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Material from the discus-

sion is between the lines
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Discussion reports in the Perspectives on Community Building series sum-
marls group meetings on Issues that concern thous who are working to
Increase the presence and participation ot people with developmental
disabilities In the neighborhoods, workplaces, schools, and asIociations
that constitute community life. Meetings Include people with different
Interests and points of view: people with developmental disabUities,
family members, people who provIde and manage seMces, people
who make policy and manage service systems, and others who work
for stronger, more inclusive communities.

Discussion focuses on deepening understanding of an important theme
and creating options for action rather than on making specific plans
and decisions, lhe process emphasizes exploration of different perspec-
tives on complex situations rather than defining consensus positions. So
points in the summary may conflict with ono another. Neither the
editors nor ail partictpans necessarily agree with each point and the
summary does not represent an official position of the group that
sponsored the meeting.

Discussions usually happen as events in the context of change efforts;
sponsors often schedule them as retreats, search conferences, or re-
flection days. Participants typically know at least some other people at
the meeting, and some participants get involved In planning and fol-
lowing up the meeting.

A facilitator and recorder guide the group's work: negotiating an
agenda and discussion groundrules, managing the group process, and
recording and summarizing the discussion:The recorder wepares and
circulates a written summary from large graphic displays and audio-
tapes made during the meeting. The summary preserves participant's
own words and images and organizes their contributions around
themes Identified during the discussion. The Perspectives paper is
edited from the meeting summary, from participant's comments on the
summary, and selections of other materials shared by people presont.
The editor's introduction and comments are not reviewed by partici-
pants.

Preparation of this chapter was supported through a subcontract from The
Center on Human Policy. Swocuse Unlyealty fOr the Research & Training Center
on Community Wing. The Research & Training Center on Community living Is
supported through a cooperattve agreement (Number H133138C048) between
the National institute on Disability & Rehohilltation Research (N1DRR) and the
unlyersily of Minnesota institute on Community Integration. Members of the
Center are encouraged to express their opinions; these do not necessarily
represent the official position of NIDRR,



The discussion summarized here took place at the Mutual Retreat sponsored by the
Pennsylvania Developmental Disabilities Planning Council on 1143 November 1988 in
Harrisburg. Members of Speaking for Ourselves (a self-advocacy group), activists with
physical disabilities, advocates who are family members, disability rights attorneys,
people living in intentional community, and people who provide services and manage
service systems joined council members to explore options for increasing the security of
people with disabilities.

Thanks

To participants in the retreat for their sustained and thoughtful discussion and their
willingness to listen to people with differentpoints of view on a complex and difficult
issue.

Special thanks to the retreat planning committee Mark Friedman, Harry Guise,
Jerome Iannuzzi, and David Schwartz who risked the discomfort of an open-ended
agenda; to those who prepared reflections on the conference theme Steve Eidelman,
Lucy Hackney, Roland Johnson, lllene Shane, Rud Turnbull, and Helen Zippertin for
modeling openness, self-criticism, and careful thinldng about their deep concerns; and to
Chris Barton for setting the whole discussion to music.

Throughout this paper are excerpts from a manuscript, "What really keeps people
with disabilities safe in society?" prepared by David Schwartz in September 1988 and
selections from materials sent to participants before the meeting.
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To increase safety:
Strengthen community.
Improve needed assistance.

"It should be a sobering
reminder to us that, when
the pioneers in our field
undertook their task,
despite the greatest good
will and thoughtful delib-
eration they led to the de-
velopment of modern in-
stitutional settings. In 1.
offering enormous bene-
fitt, their work led to loss
of everything important to
their beneficiaries."

Burton. Blatt

The Question

The question What can we count on to make and keep
people safe? frames an important perspective on the con-
tinuing work of building communities that offer people with
developmental disabilities full and dignified lives. It arises
from a realization of the vulnerability to neglect, abuse, and
mistreatment risked by people who require substantial,
long-term assistance to take and keep their rightful place as
citizens. It is shaped by a sober recognition of the shortcom-
ings of unregulated relationships between people with
disabilities and their caretakers and the limitations and
ironic effects of systematic efforts to keep people safe
through professional, bureaucratic methods. Left to their
own devices, a frightening number of care providers act
inhumanly. But increasing investments in formal means to
regulate these relationships don't proportionally increase
confidence in people's safety. Indeed formal systems seem to
weaken the spirit of commitment necessary for caring rela-
tionships to thrive. Discussion is animated by acknowledge-
ment of the desirability imd necessity of action to iricrease
people's safety by both strengthening the ties of community
and making necessary assistance more relevant and effec-
tive.

As the note on the next page shows, efforts to ensure the
safety of people who rely on services have an instructive
history. Many of today's approaches to improving quality
through policy, training, hands-on management, and exter-
nal monitoring would be familiar to nineteenth century
asylum keepers. Then, as now, their insufficiency raises a
txoubling issue. Can it be that the very design of well man-
aged settings that meet every need frustrates our attempts
to embody our good intentions? Could it be that the commu-
nity services we have carefully developed share too many
characteristics with earlier, now discredited approaches?
And if so, must people with developmental disabilities ac-
cept the built in limits of total environments as the best
available compromise in a dangerous world? What strate-
gies offer ways to constructively engage these questions?

6



Quality Assurance in the Asylum
David B. Schwartz

The Willard Asylum for the Chronically Insane was founded in response to a
social outcry over the mistreatment of "the insane in county jails and alms-
house. in the nineteenth century. Dedicatad stairand trustees worked unceas-
ingly to better their condition. Yet barely wars the opening celsbntions over
than Willard found that it was not itself immune to the pemistent problems of
abuse and neglect It must have come as a discouraging shock to the idealistic
founders.

The institutional planners were not naive. Practices to
'Before closing the doors for the night, maintain the quality dean were built in from the beginning.
attendants must lee that the Patients Designed following the popular 'Kirkbride plan," the asylumare comfortably in bed; and it is esp.- WAS built in two swinge centered by the residen ce for thecially enjoined that they oar gentle and medical superintendent and his family. Knowing that thepatient usistance to the feeble and aged,
and leave, all with a ldnd vood night." most excited patients were most likely to precipitate mis-

treatment from staff, it was apparently the practice at Willardauks for attersdants, Milord 1669
to place the ward for that class in the building complexjoined

to the superintendent's apartments. It was easy to tour the wart S unexpectedly.
The Board of Trustees were no less vigilant; in their bylaws they entered the re-
quirement that the facility be visited by a board member weekly. Yet despite
these and other monitoring mechanisms, cases of abuse must have begun to
occur. The first public sign of this came in an annual report to the legislature
only six years after opening. In it an "experimene was noted in which a "gentle-
man* of the vicinity had been engaged to tour the male wards daily and to report
on the °demeanor of attendants toward patients," so that he :tight °provide a
wholesome restraint' upon the behavior of attendants.

"even if institu-
tions were put in
the best working
order, they would
be intrinsically
abusive at their
best and their best
would be virtually
impossible to
sustain."

One must assume that this particular solution proved insufficient, for ely
four years later resort was made to pmposing a far more severe remedy. In that
report the trustees and the administrator together asked the state legislature to
pass a law inaldng it a misdemeanor for an attendant to commit an assault upon
a patient. Notice of the law was to be posted on every ward and in the very
bedrooms of employees. A year later the annual report noted that the greatest
danger to quality of care was still °undue severity" or neglect by attendants.
Defending itself against public criticism in the use of physical restraint, the
superintendent expressed hope that more thorough training for employees might
develop their humanitarian inclinations and thus reduce the frequency to which
restraint was resorted. The success of this approach is not known.

Whether in the garb of the New York state's present Commission on Quality
of Care, the State Lunacy Commission, or that anonymous "gentleman* who
walked the asylum wards a century ego, a lesson may be that the job of the
monitor of quality and human rights is a constant one. It is when society loses
interest in peering over the asylum wall that the fruit of inattention is really
born. But even more importantly, those early asylum idealists had to learn
through their own inevitable failure that, in Andrejs Osolin's words: seven din.
stitutions were put in the best working order, they would be intrinsically abusive
at their best and their best would be virtually impossible to sustain.' What
seemed like the best plan, developed by the best people, had failed to Mfill its
dream. Instead of 'refuge' the word °asylum' would conic in time to be an
ultimate symbol of abandonment and despair.



Concerns that Shaped the Context of the Discussion

The Pennsylvania Developmental Disabilities Planning
Councirs retreat planning committee expresses the history of
the question in its invitation to a meeting to follow.up on the
retreat summarized in this report.

The struggle to improve the lives of citizens of Pennsylvania with developmental disabilities has been a
long and difficult one. Each stop of progress: to gain admission of children with disabilities to school, to
free people from lif. in institutions, to support peoplo In their own oommunities, has etas only u the
result of unceasing work by many committedpeople.

"
While gains have often been iiiudratingly Slow and there a* always may wars swam to be met, there

hu may been a emu of prey= being made. i'eople with moat disabillus .4epecially with mental
retardationunquestionably have much.better III) opportunities than they did thirty years ago... Innova.
tive approaches... (expandl opportunities in new ways only dreamed of a flow years ago, such as adoption
for children with special needs, flexibleand lamily-drivsn' support to rest employment for
people who formerly worked only in sheltered workshops, sad many other anu.

In spite of such progress, however, thea have been a number ofreoent signs diet serious problem. still
remain and that new onee aro appearing. Among these are:

People with mental roardation being returned to institutions from community settings,
Financial and stairing crises in community services.
Reports of children with disabilities not being given full medical attention ill hospitals, and rumors of
newborns with disabilities being allowed to die.

The discovery of high rates of psychotropic drug uss in community programs.
Continuing incidents of abuse and neglect in institutions, and emerging incidents of similar problems
in some community residences.

While the picture is still unclear, disturbing unto of concern about the welfare of people with dis,
abilities seems to be increasingly heard from parents, advocates, government oMcials, and people with
disabilities themselves. Such concerns MI not unique to Pennsylvania, and if underlying problems do
exist it is clear that they have been developing for some time. It is often easy to place blame, but hard to
understand the true dynamics behind the issues involved.

Concern with ensuring security for people with develop-
mental disabilities grows with accomplishment.

I Real progress challenges the devaluing notion that people must
accept and adjust to second class status because of their disability.
But progress has not freed even those people with disabilities it has
reached from heightened risk of abuse, neglect, and mistreatment.

Pony years of vigorous advocacy has shown both the promise and
the limits of legislation and litigation. Landmark decisions estab-
lish the right to education and =ate the opportunity for some
people to live outside insdrutions. However, the complex systems
that embody these intentions accumulate problems so serious that
sot= observers fear they are close to breakdown Others note that
solutions become barriers as, for example, they recognize the un-
intended segregating effects of the current special education sys-
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tem. And the tools for resolving conflict don't always work swiftly
or reliably.

As the services have grown ' -rger and more complex, the spirit of
reform that shaped the coo :1.unity services system in its early
years seems to have give ,ay to more routine formal relation-
ships. State agencies have invested substantially in regulations and
enforcement mechanisms; provider agencies have invested sub-
stantially in compliance. This pattern of regulation and compliance
provides a means of responding to undesirable situations, but it
does not work to build better quality srvicesas Steve Eidelman,
Deputy Secretary of Public Welfare for Mental Retardation notes,

The Pennsylvania community mental mtardation service delivery oystem is extremely diverse
highly decentralized. It is administered by 45 separato local government units in partnership with ovdr
300 private agencies urving over 43,000 persons annually: .

The 1966 Mental Health and Mental Retardation Act places responsibility to set and enforce standards
with the Department of Public Welfare. Department of Public Welfare regulations establbb minimum
standard* for the provision of various services...

Though basic health, safety, And minimum program elements are maintained by enforcement of' these
requirements, it is commonly acknowledged that enforcement does not constitute the most effective
method to enhance quality in community mental retardation programs...

Advocates, consumers and their families have historically been instrumental in advocating for the
establishment of new and exPanded services and have been vigilant overseers of the provision of services.
The vitality of Pennsylvania's community mental retardation services system depends on the dynamic
interaction between this partnership and an accepting community....
Prom: Dapattuaot of Public Walrus (MU Quality onbancomant. Mental Retwilaiion 3uLiW #0048.06, P. 2. (Emphasis addsd)

Despite the growth of investimem in services, an increasing
number of parents of people with severe disabilities still feel the
urgency of the same basic question that animated the pioneers of
the parent movement for people with mental retardation: What
will insure my child's security when I am no longer able to do so?

11 A small but growing number of people share their lives and some-
times their homes out of a recognition that interdependence
among people with socially visible differences offers the best
hope of security for everyone in a dangerous world. The more
public of these efforts such as Camp Hill Kimberton Hills, the
Orion Communities, and the International Federation of l'Arche
communicate in their daily living together a sense of security and
support for every members' development that impresses even
those who would not choose such a life for themselves. These
settings raise a question about the service system's duty to regu-
late the safety and adequacy of people with disabilities' homes
and workplaces, even if they do not accept public funds from the
service system. And system interest in regulating these living re-
lationships causes deep concern that the pattern of regulation and
compliance will destroy the heart of lifesharing by introducing

9
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distinctions of inequality between "staff' and "clients." Finding
ways for peoplewho are lifesharing and people with system manage-
ment responsibility to learn from one another will strengthen both
efforts,

Some ptople have concluded that the pattern of increasing regula-
tion amounts to using the wrong means to desirable ends. In their
view, appannt improvements in the system make things worse by
undermining the very fabric of conronity relationships essential to
better lives for all people. Moreover, a nsing tide of regulation
drowns the spirit which must animate efforts to overcome injustice
and exclusion.

Responses to the question What ensures security? pro-
vides a helpful complement to discussions about how to im-
prove quality in human service systems. Participants in this
discussion clearly identify that the qualities that offer people
with disabilities security are the same qualities that define a
gocd life: caring relationships, opportimities for participation
and association, and power over the conditions of everyday
life. The perspective offered here highlights some of the limits
and costs of quality assurance systems and describes some of
the other kinds of social change and systems change efforts es-
sential to insuring that people with disabilities have the secu-
rity offered by a good life in community.



Dixced,ion Agench

What role, people vane,
ofsie?

A*04 ffø,.rI cp,-
mode,.
'kale*, for lir-leaping
pstActle`o ceardy.

Opikwee 1eA aeon.

The 'aiscuulon Begins

Wise decisions about how to increase the security of
people with disabilities begin with improved understanding
of the social conditions that increase vulnerability and
careful analysis of the contributions, limits, costs, and con-
ditions for effectiveness of the different types of available in-
struments. Understanding and analysis suggest possibilities
for action.

When concerned people take action without taking time to
clarify their unOerstanding and account the possibilities and
the limits of their tools, they miss opportunities and in-
crease the chances of getting stuck in the unintended conse-
quences of their action.

Clarence Sundram, Chairman of the New York State
Comission on Quality of Care, identifies some of the conse-
quences of acting too quickly on the assumption that more
funding, more regulation, and more professional staff will
create better environments for people.

Several years ago the Commission was conducting a study or the quality of care provided by community
residences serving severely and profoundly mentally retard,ed persons in the New York City area. Many
such residences had been established pursuant to the Willowbrook Consent Judgment and a large number
of them had been converted into fritertnediate care facilities for the mentally retarded in an effort to in-
crease the level of federal fiinding. One of the expected benefits of converting the residences into ICF-MR's
was to enhance the level of clinical staff available to meet the needs of the residents. Yet, as We visited a
number of homes, we were struck by the absence of any evident benefit to the residents ftvm this increase
in staff. It turned out that much of this newly found clinic') staff time was consumed in preparing de-
tailed treatment plans with lonttarm goals and shorteterm objectives, performing a variety of usess-
ments, and filling the clients' records with a battory_of testa and scores and indicators. Many of these
procedures and processes were mule noosseary by medicaid regulations. In HMO, what this sounds like
ill that we went into the Modiosid program to get niore money to hire more clinical staff to ll out the
forms that the Medicaid program requires. What does this do to improve client care? When we commented
on the paucity of direct services by these clinical professional. to fin mentally retarded clients, we were
told that the professionals had too much paperwork to be more involved in actually implementing the
plans they were writing....-

...rnhere seems to be something fundamentally wilting with the devotion of so much high priced and
scarce clinical and professional staff time to the development of treatment plans that no one ha; the time
to implement. For whose benefit ars we doing this?

...(Elffective regulation requires Lie ability to influence internal behavior with organizations to produce
desired outcomes. When regulatore do not know how to define the desired outcomes, their strategy often is
to take complex problems and break them down into smaller sub-problems and focus on developing
detailed regulatory specifications that attempt to control internal behavior of staff without reflection of
the erect of these behaviors on outcomes. Both the regulator and the regulated know that the underlying
problem is not being addressed but rather that elaborate games aro being constructed. If the reguletees
are seen by the regulators ai always trying to find loopholes, then the duty of the 'regulator is to plug up
such loopholes ahead *films. This leads to miriade of specifications, since regulate/pa are innovative in
finding loopholes. As monis a pile of specifications becomes high, the regulatess can mount their attack;
namely, that they are swamped with reguletions and specifications and paperwork. The regulators iA turn
will insist that they have no alternative. But over-regulation can miss the target in both directions.

from; Regulation - Have weal gone mad? Ctisty of at% Sopirib*Cticow, 1067, p. S.
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Soo paps CM 5. This diagram below summizes discussion of the sources of
people's vulnerability. It suggests important considerations
for those who want to make people more secure:

No single path leads to greater security. Positive action can
and should address each condition. Different concerned
people may be drawn to work on different conditions; none
can claim dominance.

Problems in one area will hinder efforts to address another.
For example, efforts to increase people's options for recourse
may be severely limited by the built-in inadequacies of
closed settings.

0 Focus on just one area can make people less secure. For
example, decreasing bureaucratic controls over settings in
which people are isolated and powerless is risky. This cre-
ates dilemmas.

Failure to honor the capacity of people with disabilities to
influence their own destinies underlies these conditions.
Regardless of the focus of work, people with disabilities
themselves should be actively involved in decision making.

What Increases People's Vulnerability?

Low Status, Poverty,
Lack of Power

Being treated as a commodity

Isolation

Being kepi In closed settings

.314

A fir

'")

No. Omd.:

Personal effects of oppression

Not rocogriting abso
*Not Mowing tbisatto do about it
Doomed oxpaigions

that sbuu we's own fault

12
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What Makes People with Developmental Disabilities Vulnerable?

Lack of power

0 People with disabilities share the same vulnerabilities as every-
one else in our society with even less power to deal with them. We
are all vulnerable to unsafe streets, air and waxer pollution, ineffec-
tive transport, and a growing number of other threats right up to
nuclear war.

No one has die power to control all the threats to safety and well
being. But people with disabilities typically have a much smaller
area of power over the environments they live in than the test of
us. At the extreme, some people with disabilities have no time
and place which is their own; they are always under someone
else's supervision and control. Ironically, our best efforts to
insulate people from the thteats of the outside world have isolated
them. To increase ufety we have created places that have closed
in upon themselves and deprived people with disabilities of the
contacts, information, and power they and their families need to
stay as safe as possible. To protect people we have made rules
and tegulations that effectively undermine staff people's ability to
use their common sense. And even all these rules don't guarantee
staff will treat people with common decency.

Some tisk, some suffering, is integral to our common humanity.
It's impossible to defend against it without destroying the fabric
of human life. But without vigilant and vigorous protection,
people with disabilities are far too often neglected and abused.
This is the dilemma we face: How do we collectively protect
people without patronizing them or destroying their opponuni-
ties?

0 There are two ways people with disabilities get hun: actively,
when somebody hurts you; and passively, when something you
really need isn't there or doesn't work. What you need may be just
for you like a special Idnd of brace or it may be something
that benefits lots of people like physically accessible envie n-
menu.

isolation 0 People with disabilities are vulnerable when they are isolated.

1 3



Instjalionaidaton

Opplession& its personal ants

inadequate satlings & equOment

No recourse

*Speaking tar Chmelvss is an
advocacy group whets members
are cr Ism been clients at Us*
mental rstartlattan gavial system
in Pennsylvania.

0 There has been so much talk about deinstitutionalization that some
people might think it was finished. We have to keep everyone aware
of the continuing reality of instinuionalization. Insttutions aren't the
only bad places, but they are bad and they are still there and their
budgets ate still growing. All the people aren't out yet; them are still
12 and 13 year old boys and girls there. And eve*, institution isn't a
state institution. People with disabilities are institutionalized in
private facilities and nursing homes and jails.

0 Some people with disabilities are abused or neglected and think they
deserve no better. People with disabilities are safer when they blow
for themselves what abuse is and what to do about it. This means
more than just information; it means helping people sort out their
expectations, taking responsibility for what they can do, and learning
to deal with the anger and depression that arise nom being oppressed.

Groups like Speaking for Ourselves* can help many people with
disabilitia get a sense of what they deserve and support them to get
it. Patents of children with disabilities also need group and organ-
izational support.

Access to other people with disabilities who have an effective sen.se
of outrage and who can be models of how to live well with disabil-
ity have been very important to many people.

Ways to get people who otherwise wouldn't know people with
disabilities, like Citizen Advocacy, help, especially when a person's
disability makes it hard for the person to speak for him or her self or
when a person is very isolated.

Sometimes people need a good lawyer.

O Some people are in places that are physically unsafe.

O Lots of ramps and curb cuts aren't well made.

0 Some people either lack equipment they need or have equipment
that isn't safe, This can be easy to see as when a person's wheel-
chair looks rickety. Or it can be harder to spot as when a person
isn't positioned right in a wheelchair that looks OK.

O People are more vulnerable when there are no effeczive means of
recourse.

Some people with disabilities never see anyone but the people who
perpetrate abuse. The supervisors and professionals and monitors
who are supposed to check rely on reports and papers and walk

-10
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No one 13 shwa the porson's uk why
things aren't bow

through inspections instead of really corning to see, sharing the
food, spending the night.

* Things get worse if there is no one to notice when something isn't
working, no one to ask "Why?", no one to figure out what are the
right questions to ask, no one to see things from the pezson's
point of view and try to know how it feels. But it's hard to know
how things feel when you only have forms and check lists.

No rsel altomeMs If there are no real alternatives fot a person, procedures for re-
course can't work very well. If someone needs another place to
live and that other place isn't available, an appeals process can
just be hollow.

Problems with servica staff ri In addition to outright dehumanization, abuse or neglect, many
people with disabilities depend on staff people who just don't do
their jobs very well.

Many staff don't seem to understand people with disabilities as
people. Maybe this is made worse by trying to improve service by
reducing what it takes to care for a whole person into a list of
rules and procedures and teams.

Disrespect lack of km6842,109 Many staff are not respectful of the people they look after. They
act as if people with disabilities should be grateful and coopera-
tive with anything that gets done. Maybe this reflects social
values that assign people with disabilities to second class status.

Ignoring capacities Many staff don't pay attention to people's abilities; they just focus
on deficiencies. Maybe this reflects social values on verbal intel-
lectual skills and physical ability that overshadow the contribu-
dons of people who are not obviously smart or typically Wiled.

ltht of =perms effort Among fvelpere Many times the staff people who need to cooperate in order to do
a good job can't get it together. They may have meetings between
the day and resWential staff or between parents and school, but
the meetings don't always molt in collaborative work on what's
best for the penon. Maybe this reflects a social myth of self-suffi-
ciency and individualism that makes people who obviously need
others to cooperate seem threatening.

Disconnection from a:Immunity Many times staff people talk about integration without seeming to
blow much about where the mainstream really is or how, in a
practical way, to help people with disabilities be more a part of
things. Maybe this mirrors the lack of social consensus on the
inclusion of people with disabilities. Maybe it also mflects social
confusion about what it means for anyone to be an active citizen
in our complex, conflict ridden world.

1 5



Problems find% a Maxi
between neglect 4 overprotection

0 It is very hard to get the right balance of protection for people. On
one side lies denial of the person's disability and a lack of necessary
support and supervision. On the other side lies a level of excess
protection that overshadows opportunities to grow mat responsible
for self and participate in life. The more individualized the support
for a person, the more likely it is that a balance can be found. Group
situations make a good balance between too many choices and too
few choices almost impossible to find.

Avoidanco & denial of problems 0 Finding out about the hurtful things that are harder to see can be
difficult. Many times the person with a disability knows something is
needed and missing, but no one who can do anything about it will
listen. Sometimes the person with a disability doesn't even know

Failure to Wen and look
something that would help exists and couldn't ask for it even if
someone would listen. Environments that encourage people in power
to listen to people with disabilities and give people with disabilities
information and effective control will be safer places than those that
keep people with disabilities in the dark and decide everything for
them

Personal characteristics 0 Some people with disabilities are especially vterterable. A person's
situation needs caleful attention if...

...the pelson causes trouble and acts uncooperative

...the person has difficulty communicating

...the person seems especially fragile

...the person acts dependent and childlike

...the person does not seem to grow and change much over time

...the person has no real contact with family or friends

...the person does not seem capable of reciprocity in being involved
with and contribudng to a relationship

Sadly, these are the people that are mostly likely to be grouped
together and isolated in the name of "appropriate treatment".

Poverty & social marginality 0 The line of vulnerability lies at the perimeter of our society. The
more people are seen to be different, the harder they will seem to be
to understand, the more likely they are to being grouped together, and
the more difficult it will be for them to gain control of the resources
they need. In stable times, fewer people are pushed over the edge and
defined as "them". But the line can shift quickly in times of basic
SOCiii change. And conditions can grow worse for people pushed
outside the edges as uncertainty and a sense of scarcity increase.

cm
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IODIC*

Mataban of bum mods

Beef that peop4 with disaNtibas sia of
lass mat

Belief that moitng thi nods of people with
disabilities Was away from 'us' in favor of
%NW

Gaturig left out of &awns about scarca
resources

Under these conditions, efforts by people on the other side of the
line to change things will seem especially threatening to people
inside the social perimeter.

A great deal of what people with developmental disabilities need
is paid for as a medical expense. Some of this makes sense (e.g.
basic health care and some appliances); much of it makes little or
no sense (e.g. personal assistants or homes paid for by Medicaid).
Much of the rest is for special education expenditures and for re-
habilitation. Our investments in people with disabilities don't
flow from a concern for the welfare of all citizens; rather they
flow from a concern to provide for the special needs of well
defmed, deserving groups.

Our society spends a great deal on medical care. And we have not
found ways to limit the application of high technology, high cost
procedures. Within limited resources we spend most on heroic
vestments in people's last days. But it's easier for policy makers
to identify with high tech vestments for "all of us" (who can
afford them) than it is to attend to the kinds of basic help people
with disabilities need. In this context, some people see competi-
tion between the ongoing needs of a relatively few of "them"
("the disabled'', and the acute needs of "all of us". And in this
competition, it's easy for policy makers to choose in favor of
what they call "the greater good for the greater number."

A sitnilar competition can dominate thinking about education and
even rehabilitation services. Many people still think in terms of
"educability" and "feasibility for rehabilitation" categories that
keep alive the sense of opposition between people who are more
worthy of assistance and less worthy.

We have to discover how to decide things our ancestors never
had to face. There is more and more discussion about the ethics of
such decisions. But people with disabilities are poorly represented
in such discussions and ethics experts are often as isolated from
people with disabilities and as prejudiced against "them" as
anyone else. People with disabilities need to watch and participate
in these discussions about ethics, because conclusions about
ethics can justify institutionalized neglect and abuse. Ile discus-
sions are necessary; the issues won't go away. But we have to be
active. Some policy discussions to get involved with include:

Rationing access to medical care.

- Justifying euthanasia as a medical veatment.

1 7



Simplistic thiMing 6 going for quick

fixes

Ignoring potential saes

- Focus on "wellness" and "prevention", especially when images
of wellness do not explicitly include the possibility of disabled
as a valued way to be a whole person.

Merging the distinction between human and non-human species
in a concern for animal rights.

- Distinctions that divide humanity into pessons and non-persons.

We have to organize with other (potentially) vulnerable groups,
including people with physical disabilities and people who are
growing older to understand and confront these basic shifts.

0 It's hard to face the facts about abuse and neglect It's easier to
think about things in black and white terms. A sfinple idea that
"institution = bad and community = good" is misleading. There are
hard things to get down to the deep parts of For example...

...we are rightly concerned to offer more and better support to fami-
lies. But we have to remember that some families are abusive and
neglectful.

...we are tightly concerned to move people to smaller living environ-
ments, But we have to remember that some such places become
abusive and neglectful.

...there is a growing awareness of if not an increased incidence
of sexual abuse of people with disabilities in all sorts of settings.

...many thoughtful people see current social conditions leading
directly to the destruction of people with disabilities. We have to
face the hard possibility that the trend toward infanticide and eutha-
nasia may well be rising rapidly and not avoid this harsh reality with
efforts to fine tune service systems.

In such situations we need to face the problems that do occur and
look carefully at the different variables that create them: Why this
family? Why this person? Why this setting? And we need to keep
trying to identify ways to detect abuse that don't destroy what's good
and finding ways to =ate healthy environments. We can't assume
that the usual solutions more money, more staff, more rules are
aecessarily based on the right understanding of the problem.

0 There is another form of oversimplification that makes it hard to
manage the issues arising from recognition of the vulnerability of
people with disabilities. It's easy to defme social values as simply
negative and in need of change before any progress can be made. But
it's not that simple.



Contradons in good intentions

Lack of awareness of the history of
peopie with disabilities

Many people recognize the injustices done people with disabili-
ties and sometimes will join to fight it.

Many people are willing to welcome individual people with dis-
abilitiu.

Many people believe that, as one participant said, "God put us all
here to take care of each other."

But there are conn2dictions even within positive values. Reli-
gious concern can grow out of a sense of "dignity for full human
beings/charity for the weak." This can set up a distinction be-
tween "providers" and "needers" that undermines community.

0 People are vulnerable when they have no history. The dark reali-
ties of the history of people with disabilities aren't yet completely
written. It's too easy to forget that people with disabilities get
locked up, they get kicked around, they get put into ice packs, they
get ECT and painful shocks as punishments, they get put in cages.
And what is written isn't widely known. Children art beginning to
learn something of the history of race and gender oppression, but
they don't yet learn about the history of people with disability.
Better understanding this history would increase a sense of rights
for all, build recognition of the problems inherent in institutionali-
zation as a response to people's needs, show us some models of
living well despite discrimination, and make everyone more sober
about the long term effects of efforts to refomi complex situations.

1 9



Joanie was living
under the protection
of one of the most so-
phisticated systems
of safeguards of any
person with the label
of mental retardatiQn
in America.

What Keeps Joan le Safe?

David B. Schwartz

It now seemed that Jamie Davis was not destined to end her life in an institu.
tion after all. Jeanie had been taken to the Willowbrook State School for the

Mentally Retarded as an infant, and there she had spent all of her young life. Wil-
lowbrook after the expose, a name synonymous with horror and neglect. Where
Gerald° Rivera had taken his television camerae and shown all, except for the

stench, on the evening nem. Where Governor Hugh Carey, living up to a cam-
paign promise, could be seen in a television scene I still remember brushing the
flies from the Otos of a child in crib. Where no one ever left. Yet here Jamie was

with me with her suitcase and ever-present smile, moving into a nice house on an

ordinary street in a small upstate New York city. She, who never had control of

her own life, who had boon moved from ward to ward and finally to a 'family care'

home was moving in with us.

Joanie got to move because of a large and complex lawsuit against the state.

Spurred by the Willowbrook expose and other changes, a shift in social policy was

phasing down the institutions and making the creation of group homes possible.

We had started a group home, and we were welcoming Joanie into it. We said to

her, as I did to all now people in OM early days, that this was her home and
would be as long as she wanted it to be. The board of directors sent her a plant for
her room. They were the first Bowers that she had ever received. She was, as far

as we were concerned, finelly home. Another in a series of battered institutional
veterans had been taken in to our shelter and attention.

SOMO people adapt their basic natures to extremely adverse conditions by be-

coming withdrawn, or aggressive, Some, like Joanie, become especially friendly

and likable, cultivating the affection of those in charge. It was easy to try to help
her by taking her to one of the physicians in town that w trusted and getting a
complete look at her physical condition. For it was clear that Jeanie needed
serious attention. Tiny; about four feet ten, Joanie walked with a stiffjerky shuffle

that made her seem like her logloints wars fused. She had chronic high blood
pressure and was on a lot of medication to control it. Most apparent of all, Joanie
had a terribly unsightly skin condition that causcd her skin to be constantly
flaking off in a kind of fish-scale pattern. We got her the best of attention, and it
helped a little. People tended to be put off by her skin condition, but Joanie was so

lovable and outgoing that she soon overcame moat people's reluctance.

Joanie did so well over the years that she promised more and more. I heard,
long after I had left ths agency that I bad founded, that ehe was now living in an
apartment with a mommate as she no longer needed the supervision and assis-

tance of the group home. She and her roommate cooked their own meals with
periodic help. Sim wont to work every day at the sheltered workshop, and went to
activities all over town. She grew to know her neighbors, and became accepted in
the neighborhood. It was a long way from Willowbrook.

Almost ten years after I bad met Joanie, I was back in town teaching a work-
shop in group home management at the university. Some of the present-day staff
of my old agency took the course. During a break, one of them told me an upset.
ting story. She had been the person who had had the most recent responsibility for
supporting Joanis in her apartment, taking her shopping, helping her with her
money, and being on call for emergencies. And Joanie had had an emergency. She
started to have kidney failure.

20
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Yet when Joanie
was °disappeared*
from her new home
community, when
this woman without
family or real
friends was taken
back into the
institution the only
person who raised
her voice in protest
was the person who
had the closest
personal relation-
ship with her.

000161

(The multiple effecta our answers to people's vulnerability show mosi
clearly when traced through one person's biography. )

Mter testing, it humped out that all of those years of having untreated high blood
pressure at Willowbrook had done ineradicable &image. She was losing kidney
fiinction, and would die if she did not get dialysis treatments regularly. There was
yet no dialysis unit in town. (This I knew, for people in that city had to drive an hour
and a quarter to the nearest medical center for it.) But instead of arranging transpor-
tation to this medical center, or arranging for her to be temporarily hospitalized or
cared for in that city and then coma home, the state office charged with the welfare of
former inhabitants of Willowbrook made a significant decision. They ordered Joanie's
transfer to the nearest larp state institution for the mentally retarded. There
Joanie, once a regular neighbor in a normal neighborhood, was put into a bed on a
ward for people with the most severe disabilities. After so many years out, she was
back as an institutional resident, and very ilL My promise of a permanent home was
an empty one. It was the promise of a person who was no longer there.

The young staff member who told me this story was upset. She had thought that it
was terribly wrong to put Joallis back in an institution, to give up her apartment
forever. She thought it was wrong of the state office that was supposed to look out for
her to send her away insteadjust because she was so 111 and needed medical treat-
ment. State institutions were not where you or I would go for medical treatment.
This had to be heartbreaking for Joanie, she worried. She tried to get the agency that
ran group homes and apartments where she worked to tell the state no. But she had
found no support. Instead she had been told by the director of residential sewices
that her advocacy was 'threatening to get in the way" of her work and, if it contin-
ued, that it would be reflected in her next performance appraisal.

Her story prompted me to break my rule about meddling in my old agency's
affairs, on Joanie's behalf, with only vary limited success and at the necessary cost of
good will. But it made me think deeply about the question of what was supposed to
keep people safe in our mental retardation service systems, and in our world. For I
had heard very many stories Like Joanie's. This one was particularly compelling,
however, for Joanie was living under the protection of one of the most sophisticated
systems of safeguards of any person with the label of mental retardation in America.
She lived in a residential service with internal monitoring. The residential agency
was monitored by the quality assurance division of the state office of mental retarda-
tion with such particularistic rigor that if their reviewers found on a site visit that a
resident's bedroom did not have a chair that a signed waiver that he or she did not
want a chair had to be maintained on file in the residence office.

Joanie too had a case manager with the local office of the state office of mental
retardation. Because she was a past inhabitant of Willowbrook, this office was
required to keep her under specific scrutiny and report her progress to a central office
charged with overseeing members of her legal "class.* She lived in the state with the
most powerful independent oversight agency in the United States, the Quality of
Care Commission for the Mentally Retarded. She was served by four separate
service organizations. Yet when Joanie was *disappeared* from her new home com-
munity, when this woman without family or real friends was taken back into the
institution au only person who raised her voice in protest was the person who had
the closest personal relationship with her. Under the most complex monitoring
system available, the greatest wrong had been perpetrated upon Joanie Davis. The
system for keeping Joanie Davis safe had not kept her safe at all. How could the
system have failed?
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Lessons

How Regulatory Control Expands

David B. Schwartz

There is no more eloquent description of the process by which regulatory control
expands in a democracy than that made by Alexis de Tocqueville in 1835 in De-
mocracy in America.

It frequently happens that the manhers of the canmunity Fomote the influence of
the central power without intendine to. Democratic ars are periods of experiment,
innovadoa, and advennue. There is always a muldtude of mas !sic] ensaged in
difficult or uovel tmdertakines,"whichatey follow by themselves witheut shackling
themselves to their fellows. Such pawns will admit', as a general pinciple, that the
publie authority ought not to interfere in private cancans; but, by an exception to
thst Me, each of them mueslis asesunce in theperticular ecocan on which he is
=gaged Ind seeks to draw upon the influence af the government for his own
benefit, although he would restrict it on all other occasions. If a large number of
men Isic) applies this particular exemption to a great variety of different purposes,
the sphere of the central power extends itself imperceptibly in all directions,
although everyone wishes it to be circumscribed.

Regulation and hence government control over settings in which people with diubilities
are found will always expand over time, even if individual government officials at panicu-
ler iiMCS desire to limit it.

111 Each incident or scandal, or pattern of incidents, is likely to precipitate an expansion of
regulatory control as a method of trying to keep whatever bad thing has happened from
happening again.

The "passions of individuals," most potently expressed through voluntary advocacy
organizations, will unwittingly prompt the expansion of governmental regulatory control
through suet:opts to protect those whom they represent.

The expansion of control will, by formalizing and incrtesing paperwork and related
practices, increue the weight under which famalized caregivers must eperate, at the cost
of individual end organizational vitality.

I The professionaliution of relationships with people with disabilities will increase. The
authority of bureaucracies will increese, and the power of citizens will conversely dimin-
ish.

Motive

18

More regulation

More mo1ney

More professionals

Intended response

22

More central control

More bureaucracy

Decreased flexibility

Unintended consequences
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Contrasting Approaches

Selecting reasonable action to increase people's security
implies more than a choice &tactics. Two different ap-
proaches require consideration. The following pages con.
treat their contribution and liznitations in making and
keeping people safe and identify their different costs and
the factors which contribute to increasing their effective-
ness.

One approach, which we called Administrative Regulation &
Related Legal Advocacy, formalizes the relationship between
people with disabilities and those who provide assistance to
them. This approach codifies expectations in statute, regula-
tion, and policy, or if these fail in judicial decree. The sys-
tem values compliance and rationally planned improvement
in standard and practice. Judgements about the adequacy of
response belong to professionals, with a variety of due proc-
ess mechanisms to resolve conflicts.

The second approach, which we called Litesharing & Other
Personal Commitments, calls for and relies on personal
commitment People choose to build intentional community
or protective relationships with one another. People value
the struggle to live creatively in fidelity to the spirit of their
commitments. Judgements about quality of shared life
depend on mutual trust and listening among those who
share a commitment

Each approach offers something different; but the two mix
poorly. Compliance undermines the spirit of commitment.
Fidelity depends on trust and breaks down without personal
identification and shared values.

There is more than a small touch of irony that today so many people
perceive the regulation of the system as the problem. A few short years
ago, advocates decried the absence of adequate regulation -a condition
that permitted, and still permitS, serious abuses of humans to occur under
the guise of treatment. The widely publicized nursing home scandals of the
early 701 brought about a strong regulatory response. As medicaid became
a more importantfunding sou:coin the mental retardation system, those
regulatory responses were lifted and transferred to this system without
adequate consideration ottheir appropriateneu or the systems ability to
enforce those expectations. Like Topsy, they 'Just growed.' Soon these
regulations became the model for other, non.medicaid programs in the
system.

...Clarence Sundram
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m nistrative Regu ation & e ate ega vocacy

Of Allows rapid change. Some thing; can be
done "with the stroke of a pen".

/ Permits broad, uniform movements in
policy.

I Can send strong signals about system direc-
tion.

/ Can shape the common sense of what is
unacceptable.

/ Can shape the common sense of what is
possible and desirablt.

/ Can clarify what is in people's best interest.

/ Does not require waiting for public attitudes
to change.

/ Offers public debate of difficult questions;
can improve understanding by insuring that
different points of view are heard and
assumptions and conclusions are challenged.

/ Offers leverage to increase vulnerable
people's power to seek fair treaUnent in
specific situations.

/ Can be used as a way to push new issues or
stan new initiatives.

/ Offers a way to bring people to the table to
negotiate with one another.

.1 Encourages people that something can be
done; that progress is being made.

Advoraarial tslattowhips,sioessars kr props recedvite.
nisy Intim pushing wart people who and to work
Weeder to achieve Mal&

RegulatiOns ere lohiquently *rim by those mon effected.
The People closet to the situation typically have to rely on
olio who are experts in procedures to speak for then

Reguletions limit flexibility -.and provide an excuse for
inflexibility. There is limited allowance for difference in
individual situations.

Regulathats can be used cc people wish disabilities to
maintain and extend the power others hold over therm
They CU be toed to justify practices that are against the
IX* bate:COS of a penal with a disability.

I Regulations are often very hard for people with disabilities
to miasma

I Regulaticns can say different things about how people with
disabilities should be =gated depending cc how the place
they live is paid for. This can be confusing.

I Procedures for insuring fairneu can get complicated and
&Ike a very long time.

I Because regulations have to take account of the interests of
several different groups, they can represent a compromise
on what would be best for people with dissbilities. They
can represent what the regulators think they cen get people
to do rather than what they think is best. This mixes up
**Ida in the system.

Regulations can be hard to change, even when people agree
they don't work well.

Malley isn't =airily attached to regulations. Providers
cen hi asked to do things without enough =nay to do
them. And providen thet don't live up to regulation; can
al go on getting money and keeping people,

I Iles ars tiny that are imponam fey people with disabili-
ties Mt othen be rcquirect ode.

I Changes in words in regulatkas =nuke some people
think that things Ise really different for people with
disabilities. This isn't always tzue.

20

24

K0101



ICJIC4

V Regulations can drive up money expendi-
tures without necessarily making people with
dbsbilities vety much !seller off.

V Regulations and plans developed to respond
to unjust treatment of one class of people
may lesd the system to ignore the needs of
people not protected by such designations.
This fragments the system more.

V Regulations can build up animosity and
separateness.

V It is hard for system managers and advocates
to openly acknowledge the limits of regula-
don when it defines so much of their work
and when it is one of the main tools available
to manage a complex system.

4 Insure periodic review that accounts the positive
and negadve effects on people. Look for nega-
tive longer term effects that build up over time.
Look for unintended consequences.

4 Increase control of regulations by consumers.
At least support the active involvement of
comma, gmups in negotiating regulations.
This support may include helping people learn
*he skills they need to influence the regulatory
process.

4 Time limit regulations to insure that they are
renegotiated regularly.

4 Involve consumers and people close to them in
reviewing draft regulations to ask exactly what
they should expect from regulations and to
identify possible problems. This purchases mom
thoughtfulness and improved foresight at the
cost of making regulatory changes take longer.

4 Look for ways to regulate that support individu-
alization and innovation.

4 Make tests of parallel systems such as peer
review instead of regulatory compliance

25



Lifeshar ng & t er Persona ommitments

Contributions Limits

1 Answers the fundamental human need for
commined, freely given relationships and
for community of support and effort.

1 Complements each individual's gifts.

Raises basic question "Why are we
here?" for every member and provides
the place for people to look for the answer
with others who share the search.

1 Not necessarily dependent on human
semice funds.

1 Offers natural ways for people to meet and
suppon one another without professional/
client roles intervening.

ortsdasses of PeoPie.

Grows slowly :in terms of the number of people
included.

Relationships develop over time. These are lots of
ups and downs. Then are disappointmenss and
sorrows as well as achievements and joys.
Lifesharing is not afix" for suffering, but a way
to aclmowledge and share suffering.

These are limits to what people can do for each
other within relationships of equality and hiend-
ship.

11

II

II

111

Doing away with professional/client distinctions
doesn't resolve issues of authority.

There art very powerful social forces against
lifesharing. It contradicts many common beliefs
and practices.

People do break personal commitments.

These are some people lifeshating doesn't suit.

Some people may face developmental challenges
that they can only work out outside close commu-

aitY

II Abuse is possible in lifesharing situations.

Lifesharing arrangements look fragile.

E Lifesharing could become a fad.

SCOW/
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IOW

Costs What contributes to effectiveness?

The intimacy of living together communally is
threatening to many people.

Some people need substantial help, some of
which costs extra money.

People sacrifice some privacy.

Commitments limit people's autonomy and op-
tions.

People face uncertainty and fear about "not
ruin" difficult situations.

4 More people to live vohmtarily in inten-
tional community, including people with
positions in managing the service system.

4 Maintain the space lifeshruing needs to cow
by respecting its !knits and not expecting it to
take over for large numbers of people.

9 Avoid the temptation to present lifesharing
as a fit
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Three visions:
Therapaillic

Advocacy

Comm*

24

Competing Social Tools
John McKnight

The usociations of community repruent unique social tools that am unlike the social
tool represented by a managed institution. For example, the structure of institutions is
a design established to create comma of people. Oa the other band, the structure of
associations is theresult of people acting through consent. It is critical that we distin.
guilt% between these two motive forces because there are many goals that can only be
fulfilled through consent, and these are often goals that will be impossible to achieve
through a production system designed to Gouda

The community environment is constructed around the recognition of fallibility
rather than the ideal. Most institutions, on the other hand, am designed with a vision
imagining structure where things can be dons right, a kind of orderly perfection
achieved and the ablest dominate....

In the proliferation of community assoeiations, them is room for many leaders and
the development of leadership capacity among many. This democratic opportunity
structure assumes thst the best idea is the sum of the knowing. of the collected fallible
people who are citizens. Indeed, it is the maivel of the dsmocratic ideal that people of
every fallibility are citizens. Effective auociational lire incorporates all of those falli-
bilities and reveals the unique intelligence of community.

Institutions, on the other hand, have great difficulty developing programs or activi-
ties that mcognize the unique characteristics of each individual. Therefore, associations
represent unusual tools for creating Thand-tailored" responses to those who may be in
special need or have unique fallibilities. Our institutions ars constantly reforming and
reorganizing themselves in an effort to create or allow relationship that can be charac-
terized as 'care.' Nonetheless, their ministrations consistently commodify them3elves
and become a service.

Why is it, then, that social policy so oiten ignores community? One reason is that
there are many institutional leaders who simply do not believe in the capacities of
communities. They often see communities as collections of parochial, inexpert, unix).
formed and biased people. Indeed, there are many leaders of service systems who
believe that they are in direct compedtion with communitiee for the power to correctly
defina problems, provide scientific solutions and professional services.

In this competitive understanding, the institutional leaders are correct. Whenever
hierarchical systems become more powerful than the community, we see the flow of
authority, resources, skills, dollars, legitimacy, and capacities away from communities
to service systems. In fact, institutionalized systems grow at the expense of communi
ties. As institutions gain power, communities lose their potaucy and the consent of
community is replaced by the service of systems; the citizens of community are replaced
by the clients and consumers of institutional products.

As ono observes this struggle, there appear to be three visions of society that
dominate the discourse.

The first is the therapeutic vision. This prospect sees the well-being of individuals
as growing from an environment composed of profeuionals and their servicu. It en-
visions a world where there is a professional to mut every need, and the fee to secure
each professional service is a right. This vision is epigrammatically expreesed by
those who see the ultimate liberty as the 'right to treatment.'
The second prospect I. the advocacy vision. This approach foresees a world in
which labelled people will be in an environment protected by edvocates and advocacy
groups. It conceives an individual whoa/ world is guarded by legal advocates, support
people, self-help groups, job developers, and housing locators. tInlike the therapeutic
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"The surest indication of the experience of community ie the explicit common knowledge
of tragedy, death, and suffering, The managed, ordered, technical vitdon embodied in
professional and institutional systems leaves no space for tragedy. They are basically
methods ibr production and haye no room for tragedy. Indeed, they are designed to deny
the centzial dilemmas of life."

From: Regenerating
Community (1987),

110)101

vision, tIts advocacy approach conceives a defensive wall of helpers to protect an
individual against an alien community. It seeks to insure a person's right to be a
fimotioning individual.
The third approach is the community vision. It sees the goal as *recommunaliza-
non* of exiled and labelled individuals. It understands the community as the basic
context for enabling people to contribute their gifts. It sees community associations
as contexte to create and locate jobs, provide opportunities for recreation and mul-
tiple friendships and to become the political defender of the right of labelled people
to be free from exile.
Those who seek to institute the community vision believe that beyond therapy and

advocacy is the constellation of community associations the church, the bowling
league, the garden club, the town paper, the American Legion, the hardware store
and the township board. They see a society where those who were once labelled,
exiled, treated, counseled, advised and protected are, instead, incorporated in com-
munity where their contributions, capacities, gifts and fallibilities will allow a
network of relationship:, involving work, recreation, friendship, support and the
political power of being a citizen....

The informality of community is expreued through relationships that are not
managed. Communities viewed by those who only understand managed experiences
and relationships appear W be disordered, messy, and inefflcient. What those people
fail to understand is that there is a hidden order to community groups that is deter-
mined by the need to incorporate capscity and fallibility.

While institutions and professionals war against human fallibility by trying to
replace it, cure it, or disregard it, communities are proliferations of associations that
multiply until they incorporate both the capacities and the fallibilities of citizens. It
is for this reason that labelled people are not out of place in community because they
all have capacities and only their fallibilities are unusual....

Professionals and institutions often threaten the stories of community by urging
community people to count up thinge rather than communicate. Successful commu-
nity associations resist efforts to impose the foreign language of studies and reports
because it is a tongue that ignores their own capacities and insights. Whenever
communities come to believe that their common knowledge is illegitimate, they lose
their power and professionals and systems rapidly invade their social place.

The surest indication of the experience of community is the explicit common
knowledge of tragedy, death, and suffering. The managed, ordered, technical vision
embodied in professional and institutional systems leaves no space for tragedy. They
are basically methods for production and have no room for tragedy. Indeed, they are
designed to deny the central dilemmas of life. Therefore, our managed systems
gladly give communities the real dilemmas of the human condition. There is no
competition here. Therefore, to be in community is te be an active part of the conso-
lation of zosociotions and self-help groups. To be in community is to be a part of
ritual, lamentation, and celebration of our fallibility.
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ZZ The deterioration of spirit signaled by
istaas J , Collo

looly 1.046111losor these anecdotes is the main toxic effect of
:Wily mosses

increased regulatory control. Once we wipe
out spirit, we have killed off the heart of

the entire enterprise. Caring and idealistic people ars drawn to moral enterprises and to people in need.
They tend to be driven away from bureaucratic machinery.

One of my friends remains at work despite the rising tide of regulation. A couple ofyears ago, he
helped to eat a parson up in a little apartment Life ibr this man flourished. He became known and
accepted In the neighborhood, and became a fixture at the corner market. His life, after many years of
bloodless warehousing and propamining, began to mean something in a social context.

Eventually the inspector from the state office of mental retardation came for a routine certification
visit. He inspected the man's apartment and found it substantially in compliance, except for one problem.
The back stairway door, the nquired *socoud mon° in the coda, was too short. People could bang their
head running out if there wares gm This was serious; the apartment would have to be decertified. The
man would have to move.

The Loss of Spirit

David B. Schwanz

Believing that constantly increasing
levels of regulation will keep tha social en-
viratment of vulnerable people safe and
healthy is like believing that constantly
increasing doses of antibiotics will keep a
malnourished child healthy. In its poten-
tial for misdirecting attention from deeper
issues, it can unwittingly do long term
harm to the fabric of human relationships
through which human life really works.

Anecdotal evidence that our *caring
systems' are suffering under the weight of
regulatory paperwork is widupread. One
has only to talk to any worker to hear
stories of how caring is being displaced by
compliance activities which were paradold.
cally originally installed by system advo-
cates to improve care.

Move? My friend didn't know what to think. But he had worked for the state office himself. He knew a
few of the tricks. He triad a weak, ironicjoke. He pointed out that in fact this parson would never bump
his head he was only 5'5". "Why don't you just give me a waiver of regulations," he asked, *a waiver for
shod people

The waiver was denied, but a creadve bureaucrat found a solution. The agency's operating certificate
was limited `to only [allow] occupancy by clienta who am 5'5" tall or shorter.' The man is still there. How
long will my friend stay? My guess is not forever. Because every such event probably erodes his ability to
maintain commitment to his work.

116166
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Strategies for Increasing People's Safety

Work for social changam People with disabilities and their families are on the short end of social
power. Remedying this means more than just increuing participation
in seavice planning or service delivery. To get to the root of the
problem we have to increase the political power and cultural standing
of people with disabilities. Any response that simply fxuses inside
the service system will be incomplete, no matter how desirable it may
otherwise be,

"Any response that sim-
ply focuses inside the
service system will be
incomplete."

IMM101

%COI

The key theme is keeping people together. Disabled and able together
in all life experiences from preschool on up. In work, in recreation,
and in all of community life. Making this happen takes caring coaches
for both able and disabled people,

We need to make it clear that powerlessness equals abuse. That infor-
mation, plus support from someone who cares, plus access to effective
methods of recourse are the minimums necessary to safety for people
with little power and control.

Personal relationships are an essential past of any system to discover
and act on abuse and neglect. People need others to confide in, others
to set what's happening for them.

We need to encourage everyone starting with ourselves to
inventory our own abilities and disabilities so that we know what we
all have to give and so we can stall working on the ways that each of
us are weak in living well with other people.

We are talldng about increasing symbiosis among people. We need to
taik more about humankind and less about people with disabilities as a
"special" kind of human.

We need to find more ways to link the imerests of people with dis-
abilities to other community members; for example, through the
development of cooperative housing associations.

We lack a technology for changing attitudes. And some of us think a
formula can't ever be found for the kind of change that's needed. But
we can set the stage for attitudes to change. We can be sure that
people have role models of people with disabilities whose lives are
successful.
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Suppoil th contribution of
famIllos & friends...

Many people would be sunk without the support and advocacy of
their family and friends.

We have to think carefully and face some hard facts about family
life and committed telationships.

- Lifestyles are changing. Many people have sbigle parents. Many
people have both parents working. Living well together takes
time and having to advocate continually for necessities takes
more time.

- Then can be big differences witnin families in the extent to which
a family member with a disability is valued and accepted as an
equally valuable person by other family members.

- Many families and friends act apathetic ornumb because
even the services that are supposed to help are confusing and very
hard to get what a person needs from. Information is hard to find.

- Not even getting listened to by people whose job is to help can
burn you out on trying to ask for things from commanity mem-
bers.

- Families and friends can be abusive and neglectful, especially
when they lack support. We have a lot to learn about improving
the ability of family and friends to cope.

- Some families and friends have very limited ideas about the
possibilities for a person with a disability (So do many service
workers).

There is a great deal of talk about families disintegrating. We
have to figure out what all this talk means. We can't afford to
hope for something that can't happen; but we also can't afford to
just pass around a lot of cliches about how bad everything is
without checking them out.

Vouchers for family support and (early) education services could
Lncrease access to integrated settings.

Many families need opportunities to plan seriously about, "What
happens when we no longer can provide what out disabled son or
daughter needs."

We need to develop better ways to get information to families in
ways that makes sense.

Families need to know from their child's earliest years how impor-
tant it is for disabled and non-disabled children to learn with and
from each other.
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Work on servIee system

°Smiting far Ourselvn is an
advocacy group whale members
furs cr have been clients of the
n3eotal ntardatico service system

PosintylvAnis_

UM*

Lots of people need at least some help from services. But as people
with disabilities represent increasing cash value to setvice providers
and service system operators, the incentives vow to find things
wrong with people and to keep people dependent. Under these
conditions services necessarily must push people with disabilities
away from community association. We need to find counterforces to
this threat.

Some people have nobody to count on except a busy ease manager,
who has too many people and too much paperwork.

- These people need a buddy to advocate for them instead of having
to wait for a case manager to get around to them.

- Organizations like Speaking for Ourselves* can help if there are
ways to meet and organize people who are alone and powerless.

Case manager's jobs should be restructured. They should spend
enough time to get to know people and check how things really are.
Not just short visits, or meetings, or looking at papers. but sharing
experiences with people.

- If this restructuring of case management isn't possible, make it clear
to everybody that the cue manager is there for the system's paper-
work and can't do much to keep people safe or improve things.
Otherwise, people will think things are better than they are. And
that's dangerous.

High turnover among direct service staff makes it very hard for staff
to know a person well enough to make good judgements about ac-
ceptable risks.

The contradictions between how services are funded and tegulated and
people's sense of what is right creates a problem. The stronger staff
commitment to positive roles and experiences for people, the more
likely a conflict with iules and funding patterns. This increases staff
fiustration which could lead them to quit or withdraw from their
work. We need to experiment with alternative ways to monitor and
regulate services.

It's important for writers and enforcers of regulations to sae the real
effects of their work on what we value in people's lives.

We need to create windows of opportunity to maintain contact and
respectful discussion between people concerned with administration,
people concerned with advocacy, and people who are lifesharing. Our
discussion shows that each way needs the others; each can contribute
to mutual education. All must learn to focus on social and cultural
change. It's easy to divide ourselves; we have to work at coming
together.
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Support the contribution of
service workers...

Service workers (and regulators) need methods for "role release:"
ways to give up some control in favor of people with disabilities
and their families.

Service workers can gain in ability to "walk in people's shoes"; to
look at decisions from the point of view of people with disabilities
and to apprecize the life experiences that have influenced many
people with disabilities.

Service workers need to clarify and change theirown possible
contributions to disempowering people through everyday practices
and routines.

Service workers need to practice hearing what people with disabili-
ties have to say.

Building personal relationships between service workers, family
members, and people with disabilities is important.

It takes a lot of common sense to deal with people in a way that
keeps them safe. Education and credentials don't necessarily mean
empathy for people.

Service workers need opportunities to reflect on their work and
their commitment to people with disabilities in small, soul search-
ing events.

Service workers need to reflect on the kinds of educational experi-
ences and back-ups will help people with disabilities make good
decisions in risky situations.
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Accounting and Reducing the Costs of Regulation

"... too often, satis-
fying auditors and
regulators becomes
the mission rather
than caring for the
human beings the
system was created
to serve."

Gan lidoraton,

Clarence Sundram

When we regulate not wisely, but too much, we stifle initiative without
replacing it with something of higher value. We aim at a common level of
undistinguished performance that eliminates both risks of failure and
challenges to soar to excellence. We breed an attitude of compliance with
regulation rather than reinforcing the sense of mission that draws so many
people into this field. And too often, satisfying auditors and regulators
becomes the mission rather than caring for the human beings the system
wu created to serve.

These results are understandable given the multiple and conflicting
fones pulling and tugging at the employees who are caught in the middle.
They have on* set of duties that require them to meet almost every dimen-
sion of human need of residents of their facilities a challenge that can
well consume every ounce of their energy, skill, and commitment. They
have another set of duties to comply with conditions that allow their
programs to exist, to remain certified and funded. The regulatory system
deals little or not at all with the first set of resvonsibilities but regularly
scrutinizes the latter. Administrators and managers who worry about the
external demands on their programs are forced to make sure they comply
with regulatory requirements. When only one set of duties is regularly and
systematically reviewed and reacted to both internally and externely, it is
easy to create a value system that exalts paperwork over Ore, And, the
truth is that often these paper duties may be more seductive because, in
many cases, meeting the needs of people can he both physically and emo-
tionally draining. But, over time, the priority for paperwork cen have a by.
product of eroding initiative and breeding apathy, with mindless tasks that
try to meuure the immeuurable or the irrelevant, while tasks which
nourish and enrich the human spirit go minted....

1. Regulators need to become more conscious of the enormous power
they wield and of its great potential to destroy initiative the very life
blood of the system. They need to be careful about the behaviors they
reinforce and don't reinforce in regulated programs, and to think more
critically about what they want to achieve beyond compliance. In particu.
lar, we need to consider whether there are better ways than endless docti.
mentation to ensure quality care. Our own experience in monitoring
conditions in psychimtric and developmental centers suggest, that direct
observations by outaider of a significant part of residents' waking hours
provides reliable barometer of actual performance of many important
duties, without reinforcing paperwork duties.

2. Program directors, professionals, direct care staff, parents, advocates
all of us need to think anew what we want and don't want from a

regulatory system and examine more carefully the cost of the choices we
make. We cannot guard against all risks all the time without turning both
our staff and their charges into autonnitons.

3. All of us need to consciously reaffirm the paramount value that
undergirds the service system providing care and all that word entails

for people who cannot care for themselves. We need to be strong advo-
caws for these values and resist any activity that encroaches upon this
fundamental obligation.

from: Repletion - Have we ell gone
mad? Quay of Cut, Septembeo
October, 10$7 p.7.
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We often say, "We mustproduc'i proOams of excellence," Dou this
not display our fundamental =xi For if wing can be produced, if it
indeed is a product, then the quality of this product can be zegulated. If
caring is a resource to be purchased, then the process of helping care
=Ise into the world is a process 0/production, in which eCOMMIC and
material laws are primary. From such beliefs, the eventual development
of regulatory control is inevitable:for it proceeds logically from the
same conception of the activity. That is why quality assurance Psegains
in human service are so evocative of industrial quality control pro.
grams; the Ammer west patterned dinIctly upon the latter. We believed
that we were dealing in both cases'With, "products."

We must realize that we are confining two very different approaches
to human endeavor. We might think of these approaches as tools. The
one, professionalistic and hierarchial, may work well to produce auto-
mobiles. The otheD.informal, ulationships based, and oriented to
community is good at caring. Sonzhow along the way we have
gotten the two muddied. We have found =selves with the wrong tool
in our hands. Thinking all problems to be nails we strenuously hammer
away at caring as things get steadily worse.

David B. Schwartz.
.
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To Make Children Safer

More Powerful Families

Reduced Isolation

More Eftectrva Services

Options for Action

4 We need to keep focus on strengthening and informing families with
children with developmental disabilities. A child's parent or parents
are the key to safety. Grandparents, aunts and uncles matter too. So
do brothers and sisters.

4 When children live away from their families, its important to make
sure that families ane welcomed, involved and listened to. If a child
lives away from a family and has no family involvement, it's vital
that that child have substinge family members.

4 We need to work on ways to reduce family isolation and children's
isolation. Non-disabled school mates and university students have
made such a big difference for some of our families. We need more
ways to increase the chances that each child with a developmental
disability will get a chance to meet "the other people" who can give
the gifts of acceptance and participation.

4 We need to strengthen the sense of expectation that all children will
be involved with their age peers in school and in recreation. Non-
disabled children need to come to expect the presence of children
with disabilities. This begins to overcome isolation and reduce the
chances of abuse.

4 We need clearer, more detailed ideas about how to get the resources
we all rely on to be involved with children with developmental
disabilities without smothering them. We need good schooling
without all containing special education; we need recreation without
isolated special Olympics.

4 How do we encourage the development and employment of more
teachers who have the desire, the ability, and the assignment to
facilitate the development of relationships between disabled and non-
disabled students?

4 We need to increase the range of alternatives available. People with
disabilities art more vulnerable when they are uncooperative. They
are more uncooperative when they are trapped in a situation that
doesn't work for them. Most of the time there is only one situation
possible. This increases the chances of a petson getting trapped.
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To Make Adults Safer

4 There need to be clear avenues of recourse for people in every
program, no matter what its type. We need to insure that someone
who is in a dangerous situation has a way to let someone outside
the setting know if there is a problem.

9 We have to work systematically on the essential issue: changing
attitudes and expectations about the place of people with develop.
mental disabilities in their their lives, in oUr communities, and in
society. This essential work begins with our own persona relation-
ships with people with developmental disabilities and our own
active involvement with our fellow citizens in the life of our own
communities.

. 4 This kind of social change moves slowly, from petson to person in
social networks. This means keeping a long tenn perspective on
our policies and investments. People with developmental disabili.
ties will be safer as more other citizens become personally in.
volved with them.

4 We need to continue learning about what it takes to build and
strengthen personal relationships and social involvements for
those people with developmental disabilities who would otherwise
be isolated.

The best way to learn about this is through investments in
local people's efforts.

We should support a variety of efforts to be sure that commu-
nities have people who will be there to ask for and support
personal involvements.

As this body of experience grows from projects focused on
assisting people to become part of community life, we need to
invest in communicating their lessons and sharing their tools.

4 We need to help systems explore more ways to put power, money,
rulemaldng, and monitoring in the hands of people with develop-
mental disabilities and those people closest to them.

The system we have now generates increasingly detailed nags
within a system that institutionalizes major inequalities and
disempowers people. We need to experiment with major
changes in these systemic ways of keeping people unequal
and without the resources to stand up for themselves.

3S

MONO



10:114

Just offering more of what we have now can't work to give
people the power they need to be safer. But demand on the
systemfrom people who have little or no help now or from
advocates for people who are especially and obviously hurt by
the worst of current services means big pressure for more. We
need to focus influence and money on efforts to create windows
for action to make the system different,

There is much to learn about alternstive ways to help people
with developmemal disabilities and the people closest to them to
see, undastand, and respond to the real risks in people's lives.

4 We need to face and explore the possibility that our social systems,
including our service systems ate collapsing. Many people have not
considered this possibility and some people who have think it un-
likely. But a number of thoughtful people associated with the council
believe this is already happening, though they may not see the same
causes or predict the same consequences. We need to find ways to
assess this possibility (some would say, certainty) and help people
explore the role of citizens in a collapsing situation.

Minimizing the costs 4 Understanding and achieving a balance of risk and safety is complex,
of regulation

Risk can come from strangers or outsiders, but it can also come
from people you know and rely on such as service staff or family
members. It would be easier to deal with this issue if all risk came
from "outsiders" or if we could be confident that family and
friends or professionals very seldom posed a significant risk.

There is a theory that people are safer in community settings,
which are more open, than in institutional settings, which are more
closed. But what does "openness" mean? Does "openness" mean
having lots of government inspectors visiting? How can a place be
"open" and still be private? Does "openness" mean that a person
has lots of friends visiting? If so, just locating people in small
houses doesn't automatically mean they are in an open environ-
ment.

Regulation can contribute to people's safety by insuring that
suffiLient authority is available to deal with bad situations. But
regulation can make balance hard to achieve, It's very hard to
develop regulations that are both powerful enough to rescue
people from abuse and subtle enough to support people striving
for balance.



The idea of "the dignity of risk" is a valuable corrective to the
tendency to overprotect and over regulate. But it doesn't pro-
vide much guidance for knowing when to choose for safety,

4 We need to do some hard thinking to place this issue in the context
of larger social trends. Over the long term, demand on human
acrvice systems will continue to rise rapidly as other large scale
social changes make strong demands for new ways to organize and
manage. Formal systems will get more fragile and more erratic.

4 We need to ask what we can do now to shape an environment that
promotes the development of alternatives to widening the existing
regulatory sue=
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