bet ween people with mental retardation and non—-handicapped
the search for right use of authority. information, and

and the search for productive conflicts.
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The

Management

Di | emma

Human service planners and providers who value community are
entangled in the management dil emma: we desire community but we
can't produce it as the reliable outcome of a professionally
controlled process. Most of our images of a managed process
include authority, standardization, and definitehess. W couldn't
require mutually supportive relationships, even if we had the
aut hority to order them Di spersing information, aut hority, and
tools increases the variety of ends and means that people choose
rather than standardi zing them Engaging the many cross-boundary
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= At the state of the art. avail able technical hel p is
unpredictably effective. That is, available technology can
reliably assist people with all |l evels of disability to do
many things that would have seemed impossible less than a
generation ago. But the effects of such assistance on
people's life experience and extent of future reliance on
funded services can't be predicted.

@ Admi nistrators are not at the apex of a simple hierarchy.
Policy decisions are seldom i mplemented as written. Chan-
ges must be negotiated with many constituent groups, often
including people in subordiante positions.

The managerial dilemma can't be resolved just by collecting mor e
resources, amassing greater aut hority, doi ng mor e research,
drawi ng better blueprints, and kicking more behinds. As Kanter
(19S3) paints out. not even factory managers can successfully run
their enterprises mechanistically. Even |l ess could they do so if
they accepted the complexities of managing human services. Pur -
suing "more of the same" seems to tighten the bind imposed by the
manageri al di I emma.

There does not seem to be an honorable way to resign from

the managerial dil emma. It's a romantic notion to suggest that if
specialized providers and bureaucrats just went away all would be
well for mentally retarded people. We don't just have services;
we are a serviced culture. Many people with mental retardation
benefit from well thought out assistance and suffer from commonly
hel d prejudices. Peopl e don't make mutually supportive relation-
ships with those they see as appropriately belonging to the other
worl d of 24 hour clienthood. In modern times, before there were
specialized institutions there were almshouses and jails. Af ter
the ment al retardation service system left the lives of some
mildly and moderately handicapped peopl e, they found themsel ves
in such atypi cal settings as nursing homes, st ate ment al
hospitals, and jails (Haywood, 1981). Trying to "put it back the
way it was before there were services" offers room for much
conversation and little action.

The way to |live with the managerial dilemma may be to | earn
through it. Exploring in action what it means to want what can't
be manufactured increases understanding of the real limits of
professionalized service and the real possibilities of enabling
mutual |y supportive human action. Personal knowl edge of peopl e
whose deficiencies don't di sappear in the face of our best

efforts clarifies the meaning and opportunities for service.
Thi nking deeply about the seldom chall enged assumptions t hat
shape the present can give us a better way to face the future

(see Mi nneapolis Citizen's League, 1984). Such | earning
chall enges us to revise our mental maps to allow more room for
ignorance, uncertainty, error, and paradox. Negotiating these
revisions increases stress, conflict, and opportunity (McCaskey,
1982).
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Learning Our Way Through

W thin trends measur ed in billions of dollars of public
expenditure, tens - thousands of people with mental retardation.
and thousands of service programs, there are many small patterns
of significant change. The i mportance of these changes does not
lie in the numbers of people they effect but in the issues t hey
define and the possibilities they create. If they are influential
it wi |l not be because they have discovered the answers but

because they have changed the ways to put the questions.

Two Kinds of Change

Human service organi zations can be said to change in t wo
di stinct ways. One kind of change (first order change) happens
wi t hin a system without changing the system s basic structure,
assumptions. and val ues. A program that improves its efficiency
in using staff time to achieve its defined mission is changi ng
this way. Peopl e detect and correct errors defined by exi sting
val ues. They | earn how to do the same thing better. The ot her

ki nd of change (second order change) changes the system' s struc-
ture, assumptions, and values. A program that changes its mission

and design based on a new appreciation of people's possibilities
is changi ng in this way. Peopl e not only change how they do
t hings, they change what they attend to and how they eval uate
situations. They learn how to do new things. (See Schon, 1983:
Sei dman, 1984). Finding a faster, weasier way to dig the hole you
are standing in is a first order change. Reconsi dering where or

whether to dig is a second order change.

Not e that the distinction between these types of change is
not the size or the planfuless of the change or the quality of
the out come but its nature. First order changes - —such as the
Uni ted States' continuing rebuilding of its institutional Sys-
tem— can be extensively planned, very |large and consume massive
amount s of money. Second order changes - i ke Jean Vani er's
decision to share his |ife with two handi capped men, which led to
in the development of the L'Arche movement — can be very smal |
and unpl anned, especially at inception. One kind of change isn't
necessarily better than the other. First order changes can pro-
duce many benefits and second order changes can |ead to di sas-
ters. Second order change doesn't create a problem free environ-
ment SO much as it reorganizes the kinds of probl ems people

attend to.



Ackof f (1974) observes. "The failures of society and its
institutions derive more from their failure to face the right
probl ems t han from their failure to solve the probl ems t hey
face." The management dilemma creates a context that <calls for wus
to face new problems. Actions based on more of the same or trying
to move things back to a desirable past are unlikely to be satis-

fying. We will consider three examples of second order changes.
None is the answer to all our questions. Each represents an
illuminating shift in a common pattern of assumpti ons about

service to people with mental retardation.

Where Do We Look for Security?

Re-orienting Service to Children and Families

For many years in Kingston. Ont ari o. li ke most places in
North America, children whose situation is described with terms
li ke "medically fragile" and "severly. mul tiply handi capped”
either lived with their families or lived in an institution. By
t981. The Ki ngston and District Association for the Ment al |y
Ret arded (KDAMR) had created another choice in the form of t wo

group homes which each had room for five children who were insti-
tutionalized because of their complex needs. Setting up the homes

to provide a good program for the children. i nsure parent al
support for their son or daughter's move out of the institution,
and gain the necessary sanctions and funding was a major accom-
plishment. The homes operated successfully until November, 1982

when most of KDAMR's empl oyees began a strike which |asted seven
mont hs.

This emergency became the occasion for intense |earning for

the children and their families and KDAMR st aff. Each child went
home with a family for the duration of the strike: five rejoined
their natural families and five lived with other families. It was
a time of worry and stress. It was also a fluid time. 1In coopera-
tion with the Provincial Ministry of Community and Soci al Ser -
vices, per—diem funds which had been frozen into buildings and
routine staffing flowed into new supports. Two supervisors and
three (later six) staff assisted families at home and recruited
nei ghbors to hel p. The two supervisors also shared their own

homes with two of the children.

When the strike was over, some of the children's parents
wanted to continue to develop a new kind of famly life. Previous
arrangements faced families with a hard boundary: a child is
either in residential care, perhaps with occasional visits home
and parent participation in some decisions, or at home, perhaps
wi th occasional respite and other family support services. Res -
identi al care promi sed security at the cost of separating
families and children. Though different from the institution in
many ways, KDAMR's group homes provided "more of the same" along

this critical di mension.



The strike threatened the promi se of security and offered a
different way to be a famly. Families can have an integrity that
includes bot h the central place in raising their children and

participation in intensive, flexible relationships that offer a
vari ety of supports. Li ke other famly forms that don't fit
wi t hin the boundaries of "mother and father and two children in
one house" it's hard to find words for what those who | ear ned
t hrough the KDAMR strike have come to want. Li ke other service
forms that don't fit the pattern of "this per-diem for that bed
to meet those determined needs" its challenging to find ways to

provide resources for and manage necessary assistance.

Five children returned to live in one of the group homes.
Five children and their families joined three full time and four
part time staff whose stated mission is "to provide as much

support as needed to Angela, Matthew, Greg, Gary, and Mi chael, so
t hat they can be with their families as much as possible." As of
February 1984, Angela l|lives in what used to be the group home and
spends most weekends with her family. The other children live
wi t h their families. Staff share responsibility with the chil -
drens parents for varying amounts of practical assi stance, i n-
struction, care for both handicapped and non-handicapped chil -

dren, and support for friendships with non—handicapped peers.

Ef forts to transform the Mowat Sreet group home aren't fol-
| owi ng a blueprint. Devel opment foll ows it's participants
| earning the application of basic principles, including t hese
three comm ttments (from KDAMR, 1984):

s Parents who have had to dis-integrate their families
(send a child to an institution), shoul d be able to
experiment with bringing their child home, with support,
and wi t hout burning the bridge of the group home t hey
left behind.

& Above all else, children should not have to choose bet-
ween receiving the special assistance and teaching t hat
their handicap requires; and the love, affection, per -
sonal security and opportunities that family I|life offers.

& Support and assistance must be flexible to respond to

changi ng family circumstances and requirements.
Flexibility is the ability to instantly shift bet ween
nat ur al famly Ilife, associate famly |ife, and group
home |ife without discontinuity of relationships.



In reflection on the changes
the differences between past

some of
thi s:

TREATHENT WORLDVIEW

Fillmore (1984),
and present efforts |like

MOWAT WORLDVIEW

What’s the
problem?

—Child’s handicap:
medical fragility.

—Farental inability.

~Discrmination.
—l_ack of supports.

~Consequent in-
ability to cope.

Where is the
problem?

———

-In the child.

-In the family.

~In environment.

-

What is the
solution?

—Classify.
~-Flace in special
environment.

Support as needed
to help families
stay together.

Who is in
charge?

-Professionals

—Familes with help
from support staff.

—e -— e

This ampunts to a new perspective on people and service (see
DeJong, 1979) which is shared by a growi ng nunber of fanmilies and
the organi zation that
is focused by personal
response to an energency gives a different
security and
isn't represented only by a building but
peopl e who earn trust by their actions.
to take the risk that

a growng

chi |l dr en. Ef fort
action. Thei r

the desire

of

appropriate

this apparently fragile arrangenment

serves them and their
know edge and flexible,

formto

assi stance: security

by a growi ng network of
seens reasonable now
may be

stronger in the long run than bricks and nortar.

Whet her

the ability of
support,
service system to invest

for famly,
the |larger

wi t hout destroying

local initiative.

1

the benefits are worth the risk depends partly
the people who are directly
and service and partly on the capacity
resources flexibly,

| ear ni ng new meani ngs

summari zed



What's My Job?
Redirecting an Agency

Per haps the most common image of a community residence for

people with mental retardation is of a group home. There are
debates about who can be suitably housed in a group home, how
they might best be financed, who should sponsor and staff them,
how | arge or small they should be, and where they shoul d be

| ocated. But wunderlying these important differences in policy and
practice are some common assumptions.

» An agency acquires and manages the building.
« Staff are employed by the agency.

= Housing is of fered along with other services such as
instruction, supervision, and personal assistance in a
tightly connected package: the residential program It is
not usually possible for a person to refuse services and
retain tennancy. Someti mes program regul ati ons call for
eviction from a residence if a person stops attending a
day service.

@« Usually the person with mental retardation contributes
only a smal | part to the program s costs from
di scretionary income. Most program costs are paid by a

third party who may bundle several funding sources toget-
her to make up a daily rate per person.

® Rei mbursement rates are often justified by a scheme for
determining a person's "level of Cneed for care". Thi s
frequently results in grouping people with simlar needs
in the same place and paying more to serve people who are

|l ess able. It creates the expectation successful programs
wi || decrease people's need for care and that they wi |l
move to new, |l ess costly, arrangements as their assessed

|l evel of need changes.

« People often assume that different types  of buil dings
match different degrees of handicaps.. The most able people
live in apartments. The | east able people live in congre-
gate health care facilities. The people in between belong
in group homes.

« People are "admi tted" to a "bed" as "residents" or
"clients" and receive "residential care" or "active treat-
ment " or "programmi ng". At the conclusion of their stay
t hey are "di scharged" or "demitted" or "graduated" or

"referred or transferred to a more appropriate program

i1



» An agency. not the people in residence, holds the proper-
ty's |l ease, mort gage, or title and owns most of the
furni shi ngs.

In a sense. people with mental retardation are guests in someone
else's home. guests whose role is to cooperate with the host's
program of care and treatment. Adults who need extra assistance
and want their own homes face a difficult choice: Ei ther be in a,
program and have help or be out of a program with very limted,

assi stance.

These" assumptions are expressed in organizational mi ssi on
statements |ike these:
"The ultimate aim of this, program shall be to foster
those behaviors that maximize the human qualities of
the resident, increase the complexity of hi-s behavior,
and enhance hi s ability to to cope wi t h the
residenti al environment."
"Thi s agency will be a provider of sheltered l'iving
and training in basic Iliving skills for persons wi th
a history and who have' a high potential for completely
independent living."

A growing number of "agencies are challenging these assumptions in
practice. Thi s mi ssi on statement captures some of the
differences from the typical pattern.

"The mi ssion of Options in Community Living is to
provide support and coordinate services to enabl e
adults with devel opment al disabilities to live on
their own in small, integrated community settings. The
agency works with people to heko them make their own
choices and reach their own goal s, wi t h support

avail able as often and for as long as it is needed."

I n 1978 Community Living, an agency which oper at ed group
homes for a t ot al of forty to fifty peopl e wi th ment al
retardation in Yakima, Washington, turned a routine problem into
an opportunity for basic change. A number of serious problems in
the physical pl ant seemed to call for costly repairs. The
agency's |l eadership redefined the situation from "how to fix wup
our buil dings" to "how to use our staff resources to help people
have a more self-sufficient I|ife in their own apartments."”

Thi s fundamental change required a renegotiation of basic
agreements with residents, a number of active parents, staff, and
the state Division of Developmental Disabilities. Concerns for
people's safety and comfort and a desire to i nvol ve residents
mor e in decision making guided the |ocation of affordable apar-

t ments the definition of new staff roles and schedul es and the
focus of resident training during the relatively brief transition
per i od.

-



Those involved remember the months of transition as a time
of hope and anxiety. There were high expectations and a great
deal of wuncertainty. The residents, most of whom are described as
moder atel y mentally retarded, were accustomed to a |arge group
setting with continuous staff presence. Maki ng the transition
within the existing budget meant that though there would be staff
contact every morning and evening, most people would not be with
staff overnight.

These uncertainties | ed to careful t hi nki ng about each
i ndi vidual and each pair of roommates and the invention of a
number of aides and routines to insure safety. Staff were readily
avail abl e on call at all times and slept on people's couches as
necessary. The five people who experienced the most difficulty
with self direction moved into a staffed house together. All the
rest sucessfully made the transition which one person described
l'ike this, " was a resident for a long time. | t hought I'd
al ways be. But now I'm a tenant. W have our own place. Some ways
it's harder but | Ilike it better."”

One day al | of the people served by Communi ty Li ving
"needed" to live in a group home. The next day they did not. The
first move toward change was made by the agency and its staff.
Reor gani zi ng their resources around new assumptions created dif-
ferent opportunities. Commi ttment to the idea that people should
have the support they need to live in their own homes set off a
new process of |earning for everyone.

Some  of the effects of change are evident in st aff rol e
di fferences.

Bef ore the change staff spent al most all of their time
supervising and doi ng things for groups of people within the
homes and doing housework. There were well established routines
and close oversight by supervisors. Group outings were common
but , except for taking people to appointments. it was very rare
for staff to go anywhere with one or two residents. Residents had
i ndi vi dual pl ans but movement toward independence was rare even
for those who were "ready" because there were no avail able prog-
rams. Al | residents had training objectves but there was only
time to implement a few teaching programs.

In the period immediately after the change staff spent muc h
more time problem solving with tennants and teaching skills which
are functional in their homes. Wth some people, staff monitored
and supervised, and assisted with daily living tasks. Most people
needed assistance in learning their way to day programs, expl o-
ring mor e individualized | eisure activities, and using | ocal
service provi ders. A great deal of effort went into hel pi ng
peopl e find their way around their own neighborhood and meet at
| east one or two of their neighbors- Individual goals are defined
mor e by people's response to real situations and | ess by

checklists and tests. Staff assumed greater responsibilites be—
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came much more self-directed, organi zing their own schedul es and
devel oping ways to deal with novel situations.

As time has passed. most people have grown comfortable and
competent in their homes and their neighborhoods. And new issues
have emerged. St af f are concerned with how to better support,
tennant choices, especially in situations which involve some risk,
and di sagreement between tennants and staff. They are seeking a
better bal ance between teaching new skills, providing support,
and letting people get on with their lives. They want to increase

the continuity of people's relationships and deal <constructively
with the fact that a number.of people have very few relationships
wi t h non- handi capped people other than staff. They want better
wor ki ng conditions including adequate pay for their considerable
responsibi lities.

The reorgani zation of Community Living has been possi bl e
because the agency's | eadership has been open to taking on new

probl ems. They have overcome bureaucratic prejudices agai nst
uncertainty and error and thereby opened the way for new
| earning. There has been much negotiation wi th funders and

regulators to maintain the resources for continued devel opment

The | arger system has been responsive to the initiative of
Community Living and other agencies seeking to provide a new form
of service. The Di vi sion of Devel opment al Di sabilities has
created a rapidly growing program category called Tennant Sup-
port to fund and regulate the growing number of programs commit-
ted to assisting people to live in their own houses and apar -
tments (Co>:, Drake, &c Johnson, 1983). Though there are conten-
tious i ssues between providers and their funders, Washi ngton's
Tennant Support program is a good example a how a | arge system

can promote innovation.

Finding a New Base for Assistance
A Redesign

The Prairie Housi ng Co- Operative ( PHC) in W nni peg,
Mani toba, was founded in 1983 to develop new social roles and new
personal relationships while providing its handicapped and non-
handi capped members with affordable, congeni al housing which is
cooperatively owned. Though PHC was founded by peopl e wi th
personal concern for people with devlopmental special needs, it

is not a human service but a cooperative based on traditional
principles of mutual ownership, mutual effort and support

As of April 1984, PHC has purchased ei ghteen units of
housing in five separate neighborhoods. The cooperative provides
housing for fifty-seven people (including children). Ten members
have handi caps; most of the handicapped adults have previously

lived in institutions and community residenti al services.



PHC is organi zed on a neighborhood basis. Each nei ghborhood
i ncludes several households which share Co—Eperative menbership
and a common concern to provide a circle of wunpaid, neighborly
support to one or a small nunber of nembers wth disabilities.
PHC does not provide any paid service or support to any of its
menbers. Menbers who need assistance beyond that given by their
circle of neighbors and friends use other comunity services.

PHC s econonic base is the provision of Canada's National
Housi ng Act which provides housing cooperatives the nmeans to get
very low interest loans and.allows a rent subsidy for |ow incone

nmenbers.

The work of PHC s founders is a leading exanple of the
process of redesign. Rat her than work within the context of
existing service forns to create practices which disclose new
assunptions, they have carefully planned and nurtured the devel o-
prrent of a new context for relationships and action.

By design, PHC offers people with handi caps new, positive
soci al roles. They are not the clients of their homes but
cooperative owners of them The co-operative formof ownership
has a long, positive tradition in Manitoba; it isn't just for
people wth handi caps. Menbers with handi caps participate in
deci sion maki ng through general neetings and seats on the govet—
ning board. They have opportunities to give and receive personal
support ampong a circle of neighbors

As an organi zation PHC faces the dilemmas of early success.
For instance, peopl e want PHC housing for themselves and their
handi capped friends and famly nmenbers. But the co-operative nust
stay small to preserve its values. It's nenbers are struggling to
decide how nuch they can grow and at what rate. There are no
clear mps to chart a certain course through these questions.
Menbers have an inportant opportunity to keep |earning together

PHC menbers face nmany human difficulties. Living out
personal concern for one another can be a joyful experience. It
can also be tiring, sad, confusing, and anger provoking. But the
nature of their relationships with one another transforns the
managenent dilemma. Menbers don't face the problenms of clienthood
among thensel ves.



Toward a Way to Change
Refl ections on The Examples

One i mage of the way to change assigns initiative to the
peopl e at top of the system. In consulation with experts they
design a policy and embody it in a law or a regulation or a court
order, often they invest in creating and documenting model prog-
rams, they find the resources and the authority to i mpl ement
change, they insure the provision of technical assistance, t hey
moni tor performance, eval uate outcomes and revise. None of the
three examples of important change that we have just consi dered
devel oped according to this image. But each seems to have made
some room for an increased sense of community. There are some

hints of another image to promote constructive change among'their
common features:

=« Fach is small and vulnerable to being dismissed as nice
but insignificant in light of the magnitude of the prob-
lems we face.

&« Each is new and changing. None has proven that it can
mai nt ai n its unique values beyond the exciting moment of
i nvent i on.

® Fach is the result of |local action by a group of | eaders
who share a common vision of what would be desirable for
people with handicaps and their communities. These are not
the stories of heroic lone rangers but of smal | groups
that work together to make change.

® The basi s of each group's vision is the principle of

normalization (Wl fensberger & Glenn, 1975) together with
commi t ment to finding the meaning of these principles in
the lives of specific people with handicaps- Each change

is to bring about new relationships, choices, and compete-
ncies for unique people.

® Each change questions common assumptions and measures of

performance. It may implement a system s goals --say for
services that restrict people as little as possi bl e— but
it does so in a way that is unlikely to be captured by
routine monitoring and reporting mechani sms. I ndeed, this
sort of change is an irritant to established procedures
for insuring accountability.

= There is strong initiative in each situation. Ordinary
probl ems are re—framed to <create the occasion for
fundamental change. The | eadership group is active in re-
negotiating the terms within which it works to protect and
expand the changes they want to make. None of the peopl e

in these examples are waiting for direction or permission
from above.



a The people who are |eading these changes have a claim on

the systems they work within. In each situation at | east
some of the | eaders have been successful at the routine
work of their system In all of the examples the quality

i f not the continued existence of the change depends on
the larger system accommodating to the change.

w None of these changes claims to be a blueprint for | arge
scale or a model program for replication. But people in
each situation are confident that others can | earn from

their experience and actively seek the chance to share
their discoveries.

@« Some of the |eaders in each situation have strong ties to
a network of people working toward similar changes in
ot her pl aces.

w leaders in each situation have an acute sense of the risks
t hey are asking people with mental retardation to take.
They are less likely to try to reduce risk through pre-
pl anned procedures than through increasing awareness and
engagement with problems as they devel op.

Some Concluding Thoughts
for Us as Policy Makers

Anal ysi s of the kind of change that seems to enhance the
sense of community offers policy makers four bits of advice for

reflection. Thi s advice is intended those who govern agenci es,
and |l ocal, county, state, and federal I|evels of government. This
seems as necessary as it is presumptuous since all of the systems
governors are met as constraints or assistants to many

significant devel opments.

First, there is no substitute for personal knowl edge of
peopl e with handicaps. The most critical issues in di scovering
community are better and more easily understood in the context of
a personal, neighborly relationship with people and families that
live with handi caps t han from expert testi mony or l'ibrary
research. Community can't be done at a distance. Those who are
engaged in building community are personally involved. Those who

are di st ant don't know what can be done no matter how much
val uable information they may have about constraints on action.

Second, there are many illum nating smal | exampl es of
respect for the sense of community in practice. Expert advi sers
and model builders should search for them and learn from them
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Third, it may be more important to remove disincentives to
promoting the sense of community than to try to order its
creation. Some disincentives to community can be identified: !

® Segregation destroys the web of personal relationships
that are community. It should be possible to decrease the
rate of investment in segregated settings over time. It is

i mmedi ately possi bl e for each of wus to expand our own
relationships to include some people who are vulnerable to

exile.

w Policies that encourage hoarding of information, tools and
skills need to be re-eval uat ed. The frequent | egal
insistence on professional credentials and procedures as
necessary for maki ng i mportant judgements is
counterproductive. Personal, not professional knowl edge,

is the foundation of community.

® There are power f ul incentives to concentration of
aut hority, which undermi nes the personal action necessary
for community. Instruments for funding and insuring the
accountability of expenditures need careful examination to
identify and neutralize preverse incentives. We can
struggl e Il ocally to invent ways to limit the har mf ul
effects of these incentives. Per haps we can find ways to
design them out, as the founders of the Prarie Housi ng

Cooperative have done.

Fourth, it is worthwhile to make room for change. Thi s means
recogni zing and accommodating to the positive changes t hat do
arise and resisting the pressure to trap their inventors in the
management dilemma ("This is wonderful. Can you deliver 500 just
like it in Los Angeles next Wednesday?")

Li ke all advice, this is more fun to give than to take

Concl usion

Community is precious. W can |earn much about its fragility
and its strength from taking care to understand the lives of
people with mental retardation. We can promote the sense of
community if we develop the competence to overcome our habits of
segregation, professional ization, and bureaucratization on even
the smal | est scal e. Di scovering community means testing the
everyday assumptions of the service world through action and

reflection.



Ref er ences

1. CA B. Warren. New Forns of Social Control: the Mth of
Dei nstitutionalization- American Behavioral Scientist, 24:6, 724-

740. Jul y/ August 1981.

2. S. Bercovici. Barriers to Normalization: The Restrictive
Managenent of Retarded Persons. Baltinore: University Park Press.

198. 3.

3. D. Goode. Who is Bobby? In G Kielhofner. Health Through
Occupation. Philadel phia: F. A Davis. 1983, pp. 237-254.

4. S. Landesman—bwyer. Residential Environnments and the Soci al
Behavi or of Hpdi capped Individuals. M Lewi s, ed. Beyond the

Dvad. New York: Plenum 1984 pp. 298-322.

5. W Shadish. Lessons fromthe Inplenentation of Deinstitutiona-
lization. Anmerican Psychol ogist. 39:7. 725-738 1984.

6. United States' Senate. Hearing before the Subconmittee on
Health on Community and Fami |y Living Arendments of 1983. 27

February 1984.

7. People First of Sacrenento. Surviving the System Sacrenento:
California Council on Devel opnmental Disabilities, 1984.

8. S. Sarason. The Psychol ogi cal Sense of Comrunity: Prospects
for a Coomunity Psychol ogy. San Franci sco: Jossey Bass, 1974.

9. B. HIll. L. Rotegard and R Bruininks. The Quality of Life of
mentally Retarded People in residemtial Care. Social Wrk. 275-

281. Mav/June. 1984.

10. R Flynn. Assessing the Effectiveness of Deinstitutionaliza-
tion. Otawa: Canadi an Council on Social Devel opment. 1984.

11. |I. Illich. Toward a History of Need. New York:Bantam 1978.

12. J. McKnight. Professionalized Service and Disabling Help. |I.
Illich. ed. Disabling Professions. London: M Boyers, 1977. pp.

69-91.

13. N. Christie. Conflicts as Property. British Journal of
Crimnology. 17:1. 1-15. 1977.

14. J. Vanier. Comrunity and Gowth. Toronto: Giffin House, 1982.

15. T. Bellany, et al. Mntal retardation Progranms in Sheltered
Wor kshops and Day Activity Prograns: consuner Qutcones and Policy
Alternatives. Paper presented at the National Working Conference
on Vocational services. Mdison. Wsconsin. March. 1982.



