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Introduction
Background  of the Study

When United States District Court Judge Raymond Broderick issued his

opinion in the Halderman v. Pennhurst State School and- Hospital case in 1977,

it was considered the most far-reaching legal event in the field of mental
disabilities to date. Unlike other federal judges who had primarily focused
their attention on the improvement of institutional settings, Broderick ruled
that Pennhurst State School and Hospital was incapable of providing
constitutionally appropriate care and habilitation. This finding led him to
conclude that thé ;esidents of Pennhurst, those on the waiting list to the
institution, and any other mentally retarded person in the community '"at risk"
of institutionaiization at Pennhurst should be provided services in less
restrictive settings in the community.

Following Broderick's ruling and the issuance: of his decree in March,
1978, plainti£f§ in 20 other states began the process of seeking similar
relief. Recognizing the.potential national significance of the Pennhurst case,
leadership in the Department of Health and Human Services (DHHS) —-
specifically ‘in the Office of the Assistant Secretary for Planning and
Evaluation (ASPE), and the Region III (Philadelphia) Office of Human
Development Services (OHDS) -- decided to support a five year longitudinal
study which would:

e measure the relative growth of residents in the institution and in

the community in order to determine the impact of relocation on

mentally retarded persons;

e assess the impact of deinstitutionalization on the families of
retarded persons and on the communities in which they live;

e compare the costs of providing services in the institution to those
" in community settings; :

. assess the legal history of the Pennhurst case;

e address significant issues growing out of the implementation of the
district court decree.



The main value of thebstudy has been its utility in providing DHHS,
state, and court officials with information on which vital short and long term-
policy decisions can be made. From the initial conception of the project, the
Pennhurst Longitudinal Study has been a partﬁership involving the Commonwealth
of Pennsylvania, the court, ASPE, and OHDS Region III. Further, bécause of the
information needs of the Office of the Special Master and the Pennsylvania
Office of Mental Retardation, their representatives also participated in the
original design and in the ongoing oversight of the project. In addition to
direction provided by the DHHS project officers, the Pennhurst Study Work Group
was also established to ensure the study's continued relevance. Member of this
group include representatives of the Special Master, the Heafing Master, the
Office of Mental Retardation, the Pennsylvania Developmental Disabilities
Council, and the Region III Developmental Disabilities Office.

Further, in order to ensure the national relevance of materials emerging
from the Pennhurst Longitudinal Study, an Advisory Committee was- appointed.

The Committee is comprised of national experts in the field of mental
retardation, a representative of the national organization of;étate.mental
retardation commissioners, and others interested in the general area of
litigation and deinstitutionalization..

The Longitudinal Study, which is being conducted as a collaborative
effort by the Temple University Dévelopmental Disabilities Center in
Philadelphia and Human Services Research Institute in Boston, is divided into
three major parts:

e Impact on Clients and Communities (Temple University)

This portion of the study involved monitoring the developmental
progress of the study population, the services they received,
the quality of their living environments, and the level of their
satisfaction —- both at Pennhurst and after relocation to the
community. This segment also included an assessment of the
impact of deinstitutionalization on families of clients, both in
anticipation of the action to be taken under the decree - and



following the actual relocation, and the attitudes of others in
clients' local communities both before and after deinstitution-
alization. Included in this study component were case studies of
several Pennhurst residents which provide a more in-depth exploration
of the impact of the case on particular individuals.

Briefly, the study population had the following characteristics:

Average age: 39 years

Average years institutionalized: 24

Level of disability: 86% severely or profoundly disabled
Other disabilities: 40% displayed physical violence toward
~ others; slightly more than 50% non-verbal

Sex: 647% male

e Impact on Costs (Human Services Research Institute)

‘The results of this portion of the study include an assessment of the
costs and cost configurations of services provided both at Pennhurst
and in community settings. For as many service categories as
possible, average cost per unit of service at Pennhurst and in the
community were calculated. These service unit costs were applied to
the reported units of service received by individual clients. From
this, the staff derived estimates of total costs for each relocated
client, as a function of how much service the client actually
received. ‘

e History and Implementation Analyses (Human Services Research
Institute)

This study area included a continually updated historical account of
the implementation of the Pennhurst decree and the evénts surrounding
the litigation for the first three years of the study. In the course
of these assessments, the actions and intentions of policy makers
were highlighted. Further, the interrelationships among events and
key system actors are chronicled and the implications for state and
federal policy were explored. In additien, four aspects of
implementation were singled out during the course of the study for
extensive investigation and analysis.

Organization of the Report

This final report of the results of the Longitudinal Study
integrates qualitative, quantitative, and cost findings into one
comprehensivg report in order to facilitate a review of the varied strands
of evidence generated by both Temple Univeréity and Human Services

Research Institute. The material is organized as follows:



Chapter II -- History of the Case

This chapter provides a summary of the six Historical Overviews prepared
during the first three years of the Longitudinal Study. It is organized
chronologically, with special sections on legal developments,
Pennhurst-related developments, and general system developments at each
historical stage. The chapter concludes with a brief summary of events
for the last two years.

Chapter II1 —- Implementation Issues

This chapter summarizes three of the implementation issues that have been
addressed in depth during the course of the project. The first topic is
the Special Master mechanism employed by the federal court to monitor and
enforce the Pennhurst decree. The second area focuses on the actions and
reactions of the state defendants in the case as contracted with those of
state defendants in other suits around the country. The third analysis
is a multi-state assessment of limitations and constraints to the.
implementation of court decrees.

Chapter IV -- Growth and Development

This chapter describes the results of the systematic assessment of client
growth and development among the study population both at Pennhurst State
Center and in the community. Chapter IV through Chapter VIII represent
the findings from the quantitative studies. Four of the five chapters
are introduced by a digest from one of the project's case studies.

Chapter V -- Consumer Satisfaction

This chapter presents the results of surveys of clients in the study
population to determine their level of satisfaction with their
surroundings both in the institution and in the community,

Chapter VI -- Quality of Environments

This chapter reports the findings of surveys of client environments both
at Pennhurst and in the community.

Chapter VII —- Family Attitudes

This chapter concentrates on the responses of families to the process of
deinstitutionalization and focuses on changes in their attitudes over
time.,

Chapter VIII -- Neighbor Attitudes

This chapter discusses the results of surveys of neighbors of the clients
in the study population both before and after community living
arrangements were developed.

Chapter IX -- Comparative Cost Analysis

This chapter describes the comparative costs of the provision of services
at Pennhurst Center and in the community.



Chapter X -~ Impact of Court-Ordered Change

This chapter, which is also the fourth and final implementation analysis,
explores ten questions regarding the impact of the Pennhurst case on the
mental retardation system in Pennsylvania. It draws together
quantitative, qualitative, and cost findings in order to shed light on
the issues.

Chapter XI -- Policy Implications

This final chapter summarizes the larger policy questions that have been
uncovered by the study and offers suggestions for future planning and
policy development. '

Where appropriate, instruments used to collect information are included in

the Appendix to the report.
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History
Introduction

As part of the longitudinal evaluation of the Halderman v. Pennhurst

case, a series of Historical Overview reports was prepared in order to

chronicle key events surrounding the implementation of the court decree and to
analyze the roles of various actors in the implementation process. Since
1980, a tetal of six Overview reports were prepared —-— one every six to eight
months (in the last two years of the study, the Overviews were replaced by
brief updates). The historical analyses describe the major activities
surrounding the implementation of the decree, and assess the constraints and
limitations on such ac;ions. The reports also characterize the influence that
the li;igation.Hed on the general service system and, conversely, how general
system factors effeeted the~requirements of the decree.

In;preparing for each Overview report a number of data gathering
activities were conduted. In addition to reviewing relevant legal documents,
state reports and regulations, and other materials, staff interviewed a cross
section of key ectors in the state including county, provider, state, legal
and consumer representatives.

Each Overview report corresponded to a specific time period during which
certain key events concerning the decree transpired. The first Overview was
somewhat different from subsequent reports because it set the stage for
ensuing analyses. As such, it served two major functions: (1) to describe
the context in which the litigation was brought; and (2) to highlight those
activities that took place immediately after Judge Broderick arrived at his
decision in December 1977. All other phases in the historical analysis of the
Pennhurst cese are presented in three parts: legal acti&ities, Pennhurst-

specific activities, and general system developments.

11



An Introduction to the Litigation and Court Ordered Reform

Some of the key background elements reviewed in the first historical

account included the following:

Overview of the study area —-- The history and characteristics of the

Southeast Region of Pennsylvania (Philadelphia, Bucks, Delaware,
Montgomery and Chester Counties) were described and the history of
Pennhurst Center was presented. As map of the Department of Public
Welfare regions is included in Exhibit 2-1, and the population trends
at Pennhurst State Center are described in Exhibit 2-2. A detailed
discussion of the social and economic characteristics of the state,
the region, and the five counties is included in the appendix.

Legal history of the litigation -- Similar litigation in the field of

mental disabilities was reviewed and compared and contrasted with the

Pennhurst case; the use of public law litigation as a tool of social

reform was also analyzed.

Events leading up to the suit.-- A brief account of the rationale for

the Pennhurst suit was summarized including the early expose of
conditions at the state center, the pivotal role of the Pennsylvania
Association of Retarded Citizens, attempts by the state to upgrade
Pennhurst and create alternatives in the community, and finally the
filing of the suit by David Ferleger on May 30, 1974 on behalf of
Terri Lee Halderman for both injunctive relief and money damages. The
complaint was later amended when PARC intervened in the suit; money
damages were dropped from the remedy and the five Southeast
Pennsylvania counties as well as the state were named as defendants in
the suit.

Legal arguments made and the remedies sought —— The plaintiffs argued

that both constitutional and statutory law guarantees mentally
retarded persons a right to habilitation and a right to receive
services in the least restrictive setting. Moreover, the plaintiffs
maintained that Pennhurst was incapable of ensuring the rights of
mentally retarded persons because of deplorable conditions. The
remedy sought was the ultimate closure of the facility and the
movement of residents to less restrictive community-based services.
The state did not significantly contest the facts presented by the
plaintiffs but asserted that the proposed remedy went beyond the
powers of the courts. The Judge's attempt to get all parties to agree
to a form of relief failed and he proceeded to fashion one of the most
complex decrees in the field of mental disabilities litigation.

State mental retardation system —-- Certain general characteristics of

Pennsylvania's mental retardation system were described including such
factors as the state/county partnership arrangement, the influence of
1966 MH/MR Act, and the growth of community living arrangements. The
influence of these factors on the implementation of the court ordered
reforms was assessed.
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Exhibit 2-2
Population Trends at Pennhurst Center (1966-1984)

Clients On Clients In To'""Normalized"

Date Books Residence ' Admissions Environment s¥* Transfers Deaths
1966 3071 2864 51 57 22 53
1967 2979 2778 45 43 22 56
1968 2761 2300 48 77 338 54
1969 2653 2029 : 94 184 158 61
1970 2534 1893 75 237 , 12 39
1971 2414 : 1780%* 92 169 49 40
1972 2217 1704 - 90 63 79 . 21%%%
1973 2047 1584 : 89 _ 116 ' 142 28
1974 1718 1488 75 97 84 23
1975 1619 1424 81 49 85 20
1976 1545 1399 46 35 22 17
1977 1448 1322 20 61 17 16
1978 - 1257 1211 1 76 1 26
1979 1170 1145 - 43 1 18
1980 - - 964 927 — 38 155%%%% 17
1981 912 857 - 85 1 12
1982 817 669 . 177 - 11
1983 676 .- 592 - 69 - 8
1984 576 - 399 1 180 5 9

*qumalized environments include group homes/apartments, family care program,
return to family, indepedent living, etc.

*%Thi s figure, from 1971 to 1980, represents clients counted in residence, but
who were actually living at Pinehill Rehabilitation Center.

***This figure, from 1972'to 1980, includes deaths occurring at Pinehill,

****Thls ‘figure represents the 155 clients dlscharged to Pinehill when’ that
facility became a free standlng ICF/MR.

Source: J. Gregory, Pirmann, Pennhurst Center, 1985.
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Specific litigation activities within the mental retardation framework
-— In addition to the organizational. aspects of Pennsylvania's mental
retardation system, the court's requirements were reviewed. The
responsibilities of the Office of the Special Master (OSM) -- the
court's primary enforcement mechanism -- were described, including the
way in which the court orders would be monitored, and planning and
resource development would be conducted. (A summary of the major
orders that make up the decree is included in Exhibit 2-3). '
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- Exhibit 2-3
zMaj;_or__‘Co'urt Orders

““Original Order”’ (March 17, 1978)

Judge Broderick's initial order included the following requirements:

that suitable community services be provided for all Pennhurst
residents and other class members;

that individualized program plans be developed for each class member;

that plans for the placement of Pennhurst residents into appropriate
community services be submitted to the court;

that a Special Master be appointed to supervise planning and
implementation;

that no further commitments be made to Pennhurst State Center;

that a "friend advocate™ program be established to represent class
members and to monitor community services along with other entities
set up by the court;

that the Commonwealth take steps to eliminate abuses at Pennhurst;

that the Special Master prepare a plan to provide alternative
employment for all Pennhurst employees.

~ Order for the Interim Operation of Pennhurst (Mérch 5, 1979)

~This order includes the following requirements:

that the Special Master appoilnt a liaison to Pennhurst State Center;

that OSM monitor compliance with institutional requirements regarding
the administration of medication, use of restraints, appropriate
feeding procedures, maintenance of sanitary conditions, prevention of
abuse, use of seclusion, and modification of wheelchairs and other
equipment.

that OSM review and approve all Individual Habilitation Plans based on
OSM guidelines developed pursuant to the original order;

that counties appoint case managers to serve the needs of Pennhurst
class members;

that OSM review and approve the employment of all county case managers
and case management supervisors;

That OSM provide training to case managers, coordinate their duties,
and establish procedures for the activities of certified advocates.
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“Employee Order”* (April 1979)

This portion of the decree established an Office of Employee Services as
part of the Office of the Special Master. The Office was created in order
to provide counseling and guidance to those employees of Pennhurst State
Center who lost jobs because of court-mandated deinstitutionalization.

The order also included a schedule for the ultimate closure of the
institution. This order was nullified by the circuilt court on December
13, 1980,

’Children’s Order’’ (June 8, 1979)

This order requires the following:

° that all children under the age of 21 years be moved out of Pennhurst
into appropriate community living arrangements by September 1979;

° that counties prepare a plan for the provision of services to school-
age :children and that OSM approve such plans;

° thaf:the Commonwealth prepare a plan for program and fiscal monitoring
of the provision of services to school age children and that OSM
approve such plans; .

e that OSM monitor the placement of such children and make periodic
reports to the court.

’Hearing Master Order’’ (April 24, 1980)

This order, whiéh was necesitated by the ruling by the Third Circuit,
mandated the following:

° that a Heafing Master be appointed to conduct individual
determinations in cases of contested placement out of Pennhurst, and
in cases where institutional commitment is recommended;

° that the Hearing Master establish procedures: for hearings, ensure that
notice is given to all parties, set hearings at specified times,
review evidence on both sides, and make a decision regarding the
legitimacy or placement objections or admission request.

This order was subsequently modified to give. the Hearing Master
responsibility for determining the "voluntariness™ of all placements out
of Pennhurst pursuant to the Supreme Court stay.

“Implementation Order’’ (March 2, 1982)
This order included the following directives:

e that the Commonwealth and county defendants place 61 Pennhurst
residents (not covered by the Children's Order) and 29 community class
members in community residential and support services by June 30,
1981;
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that Commonwealth and county defendants place 150 Pennhurst residents
and 100 community class members in community residential and support
services by June 30, 1982;

that Commonwealth defendants place 100 Pennhurst clients who resided
out of the Southeaster Region, in community residential and support
services by June 30, 1982;

that the Commonwealth develop a plan for complying with the placement
schedules and submit such plans to the court.

‘’Consolidated Order’’ (August 26, 1983)

This order consolidated and updated the previous orders and added the
following provisions:

that the Special Management Unit be substituted for the Office of the
Special Master to monitor the interim operations of Pennhurst Center;

that the Commonwealth's placement procedures, which allow for IHP
review by the Special Management Unit, be substituted for those
developed by the Office of the Special Master;

that the Commonwealth be given 90 days to submit plans for the
placement of class members to any facility operated by the
Commonwealth defendants.

“’Final Settlement in Halderman v. Pennhurst’” (July 12, 1984)

The following are the major points included in the agreement reached
between the plaintiffs and the defendants:

that Pennhurst Center will close by July 1, 1986 (possible extension
to September 30, 1986);

that the definition of plaintiff class will be "any retarded person

who has resided at Pennhurst at any time on or after May 30, 1974";

that resources currently committed to Pennhurst will be reallocated to
community programs and services;

that the Hearing Master will continue his functions until the

settlement is approved by the District Court. At that time unresolved

matters will be transferred to an independent neutral retardation
professional who will also hear any cases in which a person (class

. member, state, county, parent, advocate or legal counsel) disagrees

with a decision to move an individual to a CLA or an institution;

‘ that client advocates will be continued;

that court jurisdiction will end for the counties two years after the
last of each county's residents leave Pennhurst; and for the state
defendants on July 1, 1989.

18




What emérged in this anglysis is a picture of an already complex system
beset with the usual arfay of structural and politicai problems, énd faced
with meeting the yery specific and immediate mandates of a complicated and
far—reachiné court decree. The Weight of the discussion provided a view of
both the limitations of judicial intervention in the area of mgntal
retardatioh and the ways in which litigation can shépe the course‘of reform in
this fiélda- ;t further highlighted the unique position of the Office of the
Special Master in an ongoingAstate’statutory; regulatory, and.political
environment. | | -

In assessing the progress of implementation of the decree during this
phase (which concluded in early December 1979), it is safe to say that thé
major bphstraintﬁto compliance was the defendants' unwillingness to accept the .
resultS'of theidistrict codrt decree. Such resistance was manifest in
continutd appealg and é hope that Judge Broderich's decision would ultimately
be overtutned. 'Thié»posture made it extremely.diffitult to éeédre the
plannlﬁg andjtunding commi tments necessary to begin‘the mhvement of resident
out of Pennhurst in the numbers envisioned in the original order.-:ThiS'
singular fact, unliké aspects of litigation in othér states_where consent
decrees have been signe&, made the case ahd its implement;tion during this
period, unique. | |

Other factors thatlinfluenced implementétion"were primarily derivative of
larger system problems that would have constrained any major deinstitution-
alization activity. They include the following:. |

® Restrictions in the state's mental health and mental retardation
statute that limited the development of community residences to three
person homes;

e A lack of cooperation ahd participation in resource development from

other state funding agencies such as the Bureau of Vocational
Rehabilitation and the housing finance agency;
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o The absence of anmy regional planning or funding mechanism in the state
mental retardation system capable of consolidating and funding highly
specialized and expensive services for more disabled individuals;

™ No comprehensive plan for the use of ICF/MR (Title XIX) funds in the
commnity which would free up state funds for the expansion of
communi ty-based living arrangements;

° Limited development of back—up resources for the support of severely
mentally retarded persons living in the community;

. Turn-over in staff in the community living arrangement (CLA) program
at an average rate of once every six-months -~ a phenomenon that adds
costs and creates instability in the minds of some observers;

] No mechanism in the state to ensure an orderly transfer of state-
employees from institutional to community-based settings;

] No. comprehensive standards for ClAs.

Additionally, there were constraints that were peculiar to the
litigation:

e Given legal doctrine in the field, it is difficult if not impossible
to force a state legislature to appropriate funds to implement the
decree.

] Current structural, organizational and political problems surrounding
the relationships between the Office of the Special Master and the

defendants constrained an easy and mutually trusting relationship.

o There were no officially recognized county plans to guide the
implementation of the decree in the Southeast Region.

° The nature of the individual planning brocess on behalf of Pennhurst
residents was long and tedious and resulted in numerous delays that
purportedly discouraged the participation of some local providers.

] The addition of Pennhurst case managers at the county level, while
accepted in some counties, caused consternation and resistance in

"other counties.

° The implementation of the Employee Order was constrained by the
inability ot OSM to secure job placements and training resources.

° The role of OSM with respect to planmning caused duplication and
confusion and removed accountability from the state and the counties.
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Another Ruling and An Opportunity for Agreement
(December 1979-July 1980)

Legal Developments. On December 13, 1979, the United Statés Court of

Appeals for the Third Circuit issued its en banc opihion in the Penﬁhufst

case. liﬁ a six to three decision, the court affirméd certain aspécts of
Broderick;s decree and negatéd others. The three areés.that were élimiﬁated
included: 1) the requirement that alternative employment be found for all
Pennhﬁrst employees; 2) the presumption fhat Pennhurst would evéntually close;
and 3) thé portion of the decree banning all admissions to Pennhurst. The core
of fhe decision was affirmed, howéver, since the court supported the éommunity
presumption.

With the appealé court decision in hand, there was an opportunity for the
parties to negotiate a setﬁlemeﬁt. The.appéintﬁent of Dr. Jennifer Howse,
former direétor of Ehe Wiliéwbrook Review Panel in New York, generéted optimism
among the plaintiffshthat agreement could be réachedﬂ Given her past position,
Dr. Howse was seen as aﬁ aggressive and articulate spokesperson for the
interests of mentally rétarded persons,

Negéfiations bééan early in 1980 and continued for several months. The
major area of disagreement among the parties was the ultimate role of
Pennhurst.. S;ecifically, discussions focuésea oﬁ how many persons should be
considered part of the class and, therefore,véligible for comﬁunity placement.
After several.proposals from both sides, there wés stiil no consensus on the
magnitude of placement.

OMR staff maintained that the sticking point was a disagreement regarding
the speed of CLA Aevelopment and client movement, while the plaintiffs asserted
that discussioﬁs broke.down both bver the placemeﬁt schedule and system

improvement. Given the high hopes of each side,‘the inability to reach
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agreement left the parties with a great deal of bitterness and ill feeling.
Each side felt that its position had not been respected and.blamed the other
for the ultimate failure of the discussions.

During the negotiations, Judge Broderick revised his original order ﬁo
conform with the changes made by the court of appeals. The changeé narrowed
the scope of his original order and placed additional emphasis on the
individual rather than the colleétive aspects of the remedy. Included among
the changes in his order was the termination of the Office of Employee Services
(OES) —- a unit that had been established at Pennhurst to ensure the protection
of institutional employees. Upon termination of the OES, the Office of the
Special Master (OSM) issued a special report outlining the multiple problems
involved in finding alternative employment for Pennhurst émployees.

Broderick also created the Hearing Master. The Hearing Master was
directed to conduct individual reviews involving contested institutional
discharges and where instititutional admissions.were being sought on behalf of
a class member. In filling this critical position Judge Broderick selected
Michael Lottman, an attorney with broad background in the field of mental
disabilities.

Finally, Judge Broderick allowed the Parent-Staff Association -- a group
of anti—deinstigutionalization parents and Pennhurst employees -- to intervene
in the litigation. This mové further fragmented the case by introducing a
group that was neither supportive of the plaintiffs nor entirely supportive of
the defendants. Moreover, the Parent-Staff Association was receiving (and
continues to receive) financial support from the American Federation of State,
County and Municipal Employees (AFSCME), a powerful union with similar

interests in maintaining institutions.
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Following the court of appeals decision and the collapse of the
negotiations, the defendants, and the Parent-Staff Association had to decide
whether or not to pursue the case in the U.S Supreme Court. Each group had
different motives for seeking certiorari, and some were reluctant about taking
such an .important test case to the Supreme Court. In the end, however, all
parties sought review.

On June 9, 1980, the Supreme Court agreed to take the Pennhurst case. 1In
granting certiorari, the Court agreed to hear arguments in four areas: the
ability to enforce a private right of action either under the Developmental
Disabilities (DD) Act or under general or federal civil rights provisions; the
ability of the DD Act to support the breadth of the remedy in the Pennhurst
case; the ability of the state Mental Health and Mental Retardation Act of 1966
to support the Pennhurst case; and the extent to which federal courts can -
intervene in stéte affairs. In addition to granting certiorari, the Court
granted a partial stay prohibiting  "involuntary" discharges from Pennhurst.
Although there were several different interpretations of the Court's partial
stay, in the‘énd, Judge Broderick issued an order directiné the Hearing Master
to schedule a hearing for each Pennhurst resident for whom a commnnity living
arrangment had been prepared. The purpose of the hearing was to detemine
whether or not the -transfer of Pennhurst clients to the community was in fact
"voluntary."

Pennhurst-Related Developments. Shortly after her arrival in

Pennsylvania, Dr. Howse created the Pennhurst Implementation Team (PIT). The
major responsibilities of the PIT included: serving as a liaison to OSM and
other key actors; providing continuity between the policies developed for

Pennhurst and the Southeast Region, and statewide policies; and ensuring that

any positive benefits growing out of the litigation were expanded statewide.
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One of the first tasks taken on by the PIT team was-the preparation of a
staffing study at Pennhurst Center that recommended the addition of 107 direct
care staff at a cost of $11 million. The relationship of the PIT to the
Master's Office was complicated by the negative feelings surrounding the failed
negotiations, and a growing polarization between tﬁe state and OSM staff
regarding implementation of the court decrees.

One of the key concerns of the PIT and other OMR staff during this time
was resource development for the Southeast Region. Though the Commonwealth's
proposed implementation order ‘showed 150 community placements for Pennhurst
residents and anéther 100 slots for class members in the community by 1981,
only 65 CLA slots were actually projected by OMR fér "Phase I'" of annual
. placement activity for Pennhurst residents. '"Phase 2" included an unspecified
number of placements as a result of the initiation of a community-based ICF/MR
program.

Judge Broderick was not satisfied:with the projected placements and
circulated an implementation plan of his own in the form of a proposed order.
The proposed order included movement of 150 Pennhurst residents to the
community, the creation of 150 CLA beds for community claés members and the
movement of 150 out-of-region Pennhurst residents. State defendants criticized
the order because it was unrealistic given the existing system capacity.

During this period the attorney for the original plaintiffs, David
Ferleger, raised serious questions regarding suspicious\deaths at Pennhurst
Stéte Center. The Commonwealth responded by commis;ioning a atudy by outside
consultants regarding medical practices at the institution. The issues of
adequacy of medical'praétices'and resident abuse and neglect at Pennhurst were
among the key areas to be monitored by OSM staff. Despite a rocky start, OSM

monitoring activities and subsequent reports were accepted by Pennhurst staff

and ultimately led to certain reforms and policy changes at the institution.
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General System Developments. In addition to bringing on new staff to OMR,

Dr. Howse also developed a reorganization plan for the Office immediately
after her arrival. One of the major organizational changes was the creation
of a unit to oversee the development of community-hased intermediéte care
facilities for mentally retarded persons (ICF/MRs). ‘The new unit prepared a
proposal for the developement of small ICF/MRs as part of Pennsylvania's Title
XIX plan of compliance. Regional Healtﬁ Care Financing Administration (HCFA)
staff had numerous reservations about the small ICF/MR propoSél. Despite the
reservations of the Federal Regional Office, OMR staff began to develop a plan
to operationalize the ICF/MR program. In the initial planning stages, there
was no speciél focus on the Southeast Region and the community placement

requirements of the Pennhurst case.

Relationships Deteriorate and the Court Asserts its Authority
(August 1980-March 1981)

Legal Developments. Up to the Summer of 1980, the Halderman v. Pennhurst

case had been characterized by numerous appeals, stalematgs and.continuing
copfrontatiqn mmong the parties. The enéuing pericd was much the same. The
U.S. Supreme Cpurt heard oral argument on the circuit court decision in
Pennhurst, Judge Broderick signed an implementation order covering movement of

class members into community living arrangements for the ensuing two fiscal

.years, and_twovrelated cases —— Romeo w. Yoﬁngberé and.In Re Joseph Schmidf -
were decided.

As noted ia the previous section, Judge Broderick interpreted the Supreme
Court's sta& t§ mean that no one could be moved from Pennhurst unless the
transfer was "vqluntary." The Parent/Staff Association, the group that
originally requesged the stay, disagreed withfthe‘Judge's interpretation and on

November 4, 1980 went again to the Supreme Court to renew its request for stay
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and to ask that Judge Broderick suspend implementation of the decree. The
state but not the counties also joined in the request. The Supreme Court

denied the request immediately prior to the oral argument on the Pennhurst
case.

On December 8, 1980, the Supreme Court heard arguments on the Pennhurst
case., The primary focus of the oral argument on both sides focussed on whether
the Developmental Disabilities Act supported the comprehensive remedy ordered
by Judge Broderick. The defendants (petitioners) maintained that the
Developmental Disabilities Act rested solely on the general spending power
granted in Article I, Section 8, of the Constitution. Though the petitioners
differed among themselves regarding the extent of federal enforcement authority
under the Act, they all maintained that no substantive rights had been
conferred by Congrees. The plaintiffs (respondents) argued that Congress
specified substantive due process and equai protection rights under tﬁe
Fourteenth Amendment.

A week before the Supreme Court argument, the U.S. Court of Appeals for

the Third Circuit rendered an en banc decision in the Romeo v. Youngberg case.

The suit, which was originally filed in the federal district court infi976,
involved a profoundly retarded reéident of Pennhurst State Center. While
confined at Pennhurst, Romeo was injured on over 70 occasions either by
injuries that wefe self-inflicted or the result of attacka by other fesidents.
The action was brought on behalf of Romeo by his mother who sought compensatory
and punitive damages from the &efendants because of violations of the
resident's Constitutional rights under fhe Fourteenth and Eighth Amendments.
The plaintiffs lost in tﬁe federal district court but appealed the
decision citing irregularities in the trial and in the Judge's instructions to

the jury. In its ruling, the circuit court remanded the case back for a new
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trial noting- that the district court, in an effort to distinguish the suit from
a malpractice case, adopted a standard .that was too rigorous in_the context of
a civil action. The circuit court proposed alternative jury instructions and

requested the lower court to reconsider its earlier exclusion of expert medical
testimony. - Although Romeo won a favorable judgment in the circuit court, other
legal -hurdles remained before money damages could be awarded. In the meantime,

the state 'defendants petitioned the U.S. Supreme Court for a writ of

certiorari..

Another significant case, In Re Joseph Schmidt, was decided by the

Pennsylvania Supreme Court. ~The case arose when the: Allegheny County mental
health and mental retardation administrator requested that Joseph Schmidt be
committed to Western State Center. The Commonwealth intgrvgned asserting that
the Center was not an appfopriate”residential/arrangement as requifed by the
Mental Health and Mental Retardation Aét of 1966.‘ The lower pourt rﬁled that
the responsiblity for findingAanvappropriatelplaéeﬁent for Schmidt was at the
county level. The county appealed to the state supreme court asking for a
clarification of which unit of government, the county or the Commonwealth has
the responsiblity to develop long term residential care. The state supreme
court found that the 1966 Act created a right to care in the least restrictive
environment and that the responsiblity for such care rested wi?h the
Commonwealth. . |

On March 2, 1981. Judge Broderick signed an implementation order setting a
placement schedule'for Pennhurst class members. Many ofvthose interviewed for
the project were perplexed that Broderick cmose this period to issue the order
given the immihence of -the Supreme Court decisionf Several observers
speculated that the Judge had become increasingly‘frust;ated by thg pace of
movement of individuals out of Pennhurst and was concerned that resources that

had been allocated for placement would revert to the state general fund.
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The Judge ordered that, from March 2, 1981 to June 30, 1981, the
Commonwealth develop 61 community living arrangements for Pennhurst residents
(not covered by the children's order) and 9 similar arrangements for retarded
class members in the Southeast Region. These figures coincided with the
state's allocation letters to the counties for 1980-81. For the second year,
the Judge ordered 150 Pennhurst and 100 community class members placed -- the
identical targets presented by the Commonwealth to the court in May 1980.
Broderick justified an additional 100 out-of-region placements by noting that
since OMR had placed several hundred persons out of state centers in other
regions, the state could therefore find community living arrangements for
outof-region Pennhurst residents.

Pennhurst-Specific Developments. Fiscal concerns preoccupied state and

community staff during this time period. Several counties in the Southeast
Region used part of their”allocgtion for FY 1980-81 to cover reported
short-falls in existing cduftOrdered placements and other unaﬁticipaféd fiscal
constraints. Certain counties attributed some of the deficit to the court
reqdirements. On the other hand, OSM staff contended that some counties were
interpreting certain IHP requirements too literally and providing certain
services (nursing, etc.) at greatly increased costs. In order to rectify the
budgeting problems, OMR staff prepared both short term and long term
solutions: first, they covered the existing deficits through a modification of
the 1980-81 allocation; and second, they developed special procedures for
monitoring and controlling the use of expansion funds for Pennhurst class
members.

At Pennhurst, an $800,000 contract was awarded to the Northeast Emergency
Medical Association (NEEMA) to provide medical care for residents. The use of

a contract, which included nine physicians.and a medical director, was a
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response to concerns regarding deaths and other medical care issues at the
institution.

Other significant developments during this period included the removal of
OSM's appropriation from the overall Pennhurst budget and its inclusion as a
separate line item in the Governor's 1981-82 proposed budget. As could have
been predicted, this action drew the legislature's attention to OSM"s almost $1
million budget.

The activities of the Hearing Master were praised by most observers -even
those who did not necessarily agree with his decisions. His 'approach was
viewed as fair and his opinions literate and comprehensive.  Up to this point,
five of the Hearing Master's rulings.had been appealed to Judge Broderick -four
regarding community placement from Pennhurst and one regarding an admission to
Woodhaven Center. In three of the five cases, the Judge upheld the Hearing
Master; the other tw6 required pre-placement visits before a "voluntariness"
hearing could be held. The "pre-placement" decisi;né'didfnot address any of
the complex issues raised by the appealing parties -~ they merely deferred a
decision for a later time.

General System Developments. One of the major events during this period

was the release of the.Governor's proposed budgef which provided $10.2 million
in new program funds for OMR -- $2.3 million of which was targeted for new CLAs
and $6.05 million for community ICF/MRs. Though the overall budget for the
Department of Public Welfare was lean, mental retardation services continued to
receive favorable funding increases.

The ICE/MR program —- with a proposed development strategy of 500 beds for
FY 81-82 -~ continued to encounter resistance by Regional Health Care Financing

Administration staff. 'In order to achieve a resolution, a meeting was held in
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Washington D.C. with Central HCFA staff. At the meeting, it was suggested that
the state prepare a waiver under Section 1115 of the Social Security Act to
accomplish its objectives. Although a waiver was developed, OMR staff never
submitted the request given the change in administration in January 1981. OMR
staff continued to develop plans for the small ICF/MR program inclﬁding
clarifying agency roles and responsiblities, issuing program memoranda that
listed the criteria for DPW approval of ICF/MR proposals, and preparing an
implementation plan.

OMR staff were determined to use the ICF/MR program to promote small,
community-based living arrangements. In a December 1980 memorandum, the size
of new ICF/MRs was limited to a maximum of eight beds on non-contiguous sites.
The proposed implementation plan called for converting large CLAs to ICF/MRs

and developing new facilities to serve only "self-preserving" clients,

Community Placements Pick up Steam Amidst Legal Confrontations
(March 3, 1981-August 31, 1981)

Legal Developments. During this period, the legal theories and

theoretical legitimacy of the Pennhurst case, were challenged, the enforcement
prerogatives of the Judge were tested, and the responsibilites of the
defendants to comply with various aspects of the decree were reinforced.

The major legal event during this period was the decision by the U.S
Supreme Court to reverse the Third Circuit Court of Appeals decision in
Pennhurst and to remand the case to the lower court for consideration or
reconsideration of the remaining Constitutional and state and federal statutory
issues (i.e., Section 504. the Eighgh and FourteentﬁlAmendments to. the
Constitution, the Pennsylvania Mental Retardation Act of 1966, and other
sections of the Developmental Disabilities Act). On April 20, 1981, the

Supreme Court ruled, in a six to three decision, that Section 6010 of the
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Developmental Disabilities Assistance and Bill or Rights Act (DD-Act) does not
create any substantive rights to "appropriate treatment" in the '"least
restrictive" environment.

Because the Court did not address itself to any of the legal issues
considered by Judge Broderick, it provided only partial guidance to the lower
courts regarding the future course of the litigation. However, though the
Court's decision did not automatically vacate Judge Broderick's decree, it did
alter the tone and momentum of the litigation. The defendants, in order to
test the implications of the ruling, sought a stay of the decree from Judge
Broderick pending the Third Circuit review. As he had on three other
occasions, Judge Broderick denied the request. .

In spite of the Supreme Court's decision, the Judge responded strongly to
the state's withdrawal of funding from the Office of the Special Master. As
mentioned in the previous section, the 1981-82 appropriation for the Master was
placed in a separate line item of $900,000. Some observers saw this move as an
attempt to prod the legislature to cut OSM's funds while Commonwealth
representatives maintained that the shift to a line item was intended to
clarify the issues for the legislature and to avoid misrepresenting the level
of resources for Pennhurst Center.,

In its final action on the budget in June, the Legislature cut the
Master's Office appropriation to $35.000. Following this action. the
Commonwealth indicated to the court that it could not pay the court's monthly
payment orders. In August 1981. Judge Broderick found the the Department of
Public Welfare and Secretary Helen O'Bannon in contempt andAassessed a $10,00
per day fine to run each day after September 2, 1981 that the payment orders
were not obeyed. Several requests for stays by the Commonwealth were denied

and the Commonwealth elected to pay the fines instead of 0SM. In the meantime
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OSM staff '"volunteered" their services without pay for a period. of three
months.

In another assertive action, the Judge issued an order to show cause why
the Commonwealth and four counties (Chester County was in compliance) should
not be held in civil contempt for failing to obey his March 2nd, 1981
"implementation order." The contempt hearings raised a number of key issues.
For example. defendants and plaintiffs were using different definitions of who
was-placed and who was not. By July 31, 1981, OSM showed that of 90 peraons
slated for community residences, only 15 had been officially placed, while the
Commonwealth's figures showed a total of 81 placed. During the course of the
proceedings, the Judge also became concermned about the lack of county attention
to the IHP process spelled out in the OSM guidelines.:

The final legal event during this phase was the consummation of the first
consent agreement since the Pennhurst case was decided in 1977. The plaintiffs
and the Citv and County of Philadelphia agreed to settle placement issues
raised in the civil contempt proceedings described above. By signing fhe
agreement, Philadelphia did not admit contempt of the March 2nd Order, but
agreed to make its required placeménts by September 30, 1981. MofeoVer, the
Philadelphia defendants agreed to pay $15,000 in attorney's fees to plaintiffs'
counsel for_costs incurred during the contempt proceedings and to provide a
performance fund as an expresqion of "good faith."

Pennhurst Specific Developments. For the most part, placements of.

Pennhurst class members in 1980-81 went more smoothly than in the previous
year. By July 31, 1981, almost all residential and day programs had been
developed. A number of constraints, however, were éited by the counties
including delays in site identification, zoning obstacles, community resistance

and client crisis situations.
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Esééiating costs of programs for class membérs became an issue during this
period. Many of the per diems, according to county staff, fell in the $70.00
to $100.00 range. Some county staff maintained that the per diems were
sometimes high because of the complexity of the clients' residential and day
pfdgraﬁ needs. Such costs were not necessarily questioned by county
commissioners since most of the programs are lOO%‘state funded. State
resoufces, however, were becoming more limited, especially in light of the
1981-82 budget for the Southeast Region. Since $8 million in new program funds
were cut_by the legislature, OMR staff had to adjust its funding commitments to
the Southeast Region. Although the Commonwealth indicated to county staff that
funding would be available to cover its court-ordered'requirements, some
counties were concerned about future funding for the court orders.

Twé'other important developments affected the orn-going implementation of
the Pennhurst Decree. As part of their response to Judge Broderick's March 2,
1981 order, OMR staff proposed to establish a "special management unit" in the
Southeast Region with responsibilities for reviewing all TIHPs and IHPs for
Pennhurst class members. The unit, to be based at Pennhurst, would include two
staff'persons -- one of whom was the former case management supervisor for
Chester Couhty. OMR staff anticipated that initially the unit would prepare
revised IHP guidelinés to "streamline" the procedures set out by OSM and would
eventually take over responsibility for IHP monitoring from OSM. 1In addition,
OMR staff proposed to use the data collection strategies developed by Temple
University as part of the Longitudinal Study, to aid in monitoring individual
clients., OSM staff were somewhat skeptical about the proposal since Temple's
data was analyzed only on an aggregate basis.

Developements at Pennhurst State Cen;er continued to focus on medical

services including the medication reviews conducted by an outside medical
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consultant. According to Pennhurst staff, the presence of Dr. Ziring increased
the level of interest and knowledge among direct care staff regardipg
medication issues. Meanwhile, a new medical direc;or was hired as part of the
' NEEMA‘cqntract and plans for improved medical services for Pennhurst residents
and for those residents making the transition to the community were initiated.

General System Developments. In July 1981, the Pennsylvania Legislature

completed work on the state budget and approved a $22 million increase for the
Office of Mental Retardation. This increase was $8 million lower than the
Offiée had requested and as such, cut into plans for new programs. To make up
the loss, OMR planned to use carry-over funds and dollars freed-up from
convérsions of existing CLAs to ICF/MRs.

OMR's ﬁroposal to develop small ICF/MRs was also completed during this
period. Although OMR staff had never intended that the program become a major
component in the implementation of the Pennhurst remedy, 112 community ICF/MR
beds were included in the FY 1981-82 projections to meet the courtfordered
requirements for the Southeast Region. Because of the budget cuts in new
progams, OMR staff had to revise their original estimates of the number of
ICF/MRs beds that would be developed throughout the state. A total of 225 beds
as opposed to 317 beds would be converted to ICF/MRs and 200 new ICF/MR beds
instead of 504 beds would be developed statwide. Further because of a ban on
new construction, ICF/MRs would be limited to existing housing. Aa a result,
only "self-preserving" clients would be served.

Other general system developments included a statement by OMR Deputy
Secretary ghat Marcy State Center in Western Pennsylvania would be closed ty
1982. Based on a feasibility study conducted the year before, OMR staff

determined that Marcy residents were among the most appropriate candidates for
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commmunity placement in the entire state system and that a significant savings

would occur if all residents were placed in alternative living arrangments.

Cooperation Prevails but Fiscal Uncertainties Lie Ahead
(September 1, 1981-March 31, 1982)

Legal Developments. In the second court of appeals decision in Pennhurst,

Broderick.yas ﬁpheld on the basis of provisions of the state's Mental Health
and Mental Retardation Act of 1966. The majority opinion distinctly aQoided
the more thorny Constitutional issues of and federai statutory questions
.remanded by the Supreme Court, Instead, the opinion stated that the entire
superatructure of Broderick's decree could be supported by state law. The
court of aépeals ruling, though a victory for plaintiffs, left the remedy
somewhat a;lthe mercy of the state legislature and opened up the possibility of
significant changes in the 1966 Act. |

In_the meantime, Judge Broderick congratulated OMR staff for their
diligence iﬂ carrying out those tasks necessary to ensure rapid compliance Qith
his implementation order. He did not find, however, that the county defendants
had pursued implgmentation with the same zeal. As é;result, the Judge found
some of the counties in contempt but did not assess fines since compliancé had
been virtually achieved. The Commonwealth's.perfo?mance may have influenced
the Judge's receptivity to a reduction in the Master's Office and to the
transfer of some compliance responsibilities to the Commonwealth.

Though the Commonwealth won kudos from the district court, compliance fo?
fiscal year 1981-82 was somewhat clouded by the lack of state action on
outof-region placements. This issue, coupled With the possibility that
in-region placements would not be completed by June 30, 1982, faised the

possibility of additional proceedings during the summer.
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On the O'Bannon contempt issue, Judge Broderick relieved the Secretary and
the Commonwealth of the responsibility to pay the $10,000 daily fines. By
early January 1982, the fund had swelled to approximately $1,200,000. The
Judge agreed with the state that any further collection of fees would be
inequitable since tﬁe funds paid by the Commonwealth were already in excess of
the amount needed to operate the Master's offices. The Judge used the funds to
reimburse OSM personnel‘for back pay'and left the remainder in interest bearing
accounts,

The Friend Advocacy program, the future role of the OSM and the transfer
of monitoring responsibilities to the Commonwealth were the major issues that
surfaced in another round of negotiations among lawyers for the defendants and
the plaintiffs. Aside from discussions surrounding the Philadelphia County
consent, this was only the second time that some or all of the parties had
entered into serious negotiations. There were two major sticking points
according to those interviewed: (1) the frequency of Commonwealth monitoring
of class members living in the community; and (2) the timing of any transfer of
monies from the contempt fines back to the Commonwealth. Although the parties
were close to agreement on the first point, there was substantial difference of
opinion on the return of fines to the Commonwealth., In the end, the
negotiations collapsed. Ironically, shortly after the negotiations broke down,
OMR program staff and OSM were able to reach an agreement of the transfer of
monitoring.

The final legal event during this time period was the Judge's decision to
vacate his order of July 14, 1980 which directed the Hearing Master to hold
hearings on every individual being placed out of Pennhurst and to determine
whether the placements were "voluntary." With the elimination of voluntariness

hearings, the Hearing Master would be limited to cases where "beneficiality" of
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a placement was challenged by the client or his parents or guardians.
By the close of this period, there were several legal issues left hanging

fire. First, the outcome of the Romeo v. Youngberg litigation was not known.

Though Romeo differed in character from the Pennhurst suit, it offered the
Supreme Court its first opportunity to define the Constitutional rights of
institutionalized mentally retarded persons. The decision by the Court would
certainly affect any future rulings on the Pennhurst litigation. Second, and
somewhat related, it was not clear whether the Supreme Court would grant

certiorari in Pennhurst for a second time thereby opening the issue of federal

court jurisidiction in the enforcement of state laws.
Also, it was not clear what Judge Broderick would do to structure
compliance beyond the end of fiscal year 1981-82. 1t was thought that the

Supreme Court's action in both Romeo and Pennhurst would influence whether he

would keep the pressure on the Commonwealth through an implementation order
covering future placement,

Pennhurst-Specific Events. As discussed above, OSM and OMR staff were

successful in forging agreements regarding the transfer of some compliance
responsibilities including the aproval of IHPs, monitoring of community
-facilities housing Pennhurst class members, and case manager training. The
agreement included time lines for activities and a stipulation that QSM would
remain involed for ‘some period of time and would conduct joint reviewa of
several TIHPs and IHPs, as well as joint monitoring visits. County staff
reaction to the shift was generally positive.

Funding for the remaining placements to be made under the March 2nd Order
and possible future orders became increasingly more difficult to obtain during

this period. As a result, funding for FY 81-82 placements was to some extent

37



"boot-legged" from other sources. Because of an underestimate in the amount of
federal funding accruing to the mental retardation program, a one time only
surplus was generated. These funds, which were not part of the community
services appropriation, were channeled to the counties through so-called
"blue-black" contracts with the state. These agreements included augmented
funding for the expansion of community programs under the order. County staff
interviewed during this phase were concerned about geveloping new progra

ms because of potential shortfalls in annualization funds for FY 82-83.
Philadelphia_and Bucks counties were told by OMR staff that adjustments would
have to be made in their Pennhurst placement schedule because of the Governor's
new ''mo growth'" budget. Other counties saw that the only way to expand
programs for the upcoming fiscal year was to increase the size of facilities.

The size of ICF/MR programs continued to be a point of contestion among
certain counties. Delaware County decided against developing ICF/MRs since the
state would not accept its proposals for two, 15 bed facilities. Other county
staff were concerned about. the costs of'ICF/MRs given the additional federal
requirements. In its December 1981 ICF/MR status report, the state reported a
total of 20 sites, with 91 beds in-the éoutheast Region that would serve
Pennhurst class members.

The implementation of out-of-region placements was stalled because the
state continued to maintain that placing Pennhurst residents in other parts of
the Commonwealth would jeopardize Title XIX "run-down" requirments in state
centers and, therefore, federal reimbursements.

General System Developments. Events in the state legislature events

occurred during this period signalled a potential change in the Commonwealth's
orientation to programs for mentally retarded persons. House Bill 1824,

introduced in the General Assembly in September 1981, called for significant
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changes in the Mental Health and Mental Retardation Act of 1966. The bill grew
out of concerns about the spate of individual litigation in county courts of
common pleas around the state, the decision in the Schmidt case, and the Third
Circuit's action in Pennhurst. Specifically, the legislation was intended to
make it clear that the 1966 Act was not an entitlement statute and that there
was no presumption in favor of least restrictive settings. As a result of
pressure from the Pennsylvania Association for Retarded Citizens and other
interested groups, the bill was returned to committee by a vote of 23 to 25.

In other legislative actions, pressure from a variety of disaffected
groups including parents of institutionalized persons, providers and some
county staff resulted in the passage of Senate Resolution 63 -- a measure
calling for an investigation of the Office of Mental Retardation and, in
particqlar, thg community programs it funds and supervises. The sponsor of the
resolution had’publicly criticized the Deputy Secretary of Mental Retardation
for her lack of sensitivity to parents of mentally retarded persons.

In the -Fall of 1981, an investigator was hired to staff the effort. The
investigator, a former county district attorney with no background in mental
retardation, spent several months conducting site visits and obtaining
information about the mental retardation system. Prior to hearings on the
results of the investigation, a preliminary report was prepared. Some of the
concerns cited in the report included high turnover among CLA staff, failure to
consult‘parents reéarding placement of fmily members, and limitations on the
size of ICF/MRs.

The role of parents of mentally retarded persons in decisions affegting
the placement of their adult or minor child was a primary issue in the

investigation, In partial anticipation of legislative action on the problem,
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the Department of Public Welfare issued a policy memorandum regarding parent
participation in late 1981. Although the policy provided parents with access
to the court of common pleas as a last resort, some parents felt that this
option was not sufficient. As a result, a "Parents Rights Bill" was introduced
in order to place the burden on the State to prove that the recommended
placement was the correct one for the adult client and to force the
Commonwealth to pay parents' legal expenses no matter what the outcome of the
appeal.

During this time period, state licensing standards for CLA programs were
finally published. The standards applied to all community residences 24 hour
care was provided to one or more mentally retarded persons. OMR staff
anticipated that all CLAs and PLFs would be licensed within one year. In those
cases where facilities were found to be deficient, it was the state's intent to
provide six month provisional licenses. Some county provider staff were
concerned that the new standards might result in significant increases in per

diems for those facilities not in compliance.

Enforcement Mechanism Ordered to be Phased Out Despite Failed
Negotiations (April 1982-September 1982)

Legal Developments. During the last phase, developments in the litigation

revolved primarily around two actions of the Supreme Court —— one that directly
affected the case and one that could indirectly affect the course of the
lawsuit. Specifically, the Supreme Court granted certiorari in the Pennhurst

case for the second time and also issued an opinion in the Romeo v. Youngberg

case., Further, Judge Broderick issued a far-reaching order that will probably
result in the disappearance of the Special Master. The remaining legal events
mirror those of past periods and include ongoing appeals of almost every facet
of the Judge's decree and another intense but failed set of discussions

regarding the possible agreement in the case.

40



The Supreme Court decision in the Romeo case was relevant to the Pennhurst
litigation because it was the first time that the Supreme Court considered the
substantive constitutional rights of involuntarily committed mentally retarded
persons. As such, the opinion suggested some of the reasoning that might be
applied by the Court in its second hearing of Pennhurst case. In reviewing the
Third Circuit's opinion in Romeo, a majority of the Supreme Court found that
involuntarily detained mentally retarded persons have the following
constitutionally protected rights: reasonably safe conditions of confinement,
freedom from unreasonable bodily restraints, and minimally adequate training as
reasonably may be required by these interests.

With respect to a "right to treatment'" the Court defined the term narrowly
to mean habilitation that would diminish Romeo's dangerous behavior and
therefore avoid unconstitutional infringement of his safety and.ffeedom of
movement rights. This interpretation was far différent from the court of
appeals finding that such persons have a right to treatment in the least
rest;ictive fashion and according to accepted medical practice. The Supreme
Court also noted that in determining whether an individual's constitutional
rights had been violated, his liberty interests must be balanced against
relevant state interests. Finally, the Court stated that in ascertaining
liability, the Constitution only requires that courts make certain that
professional judgment is exercised and that judges should not take sides
regarding which of several professionally acceptable choices should have been
made.

In June 1982, the Supreme Court once again granted certiorari in
Pennhurst. The major foundation of the defendants' request for review was the

Eleventh Amendement and the multiple ways in which it shields states from
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inappropriate instrusion by the federal courts. The nub of the defendants'
position was summed up in the following quote from their brief: 'Unless it
[the Third Circuit] is reversed, the decision will give federal courts a free
hand in the management of state programs despite the absence of any federal
interest at all."”

There was much speculation regarding the reasons why the Court granted
certiorari including thg possibility that the Court may want to address a much
larger issue —-- whether federal courts should avoid ruling on Constitutional
questions if a state law claim is. available. If the Court is interested in
clarifying issues regarding OSM, it will have to be in retrospect since, on
August 12, 1982, Judge Broderick issued an order requesting that the Special
Master develop a plan for phase-down of -her operations by the end of the
calendar year. |

The timing of the Commonwealth's petition for certiorari caught a number
of key observers by surprise, including the Secretary of Public Welfare. In
mid-May, a series of intense discussions had begun between the Secretary and
the President of the Pennsylvania Association of Retarded Citizens (PARC) in an
effort to find some common ground that might eventually lead to agreement
between the two parties. Several days after the discussiona were initiated by
the éecretary of DPW, PARC's President presented a proposal specifying seven
major steps inlcuding foregoing a request for Supreme Court review of the Third
Circuit ruling. Soon after the'working document was submitted, it was learned
that the Commonwealth had already filed the petition. As a result, discussions
were terminated and once again the parties were left feeling frustrated and
disillusioned with the process.

Despite the continuing inability of the parties in the Pennhurst case to

reach a consent agreement, Judge Broderick moved in the Fall of 1982 to
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phaseout the Special Master -— an action that caused some consternation among
the plaintiffs. The Judge's order stated that the dissolution of OSM did not
signal a diminution of vigilance on his part. Moreover, the order made no
mention of the Hearing Master -- an entity that will almost certainly continue,
perhaps even in an expanded capacity. |

Certain individual cases were also noteworthy during this period including

the April Saures case in Allegheny County. The Saures case was similar to the

Schmidt case, ruled on earlier by the Pennsylvania Supreme Court. As in the
Schmidt case, the Pennsylvania Commonwealth Court found that the state must pay
100% of the cost of community living arrangements for April Sauers. This
ruling'further reinforced the interpretations:of the State Supreme Court and
the Third Circuit regarding the requirements of the: Mental Health and Mental
Retardation Act of 1966.

Within the Pennhurst class, one groﬁp of individuals ~- persons who are
non-ambulatory -~ have been particularly difficult to place.  The problem is
locating accessible housing that meets fire and life safety standards. One
non-ambulatory community-based class member, M.H., has been on the waiting list
for sometime for an accessible and appropriate placement. Planning began for
M.H. and a site was selected last fall. The site was eventually rejected by
the Commonwealth because of life safety problems. When the family was finally
notified that M.H. would not be placed, a motion was filed in district court
seeking emergency relief for M.H. In the meantime, the county shifted its
energies to the placement of ambulatory class members -- a choice that -some-
observers felt was necessitated by the court's placement deadlines.

Pennhurst-Specific Developments. It was evident during this most recent

phase that the five county defendants had a sense of urgency in meeting the

June 30 1982 deadline for community placements. Although only one county met
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all of its required placements by June 30, the remaining counties were very
close to full compliance. There was concern, however, that in order to meet
the deadline certain counties "cut corners." Specifically, it was suggested
that trial visits for certain class members were not long enough. This issue
was
eventually brought to the attention of the Hearing Master and OMR. Counties
were notified that all procedural safeguards for class members had to be
observed, but certain county staff maintained that short cuts had not been
taken; on the contrary, they asserted that a great deal of thme had gone into
developing appropriate placements. Other compli meeting the deadline were not
new. Zoning disputes, community resistance and ICF/MR delays all presented
obstacles to meeting full compliance with the March 2nd Order.

With respect to the remaining part of the implementation order, the Judge

“out—-of-region"

denied the Commonwealth's.request to eliminate the 100
placements. Although the Co;monwealth contended that there was inadequate
funding to implement the out-of-region placements, Judge Broderick strongly
disagreed and pointed to the Marcy and Harrisburg Mental Retardation unit
deinstitutionalization efforts as evidence of the state's ability to fund
institutional reductions in other regioné. He gave the Commonwealth until
September 30, 1982 to comply with placement requirements.

Following the Judge's ruling, planning for the out-of-region placements
was accelerated. By June 1982, 90 persons had been identified as candidates
for movement to a total of 14 counties. There was some concern that the three
month time limit would be insufficient to guarantee adequate planning and that
the needs of these clients could strain the resources of some of the smaller
rural counties. Once the out-of-region placements are made, the question of

who and how those placements will be moqitored must be addressed.
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During this phase, the Special Management Unit (SMU) in the Southeast
Region became operationai.and took over monitoring and IHP reviews from the
Office of the Special Master. SMU staff agreed to monitor each Pennhurst
placement once ‘a year and to monitor the conditions of each ‘class member within
120 days of placement out of Pennhurst. Although.there were some concerns with
certain aspects of the monitoring process, most of those interviewed were
pleased with the SMU's and Temple's efforts.

General System Developments. Funding issues dominated general system

developments during this time period. TheAnew 1982-83 budget passed by the
legislature contained few surprises for mental retardation except that funding
for interim care and CLAs was separated into two line items. Several county
staff expressed reservations about this move while provider representatives and
others were pleased to see that interim care -- the primary funding source for
private licensed facilities (PLFs) —- was clearly visible in the state budget.
Two proposed per diem ceilings for ICF/MRs were issued in June 1982. The
ceilings were $87.70 for urban areas and $77.27 for non-urban areas. The
proposed ceilings created an uproar in the provider community and dismay and
frustration in some counties. A number of key areas were at the center of the
controversy. They included: the lack of differentiation in the regulations
among types of ICF/MRs and the clientele they served; the data used to develop
the proposed caps; and the distinction between private and public ICF/MRs in
the application of the ceilings. The Commonwealth ultimately postponed the
final regulations through the end of the fiscal year or until an acceptable
rate methodology had been developed. If applied as: proposed, the ceilings
could have eliminated many providers already on lire to develop ICF/MRs for

Pennhurst class members.
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Finally, the implementation of the recently enacted licensing regulation
for community-based residential facilities created some fiscal problems for
certain residential programs. A few of the large PLFs requested increases in
their rates because of the upgrading required to meet the standards. However,
state and regional OMR staff noted .that only a few providers increased per

diems and that so far, there was no statewide trend.
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Key Events During the Final Two Years of the Study and Beyond

Briefly, some of the major events that shaped the implementation of the
federal district court decree during the final study period (1982-1983,
1983-1984, and 1984 to date) include the following:

Termination of the Office of the Special Master. As of the end of

December 1982, the Office of the Special Master Qas officially terminated by
the court. Many of the functions previously carried out by OSM were
transferred to an entity set up by the Commonwealth defendants. The new
monitoring mechanism, the Special Management Unit, has responsibility for
review of transitional habilitation plans (TIHPs) and indiyidual habilitation
plans (IHPs), on-site monitoring, and supervision of the certiﬁied advocates.
Monitoring of individual client progress is being carried out by the Temple
University Developmental Disabilities Center. The Hearing Master continues to
conduct hearings in those cases where there are exceptions to community
placement or when reinstitutionalization is proposed.

Order of January 14, 1983. The January l4 order sets out an

implementation schedule for the 18 month period ending on June 30, 1984. The
order requires the counties and the Commonwealth t§ provide community living
arrangements to 143 residents of Pennhurst, 81 other.members of the plaintiffs
class living in the Southeast Region, and 50 Pennhurst' residents from outside
the Southeast Region.

Community Services Waiver Application. As part of their plan of

compliance to the court following the January 14, 1982, order, the Commonwealth
noted that an application for a Medicaid waiver under the provision of the
Omnibus Budget Reconciliation Act of 1981 had been submitted to the Health Care
Financing Administration (HCFA) on behalf of Philadelphia and Delaware

Counties. Following submission of the plan, applications were also submitted
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on behalf of Montgomery, Bucks, and Chester Counties. The combined impact of
the implementétion of the waiver and the judge's order would reduce the
population of Pennhurst to 200 by fiscal year 1985-1986. As of early 1985, the
waiver applications for the suburban counties had not been approved and the

federal audit of the Philadelphia waiver resulted in numerous exceptions.

Supreme Court Arguments. During this period, the Pennhurst case was
argued twice in the Supreme Court -~ once in February ;nd once in October. The
February argument centered primarily around the abiiity of the district court
to order a major reordering of the state mental retardation system ostensibly
on the basis of a state law claim. The theoretical assertions revolved around
the interpretation of the Eleventh Amendment and the principle of "comity" as
they related to the facts in Pennhurst. The argument also addressed the powers
of the Office of the Special Master. In June, the Supreme Court announced that
they had been unable to reach a decision and that they would rehear the case.
The second argument, in October, focused:on the same issues, with the exception

of the Special Master.

Legislative Task Force. following a legislative investigation and a
speciallreport o& the mental retardation system in the state, three legislative
task groups were convened to develop revised state legislation. The three
groups looked at placement procedures, definitiqns, and state and county
responsibiiities, respectively. The task groups included providers, consumers,
and county officials in addition to legislators. The reports of the task force
groups have been presented to the legislature, but to date no action has been
taken.

Consolidated Order. In August 1983, Judge Broderick issued a

"consolidated" order which encompasses —- where relevant -- the provisions of

all previous orders, and adjusts provisions to reflect changes made over the
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past year (e.g., the dissolution of the Office of the Special Master). For
instance, the responsibilities vested with OSM to develop county plans for
class members have not been shifted to the state. OSM's previous monitoring
responsibilities at Pennhurst were given to.the Special Management Unit. The
Hearing Master's responsibilities have been expanded to include jurisdiction
over class members who are subject to involuntary commitment in mental health
facilities. The Commonwealth and counties have filed exceptions to the order.
The state's primary concern is that the Judge has essentially mandated the
Special- Management Unit as party of the decree and also expanded its powers
beyond those to which the state agreed. The new order also requires the
Commonwealth to develop and submit plans for class members and non-class
members through the end of June 1985.

Commonwealth Plan. In November 1983, the Commonwealth defendants

submitted a plan to Judge Broderick in response to the comnsolidated order. The
plan described how placements would be carried out for the ensuing two and a
half years. It was in this plan that state officials indicated that Pennhurst
Center would be closed and that closure would be accomplished by 1986. The
plan called for a small residual population that would be transferred to other
institutions.

Supreme Court Decision. In-its second opinion in the Pennhurst case,

issued on January 23, 1984, the Supreme Court — in a five-to-four decision —-
held that the sovereign immunity principle of the Eleventh Amendment to the
Constitution prohibits a federal district court from ordering Pennsylvania
state officials to comply with state law. The ruling reversed the Third
CirCuit's earlier ruling (which followed the Court's 1981 ‘decision noted above)
that affirmed the district court's decree in Pennhurst based on state law

grounds alone. The Supreme Court decision significantly altered the

49



traditional jurisdiction of federal courts in state law matters and may force
litigators with state as well as federal claims to file in state and federal
court respectively, This second Supreme Court ruling in Pennhurst is in keeping

with the decision in Romeo v. Youngberg insofar as its emphasis on judicial

restraint -and its deference to state law and state mental retarddtion
professionals is concerned.

Consent Agreement. On July 12, 1984, ten years after the original

lawsuit was filed, the Commonwealth and- county defendants and the plaiptiffs
announced that they had reached consensus on the terms of a consent agreement.
The only party not included in the agreement was the Parent Staff Association.
The consent agreement included the schedule of placement included in the
Commonwealth's November 1983 plan and spelled out ongoing responsibilities for
the prepération of Individual Habilitation Plans, the conduct of monitoring and
quality assurance, and the maintenance of a placement review forum for those
protesting the provisions of an IHP. - The agreement also narrowed the
definition of the class by eliminating ongding monitoring for those on the
Pennhurst waiting list -and those at risk of being institutionalized at
Pennhurst.

Hearings on the Consent Agreement. In September 1984, Judge Broderick

held a public hearing on the provisions of the consent agreement in order to
determine whether there were any objections. The only group that lodged a

protest was the Parent Staff Association which continued to maintain that

i .

Pennhurst State Center should not be closed. Because of the delay in the
approval of the waiver (on which much of the financing for class member
placements depended) the Judge postponed ﬂis decision on the agfeement. After
one postpohement, the Judge scheduled another hearing in November which was

held in his chambers. At that time, the Commonwealth voiced its concern about
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its ability to carry out the agreement because of the lack -of appfovél of the
state's waliver applications, Finally, on December 5, 1984,:the'Judge'ﬁe1d'_
another hearing at which time the Commonwealth announced its intention to
comply with the agreement régardless of the disposition of the federal waiver.
It is expected that the Judge will soon announce his approval of the consent
agreement. |

New Role for Pennhurst. In January, 1985, Governor Richard Thornburgh

announced that the Pennhurst State Center facility would be converted into a

state medical facility for veterans by 1986.
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CHAPTER 3
IMPLEMENTATION ISSUES
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Implementation Issues

As ﬁart’of the qualitative assessment of the conduct of the Pennhurst
litigation, four special analyses were conducted. These focussed assessments,
termed "implementation analyses," were directed at particular aspects of the
environment in which the decree was being carried out. The subject of each
anaiysis was selected jo{ntly by project staff and the Pennhurst Advisory
Council. Candidate issues were drawn from the findings of thevHistorical
Ovefviews deécribéd in Chapter III. The implementation analyses have made it
péssible to go beyond the broader historical analysis of the litigation to a
fuller exploration of one or more key element in the use of litigation to bring
about social change. The analyses have also allowed staff to examine factors
in the implementation of the Pennhurst decree against the backdrop of
pdliticai; éociological, organizational, and legal theories surrounding social
éhange'as discussed in a wide body of literature. Finally, in the last three
years of the study, the implementation analyses have'expanded to include
comparative analyses in other states thereby increasing the relevance of the
study and its utility to state and federal policy makers.

The following section describes three of the analyses including the
methods used to secure information and the major findings reported. The fourth
analyses, which summarizes the impact of the decree, comprises Chapter 10 of
Ehe report.

Year 1 — Office of the Special Master

Nature of the Issue. The use of special masters appointed by the courts

to supervise the implementation of broad-based structural reform is a
relatively new phenomenon -~ particularly in the area of public health and
human services. Masters are judicial deputies appointed by the court to assist

in the conduct of complex lawsuits. These officers traditionally have been

55



utilized to superintend such things as the complex calculation of damages -, or
to aid in corporate reorganization and dissolution. Further, masters have
conventionally been used to oversee remedies directed at the private sector.
More recently, masters have been used to carry out injunctions against public
sector agencies such as school districts in desegration cases and state
governments in prison reform cases. The appropriate role and function of
masters in litigation directed at reform of large bureaucratic programs is a
subject of much debate and controversy. The purpose of the Implementation
Analysis for Year 1 was to shed some light on the issue by focussing on the
case history of the master appointed to supervise the district court's decree

in the Halderman v. Pennhurst State School and Hospital case.

Method and Objectives. In order to provide a comprehensive picture of the

Office of the Special Master (0OSM) in Pennhurst, the analysis encompassed both
the legal context within which the master functions and the larger bureaucratic
milieu which is the object of the court's intervention. Because the
appointment of the master in Pennhurst is part of a larger legal tradtion, OSM
was also assesssed in light of the experience of other masters in related
litigation.

The analysis drew both from the legal literature on complex litigation and
compliance mechansisms, and from the political science and public
administration literature on implementation and program change. Further, the
analysis encompassed interviews and document reviews conducted as part of the
preparation of the Historical Overviews for Year 1. Thus, the analysis
provided two perspe;tives -— one that conc;ntrated on the legal expectations
and parameters that characterize compliance mechanisms like the Office of the

Special Master, and the other directed at system reform and bureaucractic

change.,
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Findings

(1) Lack of Consent

Almost all of the cases in the mental disabilities field have ultimately
belen settled by consent decrees. A consent disposition has important
implications for the efficacy of the compliance mechanism selected, the
strategies that it employs and the resources it requires to bring about
chnage. The significance of consent is highlighted in a report by the external
Court Monitor appointed by the federal district court in Massachusetts to
ensure compliance in five institutional class action suits (Horowitz, 1979):

It may be useful to clarify here the significance of the fact that the
decrees were entered by consent of the parties. The spirit of seeking
agreement has been fundamental to the success of the litigation to this
point. Despite the far-reaching powers of the federal court, there can be
no doubt that better and quicker results are achieved when all parties make
an effort to cooperate and reach a common groud. (p. 4)
Achievement of a consent decree in institutional litigation does not
necessarily guarantee the success of reform or even the spirit of cooperation

connoted by a consent disposition. David D. Gregory (1980), Special Master in

the Wuori v. Zitnay case in Maine, illustrates this point in a report to the

district court:
The State's failure to comply with the Court's [consent] decree remains
substantial . . . The State could have made much greater achievements if
all State agencies bound by the decree had given their active, informed
cooperation. The administrative complexity of carrying out the decree in
the absence of just such cooperation has prolonged the time needed for
compliance without bring any countervailing benefit to the state., (p. 1)
The fact that Judge Broderick could not persuade the parties in the
Pennhurst case to negotiate a consent decree also had an impact on the remedy
adopted by the court. In the absence of consent or of any proposed orders from
the defendants that the court could adopt, the character of the initial and
subsequent orders has been significantly influenced by the plaintiffs. A a

result, the defendants view the orders as instrusive and unrealistic and have

little stake in the remedy since they have not participated in its development.
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(2) Limited Enforcement Powers

Given documented problems of other court appointed implementation
mechanigms in institutional and deinstitutional litigation, the plaintiffs in
the Pennhurst case attempted to étructure a remedy that embodied comprehensiv
planning and compliance duties. The master mechanism ordered by Judge
Broderick encompasses both broad and individual planning responsibilities,
needs assessment activities, monitoring tasks to ensure compliance with basic
standards at the institution, and a variety of other responsibilities ranging
from the recruitment and training of case managers to the certification of
advocates for individual clients.

Notwithstanding the broad powers vested in the Office of the Special
Master in Pennhurst, the ability of the Master to enforce compliance with the
decree has been hampered because of the limited sanctions aQailable to the
court. The only real sanction is the contempt power which, in cases like
Pennhurst, is generally regarded as a last resort -~ in part because it must be
directed at an individual or individuals within the broader bureaucracy
implicated in the litigation. By focussing the punishment for non-compliance
on ome actor, the larger, more complicated wrongdoing is ignored. The ability
of the court to enforce a complex decree is further complicated by the court's
lack of power to reach through the bureaucracy to the legislature which is
ultimately responsible for provi&ing funds for the reform. Though some judges,

such as Johnson in Wyatt v. Stickney (1972) have threatened to circumvent the

legislature by attaching public.iands or taking some other action that would
inhibit the legislature's ability to control specific public funds, by and
large courts have been unwilling to take the legislature on directly.

The court is thus limited to negative and to some extent blunt powers in

enforcing its decrees. It has no bonuses or rewards to hand out to compliant
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defendants except the ultimate disappearance of the court and the master from
the scene once the aims of the decree have been fulfilled. What the court, and
therefore the master, are left with is some form of psychological reinforcement
or judicial back-patting when the defendants have done well.

(3) 1Involvement in Individual Cases

The Special Master's compliance functions reflect a broad and deep
involvement in the day-to-day implementation of the decree. The Master's
responsiblities begin with the condition of the class in the institution, carry
through the initiation of individualized habilitation plans, and continue to
placement in the community and beyond. Compliance activities entail review and
approval of both individual and collective plans for class members. They span
such substantive areas as quality assurance, program development, client
advocacy, institutional operations, program design, client and family
‘grievances, fiscal auditing. and staff training. In short, OSM"s compliance
functions touch on almost every aspect of the traditional delivery system for
mentally retarded individuals. Because of the deinstitutionalization thrust
of the decree, however, the institutional compliance functions of the Special
Master in Pennhurst are relatively limited and focused primarily on life
safety, sanitation and other mechanistic aspects of the program at the
institution.

The individuated nature of the remedy in Pennhurst is a significant factor
in diverting the attention of the Special Master from the broader structural
aspects of the decree. Involvement in individual cases siphons off energy and
places thg master squarely in the middle of debates reflecting conflicts in
professional judgment. It creates a sort of schizophrenia in the operation
making it difficult to be both detached planner and general system monitor, and

also analyst and arbiter of particular cases.
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(4) Separate and Countervailing Agency

The establishment of OSM as an agency separate and removed from the
bureaucracy to manage the implementation of the Pennhurst decree was directly
motivated by the plaintiffs' frustration with past bureaucratic performance.
The creation of new agencies to solve old problems is a tactic frequently used
in government as evidenced by the establishment of special White House
commissions, Congressioqal task forces, and elite semi-autonomous bureaus
reporting directly to agency administrators. The isolation of such enterprises
from the ongoing bureaucratic machine, however, has drawbacks. As Pressman and

Wildavsky (1979) report in their book Implementation:

The cost of independence from ordinary bureaucratic constraints turns out
to be loss of contact with the very political forces necessary to preserve
the thrust of the organization. (p. 129)

In the case of the Office of the Special Master, the isolation and
separateness of the agency created conflicts and tensions both because of its
perceived favored position, and also because it ultimately relied on the
bureaucracy to carry out the specifics of implementation. It must guide

" thecourse of implementation, but it cannot become the bureaucracy without
jeopardizing its autonomous and unique character -- and ultimately its moral
and legal authority.

Establishing a working relationship with the bureaucracy in order to
ac?omplish the ends of the litigation has -been difficult for OSM. Part of the
problem is that OSM staff are pefceived as being highly ideological and

unbending. The reaction of a bureaucracy to this sort of '"cause oriented"

group is described by Eugene Bardach (1977) in The Implementation Game:

A not insignificant number of policies and programs originate in the
desire to extirpate real or imagined evil. Such policies create
implementation opportunities for activists whom many political interests
will perceive as '"hotheads," "extemists,'" or '"zealots." A
couterreformation then sets in. A political coalition emerges to
scrutinize, criticize, and in some cases to terrorize the agency charged
with assaulting the stipulated evils. (p.93)
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In the case of OSM, however, the problem is not so much the actual values of
OSM staff —— many of whom previously worked in the system -- but the seemingly
rigid values and time tables included in the decree. Nonetheless, the
perception of OSM staff by those forced to comply with the decree is not that
different from the picture presented by Bardach.

The various structural and political factors have conspired to create a
"we—they" mindset in OSM and conversely in the bureacracy. Polarization of OSM
is the result of its continually frustrated attempts to influence, let alone
move, the bureaucracy to make those changes necessary to facilitate the
deinstitutionalization process. On the other hand, the bureaucracy is
increasingly alienated from what it sees as a "foreign" agency with power to
direct its actions but totally outside of its control.

-(5) . Lack of Control Over Policy-~-Making

Though the Master has a quasi-policy making function in that she suggests

" she is not a policy maker in

proposed orders and devises related "policies,
the broadest sense. The sources of broader policies that affect the system are
the Governor, the Department of Public Welfare and the legislature. The
implementation literature argues strongly that the separation of policy making
from the operationalization of a program is fatal to the success of reform,.
This principle is not directly relevant to OSM's situation, sin;e OSM does not
monopolize policy making in the system and is not directly responsible for
implementation, but the principle does have some resonance. The need for
connectedness and coherence between policy and implementation is as relevant in

court ordered change as it is in legislative or bureaucratic change.

(6) Conflicts with the Bureaucracy

OSM seems inextricably drawn into areas traditionally reserved for the

bureaucracy because of a perceived failure on the part of mental retardation

“
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administrators and the very implementation instrumentalities established by the
decree. Though OSM can never. become the bureaucracy, the court placed it
squarely in the center of the system. .As a result, it is difficult to tell
where even the most prudent Master would draw the line between his or her
authority and bureaucratic turf,

(7) Lack of an Overall Plan

Though the court order does not specify that the Master is responsible for
developing an overall plan or task description to guide implementation, several
pf the parties have expressed the need for such a document. In particular,
county personnel -- who are responsible for the bulk of implementation detail
-~ see a distinct need for such a document. They argue that an overall plan
would be particularly useful in spelling out the expectations of the Master
including the schedﬁle of implementation and the specific actors designated to
carry out particular tasks.,

In Judge Broderick's original order, OSM was given the responsibility to
develop county plans for the Southeast Region. . 0SM and others argued that the
development of detéiled county plans should not be the responsibility of the
Master. It is the county adminstrators who are most familiar with the specific
problems at the local level and it should therefore be their responsibility to
prepare the plans. Further; if the goal of the litigation is to institute new
practices, the counties should édopt plan preparation as an ongoing
responsibility. It would appear that almost everyone, including the court, has
accepted the inappropriateness of the Master's role in this area. However, no
substitute plan requirement was adopted. As a result, there are also no plans

to guide the implementation of county responsibilities under the decree.
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(8) Compliance v. Planning Duties

The bulk of the activity conducted by the Office of the Special Master
falls into the area of compliance. The extent of compliance responsiblities is
far broader than the range of general.planning duties, It is in part thi
_imbalance between general syétem functions and compﬂiance”detail that explai
the drain of OSM resoufces into individualized crises and particularistic
controversies.

(9) Constraints to Compliance

The Master's ability to secure an acceptable level of compliance from the
counties is complicated by the nature of state law and the counties' position
in the overall mental retardation delivery system. Though counties have the
responsibility for carrrying out the law at the local level, the bulk of the
funding comes from the state as do the policies that govern program content.
OSM's ability, therefore, to influence and goad the counties into compliance
has distinct limitations.

Further, though OSM can apply pressure to the counties to generate
residential and support services for the class, counties are reliant on the
private sector to provide needed services. The county system in Pennsylvania
is based on purchase of service arrangements with the county administrator and
his staff performing only administrative, monitoring and fiduciary functions.
Thus the success of deinstitutionalization goals is to a large extent dependent
on the service marketplace.

(10) Conflicts with Case Management Functions

OSM's involvement in individual cases may undermine the role of the county
case manager. According to some case managers interviewed, continued

involvement of OSM in the details of impleméntationxhas been aggravating. From

their point of view, the Master is seeking "perfection" from a complex and
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already strained system. Further, the tenacity with which OSM staff have
carried out their functions in this area leaves them vulnerable to accusations
that they are merely substituting their own judgments for those of county
bureaucrats wrather than ensuring overall compliance with systemic norms.

Year 2 — Reaction of the Pennsylvania Department of Public Welfare

Nature of the Issue. In a departure from conventional right-to-treatment

cases, the Pennhurst suit and others like it question the legitimacy of the
institution itself, These second generation cases assert the rights of
institutionalized mentally retarded persons to equal treatment and freedom from
alleged discrimination enfored on them in large custodial facilities. Remedies
in these lawsuits became even more complex as they reached into the less walled
off and more complicated realms of community-based systems of care. As the
second and third offspring of Wyatt have evolved, the interests of more and
more groups have been implicated in court actions including institutional
employees, parents of institutionalized children, parents of children in the
community, community caretakers, and other human service providers and
administrators. |

The drama and controversy surrounding cases in this field have drawn
considerable attention to the legal theories and strategies that characterize
the litigation. However, very little attention has been paid to the
complicated interaction between the nature of court mandates for refonm and the
constéllation of resource, leadership, organizational, political, and systemic
variablés that exist within a particular state. Even the impact of seemingly
unidimensional right to treatment suits -- one wrong, one remedy -will vary
depending on the complexity and internal dymanics of a particular state. As
more and more divergent interests become drawn into a decree, the character of

the state system becomes key to an understanding of the role of litigation in
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creating the changes desired by plaintiffs,

Method and Objectives. The response of states to litigation in the area

of mental disasilities-has been varied and wide-ranging. Even within a
particular sfate, the official position vié-a—vis the court can shift in
response to changes in the level of resources, the force of public opinion, a
turn-over in political leadership, and pressufes of competing constituencies.
Some states have readily entered into consent.agreements with plaintiffs. Some
states, even after consent agreements have been éigned, have resisted the
court's jurisidiction, Other states have begun to reach the limits of
cooperation under consent agreements and are attempting to term;pate the
court's oversight., Still ogher states, like Pennsylvania, continue to contest
the court}s right to intervene in the state system.

The purpose of the Implementation Analysis for Year 2 was to explore the
factors that dictate a state's reaction to more complex forms of mental
disabilitiés litigation. By using Pennsylvania.as a case example and
contraating it with selected comparison states, it was possible to gain insight
into state policy-making, ;he influence of pgrticuﬂar constituencies, the
internal constraints that exist within a system, the cohesiveness of stafe
leadership, and the relative openness of a system to external changes. A close
examination of externally imposed deinstifutionalizatién mandates in
Pennsylvania and other states also sheds light on the tensions surrounding
community placement and the limits of the state's ability to hasten its
activités in a politically charged atmosphere.

Specifically, the analysis accomplished the following:

® Provided an assessment of state activities directed at

deinstitutionalization generally and in response to the decree in
Halderman v. Pennhurst specifically; : '

e Highlighted major decisions made and strategies adopted by the state
in responding to the plaintiffs and the court;
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] Compared and contrasted Pennsylvania's response to the Pennhurst case
with the response of other states confronted with roughly similar or
related litigation;

° Summarized the major constraints to state implementation of the
Pennhurst decree (e.g., resource limitations, employee opposition,
system discontinuities, etc.);

. Assessed the behavior of the Commonwealth of Pennaylvania and other
states facing litigation based on the theories and case examples

presented in the public administration literature;

® Commented on the influence that the decree has had on general state
policy in the area of mental retardatiom.

In order to provide a framework for the analysis, a set of initial
hypothses which seemed likely to explain at least some of a state's reaction to
broad-based litigation was developed. The hypotheses can be stated as
"

follows: "A state's reaction to litigation will vary according to --

e the level of sophistication and development of the existing state
mental retardation system; '

e the extent of public pressure for reform;
e the explicit or implicit agenda of state.officials;

e the nature of -the relationship between state program officials and the
state's attorney general;

® the orientation of the state's political leadership;
‘o the extent of previous litigation in the state;

e the judicial strategies employed by the federal judge in contested and
uncontested cases;

e the nature of the decree and the monitoring mechanism established;
e the strategies employed by the plaintiffs;
e the level and distribution of state resources.
In order to gather material for the analysis, several steps were taken.
First, information was sought from the Commonweaith's Deputy Attorney General
assigned to Pennhurst, the current Deputy Secretary of Mental Retardation,

past Deputy Secretaries of Mental Retardation who held their positions during
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relevant stages of the litigation, plaintiffs' lawyers, county officials,
Pennhgrst State Center staff, and representatives of consumer organizations.

In addition, two states were selected for in-depth comparisons ~- Maine
and Michigan. These states were selected for several reasons. First, they
both are currently the targets of suits that are roughly similar to
Pennhurst. Second, unlike Pennsylvania, they boeh have entered into consent
agreements., Third, Maine and Michigan represent two distinct types of states;
Maine is a fairly rural state with characteristics very different from
Pennsylvania, and Michigan is an industrial state with characteristics similar
to those of Pennsylvania. 1In each state, key actors were identified including
state program officials, institutional administrators, consumer representatives
state legal representatives, plaintiffs' lawyers, and local program staff.

Because_the issgeé to be considered in the analysis centered around
organizational behavior, project staff also reviewed the public administration
literature regarding the response of organizations to.externally generated
change. Though there is very little written on the: response of state
organizations to changes embodied in mental disabilities litigation, the
general principles and theories advanced in the literature were helpful in
describing the phenomena under analysis. Finally, staff reviewed materials
from the two comparison states and other states facing similar court mandates
including Minnesota, Nebraska, New York, Massachusetts, and the District of
Columbia,

Findings. Before proceeding to a summary of the usefulness of the various
hypotheses, it should be noted that there were sensible explanations for the
state's posture that do not necessarily bear on internal political or systemic
factors. Organizational theorists assert that it is perfectly rational for a

complex organization to resist competing control over its traditional domains.
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Though human service organizations tend to have less control over their
environments than do organizations in the private sector, their reactions to
intrusions in those areas they do control are similar. Further, though it can
also be expected that organizations will conform with the law, the law in these
cases is by no means settled. In many ways, it was inevitable that one or more
states would ultimately test the Constitutional and statutory underpinnings of
institutional litigation in this field.

The analysis can be divided into two parts —-- factors affecting consent
and non-consent, and factors influencing progress in the implementation of
court decrees. No one factor can be isolated as necessarily the most prominent
and not all of the variables proved useful in explaining the reasons why
Pennsylvania's reaction differed from that of Maine and Michigan. A ‘summary of
the relevance of the initial variables that formed the hypotheses follows:

o Level of sophistication and development of the existing state mental
retardation system ~- This factor did not prove very helpful in
explaining the distinction between Pennsylvania on the one hand and
Maine and Michigan on the other. Though Maine's system at the time of
the suit was not fully developed, certainly the Michigan system could
be seen as relatively complex and sophisticated. The more interesting
factor that emerged, which is somewhat related, is the extent of

shared ideology among key staff in the mental retradation agency in
Pennsylvania and their sense of efficacy in creating system change.

e Extent of public pressure for reform -- Certainly in Michigan the
pressure in the press and from the public weighed in favor of
expedited negotiations. In Maine, the pressure was more diffuse and in
Pennsylvania the pressure was more sporadic. This factor may be a
partial explanation for consent but does not necessarily explain
progress once the agreement is reached.

e Explicit or implicit agenda of state officials -- This factor appears
to be important both with regard to consent and progress in
implementation--a fact that is borm out in the comparison states and in
the literature. To the extent that state officials see litigation
as a means of furthering their programmatic agendas, the chances of
consent and progress are heightened.

® Nature of the relationship between state program officials —— This
factor appears to be important in the forging of a consent decree. In
the two comparison states, state lawyers were more governed by the
program agenda of state agency officials than was the case in

Pennsylvania.
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e Orientation of the state's political leadership -- This factor has a
somewhat hazy relationship to the events under analyais. If
orientation means political party, there appears to be no relationship
between party identification, and the inclination to settle. In
Pennsylvania, the case now spans two political administrations, and
neither showed any inclination to consent. What is clear is that the
aims of the Governor play a key role in the decision to consent.

e Extent of previous litigation in the state —- Though it cannot be
directly shown that the cumulative effect of multiple suits in a state
will eventually turn state officials against consent decrees, anecdotal
information clearly suggests that enthusiaam wanes and wariness

" increases after prolonged experience with complex consent decrees.

e Judicial strategies employed by the federal judge in contested and
uncontested cases —— This factor requires substantially more
exploration in more cases before any real conclusions can be drawn. At
least tentatively, it does appear that the judges in Maine and Michigan
were more successful at cajoling the parties into consent--and into
fairly regular progress--but it is not clear whether the other factors
suggested outweigh the judicial influence in all three cases.

- @ Nature of the decree and the monitoring mechanisms established -- This
factor leads to'a circular argument which is not terribly useful in
explaining the differences among states.  Since the nature of the
decree and the compliance mechanism are directly related to whether or
not there is consent, the analysis becomes a tautology.

° Strategies employed by the plaintiffs -~ This factor has potential
utility for explaining the behavior of state defendants, but the
limited amount of information in this analysis is not conclusive. If

“the defendants' perception of the lawyers themselves are taken into
account, then this factor plus the strategies employed did tend to
establish expectations among the defendants in Pennsylvania regarding
the "implacability' of the plaintiffs' attorneys.

° Level and distribution of state resources —— This factor is not
particularly satisfactory in explaining the decision to consent among
the three states —— at least at the time such decisions are made.
Michigan's level of funding, if anything, was lower than what was
available in Pennsylvania and certainly the economic future of that
state was much more precarious. Level of funding may, however, bear on
the degree of progress a state is able to make in implementing the
decree. Further, the extent to which funding for the decree is
obtained at the expense of other parts of the system may ultimately
constrain compliance.

Though Pennsylvania is treated in this analysis as an exception to the

trend of settlement in mental disabilities cases, the posture of the
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Commonwealth may increasingly become the rule. The question is whether those
settled cases, if they were brought now, would result in consent agreements.
Of the cases brought recently, more are going to trial, and consent agreements
are more agressively negotiated by the defendénts.

Even without a shift in the case law, many state officials are
increasingly reluctant to submit control over aspects of the service system to
federal court oversight. 1In part, this reluctance stems from direct experience
with other consent decrees and in part it is the result of a growing consensus
among such individuals that the price paid for consent is not worth the
benefits that may be conferred on the system. One state official among the
several states coﬁtacted for this analysis was asked whether he would support
consent if he had to do it all over again and his answer was a reluctant "no."

Finally, the increasing resistance to federal court interveution is also
strongly influenced by the gloomy financial bicture emerging at the federal
level and in several states.v As long as resources were relatively flexible,
there was enough 'play" in the system to accommodate comprehensive consent
agreements. As resources become short, meeting court requirements may be
accomplished at the expense of expansion or improvement in other parts of the
system. The uncertainty surrounding future cut-backs in federal funds also
may mean that many state officials will be loathe to contemplate significant
ystem reform projects.

Another related fiscal issue has to do with the Medicaid program. Those
states that have certified a significant number of institutional beds for Title
XIX reimbursement may.resist court-mandated, deinstitﬁtionalization unless they
can be assured that the Title XIX funds will follow the clients into the
community. .In states where there is an aggressive ICF/MR program in the

community, this shift may be accomplished with no substantial loss to the state

70



treasury. However, in states where community programs are funded primarily
with state dollars; deinétitutionalization will result in a direct loss of
federal funding and a concommitant drain on scarce state funds. The rumored
cap on Medicaid may even diminish the ability of those states with communi

ty ICF/MR facilities to expand thé program given the reluctanée of providers to
invest fuﬁds in ﬁhé face ofnén uncertain potentigl for reimbursement.

Growing fiscal concerns have also resulted in increased attention by state
legislatures to'the fiscal impact of litigation. Whereas in the past state
legislatures were only somewhat involved in the development of litigating
strategies, today more and more legislatureé are de@anding a role in
implementation. Their potential resistance to funding complex decrees poses
serious problems for implementation and forces the issue of féderal court
jurisdiction over legislative bodies.

Issues Affecting Complex Decrees

Nature of the Issue. The first two Implementation Analyses concentrated

on key actors in the litigation —- the Office of the Special Master in the
first year, and the Department of Public Welfare in: second year. The topic for
Year 3 covered a range of issues -- both as they emerged within the context.of
the Pennhursg litigation in Pennsylvania and in other comparison states.

The Pennhurst litigation has focussed a spotlight both on the
implementdtion of public law litigation in the field of metal retardation, and
also on the stresses and strains afflicting the mental retardation system in
general —-- particularly in the face of funding cut-backs and increasing
concerns regarding the allocation of scarce resources. The Historical
Overviews highlighted several issues that bear further assessment and

exploration. They included:
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e the seeming state legislative "backlash'" against both the litigation
and the general orientation of the mental retardation system;

° the strong and vigorous opposition to continued deinstitutionalization
on the part of unions representing institutional employees;

° the appropriate role of the court, through its Special Master, in the
enforcement of complex judicial decrees;

e the schism among parents of retarded citizens regarding the future of

institutional care.

Method and Objectives. The Implementation Analysis for Year 3 had
several major objectives:

e To highlight the political and legal forces that influence the
administration of the mental retardation system in Pennsylvania;

e To analyze each of the four major issues and the relative impact that
each has had on the system in the state to date, and in the

foreseeable future;

e To compare and contrast the influence of the four major issues across
other states where significant litigation is in progress;

e To assess the relative weight of each of the political and legal
phenomena as catalysts in the system, and the extent to which they
stem from similar or dissimilar motivations and/or circumstancgs;

] To suggest possible policy directions for addressing concerns raised
by each of the factors under analysis.

To gather the information necessary for this analysis, HSRI first
identified four comparison states -- Maine, Michigan, Minnesota and
Massachusetts. The majof characteristic of each state was the presence of
litigation directed at some aspect of the mental retardation system. The
first two states were included in order to provide continuity with the
Implementation Analysis for Year 3. The second twé stétes were selected in
order to broaden the base of analysis and because the litigation in those
states is longstanding.

Prior to site visits, each state was contacted and pertinent court

related and program materials were requested. The names of key system actor
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were secured and interviews were scheduled. A specialized interview guide was
prepared to ensure that all relevant topics were covered. Each site visit
lasted approximately two days. Material on the Pennsylvania portion of the
analysis was gathered during the five day site visit conducted prior to the
preparation of Historical Overview VI.

Findings
(1) Legislative Backlash.

In Pennsylvania, 6ne éf the major changes in the political landscape in
which the mental retardation system functions is intensified legislative
scrutiny. Whereas in the past the legislature had, within reason, relied on
the Department of Public Welfare to set the tone and direction for the mental
retardation program, insistent complaints from parents and others stimulated
the législature to conduct its own investigation of the management of the
system, - Late in 1982:'the Pennsylvania Senate passsed a resolution
establishing-a five member investigatory committee to review the operations of
the Office of Mental Retardation. The committee looked into allegations of
mismanagement within the Office of Mental Retardation, and in the cdmmunity
system generally.

-The final report of the committee is primarily focussed on community
living arrangements in the state. Though the committee finds them to be the
most "home- like" of all facilities visited, the report concludes that there is
a need for "additional planning, preparation, and safeguards,”" and that it}is
time to "take stock."

The major recommendation by the Senate Committee was the formation of a
Senate Task Force to design needed changes in the Mental Health and Mental
Retardation. Act of 1966. In making its recommendation, the Committee notes

that 'the legal base upon which the State's MR system is built may no longer be
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adequate." In addition to problems in the delivery of services, the Committee
also appears to have been stongly influenced by the Pennhurst litigation. In
reviewing the actions of both the Third Circuit and the Pennsylvania Supreme
Court, the Committee states:
. +« » these decisions now interpret the Act to entitle all of the MR
population to the above-stated treatment without regard for the
availability of funds and services exists. Intervention of the courts has
created additional legal and manpower costs; has limited the available
choices of professionals, parents and MR clients; has made regional and
statewide planning more difficult; and has encouraged a division among
Pennsylvania's advocacy groups.

Though attempts to amend the 1966 Act have consistently been unsuccessful,
it is possible that the combination of the litigation and the growing
dissatisfaction among some parents provide sufficient momentum to those seeking
to put the brakes on deinstitutionalization through revisions of the state
statute.

In each of the four comparison states, legislative attitudes toward the
mental retardation system generally and to related litigation were explored.
In all four states, legislators were supportive of services for mentally
retarded persons and did not appear to question continued development of
community-based services. In Michigan, for example, legislators had
appropriated $3 million in new funding to provide services to "underserved"
persons in the community. This investment in the face of Michigan's dire
financial condition underscores the legislature's continued commitment. In
Maine, though there has been no.significant increase in state funding for
community services this year, legislators remain pleased with the progress
being made toward expansion of community services.

In Minnesota, a state which has also been hard hit by the recession,

legislators are concerned about how to make the most of shrinking resources,

but these hard fiscal realities do not appear to have dampened their enthusiasm
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for community-based services. In Massachusetts, the legislature is clearly
concerned about the conduct of fhe system, but its criticisms are directed at
the state's managment of the system rather than at the viability of community
programs.

Though legislators in the four states do not seem to share the concerns
about the community system expressed by their §ppo§ite numbers in Pennsylvania,
they all-éhare a . certain restiveness about the continued presence of the
federal court in the management of state mentél retardation prograﬁs. In
Minnesota, legislators complained that even after the recent stipulation in the
Welsh suit that expands reforms to all of the state's institutions, the
plaintiffs continue to bring the defendants before the court over various
enforcement details. In Massachusetts, the Chairman of the House Ways and
Means Committee has formed a special subcommitte on "Federal and Court Consent
Decrees." The purpose of the committee is to assess the impact of the court's
intervention and to explore the state department's management of the funds
provided by the legislature to meet the requirements of the decree.

In Maine ‘and Michigan, the level of hostility is not as prominent but
individual legislators are still concerned with the court's continued
presence. In Maine, legislators are perhaps more sanguine because the state
has already been released from half of the provisions of the decree in the-
Wuori suit. In Michigan, there is no significant disagreement among
legislators regardinglthe aims of the decree,_thOugh‘individual legislator. are
unhappy that they were not involved in the negotiations.

(2) Union Influence

In Pennsylvania, the American Federation of State, County and Municipal
Employees (AFSCME) is a significant actor in the political environment of the

mental retardation system. Actions of the union have taken many forms
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including the use of litigation to attempt to block institutional closures and
institutional phase-downs; financial support for the Parent/Staff Associationm,
a defendant intervenor in the Pennhurst suit; and legislative lobbying,
including successful opposition to zoning legislation that would have opened
up residential neighborhoods to small group living arrangements for mehtally
retarded persona.

The intensity of AFSCME's activities definitely increased once the
deinstitutionalization character of Judge Broderick's decree became clear. The
nature of the litigation in the four comparison states, however, is
somewhat diffcrent than the Pennhurst case in Pennsylvania. In Massachusetts,
for instance, the five class action suits are all directed at institutional
improvement and have resulted in at least a doubling of staff to client
ratios. In Maine, though the consent agreement required the movement of some
residents of the state mental retardation center to the community, the
increased staffing standards in the decree offset the need for any lay-offs of
state personnel.

In Minnesota, the state AFSCME chaptér considered joining the plaintiffs
in the Welsh suit in order to press for institutional improvement. Even though
the defendants have now signed a stipulation agreement that includes a
reduction in institutional census. AFSCME spokespersons do not see any abnormal
reductions in force at the institutions. The situation in Michigan comes the
closeét to the situation in Pennéylvania since the litigation has resulted ip
the planned closure of a state institution. AFSCME in that state did attempt
to intervene in the suit, but the Judge rejected their petition., Since that
time, union officials have brought in staff from their national headquarters to
try and peréuade legislators and others to stem the gide of deinstitutiona-

lization. To date Michigan AFSCME has not been as effective as their
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counterparts in Pennsylvania though they have been successful at negotiating a
12.5% ceiling on institutional staff lay-offs.

(3) Role of Enforcement Mechanisms

. The creation of the Office of the Special Master in Pennsylvania caused a
great deal of consternation both because of the extent of its responsibilities
and the amount of resources devoted to its operations. Since its inception,
OSM has been viewed by the state defendants in particular as an intruder into
traditional state prerogatives. In part, OSM's problematic relationships with
the defendants had to do with its multiple mandates and the individuated nature
of much of its.compliance mission, It was also a very large target given its
$900,000 budget at the height of its powers.

Again, the situation in the comparison states is very different. For one
~thing, the litigation in all of the states visited has been settled by consenf
agreement. As mentioned earlier, the presence of consent has a direct bearing
on the nature of the compliance mechanism established by the court. As a
result, the court-appointed officers in the four states have responsibilities
that are much more removed- from the day-to-day operations of the system and the
resources at their disposal are much more limited than those allocated to the
Office of the Special Master in Pennhurst.

This is not to say that there were no tensions between court officials and
state defendants. In Maine, state defendants became upset with the attitude of
the court monitor -in the Wuori case because of what they asserted was his
failure to acknowledge the positive accomplishments of the state in meeting the
requirements of the decree. The monitor finally resigned in favor of another
individual whose personal style is less confrontational. It should be noted,
however, that many of those in the state feel that the initial court-appointed

official had the right approach for that phase of the litigation, and that the
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approach of the recent monitor is consistent with the requirements of the later
stages of the litigation.

In Minnesota, though the Eélgh case has been active since 1972, it is only
recently that the court appointed a monitor. By and large, relationships with
the state defendants have been smooth though, as mentioned earlier, the
patience of the legislature with the court is beginning to wear thin,

In the other two states, relationships between court compliance officers
and state defendants appear to be fairly positive. In Michigan, the monitor
has eschewed obvious demonstrations of authority in favor of an "illusion of
power." In Massachusetts, most seem to accept the monitor's role and appéar to
direct most of their attention to the actions of the Judge. Some legislators
in particular have ﬁeen concerned with the Judge's involvement in the system ——
particularly his decision to subpoena the Chairman of the Senate Ways and Means
Committee.

(4) Schism in Parents Groups

The Pennhurst litigation appears to have exacerbated if not created enions
among the parents of mentally retarded persons in Pennsylvania. Because of the
frank deinstitutionalization character of the remedy, proinstitution parents
were forced to take sides and they ultimately formed a seﬁarate organization
and became opposing parties in the case. Given the community orientation of
the Office of Mental Retardation in Pennsylvania, this polarization may have
occurred in any event, but perhaps not as quickly nor as infenseiy. in order

to determine whether the apparent schism in Pennsylvania was repeated in other

states —— as the result of litigation and/or state deinstitutionalization
policies -- parents group representatives in the four comparison states were
interviewed.
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In assessing the experience in the other four states, it should be kept in
mind that, with the exception of Michigan, litigation had resulted in
substantial institutional improvement. In Massachusetts, the five remedies are
almost entirely comprised of standards for institutional reform. Parents in
that state are somewhat unified, although the father of one of the named
plaintiffs remains an independent agent somewhat critical of the state parents
group. Unlike the situation in Pennsylvania, it is the community parents in
Massachusetts who feel some resentment toward the institutional parents because
of the diversion of resourcéé to support state center programs.1 |

_In Michigan, the Plymouth suit was originally .brought by parents ofi
PlymOuth residents who were concerned about institutional conditions. The
state ARC eventually joined the suit and more recently the defendants have

~signed a stipulation to close the facility. Though Plymouth parents felt
somewhat left out of the negotiation process and were initially hesitant about
the impact of closure, they admit that the viability of the facility is
inserious doubt. When asked whether they had ever thought of aligning
themselves with the institution's employees to stop closure. a parent
spokesperson gave an unequivocal "no" -- especially in light .of the abuses
attributed to some personnel at Plymouth. Though there is no npen schism
between the state association and this local group, there is very little
communication or sense of solidarity of purpose.

In Maine, where the litigation has resulted in both institutional
improvement and deinstitutionalization, parents interviewed seemed pleased with
the results. When the consent was first signed, however, there was concern
among some institutional parents regarding the movement of their relatives to
the commmunity. According to those interviewed, this resistance to placement

was diminished in large part because of the intervention of the state
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commssioner who personally worked with parents to orient them to the nature of
community programs. Though there is no vocal division among parents in Maine,
there is also no state parent organization. Recent attempts to resuscitate the
dying state ARC failed. The collapse of the ARC, however, appears to have less
to do with philosophical differences and more to do with previous
mismanagement .

In Minnesota, parents appear to have made a conscious effort to accomdate
the sometimes divergent views of insititutional and community parehts in order
to hold the organization together. The litigation in that state does not
appear to have exacerbated relationships among parents in part because it has
evolved slowly and now includes mandates regarding both institutional
improvement and community services.

Interestingly, relationships among parents appeared somewhat more strained
in those states —~ Massachusetts and Michigan -- where the parents
organization(s) had become plaintiffs in the litigation. Further, all parent
group representatives reported a decline in vitality in their organizations
ironically because of their past successes. Now that public education has been
extended to all handicapped children, for instance, recruitment of the parents

of young children has fallen off,.
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CHAPTER 4 -
- GROWTH AND DEVELOPMENT
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Individual Progress Case Study:
Growth in the Community

Robert was delivered prematurely, at 6 1/2 months, in 1961; he weighed
just over 3 pounds, and spent two months in an incubator. Due to retrolental
fibroplasia at 6 months, Robert became blind. From that point on, Robert was
developmentally delayed. He developed a seizure disorder and was not toilet
trained until he was 5 years old. His parents enrolled him in a school for the
blind, but he was asked to leave within a year, as he had begun to lose bowel
control., For the next 3 years, Robert went to another school, where he learned
to dress and undress, toilet himself, and speak in simple sentences.

Robert's parents were going through a divorce, and his school was too far
away, so his parents institutionalized him at Pennhurst. The early records
indicate that Robert began to regress soon after admission. He lost his
ability to speak, began having toileting . accidents, and began to bite and slap
himself and others when he was upset. o

Since Robert was under 21 in June 1979 (when Judge Broderick signed the
"school-age children's order"), he was slated to be one of the early movers.
Because of parental objections, Robert did not move until the summer of 1982,
and even then his parents were less than thrilled.

The changes in Robert in the 2 years since his placement have been
remarkable. When the Case Studies Coordinator visited Robert in his group home
most recently, he seemed very different. His clothes fit propérly and were, in
fact, quite stylish. His hair was well trimmed and neat, and he was smiling,
something that had not been the case in the 12 visits with Robert while he was
at Pennhurst. In addition, as staff pointed out, Robert had no open wounds on
his hands, which had been the prime target of self abuse in the past. 1In place
of the open wounds were scars, a reminder of Robert's past behavior.

There had been quite a change in Robert's home, as well. “All over the
house one could find soft sculpture on the walls to both stimulate and orient
Robert in the house. He was also using a cane and, with it, was able to move
about the house independent of staff. During the visit, Robert signed
"bathroom'" to the staff person and proceeded to the bathroom without help.

When he returned, staff praised him and Robert, smiling, looked quite pleased
with himself. Knowing he had achieved a major accomplishment, Robert approached
the staff person and signed the words "please' and "“cookie." '
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Introduction

iFor more than a céntury, stateé have maintaihe&_large, ;egregatéd,
;éﬁgregafé éafe insgitﬁﬁioné for feo?lé with meﬁtal retardation. HMore
recently, res;dential §1£ernatives cloger to home have been deveioped for such
ihdivi&;gls."The.fenﬁhﬁfsf'iongitudinal Study inQestig;ted whefher pedple were
beféér'off, in terms of‘tﬁéir own individual behaviofal.devéloﬁmént, ;fter
makiﬁé the Er;nsition from an institﬁtidg to‘a community‘résideﬁce.

The places where people went in the Pennhurst case are called Community
Liviﬂg.Arraﬁééments (CLAs). These are.very small programs; usuaily houéing
only three butealmosf never‘more than six residents. CLAs are almost always“in
?egulaf fesidéﬁtial housing stock, and are sfaffed.continuouély when the people
who live tﬁéfe are preséﬁt.- All resi&énfs leave every weékday to gd'to some
vériety‘of day progréﬁ 6r.work or school. Staff coveraée:is‘provided either
accdrding to the live-in plus part—time-heip model or the shift model, with the
preponderance of programs using the shift model. Service broviders are private
entities; about 90% are non-profit, aﬁd tﬁey rangerfromivéfy smafi'(one CLA
site) to quite large (40 CLA sites).

Befond this basic CLA modei, which has been in place in.Penhsylﬁania since
the early’l970s; certéin additional programmatic and procédural elements were
required By thé federal couft for Pennhurst cléss‘meﬁbers. The court mandatéd
éasé m;n;ge;é with céééléé;s-ﬁot to exceéd 30,iordéred that indiQ{dual
ﬁabilitation.Plaﬁs (IHPs) éé.written in a collaborative wa§ involving all
concerned profeésionals ana nonprofessionals, and éiso that thdée plans be
re?iewed and approved by a épecial unit before imp&ementétion, and fiﬁally that
a”special unif be designafed to moniﬁor the weli being of thé people énd the

services rendered to them.
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Similar community servige settings have been proliferating rapidly across
the country (Janicki, Mayeda, & Epple, 1983). But to the extent that a given
state'g community service configurafion differs from the model described above,
the power to generalize from our Pennhurst Study findings to that state is
decreased. As an extreme example, our research would probably have little to
say about a state in which the community service system that is composed of
15—bed,.specially constructed or renovated facilities located in mixed zoning
areas.

The deipstitutionalization of Pennhurst Center should be seen in the
national context of declining institutional populations and increasing
community residential facility populations. Figure 4-1 on. the next page shows
the changes in publicliqstitution populations from 1960 to the present,
:‘C1ear1y, fhere has Seen a strong trend away from institutional care, but the
figure also reveals that as of thié writing about 100,006 people still live in
public institutions. Whether it would be possible to serve those people in a
"betfer" way, at the same or lower public cost, is an essential question
addressed by the Pennhurst Study.

In the sense of Campbell (1967) in his classic article "Reforms as
Experiments," the Pennhurst Study was an evaluation of a social experiment.

The reform (experiment) in this case was conducted by a Federal court. On
March 17, 1978, Judge Raymond J.'Brodérick of the Federal court for the Eastern
District of Pennsylvania ordered that all the people living at>Pennhurst'(among
others) move to alternative CLAs. Evidence and expert testimony had convincéd
the judge that people would be better off out of Pennhurst Center but no one
was really certain. The issue of deinstitutionalization was controversial and

provoked broad public concern.
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Figure 4—1

POPULATION OF PUBLIC INSTITUTIONS
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Prior research had established firmly that deinstitutionalization of
people with mental illness had in many states been a failure (Bassuk & Gerson,
1978). 1In the field of mental illness, the decline in institutional
populations began in 1955 (long before it began in mental retardation).

People in many instances were ''released" from mental institutions with no place
to go, no backups, no supports, and nothing to do during the day. The bulk of
public opinion about deinstitutionalization was formed by that flawed policy.
The politicians who voice concern about the homeless, the street people, the
vent people are, in the vast majority of cases, talking abouf people who were
released from mental health, not mental retardation, institutions.

Institﬁtions for people with mental health.problems were generally not
very pleasant places to live during the 1950s (Goffman, 1961). Public and
professional outrage over institutional conditions surely lent momentum to the
trend toward institutiomnal discﬁarges. Perhaps an even more powerful catalyst
was the development of powerful new medications that could ameliorate the
effects of many forms of mental illness. The first of these medications was
approved for general use by the Food & Drug Administration in, not
coincidentally, 1955. It appears that many people were released from.
facilities with a supply of medications and little else.

In the field of mental retardation, in contrast, the situation is by no
means parallel. When a person with serious intellectual impairment 1is
considered for release, it is clear to everyone that the individual will still
need round the clock supervision. There are no chemical or other substituteé
for creation of a place to live with staff and therapeutic activities.

Thus the Pennhurst Study was not revisiting an old question. The question was,
in Pennsylvénia, under this court order, at this time, with these Pennhurst

residents who had mental retardation, would community placement

(deinstitutionalization) be beneficial?
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In the first section of our quantitative research on this question, we.

were concerned with behavioral growth and development. This area merited

primary attention because several ideological trends and practical program

models were c¢omnverging toward the "reduction of dependency'" as the central goal

of services. This concept was based, in part, on a growing realization among

professionals in the field that all people could grow and learn (Gold, 1973).

New behavioral technologies were being used to impart skills such as

independent toileting to people who professionals had thought were incapable of

learning such skills.

. In the Federal standards for reimbursement under Title XIX, Intermediate

Care Fécilities for the}Mentally Retarded,

the phrase is was "active

tréatment." Active treatment implies interventions that are designed to be far

more than custodial. The requirement- is meant to facilitate gradual but

-continual increases in independent functioning. The Accreditation Council on

Mental Retardation and Developmental Disabilities, formerly a part of the Joint

Commission on Accreditation of Hospitals,

has supported that notion in

conjunction with an emphasis on the developmental model.

The single most influential principle in the field of mental retardation

in the past decade has been the principle
formulation, Wolfensberger (1972) defined

"Utilization of means which are as
order to establish and/or maintain

of normalization. In his original
normalization as:

culturally normative as. possible in
behaviors and characteristics which

are as culturally normative as possible" (page 28).

The definition of normalization has evolved since 1972 but the original

formulation held sway through most of the

1970s. The principle strongly

implied, through the phrase "in order to,'" that one of the two central purposes

of services was -to increase peoples' behavioral repertoires to encompass

skills and patterns displayed by average citizens. (the other purpose was to
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do this in ways that did not degrade people or emphasize their differences from
average citizens.) Subsequent treatments of normalization (Wolfensberger &
Glenn, 1975) also stressed a '"developmental growth orientation" and the
"intensity of relevant programming" to foster behavioral development.

The first part of the 1972 definition clearly meant that the principle of
normalization was incompatible with segregated, large-scale institutional care

"as culturally normative as

because such settings cpuld never be considered
possible." If people moved from an extremely deviant and non-normative
segregated setting to a more normative and valued living arrangement, then
normalization predicted that favorable changes in behavior would follow. In
specific terms, then, the principle predicted that people moving from Pennhurst
to CLAs would display more normative (higher adaptive and lower maladaptive)
behaviors.

Thus several standards and philosophies of service highlighted the
importance of behavioral outcomes. Because the technology to measure the
adaptive behavior of individuals was already well developed in 1978, the
question of behavioral benefits of dginstitutionalization became the central
focus in the Pennhurst Study.

In 1978 there was an extreme paucity of reported research concerning the
behavioral benefits of deinstitutionalization. We knew of only a handful:
‘Aanes & Moen (1976), Brown (1978), Fiorelli & Thurman (published in 1979, but
conducted in 1977-1978 at Tempié University), Isett & Spreat (1978), and
Schroeder & Henes (1978). Each one reported behavioral improvements after
community placement, but eacﬁ study was small, short term, and limited in
generalizability., 1In this area, then, the results of the Pennhurst Study

became the most extensive body of knowledge in the country.
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More recently, comprehensive reviews of the policy of
dginstitutionalization (Willer & Intagliata, .1984) and of research about
outcomes (Craig & McCarver, 1984) have been published. The Pennhurst studiés
figured prominently in both. Because of the availability of these recent
reviews, we will not present an extensive literature review here.

In this chapter, there are two studies. The first i? a replication of our
earlier study (Conroy, Efthimiou, & Lemanowicz, 1982) using the matched
comparison design, which tests whether similar people, some who leave Penﬁhurst
and some who stay, display different. amounts of behavioral growth over time.
But that study concerned 70 of the first people to leave Pennhurst; here, we
will report on 191. The secpnd is the longitudinal design. This design, the
best scientific approach available to us, measures a person's growth while
living at Pennhurst, then measures. that same person's growth upon community
placement and while 1iving.in the community. This enables us to test whether
the same person displays more rapid behavioral growth in one setting than the
other. ' | ’ |

Both of these designs are quasi-experimental; neither is as powerful
scientifically as a true experiment. In a true experiment, as noted by
Campbell (1967), the reformer (in this case the judge) would have ordered that
some number of people, say 100, be chosen by lottery to be deinstitutionalized
first. This "random assignment" would enable scientists to generalize what was
learned about these first 100, and predict confidently that the remaining 1054
people would have similar outcomes. Although this was not done (and may never
be), the combination of the two strong quasi-experimental designs from the
Pennhurst Study comes very close to the level of confidence a true experiment

would provide.
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Because there are two major studies to describe, but both used the same
instruments and drew from the same population of subjects, we will begin with a
description of general Methods that were applicable to both studies. Then the
specific methods and results of each study will be presented, followed by a

general discussion of both sets of results.

Methods: General

Subjects: General
The people of primary interest in all aspects of the Pennhurst Study were

the 1154 people who lived at Pennhurst Center on the date of Judge Broderick's
original Order, which was March 17, 1978. Their ages ranged from nine to 82
years with én average of 39, and they had lived at Pennhursf for an average of
24 years. Sixty-four per centvof the people were male. Thirty-three per cent
had some history of seizures, 137 had visual impairments, 4% had hearing
impairments, and 18% were unable to walk. Medical problems of a severe,
life~threatening nature were reported for only eight individuals, or under 1%.
In terms of level of functioning, 54% were labeled profoundly retarded,
31Z severely, 11% moderately, and 4% mildly retgrded. -For 9%, 1.Q. was
reported as unmeasurable; for the others, the range was from 3 to 87, with an
average of 23. Just over 50% were completely or nearly nonverbal ,- 47% were
_less than fully toilet trained, and 40% were reported to threatenm or do
physical violence toward others. On the Behavior Development Survey, the
adaptive behavior scores ranged from 0 to 120, with an average of 51 points;
maladaptive behavior scores ranged from 3 to 22, with an average of 17 points.
Instruments: General
The Behavior Development Survey (BDS) contained our measures of individual
functioning; Changes over time provided a measure of developmental growth.

The behavioral items on the survey were taken from the American Association on
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Mental Deficiency's Adaptive Behavior Scale (ABS), by the UCLA Neuropsxchiatric
Research Group at Lanterman State Hospital, on the basis of mathcmaticcl
criteria and reliability. The resulting shortened research yersion of the scale
contained 32 items on adaptive behavior and 11 items on maladapcive behavior.
According to Arndt (1981), the best way to treat these data is as two simple
sum scores, one reflecting adaptive behavior and.the other maladaptive
behavior.

The adaptive behavior sum score has been found to be highly reliable
(Conroy, 1980), with test-retest reliability of .96, and interrater reliability
of .94. For the maladaptive behavior section, although test-retest reliability
is good at about .90, interrater reliability is barely adequate at about .65 to
.70 (Isett & Spreat, 1979; Conroy, Efthimiou,4& Lemanowicz, 1981). The
relatively "noisy" measure of maladaptive behaviqr implies that it 1is more
cifficult to detect changes; .they must be quite lc;ge to be detected.

Eo; the present study, we extended the ihstrument by adding items covering
individual characteristics, family relationships, friendships, medical status,
the individual habilitation plan, program godls, and type and amount of
services delivered. The full modified BDS was designed to be a comprehensive
tool for monitoring the status, needs, services, and outcomes of individuals in
the mental retardation service system. The BbS was designed to be collected by
interviewing the direct care and other personnel who knew the individual best,
combined with examination of records where necessary. Each BDS required about
40 minutes with the respondent(s).

Although the behavioral items on the BDS were not changed, the other
sections were revised continually during the five years of the study. The 1984

version of the BDS is presented in Appendix 4-1.
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Procedures: General

In September 1978 a BDS was completed for every person at Pennhurst by
teams of institutional staff members most familiar with the individuals. Each
team usually included a direct-care worker, a psychologist, and a nurse.
Written instructions were provided, and the Temple University Developmental
Disabilities Center's Evaluation & Research team was available on site to
answer questions about the form. A total of 1113 forms were completed (41
people had already left Pennhurst). This supplied the baseline data for the
entire five year study. |

In subsequent years, BDSs were collected by project field staff by direct
interviews with interdisciplinary groups of direct care and other staff who
knew the individuals best. Records were used to verify the data in the
sections on written plan, demographics, health, and services. Table 4~-1 below
displays the record of BDS data éollection for the whole study.

TABLE 4-~1
BDS DATA COLLECTION

Year ' At Pennhurst In CLAs
1978 BEETTr 0
1980 713 70
1982 0 223
1983 618 408
1984 0 | 474

Data were not collected at Pennhurst in every year because the focus of
interest was the effects of community placement. Originally, the study design

did not call for any Pennhurst data after 1978. The Temple team added this

facet after the study began because it made possible the matched comparison

designs.
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- Methods: Matched Comparison Study
The maféhéd“éompériSon design was implemented by'fdéntifyiﬁg‘aii the
people in CLAs for whom baseline BDS data were available; for each one we then
tried to find a person who was still at Pennhurst, and who was the same sex and

was also very similar in initial adaﬁﬁive'béHaVior; maladaptive behavior, and
age. For'bdth‘grOups ("movers" and "stayers'") we compéréd 1983 BDS data to the
1978 baseliqe data, investigating whether oqugrdqp‘héd ébgnged more than the
other.

The matched comparison design is quasi-experimental. Specifically, it is a
prepost nonequivalent cdnérol group design with subjects matéhéq on pretest
scores and several other 'variables. The weaknesses of thé dé3ign are that no
matching can be pgrﬁect, and that no adequate matches may be.ayqilahlgtfpg some
peoﬁle, so that we can wind up with biased samples. '

’Optgébjectives'weréifo'qompare the behavioral éhangéé‘of matched samples
of institutionalized énd'déinstitutionaliZed&pedplé and to'fdentify, in a
préliminéry-Way,;épedific'vgriables that migﬁf;be'assoc{atedzwith individual
gfoﬁth.

Subiedts'

Prerelocation (1978) and postrelocafion'(i98§}‘déta were available for 340
people who were placed in CLAs under federal court order. Each '"niover" was
matched as closely aé'possible with a pérsbn'ﬁhé'was §till at the institution
in 1983, and there were 6lB'such‘“sté§ers;" Individudls were maéched on the
bases of (1) gender, (2) chfonological ége +5 years, (c) prerelocation (1978)
Adaptive'BeHéviofvtotai score +5 points, and (d) prereldé&tion Maladaptive
Behavior Total Score :3 points. The matching process located excellent matches

for 191 of the 340 movers. Perfect gender matches were found in all cases (134
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males, 57 females); means for the two groups on the other matching variables
are shown in Table 4-2. No significant differences were found between the

movers and stayers on the matching variables (using simple t-tests).

" ————— — " e s o P o~ - " . - - —

TABLE 4-2
ADEQUACY OF MATCHING

Variables o Movers Stayers

Matching variables

1978 Adaptive Behavior 54.8 55.0
1983 Maladaptive Behavior- 18.3 18.1
Age (in 1978) 38.1 37.7
Other variables*
Vision 3.6 3.5
Hearing 3.9 3.8
Ambulation . 3.4 3.4 .
Years at Pennhurst (in 1978) © 24,3 23.8

*Vision, hearing, and ambulation are on scales from 1 (extreme impairment)
to 4 (no impairment).

Both the movers aqd the stayers displayed an average 1978 adaptive behavior
scorelof 55 points (th”scale'rqqges from 0 to 128){ which was very close to
the overall population's average of 51. In maladaptive behavior, both_groups
scored about 18 points, again close to:the population average of 17 points,
The average age for both groups (in 1978) was 38 years, similar to the
population average of 39 years.

Group differences were examined on some other variables as well. Secondary
conditions, including vision, hearing, and ambulation were compared using |
simple t-tests; none were significantly different. These results seemed to
indicate a lack of '"creaming" (i.e., selgq;ing people té leave the institution
specifically because of less serious secondary disabilities).in selection of

the movers. No difference was found between movers and stayers in the number

of years they had lived at the institution. Both groups averaged 24 years, the
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same as the population;
Thus, although not chosen by lottery, the people in this matched

comparison study reflected the characteristics of the population quite well.

Results: Matched Comparison Study

Group Comparisons of Behavioral Change

‘Several methods of statistical analysis were used in the p;ior matched
comparison of -developmental growth (Conroy, et al., 1982); all led to fhe séme
conclusion as. the simple t-test. Here, we present only the simple t-test
because it is the most straightforward. As Table 4-3 shows, the 191 people who
were placed in community settings were functioning at a higher level of
adaptive behavior in 1983 than were their matched peers who had remained at

Pennhurst.

TABLE 4-3 . -
BEHAVIOR CHANGES AMONG MOVERS AND STAYERS

1978 1983 Change

Adaptive Behavior T T

Movers - 54.8 66.3 +11.5

Stayers 55.0 55m7 + 0.7
Maladaptive Behavior

Movers _ 18.3 18.0 - 0.3

Stayers _18.1 18.2 + 0.1

*Higher scores are favorable for both.

A t-test on the 1983 adaptive behavior total scores of the two groups was
significant (t = 3.94, (380), p = .001). The results in maladaptive behaﬁior

showed only very slight.changés in both groups, and the E—test.revealed no
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significant difference between the movers and stayers in 1983.

This analysis indicated that the deinstitutionalized group had improved in
adaptive behavior by more than 11 points over a five year period, while the
group which remained at Pennhurst ggined'less thap_one%point, Neither group
changed significantly in maladaptive behavior. -

Group Comparison of Service Provided

" Service data were collected in 1983 on the BDS for both the movers and the
stayers. The amount of developmentally oriented service rendered in the prior
month at’' the living area was obtained. These services included training (e.g.,
academic, mobility, social, interaction, community living, etc.), skills
_developmehtl(dressing,eating, hygiene), therapy (physical, occupational,
speech, etc.), behavior modification (to reduce maladaptive behavior), and
supervised recreation. We also measured time spent at the day
program(vocational, educational, etc.). Table 4-4 presents average hours of

service per person per month for the two, groups.
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TABLE 4-4
HOURS OF SERVICE PER MONTH REPORTED IN 1983

Movers Stayers
Services at Living Area 104.5 156.0
Day ‘program . 120.7 33.1

As the table shows, people living at Pennhurst received more service on
their living areas each month than their counterparts in the community.

However, the movers spent more time at the day program and received more total
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service. On the average, the movers received 8.0 hours of service per day and
the stayers received 6.8 hours of service per day.
Correlates of Adaptive Behavior Gains Among Movers

Because a substantial change in adaptive behavior was found only for the

movers, we examined factors correlated with growth amcng‘the movers. Change in
adaptive behavior was compared by Pearson correlations with 23 va;iables,
including persohal characteristics (sex, age, etc.), functioning level,
secondary conditions (vision, hearing, ambulation, seizures), medical

information, family contact, and service data. The results appear in Table

4-5,
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TABLE 4~5
CORRELATES OF ADAPTIVE BEHAVIOR GAINS AMONG MOVERS

r P
Year of admission to community

living arrangement -.25 .001
Ambulation (1978)* -.23 .001
Adaptive behavior total score (1978)%* -.21 .001 -
Number of goals in written plan -.11 .057
Weeks since case manager last visited T W11 .058"
Level of retardation (1 = not retarded,

5 = profound) : -.11 .072
IQ .11 .190
Change of address in past year¥¥¥ .10 .083
Medical needs* .09 .098
Sex (0 = female, 1 = male) .08 .137
Family contact (1 = weekly, 5 = never) -.08 .143
Vision (1978)* -.07 .169
Maladaptive behavior total score (1978)** .06 .187
Number of residents at the site -.06 .225
Year of admission to Pennhurst .05 .228
Amount of behavior modification used -.05 .231
Months since last medical exam .05 247
Seizure frequency -.05 . 247
Amt. of developmental service received -.04 .280
Hearing (1978)* . : .03 .358

Year of birth : .02 . 366

*Scale of 1 (extreme impairment) to 4 (no impairment).
*kHigher scores are favorable
*%% ) = no, 1 = yes,

Three variables displayed significant correlations with adaptive behavior gains
upon deinstitutionalization. They were year of admission to community living
arrangement,‘ambulation, and beginning adaptive behavior total score.

These results suggested that (1) people who had been in CLAs the longest
showed the most overall grbwth, (2) people who could not walk displayed more
growth than those who could, and (3) people who started out with lower levels
of adaptive behavior showed larger gains than did people who initially had more

skills.
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- Methods: Longitudinal Study

Subjects

In 1984, we visited-474 peéple whO'left'Pennhursm;Cénter'under court order
at their new homes .in CLAs. The information we had collected about these
people since l97é'f0?med the data éet-for the longitudinal analyses of growth
and development. Again,vfor convenience we will adopt the "movers" and
"stayers'" terminology.

In mid 1984 there were about 450 Stayers still living at Pennhurst.
Ninety-two of the remaining 138 people (the original 1154 minus 474 minus 450)
had died, 77 of them while still at Pennhurst and lS'insCLA%; 32 had gone to
other congregate care faéilitiés, and the other 14 had returned to the natural
family at family choice.

-The movérs were living-ih'small CLAs. Most, 63%, lived in three person

CLAs. Another 1% were living in a CLA by themselves, 19% had just one

housemate; 11% were .in CLAs with a total -of -four to’ six people, and 6% were in "

settings with a total of séven to 11 people. - EEEE
Because many. past deinstitutionaiization activities have resulted in

"creaming," or selection of only the highest functioning people  for placement,
an immed;atevquestionvwaS'how the movers .compared to the original. population of
1154 people. -In prior.years of .the Pennhurst Study:, we had found only trivial
differences between Movers and Stayers; people being placed were  just about the: -
same as those still awaiting placement in the areas of adaptive and maladaptive
behavior, age, level of retardation, and secondary handicaps. As our data set,
grew in numbers, some of the differences réached statistical significance, but

they: were still not large in magnitude, as shown in Table: 4-6.
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TABLE 4-6
COMPARISON OF MOVERS' CHARACTERISTICS TO
THOSE OF THE ORIGINAL POPULATION OF 1154 PEOPLE

Movers - Population

1978 Adaptive Behavior -—;;—— ----;I—;-—
1978 Maladaptive Behavior 18 17 *
Age in 19?8 ' 37 39 *
Years at Pennhurst_ 21 ,. 24 *

Vision (1 to 4 scale) 3.7 . 3.5 %
Hearing (1 to 4 scale) 3.8 : 3.8
" Ambulation (1 to 4 scale) 3.4 | 3.3

* t-test significance, p<.0l.

The statistically significant différénces meant that the people placed in

CLAs by 1984 were slightly higher in adaptive behavior, had slightly fewer
maladaptive behaviors, were about two years younger and had spent three fewer
years at Pennhurst, and were slightly less likely to have a visual impairment,
than the average person who lived at Pennhurst in 197&. These differences
suggest that, strictly speaking, our findings for the people placed so far will
not necessarily hold true for those to be placed in thé future. However, the
differences are small, and we tﬁink it is very likely that future placements
will have outcomes very similar to those we have obserQed.
Design

.AThe longitudinal approach is, in this case, really a family of analyses of
the form called "interrupted time series" by Campbell (1967). .We observed the
behavior of people repeatedly, both before and after they moved to CLAs. The

move to the CLA is the "interruption" in the time series. If significant
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changes are observed right at the time of the "interruption," then those
changes are unlikely to be coincidental.

The strength of the design is enhanced by using all possible time series
configurations available in the data set. We have done so. We collected BDS
data (as previbusly displayed.in Figure 4-1) in 1978, 1980, 1982, 1983, and
1984. For some individuals, we collected a BDS in all five years; these were
people who were still at Pennhurst in September 1980, and went to CLAs in late
1980 or by the middle of 1981, so that we saw them in CLAs in 1982 (we only
collected d;té for peoﬁle after they had been out for six months or more). For
other peoplé,.who mbved in 1983, the 1982 CLA data point did not exist; for
them, there weré just four observétions, When all of the‘permutations are
examined simuitaneously, we can see whether the results are consistent across
all the waysfog analy;ing behavior change..‘ . )

Results: Longitudinal Study
Adébtive Behavior | |

The overall results of the family of longitudinal analyses for adaptive
behavior are presented in Table 4-7 in numeric form. We will summériée fﬁé
findings and then provide more detail on two of the clearest and most
meaningful anaIysesi The overall questions are, again, did péoplé change
behaviorally upon deinstitutionalization, and did that pattern of change

continue after placement?
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TABLE 4-7
LONGITUDINAL RESULTS

ADAPTIVE BEHAVIOR

Year: 1978 1980 1982 1983 1984 (N)
(PC) (PC) (CcLA) (cLa) (cLa)
Design
1. 51.4 51.6 *%% 59 .9 **% 65,2 65.1 92)
2. 53.0" 53.6 *k¥kkkkkiikik 63,8 65.1 (176)
3. 60 .8 *kdkkddkdhhhk 69,1 *k%x 73,8 74.4  (163)
4. 52.4 53 .0 FEkkdhikkhkdhhhhkihkdksr 64,8 (200)
5. . 60 .5 FhEkkkkkkkkkkkkkkkkkwk 71,3 72.2 (326)

6. 59 .3 ek deddeddkk hkkkkkkk kR kAR EE 70,7 (383)

* Entries connected by asterisks were significantly
different by paired t-tests at p<.00l.

Table 4=7 indicates the five years ofvdata collection across the top., The
subheading "PC'" means that the data in those columns were cdllected at
Pennhurst Center, and the "CLA" subheading means the data were from CLAs.
Overall, the table shows that significant gains never occurred within
Pennhurst, always occurred upon CLA placement, and sometimes gains continued
even after placement. Notably, none of the designs revealed significant growth
among people in CLAs between 1983 and 1984. i

In design 1, which included all five data points; the right hand column
shows that N = 92, which means that there were 92 people who were at Pennhurst
in 1978 and 1980, and then moved to a CLA in time for:us to visit them in 1982
and 1983 and 1984. The asterisks show where significant increases in adaptive

behavior occurred: for this design, significant increases were observed from

1980 to 1982 (initial CLA placement) and from 1982 to 1983 (advances continued
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after placement). The gains appeared to level off after 1983, Figure 4-2
presents these findings visually. F1gure 4 2 also shows what is evident from
all the designs in Table 4-7: there was no statistically significant growth in
this measure of adaptive behavior among these individuals while they were
living at Pennhurst. The second longitudinal design included everyone for whom
we had baseline 1978 data, who were still at Pennhurst in 1980, and who went to
a CLA between 19§Oﬂéy§ﬂlatéj1982rf;There wené*i7éfpéopié?ih?£his category, and,

as can be seen 1n Figure 4- 3 they also made large ga1ns~1n adapt1ve behav1or

L A
(VR

upon commun1tf placement. The ga1n from 1983 to 1984, within the CLAs, was not
statistically significant in this analysis.

Design 3 reqéaled“tﬁeilarge initial gains, and also showed a continuation
of growth within the communlty settings. Designs 4,5, and 6 further conflrmed
the lack of growth within Pennhﬁrst and the sudden gains upon placementr’l.-j

In sum, the adaptive behaviorldata showed clear and large gains among_;_
people who went to CLAs. After placenent they were doing more things
independently or with less help. Becauseythis could have been the resu%t:oﬁf
the change in environmental demands between the‘institution and the CLA:;thf
was important to test for continued growth after plabeﬁentl"In two'of.thetlﬁ
longitudinal analyses.(des1gns 1 and 3 in Table 4—7) such contlnued growth nas

-

observed. 1In the f1rst of those analyses, the post placement growth rate was
just as rapid as the large gains uponlplacement. These adaptive behavior
findings, especially among people who had been institutionalized an average of

24 years, seemed to us to tell a very positive story about human potential that

had laid dormant among these people with mental retardation.
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Maladaptive Behavior

The results of the longitudinal analyses of changes in our measure of

maladaptive behavior were that there was no significant change when people went

to CLAs. The data are presented in Table 4-8.

TABLE 4-8
LONGITUDINAL RESULTS

MALADAPTIVE‘BEHAVIOR

——— - s e s o e . D A O e e

Year: 1978 1980 1982 1983 1984 N
(pc) . (Pc) .~ (cLA) . (CLA)  (CLA)

Design o o o T T o
1. 17.2 17.0 17.2 17.7 17.8 93
2. 17.2 17.3 17.6 17.7  179
3. 17.9 18.1 *** 18,6 18.6 ‘165‘
4. 17.3 17.3 17.6 203
5. 18.1 18.3 18.5 326
6.  18.0 18.i 386 -

* Entries connected by aster1sks were 51gn1f1cant1y
d1fferent by paired t-tests at p<.05.

Table 4-8 représents over 5 yearé-of trying to detect
and the only one noted was statistical}y weak and was
change upon placement. It is pﬁssible that there was
maladaptive behavior area among these people over the
possible that our scale was not sensitive or reliable

changes.
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As noted previously, the maladaptive behavior scale suffers from a lack of
interrater reiiability. Different respondents do not agree very well on what
constitutes, for examplg,'ﬁRebelligushéSs." Thisimakes it difficult to attain
statistical significance; the '"signal" (behavioral éhangé) must be very "loud"
(large in magnitude) to be heard over:the "noise" (random error of
measurement). Indeed, it is at least sﬁggestive.that all of the rows in Table
4-8 show increased scores:éfter CLA placement, and thereafter maintainance or
further increases; even though the trends do not.reach statistical
significance, we suspect that changes may be taking place.

In summary, however;'we are not statistically scientifically able to
report ;ny_sigqifiggnﬁ 5ené£it§ Qf deinstitu;ionéligétion ithﬁe ;réé of
reduction, of ‘maladaptive behaviors.

Longitudinal C,ha_ng'e.s -in- Service. -Delivery Patterns

The services sggtiqqqu‘the BDS was’develqped only after 1978, gq'there
were no baseliqevdata qn’se;viqes repderquto thg Eopu}ation.r In.19§0, at
Pennhurst, we did collect serY%ces‘informat%qnm and also in the ?ommunity in
subéegugng?yegrs,, This enabled loqgi;qdinal analysis of chqnggs in the amount
and_pgt;g;n'of:§ervicesu;§n4gred Fo”pgople.vThis time, Yg‘were_asking ;hg
question "%?,FhiS pgrgqn.;eceiving more or less or_diffe;enp services in the
community than s/he formerly received at Pennhurst?" |

This isAdifferent'fpom.phe_matqhgd comparison analysis, which asked

whether two groups, of similar people were receiving different services in
: e —_—r— T SoL . o o T L.
1983. In the longitudinal approach, we ask whether a person in the community
in 1984 is receiving more or less or different services than that same person.
previously received at Pennhurst in 1980.
The results were much like those of the matched comparison. The summary

figures are given in Table 4-9.
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TABLE 4-9
HOURS OF SERVICE PER MONTH REPORTED
AT PENNHURST IN 1980 AND IN CLAs IN 1984

(N=207)
1980 1984
- (PC) (cLA)
Services at Livihg Area A 139 95
bay program A 48 119
TOTAL 187 214

The decrease in hours of service per month delivered via the residential
program was significant (t=5.17, (206), p<.001), meaning that the community
service system delivered fewgr hours of developmentally oriented p;ogramming,
at the place where the person slept, than did the institution.

‘The community system delivered more than twice the amount of day
programming, away from the place.whére the person slept? than the institution
(t=19.6, (205), p<.001). ‘When the two forms of servi;e were combined into a
" total indéx, the - 1984 community service system was delivering a 1arger quantity
of service to these people than they had previously received at Pennhurst in
1980 (t=4.15, (205), p<.001).

As an exploration of an urgent contemporary issue in service delivery, we
tested whether the 207 .people in our data set who had been at Pennhurst in 1980
and were in.CLAs in. 1984 had shown any change in the number of medications
administered to them on a daily basis, other than topical ointments and
vitamins. At Pennhurst in 1980, these peoplé had received an average of 2.1
medications each day; in 1984.in CLAs, they received an average of 1.7. The

decrease was significant (t=3.22, (206), p<.001).
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Discussion

The overall results of five years of investigation into the behavioral
consequences of deinstitutionalization are clear: .in.terms of. adaptive
behavior, the average person who left Pennhurst .is better off. The average
person is now about-Il points -higher on our 128 point scale of adaptive
behavior than s/he was while at Pennhurst. Matched people‘stillbliving at
Pennhurst did noét show significant improvements. Moreover, the dramatic aﬁd
sudden increases in adaptive behavior after CLA placement did not stop .and
level off; foér at least a year after placement, the average person continued to
disﬁlay'significant developmental growth.

The evidence suggesfs, however, that gains begin to level off at some
point, usually a year or more after placement. It seems to us that the lack of
significant growth from 1983 to 1984 demands attention and continued study. We
will continue” this investigation with support from the Commonwealthvof
féhnsylvénia.

We-éhouldwreiteratérhere, however, that. during the course of the study we
did detect favorable behavior changes among the people living at Pennhurst.
When all the people at Pennhurst are included in the analysis, .we do.attain

statistié¢al "significance, as reported by Lemanowicz, Conroy,,&>Feinstein
(1984). These gains amounted to just over l.point in-adaptive behavior and
under 1 point in maladaptive beﬁavior. This finding is mentioned here bec#qse
it suggests that,vunliké the situation at ?ennhurst at the time of the t;ial in
1977, people have not béeﬁ:fegressing while residing at, the insti;utionf . At
the trial, evidence indicated that the average pefson at Pennhurst had 12££vv
skills ‘during his/her time there. In more recent.years, the“) that situation
has changed. -‘Any visitor can tell in a brief tour'that Pennhurst has improved

over’ the yeéars, .and ‘it may be that our findings of growth .are quantitative

reflections of that fact.
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Nevertheless, the results of the two designs presented here do establish
the quantitative superiority of CLA settings in fostering adaptive behavior
expression and growth. . People who have gone to CLAs have gained literally 10
times as much as the people who still await placement..

The limitations of the two designs should be kept in mind, and, even more
important, our -caution about generalization of these results to other areas or
states is very important. To the extent that a community service system is
similar to the Pennsylvénia model, such gengralization‘is warranted with
moderate caution. But for systems unlike the one implemented for the Pennhupst
class members, it would be extremely hazardous to assume that our findings will
apply.

In addition to the elementary finding that people are better off in terms
of behavior, we also noted that the pattern and amount of deyelqpmentally
oriented services rendered had changed. The patterns were that the institution
delivered more service at the living area, while the community system delivered
more service at the day program, and mo;e_service ove;all (678 versus 8.0 hours
per day. for Pennhufst.and CLAsvrespectiveiy). Thus we ;onclude that the people
who.have left Pennhurst are also better: off in terms gf,the,qmognt_of
developmentally-oriented service rendered to them. We hope that fprther
evaluative studies will address the quality and_qonsequences of‘vapious kingi
of..day program. . ‘ |

We also examined medicatiom use, and found ;hatjthelavefagg_persop who had
been placed was receiving fewer daily medications than previouslfigt
Pennhurst. . This would usually be regarded as a favorable outcome, beéause
there has been a great deal of concern in the field of»menggl rgtarﬂa{ion’hﬁopt
overuse -and misuse of many kinds of medicat_:ions2 particularly*ﬁﬁggeipsed for
behavior control, and particularly_when»they may have serious»ﬁﬁd permanéni.'

side effects such as tardive dyskinesia. (We should also note that, from I§86

112



to 1983, since the reorganization of medical services at Pennhurst under the
auspices of a priQate corporation, the average person at Pennhurst is also
receiving fewer medications.)

Other than the essential findings that people are better off in terﬁs of
behavior and services, we believe the most important outcome of our years of
work in this area is that we have .developed a technology for quantitative
monitoring of the well being of people in dispersed, decentralized community
service systems. Many observers have suggested, over the years, that the
difficulties in monitoring community services would be enormous compared to the
ease of monitoring all the people in one place at an institution. ihis has
been offered as a major argument against deinstitutionalization.

In faqt, quénti;ative monitoring is not a difficult process at all, nor
does it need to be terribly costly. The Temple part of the team has émbarkéd'
on a long term partnership with the Pennsylvania Office of Mental Retardation
‘to continue monitoring the Pennhu;st class members when the Federal funds for.
" this stuéy exﬁire, and‘to expand that monitoring as rapidly as possible to
other peoplg in community settings. Although our once a year monitoring visifs
are no subStigute for frequent case manager visits, active family |
participation,‘fiscal controls, and alert neighbors, the'quantifative
information.about individual growth (or regression), individual services,
family opinions, and environments yields a rich basis for individual

corrective actions and for systematic analysis and planning.
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'CHAPTER 5
~ CONSUMER SATISFACTION
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Consumer Interview Case Study:
If | Were a Rich Man

Steve moved to the community after having lived at Pennhurst for 27 years.
While Steve reported having been very happy at Pennhurst, he is even happier in
his new group home. When he was asked what he liked about the group home, he
talked about how good the staff were to him and how they had put a bell in his
bedroom so that if he needed help during the night he could just ring and the
staff person would come (Steve is non-ambulatory). Steve also talked about how
good he felt having been able to visit his Aunt Sue when she was in the
hospital.

When asked if he missed Pennhurst or any of the people, Stave said no.
After thinking for a moment he said that he does miss a few of his friends, but
not very much. When he was at a Speaking for Ourselves meeting he saw a few of
his friends from Pennhurst who were now also living in group homes. Steve
explained that Speaking for Ourselves is a place where you talk about a lot of
things, like Pennhurst closing, and if you have a problem or something is
bothering you they try to help you flgure it out.

When asked what he would wiéh’for if he had one wish, Steve responded, "I
wish for people to live with me who are nice and kind to me like these people."

Bruce would like to stay in his group home. He moved there about 6 months
ago, after having lived at Pennhurst for 28 years. He likes living in the
community, because he gets to see his sister and her family and he works and
earns money. (Bruce works on a pressing machine that steams and presses
cardboard.)

When asked how his group home differs from Pennhurst, Bruce said,
"Pennhurst was alright, I grew up in that place. We have different hours of
getting up and going to sleep here. We have Saturdays and Sundays to
ourselves. This is more home; there is no big crowd, just a few people." When
asked what he would wish for if he had one wish, Bruce replied, "I wish I was a
millionaire."
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Introduction

Among the many ways that the well-being of people with mental retardation
may be assessed, one that stands out in importance and in difficulty is to ask
the people themselves.: In-the Pennhurst Study, we were determined to address
the feelings of the people themselves to the maximum extent possible.

It seemed particularly important to avoid tﬁe common error of assuming
that only parents and professionals can make valid judgments about whether a
person with mental retardation is better off. As Seltzer (1980) pointed out,
"A eritical, yet often ignored, aspect of retarded persons' community
-adjustment is their perceptions about their enviromments and the psychological
sense of well being or discomfort derived from their living environments."
However, Sigelman, et al. (1979)'stated.tbat, despite a trend toward allowing
and encouraging.people with mental retardation to speak for themselves,

", ..virtually nothing is known about the reliability .and validity of
information gained through survey research" (p. 1) with them.

It was clear at the outset thgt the methodological difficulties were
considerable. For example, because we knew that nearly half of the people
living at Pennhurst Center were nearly or completely nonverbal, we knew that
the views of the people who were able to speak would not necessarily represent
the views of those who were unable to speak.

In addition to this problem of representativeness, prior studies had
suggested that some people with mental retardation had difficulty in expressing
themselves in a consisten; fashion. Despite these problems, it was decided
" that the effort to measure changes in individual satisfaction after movement
from the institution to small community based living arrangements was demanded

by the nature of the study.
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The consumer interviews part of the study, then, addressed two
objectives. First, it was designed to ascertain whether people who moved from
Pennhurst into community living arrangements (CLAs) were pleased with the
cHange, and whéther there was any change in their self-expressed satisfaction
and happiness. Second, because bf quegtions about the reliability and validity
of such interviews, the study was also intended to shed new light on the
methodological problems inherent in soliciting direct consumer input.

Moreover, the study was, unexpectedly, able to investigate changes over
time in the self-expressed satisfaction and happiness of peopie who remained at
Pennhurst during the years in which the population of the facility dropped from

1154 to 450.

Methods

Consent Procedures

At the outset, it was determined that this phase 6f the study required
extremely careful attention to the rights and privacy of the individuals
themselves, because this was practically the only part of the -effort that
demanded direct contact. Certainly, if an individual said that s/he was not
willing to be interviewed, then no interview would be done. But there were
others who might have an important viewpoint regarding the advisability of the
person's participation as well: program staff and families. We considered all
of these parties. The only people we interviewed were those (a) who appeared,
from érior data, to be capable of respohdiﬁg to verbal interview, (b) for whom
staff judged there would be no significant risk to the person, (c) for whom
written informed consent was obtained (either from families, or, in thé case of
people who had no family but were capaﬁle of giving their own informed consent,
from the people themselves), and (d) who agreed on their own behalf when

approached by our interviewers.
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Our extreme caution in safeguarding rights and privacy in this part of the
study grew at least partly from the knowledge that, in past years, peqple
living in institutional settings have been part of studiés that would never
have been approved if the subjects had not bgen labeled mentally retarded.
Design

Interviews were designed to be administered to a sample of people still at
Pennhurst in 1980, and then &dgain after as each person was placed into a

community living arrangement (CLA). The "

pre" interviews at Pennhurst and the
"post" interviews in community settings asked the same standardized questions
about resident satisfaction with the living situation, activities and services
received, and general self-reported aspects of "happiness."

This simple pre-post consumer interviews design had not been implemented
previously in any study of deinstitutionalization known to us. Even the
pioneering work of Edgerton (1967), and Edgerton & Bercovici (1976) was bésgd
on interviews that'begaﬁ-only after people had moved into community living:‘ In
related work, Birenbaum & Seiffer (1976) and Birenbaum & ke (1979) followed and
interviewed adults for four years, and utilized a standardized questionnaire,
but again the study began only after placement into community settings.

In our design, we waited about six months after each person's placement,
and then conducted the post-placement interview. The first post-placement
interview occurred in early 1981, the last in mid-1984.

We expected, on the basis of prior literature, that the people with the
most functional skills (especially verbal) would probably be among the first to
move to CLAs. Because the people in this part of the Pennhurst Study had
verbal skills, we thought that, by the end of the study, most would be in

CLAs. In fact, when the study was finished, only about half of the people in

our Consumer Interview sample had left Pennhurst. (For convenience, this group
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will be referred to as '"movers.')

This presented an opportunity to reinterview the people who were 'still at
Pennhurst in 1984 ("stayers'") and to check for changes in their self-reported
satisfaction and happiness. This was not viewed as a control group, because
there was no matching or random assignment, but rather as a convenient but
non-equivalent group for whom the results would also be of interest. As
institutional populations decrease during moves toward closure, it is important
to know how such a situagion affects the people who still live in those
facilities. The results of interviews with the two' groups, movers and stayers,
were not intended to be comp#red to one another; they were two separate
studies, each with its own set of policy implications,

Subjects | |

The sample of people interviewed in this part of the Pennhurst Study was
not representative of the 1154 people who lived at Pennhurst in 1978, nor was
it representative of all the people whojmovéd tb‘CLAs.. Again, this was because
the interview method itself biased the sample by excluding all people who were
not ‘able to communicate verbally (or by signing). Nevertheless, every effort
was.made to select a sample of people that would reflect the diverse elements
of the verbal portion of the Pennhurst population. -

Subject selection took place.in Spring of 1980, after all design and
instrument development was completed. The first stage of selection was to
decide which people would be eligible for inclusion. Naturally, the people who
had already left Pennhurst could not be included. It was also decided for
economic reasons that, of.the people still at Pennhurst, only the people who
were originally from the greater Philadelphia area (the five southeastern
counties of Pennsylvania) would be candidates.

Using this decision rule, there were 713 candidates for inclusion in the
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consumer interviews. These were all the people who lived at Pennhurst in May
1980, and who came from the Southeast Region Qf Pennsylvania. We then examined
Behavior Develbpmént Survey data (collected at Pennhurst in 1978) to identify
all the people who were reported to possess moderate or good verbal skills.
There were 287 such individuals.

From these 287, we wished to select a.repreéentative sample. In the view
of the Temple team, the best such sample would have been simple random.
However, a consultant retaiﬁed as an outside methodological reviewer by the
government fequired a stratified sampie of 60 people, with approximately 15
from each_labeling category for level of retardation: mild, moderate, severe,
and profound.

In our first stage of probabilistic selection, we oversampled from each of
the four categories. By simple random selection, about 25 were taken from the
moderafe, sevefe, and profound categories; all 19 people labeled mild were
taken. In all, 92 people were selected at this stage. The oversampling was in
anticipation of losses due to our strict consent procedures,

Because we were only able to secure complete consent and valid interviews
with 35 of these 92 peoplé, a second stage of samplé selection was initiated,
by similar rules, in which 51 additional people were drawn. In all, then, we
drew 143'caﬁdida£es for interviews in this part of the study. By the
completion of the baseline surveys, we had interviewed 56 people who lived at
Pennhurst in the summer of 1980. The disposition of the sample is displayed in

Table 5-1.
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TABLE 5-1
DISPOSITION OF THE CONSUMER INTERVIEWS SAMPLE

Reported Level of Retardation

Mild Moderate Severe Profound

The universe of 713 21 55 197 440
(37)  @%)  (287) - (62%)

The 287 verbal people 19 52 136 80
a7 181 W% (28%)

The 143 drawn in sample 19. 45 43 36
' (13%) (30%) (30%) (25%)

The 56 completed 12 15 22 7
baseline interviews  (21%)  (27Z) .  (39%) (13%)
The 30 Movers 7 - 8 13 2
(23%) (27%) (432) )

The 26 Stayers' 5 7 9 5

(19%) (27%) (35%) (19%)

Table 5-1 shows that the people we interviewed were not representative,of all
the people at Pennhurst, no;,even‘of all verbal people. People.with fewer
fuﬁctional gbilities were gnderreéresentedlfrom either point of view.

Thé table also shows thgt,ibétween stayerg and movers, the differences in
level of retardation were small but noticeable; again, these two groups were
not treated as controls or comparisons.

Because of the way subjects were selected in this part of the Pennhurst -
Study, the consumer interviews should be viewed as (a) a case study of changes
in the self-reported well-being of a specific group of deinstitutibnalized
people, (b) a case study of changes in the self-reported well-being of a
specific group of people living in an institution as it phases down, and (c) an

exploration of reliability and validity issues in direct consumer surveys.
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Instruments

An extensive search for prior work in this area was initiated in 1979.
The study team obtained copies of instruments used before, analyzed all
available literature, and telephoned many of the researchers who had conducted
such Qork. A draft instrument was developed from this groundwork in 1979. It
was pilot tested and revisedf In Spring of 1980.it was tested again, this time
comparing telebhone intervie&s to face-to-face interviews (Conroy & Beyer,
1979). The third revision Qas piloted during Summer 1980, and an entire new
section was added to assess respondents' ability to label their own feelings
accurately.;

In the process of instrument development, the weight of prior research
demanded primary attention to reliability. Sigelman, Winer, Schoenrock &
Hromas (1978) focused on the;problems of responsiveness, reliability or
consistency, and response bras. The difficulties they noted were considerable;
‘the suggestion they offered was that any such interview effort should include
alternative format questions and checks for consistency. Wrner, Sigelman,
Schoenrock, Spanhel, & Hromas (1978) compared respoﬁsiveness to Yes-No,
Either-Or, Multiple-Choice, and Open-Ended questions. The Yes-No format
appeared to yield the highest proportion of responses and also the highest
consistency. Yet Sigelﬁan, Budd, Spanhel, & Schoenrock (1981) suggested that
Yes-No questions were problematic because of a common tendency to say "Yes" to
all questions, regardless of content; this was called the acquiescence
phenomenon.

Our interview was designed with these studies in mind. It contained, in
its final form, 12 Yes-No, 3 Either-Or, 4 Open-Ended, and an entire separate
section of 7'Mu1tip1e—Choiee (Likert scale) items with five facial drawings

(big smile, small smile, neutral, small frown, big frown) to assist in labeling
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the way people felt about various issues. The questionnaire is included as
Appendix 5-1.

An important facet of the interview instrument was the fact that there
were six pairs of redundant questions. They were designed specifically as
checks for consistency on the most important questions. For example, we asked,
"Do you like living here?" (a Yes-No question), and later in the interview we
asked "Would you. like.to .leave here and live somewhere else?'" (another Yes-No),
and also "Which [face] is most like how you feel about living here?” (a
Multiple-choice item with visual aids). These check items were intended to
give the most weight to consistent responses.

Procedures

Interviews were generally scheduled by contacting the.residential staff
and then the individuals themselves. Appointﬁents were made by telephone.

The interview data were collected directly on the, form in Appendix 5-1.
Researchers at Temple edited the forms and entered the data directly onto
mainframe disk storage, and conducted analyses using phe,ﬁtatistical Package

for the Social Sciences (SPSS).

Results

Internal Consistency: Acquiescence and Nay-Saying

The problem of acquiescence was first nbtﬁd by Rosen,. Floor, & Zistein
(1974) in connection with interviews of people with mental retardation. More
recently, it was investigated by Sigelman, Budd, Spanhel, & Schoenrock (1981).
Their article, titled "When in doubt, say Yes," concluded that many people wifh
retardation were likely to say '"Yes". to any question that was not clear,
concrete, and immediate. They speculated that this was part of a general
tendency to avoid responses that '"normal" people might interpret as negative,

resistive, or rebellious. In related work, Sigelman, et al., (1979)
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found a smaller number of people who acted in the opposite way, saying "No" to
all questions - a phenomenon called nay-saying.

“In their samples, Sigelman and colleagues found an acquiescence rate of
44% on Yes-No items, and a nay-saying rate of AZ; Because of their work, we
included check questions for five of the Yes-No questions. They are shown in

Table 5-2, along with the results as to consistency.

TABLE 5-2
ACQUIESCENCE AND NAY-SAYING, PRE AND POST
# of o #
Question responses Acq Nay
YES-NO VERSUS YES-NO
Q3: Do you want to keep on
living here? S Pre: 55 16 0
Ql6: 1If you could, ‘would you like to  Post: 53 8 O
leave here and live somewhere else?
YES-NO VERSUS- SCALE '
Ql: Do you like living here? Pre: 48 6 6
Q7B: Which face is most like how Post: 46 1 0
you feel about living here?
Ql3: Do you like your day program? Pre: 46 4 2
Ql0B: Which face is most like how Post: 42 1 0
you feel about your day program?-
Q2: Do you like the people who work
here? : ' Pre: 48 6 1
Ql1B: Which face is most like how Post: 45 2 1
you feel about the staff?
YES-NO VERSUS EITHER-OR
Q2: Do you like the people who work -
here? Pre: 54 3 5
Q7: Are people here mean or nice? Post: 53 1 1
OVERALL Pre: 251 35 14

Post:239 13 2

Table 5-2 shows, in the column headed "Acq," the number of people who displayed

127



acquiescence on each item pair. This means that they said "Yes" to the Yes-No
question, but then contradicted that answer on the check question. The column
headed '"Nay" works the same way for people who said "No" and later contradicted
that answer.

There is a lot of .information in Table 5-2, but there are really just three
main points. First, our overall rate of acquiescence in the baseline
interviews at Pennhurst was 35 occurrences out of 251 possible occurrences, or
14%. This was much less than the rate of’44Z.reponted by Sigelman et al.
(1981). Second, our baseline rate of nay-saying was 6%, about the same as the
Sigelman et al.‘réte 6f 47. Third; our rates of incoﬁsistént responses declined
sharply in the post interviews; the rate of acquiescence in‘the pést—tést was
5% and the nay-saying rate was IZ;‘ This decline was statisticaiiy éignificant
(even by the relatively conservative nonﬁarametric Wilcoxon i tesﬁ, p<.001).
Further investigations revealed that significant -declines in iﬁconsistencies
occurred among the movers ahd amoﬁg the stéyérs;A
Internal Consistency: Recency - S

Spanhel, Sigelman, Schoenrock, Winer, & Hromas (1978) reported that 28% of
the responses of institutionalized children to Either-Or items were | |
inconsistent because of "recency." For example, when asked "Are you big or
small?" and later "Are you small or big?," 19% of thé children chose the most
recently heard option both times (small the first time éﬁd big the second
time), and anothef 9% chose the first option offered .both tiges.- Our
questionnaire contained one pair of quegtions~to check recency:

Q8: Are you usually happy or sad?

Ql5: Are you usually sad or happy?

In the baseline interviews, 53 people responded to both items. Among them, 3

people chose the first option on both questions, and 8 heople chose the second
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option on both questions, for a combined "recency" inconsistency rate of 21%.
This was somewhat less than in the prior work éf Spanhel ef al., probably
paftiy because of Ouf screening proceﬁures_éﬁdiéartly be cause Spanhel et al.
wvere dealing exclusiﬁely with childrep; In édrrééqond round éf.interyiews,
there were 54 peopie who responded to'bo;hAqﬁeétiéng.»«N;ne of‘them chése the
. first'option on both questions, and nine‘chdéé ghéféécona*iteﬁ én both
questions (17%). This was not significanti§ di£fef§nt'from the baseliﬂe
recency rate.

Changes in Satisfaction: The Movers

Of the 56 people interviewed at Pennhurs;iiq the 1980 baseline, 30 had
moved to community living arrangements (CLAs) énd had been reinterviewed there
by 1984 (movers). This section presents our findings fof these movers.

In the Baseline, 18 of the 30 mowvers had'said "Yes" in answer to the
question "Do you like living here?" However, as.shown in the upper part of
Table 5-3, four of those 18 later contradictédxthemselves on the check question
by indicating ;h#t they felt ''Sad" or "Very Sadf abéut living there. In the
table, these four can be seen in the "Yes" column (oﬁe sad and three very
sad). The people who were consistent in their responses are marked with an

asterisk; those who contradicted themselves are marked with parentheses.
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TABLE 5-3 :
MOVERS' SATISFACTION WITH WHERE THEY LIVE

PRE: AT PENNHURST )
Ql: Do you like living here?

Yes In Between No

Very Happy 9% 0 (1)
Q7B: Which face Happy 3% 0 (2)
is most like
how you feel Neutral 2 3% 1
about living
here? Sad oy - o 0%
Very Sad (3 1 1%

(3 people did not respond)
POST: 1IN COMMUNITY LIVING ARRANGEMENTS
Ql: Do you like living here?

Yes in Between No

Very Happy 21% | (0)
Q7B: Which face = Happy. . 1% 0 (0)
is most like . o :
how you feel Neutral 1% 1
about living
here? ' Sad (0) ‘ 0 0*
~ Very Sad (0) 0 0*

(4 people did not respond)

The table revealed that these verbal individuals had increased in their
self-reported level of satisfaction with their living arrangements, but the
data in the table must be interpreted carefull&._In the baseline, at Pennhurst,
12 people, or 40% of the sample, reliably expressed satisfaction with living
there; conversely, one person (3%) was reliably dissatisfied. Later, in CLAs,
22 people, or 73% of the sample, reliably expressed satisfaction, and no one
was consistently dissatisfied. By this measure, satisfaction had almost

doubled. On the facial picture scale item, the increase in expressed

130



was tested both with the parametric t-test (t=4.30, (24), p<.001) and with the
nonparameérié Wilcoxon T (B(.OOI).

A condeﬁsed presentation of the reéponées'of the movers to'fhe check
quesfion described hbbvé{ and to the five other sets of check questidﬁs,'is

given in Table 5-4.

y ; 'TABLE 5-4
SUMMARY OF MOVERS' RELIABLY EXPRESSED SATISFACTIO
BEFORE AND AFTER CLA PLACEMENT o

Beforé After Change
Satisfaction with Satisfied - 40% - 73% +33%

Living Arrangement Dissatisfied 3% 0% ~3%
(Q1 and Q7B) ' ‘ '

Desire to Move Satisfied 43 63 +20
(Q3 and Q 16) Dissatisfied 17 7 -10
General Happiness Satisfied 67 67 0
(QB and Ql15) Dissatisfied -3 0 -3
Satisfaction with Satisfied 60 - 80 +20
Staff ‘ Dissatisfied 0 0o . 0
(Q2 ‘and Q7) SRR
Satisfaction with Satisfied 53 63 +10
Staff _ Dissatisfied = 7 0 -7
(Q2 and Q11B) ' ' '
Satisfaction with Satisfied 53 53 0
Day. Program Dissatisfied 0 7 +7

(Q13 and Q10B)
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The figures in Table 5-4 reflect only the consistent responses, and all the
percentages are taken as fractions of the entire 30 people in the movers
group. We have already discussed the first change in the table, Living
Arrangemént. The second.change was in Desire to Move, which decreased; at’

baseline 17% wanted to move and after relocation it was 7% (Wilcoxon T,
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p<.01). On the General Happiness questions (Are_you‘usually happy or sad), the
table shows that there was no change. About two thirds rgiliably said they
were usually happy, both while they were at Pennhurst, and later in, the CLAs.
On both sets of check ques;iqns gbout staff, the proportion of people who
reliably reported positive feelings increased after CLA placement (Wilcoxon T,
p<.05). Finally, there were no significant changes in satisfaction with the
day programs; although not statistically significant, it is worth noting that
this was the only area in wpich.;hé;e was incrgaseq diﬁsati§faction; two people
reliably expressed dissétisfabtioh'wiihlEheif coﬁmﬁnity based day programs.

Thus, in four qf the six areas of satisfaction in which the consistency
and reliability of. responses c0u1d£be checked, satisfactionvincreased; in the
other two areas,’satisfaction was uﬁchanged.

There were also a number of qgesgiong for which there were no check
questioﬁs. There were nolsignificaht changes from pre to post relocation for
"Do yOthave any real goodﬁfriends?" Or“fDo you ever sée,anyoné.in your
family?" or "Do you make any money?" .Aﬂgjgnificant increase.was qoted for "Do
you have a girlfriend/boyfriend?" from 10‘§eop1e saying "Ygsﬁ in the baseline
to 17 saying "Yes"_after ;elocatiopAt9 gLﬁs.

The smile fa;e Likert scale items were of special interest, and further
analyses of changngere undertaken,. Ihg special ipteres; arose f;gm prior
reports-of failure of thig quesfioﬁ ﬁoéﬁat (Winer, et al., 1978) because too
few people could respond to it at all; yet, if it could Qork; ;he data from a
five poinf scale might be more useful tﬁan simp}e Yes-No answers. As has
already been noted, in our sample?.;he'smile.face format worked fairly well;
response rates did not drop much below those of the Yes-No and Either—Or
formats. It was therefore possible to treat the seven smile face items as

ordinal scales, calculating average scores on each one before and after

relocation, and to use routine statistical tests of significance of change.
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For each item, a score of 1 meant the "big frown" face, and a "5" meant the

"big smile." Thus higher scores were more positive. The results are presented

in Table 5-5.
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S TABLE 5-5 E ‘
CHANGES ON SMILE SCALE ITEMS AFTER RELOCATION
"Which face is most Mean Mean Signif-
like howeeooos" Score Score icance
Before After of t (T)
Q7B ....you feel about 3.4 4,7 .001(.001)
living here? : :
Q8B ....the staff feel 3.5 4.3 .021(.028)
about you? _ . '
Q9B ....the other residents 3.4 4.0 .076(.096)
feel about you? ‘ S
Ql0B....you feel about your 3.9 3.9 1.00(1.00)
day program? ‘
Ql1B....you feel about the 3.8 4.3 .109(.140)
. staff? N .
Ql2B....you feel about the 3.3 4.3 .021(.026)
. other residents?
Q13B....you feel about 4.1 4.3 L484(.469)
. . yourself? : /

OVERALL SCALE - 25.5 30.0 .001(.003)
The test of significance of change from before relocation to after was the
simple paired t-test. The sample size was oﬁten less than 30 because not
everyone answered every question; therefore we also ran the nonparametric
Wilcoxon T tests. Significances of the Wilcoxons are shown iﬂ'the
parentheses. The t and the Wilcoxon were nearly identical in each case.

The largest and most sigﬁificant change was in how peéplé felt about where
they lived, which became more positive in the CLAs. .Signifibant‘changes were
also noted in people's beliefs about how staff felt about them, and how people
felt abou; the other residents. When all seven Likert items were added dp to

form a single satisfaction scale, the change on this "overall scale' was also
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significant. Results on the overall scale showed that the movers were more
satisfied in three of these seven areas, and also overall, after they méved
into the CLAs. | | o
Changes in Satisfaction: The Stayers

For the 26 people we interviewed in 1980 at Pennhurst who were still
living at Pennhurst in 1984, it wés‘of interest to find out whether they had
changed in any areas of satisfaction/happiness.‘“Certainlf; the four years had
been eventful ones in the history of Pennhurst. The ﬁopulatibn &eclined from
about 1000 to about 450 in those years, some bu?ldings had closed, some staff
had been furloughed, and it had beeﬁ announced by the Depértmént §f Public
Welfare thét Pennhurst definitely would close. For thege'reasons, we conducted
reinterviews with the 26 people in the Summer‘of 1984.

Table 5-6 shows a summary of the change; in s§tisfaction“among Stayers on

the items for which we had check questions.

TABLE 5 6
SUMMARY OF STAYERS' RELIABLY EXPRESSED SATISFACTION
IN 1980 AND IN 1984

1980 - 1984 Change

" Satisfaction with - Satisfied 42% + 35% -7%
Living Arrangement Dissatisfied™  12%. 27% +15%
(Ql and Q7B) ' D '

Desire to Move Satisfied 35 27 -8
(Q3 and Q16) ‘ Dissatisfied 27 = 35 48

General Happiness Satisfied - 50 - 58 " +8
(Q8 and Q15) Dissatisfied 8 15 +7

Satisfaction with Satisfied 65 69 +4
Staff ‘ Dissatisfied 4 - 0 -4
(Q2 and Q7) .

Satisfaction with Satisfied 388 50 - +12
Staff Dissatisfied 12 0 -12
(Q2 and Q11B)

Satisfaction with Satisfied 38 58 +20
Day Program Dissatisfied 4 4 0

(Q13 and Q10B)



The data in Table 5-6 indicate, if anything, a slight decrease in
satisfaction with the living sitﬁafion, as evidenced by the consistent
responsestto thé first two pairs éf.check quesﬁions, on which satisf;ction
decreased élightly and dissatisfaction increased slightly. General happiness
appeared to iﬁcrease for some, and decrease just as much.for others. Changes
regarding satisfaction with staff were all in a positive direction. The
largest change was an increase in éatisfa;tibn'with the day program,
Statistiéai-tests, however, showed that néne of these éhanges wefé significant.

The unchéckéd items régarding good friends, girlfriends an& béyftiends,
family contact; énd making money were also examined fér change from 1980 to
.1984. There were no.significant.changes in thesé areas.

As we did fof ;he.MOQéré, we treated the face scale itéms as-ordinal data
and cémpu;ed avéragééignd tests of change.ovef'time. The résults of‘this
anaiysisbfor the éﬁéyeis are presénted in Table 5-7.

———— o b i o o o S  —— — —— — ——— ——— — a2% S —— e o

TABLE 5-7
CHANGES ON SMILE FACE SCALE ITEMS AMONG STAYERS, 1980-1984 .

"Which face is most Mean Mean Signif-
like how....." Score Score icance
Before - After = of t (T)
Q7B ...you feel about 3.7 2.9 .074(.075)
living here?
Q8B ...the staff feel : 3.4 3.6 .709(.638)
about you?
Q9B ...the other residents 3.9 4.0 «774(.790)
feel about you?
Q1l0B...you feel about your 3.7 - 4.5 .111(¢.139)
day program? ’
Ql1B...you feel about the 3.6 4,2 .276(.272)
staff?
Q12B...you feel about the 3.7 3.6 .822(.875)
" other residents? '
Q13B...you feel about 3.5 4.0 .394(.394)
yourself?
OVERALL SCALE 26.8 26.9 .940(.638)
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Rem;rkably, none of the changes réached evenlthe..OS level qf statistical
significance. The decreased satisfactibﬁ with the living situation came close,
as did the rise in satisfacfion witﬁ the da& program. But strictly speaking,
we cannot infer that there were any real chanées in these measures of
satisfaction, o
Discussion

The central question of the Pennhprst Longitudinal Study for the Temple
University‘part of the éffort was fAre people bgtter of£?" In the consumer
interviews section of the.sFudy, the answer seems.to se that the people (in our
sample of verbal people) who have moved té QLAS are, in fact, better off. They
are better off in terms of their own verbally expresséd satisfaction with
various areas of their lives, particularly with the place where they live.

In éur exploratioﬁs of reliability, we found generally higher consistgncy
than in prior work, but we certainly agree ;ith the body of work by Sigelman
and colleagues that it is essential to include check questions in this kind of
work.l Hence asking questions in several ways, and in several formats, is
important. Answers given to varied formats must be comparéd,Aand then the
presentation of the results'should give weight to the consistent, reliable
responses. We believe that the extra effort required to perform quality
interview work with people with mental retardation is amply justified.

This study revealed no strong preference as to the best question formats
to use with people with mental retardation. Probably because of our
preselection of people with verbal skills, nearly everyone was able to respond
to all the formats (Yes-No, Either-Or, Multiple choicé, Open-ended) most of the

time.
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Our surprising finding of sharply reduced inconsistency rates on the second
interview was of considerable, aithough subsidiary, interest. Many
explanations for the phenomenon are possible, incl&ding the idea that the first
interview may have been the first time the people were askedAfor their opinions
in a.formal way by a stranger, and that, with even a little practice, they
became mofe able to respond in such a situatioﬁ.- Another concerns the
possibility of increased trust of, and raéport with, our interviewer.
Similarly, it is possible that our interviewer gained in skill in probing
answers by the time of the second interviews. If any of these explanations
were the case, they could pose a threat to the validity of the increased
satisfaction findings since improved ability to respond. to interviews, or
improved openness, or improved interviewér tgchnique could all be potential
explanations for the changes in satisfaction. However, both the movers and the
stayérs di;playé& shafp reductions in contradictions,'but only one group showed
the increases in satisfaction, so there does not.segm to be a direct threat to
validity in this area.

Finally; the stayers in this sample did not change significantly in their
self-expressed satiéfactioﬁ. There was a suggestion of increased satiéfaction
Qith ﬁhe day program; oﬂe would hope that the decreased population of the
Pennhurst Center has enabled more people to attend day programs, and to receive
more iﬂdiQi&ual éttention when they do. |

Originally, we did not expect to be able to investigéte changes among the
stayers,:ﬁhich could help to illuminate the effects.of institutional
phase—down;, but the opportunity to do so was welcémé. We hope that similar
work will continue here and elsewhere, so that the feelings of people who have
lived in facilities for decades are taken into account as those facilities are

phased down.
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| CHAPTER 6
QUALITIES OF ENVIRONMENTS
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Assessment of Environments Case Study:

Access to Generic Resources

Joan left Pennhurst in June 1980, after having lived there since May
1969. Joan has Down's Syndrome and is legally blind. At 4 years of age, Joan
had eye surgery which revealed a congenital cataract in her "good eye." As she
_got older, her eyes began to atrophy, as did the muscles around them. Joan had
significant instances of self-abusive behavior while at Pennhurst. Her
self-abusive behaviors consisted of face-slapping, mainly around her eyes. In
addition, Joan has been known to spit at and pinch others.

Joan's move to the community in the summer of 1980 was fairly uneventful,
She moved into her new home in the suburbs with 2 other women, one of whom had
lived at Pennhurst and the other of whom had lived at another state-operated
mental retardation facility. Joan seemed to adjust to her new home fairly
well. She learned new skills at a steady pace, yet her inappropriate behaviors
remained the same.

Over the next two years, Joan's self-abusive behaviors increased steadily,
especially face-slapping to the area around her eyes. The community doctor
believed there was no medical problem and did not deem it necessary to bring
Joan into.his office for -a v1s1t.; g _ e " - :

In December of 1982 a new project director took over Joan's program. When
she assessed Joan's behavior problems, she made several changes, including
bringing in a new house team leader and getting a new behaviorist and general
practitioner. Joan's parents were quite upset with the regression their
daughter was experiencing, and contacted staff on a daily basis. The project
director met with the Harris's and suggested that Joan's problems with
self-abuse may have been due to irritation in or around her eyes. When the
project director suggested an evaluation at Wills Eye Hospital, Mr. and Mrs.
Harris were hesitant, as they believed that Pennhurst had exhausted all options
with regard to Joan's vision or lack thereof. After some coaxing, the Harris's
consented to an evaluation at Wills. The evaluation concluded that, due to the
atrophy of Joan's eyes and the muscles surrounding them, her upper and lower
eyelids had grown inward, causing her irritation and pain. The opthamologist
suggested that Joan should be considered for prostheses to alleviate the
irritation.

In February 1983, after numerous fittings and close communication with one
of the only occularists in the city, Joan received her prostheses. Over the
past year Joan's behavior has improved considerably. The incidence of
self-abuse has decreased appreciably, and when Joan does slap herself it is
never around her eye area. Joan seems very happy with her new eyes, and, most
important, she is no longer in pain.
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Introduction

In this part of the Pennhurst Study, we address the question of whether
people are "better off" in terms of the qualities of the places in which they
live, We have consistently used the phrase ''qualities'" of environments to
emphasize the fact that there is no generally accepted measure of quality;
instead, there are many measures of environmenéal quality in use, and we have
used several.

In the first part of this chapter, we describe the methods and results of
our investigation of differences between Pennhurst and the CLAs in terms of
normalization and individualization. In the second part, we present a summary
of our efforts to identify and measure aspects of commpnity.residential
settiﬁgs that ;ré Eofrelated with developmental progress among the people
living in tﬁem.v. o N |

~ Methods: Institution to Community
Instruments '

Four dimensions of the environmental program quality of thg service
settingiwere measured at the institution: (1) PASS-3 (Program Analysis of
Service Systems; Wolfepsbe;ger & Glenn, 1975), a widely used measure of
normalization; (2) selected portions of the Accreditation Council Standards for
Mental Retardation & Developmental Disabilities (ACMRDD), chosen by ACMRDD
field experts to measure physical and (3) programmatic aspects of the
environment; and (4) the Resident Management éurvey (King, Raynes, & Tizard,
1971; Balla, 1976), which measured the extent to which'treafment was
institution-oriented versus individual-oriented, or, in other terms, the degree
of individualization versus regimentation, |

PASS-3 may be thought of as a quantification qf the normalization

ideology. It is the oldest and most widely used instrument for that purpose.
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As it is usually applied, aboufféikféérlg ;efgon days are needed for a complete
50-item ratiné: Because our resources would not perﬁit‘th;E level of effort
for each of hundred; of CLAs, it seemed that PASé.co&idznot be included among
our environmental me;su;eé. After consider;ble literafﬁré:réView'and
nationwide contact with experts, a solution was found. Flynﬁ & Heal (1981) had
develobed’a shortened version of PASS-3. zThey ihentified an 18-item subset
that was correlated at r=.965 with the fuli 50-item PASS-3 scale. We concluded
that the lS—item shoft form, administered by-highiy exbefiehced raters, would
be ideal for:this étudy. |

The.ACMRDD standards consisted of 807 Yes-No itémé. In August 1979.thé'-
projectiengégéd Mr. Terfy‘férl; fé}mer hééd Bfnthé Sufvey }roqedﬁres Committee

£

of ACMRDD, and Mr. William Shéuffer,‘ﬂirector of a corporation thallemﬁloyed'

experienced ACMRDD field surveyors, as consultants. VThe purpose of the.
consultation:Qésﬁfzh;ééuéé tﬁelACMﬁBD sfzééérAEylonfwsi;;égéggi focused on
physical standards and program standards. From the full 807 standards,. 323 "
were seleéted as core itéms représentihg bhyéiéél'and prbgraﬁmatié aspects of
environments. The core iteﬁ'éhecklistnﬁaé'pilot—teSted at a residential school
~in Maryland. Two éurvey teams of féﬁr members eéch performed independent
eQaluations in order to assess inter-team feliéBility; ' The consuitants then
seleétéd'Aluitéms cénce;ning the ﬁhysicél environment and &06 for programming
that were mos£ reédily apblicable to both institutibnai éﬁg community prdgrams.
After the instigutiéﬁai assessments ﬁere.édhducted; and the data analyzed,
it was deéided.tﬁét ué; of‘thé‘modified pﬁy;iééi'ana brbgram sféndafdé'of
ACMRDD be terﬁinafea: Our attémpté'to identif§ any relatibnéhip between
individual growth within the institution and either ACMRDD environmental score

had met with no success. After trying simple correlations, partial

correlations controlling for individual characteristics, and multiple
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regression of various forms, we had not been able to detect a relationship.
Moreover, ACMRDD central office staff and at least one board member took étroug
exception to this experimental study of the standards. Among the ﬁublic
objections were the contention that the standards should not be considered as a
scale, that the institutional cottage sampling was inadequate, that the
specific items selected and the way they were seélected were questionable, and
that one of our methods of statistical analysis was misleading. Our repeated
offer to provide the data tape for ACMRDD to conduct its own search for a
relationship between growth and the ACMRDD characteristics of the living area
received no response. 1In this atmosphere, and because the ACMRDD standards
were extremely labor-intensive and expensive to collect, we decided to abandon
all efforts to validate the utility of those standards.

The Resident Management Survey (RMS) was designed to differentiate
institution-oriented from individual-oriented care practices. King, et al.
(1971) used this scale to cdmpare care practices in iﬁstitutions (size
121-1650), voluntary homes (50-93), and hostels or group homes (12-41). They
found that the instrument was a sensitive measure of individualized versus
regimented treatment, with the group homes being the most individualized and
the institutions the least. McCormick, Balla, and Zigler (1975) later
replicated these findings and extended them cross-culturaliy. More recently,
the instrument was adapted for wide use in conjunction with the Individualized
Data Base at UCLA. Because of its wide use, prior findings,.and the
theoretical importance of the RMS 'in comparing institutions to community

settings, it was included.
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Sample

At the institution. In October 1978 there were 45 living gréas at

Pennhurst. _The first principle of our approgch was that we should not dq one
eqvironmental rating for thg»whole institution since ;hg;g was likely to be '
considerable variation among living aréas. We could not, however, rate évefy
IiQing area. Therefore, it was necessary to crosstabulate the characteriétiéé
of the people in the living areas (using our 1978 Pennhurst behavioral and
demographic data) and look for natural clusters of similar living areas. When
this analysis was performed, Pennhurst .fell into 10 clusters of living areas;
We then randomly selected one living area to rep:ésent each cluster. We wanted
to be able to assign a nqr@alization_scqre, two ACMRDD scores, and an RMS score
to each individual's living.area_as accurately as possible.

In the community. With respect to. environmental ratings in the community,

sampling was not possible. We had no data at the beginning of the study to
even test the clustering idea. Thergfore, eaéh_CLA was rated along all
environmental dimensions.

We decided to add three other environmental quality instruments before we
began the community phase of data collection: the Life Safety Codes
Instrument, Characteristics of the Treatment Enviromment (CTE), and
Characterisitics of the Physical Environment (CPE).

The Life Safety Codes Instrument was developed by the Evaluation &
Research Group at Temple University's Deyeldpmeﬁ;alaD?sabilities Center.

It recorded adherence to life safety codes, emergency procedures, staff
preparation for emergencies, and so forth. fhis instrument also contained

selected items from the standards for intermeédiate care facilities.
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'Ch;racferistics of'the‘Tréatﬁent Environment (Jéckson,1969) was developed
to measure the degfée to which autoﬁomy and é;tivity are‘éncduraged in'the‘
residential setting. It was revised in 1977.<§i1verstein; McClain, Hubbell and
Brownlee, 1977). Silverstein et. al. idehtified 10 ifgﬁé»froﬁ Jackson's
originai scale tﬁat pfoducedvthe ﬁigﬁest item—féétor.cdfrelatibns with the '
scale's two faétoré: autonémy and actiQity. Thi; insﬁpumeﬁfwﬁés desiéned to be
collected by>interview with appropriate CLA staff. -

Characteristics of the Physicai Environment Qas developed Ey the
Devélbpmeﬁfal Disabilities Project on Residential Services and Community
Adjustment at the University of Minngsofa (1981). This instrument measﬁred.the
degfee‘to which the environment was home-like. Each of five rooms was ésseséed
on a five-point scale with "1" indicating a very hame4iiké énvifonment and "'5"
indicati;g a very nbﬁ—home;like environment. This instrument was designed to
be éompleted'by the site reviewer after diréct observation of thé résidence.

Procedures

At the Institution. For Normalization and RMS ratihgs,.it was desirable

to locate a number of people highly familiar with PASS-3, becaﬁse normalization
assessment in tﬁe'field.présupposed intensive trainihg. We were supplied with
a list of 18 personé.who were not only familiar with ‘PASS-3, but were qualified
as PASS-3 Team Leéderslbr Assistant Team.Leadéfs. A training workshop was held
in September 1979.’ The 18-item short form of PASS-3 (which we wili henceforth
cail the Normalization Instrumeﬁt, because it is.not actuélly PASS-3) and the
RMS were presented and explained. The normalizatién and RMS assessments.in the
institution were performed by two-person teams in Sgptémber 1979. Thé
interrater agreement appeared to be sufficiently high (Fl&pn & Heal, 1981) to
justify later reduction of field team size in the commﬁnity to éne rater per

site. This was seen to be cost effective, as well as less intrusive.
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The condensed ACMRDD surveys were performed by a team of three qualified
and experienced surveyors. For the Physical Standards section, the surveyors
performed an on-site inspection_to complete their cbecklist of 41 items. For
the Program Standards séction, the Pripcipal Investigator was asked to draw a
small simple random sample of three to si# individuals in each selected living
area. The surveyors assessed the individual records of each individual thus
drawn, visited each unit, interviewed staff, and Completed their 106-item
Program Standards checklist for each individual.

The institutional environmental datalwere coded and keypunched and entered
into the computer record pf each person at Pennhurst. Each individual was given
a normalization score, an RMS score, an ACMRDD physical standards score, and an
ACMRDD program standards score.

In the Community. At the second training session, held in early 1982, site

reviewers were retrained in Norm#lization and the RMS, and were trained in the
use of the three new environmental instruments (CTE, CPE, Life Safety Codes).
The Fhree new instruments added approximately 1/2 hour to the review.

In March 1982, data collection beggn_in the community. As of that time,
approximately 200 pepple‘had beeﬁ relocated from Pennhurst éq the community.
One site reviewer went to eacb site where a former Pennhurst resident lived;
each reviewer collectgd the Normalization Scale, the RMS, the CTE, tﬁe CPE, and
the Life Safety Codes instruments (in addition to a Behavior Development Survey
for each individual). Once the data were cbllgcted, they were entered onto the
record of each individual, thus enabling comparison between institutional and

community scores on the environmental instruments.
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Results: Institution to Community

Within Pennhurst

- In 1980, the Behavior Development Survey was collected for all 713
individuals who remained at Pennhurst, and whose county of origin was one of
the five counties in the Southeast Region of Pennsylvania (Bucks, Chester,
Delaware, Montgomery, and Philadelphia). Comparison“qf thosg BDS scores to the
ones collected in 1978, revealed that people had gained an average of 1.24
points in adaptive behavior.

The environmental variables were -tested for relationship.to-the amount of
behavioral growth displayed by the people in the Pennhurst living areas. In
one approéch,vye exg@ined simple corrélations, in a second approach we used
partial correlétions controlling for 1978_adaptive behavior, and in a third we
used several fé?mé.of multiple fegreésion. In the régressiéh analyses, we
forced individgal charaéﬁeristicS'fo entéf'tﬁe equation first, because the
nature of the question we were asking was whether enviroﬁmental variables could

account for individual growth above.and beyond the growth that was accounted

for by unchangeable individual characteristics (e.g., sex, age, or level of
retardation).

Above and. beyond the growth that could be explained;by unchangeable
individual characteristics, we identified a few programmatic variables that
showed suggestions of statistical significance, depending on the choice of
statistical technique. The analyses suggested that, individual characteristics
being equal, greater time in day program could make a difference in growth, as
could individualized treatment (as measured by the RMS) and fewer medications
daily. 1In addition, other. forms of analysis implied some effects of. compliance
with tbé ICF standards, smaller living areas, more staff, and residential

continuity. However, regardless of the statistical procedures used, these -

149



programmatic variables could not acc0unt;f6r very much of the variation in
growth among the people living at Pennhurst. Compared to unchgnggable
individual characteristics, these program and environmental variables appeared
to be relatively weak in predicting, or explaining, variations in individual
growth.
1982 Community Data |

The results of the first round of data collection in the community are
suﬁmarized in Table 6-1, which gives the average Normalization scores and RMS
scores for individuals from the five counties while they were residing at
Pennhurst and once they had moved t6 the community.

e e s e e s o o e s i o D N e o e e S e o e e e s e e T . o o e o S T S > S e S ol o o

TABLE 6-1 ‘ .
AVERAGE NORMALIZATION AND RMS SCORES FOR INSTITUTION

AND COMMUNITY BY COUNTY

NORMALIZATION . . . RMS

County N ‘Pennhurst CLA Pennhurst CLA
1 14 -239 152 54 66
2 22 -237 163 55 66 -
3 29 -247 110 60 64
4 34 -226 177 - 58 T 64
5 58 -226 207 58 65
Average scores o =232 172 58 65
Average change ’ 404 I 7

The people who had moved. into CLAs had clearly experienced a.large increase in
the degree of normalization (from -232 to +172), and a significant increase in
the degree of individualization (from 58 to 65), as measured by our short

version of PASS-3 and by the RMS. The conclusion from these measures was that
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people who had moved to CLAs were better off in terms of these two
environmental qualities.

‘The county tabulation shows, in addition, that there were significant
variétiohs‘among Normalization scores received By CLA programs in different
counties; however there was practically no variation among RMS scores in CLAs
in different counties. This illustrates why the RMS was eliminated from. the
CLA data collection précessﬁ all CLAs were at dr very‘ﬁeér the top of thé
scale.

Methods: Within the CLAs
Instruments

For the second round of community data.collection, the eﬁvironmental
assessment packagg was revised. We decided to keep the normalization measure
derived from PASS-3, because the questions‘iftaddressed were basic and
essential, and were not addressed by the other environmeﬁtal measures.

The Residept Management Survey was dropped in 1983i, after the institution to
community chanées had been assessed. The RMS was replaced with the Group Home
Managemeﬁt Schedule (Pratt,1969), another measure of individualization versus
regimentation, but designed to be more sensitive to the less obvious variations
among community programs.

The Characteristics of the Treatment Environment was also dropped in 1983
for the same reason the RMS was eliminated: almost all CLAs received the
highest possible score. The study team decided that replacement of this
instrument was unnecessary because our normalization scale covered the same or
similar areas.

The Characteristics of the Physical Environment was replaced by the
Physical Quality Instrument (PQI) (taken from a modification of the MEAP Rating

Scale created by Seltzer, 1982, and further modified by our group). The
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Physical Quality Instrument was found éo Be a more thorough measure of the
pleasantness of the residential site. This instrument also assessed the
physical quality of thg neighborhood in which the homes were located. As with
the CPE, the PQI was cpmpleted by the site reviewgr'after the site review{
including a tour of every room.
Procedures

Since approximate}y 100 additional individuals had been relocated from
Pennhurst to the community, it was necessary to recruit additional site
reviewers to complete the environmgﬁtgl,assessmentg. We recruited 10 more
individuals who had beea PASS.t;ainéd thréugh.ghe Coﬁmonwealth of
Pennsylvania's PASS training program. At a four day training sessiqﬁ held'laLé
in 1983, site revifwers.were retrained in the Normaliz;tion Scale, and were
trained in.the use of the three other envi;qnmental instruments‘(GHMS, PQI,
Life Safety Codes). The three instruments took.approximately 1/2 hour to
administer, the same as in the previous year.

Data collection occurred late in 1983 and early in 19?4. Oﬁe site
reviewer went to each.site where a former.Pennhprst resident lived; each
reviewer.collected the BDS, the nqrmalization scale, the GHMS} the Life Safety

Codes Instrument, and the PQI.
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Results: Within the CLAs

dﬁé of thé originai aiﬁs of the Pennhurst Stu&y was to e#plofe the
differéncesmin eagiro;;ntai qualities between inst{tugion and community, and we
did so. Equally important was the question of what environmental qualitieé in
.comﬁunity érograms:§6;1d "maké a difference.” -That is,"it w#s iﬁpor&ant for
poliéy ﬁakers aﬁdlprogram.épefatoré aliké to kn&w how-ﬁfoérams could bést be
designed to fosterlindividual éréwth én& Aevelopment. We thereforé uéed the
Peﬁnhurst Séudy-dafa sef to iﬁQestigate whether any of ouf énvir&ﬁmental |
quality measuref weré associate& with iﬁdividual growth aﬁdAdevelopmenﬁ among
people living in'CLAé. | |
- The'analysis éresented here was based on the data collected for all people
in CLAs in 1983 and 1984. This was ghe mosg.recent information available, and
it also included thé iafgesg nuﬁber-of_peopié.} We furéhef ;elected people who
were living at exactly -the same CLA, with the same street address, in 1983 and
1984, in order -to eliminate.péoélé who had changed environments, even if they
only moved to-;n apartmeﬁt acréss the hall. This assured us that the physical
environment, at leaét, waé relatively constant. Theré were 320 people in the
study's data base wﬁé meg these criteria. | . ?

The index of individual growth and develdpmengfg;;\tﬂe chaﬁgé in adaptive
behavior from 1983 to 1954 as measured by the gehavior Develoément éurvey. The
320 individuals in the anaiyses had gained‘an.a;érage-of 2;0 poiﬁgé between
1983 and 1984; actual ch#nges ranged from a 45 point loss to a’34 pbint gain.

Literally hundreds of variables were aQailable to éest for association
with growth, but our interest in this analysis was in the environmental
variables. The first analysis was a simple Pe#fson cdrrelatién.- The variables

selected were the following environmental measures: number of other residents

living at the site, hours of developmental service, hours of day programming,
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Group Home ManageméntlSchedJleAségré; fhysicai Quality score, Normalization
~ Score, Chara;teristics of the Treatment Enviroﬁmént score and tétal staff
ﬁours. | | | | | |

0f all the variables enfered into the Pearson correlation, shown in Table
6-2, the only significénf correlation w#é 5étween adaptive behaviér growth and
the Group Home Mandgement'Scﬁeduié score (r=—;20{'314 df,p=.001). This
suggested that individuals‘living in more regimenﬁed settings‘gained more 1n
the area of adaptive behaviof. Thié was a paradoxical finding, because the
prevailing wisdom indicated that more regimentation wouid inhibit growth,

TABLE 6-2
ASSOCIATIONS BETWEEN
ENVIRONMENTAL MEASURES AND INDIVIDUAL GROWTH
WITHIN CLAs '

Simple Correlation with
1983 - 1984 gains in
Adaptive Behavior score

Number of residents -.09
Hours of developmentally-. .05
oriented service per day o '
Hours of day program per day ‘ . .00
Group Home Management Schedule Co=.20 %
Physical Quality Instrument f'06
ﬁérmalization Instrument |  .04
Total staff hours per week -.06
Characteristics of the - - ' -.10

Treatment Environment

——— . . o i o R . ey . s . e . D, s S S . e e S T o o T Sy S " — " — D i >~ D — — — T = T —— T — e
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It is a well established fact that much of the variance in gain scores, no
matter what the coﬁtéxt, can be accounted for by initial scores (Cronbach &
Furby, 1970). In our case, the 1983 adaptive behavior scores were
significantly correlated with the gain scores (r=-=.24, (318), p<.001). The
negative correlation meant that people who started out with lowetr scores. were
likely to gain the most, and people who started out with higher scores were
likely to gain the least.

We also know that many environmental measures are correlated with the -
level of functioning of ‘the people living in the environments; for example, the. .
Group Home Management Schedule measures the degree to which the environment
fosters expgession of individual choices, as opposed to having blanket rules
and regiﬁentation éor all. But bbvipusly‘thereiﬁould tend to be less evidence
of individual‘f:éeﬂom of choice among peoéie wifﬁ profoﬁnd méntél retardation
than among people with mild mental ;etardation. Hence such a measure might
yield higher scores for settings with higher functioning people.

If the environmental measures are correlated with initial adaptive
behavior, and initial adaptive behavior is negatively correlated with gain
scores, then possible relationships between the envirénﬁeﬁtal variables and
gain may be masked.if we rely solely on simple Pearson-cofrelations. ft is
useful to try to remove this confounding inflﬁencé froﬁ tﬁé analyéis. bne
mathematical way of doing so is to use partial correlations.‘ A partial
correlation gives a measure of the relationship between two variables while
adjusting for the effects of one or more additional variable. (As an example,
suppose it is found that there is no correlation between the number of
firefighters and the speed of putting a fire out. Should the mayor cut the
number of firefighters? No, because partial correlation shows a strong

relationship between the number of firefighters and the speed of extinguishing,
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when we adjust for.the size of the fire.)

To see how strongly our environmental measures were influenced by the -
level of functioning of the people in the settings, we computed the
correlations of each of the environmental measures with initial (1983) adaptive
behavior. ' Positive correlations were found with the ‘amount of day programming,
the Group Home Management Schedule, the normalization scale, ard the.
Characteristics of the Treatment Environment. Negative correlations were found
with the number of other residents and the total number of staff hours per

week. The simple correlations are shown at the left of Table 6-3.

TABLE 6-3
PARTIAL CORRELATIONS BETWEEN ENVIRONMENTAL
MEASURES AND INDIVIDUAL GROWTH WITHIN CLAs,
CONTROLLING FOR 1983 ADAPTIVE BEHAVIOR

Simple - "Partial
Correlation .Correlation
with 1983 with Gain in
Adaptive Adaptive
Behavior ‘ - Behavior
Number of residents ~-.14 * o = 13 %
Hours of developmentally- -.04 .04
oriented service petr day ‘
Hours of day program per day +20 ** .05
Group Home Management Schedule A3 wk -.12 *
Physical Quality Instrument .02 -.05
Normalization Instrument .31 ** 12 *
Total staff hours per week = - =47 *k T =.20 **
Characteristics of the AT Kk o .00

Treatment Environment

* p<.05
*% p<.001
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Thévsiﬁple correiations in Table 6-3 indiéatéd thatvséme ofvwhat the
environmental ;ariablés were measuring was the functional level ;f tﬁé éééple
living in.thevénvironmenté; This is not ; desirable property for a meaéure of
environmentalvquélity; 'Tﬁe data'specificaily'showed that higher functioning
individuals: (a) were in Smallef settings, (b) were in settings that required
fewer total staff hours, (c) received more day programhihg, énd (d) lived.in
less regimented settings where normalization, autonomy and aééivity were
encouraéed.

Table 6~3 also presents the results of tﬁe partial correlation analysis.
When the confo@nding effect of tﬁé felatiohship between the environmental
measures anhd the édéﬁtive behavior of the people in the seﬁﬁing was femoved,
four partial éqrrélétions between environmental measures and adaptive behavior
gaih Qere‘significangg’ number of residenté.(zé-.13; (308),‘£=;019), Grdup Hoﬁe
Management Scﬁéddle'score (x=.12, (308), p=.030), Normalization score r=.12,
(308), B=#9§Z)’ and staff hours per week (r=.20, (3@8), p=.001).

- Thesé'paréfél correlations suggestéd that,'when controlling for
differenées injinitial adaptive behavior scores, the people who tended to make
larger gains within the CLAs were those who lived: (a) in>éma11er CLAé; (b) in
more regimented CLAs; (c¢) in CLAs with higﬁer normalization scores; and (d) in
CLAs in which £eWer total staff hours per week were‘expended.

Findings (b) and (d) were puzzling, so both were explored further. Both
the Group Home Management Schedule and the tétalinumbér of staff hours were.
correlated with the size of the CLA, and possibly both Qére acting through size
to product misleading partfal correlations. However, partiél correlations of
the Group Home Management Schedule and staff hours>with growth, coht;olliﬁg for

initial adaptive behavior and size, were still significant, and about the same

magnitude.
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) We stress, however, that none of these partial correlations were
overwhelmingly large; instéad, they indicated significant, but weak,
relationships. It should also be noted fhat these results do not represent a
model of growth, since a series of partial correlations was used. These
rélationships may not lead to the same conglusions as multivariate tephniques,
and moreover the methods used here assume that the variables are all related in
simpleylinear fashion. The validity of that assumption merits further
investigation before drawing final conclusions about the nature of quality in
services for people with mental Fetgrdation.

Discussion

These five years of work on measurement of envinronmental qualities has
been intriguing and rewarding, but has not produced any‘final list of things
that ";eally matter" nor has it resolved all of the problems of measurement in
this arena. At the time of this writing, however, the support of our entire
behavioral and environmental assessment process has been taken over by thé
Commonwealth of Pennsylvanig as a monitoring system. Hence, although the five
years of Federal funding are over, work in this crucial area will continug into
the foreseeable future.

A few things did emerge that were very clear. One is that when people
moved from Pennhurst into CLAs in Rennsylvania under this Federal court order,
they went into settings that were much "better" in terms of our measures of
normalization and individualization.

In fact, the change was so extreme that our measure of individualization
(the RMS) ceased to be of value after peoplelmqved’po CLAs. Practically all of
the CLAs gttg%ned the highest possible score on that scale. This implies that
institutional environments and small community environments are so different

that it'may be an error to try to use the same set of of standards for both.
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That could result in unrealistic demands for large institutional settings and

unnecessarily low expectations from community programs. It is possible that we
|

would be wiser Fo-start from scratch in developing standards for community

programs, rather than trying to tinker with and adapt the existing

institution—orignted stan&ards.

Another is.that many so-called "environmental' measures are highly
sensitive to the characteristics of the people living in the setting being
rated. We hope that this will further impel the effort to develop standards
and measures that are indpendent of the functional level of the people being
served. Even our normalization meaSure,,wﬁich definitely should be independent
of individual functional level, was not. This needi for "functional-level-free"
measures of environmental quality is similar to the: need for measures of
individual ‘intelligence that are free of “culture-bias."

We were not able to discern relationships between aspects of one of the
most widely used-set of program standards in the nation (ACMRDD) and individual
growth and deveiopment within the institution in this study. That does not
mean that a relationship does not exist, and we hope that others will
investigate this issue in a rigorous scientific manner. It seems. to us
extremely important that programmatic standards should -be shown to be
associated with continual increases in the'indépendént functioning of the
people served. These comments apply also to the multitude of other standards
and licensing instruments that are used at national, state, and local levels;
we urge a great deal more scrutiny of validity (particularly predictivg
validity vis-a-vis growth).

-~ During the research process, we were constantly reminded that growth is

not ‘the only criterion of a good environment. Our measures of Physical Quality

and Life Safety, for example, were completely unrelated to people's functional
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level or their growth. Yet not -one of our site reviewers would suggest
dropping those measures. There is clearly a place for standards of comfort,
safety, and other areas that may have nothing to do with individual
development. Of course, they too must be demonstrably reliable.

We constantly tested the reliability of our environmental -instruments.

One concern involved our Normalization Scale, because preliminary analyses
showed that the Normalization Score of a. given CLA could change a large amount
from -one year to the next. Although such phenomena may be genuine, they may
also arise from a lack of -one or more kinds of reliability. (We must emphasize
that this concern about reliability was only about our normalization measure as
we applied itiwith-éingleAsite reviewers -- our work did not use the full
PASS-3 scale.) . Our work will continue in this area.

Over the years, our impressions from service providers have led us to the
conclusion that skepticism about the reliability of environmental measures and
‘standards is a major. problem. It seems understandable that the agencies object
to any review in which the result depends on the orientation of the reviewer -
who is sent out that year. To the extent that they believe that luck is
involved, providers will gradually become cynical and resentful. . That is
certainly not a desirable product of the quality assurance process. We
therefore call for far greater attention to the interrater reliability of the
existing stan&ards, licensing, and environmental quality measures. Data
collection instruments may need to be revised dr"replaced;.énd reviewer
training may need to be .intensified:. We see considerable promise in the use of
videotaped site reviews to train surveyors and to test'their scoring accuracy.

. . We have continually perceived the quiet. presence of a significant question
about the entire issue of environmental measures and program standards. In

simple terms, that question is to what extent is it feasible to medsure
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qualities of the environment in a brief visit to a residential program? Some
researchers have suggested that literally nothing useful can be learned about
the quality of a p?ogram in less than several weeks of direct presence and
observation. Because that is not likely to be pracfical for large syétems of
very small community residences, Qe must continue to face the question of how
well we can measure things in brief visits, and whether we can establish that
the things measured make a real difference in the lives of the people served.
Our investigation of environmental corrlelates of growth in coﬁmunity
settings led to some provocative, if not conclusive, analyses. The data
suggested that, adjusting for initial adaptive behavior, people in smaller
settings tended to ‘display more growth. People in more normalized settings
tended to display more growth. The analysis suggested, however, fhat people in
settings that were more regimented (as measured;by the Group Home Management
Schedule) did slightly better. Such a finding, alphough it could be accurate,
is certaiﬁly not in line with the general trend of current professional
theories in the field. We hope that others will investigate the possibility
that a certain amount of structure is necess#fy and beneficial (although that
amount varies according to the level of functioning of-the‘people'served), and
that below this amount, less growth will occur. The question for scientific

study is: how much "restrictiveness" is proper for which kinds of people?
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Family Impacts Case Study:
A Case of Guilt

Susan left Pennhurst in 1974, before the Pennhurst litgation began;
therefore, by current definition she 1s not a class member. She was included in
the case studies as part of a comparison group of individuals who had been
living in the community when the litigation started.

Since Susan moved to the community she has lived in 2 different homes. As
a result of Susan's ambulation problems, the provider felt it would be better
for Susan to live in a ranch-style home. Susan's ambulation problems were
caused by chronic phlebitis, which has required hospital care on several
occasions.

While Susan was at Pennhurst, she had little or no contact with her
family. When she moved to the community, however, family visits increased
dramatically. She has been visiting with her family in South Carolina at least
3-4 times a year over the past 10 years. Upon examination of records at
Pennhurst and at the group home, it was quite clear that Susan's family (aunts
and cousins) felt a great deal of guilt around her living at Pennhurst, yet
they were unable to care for her themselves. It seems that, to alleviate their
own guilt, they have become a doting family. 1In fact, they are perpetuating
the myth of the sick, helpless, eternal child in Susan., Over the past few
years gifts to Susan have been gifts that encourage dependence rather than
foster independence. One year they gave her a single bed with bed rails. More
recently, they gave her an ejection chair so that she wouldn't have to struggle
to get up; she pushes a button and is lifted to an upright position. Staff and
the provider agency have been unsuccessful in discouraging such gifts.

While increased family contact is certainly a desired outcome, it should
never occur at the expense of the individuals who are struggling so hard, in
many cases, to achieve their independence. Certainly, in this case, Susan is
getting mixed messages from her family and from staff and others around her.
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Introduction
When Judge Broderick ordered Pennhurst closed, it was obvious that the
decision would have aﬁ impact on the lives and attitudes of families, as well
as on the people themselves. Therefore, part of the Pennhurst Longitudinal
Study has been an assessment of the impact of the court orders on families.

Strangely, no prior study of family reactions to and feelings about

alternatives to institutional care inclided family contact before and after.
deinstitutionalization., The opportunity to do both was presented by the court
decree plus the federal support of the Longitudinal Study. This study
therefore became the first to examine changes in family feelings after
relocation of a relative. Literature (described below) had already established
firmly that mo;t families of people living in institutions were opposed to
community placement. The queétion we were able to address was, 1f people were
placed anyway, how would family behaviors and opinions change?

Families of people in public institutions have been found to be very
satisfied with the facilities, and opposed to changés‘such as community -~
placement. Oné of the earliest reports of such satisfaction was from Klaber
(1969). Surveying parents of people in institutions in Connecticut, he found
more than three. fourths of them were convinced that the facilities delivered
excellent care. Later, Brockmeier (1975) reported similar levels -of
satisfaction, coupled with skepticism about community-based care, among
families of people in Nebraska institutions. In Texas, Payne (1976) discovered
the same situation. Overwhelming satisfaction was also reported by Willer,
Intagliata, & Atkinson (1979) in New York state. Meyer (1980) found that over
70% of families were satisfied with an institution in Pennsylyania;iand were
against the idea of qommunity placement. Our own initial findings in the

Pennhurst Study were released in 1980, and showed the same pattern. Atthowe &
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Vitello (1982) detected similar feelings among families in New Jersey. In
their survey, 54% expected no more than custodial care, and 91% said the
institutional care was adequate or better.

Payne (1976) also identified a "deinstitutional backlash,“ a loosely knit
countermovemént of various local and state-wide associations of parents
organized in support of institutions as opposed to community living
arrangements (CLAs). While many families of people in institutions see group
homes or community living arrangements (CLAs) as a viable way to care for some
people, most prefer the institution for their own relatives (Atthowe & Vitello,
1982; Frohboese & Sales, 1980; Payne, 1976). Similarly, Ferrara (1979)
documented that parents of children with mental retafdation were much more
supportive of normalization activities for children with mental retardation in
the abstract than they were for their own children.

Many families believe that there are individuals with mental retardation
who will never be able to achieve the level of independence they think is
necessary for community living. Further, many families think it is damaging
for professionals to create expectations that their children will- achieve such
independence (National Association for Retarded Citizens [NARC], 1977).

Families generally believe  the decisionlto institutionalize their
relatives was permanent and final. Atthowe and Vitello (1982) fgund that 847%

. of families believed that their child would stay institutionaliéed‘for life.
Stedman (1977) suggested that deinstitutionalization of a relative with mental
retardation forces the family to question whether institutionalization had been
appropriate in the first place. To those families who institutionalized their
children; deinstitutionalization represents a "painful revisitation" of the

original decision (Willer et al., 1979).
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Families also fear the implications of the concept of least restrictive
alternative; they fear that their children will not be protected properly in
small community settings (NARC, 1977). As Willer, et al. (1979) said:

In this instance, the individual is moved from a very secure situation
where someone else, the state, is responsible for his safety and future.

Alternative settings are, by definition, less restrictive, and the family
is faced with the belief that increased risk of harm or abuse may occur.

(p. 13) ’
Frohboese and Sales (1980) documented that families believed the state
institution to be the least restrictive alternative feasible for their
relatives. They perceived greater freedom of movemenf, independence, and safety
within the institution.

Perhaps the greatest concern families have about deinstitutionalization is
the permanence of the community settings (FrohBoeser& Sales, 1980). The
question of permanence, in turn, is linked to funding and the duration, amount,
source, and intent of that fﬁnding. An analysis of funding history and current
practices reveals that funding fo; institutions has continued for nearly 100
yeats; and federal assistance has grown significanfly in the past decade. In
coﬁtrast, funding for CLAs has come primarily from states and/or short-term
federal demonstrations. Recent federal funding initiatives for'ébmmunity
programs have not yet been tested fully (Braddock; Howes, & Hemp, 1984). For a
family whose concern is that their relative be houééd, féd, and clothed in the
year 2020, institutional funding may appear to be a safer bet than CLA support.

Thus, a reasonably large array of research in many states shows that most
families oppose community placement of their institutionalized relatives. The
focus of the Pennhurst Longitudinal Study was to test whether attitudes of
Pennhurst families fit this pattern, and then to take the unprecedented next
step: test for changes among the same families after community placement of

their relatives.
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Methods
Respondents

There were 713 people residing at Pennhurst in May 1980 who originally
came from the five southeastern counties.of Pennsylvania. Of these residents,
630 had known relatives. Questionnaires were mailed to each of these 630
families for the Baseline Survey. After two mailings aﬁd extensive telephone
follow-up, responses were received from 472 families.(7SZ). One-fourth of the
non-respondents were_telephoned and asked a subset of the survey questions; it
was determined that the 472 respondents were representative of the population
of 630. (That is, the non-respondents did not differ from respondents in their
answers to ;9 key survey items, as measured by t-tests. Hence the sgmple was
judged to be free of non-respondent bias.)

After the Baseline Survey, we telephoned the families of each of the hext
134 people who moved to CLAs; only the famil%es of people who had already been
in a CLA for six months were telephoned for the Post-Relocation Survey. The
telephone interviews were conducted betweenlJanuary 1981 and February 1984 in
four waves. .

In the first wave, conducted in early 1981, the 22 families of people who
had been in CLAs for six‘months or more were interviewed. The second wave added
43 more families in mid—198g. In the third wave, in early 1983, there were 54
families of recently placed people, and in the final wave, in late 1983, we
spoke with another 15 families. At the end of the Longitudinal_Study, then, we
had spoken with 134 families of people who had moved to CLAs. In all cases, we
had spoken with families who had completed Fhe-baseline mail survey form
andwhose relatives had expgriepced the CLA setting for at least six, but less

than 12, months.
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Instruments

Two questionnaires -- one for the baseline survey and one for the
post-rélocation survey —- were. developed for the family impacts study. The
aiﬁs of these instruments were to assess initial attitudes toward
deinstitutiona- lization, to measure changes in those attitudes after
relocation of the relatives, and to identify demographic variables, such as
education, sex, and race, which might possibly relate to attitudes.

Barnes, Krochalk, and Hutchinson (1976) conducted a comprehensive
community residential care. system study that included a mail survey of
families/guardians of individuals with mental retardation. Their survey
questionngire assessed characteristics of the person with retardation, services
needed to keep the person living at home, positions on philosophical issues,
and the types of facilities preferred for out-of-home placement. Although no
item from their questionnaire was used in ours, the Barnes, et al. instrument
served as a.model for development of the first draft of our questionnaire.

The first draft of the baseline survey was prépared in September, 1979.
Two national experts in this field were consulted, and their reviews and
recommendations for modification were received in December, 1979. At abouf the
same time, the survey was pretested on nine family contacts whose relatives had
moved recently from Pennhurst into the community. This gfoup was sélected
because . they had recently been in the same situation as the population of the
study but would not be eligible for the before-and-after study. The pilot test
provided. feedback which led to improvements in the: questionnaire.

Additional criticism and feedback was obtainedvfrom several psychologists,

.and a certified advocate from the Office of the Special Master for Pennhurst,
and necessary modifications were made. The revised instrument was submitted to

the Office of Management and Budget in February, 1980. 1In March, that agency
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requested additional changes. The final form of the instrument was approved in
April, 1980. This baseline questionnaire is included as Appendix 7-1.

The Post-Relocation questionnaire was designed to measure changes in
families' attitudes six months after relocation of their relatives with mental
retardation. This post-questionnaire was simply a subset of the items on the
baseline questionnaire. We also asked an open-ended question, intended to
gather any perceptions, attitudes, or feelings not covered in the survey. This
post-relocation questionnaire is included in Appendix 7-2.

The instruments contained many questions that addressed the attitudes of
the respondent toward deinstitutionalization. The validity of single items can
be questioned, because errors and misinterpretations can bias any particular
response. This problem is reduced when many similar items are combined into a
scale. Therefore the Attitudes Toward Deinstutionalization Scale (ATDS), é
simple additive scale composed of 25 items, was constructed. It was
well-structured and internally consistent (Cronbach's Alpha = .94). This scale
ranged from 1 to 5; the higher the numerical value of the score, the greater
the resistance toward deinstitutionalization. The items contained in this
simple additive scale are marked with asterisks in Appendix 7-1.

Procedures

The overall design df‘the family impacts portion of the Longitudinal Study
was pre-post. Families of Pennhurst residents were surveyed by mail in June
1980, before their relativés left the institution. As each resident left
Pennhurst, his/her family was interviewed by telephone, approximately six
months after the relocation; the six-month delay was intended to permit enough
time for each family to develop familiarity with the CLA, and for transitional

or temporary relocation phenomena to fade.

170



The decision to use telephone contact for the post-relocation
questionnaire was reached only after careful consideration with government
officials, consultants, 'and the project Advisory Committee. It was possible
that the change in methods (pre = mail, post = phone) could influence the
results. On the other hand, too small an "N'" could call the entire family
study into question. Not»knowing how many peopie would -actually move, and
judging the minimum acceptaBle prepost sample sizé to be 100, we chose
telephone>follow—up because it assured collection of data from virtually 100%
of the families of people who moved. By mail, we could only be confident of
reaching about 70%. As it turned out, there were 136 families of people who
moved and met our ériteria for this part of the study. If we had done the
post—feiocation survey by mail, we might have obtained only 95 completed

prepost interviews, rather than .the 134 we actually received.
Results

Baseline Study

The central and most striking finding of the baseline family study was the
overwhelming opposition of the families to the idea of community placement.
When asked the question, "If your relative were to be selected for movement
from Pennhurst to the community, how likely would you be to agree with this
decision?", the responses were as follows:

Very likely to agree . . . . + « .+ « .9%
Somewhat likely to agree . . . . . . .52
UNSUTE « « o s o « o o o o o o o« o « 147
Somewhat unlikely to agree . . . . . .9%
Very unlikely to agree . . . . . . . 63%

Thus, 72% of the families of the people still living at Pennhurst in 1980 would

have disagreed with any proposal for community placement of their relatives.
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In addition, the families were very satisfied with services their
relatives were receiving at Pennhurst. In answer to the question, "Overall,
how satisfied are you with the services your relative has received from
Pennhurst?'" the following responses were given:

Very satisifed . . . . . . . . . . . 54%
Somewhat\satisfied . . . . . . . . . 297
Neutral « . &+ + v ¢ ¢« v o o o o » o o117 .
Somewhat dissatisfied . . . . . . . . 5%
Very dissatisified « « « « « « « o « o2%
Together, these two questions revealed a clear pattern of satisfaction with the
institution, coupled with strong opposition to community placement. This was

the primary finding of the baseline study.

Attitudes Related to Opposition. We were also interested in some of the

reasons for these initial feelings of the families, and in some related
opinions. Analysis revealed that families who were older, and whose relatives
at Pennhurst were clder, were more opposed to community placement. More
educated families were more opposed, and.whité as opposed to non-white families
were more opposed.

An attitude that appeared to be related to feelings about community
placement was that 75% of families believed, strongly or somewhat strongly,
that their relatives had no potential for further educational or psychological
development. Moreover, a family's opinion in this area was not related to the
relative's adéptive behavior, IQ, or level of retardation. The fact that it
was not related suggested that this pessimistic attitude among the families was
not necessarily grounded in empirical observation or rational thinking.

Three of the best known philosophical trends in service delivery in the
1970s and 1980s have been '"normalization," the ''least rest;}ctive alternative,"

and "deinstitutionalization," Families were asked for their degree of

agreement/disagreement with these ideas and the results showed that they were
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not in acéord with these concepts. In fact, 32% agreed (strongly or somewhat)
ﬁitﬂ "mormalization;" 36% agreed with "least restrictive alternative," and only
19% agreed with '"deinstitutionalization.'" This lack of agreement suggesﬁed 
.that there was»é general pattern of suspicion and disthst of "new".idéaé‘ﬁhat
might lead to change in the situation of the instituiionélizéd'felati§es{

‘There were other opinions that were relevant to oppoéitioﬁ';é
deinstitutionalization. For example, only 15% of faﬁilies ag;eed (%trongly or
sqmewhat) that funding for community living arrangements VAS‘sgéufe and
permanent, and 61% disagreed. Permanence seemé& fo be a-céﬁtrai iésue:fbr
families, and they were ciearly not confident of the,perménen§e and security
offered by the new CLA concept. Similarly, only 18% of'famifies;agreéd that
all needed services would be available in the community, an& only 20% agreed
that CLA staff W§u1d be sufficiently knowledgeable and skiilfu1,£o handle all
situations that might arise with their relatives.

One of the strongest predictors of a family's opposition to community
placement was the family's perception of the intensity of the relative's need
for medical care. If the family believed fhat the relative had great need for
attention from doctors or ﬁ&;ses, then that family wasylikely to-éppose
community placement. A questionnaire item on medical needs was put into both
the family.survef and thé Behavior Development Survéy (BDS), which wés our
primary.instrumentifbf colléction of information about indiVidﬁals:

1 = would not survive without 24-hour medical care

2 = has life-threatening condition that requires. very .
rapid access to medical care '

3 = needs visiting nurse and/or regular visits to
the doctor

4 = generally has no serious medical needs
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In 1978 we collected the BDS for each person living at Pennhurst, from staff,
including nurses, and from facility records. We were therefore able to compare
the responses from the families to the responses from the facility. The
comparison revealed that the facility responses and the family responses did

not agree very much at all. Table 7-1 presents the results from both sources.

. Table 7-1
Medical Needs as Perceived by Families
and by Facility Staff

FACILITY RESPONSES

High - Low
Need Need .
1 2 3 . 4 Total
F .
A High 1 5 7 43 *k 57 %% 112
M Need
I 2 2 3 20 21 46
L i ) S .
I 3 0 5 50 62 117
E Low ’
S Need 4 1 2 41 96 140
Total -8 - 17 154 - . 236 415

The meaning.of this table is simply fhat the fﬁmiiies perceiyed much more
intense mediéal neédé émong fheir relativesvatiPennhurst than did the staff who
were providing direct care. The entry in the table marked by asterisks is the
most extreme case of this.disparity iﬁ perceptions; it represents the fact that
there were 57 people about whom.the family reported that the person would not

survive without 24-hour medical care, but about whom staff reported that there

were no serious medical needs.
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Post-ReIocaiion Study

Representativeness of the sample. The 134 people in the Post-Relocation

study were generally very similar to the average Pennhurst person, except in
age. The 134 were five years younger on the average, and were admitted to
Pennhurst about five years later than the average. In both adaptive and
maladaptive behavior, the 134 people were not significantly different from the
average of the Pennhurst population. The distribution of level of retardation
labels was’aBout the same'fo; our sample andvthe popﬁlation, as well. In both
groups, 86% of the people were labeled severely or profoundly retarded.

Characteristics of the 134 family respondents. The 134 family respondents

interviewed in the post-relocation study were not very different from the

population oprZZ familie’s with regard to education, race, sex, and

relationship, as Table 7-2 shows.

—— o e o e b S e - —— —— —— e et i e e o e s o e s e e e A . e e s e Ty o

: : Table 7-2
- Demographic Characteristics of Families

Population Sample
. of 472 Families of 134

Eaudagionf High sqhooi or more ~ ° 55% - f.: 51%
Race: Non-white | o .182 | 16%
Sex: Male : 63% 51%
Relationship: Parent 68% 72%

Furthermore, in analyzing the responses of the 134 family sample to the
25-item scale assessing attitudes toward deinstitutionalization, we found that
this group did not differ in initial attitudes from the average Pennhurst

family (472), as Figure 7-1 shows.
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This bar graph showed what the statistics also revealed: the 134 families
were, to begin with, just as opposed to community placement- as was the average
Pennhurst family. |

Because the 134 families initially were not different from the average
Pennhurstvfamily, we believe that the findings -about attitude changes contained
here are generalizable to the entire set of Pennhurst families. That is, what
we have observed for 134 families will probably hold for the remaining hundreds

of families,

General Pre-Post Changes

Satisfaction. The 134 families in this study were very satisfied with
Pennhurst, but are now just as satisfied with the CLAs. The question we aéked
was, "Overall, how satisfied are you with the services your relative is
receiving from (Pennhurst/the CLA)?" The responses were on a 5-point scale
from "very satisfied" (1) to "very dissatisfied" (5); |

The average baseline survey response of the 134 (in 1980, while their
relatives were still at Pennhurst) was 1.7, which was identical to the average:
for all 472 families. After movement of the 134 relatives to CLAs, their
families gave an average response of 1.5, which indicated that they were just
as satisfied with the CLAs as they had been with Pennhurst. This was
remarkable because the families had been so opposed to placemerit, and generally
had not expected to be pleased by community services.

Family visits to relative. Families' visits to their relatives hardly

changed. 1Initially, 42% of the 134 reported visiting their relatives at least
once a month (similar to the 472, at 44%). After relocation, the figure was
52%, and, though this change was statistically significant, the substantive

change was very small. Similarly, 13% of the 134 familieS'reporEed that their
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relative came home for a visit at least once a month (much like the 472 at
11%), but this figure changed only to 15% after relocation of the relative to a
CLA. Thus we found no confirmation of the notion that visits to or from the
family would become more frequent upon deinstitutionalization.

Perception of medical needs. We obtained the families' perceptions of

their relatives' medical ‘needs from 126 of the 134 families.in the pre-post
study. In general, families perceived serious medical needs among their
relatives .in 1980, before relocation, and also after relocation. Families
continued, for the most part, to view their relativgs_as being in need of
frequent attention from doctors and nurses. On a. scale of‘l‘to,4, famiiies
averaged 2.8 both before and after relocation.

Changes in Attitudes Toward Deinstitutionalization

Overall change. Our general measure of attitudes was the 25-item ATDS,

described previously. This overall scale ranged from 1 (in favor of
deinstitutionalization) to 5 (opposed). The average score of the 134 families
before rglocation'wa§~3.5;,the average score after relqcation was 2.4. .This.
change was Higﬁly siénificant (t = 12.94, = (114), p < .001). The fémilies
were ﬁuch-mdie;positively,disposed toward the complex.of concepts related to
deinstitutionalization afﬁer the relocation of their relatives had taken place.

.Changes in particular attitudes. The most direct questions about the idea

of community placement were measured on 5-point agreement scales. The
questions .were:

Baseline: If your relative were to be selected for movement from
Pennhurst to the community, how likely would .you be to agree with this
decision?

Post Relocation: Overall since your relative was selected for movement from
Pennhurst to the Community, how do you feel about that move?

From pre to post, the changes were dramatic, as shown in Figure 7-2,
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The figure shows visually what the data revealed statistically: these 134
families had drastically changed their positions. Before relocation, 55% of
the families were strongly opposed to community placement, and afterward, only

4

47 were still stronglxﬁgPposed (the bars at the extreme right of the figure).
Conversely, the bars at the left of the figure show that, before placement,
only 19% agreed strongly with placement, and afterward, fully 66% strongly
agreed.

Treating the same data statistically, as a pair of 5 point scales, the
average score of the famil@eg before relocation was 3.8, indicating strong
opposition. Afterward thefaverage was a very positive 1.7, and the change was
highly significant (t = 13.7, (130), p < .001).

Other Changes -

There were a number of other areas in which pétential changes from before
to after relocéfion were of interest. In-Question 13, we asked Qhether
families believedfchanges would occur in 14 areas of their lives; after
relocation, we asked whether changes had occurred in the same 14 areas.

Of the 14 items within Question 13, the<12 that showed significant
pre-post'cﬁanges are shoWnnip‘TaBiéj7f3. Each item was oﬁ a écale ranging from
1 (large change for the bggier)5i§ 5 (large change for the worse). For the 134

pre, the means indicate expectations; for the 134 post, the means reflect .

actual changes.
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‘ . Table 7-3
Expected and Perceived Changes* in Family Life

134 Pre 134 Post
(Expected) (Actual)
a. Your own social life 3.5 2.8
b. Your job 3.5 . 2.9
d. Family recreation activities 3.4 . 2.8
e. Your time alone 3.5 3.0
f. Your time with your spouse 3.4 2.9
h. Family vacation 3.5 2.9
1. Your general happiness 3.7 2.1
j. Your relative's relationships 3.6 1.9
with other people
k. Your relative's general 3.6 1.7
happiness
1. Your relative's relationship 3.1 2.5
with you
m. Your relative's relationship 3.3 2.7
with your spouse
n. Your relative's relationship 3.1 2.6

with brothers and sisters

*All changes were significant at the .001 level.
''''' The initial (expected) responses of the 134 families clustered about 3.5
at baseline, which meant they were basically pessimistic about expected
changes. Their expectations were exceeded on each of the items shown in Table
7-3. (The two areas in which chahgeé were not significant were "Your spouse's
job" and "Your time with yoﬁr children living at home.") In many areas, the
change from pre to post was from negative expectations to an actual observation

of no change (e.g., "Your job" went from 3.5 to 2.9, and 2.9 is essentially no

change).
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In some areas, however, the differences were from negative expectations to
post-relocation reports of distinctly positive observations. For example, the

largest change reported by the families was in their relatives' general

| . . .
relationships with other

happiness, followed by changes in their relatives'
people and in the family respondents’ own general Happiness.

As a concrete example of the magnitude of these differences between
expectations and actual experiences, we pfesent the pre and post data for the
Relative's General Happiness in greater detail in Table 7-4. (We select this
item because of its special interest for families who want to know whether
people are perceived to be happier in community settings.)

Table 7-4
Change in Relative's General Happiness

Post (Actual)-

Much Much
Better ' Worse

1. 2. 3. /o 5.

Much Better 1. 19 0 2 10 0

2. 4 1 0 0 0

Pre - 3. 7 3 5 0 0
(Expected)

4. 10 300 2 0 0

Much Worse 5. 20 10 11 4 0

Examining the diagonal frdm upper left to lower right on.Tablgl7—4, we see
that .there were 25 families (19 + 1+ 5) whosg expectations matched their
actual experience. For example, theA19_expected a large change for the better
in their relatives' general happiness, and then repo;ted seeing exactly that.

Above the diagonal are the families whose expectations were disappointed.

182



There were only two who expected a large change for the better, but saw ne
change. All the other families, (i.e., those below the diagonal), perceived
that the happiness of their relatives had improved beyond their expectations.
In fact, at the extreme lower left of the table, 20 families expectéd a large
change for the worse, but actually saw: a large change for the better.

In another part of the sur§ey (Questions 14 to 23), we posed a series of
10 specific statements qoncérning deinstitutionalization, and asked for
responses from 1 (strongly agree) t045 (strongly disagree). - All items changed
in a positive direction, and 8 were statistically significant. These 8 are
presented in Table 7-5.

Table 7-5-
Agreement with Specific Ideas

134 Pre: : 134 Post*
(Expected) (Actual)
14. Relative will not progress 2:0 - 2.9
beyond present level '
17. CLA personnel are knowledge- 3.5 1.9
able and skillful :
18. CLA funding is secure ' . 3.8 2.7
19. All needed services are . 3.8 - - 1.8
available in community
20. Community placement does not 2.8 1.7

add to family financial burden

21. Normalization - : 3.1 ' 1.9

22. Least restrictive- 2.9 -+ 1.6
alternative

23. Deinstitutionalization 3.6 1.9

*The significance of the prepost change for the 134 was p < 001 by
paired t-test for all items.
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These results followed one general pattern: the 134 families became
significantly more positive about each area after their relatives moved to CLAs
(note that on Question 14, agreement implied a negative attitude).

Two items in Table 7-5 were:of particular intérest. Item 14 was important
because it concerned the developmental model, (i.e., the belief that all people
can grow and learn). This concept is one of the cornerstones of the new
ideology in mental retardation services. The families initially tended toward
rejection of the developmental model, and at post-test changed only to
neutrality. Both in the .institution and the community, then, it appeared that
families were not responsive to this relatively new philosophy.

The second .item of special interest from Table 7-5, Item 18, concerned the
security of CLA funding, a very important issue for families. The families
initially tended to disagree somewhat that funding for CLAs was secure and
permanent. After relocation, the 134 families changed their opinion, but only
to approximate neutrality. Their anxieties on thig‘issue were reduced, but by
no means eliminated.

‘Qualitative Results

At the conclusion of the structured interview, we asked an open-ended
question: '"Is there anything else you would like us to know about your
relative's recent move from Pennhurst?d Iﬁterviewérs were instructed to take
comments verbatim, and not to ask additionai.questfons.

Upon analysis of these responses, the predomipant tone indicated that the
majority of.the respondents expressed very positiVé feelings about the CLAs and
the‘quality of service therein. A significant majority had not expected such
services and were quite overwhelméd by the superio% quality of the facilities.
The general'feeling was that the relétives‘had shown progress toward

development of skills for independent living. Many respondents attributed this
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growth to the personalized aﬁtention and interest of the staff, which was
greatly facilitated by the small size of the facility and a high
staff-to-client ratio.

The respondents also reported that they enjoyed their visits to the CLAs.
They had found visits to Pennhurst "scary" and were intimidated bj converging
crowds of .other people who lived there. Other respondents felt the CLA setting
was conducive to bringing younger siblings for visits. Previously, parents had
not wanted to expose other children to the large, hospital-like, impersonal
environment of Pennhurst. In addition, most reSpondents‘indicated that their
relatives appeared happier at ﬁhe CLAs. They eﬁjoyed the small family and
home-~1like eﬁvironment and individual attention,

Though the general tone indicated a positive attitude toward community
living, there were some objections to the move from Pennhurst. Some
respondents felt itﬁwas "not safe'" and '"rather dangerous" for '"these people" to

"walk around alone."

The implication was that persons with mental retardation
need to be protected from the 'normal" Qorld; that they should not be free to
walk around, since they are vulnerable. Given the level of functioning of
these former Pennhurst residents (86% were labeled severely or profoundly
retarded, and nearly half were non-verbal), this belief was understandable.
One respondent opposed the move because CLAs did not have the advantage of
having all the necessary facilities (medical, recreational, educational) on the
premises, and énother respondent objected on the grounds that the court
decision to move the relative to a CLA was a violation of parental rights.

In addition, there were many expressions of concern about the security of
funding for the CLAs from both the respondents who approved the move and those

who did not. A number of respondents feared they might have to assume

financial responsibilities for which they had no resources. Also, there was
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some apprehension about the effect of staff turnover. One respondent felt that
the staff could not possibly be permanent since they would want to "live their
own lives," and feared that this would be emotionally damaging to his/her
relative.

The retrospective evaluation of Pennhurst from these 134 families was that
it was too large and crowded a place to offer adequate care and growth
opportunities for the people who lived there. It was felt to be a place where
repetitive, institutional behaviors prevailed due not only to the large numbers
of persons housed, but also to the chronic shortage of direct care and
professional staff.

Although the CLAs were seen as addressing the needs of the clients more
favorably than Pennhurst, there was strong concern that they would not have the
permanence of a large institution like Pennhurst. This appeared to us to be
the central counterpoint to the general extreme satisfaction expressed in the
open-ended comments, and this paralleled the quantitative results of the
survey.

Discussion

The mqst striking result of the family survey was the overwhelmingly
positive change ;nFétfitudes among the families of‘the people who left
Pennhurst and went to live in community based settings. Also of significant
interest were the attitudes which did not change. 1In this discussion, we will
comment on both.

Before proceeding, it is important to stress the caveat that the Pennhurst
results did not arise from families of individuals deinstitutionalized at
random. We cannot be certain that the "sample" of 134 families were
representative of the "population“ of 630 families in every way, although we

found that they were so in nearly every way we could measure. Although
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cautions against péffectly confident generalization to the population, or to
facilities in other étates, must be applied to the ‘Pennhurst results; we
believe that some general policy implications can be drawn.

The attitudes expressed by the families in the baseline study were -
consistent with the results obtained by Atthowe and Vitello (1982), Brockmeier
(1975), Klaber (1969), Meyer (1980), Payne (1976), and Willer, et al. (1979).

A large number of the families in.our‘study disagreed strongly with
deinstitutionalization, and a substantial number disagreed strongly with the"
principleé of normalization and least restrictive alternative. The families in
our study seemed to agree with familiés in other studies that the institution
was the most appropriate'environment'fof‘their relatives, and were generall§
very satisfied with Pennhurst. Our findings brought to mind Klaber's'(l969)
comments: |

The parents...were convinced of the excellence of the facilities in which

their children were placed...The praise lavished on the institutions was ‘so

extravagant as to suggest severe distortions -of reality in- this area.

Most of the fémiiies in the baseline study (75%) also believed that their
relatives had reached the highest level of development possible. Evidently,
families did not accept the idea that everyone, even persons with severe or
profound mental retardation, can grow and develop (e.g., Gold, 1973). The
families in ‘the Baseline Sfudyfalso belieQed their relatives had serious
medical needs (although this belief was not confirmed by comparison to reports
from Pennhurst staff).

These two attitudes, pessimism about future development and perception of
serious medical needs, may’be related. They could both have arisen from the
advice given to the families, decades ago, by professionals. When the families
in this study édmittéd their relatives to Pennhurst, an avéradage of more than 20

years ago, there were no alternatives, and thé professional with the most
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authority in these matters was usually a physician.. The message most often
given, we speculate, was on the order of '"S/He will never be able to learn, and

' These attitudes are not eradicated even

will always need medical care.'
today. Among both families and professionals, we would suggest vigorous
efforts to provide the most up to date informétion; particularly for families
of people who may move out of institutions. Any edﬁcational interventions
should stress the idea that people can grow and learn, and should address
medical concerns directly.

Families in the baseline study also were greatly concerned about the
security of funding for community placements. They did not believe the funding
for community alternatives was secure and permanent —- unlike the funding for
institutions -- and felt they could not depend on the community service system
to provide services for their relatives.

Six months after the relocation of their relatives, the 134 families in
the Post-Relocation Study were more than satisfied with the community placement
of their relatives. Many expressed astonishment over their own changes since
the baseline survey. The families reported unexpecﬁed changes for the better
in their lives, and in the lives of their relatives, especiglly with regard to
the happiness of their relatives, their relatives' pelationships with other
people, and their own happiness. 1In addition, families' fears about the
quality of CLA staff and about the availability of services in the community
seem to have been allayed somewhat, although by no means completely. An
examination of the beliefs and attitudes which did not change is also
revealing. For example, even after the relocation, families still believed
their relatives had serious medical needs. Families also did not completely
accept the developmental model (i.e., the idea that, their relative would

continue to grow and learn). Attitudes became more positive, but only to the
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point of neutrality, not to outright acceptance. In light of the increase the
families had seen in their relatives' developmental abilities —-- especially as
reported in the open-ended comments -- this finding was difficult to interpret.
In essence, most families were saying that they had recently witnessed large
improvements, but they doubted that more was possible.

Families also expreséed'continued concern about the security of funding
for community services. Their belief that funding was secure improved
significantly, but only to the point of approximate neutrality. Their
anxieties'ﬁé;é‘reduced, but not eliminated. This appeared to us to be the .-
central remaining issue among these families, who otherwise were generally
surprised and pleased by the change from care in a large segregated_public
institution to small, more integrated settings in regular neighborhoods.

No.matter how much families may prefer the services in the community, if
~ they believe those services can be cut off for lack of funding next year -- or,
more important, in ten or fifteen years -- familiés will not support community
living. We believe this issue must be addressed on a federal level since the
federal government has provided more fiscal support to institutions than to
community service systems (Braddock, Howes, & Hemp, 1984). This has engendered
a disincentive for states to develop community services.

Two final implications of our five years of research with families do not
arise directly from data, but rather from years of impressions. The first is
that any deinstitutionalization plan or effort should provide a formal forum
through which families can express their feelings, especially their fears and
their reasons for opposition. Although this need not guarantee that families
have the power to veto community placement, impressions from formal family
hearings in the Pennhurst arena strongly imply that many, perhaps most,

families will become willing to '"give it a try" after a formal and structured
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hearing.designed to treat their concerns with dignity.

The second is that, in ourfexperience with surveying these families, we
have come to the conclusion tha; any monitoring or quality.assuranqe system
should include annual surveys of families. Particularly when conducted by a
third party, such surveys can reveal information that families would not
express otherwise. Many dissatisfactions go untold because families fear that
state, county, or private provi@ers will resent such statements and that the
consequences might fall on the relatives. Our surveys in this area have been
welcomed by families, they are very inexpensive to conduct, and they can help
to raise red flags that would not reach official attention in any other way.
In years to come, our .surveys of families will continue as part of our
permanent monitoring of Pennhurst class members (and others in the

Commonwealth).
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CHAPTER 8
NEIGHBOR ATTITUDES
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Introduction

When a group home or community living arrangement (CLA) for:people with
mental retardation opens in a neighborhood, how do neighbors react? How many
even know about it,'and do their attitudes toward people with mental
retardation change in any way? - How do these attitudes compare to feelings
about people with other kinds of differences? We have been exploring these
questions in southeastern Pennsylvania for five years, as part of the Pennhurst
Longitudinal Study, and some of the most interesting findings are reported in
this'chapter.

Attitudes about unfamiliar groups of people are generally charactefized as
stereotypes. As noted by Triandis (1971) and others, the strength of the
stereotype is inversely related to knowledge about the group. The morée one
knows about a person or group, the less likely one is to-develop stereotypes
about them. |

In most of this century, the practiée of segregated institutional care has
meant that people with severe or profound mental retardation rarely have been
seen in public places. Despite the fact that institutional populations haQe
been declining since 1967 (Lakin, 1979), and despite the literature and
experience that demonstrate that people with severe degrees of retardation can
live and grow in less segregated community settings {e.g., Bradley & Conroy,
1983), the public's knowlédge‘about mental retardation is limited (Budoff,
Siperstein, & Conant, 1979; Gottwald, 1970; Hollinger & Jones, 1970; Latimer,
1970). Therefore it is likely that public attitudes toward péople with mental
retardation are based on stereotypes. The question of whether these public
attitudes can change, then, should be viewed from the perspective of theories

on stereotypical attitudes.
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Budoff et al. also implied an important function of attitudes, called the
knowledge function. The knowledge function is related to the needs of persons
to maintain an organized, stable, and meaningful structufe of the world. These
attitudes change when the existing attitude is insufficient for dealing with
situations, whether because of new information or because of a new environment
of some kind. This viewpoint is related to the situation of a g;oup home
opening in a neighborhood, in that stereotypes may prove td be of little value
when a citizen directly encounters a new neighbor with mental retardation.

Researchers have assumed that knowledge about and contact with people with
mental retardation affects attitudes toward such people, and that change of
either knowledge or contact would change those attitudes. Much of the research
on attitude change has been done in school settings rather than in the
community (i.e., structured rather than unstructured contact), and previous
studies of attitudes vary in their conclusions. Most of the studies indicating
a relationship between contact and attitudes were goncerned with contact that
wés structﬁred in some wai. Begab (1969), for example, found that increasing
knowledge about retardation only effected a positive change in attitudes when
education was coupled with direct contact with people with mental retardation.

There have been few studies which examined attitude change in communities
where community living arrangements opened. Baker, Seltzer, and Seltzer
(1974), and Sandler and Robinson (1981) examined the effects of preparing
communities for the opening of a residence and suggested that preparation is
likely to raise opposition, perhaps to the point of preventing the opening of
the home. Mamula and Newman (1973) and O'Connor (1976) reported that, after
initial opposition, communities tended to accept the residence. If opposition
prevents homes from openiﬁg, however, there can be no opportunity for attitudes

to become more positive. Sigelman (1976) suggested that a Machiavellian
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approach (i.e., establishment of homes without infbrming neighbors and without
measuring attitudes) 'has the advanﬁage of preventing-movés to‘block the home's
opening" and that such an approach "may be no less effective in the long run
than more elabor;te strategies involving advance attitude sampling'" (p. 26).

Because community acceptance has been portrayed in the media és a crucial
issue in the opening and success of group homes and other community programs,
the Pennhurst Longitudinal Study inciuded:an examination of the attitudes of
members of the communities into which the people from Pennhurst moved. The
situation offered the oppOrtunity to conduct the first "before-~and-after"
interview sfudy of neighbors. There was no preparation of neighborhoods; the
only "intervention" was the actual opening of the community living arrangement
(cLa).

The plan called for the assessment of neighbor attitudes toward people
~with mental retardation before and after CLAs opened in nearby houses or
apartments, In addition, an exploration of the factors related to attitudes,
and of factors related to changes in attitudes over time, was planned. Thg
general research questions were: (1) What were the patterns of attitudes among
the general public toward people with mental retardation living in their
neighborhoods?'(Z) What factors and characteristiés were associated with those
attitudes, that ié, we;e some kinds of neighbors more accepting than others?
(3) Were there changes in attitudes after the CLAs entered the neighborhoods?
and (4) Would there be any consistent pattern to, or predictoré of , changes in

attitudes?

Methods

Subjects

The locations ofAeight prospective CLA sites were obtained, and a one
quarter to one half mile radius (depending on population density) was drawn

around each. In each circle, 45 households were selected by a simple random
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selection procedure from crisécross telephone directpries. A probabilistic,
representative sample of the adults in those households was accomplished using
a procedure developed by Kish (1965). A table determined which household
member was to be the interQiew subject, based on the number and kind of
potentially eligible respondenfg in the household. 1In this table, the one
selected would be varied from one interview to the next. No substitution was
allowed. In this way, we achieved samples in each neighborhood that were close
approximations to simple random samples (i.e., every person within the
neighborhood had about the same chance of being intérviewed).

There were 362 neighbors who were interviewed in the initial round. Their
average age was 48 yeérs. They were 87% white and 54% female, and 80% had a
high school education or more. They had lived at their current addresses for
an average of 16 years.,

Design

This study of neighbor attitudes was designed to be the first to assess
attitudes before and after opening of a CLA nearby. Initially, we intended to
interview neighbors six months before the CLA entered the neighborhood, and
then again six months after the opening. After completing that design,
however, the research team determined to interview the neighbors again about a
year later. The reason was that we had detected significant changes in
attitudes at six months after CLA opening, and othe%s (Mamula and Newman, 1973;
O'Connor, 1976) had suggested, but had not quantitaﬁively demonstrated, that
such short term changes would vanish by about a year to a year and a half.

The national advisory committee for the study agreed that this was a
worthwhile design modification, as did the government project officers. We
therefore conducted a total of three waves of interviews with the original

sample of neighbors.,
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Instruments

-Because we did not want to inform respondents that a CLA was about to open
in their neighborhoods, we could not ask the most direct questions -- such as
"How do you feel about the group home that's going to open on your block next
month?" Such questions would have destroyed the integrity of the étudy by
giving information to many neighbors who otherwise might not have had it. More
importantly, it could have engendered active opposition as suggested by
Sigelman (1976). It was necessary to aim instead for general attitudes about
people with mental retardation. No completely suitable instrument was found -in
the literaéure so a .new instrument was developed.

We began by assembling 350 items from a dozen previously used scales.
About two thirds of the items were immediately revised or rew:ittéﬁ to remove
archaic language.or t6:Suit the condi;ions iﬁ Pennsylvania. We also wrote
about 50 new items for-ou; specific bre—post needs, then sorted all 400 into -
categories: (1) tolerance toward people with mental retardation in éveryday
settings; (2) knowledge about mental retardation; (3) general attitudes toward
people with mental retardation; (4) frequency and locations of contact; and
(5) fears and stereotypes. The research group then began to eliminate items
within each category, keeping only the ones that appeared to be the most clear
and concise ways to ask about each content area. .After several cycles of
review, we settled on a draft set of 50 items.

The draft interview contained many questions about attitudes toward people
with mental retardation. We added items about people with physical
disabilities, people of a different race, and people with mental illness.
Again, these other questions were added to prevent respondents from coming away
with the impression that they had been interviewed solely about mental

retardation, or about new CLAs. We wished to avoid alerting the neighbors
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because of the possibility of resistance and because of experimenter effects.
By alerting neighbors in a way that normally would not occur, we possibly could
have altered their natural pattern of response to the eventual opening of the
CLA. The extra questions also enabled comparisons of attitudes among the
various groups, to give some idea of the magnitude and direction of the
attitudes.

Following selection and refinement of items, the instrument was
pretested. One of the most significant results of the pretest was the labeling
of all questions about mental retardation with "mild" or "severe." This was
done because nearly three-fourths of pretest respondents said, on at least one
question, "It depends on how severe . . ." or a similar qualifier.

Following final review, the questionnaire contained 46 substantive items
about various groups, and 34 concerned people with mental retardation. The
instrument was submitted to the federal Office of Management and Budget, and
was approved by May '1980. At this final stage, it was designed to take
approximately 15 minutes to administer. No mention of Pennhurst or the
prospecﬁive CLA was contained in the interview.

After the baseline interviews, the form was shortened somewhat, and a few
new items were added. After CLA opening, it was of interest to ask people
whether they knew of any such programs in their neighborhoods, and if so, how
long they had been in existence. The questionnaire is in Appendix 8-1.

In order to provide a sensitive and reliable measure of general attitudes
toward people with meﬁtél retardation, a scale was constructed from
questionnaire items (ATTSCALE). All items were weiéhted equally, and a simple
additive scale was constructed. Item selection was based on Cronbach's Alpha,
a measure of one kind of reliability called internal consistency. By removing

five questionnaire items (of the 18 chosen initially as candidates for a
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general attitudes scale on face validity grounds),'Croﬁbach's Alpha attained a
value of .78. This was a very acceptable value because Alpha provides a
conservative estimate of reliability.

In addition, the interview included nine True-False items that were
designed to be combined into a single scale of knowledge about mental
retardation. It was intended to permit analysis of variations in attitudes,
and in attitude change, according to how much people understood about mental
retardation.

Procedures

Data collection was.initiated with an introductory letter, followed by
telephone screening and interviewing._ The first interviews were conducted six
months prior to the opening of the CLAs, in May-June 1980, and yielded 364
interviews, The second wave (an average of six months post opening) was
conducted in the Spring of 1981, and yielded 287 interviews, 79% of the
original sample. The third wave was conducted in .the: Spring of 1982, an
average of about 20 months after CLA opening, and produced 252 interviews, 69%
of the original sample.

" Respondents who moved out of the boundaries of the CLA sample circle were
not reinterviewed, and in one sample site the CLA did not open. The 34 sets of
interviews from that neighborhood have been included only in the baseline
results. The final data set, on which most of the results presented here are
based, consistéd of the remaining 218 respondents from whom all three

interviews were obtained.
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Results: Baseline Survey

Specific Attitude Items

Respondents were asked how much they would be bothered if two to five
people with mental retardation moved into the neighborhood. As a comparison,
and to avoid sensitizing respondents, respondents were also asked how much they
would be bothered if members of other groups moved into the neighborhood. The
results are presented in Table 8-1.

TABLE 8-1
WOULD NEIGHBORS BE "BOTHERED?"

Question: How much would it bother you if 2 to 5 people who are
[...GROUP...] moved into your neighborhood? Would it bother you a lot,
some, very little, or not at all?

Group A Lot Some Little Not at All
Physically disabled 2.5% 27 .5% '11.9% 80.6%
Mildly mentally 6.1 9.7 15.5 68.7

retarded ‘ .
Severely mentally 14.0 16.8 18.5 50.7
retarded . ,
Mentally ill 16.4 25.6 15.8 42,1
Of a different race 4.7 12.2 16.3 66.9

from your own

On this question,.rgsponses concerning peoplé with mild mental retardation
were most like those about people of a different race. Responses about people
with severe mental retardation were most like those about people with menfal
illness. Also, responses showed sharply different levels of "bother" for mild
versus severe mental retardation.

Respondents also were asked how much they thought the value of their
property would be affected if two to five members of the same groups moved into

the neighborhood. These results are presented in Table 8-2.
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” ' TABLE 8-2
NEIGHBORS' BELIEFS ABOUT EFFECTS ON PROPERTY VALUES

Question: How much do you think the value of your house would change if
2 to 5 people who are [...GROUP...] moved into your neighborhood?

Group A Lot Some Little Not at All
Physically disabled 7.2% 12.6% 15.9% 64.3%
Mildly mentally 7.3 13.6  18.2 60.9

retarded
Severely mentally 13.3 17.5 19.0 50.2
retarded .
Mentally ill ' 15.5 21.0 18.6 44 .8
Of a different race 12.4 . 25.6 14 .4 47.6

from your own

On the property values question, again, feeiings about Reopyg with mild
mental retardation were less iﬁqense than feelfngérabo;t ﬁéiéﬁiof; ;ith severe
mental retardation. ;&his'timé;fhowever,,responses about people Qith mild
retardation were most like tﬁbse about:péoplelwith é phyéigglidiéability;
responses about people with severe mental retardation were’?imilar to those for
people with mental illness and éeople of a different race.

Comparison of the "boﬁher" question to the property values quésﬁion
reveéled an intriguing pattern. Figure 8-1 on the next page is structured to
show the comparison as a bar graph, in which each bar represents the average
value of the baseline responses to both questions.

The labels for the 5 groups in the figure have these meanings:

PHYS = People with Physical Disabilities

MMR = People with Mild Mental Retardation

RACE = People of a different Race than the respondent
SMR = People with Severe Mental Retardation

MI = People with Mental Illness
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In answer to either question (would you bé‘bétheréd or wo@ldlbroperty valués be
affected), respondents could.say:

[1 = Not at all]  [2 = A little]  [3 = Some]  [4 = A lot]

These responses werevtreated as 4 point scales. The bar graph shows that, on
the "bother" dimension, respondents said they would be bothered vefy little by
new neighbors with physical disabilities, with mild mental retardation, or of a
different race. They would be.boqhered much more by neighbors with severe |
mental retardatiqn or mental illness.

The pattern for property value effects was different. Relatively 'mild’
effects were projected for people with physical disabilities and for people
with mild mental retardation. "Majorf effects were projected for people of a
different race, people with severe mental retardation, and people with mental
illness. (Dividing the.responses into minor and major effects is bgsed on
t-tests of differences among the mean scores for the five categories.. The bars
for property values in Figure 8-1 for PHYS and MMR.Qere statiétically.
indistinguishable from one another; tbe bars for RACE, SMR, and MI were also
indistinguishable from one another. .However the first two were statistiqaliy
smaller than the latter three.)

An interesting face; of the bar graph data was that respondents were quite
consistent for SMR and MI.(theyiwould be bothere& considerably and property
values would be affected considerably), they were fairly consistent for PHYS
and MMR (they would not be bothered much, and property values would only be
affected slightly), but they were not consistent for RACE. Here the
respondents claimed that they would be bothered very little by new neighbors of

a different race, yet they projected major property value impacts.
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Factors Related to General Attitudes

The next step in analysis of the baseline data was an investigation of the
factors that were related to the general attitudes of the neighbors toward
people with mental retardation. As previously noted, we had composed such a
scale by combining 13 items (ATTSCALE). The factors that might be related to
this scaie of general attitudes fell into two categories: unchangeable
factors, sucﬁ as the age and sex of the respondent, and changeable factors, or
things that could conceivably be changed by social policy or experiences, such

as knowledge about mental retardation or contact with people who have mental

retardation.

Unchangeéble factors. The baseline survey produced an array of
demographie and déscriptive data on the characteristics of each respondent.
These characteristics were tested for relationship to general attitudes toward
people with mental retardation via simple Pearson gorrelations and analyses of
varianée. The characteristics examined were age, sex, ethnicity (white/other),
education, income, type of dwelling, length of time at this address, length of
time in néighborhood, marital status, and number of children in the household.
The threé characteristics which were related significantly to attitudes
(ATTSCALE) were age (r=.18, p=.002), ethnicity (binary variable, r=.13,
p=.023), and sex (binary variable, r=.10, B=.038).‘ Using these three variables
together in muitiple regréésion, age explained 7.8% of the variation in
ATTSCALE, followed by ethnicity (3.4%) and sex (1.0%). Younger respondents,
non—white respondents; and females had more positiyé attitudes. Altogether,
these three variables explained 12.2% of the variation in our measure of
attifudes toward people with mental retardation.

Changeable factors. The survey included nine true/false items about

people with mental retardation. A scale of 0 to 9, based simply on the number
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of correct answers, was calculated for each respondent and was used as a
general index of knowledge about retardation, people with retardation, and
programs/services. Knowledge was found to be a strong predictor of attitudes
(r=.46, p<.001). We ran a multiple regression in which the three unchangeable
factors above were forced to enter the equation first, and together they
accounted for 12.2% of the variation in the general attitudes measured by
ATTSCALE; after them, knowledge accounted for an additional 18.2% of the
variation.

There were two measures of contact with persons with mental retardation --
one measured overall frequency of contact, and the other item measured contact
in given settings (e.g., school, work, neighborhood, shopping); Among the
contact variables, only "contact in neighborhood" (a simple Yes or No item)
predicted attitudes (r=.30, p<.001). Again using mﬁltiple regression, and
entering the unchangeable characteristics of the respondents first,‘édhtéct-
accounted for an additional 2.9% of the variance in ATTSCALE.

Both of these findings about the changeable variables suggested that
general attitudes of citizens toward people with mental retardation were

subject to change, either by increasing knowledge or by increasing contact.

Results: After CLA Openings
Changes in Attitudes

We divided the sample into two groups: (1) those who knew, at the time 6f
»the second interview six months after CLA opening (Time 2),Athat the CLA had
opened, and (2) those who did not know, at Time 2, that the CLA had opened.
The analyses of interest concerned oniy those who were éware of the existence
of the CLA.

Only 287% of the respondents in our sample were aware that a CLA had moved

into their neighborhoods by Time 2.
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Among these neighbors who were aware of the CLA, attitudes became
significantly less positive from six months before to six months after, and
tpgn became significantly more positive again by 20 months after CLA opening.
Att?;udes were not significantly different between Time 1 and Time 3, which
indicated simply that general attitgdes had returngd to their original levels
after a temporary negative swing. This pattern is illustrated in Figure 8-2 on
the next page. Statistically, the average ATTSCALE score six months before was
higher than the average score six months after (paired t=1.80, (56), p<.001).
The ATTSCALE scores six ﬁonths after were signifiéantly lower than at 20 wonths

after (£=2.06, (56), p=.044). VScores at six months before and 20 months after

were statistically indistinguishable.

4l'Even by the time of the second interview, at six.months after CLA opening,
there was evidence that neighbors' attitudes were‘movipg in a positive
direction. Six months after opening, we ésked the péople who were aware of the
CLA how they had felt when they had first heard about it, as well as how they
felt about it at the time of the interview. The results are presented
graphically in Figure 8-3 on the next page. Looking at the two bars on the
right of the figure, the open bar represents the 7% of respondents who recalled
being strongly in favor of the CLA when they first learned of its existence.
The shaded bar represents the 207 who were strongly in favor '"now." The entire
figure shows the pattern of change -~ there is a shift from the left to the
right. Treating the responses as 5 point.scales produces the same result from
the statistical perspective, The average response "when first learned about

CLA" was 3.09, and the average "now" was 3.64 (t=5.28, (132), p<.001).
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In sum, the respondents clearly recalled having been more opposed to
having a CLA in their neighborhoods when they first heard about it than they
were at the time of our second interview. This suggested that neighbor
attitudes were already becoming more poéitive by the time of our six month
post-opening interviews (and this was part of the rationale for the decision to
conduct a third wave of interviews). This also suggested that, at one or two or
three months after CLA opening, neighbor attitudes may have been considerably
more negative than indicated by our six month results,

- Contact in the .Neighbdrhood

We explored whether contact with' people with mental retardation in the
ﬁeighborhood increased after the CLAs opened, and whether increased contact was’
associated with positive changes in attitudes. None'of‘the.contact variables .
showed a statistically significant increase, overall, for the sample of
- neighbors in this study. For the respondents ‘who had: said "No" in the first
interview to "In the past six monthé, have you had any personal contact...in
the neighborhood," and who said "Yes'" at 20 months after opening, we could
discern no significant changes in general attitudes. This group of respondents
followed the general pattern of temporary negative reactions- followed by a
return to the original level.

" Real versus H_ypothet_icél CLAs

We examined whether attitudes toward real CLAs were different from
attitudes toward hypothetical CLAs. At the time of the third interview, about
20 months after the CLAs had opened, 68 of our respondeats said they were aware
of the CLAs' existence and 144 said they knew of no CLA in their neighborhoods
(a few others did not answer this question). For the 68 who were aware, we
then asked "How do you feel about that group home now?" and for the unaware

144, we asked "Imagine that a group home were located in your
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neighborhood...How would you feel?" These questions enabled us to compare the
attitudes of people toward real CLAs to attitudes toward imaginary CLAs. The
results are presented as the bar graph of Figure 8-4 on the next page. The
striking aspect of this figure is the large difference on the right side;
relatively few people (about 10%) were willing to express strong support for
imaginary CLAs, .perhaps partly. because they were not sure what a CLA was or how
it might affect the neighborhood. In contrast, the respondents who were aware
of real CLAs that had been in their neighborhoods for an average of 20 months
were more definite; 26% expressed strong support.
Discussion

This study of neighbor attitudes was the first to interview neighbors
before and after group homes/CLAs opened in their neighborhoods. We were most
interested in the question of changes over time, that is, whether neighbors
would become more accepting or rejecting toward people with mental retardation
after a CLA moved into the community. We also wanted to find out whether any
such changes were short term or long term. In addition, some important
subsidiary iSSueé included fhe.relation_between contact and attitudes and the
differences between some peoples' feelings about imagina;y CLAs in their
communities and other peoples' feelings about real CLAs. Our find;ngs on these
issues may prove useful to policy makers and planners, as well as to those who
are involved more directly with implementing and operating small communi ty
based residences.

In general, members of communities do seem to accept their neighbors with
mental retardation. Six months after the opening of the CLAs in our study,
only about 28% of neighbors were aware of it, The attitudes of thesg neighbors

became less positive from pre-opening to six months post-opening, but, by 20
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months post-opening, attitudes had returned to baséline levels, In other
words, for the neighbors who were aware, negative reactions were only
temporary.

From our baseline data, we could conclude that the neighborhoods which
would be more accepting are those where the population is younger and includes
more non-white people and more females. However, these three variables
combined only predicted 12.2% of the variance in our attitudes scale, and,
therefore, we would not recommend that they be givén much weight in choosing
sites for CLAs.

The responses to the questions about how much citizens would be "bothered"
by various groups of new neighbors, and about how such neighbors might affect
property values, are interesting. For people with mild mental retardation,
respondents reported that they would be "bothered'" very little, and they
expected no major impacts on property values. For people with severe mental
retardation, however, the responses were quite different. Possibly this was
because of a publip perception that severely retarded people are immediately
recognizable in a néighbdrhooda and might therefore have a far greater impact
on property values than peoplé with mild retardation. Citizens on the average
believed that small groups of people with severe mental retardation, of a
different race, or with mental illness, all posed about the same level of
threat to property values, and the threat was considerable. About the first
and third groups, citi;ens were even willing to admit that they themselves
would be botheréd by such people; for people of a different race, however,
respondents appeared to gé saying "I don't mind, but most people do, so
property values would be affected.” The possibilify of public hypocrisy in

this regard should not be overlooked.
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The questions about real and imaginary CLAs reveal that, for the average
citizen, the idea of a CLA in the neighborhood is more threatening than the
reality. In our study, people who were aware of CLAs were significantly more
positive than were peoplé who did not know of any CLAs in their neighborhoods.

The data on imaginary and real CLAs also suggests to us that, if there are
no CLAs alréady in a neighborhood, then only about 10% to 20% of neighbors will
be opposed to allowing one to open. If ome is already in the neighborhood,
then opposition will be even less, and strong support may be available.- This

finding might be related to a common tendency for community residences to

accumulate in a given neighborhood -- the "CLA ghetto'" phenomenon. The more
there are, the easier it is to open a new one —- up to a certain point, at
least.

The 10% to 20% figure implies that only a small proportion of citizens

would be opposed to a CLA -- unless something is done to raise oéposition to
the CLA, especially before the CLA opens. One possible scenario —- one that
Sigelman (1976) has found —- is that even a small number of community members

who are strongly opposed can influence general community sentiment, to the
extent that the CLA does not open. Sigelman reported that "Although dnlyvtwo
neighbors initially épposed'the [proposed hostel] program, community sentiment
reversed due to the efforts of one intense critic, to the point that almost all
of the people who had originally accepted the proposal signeé a petition
against it" (p. 28).. Similarly, one of the eight sites we chose for our study
of community attitudes did not open because of community opposition. It is
worth repeating that our respondents who knew of the CLA reported feeling more
favorable toward the CLA over time; but neighbors can not grow to accept or

welcome CLAs if the CLAs are prevented from opening.
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It also seems that unstructured contact with people with mental
reta;dation has little measurable effect on attitudes. ''Contact in the
neighborhood," the only significant contact variabie at baseline, predicted
only 2.9% of the variance in attitudes beyond that predicted by the
characteristics of the respondents themselves. Post-opening, an increase in
contact in the neighborhood had no effect on attitudes, regardless of whether
the respéndent was aware of the CLA. Given the possible problems with giving
community members 'advance notice" (i.e., time to raise opposition and prevent
the opening of the CLA), and éiven the possible positive effects of structured
contact reported by other researchers (e.g., Aloia, Beaver, & Pettus, 1978;
Ballard, Corman, Gottlieb, & Kaufman, 1977; Leyser & Gottlieb, 1980; Marlowe,
1979; Voeltz, 1980), structured contact, or structured contact plus education,
after the CLA has opened, may influence attitudes favorably without allowing
prevention of the opening of the CLA. We suggest this as an area for future
research, and such research need not be exclusively quantitative -- for
example, the case studies and anecdotal reports of Robert and Martha Perske
(Perske & Perske, 1980) are also of tremendous value,

Our results suggest, to us, that future research should include further
examination of the effects of structured contact with the CLA residents after
the bLA has opened. Wé also interpret our results as supporting Sigelman's
notion of a Machiavellian.approach to the opening of CLAs. Neighbors do seem
to become more favorable over time, and, as previéusly ﬁoted, attitudes cannot

improve if the CLA never opens.
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CHAPTER 9

COMPARATIVE ANALYSIS OF THE COSTS
OF
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Study Objectives and Limitations

The purpose of this component of the Longitudinal Study was to identify
and compare the costs of residential, day program, case.management,
habilitation, behavioral, medical, and other services in an institutional and
in a community setting,.and to explain the differences in program costs within
and across these settings. This study area was intended to surmount many of
the limitations found in previous studies by employing a more comprehensive
and rigorous design, including more exacting cost-fiﬁding procedures in
conjunction with more refined program performance measures (i.e., measures of
program outputs and outcomes).

A limitation inherent in the study was that the unit costs of the.
Pennhurst Mental Retardation Center prdgfam; and of the coﬁmunity—ﬁésed
residential and day programs were not necessarily representative of state
mental retardation center costs and community-based program costs in other
parts of the state let alone other parts of the country. In fact, the
institutional and community-based day programs serving Pennhurst class members
were generally on the "resource rich"” as opposed to frespurce poor” gnd of the
speétrum, and had at least tﬁe poténtial of directing more resources to their
clients than did programs in most other parts of the state and country.

The Center for Residential and Community Services at the University of
Minnesota, based on its 1982 mail survéy of 279 state institutions and mental
retardation ﬁnits in public mental hospitals, reported an average facility per
diem‘nationwide in fiscal year 1981-82 of $92.85 or $33,890 per annum; in
Pennsylvania, the average per diem was reported to be $107;64 or.$39,289 per
annum. The ber diem rate at the Pennhurst Center was somewhat higher at
$123.00 per day or $44,899 per year.

The mean cost per client of the sample (N=73) of community living
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arrangements (CLAs) serving Pennhurst class members in fiscal year 1981-82 was
$33,237._ This is ﬁigher than the mean per client costs of all community
living arrangements in the Southeast Region of $22,951, much higher than the
mean per capita costs of all Pennsylvania CLAs of $17,856, and a great deal
higher than the estimated average for small community residential facilities
in other parts of the country, $14,242.

The mean cost per ;apita of the sample (N=16) of community sheltered
workshops and work activity centers serving Pennhurst class members was $7,800
in fiscal year 1980-81. This was more than twice the state average of $3,386
per year. The mean cost per capita of the sample (N=3) of adult day programs
serving Pennhurst class members was even higher at $9,644 per year. The
estimated cost per capita of work activity centers and adult day care programs
in the United States was an estimated $3,928 in Fiscal Year 1980-8l.

Given this limitation, the more generalizablé and important findings may
be tﬁose explaining differences in program costs rather than those indicating
the absolute magnitude of these differenées,

Method

The cost study was confined to those programs at the Pennhurst Mental
Retardation Centef and in the five-county Pennhurst Service area (Bucks,
Chester, Delaware, Montgomery, and Philadelphia) serving members of the
plaintiff class. Plaintiff class members included persons at the Pennhurst
Center or on tﬁe Pennhurst waiting list at the time the lawsuit was brought to
the Center, and all those persons at risk of being admitted to the Center.

The cost data covered the period July 1, 1981 —- through June 30, 1982.

The types of programs costed include residential, adult day (i.e.,

sheltered workshops, work activity centers, pre—vocational_and adult day

care), case management services, and specialized support services
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(specifically behavioral therapy, speech and hearing, and occupational
theray). -Residential programs were narrowly defined to include services
provided by residential care staff (including nurées) and their immediate
supervisors. Some smaller community residential providers may have had only a
single program, larger residential providers may have had a number of
different programs. Each program consisted of one or more sites (apartments
or home) and served clients reasonably homegneneous in terms of adaptive
skills.

The study encompassed 42 living areas (residential programs) at the
Pennhurst Center, and 102 residential programs in the community. The study
covered four adult day programs at the Pennhurst Center and 35 adult day
programs in the community. The study covered the specialized support programs
in three of the five counties (n = 3) and at the Pennhurst Center (n = 1);

The study covered the case management program at theifennhurst Center (n = 1),
the case management programs at each of the base service units in the five
counties (n = 5), and the case management teams mandated by the court to serve
members of the plaintiff class in each of the five counties (n = 5). Finally,
the study examined the medical program and transportation program at the
Pennhurst Center and the few medical programs and transportation programs in
the surrounding communities for which cost information could be obtained.

Most of the program coét data, output data, and organizational data were
obtained through reports on file at the Pennhurst Center and in each of the
five surrounding county mental health and mental retardation (MH/MR)
offices). Information on program cost data, output data, and other variables
in part explaining variations in program costs were obtained in structured
interviews conducted by the principal investigatofs with a purposive sample of

82 direct care staff at the Pennhurst Center, 17 community living arrangement
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staff, and 20 day program staff, with the mental fetardation coordinator, case
management supervisor, and Core team director in each of five counties, aﬂ;
with dozens of Pennhurst, county and state administrative staff.

Three types of unit cost measures were employed in comparing program
costs: (1) cost per client day, (2) cost per hour of of direct care staff
time, and (3) cost per hour of selected developmental services. The
comparative analysis of the residential and day programs was structured to
match (control for) the different types of programs in the community and in
the Pennhurst settings in terms of the scope of services provided and types of
clients served. The programs were classified into two groups according to the
mean age of their clients: (1) adults age 22 and over, and (2) children age
21 and under. Each of these groups was divided into four subgroups according
to mean adaptive behavior scores of their clients: (1) 0-25, (2) 26-50, (3)
51-80, and (4) 81-128. A ninth group included pefsons of all ages and
adaptive levels but with ovérriding medical needs.

The client data necessary to make these classifications were obtained by
Temple University using the Behavior Development Survey (BDS). The BDS is a
short version of the AAMD Adaptive Behavior Scale; It was developed by the
UCLA Neuropsychiatric Research Group at Lanterman State Hospital by selecting
the most reliable and valid behavioral items from the full scale. The Temple
Evaluation and Research Group extended the instrument by adding items covering
client characteristics, family relationships, medical stautus, the individual
habilitation plan, program goals, and type and amount of services delivered.

The community residential programs were also‘classified by facility type
(i.e., those housing four to eight clients in group homes, those housing three
or fewer clients in apartments, those housing three or fewer clients in small

homes, and those where more or less than 24 hour supervision was required).
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Explanations for differences found between the unit costs of programs at
the.Pennhurst Center and the qnit costs of programs in the community were
examined in terms of relative prices paid for program resources (e,g.,.staff,
facility, etc.), level of resources employed (e.g., staff/client ratios), mix
of resources employed (e.g., with or without nurses), and organizational
variables (e.g., hours of service provided clients, the level of staff
assistance provided clients, program size, and client mix). Regression
analyses were used to explain the relative power of variables such as those
cited above to explain unit cost differences among programs within Pennhurst
and within the community.

The cost finding procedure was designed to capture as fully as possiblg
the resources expended directly and indirectly, in the course of delivering
services to clients; Generally, the total operating costs reported for
programs were augmented by the costs éf goods and services of benefit to the.
clients but not appearing on ;he books such as state apd.county charges for
general administrative support, for the amortization of capital improvement
costs, for insurgncé, and so forth. Deducted were those costs for goods and
services of no perceptible benefit to clients such as research and development
expenses, and litigation fees. Next were isolated those costs traceable
directly to the residential day, and other client programs using the reports
of expenditure by activity. Then the cost of the indirect activities were
allocéted among these residential, day, and other client ﬁrograms in
proportion to the direct costs of the programs in order to arrive at "loaded”
costs for these programs.

Finding and Discussion

Residential Programs

Comparison of residential program costs per client day at the Pennhurst
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Center and in the community. On average, community programs were found to

cost less per client day than Pennhurst Center programs serving groups of like
clients in terms of adaptive behavior, age, and medical need. Also, the
community programs showed a much larger range in éost per client day, $19.64
to $252.66, than did the Pennhurst programs, $99.74 to $208.94.

Minimally supervised apartments were the least costly type of arrangement
on average at $54.64 per day. Group home programs cost a little more per
client day at $59.80 . Apartment programs and small home programs showed the
highest average cost per client day at $74.84 and $121.93 respectively. In
all cases, programs for children cost more, on average, per client day tﬁan
like programs for adults.

Comparison of residential program costs per hour of direct service worker

and supervisor time at the Pennhurst Center and in the community. Measured in

terms of the cost per hour of direct staff time, a measure more indicative of
staff level of effort than the cost per client day measure, the economic
advantage of community residential programs over the Pennhurst Center programs
increased dramatically. While the average community-based residential program
cost 70% as much as the average Pennhurst program in terms of cost per client
day, the average community-based residential program cost only 40% as much as
the "average Pennhurst program when measured in terms of cost per hour of
direct staff time.

Comparison of residential program costs per hour of selected development

\

services and nursing services at the Pennhurst Center and in the community.

Along with nursing care, the following types of developmental services were
selected to form this measure: cognitive and academic training, mobility
training, sensorimotor training, social interaction training, recreation

therapy, family life/sex education, community living skills training, dressing
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skills training, eating skills development, hygiene and grooming,:. supervised
recreation, and supervised recreational trips. The average cost per hour of
selected developmental/nursing service in the community residential programs
was 42-937 of that in the Pennhurst residential programs, depending on the
average adaptive skill levels of tﬂe program clients.

Factors explaining differences in the cost per client day in residential

programs. Client age was the only client variable shown to have any
significant predictive value (p=.05) in terms of the cost per client day in
Pennhurst resideﬁ;ial-programs. It explained 40.4% of the variation in the
cost per client day with programs serving,oldef clients having higher per

diems.

- Client factors that explain differences in the cost per client day among

residential programs set in the community. Unlike the Pennhurst Center, in

the community programs, age was one of the twb client variables not shown to
have statistical signifiéance as a predictor (p=.05) of the cost per client
day —- the other was client maladaptive behavior scores. Alone, the mean
adaptive behavior séores of residents accounted for 137 of the variation in
cost per client day, and medical need accounted for 3.0% of the variation.
Together, as part of the ovefall regression equation, these variables
accounted for 23.8% of the variation in the cost per client day of community
residential programs.

The limited ability to.predict program cost per client day based on these
client variables may indicate that to some extent clients are -fit to program
models as much if not more than program models are fiit to clients. Some
programs may be structured to provide intensive service, while others may be
geared to provide less intensive service for the same types of clients. There

is some support among our findings for this line of reasoning. The
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correlation was found to be negligible between thé mean number of hours of
service provided to clients per week and the mean adaptive behavior scores of
these clients (r=0,03, n=155), mean maladaptive behavior scores of these
clients (r=0.02, n=155), and mean medical needs of these clients.(r=0.l7,
n=155). Similarly, there appeared to be no significant relationship between
the level of assistance staff provided to program clients and the adaptive
behaviors (r=0.08, n=16), maladaptive behaviors (r=0.18, n=16), and level of
medical need (r=-.0l1, n=16) of these clients. Even the hours of direct staff
time per client showed no significant relationship to the hours of

developmental/nufsingrservice that clients actually received.

Organizational factors that explain differences in the cost per client

day among residential programs in the community. Six organizational variables

were entered into the final regression. Surprisingly, differences in the
average salaries paid to residential program workers and supervisors bore no
significant relationship to the program cost per client day. In fact, the
correlation between these variables was negative (r=-.031) (n=47).

In-coﬁtrast, the "number of direct care staff per clieﬁt" variable alone
explainéd 47.6% of the variation in the program cost per client day. For each
additional full-time direct care staff member per client, the added per diem
cost was $32.54 in Fiscal Xear 1981-82. This is to be expected as direct
staff costs amount to such a high percent of community residential programs.
Together with the other organizational variables, this variable accounted for
62.6% of the variation in program costs per client-day (£=.0000).

The remaining four organizational variables alone accounted for 32% of
the variation in the cost per client day of community residential programs
(£=0.001). The most statistically significant of theée last four

organizational variables as a predictor of the cost per client day of
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community residential programs was the type of facility (small home,
apartments, group homes) which explained 10.2% of the variation in community
residential program per diems.

The second organizational variable shown to be a statistically
significant predictor of the cost per client day wag the number of clients
served by the program (L.e., program size). This variable was negatively
correlated with program per diems and accounted for 11.97 of their
variation. Interestingly, the findings, thougﬁ not at all conclusive, suggest
that given a particular type of facility, the greater the number of residents,
the lower the cost; however, the marginal cost advantage associated with a
larger number of residents may not hold beyond 10.

The generally higher cost per client day in smaller programs (one to four
residents) likely réflects non~economies of scale. Non-economies of scale
occur when residential programs are so small that fractions of inputs,
particularly staff time and facilities, cannot be secured. It is difficuit
for example to rent one third of an apartment, or to hire a staff person at
less than half timé. On the other hand, to rent excess space, or to hire a
full-time staff person where only a part-time staff person isbrequired, leaves
the program with excess capacity. Of course, too few staff or too little
space are not programmatically acceptable alternatives.

fﬂhether the program was in its initial year of operation,™ was the third
statistically significant predictor accounting for 13.8% of the variation in
community residential program per diems. At the start, the residential
program sponsors must expend resources to organize, staff, equip and supply
the residential facilities before arrangements can be made for clients to move
in. These one-time costs and delays in reaching full occupancy combine to

explain why the per client costs of new programs are extraordinarily high.
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Not surprisingly then, programs in their first year of operation reported
costs per client significantly higher than the other programs.
According to this latter regression equation: in Fiscal Year 1981-82:

® Programs housed in small homes could be expected to cost $21.91 per
day more than the average community residential program.

® For each additional resident, the program cost per client day could be
expected to decrease by $3.36

® A program in its first year of operation could be expected to cost an
average of $8.73 more per day than programs in existence for more than
one year. T
The size of the provider measured in terms of the total number of
residential slots across all programs, was not found to be a statistically

significant predictor of the program costs per client day.

Factors that explain differences between the costs per client day of

residential programs set at the Pennhurst Center and set in the community.

There are a number of apparent explanations for the finding that the costs per
client day of residential programs, on average, were higher in Fiscal Year
1981-82 at the Pennhurst Center than the costs per client day of comparable
residential programs in the community. These explanations relate to the
relative prices paid for program resources, to the levels of resources
employed, to the types of resources employed, to the types of clients served,
and to other less tangible differences.

(1) Relative prices of resources. Personne} service costs include the

costs of staff salaries and wages, fringe benefits, staff development, and
other miscellaneous costs relating to personnel. 'Approximately 78% of the
residential and day program expenditures at the Pennhurst Center, and 707

(n=122) of the expenditures of residential programs in the community were

devoted to personnel services.

Pennhurst Center residential workers, supervisors, and nurses were paid
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an average of 30% more than their community counterparts. Fringe benefits
including paidfabsehces (e.g., holiday, vacation, sick leave, disability
leave, and personal leave) for staff at the Pennhurst Center amounted to 63%
of base salaries. Fringe benefits including paid absences in community
programs amounted to only 36.1%Z of base salaries, less than half the rate of
Pennhurst employees. |

If the éalaries and fringe benefit levels of direct service staff
positions in the Pennhurst residential programs were reduced to the salary and
fringe benefit levels of the same positions in the community residential
programs, the mean resident per diem at Pennhurst would have been reduced by
more than 9% from $128.08 to $116.22., Assuming that the average difference in
the salaries of community and Pennhurst program staff of 30% is also
reflective of the difference in the average salaries of community and
Pennhurst support staff in Fiscal Year 1981-82, the mean resident per diem
would have been feduced by about 27% or approximately $35 per day to.$9l.00
per day -— a per diem rate equivalent to that averaged in the community
residential programs.

(2) Level of resources employed. Measured in terms of the hours of

direct staff time per client, community residentiallprograms assigned slightly
more direct staff resources on average to each client than did Pennhurst
residential programs in Fiscal'Yeaf 1981-82. Community residential programs
spent.an average of 1,902 hours of direct staff time per client, 84 hours more
than the 1,753 hours of direct staff time per client at the Pennhurst

Center. This accounted for some of the difference in the averége cost per
hour of direct staff time in the Pennhurst residential programs and community
residential programs.

(3) Mix of resources employed. There are several explanations for the
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differences in program costs related to how resources are employed in
providing services to clients at the Pennhurst Center and in the community,
specifically:

] The use of in-house versus out—of-house resources —— specialization of
labor—-In the community residential programs, the residential workers
were expected not only to supervise and train residents, but
oftentimes to act as the resident's guardian helping them to manage
their personal funds and related affairs, to buy and prepare food, to
help clean the residence, to do the laundry, and to help administer
client medications. At the Pennhurst Center, the residential workers
were not expected to perform these additional functions; they were
accomplished by other specialists.

In private industry the specialization of function such as occurs at
the Pennhurst Center can be cost advantageous. Specialized workers
often demand less pay than workers who are more broadly skilled, and
their rate of production can markedly increase as they become
proficient in their area of specialization.

However, the opposite seemed to be the case in the delivery of
residential services. Specialists at Pennhurst demanded higher
salaries and fringe benefits than the generalists in the community
residential programs, and the community program workers were able to
make more productive use of their time through job expansion rather
than job specialization.

Many of the same goods and services (e.g., recreation, security,
library, religion) that were produced by the Pennhurst Center were
bought by or on behalf of residents in community programs or were
publicly available at no charge. The cost advantage here was to the
community programs given that the costs of these goods and services
was largely fixed, likely to be comparable to the costs at the
Pennhurst Center and could be spread over a greater number of persons
in the community than at the Pennhurst Center.

° The medical model versus development model of care —— Simply put, the
medical model tends to view the relationship between staff and
residents in terms of doctor and patient and emphasizes diagnoses and
prognoses, and treatment services. - While the Pennhurst Center in
Fiscal Year 1981-82 had moved in favor of the development model, the
staffing pattern was still a vestige of the medical model with a
significant complement of higher-paid doctors, nurses, and other
medical support staff relative to community programs.

Day Programs
The per diem cost of the work activity center and sheltered workshop

programs at the Pennhurst Center ($30.05) was only slightly more than the mean

per diem costs of work activity center and sheltered workshop programs set in
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the community ($27.99).- The mean cost of the community adult day care
programs, $37.75 per day, was equivalent to the cost of the adult day care
programs at the Pennhurst Center, $37.29 per day.

-The average cost per hour of direct staff time in the Pennhurst Center
day programs was $19.48, 80% less than the average community day program cost
of $24.54. For sheltered!wqushop and work activity center programs, the cost
per hour of direct service worker and supérvisor tige at the Pennhurst Center,
$19.77, was less than 70% of that of the community sheltered workshop and work
activity center programs, $28.78. Conversely, in the case of adult day care
programs, the cost per hour of direct service worker and supervisor time in
the community ($9.73) was just over 507% of that at the Pennhurst Center
($18.72).

The average salary of Pennhurst day program service workers and
supervisors in Fiscal Year 1981-82 was 28% highé:-than the salary enjoyed by
their counterparts in the community programs (n=é4), and the average fringe
benefits rate (including paid absences) was double that of the community dai
programs (63% versus 36.1%). In addition, the community-based work activity
centers/sheltered workshop programs were able to provide 532 (n=21) direct
staff hours per client versus 340 at the Pennhurst work activity
center/sheltered workshop program.

| However, this. .difference was not manifest in the relative costs per hour
of direct staff time. The cost'per hour of direct staff time in community
work activity centers/sheltered workshops was $28.78, over 457 higher than the
$19.77 cost per hour of direct staff time at the ?ennhurst work activity
center/sheltered workshop program. This appears to be due to the fact that
unlike the Pennhurst Center program, many of the community work activity

centers and sheltered workshops supported drivers, food service workers,
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business development, and other support staff. Indirect staff salaries and
wages amounted to 36.57 of direct staff salaries and wages in the community
work activity center and sheltered workshop programs; whereas, in the
"Pennhurst work activity center and sheltered workshop programs, indirect staff
salaries and wages amounted to only 18.67% of direct staff salaries and wages.
Habilitative and Behavior Management Programs

The manner in which these services were made available differed at the
Pennhurst Center and in the surrounding communities. The main differences
were that at the Pennhurst Center when these services were provided centrally
and directly by a cadre of full-time professional staff. In the community,
they were provided at residential and day programs scattered throughout a
five-county area, by county Core teams comprised largely of consulting
professionals. There are a number of activities comprising each type of
habilitative or behavioral service, some related less directly to particular
clients and some related more directly. At one end of the continuum are
meetings, coordination and planning activities among professionals centered on
groups of clients. At the other end are face-to-face services to individual
clients. In between is the time spent monitoring client records, documenting
individual client programs for implementation, training small groupé of staff
on the use of various service techniques, and consulting with residential and
other staff on how to implement a particular therapeutic program for a
client. The more narrow the band of activities recognized as "direct” service
(i.e., the fewer professional hours counted as "service hours"), the higher
the cost per hour of service.

If one uses the broadest, most encompassing definition of service (i.e.,
including all but strictly administrative activities as part of a

professional's "service hours"), then the Pennhurst Center showed the lowest
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average cost per hour at $23.64. However, when general and client-specific
program planning and coordinative activities are excluded as well, two of the-
three comﬁunity Core teams become less costly'per.hour than the Pennhurst

Professional Services.

Case Management Programs

In the commmity, the case management functions for develop-mentally
disabled clients in the Southeast Region are shared by the court-mandated
Pennhurst case management team, and the regular case management system,
located either in the county office or in base service units .(usually part of
community mental health centers). The Pennhurst case management teams were
established in each county as part of the court-order to place residents from
the Pennhurst Centef in the community. The mean total caseload for each
Pennhurst case manager‘(including‘persdns residing in both community and1 
institutional residences), was 30. The mean total caseload for eaéh regular
case manager based in county offices was nearly three times higher at 85, and
the mean total caseload for case managers in base service units was still
higher at 107. ‘Ihe Pennhurst caseloads ranged from as few as 28 in
Philadelphia to as many as 38 in Delaware county; the base service unit
caseloads ranged from 68 in Chester County to 143 in Delaware county.

The mean cost per case in the base service units in fiscal year 1981-82
was $299, little more than 25% of the $1,159 mean cost per case of the
Pennhurst case management teams. The cost per case at the Pennhurst Center
was $1,050 during fiscal year 1981-82, about 10% less than the mean cost per
case of the Pennhurst case management team but more than triple the mean cost
per case of the base service units.

As indicated earlier the individualized nature of the case management
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function in general, and the variations in the wa§ case management was carried
out at Pennhurst Center and in the surrounding co%munities complicated
attempts to arrive at standardized units of activity for purposes of comparing
the costs of the case management programs between. the Pennhurst Center and in
the community, and even among programs within thejcommunity. The only unit of
cost which could be used was the cost per case -—ja measure providing no
indication of the amount of services received by %he clients. One can be
reasonably sure that the level of effort per case‘was greater, and necessarily
so, on behalf of clients in transition from the iﬁstitutional setting
(Pennhurst Center) than on behalf of those not in;transition (e.g., most base
service unit clients). How much greater could no; be ascertained
Medical Programs |

A gtraightforward comparative analysis of the medical program costs at
the Peﬁnhurst Center and in the community was not?possible since (1) the
nature and intensity of the medical services offe%ed at the Pennhurst Center
and in the community differed in major respects, énd (2) the costs of services
provided by the multiplicity of private practitiohers in the community serving
members of the plaintiff class could not be obtaihed. To arrive at reasonably
precise and valid cost comparisons wouid have required far more extensive cost
finding efforts than were warranted under this project. However, cost
estimates could be obtained for Pennhurst medical?services, and charges (under‘
Medicaid) could be obtained for other community m%dical services.

For purposes of this analysis, medical progr;ms are defined to include
five major types of services or activities: medical program administration,
general medical services, infirmary care, emergen?y treatment, and acute

inpatient care.

Medical program administration. This categoky includes planning,
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coordination, quality assurance and enhancement activities. The Pennhurst
Center's medical program was administered under contract. to the NEEMA Medical
Services Incorporated. The estimated cost of this management and
administrative support in Fiscal Year 1981-82 was $249,792, or $308 per
resident.

There 1s no comparable administrative unit in the community dedicated to
the medical care of mentally retarded persons. Clients are expected to take
advantage of existing medical services. |

General medical services. This includes the services of primary care

physicians. The physicians are engaged in preventive medicine as well as in
the provision of medical treatment. At the Pennhurst Center, physicians
engage in a number of prevention activities, prescribe and oversee the nurses'
administration of client medications, and treat general c1¥entzillnesses both
on the wards and in the infirmary. Most all diagnoétic aﬁd lébofafory
services are contracted out to private hospitals and laboratories. The
estimated cost of the preventive medicine in Fiscal Year 1981-82 was $128,343
or $158 per residenf. The estimated cost of general medical treatment was
$1,755,818 or $2,264 per resident. The reported cost of the diagnostic and
laboratory services was $244,941 or $302. The total annual cost of general
resident services per resident there was $2,624,

In the community, preventive medicine is quite limited. Medications are.
administered to community-based clients by community living arrangement or day
program staff or they are self administered under the supervision. The
medications are prescribed by a licensed physician.

With the exception of sdme clients in Bucks County, the choice of a
physician for each client is made by the community living arrangement staff

with the informed consent of parent or guardian. Charges for the services of
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these physicians are generally reimbursed under Medicaid. Assuming that the
utilization of physician services by Pennhurst class members residing in the
community was not appreciably different thén the utilization of physician

services by other severely disabled Medicaid recipients in fiscal year 1981-

82, the physician utilization rate and related charges in the community were
far less per client than at the Pennhurst Center. According to Medicaid
Utilization and Expenditure Reports for 1982, persons eligible for Medicaid
for reason of severe disability in Pennsylvania made an average of 2.54 visits
to community physicians each month with an average charge of $11 per visit.
The average annual cost per patient for physician services was $336.54. This
contrasts sharply with the estimated cost of $2,§22 per resident for physician
services (not counting laboratory services) at the Pennhurst Center. It
should be noted that under the Title XIX (Medicaid) program the fees allowed
the physicians for these services are generally lower than actual costs with
the difference between actual costs and allowable Medicald charges made up by
other private payers.

The Pennhurst infirmary includes all nursing and other routine services
involved in attending to the needs of inpatients. The average cost per client
day at the infirmary in Fiscal Year 1981-82 was $187.

Convalescent and other infirmary-like care in the community is made
available through special staff assignments, the ﬁse'of temporary staff, the
ﬁse of nurse consultants obtained through county CORE teams, and in some cases
through ad hoc arrangements with nursing homes. The reimbursement ceiling
under Medicaid for intermediate care facilities and for skilled nursing
facili;ies in Pennsylvania in Fiscal Year 1981-82 ranged from $36.58 to $48.02
and $48.85 to $63.11 respectively. In terms of nursing home care, at least,

private nursing homes represented a more economic alternative than the
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Pennhurst infirmary.

On the other hand,'the.Pennhurst medical program made use of four private
hospitals for acute patient care. These hospitals and their allowed charges
under Medicaid ranged from $295 to $517 per day in Fiscal Year 1981-82. Thus,
there appeared to be an economic advantage to having an infirmary at the
Pennhurst Center at least insofar as i1t precluded the unnecessary private
hospitalization or prolonged hospitalization of clients.

The provision of emergency treatment demands the ability to respond
effectively to medical emergencies on a 24-hour—-a-day basis. The Pennhurst
Center boasts a medical emergency response system capable of producing a
physician at a client's side within three minutes. The best emergency
response systems in communities are able to responsed in no less than ten
minutes. Counting only the "extra” cost of confracted physician coverage on
nights and weekends as the effective cost of the emergency treatment program
at the Pennhurst Center, the costs came to $4,160 per emergency.

In neighboring Phoenixville, ambulance services are prévided to‘résidents
at an average cost éf $25 per trip. Treatment is provided in the Phoenixville
Hospital emergency room. Clearly, the costs of providing emergency coverage
for mentally retarded clients in the community is less than at the Pennhurst
Center. The higher costs per patient at the Pénnhurst Center was a function
of :

° the special coverage required in weekends and evenings;

] the use of physicians directly as opposed to paramedics or medical .
technicians as intermediaries;

] the infrequent and random occurrence of medical emergencies. In the
community, emergency teams are more fully utilized (i.e., operate near
capacity) given the much greater number of emergencies occurring in
the larger Phoenixville community.
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Policy and Research Implications

This study brings to the fore a number of key policy considerations and
suggests areas fof further research. First, it points to some "out-of-pocket”
savings inherent with smaller community-based programs as opposed to larger
institutional programs. Clients in community-based residential programs are
able to take advantage of generic services available to the general public
such as publié transportation, religious services; recreational facilities,
library services and police and fire protection. For the most part these
services are paid largely through public taxes along with some private
donations and user fees, and the cost is spread over a much larger number of
persons than is possible in the institution.

Second, the findings suggest that in the provision of residential
services there may be no economic advantage associated with the specialization
of labor in larger organizations such as the Pennhurst Center that normally
would be expected. In fact, the opposite may be true. Smaller community
programs, wherein staff generalists perform not only client supervisory and
training functions, but guardianship, food service, housekeeping, laundry, and
other such functions are more economical than larger institutional programs
employing a cadre of in-house residential support specialists. The apparent
economic advantage is -made even greater by the relatively low.salaries and
fringe benefits paid to the residential generalists in the community programs
as compared to the salaries and fringe benefits paid to the residential
specialists at the Pennhurst Center.

Third, this study echoes the findings of comparative cost studies of
community and institutional-based programs in other areas of the country.
These studies, as well as the Pennhurst cost study, show that the employees of

state institutions generally command higher salaries and more ample fringe
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benefits than do their counterparts in community-based programs. In fact, at
least in the Pennhurst area, these differences accounted for most of the
difference between the costs.of Pennhurst and community residential and day
programs.

Presently, secondary wage earners and entry level wage earners appear to
be the mainstay of the residential program work force in the community.
Clearly 1if, either as a by product of growth and maturation of the community
services network or as a matter of policy, community program salaries and
fringe benefits increase, the cost advantage of community programs will shrink
considerably.

Fourth, the community residential. programs showed a greater cost
advantage over programs at Pénnhurst wﬁen.meaSured in térms of the cost per
hour of direct care gtaff time rather than in terms of the cost per client
day. - Thus advocates for community residential programs might be well advised
to argue in terms of these latter measures, measures more indicative of the
level of effort being expended on behalf of clients, than in terms of the cost
per client day measﬁre. Community residential programs are probably better
sold on the basis that you "get more direct staff time for your money" rather
than arguing simply that "they are cheaper” than programs in institutional
settings.

Fifth, the results indicate that institutional settings can house a
variety of residential programs and day programs as can community settings,
and that these programs vary widely in cost. It also illustrates that while
the cost of community and residential day programs, on average, are below
those of the institutionél programs, many community programs can in fact be
more costly than programs serving similar individuals in an institutional

setting.
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Sixth, the four client variables —- adaptive behavior, maladaptive
behavior, age and medical need, believed to be indicative of client service
need and of the intensity of staff support required, were found to explain
only 23.8% of the variation in program costs per diem. This finding and like
findings of earlier studies, suggest that a relatively small percent of the
variation in program cost seems to be explainable in terms of client-specific
variables. What may well be confounding these attempts has been the diversity
of programs (and associated costs) establishea to. serve clients, even clients
who are alike in terms of key behavioral and functional indices of service
need. One has to accept the possibility that the way programs are designed
may be less a matter of the type of client to be served and more a matter of
what 1s in the mind's eye of program officials. Moreover, one must be open to
the possibility that the amount of time spent by staff in service to clients
may be more a function of dynamic factors such asiprogram leadership, staff
training, and the proclivities of individual staff than a function of either
the types of clients served or the organizational structure.

It may be time to end our seeming preoccupation with the analysis of
existing program costs at least in so far as they are being used in a
normative sense to inform program planning and budgeting decisions. A more
useful approach to providing program cost information in support of policy-and
budget-making, might be more prescriptive than descriptive in nature. One
would first establish program models appropriate to different types of clients
and estimate the costs of these models. Such models, built around
prescriptive as opposed to normative program designs and costs, 1f nothing
else, would upgrade the economic arguments for and againgt programs from an
actuarial, value-less basis to a criterion, value;centered basis—--that is from

economic arguments blindly accepting of existing programs and practice and the
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costs thereof, to economic arguments predicated on the.costs of programs shown
to be of benefit #o clients.or at least to meet.generélly accepfed standards
of practice.

Indeed, the continued emphasis on normative, as opposed to prescriptive,
cost analyses and funding arguments could well lead to the widespfead
underfunding of community programs just as institutional programs have been
underfunded for so many years. Already community program advocateé are
finding themselves caugﬁt in the backwater of such simplistic and short-
sighted arguments advanced in earlier years. Officials in a number of states
report that they are effectively prohibited from establishing community
programs at a higher per diem rate than that of the state institutions as they
are still being held to their earlier claims that "community programs are less
expensive than institutional programs,"

These prescriptive program models can be constructed through expert
opinion, or given the considerable research that has occurred over the past
décade, empirically. Using such models, policy makers will be able to more
systematically explbre the long term impact of funding decisions on system
costs and client outcomes addressing such questions as:

e VWhat is the projected growth of the developmentally disabled
population and what are the cost and budget implications of this
growth?

e What are the expected long term costs of closing a given institution
for mentally retarded persons in the state?

. What are the expected costs/effects of the gradual shifting of Title
XIX funding from programs in institutions to programs in the
community?

Seventh, the study suggests several areas where research is needed to
better inform those policy makers in a position to shape the future of the

developmental disabilities service system:

o Research is needed to assess the extent to which residential and day
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program size, staff remuneration, and staff tenure affect the morale,
communication and related (presumed) productivity of staff.

Research is needed to assess the costs/benefits of alternative medical
service models, within institutional and community settings.

Research is needed to assess the relative stability of residential
programs and the effects of facility changes, program changes, and
staff changes on client development, on the sense of well being among
clients, and on family support for community programs.
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CHAPTER 10
-FINAL IMPLEMENTATION ANALYSIS
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Overview

The following discussion represents the last in a series of analyses of

the implementatioﬁ of-the Haldérman v. Pennhurst (1977) litigation in the
Commonwealth of Pénnsylvaniaf As a component of the multi-pért Longitqdinal
Study of the Court;Ordered Deinstitutionalization‘Of Pennhurst, the purpose of
the implementatioﬁ analyses over the past four years has been to concentrate
attention on parﬁicular issues or constellations of issues that have grown out
of the complex reiationships-and interactions that characterize the Pennhurst
case and similar iawsuits in other states. To date, these special studies have
focused on the roie of the special master in complex litigation (Year 1), the
differential resp?nses of Pennsylvania and two comparison states to broad. scale
litigation in mental disabilities (Year 2), and, most recently, the influence
of familieé, unions, legislators, and court-aépointedicompliance officials on

the implementation of comprehensive decrees (Years 3-4).
Project 'Objecti\:les

Because thi% is the final year of the longitudinal study,-the
Implementation Anélysis for Year 5 serves as a thicle for summing up the
overall impact ofjthe litigation on various levels of the service system in the
state. Specifica}ly, the objectives of this overview are as follows:

e To shed light on the influence that the Pennhurst litigation has had
on the mental retardation system in the state;

e To identify both positive and negative consequences that the
litigation may have had on clients, county programs, and the conduct
of state\services generally;

‘e To assess the extent to which the aims of the lltlgatlon c01nc1de with
the aims, |of the state's mental retardation policy makers;
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- . : . .
o To speculate on ?he possible ways that the litigation may have altered
the flow of resources to mental retardation programs in the state;

{ .
e To determine the |extent to which the aims of the litigation in
Pennhurst have been achieved and to contrast these findings with those

in other states;

e To reflect on theypolicy implications of the findings in Pennsylvania
against the back’ drop of implementation in other parts of the country.

Method : | |

In order to provide a context for this fin%l assessment that is
sufficiently rich to yield insights into the issdes posed, project staff
conducted a variety of data gathering activitiesi First, staff designed topic

guides for each of the categories of key informants interviewed in Pennsylvanid

)

: 1
including county administrators and staff, lawyers, service providers, and

state officials. Additionally, a specially tailéred topic list was designed to
guid{i:g§nversations with representatives of national organizations in the
field of developmental disabilities. In order ta gain an understanding of some
of the potential systemic effects that the litigétiqn may have had in the
state, project staff developed a list of questioﬁs for the Department of Public
Welfare‘that inciuded ;eqﬁests for data coﬁpariné fiscal and service
development and utilization trends. in the SOutheést Region with the rest of the
state. Further, project staff canvassed each coénty in the state to secure
comparative data on the magnitude of waiting lisgs for community residences
since the court order was issued. These inquirie; were valuable because they
also elicited information on the percepfions of %ut—of-region mental
retardation personnel regarding deinstitutionalization at Pennhurst and the
imﬁact of the litigation on other parts of the seate. Finally, project staff

reviewed the quantitative studies conducted by Temple University on client

progress, residential environments, and parental attitudes.
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The analysis is organized into three parté. "The first section discusses
the competing claims -associated with public law litigation in the field of
mental disabilities made by plaintiffs on the one hand and by defendants on the
other. Claims include the legal, philosophical ‘and programmatic assertions
made by the various parties regarding the advisability and utility of the
litigation. Using such claims as a basis for the analysis, the second section
introduces ten key questions regarding the impact of the laﬁsuit in the state
and expiores each of these questions using data from both the qualitative and
quantitative studies. The influence of the litigation is analyzed with respect
to each of the following: client well—being, allocatiion of resources,
conditions at Peﬂhhurst State Center, and state policy. The final section
draws together the themes in the analysis and posits possible policy diréctions
at the state and national.level based on the'findings.of the anal&sis.

Competing Claims

7

History .
Opinions about the advisability of using the federal courts to secure the
rights of mentally disabled persons have diverged since the first major right

to treatment lawshit, Wyatt v. Stickney, was filed in 1970. This landmark case

was ushered in amidst increasing frustration and outrage over conditions in
public facilitieslfor mentally ill and mentally retarded persons. The case was
also brought during an era of increasing sensitivity to the civil liberties of
disadvantaged groups within the population including handicapped individuals as
well as minority groups. Further, the use of litigation to bring about reforms
in social institutions was still somewhat new and was limited primarily to

racial discrimination and reapportionment., The historic education

discrimination case, Brown v, Board of Education (1954), was decided only 16

years earlier, and Baker v. Carr (1962), the redistricting case, was only six
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years old. The use of class action litigation to bring about complex or
multi-step restructuring of social systems was even newer and at that time was
limited primarily to employment discrimination based on race. This is all by

way of saying that Wyatt v. Stickney was on the crest of a wave that was to

carry over well into the late 1970s, but the entailments of long-term judicial

management of social reform were only dimly perceived,

-

Many state administrators greeted the advent of litigation to improve
conditions for mentally retarded with cautious acceptance. At a conference in
1972 on "The Rights of the Mentally Handicapped" attended by state mental
retardation officials and members of the emerging mental disabilities bar, one
state administrator made the following statement;

Personally, I feel these are exciting times. I do not really look on
lawsuits with fear or resentment. I do not look on the unrest that we
are facing today, whether we be professionals or parents, legislators or
private citizens, as totally frustrating and depressing. But, I look on
it as a challenge in this country to change the system that applies to
human beings. I think the basis of all the trouble is that we nge a
1930 era delivery system trying to provide services in the 1970';5 and,
in most cases, we are not, at this point, even heading in the %ight
direction. We have an opportunity, for the first time, to come up with a
step by step plan on where we are going in human services. (Ray, 1972, p.
31). ' '

Lawyers at this same conference were equally positive about the
possibilities for reform inherent in public law litigation. Thomas Gilhool
(1972) -- who had successfully secured a favorable consent decree for the

plaintiffs in the Pennsylvania right to education suit (Pennsylvania

Association for Retarded Citizens v. the Commonwealth of Pennsylvania, 1972)

and who would subsequently represent the PARC plaintiffs in the Pennhurst case

-- set out the following list of objectives for litigation:
(1) the first is to achieve certain end objectives, in the Pennsylvania
case a zero reject system of education; (2) the second is to create new
forums, new places where citizens may assert their rights; (3) the third
is to raise in court new facts and the need for more appropriate public
responses and, thereby, sensitize the general citizenry, the legislature
and other social institutions; and (4) to permit citizens through a
petition for redress to express themselves. (p. 48)
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This is not to say that those who were present at the beginnings of the
movement were naive or unaware of the potential problems that the use of
litigation might;enCOunter. Judge David Bazelon (1972) (author of the landmark

right to treatment decision, Rouse v. Cameron) made the following observation

regarding the problems of implementation:

. + » I have become too sensitized to the many problems in the

.enforcement of such a right to remain silent. It would be a great

mistake to ignore the impact of the Wyatt decision, and to leave undone

the reforms it requires. It would also be a great mistake to think that

Wyatt is the end of the road. We have not even set foot on the path of

grappling with the fundamental problems. (p. 15) .

Bruce Ennis (1972), a lawyer with the New York Civil Liberties Union,
also struck a somewhat prophetic chord when he noted the following:

Every single standard which we developed in the Wyatt case was generated

not by us but by professional people who had an enormous input. . . Other

lawsuits are pending right now. . and hundreds more are going to be
filed. . . If we do not continue to gét . . . help from professionals,
then the lawyers are going to have to do something that they are not

equipped to do. (p.88)

As time wore on and the momentum of litigation sped up, some
administrators faced with the day to day job of implementing court decrees and
responding to mounting reporting requirements began to question the merits of
using litigation to bring about reform in the system of care for mentally
disabled persons. One of the initial concerns, which was not limited to
administrators but legal reformers as well, was the seemingly endless cost of
improving conditions in institutions. By the mid-seventies, for instance,
compliance with the Willowbrook decree had already cost upwards of $20 million
at the state institution alone. Added to anxieties about the perversion of
fiscal priorities, administrators also began to voice concerns about the
administrative burdens placed on state officials by litigation and the

diversion of scarce resources away from ongoing system responsibilities. A

state offical summarized the negative effects as follows:
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The most visible effect is the diversion of professional activities from
the raison d'etre-—-patient care. Treatment resources, although
expanding, are occasionally scarce and generally expensive in any
economic sense. At times, litigation has forced a majority of clinicians
and top management in specific facilities (and occasionally entire
Divisions or Departments) to concentrate exclusively on documentation,
historical record searches, and other demands of Discovery, in lieu of
patient contact or supervision. . .(Marsh, 1972, p. 39)

1

Questions regarding the equitability of puBlic law remedies began to be
posed, especially as the availability of resources became more constrained in
the late 1970s. The issue became whether the creation of a special "class'" of
mentally disabled persons singled out for favored -- albeit remedial --
treatment had the effect of taking resources away from similarly situated and
equally needy non-class members. As long as resources were relatively
plentiful, distinctions between class and non-class members were not as readily
drawn. In fact, many argued, and continue to argue, that the presence of
litigation in a state serves as a catalyst for reform and enrichment of
services for all mentally disabled persons. However, in an era of cutbacks, or
at least minimum system expansion, the provision of resources to fulfill the
requirements of a comsent decree can become a bone of contention among those
who feel left out. As one of the defendants' expérts noted in the second round
of the Wyatt case, "There is a finite amount of resources and a finite amount
of time available to use those resources, and many needs. Each dollar that we
spend for one person is an hoﬁr or dollar subtracted from another" (Rosenberg
and Friedman, 1979, p. 822).

During the mid to late 1970s, litigation strategies changed as lawyers
and plaintiffs became more sophisticated about the strengths and shortcomings

of the lawsuit as a tool for system change. Instead of focusing on the

" improvement of institutional conditions

partially successfu r@

remedies to the promotion of deinstitutionalization and the expansion of

n approach that appeared to be only

ntal disabilities attorneys shifted the focus of their
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community resources. The change in emphasis can be seen in the pleadings in

the Pennhurst litigation, and in the consent decrees in the Wuori v. Zitnay

(1978) case in Maine and in Michigan Association for Retarded Citizens et al.

-

v. Donald Smith (1978) (See: Bradley, Allard. and Epstein, 1982). In many

ways, this change in course pressed the courts even deeper into the fabric of
the mental disabilities system as those seeking reform sought to redress
structural rather than discrete wrongs. This point is borne out in the
following assertion by David Ferleger (1979), lawyer for the original
plaintiffs in the Pennhurst case:
Judicial outrage at the abysmal life of people in particular institutions
has caused courts to mandate reform under whatever theory was expeditious
in the circumstances. A weak patchwork suitable for only short-term use

has been the product. Pennhurst provides a basis for a stronger and more

coherent doétrine. The right to habilitation merges in Pennhurst with .

the constitutional principle of the "least restrictive alternative."

This new approach, if combined with emphasis on the constitutional rights
to freedom from harm and nondiscriminatory habilitation, makes possible a
direct attack on the very concept of institutionalization as a method of
providing services to retarded people. (pp. 732-733)

Impact of Increasing Complexity

However, as remedies began requiring affirmative system restructuring
rather than merely barring wfongdoing, proponenté of broad based litigation
begén to encéunter what Rosenberg andAFriedmaﬁ (1979) referred to as the
"dissolution of expert consensus" (p. 823). Ironically, one of the first
places this dissolution occurred was in the rehearings surfounding the EXEEE
case ﬁow referred to as Wzatt II. In the second round of this 1éndmark éése,
experts testifying for the defendants argued that ;everely and profoundly
mentally retarded éersons living at the state institution, Partlow, should be‘
maintained in a so-called "enriched" environmént withouﬁ activebhabilitation
and training. The assertion of the defendants' experts that class members
remaining at Pértlow could not benefit from active habilitation was at odds

with the testimony of plaintiffs' witnesses in Wyatt and other cases, and
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signalled the beginning of a sometimes vitriolic professional debate in federal
courtrooms around the country. :

As the issues addressed in this "second generation" of cases became more
complex, the problems of accountability and implementation also became more
multifarious. As long as the problem to be ameliorated was limited to an
institutional setting, then accountability for implementation was relatively
easy to affix. However, when the objective extended to the creation of an
alternative community system, accountability became much more diffuse, and
those named as defendants were not always the only actors whose support was
necessary to ensure compliance. For instance, federal judges have been
extremely reluctant to hold representatives of the legislative branch of state
government accountable for the implementation of decrees even though such
support is crucial to the provision of financing for resource development.

Another group whose cooperation is crucial to compliance is the federal
government. Cooperation in this context meanéij%unding as well as policy
support. As noted by one observer in the late 1970s:

Whéther states are responding to court orders or to some other impetus

for reform, a major constraint to comprehensive planning is conflicting

policy among the variety of federal social and health programs. To date,
no one federal program is directly relevant to deinstitutionalization,
yet many have some bearing on mentally disabled persons living in the

community or in institutions. (Bradley, 1978, p. 70)

Even within the executive branch of state government, named defendants
have not always been able to-get the c;operationlof other state officials not
named in the lawsuit inlcuding representatives of Medicaid, welfare, housing,
and social services programs. Without access to the resources controlled by
these other agencies, some defendants have maintained that their ability to

carry out court mandates is constrained. To summarize, the further the lawsuit

ranges from the concept of a specific wrong and a specific malefactor, the more
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difficult it is to design remedies that encompass the full range of actions and
actors needed to secure system reform.
Varying Expectations

In the mental disabilities field at large, then, claims made by critics

about the detrimental impact of public law litigation can be categorized as

follows:

e Inequities -- Class action litigation creates a special class of
individuals whose problems are artificially elevated above those of
others similarly situated, and' diverts resources from general system
needs to those of one favored group.

e Usurpation of bureaucratic prerogatives -- Litigation places
significant paperwork burdens on defendants and takes away time from
other rdsponsibilities and obligations, :

e Misplaced accountability -—- Broad-based litigation does not always
single out those public offlclals whose commitment to compllance is
most crucial to success.

° Negativé impact on clients ~- The so—called'“second generation'" cases

that have concentrated on deinstitutionalization may be forcing the
inappropriate placement of profoundly disabled persons into
inadequately prepared community living arrangements,

e Reduction of community consensus-- The forced choices precipitated by
:litigation (e.g., to close institutions, to expand the number of small
community living arrangements, etc.) tend to coalesce opposition among
otherwise unorganized interests including various groups such as
pro-institutional parents, unionized employees, unconvinced
legislators, and cautious professionals.

The assertions made by those who are skeptical of litigation clearly run
counter to the expectations of plaintiffs and their representatives. The
assumptions made by those bringing lawsuits over the past several years can be
paraphrased as follows:

e Gains beyond the_cléss ——- The reforms mandated by federal courts are

not just limited to the specified class, but have a catalytic effect
on the system at large. : :

e Cure for bureaucratic paralysis -- Judicial intervention is
necessitated in many instances by financial, political or other
factors that constrain public officials from carrying out broad scale
reform.
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® Remedies for past wrongs -- Litigation rectifies abuses suffered by
class members by improving and altering the service context in which
the class members reside and learn.

o Improvement in class member outcomes -- Recent remedies in public law
litigation place a priority on care in the least restrictive
environment which -- in combination with intensive habilitationmn
techniques -- results in improved learning and adaptation.

® Protection of client rights -- Litigation establishes compliance

oversight procedures and structures that protect the constitutional
and statutory rights of class members.

These general claims and assumptions about litigation have currency in
the Pennhurst context with some modification. A concern about possible
inequities in the system has certainly been voiced by individuals throughout
the system. The assertion that the litigation has. forced an artificial
infu;ion of funding into the Southeast Region of the state at the expense of
the other three regions has been made by numerous key informants. Further,
some informants within the Southeast Region have sﬁeculated that resources
coming into the area have gone primarily to class members and that non-class
members are now waiting in line for services.

Since the creation of ﬁhe foice of the Special Master in 1978, the state
and county defendants have compl#ined that the court has created a shadow
bureaucracy and has invaded policy areas previously reserved to the state.
Specifically, some state and county interviewees have pointed to the individual
habilitation plan guidelines, the Pennhurst compliance procedures, the Hearing
Master process, and individual client monitoring activities as examples of the
court's interference with state regulatory and policy-making authority.

The plaintiffs in Pennhurst, in an attempt to ensure that all of those
officials who were needed to carry out the remedy were named in lawsuit,
included the county representatives from the Southeast Region as defendants as
well as regional and state mental retardation officials. However, as

implementation of the decree proceeded, it became clear that the cooperation of
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a variety of other entities not named in the decree was crucial to the
defendants' plans. Ironically, one of the most critical and sometimes
reluctant actoré has Been'the federal government - ironiclbecéuse the United
Stateé Debartmenf of Justice was an interveﬁor on the plaintiff's side of the
litigation. Cooperation by federal Health Care Financing Administration (HCFA)
officials was sought both to secure approval of plans for the development of
small intermediaée carévfacilities and the state's commuhity services waiver
under Title XIX. In both cases, HCFA officials raised questions about
implementation of the two initiatives.

Also, within the state's own Department of Public Welfare, the policies
of the Office of Medical Assistance have not always been completely consiétent
with the aims of the Office of Mental Retardation. For instance, the rates éet
by the Office of Medical Assistance for the nascent ICF/MR system were lower
than OMR staff anticipated and ultimately compromised the development aétivity
because of a lack‘of.confidence among providers. Thus, even though the
Secretary of Public Welfare was a defendant, the the Depufy Secretary of
Medical Assistance was not and therefore appears to have felt free to follow
his own orgaﬁizaﬁional imperatives rather than those of'thé court.

Critics of the lit&gation in Pennsylvania fend not; aé a rule, to
denigrate the notion of least restictive care-or‘to Qﬁestion the‘benefits of
community-based cére fbr class members. There‘are exceptions, however --
notably representatives of fhe Pénnhurst Parent—Staff Assoéiafionvﬁho have‘
expressed serious concérns about the viability of community living arrangements
and the level of supervision and oversfght that class members are likely to
receive in these small group settings. This view is also shared by a minority

of county and provider interviewees,
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Finally, many of those interviewed have expressed concern about the
extent of polarization that has presumably been provoked by the presence of the
litigation. This polarization, or backlash against deinstitutionalization has
been noted among parents of retarded persons in the state, members of the state
legislature, and representatives of state employee unions. The assumption is
that the plaintiffs, because of their uncompromising stand on the phase down of
Pennhurst State Center, have charged the political environment and invited a
negative response from a variety of groups that otherwise would have remained
unorganized or at least at bay had the litigation not been brought. The weigﬁt
of this argument, however, is somewhat diluted by the fact that the state
defendants themselves closed one institution and the mental retardation units
at two other facilities.

There are also claims about the impact of the litigation that are
peculiar to the Pennhurst case. Specifically, critics assert that services for
class members have been much more expensive than those for non-class members.
Further, some observers have noted that during the initial phases of
implementation of the decree, Pennhurst Center was the major beneficiary of the
litigation, not community services. Finally, key informants on the state level
have notea that the presence of the litigation and its focus on Pennhurst has
retarded deinstitutionalization at other facilities around the state.

In the plaintiffs' view, the litiga;ion has not taken funding away from
other non-class members, but in fact has enriched the system in general. They
also argue that the complexity of procedures in the decree was necessitated by
the defendants' inability to reduce significantly the population at Pennhurst.
They further note that the defendants should have anticipated the problems
encountered with HCFA and their own internal approval and review processes.

With respect to the impact on clients, the plaintiffs have always maintained
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that community living arrangements have the proven capability to facilitate the

growth and development of class members. Finally, with respect to the issue of

polarization, the plaintiffs respond that the defendants' unwillingness to

enter into a consent agreement was cleér encouragement to the opposition.
Areas of Potential Impact

The purpose of this asséésmént is to;first.organize'fhe general and
particular clgiés that have been made about the impact of.tﬁe Pennhurst
1itigatioﬁ into a set of analysis questions, and second to look for answers to
these questions in data collected through key informant inter?iews, document
reviews, cost analyses, and in the quantitative studies Conducted.by the Temple

|
University Develoﬁmental Disabilities Center.

Based on the preceding discussion of the influence of the Pennhurst case
as viewed by the various parties to the lawsuit, eleven duestions have been
developed which will guide this section. The qgestions are organized into six
general areas of inquiry: What Has Happened to Clieﬁts? .What Has Happened to
Funding? What Has_Happened to Costs? What Has Happened to the Service
System? What Has Happened to Pennhurst?. and, What Hasrﬂapﬁened to State
Policy? | | |

What Has Happened to Clients?

Have class members placed out of Pennhurst as a result of the decree
fared better in small group settings than they fared at the
institution? ’

What Has Happened to Fundihg?

Has the concentration of resources on Pennhurst class members come at
the expense of funding for programs in other areas of the state?

Has litigation influenced the state's utilization of alternative
funding sources, most specifically Title XIX?

What Has Happened to Costs?

Is caring for Pennhurst class members in the community more expensive
than caring for other class members? more expensive than the cost of
care at Pennhurst State Center?
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What Has Happened to the Service System?

Has the movement of class members out of Pennhurst constrained more
balanced deinstitutionalization across the state?

Has the decree hastened the expansion of community living arrangements
in the Southeast Region of Pennsylvania compared to other areas of the
state?

Has the concentration of resources on Pennhurst class members
increased waiting lists for community living arrangements around the
state? increased waiting lists of non-class members in the Southeast
Region?

Has the litigation affected the general pattern of resource allocation
in the state?

Has the Pennhurst litigation over extended the capacity of community
services providers?

What Has Happened at Pennhurst?

Because of the court's scrutiny, are the resources devoted to
Pennhurst State Center greater per resident than in other centers in
the state?

What Has Happened to State Policy?

Has the litigation resulted in changes in statewide policy in the area
of mental retardation?

What Has Happened to Class Members?

Have class members placed out of Pennhurst as a result of the litigation
fared better than they fared in the institution?

When Judge Broderick ordered community placement for all Pennhurst
residents on March 17, 1978, there were 1,154 persons at the facility. At this
time, there are 410 persons at Pennhurst. Of those:placed in CLAs, approxi-
mately 460 have been placed in the Southeast Region‘and-the remaining 170 were
placed in elsewhere in the state. There are many ways of assessing what
happened to class members. For instance, since the beginning of the study, 77
persons died at Pennhurst and 15 individuals died following placement in the
community (these two groups may not be comparable since those placed initially

were not necessarily those with the most complex physical disabilities). The
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facility deaths during this period are slightly less than the national public
institutional'norm of 15 deaths per 1,000 residents per year. With respect to
the deaths in the community, only two persons died within six months of
transfer out of the institution which suggests a minimum trauma associated with
the move to a new residence. Two of the deaths in the community were the
result of accidenﬁs (one class member was struck by a car, another by a train),
while one of the institutional deaths involved a resident who was hit by a car
on the grounds of the facility. The remaining deaths at both sites were the
result of illness;

The Temple University quantitative studies provide numerous ways of
assessing the well-being of class members including information derived from
class members themselves, from family members,:from trainéd observers, from
periodic monitoring and from surveys of client functioning as measured on
objective behavioral scales. From the client's perspectivé, Temple has"
collected data on the level of satisfaction with service surroundings from 56
individuals who ;egided at Pennhurst when the study began. This group should
not be considered representative of all class members since the respondents had
to be capable of‘some form of responsive expression. Of the 56, approximately
30 persons have éubsequently been placed in community living arrangements. The
initial satisfaction inquiry showed that the 56 Pennhurst residents were happy
in their surroundings at the institution. Subsequent interviews with those
placed in the coﬁmunity showed that they were even happier in their new homeg.

The perceptions of families regarding the well-being of their relatives
have been particularly interesting and are documented in Templé's surveys of
Pennhurst parents. Initial family'resp0nses were collected from 472 family
members (or.7SZ of those surveyed) through a mailed questionnaire to families

of residents at Pennhurst in June 1980, The most striking result of this first
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round was the negative attitude of the majority of families toward
deinstitutionalization and specifically, the movement of their own relative
from Pennhurst State Center. Many families evidently believed that the
institution represented the least restrictive environment possible for their
relatives. About 75% of the families felt that their relatives had no further
potential for educational or psychological development. Family members were
also very concerned about the medical needs of their relatives. The majority
of families appeared to perceive the institution as a haven of security and
permanence. Conversely, there was concern that funding for community
alternatives was not secure and permanent.

Six month follow;ups were conducted by telephone with the families of 134
class members who moved to CLAs between mid-1980 and la;e 1983. The 134
families, while very satisfied with Pennhurst, wefe considerably more satisfied
with community living arrangements. Further, only five families,
:post-relocation, strongly disagreed with the community placement, and 82%
agreed strongly or somewhat strongly. Over 80% of families perceive a change
- for the better in their relatives' general happiness (another 15% reported no
change). Thug, although these 134 relatives were initially unsure or negative
about community living arrangements, their respon;es to the survey showed
clearly that they came to view community living as beneficial to their family
member once the placement was made.

Two significant attitudes that also changed, but to a much smaller extent
than satisfaction and happiness, were those associated with potential for
growth and feeling of permanence. First, these families continued for the most
part to believe that the retarded person had little or no capacity to grow and

change. Second, families reduced only very slightly their anxiety about the

security and stability of community living arrangements. Though the results
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show some lessening of concern, their fears are by no means eliminated.

Another way of viewing the well-being of clients is from the qualitative
material gained through the Temple case studies. Twenty clients were observed
through this process. According to the Temple researchers, with the exception
of one client, the other 19 persons appear to be doing well. These cases,
which were selected primarily from among Pennhurst residents who later moved to
the community, have been observed at regular intervals since soon after the
study began. In;erestingly, the one individual whose situation i1s not entirely
satisfactory is not a class member, but someone who was released from Pennhurst
in 1974 —- four years before the Judge's order and without the same case
management and monitoring oversight mandated in the decree for the Pennhurst
class. |

Another source of information about client well-being is the client
monitoring procedure mandated by the court and currently being carried out by
the Special Management Unit and Temple University. Interviews with Special
Management Unit staff, Temple researchers and also with the Hearing Master (who
observes some of the more dramatic problems encountered by class members
because of his unique position in the system) suggest that the movement of
Pennhurst residents has not happened without incident. A few individuals have
had problems securing medical care, some have strayed into mental hospitals,
and a limited number have been forced to change their living arrangement
because of inadequate program resources or other contract or financial problems
within the community agency.

The consensus among those interviewed is that individual class member
problems have tended to involve either persons not covered by the case
management ahd monitoring requirements (e.g., individuals moved out of

Pennhurst before the decree and/or who surfaced because of a change :in
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residential status), class members whose service provider was either
inappropriate or incapable for financial or other reasons to provide an
adequate level of care, or persons moved out-of-region. However, in spite of
the problems that have arisen, most of those canvassed including staff from
counties outside the region, would agree that class members as a group are
doing well.

The final basis for assessing class member well-being is through the
client tracking and behavioral assessment activities carried out by Temple
researchers, Collection of information about client learning and behavior
began in 1978 when a modified version of the American Association on Mental
Deficiency Adaptive Behavior Scale -- the Behavior Development Survey (BDS) --
was administered to residents at Pennhurst. Though the study was not
operational in 1978, this information was collected by Temple at the request of
the Office of the Special Master. In 1980, the same data were collected on the
first 70 individuals who moved out of Pennhurst into the community and on 713
Pennhurst residents whose county of origin was in the Southeast Region. The
results showed that persons who remained at Pennhurst gained an average of 1.24
points in adaptive behavior and made negligible gains in reducing maladaptive
behavior. The 70 community-based class members, during the same period of
time, had gained an average of 8.2 points in adapt@ve behavior, but showed no
change in maladaptive behavior.

By 1982, Temple was able to collect BDS data on 157 former residents of
Pennhurst. Between the 1978 baseline assessment and the data point in 1982,
class members gained an average of 9.2 points in adaptive behavior and
negligible amounts in maladaptive behavior. In 1984, the community cohort had
grown to aimost 400 and the assessments that year showed an average gain of

11.5 points in adaptive behavior over 1978 and a 0.5 point gain in maladaptive
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behavior. Persons who remained at Pennhurst were assessed in 1980 and again in
1983. During this time, those for whom 1978 baseline data were available.
gained an average of 1.08 in adaptive behavior and .87 in maladaptive behavior.

In order to determine how Pennhurst class members were, doing relative to
other retarded persons living in the community, BDS data was gathered at two
points in time —- 1981 and 1982 for class members and non class members in the
CLAs of Philadelphia. A matched comparison of behavioral changes in the two
groups was conducted. The class members .improved significantly in adaptive
behavior while living in the CLAs in 1981-1982 (gain of 4.0 points), while non
class members did not gain significantly; class members did not change in
maladaptive behavior, but non class members regressed somewhat (losing 1.0
points). Class members also feceived a total of about 10% more hours of
developmentally oriented service per month than matched non class members (224
hours versus 204 hours per month). This analysis suggésts that, once they are
in CLAs, class members continue to develop behaviorally, and their progress
(and services rendered to them) exceeds that of otherwise very similar non
class members.,

The picture that emerges from these various perspectives indicates that
for most of those individuals who came out of Pennhurst since the éourt'order
and who are living in the Southeast Region,bthe litigation has improved their
life chances and increased their capacities to deal with their environment and
their needs. For individuals who were moved to other regions, the picture is
also positive and in some instances better. PASS scores for instance were |
higher for class member residences out-of-region than in region (98 vs. 61).
The physical quality of the residences was also rated higher (61 vs. 57). The
class member.scores for maladaptive and adaptive behavior were virtually the

same in 1984, With respect to growth since 1977-1978, class members in the
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Southeast Region did slightly better (12.3 points compared to 8.4), but the
out-of-region clients started out the period with slightly higher adaptive
behavior scores.

Some anecdotal information and material presented to the Hearing Master
suggests, however, that some problems have arisen in out-of-region placements
-- particularly with respect to medical care and entanglements with the mental
health system. Other anecdota information gained from several individuals
interviewed by phone in the other three state regions, volunteered very
positive observations about the adjustment of class members placed out of the
Southeast Region.

Since there are still 410 individuals remaining at Pennhurst, an obvious
question is whether their characteristics are sufficiently similar to those who
have left to ensure like outcomes. The information available on those who
remain at Pennhurst suggests that they are somewhat more disabled as a group
than the original 1154 that formed that study population in 1978. Of the
initial cohort at Pennhurst, 4% were mildly retarded, 10% moderately retarded,
30% severely retarded, and 56% profoundly retarded. At the last data point, in
the Summer of 1983, 5% were mildly retarded, 5% were moderately retarded, 21%
severely retarded, and 697 in the profound range. With respect to individuals
with severe behavioral and medical problems there does not appear to be a
higher proportion of such persons left at Pennhurst compared to the relative
numbers residing in the community.

Interestingly, 10% of those remaining at Pennhurst State Center are still
in the mild and moderate range. According to those interviewed at Pennhurst,
some of these individuals are reluctant to leave Pennhurst since they consider
Pennhurst their home.

It does appear, based on the general information on level of disability,

266



that those left at Pennhurst are somewhat more disabled and that some
"creaming'" has gone on in the placement process. However, i; should be kept in
mind that 80% of those placed out so far have severe and profound

disabilities. Givén this fact, it is diffié;if to imagine that these last 410
individuals will, as a group, have radically different careers when they are
moved into the community, assuming that the same level of financial and
programmatic support is.available.

What Has Happened to Funding?

Has the concentration of resources on Pennhurst class members come at
the expense of funding for programs in other areas of the state where resources
have not expanded at the same rate?

Many of those interviewed both within the Southeast Region of the state
and in the rest of the state are convinced that the litigation has diverted
scarce resources to class members coming out of Pennhurst at the expense of
community-based clients and individuals ready to leave the state's other
institutions. One way of assessing whether or nof these concerns are
legitimate is to examine changes in the state's allocation for community mental
retardation services among the four regions of the state., Exhibit 1 shows the
changes in the amount of money the state allocated to the four regions between
fiscal year 1980~1981 and 1983-84. Amounts are calculated based on funding per
capita in the region.

This chart clearly shows that the amount of money allocated to the
Southeast Region during the three years for which data were available grew at a
mucb faster rate than the allocations to the other threevrégions. |
Specifically, funding per capita in the Southeast Region adjusted for
inflation) grew 33% compared to 19% in the Northeast Region, 83% in the Central

Region and 6% in the Western Region of the state. -
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Another wa& of viewing the same phenomenon is to chart the growth in the
amount of money allocated per.mengally.retgrded person served in.each region.
Exhibit 2 plots #hese changes. The chart shows that greatest change in the
amount of fundiﬁg expended per client served»ocgurred in the Western Region
where the per cbient figure grew by 27%. This is in contrast to a 5% increase
in the Southeast Region and only 1% in the Central ﬁegion, and a 5% decrease in
the Northeast Region.

Unfortunatély, the Department of Public Welfare did not keep records on
funds allocated solely for mental retardation services prior to 1980-1981. In
the years precedﬁng, DPW figures include support for mental health as well as
mental retardation services. Thus it is only possible to speculate on the
impact of the litigation on funding trends before and immediately after the
court order in 1?78. While the implementation of deinstitutionalization at
Pennhurst may have been a stimulus for' the iqcréase in the fortunes of the
Southeast Regio%,.such increases may also héve been part of trends that had
their beginning;prior to the Judge's decree.

Further, though the Southeast Region was first in the rate of growth in
the mental reta@dation allocation per capita, the allocation per mentally
retarded person in the regidn was a distant second. It should also be noted
that the Southeést and Central Regions lost population (1% and 2% decreases
respectively) during this period which may explain the high per capita
allocétion compdred to the lower per client served ratio.

Another question is whether or not the ovérall state expenditure for
mental retardation services —- including community as well as institutional
programs -- alsq increased in the Southeast Region during this period of time.

Unfortunately, we were unable to collect this information since the state does

not assign institutional costs to regions based on actual utilization.



Exhlblt 2

DOLLARS SPENT PER YEAR PER MENTALLY RETARDED
| PERSON SERVED BY REGION

1980 through 1984
in FY ‘81 Dollars.
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However, given that the rate of institutionalization per 100,000 is
substantially higher in the Western Region than it is the Southeast (and.has
been during the past three years), the overall aliocation'picture must be
somewhat more balanced, at least between these two regions. This should be
especially true given the fact that funds for the placement of individuals out
of Pennhurst have in part been deducted from the Pennhurst budget.

It is of course impossible to know whether the: increases in the amounts
of money allocated to the S;utheast Region in fact came out of funding that
would have gone to other regions in the state. For one thing, as noted above,
some of the fuﬁding available for the support of Pennhurst class members in the
community has come out of the Pennﬁurst budget. Further, the period during
which implementation of the decree took place was one of financial austerity in
the state and a time therefore when expansion of services was no longer the
norm. The extent to which the Southeast Region received more than its "share"
during this period will be further explored in the section on changes.in the

system.

Has the litigation influenced the state's utilization of alternative
funding sources, most specifically Title XIX?

The major source of federal income that had not been tapped for the
development of community resources prior to the Judge's order was Medicaid
funding for intermediate care facilities for mentally retarded persons
(ICF/MRs). Pennsylvania was not one of the states, like Minnesota, that took
advantage of Title XIX funding to refinance and expand community residential
arrangements during the 1970s. In fact, the coﬁ;ﬁﬁity services system in the
state is supported 85.8% by state funds compared to the institutional system
which receives only 55.3% of its support from the state (See Exhibit 3).

According to those interviewed early in the project, state mental

‘retardation staff were concerned that the ICF/MR model was too medically
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Exhibit 3
PENNSYLVANIA

Eight Year Total MR/DD Expenditures
By Revenue Source: FY 1977-1984

/nstrtutional Services funds

State Funda

a Other Federal Funds 1%

Federal ICF/MR Funds’
. Total Institutional Funds:$2.08 Billion

Community Services Funds
(Excludes Income Maintenance (SSI/SSDI) & Special Education Expenditures)

Stcte Funds

Other Federal Funds .1%

Federal ICF/MR Funds 10.5%

Total Community Doliars:$1.16 Billion .

Source: Braddock, Howes, & Hemp, Expenditure Analysis Project, ISDD, U of IL at Chicago, 1984
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oriented and that if artificially constrained the operation of small group
living arrangements with unnecessary regulations. In addition, state medical
assistance officials were concerned about the impact of a community ICF/MR
initiative on. the overall Medicaid budget even though the infusion of federal
funds would conceivably offset state mental retardation funds for community
living arrangements.

The plaintiffs argued on numerous occasions that use of the ICF/MR
program -- especially for small group living arrangements —- would increase the
general pool of‘funding available to implement the court decree. In April
1980, The Department of Public Welfare submitted a plan requesting an extension
of the July.1982.dead1ine for compliance with ICF/MR life safet& and other
requirements‘in the state's insfitufions.-:As part of their prspoéal tg bring
existing state éenters into compliance, tﬁe”Department presented an overview of
a proposed "15 beds or less' program. Regional HCFA staff stated that.the
proposal lacked detail and cited numerous issues that had to be resolved.
Negotiations between the Department and HCFA carried on into 1981 when the
state was finally given to understand that their proposals for small ICF/MRs
would not encounter any furtﬁer objections.

The Office of Mental Retardation developed a strategy for ICF/MR
development that was primarily focused on the conversion of existing community
residences —-- specifically, CLAs over three beds and some private licensed
facilities (PLFs) over 15 and under 15 beds. Funding generated from the
conversions was then to be reinvested in expanded services. Agreements were
worked out with the Department of Health regarding surveys and certification
and discussions were begun with the Office of Medical Assistance regarding
rates of reimbu;sement:-

It was also anticipated that some new ICF/MRs would be developed. New
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facilities, however, would be limited to under 16 beds and no new construction
was allowed. -The restriction on new construction meant that the development of
ICF/MRs for physically handicapped, non-ambulatory clients would be extremely
difficult since most existing structures would not meet Chapter 10 life safety
requirements, In order to explain the new program to potential and current
providers, the Office of Mental Retardation held workshops around the state and
generated a fair amount of cautious interest.

The development of small ICF/MRs began to run into problems in 1982 when
it became known that a reimbursement cap of $100 was being proposed by the
Office of Medical Assistance. Several providers were convinced that the level
of reimbursement was insufficient to cover the costs of care and began to have
second thoughts about moving into the ICF/MR program. They pointed to the fact
that this rate was less than the average costs for CLAs in the region.:
Additionally, zoning battles in the Philadelphia area all but halted the
development of ICF/MRs in that county.

Théugh the level of reimbursement was eventually adjusted and the rate
determination responsibility transferred to the Office of Mental Retardation in
1983, the momentum for the program definitely subsided. Further, the state
placed a limit on the number of small ICF/MR beds at 500. By 1983-1984, the

following ICF/MR beds had been certified in the community:

Private ICF/MR Beds by Region

1983-1984
16 or more 15 or less Total
Western 754 78 832
Northeast 247 34 - 281
Southeast 361 113 474
Central 111 126 237
1,473 351 1,824
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The above table showing the status of ICF/MR development indicates thaﬁ
the growth of small facilities did not'even reach the 500 bed cutoff and that
the largest impact was on the conversion of larger private licensed
facilities. Though the Southeast Region does have 113 certified small ICF/MR
beds and 361 larger facility beds, it is still a distant second to the Western
Region., This is in part explained by the fact that in Philadelphia, thelargest
area in the Southeast Rggion, no small ICF/MRs were developed.

Given what' we know about the limited community ICF/MR program in the
state, it does not seem to have been significantly influenced by the litigation
but rather by more general fiscal concerns and the necessity to "run down' the
census at state facilities. It may be that the initial impetus came in part
from court pressure, but the conduct of the program seemed to. have only a
passing connectipn with the implementation of the Judge's placement orders in
the Southeast Region.

The presence of the litigation may, however, have played a more
significant role in the state's posture vis-a-vis utilization of tﬁe Medicaid
community services waiver, Until the end of 1982; the state's plans for the
waiver only included pilot activities in Al}egheny and Philadelphia Counties.
However, in January 1983, Judge Broderick issued a second "impleméntation
order" mandating the provision of community living arrangements.for 143
residents of Pennhurst, 81 other members of the plaintiff class residing in the
Southeast Region, and 50 Pennhurst residents from outside the Southeast. Region
by the end of Juﬁe 1984.

In response to the Judge's order, the Commonwealth submitted a plan for
placements over the next year and a half. The plan noted that the state was
considering‘a Titlé XIX community services waiver application from Delaware

County in addition to the one already prepared for Philadelphia. The plan also
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noted that the Commonwealth defendants were '"seriously cdnsidering"
applications for waivers in the ‘remaining three counties. Following submission
of the plan, the suburban counties were notified that they had eight weeks to
prepare the requisite fiscal information in order to allow for submission of
the full waiver application by the end of June 1983. Meeting the deadline was
important in order to ensure retroactive payments for the period prior to the
end of the fiscal year.

Funds for the Title XIX services proposed under the waiver are scheduled
to come in large part from savings at Pennhurst Center as a result of the
decrease in population projected for the ensuing three years. Some additional
state money would be required to cover services not eligible for waiver
reimbursement such as household furnishings and other non-service costs. In
some counties, the amount of money saved by moving one client would in turn
generate funds to cover the costs of community based clients who are also
included in both the waiver applications and the Judge's January 14, 1983,
Order.

Most of those contacted during the latest round of key informant
interviews agreed that the move by the Department of Public Welfare to take
advantage of the waiver was in large part because of the pressure for
placements under the Judge's order. A change in the leadership of the
Department -- and a shift in attitude regarding the use of federal Medicaid
funding -- early in 1983 is also credited with influencing the decision to
pursue a broader waiver proposal.

Unfortunately for Pennsylvania, the pressure created by the litigation
appears to carry very little weight with the Health Care Financing
Administration which has still not approved the bulk of the waiver applications

for the Southeast Region (Philadelphia was approved last May). Initially, two
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issues are in contention: 1) the Medicaid cost savings that would result from
the phase down pf beds at Pennhurst and the expansicn of beds in the communify
are not sufficient (i;e., HCFA maintains that the community costs must be 80%
of the ‘institutional costs); and 2) the inclusion of additional community
class members is not acceptable.

More recently, HCFA has justified its prolonged deliberations regarding
approval of the. suburban county waivers on deficiencies found in the federal
review of the implementation of the waiver in Philadelphia. The most
significant problem appears to be the so-called "beneficiary of choice" issue
which requires that each potential recipient of waiver services be given the
option of rejecting the proposed placement. Since Pennhurst class members do
not have the option of remaining at the institution indefinitely,
operationalizing this federal requirement has been difficult for the state..
HCFA staff, according to state informants, do not consider the court order to
be a legitimate constraint. This also holds true in other areas where the
conflict between the federal court requirements and HCFA regulations resulted
in a finding of deficiency (e.g, federal plan of care requirements versus
transitional habilitation plan requirements). In fact, HCFA has requested that
the state take any reference to court-ordered procedures out of the guidelines
" for the waiver program. Numerous negotiating sessions between the state and
HCFA officials have not as yet resulted in a resolution of any of these issues.

Thus, though one can argue that the litigation has had an impact on the
state's utilization of alternative funding mechanisms, the ability of the state
to carry out its initiatiVeé has arguably been constrained by another actor
technically outside of the litigation -- the federal government. Problems in
ensuring acéountability among multiple actors for the implementation of complex

decrees were noted earlier.
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What Has Happened to Costs?

Is caring for. Pennhurst class members in the community more expensive
than caring for non-class members? Is it more expensive than the cost of care
at Pennhurst State Center? o _

Since the Longitudipal'Study began, key informants interviewed both at
the local and state level have maintained that the cost of community care for
class members is substantially inflated over the.cost of caring for non-class
members. The reasons cited include the counties' weakened bargaining position
with providers in contract negotiations because of the court pressure for
placement. From the provider's side, the reason for increased budget requests
is their concern about the level of disability of those coming out of Pennhurst
and the need to build all conceivable contingencies into their proposed
budgets.

HSRI's cost analysis shows that the relative cost of services provided
:under the court order compared to the cost of services to non-class members
velsewhere in thé Southeast Region is on the average higher. It is also clear
‘that. the cost of CLAs in the Southeast Region is generally much higher than the
:cost'in other regions.. Exhibit 4a shoﬁs the per diem cost by region (in
‘adjusted and unadjusted dollars) and the growth in costs over the past four
:years. As the graphs indicate, the per diem cost of CLAs in the Southeast
Region, $69.76, is substantially higher than per diems in the other three
regions which all cluster around $40. Growth in the unadjusted per diem cost
of CLAs in the Southeast Region during the years covered approached 35% which
' was matched only by a growth rate of 17% in the Northeast Region.

The.comparisons become more interesting when you chart changes using
constant dollars. As Exhibit 4b shows, in the four years in question, the per

diem rate actually went down statewide by 5%, while the rate in the Southeast

Region went up by 8%. The substantial difference may be explained by both the
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Exhibit 4A
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PER DIEM

‘Exhibit 4B

CLA COST PER DIEM BY REGION
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level of disability of persons served in CLAs in the Southeast Region as well
as by the cost of living in that part of the state.

With respeét to cost comparisons, the costlof'cari;g fdfufeﬁnhurst class
members, based on 1981-1982 figures, is higher -in Pennhurst State Center than
it is in the community. Further, the level of service provided for each dollar
spent is higher in the community than the level of service provided in
Pennhurst. These figures are based on an assessment ofﬂvirtuélly all relevant
service costs including room and board, administration, medical care,
specialized services (i.e., occupational therapy, speech and hearing, and
behavioral services), and case management.

The contention among key informants that implementation of community
placements for Pennhurst class members has created a class of community
services that is more expensive than the norm for such services in the
Southeast Region is undoubtedly true. It is also clear, however, that ﬁﬁe

care of class members in the community is less costly than at Pennhurst,.

What Has Happened to the Service System?

Has the movement of class members out of Pennhurst constrained more
balanced deinstitutionalization across the state?

Another contention made by several key informants ~- especially those at ~
the state level -- is that concentration on Pennhurst has constrained
" deinstitutionalization in other parts of the state and meant that many higher
functioning clients remain in institutions in favor of the more disabled
Pennhurst class members. There.are several ways of approaching this question.
First, Table 1 shows the changes in the resident populations of state centers
and mental retardation units from 1977-1978 to the present. The Table shows
that the overall reduction in institutional population roughly between the time
that the Judge issued his initial decreeAand the présent time was approximatély

33%, and the median reduction was 15.5%. However, during this period, the
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FACILITY

Allentown MR Unit
Clark Summit MR Unit
.Cressan Altobna
Ebensburg

Embreville

Hamburg

Harrisburg MR Unit
Laurelton

Marcy

Mayview MR Unit
Pennhurst

Polk

Selings Grove
Somerset MR Unit
Torrance MR Unit
Wernersville MR Unit
Western ‘

White Haven

Wood Haven

Wood Haven Extension

TOTALS

TABLE 1

RATE OF CHANGE IN RESIDENTIAL CENSUS IN STATE
CENTERS AND MENTAL RETARDATION UNITS

37
51

1977/78

367

855
302
703

65
376
238
120

2,001

1,274

. 108
89
47

540

816

. 1,367

268
91%*

9,716

1983/84

41
42
135
614
298
. 433

520 .
544

267

6,513

11%
20%
633
28%
1%
38%
100%
3%
1003
43
54%
42%
20%

2%

CHANGE

No Change

4%
4%
33%
4%

No Change

MEAN

MEDIAN

* These people were integrated into the general population at the

Philadelphia State Hospital or other State Hospitals.

Source: Office of Mental Retardation
Dept. of Public Welfare

Harrisburg, PA
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state closed Marcy Center (238 persons), the Mental Retardation Unit at
Harrisburg State Hospital (65 persons), and Cresson Center (120 persons).
During;this séme periqd,.?ennhurst Center reduced its census by 775 or by 54%.
Interestingiy, Polk Stége‘Cénter in the Western Region, a facility often paired
with Pennhurst State Center becaqge of its age and size, declined by 427% or:by
847 persons ~- 72 mére‘thagffhé“T;dugtidn at Pennhurst.

Another way of viewing deinstitutionalization is to assess the decline in
institutional population by region. Exhibit 5 shows the rates of institutional
utilization among residents of the four regions in 1977-1978 and 1983—1984n
compared to the ré;es of'ufilization of community-based CLAs. The greatest ,
decline in institutional population during this period, 39%, was in the
Northeast Regiqn which went_f;qm?§3 ;egidgggs“pgr‘IO0,000 to 50 persons per
100,000. Tﬁe ;écﬁn& greatest déciiﬁé'wéswi;ﬁtﬁéfWestern Region which went frdﬁ
95 residents per 100,000 to 65 residents per 100,000 -~ a 32% decrease. ‘Thé -
Southeast Region was next with a decrease from 68 to 50 residents per 100,000,AV
or 26%; and the Centfal.Region sﬁbwe& the smallest decline with a reductioﬁ'of’
18% or 68 to 50 per 100,000.

These figures suggest that as of this writing, the state has pursued a
more or less baiancéd apﬁrqach §0vth§ reduction of state center beds in each
region of the state. In fact the‘pattern in the last six years amounts to.én
.equalization of rates of institutionalization among the regions, Specificélly,
the discrepancy of 30 residents per 100,000 between the highest and lowest"
region\narrowed to 15 residents per 100,000 in the last fiscal year. On the-
'\other hand, é:trufy bélénéed policy;gauld have concentrated even more resources
“on the Western Region given its higher residential population. i
Whiie”it‘lé obvious thé£'Eﬁe;iigié;éioﬁfaﬂféc;éﬁFﬁhe reduction of the

population at Pennhurst, it is not clear that it significantly constrained
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Exhibit 5

POPULATION IN STATE INSTITUTIONS AND NUMBER OF
| CLA BEDS | -
PER 100,000 BY REGION — 1977-1978 and 1983-198
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deinstitutionalization elsewhere .given the rates of decline in the other three
regions. .In fact the one place where deinstitutionalization may:haﬁe been
unevenly carried out is in the Southeast Region where.the placement of
individuals out of other institutions in .the area was slowed because-of the
priority put on the placement of Pennhurst residents into the five- county-areas-

Other factors such as the~need.tO‘reduceuinstitwtional populations in.
order to meet Medicaid compliance requirements and maintain federal-
reimbursement were also at play during this timé period and figured in'the“
planning for institutional reductions around the state. More recently, the..
state announced that it will:close.Pennhurst State Center in_ the next two - - .
years, ‘an action that may very well place the Southeast Region significantly.
ahead of other regions in the pace of deinstitutionalization. More

importantly, it may place-even more constraints on placements of non-class'

members out of other institutions within the.region.

~.Has the decree hastened the expansion of community living. arrangements't
in the Southeast Region of Pennsylvania compared to other areas of the- state?

v

IOne of the questions posed to all key 1nformants dur1ng the last‘round of
interviews wasvwhetherhor not the decree hastened the development of commdnityiw
resources’in the Southeast hegion; The ansoer in almost all instances nas a
resounding yes.> The data; however, show a less clear picture.
So far 1n.theﬂanal§51s, we hare shown that the allocation of resources

per capita to the“SOutheast Region clearly gren at a higher rate than
' allocations to other regions, and th0uéh the allocation‘per client served.did
not grow at the same rate, it was already s1gn1f1cantly higher than in the
tother regions. It is also clear that the costs of prov1d1ng community liting
‘arrangement services 1n the SOutheast Region are theihighest in the state.flThe
remaining question is,.did all of this noney result is a significantly‘expandedi

.system?
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Exhibit 5 shows that the.Southeast Region, in 1977-1978, had the lowest
'number.of CLA beds per 100,000 population and still has the lowest number of
beds. .Ali three of the other regions started out the period with a higher bed
‘ratio and finished the period with a higher ratio. It is true that the rate.of
increase during this~period is greatest in~the.Southeast Region which
experienced a 437 increase -- the Northeas;-was hext:with 36%, the Central
 Region grew 27%, and the Western Region only 5%. |

_Exhibit 6 provides a slightly différent slant on the question by showing
the growth in the absolute number of CLAs in each region over the six year time
period. This chart shows that in actual numbers of CLA beds as well as in beds
per capita, the Southeast Region is by no means . the leader, but is a somewhat
distant second to the Western Region.

The.problem encountered in analyzing this proposition is that the
Southeast Régién started out the study period behind the other regions in CLA .
*deve;opment and ended the period in a similar, althoﬁgh somewhat more favorable
position. The 43% increase AOeg outﬁaée the othér regions butvis ﬁof that much
ahéad of the 36Z.gaiﬁ gﬁ.CLA béds per cﬁpita in.the N&rtheést.. Why ié it then
_ that so many interviéwees-noted the dramafic gains in the Southeast Region? |
One ré;son is.that it feels as though resource.devélopﬁent has'speedea up in
'the~region'becaUse of the amount of effort involved in iﬁplemehting the court
order including preparation of expanded IHPs, development of new case
management mechanisms, preparation of plans'to meet placement schedﬁles, and
all of the other details of cémpliance.

 Another explanation is that the development of resources for more
seriously disabled individﬁals with long histories of instifutionalization has
in fact speeded'ﬁp over the—previOus pace. Data on the clienfs being séfved in

the CLA system statewide prior to the court decree showed that persons with

286



NUMBER OF CLA BEDS
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Exhibit 6

NUMBER OF CLA BEDS BY REGION
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severe and profound disabilities were in the minority. Given the levels of
disability among Pennhurst class members, the movement of 460 persons into the
five county area clearly required a speed up in the development bf a special
class of resources -- residential and day habilitation services capable of
meeting the multiple needs of this previously institutionalized population.
Unfortunately the state was unable to provide data showing the trends in the
level of disability of CLA residents over time in the four regions so we are
not able objectively to verify that the Southeast Region is serving more
disabled clients.

Has the concentration of resources on Pennhurst class members increased
waiting lists for community living arrangements around the state? Has it
increased waiting lists of non-class members in the Southeast Region?

As noted earlier, project staff canvassed'ali county mental retardation
programs by phone to ascertain whether the presumed focus of resources on
" Pennhurst had limited the ability of county programs to meet the needs of
non-class members for residential services. The measurement that we chose.waé
waiting lists fof CLAs in 1977-1978 and 1983-1984. The results are not
entirely clearAfor a variety of reasons. First, many counties did not keep
waiting 1§sts as early as 1977-1978 since the CLA program was still quite new.
Second, because the maintenance of a waiting list is not required by the state,
the nature of the waiting list varies ffom county to county. For inst;nce,
some cpunties inclpde persons in institutions on waiting lisgs for community
placement and others do not. Some céunties only include those individuals
whose need for residential services constitutes an "emergency," whereas other
counties include individuals whose need is likely to occur in the future.

Some of the information collected, however, is useful in providing
general insights into the distribution of need arouﬁd the state. For instance,

anecdotal information provided by those canvassed suggests that counties vary

288



widely in both_their pe;ception of need and their level of resources. - Some
counties stated that their waiting lists had declined. over the period because
of recent CLA development. Others noted that. the waiting list had stabilized, . |
but that those that were currently waiting fér,servicesmwere more disabled ;hgn.
six years ago.  Others noted that thgi;_waiting lists were increasing and felt
they would continue to increase into_the ﬁorgseeab1e fqture,

Many of those contacted had experiengeq a peripd of v;ftuallylno growthﬂ
in services especially during the past few years. .These same individuals.were
most likely to blame the Pennhurst litigation for a paft of their ills. . Other
respondents had experienced_some growth in CLAs -- particularly thosgfqhggn
benefited from the dispersal at Marcy Center in the Western Region. . Still,
others noted that the growth in family resource services had: reduced the.demand
for CLAs in their areas. Almost all of those. contacted, howgver,mseemeqagp;
agree that, the litigation to one side, persons moving out of institutions were
receiving the lion's share of resources thle:thqse‘yaitingnfor‘serviceg}jn the.
community were losing out.

Waiting list information for the current pe??odkis somewhat more :eliable
than in earlier years since most counties ﬁave»now routinized the process.
Keeping in mind the differences in criteria for waiting list inclusion, the
aggregate numbers still raise some interesting questions, The following chart
shows the current waiting lists by county.

CLA Waiting List By Region (1984)

Total # # Per 100,000

Southeast Region. 3,038 82
‘Northeast Region 174 9
Central Region 695 . 27
Western Region . 552 15
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The magnitude of the figures for the Southeast Region is particularly startling
given the fact fhat only four of the five counties are rebreseﬂted (Delaware
-did not pfoVide any information). That the Northeast Region has the lowest
waiting list is not too surprising since it has the highest number of CLA beds
per 100,000, Figures for the other ‘two regions also make some intuitive sense
because of their resource levels and growth patterns. But these same factors
certainly can not explain the.iﬁCrediblé discrepancy between the figures for
the Southeast Region and thelrémainder of the state.

Aside from some possible quirk in demographics among the four regions
(e.g., more aging families with retarded offspring in the Southeast Region,
etc.), and the fact that the Southeast Region has the lowest number of CLA beds
per 100:006; the magnitude of the waiting list in the Southeast Region by
compariéoﬁfto the rest of the state has likely been influencéd'by the
litigatibﬁ; The impaét'of the court-mandated placements,'however,'is more
subtle than merely creating waiting list demand for CLA slots preempted by
Pennhurst class members -- the number on the list is far too high. EQen if you
subtract Ell of the 460 bebplé placed out of Pennhurst into the Southeast
Region on the theory that all 460 of those slots would have gone to other
disabled individuals, the;e are still more than 2,500 people waiting for
services, more tﬁan 1800 ﬁofe than the next closest region. What appears to
have happened is that the litigation and the ongoing publicity surrounding the
implementation of community living arrangemenfs for class members has raised
the expectations among many families regarding possible placement for their
family member.

‘In order to validate this speculation, county personnel in the Southeast
Regi&n were recontacted and asked whether they could explain the volume of the

waiting lists in their region compared to the other regions in the state.
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County respondents offered several possible factors that may be responsible
for the disparity including the density of population, the lower number of CLA
beds per capita, and the urban character of the area. All agreed, however,
that the the litigation played a role in increasing demand because of the
publicity surrounding the cése and the increased Yisibility of community
services, Further, because resources had been diverted to serve those coming
out of Pennhurst, community clients who otherwise‘qight have been served were
now on the waiting list.

Has the litigation affected the general pattern of resource allocation
in the state? T

‘So far in the analyéis, we have just Beeﬁ'diéég§sihg two types of
residential arrangements -- small community living arrangements (uSually:th:ée
persons or fewer), and state institutions. In Pennsylvania, there is aﬁdéhéf
type of residential category called private licensed facility (PLF) which can
ra;ée anywhere from nine beds to 600 beds. PLFs.provide prgg;amming.thégtié{
roughly similar to CLAs, but they are considéfédfb§,soﬁéZESlgé‘ﬁore W
institutional in character given the largé sizelof some of the facilities;. On
the average, PLFs are less expensive than CLAs and also tend to serve mére
children. Though PLFs are not as heavily utilized as institutions or CLAs;il
they are none the less a keyvipgredient in the mental retardation and complete
the picture of resourée &iétribution'among.the regions,

Exhibit 7 shows the growth in the number of PLF beds by region over the
past four years. This exhibit whows that the Southeast Region is a
sinificantly heavier user of PLF beds than any other region and continued to be
over the course of the four yeér period for which data are available. It also
appears that}the rate of groﬁtﬁ in PLF beds in the Southeast Regi&n Qas greater

than in other regions -- a fact which could only be very indirectly related to

the litigation since virtually no class members were moved into PLFs,
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The wide discrepancey between the Southeast and the other three regions
can in part be explained by the presence of the two largest PLFs in the state
~—- Elwyn Institute and the Wood School.

Exhibit 8 shows that complete picture of residential bed use among the
four regions -— institutions, CLAs, and PLFs. éumming across type of
residence, the number of beds per 100,000 by_region is as follows:

Total Residential

Region beds per 100,000

Southeast 105 | | f”
“Norﬁheast’ v . 100

ZCe;fral' S S i60
 Western 115

Thus, in terms of total resources, the Southeast Region is second to the
Western Region. The picture that emerges of the Southeast Region is geia?iveljf
low institutioﬁ_ﬁéé; v¢g¥ high PLF dée,,an@,moderate CLA use. Without thé
litigation, this pict;ré wéﬁld have bééﬁjeven.more heavily skewed toward

dependence on institutions and larger PLFs.

Has the Pennhurst litigation overextemded the capacity of community
services providers? B

This is a difficult proposition to. address given the lack of any‘:

systematic surQey df!p;gvfaéﬁs in EhéiS§utheast Région and in the restxéfwghe
state where Pennhurst qlass members have been placed. The task of asséssing
system impact'waéis;iginally part of the Longitudinal Study, but was
discontinued because of funding cutbacks and the slowness of
deinstitutionali;ation in.the early phases of,;hg project. There are, however,
strands of informétioﬁ f;Lm“ot£er paié;géf ﬁhé §f;&y-£H5tjcan help to shed some

light on the issue.
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First, the data on client progress pre and post relocation from Pennhurst
now clearly show that class members moved to the community have made gains that
are significantly greater than those made by individuals who remain at
Pennhurst. With improvements at three data points in the community, the Temple
researchers can now say with some confidence that the growth they are observing
is truly growth and not merely the opportunity to exercise skills that were
dormant in the institﬁtion'(é.g., the opportunity to cook a meal —- one of the -
items on the Behavior Development Survey —- is not available in the institution
but is in the CLA). This documented progress would tend to support the o
contention that providers havé not been overwhelmed bﬁt, to ‘the contrary, have
successfully met the‘needs'of'thbsé”ﬁefhbhs‘thét”have'been placed.

Another source of information about provider capacity comes from the key
informant interviews. Questions about the ability of the system ‘to absorb
"more difficult" clients have been asked thrbughodtkthe study period.” In the
initial few years, there was a great deal of concern expressed regarding’
provider capacity both by providers themSelvesland'codnty'staff.'Céunty“
persoﬁnel notedi;ha; it was diﬁficultHap first to get réépgnses’to-ghéirﬁ
requests for proposals to serve class members;>'?;6vi@ers‘ﬁere‘coﬂéerﬁed that
there would not be enqugh funding;go cover the multiple needs 9f férmer
Pennhurst class members. In'a study conducted by Government Studies and
Systems in 1980, a random sample of pfqyideré in the Southeag; Regiop‘was
interviewed'to dete;mine their pgrceptions apd characteristicé. Qne.of Fhe
interesting findings at that time wésztﬁat‘many of the;proyidérs‘COming forwafd
to serve Pennhurst class members were new q;ganiza;iqnﬁ that had ppt.:
traditionally provided services in the cdunty. One of the db?érQations in the
analysis'was a caution about the sophistication and smabilifyiof these new

agencies, especialiy'giVen the difficulties presented by formerly
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institutionalized individuals.

More recent interviews, and the last round in.particular, showed little
if any of the anxiety about provider capability apparent in the initial phases
of the study. In fact, there was a certain amount of pride among many‘of the
key informants regarding the accomplishments of the community system and its
ability to cope with the needs of persons with severe and profound
disabilities. Conversely, staff in one county program still have reservations
about the ability of small group living arrangements to serve all persons
regardless of handicap and have plans to mer their remaining class members to
a large private licensed facility.

In order to gain a firsthand impression of service quality in the
community, project staff also met with several site reviewers who are
collecting data for the.Temple/Special.Management Unit monitoring system. The
monitors noted several evolving problems they had recently become aware of
through their contact with agencies providing services to class members in the
community. Thé points raised are summarized below:

e Training in the concepts of the Program Analysis of Service Systems
(PASS) (Wolfensberger and Glenn, 1973) has been eliminated from the
curriculum for residential care staff and, as a result, staff are not
as conversant with the principles of normalization.

o Turnover in some of the residences means that staff are not always
. familiar with the individual problems of some of the residents.

e The two areas where some agencies are having difficulty are medication
administration and behavior management.

e As agencies have grown, the level of bureaucracy and routine has
increased, which to some extent diminishes the spontaneity and degree
of "normalness" of the setting.

v

e Agency administration has been strained in some instances (e.g., one
-agency had four directors in three months).

All of the site reviewers agreed, however, that the procedures instituted by

the Pennhurst decree improve.the conditions for class members compared to
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non-class members. As an example, they noted the requirement for periodic
medical evaluations.

The reviewers suggested that many of these problgms were the result of
rapid growth which in turn placed stress both on program management and on
direct care staff. They also concluded that some of the problems they were
seeing may be the inevitable result of a shift from a small ﬁumber of agencies
énd residences to a much more complex provider system with the same demands as
any large organization for more bureaucratic procedures and structures.

Anecdotal information gathered during phone interviews with county staff
in the other three regions of the state show a mixture of anxiety and
gratifj;{tion'about the placement of Pennhurst class members. Many of those
canvassed sound much like county staff in the Southeast Region in the early
phases of ggpnhurst‘deinstitutionalization. Respondents noted problems in
securing medical support and the fact that their case managers were not as
equipped to handle the transition as the Pennhurst caée managers whose cases
were sigﬁificantly smaller. Others noted that the documentation requirements
were onerous and took time away from their other responsibilities.. 0ﬁ the'
othgr hand, some county personnel noted that caring for returning reéidents of
Pennhurst had helped to increase provider confidence. Some mentioned a sense
of pride that they had brought all of their local citizens home from Pennhurst
and that these individuals were doing surprisingly well in the community.

In general, the problems and stresses in the system reported both by
in~-region and out-of-region interviewees have to do with a variety of ancillafy
services. One area is medical care. In a recent case brought before the
Hearing Master, an out-of-region class member was eventually sent back to
Pennhurst for medical evaluation and treatment. None of the medical resources

in the communityﬂwhere he had been placed responded to his medical needs let
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alone diagnosed his problem (which turned out to be malnutrition caused by scar
tissue in the esophagus and a broken hip). Another problem seems to be the
relationship between the mental health and mental retardation system. In
several cases that have come before the Hearing Master, Pennhurst class members
have found their way into mental hospif&ls énd, in at least one instance, given
inappropriate levels and types of psychotropic medications. The issue of drug
administration in community living arfangements has also come up in selected
cases reviewed by the Hearing Master and a concern for the inaﬁpropriate
administration and/or utilization of particular drugs is echoed in some of his
decisions.

Another way of viewing the capacity of providers t& deal wiﬁa sefishéiy :
disabled clients has to do with their stability and viabiiity over time. Such
stability is particularly important to the well-being of such individuals given
their level of vulnerability and need for lifelong superviéion. One Eoﬁnty is
‘attempting to ensure such stability by limiting coﬁtracts for.progfaﬁfexpahéion
to largé agencies with knowﬁ track records for program management an& proéram
development.‘ By narrowing the field in this way, the county is maximiZing:the
system's continuity.  But on the other hand it is also locking out small
specialty providers and new agencies willing to experimént and innovate.

Moét recently, key informants in the state have noted a small but
increasing phenomenon -- providers going out of business. An estimafe provided
by one state interviewee indicates that about 20 providers have gone out of
business (or are no longer -providing services in the Southea'st Region) since
1977-1978. 1t was not known how many beds were lost nor the extent to which
this figure differed from rates in other regibns. Expianations for the
turnover included the impact of delayed paymeunts on small ageﬁcies, county

dissatisfaction with service quality, lack of administrative capabilities, and
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misappropriation o% funds. As noted earlier, some of these problems may be the
direct result of'r%pid growth and are to be expected in any industry-undergbing
such major change.

The Temple data also shed light on the issue of stability. A recent
sub-study (Conroy, Feinstein, & Weiss;p 1984) of community residences sér?ing
the study population from 1980 to 1984 showed that of 269 home4s, only 53.2% or
143 remained at the same site and were operated by the  same provider.’ Nineteen
more homes were still at the same site but operate& by a different provider,’
bringing the total of homes physically at the same location to 60.2%. The
remaining 107 homes were no longer at the same address. It is not clear
whether homes in this latter grbup were still operated by'the same provider.
Though these data are only fragmentary, they do raise a concern regarding both
the étability of residential arrangements and the impact of moving from one
home to another on the severély disabled residents.

The tentative analysis of this proposition, therefore, sUggéSts that by
and large providefé have been succe4ssful in dealing with Pennhurst élass
members, particularly in light of the data on client growth and development and
the change in attitutdes among key informants in the Southeast Region.

However, problems still remain with the provision of generic services
especially medical care and mental health care in some areas. Further, the
need to bureaucratize functions in a.larger system may unduly
"institutionalize" the provision of community services. Finally, the issue of
financial s;ability - aiways an issue with parents ~- remains a serious
concern and.one that shéuld.be probed further.

What Has Happened at Pennhurst?

Because of the court's scrutiny, have resources devoted to Pennhurst -
State Center been greater per resident than in other centers in the state?
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As noted earlier, the intent of the plaintiffs was to establish a system
of services for Pennhurst class members in the community. Advocates for the
class eschewed the type of institutional improvement remedies installed
elsewhere because of the ultimate cost and because of a conviction that the
institution could not provide a constitutionally acceptable level of
habilitation. Therefore the remedy sought only included mandates regarding the
protection of rights (e.g., regarding the administration of medications, use of
seclusion and restraints, etc.)'and the establishment of a narrow range of
improvements in care (e.g., provision of adaptive equipment, etc.). The
.initial theory was that since the institution was to be closed in a relatively
short'period of time? the development of more elaborate improvements would not
be necessary.,

In fact Pennhurst State Center is still open six years after the decree
and will be open for at least another two years based on the dgfendant's plan
for closure._ Further, the decree, certainly until recently, has placed the
institution in_a_somewhat favorable position vis-a-vis maintenance and, in some
instances, enriphment of services

For instance, in the first few years following Judge Broderick's original
order, Pennhurst avoided the cutbacks in staff complement that were experienced
by other centers in the state. Those interviewed at the time suggested that
the reason was.that the institution was in the public spotlight and that on
ﬁore than one.occsion plaintiffs' lawyers had gone to the Judge to head off
possible layoffs. Also during this time, Pennhurst signed a contract with the
Northeast Emergency Medical Association to provide medical care at the
institution. The consummation of the contract -- which was unique in the state
-- came after some so-called "suspicious" deaths at Pennhurst which were

attributed to incompetent medical personnel by the lawyer for the original
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plaintiffs. That contract, which at the time was for approximately $1,000,000,
greatly improved Qédiéal care at theafééility and contributed to an escalating
per diem rate.

Exhibits 9a.and 9b show the growth in medical assistance per diem rates
at state centéfs for mentaliy retarded persons between 1977-1978 and 1983-1984
in adjusted and unadjusted dollars. The bar graphs indicate that Pennhurst
perdimes are the secoﬁd highést in the state. At the beginning of the period,'
the center's pe;diems were slightly below the median of $72.52, and aréznow
projected to be $21.00 over the median of $139. Like many per diems for state
centers in 1983;1984,.thé most recent figure is a decrease over the preyious
year's figure of $185. Thus, though the per diem at Pennhurst Cénter continued
to grow rapidlylﬁollowing,thgﬁlitigétion, it is now beginniné?&é:decline in
spite of the faét that tﬁere are fewer residences to carry tﬁ; éfxeduo;erhegd.

Most reéeht1y3 ﬁdﬁévgr, &he picture at Pennhurst has bé;uﬁitgmphange{f,As
the populatiog Qecliné has .sped up and the state's intenfionvto~916;é:§ﬁe
facility has béen,made public, staffing conditions at Peﬁnhufsi Aaﬁé.éﬁiftéd.
First, several mid-level professional and other staff have lgfﬁ-the facilig; to
takg,permanenﬁ jobs elsewhére. Administrative personnel have been cut back.
Some direct care staff are also moving into vacancies in other institﬁéions,
and the superiﬁ&éﬁdent‘haé been using part-time personnel (usually drawn from
the ranks of former Pennhurst employees) to fill in the gaps on the units.

Informants in other states contacted for the earlier comparativé{:
analyses, cited problems in maintaining the level of care in an institg?ion
that is on ité'wayﬁto closure. The loss of key personnel and the lowering 6f
emplqyee morale were'notéd as two key factors. Conversafions with Penﬁhurst
staff indicate that they are very aware of the potential problems and have

tried in a variety of ways to head off morale and other problems including
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promoting a newsletter that allows staff to air their grievances and that also
gives the administration an opportunity to squelch counterproductive rumors and
conjecture about layoffs and unit consolidation.

The administration at Pennhurst is somewhat sensitive about plaintiff
concerns regarding monitoring during the phase down of the facility. Since the
Office of the Special Master was disbanded, regular third party monitoring has
.ceased, though third party monitoring in the community was taken over by Temple
University. State staff maintain that monitoring at Pennhurst is now the
responsibility of the facility as well as the Pennhurst Implementation Team
(PIT). In response to concerns about the adequacy of such monitoring,
Pennhurst staff point to their previous performance (e.g., the uncovering of 69
separate instances of abuse by Pennhurst administrators compared to the
relatively low level of complaints uncovered by 0SM). In a letter written to
the project director, Pennhurst administrators (Kopchick and Pirmann, 1984)
further note:

In our estimation, the best protection for our clients is guaranteed by

the provision of competent management staff, and those resources

identified by that staff as necessary to successfully operate the
facility over the next two years. The Commonwealth has provided those
competent managers and, so far, they haven't skimped on resources.

Certainly, these will not be easy years and the loss of key staff,

especially therapists, poses a problem, but we are doing what we can to

‘maintain our level: of services. We can't rationally ask or expect people

to hang on here and pass up new employment opportunities elsewhere but we

are going to do what we can (and whatever is needed), by hook or by
crook, to insure that no client suffers.

Further, in response to concerns about the potential deterioration of
morale at Pennhurst, staff mentioned that a surprise visit had been paid to the
facility by the Residential Services Committee of the Pennsylvania Association
for Retarded Citizens in order to check out concerns expressed by the Hearing

Mastéf.? The result, according to Pennhurst spokespersons was that the PARC

monitors were impressed with the good morale and the high quality of
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interaction that they witnessed during their tour.

The answer to the question about conditions at Pennhurst as a result of
the litigation is, therefore, somewhat complex. During the first phase of the
litigation, Pennhurst was insulated from the effects of the state's financial .
austerity policy. In fact during this time it actually enriched its services
particularly with respect to medical care. However, it would appear that in
the next and more than likely the final phase, conditions at the ‘institution
will change in spite of the best efforts of an able facility management team.
In part, this is because of the inevitable departure of specialist staff (e;g.,
physical therapists, etc.) to other jobs and in part because of the
unpredictable character of the phase down because of delays in the approval of
the community Medicaid waivers. The former means a less rigorous level of
programming and the latter makes it difficult to predict budget and staffing
requirements.

What Has Happened to State Policy?

Has the litigation resulted in changes in statewide policy in the area
of mental retardation.

One of the clear tests of the impact of broad scale litigation is the
extent to which any of the reforms it embodies are ultimately institutionaiized
in ongoing public policy. In terms of this proposition,.there.are sevgral
areas of the decree that are potential candidates for statewide
implementation. The first, and perhaps most important, has to do with quality
assurance and monitoring. This function, which was previously carried‘out'by»
the Office of the Special Master, is now beiqg conducted by the Commonwealth
through the Special Maﬁagement Unit. The aétivigy involves the review of
transitional habilitation plans.(TIHPs) and individual habilitation plans.
(IHPs), individual client monitoring at scheduled intervals and in respoﬁse to

complaints, the collection of level of functioning information, and the
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assessment of the living environment (the latter two activities are carried out
by the Temple‘Developmental Disabilities Center under contract with the
Commonwealth).

Key informants interviewed in the Southeast Region are basically positive
about the monitoring although some county officials were concerned about the
accuracy of the data being collected and others questioned whether the state
had a legitimate role in monitoring services. These individuals pointed to the
provisions of the Mental Health and Mental Retardation Act of 1966 and noted
that such functions were left primarily to the counties to perform.

Issues of statutory c&nstruction to one side, it does appear that quality
assurance and monitoring -~ in roughly the form currently mandated by the
decree ~- will become an integral part of the state mental retardation system.
Evidence of the commitﬁent can be seen in a $400,000 line item in the 1984-1985
state budget for quality assurance. According to state officials interviewed,
this funding will be used to extend the Temple monitoring, to install a quality
assurance unit in each of the other three regions (although not as extensive as
the Special Management Unit) and to expand case management resources for
individuals coming out of institutions in other parts of the state.

Another area where the decree appears to have had some influence is with
respect t§ IHP procedures. The procedures developed by the Office of the
Special Master were subsequenﬁly revised by the Special Management Unit during
the period of transition. It now appears that some version oé those procedures
will be used statewide.

The most striking bolicy change can be seen in the state's decision
announéed in the Faif of 1983 to close Pennhurst., It is hard to know whether
to attribute this decision to tﬁe 1i£igation since the state staff always

maintained that they wanted to substantially reduce the census at Pennhurst.
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However, most of those interviewed were clear that without the presence of the
litigation as a political shield against union, parental and legislative
opposition, it yould have been extremely difficult to carry out such a policy.
The state maintains that it was in fact the waiver that ultimately made it
financially possible to close the facility, but without the census reduction
that had already taken place based on the Judge's orders, there would not have
been enough cash saviﬂgs to reinvest in the community.

The real proof of.the permanency of some of ﬁhe court-ordered procedures
lies in the settlement agreement which clearly requires the maintenance of the
TIHP and IHP provisions, case management protections, and fhe tﬁird party
monitoring of client progress and client environments. Though the consent
agreement narrows the definition of thé class somewhat (i.e., by eliminating
those who were on the waiting list for-Pennhufst), it still maintains the
Special Management Unit aqd other entities established to protect the rights of
class members. The continued presence of these procedures, at least in the
Southeast Region, provides.a model for the rest of the state.

Conclusion _
The above analysis begins to fill in the picture of the effects of the

Halderman v. Pennhurst litigation on clients, their families, service costs and

funding, the service system, the institution, and on state policy. The

following summarizes findings in each general area of inquiry:

What Has Happened To Clients?

The quantitative studies conducted by Temple indicate that class
members have improved in terms of growth and learning once they make
the transition to the community. Further, family members tend to see
community programs as beneficial once their relative is placed,
although they still maintain concerns about the stability of living
arrangements. Clients themselves express positive feelings about

“living in the community. Some of the cases that have come before the
Hearing Master, however, suggest that problems have developed for some
class members including problems with medical care and with the mental
health system.
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What Has Happened to Funding

Because data on funding by region was not available before 1980-1981,
it is difficult to determine whether funding for the Pennhurst decree
came at the expense of. programs in other parts of the state. What is
clear is that the Southeast Region has significantly higher per diem
rates for community living arrangments than other regions and has a
higher growth rate in CLA beds, but the region is a distant second in
CLA beds per capita. . With respect to federal funding, the litigation
was only a partial stimulus to the development of small ICF/MRs in the
-community. Other factors, -such. as the need to '"run-down" the census
at institutions statewide, seem to have been greater motivations. The
litigation does appear to have been a spur to the application for the
community services waiver under Title XIX.

What Has Happened to Costs

Though the cost of serving class members in the community is more
expensive than serving non-class members both in the region and around
the state, class member costs in the community are still less than
they are at Pennhurst State Center. Further, the value of services in
the community (i.e., the amount of service provided for the dollar
"spent) is greater than at Pennhurst,

What Has Happened to the Service System?

The litigation does not appear to have constrained
deinstitutionalization in other parts of the state. It certainly has,
however, hastened the development of community services in the
Southeast Region. The litigation also appears to have contributed to
increases of waiting lists in the Southeast Region (but not in other
parts of the state) because of publicity surrounding the lawsuit and
the concentration of resources on class members. Finally, the _
litigation has certainly forced providers in the Southeast Region to
develop a level of skill and capacity beyond what they would have
under normal circumstances. Some providers, however, are beginning to
show' the strain.of rapid expansion.

What Has Happened at Pennhurst?

In the initial- stages of the litigation, Pennhurst was insulated by
the litigation from cut-backs made at other institutions. However,
now that closure has been announced, conditions have changed and the
enrichment experienced during the period after the decree will almost
certainly begin to recede.

What  Has Happened to State Policy?

The litigation does appear to have had a permanent impact on state
policy -- especially in the areas of quality assurance, case
management, and individual client planning.

The.policy implications of these findings will be discussed in the final

chapter.
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Introduction

One purpose of the Longitudinal Study was to explore the use of oiess
action litigation as a tool for the reordering of services to persons with
mental retardation. A second and distinct purpose was to assess the
implementation of an extensive deinstitutionalization activity, however
initiated. In some ways, the qualitative policy analyses were a vehicle for
fulfilling the first purpose while the quantitative studies carried out the
second and equally important objective. After five years of analysis ~- an
almost unprecedented length of time in social science research —-- the two
purposes have meshed and intertwined as the qualities of the litigation have
interacted with the process of deinstitutionalization.

In many ways, the richness of the study can be attributed almost entirely
to the presence of the court decree —-- not just because the decree required
the state to move mentally retarded people out’ of, Pennhurst State Center into
the community but because the litigation placed\a spotlight on the system and
speeded up the process of change. The spotlight of the lawsuit also ‘made the
process more self—cohscious and apparent. All of this made it possible for
the researchers to observe phenomena that otherwise would have been obscured
=by time and a multitude of confounding and contradictory factors. Like time-
lapse photographyf"the litigation exposed the change process to the naked eye
and made it possible to see both the strengths and weaknesses of community-
based care in strong relief.

While itlis difficult to bring the complex themes together in a short
space, this concluding chapter integrates the work of the two research teams
-— staff of the Human Services Research Institute who chronicled the general
history of the case, examined a number of specific implementation issues, and

conducted the major analyses of comparative costs; and analysts from the
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Templé University Developmental Disabilities Centef/University Affili#ted
Facility who studied the human impacts of moving residents‘from Pennhurst
Center to.community settings under the Pennhurst court ordef.

In the first‘ﬁart of the chapter, we provide a summary of whét-we have
learned. These findings are summarized as a prelude to the second.part of the
chapter ih which we apply these findings, to the extent scigntifically

permissible, to specific recommendations forvfederél, étate; and local action.

Fihdings of the Quantitative Studies

The Human Impacts of the Deinstitutionalization of Pennhurst
The part of the Pennhurst Study that was conducted by the Templé

University Developmental Disabilities Center/UAF was designed to answer just
one major question: are people better off? That question hasvbeen approached
in several ways, because well-being has’many facets.

Before.Presenting a summafy of the findings about thé aspects éf well—
being that we have measured, a brief description 6f the kindé of people who
lived at Pennhurst, and of the kinds of community programs that later became
their new hdmes is helpful. Without knowing the characteristics of the people
and the system we studied, the reader cannot judge whether the results of
deinstitutionalization for other feople in other systems will be similar.

There were 1154 people who lived at Pennhurst Center on March 17, 1978.
Their average age was 39 years, they had lived at Pennhurst for an average of
24 years, and 64% were male; 33% had a hiétory of seizures, 13% had visual
impairments, 4% had hearing impairments, and 187% were unabié to walk. Life-
threatening medical conditions were reported for fewer than 1%. Just over 50%
were nonverbal, 47% were less than fully toilet trained, and 40% were reported
to display physical violence toward othefs..'Aﬁong the: people at Pennhurst,

. 86% were labeled severely or profoundly retarded.
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The community service system was composed of residences called community
living arrangements (CLAs). They were very small, with the vast majority
serving three individqais. They were almost always located in regular homes
and were staffed continuéusly'when the residents were home. All were operated
by private providgrs undef coﬁtract with county mental retardation programs.
Counties receivé& 100% state support for the residence and 907 support for day

programs. Every person left the CLA on weekdays to attend a day program.

Individual Behavioral Development. Continual behavioral growth toward
independence is a ceﬁtral goal ofbservices for people witﬁ mental
retardatioﬁ; We have found;vby évery SCientific design and'testAavailable,
that people who went to CLAs aré better off in this regard. They have made
more progress than similar people still at Pennhurst, and more tﬁan they
thémselves made while at Pennhurst. These people have become more able to do
things for themselves rather than having things done for them. "Adaptive
behavior” is a general térm for this facetAof'indepéndent functioning. The
following graph éhows the increase in adaptive behavior for 176 people who

were living at Pennhurst in 1978 and 1980, and then in CLAs in 1983 and 1984.
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The Behavior Development Survey, or BDS, our ggngral measdré'of adap;ive_
behaviér, could range,froﬁ 0 to 128 points. _Froﬁ 1978'ﬁp 1980, while living
at Pennhurst, théée peéple showed no sfgnifieant increase in adap;ive |
behavior. When they moved td.CLAs they became shafﬁly ;éés dependent, gnq;;g.
consideriﬁg the results of éll our analyses,,theysgenerallylSQEgiﬁgég_toig?owf:
and learn after ﬁoving, at.leqét for another yéar. | | | | “

The final year of data, however, contains_the<suggestion tﬁat»the fap;dv
rates of behavio?al progress have begun to level off. Evidence thus far isi-
not sufficient to determine the cause; it could be that the systém and its
service provider§ simply could not sustain the high level of.enthusiasm
associated with such an unprecedented deinstitutionalization effort{forever,.
or it might bé related to the removal of the special independent court master, .
or perhaps real progress is still occurriﬁg but it is now in areas that our '
behavioral instrument. addresses only . slightly (such aslself image or comfort
in integrated settings or specific vocationally oriented.skills)...ln any ’
case, progress has not stopped or reversed, it merely‘appears to have
slowed.

We also find that the people who seem to make the greatest gains in
adaptive behavior tend to be those who start out lowest. That is, the people.
with the most severe impairments turn ou; to be among those who bgnefit the
most from community placement.

The adaptive behavior growth displayed by people who ﬁave moved to CLAs.
under this court ﬁrder is literally ten times greater than the growth
displayed by matched people who are still at_Pennhurst. People at Pennhurst
are not regressing -- they are sﬁowing developmental gains, but at a far

slower rate than people who move to community placements.
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Services Rendered. Do peoplé receive the services they need after

community placement? In the Pennhurst' situation, there is a change in service
patterns when people move to CLAs.. The people who have moved to CLAs (movers)
receive fewer hours of developmentally oriented service hours at the places
where they live; about 104“hoﬁrs per month compared to about 156 hours among
people still at Pennhurst (stayers), but more day program service (about 121
hours per month compared to the stayers' 33 hours). Adding the two kinds of
.service, the movers receive more total hours of service (225 hours per month)
than the stayers (189 hours per month). Hence we conclude that, on an overall
index of amount of service, the movers are better off.

The evidence on medical services suggest that people.in CLAs are, for the
most part, using thé’Médicaid and Medicare services systems effectively, and
we have observed few cases of péoplé lacking regular checkups or other needed
services. Moreover, we-have seen no change in general indicators of
individual health following placement., |

| We also find that the number of daily prescription medications to each
person declines after community placement, and has also declined among the
stayers. 1For both groups, then, we would infer that they are better off in
terms of thé risk of overuse of medications.

Consumer:Interviews -- Satisfaction. In this part of the study, we

interviewed a sample’ of people before and after they left Pennhurst. The
sample is not representative of all the pedple who lived at Pennhurst, the
majority of whom could not respond to a verbal interview. Nevertheless, we
have learned a great deal by talking to people directly, both about their own
feelings, and about the methodology of conducting direct interviews with
consumers.

We interviewed a sample of 56 verbal people in 1980, while they were
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still ét Pennhurst. We included check questions for each of the impdrtqnt
qugstions, so that we could eliminate contradictogy and_inconsistent responses
from the statistics. AThe 56 people were generally héppy and satisfied with
all aspects of Pennhurst. We found that 39% reliably said they wanted to stay
at‘Pennhurs;, and only 237 reliably said they wquld like to go live somewhere
else. (The remaining 38% of the people were inconsistent or did not answer
these questions.)

Thirty of the original 56 people have now moved and have been
reinterviewed in their new community homes. Their responses show that they
are significantly happigr than they weré at Pennhurst in most aspectsiof their
lives. Twelve of these 30 people reliably expressed happiness,abou£ L1v1ng_at
Pennhurst in 1980; now, 22 reliably say they are héppy 1iving in the CLA. The
proportién of people who reliably want to keep on living in the CLA is up to
63% (from the 39% at the institution). There has been no decrease in any area
of satisfaction or happiness.

Among the other 26 people whq are still at Pennhurst awaiting placement, -
our 1984 reinteryigws show no changes at all in satisfaction or happiness from
1980.

We havé noticed a sharp increase in consistent answers frgm the first to
the second interviews, both among movers and stayers. Having considered many
possible explanations, we tend to favor the idea that these people, who ﬁad
seldom been asked their opinions about important things, were at first
unprepared and perhaps somewhat nervous. But the interview, yhich was. indeed
an unusual event in their lives, may have been the subject of much thought
afterward. By the time of the éecond interview, they had actually clarified
their own opinions apout what they liked and how they wanted to 1ive.l This

suggests that consumer input, if we will ask for it and listen to it, may
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become progressively more useful.

Qualities of Envifonments. We have found that the CLAs are considerably

higher on scales of norﬁalization’and individualizatioﬁ than were the living
areas at Pennhurst; We therefore conclude that people are better off in terms
of these two envirénmental'qualiiieé'aftef movihg from Fhe instiéution to a
CLA,

‘In our work on measuring environmental qualities within community
residences (inclﬁding physicélucomfort, 18 aspects of noémalizatidn,
individﬁalizétion, life safety, encourégementvof autoﬁomy and activity, éize
and sﬁaffing patterns), Qe have tried to shed light on what énvironmental
qualitiés "make a difference” for individual grbwth and developﬁénf; Our
preliminary findings indicate that the dégféé'of normalization of a community
setting makes a differencé, with people in ﬁore normalized settings making
more progress. We also find evidence that size makes é difference, with
people ip smgller settings doing s}ightly péttér (even though the.size of the
settings only raﬁées from 1 to 8 people). Thé.data also hint that,
confrollihg'for'differehces in the leveluof'functioning'ofbﬁhé ﬁeoﬁieiin the
community settings, mbre regimentation may be associated with more growth.
This tentative fin&iné demands ﬁore investigation. 1In énother analysis, we
see a suggésfion‘that‘Settings‘with:"too ﬁéﬁy“ staff may produce less growth :
among the people livihg there —-- Sut we need long and'careful.éérutiny of what
might consfitﬁte "too many" béfore saying ény more. .

Findings of equal or greater importance have arisen from unexpected
quarters. égl;of the programmaticaily oriented measures wé>have dséd are
rather highly correlated with ;he adaptive behavior of the occupants. This
means that programs sérving béopie:with ﬁofe serious disabilities will

automatically receive lower ratings on these measures. That is not a
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desirable property for any set of environmental scales or standards.

Another unexpeéted finding of our work is that none of the environmental
scales that were‘aQailable for use in this study offered adequate reliability
data, not even those that were in use on a national level. Moreover, during
the course of the work, we came to suspect serious reliability problems with
many of the environmental instruments we used. The Pennhurst Study was not
designed to do large scale reliability checks of program standards and scales,
but that is certainly an aréé.for immedi;te and*imporfaﬁé work..

Family Impacts

We now know from national studies that most famiiies of people living in
public institutions vigorously oppbse the idea of coméunity placement. The
families of the people.living at Pénnhurst Center areino exception. The
unique contribution of the Peqnhurst study is tﬁat tﬁis ié the first time

families have been interviewed before and after commnity placement of their

relatives.

We found, in 1980, that 83% of the families of people living at Pennhurst
expressed satisfaction with the institution, and 72% said they were unlikely
to agree with any decision to move their re}atives to CLAS, - We also found
that opposition to the CLA idea was not related to the relative's level of -
retardation. Moreover, familiés who had visited a CﬁA opposed them just as
much as those who had not. In addition, we found that most families did not
believe that their relatives were capable of learning any new skills, and we
found strong evidence that many of the families had an exaggerated perception
of the level of medical attention needed by their relatives.

In ény case, we could cdppreheﬂd the reluctance of the families to accept
the CLA concept on the grounds of one fact aloﬁe: their'relatives had'alreédy'

lived at Pennhurst Center for an average of 24 years. Change after so long is
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difficult for anyone.

The family of each person who went to a CLA has been reinterviewed six to
12 months after the move. A total of 134 families have been interviewed in
this "before and after” fashion. The changes in feelings about community

residential care are dramatic. The graph below illustrates the magnitude of

our findings.
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On the left side, the graph shows the increase in the proportion strongly
favoring community placement, frqm,less than ZOZ'befpre to over 60%
afterward. Conversely, on the right, we see that after placement, less than

5% of families strongly oppose the CLA option.

Survey results show that the families also perceive their relatives to be

much happier after the move. There are significant and positive changes in

practically every item on our survey.

In the areas of the relative's potential for growth and the perception of
the relative's medical needs, however, the before-to-after changes are
relatively small. We are continuing to watch these attitudes in Pennsylvania

to see whether they will gradually change over years of community living.
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qu data also show no substantial increase in famiiy visits after
community placeméht. It seems that the.families who visited fréquently at
Pennhurst continue to do.so.in CLAs and vice Qersa.

In a nutshell, we have found that initial family 6pﬁosiﬁ16n chaﬁges
drastically to surprised and enthusiastic support of the CLA optioﬁ, tempered
by éontinued concern about permanence. Our perceptioh of fhé.single most'
important finding of our work with families, oﬁhe; than theif.délight with the
new mode of care, is their'continued and unabated concern for perménencé. few
of the families are convinced and confident that.the CLA model offersla |
sufficient'“guaréntee" that their relatives will have.a safe and piéasant

place to live for their entire lives.

Neighbor Attitudes. The long duration of the Pennhurst Study.has enabled

us to investigate neighbor attitudes in a way that has not been done before --
interviews with neighbors of CLAs before and after the CLAs open.

We 1nterv1e§ed neighbors of eight planned CLAs about six ménths before
they obened. This was befqre anyone in:the neighborhoods knew of the planned
CLA. We asked the neighbors how much they would be "Bothered“ if small groups
of various:kinds of pgople moved into a house in the area. The reépépdents
said they would be bothered very little by new neighbors with physical
disabilities, or with mild mental retardation, or of a different race; They
admitted that they would be bothered a lot more by.people with mental.illness
or severe mental retardat;on. »

The potentigl effect oﬁ property values was a strong concern about new
neighbors with mental illness, with sévere mental retardation, and of a
different race. This concern was mﬁch less intense about people with mild
mental retardation.

In all, it appears from our data that only about 10% to 20% of neighbors
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would be opposed, on their 6wn; to a small group home for'people with mental
retardation, depénding on‘thé level of retardation of the people. However,
this situation can probably bé changed by vocal leadership, even from a small
number of strong opponents.

The same neighbors were reinterviewd ébout six months after the group
homes opened, and then agéin ét about 20 months after opening. We found that
only 28% of ﬁeighbors were aware that a group home had moved in at all. Among
the cognizant neighbors, there was a small but significant negative shift in
their general attitudes about people with mental retardation -- but this
shift was visible only at six months after opening, And had vanished by the
time of the 20 month interview. Thus we found a small and temporary negative
reaction among neighbors of new group homes.‘

This temporary negative reaction is further documented by the fact that
neighbors who knew about the group home told us that they had been much more
negative when they first héard about it than they were now,

Finally, it appears that the.oppositidﬁ of average citizens to imagined
group homes in their neighborhdbds is considerably stronger than the actual
opposition among neighbors of Egéi;grOup homes. This presents program
implementers with a fascinating double bind: if a program opens in a
community, oppostion will decfease, but if the opposition is sfrong enough,
-the.prograﬁ will néver open.

Synopsis and Cautions. The five years of the Pennhurst Study have led to

the conclusion that, on the average, the people deinstitutionalized under the
Pennhurst court order ézé_better off in évegz way measured. This is an
uncommon, but welcbme, situation in social science. More often, evaluative
results are mixed and one must balance gains in one area against losses in

another. For the people who have moved from Pennhurst to small community
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residences, results are not mixed.  They are conclusive.

Scientificélly,»this is not the end of the story. How do we know that
deinstitutionalizations elsewhere would produce similar results? The answer:
is that we do not. Scientific conclusions are stated in probablistic terms.
The more a deinstitutionalization process resembles the one we have observed,
the more likely it is;that;similar results wil;-be'seenﬁ‘.Any.who wish to know
if their efforté will obtain similar outcomes must understand the nature of
the service system we have'studied.here, and be able to relate it to the
nature of the system in their own area. To the extent that the placement
process and the-cémmunity service system are different, the results of
deinstitutionalization may be different.

Similarly, to the extent that people in other community placement efforts
are unlike the people in our study, the results of deinstitutionalization may
be different from ours. Our study concérned people with‘vefy;serious
intellectual and other impairments. One must draw a careful distinction
between the group we have studied and the-people who were
“"deinstitutionalized” from facilities for people with mental illness (not
retardation) in prior years. Some of those people were discharged with little
more than a supply of medications to support them, and went on to join the
ranks of the homeless who may Be seen on streets and warm air vents in major
cities. That was emphatically neither the kind of person nor the kind of
process observed in the Pennhurst Study.

Though cautions against careless generalization are important, it is also
scientifically important to stress that, in the Pennhurst deinstitutionaliza-
tion, the measurable improvements in the lives of the people have been very
great. Such gains make it clear that such outcomes are poSsibie given similar

circumstances.
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It is also important to note that we have observed an unusual community
placement process, in that 81% of the people who have moved to CLAs are
labeled severely or profoundly mentally retarded. That simple fact
definitively invalidates the notion that community care for people with severe
or profound mental retardation cannot work.

The Costs of Serving People at Pennhurst and in Community Programs

The Human Services Research Institute completed an extensive and direct
collection of cost information for:42 living areas at Pennhurst and 102
community residences, four adult day programs at Pennhurst and 35 in the
commmnity, specialized support programs at Pennhurst and in three of the five
counties, case management at Pennhurst and in each of the five counties, and
also for medical and transportation services., In addition, data on staff
activity patterns were collected for ‘all areas by direct structured
interviews.

Three unit cost measures were employed: (1) cost per person per day, (2)
cost per hour of direct care staff time, and (3) coét per hour of selected
specialized developmeqtal service. Fo; all three unit cost measures, the
cémmunity residential programs were found to have a wider range of costs.that
were lower on the average. The greatest unit cost differential was in the
cost per hour of direct care staff time, for which CLAs expended on averagé
only about 40% of the amount expended at Pennhurst.

.Of_equal importance was the finding that the largest part of the
difference between CLA and Pennhurst residential program costs could. be traced
directly to differences in staff salaries and benefits. At Pennhurst, the
employees were state civil service workers, and were almost entirely
unionized; they earned an average of 30% more than their community

counterparts, who were employees of private corporations and almost entirely

324 .



non-unionized. The_Peunhurst employees also enjoyed an overall fringe benefit
rate of 637 of salaries,.double the rate of community workersn

For day programs, the community settings showed somewhat lower costs per
person day, but considerably higher costs per hour of direct care étaff
time. The community day programs showed much higher costs for indirect
functions, such as drivers and food service workers. For specialized support
programs such as behavior management, the relative costs in institution and
community were higher or lower depending on ﬁhat services the programs were
defined to include. In the remaining program areas (case managemgnt, medical,
and transportaﬁion), the cost finding procedures were not exact enough nor the
number of_prog:ams large enough to yield definitive findings.

Our general conclusions must be tempered by the fact that we have studied
a system under somewhat unusual conditions. The_couft‘orde: is one unusugl
condition, but it is also important to note that the cost environment in
general is not typical of the country. . Pennhurst Center itself has become
very costly during the years after the court prder;;in fisca1h1981—1982, the
Pennhurst per diem cost was $123, compared to a Pennsylvania institutional
average of $108 and a national average of $93. Tnefsurrounding CLAs are also
high in cost, with an average per diem of $91 for the people who former}y
lived at Pennhurst,’and $63 for people who were never at Pennhprst. Both of
tnese rates are more than the state average of $49, and more than the national
average of $39.

One might say that what has been compared here: is a relatively expensive
public institution affected in some part by a federal court order and a
relatively expensive private system of community living a;rangemgnts_and day
programs also affected to some degree by a federal court order. The general

conclusions below are offered as the findings that we think are most likely to
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be generalizable to other areas and situtations, but the less a system
resembles the Pennhurst sifﬁéﬁion, the less likely that the cost conclusion
will be appiicable.

First, the analyses indicate that the communityAbased programs now
serving the people who forméfly lived at Pennhurst are less costly on average
than those at the.institutibnAin terms of most cost measures. The cost
differential can be traced almost entirely to differences in salaries and
fringe benefits befﬁeen the'state'émployees at Pennhurst aﬁd';he'private
emplo&ees in the communify prdgramé.

Second, we believe our fiﬁdings of geﬁéraliy higher.sélaries and fringe
benefits for employéés“of state institutions than for employees of community
residential andﬁdaj_prOgrahs hold true in Eggg_étates. This suggests that our
findings of genérally lower'c05ts for community programs is probably true for
many other areas of the courtry.

Third,'beééuse most of the savingé arise from what Seems to be marked pay .
differeﬁceé, we conélude'that the savings may be temporary. Over the long run
- unionization and other Such'forces‘ﬁay:lead to a more equitablé situation and
thus reduce and/or éliminaté_the‘cost differential.

Fourth, the cost differentials were larger when cast in terms of the cost
per hdd;~of direct care staff time than in terms of cost per person day.
Theréfore:édvocates wiéhing to pfomoté cOmmuhity programs are probably best -
advised to cast their arguments in terms of "getting more direct care staff
time for the dollar” than the overly simplified “"community programs are
cheaper” rationéle.

Fifth, some "out—ofépocket“ savings that were documented are inherént in
smaller'cbmmunityfbasedAprograms. People 1iving in community based programs

‘can utilize the Same generic services (e.g., religious, library, fire safety)
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offered to every other citizen, and the cost 15 spreadoner a much larger
number of éeople{ | | .

Sixth, tﬁe data indic;te that there may be no economic advantage
associated with the specialization of labor in large 1nst1tutiqns like
Pennhurst. Normélly, speéializatiqn is expected to enhance éfficiency and
productivity, buf, in thié kind of human service organization, the opposite
may be true. Employees of community programs appear to be generélists,
handling many kinds of activities that at Pennhurst are assumed by personnei
who are hired and trained to do nothing but thaf function (e.g., guardianship,
food service, housekéeping, 1aundfy). Community residential program stﬁff
eveﬁ go.so far as to 1mpleﬁent phfsical, occupational, speech, and behavioral
therapies designed by consultaﬂgs at loﬁuéost.. | |

Seventh, the relationships found between the characteristics of
individuals and the costg of the community programs serving them revéaled
:elatively weak relationsﬁips. This seems to indicate thﬁt people are gffen
being fit into programé, rather than prbgrams beiﬁg designed specifically to
meet individual needs. This is confradictor& to one of fhe implicit éims of

small, more individually taillored residential and day programs.
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Implementation Issues

Thé Human Services Research Institute conducted four implementation
analyses: the role of the Special Master, the response of the defendants to
the litigation compared to the_reacfion of other states, factors affecting the
implementation of.court deérees.in Pennsylvania and in four other states
(Maine, Michig;n, Minnesota and ﬁassachusetts), and the impact of the Pennhurst
case on the mental retardation system in Pennsylvania.

Office of the Special Master

In order to provide a comprehensive pic;uré of the Office of’;he Special
Master (6SM) in Pennhurst, tﬁié analysig en;om;asged both the legal conte#t
within which the Mastér functioned and the lgrge? polifical aﬁd 6rganizational
milieu that were the osject of the court's intervention. The Office was also
assessed in light of the experience of other masters and moﬁito;s in rglated
litigation., The apél}si; drew Bsth.from the legal literature on complex
litigation and éompliance mechanisms, an& f;om polit;éal.écience and public
administration-litefaﬁﬁre onﬂimplementation and prégram chaﬁge. The aségssment
also iﬁéiﬁded étrﬁétured key informgﬂt interviews with officials'in
Pennsylvania and in other states. There were si; factors that explained the
character of OSM as wéll és its strengths and weaknesses as a vehicle for
bringing about change. |

Lack of Consent. *Thg’fagt that Judge Broderick could not persuade the

parties in the Pennhurst case to negotiate a consent decree had an impact on
the remedy. In the absence of consent or of any proposed orders from the
defendants, the character of the initial decree and of subsequent orders was

significantly influenced by the plaintiffs. As a result, the defendants
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viewed OSM as intrusive since they had little stake in the remedy that OSM was
empowered to implement.

Limited enforcement powers. Given the problems of other court appointed

monitors in institutional and deinstitutional litigation; the plaintiffs in the
Pennhurst case recommended a remedy that embodied comprehensive programmatic
and compliance duties. The ability of the Master, however, to enforce
compliance with the decree was hampered bgcause of the limited sanctions
avaiiable to thg court. The only real saﬁctién is the contempt power which, in
cases iike Pennnhurst, is generally regarded as a last resort —— in part
because it must be directed at an individual or individuals. The court has no
bonuses or rewards to hand out to compliant defendants except the ultimate
disappearance of the court and the master from the .scene once the aims of the
decree have been fulfilled.

Involvement in individual cases. The Special Master's compliance

functions reflected a broad and deep involvement in the day-to-day
implementation of the decree. The Master's responsibilities began with class
members in the institution, carried through the initiation of individualized
habilitation plans, and continued through placement. in the. community. In
short, OSM's compliance functions touched on almost every aspect of the
traditional delivery system for mentally retarded individuals.

The client-specific nature of the remedy in Pennhurst was a significant
factor in diverting the attention of the Special Master from the broader
structural aspects of the decree. Involvement in individual cases siphoned off
energy aﬁd placed the master squarely in the middle of debates reflecting

conflicts in professional judgment.

Separate and countervailing agency. The establishment of OSM as an

agency separate and removed from state and local government was directly

329



motivated by the plaintiffs' frustration with the defendants' past

performance. Such isolation from the ongoing.system, however, has drawbacks.
In the case of the Office of the Special Master, the isolation and separateness
of the agency created conflicts and tensions because of its perceived favored
éositio; and because it ultimately had to rely on state and local govermment to
‘carry out the specifics of implementation. Establishing a working relationship
with the defendants was difficult for OSM. _Pért of thé problem was that OSM
staff were perceived as being highly ideological. Though in fact many of the
‘Master's staff had worked in the system, their separation from the system, and
the rigid court-ordered procedures and time tablés included in the decree
conspired to create a picture of OSM staff as zealots.

These various structural and political factors created a “we—they"
mindset in OSM and among the defendants. The feelings at OSM were the result
of its coﬁtinually frustrated attempts to influence implementation. The
attitudes of the defendants were the result of their increasing alienation
.;from_what they 'saw gé a "foreign" agency with power to direct their actions yet
toﬁally éutside of their control.

Lack of control over policy ﬁaking. Though the Master had a quasi policy

making function in that she suggested.prbposed‘orders and devised related rules
(e.g., individual habilitation plan guidelines), she was not a policy maker in
the strictest sense. The sources of broader policies that affected the system
were the Governor, the Department of Public Welfare and the legislature. The
separation of policy making from operations weakens the viability of any
EOmplicated activity. The need for connectedness and coherence between policy
and implementation is as relevant in court-ordered change as it is in

legislative or bureaucratic change.

330



Lack of an overall plan. The court order did not specify that the Master

was responsible for developing an overall plan to guide implementation. OSM
was given the responsiﬁility to develop separate county plans that included the
specific clients ﬁo be served, the resources necessafy,band the types of
services that would be required. OSM and others argued that the development of
such plans should be left to. county program staff. However, county staff in
particular voiced the need for an overall plan that spelled out the
expectations of the Master including the schedulé of implementation and
specific actors designated to carry out particular tasks.

State Response to Litigation

The response of states to litigation has béen varied and wide-ranging.
Even within a particular state, the official position can shift in response to
changes in the level of resources, the force of publiew6§inion; a turnover in
political leadership, and pressures of competing constituencies. Some states
readily entered into consent agreemenfs with plaintiffs. Some states, even
after consent agreements were signed, resisted the court's jurisdiction. Still
other states, like Pennsylvania, continued to contest the ;ourt's right to
intervene in the staté system. The purpose of this implementation was to
explorg the factors that dictated Pennsylvania's reaction as well as those of
other states facing complex litigation,

The analysis was based on key informant interviews in Pennsylvania, Maine
and Michigan as well as on a review of the iegal literature and the literature
on legal theory. The analysis aimed at factors affecting coﬁsent and
non-consent, and factors influencing progresé in tﬁe implementagion of court
decrees. It should be noted that no one factor can be isolated as necessarily

the most prominent given the complexity of court-ordered change.

Factors associated with consent and degree of implementation. Ten
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potential hypotheses were developed in order to explain state reactions.

Level of sophistication and development of the existing state mental
retardation system -- This factor did mot prove very helpful in
explaining the distinction between Pennsylvania on the one hand and
Maine and Michigan on the other. Though Maine's system at the time
of the suit was not fully developed, the Michigan system was clearly
mature and sophisticated.

Extent of public pressure for reform -- In Michigan, the pressure in
the press and from the public facilitated consent. In Maine, the
pressure was unfocused and in Pennsylvania the pressure was more
sporadic. This factor may be a partial explanation for comsent but
does not necessarily explain progress once the agreement is reached.

Explicit or implicit agéﬁda of state officials -- This factor

‘appeared to be important both with regard to consent and progress in

implementation -- a fact that is born out in the comparison states
and in the literature. To the extent that state officials see
litigation as a means of furthering their programmatic agendas --

which Pennsylvania did not -- the chances of consent and progress are
heightened. '
Orientation of the state's political leadership -- This factor has a

somewhat vague relationship to the events analyzed. If orientation
means political party, there appears to be no relationship between

.party identification, and inclination to settle. In Pennsylvania,

the case spanned two administrations, and neither settled the case,

Nature of the relationship between state program officials and state
lawyers -- This factor appeared to be important in forging a consent
decree. In the two comparison states, state lawyers were more
influenced by the agenda of state mental retardation program
officials than was the case in Pennsylvania.

Extent of previous litigation in the state — Though it cannot be
directly shown that the cumulative effect of multiple suits in a
state will eventually turn state officials against consent decrees,
anecdotal information clearly suggests that enthusiasm wanes and
wariness increases after prolonged experience with complex consent
decrees.,

Judicial strategies employed by the federal judge in contested and
uncontested cases —— This factor requires more exploration. At least
tentatively, it does appear that judges in Maine and Michigan were
more successful at cajoling the parties into consent and into fairly
regular progress. Other factors, however, may have influenced the
behavior of the parties.

Nature of the decree and the monitoring mechanisms established —-
This factor lead to a circular argument that was not useful in
explaining the differences among states. Since the nature of the
decree and the compliance mechanism are directly related to whether
or not there is consent, the analysis becomes a tautology.
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® Strategies employed by the plaintiffs -- This factor has potential
utility for explaining the behavior of state defendants, but the
limited amount of information in this analysis is not conclusive. If
the defendants' perception of the lawyers themselves are taken into
account, -then this factor plus the strategies employed tended to
create the opinion among the defendants in Pennsylvania that the
plaintiffs' lawyers were implacable.

e Level and distribution of state resources =-- This factor was not
particularly satisfactory in explaining the decision to consent among
the three states —- at least at the time such decisions are made.
Michigan's level of funding was lower than what was available in
Pennsylvania and the economic picture was more precarious. Level of
funding may, however, bear on the decree of progress a state is able
to make in implementing the decree. B

Other factors. Though Pennsylvania was treated as an exception to the

trend of settlement in mental retardation cases, the response of the
Commonwealth may increasingly become the rule. - The question is whether
settleﬁ cases, if they were brought now, woul& result in consent agreéments.

0f the cases brought recently, more are going to trial, and coﬁsent agreements
are more aggressively negotiated by the defendants. Many state officials are
increasingly reluctant to submit control over aspects of the service system to
federal court oversight. 1In part, this reluctance stems from direct experience
with other consent decrees and in part from a feeling that the price paid for
consent 1is not worth the benefits.

Further, resistance to federal court intervention Was'strongly.influenced
by the gloomy financial picture that emerged at the federal level and in |
-several states. As long as resources were relatively flexible, there was
enough '"play" in the system to accommodate comprehensive consent agreements.

As resources became short, meeting court requirements was seen as coming at the
expense of the rest of the system.

Another related fiscal issue had to do with the Medicaid program. Those
states that certified a significant number of.institutional beds for Title XIX

reimbursement may resist court-mandated deinstitutionalization unless they can
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be assured that the Title XIX funds will follow the clients into the
community. In states where community programs are funded primarily with state
~dollars, deinétitutionalization will result in a direct loss of federal funding
and a concomitant draiﬁ on scarce state funds,
Factors Affecting Complex Decrees

The purpbse of the third implementationranalysis was to ascertain whether
those factors that had emerged in Pennsylvania as major influences on the
implementation of the decree were.present in four other states that were
operating under a major lawsuit —— Maine, Michigan, Minnesota and
Massachusetts.  The four factors were: the nature of the compliance mechanism,
union opposition, legislative backlash, and parental resistance. In order to
gather information for the analysis, key informants in Pennsylvania as well as
in the four comparison states were interviewed, relevant court and state -policy
documents were reviewed, and. the legal litergture was explored.

Legislative backlash. As implementation of the court decree in

Pennsylvania begaﬁ; tﬁé legislature also intensified its scrutiny of the mental
retardat{on.system; Though in the past the legislature had, within reason,
relied on the Departmenﬁ of Public Welfare to set the tone and direction for
the mental retardation program, insistent complaints from parents and others
stimulated the legisléture to conduct its own investigation of the management
of the system. Late in 1982, the Pennsylvania Senate passed a resolution
establishing a five member investigation committee to review the operations of
the Office of Mental Retardation. The committee looked into allegations of °
mismanagement within the Office of Mental Retardation, and in the community
system in general. Though the work of the committee did not -result in any
change in state policy or state personmnel, it did draw attention to a crack in

the legislative consensus regarding community programs.
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In each of the four comparison states, legislators were supportive of
services for mentally retarded persons and did not appear. to question con;inued
development of community-based services. These legislators, however, all
shared a certain restiveness about the continued presence of .the federal court
in the management of state mental retardation programs.

Union influence. In Pennsylvania, the American Federation of State,

County and Municipal Employees (AFSCME) is a significant actor in the political
arena in the state. Actions taken by the union in opposition to
deinstitutionalizatiqn have included the use of litigation to attempt to block
institutional closures and institutional phase~downs; financial -support for the
Parent/Staff Association, a defendant intervenor im the Pennhurst suit; and
legislativg lobbyiqg, including successful opposition to éoning legislation
that would have opened up residential neighborhoods. to small group living
arrangements for mentally retarded personms.

The nature of the litigation in the four comparison states was &ifferent
in that the remedies were not solely oriented to deinstitutionalization. As a
result, union opposition was muted.  In three of the states, the unions
benefited because the .remedies resulted in substantial institutional
improvement. In one state, where the institution was ultimately closed, the
union did not oppose the phase out since conditions at the facility‘and abuse
among the staff had been highlighted in the media.

Role of enforcement mechanisms. The creation of the Office of the

Special Master in Pennsylvania, as noted in the first implementation analysis,
caused a great deal of consternation both because of the extent of its
responsibilities and the amount of resources devoted to its operatioms. The
situation in the four comparison states, however, was very different. For one

thing, the litigation in all of the states visited was settled by consent
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agreement. As a result, the court-appointed officers in the four states had
responsibilities that were much more removed from the day-to-day operations of
the system and the resources at their disposal were also more limited.

Given the numerous factors that influence the ability of a court
appointed official to affect change, it is difficult to point to any one
variable as more predictive of outcome than any other. All in all, those court
monitors and masters that were most widely accepted by key system'actors tended
to avoid center stagé and to limit their activi;ies to more narrow compliance
issues. However, those c0urtlofficials that inserted themselves into the
4proces3‘c1ear1y expedited implementation of the decrees —-- particularly in the
early stages. This may suggest that different orientations and personal styles
are required in differént types of litigation and in different phases of a
particular case.

Parental opposition. The Pennhurst litigation appears to have

exacerbated if not created tensions among the parents of mentally retarded
persons in Pennsylvania. Because of the frank deinstitutionalization character
of the rémedy, pro-institution parents were forced to take sides and they
ultimately formed a separate organization aﬁd be came opposing parties in the’
case. Given the community orientation of the Office of Mental Retardation in
Penn§y1vania, this polarization -may have oqcurred in any event, but perhaps not
as quickly nor as intensely.

One of the factors in Pennsylvania and in the four comparison'étates that
appears to have a positive influence on the attitudes of parents toward broad
scale litigation is the presence of an escape valve in the decree ~~ either the
ability to return a class member to an institution when necessary or the
ability of parents to influence the nature and timing of placement. The

Pennhurst decree, included no such escape valve (until the establishment of the
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Hearing Mas;er) and the_pglarization_of parents may have bggn»one_by—product.
Family involvement also plays a role in parental attitudes especially when
personal contact is made with families to reassure them and to explain the
process. Overall, it is clear that parents are concerned about permanence and
stability regardless of the nature of the suit. In deinstitutionali;ation
cases, howevgr, these feelings and perceptiqns become a major key to parental
acéeptanqe.

Impact on the State Mental Retardation System

The final implementation analysis assessed the short-term and long—term
impact of the‘litigapion on the mental retardation system iﬁ Pennsylvania. In
addition to a.iook at what has happened to clients and to costs —-- two areas
covered ea;lier -- the analysis focused on the impact on funding, the service
system, Pennhurst State Center, and:on state policy;

Funding. ‘Becagse data on funding by region was not available before
1980-1981, it wasidifficu}t to determ?ne_whe;her funding for the éénnhurst
decree came at the expense of programs in other pééts_of:the state, What is
clear is that the Southeast Regiqn“of”Pennsylvania has significantly higher per
diem rates for community living grrangeﬁeﬁfs Fhan other regions and has a
higher growth rate in CLA beds, but the region is a distant second in CLA beds
per capita. With_respggt to federal funding, the litigation was oﬁly a partial
stimulus to ;he develop@ent of small ICF/MRs in the community . Other factors,
such as the need to "run-down" the census at institutions statewide, seem to
have been greater mdtivations. The lﬁtiggtion<does appear to have been a spur

to the application for the community services waiver under Title XIX.

The service system. The litigation does not appear to have constrained
deinstitutionalization in other parts of the state. It certainly has, however,

hastened the development of community services in the Southeast Region. The
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litigation also appears to have contributed to increases in waiting lists in
the Sou;heast Region (but not in other parts of the state) because of publicity
surrounding’ the lawsuit and concentration of resources on class members.
Finally, the litigation has certainly forced providers in the Southeast Region
to develop a level of skill and capacity beyond what they would have under
normal circumstances. Some providers, however, are beginning to show the
strain of rapid expansion and long-term stability is a concerm in some
instances.

Pennhurst State Center. In the initial stages of the litigation,

Pennhurst was insulated by the litigation from cutbacks made at other
institutions. However now that closure has been'énnounéed, conditions have
changed and the enrichment experienced during the period after thé decree will
almost certainly begin to recede.

‘State Policy. The litigation does appear to have had a permanent impact

on state policy -- especially in the areas of quality assurance, case
management and individual client planning.
Discussion

Based on the implementation ahalyées and the six historical overviews
prepafea duriné the course of the study, théré are some generai observations
‘that can be made about litigation and the process of deinstitutionalization.
First, it is clear that making family members a:significant bart of the
deinstitutionalization process is crucial to a smooth and successful transition
to the community. The court-mandated Hearing Master pfbcess showed poignantiy
ghe need that family members have to voice their anxieties, concerns, and hopes
for their relatives. Persons interviewed in the state acknowledged that
3110wiﬁg families to advocate for the interests of their relatives resulted in

stronger more responsive placements for class members. In many instances, the
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hearing process was the first time that some parents had been able to face
professionals as equals and to have their views treated with respect.

Second, community based agencies can develop the capacity to serve more
disabled persons and can expand to serve increased numbers of mentally retarded
persons. This achievement however, may also bring with it changes in the
character of the community system. For one thing, the more the system expands,
the more bureaucratic it bécomes. Further, expansion also may tend to force
out smaller providers that do not have the financial and administrative
capacity to grow rapidly. Thus, though capacity is enhanced, some of the more
attractive qualities of the burgeoning community system (e.g., sense of
mission, spontaneity, etc.) may be jeopardized.

‘Third, mental retardation program officials cannot. carry out the complex
transition from institutional services to community-based care without a
variety of financial supports within the state (e.g., from state Medicaid .
officials, income maintenance personnel, and vocational rehabilitation
officials) and at the federal level.

State officials need federal support to -carry out comprehensive
deinstitutionalization activities. The Pennhurst case in particular provided
the most dramatic example of the potential benefits of a state and federal
partnership to accémplish responsible deinstitutionalization and the most
disappointing outcome of attempts to forge such a partnership. Specifically,
the state's plans 'for the conversion and.development of small ICF/MRs were
delayed and constrained by complexities in the federal regulations. The
state's proposal to use the community services waiver under Title XIX to close
Pennhurst and to place residents in community ;lternatives has still not been
approved by the Health Care Financing Administration after months of

negotiations and resubmissions. Without the approval of the waiver, the
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schedule proposed by the state for the closure of Pennhurst will be sgverely
affected.

. Fourth, it is obvious from five years of observation that the system
infrastructure including quality assurénce, monitoring, advocacy, casé
management, and individualized planning is crucial to the viability of
residential and day services for persons with mental retardation.

Fifth, leadership in the Pennhurst case, as in_nearly_any field of human
endeavor, critically influenced the way events unfolded. In this case, ce;tain
leaders appear to have exerted a dominant influence on the way the service
system evolved and the capacity that was developed. The attorney who filed the
lawsuit in 1974 and the attorneys for the Pennsylygnia Association for Retarded
Citizens'were powerful forces for reform. Without their ten year commitment to
this case, the dramatic improvements in peop}es' lives that were documented in
this study might have taken longer to achieve.:

The remedy crafted by the federal district court judge made it possible
to show that better lives for méntally retarded persons could be secured in the
community. Further Pennsylvania's Deputy Secretary for Mental Retardation
since 1980 brought experience from the Willowbrook litigation in New York State
to bear on implgmentation of the Pennhursg decree. Her commitment to community
programs has.beep ref}ected in policy and fiscal_pfiorities, and it is largely
as a result of her‘voice within state government that the Department of Public
Welfare announced the gyéntual clqsure of Pennhurst Center. Finally, the
persons serving as Specigl Master and Hearing Master brought unique expertise
and force of personality to their respective roles. Together, they had a
direct influence on the quality of the court protections and procedures

developed pursuant to the decree.
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Based on the Longitudinél Study}é more recénﬁ qﬁalitative and
quantitative findings, what can we predict about the future of the menﬁal
retardation system as the court's presence recedes? As the study concludes,
qualitative as well as quantitative‘findings indicate that thé éystem
established by the court is'slowly reverting to a state of entropy as the
energy and drama that surrounded the case begins to dissipate. The services
that were created for class members, although still distinguishable in qﬁalify
and intensity from fhe rest of the system, are increasingly subjeét to the same
external pressures and strains as the rest of the system;

Clearly no reform effort, whether brought about tﬁrough litigatioﬁ or
other means, can mainﬁain momentum and a sense of renewal indefinitely,.

Complex systems will only tolerate change for discrete periods of time béfore
organizational forces begin to Blunt tﬁe edges of such change and accommodate
the reform into the larger political, social and administrative context. .Thué,
on the one hand it appears that the intensity of reform cannot be sustained
given the organizational needs for stability and predictébility. However, the
Pennhufst experience shows that when the impetus for reform dimihished, the

system had moved to a distinctly higher platééu.
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Recommendations

Both the quantitatiye and.quglitative results of the Pennhurst
Longitudinal S;udy provide guidance to future policy making at the federal as
well as state and local levels, and also should be useful to local private
service providers, the courts, advocacy groups, and others concerned with the
development and improvement of programs for developmentally disabled persons.
The recommendations that we feel flow from our work are presented in the
following areas: Funding and Fiscal Policy, the Design and Administration of
Communify Service Systems,4Capacity Building, the Role of Courts, and Quality
Assurance and Monitoring. |

VBefore p?esenting our final recommendations, however, there i1s one general
statement{;ha; sﬁould be made that grows out of bqth the quantitative and
qualitative studies -- there is an overriding need fo; the dgvelopment of a
coherent policy on deinstitutionglization at the federal level. Though the
General Accounting Office made a similarly strong recommendation in 1977, the
resulté 5£ the Péﬁnhurst study suggest that, though some steés have been taken
in the iﬁterim, fedgral policies still remain contradictory and place severe
constraints on those states attempfing to develop more responéive and cost
effééfiQé community-based systéms of care. If adoﬁted, many of the
recommendations below —-.particularly those aimed at the Title XIX program,
would. provide a consistent and purposeful federal agenda for the improvement of
the lives of persons with mental retardation.

Funding and Fiscal Policy

1. The sum of our quantitative and qualitative work leads us to a strong
recommendation at the federal level regarding the use of Title XIX
Medicaid funds for Intermediate Care Facilities for people with Mental
Retardation or ICF/MRs: access to ICF/MR reimbursement for institutional
and community settings should be at least equalized.

Our data are powerful enough to suggest increased federal incentives for
non—-institutional care. However, such statements may not even be
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necessary. The data on individual growth, services, environmental
qualities, family reactions, and public costs combine to suggest that, if
ease of access and reimbursement rates were equal, state officials would
quickly see the payoffs of shifting to community-based service systems.
Some advocates argue that Title XIX funding should be dramatically reduced
in institutions in favor of community programs. We leave that balance to
the political process and stand with our inférence that ease of access and
relmbursement rates should be made at least equal.

The regulations for small ICF/MRs were not suited to the design of the
Pennsylvania 'community system, and impeded the successful utilization of
the program. For a state with a system like Pennsylvania's, with a large
number of relatively small service providers, the need for large capital
outlays for construction or renovation eliminated many of these agencies
at the outset. The medically-oriented character of the regulations was
also a disincentive in that conversion of existing CLAs was likely -to
result in a more hospital-like and less normal atmosphere. Therefore, we
recommend a liberalization of existing regulations to preserve the
home-like character of small facilities and to ease access to the program
among small providers.

The potential availability of federal funding under the Home and Community
Based Waiver Program (PL 97-35, Section 2176) became a major affirmative
factor in the final settlement of the Pennhurst lawsuit. Yet the most
recent revisions of the suburban county waiver applications, designed
specifically to facilitate the closure of Pennhurst and the creation of
less costly alternatives in the community have been rejected by the
federal Health Care Financing Administration (HCFA). If Pennsylvania
cannot secure federal approval to transfer Title XIX funding from
Pennhurst as class members move to the community, we think that placements
of those remaining at Pennhurst will slow or stop. Despite a commitment
to close Pennhurst by June 30, 1986, the Commonwealth will be very
hard-pressed to find the money needed to fund the 100% state funded CLAs.
We strongly recommend that administration of the community services waiver

"be made consistent with the original congressional intent to provide

cost-effective alternatives to long-term institutional care. Further,
HCFA should give special consideration and impetus to uses of the waiver
program in those states, like Pennsylvania, that are pursuing a
significant restructuring of all or a portion of the service system.

Based on our cost study and our knowledge of other states, it is clear
that federal Title XIX reimbursement is essential for any continuation of
the trend away from segregated care for people with mental retardation..
Our work on qualities of environments, in turn, suggests that the current
ICF/MR standards are largely inappropriate for very small community-based
programs. To state officials we recommend that, in the absence of
signficant revisions in the ICF/MR program recommended in #2 above,
efforts should be made to avoid attempts at restructuring small group
homes to fit the medically oriented standards of the ICF/MR program. The
design and structure of community-based service systems should not be
unduly influenced by carryovers from the service model that is being
supplanted. Thus, we recommend a deemphasis of the so-called "4 to 15
beds'" ICF/MR program in favor of the more flexible waiver program.
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As community services become more mature and represent a more significant
part of the total mental retardation system, the issue of staff salaries
and'parity between state and community staff will have to be faced. If
the aim of the community system is to provide a stable living environment
for mentally retarded persons with a range of disabilities, then community
staff should be paid at a level that will ensure the recruitment ‘and
retention of qualified personnel.

Because our cost analyses showed that community-based care was less
expensive than Pennhurst, but that nearly all of the difference was caused
by lower wages and benefits for community program employees, we recommend
that administrators and advocates at all levels avoid the claim that tax
dollars can be "saved" by switching to community-based services. If the

‘above- recommendation is implemented, costs for serving similar individuals

in the two settings will become nearly equivalent. . However, for people
and systems similar to the ones we have studied, we predict that the value
(i.e., the amount and quality of service rendered versus the amount spent)

‘'will still favor community-based care. We therefore recommend

substltutlon of this latter point in place of the pr1m1t1ve and misleading
sav1ng money" argument in policy debates. :

The Design and Administration of Community Service Systems

The quantitative and qualitative research in Pennsylvania leads to several

clear implications for the organization of service systems.,K Most are relevant

to state officials and local program implementers, although some of the

implications are also aimed at the federal level.

l.

As noted in the introduction to this section, a clear federal policy on
deinstitutionalization is. imperative to facilitate the orderly development
and expansion of community-based care. Such a policy should apply across
agencies and departments and should influence system design issues in
1ncome maintenance, housing construction and rent sub31dy, medical
services, long-term care, and social services.

The choice of .funding streams is overwhelmingly'impoftant to the design
and character of community service systems. For Pennsylvania's system of
very small community living arrangements (CLAs), the ICF/MR '"four to 15
beds" program had several serious drawbacks. Nearly all of Pennsylvania's
CLAs served just three people, and court cases in the state had
established that settings with '"three or fewer unrelated individuals"
required no zoning variance in order to operate. To operate programs of
four to 15 beds, however, many providers for the first time were forced to
ask for zoning variances. Many facilities never opened because of

-neighbor opposition. We therefore recommend that the lower limit on
-ICF/MR beds be eliminated in order to stimulate the development of

smaller, more normal living arrangements.
The interviews associated with qualitative analyses strongly indicate that

state mental retardation program officials cannot carry out complex system
change without the cooperation of other state generic agencies including
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Medicaid, income maintenance, social services, housing, vocational
rehabilitation and labor. We recommend that cooperation with other
agencies in the form of cooperative agreements, should be secured as early
in the planning for deinstitutionalization as possible. Issues to be
dealt with include the participation of mental retardation officials in
the certification of community programs for Title XIX, input into the
rate-setting process, availability of responsive day programs, use of
state construction funding, state supplementation of SSI benefits, and use
of social services block grant funding.

The qualitative analyses further indicate that inter- and intra-agency
planning at the state level is crucial to the success of any comprehensive
deinstitutionalization activity. There must be a commitment to such
planning at the highest level of the state's human services agency in
order to ensure a commitment of staff and resources to the process.
Further, inter- and intra-agency planning should have a direct connection
to funding sources and the developmént of community capacity.

Our qualitative analyses show that deinstitutionalization of a state-
facility usually implicéates communities beyond a particular service area.
Therefore, wé recommend that regional planning be initiated to ensure an
equitable allocation and maximization of scarce resources such as
specialized medical care and behavioral expertise.

Our observations of the process of deinstitutionalization in the Pennhurst
case leads to our recommendation that implementation is best managed by a
team of individuals who report directly to the state mental retardation
program official and who are freed from other agency obligations. The
Pennhurst Implementation Team, which functioned in this fashion, proved
invaluable to the success of the process.

Our study of the feelings of families in the deinstitutionalization
process leads us to recommend that any good community or institutional
service system should provide a clear and meaningful role for the families

‘of people (particularly adults) with mental retardation. This sounds

elementary, but it is far from easy to achieve. The courts have been in
turmoil about the rights of the parents of adults who live in settings
supported by public money. Are the parents automatically to be accorded
the status of legal guardian? Must every adult with mental retardation be
taken to court to be judged incompetent before a guardian can be
appointed? Should parents or other family members have the power to veto
community placement? . :

In the Pennhurst situation, family veto power would have precluded
community placement for 72% of the people at Pennhurst, and would thereby
have prevented the vast improvements in well-being that we have measured.
We must therefore recommend to state legislators, state officials, and
local program providers that total control of the lives of adults under
public care should not be ceded to parents or other family members.
Rather, the design of service systems should clearly and formally assign a
valued role in shared decision making to families, on an equal footing
with professionals and others involved in care. This idea is already
embodied in most processes of "individual habilitation plan' development
under the court order. :
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In addition, recognizing their special role, families should have a

special appeal process available.to them. Comparable to '"due process"

hearings required by laws governing education of children with handicaps,
such hearings should be prepared to deal especially with concerns about
medical care, the possibility of continued growth and development, and
security and permanence of any residential placement. In the Pennhurst
case, a court—-appointed Hearing Master conducted proceedings in which the
concerns of families were treated with dignity. Most observers agree that
the hearings had a strong positive impact on the confidence and peace of
mind of the families. '

Our experience with the consumer interviews indicates that local service
systems will benefit from structurally increased opportunities for
consumer participation. This goes beyond encouraging consumer
participation in the development of the individual habilitation plan
toward regular surveys and genuine support for consumer groups,
conferences, and membership on planning and advisory bodies. We strongly
suggest that program administrators and providers make it a policy to

solicit and support the voices of consumers. Our data even suggest that

the quality and clarity of consumer input may increase sharply over time.

The Pennhurst Study has not settled several important questions about
system organization, among which are the optimal size of community
residences, the reliability and validity of licensing and inspection
procedures, the merits of the shift versus live-in staff system, public

versus private service provision, and profit versus nonprofit providers.

These questions about the characteristics of community services that work

_best could not be addressed in the Pennhurst work because we were only

studying one system. Comparative studies of systems in several states are
necessary to get at these issues scientifically, and we suggest that such

studies are needed. Only the federal government can support this kind of

interstate research.

Both quantitative and qualitative data indicate that case management is a
critical function in any community service system. In the Pennhurst case,
Judge Broderick issued an order that 30 case managers be hired and
assigned to serve about 900 people, resulting in caseloads averaging 30.
The. quantitative data hint, and our years of discussions with knowledgable
key actors strongly suggest, that case managers must have sensible
caseloads to be functional at all. We do not have sufficient comparative
data to pin down the optimal number, but the prevailing opinion in our
study area strongly suggests caseloads of less than 50.

Even with the -court scrutiny in Pennhurst, case management is a fragile
function. 1In recent years, vacancies in case management positions have
gone unfilled for long periods in many counties, sometimes because of
hiring freezes, and sometimes for reasons that are not clear. State and
local officials should, if they believe in the value of reliable case
management, work to obtain valued status for these positions in civil
service hierarchies and salary levels.

The court, through its Special Master, also mandated a specific format and
an independent review process for individual habilitation plans.
Qualitative findings indicate early complaints among service providers

that the format and the review process were overly rigorous, cumbersome,
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and slow. Quantitative data, on the other hand, suggest that higher
quality plans resulted, and people with this court protection may have
received more careful attention and may have displayed more behavioral
progress than those without it. On balance, the research team recommends
that state officials should implement simple and consistent formats for
individual plans, and either state or local administrators should create a
mechanism for periodic independent expert review of such plans,

The Pennhurst Study data have been utilized extensively over the years by
Pennsylvania, the counties, individual service providers, and the
plaintiffs in the case. The data have been used for long-range and
short-range planning, for selecting individuals with certain
characteristics for placement in certain settings, for reporting
requirements, and even for projection of costs to serve specific
individuals in community settings. We infer from this demand for data
that, at least in our area, the existing information systems are primitive
at best. The systems that do exist are old in design, often borrowed from
mental health or medical applications, and do not contain the kinds of
data that would be most useful for planning and evaluating community
systems. Most of our experience in other states reveals similar
situations. We therefore recommend that individualized data base
construction should be an integral part of service system design and that
leadership in this area should come from the state program level.

Capacity Building

Apart from the structure of community service systems, there are a number

of issues that involve gradual processes of strengthening and enhancing

services. Building the capacity to perform certain functions will require

leadership, technical assistance, training, and confident attitudes among the

principal actors. In our years of observing the Pennhurst situtation, we have

noted a number of key elements in capacity building that may be useful in other

states and localities.

1.

The Office of the Special Master appointed by the court took on a
significant role in capacity building, including recruiting and training
case managers, giving technical assistance to service providers,
sponsoring workshops, and making public appearances designed to enhance
the image of people with mental retardation. This role was, in our view,
a positive one, and we infer that .activities designed to build capacity in
the local service delivery systems are appropriate for court enforcement
mechanisms.' The role of compliance monitors can thus evolve beyond that
of watchdog toward the active facilitation of exemplary programs and new

technologies.

In Pennsylvania there was widespread skepticism: about the capacity of
community systems to provide adequate care for people with severe or
profound impairments. In the Pennhurst case, we have seen that the most

effective way to build capacity and the belief that it can be done is to
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move those with the most serious disabilities to the community first. The
court ordered that special preference for early placement be given to
children. Although there were only 61 children at Pennhurst, they had
extreme degrees of mental retardation and other handicaps. Because the
system was forced to cope, people learned early that very disabled
individuals were appropriate for, and able to, benefit from less
segregated and smaller settings. We recommend that deinstitutionalization
activities include a means for moving some portion of more disabled

institutional residents into the community in 'the first wave of
placements, ’

Our field experience focused primarily on residential settings, but our
strong suspicion from a variety of sources in the study, including the
consumers themselves, is that the next issue that needs major attention is
the availability and quality of day programs. We have had the opportunity
to study a system in transition from a total institutional model to a
dispersed community residential model. The data show that Pennsylvania's
community residential model has overwhelming advantages, but the data also
lead to the inference that day programs are not very different from
decades-o0ld workshop and adult day care models in other parts of the state
and the nation. We suggest that, at least in ,Pennsylvania, the issue of
residential settings has been resolved in favor of the community, but that
day services should be the next target for capacity building through

technical assistance and innovative demonstration programs.

The quantitative data on neighbor attitudes suggest another implication
for capacity building. As we interpret the data, the strategy of "just
moving in" appears to have merit. That is, when planning a new community
residential setting, if it is legally possible to avoid going to formal
hearings and systematically notifying the prospective neighbors, it may be
best on balance to do so. Our interviews with neighbors indicated that
few neighbors would be opposed in the absence of outside influences such
as vocal opposition at hearings or unfavorable media attention. Moreover,
the average reaction is negative, but small and short-lived. Finally,
citizen opposition to potential community living arrangements in their
neighborhoods seems to be much stronger than opposition to actual
residences. Hence it may be better to avoid direct confrontation with

" neighbors initially in order to foster the capacity of neighborhoods to

assimilate and accept new neighbors with mental retardation over time.

All of our analyses suggest that, in order to ensure the stability of
community placements for more disabled individuals, residential and day
program providers must have access to backup services including

behavioral and crisis intervention as well as specialized medical

assistance.

Our observations of the Pennsylvania system lead us to conclude that
growth in community services -- especially when accomplished in a short
period of time —- will alter the character of the local delivery system.
Specifically, service agencies will inevitably become more bureaucratic
and small providers may have difficulty in making the transition to a more
complex system. In order to protect the flexibility inherent in a system
with multiple providers, public mental retardation officials should take

steps to guard against too much centralization and .uniformity. Such steps

should include timely reimbursement schedules to ensure the cash flow of
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the small provider as well as the creation of service guidelines that
maximize flexibility in the provision of services at the provider level.

While some degree of staff turnover in community residential programs may
be inevitable and to some extent desirable, our qualitative analyses

suggest that too much turnover weakens parental and family confidence and
threatens the. stability and well-being of clients. We therefore recommend
that steps be taken to improve working conditions (e.g., regularize hours,

enrich staff/client ratios), improve compensation, and better equip direct

service staff to cope with the needs of more seriously digabled people.

The Role of the Courts

Because this was a study of deinstitutionalization that was ordered by a

federal court, we have paid close attention to legal issues. Several issues

related to the use of litigation to bring about system change have arisen that

seem to us to have implications for federal policy, and also in some cases for

states and advocates.

1.

OQur analyses of compliance mechanisms in Pennsylvania and in other states
suggest that, to the extent feasible, court monitors and masters should
not be given responsibilities that mix both programmatic (e.g.,
traditional state policy functions) and enforcement duties in order to
minimize the conflict between the court-appointed official and the state
defendants, 'and to maximize the degree of "ownership'" of court-mandated
reforms by state and local program officials. '

Based on our comparative analysis of litigation in Pennsylvania and other
states, compliance entities such as special masters, should be not be
involved day-to-day planning activities (e.g., assessment of clients,
determinatipn of specific programmatic resources, identification of
providers, etc.), but should devote their energies to broad system
planning including the establishment of a schedule for key compliance
events and the various roles that system participants will play.
Involvement in the specifics of planning relieves program authorities from
responsibility and disassociates the plan from the ongoing mental
retardation system. The most constructive role that compliance entities
can play is to ensure that plans are implemented according to a precise

schedule and that resources and funding are attached to each critical

milestone.

The experience with the Office of the Special Master in Pennsylvania
strongly indicates that funding levels for compliance masters and monitors

should be kept at a modest level in orders to minimize controversy and to

maintain the focus on enforcement and compliance rather than on the

compliance mechanism itself.

In the case of Pennhurst, despite the fact that the lawsuit clearly’
polarized groups who might otherwise have been allies, it seems to us that
the results -- over 600 people moved to vastly enhanced living conditions
in six years -- would not have been achieved by any other method. Thus,
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we suggest that litigation can be a force for the reform of service
systems. However, our comparative analyses in!|other states also suggest
that litigation -— when aimed primarily at institutional improvement —--
can hamper the orderly transition to community|services.

At the federal level, we suspect that the rolejof the courts is

declining. The U.S. Department of Justice has|apparently altered its
position on the Pennhurst case after eight years, and failed to support
thé plaintiffs' arguments in the most recent Supreme Court hearing.
Moreover, the Justice Department appears in general to be more reluctant
to join in actions against public agencies or conditions that may threaten
the civil rights of people with handicaps. In, addition, our legal
analyses suggest that the current Supreme Court is not likely to affirm
additional constitutional and statutory rights for people with mental
retardation. We therefore suggest that in the future advocates will
concentrate their efforts in state courts, in administrative forums and in
the pursuit of regulatory and statutory reform.

The Pennhurst court order was just that, an orher, and as such was one of

only two in the field of broad scale litigation in mental retardation.
The fact that it was not a consent decree seems to us to have made the
situation more adversarial than other cases analyzed The absence of a
consent decree also contributed to the degree of power and resources that
the court conferred on the Office of the Specifl Master.

[
We infer that consent decrees, where feasible,: are more effective tools of
reform since they represent a joint statement of purpose by the plaintiffs
and defendants. Federal, state, and local officials, as well. as
advocates, providers, and fam111es, are all 1nFerested in the question of
whether 11t1gat10n results in the creation of a privileged class of people
who received special attention and resources. . In the Pennhurst case, this
definitely did happen. Even our quantitative data showed more service
rendered to, and more behavioral growth among, the class members than
among otherwise similar people. Whether this is just seems to us to be a
question of whether the wrongs being redressed were serious enough to
justify a strong remedy. Given the long history of failed attempts to
improve conditions at Pennhurst, the evidence presented at the trial, and
the systemic benefits that accrued to others as a result of the

~litigation, the remedy in this case appears warranted.
. 1

Another concern related to the impact of 1itiggtion is whether others are
deprived of resources that they would otherwise have enjoyed. In
Pennsylvania, there is very little evidence tol support the assertion that
the litigation drew resources away from other areas of the state. There
are, however, a few strands of evidence suggesting that -non-class members
in the Southeast Region might have been affected. Waiting lists for CLAs
in the Southest Region, although unreliable and poorly maintained, seem to
have increased at a higher rate compared to the rest of the state.

Reports from some knowledgeable informants also indicate that it has been
very difficult for non-class members’ families to find day programs in
recent years. We cannot, of course, be sure that either of these
phenomena was caused d1rect1y by the court order. On the other hand, the
court order materially benefited other clients in the system when the
special requirements for individual plans and monitoring for class members

were extended to non-class members who lived with a class member, or who
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- were served by an agency that also served class members. 1In other states
analyzed, the conclusions are similar. In Maine, for example, the
litigation appears to have benefited the entire system because it became
the basis for implementation of broad statewide reforms. Thus, litigation
can engender discrimination among equally needy groups, but does not
necessarily' create special class status at the direct expense of others.

Quality Assurance and Monitoring

The Pennhurst Study has helped Pennsylvania to implement a new
quantitatively-oriented monitoring system. The instruments and techniques
developed by Temble University for collecting individual, family, and
environmental information are now part of the formal ongoing monitoring system
in Pennsylvania. These instruments and techniques.differ from most prior forms
of monitoring in that they are centered on people rather than the programs
through the colléction of quantitative information about the well-being of
every person in fhe service system. We believe the quality assurance
implications presented below are among. . the most impomtént arising from the
Pennhurst Study.

1. One major argument against the idea of decentralized, integrated service
systems like the community living:arrangement system in Pennsylvania has
been that such dispersed systems are very difficult and costly to monitor.
Our experience strongly contradicts that argument. The Temple University
monitoring mechanism comprises one part of a comprehensive monitoring
system for community settings that provides intense and frequent scrutiny
from several levels for a reasonable cost. We conclude.that it is in fact
feasible, cost-effective; and desirable to create individually oriented
and quantitative monitoring systems for community service systems. We
recommend that the policies governing existing and future community
service sgystems require such systematic monitoring over and above
minimal licensing reviews performed for basic health and safety issues.

2. We conclude that the quantitative monitoring function should be
centralized: as much ‘as possible. 'For one thing, only then can comparisons
be made across local jurisdictional boundaries. For another, this is one
area in which the payoff from minimizing duplicative and contradictory
inspections, is clear and immediate. Another is that using some variety of
third party as a monitoring entity can have several important advantages,
among them the minimal appearance of conflict of interest, a perception of
objectivitiy, and the participation of pure fact finders who are not part
of an enforcement agency.

3. Another aspect of quality assurance that we highly recommend is the
inclusion of systematic surveys of families andl consumers themselves.

Both are extremely low in resource demands and can produce information
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‘are free of "functional level bias."

that could be acquired in no other way.

It i% good policy to try

regularly to identify families and consumers with serious complaints,
which they may be afraid to voice to service providers, in order to
prevent  deterioration of conditions and to serve as an early warning

system.

o
We think it is extremely urgent that all users of standards, licensing, or

any kind of environmental measures pay close adttention to two issues that

we have faced continually:

independence and reliability.

Here we use the

term independence to mean that any environment

should be independent of the functional level
environment. Not one of the program-oriented

al measure of "quality"
of the people living in the
environmental ratings used

in the Pennhurst Study is free of this kind of bias and we suspect that

many measures suffer from this shortcoming. T
serving people with more intense needs will au
quality ratings.
of "culture bias," there is a need for measure
Examinat

his means that a program
tomatically receive lower

Like the need for measures of intelligence that are free

s of program quality that
ion of existing measures and

standards should begin immediately, and a nati

onal level attempt to

develop independent measures should be a high

priority.

The second issue, reliability, means that a pr

ogram's ratings on any

standards or environmental measures should not

be influenced by the biases

of the site reviewer. If the measures are unreliable in this sense, then
service providers will inevitably realize it after just a few reviews, and
are likely to become cynical and treat the entire procedure as a game
devoid of meaning. We are not aware of any nétional level or state level
monitoring, licensing, standards, or program audit instruments for which
adequate reliability data have been made available. Not only should the
users of these instruments test for reliabiliéy, but they should also take
action where necessary by changing the instruments and/or intensifying
rater training. In other words, it is time té apply some elementary rules
of scientific procedure to the assessment of program quality.

Finally, it seems to us that many of the environmental measures,
standards, and licensing/inspection tools or program audits that have been
developed have contained the assumption, either explicit or implicit, that
a program that does well on this review will fender good services and
produce good outcomes among the people it ser&gs. Perhaps we are past

the time when this "outcome assumption" is needed for environmental
measures. Many aspects of the living situation are related to basic
rights, others involve simple sound management, others involve comfort and
safety, and not all need to produce growth and development. We have
worked very hard to test the "outcome assumpt%on" for a variety of
environmental measures, and have found only relatively weak correlations
and hints of association. We are beginning to consider the idea that,
because outcomes themselves are known to be reliably and economically
measurable, perhaps new approaches to environmental measures and standards
will abandon the "outcome assumption." Measures and standards should
instead focus on simple, observable, reliablel|facets of the setting
without making the "outcome assumption,” but rather require (or even

" future.

collect) outcome and service data for every individual in the setting. In
fact, that is the direction this research team would recommend for the

|
i
|
|
i
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- Recently, we have observed changes in court-ordered services that are

characterized by a decline in staff commitment and understanding of the
ideology that brought about the creation of community services. Instead,
some staff increasingly regard their jobs as a set of tasks unrelated to
the larger aims of normalization and habilitation. As a result, we
strongly suggest that the expansion of services ghould be accompanied by a

redoubled effort to communicate program values and ideology in order to

ensure that service approaches do not become over-bureaucratic, routine,

and standard. Without the continued orientation of staff to the norms

that generated the development of institutional alternatives, system
administrators and providers run the risk of recreating custodial care in
the community.



XIaN3ddVv



APPENDIX 2-1

OVERVIEW OF THE STATE, THE REGION,
| AND THE COUNTIES
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I. THE COMMONWEALTH

The Commonwealth of Pennsylvania, a Mid-Atlantic state, is
bounded on the north by Lake Erie and New York State; on the east
by ;he Delaware ﬁiver, and the states of New York and New Jersey:
on the south by Delaware, Maryland and West Virginia; and on the
west by West Virginia and Ohio. The state covers a total area of
45,000 square miles.

Pennsylvania was originally called the “Keystone State"
because of its central location among the thirteen colonies. The
nickname‘persists due to the state's development as an important
economic center along the eastern seaboard. Pennsylvania is the
nation’'s fourth most populous state with a population of almost
12 million persons. It has a population density of 260 persons
per square mile and a per capita income of $7,000. The two
largest cities in the state are Philadelphia (pépulaéidn ’
1,800,000) in the southeast, and Pittsburgh (pppulation 460,000)
in the west. ’ ’

Mining, manufacturing, farming and tourism are the major
contributors to the state's economy. Pennsylvania produces
nearly all the country's hard coal and one-fourth of its steel.

Steel and iron manufacturing are the largest single industries in

enterpris;s was valued in excess of $42 billioa.

Despite the emphasis on manufacturing and the steady growth
of cities‘anﬁ towns, large areas of the state are still rural and
many counties are primarily agricultural. 1In 1976, Pennsylvania
had the largest rural population in the United States.
pennsylvania ranks high in its production of grains, truck crops,
tobacco, fruit and livestock. In the Southeast Region, the land
is fertilé and well-farmed. The state's richest soil is found in
and around Lancaster County (which adjoins Chester County to the
west). In 1977, it was estimated that the size of the average
farm was 140 acres and had an average value of about §161,000,
Thisv;ndicates that agriculture is primarily a family rather than
corporate business in the state.

Though the Democrats outrank Republicans in party registra-
tion in the state, the Governor and two U.S. Senators are
Republicans. The state legislature is currently conﬁrolled by
the Democrats. - Historically the State House has been occupied by
Deméé;ats or mod;rate Republicans. On the county level, however,

elected local commissioners in many areas of the state have been

predominately Republican. This political difference, according

the 'state.” The steel industry is concentrated mainly in the
véstern part of the state, with other centers at Bethlehem
(Northhampton County, near northern Bucks Countf), and in the
Harrisburg~Carlysle area. In.1970, Pennsylvania had over 17,000
manufacturing enterprises employing about.ﬂ& million work;rs (34%

of the state's labor force). The total production of such

to some of those interviewed in the state, has contributed to

conflicts between local govermment and Harrisburg, the state's

capital.'-
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II. THE REGION

The five counties in the Southeast Region make up what is
known as the Delaware Valley or Tri-State Area. These five
counties--Montgomery, Chester, Delaware, Bucks, and
Philadelphia-~also comprise the Philadelphia Standard Metropo-
litan Statistical Area. The overall Tri-State Area encompasses
the Southeast Region of Pennsylvania, five neighboring New Jersey
counties and one Delaware State county. The Area is a majér‘
center for shipping, transit, manufacturing and industry.

The four Peﬁnsylvuniu counties that surround Philadelphia

rely on a mixture of farming and industry to support their local

economies. Each of the counties encompasses suburban communities

whose residents commute to center city Philadelphia to work.
Philadelphia, a city/county, is the state's largest metropolitan
area and is surrounded by some of the state's richest and most
fertile farinland. In general, the Southeast Region‘s centrai
location (close to other states and with access to port facili-
ties) has encouraged the development of manufacturing and
industry.

There are three different forms of local government in the
five county area. Bucks, Chester, and Hontgomery Counties share
a county commissioner form of government.' The commission is made
up of three representatives--one from the minority and two from
the majority party in the last election. 1In the primary, the
Republican and Democratic parties select two candidates who then
vie for the three available geats in the general election.

Delaware County, in contrast, is one of six counties administered

by "home rule,"” and Philadelphia has a combination city/county
governmental structure.

The Southeast Region includes a total of 42 community living
arrangement providers authorized to serve 820 mentally retarded

individuals in small group residences. There are proportionately

more CLA providers in this region compared to .other regions in

"‘the state. The number of actual residences, however, is small

than a comparable region in the western part of the state.
Additionally, there are 22 private licensed facilities serving

mentally retarded persons in the area,
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III. THE COUNTIES

A. Philadelphia City/County

Philadelphia City and County cover the same geographical
area, with borders on the Delaware River and the counties of
Bucks, Delaware and Montgomery. Covering an area of 127 square
miles, Philadelphia ranks fourth in size among cities in the
United States. It is also the fourth largest city in terms of
population with a total of 1,800,000 residents. The population,
which has declined slightly in the last decade, is entirely
urban, with about 14,000 persons per square mile. Among the fiQe
counties in the Southeast Region, Philadelphia has the lowest per
capita income--approximately $6,200. The median age in the city
is 32.6 years.

Philadelphia's strategic location on the Mid Atlantic has
made it a major manufacturing, distributing and transportation
center. It is the most heavily industralized county in the
state, with nearly 16% of Pennsylvania’s manufacturing workers,
and one out of five plAnts. The two largest industries are
apparel and food-processing. The total ayailable labor force
numbers about 800,000, of which 200,000 are employed in

manufacturing.

Philadelphia is also.a center of higher education in the

- state with 32 colleges, universities, professional schools and

seminaries. 1In 1977, 253,000 students attended Philadelphia's
public, private and paroch}al schools.
The city is governed by a mayor/council form of government

with the Mayor, who ies a Democrat, serving as the executive

officer. The city council is comprised of 17 members and is
currently controlled'by the Democrats. Unlike its neighboring‘
counties in the Southeast Region, Philadelphia has traditionally"
had a Démocratic administration. There are also three eIectEd_
county commissioners whose primary responsibility is the super-
vision of elections.-

Philadeiphia has 18 community living arrangement providers
authorized to serve approximately 280 persons. There are also
five private licensed mental retardation facilities in operation
in the county.

B. Chester County

. Chester County lies in the southeast corner of the state,
bounded on the south by the State of Delawaré and Maryiand; to
the eaét and north by Delaware and Montgomery Counties; and to
the west by Lancaster, Berks, and York Counties. Most of the
area is fagmland, but the eastern portion of the county has
recenﬁly become a residential area reflecting the western spread
of metropolitan Philadelphia past Delaware county. The total
land area is 760 square miles, making it the largest of the five
counties in the Southeast Region.

Traditionally an agricultural county, Chester has grown at a
slower rate than the rest of the state, although in the recent
past, suburban development has hastened population increases. In
1976, the county had just under 300,000 residents; the projection
for 1985 is 385,000. Population density, however, is still less
than 400 persons per square mile. 'Currently, 45% of Chester is

clasgified as urban and 55% rural. The median age is 27 years,
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and the per capita income is §7,000. Chester has a larger
concentration of families with incomes over $10,000 than any
other county in the ‘Southeast Region. Of the 85,000 dwelling
units in the county, 70% are oﬁner-occupied.

Historically, agricultural and horticultural products have
been important to the county’'s economy. Chester County is known
as the "mushroom capital.of the world.; Mushrooms, as wéli as
greenhouse products, roses and dairy products, continue to
provide a major source of income. The county's largest industry,
in terms of employment, is the production of primary metals.

However, the chemical industry and food-processing are experienc-

‘ing substantial growth. The county's estimated available work-

force is 137,500.

Chester County has three county Commissioners--~two
Republicans and one Democrat. The area has 12 independent school
districts that provide education from kindergarten to 12th
grade. The student~teacher ratio is about the same in Chester as
it.is in other Southeastern counties. During the 76-77 school
year, there were 61,000 students. The county also has 34 private
schools, 22 parochial schools and four colleges. An "Educational
Service Center" provides speci;l education and vocational
education for exceptional children ;n various parts of the
county. . .

among the 12 hospitals (with a total of 4,830 beds) in the
county are Pennhurst State Cénte; and the Devereaux Foundation,
There are four community living.arrangement providers in Chester

County authorized to serve 105 retarded individuals. The county

In terms of government, Delaware County differs from the
other four counties in the region in that it is a Home Rule
County comprised of an elected county executive and five
councilpersons.

The five council members functién in a part-time capacity.

Delaware County has 15 school districts Qnd county public
£chool systems. In the 77-78, 88,000 students wéré enrolled.
There are, in addition, 58 parochial schools, 27 private schooly
and three vocational-technical schools. About 60% of the :
county's students graduate from high school, and 52% go on to
college. There are also 14 colleges and universities in the a{éi
including Pennsylvania State Upiversity and Villanova Universiﬁé

There are four community living arrangement providers in
Delaware authorized to serve 103 persons. There are also four
private licensed facilities offering residential services to-
mentally retarded persons within the county.

D. Montgomery County

Montgomery is the most central of the five counties and is
surrounded by Bucks County to the northeast, Berks County to the
northwest, Philadelphia and Delaware Counties to the south, and
Chester to the southwest.' It is the only one of the five that
does not share a bordgr with another state.’

The population of Montgomery County is 640,000 spread over
an area of 480 square miles. Municipal population densities
range from 11,000 per‘square mile in Jenkintéwn {near
Philadelphia) to only 145 per square mile in Upper Hanover (in

the northwest corner of the county). Of the total area, between
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B0% and B85% is classified as urban. The eastern portion of the
county is the most heavily developed and is made u§ of the
compsct commuter suburbs of Philadelphia. However, this area
represents little more than a quarter of the county's entire
area. County plann;ng_maps indicate that the rest of the county
is relatively undeveloped and sparsely populated. Despite the
fact that. .so mﬁch of the county is relatively undeveloped,
Montgomery County is the state’'s third most populous county, and
is said to be the wealthiest.

. Of the county's 16,000 registered businesses, 1200 are
manufacturing establishments which employ about 90,000 workers.
Also included are 1500 construction companies, 4,000 retail
outlets, and 4,000 service establishments. Most of the indus;ry
in the county is concentrated along tﬂe Schuylkill River, the
Pennsylvania Turnéike, and the North Penn area. Montgomery
County is more diversified with respect to trade and industry
than the other counties in the region. 1In terms of exports, thé
county ranks with Philadelphia in numbers of exporéers, and is
fourth in the state with respect to ﬁhe vglue of its exports.

Like Chester and Bucks, Montggmery.County is governed by
three elected County Commissioners. Currently, there are two
Republicans and one Democratic in office.

The county is divided into 23 school districts, with 200
public schools. 1In addition, there are'134 private and parochial
schqols located in the area. Ten community living_arrangement
providers authorized to serve 238 persons, plus three private

licensed facilities are in operation in Montgomery County.

E. Bucks County

Bucks County is the furthest north of the five counties in
the region. Lying on the eastern edge of Pennsylvania, Bucks
shares its eastern border with New Jersey across the Delaware
River. To the south, Bucks borders on Philadelphia; to the west,

it shares a border with Montgomery, Lehigh and Northhampton

- Counties.

Bucks covers an area of 620 square miles and has a popula-
tion of between 450,000 and 500,000 persons--76% of which is
urban. Northern Bucks éounty is far enough away from the metro-
politan Philadelphia area to be relatively unaffected by popula-
tion spill-overs in recent yeérs. Nevertheless, the county as a
whole has experienced an 18% population increase over the last
teﬁ years. Population density averages between 600 and 700
persons per gquare mile. .

There are an estimated 123,000 families and/or households in

the county. 1In 1975, the per capita income was lower than most

of the other counties in the region. The income ranges are wide,

however, and encompass some very wealthy households. There are

‘now about 154,000 housing units in the county which reflects a

27% increase over the 1$st ten years.

Industry in the county is relatively diverse. Manufacturing
employs about 62,000 workefs or 38% of the total workforce.
Retail and wholesale trade employs about a quarter of the
workforce. However, the biggest growth is in the area of pro-
fessional services (over 106% increase in the last few ye;rs) and

also in transportation, utilities and communications (70% to 75%
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increase). Bucks, like Chester aqd Montgomery, has two
Republican Commissioners and one Democrat commissioner.

The county is divided into 14 separate school districts.
six community living arrangement providers authorized to serve 94
residents, and three licensed private facilities are available

for mentally retarded residents in Bucks County.

This brief picture of the counties in the Southeastern
Region of Pennsylvania gives the indication of‘a reasonably
prosperous and diverse area. It.shows an area witﬁ significant
higher education and other training.resources. Further, with the
exception of Philadelphia, it.indiéates an area growing in popu-
lation and industry. It also reflects a region that is
relatively well-endowed with resources for mentally retarded
persons: All of these characteristics, in fact, may help to
explain why the plaintiffs chose to focus the litigation on
Pennhurst and the Southeastern Region rather than on another,

less developed part of the Commonwealth.

IV. THE STATE MENTAL RETARDATION SYSTEM

There are several characteristics of Pennsylvania state
government and of the mental retardation system that distinguish
the Commonwealth from other states and that should be noted prior
to the discussion of the litigation. They include the following:

e The general human services system in the state is
directed by an umbrella agency, the Department of
Public Welfare (DPW), which has responsibility
for social services, juvenile justice, child
welfare AFDC, Medicaid, mental health, and mental
‘ retardation. :

& The Department of Public Welfare manages -the human
services system through a complex organizational
system that includes regional offices, county
welfare departments, and county mental health and
mental retardation programs throughout the state.

e The major state statute governing the state's mental
retardation program is the Mental Health and Mental
Retardation Act of 1966. It is said to be the first
statewide statute to mandate community-based mental
dipabilities programs in the country.

@ The mental health and mental retardation system
in the state is a county/state partnership with
the state providing 100% funding for residential
programs, and 90% funding for all other services;
the counties contribute the remaining 10% for
other than residential programs,

e The mental health and mental retardation program
at the county level is managed by a county admini-
strator appointed by the county commissioners.

e Advocacy groups made up of parents of mentally
retarded persons in the state have, in the last
decade, been very successful in securing and
elevating the mental retardation program to a
status comparable to that of mental health in the
Department of Public Welfare.

e Significant strides have been made in the Common-
wealth in the last eight years in the development
of small community living arrangements (CLAs).
Though growth has levelled off recently, the program
now encompasses 1256 such facilities.

e Though the Commonwealth has expended large sums of
money on the development of community living -
arrangements, the majority of the funding in the
mental retardation system still goes for the
support of state institutions.
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gfié nas seven private licensed facilities,
¢¥© pelavare County

pelaware County is §n the far southeastern tip of the
gtate. It is bounded on the north by Montgomery County: on the
east DY Philadelphia; on the south by the Delaware River and the
state of Delaw;re: and on the west by Chester County. It
encompasses 182 sguare milea and is the third smallest county in
pennsylvania (Philadelphia is the smallest).

Though one of the smallest counties, Delaware is the fourth
largest in the state in terms of population. Once very rural, it
is now about 97% urban. 1Its population, 584,000 persons, makes
it one of the most developed counties in the state although
resident growth is beginning to decline. Population density is
about 3,100 persons per square mile,

Households and families number an estim;ted 1§1,000 and
152,000 respectively. Over half the households have incomes over
§10,000 which ranks Delaware close to Chester and Montgomery
Counties in terms of affluence. The per capita income is
57,500--5300 higher than the state average.

Despite i£s population .density, Delaware still derives an
important part of its income from agriculture--particularly truck
farming and horticultural products such as mushrooms and cut
flowers. However, in terms of employment and value of
Production, manufact;;ing is the leading industry. Theré are 470
Plants employing 40,000 employees, with a total product value of
$43 million. The largestlindustries are transportation '

equipment, non-electrical machinery, and petroleum refining.
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BEHAVIOR DEVELOPMENT SURVEY

PERSONS NAME

{OPTIONAL} (LAST) (FIRST) (D]
14181 85U NUMBER D D D - D E] D D D
1-{9} 1 (Card w}

1.010-14) Current or Prior Institutional Case Number 1-{15-18) SITE CODE (teave blank)

HimNnn oot

RESIODENTIAL PROVIDER AGENCY

RESIOENTIAL FACILITY LOCATION - OR — INSTITUTIONAL COTTAGE NAME

STREET lor Cottage)

APT. COMPLEX NAME - _ APT. @

CITY, TOWN . STATE zip

RESPONDENT'S NAME

JOB TITLE WORK PHONE

INTERVIEWER'S NAME

PARENTS , NEXT OF KIN, OR PRIMARY CORRESPONDENTS

NAMEI(S}

ADDRESS: STREET, o APT. &
Ty, STATE 2P
TELEPHONE { )- -

Temple University Developmental Disabilities Program/UAP
Evaluation and Research Group: November 1984

1-{19.22) TODAY'S DATE

MONTH YTAR
1-(23.26) PEHSON'S DATE OF BIHTH _____/__ __
MONTH YEAR

1.(27.30) DATE OF AOMISSION TO CURRENT
RESIDENTIAL PLACEMENT. R
MONTH YEAR

1-431) TYPE OF CURRENT RESIDENTIAL PLACEMENT

{Entar cods numbar} .
Public Institution le.g. Pennhyrst, Embresvills,
. Woodhaven)
Privets Licensed Facility .
O 3 Community Living Arrangement (CLA)
Group hume or apartment
Community living errengement (CLA) -
Minimal supervision .
ICF-MR, 4 t0 15 bed
Fouter family placement
With lamily or in own home
Oomicilisry cara/board & care home
Other

~

-

C®~EN

HISTORY

1-{32) WHERE DID THIS PERSON LIVE IMMEDIATELY

BEFORE COMING TO THIS SETTING?
Pennhurst Center

Woodhaven Center

Embreeville Canter

Other stets center
Private Licensed Facility
Other CLA

Homs

Small ICF

Othar,

O

CONONAELN -

1033) 1S THIS PERSON A PENNHURST CLASS
MEMBER?

O 1 ves
2 NO

3 DONT KNOW

1-(34) COUNTY OF RESIDENCE (IF INSTITUTION,
GIVE COUNTY OF
ORIGIN}

Bucks

Chester

Detawars

Montgomery

Philadelphia
Other PA County {
Out of State Resi (Stete: )

—wO P AN

1435) LEVEL OF RETARDATION
NOT HETARDLD

SN A MILDLY REFANDLD
Q 3 MUUENATELY HETAHDED
4 SEVERELY RETAHDED
5

PROFOUNDLY RETARDED

t-{36)- 1Q
1 70 oc abous
2 55.69
Q J 40-54
4 25.39
5'0.24

6 Uinagwrsble

1-{37) SEX 1 Mals
oot . 2 Female

1-(38) RACE t White

2 Biack
Ol

ADAPTIVE BEHAVIOR

1-139) VISION (Enter number}
With glasses - il used

4 No difticulty in sesing
3 Some dilticulty in seeing
.2 Grest dilficulty in seeing

1 No vision at eli

1-(40) HEARING |
With hearing aid - if used
4 No dilficulty in hesting -
3 Somau difficulty in hearing
2 Great difficulty in hearing
1 Nu hearing at all

1-{41) AMBULATION
4 Walks with no difficulty
3 Limps or walks unsteadily
2 Walks only with help
1 Unable to walk
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142) WALKING AND RUNNING tChack ALL Ihat apply)
Wilh cane, cruiches, brace. walker - if used
Walks atone
Walks up and down stairs atane
Waulks down stairs by alternuting leet
Runs without falling often
Hops, skips ar jumps
NONE OF THE ABOVE
1-{43) SPEECH (Not including signing.)
Speoech eesily understood
Speech somewhat difticult 10 undarstand
Speech very dillicult to undersiand
Speach is not understandable but makes
sounds
1 Makes no sounds
1-(44) VOCABULARY lincluding signing.)
5 Talks ebout action when describing pictures
4 Names people or objects when describing
pictures
3 Uses names ol lamiliar objacta
2 Asks lor at least ten things by their
appropriate names
Is neatly non-verbel
1-(45) BOOY BALANCE
Stands on “‘tiptoe’” for ten seconds if asked
Stands on one foot for two saconda if asked
Stands without support
Stands with support
Sits without support
Can do nona of the above
1-{48} USE OF TABLE UTENSILS
7 Uses knila and fork corractly snd nestly
Uses table knifs lor cutting ol':pruding

Faeds self with spoon and fork - nestly
Foads aelf with spoon and fork
- considerable spilling

Feads salf with spoon - neatly
Feeds selt with spoon - considerabla lplllmg
Feeds self with fingars or must be fed
1-147) EATING IN PUBLIC

4 Orders conmplete meals in 1estaurants

3 Orders simpis maasls like hamburgars or
hot dogs

2 Orders solt drinks et s0da fountain or canteen

1 Does not order food 8t public asting places
1-148) DRINKING

4 Drinks without spitling. holding glass in

ona hand
3 Drinks trom cup or glass unassisted - naatly

2 Orinks from cup or glass - considerable spilling
1 Dous not drink from cup or glass T

—_NWwbdbuOd NWbLaw;m ,
il
anoe

FLY-Y

—-Nw

o

NWa

1-149) TOILET TRAINING

Never has toilet accidents

Naver has 1oilet accidents dunng the day
Occ has tuilst acci durng
the day

wae o

-N

ts not toilet trained at all

1-{50) SELF-CARE AT TOILET (check ALL statements

that apply}
—— a Lowers pants at the 1oilet without
help
b Sits on toilet seat withou! help
c Uses 10ilet tissue appropriately
d Flushes Loilat atier use
o Puts on clothas without healp
1 Washes hands without help |
NONE OF THE ABOVE
SHING HANDS AND FACE
a Washes hands with soap
— b Washes tace wilh suap
—— ¢ Washes hands and tace with water
___ d Ories hands and face
— NONE OF THE ABOVE
1-(52) BATHING
Pieperes and completas baihing unaided
Washes and dries seil completely
without prompting or helping
Washes and dries sell reasonably well
with prompting
Washes and driss sell with help
Attempts 10 soap and wash selt
Coopetates when being washed and dried
by others
Makeas no atiampt to wash or dry seif

1-151) W

>

@~

1:(§3) CARE OF CLOTHING
(Check all atataments Ihal apply)

~—— 8 Cleans shoes when needad

|
o

Puts clothas in drawer of chest nealty

Puls soiled ciothes in propar place tor

laundering/washing, wilthout beng

reminded :

— d Hangs up clothes wilhout being
famindad

—_ NONE OF THE ABOVE

O
|

Fraquently has toilet accidents during the day

1-{54}

O

1455}

O

1-(56)

14571

O

1-(58)

@)

1-(59}
A

O

DRESSING
Coinpletely diesses self
Complstaly dresses saif with verbal
ptompting only -
Qresses sotf by pulling or putting on all
clothes with verbal prompting and by fasten-
ing {zipping, buttoning, snapping) them
with heip
Diesses self with help in pulling or putting
on most clothes and fastaning them
Cooperates whan diessed by axiending srms
o1 legs
Muit be dressed compiately
SHOES lChl:k ALL statements thet apply}
Puts on shoes correctly without
essistance
b Ties shoe laces without assistenca
€ Unties shoe laces wit
d Removes shoes
NONE OF THE ABOVE
SENSE OF DIRECTION
Goes several bfocks from grounds, or Irom
honw, without getting lost
Goes around grounds o1 @ couple of blocks
from home without gatting lost
Goes around cottage, ward, of home
Gets lost whenever s/ha luaves awn living area

MONEY HANDLING

w a vo

~

w

-

S  Uses banking facilities independently
4 Makes change corractly but does not use bank-
ing tecilities OR uses banking facifities but does

not meke change correctly
3 Adds coins of verious denominations up (o ong
dollar :
Uses money but does not makes change correctly
Does not use monay

PURCHASING
6 Chooses and buys all own clothing without help
5 Chooses and buys soma ol own clothing without
heip
4  Mukes minor purcheses wuhoul help (candy‘
soft drinks, etc)
3 Does shopping with slight supervision
2 Does shopping with closa wpervision
1 Does1 no shopping
WRITING
Writes sensibla and understandable letiers
Writes short notes and memos
Wriles or prints 1orty words
Writes or prints ten words
Writes or prints own name
Cannot write or print any words

-

-NwauO

TGO PHIVERBAL | P00 SST0N (Chece ALL
sttty Hhal agriy)

a s uble L say (sgnd ot least o lew
waords ({1 yes, enter 6 in circle}

h Nl head or smites to exprews happi-
nest

¢ Indicates hunger

d tndicsles wanis by pointing or vocat
noises

o Expresses pleasure or anger by vocal
noises

t  Chuckies or lsughs when happy
NONE OF THE ABOVE

1-(61} SENTENCES _
4 S

O

uses | contain.
ing “because,” “but,’” etc
3 Anlu quen-um unng wnm: such as “why,”"

2 Spnlu in
1 s nonwerbal or naarly nonverbal
1-{62) READING
6 Raads books witable tor children nine
: years or older
5 Heods books suitable for children seven

years old
4 Reads simple stories or comics
3 Recognizes ten or moce words by sighy
2 Recognises verious signs, “ONE WAY
“NO PARKING,” “WOMEN," “MEN"
1 Recognizes no words of signs
1-(63) COMPLEX INSTRUCTIONS (Check ALL state-
ments that apply )
3 Unu-mandxmmucuum:onmnmg

*elc.
——_ b Understands instructions referring
1o the order in which things must be
then do

—— ¢ Understands instructions requiring 8
decision, “It. . ., do this; but il
nol, do.
NONE OF THE ABOVE

1-(64) NUMBERS
6 Does simple addilion end/or subtraction
Counts ten or more objects

5
4 Mechanically counts 1o ten
Q 3 Cuunn |wo objects by saying “‘one.

2

nates beiween'"one’’ end “many”*

or “alot”

Has no undersianding of numbers
1-{65) YIME {Check ALL s1atemenus that apply}

a Tells time by clock or watch
correctly
e b Understands time intervals, e.g.,

thera is ane hour between 3:30

ond 4:320
—_ € Understands time equivalents, e.9.,
“9:15" is the same as “‘Quarter

paslL nine”
~——— d Amnaciates time on clock with
various actions and events
JR— NONE OF THE ABOVE
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1.i66) AROOM CLEANING

3 Cleans rcom well, 8.9.
/> and ludying
2 Cleans rcom but not thoroughly

1 Does not cleen rcom at
1-(67) FOOO PREPARATION
Preperes an adequale compiste mes! (may
use cenned or frozen foods)
) 3 Mines and cooks simpla food. e.g.. fries eggs.
mekes pancekos, cooks TV dinnars, etc.
2 Prepares siunple loods requiring no mMmixing of
cooking, 6.9., sandwiches, coid caeresi, etc.
1 Does not prepere tood at all
1-(681 TABLE CLEARING
Claars teble of braskable dishes end

glassware .
Clears teble of unbreskebis dishes and

silvarwere
Ooes not cleer table at ell
1.469) 308 COMPLEXITY

3 cC of goes 1o
2 in pre-vocelional Ireining, in echool, or retired

1 Perlorms no work

1-{70) INITIATIVE
4 Initietes most of his own eclivities, o.9..
tasks, gamaes, otc
3 Asks if thera is something for him 10 do

ar explores ewrroundings, e.g.. home,
yard, elc

2 Will engage in activitios only if essigned
or directad :

¥ Will not engage in sssigned activities. 8.9,
putting away toys, etc

1-171) ATTENTION .

5 Will pey ettention 10 purposeful activities to
more than fiftaen minutes, e.g., playing
games, reading, cleening up

~

w

~

4 Will pay to pr
for ot leaet fiftaen minules

3 Wil pey ion 10 tul activith
for ot loast ten minuTes

2 Wil pay ion to i iviti
for ot least five minutes

1 Will not pay ion t0 fud

for es long as five minutes

1-{72) PERSONAL BELONGINGS

4 Very dependsble - slways takes care of
personet belongings
3 Usually dependable - ususily tekes care of
pereonsl belonginge
2 Unrsliable - seidom takes care of personal
belongnge
Not responsible at all - doas not take care of
persona! belonginge

1473 AWARENESS OF OTHERS {Chech ali that appty}
a own lamily
people other ihan lamily
(it b 1s chached, cnech a)
—— € Hasinlormation about others, 8.g. job,
O acdress, relation to self.
—. d Xnows the names ol people close 1o
him, 8 9., classmales, nexghbors.
e © Knows the names of peopie not reg-
ularly encountesred
p— NONE Of THE ABOVE

—

1-{74) INTERACTION WITH OTHERS
Interacts with others in group games
Interects with others for at least 8 short
7 period of time, .g.. showing or oftering
'\D toys, clothing or objects
Interacts with other imitativety with lttle

interaction
Does not respond to others in s socially
accepteble nianner
1.{76Y PARTICIPATION IN GROUP ACTIVITIES

4 Initiates group activitiss at lean some of the

tima {lseder and orgenizer)
Participates in group activiliss spontanecusly

ond eagerly {active part ent}

Participates in group activities if encouraged
10 do so (patsive participant)

Does not participate in group activities

~ wa

©

~

MALADAPTIVE
BEHAVIOR

MALADAPTIVE BEHAVIOR (Enter code number)

4 Never observed
Not observed within the last 4 woeke
2 Occesionelly (5 times or iass per woek)
within the last 4 weeks
Frequently (mose then 5 limes per week)
within the lest 4 weoeks

v

1478) Th or does physi L to olhouO

1477} Demages own or other's property Q
1478) Disrupte other’s ectivities O
1479) Usas profane or hostile languege Q

14680) e rebel e.g. ignores fati resists
following instructions -

MALADAPTIVE BEHAVIOR [Enter code number)

4 Never obissival

3 Nat atisesvad withio 1ho last 4 waeks

2 Ocuamnnally (% tunes o loss par wook)
within the last 4 weeks
Frequently (more than 5§ times per week}
within the last 4 weeks

2.(18) REPEAT BSU ¢
249} 2iCard #)

2-(10} Runs sway or eitempls (0 fun awsy Q
2-{11)  ls untrusiworthy, e.g. 1akes othes's property, Q
lies or cheats

2-{12) Displays stereotyped behavior, e.g. rocks body
back end forth, has hends in motion

2413} Removes or teari olf own clothing inapproprietely O

2.(14] Injures sall

2.15) (s hyperactive, 6.9, will not sit still for sny Q
length of time

advences, public masturbation, public exposure,
ote,

FAMILY/ADVOCATE
INFORMATION

2030} 1o the past year, how often has the femily cuntacted
the person or program st Ly phone?
No tamity
Never
Twice a year of luss
Aboul every three.inonths
About once s month
About once » week or more

“-Nnuamo

2:(31)  How ofien did lamily members visit Lhe person
{in past year)?
No family
Never
Twice s year or less
About svery 1 months
About once a month
About once a week or rnore

“NWB OO

2-{32) MHow olten did this person visit with the tamily ot

Nevor

2.016) Displays sexual behavior {haterosexusl or homao- their home or on outings {in past year)?
senual) that is socislly unacceptable, e.g. forcibte O 6 No tamily

2:(17)  Requires restraint or time-out

2-018) 1s withdrawn, e.g. extreme inacth

RESTRAINTS

Qoes this parson’s program include any uf the foliowing?
0 = No

2 = Yes, but not in written plan

2-{24) Timae out or exclusion over
5 minutes
2425) O ion {restoring situati O

2.(26) ! ranireint {mults,
any form of binding)
2-27 restraint lrustriction of

movement by anather person)
228} 1solation {in room with door O

closed)
2-129) Chemical restraint {any
modication given in emergencios of prn .

to conirol behavior)

Y, axireme
shyness, extrema unrespontivanass

. 2:019:23) BLANK

5
4 Twice a year or loss

3 About every thres months
2 About once e month

1 About once a week or more

2-(33) How often did the Friend - Advocete make contact
by phone or visil {in past year)?
Note: An Advocste is neither 8 lamily member nor @
person whose job invalves direct contact with the
individual

Leave blank il person selt-advocatey
No Friend - Advocsie
Never

Twice a year or lews

About evary thiee manths
About ance a month
About once o week or mare

RESIDENCE INFORMATION

2-(38) How many othar peaple live at this person’s

residence?

“-NOAGOD

Nona

One

Two

35

6-10

1135

16-20

21-25

2630

More 1han 30

CONANBWN =0



69¢

2-135) How many times has this person moved residences in

. 1he past yeac? include any change of address. Enter
O numoer 0 10 9.

MEDICAL INFORMATION

2-{36] MEDICAL NEEDS: In general, how urgent is 1his
person’s need 1or medical care?
{Enter code number)
4 Generally has no serious medical needs

3 Needs visiting nurse and/or regular visits to
the doctor
2

Hats life-threatening condition that requires very
rapid access to tnedical care

1 Would ndt survive without 24 hr. medical
personnet

it this person has
tion, nume it;

-threatening medical condi-

2-(37) SEIZURE FREQUENCY (Enter code number}
Continuous intermil1ent seizures
Approaimately one per day
Approximaiely one par week
Approximately one per month
7-11 weizures per yeor
Qne-tix seizures por yosr

Has documaenied history of seizuras,

no seizures currently

Does not have seizures

NLAPOND

2:(38) CURRENT MEDICATION: How many different

A~ prescribed medications {other than vitamins or 10pi-
cal ointiments) are administered daily? (Enter num.

U ber. If none, enter O, I greater than nine, enter 9)
What is the medicatwoals! and its dosage?

TIMES

NAME DASAGE PER DAY

2.(39} i there a record {log) masntained a1 residence of
all medicanions and their adnunntietion lor this

proton?
1 Yes
2 No

9 Not epplicable - no meds

NEXT 4 ITEMS: 00 = This monih
98 = Never
99 = N/A
2.(4041) ___ __ How many months since general
madical checkup?
2-14243) __ __ How many months since blood levels
were checked? (Enter 99 1t not applhi-
cuble . BlGod tevels are imporiant lor
serzure meds and hihium; guestivnable
at best fot psychotropics.}

204445} ___ ___ How many munths since exain by a

gynecologmi? {Enter 99  matel

2:14647) _ ___ Howmany monihs tince exam by 2
dentisi? )

2-{4849) . ___ Howmany daysin past 4 weeks has this
perton required hospital care [inpatient,
outpatient, emergency room)? (Enier

. number of days, 00-28)

2450-51) _ ___ How many days in pal 4 weeks have
this person’s normal activities been re-
sricted becavse of health problerns?
{Enter number of days, 00-23)

2-(52) what kind ol medical coverage is most ofien used
1or this perton?
Medicaid (M.A.), biue card
Medicaid IM.A ), green card
Medicaid (M.A.l_nink card
Q Medicaid card turned in 1or HMO membership
Medicare
Private insurance |Btue Cross-Bloe Shield, eic.)
Individuel’s of 1amily ‘s money pays lor medical
care
8 CLA tunds pay tor medical care

~O N AN -

PHYSICAL AIDS:

4 Needs, but doos not have

3 Needs and has, but does not O Cannot uske
2 Need), has, and uses

1 Has ro need

2-(53) Glasses O

2-154) Wheelchair, walker, braces, or cane O
2.155)  Hearing aid O !
2:156) Heimet O

INDIVIDUAL HABILITATION
PLAN

2-[57} 11 there a written program plan for this person?
Yes,-TIHP as required by Pennhurat court ordor
2 IHP as raquired by Pennhurst court order
3 Yas LMP, IPP, AP, or similar writtan program
plan
4 No

2-(58) 15 there s copy of Lha written progrem plan st the
person’s residence?

1 Yes
2 No
9 Not applicable, no plan

2-15962) __./_ ___ What is thu zjiproval dote on
i MONTH YEAR thewritten ptan {tor Pennhurst
class members, ure REVIEW
OATE of tHP or TIHPR?
2-6364) ____ ____ How many goals or objectives
are present in the written pro-
gram plan? (Enter number of
goals, 01 10 99; blank if not
spplicabla)
How many weeks since the
Cazs rEger per-
son ot tha residence? (Enter
oumber of weeks, 01 10 97,
enter 98 it never)
2-(67} 1is tha name and phone number of this person’s Case
:) Maneger resdily svailsble to staff of the residence?

2-(65-66)

1 Yes
2 No
9 Don‘t know

PROGRAM GOALS

What are the 5 mosf impor|gng
goal areas in this person’s
current Plan?

(USE GOAL CODES ~EACH
MAY BE USED ONLY ONCE)

2.(68-69) |.l H I

2470-71) 2. DD
’ 27213 3. DD
274-75) 4. DD
2476-77) 5. DD

COSTS

— — — How much is paid for 1his

ParDay  gerson’s residential placement? This
ligure should not include any portion of
the person’s SS| or other public assitt.
ance monay. Accept per day, per week,
par monih, per yasr, Converi 10 per
day and round 10 3 digi

2-(78-80)

Por

3-1-8) REPEAT 85U &
39) 3(Cora &)
3{10-12) __ __ __ How much per monih does this person
Per Mok (ocaive in SSI of olher assistance
paymania? Round 10 3 digile.
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LIST OF POSSIBLE GOAL AREAS

GOALS CONCLINNING INDLPLNOLNT LIVING AND
SEILF CARE SKILLS:

01 Dressing

02 Toileting

03 Domestic aclivitivs thouse cleaning, bedmaking, care
of balon[rnus cluthus washing, vic.)

04 Eanng (sell-feeding, use of utensils, tuble manners,
table selting and claaring, ealing in rastaurants,
{ood praparation, etc.)

05 Bathing and/or washing

06 Grooming and other hygiene (togthbrushing, hair
care, shaving, cosmotics, etc.}

07 Undurstanding »nd use of numbers

08 Use o money and putchasing

09 Teling ume

10Handiing emurgencies (fire preceution, first aid,
talephone assistance, elc.}

11 Obtaining generic community services {how 1o obtsin
medical. religious, psychological, social wellare,
and olher gensric servicas)

12 Moility/Travel (gotting around homa neighborhood,
use of public Iransportalion.etc

13 Personal health care irocognizing sngnl of iliness, uss

of s, nutrition, octor’s orders,
attanding to menstrustion, etc.)

14 Use 0! telephone

GOALS CONCERNING DEVELOPMENT OF SENSORY,

MOTOR, AND COMMUNICATION SKILLS:

20 Vision (using glssses correction of othar oye
problems, etc.)

21 Hearing (using hlanng aid. correction ol othar ear
problems, elc.}

22 Ambulation (using physicel aids when necessary,
correction of other motor or orthopedic problems,
muscular strength and control, body balance, gait,
running, etc.)

23 Arm uso and hond-eye coordinalion {ability to grasp,
to manipulate objects, to use line motor skilis,
cotrgclion of other motor or orthopedic problems,
usiny physical gpparetus to eid in muscular strenglh
and control, etc.}

24 Use of verbal language

25 Use ol non-verbal communication {signing. gestures,
making needs knuwn, expression of tuelings, etc.}

26 Use of wiitien lunquuge {reading, writing, under-
sianding of meaning of written signs, etc.)

27 Sensory awareness {sensory slimulation, sensory
nlergration, etc)

GOALS CONCERNING REDUCTION OF BEHAVIOR

PROBLEMS:

30 Raducuon of physical violence towerds others

31 Reduction of hositility or threatening behavior

32 Reduction ol property damage

33 Reduction of behaviors that disrupt other's activities

34 Reduction of rebelliousness, sesisiance to rules,
insttuctions, duties orders, etc.

35 Reduction ol running away or atiempting to run away

36 Reduction of theft, stealing, shoplifting

37 Raduction of lymg, cheating. bortowing without
Dl.'llﬂlsslon

3B Raduction of physical violence to sell

39 Reducuion uf steieotyped behavior, odd or repetitive
mannensms, eccentric habits or bizatre oral habits

-40 Raduction ol inappropriata verbalization o vocalization
iprofanity, talking 100 loudly, laughing inapproptiataly,
unpleasant noises, etc.)

41 Reduction of inappropriate interpersonal manners (100
familiar with strangers, violation ol other’s
rights and/or personal space, annoying
others, etc.)

42 Reduction o! clothing problems (reluses 1o wear or
removes inapprop. ly. tears or ¢ ges. eic.}

4. lll-ulm o al waillishrawal toxtinig mm Iivity, azlininn
unrusy
44 Nud\n.lmn ol hypuracuvily
45 Heducuion ol any kind ol inappropriate sexual
behaviors
46 Reduction of usvcholo(pcal msmrbame
47H ut uth

GOALS CONCERNING DEVELOPMENT OF SOCIAL
SKILLS:

50 Awareness of others
51 One-to-one interaction including conversation

ehavior, etc.

52 Group interaction

53 Family interaction (with parents, siblings, other
relatives and/or olispring

§4 Manners, customs, politeness, stiquatta (proper
behavior in any social setting)

55 Civic and legal dulies llaws. respect tor rights of
others)

66 Sexual interection

§7 Awarenass of properly and ownership {learning when
itis iuplopllale 10 share, and when it
is eppropriate 1o borrow)

58 Improva allention span.

59 Improve seil concept, selt esteemn

GOALS CONCERNING WORKING:

60 Luarn the concept of working for pay

61 Improve motivalion to work

62 Learn specific job skills

63 Actueve a now o betler work placement {may be
struclured aclivilies center, workshop, Job station in
indusiry, competive employment, etc.}

64 Learn iob-seuking skills {may inctude learning where 10
look lor jobs, proinpiness, appropnate dress, e
viewing technigues, filling out apphication, e1c.)

65 Learn how people are expected 1p refate 10 employers
and co-workers

GOALS CONCERNING EDUCATION

7D Leamn applopnale classroom behavior (siting still, being

quiet, paying attention, performing assigned activities,
e1c.)

71 improve mollvahon to participate and learn in school

72Be d 10 a more app more
or more notmalizing school plac:menl

73 Achieve mastery of specilic academic skill{s] - reading.
writing, arithmetic. etc.

GOALS CONCERNING USE OF LEISURE TIME

BO Learn to use television appropriatety (more se!euwaly,
tess ollen, at proper limes, &ic)

B1 Davelop hubbyls) - ans, cralts, music, leisure reading.
ganes, collecling, atc.

B2 Develop skills in sporis/athletic activities (regutar
exercise, jogying, baseball, basketball, horseback rid-
ing. tennis, bowling, swimmioq, atc.)

B3 Learn1p use communily resources morgindependently
(parks, pools, mowvies, Ihaalres, museums, churcnes,

etc)
B4 Learn 10 plan excursions {day trips, vacations, eic.}

DEVELOPMENTAL SERVICES
IN THE PAST 4 WEEKS
(EXCLUDING DAY PROGRAM)

FORMALLY STRUCTURED AND SCHEDULED
SKILLS TRAINING PROGRAMS
Soecilic programs providing education and training in essential
aclivities of sulf-help, social imeraction, and independent living. EXACT

A.

FIN
PAST 28 DAYS

Social Interaction Tr.
0.g. interpersonal skills, manners

Dressing Skills Oevelopment. . . . . .
Tesching, not just helping

Esting Skills Development. . . . . . ... e e . C. _—
Including ood preparation -{19-21)
Hygione and Grooming Skilts Dovelopment , , . . . .., ... . e D
Including toileting -{22-24)
Family Life snd Sex Education . . . . . e e . E.

3-{25-27)
Community Living Skills T ¢ e e e P
e.9. money handling, domestic activi y -(28-30}
b1aini penenc ity services,

.Recreation Therepy. . . . . .. ... .. ... . ... . G.
Provided or supervised by a ucrunonnl therapist 3-{3133)
Supervision/Treining in Group or Indivi R i Activities . . . . H.

{sports, hobbies, use ot TV, etc.] Includa trips, movi 334361
Cagnitive/Academic Skills Training. . . . . .. ... . ... ......... —
Rueading, arithmetic, etc. 3-(37-391

. Physical Therspy . . . ... .. e e e e e e e e e P B
Services of Physical Tharapist J-140-42}
Mobility Training . . . . . e | ST,
Movement 1kills, skills 10 pel around house and 3.{a345)

community {e.g. public transportation) . Include positioning.

Occupational Therspy

Survices of an Occupational Thauonu -{46-48)
Semsorimotor Skills Training . . . .. .. .. ... e e M
e.g. eye-hand coordination training 3-14951)
Speech and Hearing Thesapy . . . . e N
Services 10 improve ucapnonlpcv:epnon ol lpoach nnu language. J-152-54)
NunsingCave. . .. . ... .... e e e [«
Nuniing eare othar than ation of routine i 3-(55671
Peychotherspy. . . . . . . . . it i e e —
intensive psychological lhulapy perlormed bv a uumcd tharapist, 3-158-60)

Behavior Modification . . . . . . ‘. Ce e
To reduce matadaptive behavior, J-{6163)
Enter rough # minutes on an average day .

Qo

UUIIA(IUN

9 = 6 or more hr.
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DAY PROGRAMS
AWAY FROM THE HOME OR LIVING AREA

01 Adull Day Care N
Pvauram ol activiies locusing on the basic
lasks of everyday living rather than work
{no wages paid}

02 Pre-Vocational

- quum ol work - relaled training (N0 waQes
paid) e.g. learning to counl. sorting, elc.

03 Work Aclivilies Training

rogram of work of work - refaled Iraining
{wages are paid; less than 50% of
minimum wage)

04 Sheltered Employment
Program of work ot work - related training
(wagus are paid; more than 50% ol
minimum wage)

05 Compelitive Employment

EDUCATION

20 Public school, regulsr class in reguter school

21 Public school, special ctess in regular school

22 Public school, special achool

23 Private school, paid tor by school system

24 Private school, paid lor by other than school

system

25 Formal infant atimulation or pre-school

treining prog!
at iesidential setting

. not p

26 Public School, homebound

OTHER
30

DAY ACTIVITIES AT THE RESIOENCE

80 .OTHER AWAY FROM RESIDENCE

20

NO DAY PROGRAM

3:164-65)

3-466)

3-(67)

3.(68-69}

3.(70)

O

DESCRIPTION OF PERSON'S

CURRENT DAY PROGRAM(S}

A. What Type?
{Enter code from hst at left)
It Two Day Programs, Record

The One Where Most Time
Is Spent
U

B. How Many Davs Pet Week
Does Person Go To Day
Program? (Enter Number, 1 10 7}
It Two Day Programs, Record
Total Days.
C. How Many Hours Per Day?
(Enter Number, 1 to 9}
It Two Day Programs,
record average. ExClude ttavel ime.

What is name and location
of day program?

. How does this person normally travel 10 the day

program?

PN EEN -

~

Walks of bicyclas

Uses public Iransportation, escorted
Uses public transportation, independently
Residence provides transporialion

Day program provides lransportation
County provides iransporlation

{e.g. paralransit)

Othet

Interview With Individua!
{To be complated in private)
347 Are you usually happy living here? {Enter code

numbaer)
D 1. Yes
2. No
3{72)  How much do you like living here?
1. Notatali
E] 2. A litle
3. Pretty much
4. Aot
3731 Do you like the peopie who work hare?
1. .Notatant
D 2. Alinle
3. Pretty much
4. Alot
Comments {Record Verbaiim)
3-(74) Are you usually sad living here?
1. Yo
D 2. No
3475} Is there anything eise you'd like 10 tell me sbout

fiving here? {Record responses verbatim) Leave
| I box blank

STAFF

30611 How many tull time statt work at thit
living aroa or residence - DIRECT

D D CARE ONLY.NOT INCLUDING
THERAPISTS AND OTHER
PROFESSIONALS?

37880} In an sverage week, how many houry

D [:] D are worked by these tull time stati?

4.{10-11} How many part tima statf work et this
living area or residence - DIRECT

D D CARE ONLY,NOT INCLUDING
THERAPISTS AND OTHER
PROFESSIONALS?

4-(1214) in an everage week , how many hours

D D D ere worked by 1hese part tima staft?

4.{15-16)

ad

SITE REVIEW SCORES

GHMS

a0n D ”n
4.18) D ”
4.(19) D,”
4.0200 D ’”"
;(7:1 D "
4.(22) D "
423 D ”
4.(24) D ”
4.(25) D ”
4.26} D 1o
4.427) D n

PQ

4-(28) D ”n
4-(29} D ”
4-(30) E] [ X]

PO (cont.)

asm_Juo
4.(56) DIID

4-(57) [ A1
LS

4t58) Dn
4.458) Dn
4.(60) D:J
4-(6162)EDI4
445:641[_—__1:]:5
uss)D "%
4166)[:] ”
4.(571[:] )
44691 Dm
44601 [:]nd
4.(70) [:] e

4<(J|-351EI:EED 1
a-usAolEEEE[] ”»
44(4549)ED:D ”

PASS

a1 D N0y
4-(72)[:] 125154
4731 D #3 AAARR
4~(74»D 14 AAP
'4-«75_)D;5 MC
4.476)[] #5650
4.(77)[:] # 1N
4478)D:a T

{MPR.

4(79-80)

CL.
s b
5.(12:13) ED,;
s-nus)l ] ]u

5~(16-|7|ED'5
s-ueqs;l l llG
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CONSUMER INTERVIEWS QUESTIONNAIRE
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INSTITUTE FOR SURVEY RESEARCH

TEMPLE UN]VERSITY

-0f The Cormonwealth System Of lligher Education-

1601 NORTH BROAD STREET

PHILADELPHIA, PENNSYLVANIA 19122

STUDY #540-350-01 OMB No.:
A SURVEY OF RESIDENTS OF PENNHURST AND
@ COMMUNITY LIVING ARRANGEMENT PROGRAMS
Date:
Time interview began: AM, P.M
Time interview ended: AN, P.M.

RESPONDENT'S NAME:

ADDRESS :

TELEPHONE NUMBER:

1. Do you like living here?

Yes

In between, sort of , a little, etc.

No
Don't Know
No Answer

‘TO BE COMPLETED BY OFFICE BEFORE FIELD USE

Pennhurst Resident Number

Base Service Unit Number

Cottage or Agency Name
Sex: M F Age:

Cottage Code:

la. Have you ever lived anywhere else?
(Have you always lived here?)

Parents (Yes)

Other Institution (Yes)

No

CLA or group home (Yes)

Don't Know

No Anwser

VERBAL CONSENT FORM (READ TO R)

Hello, | am {YOUR NAME) working for Temple University, a school in Philadel-

phia. What is your name?

. Please let me know

if you can't hear anything | say. We are talking to a lot of people (here at
Pennhurst/in homes like this one). 1 want to ask you some questions about
your life and what you do every day. No one but us and the people | work for

at Temple will ever find out what you say. Our talk will be kept secret and

confidential. We think it's important to find out about you and your feelings.

2. Do you like the people who work here?

Yes

Some, most, not all, etc.

No

Don't Know

No Answer

T¥ you don't want to talk to me, you don't have to, and you can stop any time.

WilT you talk with me?

(RECORD ANY RESPONSE GIVEN IN ADOITION TO YES/NO)

INTERVIEWER'S NAME:

[ ]ves [ ]wo

ID4:

3. Do you want to keep on living here?

Yes

Sort of, unsure

No

Don't Know

No Answer
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8.

Are you usually happy or sad?

Happy

In Between

Sad

Don't Know

No Answer

9.

Are you sick a lot of the tima?

Yes

In Between

No

Don't Know

No Answer

10.

If you had one wish, what would you wish for?

11.

Where do you go during the day? (PROBE FOR AS MUCH DETAIL AS POSSIBLE)

.4, Do you have any real good friends? [ mean people you like a Tot.
Yes 1
Unsure 2
(If no, skip to Q. 5) No 3
Don't Know 8
No Answer 9
4a. How many? A lot (5 or more) 1
A few (3 ~ 5) L2
A Couple (1 or 2) 3
5. Do you have a girlfriend/boyfriend?
Yes 1
Sort of, maybe, etc. 2
No 3
Don't Know 8
No Answer 9
6. Do you ever see anyone in your family? I mean mother, father, brothers,
sisters?
Yes 1
Sometimes 2
No 3
Oon't Know 8
No Answer 9
7. Are people here mean or nice?
Mean 1
Both, some of each, etc, 2
Nice 3
Don't Know 8
No Answer 9




-12. Do you learn a lot there?

"16. If you could, would you like to leave here and live soméwhépe else?

Yes

In between, not sure -

(If no, 'skip to Q. 19) No
‘| Don't Know
No Answer

17. What kind of place would you 1ike to go to?

9.¢

18. Are you ever unhappy?

Yes, most of the time

In between, some of the time

No never, not usually

Don't Know

No Answer

. Yes 1
: ASome, sometimes 2
" MNo. 3
Don't Know
No Answer 9
13. Do you like it there?
Yes 1
In between, sort of, a little, etc. 2
No 3
Don't Know 8
No Answer 9
14. Do you make any money? (IF CLIENT NOT WORKING, PROSE FOR SOURCE)
Yes 1
Mot much, a little, etc. 2
No 3
Oon't Know 8
No Answer 9
15. Are you usually sad or happy?
Happy 1
In Between 2
Sad 3
Oon't Know 8
No Answer 9

19. Is there anything else ypu'd like to tell me?
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20.

Would you like to go back to Pennhurst?

BMOTION LABELING INTERYIEW
: SCORE SHEET

Yes - go back

In between, not sure

No - stay here

Don't Know

No Answer

21,

Are there any other comments or observations that you may have?

1)

point

points

point

Show the one page g1ass and tap sequence.
Ask "Tell me what is happening here. Tell me the story of what
happened to the glass".

Perceives a single object and perceives a seguence
"The glass is getting (got} full of water"

Ambivalent “Empty, Full, Full, Full" pointing to the pictures

Does not perceive a single object or a sequence. "They got water",
"This one got water-and this one didn't".

2)

points

point

point

Show the picture of the girl with the flower,
Ask "Tell me the story of this picture, How does the girl feel?"

Perceives both act1on and emotion:
"She colored the picture and she's proud/happy/sat1sf1ed"

Perceives emotion -
"She's happy", She likes the plcture“ .

Incorrectly, labels emotion
"She's mad/sad", “She stole it"-

~n

-1

3)

points

point

point

Show the picture of the boy and the b1cyc1e .
Ask "Tell me the story of this picture, How does the boy feel?"

Perceives both action and emotion
"His bike got a flat and he is sad/mad".

Perceives emotion
"he's sad”, "he's mad”

Incorrectly labels emotion
'He is happy"”, "He is glad"
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é) Which one is most 1ike how the staff feel about you? .

Most happy 5 4 3 2 1 Least Happy
9) Which one is most like how the other residents feel about you?

Most Happy 5 4 3 2 1 Least Happy
10) Which one is most how you feel about the workshop?

Most Happy 5 4 3 2 1 Least Happy
11) Which one is most like how you feel about the staff?

Most Happy 5 4 3 2 1 Least Happy
12) Which one is most 1ike how you feel about the other residents

5 4 3 2 1 Least Happy

Most Happy

4) Show all 3 pictures of the Boy Fishing Set (3-5 seconds each)
Ask "Look at all these pictures and tell me the story of what
happens. How does the boy feel?"
2 points Perceives the set of pictures as representing a single person
(perceives a sequenceg and correctly lables emotions.
"The boy goes (went) fishing and caught some and is real happy"
1 point Correctly lables emotion
"The boy is Happy/Glad"
-1 point Incorrectly labels emotion
"The boy is sad, the boy is bad"
5) Show all 3 pictures of the boy getting spanked Set {3-5 seconds each)
Ask "Look at all these pictures and tell me the story of what
happens. How does the boy feel?"
2 points Perceives the set of pictures as representing a s}ngle person
{percieves sequence) and correctly labels emotions,
"The boy (was bad) and got spanked and is sad/mad/hurt"
1 point Correctly label emotions
‘ "The boy is sad or mad or hurt"
-1 point Incorrectly labels emotions
“"The boy is happy or glad"
w
6) Place all 3 separate "smile button" faces on the desk face up and
arrange. Then place all 3 photographs face up on the desk. Ask
please match the photographs with the drawings
1 point All are matched correctly
-1 point Any incorrect matches
Show the five "Smile button facés". Leave them within respondents
reach.
Ask:
7) Which one is most 1ike how you feel about living here?

Most happy 5 4 3 2 1 Lleast Happy

DOOBE




APPENDIX 7-1

'BASELINE FAMILY QUESTIONNAIRE
WITH DISTRIBUTION OF RESPONSES TO EACH ITEM



OMB NO.: 085-R-0370
EXPIRES: April, 1982

Family Impact Survey for Pennhurst Study

This is a survey of families with a rclative who is a Pennhurst resident.

We are interested in how you feel you will be affected by the movement
of your relative into the community. We would also like to know how you
feel your relative will be affected. .

You may fee! you cannot give an exact answer to every question, or you

may be unsure of how you felt when recalling past events. In such
cases, please give us your best estimate and then go on to the next
question.

Even if there are some questions you caﬁnot answer, please return the
questionnaire in the enclosed postage-paid envelope.

Please answer by putting an "X' in the box that best fits your answer,
or by filling in the blank.

08¢

EXAMPLE 1:
Have you ever been interviewed in a survey?
[ Yes X] no
EXAMPLE 2:

What is today's date?

%uct,u{ (3[ /CI;‘M
V4 (MONTHZ} {DAY) {YEAR}

: ) ‘ 1 I . l | - X - | -

(i:) Pennhurst Resident's Full Hame:

(FIRST)

(}:) Pennhurst Resident's Sex:
D Male 63.3%

C] Female 36.7%

‘<£:) What is your relationship to the

atove Pennhurst resident?
(CHECK ONE)

[:j Father 16.7%
-[j Mother : 47.0%

{7) other (PLEASE SPECIFY): 36.3%

(z;) Penanhurst Resident'™s Age (IH YLARS) :

(FOR THE REMAINDER OF THE QUESTION-
NATRE, WE WILL REFER TO THE
PENHMHURST RESIDENT AS YOUR RELATIVE,

REGARDLESS OF WHETHER [HE/SHE] IS YOUR

CHILD, BROTHER, SISTER, ETC. THIS
IS DONE TO MAKE THE QUESTIONNAIRE
APPROPRIATE FOR THE MAJORITY OF THE
PEOPLE FILLING 1T OUT. - IF THERE ARE
ANY QUESTIONS, PLEASE CALL MR. DAN
KEATING AT 787-1356.) ..

At what age did your relative
enter Pennhurst?

MEDIAN = 11.5 years
AGE

{LAST)

J61 year:,

{AGLY

Overall, how satisfied are you with
the services your relative has re-
ceived from Pennhurst? (CHECK ONE)

Very satisfied 53.7%
Somewhat satisficd 28.7%
Neutral 10.8%

Somewhat dissatisfied 4.8%

oo0ogood

Very dissatisfied 1.9%

Did your retative ever live anywhere
besides Pennhurst or at home with
(parents/other relatives)?

] Yes 36.4% . :
C] Ho 63.6%

If YES, please list the types of
residence, for example, foster
family, aroup home, other hospital,
private school, etc,:
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A,

ooooo

Refore catecing Pennhorat, ofid

.your relative participate in any

of the following?
(PLEASE CHECK ALL TIIAT APPLY}

©

(O] Preschonl Activities (For Y=15,3%
example, Infant stimulation N=84,7%
proaram, Head Start, Get Set,

Special Heeds, Day Care)
How mSny years?

[:] Public or private schonl ¥Y=26.1%
education N=73.9%
How many years?

(J Post-school activitics (For  Y=4.0%
example, vocational training, N=96.0%

sheltered workshop employment)
How many years?
How often were you able to visit

your relative at Pennhurst during
the last 5 years? ({CHECK ONE)

Weekly 10.0%
Bi-Weekly 3.3%
[:] Monthly 30.9%

[ Three to four times a year 24.7%

Ej Once a year 10.3%
Lrss than once a yrar 17.9%
Never 2.8%

How often did your relative return
home for a visit from Pennhurst
during the last 5 years?

(CHECK ONE)

Week by 0.7%
Bi-Weekly 0.9%
Monthly 8.8%

Three to four times a yearl6.2%

8.8%

Once a year

34.0%

Less than once 'a year

Never 30.6%

*@

How urqent do you consider your
relative's need far medical care?

(CHECK ONE)

L;] Would not survive without 26.3%
2h-hour medical personnel

[[] #as Vife-threatening condition
that requires very rapid 11.3%
access to medical care

[:] Needs visiting nurse and/or 27 a2
regular visits to the doctor

Generally has no serious
medical needs

: 35.0%

Lf your relative were to be
selected for movement from
Pennhurst to the community, how
likely would you he to agree
with this decislon? (CHECK ONE)

[:] Very likely to agrece 8.9%
[ somewhat likely to agree 5.0%
[] Unsure , 14.5%
[:] Somewhat unlikely to agree 8.7%
. [0 very unlikely to agree 63.0i

Have you ever been to a Community
Living Arrangement (a group home
in the community with 2.to 10
residents)?

3 ves
O we

22.2%
77.8%

3
* (@)

Mentally retarded individuals way reqgaire a 1ot of care and atiention, We are

interastad In how you think differen:

arpecta of your family's Vife may chanae

If your relative was placed in the communlty.

Below is a scale Tiom 1 to 5, where 1 means you think thinas will chanqe for
the worse, and 5 means you think things will change for the better if your

relative is placed in the community.

(FOR EACH. ITEM, PLEASE CHECK THE BOX WHICH MOST CLOSELY REPRESENTS HOW YOU
THINK THAT ITEM WILL CHANGE IF YOUR RELATIVE IS MOVED FROM PENNHURST TO THE

COMMUNITY. )

CHANGE FOR
THE WORSE

Your own social life’

Your job

Your spouse's job

Famlly recreation activities at home
Your time alone

Your time with your spouse

Your time with your children living
at home

Family vacations
Your own general happiness

Your mentally retarded relative's
relationship with other people

Your mentally retarded relative's
general happiness -

Your mentally retarded relative's
relationship with you

Your mentally retarded relative's
relationship with your spousc .

Your mentally retarded relative's
relationship with (his/her)
brothers and sisters

=

3
20.6%
(]

0%

il

6%

az.a%
]
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Mlease Indicate how strongly you aqree or dlisagree with the followling statements.

) (CHECK ONE BOX [OR EACH QUESTION REL(M,)

STRONGLY
AGREF

SOMEWHAT
AGRFE

NFITHER AGREF
NOR DISAGREE

SOMEWHAT
DI1SAGRLE

STRONGLY
DISAGREE

STRONGLY

I believe that my retative has
reached (his/her) highest lovel
of educatlonal and psychologlcal 1 2 3 4 3
development and will not pro- )

gress much heyond the level

(he/she) is at now. 60.1% 15.2% 11.32 6.4% 6.4%
When my relative lives away from
home, | prefer that (he/she)
’k remain in the same place for ! 2 3 u ?
(his/her) entire lifetime, 61.7% 14.8% 15.7% 5.1% 2.7%

SOMEWHAT [ NE ITHER AGREF| SOMEWHAT] STRONGLY
AGRI'E AGREE HOR DISAGREE | DISAGREE|DISAGREE
(::) The Least Restrictive
" Alternative says that mentally
* retarded persons should he
Allovied ta Hive In places
which are as much 1ike normal 1 ? 1 h 5
homes as possible. In think-
ing about what your relative 16.3% 11.1% 15.6% 37.3%

19.7%
will need in the future, how
much do you agree with this?

*(=

When my relative lives away.
from home, | prefer that
(he/she) move from a more pro-
tected residential setting to a 1 2 3 4 5
more open setting as (he/she)

achieves greater self=help 12.9% 12.5% 16.5% 10.4% 47.8%
skills,

Deinstitutionalization is the
moving of mentally retarded
persons from the institution
into places in the community. ! 2 3 L é
In thinking about what your
relative will need in the
future, how much do you agree
with this?

8.6% 10.7% 9.3% 15.0% 56.5%

x&).

Persons who work in community

living arrangements arec knowl-
edgeable and skillful enough to )
handle all situations which may
arlse with regard to your men-

tally retarded relative.

11.7% 22.8% 19.8% 36.6%

I believe that funding for

living arrangements " 2 ki 4 5

community 3

is secure and permanent. 8.82°1 6.02 23.9% 16.9% | 44.3%
| believe that all services

needed by my relative would be 1 2 3 L 5
available to (him/her) in the

community. ) 8.4% 10.0% 15.5% 16.4% 49.8%

*©®) x@) *@)

t believe that my family wil)
not have to assume added
financial burdens for the care ] 2 3 [ 3
of our relative if (he/she)
viere to teave Pennhurst,

24.9% 13.3% 22.6% 12.6% 26.7%

~
~

.’(

Normalization means that, as
much as possible, mentally
retarded persons are given
normal opportunities for living, ) v
working and school. In think- .
ing about what your relative
will need in the future, how
much do you agree with this?

14.41 18.1% 18.4% 12.8% 36.3%

(CONTINUED ON HEXT PAGL)

26.

27.

How familiar are you with the recent court decisions (Broderick's decision and the
Circuit Court appeal decision) in the Halderman vs. Pennhurst case? (CHECK ONE)

[:] Very familiar 25.4%

E] So&ewha[ familiar 49.0%

[ Mot familiar 15.1%
P (skiP T0 Q. 28)

[:] Need more information 10.6%

Please describe how you felt about Broderick's decision when you first heard about

it. (CHECK ONE)

[:] Agreed completely 3.6%

E] Agreed somewhat 6.3%

[:J Neutral 4.8%

[:] Disagreed somewhat 18.5%
. 66.9%

O

Plecase describe how you feel about the decision now.

Disagreed completely

(CHECK ONE)

[0) Agree completely 4.8%
[:] Agree somewhat 10.8%
O Neutral 4.2%
E] Disagree somewhat 18.9%
[]. pisagree completely 61.4%
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There are cvents which make us all fecl tenae, confused, frustrated and angry,
This general feeling may be descrihed as stress.
when cach of the following events happened in your 1ife and the life of your

mentally retarded relative?

How much stress did you feel

. (FOR EACH EVENT, PLEASE CHECK THE BOX INDICATING 1H0W STRESSFUL THE EVENT WAS

TO YOU. |F THE EVENT DID NOT OCCUR, PLEASE CHECK THE SPACF MARKED ''DID NOT
OCCUR."")
DIN NOT VERY SOHEWHAT MOT AT ALL
occunr STRESSFUL STRESSFUL STRESSFUL
l@ Diagnosis: When you were
officially told by a
specialist that your 1 2 3 4 5
relative was mentally .
retarded. 16.1% 69.3% [2.3% 10.4% | 0.2% 1.7%
When your mentally retarded
relative reached the age at
which you would normatty 1 2 3 4 5
expect a child to hegin
walking. 22.5% 39.6% | 2.9% 19.5% |[0.9%| 14.4%
When your relative began 1 2 3 I 5
valking. 252y | 21.6% [3.3%| 20.41 |1.31) 28.23
@ When your mentally retarded
relative rcached the age at .
which you would normally 1 2 3 h 5
expect a child to hegin
tatking. 24.0% 44.61 | 2.9% 19.8% | 2.0% 6.7%
32.) When your relative became
toilet trained —_— : 2 3 b 5
’ 40,0% 19.2% 12.7% 14.5% 13.4%] 18.9%
@ When your mentally retarded
relative's younger
brother or sister began to —_— ! 2 3 4 5
act at a higher level. 44,73 24.7¢7 | 3.4%| 13.2% | 0.8%{ 13.2%
TN
Q‘) Beginning of educational
placement ejther in public i 2 3 4 5
or private school. 55.3% | 23.72 [2.1%] 10.0% |1.8%| 7.2%
@ Placement of the mentatly
retarded relative into an
institution outside the —_— ! 2 3 4 5
home- 6.3 | 72.2% |1.2%] 13.5% | 1.2%| 5.6%
When a medical (e‘g..
seizure) or behavioral
(e.g., tantrum) crisis . ] 2 3 ' 5
specific to your refative 22.5% | 57.0% |4.22| 11.9% | 1.0%| 3.5%

was identified.

(CONTIMUED ON MEXT PAGE)

R ninp Not VERY SOMEWHAT NOT AT ALL
occun STRESSTUL STRESSFULL STRESSFUL
@ Onset of puberty for your | » 3 4 5
mentally retarded relative, 3557, 27.01 12.91 | 16.8% 4.,2% 22 17
18.) Successful rompletion af an . ) ; § 6
educat]onal program. 06 | 7.00 |o.sz| 6.1 [1.8%] 13.1%
39.) HMentally retarded relative's I
. i 2 3 i S
21st birthday. T3 | 2a.7x [1.5% 19.1% | 3.3%] 34.1%
@ Initial discussion abhout -
movement of your relative 1 2 3 4 5
from Pennhurst Center. 8.03 | 66.4% | 2.8%| 15.3z | 1.4%| 5.9%
41 Discussion about guardlan- 1 2 3 L 5
ship proceedings. AT | 30.2% | 1.72] 15.8% | o0.4%|  9.9%
@ If your relative were to leave @ If your relative were to leave
Pennhurst, which of the follow- Pennhurst, what size facility
fng kinds of services do you vould you prefer him or her to
think will be more important? live in if living away from
(CHECK UP TO THREE) home? (CHECK ONE)
[J Academic (basic reading, 6.8% [J Alone or with a roommate - 15.1%
writing and use of numbers) : D 3.1
3 to S residents 1%
D 8ehavioral (therapy,
behavior modification, 48.3% [J 6 to 10 residents 22.8%
eliminating problem )
behaviors) ] 11 to 1S5 residents 7.9%
[:] Medical (check-ups, surgery, - D 16 to 25 residents 4.1%
physical therapy, dental, 72.0% .
nursing) - [J over 25 residents 13.8%
D Recreation (trips, hobbies, 30.9% @ 1f your relative were to leave
s sports, airts, crafts) + ™*  Pennhurst, how much supervision
and/or care do you think (he/she)
B Self-care (grooming, would require? (CHECK.ONE)
hygiene, dressing, 65.7% .
nutrition) [C] None 0.7
D Speech {avaluation, therapy, 30.5% D Weekly visits to make sure every-
traiming) : : thing is all right
D Work and work-training D Daily check-up visits to make
(preparation and training 15.6% . sure ceverything is all right
for work)
. [C] bpaily visits, plus occasional
(] Other (DESCRIBE): 8.3% minimal assistance
[:] Someone on duty at residence

during waking hours providing
help in normal daily activities

Someone on duty 24 hours to help
with daily actlvities

1.6%

3.4%

1.6%

8.8%

83.9%
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h6) 1T your relatlve were to leave
Pennhurst, which of the following

situations would you prefer for
(him/her)? (CHECK ONE)

[J 7o live with persons who
function at a similar level
and have similar handicaps

Ej To live with persons who

’ function at a higher level
and/or have no handicaps
at alt

E] To live with persons who
function at a lower level
with somewhat more severe
handicaps

To live with a mixed group
of persons, some of whom
have more severe
and some of whom have less
severe handicaps

In addlition to your fmmediate
famity (those living In the same
houschold with you), how many
relatives (parents, brothers,
sisters, sons, daughters, aunts,
uncles, ctc.) do you talk with,

@

55.7% - cither on the phone or in person?
(RECORD AS MANY AS APPLY)
# OF RELATIVES
21.1%
a. on 2 daily basis?
b, on o wcekly basls?
0.9% c. on a monthly basis? v
d. on a yearly basis?
22.0%
handicaps
Would you soy that the emotional
support you have received from
family members as it relates to
your mentally cetarded relative
has been: (CHECK ONE)
[:] cxtrc@cly supportive--that is,
you could not haye done with- 31.5%
out it,
(3 somewhat supportive, 28.5%
[ mitdiy supportive, 16.8%
{] ot supportive at all, or 20.3%
’ ’ s
{3 it made things worse? 2.8%

hB.

Mow we would tike to know which,

if ooy, af the followlng people have provided

you with informatinon, cmntional suppoirt, or other typrs of assistance (for
example, habysitting, transpartation, etc.) with reqgard to your mentally
retarded relative.

(CHECK ONE ROX ON FACH LINE RELOW)

FREQUENCY OF ASSISTANCE

NOT O

APPLI4 DAILY | WEEKLY | MDMTHLY | YEARLY

CABLE . ASSISTANCE

N 1

a. friends? 19%z 31zl Fer | 9%z | slsx | sede:
b. Neighbors? 229y | 1'sz] 2% | 4212 | a6y | 630
c. Co-workers? Ia1 %l 1'szl 2%03 | 233 | 1dor | 1%
d. Other parents? 258520 2loni 2% | s¥z | 3t | 613
e. Priest, Minister, or Rabbi? r3 Q| olsy| 1%% | 3%z | si2y | eadoy
f. Doctors? 238z ol7zi 1%z 8z | 8o 57 %51
g. Other (PLEASE SPECIFY): . I' , ; ’ ) 5

59.2%1 7.7% | 5.2% | 8.5% | 5.7% 13.7%
Now we would like to ask a few
questions about yourself. How impor-

tant ts your religion to you?
(CHECK ONE)

[:J- Extremely important

38.5%
[:j Very important 33.3%
[:J Somewhat important 18.0%
[T stightty important 5.6%
O Not important 4.5%
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50.

How frequently do you attend 62.) VWhat is the hiaghest qrade of

reliqlous services? (CHFECK ONE) schoal your spouse has completed?
(CHECK ONE)

[] Once nr mare a week 16.4%

O

[ Two to three times a month  12.0%
Llementary or Grade School 22.5%
[] Once a month 5.9% (Grades 1 to 8)
E] A few times a year or less 27.8%

[:] Never . . 7.9%

Some High School 16.8%
(Grades 9 to 11)

High School or equivalent 35.0%

Vihat is the highest grade of

Some College (1 to 3 Years). 8.3%
school you have complected?

(CHECK ONE) College degree 7.2%
No formal schooling . 0.4% Some graduate school or 7.9%
degree

Elementary or Grade School 21.5%

(Grades 1 to 8) Other {PLEASE SPECIFY):

O oooo a o

Some High School 24.0%
(Gradés 9 to 11)

High Schoo! or equivalent 29.8%

Some College (1 to 3 years) 11.8% O licabl '
Not applicable

College degree 3.8%
Some graduate schoo! or 6.9% @ What is your racial background?
degree

D American Indian or Alaskan Native -2

O 0000 0 gad

Other (PLEASE SPECIFY):

Asian or Pacific Islander ‘.4,
Technical School 1.8%

8lack, not of Hispanic Origln 16.5%

Hispanic .4

o000

White, not of Hispanic Origin 81.77

No formal schonting 2.2% 54,

(IF YOU ARE NOT THE MOTHFR OR
FATHER OF THE PENNMURST RESIDFNT,
PLEASE SKIP TO Q. 58)

We would like to knnw how many
other children you bave, their
sex, age, and whether or not
they are mentally retarded.

(1F MORE SPACE 1S NEEDED, PLEASE
WRITE AT THE BOTTOM OF THIS PAGE)

5&5 255 MENTALLY RETARDED?
_ - - Yes __Ho
_ _ ___VYes ___ Mo
_ . __Yes ___No
_ . . Yes ____No

Yes No

Finally, we would lite to know
approximately how much total,
income, hefore taxes, you and
your spouse reccived in the last
year. Please include any
pensinns, retirement plans, etc.
(CHECK ONF)

[] under $5.000  33.9%
] ss.000 - $9,999 27.0%
[ s10,000 - $th,999 17.2%

$15,000 - $19,999  7.5% :

Over $25,000 9.7%

)
] s20.000 - 24,999  4.7%
O

THANK YOU VERY MUCH FOR YQUR TIMFL AND COOPERATION. APLEASE MAIL THIS QUESTIONHAIRE
BACK TO US TODAY IN THE POSTAGE-PAID ENVELOPE PROVIDED, EVEN IF YOU HAVE NOT BEEN
ABLE TO FILL IN EVERY QUESTION,
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INSTITUTE FOR SURVEY RESEARCH
TEMPLE UNIVERSITY

-0f The Commonwealth System Of Higher Education-

1601 NORTH BROAD STREET
PHILADELPHIA, PENNSYLVANIA 19122

STUDY #518-296-01

FAHILY IMPACT SURVEY FOR PENNHURST STUDY

FIRST TELEPHONE FOLLOW-UP

Time Interview began:

'

Time interview ended:

CASE NUMBER:

RESPONDENT'S HAME:

FAHILY IMPACT SURVEY FOR PENNHURST STUDY

FIRST FOLLOW-UP

(READ INTRODUCTION)

THIS 1S A SURVEY OF FAMILIES WITH A RELATIVE WHO IS A FORHLR PEMHHURST RESIDENT.
WE ARE INTERESTCD IN 10V YOU FEEL YOU WAVE BEEN AFFECTED BY THE HOVEMENT OF YOUR
RELATIVE FROM PENNIIURST. WE WOULD ALSO LIKE TG KNOW HOW YOU FEEL YOUR RELATIVE

HAS BEEN AFFECTED. ,

YOU MAY FEEL YOU CANNOT GIVE AN EXACT ANSWER TD EVERY QUESTION, OR YOU MAY BE
UNSURE OF HOW YOU FELT WHEN RELALLING PAST EVENTS. IN SUCH CASES, PLEASE GIVE
US YOUR BEST ESTIMATE AND THEN WE WILL GO ON TO THE NEXT QUESTIOH,

IF THERE 1S A QUESTION YOU CANNOT ANSWER, PLEASE INDICATE THAT YOU CANKOT
ANSWER AND WE WiILL GO ON TO THE NEXT QUESTION,

@ 1'd like to verify that your relative's name is: (NAME OF FORMER PCNMHURST
RESIDENT) .

(IF NAME< IS CORRECT, CONTINUE. IF NAME 1S INCORRECT, DiSCONTINUE AND CALL
ISR.) ~

ADDRESS:

(STREET)
A

(APT. #)

[
ciry) (STATE) (Z1P}

TELEPHONE NUMBER:  (215)

(READ LF R 1S SOMEONE OTHER THAN THE RESPONDENT)

INTRODUCTION: Hello, 1 am (YOUR MAME) calling for the Institute for

Survey Research of Temple University.

A letter was sent

to your house about the survey we are conducting about

your relative's move from Pennhurst.

{CHECK IF APPROPIATE)

R requests a copy of letter D

INTERVIEWER'S NAME:

104:

@ What is your relationship to (FIRST NAME)?
!:] Father
(] Hother

(] other (PLEASE-SPECIFY):

(1F SAME PERSOH WHO RFESPONDED LAST TIME, CONTINUE.
IF SAHEAP[RSON NOT AVAILABLE, ARRANGE TO CALL BACK,
IF SAME'PERSON 1S DECEASED, INTERVIEW SPOUSE ONLY.)

@ when did.your reiative leave Pennhurst?

u

[OATE)

@ where did your relative go from Pennhurst?

G Com’mynily tiving arrangement D Other instlitutlion
[} erivate school [] Mursing home
] Foster family ' [ ocher (PLEASE SPECIFY):

3 Watural family
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@ Is your relative still living in that setting?
E:] Yes ’

[J we

D Don't know

(IF “'NO," GO TO QUESTION 6.
tF "'YES," GO TO CUESTION 8.)

6. Where is your relative now?
Community living arrangement
Private school

Foster famlly

Natural family

. Other instltution

gooooo

Hursing home

[J other (PLEASE SPECIFY):

How often were you able to visit your relaiive in the last year:
(CHECK ONE)

D weekly,
[ monthly,

D three to four times a year,

[::] once a year, or

[ 1ess than once a year?

How often did your relative return home for a visit during the last year:
(CHECK ONE)

weekly,

monthly,

" three to four times a year,

once a year, or

goooa

less than once a year?

7. Was the move from the original placement to Lhe current placement a move
within the same agency? :

D Don't know

Overall, how satisfied are you with the services your relative Is
receiving now:

{CHECK ONE)

(3 very satisfied,

somewhat satisfied,
neutral,

somewhat dissatisfied, or

goond

very dissatisfied?

:nt do you consider your relative's need for medica! care:

(CHECK ONE)
D would not survive without 24-hour medical persennel,

has life-threatening condition that requlires very
rapld access to medical care,

[] needs visiting nurse and/or regular visits to the doctor, or

a generally has no serious. medical needs?

@ Overall, since your relative was selected for movement from Pennhurst
Into the community, how do you feel about that move? (CHECK ONE)

_very comfortable,
somewhat comfortable,

neutral,

somewhat uncomfortable, or

00000

very uncomfortable?
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(::) Ve arc interested in how you think different aspects of your family's

. Your spouse!s job

. Family recreation activities

. Your time alone

. Family vacatlons *

"with other people

. Your mentally retarded

“with you

. Your mentally retarded

s . o
. Your mentally retarded

may have chanyed since your rclative has moved from Pennhurst.
We'd like you to imagine a scale from 1 to § where | means things have

changed for the worse, § means you think things have changed for the
better, and 3 means there has been no change,

CHANGE FOR NO
THE WORSE CHANGE

Your own social life

Your job

at -home "

Your time with your spouse

Your time wlith your children
living at home

Your own general -happiness

Your mentally retarded
relative's relationshlp

relative's general happiness

Your mentally retarded
relative's relationship

relative's relationship
with your 'spouse ’

0 0 OO0 0000000000 -

0 0 OO0 000 OO0 DOooQg-
0 0 00D DODODD 0DDoOo-

0 0 00 000000 O0oog-
0 0 00 000000 O0000-

0 0 00 0000000000 -

relative's relationship
with (his/her) Lrothers
and sisters

life

NOT

CHANGE FOR APPLI-
THE _BETTER CABLE

Now |'m going to read a list of statements. For each statement, please
tetl me whether you strongly agree, somewhat agree, nefther agree nor
disagree, somewhat disagree or strongly dlsagree.

(CIRCLE RESPONSE CODE FOR |4 BELOW AND REPEAT PROCEDURE FOR ITLCHS 15-23)
(FOR ITEMS 17 AND 21, READ ALTERNATIVES)
Now would you say you strongli Sg}ee, somewhat agree, neither agree nor

disagree, somewhat disagree, or strongly disagree with the statement:
(READ 14) . .

N . STRONGLY | SOMEWHAT| NEITHER AGREE| SOMEWHAT |STRONGLY
DISAGREE [DISAGREE

AGREE AGREE NOR DISAGREE

©

rest level of educational

| belleve that my relative
has reached (his/her) high-| "

and psychological develop- B .2
ment and will not progress
much beyond the level -
(he/she) is at now.

When my relative llves !
away from home, 1| prefer
that (he/she}: remain in b 2 -3 4 5
the same place for

(his/her) entire lifetime.

@)

_ that (he/she) move from : S, .

When my relative lives
away from home, | prefer

- a more protected residen- 1 2 3 . 4 5

tial setting to a more

open setting as (he/she)
achieves greater self- - . DEEE NI
help skills. .

(READ ALTERNATIVES)

Persons who work in com-

munity living arrangements’
are knowledgeable and . -
skiltful enough to handle 1 2 3 4 5
all situations which may
arise with regard to your
mentally retarded : B
relative.

|

! believe that funding for
community living arrange- 1 2 3 L 5
ments is secure and
permanent.,

(CONTINUED ON NEXT PAGE)
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STRONGLY
AGREE

SOMEWHAT
AGREE

NEtTHER AGREE
NOR DISAGREE

SOHEWHAT
D1 SAGREE

STRONGLY
DISAGREE

| believe that all services
needed by my relative are
available to (him/her) in
the communlity,

| believe that my family
has not had to assume added
financial burdens for the
care of our relative since
(he/she) has left
Pennhurst.

(READ ALTERNATIVES)

Mormalization means that,

as much as possible,
mentally retarded persons
are given normal opportuni-
ties for living, working,
and school. In thinking
about what your relative
will need in the future,
how much do you agree

with this?

@)

Please describe how you feel about Judge Broderick's original decision
in the Halderman versus Pennhurst case. Do you:

{CHECK ONE)
I l agree completely,

-
-
-
3

agree somewhat,
neutral, !
disagree somewhat,

disagree completely?

.} The Least Restrictive

Alternative says that
mentally retarded persons
should be allowed Lo live
in places which are as
much |ike normal homes as
possible. In thinking
about what your relative
will need in the future,
how much do you agree
with this? )

Deinstitutionalizatlon

is the moving of mentally
retarded persons from the
institution into places
In the comnunity. In
thinking about what your
relative will need in the
future, how much do you
agree with this?

Since your relative has left Pennhurst, which of the following kinds of
services do you think are still needed: (CHECK ALL THAT APPLY)

E:] Academic (basic reading, writing and use of numbers)

-

Behavioral (therapy, behavior modification,
el lminating problem behaviors)

Medical (check-ups, surgery, physical
therapy, dental, nursing)

Recreation (trips, hobbies, sports, arts, crafts)

oo O

Self-care (grooming, hygiene, dressing, nutrition)
[ ] Speech (evaluation, therapy, training)

E:J Mork and work-training (preparation and training for work)

D Other?

(DESCRIBE) :

Finally, we would like to know approximaiely how much total income, before
taxes, you and your spouse received in the last year. Please include any
pensions, retirement plans, etc. Was It:
(] under $5,000

] s5.000 - $9,999

(] s10,000 - 514,999

(1 sts.000 - $19,999

(] sz0.000 - 524,999

D Over $25,0007

[P
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"INSTITUTE FOR SURVEY RESEARCH
TEMPLE UNIVERSITY
-Of The Commorwealth System Of lligher Education-
1601 NORTH BROAD STREET
PHILADELPHIA, PENNSYLVANIA 19122

STUDY #540-350-01 i ' OMB No.:

A SURVEY OF RESIDENTS OF PENNHURST AND

COMMUNITY LIVING ARRANGEMENT PROGRAMS

Date:

Time interview began: YA.H. - P.M.

Time interview ended:

RESPONDENT'S NAME:

ADDRESS:

TELEPHONE NUMBER:

TO BE COMPLETED BY OFF{CE BEFORE FIELD USE

Pennhurst Resident Number
Base Service Unit Humber

Cottage or Agency Name Cottage Code:

Sex: M F Age:

VERBAL CONSENT FORM (READ TO R)
Hello, | am (YOUR NAME) working for Temple University, a school in Philadel~

phia. What is your namel . Please let me know
if you can't hear anything | say. We arc talking to a lot of people (here at
Pennhurst/in homes like this onec). | want to ask you some questions about

your life and what you do every day. No one but us and the people i work for
at Temple will ever find out what you say, Our talk will be kept secret and
confidential. We think i1t's important to find out about’ you and your feelings.
TT you don't want to talk to me, you don't have to, and you can stop any tine.

Will you talk with me?
I ‘ YES NG

(RECORD ANY RESPONSE GIVEN IN ADDITION TO YES/NO)

INTERVIEWER'S HAME: Log:

1. Do you like living here?

Yes

In between, sort of, a little, etc.

No

Don't Know

No Answer

la. Have you ever lived anywhere else?
(Have you always lived here?)

Parents (Yes)

Other Institution (Yes)

No

CLA or group home (Yes)"

Don't Know

No Anwser

2. Do you like the pcople who work here?

Yes

Some , most, not all, etc.

No

Don't Know

No Answer

3. Do you want to keep on living here?

Yes

Sort of, unsure

No

Don't Know

No Answer
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8. Are you usually happy or sad?
' Happy 1
In Between 2
Sad 3
Don't Know 8
No Answer 9
9. Are you sick a lot of the time?
Yes 1
In Between 2
No 3
Don't Know 8
No Answer 9
10. If you had one wish, what would you wish for?

4. Do you have any real good friends? I mean people you']ike a lot.
Yes . 1
Unsure 2
(If no, skip to Q. 5) No o 3
Don't Know - 8
No Answer i 9
4a. How many? A lot (5 or more) 1
A few (3 - 5) ) 2
A Couple (1 or 2) 3
5. Do you have a girlfriend/boyfriend?
Yes ) 1
Sort of, maybe, etc. 2
No - 3
Don't Know 8
No Answer 9
6. Do you ever see anyone in your family? [ mean'mother, father, brothers,
sisters? .
Yes 1
Sometimes . 2
No . : 3
Don't Know ) 8
No Answer 9
7. Are people here mean or nice?

11. Where do you go during the day? (PROBE FQR AS MUCH ﬁETAlL AS POSSIBLE)

Mean 1
Both, some of each, etc, 2
Nice o 3
Don't Know 8
No Answer 9




12. Do you learn a lot there? 16. If you could, would you like to Teave here and Tive somewhere else?
Yes 1 Yes
Some, sometimes 3 In between, not sure
No 3 (If no, skip to Q..lg) No
Don't Know 8 Don't Know
No Answer 9 No Answer
13. Do you like it there? 17. What kind of place would you Tike to go ta?
Yes 1
In between, sort of, a little, etc. 2
No 3
Don't Know 8
No Answer 9
- - . 18. Are you ever unhappy?
&; 14. Do you make any money? (IF CLIENT NOT WORKING, PROBE FOR SOURCE )
@ Yes ) 1 Yes, most of the time
Mt much, a little, etc. 4 In between, some of the time
No 3 No never, not usually
Don't Know 8 Don't Know
No Answer 9 No Answer
15. Are you usually sad or happy? 19. [s there anything else you'd like to tell me?
‘ Happy 1
In Between 2
Sad 3
Don’t Know 8
No Answer 9
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20.

Hould you like to go back to Pennhurst?

EMOTION LABELING INTERVIEW
SCORE SHEET

Yes - go back

In between, not sure

No - stay here

Oon't Know

No Answer

W] Ol Wl

21.

Are there any other comments or observations that you may have?

(=1

1) Show the one page glass and tap sequence.
Ask "Tell me what is happening here, Tell me the story of what
happened to the glass".

point Perceives a single object and perceives a sequence
"The glass is getting (got) full of water"
points Ambivalent “Empty, Full, Full, Full" pointing to the pictures

point Does not perceive a single object or a sequence. "They got water"
"This one got water and this one didn't".

2) Show the picture of the girl with the flower,
Ask “Tell me the story of this picture, How does the girl feel?"

2 points Perceives both action and emotion
"She colored the picture and she's proud/happy/satisfied”
1 point Perceives emotion
"She's happy", She likes the picture”
-1 point Incorrectly, labels emotion
"She's mad/sad", "She stole it"
3} Show the picture of the boy and the bicycle.
Ask "Tell me the story of this picture, How does the boy feel?"
2 points Perceives both action and emotion
"His bike got a flat and he is sad/mad".
1 point - Perceives emotion
"he's sad", "he's mad"
-1 point Incorrectly labels emotion

"He is happy", "He is glad"
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Show all 3 picfures of the Boy Fishing Set (3-5 seconds each)

8) Which one is most 1ike how the staff feel about you?
Most happy 5 4 3 2 1 Least Happy
9) Which one is most like how the other residents feel about you?
Most Happy 5 4 3 2 1 Least Happy
10) Which one is most how you feel about the workshop?
Most Happy 5 4 3 2 1 Least Happy
11) Which one is most like how you feel about the staff?
Most Happy 5 4 3 2 1 tLeast Happy
12) Which one is most 1ike how you feel about the other residents

Most Happy 5 . 4 3 2 1 Least Happy

4)
Ask "Look at all these pictures and tell me the story of what
happens. How does the boy feel?"
2 points Perceives the set of pictures as representing a single person
(perceives a sequence) and correctly lables emotions.
"The boy goes (went) fishing and caught some and is real happy"
1 point Correctly lables emotion
"The boy is Happy/Glad"
-1 point Incorrectly labels emotion
"The boy is sad, the boy is bad"

5) Show all 3 pictures of the boy getting spanked Set (3-5 seconds each)
Ask "Look at all these pictures and tell me the story of what
happens. How does the boy feel?"

2 points Perceives the set of pictures as representing a single person
(percieves sequence) and correctly labels emotions,
"The boy (was bad) and got spanked and is sad/mad/hurt"
1 point Correctly label emotions '
"The boy is sad or mad or hurt"
-1 point Incorrectly labels emotions
"The boy is happy or gqlad”

6) Place all 3 separate “smile button" faces on the desk face up and
arrange. Then place all 3 photographs face up on the desk. Ask
please match the photographs with the drawings

1 point A1l are matched correctly
-1 point Any incorrect matches
Show the five “Smile button faces". Leave them within respondents
reach,
Ask:
7) Which one is most like how you feel about 1iving here?

Most happy 5 4 3 2 1 lLeast Happy

POOOE
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STUDY #540-350-02

SPRING 1981

IHSTITUTE FOR SURVEY RESEARCH
TEMPLE UNIVERSITY
-0f The Commorwealth System Of Higher Education-
1601 NORTH BROAD STREET
PHILADELPHIA, PENNSYLVANIA 19122

OMB NO.: 085-R-0370
EXPIRES: April, 1982
REINTERVIEW FOR

A TELEPHONE SURVEY OF COMMUNITY ATTITUOES

Time Interview began: AM. P.M.
Time interview ended: AN, P.M.
Date:
CASE NUMBER:
RESPONDENT'S NAME:
ADDRESS:
{STREET) (APT. 4]
PA.
fciTY) (Z17)
TELEPHONE NUMBER: __ (215) -

(READ IF R IS SOMEONE OTHER THAN THE SCREENING INFORMANT)

INTRODUCTION:

Hello, 1 am (YOUR NAME)  .callling for the Institute for

Survey Research of Temple University. A letter was sent to

your house about the survey we are conducting about community
attitudes. "All answers to questions are completely confidential.
Indlviduals or famllles will In no way be identlfled."

"(CHECK IFf APPROPRIATE)

R requests a copy of letter [:::]

INTERVIEWER'S NAME: . . 10 4:

<:> Overall, would you say that your nelghborhood Is:

very tlight kﬁlt. 1
falrly tight knit, 2
sllightly tlght knit, or 3
not at all tight knit? 4
(DO NOT READ) Don't Know, No Answer 9
Now 1'11 be asking a series of questions about dlfferent kinds of people

as nelghbors. How much would It bother you If two to five people who are

physlically disabled moved Into your nelghborhood? Would it bother yo
Tot, some, very little, or not at all?

(CIRCLE RESPONSE CODE FOR a. BELOW AND REPEAT FOR b.-e.)

u a

VERY HOT
A LOT SOME LITTLE AT ALL
a. Who are physically disabled? 4 3 2 1
h. Who are mildly mentally retarded? 4 3 2 1
c. Who are severely mentally retarded? 4 3 2 ]
d. Who are mentally 117 ’ 4 k3 2 1
e. Of a different race from your own? ) 4 3 2 1

Now 1'1] be asking a different questlion about the same kinds of peop!

e.

How much do you think the value of your house would change if two to five
people who are physicelly disabied moved Into your nelghborhood?
(CIRCLE RESPONSE CODE FOR a. BELOW AND REPEAT FOR b.-e.)
VERY NOT

A LOT SOME LITTLE AT ALL
a. Who are physically dlsabled? ’ 4 3 2 i ‘
b. Who are mlldly mentally retarded? 4 3 2 1

8

c. Who are severely mentally retarded? 4 3 2 1
d. Who are mentally 1117 ) ] 3 2 1
e. Of a different race from your own? 4 3. 2 1
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Cverall, how often would you say you have contact with mentally retarded
people? Would you say:

- Now there are some questions about severely mentally retarded people,

These people find 1t difficult to communicate and take care of them-
selves without help.

To the best of your knowledge,

(CIRCLE RESPONSES FOR ITEMS a.-1.)

are the followlng statements true or false?

nearly every day (dally), 4
once or twice a week {weekly), 3
less than once a week (monthly), or 2
less often? 1
(b0 NOT READ) Don't Know, No Answer 9
<::> NHow there are some questlons about severely mentally 11] people. These
* people find ft difficult to functlon and take care of “themselves on a
day-to-day basls. To the best of your knowledge, are the following
statements true or false?
NO I10EA,
TRUE FALSE DON'T KNOW
8. Severe mental (1lness Is always inherlted. i 2 b
/s
/
- b, Severe mental Illiness Is always permanent. 1 2 9
c. Severely mentally 111 people have ta llve 1 2 9
in Instltutions.

NO IDEA,
TRUE FALSE DON'T KNOW
a. A severely retarded person can learn. 1 2 9
b. Severely retarded people can make frlends 1 2 9
-wlth other people.
c. Severely retarded people are more loose \ 2 9
about sex than nonretarded people.
d. Severe mental retardation Is always 1 2 9
Inherlted.
e. Severely retarded people have to live In 1 2 9
Institutlons.
f. Severely retarded people can hold tax- 1 9 9
payling Jobs. - :
g. Severely retarded people usually requlre | 9 9
constant medlcal care. -
h. Severely retarded people are bigger and | 2 9
stronger than normal people.
1. Severe mental retardation s always i 2 9

permanent .
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@

disagree, disagree, or strongly dlsagree.

Now |'m golng to read a list of statements about different people.
statement, please tell me whether you strongly agree, agree, nelther agree nor

For each

(CIRCLE RESPONSE COOE FOR a. BELOW AND REPEAT PROCEDURE FOR ITEMS b.<m.)

(FOR Q. «c.

and Q. f., READ ALTERNATIVE RESPONSES)

Now would you say you strongly agree, agree, nelther aqree nor dlsagree,

d!sagree, or strongly disagree with thc statement:

How sure are you that you would be able to recoqnize a mentally retarded
person 1f you saw him or her on the street? Would you say that you
would be:

very sure,

falrly sure, or

not at all sure?

(DO NOT RC/.D) Don't know

Now we have a few questions about yourself, Are you currently:

married,

widowed,

divorced,

separated, or

have you never married?

wWhat Is the highest grade of school you have completed?

Didn't attend school 0

Grammac School 12 3 4 5 6 7
" High School. 9 10 11 12

College or higher 13 b 15 16 171+

Now | am goling to ask you a few questions concerning your feelings about
group homes for retarded people. A group home is a house or apartment
where a small number of retarded people Ilve with supervisory staff.

(::) Are there any gqroup homes for retarded people In your neighborhood?

Yes

Ho

(skiP TO Q. 16) Don't know

Refused

be as happy as anyone.

a. '"There ls good reason to fear severely retarded people."
: NEITHER {00 NOT READ]
STRONGLY|AGREE | AGREE NOR|DIS~- |STRONGLY NO JDEA,
AGREE DISAGREE |AGREE|{DISAGREE [ DON'T KXNOW
a. There Is good reason to fear 5 4 3 2 ] g
severely retarded people.
b. Most people feel uncomfortable
when they are around physically [ 4 3 2 1 9
dlsabled people.
c.) Severely retarded people 1
(:) should not marry. 5 4 3 2 3
d. It would be okay with me If
my children play with severely g ] 3 2 1 9
retarded chllidren.
e. Severely retarded people
- should have the same rlights 5 4 3 2 1 9
as any cltizen.
(::) | wouldn't mind If a severely -
retarded person worked where 5 L] 3 2 1 9
I do.
g. A marrled severely retarded
couple should not have . 5 4 3 2 1 9
children.
h. | don't think severely
mentally 11} people should 5 4 3 2 I 9
vote.
i. Severely retarded people have '
no morallty. 5 4 3 2 1 9
J. Severely retarded children :
should be allowed to go to 5 4 3 2 1 9
publlc school.
k. Severely retarded people can
be as happy as anyone. 5 4 3 2 ! 3
|. Severely retarded people are
sexually aggressive. 5 4 3 2 ! 9
m. Physically disabled people can 5 4 3 2 1 g
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(::) Finally, we would [lke to know approxfmately how much total income your

household received from all sources in 1980-~that Is, including Social

Security benefits, pension, earnings, etc,

Was t:

under $3,000

$3,000 - $h,999

$5,000 - 99,999

-

$10,000 - $14,999

$16,000 - $19,999

$20,000 - $25,000, or

over $25,0007

Refused

Don't know

THANK YOU VERY MUCH FOR YOUR PARTICIPATION. 1'VE ENJOYED TALKING TO YOU.

GOODBYE.

12. For about how many months has the newest group home in your ncighborhood
been operating?
[4;0 idea 9
(NUNBER OF MONTHS)
13, When did you first hear about the operation of that group home?
(PROBE FOR MONTH AND YEAR)
[MONTH) {YEAR]
14, Thinking back to the time when you flrst heard about it, how did you feel
about having a group home in your nelghborhood? Would you say you were:
strongly in favor, 5
somewhat in favor, 4
without an opinion, 3
miidly opposed, or 2
strongly opposed? 1
15. And how do you feel about that group home now? Would you say that you are:
. [ strongly in favor, 5
somewhat in favor, 4
without an opinion, 3
mildly opposed, or 2
strongly opposed? 1
(ALL SKIP TO Q. 17)
16. Imagine that a group home was located }n your neighborhood, thinking about

your feelings, would you be:
strongly in favor, 5
somewhat fn favor, 4
without an opinion, - 3
mildly opposed, or 2
strongly opposed? ]

RECORD ANY OBSERVATIONS ABOUT THE INTERVIEW,

(BE SURE TO NOTE ANY

REFERENCES TO THE PENMHURST DECISION AND/OR OTHER SURVEYS.)
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and with the impacts upon the clients, their families, and the receiving
communities. Human Services Research Institute (HSRI) 1s‘primari]y concerned
with the former issues. HSRI's work falls into three major areas: ‘

(1) The assessment of major events, decisions, and issues
surrounding the Pennhurst litigation (i.e., Historical
Overviews);

(2) Analyses of specific issues arising out of the Pennhurst
~Tlitigation (i.e., Implementation Ana]yses),

(3) Analyses of the relative costs of institutional services
and community living arrangements (Cost Analyses).
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