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Although community residences for people with mental retardation aié a well
established reality in Connecticut and around the country, major gaps exist in our
understanding of the role that thase settingy play i the community. The iy
systematic examination of group homes ana similarsettings ha ‘been largely
limited to a few narrow tq%l;. ere are numerous clinical and observational
studies of life within:group homes, Yet, research on the interaction of group )
homes and commuinities has been limited to & few topics such as the effect of group
homes on surrounding property valuee and'the cotrelation of various methods of
community entry with community resistance. Research that carefully examines
the complex interactions of residential pr'orfnmn ‘and their surrcunding -
communities is essentially non-existent. The few efforts to examine the interplay
of the person with a disability, the service setting, and the surrounding comm' ity
are based on an applied approach and seek to determine those program
charecteristics that can e ce the community. participation of the residents.
Basic studies that can increase the understanding of people outside the field of

developmental disabilities are almost non-existent.

Policymakers, parents of people with disabilities, and the public in general

‘have numerous questions about what-is happening in the field-of mental

retardation. Out of the corner of their et‘i:t ey have caught sight of eveats that
seem to contradict the negative.i that they have associsted with people who
are mentally retarded. However, it is only when:tllixg are directly confronted with
a group home,opagy:on their street or a major shift in their state’s policies that
some of these contracictions become crystalized. In addition to confusion about
ihe cepabilities and characteristics of people who are mentally. retarded, terms like
"group home," “deinetitutionalization,” and "community integration" are not part of
the layperson’s vocabulary.. .

Group Home? Numerous service providers and advocates threcughout the
country continually proclaim to anyone who will listen that community group
homes are just that -- homes like any other. And.indéed, the statutes of many
states, including Connecticut, and at least one decision by the United States
Supreme Court, proclaim that small group homes enjoy the same legal standing as
the single family home. Yet legal fiat does not change the reality of perceptions by
policymakers, community members, and parents that, all-good intentions aside, a
group home is not just a single family house.

Deinstitutionalization? To many gegments of the general public, that
tongue-torturing neo-logism, "deinstitutionalizetion,” translates into the dumping
of pecple from mental hospitais onto city streets. It means homeless people
cursing on street corners, ‘What has not attracted the glare of medie attention,
except in the comparatively rare case of major opposition to a group home, is the
fact that in the field of mental retardation, deinstitutionilization is happening and
is working well. Group homes, community living arrangements, community
training homes, semi-independent and indepsndent living apartments represent
the successful side of deinstitutionalization. There will soon be states that have no
institutions for people with mexntal retardation.




Community Integration? The achievement of the goal of .
deinstitutionalization is refletted in a subtle change in the literature in the field
over the last few years. The:term-deinstitutionalization is seen less and less
frequently. Now the recurring term, the dominant:issue, is "community
integration." The field is no longer.concentrating on how szogle out of large
segregated facilities - that capl:g:ility‘hu been demonstra e focus of
interest now is on-assisting people with mental retardation to become:full
members of the commuriities in which they-live. Throughout the country there are
numerous service providers and researchérs who are exploring what integration.
means for people with very severe disabilities.

Yet, with all this emphasis on community membership, the field has not done
its homework. It has persisted in looking at this process solely from the
perspective of the person with mental retardation.and the service provider. Jt has
failed to'fully realize that the rules of the game have changed. Membership in the
comrmunity means sharing information. It means opening channels of
‘communication to.perspective neighbors. At the minimum, being a neighbor
involves answering some of the questions that lie at-the heart of this study: How
‘are community residences fitting into the life of cur communities? Are they really
meeting the needs of thi-, sople living in them?

Increasiny accountability to neighbors is just one of the costs associated with
community members. .p. Membership also brings with it, whether desired or not,
a requirement for full participation in the life of the community. Unfortunately,
many service providers, with-a background in clinical practice, fail to see their
necessary engagement with communities as part of the process of developing a
base of support among neighbors. Rather they see themselves as the defenders of
right against the force of prejudice and ignorance that they perceive to be rampant
in the community. It is their duty to re-educate the community by forcing it to see
the error of its ways. As we shall see, in this report, if people with mental
retardation are to become fully integrated members of the community this
{:)%xillféi?tational stance must be dropped in favor of cooperation and consensus

g

In this regrt we have attempted to give a balanced presentation of the
information that emerged from our interviews. In many cases, a balanced
presentation simply means giving voice to the divergent perrpective of the ma~y
actors in the system. At other times we are called on to synthesize information
and offer analysis and recommendations based on the weight of evidence in cur
data and our knowledge of national trends in services to people with mental
retardation. Undoubtedly individuals with divergent points of view +vill disagree
with speciric findings, conclusions, and recommendations in this repor. This is to
be expucted. We trust that these disagreements will act as an impetus for open
discussion surrounding the points that we raise.
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Overview of Final Report

The balance of this introductory section includes a brief description of the -
methodologies emplm:o conduct this stidy including a summary of the relevant
literature, and a synthesis of the formal sérvice system which-we developed to
assist us in-our data collection. ‘The next section offers a review of the'major
actors who are shaping Connecticut’s system of services for peoplo with-mental
retardation. In #ne findings section of this report we réview what we found with
regard to commiunity residences and issues of service planning, community entry,
individual planning, service avsilability, and community impact. This section
concludes with a discussion of a number of global systernic issues that transcend
these other categories. ‘The firial section offers a'series of recommendation for
future policy and practice. The body of the report is followed by. six case studies of
community residences, a report on our survey.of rural community residences, and
an analysis of how-the media covered issues related to community residerces in
the three regions which were the major focus of this study »

Method
This study was conducted in nse to a request for proposals (RFP} issued
by the State of Conncsticut, Cffice of Policy and ment, pursuant to Special

Act 87-73 of the State Legislaturé. According to the this study was to have
three major foci: ‘

o the impact of deinstitutionalization on the communities in which people
with mental retardation reside and the factors which influence community
acceptance of residential facilities or people with mental retardation in
Connecticut; |

e the extent tc which the community support services and day programs for
people with mental retardation are available and accessible in the
communities in which they res'ideg and; . :

° hg:h zgld ti.;o what extt;nt the rlzepartment c:lf dl\gental thar&tgtion’aslsures l:he
quality of community support services and day programs for people wit.
mental retardation who reside in community regidential facihg;'eg

In an effort to address these three priorities, six major activities were
undertaken: 1) a comprehensive review of the extant research literature on the
relationship between communi%y*resider;ces and the communities in which they
are located (described below and contained in Appendix 2); 2) a description of the
formal system of planning, residential development and quality assurance
(described briefly below and contained in Appendix 3); 3) case studies of six
Connecticut comniunities where people with mental retardation have been
relocated from institutions; 4) content analysis of media relating to

- deinstitutionalization and community development (i.e., relevant newspaper

articles); 5)-a retrospective study of 12 individual placements into community-

—
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based residences in the six selected community residences; and 6) a phone survey
of providers located in non-urban areas specifically to elicit any special problems
they have in accessing services foi their residents. This report ripresent a
synthesis of all these activities.

Rather than describing the methodology in detail, we will briefly discuss our
rationale in selecting a case study a‘fptoa\ch. A detailed deecription of the
methodology including site visit and interview guides is contained in Appendix 1.

A review of the relevant literature on community residences revealed that a
quantitative approach to the study of community residential-development was not
merited. Numerous rigorous studies have repeatedly shown that independent.of
the socio-economic status of the community, or regional area, the presence of
‘community residences does not have:.n impact on property values or property.
turnover rates._Quantitative studies have also shown no impact o local crime
rates or the overall'character of the neighborhood. Therefore, replication of these
findings was not deemed warranted: - -

Of greater interest is the process of commm’:jty service development. Itis — - -
common knowledge that some community residential services meet with
substantial resistance from local residents. Their efforts to block a residence from
opening can range from petitions, to challenging the residence on.the basis of local
zouing ordinancas, to lawsuits and even violence. Concerns of local residents were
in part the driving factor behind this project. An understanding of the nature of
these concerns and the circumstances that stimulate them is crucial to-those who
plan for and provide services. :

Given this perspective a multi-site community sase study approach was
selected. Case studies are the best method:to use when examining “how" or "why"
questions in the context of cc;x:lplex social phenomena. "This is because such
quesvions deal with operaticnal links needing to be traced over time, rather than
mere frequencies ¢~ incidencs" (Yin, 1987 p.18). As Schramm (1971) points out,
the case study apgrbach illunjinates a decision or set of decisions, the reasons they
were taken and the results that ensued. Case studies also offer tixe.advantage of

loring variables that are already identified and the opportunity of discovering
relevant factors that arise through the process of data collection itself.

The multi-site community case study also offers a fertile method of probing
into the other foci of the project, namely the availability and accessibility of
support services in the community, and the adequacy of qualitiy assurance
measures of these services. Information on these topics was gleaned throagh the
interviews of the many parties that were conducted for the case study.
Descriptions and perceptions of the adequacy of quality assurance mechanisms can
be contrasted with how quality assurance is formally described in DMR

" documents. The adequacy and accessibility of community support was ascertained

throggh the interviews conducted with the relevant garties including day service
providers and local generic com nunity service providers.
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It was initially proposed that this study select six Connecticut communities
that represent opposite extremes on.the continuum of community acceptance.
That is, three residences were sélected that enjoyed positive community relations
and support, and three that encountered community resistance. A master liet of
community residences representing cases of community acceptance issaes was
devised. This list was drawn from ndations by the regional staff »f the
Department of Mental Retardation, the Corporation for In dent Liviny,
private service providirs, and other persons-invoived in the field of community
services in Connecticut.

The following criteria were used to narrow the list of recommern:ded sites.
Although interested in geographic dispersion, project staff were reluctant to draw
only one type or site (i.e. one with either positive or negative community reaction)
from any one DMR region. Residences with both types of experiences were -
recommended from each region and to only select may be to unfairly suggest that
there are meaningful regional variations in rates of community accsptance. The
Regions to be studied were selected ii: consultation with the advisory committee,
bﬁ:ed on efforts to sample the range of socio-demographic characteristics found in
the state.

Having selected the regions, site recommendations in each region were
examined on the basis of demographics of the communrity, public or private
auspices, type of facility, type of residents, length of operation, and nature of
community oppositior-or acceptance.--After-narrowing the-list to assure-
com ility in some areas, providers were contacted to obtain permission to
study. In some cases permission ‘was not granted because the community
opposition was still quite fierce and/or the homes were just opening. It was feared
that the study, involving discussions with neighbors and town officials, may well
exacerbate an already difficult situation. In some instances, recommendations of
sites that encountered very virulent opposition were not sclected because the
circumstances were so idiosyncratic that the study would not offer meaningful
results. Final-considerations ¢f the homes were based on whether they together
represented An array along the dimensions of local demographics, types of clients
and auspices. After final recommendations from the advisory committie to this
stugly, the six sites described in Table 1 were selested as the focus of our case
studies.

The key to this approach is the use of multiple sources of information which
represent the full spectrum of experiences and perspectives related to community
residence development. Indeed a total of 177 interviews ranging in lapgth from
half an hour to 3 hours in duvation were conducted for this study. ‘Table 2
presents a break down of the range of people interviewed. This diverse range of
information enables & process of triangulation to take place. The research team is
able, by com? irison across sites, to highlight a full range of issues, problems, and
solutions at the individual, site, and system level. By sampling broadly and deeply
from the range of experience surrounding service development, we are able to offer
a study that transcends the characteristics of individual sites and becomes a case
study of the State of Connecticut’s involvement in the development of community-
based service for people with mental retardation over the last several years.
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6. BECOMING A NEIGHBOR

TABLE 1 /
CHARACTERISTICS OF CASE STUDY SITES

Q
CASE  AREAOF  COMMUNITY TYPEOF DATE  NUMBEROF AGE COMMUNITY COMMUNITY |
STUDY# THESTATE REACTION PROVIDER OPENED  RESIDENTS RANGE MEDIAN  POPULATION | o
& SEX INCOME . ‘ i
I  CENTRAL POSITIVE PRIVATE SPRING'SS G6CO-ED 2446 $14,032 136,393 ﬁ
oo
2 CENTRAL NEGATIVE PRIVATE JPRING'86 6CO-ED  $570 $26,628 o | ¢
} 3 WESTERN -MIXED'  PRIVATE FALL'SS 6CO-ED 3046 35,717 54,849 .ax
4  WESTERN. NEGATIVE PRIVATE FALL'®4  6CO-ED 2548 SSNT 49 :
5  EASTERN NEUTRAL PRIVATE SUMMER ‘88 3 MEN 47.64 $23,073 17,843 |
6  EASTERN NEUTRAL PUBLIC FALL'S7 ° 2WOMEN 3469 SI6.673 w2 )
i ®.
5
€ e
¢ e
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TABLE 2

PERSONS INTERVIEWED. BY PROJECT STAFF

DMR CENTRAL OFFICE STAFF 14
DMR REGIONAL STAFF 14
CASE MANAGERS ‘ 13
PROFESSIONAL STAFF 16
(‘I'henpist, Counsultants, etc.)
RESIDENTIAL STAFF:
ADMINISTRATCRS . 16
DIRECT CARE 20
RESIDENTS 9
PARENTS & RELATIVES 10
ADVOCATES 10
(Including Court Moxitor staff)
ELECTED OFFICIALS 9
CTHER PUBLIC OFFICIALS 18
{Police, Fire, etc.)
NEIGHBORS 20
OTHER COMMUNITY MEMBERS 8
(Merchants, Realtors, ete.)
TOTAL NUMBER OF INTERVIEWS: S Vi




Summary of Literature Review
The literature review discusses findings of studies that pertain to the:

o impact of community-based homes for persons with developmental ’
digg.b‘i:ltities on,surrotznding property vugug_and related concerns;

e impact of such-homes.cva crime rates, municipal services, and the
"character” of the neighborhood; and .

e factors that contribute to initial community acceptance or resistance to the
establishment of the residence.

Over eighteen studies were reviewed. The literature review in Appendix 2
provides summaries of six studies that dealt with impact on.property values
related to the presénce of group homes specifically for persons with mental

retardation or developmental disakilities. The rémaining reports stiidied group
homes for a va-iety g?popuh,tiom. The findings among all of these studies are

] consist. at, that is that group homes have no impact on property values,
selling time, or property turnover rates. This holds true despite the socio-
economic status or ion density of the neighborhood. Studies were
conducted all across the country and in Canada. Consistent findings are also
reported on the absence of any adverse effect of group homes on the "character” of
the neighborhood or crime rate. .

The literature review also served to identify variables that may be significant
in community acceptance pattzrns. The literature reports on the influence of the
demographics of the surrounding communities (e.g., commercial or transient
zones, racial composition, hcusing patterns) and on the extent of communication
between neighbors and service providers around the establishment of the home.

Summary of Formal System Description

This section provides a bagic overview of the major components the gervice
system for persons with mental retardation in Connecticut. This outline was
based on state mandates regarding issues of residential program siting, individual
planning and placement, and resource development. ~he formal system
description was a crucial element in the total design of this project since it served
as the reference point, a baseline, for the community case studies. The system
"map"” or formal system description is based on three sources of information: 1)
document review; 2) review of the court order in CARC v. Thorne; and 3) key
informant interviews.

g 14
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This system map'is found in its entirety in Appendix 3. The intention here is
solely to give the reader an introduction to major elements of the regulatory -
structure in the state which are referenced in this report. \

CARC v, Thorne. Throughout this report.there are references to "class
clients” and "Mansfield clients.” These are peog: effected by the.consent decree
signed by the state and the plaintiffs in a case brought by the Connecticut
Association for Retarded Citizens (CARC). which ct illenged the care received by
residents at the Mansfield Training School. The consent decree réquires the state
to provide enhanced services for class clients and requires that they be-given an
opportunity to live in the coramunity regardless of degree of disability. The court
monitors ara individual appointed by the court to oversee the implementation of
the decree. In addition to these individuals - who are all from cutside the state,
there is'a staff based in Hartford to monitor day-to-day.requi ts. In addition
to the Mansfield suit there is a second consent decree, the Southbury consent
decree, which extends a similar array of special protections to people who were in
residence at the Southbury Training School. . :

Zoning Ordinances. Connecticut has two pieces of stat>wide zoning _
legislation.tnat bare directlg-gg the development of community residences. The
first of these (Ch. 124, Sec 8-3e) states thst local zcning regulations cannot treat
any cemnmunity residence housing six or fewer ons as anything other than a
single family residence. The other law (Ch. 12?81.:. 8-3f) requires that no
community residence for persons witk mental retardation be established within
one thousand feet of any other such residence without approval from the local
zoning board.

Community Resource Development and Site Selection. The system map in
Appendix 3 describes the process by which DMR regional offices select and
contract with the service providers on the development of a group home, selection
of residents, and selection of the residential site. Planning efforts and community
saturation are aiso discussed.

Case management. The case manager plays a central role in the processes of
placement, plannirg, transition, and service coordination for pecple served by the
Connecticut Department of Mental Retardation. The case manager is the
individual client’s principmkesperson within the service system. Asthe
Department of Mental Retardation défines it:

Case management is a statewide process by which the department directs,
coordinates, and monitors services to persons with mental retardation
from the time the person enters the system to the time they are
discharged. Case management assists persons who are mentally retarded
to identify and secure services which meet their individual needs for
growth, and to secure that their rights are protected. Case management
ensures that the cliezt’s Overall Plan of Services (OPS) is being prepared,




modified, and carried out by the interdisciplinary team (IDT), and that
services are relevant to.the client’s current needs. (DMR, Policy 8, p. 2)

Interdisciplinary Team (IDT). The key actors throughout the individual
ning process are the meribers of each client’s Interdisciplinary Team (IDT).
e of this group should reflect the individual’s needs and.is made up of
peopie who have direct knowledgeof the clieni. So.the composition of each
wxlf' ‘vary from client to client and is subject to change:over time. Except where
federal or state licensing regulations impose other requirements, the IDT must
inimally include the client; at least one parent, relative,eguardigg, or

- independent advocate; staff from both present and planned residential and day
program; & member of the staff from the present or planned d? program who
instructs, teaches, .or counsels the client; the case manager; and other specialists
who mmth %&client, m‘l'.lludmg" but not,litxim;lt:]d}ptg;l mllllologigs 1
psyc worker, nurse, physician, cecupatio therapists, an
speech/hesringfvision/ communication specialisis. )

Overall plan of services (OPS). The basic framework for all individual .
planning for each client served-by DMR is the Overall Plan of Services (OPS). The
initial placement meeting is the 'in’an ongoing series of OPS meetings which
will continue as long as the person is'in a residential or day program administered
by DMR. The CPS is rewritten on an annual basis with a review every 4 months.

h team member submits written objective progress reports to be reviewed at
the semi-annual meeting to assist in evaluating the effectiveness of the plan or to
highlight deficiencies in thﬁ})rograms. Howevar, if an emergency or a substantiai
change in the individual’s life situation occurs, a full-IDT meeting can be requested
at any time by any team member to reassess the OPS.

Transition plan. As outlined within DMR’s documents the process of client
mcvement or "transition” is viewed typically as another aspect of the inaividual
planning process:

If the current Placement is determined by IDT consensus to require change,
the team shall specify the short (less then one year) and long range -
placement objectives, including staternents of the client’s residential, day
and program support needs. (DMR, Policy 11, p. 11)

The effort to manage cli t movement in an orderly coordinated fashion is
contained in the individualized Transition Plan. A major intent of this plan is to
assure that all of the members of the IDT are clear on their-responsibilit.es to
make the transition as smooth as possible. The Individual Transition Plan
outlines specific activities to be accomplished before, during, and immediately after
placement; and assigns tasks to specific team menibers to ensure the smooth and
successful transition to the new program. To furthér ensure that no necessary
aspect of the person’s move becomes lost in the shuffle, DMR has developed a
Transition Planning Checkiist which lists.40 discrete tasks that must be attended
to in order to facilitate a smooth move.

16
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ﬁpeal process. State policy and the consent decrees in the.Mansfield and
Spgft ury court cases t:’utl_;,x}e a &ﬁggf,m -p:lgcpmu« for assuring ttihe
right of clients, parents, guardians, and advocates t mmfmm Ammac,
transfer, or other decision which is perceived.as ) b?mg; in the best interest of
the client. Tho Programmatic Administrative Review is used in disagreements
over pro decisions arrived at by-the team. This procees is available to.the
client or his or her fa:ily or advocate. Transfer hearings are used in disputed
transfers. State law requires notification of the client and family ten d‘fr prior to
the scheduled move. A transfer hearing is a mors formal hearing than the
programmatic administrative:review and happens external to DMR.

i

Program Review Commiti e. These committees, madg,up of contracted
professionals such as psychiatzsts, peychologists, special aducators and agency.

.executives, are in place in-each region and training school. Their chief purpose is

to review individual client programs that employ aversive procedures and/or
behavior modifying medications. DMR policies require program reviews before
aversive programs or medications are implemente

Quality Assurance. The state has an interconnected system of quality
assurance grocedures in place to monitor the goxa_lity of services and assure that

ge;ple with mental retardation are protected froia abuse, exploitation, or neglect.
ese procedures include:

e Licensing. With a team of 22 inspectors, the Quality Assurauce Division
within DMR is responsible for licensing all ~elevant residential programs
including group hon:2s, commiinity living arrangements, group.residences,
residential schools, habilitative nursing facilities, and community training
homes. All residentinl programs are inspected before they open and
annually thereafter. . .

o Independent Professional Review/Utilization Review. Professional and
Utilization Reviews are required as part of the federal regulations
governing care in ICF/MR certified residential programs.

e Day Program Quality Review. Every two years, a team comprised of a
person with mental retardation, a family member of a person who has
mental retardation (or other interested citizen), a staff person‘from one of
the DMR training schools or regions, and a provider conduct program
quality program reviews at all ddy pro sites. A similar process for
residential services is being field-test=d in.one region. '

e Medication Tracking. DMR has established a system to track the
medication usage of all clients in the system. A report on medication use is
required every six months for any client in a supervised living )
l;a:x}'langement: who is receiving medication prescribed to modify his or her

avior,
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o Abuse and Neglect Monitoring. Multiple agencies in the state are

responsible for the investigation.of suspected abuse and/or neglect with
regard to persons with mental retardation. - _

o Clcss Member Protections. Several procadureés are in pldce which are

decifically targetad.on assuring the quality of services to clase members.
Theas mchuder ndiusdual Revibes hich acs conducted by case mamagers
in each region and involve the use o a short-form "red flag" 25 item
checklist; and Lonf Term Care Monitoring which is directed at class
members living in long term care facilities'and includes a review of
medication regimens, day program, medical supports, restraints, and
family involvement. .
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Basic to the understanding of any l;iqlggicﬂ or social process isan
appreciation of the various forces at mkmt&n the system. In this section we
us forces at o o 'of comaitinity residence

have attempted to give soms to

development by describing some of the major influences on'that system as they
etmerged iy shady. What should becoros evidant from this discasion 1 that

within the system of services for:people with mantal retardation there is a complex
interplay of currenta. While these actors all contend that they are seeking the be
forpeople with mental satardation hat dose it mea:they re il always pushing
in the same direction. This situation Ohlf becomes more coniplicated when the
system is embroiled in the political life of a community.

The Department Of Mental Retardation (DMR)

The Connecticut De’Fertment of Mental Retardation is a major actor
throughout this study. To people in communities, DMR is the disembodied "state."
To providers, DMR is simuitaneously the funder:coricerned with cost.containment’
and the regulator with hard and fast éfgectatién‘a who is constantly looking over
their shoulder. To advocates, DMR is tke "institution” that is the adversary and
yet is also an ally in.meeting the goals:of the consent decrees and developing a
system of community services. To parents DMR is the:bureaucratic system that
controls their children’s lives. To legislators DMR rogmnts an ever growing
gieqe.of the state budget that is confronting them with increasingly complex policy

ecisions. ‘ -

DMR has a clear direction as articulated in its Mission Statenient (see
Afppendix 3). Yet this ideal of a system that is truly nsive to the.unique needs
of individuals, families, and communities must be a ized in an-organization
where the roles of funder, regulator and service provider must be balanced. So
while the values of the Mission Statement may provide a framework for muck of
what DMR does, day to day decision making is also likely to be guided by
pragmatic considerations such as available funds, court 1mg deadlines, and the
day to day priorities of provider organizations.

The Advocate. The DMR mission statement is one that has a distinct
advocacy orientation not found in many other states. Interviews reveal that mos
Department employees and administrators at all levels are comfortable with this
new role. In fact, this role seems to connect many people in DMR, as well as many
providers, with their initial motivation for ontering the field of mental retardation:
to prevent-the bad old days of mental retardation services, with its endemic
institutional and individual abuse, from ever recurring. This clear sense of mission
is a major strength of the Department and of the providers who work with it.

Unfortunately, within a complex political environment where compromise is
sometimes necessary a strong sense of mission can create problems. Particularly,
when dealin&_lvlnth communities, this may create a tendency to see-issues as black
and white. When motivated by a strong sense of mission individual
representatives of DMR and providers sometimes interpret legitimate community
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concerns and misinformation, nften resultit.g from lack of kﬁowledge,. as prejudice

and opposition. ‘Further, in discussions of funding priorities, community
integration; and individual program planning, this sense of mission may create.an
attitude that comes acroes as a salf-righteous starice which can foster :
confrontation rather than collaboration. -

This problem is not only associated with representatives of DMR. As we
mentioned-above, this clear sense of mission dominates the field. However, when
a person who is publicly perceived as representing "the State" projects a.self
righteous, "we’re right, you’re wrong" attitude, there is a potential for u'strong
negative reaction. )

This clear sense of direction provides a strong set of criteria for making
decisions and establishing priorities. In that regard it is the major strength of the
DMR, In.many others states, services operate without a clear value-base.
Decisions in these environments are "value-free," purely pragmatic, and shift with
the each gust of the political wind. History has clearly demonstrated that such an
environment dees not serve the best interests-of people with mental retardation.
The key point here is a need to sensitize DMR employees, community developers,
and providers to the way in which their strong proporience for community
residences may be received by the lay public. f)evah loping this awareness should

{

enable them to be more sensitive in their interactions with communities.

The Funder and Regulator. The second major role fille¢ by DMR iz2s
funder and regulator of all services in the state. Needless to.say this role Y:;:sents
a high potential for internal conflict with the advocacg role. In addition, this .

laces the department:in adversarial relationship with every provider in'the state.

he priorities established by the department, its regulations, its budget caps, it3
changing procedures, and so forth may be seen by providers as barriers to their
real mission of meeting-¢the needs of the.real people they serve.

The Provider. Finall{l, DMR continues to fill a major role as a provider of a
whole range of services in the state. These encompass day pro , institutional
services, community residential services, case management, and family support
services. With this fole comes the further complication of the advocate for
community acceptance, simultaneously providing services and acting as the watch
dog over the service.

Private Providers.

As this study progressed, it became apf)arent that all residential providers did
not fit neatly under a single label. They all had a certain unity of interest in
dealing with DMR to maximize their rate of reimbursement, simplify bureaucratic
procedures, and obtain assistance.in dealing with communities and accessing
supportive services. But beyond this core of interests we found the provider
community presented a very diverse picture.

2 21
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Our interviews suggested:that there is a four part typology of private
providers. While the chazter of all the provider organizations may sound the
into some rather specific patterre. Theorganitation’s aitituds toward DMR, its
approach to comimunities, its ifiteraction with other agancies, its administrative
structure, and oven certain aspects of how.its homes-are run reflects where an
organization falis in the typology we cutline in this section.

-same, there is a great deal ofmh%ihtzmmg organizations.which seem to fall

Establisked commuxity-ba ’fr::ridcrc. In the course of the study we
spoke with providers who had long aud successful histories within their }
communitiea. Theee providers tenc. to liave well mmd members of the
community on thei-boards inciuding parents of disabled persons. Board members
and provider staff tond to be very active in the community and are able to build
enclaves of support within the community to endorse their endeavors. They are
extremely consciciis of public vélations and wish to preserve the good will and

~ trust they have built up within the c?mmunity.

In conversations with such providers; we found they expressed that their
mandate is to serve at:lesst as:many clients from the community as clients from
institutions. Their perception is that there are persons who have lived in the
community, usually with their families, for many years at no cost to the state.
They believe that the needs of these parsons for group home placements are often
ar.pressing as those of parsons in-the institutions. This attitude is in conflict with
the pressures placed on"DMR as a result of the court action to-deinstitutionalize.
These providers are in:the posision to. conséicusiy decidé niot-tojexpand the number
of group homes they operate. They-also tend to perceive that if-they wers.to
provide residential services to the very disabled clients still remaining in the
institutions, they would not receive the monetary support frorn DMR to
adequatel:r serve these needy clients. .

. Highly p.rofessional organizations. For the most part organizations in
this category trace their roots to experience gained outside the state. Some of
these providers run settiigs.in numerous states. In some cases they have been
actively recruitad by DMR to start services in Connecticut that %the
established providers in the state have'been hesitant to undertake. Thi
highlights an essential characteristic of these organizations — their E-inci al
loyalty is to DMR and not to specific communities.in Connecticut. As evidence of
this point, some of the residential settings run by such agercies in the case studies
were completely occupied by class ciients who have lost contact with their families
during their years of institutionalization.

_Once a home is established this type of organization typically recruits an
advisory panel of community members. However as a corporate entity their major
officers are likely to be located outside of Connecticut.

These orgrnizations project a highly competent professional image. This is
often associated with a central office witly & well developed infrastructure of
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Several of the people we intérviewed noted that in dealing with these. _ ;
organizations one often‘had the sense of sncountering a mini-hureaucr: because -
of the administrative structure they had in place. Some of these same informants o

support staff and offices for the agency specialist (e.g., nurses, behaviorist, etc.). ) ".‘7

raised concerns about the amount of money which-was allocated to-overhead ' ézg
expenubythm%fudomlﬂ nizations. They saw the organization as =
housed in very nice offices, top hea i administration, and:with support staff o

who in-some cases were paid more ‘direct care workers.in the group homes.
While no one questioned the competency of these: rgqni;ahons, these other
concerns led some of our informants to wonder aloud where the organizations
priorities lay.. ‘ |

Finslly, the image which these groups project in their PR materials and in ®
conversation is a "we have the skills and experience to deal with the very difficult
clieni--we can do it!" .In line with this image the homes run by professional .
organizations have all of thel"u;Faper work up to date with all goals and objectives ;
stated in the proper behavioral terms. ‘ f

Well connected new ager.cy. These ag:ncies tend to have boards with
varying composition. They often start on a shoe-string budget and have many
financial struggles to overcome. They make good use of formal system resiurces
such as site developers and'mar-.zmaent agencies. With their lack of firiancial ,
resources, however, they often doa’t have the'manpower it takes to thoroughly :
study potential clients to see if they would be apgropriate additions to their group @
homes. “They have not developed sn adequate informal network within the ‘
system. Because of their lack of resources and experience, they sometimes end up

iri dlﬁicultt::s situations with clients that result in disruptive and/or failed

placements.

Small unconnected agency. Ususlly located outside of large urban areas, 4 ":
these agencies are confronted with many of the same problems as well connected
new agencies, but also have been unable to gain access to.the resources svailable
within the formal system. They tend to be cu precarious financial footing.

The Growing Infrastructure: Statewide Resources

As we noted at the outset, the system of community residences has become
well established in Conrecticut and throughout thecountry. With this
establishment, the system has developed its own infrastructure ot Pesources to
support its activities. In our study two major components of thit:systém emerged
as significant. The first, the Corporation for Independent Living, in its role as a
site developer, has a major influence on how a community residences are perceived
and received in a community. The secorid, Residential Management Services,
through its role in recruiting, training, and managing a large percentage of the
residential staff around the state has a major impact on community residences and
their surrounding communities.

‘.
.
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(CIL) is a not-for-profit entity established:

OERIC

The Experienced Developer: CIL. The Corporation for Independent Living

about 10 yesrs ago to assist residential
ies with the actual process of site identificatidn, purchase, and development.
is agency, has over the years, dealt with almost every concsivable situation
related to site dw%ggmont and neighborhood ‘entry. In talking with.
representatives of CLL, one-is impressed with the ZW we t) which the tomplex
process of developing a community.residénce site can be routinized. The
experiencs and expertise available in-this organization is a valuable asset to
community agency in the state (See Appendix 5 for a copy. of CIL’s brochure).
addition to its specific expertise and fiscal resources, CIL is able to coiinect the
new provider to other needed resources within the system such as management
agencies.

»

CIL makes all of the sités which it develops accessible for people with physicil :

disabilities. In addition CIL, based on its experience, identifiés more renovations ]
than an agency working on its own might undertake. This concern for detail is &

clearly borne of CIL’s extersive rience and its clear fociis.on these sites being
permanent homes for people with disabilities. While this lead tc some additional

cost and a longer development time, it does result in a growing stock of accessible
housing in Connecticut.

When a property is identified and agreed to by a provider agency and DMR,
CIL purcham’»tﬁ: house using funds from its bond issue. Under the terms of the
sale, CIL owns the pro%rty and remaix;:a:?dpomiblq for upkeep cf the major
systems of the house. The property is leased to the provider for a period of 25 S
years. At the end of that time the principal and interest will be returned to CIL 1
and the property is signed over to the provider agency.
It is worth mentioning hers that CIL makes:a conscious effort to use realtors,
architect, and contractors in the community where the site is located. By sharing
the business with the local community the financial benefits of the site are
returned to the community, a sense of community involvement is created. Asa
result an ever widening circle of architects and contractors is educated about
issues related to accessibility and the needs of people with disabilities.

In dealing with often overly rigorous oversight by town zoning commissions
and fire mars , CIL’s attitude is to be non-confrontationil, even in cases where
they know that the stipulations being required may be beyond the requirements of
the law. They feel that the avoidance of the need for hearings and timely
completion of projects far cutweigh these often moderate increases in cost.

Accordiag to CIL officials, they try to be conservative in their interpretation of
the relevant regulation, since at any time a municipality’s inspector may change
and after the fact hit the provider agency with a list of deficiencies. “This is not to
say that they are passive. CIL deve ogers very actively point out to an inspector I
when they are stepping well beyond the bounds of what the law demands and of
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" course these retorts are backed'up with a firm foundation of experience and a

thorough knowledge of the relevant laws.

The Esperienced Managirent RMS. The managemerit agency
responsibilities include staff hiring, m general finoncial management of
group homea. RMS has enabled inexperienced providers to reslize their goals of
succeesfully operating group horiies. .

One major issue that was t.ised in the study was in regard to staff training.
Therelare two levels of training. ‘The first level deals with issues related-to meeting
the demands for compliance with: ug::i'ﬁc regulations. This enti.ils-addressing
issues suc’-as first-aid and safety;. to be & part of the individual pl::ﬁmg
process, psychotropic drugs, and how Lsiiavioral programs work. The nd level
of training needed in a eommugx;tft setling revolves around addressing some more
intangible but nonetheless crucial isiues. Here the focus should be on respondin
to the unique needs of particular clients, being responsive to,the characteristic of
the cormunity, facilitating the real community integration:of residents, ana

ing vhe public relations role of the direct service worker. Ir regard to the
second level of training which can he 80 crucial to the success of a residential.
setting at least one of our informants expressed concern about the thoroughness
and creativity of RMS.

Court Monitors/Independent Acdvocates

The court monitor’s office and the independent advocates have the unique
advantage of having the most clear cut role in the system. By definition what they
say they do is.what they indeed sgznd most of their time doing. Their job is: 1) to
assure that services to class members as a group and as individuals conform with
the requirements of the consent decree, and 2) to represent the interests of peopis
with mental retardation who do not have an independent spokesperson. In this
formal role, they act as a major force influencing all other aspects of the service
system in the state.

What is instructive is the informal use that is made of monitors and advocates
by other actors in the service system. We hea'’d on several occasions that a trump
card in negotiations among services is the implication or the stated intention to
call the advocate or the monitor if a matter is not resolved to the satisfaction of
one of the dpertxeb This underscores the ability of advocates to goad the system on
formal and informai levels. '

Parents

The very existence of community residences for people with mental
retardation can be traced to the advocacy and service provision efforts of parents.
Parents are the fundamental political base that DMR can count on to support it
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before the legislature. So on one level, asa groun of voters, parents of people with
mental re tion are one of the most &mrful components of the service system,
but as individuals these parent may be the weakest.

Our interviews with parents, advocates, and representatives of DMR revealed
that in Connecticut parents of people with mental retardation are simultaneously
urging growth and counseling restraint in the dévelopment of co..munity
prczrams. This situation cannot be reduced to the simple pro-institution, and pro-
community. The reality is that all parents seek the best for their family member
with retardation. But their definition of the best is often-informed by different
sets of experiences-and expectations.

Integrationist Parents. Parents affiliated with the Connecticut Association
for RetardudCitizens (CARC) were the driving force behind the litigation that is

‘reconfiguring services in Connecticut. An ahhorrence of *he abuse in large

segregated facilities and & belief that living in the midst of the community is
simultaneously the best clinical intervention and thu most effective quality
assurance mechanism have served to unite an increéasing group of parents in.
demang.:ﬁ' community-based programs for :ilégoop]o with mental retardation.
Increasingly this perspective is being reinforced by information from around the
rest of the country and from a supportive administration,at DMR.

Cautious Parents. As a counterpoint and a balance, other parents in
Connecticut remain unconvinced that a totally communiz-bagad services aystem
will be adequate to the ncads of people with mental re tion. They promcte a-
cautious go slow, v:ait and see attitude. ‘Based on their experience they remsin
suﬁilcious of radical change and are unprepared to trust to the good intentians of
D It should be made clear that these same parents are also supporters of' e
development of community residences as the appropriate service for most people
with mental retardation, but they are just not prepared to abandon completely
some compornents of the earlier model.

A number of factors seem to influence the thinking of thess parents. Many of
them have lived through a period when the only resource available was the
institution and many of them know that institutionalizations, based on the best
professional advice of the day, was best for the life of their family. Now the
dominant proféssional opinion has changed. Thisleaves them wondering in what
direction the next: change of opinion will blow. Will families once again find
themselves dealing with disability completely on their own?

Some of these same parents were very involved in the lives of ;he institutions
where their children lived. They know that the zeputation whichsome of the
facilities in Connecticut had'as the finr: £, best run facilities in America was well
merited. They invested heavily in these facilities and saw that investment
returned in good care for their child. They remain unconvinced that a variety of
small settings scattered throughout the community will achievé that level of
excellenie particularly when it comes to services for the most severely cisabled
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individuals. They continually question who wiil bethere ta look over.the shoulder
of these underpaid direcs.care workers to-guard against neglnct and abuse.

thmgroupofpmn ng énd fund r for
specm eectomoot ofthmmm Now .the talk of
~L generic secvices makes “hem nervous. Many of them
thceoxmn maeoldeloudphuwhomth.uwunothmg
forthelrfamlymembez F\w w frove Zxperience that "generic” services can
easily become closed. * ('heym»ﬁuthgvmnthurunbypomtmgtopoo lcthh
mental retardation living:in the community who.they see as receiving
services and being cut off from-a supportive social network--adrifi“in the
mainstream.

Summary

'Withinthe network of people concerned for the welfare of people with mental
retardation there is universal agreement on the need to nurture the development
of community livin o?portumtxes Yet beyond that single unifying consideration
there is a great diversity. Literally every group of actors in this drama has
its own perception of what the priorities are in this process.. As these diverse
actors interact with one anotlier and with the communities of Connecticut, their
experience offer some valuable lessons for them and their peers around the
country. In the balance of this report we will point out what we cbeerved hy

retrospectively watching this process unfold. We trust that thiseffort!
sivlnthemze this process will inform the policymakers who.must oversee «_.u fund

e system and also aid the actors in better achieving their common goal of doing
the best for the citizens of Connecticut who have mental retardation.
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which wsnt beyond the concerns of & smgle nte -Were anabud»in an effort to
ldenhfythsmqoruuesmdevﬂopmgeommumtym Itntheu issues
whish ::gpg mgdmpm ok teg:ate the mmm which erl:ed fro
presen sse ve ‘om m
our multi lemofmformhon. What emerges:is a discussion of a.wide ran ge
of topics that might appropristely be read as "lessons learned" from Connecticut’s
experience of dmlopmg community tesidences. Further, where the points of view
of our informants are so divergent as to' proelude ithesis we. ‘have attempted to
highlight what lies at the heart of the di te. A&&ﬁnalnota it should be recalled
that any methodology - case study inclu - has limitations. Though inferences
haveboen drawn it shou'd be remembered that only six sites were studied. This

y said, the reader is cautioned to view these findings as more suggestive than
conc usive.
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PLANNING

Whon the earliest community residences for people with mental retardation
were developed in Connecticut; planning was relatively simple; Hoines were
created when a parent based organization:approached DME with a proposal to.
develop a group home in their own community for their:childrén. Regulations
were minimal. DMR's respofise was likely o include negotiations over a 1 t
and discussion of the few relevant laws and regulations,- More.than likely
community acceptance would not be an issue since the parents-could individually
approach their neighbors about the:need for this home for théir children. Staffing
would be an easy matter. After-all, it only involved hiring one set.of "house
parents" and-a few relief people. What is now the.relatively complex task.of
finding, financing, and purchasing homes, wasa relatively simply undertaking.
Good ec‘i'ﬂllf g&):d intentions, volunteer help, committed workers, and parent energy
carried the day. s :

Today this straightforward procese seems like ancient history. Yet;.these good:
old days were barely a decade ago. Many of the people who are currently-involved
in the service system in Connecticut can trace their origins to an experience
similar to that described above. Ten or fifteen-years-ago, the community residence
was the exception to the rule. Today, community residential development has
become "institutionalized” aad community homes are increasingly the service of
choice for people with mantal retardation, and-the standard against wlhich other
services are judged. Froviders who‘once worried about where to go to get-a couch
donated to a grot home are today confronted with complex issues of system, site,
and transitior. planning. The following section examines the multiple levels of
planning re%mred to develop responsive residential services: systemplanning, site
planning and individual planning. *

System Planning

The last ten years have seen a multitude of new factors come into:play in the
planning process. The dominant-focus of the field has shifted from the need'to
clean up and prevent the abuses associated with life in institutions to.a concern
with the rights of people with mental retardation to live'in the community and to
receive the support services they need. This shifting focus has been-accompanied
by growing state and federal regulation of community progrems with an eye to
preserving these very rights while simultaneously assuring that the abuse
associated with the E”t does not reappear in the community. ‘While the shifting
focus of the field and increased regulation makes systemic planning difficult -
enough, this task is further complicated by the varied deriands that-advocates and
family members place on the service system.

Balanéing Priorities. Our interviews with parents and advocates and the
review of the newspaper coverage of community development issues reveal that
DMR and its providers are simultaneously being called on to address some very
different sets of priorities. First, they must rectify some of the residual problems
associated with earlier models of services. Second, they must respond to the very
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different expectations of families and advocates who speak for people whose life
experiences have been very different from those-who were housed in institutions.
Any-efforts to plan the zstemofserv;mmustbemformedby an:awareness of
these competing demands. -Our interviews reveal that the diverse demands'being-
placed on the system of services can be summarized under the three following
categories. A :

1. People who have lived or are currently redd.lnf in states schools
and regional centers. These are likely to be:the last p;:f e with-mental
retardation in Connecticut to have a long term institutior history. ‘The needs of
manyof these people as-expressed in the court decree are currently driving the
sysiem. The fact that many of these peoYllg'hawfe; over the years, lost their
connection to.the community often complicates the process of community
placement. Since many class clients have lost active family involvement.over-the
years they are dependent on the legal expertise of.the court monitor and appointed
advocates to assert their right to services: Unfortunately, this dependence on
professional representation reinforces the image of these people as outsiders to the
community. ‘ ‘

2. Adulis with mental retardation who are living at home with aging

parents. Some of these people may have had limited or no access to special
education and day services. As a result, a:number of these people may be invisible
to the service m until a family crisis requires a request for assistance.. The
needs of these families focus on periodic respite.and-the desire for an:orderlly
transition to some type of supportive living arrangement.when they are no longer
able to care for their family member. Because resources are not open-ended, the
needs of this group have come into conflict with the demands that class clients
have made on the system of services during the last several years. Parents who
have kept their children at home see themselves as shut out from services. They
see the energies of organizations that they have founded and nurtured diverted-to
serving class clients and away from their own children. '

Up to this point the tension between these first two groups has characterized
service p ing in Connecticut. However, the very different demands of another

ot

group looms on the horizon.

3. Children and young aduits who have had extensive special education
services. This group potentially presents greater challenges to the service system
than the demands of either of the other groups. Since they have much higher
expectations from the service system. This group increasingly demands a full
array of family supports, notjust respite, and expects residential supports to be in
place so that fatmfv ily members with mental retardation can move out of the home
at the appropriate time. In addition there is a strong likelihood that this group
will not find some of today’s residential models acceptable; they will be looking for
settings that are literally constructed around the specific needs of individuals. The
fact that the needs of this group have largely been met by the education system
has erabled the mental retardation service system to focus on the demands of
other groups. Yet this third group is getting older, and any effort at long range
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s{;s‘atﬁms planning must take into account the fact that future needs present new
challenges. R

Caught in the middle of this tug-of-war is DMR and the state legislature
which must balance these competing demands while'kesping both the federal court
and their constituents happy. Also thrown into:this tenusus position are many of
the newer providers who -have either just gone into business o.: have recently

moved-into-.he state. Some of the a‘iﬁéijs’m*yjq;‘eljéqgn&rédzoﬁffh‘eu new.providers.

4

seems.to be related to a perception among some community parents that the

agencies ignore community needs in favor of meeting the needs of class clients. . ]

‘The divergent analysis presented here does not intend to ascribe motive or to
make judgements about who is right and who-is wrong. The comrunity parents
are not opposed to the needs of the class clients. Rather, the issue for them is
servicey for their family members with disabilities. Presently, they see theimselves
gettipg littls or nothing. One parent representing this perspective told us that in

er regicn the ow support is a minimal amount of respite - a service that
is availadle solely because the regional director has:manipulated the budget.tv
assure some support to families, The issue is limited state dollars and limited
services coupled with the perception that the very.people who developed the -
community system now find themselves closed out of services. Individuals.
representative of this group are not' c;}:pqoing the needs of the class so much as
they are asserting the n of their family members.

This cunflict over resource allocation is the major force at work in the
Connecticut system of services fo:lYeogle with mental retardation. It overrides -
many of the issue that are nominally the major focus of this study. The resolution
of this conflict will determine the future of services in Connecticut'.or some time
to come. A study such as this cannot begin to address such a pervasive and
important issue. It can only highlight the issues and facilitate discussion that can
resolve these tensions over time. In the end, community parents, DMR, the court
monitors, and the legislature must engage in a frank and open conversatiorn that
:illdresses these issues and resolves them in a manner responsive to the needs of

parties.

In the balance of this section we return to more circumscribed issues of system
planning as they relate to some specific problems confronting the Connecticut
mental retardation system as it moves to a largely community-based configuration.

gency Development and Sulpport. One major component on the DMR
planning agenda should be the development of the infrastructure of the agencies
that provide residential services. Some structures such as the Corporation for -
Independent Living (CIL) and Residential Management Services (RMS) are in
place to assist in:this effort, but it is not at all clear that such efforts are
systematic. Clearly all agencies do not have the same level of expertise in areas
such as‘community relations, staff development, resource-development, and
management. This lack of skills is particularly apparent in.the case of the small
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disconnected agency and the new agency. The study.interviews reveal that some
of the problems encountered in-the process of residential development ¢can be.
§m£~ “ed more to lack of skill, flexibility, and innovative ideas than any other
1actor.

The mental relardation system has become relatively good at identifying
sg:ciﬁc skill development objectives at the.individual level. It seems.appropriate
that DMR look for the same of skill development on the part of the agencies
with which it interacts. An individualized agency dévelopment plan should-also be
associated: with ﬁnéral regional and statewide efforts in the area of information
dissemination. There is a clear need to exchange information on issues such as
community entry, community relations, innovative approaches to services, and
staff development.

Developing and Nurturing Human Resources. Another key planning
issue that DMR, provider agencies, the state legislature, and the state education
system must address in a timely fashion is the development of the human
resources needed to support the growth in community based human service .
programs. This is not just a problem i~-Connecticut -~ it is a national issue. But it
clearly has a major impact on the quality of services that a state is able to offer its
citizens. There are two major consideraticns here: 1) the development of skilled
professional resources; and 2) issues rels’ed to direct care staff.

Professional Development. It comes as no.news that there is a major national
shortage of skilled professionals in areas such as nursing, behavioral intervention,
and:physical, occupationsl, and speech therapy. Yet when there is a need for
people trained to deal specifically with some of the special needs of people witl
severe disabilities, the field narrows substantially. If-a further priority is placed
on pecple with substantive experience in integrated community-based programs,
most of the rts can be identified by their national relgutations. This limited
number of highly skilled people highlights the.need for DMR to continue to use a
range of consultants in some of its effors.at program development. However,
consultants do not solve the long-term problem.

Throughout our study, providers pointed to a lack of professionals as a major
day to day problem. The cfmnging face of the job market is generally identified as
the major reason for these massive shortages. But, %.ln identifying the source of
the problem does little to meet an immediate need. The fact is that the
development of a new pool of professionals must be supported.

DMR, the University Affiliated Program, and the state university should
exi)llore the possibility of creating personnel development programs in the areas of
behavior management, case management, and physical, occupational and-speeck
therapy that are specifically targeted at the needs of the population served by
DMR and its provider agencies. Connecticut is uniquely situated to provide
national leadership in the development of professional training models that meet
the special demands of a community basedp system of services. As an incentive for




retaining-the graduat.eg of these programs in the state, the possibility of tuition
crsdita or student loans that would:be forgiven after a specific perios of service in
the state should be examined.. Seemingly, such incentives shoul.draw qualified
candidates from outside the state.who would be attracted by.a unique program and
an affordable education.

irect Care Staff. Qur study in Connecticut and other efforts arour2.the
country have consistently revealed that the skill and sensitivity-of one person can
make a profound difference in the life of an individual and the success of &
program. Yet the crisis in obtaining quality direct care. workers is-at least as
serious as the shortages of professional staff. Commendably, Connecticut officials

have attempted to address this issue by providing for an jmproved pay acale for

community residential workers working in private settings. Interviéws reveal that
over the short term this has had some impact on extending staff tenure.

What is not addressed in the discussion of the staffing issue is the nature of
the work force in this field, the expectations of the job, and futuzg directions.
These issues in themselves merit a report at least, as extensive as the present
undertaking. Some of the areas.that should be examined are:

o Work Force. Thereisa strong possibility that the work force in this field is
by its very nature unstable. pecifically, three groﬁYe seem to work.in the
area of residential services: 1) a transient personne who are associated
with the service industry and who change jobs frequently within the same

sector of the economy; 2) young people who are attracted to residential -
work for a brief period of time then move on to graduate schools or to
further careers in another field; and 3) people from either of these groups

who come into the field, stay with it, and quickly move to management
positions.

o Job Expectations. The wide range of demands placed on the direct care,
essentially entry level worker, is not appreciated by the general public or
some members of the professional community. Awareness of the wide
range of demands is one source for the anxiety -#ith which some
knowledgeable individuals, usually l?arents, reg;.]rd residential workers.
They are asked to fulfill roles in self care, building maintenance, skill
development, behavioral programming, and public relations in relatively
low 1;:laid positions that are valued by only a small segment of the
population.

o Future Directions. There ie an increasing emphasis on a changing role or
different roles in residential services which will concentrate the energies of
the direct service worker in areas such as connecting people with the
resources of the community and nurturing relationships with members of
the community.
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These factors should be taken into account.in planning efforts related to direct
care staff development, Certainly a decent salary remains a .‘rri;qrity. Nonetheless,
over the short term, treining efforts and expectations should consider the
transitory nature of the work force. From a bit broader perspective thought needs
to be given to defining and nurturing the new roles and new "job-categories" that
will be needed to foster community integration. . )

Site Planning

Over and above the many specific issues related to the relationship between
community residences and communities (to be addressed in a later section), there
apnears to be a well thought out, rational Froeess of site selaction-and development
at'the DMR regional level. This process clearly reflects the exper.ence of the
region and that of CIL and other providers who do their own development. In
some areas, the "sins of the past” -- including poor site location and "saturation" --
have been taken to hoart and more responsive policiez have been developed. DMR
is particularly careful to avoid residential development in communities where
there has been major opposition, intense development activity, or-concérn
regarding possible saturation.

Saturation is a tricky issue. It is based on the premise that a community
should have a "fair share" of:the region’s community residences. In a few
communities in the state, sime neighborhoods were "saturated” early.on in the
process of community development with people with mild to moaerate handiqa%s
who needed to be centrally located and have public transportation available. Thi
was inevitable since there are only so many communities in-Connecticut where
public transportatior: is readily available. Part of the sensitivity about saturation
is associated more with some of the negative experiences in mental health where
there are stories of former mental patients being loceted en masse in communities.
Over the long haul the question will be defused as communities are asked to
provide for people who have always lived there. At this time, people returning
from state schools who have rot lived in a community for 10, 20, oxr 50 years are

. sometimes seen as outsiders. Planners must be very sensitive to the perception on

the part of a community that it is being asked support a disproportionate number
of community residences. - .

Early development in the some of the State’s larger communities was
governed by the conventional wisdom of the day that fewer problems of
community opposition arise in transient urban areas. The effect of these two
considerations, access to work and transportation and the "desirable" character of
transient areas, did lead to concentrations of DMR clients in some areas. This has
led, in due course, to the bad situations that critics of community programs cite
most frequently.

The good news is that interviews clearly indicate that these lessons have been
learned. Planning is not aguin likely to take the path of least resistance.
Targeting new areas, however, has led some communities that were previously
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exempt from developiment to respond negatively. In addition the perception
remains in some community officials that if they present a desirable site for
residential development they will h¢ overwhelmed in the same way they have seen
some other communities targeted in the past.

Unfortunxtéiy at times the MR strategy of identifying scme communities foz
developmentacause of lower reel astate cneis or the present absence of any group
became

<

‘homes can backfire. Recently, a community was:up in arms because it

aware of thrée residences openirg within a few months of one another. The
perception was that the town was being overrun. In fact it had been targeted
about a year esrlier because it was an arsa of reasonably priced real estate which
to that point had not had any reijidential settings establi

A major force on the side of DMR and the agencies doing community residence
devalopment is the protection provided by state zoning legislation. This law (Ch.
124, Sec. 8-3e) reqzelocal zoning anthorities to'treat residences for 6 or fewer
people with mental retardation and their support:staff in the same manner as a
single femily residence. This makes it theorstically nossible for community
residences to be developed i=-any-neighborhood in the state. We found that this
%rgtection en:ables developers (o approach their task in a self confident fashion.

ey were not forced to be defensive about their activities. Occasionally, however,
this assurance alsn ied to a rather cavalisi attitude regarding the opinions and
concerns of neighbors and comm ity leaders. For the most though, we
found that dev?lbpers awyided ﬂaunhnguthis legal protection in the facs of
community members in {avor of a conciliatory approach.

DMR has attompted to be very careful about the 1000 foot rule, which
restricts the distance between cofiimunity-based residential programs. Such
attempts require careful coordination with other human service agencies. To date
coordination has often been done on & fairly informal basis, and the degree of
coopération seems to vary from region to region. Tlere is a clear need for a more
formill cooperative process among ail & gencies at the state and regional level.
Computer technology seems to make ths-management of a basic inforination
system using zip codes or street:addresses a relatively casy matter. Once online
such a system would be a relatively inexpensive yet valuable resource.

Over and above the basic need to keep track of where va; Jous agencies have
located their projrams, the increassd.focus ou community-based programs in all
sectors suggests a need for ongoing inter-agency collaboration. At the minimum,
there is a need for periodic consultation about future development plans. Given
the diverse experience of the various agencies in this area of community
development it seems likely that such linkages could soun expand to include
discussions of ¢:ther substantive-issues related to thLe relationships of services to
their host communities. .

A final word on the 1000 foot rule seems merited. The intention of this
regulation is commendable and it should ba retained. However in our study we
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. to be fo.ied to leave the Community

encountered at least one instance of what seemed to us to be overly inclusive
enforc, ‘nent. In one community a single man with mental retardation was going
) ining Home inn which he lived because it

was within a 1000 fect of a group’home. In reality, a Comminity Training Home
with a single resident has no more impact on the community than a home in which
a member of the family has a disability and happens to live within & 1000 feet of a
i;rontxg home. It would seem réazonable that the rule should contain an exception

or the case of foster:homes and community training homes with only one and
perhaps two clients. ‘

The cost of property may continue as a major public relations problem for
DMR and its service developers. A typical home owner who may have struggled to
make a'down ent for 2 home may find it'hard to believe that the cost of real
estate is one of the lower costs associated with running a community residence.
Further since the general public is unfamiliar with the substantial costs associated
with the maintenance of large public facilities, they may find it hard to believe that
the cost of multiple properties in the community is no more than a congregate
setting for the same number of p:‘chple. Certo’nly DMR’s current emphasis on
small group settings (3 person) will help to control the cost of sinqe settings: As
one CIL representative pointed out, there is a relatively large stock of moderately
priced housing available which will accommodate three people plus staff.

Over and above the efforts to purchase moderately priced housing the most
efficient means of controlling real estate cost can be found in supportive living’
models of service. In these situations the residents lease or own thel'gro rty
(perhaps as part of a trust or inheritance) and the provider, usually Mﬁj provides
staff only support in the home. The major challenge of this approach is developing
flexible approaches to staffing that provide people with a sufficient level of
assistance and direction to negotiate issues of daily living and relationships with
the community. )

Staff coverage in these situations is usually not 24 hours a day and that has
also been a source of savings for service providers. In practice, this means that the
supportive living approach has generally been used for people with mild to
moderate re tion and no associated physical disabilities. It is worth noting
that a number cf states have recently begun using this model with more intensive
staffing as a cost effective approach to serving people with severe mental
retardation and/or physical £sab ilities. This often entails the staff being available
24 hours'in a neighboring apartment and working in the client apartment full time
when the people are home.

Supportive living, as it applies to renting, has received added impetus as
increasing numbers of people with mental retardation move via supported work
into competitive employment. While their salaries may not cover the full cost of
rent, their contribution is substantial. The taxpayer sees a major saving because
tax dollars are now called on only to supply a subsidy and not meet the full cost of
the living arrangement.
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perty is really the home of the people
livinf there so the 1000 foot rule does not apply%omthelon lanners ne‘ecfg
develop their own version of that guida for -uggrtxvohving\ &hmu, rwise, the old
issue of saturation may be re-emerging when being served by a

Under a su&portive-living mode], the pro

suppo rogram are directed towards a. cw:putmmtdavnio ments in &.

rtive living
particular i:ovw:l:.g g’ho efficiency of this approach involves using & limited clustering
of clients. For example, support staff may live in one apartment in a large complex
and secve people living in several apartments throughout the complex.
Nonetheless, care should be taken to assure that these arrangements are
distributed throughout the community sc that a single development does not
suddenly becomis-an unlicensed group home.

Individualized Planning

The bulk of our discussion on this topic is contained in subsequent sections on
individual ?lnnmrag and access to services. Here we would like to discusq‘bnefg'
the issue of individualized planning as it pertains to planning at the system an
site level. A major move in the field of mental re tion services is towards
services that are client driven. Essentially this approach holds that highly focused
individualized planning should be the major vehicle for all levels of planning from
establishing training objectives to requesting funds from thu state legislature.

The current direction in DMR in the area of eliminating the client levels
classification system and the improving the individual planning process clearly
demonatrates a sensitivity to individualized planning and indicates an effort to
respond. However, in some other areas procedural requirements have unwittingly
?Itxlqugtﬁll:fforts to truly structure a setting arour 1 the specific needs of

ivi .

Interviews seem to indicate that some of the "problem placements” can be
attributed to a failure to use individual centered E.nmng or a faiiure to carry out
an individual planning effort once begun. Sometimes these problems can be
attributed to the limited expertise of new providers or new employees who may not
be sufficiently attuned to the issue of individualized planning and so proceed as if
services can be planned by "plugging anyone into the next available slot." In some
of our sites, it was clear that many of the problems that providers encountered
were the result of their limited resources during the eata%lishment of a site. "They
did not have either the resources or the foresight to send staff: people to Mansfield
or q(xlmtltl:r location and conduct an intensive pre-placement evaluation of potential
residents.

The need for a thoughtful individualized approach is underscored when a
specific characteristic of a person is offensive to neighbors. Two of our case
studies contain complementary examples of this. In both instances we heard of a
person who screamed persistently. In the first case, the provider became aware of
this behavior on preliminary visits to Mansfield and thought about thgl%roximity
of the house in the neighborhood where the person was going to live. The provider
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then approached DMR to "trade" resideints and place-the;person who screamed in a
home with a great deal of open pr:mp around it and place a much quister but
socin]lygogarioul client in the original’home. Inthe second study, a new provider
agency did not have the foresight to anticipate thotg}"oblomthatammmg
resident would pose with neighbors. Now this provider is faced with an
awkward situation which hae led many neighbors to be less than positively
disposed toward the site..

At times it is clear that the pressure of placement time lines can undercut
truly individualized &lanning. e heard several stories.of sites that were very well
conceived to match the specific needs of residents in wheelchairs but are not now
occupied by anyone with physical limitations. The most telling case involved 2
home that CIL was developing based on. the understanding that it needed to be
completely accessible with adaptied kitchen and bathroom and mest all fire
codes related to people who could not evacuate be themselves. It is tris that all
CIL homes are accessible, but this level of full accessibility is only underteken
when it is necessary since the full range of adaptations is very nsive. Literally
at the:last minute the people slated to move into this le home weré
changed because of the 1ieed to place a certain number.of class clients. The peop)z
who moved in Lave absolutely no need for a fully accessible site. When some of/the
people originally targeted for this site did get a placement it was in less than
optimally accessible-Jocations.

Some of the providers and site developers with whom we spoke clearly felt
that it was necessary to slow things down a bit and refocus on the need to do all
development on an individual-centered basis. A representative of CIL pointed out
that he preferrzd to know who the-actual people were who are going to live in a
particular site. In that way he could plan for ang specific adaptation that migl:t be
needed. He then went on to reflect that it woul all:)c be nice if people could have
some input into selecting the decorations and furniture for a place that was going
to be their home. This same perspective was shared by a case manager who felt
that although providers do 4 fairly good job of identifying services it could be done
batter if some of the pressure of timelines eased off a bit. Specifically she felt that
the individual focus could come to the fore. There would be less emphasis on;
optaining services for the house and more on making the connection needed for
individuals. “The specific example focused on medical services. She felt that some
physicians mi%ht not be prone to acceﬁt a group home with everyone on Medicaid
into their caseload but might very well accept an single individual. )

DMR, Providers, Parents, and Communities:
Making the Partnership Work

As we pointed qut above, the ¢entral issue in the State of Connecticut is an
issue of system planning: How are the limited resources of the state to be
equitably distributed over both the short and long term? The.only resolution we
see to this major issue is open communication and negotiation among all of the
principal actors in the system. There clear}_y seems to be a need to re-establish a
strong collaborative effort to seek the best for all of the State’s citizens with




mental retardation. DMR’s Five Year Plan and 'ubuﬁuent updates have

established the paramneters for ent. However, there is an ongoing'
need tonegotiate the details of ﬁm collaborstive fashion.
W’thoutmheolhbonﬁvephnnmc.thnoharhkthat i reprepenting
vanousmmut-wﬂlboeommonpohﬂmdandwﬂllou t of the full context
in which they are operating forrhilisa] forum in
whxchallpu'huhavoavowo Afmdl, unity is fundamentally
ahout poople working together foracommongml.

}nammllarvem,u will be seen in subseqiient sections of this report, the
pracess of community residential development demands that a collaborative -
partnerslnp be fostered with neighbors and community leaders.
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COMMUNITY ENTRY/COMMUNITY RELATIONS
A Erincipdireio,arch Guestion of this project was whether factors could be
n

ide that contribute to community opposition and/or community support to
"~ ~-the opening of group homes for perso; i with mental retardation. Community

opposition to Homes is costly.to both the community and to the service
p&%&mmm‘ 1 nm ive community entry. may-have substantial
reperciissions on community-based social services M er. Through the case
study of six group homes‘-?that.mt a continuum of dagree of

community acceptance -- some meanin patterns of community interaction
emerged. T ,
\\\\\\»
It is important to remark at the outset of this discussion oni the-extent of the

problem of community opposition. Anyone involved in the provision of services to
persons with mental retardatior in Connecticut can name instances of community—_
opposition that were protracted and costly. We found however, that these

instances were isolated and usually did not resuit in the withdrawal of the group
home. More importantly, in nearly all cases, once the home was established, the

o iZe ea?z%pmm to the home dissipated and state personnel comment on "not
having h a word" about'them. This underscores the fact that &qampn-is
usually the result of fears of the unknown that are alleviated once the home is up
and running. Nevertheiess, opposition is a coetly problem-and efforts to eliminate
its occurrence are warranted.

High-profile vs. Low-profile Community Acceptance

In the field of mental retardation the issue of community entry is usually
addressed in terms of whether the service provider should take a high or low-
profile entry to the home. The former refers to making direct and public contact
regarding intentions to open a new home. This may involve for example, public
meetixelﬁawhere the home and its residents are discussed, public announcements in
the media regarding the home, presentations to town councils or planning boards,
andjor individual notification and discussion with neighbors. The lew-profile
entry is based on the philosophy that as other new neighbors to a town do not
have to announce or make public discussion of their intention:to move into a
home, likewise %ersons.wit mental retardation are not obligated to "ask .
permission”-of their neighbors to move in. Consequently, the"low-profile"
aﬂgroach advocates that homes open up quietly, with as little notification and
public eduction of neighbors as le. ;l'hm approach takes support in the belief
that neighbors can best assess their feelings about a group hkome once there has
been real exposure to the residents and their life-style and that moreover, public
announcements and meetings tend to %‘enerate community opposition because of
fears of the unknown, rather than quell it.

This study does not find that the dichotomy of low or high-profile entry is
especially useful. ‘There are cases where a high-profile approach was a factor in
influencing both community acceptance and community resistance. Likewise a low
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profile approach is associated with both acceptance and opposition. ‘Therefore,
alternative explanatory factors are required.

»

A third strategy of developing community acceptance is described by Weber
(1978, full citation in Appendix 2 to this report). Tgu is , discuseed in detail
in the literature review, is called by Weber "informing the select few." It

- emphasizes that certain neighbors and governinent officials, thase in leadership.

positions or those who are most concerned with the home, should be informed and
educated. The findings of this inquiry are most in keepiug with this perspective
on community development,

When Opposition Cannot be Helped

In the course of the research it became clear that in some cazes community
opposition canniot be prevented. Sometimes the confluence of events is so unique
and of such a negative character that community opposition is inevitable. In the

- selection of the six sites for the case studies, it was found that some of the most

strident cdses of community opposition were of such an idiosyneratic character
that they would not have served as useful demonstrations of community

—acceptance patterns. For example, there are incidents where the service providers
were changed and the community was misinformed, or where blatantly poor
planning resulted in over zaturation of communities with perscis who potentially
posed a threat to neighbora.

——

In other cases it appears that neighbot opposition was so intractable that a
struggle would be encountered no matter how wal‘comt\n\unity entry was handled.
This opposition usually revolvés around concern for property. value and fears
about safety, and especially for children. Fueling crgznized community opposition
(as op to simply a raft of community complaiuts) is often. ; presénce.of
retired neighbors who literally have the time and inclination to do the -
organization and administration necessary for a pitched community battle.
However, the presence of these unique circumstances is infrequent. - More often
community resistance can be ameliorated and ‘2gal battles cen-be prevented. The
following is one crucial variable that often determines the quality of relations
between neighbors and the group home.

Open, Responsive and Respectful Communication

Mozr. significant than high or low profile per se appears to be the quality and
quantity of information made available to neighbors and to the larger town.
Related to this is the style of communication. In {wo of the case studies where
there was community opposition, neighbors interviewed reported their resentment
at how they were made to feel, or how they were treated during interactions with
provider agencies, especially during the initial phase of the home. For example,
neighbors report that in expressing concerns, questions, and complaints to the
provider agency they were made to feel as if they were "ungracious,” "bothersome,"

L




"horrible," and "prejudiced." Moreover, neighbors complain that service provider
agencies were evasive and not forthcoming about the range of behaviors and other
disabilities that may have a palpable effect on the neighborhood. The limited
information provided by agencies :on*‘prgﬁqrty values to neighbors .(mmore
is available) was often not successfiil in alleviating neighbors fears;

those of neighbors living immediately-adjacent to the home.

Inq'l'.lm' ies reFarduff' the opening of the home were rtedly met with "hard-
" “inflexible,” and "self-righteous" responses about the state law and the
rights of persons with mental retardation. ‘Clearly the state law'that mandates
that group homes of six persons or less are treated as a single family home is a
werful and laudable weapon-on the side of comxmunity service developers.
onetheless when it is used.as " ehammer” whereby neighbors are informed
that"there is nothing they can do™ about the home, it leaves some ne:
wondering about their own rights. ‘Clearly, service providers need to strike a
balance between the assertion of the rights of persons with mental retardation to
live in the community and the treatment of community concerns with respect and
patience.

Many times neighbor’s concerns are not borne of bad intentions. A request
for inforination on disability, types of behavior, level of supervision, property
values and the like can be understandable, especially given the newness of
community development. However, it seems that agencies and other persons may
at times interpret these questions as a cliallenge; and may respond aggressively
thereby planting doubt and suspicion in nei rs. An alternative approach would
be a forthright di ion of the potential of inappropriate behaviors in the . .
neighborhocd, the number of visitors to the home, and so on. This coupled with
ready assurances of agency response to any difficulties and the provision of
concrete means of access to persons with the power to make immediate
adjustiments about any problems involving the home, should help reduce neighbor
anxiety.

The solution to fears about the unknown seems to be a positive response that
conveys both respect and understanding for the question and the questioner. To
the extent that neighbors are made to feel powerlese because of the state law, they
can £u3o be made to feel that have "a say" in ongoi ngl@S through discussions
abog br(;:novationzs and the like. An open attitude will produce gcod will among
neighbors.

Perk aps of greater importance, ig the clear need for ongoing ready avenues of
information about the home and about persons with disabilities. This is very
apparent in Case Study 2 where the absence of an identifiable source of
information leaves neighbors wondering about whether there is abuse in the home,
whether it is a home or a training facility, or just who has regulatory oversight of
the facility. Neighbors would like to know who is on duty and who they-should
call with problems. There is also a need for a line of communication that is
independent of the agency per se, so that questions and complaints about the
agency itself, and/or about the larger administration of services can be responded
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to. Case Study 2 demonstrates-how the absence of such a-line of communication
allows community question’s and suspicions (e.g., i8.there abuse going on'at the
home) to fester. 'is most_ ippropriately the province of the Regional DMR
oﬁ}gcg ba:d it is suggested that represéntatives there make themselves known to
neighbors. ~

Another example of the importance of the ready availability of information to
neighbors is provided in Case Study 5. Here we see rumors circulating about the
excessive expenditure of public funds on renovations. However, through informal
channels these rumors were directly addressed and thereby dissipated.

The case studies provide good evidence that a communication strategy that is
marked by openness, responsiveness, and:follow-through will earn the
good will of neighbors. This is clear again in Case Study 5. The environmental
conditions for the opening of this home were not substantially different than for
other homes and the potential for organized community opposition is evident.
However, this home was opened by experienced developers and service providers.
Here we find a director who met repeatedly with neigh%rg and went so far.as to
sclicit their input on matters of renovation and local shoppit g It is evident that
she.formed a personal relationship with these neighbors and by giving neighbors
herbliumber, she also gave them assurance of her personal response to any
problems.

The matter of providing information is no less important regarding members
of local town governance or planning commissions. Often these pérsons are the
first to be contacted by irate neighbors. Some DMR regional administrators feel
that the real test of whether opposition will solidify into organized resistance is-
whether town officials-oppose or support the residence. For example, one .
planning board member in Case Study 2 expressed irritation about the lack of
information he received on any planned homes, whereas a town seiectman.in Case
Study 5, who was informed about the details of the home by the director, actively
made connections between concerned neighbors and persons who could readily and
adequately respond to their questions. Further, a selectman in Case Study 3 was
in support of the development of the home.

The issue of open, responsive communication does not specifically address the
question of when to inform neighbors about the plans for a group home, nor
whether public announcements or public meetings should be used. There is
substantial evidence that pubiic meetings, especially when they become disruptive,
can turn neighbors’ ambivalence into confirmed opposition. Moreover, public
meetings can provide the forum for organizing otherwise very disparate,
unconnected neighbors. Although somec suggest that the end result of this
enhanced community awareness i3 beneficial, we would not like to see this develop
at the expense of group homes. A more productive strategy sesms to be repeated
one-to-one contact with neighbors,.especially with those who have concrete
concerns.
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Planning for Community Acceptance

Aside from the more general issue of communication, there are some specific
environmental variables that influence community acceptance. Those discu
here are: iransitional neighborhoods, choosing a site with care, size of facility,
resident leased facilities and the "well connected" service provider.

Transitional neighborhoods. 1t is suggested in the literature that facilities
established in lower income, urban, transient or commercial areas encounter less
community opposition and our study bears.this'out. The two homes that had
virtually no expressed commuriity concerns about them (Case Studies 1 and 6)_
were both located in urban rental areas, The'home in Case Study 3, although in
an upper middle class suburban town, was also just around the corner from the.
major commercial district of the town. The lack of egiﬂﬂ;ﬁnitﬁgpuiﬁon or the
relatively small degree of opposition in these areas can be.explained in several
ways: 1) neighbors of group homes in transient areas may not have the long term
investment, either financialg or. emotionally, to be:bothiered by the presence of a
group home (this is reportedly not the case in blue collar but home owning
neiggborhoods); 2) urban residents are more inclined to feel.that who lives next
docr is not any of their business and at the same time are often more tolerant of
diversity; 3) commercial areas, with the continual change of faces, tend not to
foster the same g‘otectiveness over territory as does a residential area; and, 4)
minorities may be more tolerant of and sensitive to the needs of the
disadvantaged’.'

In contrast to the urban environment, the very rural site will also tend to
encounter less community residence due to the sheer absence of neighbors.
However, in Connecticut, even a "rural" area is fairly well populated and resistance
has been encountered there as well. Nonetheless, the type of area that seems most
prone to community resistance is the middle class suburbs. One does not find as
much resistance in the ui)per or upper middle class areas probably because group
homes are generally not located there. However, in the middle class suburb, there
are many families who have managed to escape urban poverty in the past two
%enerationg, or whose resources are dependent on the strength of the economy.

or these families their pfoperty value may be the cingle investment that protects
their and their childrens’ financial future.

Choosing a site with care. Residences can be established without relﬁgg
exclusivelY on transitional and/or commercial areas. However, a residence ed
for an exclusively residential area should trigger the need for greater care in
selecting the site. As discussed in the prior section of this report some areas are
identified by DMR regional staff as appropriate for community development. One
can assume that the absence of any group homes does not necessarily make a
neighborhood a good candidate for group homes. The home that encountered the
stiffest community opposition in this study (Case Study 4) was the first group
home to be opened in the town. One can therefore anticipate the first residence in
any town is more likely to encounter resistance than will subsequent homes. On
the other hand, scrupulous planning is needed to prevent the over-saturation of
any neighborhood with residences from a variety of agencies. Such saturation will
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understandably rile ntzig.hbors. Therefore, the need for regional interagency

coordination is repea

Another consideration is that some neiﬁ:rhoqu may simj?ly be more

protective and willing and able to organize than others. Some kind of canvassing
of a neighborhood to test the atren;tfg? opposition may be.called for. (The .
literature review notes that nei rs are likely to report more.tolerance fora

up home than they actually fee] so canvassing must be carefully constructed.)
fgomgy be wise to av:{d those neighborhoods that seem ready to:undergo an
extensive struggle against the home: This would seem to go directly against the
civil rights and interests of persons with mental retardation and it is_
acknowledged that once community opposition battles are won, neighborhoods do
érow tolerant if not accepting of the ﬁ’%roup home on their block. Hence we.see in

ase Study 2 that neighbors report finding that "things seem to have worked out
all rignt"” with the group home or that they "don’t even know (the home) is there."
Moreover, the process of selecting homes that undérwent community opposition
for this study demonstrated that few homes continue to encounter signjmnt
resistance once they have opened. Nonetheless, the case studies show that an
entrenched battle with the community leaves a residue of bad feelings and
resentment. Such feelings can only undermine future goals of community
integration together with the service provider.

At present the selection of sites for group homes seems largely in the hands of
the provider or the developér. The amount of involvement of regional DMR staff
ir. the selection varies from perfunctory approval to careful oversight. The need to
careﬁlllg' coordinate sites for group homes cannot be sufficiently underscored, and
it would be most appropriately performed by the DMR regional office.

Small is deautiful. Another factor that can contribute to communi
acceptance is the size of the facility. Clearly this factor alone does not explain all
cases. Positive community relations are reported in Case Study 3, a six-bed group
home, and this study found anecdotal reports of virulent community resistance for
two person apartment arrangements. Nonetheless, a home with more than two or
three unmarried adults is a breach of norms in most communities, especially in
residential areas of single family homes. These homes usually house a married
couple with children, sometimes with a third generation glxhesent. The six person
group home with numerous staff presents an altogether different social
arrangement. Hence, residents are not only battling the stigma of the
disadvantaged but also have to encounter the natural hostility that would meet
any breach of social norms. To that extent, the smaller the facility, the more
manageable the community residence will be because the home seems less odd.

Planning for smaller residences presents some problems and some advantages.
Residences for one to three persons are more normative and are in keeping with
"best practices" of residential development. Homes that house fewer persons are
not perceived as "crowded," and the sheer number of persons do not complicate
other important community variables such as amount of traffic and number of
parked cars per home.
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However, residences for only a few persons may ba largely limited to
apartments or condos. Most providers simply cannot aford tolease large
suburban amg}efr.m? homes too less than six persons. Six "homes allow
for some economies 1t scale (e.g. honusehold nmhn and s r'needs). Parents
v;llic: g:y suburban ruldﬁnts prefer d:h:}t their c i ndl;en ruidointae.ﬁtds og homes
t in. Moreover, lopment only in apartmen condos
reduces &?wmupp of neighborhoods and towns that mmfdr community L
development. So the question of size of the facility presents a dilemma. . \

Resideni-leased Facilities. Nearly all of the homes studied here are leased
and operated by service provider organizations. In a kind of "institutional. . i
mmti__ erence” neighbors come to associate the home with the provider and not with ;
the residents themselves. This feeling is stréngthened when there is turnover in :
the resident population. An alternative strategy, that is in keeping with "state-of- r
the-art" thmE)n ing sbout residential services is seen in Case Study 6. Here two
women leased their a ent in their own names. They, successfully handled
complaints to the landlord and to a much greater degree, neighbors associated the
apartment with the residents and not with the service provider.

The "well-connected” service provider. Community residences that are

lanned and/or operated by a service agency with roots in the community will
el{ encounter less opposition. Many of the more succe3ssful community

developments, as for example Case Study 3, were developed by providers who were
well known in the community long before they sponsored a group home. The
board of directors of these agencies are often comprised of town leaders. The
membership also comes from town inhabitants. Members with disabilities and
their families are usually visible at community events. The agency may have built
a good mutation based on active involvement in community affairs, and/or
successful operation of a sheltered workshop or recreational program. When these
types of agencies open a home they can draw upon the support of neighbors and
town leaders who are familiar with them and their members and who trust the

ncy’s management capacity. Respected neighbors can informally and formally
advocate for the residence and draw upon their personal reputation to provide
assurances to neighbors. ‘

The ability to enlist the support of neighbors and town leaders is not limited
to the well-established provider. To the extent possible, any provider can and
should make efforts to establish support for the group home in the community.
When that is not possible other community entry strategies will also help.

Community Entry Strategies that Work

Other than environmental variables relevant to the planning of the home
there are some specific strategies that tend to enhance community acceptance.
Two are discussed here.

[Y
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"Professional promotion". If an agency chooses to inform neighbors about
the group home they will'be well served by brochures or other matérial that
sensitively addresses neighbors concerns while at the same attractively £mnu
the lifestyles of persons.with mental rétardation. Good examples of su
brochures are included in Appendix 4. Summaries of studies on property values
should be easy to read-and understandable to the lay persons. Newspaper
clippings that portray group home life and/or studies or statements regarding
property values and/or safety problems can be uudutga.ﬁ of professional’
presentation. When these efforts are accompanied with a personal relationshi
:lilth a t;;ealzaon directly responsible for the home, neighbors’ fears are more easily
evia

Positive structured contact with persons with disabilities an:! their
families. Some respondents to this study advise that personal positive
to persons with disabilities can also help to assuage neighbors fears. It must be
borne in mind that tus:typical adult citizen has Lad little or no-contact with
anyone with disabilities and so they may have notions tiiat persons with mental
retardation are prone to violence, anti-social behavior; or other undesirable:
attributes. A structured positive meeting with prospective residents may "ground”
fears of the unknown. Because it may be a violation of residents rights to request
that they meet with neighbors before moving in, this purrooo can be solved by
having parents or family members of persons with disabili‘ies speak of the
capacities of their family member ane of the meaning of community placements.
These strategies can be especially effective in facilitating understanding or
acceptance among neighbors.

Community Entry Mistakes

The aforementioned general prescription of good communication with
neighbors and town leaders, and the other strategies discussed will enhance
community acceptance. Similarly there are some activities that wiii'inflame
community opposition. This section reviews some "mistakes” that can be made

when entering a community.

Eenovations, Unfortunately, group homes generally require frorn a little to
a massive amount of renovations. Renovations are made to conform to fire and
health and safety regulations and to accommodate the special needs of roiﬁective
residents. CIL (who develops the majority of property for group homesg wi
renovate homes for accessibility evan when accessible housing is not required by
the prospective residents.

A massive amount of renovation will undoubtedly draw more negative
attention to the home. Renovations were the chief problem in Case Study 5 where
they caused neighborhood rumors and the complaints of the immediate neighbor
because the new fence detracted from his newly planted bushes. Neighbors may
not understand why, if the presence of six adults with mental retardation is
reportedly no different than their own housekeeping arrangement, there needs to
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be such extensive work. The presence-of sprinklers, exit signs, and fire escapes
that were visible from the window of one neighbor caused hat to conclude that,
contrahry to the administrator’s assertiozs; this was a commercial enterprise and
not & home.

Therefore, one recommendation it to limit renovations if»at.all‘pouible. If
substantial renovations cannot be avoided it be wise to advise and consult
neighbors about them. This might have fo ed the problem over ihe fence
encountered in Case Study 5 and it would add to neighbors’ sense of involvement
with and knowledge about the home. : '

Or the other hand, many renovations are done at the request.of local fire and
safety departments. Sometimes these departments masy request more renovation
than is actually required by law. It seems (as in Case Studies 4 and §) that
appeasing local inspectors (even when their requests are more than is required) is
a practice that enhances community relations. - ]

Those renovations that are made, must also be done with an ‘t;ye‘to keeping
the home as conforming to-the neighborhood norms as possible. Very large. .
garages, conspicuous ramps, thoughtless destruction of the outside ap ce will
upset neighbors. Renovations that directly impact neighbors must be handled
with spe;:ml care (e.g. putting up fences, cutting trees, changing water runoff
patterns).

A particular renovation that was the cause.of the continuing sore spot for
some neighbors is the conversion of garages into bedrooms or apartments. The
conversion of a garage involves the loss of one or two parking spaces, contributing
to the ongoing problem of parking for many group homes. It also adds to the
conspicuousness of the home and it permits the addition of more persons into a

; housing situation that is overly crowded by community norms. Regional staff
; state that they now advise against any renovations of garages and it is suggested
3 that this advise is adhered to.

3

& Usiug the media. The media can be a powerful tool to communicate the

3 values and purposes of deinstitutionalization. The media analysis in this report is
: filled with instances of articles that describe and commend community living.
Likewise, the media can also exaggerate and inflate concerns. Even when

3 newspapers are actively supportive of community develogment this interest may
] backfire causing increased reser*—ent from neighbors who may feel like they are
1 being painted with "the broad brush of bigotry." (Case Study 2 is instructive on

{ this point.) In general, we find that newspapers are a double edged sword and the
: deliberate enlistnient of their support may exacerbate community hostility.

Open public meetings. While this study clearly finds that open
® communication is needed, the 2onveyance of information through public meetings
3 seems to be a particularly bad strategy. As mentioned, the open meeting can serve |




to unite neighbors into an organize&goup when they had been previously
<hlivious to one another. Moreover the venting of fears and hostilities can serve to
establish opposition where only uncertainty ¢r ambivalence was previously

present.

Once a home is opened however, community relations may not necessarily
improve. Continued vigilance is required to ‘kge%:r restore positive (or at least

ivalent) community feelings. Some factors that feed community resistance,
even after a home is opened are discussed balow.

Contributing Factors to On-Going Community I11-Will
As stated most community opposition derives from fears of the unknown.

However (as in Case Study 4), sometimes opmion to-a home.does not develop
until the home is'opened. This happens not use of fears of the unknown, but
because of careless and/or deliberate actions of the service provider. ‘The following
problems are discussed: inseisitivity to community norms, excess parking and
traffic, and residents that creute a disturbance.

Imen:itivilg:o community norms. Every community has an established
set of behaviors that are unspoken but nonethelass expected, shared and
performed by the inhabitants. The breach of these expectations causes negative
feelings from annuyance to strong hostility. The expectations of a community vary
according to numerous factors (e.g., sccio-economic status, urban/rural location,
ethnicity of inhabitants). The goal:of community development is to be "as close as
possitle" to tka norms of the community and therefore it stands to reason that
group homes should be sensitive and adaptive to community nérms in order to
both be in accord with their philosophy and to generate the least amount of
community complaints. Unfortunately, homes that underr,o continued community
opposition sometimes show a lack of sensitivity to cornmunity norms.

This is demonstrated in Case Study 2. Here we find that in the first yesr of
the recidence, a home located in a middle class suburb, left a bright spotlight on all
night in the drivaway. During shift changes late at night persons would come by
to pick up staff menibers and would loudly blow the horn. Loud conversations and
even {ights broke out between staff members. Loud music was heard from the
backyard and staff members parked on the front lawn. The use of large
commercial supplizrs by two homes was also not in keeping with community
norms. It especially irked one neighbor (in Case Study 3) who shares a driveway
i.vitgsthe home becuuse the trucks occasio. ally caused some damage to his
andscaping.

An ymportant community norm for mest suburban living is the upkeeg of
property. In Case Study 2, during the first year of operation the propercy was
poorly kept. Leaves were left unraked, flowering trees were cut d%wn, lawns were
unkempt, and there was occasional litter. These breaches of community norms




resulted ‘a continued complaints to agency and town governance representatives.
It took about a for the-agency to get most of problems rectified and neighbors
still complain about the front lawn.

. The community norms described above are fairly obvious and might strike

moet le as S]Ult "good sense." There are other norms thstre&nre attention as
weil. Bm tudy 3 there were particular expectations about the kind of window
Christmas decorations that weré used. Neighbors may expect the exchange of
cookies at Christmas time, or flowers and tomatoes during the summer. “To the
gxgeega tb%at a home discovers and psrfon%s these expect: bohaviq%ghoy'wﬂé s
: in regarded as good neighbors and as ordinary neighbors. When residen
@ are not able to perform these actions independently it is incumbent upon staff to
see that they are done. e

The importance of staff training and:supervizory oversight to prevent and
eliminate this kinds of insensitivity to community norms cannot be
e overemphasized. Some of the homes that enjoy good community acceptance
employ "a-good neighbor policy” (included in the Appendix). These statements
reflect the active attempt of an agency to sensitize staff (and residents) to the
importance of adhering to neighborhocd norms.

. Excess parking and traffic. One icular community expectation has to

i o do witl: the number of parked cars around a home and the amount of traffic on the.
street that the home generates. In several case studies, the presence of the home.
on the block was strikingly. obvious by the number or parked cars lining the street.
The number of cars pertains to the number of residents, and therefore the number:
of staff, that are preeant in the home. As mentioned, most single family homes,
usually have a maximuam of two or three cars. A group home, with as many as six

® residents, live-in house parents, and numerous other staff may have as many as 12
cars on the street. This problem is greatly exacerbated when interdisciplinary
planning meetings are held at the home.

Regional staff report that present policy is to hold meetings at DMR or other
® offices and this policy is commendable. However, it seems that many homes are
either unaware of the policy or choose to ignore it. One agency representative said
that holding meetings in the homes was consistent with normalization philosophy.
It has also been reported that agencies are encouraged to park in the rear and not
convert garages. Again, this is an important consideration in community life.

. Residents vhat create a disturbance. Ongoing community upset about a
home can often be attributed to a single resident with deviant behavior. The
resident who screamed in Case Study 2 or the resident who cursed in front of
adolescent girls reported in the rural case study are both examples where the
behaviors of residents can foment community anger. Like the above examples,
these are not instances that indicate community intolerance or prejudice, they are
instances of breaches of community norms, and the reaction they provoked from
neighbors is understandable.




The numerous efforts needed to address behavioral challenges are discussed

eleewhere in this report. In brief, adequate individualized planning, supervision,
behavioral consultation and training are needed to ensurs that ts with
challenging behaviors do not jeo the goodwill of a community toward the

home or to deinstitutionalization at large.

How Community Su_yport is Maintained

Keep the neighborhood knowledgeable. An aspect.of the process of open
communication described earlier includes continued rapport and communication
with the community once the home is opened. A good 1illustration of this is Case
Study 5 where the invisibility of the residents to neighbors led t6 unwholesome
speculation about their activities and whereabouts. ugh happenstance, this
was communicated to agency staff, who proceeded to take the residents on walks
in the nei rhood and to involve the residents in yardwork outside. Similarly in
Case Study 1, inquiring neighbors were given a tour of the facility and met with
staff and residents.

Other devices that are used to he.p acquaint neighbors and residents and to
make the--ome and its activities visible are open house gatherings, invitations to
cook-outs, block parties and the like. Once the home is opened these ars useful
strategies that neighbors reported being appreciated as attempta at being
"nei rly.” When the neighborhood is sponsoring its own:gatherings it is also
important that some residents and staff atterid and make themselves knewn to the
community at large. : )

Coniribute to the community, Group homes can make substantial
contributions to the community and this fact can-play a role in neighborhood
acceptance. In Case Study 5 for exampie, the home was purchased from someone
who had previously rented the home tc other persons who were nct very careful
with the property. Neighbors saw the establishment of the group home as a

itive step toward neighborhood enhancement. Similarly, in Case Study 1, the
ome presented a stabilizing and enhancing effect to a transient community
concerned about urban blight. In Case Study 2 neighbors were ag::eciative when
the home improved the neighborhocd through landscaping and planting.

Mzny neighbors and members of the larger town appreciate and value the
residents of group homes who are able to contribute to community volunteer
events. Fire marshalls and directors of senior citizen centers remember the
volunteer efforts of residents with Christmas drives and "meals on wheels"
programs. One administrator attributed the acceptance of his home by the
community because they opened the poc} in their backyard to the use of
neighborhood children.

General participation in community life will also enhance the warm feeling of
neighbors toward the group home. In Cas: Study 4, residents attended a senior




citizen dance and one resident with his dancing partner was photographied in the
local paper. Many neighbors called the residence and brough: the photo over,
enjoying the recognition of their neighbor. Participaticn<n.church and religicus
activities can be especially meani for both residents and their neighbors.
Often the church will play an active role in encouraging tolerancs and
understanding of their different parishionefi.

et o ToaTiog A4 Tt it comumunty good
perhaps one of the most important in ing an intaining communi
will is the direct.and i-agiq, nse to problems or complaints. The measure of
goodwill found jn Case Study 4 is largely di:ato the fact that the home did rectify
neiﬁbor complaints over noise, roPerty 1ipkeep, lights and 8o on, altho
per not as quickly as they should have. Even when problems cannot

iately resolved, neighbors should be informed about the steps being taken to
resolve a problem. An important corollary of this, is to keep any promises that are
made. The case studies contain several examples where statements are made and
then not followed up by agency staff. This is understandably irksome to
neighbors. Part of the problem hers, of course, is the difficulty of communication
between the layers of any organizatiox, but again, because group homes are
situcted among families and not among other organizations, the potential of lost
communication must be attended to. ) :

CONCLUSIONS

In pulling all of these findings together, the data tends to support the third
strategy of community development, 1e., informing the select few. The provider
agency should provide ready information to the key individuals involved with or
most concerned about the home. Of interest, many of the findings described here
are also listed in Weber’s:(1978) "suggestions" around community entr{ (e.g.,
prepare an organized neighborhood education plan and materials, be clear and
straightforward when sducatiiig neighbors, avoid large group meetings with
neighbors, develop a "good neigibor plan", stress with nei rs the steps that will
be taken in the event that problems arise in the home, and anticipate that '
community support will grow with time). They are also echoed in Normann, M. &
Stern, R. (1988 - full citation in Appendix 2).

The consistency of findings, contributes to firmer conclusions about
community acceptance patterns based on research.
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INDIVIDUAL PLANNING

As presented in the DMR manual on the Overall Plan of Secvice (OPS) and
refl in the regulations on individuilized planning, Connecticut has a formal
system for individual planning that is consistent with the state-of-the-art
rationally. In fact, the procees could serve as a modal for many other states-since
ti:e Connecticut OPS procesa 5'ands in marked contreist with standard practice in
many other places. -

In most states the mandated individual g}gnmzproceumn be complied with
by the meeting of a interdilciplim?h?nmw ich essentially fills ot a form in the
appropricte behavioral language. The standard practice in such stete often
appears to be more concerned with completed papér.work and documentation of
etaff time than with identifying goals and services that are truly.in line with the .
real needs of.an individual. ‘Review of individual plans in-such settings often :
reveals that everyone in the same commiuinity residence has egsen! the same
goals. One is left with.the imtgmrgm'on that thi t:trgo of process serves the interest’
of the planning team rather ths interest of the person receiving the services.

The intent of the Connecticut OPS process is clearly to guard against such a
g;o.forma exarcises, It is constructed around a framework called "Personal
utures Planning” that is génerally regarded as the most well:articulated model of
person-centered planning currently available. This procees calls for the full active
involvement of.everyone concerned with the welfars of the person witha
disability, including the person, family members..friends, and advocates. It takes
an "ecological” 1;::rspm:t:iv« of the person’s neads. ‘T at is to say it looks at the
rson strengths and wesknesses within the;context of the actual demands of daily
ife. This perspective on the interaction of:person ard environment lends itself to
tlﬁ;ident' icetion of long and short service/support needs as well as the source for
this support.

The integration of the OPS process with the required approach to transition g
planning results in a structure that if fully uvilized, seems to ensure that even the
most idiosyncractic needs willse met, It provides for a complete paper trail,
necessary interagency connections, and the identification of needed servicai when
a person actually needs them.

Such is the intent of the formal system of individual planning and transition.
But how is this formal idea} realized in the day to day lives of the homes arid
people we studied? It depends. There is a wide degree of variability. In our study
we examined situasions which seemed tc, cover the whole spectrum. At one
extreme, ‘we observed & new provider who attempted to implement every possible
formal structure, including extensive preliminary visits of direct care staff to the
institution. On the other extreme was an older sstting in which much of the
transition process was informal (and predated much of the formal system that is
now in place). In all cases there were some problems, but the problems.did not
seem to lie with the OPS/transition process. Jather, the difficulties we observed
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seemed rooted in the planning related problems which are discussed below. In
fact, if the formal process is implemented as outlined and if the ugrocess is
conducted with sensitivity to the problem discussed here it should be as effective
as any human process in meeting the needs of an individual.

Short Circuiting the System

In a substantial number of instances the planning process really has not been
given a fair trial because it has been short circuited. The term "short circuited" is
chosen because it is not that the grocess has b-en consciously subverted. In some
cases the planning process was:short circuited very early on in the establishment
of a residential setting. A prime example of this is the example given earlier in
which DMR (because of the pressure to meet Consent Decree time lines)
arbitrarily changed the people slated to go into a home that kad undergone
substantial renovations for persons who were non-ambulatory. As the
representative of CIL pointed out this is not a very efficient use of resources.

Another short circuit occurs when an emerger cy placement is necessitated
which may result in displacing someone for whom a site has been developed. The
sgstem has only a very limited number of spaces for these emergencies, so-when
they do arise it is necessary to bump someone else from a pre-%lﬁ_nned placement.
This may be unavoidable. The realities of planning are that while it must be based
on rules, it must also retain a little flexibility tc.respond to crisis events. It is also
worth noting that in DMR's guides to individual planning the potential for a crisis
placement is highlighted. A clearly articulated process is setup to insure that all
the "i’s" are dotted and the "t’s" crossed, at least retrospectively. It seems
unrealistic to expect more than this.

A related issue in regard to implementation of the individual planning process
is spotlighted in one of cur case studies. In this case a gentleman moving into a
community residence had very little transition planning and yet has services that
are seen as being as good or better than many of his housemates. The key to this
situation was that-the man was moving'into a setting in his own commtmi%3 He
was able to maintain the entire network of relationships and services that had
been negotiated by his family over his life span. He had no problem getting a
doctor since he continued to go to "his doctor." This is instructive because it points
to the ideal of what community residence transition should be like: a smooth
movement that is part of the regular transition w ich every person makes during
his or her life. It addresses community integration because this man was not seen
by the neighborhcod as a DMR client. He is Raphael, Anna’s son. He remains a
member of the community and the community recognizes its responsibility to him,
even though his "contribution” to the community may be minimal because of his
disahility. Finally, Raphael’s transition, although it observed few of the formal
requirements, is a classic example of trulg individualized planning; his services
were uniquely attuned to his needs not those of a group. If DMR’s planning
documents and mission statement are read carefully, Raphael’s case - with his
orderly transition and the maintenance of his own constellation of supports --
should stand as an archetype for how the system is intended to work.
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There is another consideration in _Ragha,el’s‘ story that merits some
consideration in a discussion of planning “short-circvit<” In his case we see one
approach to develoggi a truly individualized placeriimt that has now been
undercut by the fo system and the centra jadministration of DMR. At the
time of Raphael’s move into the community résidencs, the providers, with their
roots in the community, had substantial input into the identification of residents
for their sites. So in his case the provider was able to lobby for his selection for

lacement in the group home even thought he was essentially unknown to the

MR system. At the present time this degree of local control has been lost. DMR
has complete control over who ultimately is piaced in the community. Aswe
mentioned above, this is a direct result of the demands of the consent decree. This
loss of input has complicated the service environment and contributed to the
withdrawal of some of the older providers from the provision of new or expanded
services.

The most frequent cause for occasional failures of the individual planning
process was and is the withdrawal of one or more of the contracted providers from
their agresment. In the case studies and interviews a variety of factors were cited
for this occurrence. However, one factor seemed to stand out: in almost every
cﬁse ﬂé‘f p(xi-ggger who contracted to serve a group withdrew when he or she met
the indivi .

This pattern of withdrawals appears to indicate that the actual arrangement
for services was not individualized. In most cases the contract was arranged as
part of the paper work necessary to have a new site licensed and no real effort was
expended in discussing individual characteristics and needs with the potential
provider. We consistently see generic community service providers, physicians,
dentists, Y’s, pharmacies, and so forth who are used to serving individuals and
families being asked to contract to serve a group. Is it any wonder that residential
providers are consistently being referred to clinics and special programs to obtain
services? The norms-of the community are that vhese generic services are for
individuals; groups go to clinics and special programs.

Clearly the current press for significant community residence development
makes the full individualization of the process very difficult if not impossible.
Howeve.' the lesson seems clear. In an effort to realize the goals of community
integration, individualized services, and being a good neighbor, providers must,
after homes become established, begin to eliminate group contracted services and
movde toward developing individual client to provider relationships for their
residents.

Lack of Experience/Lack of Skill

Some of the difficulties encountered in the placement process can be
attributed to the lack of experience or lack of skill of either provider agencies or
individual participants in the planning process. In general, we feel it is
appropriate to lump lack of skill and lack of experience together. *"'2 saw no
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evidence of incompetence that continued over a lonf period of time. !t seemed that
providers and other partivipants in the process are learning from their mistakes.

The first area where a lack of experience is evident is in the actual
OPS/transition procees. In some cases, the person-contered OPS process seems to
be implemented as though it were little different from the traditional planning
meeting. In other words the focus on the individua] seemii somewhat subordinate
to the demands of managing a group care facility. A key to the future success of
this process appears to be efforts to assure the full participation of all concerned
parties and iuml;i;%é,he skills gfl the case. manager ;s a group fg.;:ilif.at:oxl;.a8 Asone
case r explai continued participation in the planning process

sensitized Eer to the need to have a frank open discussion in which all of the issues
are put on the table. As she saw it,-some of her earlier efforts were too
instrumental aud focused on filling out the form. A more opened-ended meeting,
even though it might require a follow-up, is what is needed. In that way ideas can
-0e generwed, problems identified and, hopefully, resolved.

Lack of experience in the area of individual planning was also reflected.in the
failure of som:axl)lroviders to take full advantage of the opportunities available to
them. Specifically some of th~ sites had little pre-placement contact with
Mansfield or other locations. ‘.*ey lost an important opportunity to learn more
about a prospective resident anc allow their staff to interact with the person. In
cases where the pre-placement vis._; did occur the residential staff was alerted to
potential problems and were attuned to the characteristics of the people with
whom they ware going to be working.

In some cases failure to have pre-placement contact or to fully address
individual planning may reflect a lack of resources to pay staff to perform these
important functions. DMR and provider agencies need to keep this in mind when
~ they plan t(';)r the start up costs associated with a new site or with the transition of
a new resident.

Lack of Resources

A consistent complaint of residential providers is that they do not have
sufficient resources to provide a fully individualized environment for their )
residents. In most cases, this translates into not having enough staff to be able to
respond adequately to the complete range of needs in one of their settings. This
seems to be less of an issue in smaller homes where the presence of two staff
enables a regular, personalized interaction with three residents. This is very

different in a setting where these same two staff might be involved with siz
residents.

.. This problem clearly strikes at a central issue in community integration. The
philosophy suggests that there should be fewer demands cn paid staff as people
develop relationships with community members who will provide "informal"
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support to them as they go to dinner, to a doctor’s appointment, to a movie,a
dance, or work. Advocates of this position point to examples of this occurring in
various places around the country. However, it is-important to note that these

success stories often do not happen spontaneously. :Psople involved in soms gort of
a service provider role often help "facilitate” these relationshipe. :In some of the
settings visited, this level of integration was starting to happen, but it u

involved a former emfployee, family member of an em%lloyoe, or the contin

direzt involvement of the staff person in the relationship. Seo this ideal of )
integration can happen, but staff and management must view this kind of activity
as a worthwhile expenditure of staff resources. This implies that DMR needs to
clearly communicate to its provider agencies that this kind of activity is valced.
The issue then becomes one of establishing a clear set of priorities for staff, so that
they can judge how to mast effectively use their time.

If fostering community involvement is a clear priority for residential providers
there is a need to make sure that direct care staff have an adequate supply of two
other important resources, ideas and connecticns. In our interviews a lack of
resources in these areas was especially evident in the whole issue of recreational
services. The individual planning process needs to be informed by people who
have creative and practical ideas and also have a connection with the resources
needed to bring these ideas to fruitions. This need for creativity and community.
connections is crucial in all aspects of individualized service provision, but becomes
even more important when community integration is a clear priority.

Lack of Flexibility

A major ingredient in a successful individualized apgroach to services is
flexibility to respond to the unique circumstances of each person. In the case
studies, this is highlighted by the interaction between a residential and a day
program over the need for a resident to be out of the home during specific hours
every day because there was no staff available. The day provider had established
its program to be' completely community-based. However, the structure of the
group home staffing was based on a very traditional sheltered workshop hour
(9:00 AM to 2:30 PM). The residential provider was therefore not prepared to
respond to the exigencies of irregular work hours, second or third shift
gug:lo_yment, or the need to use normative community sanctions for inappropriate
ehavior.

This situation highlights two problems in planning: 1) a failure of one
prgram to communicate clearly with another (noted earlier); and 2) the lack of
the structural flexibility found in some models of staffing and funding services.
While this example is clear, these two problems may also explain frequently missed
medical appointments or the lack of recreational opportunities. In addition, the
use of group provider contracts to obtain individualized services may also reflect a
lack of flexibility on the part of provider agencies or the system as a whole.
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An increased emphasis on community membership and complete ®
individualization only serves to underscore the need for flexibility. It does not ;
take much imagination to see a day when all the residents of a community
residence are on very different daily schedules. Will DMR and its providers be
able to respond or will they find it necessary to constrain this process because ¢
their organizational limitations? -

Case Management el

Case management is included in this discussion not because it is a problem, . ?ﬂj
but because it is the linchpin on which the success of the individual planning o
process hinges. The case manager is the facilitator for the interdisciplinary team v
meeting which develops the OPS and the Transition Plan. Itis the ongoing roie of
the case manager to mediate turf and other disputes which interfere with agencies
effectively meeting client need. Ideally the case manag:r is the eyes and ears
overseeing the services in an effort to assure that the best interests of the person
with a disability are being addressed.

The recent re-structuring of the role of DMR social workers into case
management is intiinately connected with the development of the OPS and
transition process. In the studg sites whiere there was a consistently involved case ,
manager we found a positive effect on the lives of people in the gystem. .
Unfortunately the case management system has not fully stabilized and we also e
noted substantial turnover in some instances. ‘

Several informants mentioned that within DMR there continues to be
resistance to the case management role by some individuals who prefer the title :
“social worker" and its more circumscribed role. One case manager supervisor said [
that unfortunately the system was just going to have to "wait these people out" and
work around them in the meantime. She felt that many workers and certainly all
new workers were committed to the case management role and its promise for the
clients’ quality of life.

There is a perception on the part of some parents that the case management . o ,
work force is a3 unstable as the direct care work force. Parents tell stories of
numerous case managers in a relatively short periods of time. Such frequent
changes do not seem to be conducive to the role as described by DMR. It appears
tnat in some cases the case manager job serves the same role as the direct care job
— it provides people an entry to the system and they very quickly move onward :
and ugward or out to pursue other employment. Supervisory personnel indicated @
that there were efforts to rectify this situation and stabilize the work force. One
contribution to this perception of transience among case manager is the practice of
changing case loads. Again, supervisors admitted awareness of this problem and
stated, at least, the intention to address it.
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The reason for the flux in case management may be the issue of job
expectations and case loads. On-paper the responsibilities of the case managers
are substantial. In reality they may be overwhelming. If a case manager hasa
case loadof 30 to 40 people who-are rolatxg:‘liy stable, it may be a reasonable ratio.
In fact several case manager interviewed had numerous clients who were invelved
in some sort of transition. It was all some of these workers could do to keep their
heads above water by meeting some of the minimal requirements related to paper
work and the requiremerits of the court decree. Once again a major contributor to
this pressure is the fact that these workers are caught in the middle of system ina
state of transition. Nonetheless the best interests of the community clients could
be served if some mechanism could be established for weighting case loads based
oa the current status of the actual clients rather than the need for equal
distribution of numbers among all case managers.

Summary: The Proof is in the Placements

The value of any process of planning lies in the results, the services obtained,
the individual gairs made, and the satisfaction of the consumers and their family
members. Although the process of individual planning has some problems it
works pretty well. The procedures outlined by DMR should only lead to
improvements with time as this approach becomes internalized by workers in the

system.

This study did not entail a massive examination of client outcome as the
result of community placement. However, most of the stories we heard and the
situations we observed supported the contentior. that for the most part ;ﬁeople‘ are
ﬁetting what they need in the way of services and leadinf good lives in their

omes. In other words, at the individual level a sound planning process is in place
and as for the most part working well. There clearly is a need to enhance some of
these services and increase the full degree of individualization in the planning
process, but in general people involved in.the process are ssnsitive to these issues.

Parents and providers by and large reported that people have responded well
to their new living situations. Many of the relatives of class members admitted
that, after initial ambivalence about their family member moving into the
community, they have been very favorably impressed by what they see. Some
noted that their family member previously got nothing and now has a better life
than they could have imagined ible. Almost every home has a s‘ory about
someone moving out of a large facility who started demonstrating skills which no_
one knew they had or who immediatelg stopped some problematic behavior. In
several cases we heard about people who re-established contacts with family
members which were essentially severed during most of their institutional stay.
Finally, a consistent story is the drop in the use of psychotropic medication.
Admittedly, this is influenced in part by consent decree requirements but it is clear
that the more individualized attention of the smaller community settings has
contributed to this decrease.




.

There are individual situations that reflect poor planning and the lack of
services. However, based on our study, they are exceptions. Yet, failure is highly
visible in the comm ”rx A living arrangement for a person with some. l{{e
significant behavior problems which collapees in front of tha neighbors is ly to

in media attention. A person who screams all day long is lgomg to elicit inquiries

m next door. People who are very critical of the ability of the service system to
adequately support people in the community will be sure to highlight these failuros
to help make their case. And, if the advocates of community integration are true
to their rhetoric, they should welcome this exposure. Throughout the literature on
the need to deinstitutionalize people with mental retardation there is reference to
enhanced n?}xality assurance in the ccmmunity because of increased exposure. The
thesis, confirmed, by the media analysis:and case studies, is that the inade%uegte
services of the past will not recur in the community because neighhors will

there looking over the shouidzrs of the provider, or more likely, over the
backfence.
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ACCESS TO SERVICES

Day Programs

For all case study homes, day programs are in place. Access to some form of
day program or the ability to maintain the placement is not an issue. However, in
selecting cases there are issues around adequacy of some programs, how
placements for residents are planned and how services are coordinated.

In a few cases, there is concern that the day program may not be adequate. In
one home for elderly residents, the initial day program was provided in the home.
There was a great deal of concern'that this program was not providing sufficient -
stimulation and variation for the residents. Subsequently, 8 new facility was built
and the residents now go out of the home during the day. Similarly, day programs
for sorue clients with severe disabilities are sometimes seen as not providing
sufficient therapeutic services. There is concern that these residents may often
simply be'warehoused during the day. This is considered to be a generic problem.
Some interviewees reported that there is a lack of knowledge by some day program
providers regarding how best to provide a therapeutic environment for residents
with severe disabilities.

_More commonly, day placements are viewed as inapPropriate rather than
inadequate. Advocates and £arents indicated that they feel the programs are not
sufficiently geared to the individual, particularly in vocational situations. There
are many stories of residen*s who fail in a particular job placemeént not because of
a lack of skills but because of %oot planning and a lack o groper‘supports. For
example, one parent told how her son who was very capable but very slow was
placed in a fast food restaurant and subsequently.failes in this job. In another
case, resident was not performing well in a sheltered workshop where she
assembled pens. After years in this placement, it was discovered that she hated .
the job and hoped to work with animals. She had never been asked before. There
is a concern that dagsplacements are not being carefully planned -- not taking the
individual’s stren and weaknesses into account and more importantly not
including the resident in the process.

Individualized planning requires that day programs possess the diversity and
variation necessary o meet the unique needs of residents. There is concern that
this is not the case. Interviewees commented on the preponderance of fast food
service jobs when clearly this is not an appropriate setting for all residents. One
respondent indicated that some day programs are not acting creatively or
aggressively in seeking new employment opportunities for residents. The
respondent feels many employment resources in the community remain untapped.

Adequate day placements that attend to individual residents’ needs also
require clear communication and coordination b~tween the day program and the
residential staff. In one case, a resident was seeking competitive em(rloyment but
needed more support in the process. Who was responsible for providing this
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support varied depending upon who was being asked. Often the hours of the day
program are used as a time when residential staifing can be very low. However,
the more individualized and unique placements for residents become, particularly
with competitive emp'oyment, the more likely they will entail varing hours,
different transportation needs, etc. This places groater demands i 1 residential
staff and thus on providers’ resources. If day placements are to truly address and
meet the unique needs and preferences of individuals, providers and day programs
need to clearly delineate responsibilities. 1t must be a mutual, concerted effort.

Medical Services

Hospitals. Residents use local hespitals. This service is typically seen as
adequate. The one issue raised had to do with hospital requirements, in some
instances, of one to one staffing of patients and the placement of some adult clients
on pediatric units.

Another issue raised that pertained to hospitals had more to do with the back-
up service available after hospital care. A resident in Case Study 2 underwent
serious medical treatment in a hospital and afterward required skilled nursing
care during recovery. His group home is unable to provide this. At the same time,
an extensive stay in a skilled nursing facility will jeopardize his group home
placement, because his daily rate can only pay for once place at a time. In another
case, a resident was hospitalized in order to begin a program of ps; chotrtzﬁic
medication. The resident’s advocate felt this was an unnecessary hosapitalization
and that the group home should have been able to support the resident’s medical
care needs on outpatient basis.

Physicians. Providing adequate, quality medical care is a problem, to
varying degrees, for each home reviewed. While each home contracted with health
care providers upon opening, the quality of these providers and their tenure has
varied enormously. ile many hories have good medical services in place, it has
been a difficult and time consuming task to secure such access. The following
discussion addresses issues in obtaining primary care physicians but these issues
can be seen as broadly applicable to all medical personnel.

Barriers/Obstacles. The most often cited reason for a physician to refuse care
for group home residents is inadequate Title XIX payments. Many physicians will
not even discuss providing care. This fact severely limits the choices providers
have in finding a physician. One home reported making 50 phone before a
physician could be located. Other providers find that it is not simply the money
that discourages physicians. Payments are received so belai:edliv1 and the
documentation involved is so excessive that many physicians who would otherwise
serve the clients despite the low payment are ultimately dissuaded. Another

provider suggested that the bureaucracy makes physicians feel that they are being
"second guessed" in their work.




Another issue.that is frequently cited is physicians’ unwillingness to treat the
developmentally disabled population in general. This issue has a number of facets.
In one tetfon, physiciaus who had been employed by DMR had fostered a belief
amon'io er doctors that it took a particular expertise to treat persons with
disabilities. As a result, according to some interviewces, theee other clinicians
were discouraged from treating residents. While some unique expertise may be
necessary in some specialties (1.e.. psychiatry, neurology), is not necessarily
the case for primary care physicians, While many providers feel a frustration with
the lack of clinicians who arg nsive to the group home population, most say
their experiences argue against the need for a particular expertise.

Additionally, there are the typical prejudices that constrain access, like one
physician who feels a certain resident’s mannerisms will be too distressing for
other patients. Scme physicians have agreed to sarve residents without a t
deal of understanding about the residents’ characteristics. In one case, a physician
terminated his sarvices to a resident with a severa dizability because he thought
the person would be like "someone in the Special Olympics."

In one case, an accommodeting physician had become known as receptive to
the clients and hed subsequently been inundated with requests. This led the
physician to disconiinue serving all residents. In this reversal, & physician’s
receptiveness to the population ultimately werked against the residents.

Some providers studied have sought coverage thrijugh a local HMO and some
have been succeesful. Huwever, the results are often discouraging. One provider
was told that the HMO rates are based on an estimated utilization rate of between
two to four visits a year per person. The provider was told that the ave rson
with developmental disabilities sees a physician sixteen times per year. While this
statistic seems high, if mandated ?earterly visits or taking blood levels to monitor
medication are considered, it ma accurate. If this is the case, how many
residents can a private provider be expected to serve, especia’ly at a reduced rate?
Are residents being taken to physicians riore often than is really necessary? This
information poses questions that warrant consideration. )

Quality. These barriers greatly affect the issue of quality. Most providers
interviewed feel that the difficulty in accessing medical services negates their
ability to be selective. It is often so difficult to find a physician that changing a
physician to achieve quality is a moot:point. Seeking new services may mean being
without services for long %eriods of time. The g eater the medical needs of the
residents, the less likely choices based on quality can be made -- being without
services is too threatening to the health of the client. There is concern that "you
get what you pay for" and so Title XIX reimbursements relegate residents to less
effective physicians. Many providers studied must utilize medical personnel who
are not located conveniently because it is their only choice. It is often not a
question of who can best serve the residents but who will serve the residents.
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Coping with varriers. A number of methods are used in order to recruit and
retain the services of a physician. Providers who are able to hire consultant
physicians to oversee multiple homes seem to have the easiest time in obtaining
medical services. In some instances it may be possible to hire a fuli'time staff
person. In other cases, the provider pays the physician additional consulting fees
to meet with residential staff or perform in-service traunings, in essence
supplementing Title XIX payments. These arrangements alp:e?ve the provider a
greater sense of control over the quality of the services received. However, this
solution is not feasible for some smaller providers.

In some communities, providers have been able to aceess clinicians who have
an institutional background. In these cases, the whole set of barriers having to do
with a lack of understanding for the residents is avoided. In one region, as part of
a new plan for medical services, DMR is contracting with an out of state provider
to supply medical services to the regional center. In addition, this provider will
perform education and out raach activities with local physicians to encourage
services for community clients.

Other providers use a personal relationship, often with the house manager, as
a means of encouraging the physician to stay. Sometimes residential staff may
already have ties with physicians that they can use. In other examples, icians
are literally wined and dined. Many program managers indicated that t
ghought the physician would leave if they were no longer associated with the
ouse.

In other cases, groviders indicated that they bend over backwards to
accommodate the physician, far more so than a "regular" patient would do. This
method includes being scrupulous about keeping appointments and accepting
appointments that may not be convenient for the residents or the provider. It is
tyrically perceived by group home providers that there are few a "nice" people out
tiere who are willing to help thel\n, like an act of charity.

Issues. These methods of coping raise questions about the grou home
resident as consumer. By way of example, one group home resident had previously
lived with his family in the same community for marny years. His family had a
long standing relationship with a family doctor and associated specialists. The
family continued to take the resident to this doctor and felt that the care was
excellent and probably better than that provided to the other residents of the
home. This example illustrates a number of issues. It debunks the myth that
expertise is essential for caring for the residents. It also establishes a more typical
cgtfksiugl;r/provider relationship with a physician, rather than one based on an "act
of kindness."

This example also raises questions about the tendency for providers to seek
doctors for group homes rather than a doctor for an individual resident. It was
observed that homes with six residents often have more difficulty in obtaining
services than homes with three residents. While from an administrative point of
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view the use of.one physician for several residents or for several homes makes
sense, it undermincs the normative relationship of g:ment/dogtor: It also raises
the issue of what is reasonable for.one physician to handle. Low payments from
Title XIX become more onerous for the medical provider wko serves multiple
group home residents.

In addition to considering balancing this patient/doctor relationship, there
remains a concern about securing access to any physician. Many provide )
suggested that they needed assistance not only in {inding clinicians but in-heiping
clinicians to realistically understand the needs of this population, including the
fact that there mx;mt be any special needs. Similar to the way neighborhoods
way be educated about their new neighbors, there may bo.4 need to educate the
medical community about their new patients. Ignorance, not a lack of expertise,
may be the problem. Recently, DMR has instated regional health services
coordinators. This may prove to be an important and worthwhile step toward
addressing this issue.

-

Other Physicians. The considerations and issues discussed thus far appear
to hold true for a variety of medical personnel. The following discussion highlights
or emphasizes issues as they pertain to a specific discipline or related field.

Specialists. The‘iasues discussed above are exacerbated when considering the
services of specialists like neurologists. ‘¥¢. one thing, there are usually fewer
physicians in a given specialty. The inadequacy of Title XIX payments is
magnified in the case of specialists. Further, there may need to be more
understanding among specialists of the needs of people with mental retardation.
For example, develcping an eye prescription for a non verbal patient presents
special challenges.

<

Psychiatrists. Next to dentists, Fsychiatrists and psychologists are reported to
be the hardest medical personnel to locate. As with every other type of physician,
Title XIX fees and red tape are cited s the greatest obstacles. However, in this
case, the particular needs of the residents also play a role, especially in regard to
the quality of care. Some respondents re that the psychiatrist does not take
enough care and time with residents. Other respondents feel that psychiatrists
rre more likely to prescribe medication and less likely to attempt counseling. It
was perceived that clinicians sometimes lack knowledge on behavioral
interventions that might be useful. In this area, it may bé argued that some
expertise in developmental disabilities would be helpful. Again, however, <he
options are s0 limited that coverage not quality is the issue.

Dentists. Some homes are without dental care and all have found dentists to
be extremely hard to obtain. Reimbursement levels and the special needs of the
residents combine to make it nearly impossible to obtain or retain a dentist. The

- greatest success is reported with homes that have been able to find a dentist who

has had some experience in an institutional setting.
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Nursing. There is a national shortage of nurses, both RNs and LPNus. Many
homes did not have the full complement of nursing staff that they wanted. Some
providers use Mg consultant nurse, but might have been better served by a full time
staff nurse. Most providers reported that they "made do." Barely is pay or the
disability of the residents mentioned as an issue. There simply are not'enough:
trained personnel.

Specialized Therapies. Like nursing staff, there is a critical sho  of
ﬁbﬁuical therapists, amech therapists, and occupational therapists. While Title

payments and a lack of understanding of people with developmental
disabilities were sometimes cited as contributing problams, it was generally agreed
that the national shortage of allied health professionals was the major lem.
Resident= are often not receiving.or waitin%months for the apiropriatq therapies.
In most cases, a therapist pays monthly or biweekly vivits to a home and tt.dins the
residential staff to carry out a therapeutic plan. There.\were concerns voiced about
the adequacy and thoroughness of this training. These {oncerns were also voiced
when the shortage required providers to utilize DMR thirapista.

. Providers who maintain enough homes to suppoi# staff therapists usually had
better luck in hiring someone. In these cases the stalidity and quality of these
services was improved. And yet, if the staff person-iefi.it could take weeks or
months to find a replacement.

Residential Staff

The labor market in Connecticut is-very tight and the recruitment of
residential staff is.nut simple. However, providers expressed more concern about
retaining residential staff than recruiting them. Situations varied from homes
with very high turnover to homes with a stable, dadicated staff that had to work
sacond jobs in order to support themselves., Money was consistently cited as the
single most important, cause of turnover. It is difficult to maintain quality staff if
comparable state positions:receive higher wages and better benefits. Many
respondents said that recent legislative changes in salary structure had greatly
improved their situation.

In addition to simple turnover, there is some concern about the nature of the
community residential workforce. Unlike institutional staff who often turned
their positions into careers, community residential jobs are seen as attracting
transient entry level workers or workers rtho use the job as a means to waother
end (i.e, house manager, administrator, ei<.). As a result, there is concern about
tﬁe grm:lp home staff being able to provide sufficient stability and continuity for
the residents.

On the other hand, DMR workers do staff a number of group ‘homes around
the state and do not experience these same problems. This work force is perceived
as relatively stable and highly skilled. However, it should be noted that one
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respondent was concerned about DMR staff making the transition from ar
"institutional” to an ?;::E:lpendentlco;nmunity" valuc m. The respondent finds
the DMR reeidential staff dependable and supportive but perhaps tooCupportive.
For example, the staff was more likely to take a resident to the store tcach .
the rcsident to get to the store on his or her owa. A similar concern was exp
about community staff who had prior experience in nursing homes. Thesc wvorkers
often seemed inattentive ¢o community riorms around resideutial living.

Behavioral Challenges and Resources

Residents who are behaviorally involved can present the greatest challenge
and often show the moset marked improvement with placement in'a group home.
This issue is addressed separately because a broad range of sarvices, bo
traditional and untraditional, is :mplicated.

DMR does have a syster: called Positive Futures Planning for residents with
behavioral challenges who are experiencing difficulty in the community, When a
resident is identified as having trouble, a meeiing of all the significant people in
that person’s life -- providers, icians, parents, relatives — is convened. Often
the resident is included-as we e planning group tries to identify the resident’s
patterns of success and failure over tho years and to create a future.plan and
placement that address these patterns. In order to implement this plan efficiently
and effectively, there is another of this program.called the Line Action
Network. This network allows the futures piannm’ g group to have access tc key
state bureaucratic personnel so that the plan can be implemented fully-and
without delay. This is an important and: well thought out process for haiiiiing
difficult placements. However, responder_is did articulate other iccues in regard to
residents with behavioral challenges which are outlined below.

Residents with behavioral challenges often encounter the mostneighborhood
opposition. For example, one home encountered no overt opposition from the
community until a resident, in anger, went out into the stzeet and . was cursing, by
chance, in front of a family’s adolescent daughters. This episode incited the
community and fueled fears that had been unarticulated until that point. It is this
need to manage behavioral problems that lies at the heart of the successful
placement of these residents, good relationselgf's, with peighbors and true
integration into the community. It is the need to manage these behaviors that
creates a need for access to a multitude of interacting resources.

It is important that the behavior be carefully matched to the character of the
community and to the other residents. In Case gtudy 2, a resident who frequentiy
screamed was placed in a home in a densely populated area. Needless to say, this
situation created tension in the neighborhood. Likewise, some providers expressed
a desire for more careful consideration in grouping residents together. One
resident’s behavior may pose a threat to another resident’s deve..pment. Ma: _
rural providers £2el that the seclusion, open spaces and lack of urban problems in

rural communities is very therapeutic for residents with behavioral challenges.
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Being able to exercise more choice and planning options in the placement of
behaviorally involved residents is seen as desirable.

Many homes utilize a behavioral specialist who establishes behavioral
rograms-and trains residential staff in behavioral‘intemptiong. Additionally,
omes may employ a psychiatrist who is responsible for overseeing the

administration of psychotropic medication. Ideally, these clinicians work in
concert with residential to provide a eomprehensimrogram. As with other
specialized therapists and physicians, trained professio are at a premium. Asa
result many previders feel they have inadequate support in this area and there is
concern about the quality of the care that they do have.

There are many conc:rns about the use of psychotropic medication. Some
family members and advocates are concerned amt the high levels of medication
received by residents. In some cases, this is seen as a result of inadequate
resources -- residential staff, mental health clinicians — for dealing with the
behaviors. In other cases, it is seen as the resuit of inadequate training and
understanding. There is concern that the need to control behavicr is taking
precedence over actively treating the behavior. There is concern that a diagnosis
of mental iliness allows the administration of medication without sufficient checks
and balances. On the other hand, there is substantial evidence in the case studies
of the reduction or elimination of medication for some resider*s. This success is
attributed to the placement of these residents in a group home environment and to
the attention that provider agencies pay to this matter.

Ultimately, the successful management of behavioral challenges falls to the
residential staff. Most providers feel that their staff does a good job in handling
residents and that when outside assistance is sought (i.e, the police) by staff
members, it is an appropriate decision. However, the shortage of behavioral
specialists may affect the level of traininif()r staff which in turn may result in
inappropriate responses to problems. Others argue that using the police is a
normatively appropriate reaction given the need to impress on residents the
consequences of their accions.

The police are a commonly used community resource for managing residents’
behavior. In every case and particularly in rural areas, the police are described as
being extraordinarily helpful and sensitive. In turn, police departments did not
indicate that they felt over used or called unnecessarily. Often traditional
authority figures such as a policeman have worked to contain residents’ behavior.
In one exaruple, a patrolman explained to an aggressive resident that assault was a
criminal offense and the resident could be taken to the station and charged in
court. The provider reported that aggressive behavior by the client was greatly
reduced after this incident. Another provider felt that the police and the threat of
legal sanctions in general should be used more often to address behavior issues.

This provider felt that some residezits who are conscious of their actions feel
protected from the law.




The bohaviorally involved resident presents a greai challenge to the
community residential system, a challenge that has an impact on neighbors,
community services, residential staff and professionals. As such it requires an
integrated approach that uses and accounts for each of these comporients. Itis an
approach that starts with the pianning of the home and requires access to 2
mulititude of disparate services alo e way that must be wover: .gether to
present a coherent yet individualized response.

Recreation

Many residents utilize the local YMCA, adult education classes, gyms, bowling
allies, movies, and so forth for recreation. In some communities, however, these
local recreation programs have been reluctant to include peog}e with disabilities.
There are stories of difficulties in obtaining YMCA memberships. In another case,
a resident was asked to discontinue an aerobics class, apparently because her mere
presence made the other members of the class uncomfortable. in a few cases, the
resources were not accessible to wheelchairs. Homes that have the greatest
success in accessing these resources seem to have sufficient residential personnel
to take residents individually to desired activities.

Itis note;"d, with sggze concern, tli_'at many hlomes atl;e looking for or ust §
maintaining "specialized” programs. For example, one home rents a gym just for
the residents rather than using a local facility. Other homes havezesidents
participate in sccial or recreational events sponsored by a local agency for persons
with disabilities. In one case, social events involved two or mors group homes
getting together. In other words, segregated activities are sought out and used
rather than integrating the residents into existing community resources. In
certain instances this can be explained by community resistance but in other cases
it is active choice on the part of the provider.

Recreational activities often involve all house menibers. Such group activities
present certain problems. If five members of one home take the same class that
only has only eight participants, by definition it can become a "specialized”
program. Approaching community resources as a group can piace a strain on the
resources themselves. In another example, residents belonged to a community
group for senior citizens and participated in all the activities. However, the
community group, while initially welcoming the residents, began to feel that they
were being "dumped” there. For some residents, to benefit frem community
recreation activities — to become more than a change of scenery - requires
individualized support.

The issues raised here are directly related to residential staffing. Integrating
residents inte existing community activities and assuring that they get the most
out of them requires individualized attention and support. In many cases, there is
not enough residential staff to achieve this goal. Some homes have made excellent
use of volunteers to fill in this gap.
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The adequacy of recreational activities for severely impaired residenis was _
raised as a separate issue by a few providers. These providers felt that integration
into existin%hoommunity activities was simply not appropriate or helpful {or the
residents. There was a desire for assistance from the state in désigning Programs
that would be recreational and therapeutic. Tiiese providers did not feel that they
had sufficient resources to meet the recreational needs of these residents.

Transportation

A lack of public transportation is considered endemic in Connecticut. Homes
with access to public transportation often found it inadequate.and given how little
public transportation exists, there is a'limit to how many homes could be sited in
close proximity to transportation networks. In response, nearly all homes have a
van or car that is associated with th2 house. Again, the availability of residential
staff to serve as drivers sets the liii's of this solution.

Urban homes had an advantage since some services are often within walking
distance. Local merchants are familiar with the residents because they can
frequent the stores more often. As a result, these residents seem to have better
contact with their community as opposed to homes that must use a vehicle to
reach town, limiting shopping trips to once or twice a week.

It is interesting to note that rural homes having no access to public
transportation did not see transportation as a problem, The van and driver was
seen as adequate to meet the residents’ needs. However, in one rural home
residents had reached a de of independence such that the provider felt that
they would be better served in an urban environment where they would be free to
go to the store on their own. This situation points to an important constraint in
rural homes. There are not any opportunities for residents to learn personal
transportation skills. They are always dependent on staff members. There is an
inherent limit to their independence.
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IMPACT OF GROUP HOMES ON THE COMMUNITY

Regarding the development; of community facilities for persons with mental
retardation, one oommonll; raised concern; and a focus of this study, is whether
community group homes have an adverse impact on municipal services or other
aspects of community life. For each of the six case studies, representatives of local
fire, police and health departments were ititerviewed regarding any impact on
their services because of the home in question, or because of the presencs of
community-based group homes in general. In addition, local and state government
representatives, real estate agents, neighbors, and local merchants were asked for
their perceptions regarding the impact of the hume on the community, Strikingly,
virtually every respondent affirmed that there was no adverse impact on
comrmunity services or on the community as a whole. The details of this finding

" are discussed below.

Police and Criminal Activity

Police in every site reported that their services were not overly taxed because
of the presence of the group home. As discussed in the section on access to
services, police are at times relied on by some residences because of resident
behavior. The case studies also discuss several occasions when police were called
to the residence by neighbors. However, none of the occasions involved any kind
of serious crime; at worst they invclved some disturbance of the peace or incidents
in the residence itself that some would argue should have been handled by
residential staff. These minor incidents notwithstanding, the police, though aware
of the grovp homes, do not find that their ability to provide their services to the
community is any way affected by the home. -

Fire

Like the police, fire departments report no undue use of their service by group
homes. The only palpable effect on the fire department was reported by one fire
marshall who noted that, because yearly fire inspections are required for any home
of more than three persons, his inspection roster has considerably increased. He
was also concerned that the one or two person apartments that do not undergo
yearly inspections may pose an increased risk of fire hazard. Like the police, fire
personnol are aware of the group homes and would approach any rescue efforts
there with special considerations, however, no fire marshall found an unusual
number of calls from a group home.

Real Estate

In Case Study 2, two homes in the immediate vicinity of the group home were
rapidly sold during the time of the renovation of the property, and many persons
attribute this "panic selling” to knowledge of the group home. However, other
communities did not undergo any noticeable increase in property turnover rate.
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The vacant homes near the group home in question were sold again without
difficulty. Anecdotal reports from real estate agents and neighbors su st that
there has been no noticeable impact on surrounding property values. Neighbors
that immediately abut the homeés remain doubtful however, that they will be able
to get the full market value for their home. Real estate agents report that sellinga
home near a group home presents a "unique circumstance™but they are unable to
confirm that there is an impact on %roperty value or length of time to sell.
Sometimes the presence of a groughlgme will actually e ce the stability of the
property values of a community. This was seen in Casa Studies 1 and 5.

Health, Water, Sanitation, Transportation or other Mmﬁcipal Services

None of the group homes underwent any unusual health crises, and aside
from yearly i tions, the presence of the homes have made no impact on health
departments. ocafresentatives from other services were not queried, however,
reports from local officials and neighbors do not suggest that any of these services
are burdened because of the group home. The only remark to this effect concerned
sanitation since one home seemed to produce copious amounts of trash, and it is
safe to say that any home housing six adults plus staff compared to a single family
will produce more trash. As discussed earlier, one &lsanning commissioner was
irritated at the lack of information that was given his.board at.out the homes or
intentions to open any new homes. |

One local official noted that the elderly residents of one group home had less
impact on the public transportation system than do other elderly residents in town
because the group home residents relied on their van and staff for transpo.tation.
Apart from this, there is no reason to think that a home would adversely affect
water, sewage or other services. Moreover, it appears that community residences
contribute significantly to local businesses.

As far as the "character” of the neighborhood, most homes once opened
continue unnoticed and they are for the most part inconspicuous to any passersby.
The only significant exception to this is parking and traffic which is di
below. One local government adminietrator noted that the intense struggle over
the opening of the group home in Case Study 4 resulted in some lasting bad
feelings between neighbors who supported and those who opposed the group
home. Other than the specific problems encountered by agency insensitivity to
community norms {".g. poor property upkeep, noise discussed in the comiaunity
entry section) most residents are found to be "good neighbors."

Parking and Traffic

As discussed in the section on community entry, the single enduring and
seemmg(liy prevalent adverse impact that community group homes have on the
surrounding area is parking and traffic. To repeat, homes of six persons with
staff, that hold frequent team meetings involving many persons at the home, will
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undoubtedly generate substantial numbers of parked cars and increased traffic.
One immediate solution to this problem is holding meetings elsewhere and other
attempts can be wade to reduce the number of parked cars (e.g., ask official
visitors to park i/ some distance to the home, making parking possible at the rear
of the home, ask staff to carpool).
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QUALITY ASSURANCE

Introduction

Prior to the conduct of the case studies, one hypothesis regarding the
phenomenon of communi ‘ac:feiptanc,e was that the adequacy of quality assurance
procedures could conceivably affect the success or failure of community residential
development. The material gained from the six cases plus the rural site analysis
does yield some information about the efficacy of quality assurance but it is a-very
particularistic picture and does not provide a full understanding of the sweep of
quality assurance activities in the state. This is in large measure because
qualitative research techniques (which rely on observation and interviews) are
particularly sensitive to the axpressed concerns of informants who tend to focus on
their ixggggdiate environment and not the larger context within which the service
is provided.

With this caveat, the following discussion is organized according to five
categories: individualized planning, program monitoring, medication monitoring,
case management, and training. ’

Individual Planning

The individuals included in the case studies had been placed in their homes
over a period of time ranging from five years to a little over six months previous to
the study. From the state of their records, it is clear that those who made the
transition recently enjoyed a more intensive and comprehensive planning process.
Spec fically, recent movers, such as the individuals in Case Studies 5 and 6, had
the benefit of the transition check list and the improved Overall Plan of Service.
Some of these individuals had also experienced the "positive futures" process in the
course of the preparation of their individual plans.

Though these intensive planning procedures cannot be expected to anticipate
all subsequent events (e.g., the problems in securing appropriate day ({)rograms for
the gentlemen in Case Study &), they clearly outline service needs an
implementation requirements.

The only two problems in individual plans uncovered in the site reviews had
to do with over regimentation and service availability. Specifically, in a few of the
cases, there did not appear to be any attempt to identify individual providers for
the residents. Rather, one provider was identified for everyone in the house and in
some instances a contract was let to serve all of those in the home. Though the
reason for such "group" purchasing may have been the shortage of certain services
(such as medical and dental), it appeared that more care could have been taken to
identify professional and other services more tailored to the individual.
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The second problem, which occurred in Cese Studies 4 and 6, was that some of
the services identified in the plan and checklist were not in fact available once the
individual moved into the residence. This issue arose in large measure because of
changes in service availability that took place:after the plan was completed. Given
the vagaries of securing medical, dental and specializeq therapies described
elsewhere, this disjuncture between the original plan and the presence cf services
once the home is opened may be inevitable in some cases.

Program Monitoring

Licensing and Certification. By and large, staff interviewed at the sites
were not aware of licensing activities and could not identify a particular experience
with licensing reviews. Further, the new program quality reviews in residential
programs had not yet begun except at a few trial sites not included in this project

With respect to the one state-run home explored in Case Study 6, the current
certification process (since the state cannot "license" its own facilities) seemed
somewhat cursory and focussed primarily on the structural elements of the
women’s cpartment. Though it clearly turned up some potentially dangerous
problems (lack of railings leading to the basement and on the back porch), it does
not appear to have had much to do with more programmatic elements in the home
(e.g, extent of integratio;{,ga:ticipation in community activities, etc.). As noted in
the description of the DMR Quality Assurance system, however, the present
certification procedure for state-run homes is under revision and will, according to
DMR officials, move closer to procedures that pertain-to privately-run homes.

Case Study 6 also raises some interesting issues regarding program
monitoring given the fact that the apartment ostensibly belongs to the two
residents since they signed the lease. Thus whether the home is state run or
private, the focus of quality assurance in this instance is more apprcpriately on the

capabilities of staff and their contribution to increasing the women’s community
presence.

Paperwork. With respect to reporting issues generally, many of the house
and agency staff interviewed complained about the onerous paperwork
requirements associated with a range of quality assurance procedures. Though it
was not clear in every instance what specific provisions were causing problems, it
did appear that staff felt overwhelmed by documentation detail that they did not
feel was entirely relevant to their jobs. .

Medication Monitoring

The issue of the appropriate use of medications came up in at least twice in
the study -- once in Case Study 6 and once in the review of rural sites. In Case
Study 6, the Court Monitor’s office raised questions about both the level and need
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forp .otropic medications for the two women in the home. The concerns were
ultimately communicated to a program review committee where peychiatric
diagnoses were confirmed and dosages approved. .In this instance, hada
psychiatric diagnosis not been advanced, a behavior plan would be required in
order to justify the use of such medication. According to Court Monitor staff, they
are concerned that such diagnoses may be too easily secured and that the program
review process is therefors not completely satisfactory.

In the second instance, which occurred in one.of the rural sites, the problem

" was not the.procedures per se but an ignorance of their application. The specific

event involved the implementation of a psychotropic drug regimen with one client
without clearing the move through the program review process.

Advocates

Many of the individual clients identified as part of this project are class

members and have been assigned an advocate. These advocates perform a distinct

uality assurance function and their Preaence is a goad to the systém to respond to
the individual needs and capacities of their clients. In one instance, in Case Study
5, the advocate provided much needed continuity for clients in the home at a time
when case managers were changing and day pr:gam issues were up in the air. In
other instances, the advocate has monitored medication issues and pushed for
increased community integration.

Case Management

Where the case management system has been fully implemented, the system is
working very well. In some instances, however, systems are still in transition. In
Case Studies 5 and 6, for instance, a great deal of turnover in case management
was noted. Additionally, some regional officiale interviewed noted that there are
still diverging conceptions among so-called case manageinent staff regarding the
appropriate roles and responsibilities. Some individuals, according to those
interviewed, still practice a form of social work associated with the social services
function in institutions. Others, however, have adopted the system brokering,
planning, and resource mobilization role more consistent with state-of-the-art case
management. .

Training

Some of the case studies illuminated the need for additional training in
particular areas. Spetifically, in Case Study 4, some of those interviewed noted the
need for improved staff capabilities in the areas of medication management,
medical conditions, and behavior management. While DMR regulations mandate
training of staff commensurate with the needs of people, there still appears to be a
perception among some of those interviewed that more training is needed. In Case
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Study 6, staff interviewed noted that they would welcome additional trmmxa:g in
areas such as the firancial entitlemerts of the residents. Others interviewed with
respect to this case noted that the staff could benefit from training in communi
integration, the identification of community vecreational activities and means o
facilitating more independent functioning in the two residents, The need for such
training may be particularly important in state-run homes where some of the staff
have spent several years ih inst:tutional settings.

Divergent Expectations

The more general issue with respect to quality assurance has to do with
program expectations. An issue which ran through a number of our intervievwss
was the presence of two divergent perspectives on the appropriate criteria to use
in evaluating community-based programs. The first set of expectations is in line
with the point-of-view expresse«f in the DMR mission statement. The second set of
expec*ations largely reflects efforts t assure the quality of services in specialized
service settings.

The first set of expectations places a priority on community integration. The
primary criteria involve access to generic services, use of residential and work
opportunities that blend into the community, development of informal supports
(supports provided by neighbors and friends rather than by paid service
grovxders), use of specialized professional skills primarily to support community

ased activity (e.g., speech communication work which focuses on developing
functional communication within actual-community environments), and the
consultative role of the professional.

The second set of criteria emphasizes the specialized needs of people with
mental retardation. From this point of view, services are evaluated based on the
extent to which they assure that residents have peers on the same level with whom
they can relate, use speciaily adapted and constructed settings which are often
distinctive, have support provided by direct care staff, use traditional clinical
approaches to therapies, and have direct services provided by professionals.

This cursory overview of these two perspectives should make it clear that the
efforts to apply conflicting criteria to the same settings reflects the current state of
transition in services for people with mental retardation. One perspective appeals
to the ideals of community integration, while the other set reflects the priorities of
the generation of professionals who sought to reform institutionai services. The
direction of the field as mirrored in this report seems clearly toward community
integration. Nevertheless, the system of services in Connecticut needs to have
clear standards that simultaneously f;:romo!:e community integration while
reassuring parents and others that thé specialized needs of people with mental
r'ardation will be addressed regardless of where they live.
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Conclusion

The quality assurance system in Connecticut is perhaps one of the most
comprehensive and multi-faceted in the country. For those who are concerned
with maintaining it as a dynamic set of tools fcr system improvement, the role of
quality assurance in assuring community integration should be explored. Current
concerns are directed primarily at pro 1atic issues and structural issues
particular to the residential "facility.” This stuay su that an e%ually
important. concern is the extent to which the "home" blends in with the
neighborhood. Therefore, there may be a need to examine more non-traditional
quality standards such as the extent to which the agency maintains the
landscaping at the home, the way in which the agency controls noise during shift
changes, and the steps they have taken to cut down on traffic such as scheduling
meetings off-site.

Further, given a growing concern about community presence. integration and
client choice-making, it will be important to develop means for assessing the level
of skills among community staff persons in facilitating these objectives.

Another area to be examined is the way in which quality assurance systems
should nd to the concerns of neighbors. Clearly neighbors should be made
aware of the ways in which they can report any problems at the home and
channels of communication between agency leadership and neighbors stould be
kept open. Since some would assert that living in a neighborhood as opposed to an
institution is in itself a quality assurance protection, outletz should be provided for
community concerns. Neighbors do notice things and their observations can, if
handled in a sensitive fashion, provide a first line of defense against abuse and
mismanagement.

Finally, these case studies underscore the importance of the independent
program quality review being contemplated by DMR. The review, which will
include advocates, familf' members, and people with disabilities, can provide a level
of oversight not currently available. It may also, where warranted, provide a
vehicl;af for assessing neighborhood concerns and responding to questions and
suggestions.




GLOBAL ISSUES

There are a number of provocative aspects of this type of research. It involves
continuing interaction with a wide variety of interesting and a
coopera:il;e and helpful pgopltea The. process lf“'lgoly the ﬁzlﬂ wor T
constantly en mtrym'ﬁ make sense of widely divergent perceptions of the
=ame series of events. Simultaneously the researcher must attempt to understand
the point of view of the individual subject sitting across the room. Through the
entire process, there is the intell excitement associated with the sense of
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exploring new territory. Finally, the _cxa};ratdry nature of this work means that
m

some of the findings which result from this process may not fall into the neat
categories the ﬁ.tng:r or the researchers had in mind when the project was
conceptualized.

This study contains its fair share of findings that ace important yet clearly fall
outside the parameters of the initial RFP. In the section on system planning we
have outlined some of the issues related to the apparent oomtiticn for allocation
of resources that we found to be a pervasive bacfg':ound to this entire study. This
finding is perhaps the major area of "discovery," znd, as noted earlier, appears to
be central to the resolution of many other issues in the field. There were a
number of other "global issues" that emerged:from the interviews. We feel these
merit scrutiny in any discust’ 3. of community tesidence devq!opment}, These
findings cover the following topics: public perception of comraunity risidences, the
limits to & community’s acceptance, and achieving community membership.

Public Perception of éom;nunity Residences

As we talked to community members, it became increasingly clear that they
thought about community residences in a manner completely different from DMR,
providers, and advocates. Many of those in the official system have made tpe jump
from talking about group homes as "homelike settings" and defending their legal
status as single family dwellings to actually believing that service settings are
really the same as single family homes. Those in the field need to recognize as
they deal with neighbors that the rhetoric of community residence=.dces not
always match the reality. The failure to ﬁxllglaﬁpreciate this fact may lie at the
heart of the confrontational attitude with which many providers and advocates
approach communities. '

The essence of these divergent perceptions of community residences may lie in
the inherent tension between the community residence as "home" and the
residence as a "facility" administered by an agency. The neighbors have no
delusions that & group setting is someone’s home. Many of them can harken to
the experience of living in a college dorm or a military barracks. No matter bow
pleasant these places were they always were temporary places of residence; home
was always where-the.family was.
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.1
Some of the reaction that a group home elicits from community members is :

really an honest effort to understand this phenomena. In essenca the concern is Z

"How do I relate to this thing you call 4 home?" On the other hand when ‘

communities have mounted substantial opposition there are two other possibilities ;

at work: 1) some community members are reacting solely in terms of

misinformation and perhaps deep seated pr:gdieu against people with mental ®

retardation; or 2) many are reacting not to ufeople but to having a group.care

"facility” open up in the neighborhood. Some advocates, we interviewed, contended ‘

that:this resistance to a facility was actually an effort to mask the socially

una ceptable display of prejudice against people with disabilities. This analysis is

not necesaarily accurate. Tgxe more we listened to neighbors, the more they tended

to highlight the facility-like aspect of the groupaome. In some cases this critique .

i:fxpe f:ﬁm reople who were supporters of the home and involved with the peaple L I

ving there. :

Some of the ‘Qiglhbors and other community members were quite articulate in
outlining the coi..:adiction between the rhetoric of home and the reality of a

facility. A number of people commented on the crowded "frat house" nature of ®
many of the larger homes. In several-locations we heard comments about the fact

that the group home did not use dommupity stores but had most of their food and

othur supplies provided by large commercial suppliers. This was acc. _panied by

the dlsconcerting image of a shared drive or a residential street that was blocked .
while a 12 wheel semi-trailes unloaded at the neighbors’ "home.” Other neighbors _
mentioned the large exit signs, sprinkler systems and other safety accoutrements ®
that may have been mandated by the town fire marshall. Alsc highlighted is the

tendency of homes to have all kinds of schedules and clip'boards scattered around

the house.or to have a business officé on the premises. Finally almost everyone

commented on the constant meetings, people coming and going at all hours, and J
the incredible number of cars these places seem to attract.

To summarize, the neighbors heard what they were being toid about these
places being homes just like any other home, but they have eyes to see for
themselves. What they saw left them convinced that they were living with a
facility on the street and not just anothisr family home. As we have noted most
communities and neighbors havz adjusted well to tiiis reality but tiiey remain very
clear on the difference. ~

The Limits of Acceptance?

In several of our interviews, community members raised the question of how PY
much tolerance can legitimately be asked of zommunities and neighbors. In some
cases this question revolved around the flexibility of the community to accept a
whole group ¢ people who looked and behaved in a manner significantly different
from the normative standards of the community. In at least one other case this
concern focused on individual tolerance for people who often did not observe all of
the typical social conventions.
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Several reighbors, who had initially:been active in opposing a community
residence and had now adopted an attitude of passive resistance, m=ntioned that
they found the presence of people with significant differences to be profcundly
disturbing. They spcke of the need to modify their lifestyle in order to avoid
exposure to their new neighbors. A number of providers recounted stories of
neighbors who felt that exposure to.the residents of:a group home might have a
long term deleterious effect on the psychological development of their children. In
another case, mm & home for older people with very significant handicaps,
CONCeIn was expre about family meﬁrs being exposed to ambulances and.
the death of some of the residents.

On the level of the incividual, 8 community member told us of what 3he felt
were the extraordinary demands for acceptance placed on members:of a church
congregation where a number of group home residents participated. Insssence
this discussion révol~ed around failure to observe some social graces and
expectation regarding group membership. Specifically, these former
institutionalized people interrupted conversations and seemed to make major
demands on members of the congregation who responded to them. In addition,
they failed to contribute to congregation events in which they participated.

We rzise these concerns because they emerged in our interviews. Clearly
some of the concerns should alert service providers to factors they need to take
into account in planniny for sites and individuals. Some of the poiris made by
these informants can be rescived by training efforts, some physical renovations to
homes aid properiy, or by use of smaller settings for people with 1 more severe
level of dmag) ility. However, a major factor here seems to be the prejudices to
which providers are so sensitive. Much of this is no doubt borne of a lack of
knowledge and lack of exposure. This sugdests a need for a greater degree of work
in the area of education and public relations. Perhaps, the best hope for
confronting this issue is the expectation, expressed above, that the next generation
will have a very different point of view regarding individual differences.

Achieving Community Membership

Just &s there are real differsnces between group homes and family homes
there remains a substantial difference between being in the commurity and being
part of the community. In our discussions with service providers we wers not.
always sure that they saw this difference. It secmed that many of the people with
whom we spoke felt that the communily should welcome the people in.the group
home with open arms. ‘There seemed to be an expectation that the neighborhood
should shower them with all of the regard and corncern that was, for instance,
granted to the 85 year old woman living at the corner, who had lived here for 60
years and raised five children one of whom was now first selectman.

Tbese unrealistic expectations clearly demonstrate z failure to appreciate the
ways communities work. As anyone who has ever moved into an established
neighborhood can attest, it often takes a very long time to shed the label of the
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"new comers." Any level of involvement or membership, other than the laissez
faire attitude which dominates many-American residential communities, often has
to be earned through a contribution to the community. Often a neighbor who has
standing is one who added something to the life of the community by playing a
special role or taking leadership in some common effort. .

Because of some unique barriers to full or spontaneous acceptance, le%ruoup
home providers need to pay sﬁecm.l attention to their efforts at i

community membership for their residents. As we have pointed oist, the grougll
home structure itself, with a clear identity as a facility will remain a barrier. A
talk of prejudice aside, the fact of the residents’ disabilities will remain somewhat
of a barrier that neighbors may need assistance in overcoming. In addition, two
other important considerations were raised as a result of our interview and site
visits: first, the public perception of the group home as a "strange household” and
second the rolé of children in community formation.

In several of our interviews it became clear that over and above the obvious
perception of the group home as a facility, there was a subtle discomfort with it as
an alternative lifestyle arrangement. The curiosity about what really went on in a
group home was linked to a perception of it as something akin to the commune of
the late 1960s. The discomfort that neighbors had abouz livininext to a commune
seemed to be tinged with a ~uestion about the nature of the relationships in a
house where a number ¢ unmarried men and women lived together or a group of
people of the same gender co-habitated. ’

Another totally unanticipated finding in our study involved the role of
children in the whole process. The central role which children play in the
formation and structure of wur residential communities is captured by the
community concern which always accompanies and often precedes concesn for
property values, "Will our children be safe?”

What strick us as we interviewed neighbors was the normative role that

. children play-in building a sense of community. In the typical community children

often are instrumental in the development of relationships between nei rs and
in developing a sense of involvement with the larger community. Itist

interaction between children and common needs for baby-sitters and concern for
issues like local traffic that often lead adult neighbors to hecome involved with
each other. Even in the case where an older household has no children at home,
an interest in the younger children of their neighbors leads to interaction. On the
level of the larger community, one of the moest frequent reasons for participation in
the political life of the community is concern for issues like education, child care,
and community resources, such as playgrounds.

_The important consideration for residential providers is an awareness that
their residences do not have the natural resource of children to act as a catalyst to
community membership. As we have seen, there are characteristics of the group
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home housshoiu svru.wure tha; make the uninformed public seriously question
whether children should interact with the residents.

This entire issue of the crucial role of children in buildincgﬁ:ommunity was
further underscored by the frequent stories we heard about children bridging the
gap between the reeidents and other members of the community. Cften we were
told it was the children in the neeighborhood who had the first porsonal.interaction
with residents. Sometimes this led to problems because of misunderstandings on
the part of the adult neighbor, but: likely as not these interactions had positive
outcomes. In at least two instance we were told how the interactions around
children led former opponents of the community residence to become allies. In one
instance some of the residents now "look after” the glgying children of one

neighbor, and the neighbor baby-sits for the group home manager.
The findings of this project portend a positive pe ive on the long term

outcome of the development of community residences. y of the adults who
raised concerns about group homes had never interacted with a person with a
disability. The mce of their children will be very different. They are
growing up with ¢ tes and neighbors who have disabilities. As adults, their
level of understanding and acceptance will far exceed the abilities of even the moat
enlightened members of their parent’s generation.

The basic message about the potential for achieving real community
membership and actual community integration, is that it is a very. ual process.
The reality is that it has just begun. Many of the concerns ra.mg ut this
process reflect the evolving history of the process. - Becoming a neighbor takes
time. '
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CONCLUSIONS AND RECOMMENDATIONS

The findings of this study reflect a residential system in transition from one
based on segregated ial facilities to one based in normal neighborhoods
around the state. Such a transition — especially if it is hastened, by litigation and
court oversight - is complex and tends to sharpen dis yments about the most
appropriste mode of service delivery. Further, the implementation of change, even
‘¥/iien 1t is.informed by experience and sophistication, often seems to proceec more
by trial and error than by systematic design. T!' s seeming discontinuity, however,
is a reflection of the mid course corrections required when new directions are
being charted and is to be expected. The test irzzwhether the ¢corrections are made
in a timely and systematic fashion. The systera in Connecticut appears to have
made these adjustments and continues to strive toward a more ir‘egrated and
meaningful life for people with mental retardation.

Our study shows that a firm programmatic foundation has been laid in the
community and that the basic needs of people are being met. Nonetheless, there
are still areas where additional attention is required. Such "fine tuning” is an
intefral part of any evclving system reconception and it is hoped that the
implementation of the recommendations listed below will bring the reality of
services to-people with mental retardation closer to the ideal as reflected in the
Mission Statement of the Department of Mental Retardation.

PLANNING

System Piapning

e The Department of Mental Retardation (DMR) has carried out a Five Year
planning process and has subsequently updated these efforts. However,
there remains a need for a truly collaborative planning process that
includes DMR, in concert with provider agencies ard parent gro%pa, to
arrive at a-consensus regarding the future vision of the system. Such a
plan should be based on an accurate assessment of the future demands
that will be placed on the service system. ‘The development of this plan
should provide a forum for balancing the interests of groups that presently
see themseives it competition for limited public resources and,.thereby,
nurturing-a common vision of the future among all parties concerned with
the services for people with mental retardation in Connecticut.

e DMR should carefully examine the overall administrative performance of
the residential system and should develop an infrastructure of resources
that-will provida-i+ng-term support to residentici provider agencies. The
beginnings of this'support system exist in Corperation for Independent
Living (CIL) and Residential Management Services (RMS), but there is a
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9 BECOMING A NEIGHBOR

need to look at specific areas of assistance such as site development, ®
management practices, and s*2ff development and training.

o The Developmental Disabilities Council should establish a forum for all

community providers to exchange information on issues suchas >
community entry, community reletions, innovations in services, and &
staffing, B

o DMR sbeuld develop individuslized agency development plans wvith clear
goals and objectives delineated for the growth and skill enhancement of
each of its provider agencies.

e The University Affiliaed Program in Connecticut should take
responsibility for coordinating the efforts of all relevant actors (DMR, -
universities, the state education department, etc.) in the state in the »
development of a long-term plan for increasing the number of professionals o
(nurses, behavioral specia’i~, case managers, physical, occupational, and 9;
speech therapist, etc.) ava... . to work with persons with mental ‘
retardation in commun:ty settings.

o DMR should conduct an intensive examination of issues related to direct K
care staff in the community based system. This examination and planning o
effort should concentrate on the nature of the work force, job expectations, -
future directions, and training in an effort to develop an approach to this
issue that aggressively addresses the future needs of the field.

Site Planning

e The Office of Policy and Management should develop a formalized {(and
perhaps computerized) system for statewide and regionsl interagency
coordinaticn regarding site selection for all human services. Such steps
are needed to ensure thal no area becomes "saturated” or overwhelmed P
with social service centers and/or community-based programs (e.g., w-
shelters, nursing homes, group homes). This coordination should include :
state departments for corrections, youth gervices, drugand alcohol abuse,
etc. Different measures for different social services should be used to
determine saturation levels (e.g. an area may be able to support more
group homes than it can semi-secure settings for juvenile offenders). 2
(Presently group homes for persons with mental retardation cannot be L
spaced less than 1000 feet from each other).

* Care should be taken, by coordinating the development efforts of
various providers, to assure that numbers of siv:s are not suddenly . :
dev:gﬁ;;ﬁd dm a single community where none had heretofore been Y
established.
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)- .o DMR should examine the current application of the 1000 foot rule to
assure that it does not advetsely affects the development of 1 and 2 person
community training homes, foster homes, and individualiiied supported
living arrangements.

) o DMR should continue to explore alternative models of residential services
(e.g., supported living, consumer-owned or leased residences) that assist
community integration of the people living in.them, decrease the cost of
Eurchnsing roperty, and minimize the impact on the neighborhood of

eavily staf;ed alternatives. :

Individualized Planning

¢ DMR should strengthen Owcall Plan of Service (OPS) guidelines to assist
Interdisciplinary Team (IDT) members to better match residents with
> neighborhoods. Any residents with known or potential behaviors that
would be disruptive to the community (e.g., screaming) require.
individualized residential planni;:ﬁthat keeps the interests of neighbors at
the foreground. Stuch planning will aid the long range goals of community
acceptance and integration.

b ® DMR training for the creation of the OPS and for residential staff should
include increased attention to aspects of individualized “gelaqnmg and
resource development that may not receive enough deliberation (e.g.,
recreation, transportstion, and medical care) in the IDT and among direct

care staff.
4 - . . . .
¢ DMR guidelines should stipulate that when planning a new site, staffin
the new setting should have an opportunity to observe the resident in the
current setting and discuss the characteristics of the individual with staff
who are currently involved with the person.
b

INDIVIDUAL PLACEMENT, PLANNING, AND TRANSITION

¢ DMR guidelines on the Overall Plan of Services (OPS), trausition, and case

b management provide a mode! for effective planning that meets the needs of

DMR clients. However, these values do not always filter down-to the

direct care providers both in residential and day programs. Training

currently available for IDT members and case managers should be

enriched and expandedto include persons providing direct services. This

wilt help to assure that services are delivered in a manner consistent with
) the individualized spirit of the OPS guidelines and over routinization and

X standardization can be prevented.
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o All participants in the individual planning process need to be ﬁ_ided by the

same set of criteria in establishing the priorities in a person’s-life and in
'planning the nature of their own involvement with the client. These'
criteria are contained by implication in DMR's mission statement. DMR
and provider training of all professionals.ard direct care workers needs to
underscore-how these princiles should be articulated in the lives of people
with mental retardation.

DMR should ens ve that all members of individualized planning teams
should receive: .ining that will help sensitize them:to the gerson-centered
nature of their planning efforts. This training must emphagize the need
for participating agenri~3 (e.g., day programs and residential programs) to
openly discuss their < ..erences regarding appropriate services for an
individual, even if it slows down the development of the plan.

Individualized planning and the development of sites which are responsive
to unique needs of individuals require budgetary flexibility at a level very
close to the person so that resourcesan be altered and refined to respond
to sudden changes in individual circumstances. DMR should explore
individualized funding models being implemented in other states including
Colorado and Nebraska. :

The univue roie of the case manager as the key to the success of the
individual planning process must be recognized. This central role must
continually ve underscored by DMR through training, policy statements,
and other forms of formal recognition that emphasize the important status
of case managers. DMRshould examine cazse load sizes and composition to
assure that they are reflect the varying needs of individual clients and are
based solely on numeric quotas.

CCHIMUNITY ENTRY/DEVELOPMENT
Regional DMR staff should have greater involvement ir. the community
entry process. Specifically: .

* Providers should submit a description of their process of community
entry in their residential services pian to the regional office.

* Regional staff should review the process description to see that it
includes substantial one to one contact with neighbors, especially
abutting neighbors, prior to and after the opening of the residence.

" R9




* Regional staff should offer technical assistance to providers in
planning community entry, perhans including the preparation of
professional presentation materials about community acceptance
issues. DMR central office may be.in the best ) ;
materials (e.§., about property valuies) that could be used statewide.

* As standard piactice, a regional staff person should perso
introduce themselves to immediate neighbors and ot:er neighbors
who seem especially concerned about the residence. They should
lain the oversight rolé of DMR with private residences and provide
neighbors with their cf’hone number and means of access to
information.independent of the provider agency.

* Regional staff and provider staff should advise relevant town and local
government cfficials about the plans for a- grouﬁ home at the same
time that they are advising neighbors. As much information as is
necessary should be made available and any potential problemis should
be forthrightly discussed.

* Regional staff should be responsive to any emerging problems rey arted
Dy ti%e neighbors by working closely with the provider to solva any
problems.

* %ional staff should require that all inter-disciplinary meetings be
he % Ioff the site of the residence to reduce parking and traific
problems. _ .

e In planning a residential site the following factors should be carefully
considered by regional staff:

* The fewet the numbes of persons living in a residence the more the
residence will approximate the norms of single family living.

* To the extent that the residents themselves are perceived by neighbors
to have"a stake" in the residence or the neighborhood (i.e., they
themselves or their family own or lease the property or staff members
are also residents on the block) neighbors will be more assured of the
positive contribution that the residence will make to the
neighborhood.

* Careful attention should be paid to maintaining-the exterior of
rxsidences in a manner that is consistent with the norms of the
neighborhood. Several steps can be taken including reducinig the
number of visibly parked cars around th< home, extending the.
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driveway to parking behind the house, requesting that visitors other
than family or frie~ds of the residents park at some distance from the
home, and:asking s:aff to car pool.

* All renovations fgustége made 80 dqll;at the h:tl;le remai:izgl .
inconspicuous from the surroun g property as possible. sivoi
poteg:?al points of conflict such as s driveways.

* Reasonable requests

from neighbors about site planning should be
given consideration. .

o Residential providers should be especiaily sensitive to praclices that
reinforce a public perception of group homes as facilities and should make
every effort to avoid these practices in favor of activities that are
normative for the communities in which the homes are located. To
accomplish this providers should:

* Prepare "good neighbor" policies that are sensitive to the norms,
expectations and conventions of the surrounding environments.

* Conduct staff training sessions that focus on how to assess and
respond to neighborhood expectations.

* Pay attention to maintaining the home in keeping with the norms of

the neighborhood (e.g., keeping the property clean and neat).

»

Give neighbors a ready means by which they can communicate
problems and concerns both before and after the opening of the
residence and during its ongoing operation.

#

Create oplportunities for residents to contribute to cor:nunity and
neighborly life. .

ACCESS TO SERVICES

Day Programs

o Planning placements in day prcgrams and work sites should pay greater
attention to residents’ strengths, weaknesses and preferences. In order to
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facilitate this individual &)lanning, DMR should assist day ogram and
residential providers to develcp a wider variety of commuin..y employment
opportunities (i.e., recrmtmg new private employers to enter into
partnerships with providers). )

. Medical Services

o The Department of Income Maintenance should conduct a systematic study
to determine the relationship between the accessibility and availability of
medical and dental services to persons with mental retardation on the one
hand, and the level of Title XIX payments and the com: lexity of
reimbursement related paperwork on the-other. According to several
interviewees, securing such services is severely constrained by the low level
of present reimbursement rates and the extent of documentation required
for paymert.

e A concerted effort I;i;.he state needs to be made to educate community
medical personnel about the needs of group home residents. Qutreach to
local clinicians could include realistic information about persons with
developmental disabilities and the kinds of services they need.

o Regional DMR staff should-¢cizsider ways in which a one resident/one
doctor relationship can be implemented. If an individual resident can
approach an individual docter as a consumer, mary of the existing
problems in accessing medical services might be minimized.

e The University Affiliated Program-(UAP) should determine the level of
additional state support that could be made available to train more -
professionals in nursing and specialized therapies such as physical and
sgeech therapies (e.g., establish tuition for service, exchange progrzms). In
the meantime, DMR in conjunction with the UAP should help providers to
identify creative methods for securing access to these services. One
possible solution would be to use scarce specialists as consultants rather
than staff. In this role,-the professional would evaluate the resident and

- train residential staff to.carry out a therapeutic program in the context of
the residents’ daily living activities.

Recreation

e Recreational activities too often center arcund specializad, segregated
programs. Staff availability and training must be augr znted to facilitate
the integration of residents into existing community activities.

ANy
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e Providers need assistance in developin’Fhappropriate récreationaliactivities
)

for residents with severe disabilities. ial needs of these yesidents
make access to these traditional recreational activities very difficult and
providers do not have the.resources to create the kinds of activities that

they feel thuy need.

Behavioral Interventions
o Though the advent of the Line Action Network and the positive futures “

planning has enhanced the responsiveness of the system to the needs of
people with challenging behaviors, providers could benefit from increased
support and funds for staff training (e.g., in "gentle teaching techniques,"
means of eccessing technical assistance, and crisis intervention
mechanism:s) to meet the needs of such:persons. They would also benefit
from greater contrel in grouping and placing residents with behavioral
challenges in homes. Appropriate settings and mixes of residents are
crucial to the success of community placement for these residents.

Transportation

o The one van, one home tradition places clear limits on integration, but may

be the only means of transportation in suburban and rural areas.

However, this problem should not re.trict residential development to areas
where public transportation is available. Instead the challenge is left.tc
providers to maximize community integration and independent .skill

_enhancement despite such limitations.

QUALITY ASSURANCE

Individual Planning

o The use of the "positive futures" process and ether related individualized

planning techniques should be retaitied and expanded.

o Participants in the Overall Plan of Service should be encouraged to seek

professional and other specialized supports tailored to the individual
client’s needs and preferences rather than purchasing professional and
medical supports on a group basis.




RECOMMENDATIONS 97

Program Monitoring ‘
¢ DMR should ¢arefully evaluate the new certification process for state-run

)

‘nomes to ensure that it addresses t’ie same types of issues that comprise
licenzing of private residential programs.

o DMR should review its current licensing procedures to determine their
applicability to apartments and other similar dwellings which owned or
leased by clients themselves.

o DMR standards should be reviewed to ensure that a balance exists between
requirements for specialized and professional supports and tliose mandates
aimed at issues such as integraticn, community presence, anil choice-
making.

e Current paperwork, feporting and documentation requirements sheuld be
reviewedpt?o determine relevance to quality assurance goals.

Mediciation Monitoring

o Staif working in resideutial and day settings shouid be kepi-aware of
ggliciee aimed at the regulation-of psychotropic medication and other
havioral interventions including the role of the program review
committee.

Advocates .

o The use of advocates tc represent the interests of individuals with mental
retardation who are not class members should be explored.

Case Management

o Case managers glay a key role in the transition of individuals into
community residential programs. It is therefore important to develop
mechanisms that ensure the continuity of case managers in the lives of
persons with mental retardation.

o Continued training of:case managers in areas such as system brokering,
planning and resource mobilization is necessary to ensure a unified
approach to case management around the state.

L
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Training

e DMR shouldirequest additional funds to increase trainirg of residence stafy

in meetisig the needs of dual diagnosis clients, care of persons with medical
problems, medication oversight, financial entitlements, and corgmumuy

\ >

Integration and recreational activities.

GLOBAL ISSUES

Through training and other effoits, DMR stafY, site developers, provider
staff,-and advocates must be made aware of the discrepancy between the
rhetoric of group homes as "homes" and the perception of these settings as
“facilities” by the general public. This awareness should be reflected in
their dealings with members of the community.

Residential providers and particularly direct care workers should be made
aware of the complexity involved in assisting the residents of group homes
to achieve community membership. This awareness must include
knowledge of the barriers to acceptance'that are inherent in the structure
of residential services, a sensitivity to the kinds of-activities that a 2
needed to overcotiis these barriers, and an understanding of the often slow
rate at which neighborhoods and communities open their doors to
tx:gwcomer?i For example providers and other service proféssiorals should
aware that:

* to the extent that children are involved with the residence (e:g., live-in
or with staff members who live nearby) integration into the fabric of
community life will be enhanced; and

* as long as several unrelated adults are living tﬁeiher in the same
house, community resistance to this non-typical social arrangement
should be anticipated.

DMR and other relevant state and local authorities 11ieed to be aware that a
segment of the general public continues to relate to people with mental
retardation on the basis ¢ f misinformation and prejudices. A long term
effort in the ares.of public information and education; needs to be:designed
to eliminate this problem.
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CASE STUDY 1

Hisiory and Context

This case study examines 2 pri ron-profit, urban, group home for six
hispanic clients. developer of this e, who is alsc hispanic, was
motivated to open the residence because no other homes existed in the state
that served the needs of hispanic persons with mental retardation. The goal of
the developer was to open a residence located in the hiﬁnic community,
staffed by bi-li bi-cultural individuals who would be sensitive to the
cultural needs of the clients, including their traditional food, religious
activities, festivals and so forth. The of the hispanic community
encouraged the developer to pursue the goal, since they believed there was a
legitimate need in the community that such a group home could meet.

La Plaza (not the real name) was incorporated in 1981. A board of
directors was established in 1983. A proposal for the residence was submitted
in 1982 but it was turned down by the Department of Mental Retardation.
According to regional staff, DMR believed that La Plaza was not established
enough ir: the community to be able to put in place all the necessary
components for the operationalization of a group home and that the plans were
not specific enough regarding such issues as ratios. DMR wanted proof
of community support and required La Plaza to lisison with day providers,
site developers and a management service for the residence.

The developer was able to forge the relationships with day ?rogram and
other providers by 1983 to the satisfaction of the Department of Mental

Re tion. In addition, members of the hispanic community and La Plaza
board members wrote letters in support ¢f the new agency. In 1984, La Plaza
got approval of a second RFP. There is a belief on the part of the developer
that her agency came under more intense scrutiny than other providers
because of the hispanic orientation. She perceives that she somehow had to
"prove” that there was a hispanic disabled population.

The urban area in which the home is located has been the site of numerous
homes for a range of needy people including former inmates, people with
mental illness, and trout’-d youths. No homes for persons with mental
retardation, however, have been sited in this area. The saturation problem had
at one point become a political issue but did not affect the development of this
highly specialized program.

Site Development and Neighborhood Ei. vy
This case study focuses on a building located on a side street in a hispanic

neighborhood in a major urban area. The street is on the fringe of an
economically depressed area, and has mixed residential and commercial zoning.

7
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The home is one block froma msjor street which considered "dangerous".
There are several lawyers’ and accountants’-offices located in rehabilitated
brownstones down the street from the community residencs. The structure is
the middle of three connected walk-up ment buildings. It was converted
from a multi-family dwelling to a single nm? dwelling, while the two
surrounding structures rémain multi-family dveallings. The building has three
floors and was w.rchued by the site developer afler a fire had damaged the
pro . The Windfall Profits Tax Act allowed private investors to purchase
and preserve the historic 100 year old structure.

Ths site developer, the Corporation for Independent Living (CIL), found
the property, purchased it and contracted the renovation work. CIL also
attempted to purchase the adjacent units for Section 8 and moderate income
housing, but was not successful. Construction delays wore responsible for the
home ogex_ﬁng in 1985 rather than in 1984. La Plaza leased the property from
CIL and will own it after 25 years. The management of the residence was
turned over to an independent nmemehtf company. This arrangement for
contracted management was required by DMR because of La Plaza’s-
inexperience in running a group home. The management relationship was also
encouraged by CIL. La Plaza ended it’s relationship with thefirm in 1987 at
the point that the La Plaza staff felt they had become suifficiently sophisticated

- to run the home independently.

The block in which La Plaza is located has a great number of rental
apariments owned by absentee landlords. One block down, however, there are
renovated lawyers’ and accountants’ offices. Thus, the character of the
neighborhood is mixed. La Plaza’s entry into the neighborhood was fairly
quiet, with the exception of some response from one member of the block
association who lived down the block, and one other neighbor two doors from
La Plaze. The nature of their concern was mainl;l,' that of property values,
especially since the neighborhood had many problems with crime, and the
church down the street ran a shelter for the homeless. Both neighbors were
unfamiliar with the concept of a group home. The president of the block
association at that time happened to ﬁe in the human services field, and was
able to quell the fears of the nei rs. When the neighbors saw the
improvements made to the building, they believed that the group home would
bring more stability to the area and there were no more complaints. The
director’s philosophy about neighborhood entry was that nersons:with
disabilities have just-as much of a right to move into a neighborhood as other
people, and thereforas do not need to make a formal announcement.

There was some concern on the part of the management agency regarding
La P:aza’s location in a high crime area. They were worried that sore of the
role models for the residents would be the drug users who frequented the alley
behind the residence. They saw the female residents as Leing especially
vulnerable because of a lack of safety skills. Some of the people interviewed for
staff positions were concerned about the neighborhood and the security of their
cars. Some refused to work in the area. There has not been enough parking
for staff, so arrangements were made so that staff could have evening parking
in a lot behind the house. It is the norm for cars to line both sides c£ the street
since it is an urban area with few garages or driveways and a relatively high
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population density. The management 2gency, however, ultimately recognized'
the streng;ha of the area-—-a fairly‘clo:ﬁnit hagnmc neighborhood which was
on a bus line and very close to stores, banks, and churches. Many of the
e savnvy boliorar slong with i direcior OF e

i e t i ong wi i r of.
P that this was an area where it would be easy to maintain and strengthen
the residents’ cultural identities.

Several neighbors stopped by La Plaza after it opened. They were curious
about who lived there. Neighbors visited: #ith the residents who would sit on
the front porch, and the house manager would often give tours of tf +homeand
would answer questions about the residence. The perception of the dome by
neighbors (mainly hispanic neighbors) was that it was some kind of school.

Staff attempted to explain that wk:le they teach the residents skills, itisa _
home and not a school. Nei felt comfortable about the home becatise or
the openness of the staff and the residents and that the inhabitants spoke
Spenish. Residents gradually beceme known to the nei rhood merchants
and to other people living in the area. The residents all became active in the
church down the block, which further aided in community integration.

The management service was responsible for hiring staff, staff training
and the financial management of the home. They found it difficult to obtain
enough seed money to hire staff and pay for the other necessary activities
required for opening the home. They deferred management fees so that La
Plaza could pay for staff and other necessities. Tlis is in contrast to how
funding through DMR now works, which is to hold tc a negctiated budget with
12 monthly payments, despite whether the census is at capacity. This insures
that there is enough money to pay staff salaries and other fixed costs.

La Plaza went through the normal liceasing procedures. There were no
issues around adaptive environmental changes since the clients had no or
minor mobility problems. The bedrooms are on the second ana third ficor with
steep stairwells and the residence could not easily accommodate persons with
serious mobility problems.

All clients are in day programs. On weekday mornings there are often no
staff in the home. During weekday afternoons and evenings thare are usually
2-3 staff, with one overnight staff every evening. There are usually two staff
persons on during the weekends.

Transition Planning

Identification and Selection of Clients. Four men and two women live
at La Plaza. Like other community residences, some residents came from the
community and 8 from institutions. At the time La Plaza opened, the
provider approacL. institutions and community agencies about placement of
clients in the new home. According to the management sexvice, it was difficult
to locate enough hispanic referrals to fill the home before the home was
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supposed to open. There was the sense that hismnic families arg more open
than other families to kecping their family member with a disability at home
both because of a more accepting attitude toward disability and because of a

distrust of the "systeni." Interviewees also mentioned that coordination

roblems among La Plaza, the management company, and referring commnunity
ggencies may. have contributed to the delays in achieving census. In addition, it

wisﬁpereeived by some interviewees that it was difficult to get referrals from
DMI: case

managers, Posaib because they genorally don’t speak Spanish and
as a result it is more uifﬁculltyto deal with thge'?amﬂies.

Once the individuals wsze identified as potential residents, there seemed to

be enough information:communicated in order for evaluation and transition to
take place. The housa manager at that time had previously worked at a day
program and advocaied for some of the clients she knew in th» day program to
move to La Plaza. Eecause she was hispanic and bi-lingual, it was easy to
communicate with fawmilies, Fat difficult in some cases o convince them that
community living would be & positive step toward independence and adult
functioning. Some of the clients were from the immediate or nearby .
neighborhoods, which helped some families to allow their family member.to
move to the home.

Raphael (not his name), a 26 year old resident, moved into La Plaza in
May of 1985. Raphael had been living at home and was attending a local day
pro working in the sheltered workshop. Anna, Raphael’s mother, was
working and finding it difficult to coordinate their schedules. There was often
nobody to be at home with Raphael at the end of his day and in the evening.
Anna also felt that he didn’t have enough contact with his peers and she could
not spend much time with him because of her long work hours. Raphael’s
siblings were all married and living in their own homes.

The social worker at the day program was aware of Anna’s desire to have
Raghael move to a community residence loug before La Plaza opened. Raphael
had been on a waiting list for a community residence for several years. The
social worker knew of openings at La Plaza and filled out-an application for a
level of care assignment from the Regional Eligibility Team (RET) and a
referral to the management company. Kaphael was assigned a functional level
3, which was compatible with the level of structure within La Plaza. La Plaza’s
house manager knew Raphael from the day pro and could advocate for his
admission to the home. Althcugh the Regional Eligibility Team assigned a
level of care to Raphael, he was esgentially a client unknown.to D
according to his current DMR social worker. The placement and transition
process for this resident was therefore-much more informal than the processes
other clients were involved in. This type of informal process no lcnger exists
bec%use DMR now identifies all potential clients for movement into community
residences.

The decision to have Raphael actually move out of his own home was a
very stressful decision for the family. When Anna was told about La Plaza, she
visited the residence several times with members of her family. Anna was glad
that Raphael would be learning bus routes and other independent living skills.
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She was comforted by the fact that the staff were primarily bi-lingual and bi-
cultural, and that the location was in walking distance of her home. Anna felt
Eﬁr son would be I;a:c; ted at La Plaza. Rapl:l;el mted'the_hglzxﬁe aady stayed

ere overnight. za staff, management agency staff and ¢ program
social worker decided that Raphael would be an appropriate residentat La
Plaza and he was accepted for admission. Raphae] and Anna were inviled to
attend the OPS meeting. At this moehng,oﬁ;n hael’s service needs anc: goals
were discussed with direct involvement from Raphael and his mother.
Arrangerients were made for Raphael to continiue {0 see the same neurologist
for his seizure disordér, to see the dentist down the street from La Plaza, and
to continue in the same day program. Raphael has. ent family contact and
his mother is warmly received by the other residents when she visits.

Amelia, a 39 year old resident who moved into La Plaza in February of
1986, is a class member. Amelia had lived at Mansfield from 1971 to 1982. Her
family Fad not been abie to cope with her behavior irpblem,s. After leaving
Mansfield in 1982, Amelia lived in two other group homes. Home A, the group
home Amelia was living in prior to meving to La Plaza was closing, and she
needed a-new placement. In addition, Amelia’s mother was unhappy with her
placement at Home A, as was Amelia’s DMR social worker. They both felt that
it was an inappropriate placement for Amelia, as the other residents were
aggressive, the hom~ served too many clients, and there didn’t seezu to be
enough supervision. They felt her appearunce and hygiene werr; not being
adequately managed at Home A.

Amelia was considered @ priority client by DMR, because of her class
membership and because her current living situation was ending. Amelia was
identified as a client appropriate for La Plaza by DMR. Her social worker
believed that Amelia had the potential to function in a supervised apartment
setting, but no apartments were available. The next best alternative was to see
how she would progress in a six bed placement.

Amelia’s mother and other relatives visited La Plaza and had the
oiportunity to meet with staff members. Amelia spent a weekend at the home.
She was pleased to be with-other hispanic persons and be able to eat Puerto
Rican foods and sB:ak Spanish with the other residents. Amelia’s family wae
pleased that Amelia would be living much closer to their homes and that she
would be with other hispanic people. They agreed to her placement at'La Plaza
and along with Amelia, attended ar OPS meeting where services and goals
were discussed, Amelia made the ifansition to La Plaza’s-medical and dental
providers, and stayed at her current day program. According.to those familiar
with the process, the paperwork between DMR and -Home A was coordinated
well, and the administrative transition was smooth.

Staff from court monitor’s office came to interview Amelia and La Plaza
staff approximately 1-2 months after Amelia’s placement. The plan had been
to place Amelia on a supported work crew at her day program, but this move
was held up until it was felt she had adjusted to her new placemsnt at La
Plaza. The court monitor urged that Amelia be J)laced on the work crew and
stressed that this should occur when Amelia had adjusted to her new home.
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Amelia’s move to the work ¢rew from the workshop was made successfullygbpe
month after her'move to La Plaza. Amelia has family contact, although it is

less frequent since her mother passed away.

Process and Events. Raphael and Amelia moved to La Plaza in the days
before the existence:of the transition checklist. Raphael’s placement-and
CoruETing Amon the Gat OPm: bl ok bOE e et eaton

among the day program, his mother who requeeted placement, an

LaPlaza, It ispgnc!ear exgctly what role DMR played in:Raphael’s placement.
In terms of transition documents, Raphas!’s file contains the-day pro ram’s
application for community glacemant to DMR, the RET assignment sheet,
medizal information from the time of the transition, and an GPS dated one
g:%%z aﬁ;;x; gaphael moved to La Plaza, ‘Thisﬁ?ufl’s;.ﬂeéﬁn \;rgsatteRr;did 'bly

a , management agency staff, a consulting psyc ooFmt.’_ phae
and his mother. There are a]as%e records from the day provider documenting
Raphael’s abilities and areas of needed improvement and goals, as well as the
psychologist’s report and medical information.

Amelia’s-yrocess of transition was more formalized that Raphael’s,
perhaps due to her class status. She was identified by DMR as appropriate for
placement at La Plaza, and her DMR social worker was involved in the
transition process from the previous placement, -Amelia’s file indicates that the
ID team met in November of 1985 with Amelia and her mother to discuss a
change in her placement from Home A to another comimunity placement,
pow!bly La Plaza. The ID Team conference gave approval for J:lacement in
January of 1986 and assigned a placement date.in ebruary, 1986. There are
copies of letters to Amelia and her mother from DMR dated February, 1986
regarding Amelia’s move to La Plaza. In addition, there are records
documenting Amelia’s visit to La Plaza before moving in. The discharge
summary from Hore A by the DMR social worker in January, 1986 documents
the reasons for the move and recomniendations for.services. The court
monitor’s records coitain a letter dated January 1986 agreeing to Amelia’s
i)lacement; but stressing the importance of a supported work placement, a
etter dated February, 1986 from the case manager saying that she recognized
the need for a stigported work placement but aiso the need,for time for Am:lia
to adapt the residence; and a letter dated March, 1986 fron: the court monitor
commending Amelia’s placement on a supported work janitorial crew.

_Availability of Services. Both Raphael and Amelia were to remain with
their pre-placement day providers, thouél&melia moved from the workshop to
a supported work placement. Both Amelia and Raphael participate in religious
services and other activities at their local church. Both residents participate in
group recreational activities with the other residents at La Plaza, and in
activities sponsored by the day programs. Residents have travelled on group
trips to Puerto Rico and other cities: The home maintains a photo album
documenting i:ese activities. They are both able to use the bus and travel
independently, as well as shop at local markets, and so forth, Both see a
dentist whose office is within walking distance of the group home and they are
seen at the loesi hospital’s outpatient clinic for medical services. Raphael is
seen vy a neurologist with whom he has maintained a relationship for many
years.
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The availability of mental health services to the Spanish speaking people
who are disabled is widely recognized as being insufficiext. Amelia has ha

need for special counseling regarding sexual issues, and finding:this help has
been difficult. Raphael needs speeciy thér:ﬁ services which are also difficult to

find for Spanish speaking:persons. Itshould be noted that both:Amelia and
Raphael speak English, but prefer to Mlﬂolk Spanich. La Plaza has attempted to
meet these needs with the help of DMR and the day.prograins, but Spanish

- mm’ . - ] m ”

% fessionals needed in the ized areas ,
unavailable. The La Plaze administrator believes that as her network grows
wider, it is easier to find allied professionals, although she believes that there is
a serious shortage. La Plaza contracts consulting services from the only
licensed spanish ipeakmg Ph.D. level psychologist in the area. Her time isin
great demand and she cannot-provide ongoing counseling.

Impact on Community Services

There doesn’t seem to be any evidence of significant impact on community
services. Local merchants and neighbors are aware of the La Plaza residente.
and watch out for them. This has been important in a neighborhcod beset with
crime. There have been incidents where residence staff have called the police
to come over and speak with some residents regarding the consequences of
stea'ing. There were occasions when a resident stole from stuff members.
Therx waz one incident where the fire depariment was called because of a pan
left on the stlg;ve and this resulted in some smoke. Thesﬁa inélildenti, d6
comparatively speaking, are minute in coinparison to what the police and fire
departments have to cope with as routine matters in this ne‘ighggrhood: The
residence has been broken into two times, but the break-ins seem to have been
stopped by the closing oif of the back porch to the alley behind the home. ‘
There is no indication of any impact on sanitation or public health services.

Current Status

Service Availability. As noted above, the main problems in service
availability are in those specialized areas where there 18 an inadequate supply
of Spanish speaking professionals. The area of mental health services is'an -
area of critical need because not only are.there few psychiatrists and
psychologists who speak Spanish, there are even fewer who speak Spanish and
also have expertise in the area of mental retardation. There is also a shortage
of professionals in other specialized areas such as speech therapy and sexuality
counaeling. The availability of general medical and dental services has not
been a problem for the residents of La Plaza. Amelia has independently used
the emergenc{ room at the nearby hospital or one occassion when she was
feeling unwell.

The day providers have generally been able to provide appropriate
programming for La Plaza residents. Amelia was placed in a competitive
employment situation for awhile, although this placement did not work out for
a number of reasons. Raphael continues in the workshop, and this is seen as
an appropriate placement due to his coznitive lirnitations. Both Amelia and
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Raphael seem pleased with their current work and living situations. Relatives
interviewed have stressed that La Plaza has truly become Amelia’s and
Raphael’s home, and they regard the staff and other residents-as extended
family members. Amelia hopes someday to have her own apartment, and La
Plaza staff encourage Ler growth in achieving this goal. .

. :Relations with immediate neighborhood. As stated above, many
neighbors and local merchants know who the La Plaza residents are, and look
out for them. Some neighbors may not know, however, that La Plaza exists. La
Plaza staff have :oncerns about the level of crime in the neighborhood, but see
the positive aspiscts of living in a hispanic neighborhood as outweighing these
concerns. The director would like to see fewer absentee landlords and more
owner occupied housing in order to ensure more stability in the neighborhaod.
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CASE STUDY 2

History and Context

This home is located in a mid-size town that is immediately.adjacert to a
major city in central Connecticut. It is operated by a private non-profit church
related agency. This sgency (referred:to as RA in this report.in orcar to protect
anonymity) sugoports‘ numerous group homes for persons with a range of
disabilities in Connecticut.and ancther wing of the organization provides
services for the elderly. RA also manages group -homes for other sponsorinig
agencies. The study home was opened in May 1986. Although the agency
headquarters are out of state, the executive office of the agency is in state.

The town is the site of at least five group homes for persons with mental
retardation and it supports other residential programs for other individuals as
well. There has been no history of organized neighborhood resistance to group
homes in this community.

Description of home and residents. This home.is the residence.of six
elderly persons with moderate to profound mental retardation. Two.psrsons
are non-ambulatory and together theresidents have a range of health needs
such as Alzheimsr’s disease, diabetes and restricted dié’s. Many residents had
previously lived in nursing homes and the court order spurred the opening of

this group home which serves only class clients.

H

The single level homeis on a fairly densely settled street in a residential
section of town. The home is:part wag down a block and is surrounded b,
other homes. Retired neighbors and familiss with children reside cn the block.
The neighborhood can be characterized as middle income, with | families
wot..ing in the public sector. The street is not far from the center of town
where there are nvmerous shopping centérs. A short walk brings one to a bus
line and the major:aospitals of the nearby city are a short drive away.

The home is quite attractive and is in keeping with the other homes on the
block. A ramp-adjacent to the front door is rather inconspicuous. A "driveby”
would not cause one to notice anything unusual about the home except for the
following features: a large plain.van that-can clearly seat many people is often
parked in the front; there are bedrooms where one might ordinarily expect a
garage; and on each occasion that this-researcher visited the home, there were
as many as ten cars filling the driveway and lining the street. No other home
on the block sports so many cars and the home can be clearly identified by their
presence.

The inside of the home has been substantially modified to accommodate
the residents in wheelchairs. I torways are widened, there are grab bars, and
shower stalls that permit a wheelchair to roll in. As.mentioned, the garage was
converted intc hedrooms. Extra exits were built, and the backyard is partially
paved and has a ramp to provide accessibility. There is a small office in the
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front of the home that contains a desk, records,’and a copy machine, Until
about a year ago, the basemént was used as an office for the day program. The
home is tastefully furnished and decorated and appears well-kept.

Site D2velopment/Neighborhood Entry

According to RA<administrators, they were approached by the regional
DMR office to:open a facility for elderly persons with mental retardation.

"because of their previous experience working with geriatric homes. Most of the

class geriatric clients had been institutionalized for a long.time and sc-had no
real "nexus” in that particular town. However, the home in this towr: was
chosen because of its affordable price, its proximity to commercial areas and
healtk services and because the home could be easily re:iovated to suglport non-
ambulatory residents. Administrators also apé)reciat.ed the spacious backyard,
the-flocr plan, and the quiet street where residents might be able:to take walks.

There wes no notification to neighbors about their intention to buy the
home. Upon purchase, however, RA administrators visited neighbors,
described who would be living at the house and invited neighbors to a meeting
about the home. Although:some of the neighbors’ concerns were allayed at the
meeting, others describe the forum as a generally negative experience.
Administrators report that they follow a policy of not "apologizing to
neighbors" for moving in and of not "asking neighbors permission” but rather of
observing a "good neignbor policy" which is accommodating to neighbors’

requests and complaints.

Neighbors, however, describe the cdministrators as "having a hard nosed
attitude’ and "no flexibility." At the meeting, the administrators described the
rights of the residents-to live in the community and the state statute which
protected the opening of homes, .According to neighbors, the residence was
presented as a "fait accompli® and the neighbors felt frustrated that they had no
recourse about any of the plans for the home. Moreover, neighbors resernted
being made to feel that they were "ungracious" for posing their questions.

Subsequent to the meeting, one family contacted the town courncil and,
state legislators. Elected officials confirmed that the state statute prevented
any reversal of the plans for the home. Feeling defeated, the neighbots most
anxious about the home did not pursue any organized resistance. During the
months of renovation, a town council meeting was held to discuss whether this
town was being unfairly targeted for community development. ‘Regional DMR
administrators attended this meeting and noted that only two families from
Oak St. (name changed to protect anonymity) showed up at the mesting, and
they did not vccalize any opposition.

Ensuing fmblems The actual opening of the home in May 1986
roceeded -without incident. The real problems with the home came during the
irst year or so of operation. As one neighbor described it, they were not

anticipating any problems, the problems themselves emerged. One of the first
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was the ramp that was built. By all accounts this ramp was larga‘ ugiy and
terribly con?iimow. As one mismber of the service system d 1t, "the
ramp could doek the‘QE II." Neighbors began to file complaints with town
selectmen ar state officials. As it turned out, the ramp violated some town

zoning ordinances. In fairly short order the-tamp was removed and the present
attractive ramp was built.

Over the followir g 7ear a series of neighborhood complaints arose over
what can be best described as a breach of community norms.and common
cou.rtea;.' Many of the complaints centered'arund actions from the staff of the
home. For example, neigh%ors describe that the shift change at 11 PM would
be accompanied bioblaring of horns from cars of persons who came by to.pick
up leaving staff. Loud conversations and the shining of headliglits would
disturb neighbors. A bright spotlight would be!left shining on the driveway
throughout the ntight. During waking hours the staff would on occasion play
loud music from the bac Nei, rs repor’ that were these the actions of
bothersome teenagers they would be inclined to call thepolice, but the nature
of the home made them reluctant to do so. On one occasion a neighbor
reported that a staff member engaged in a loud and angry argument with
another person in front of the home. This time, neighbors did call the police.
Neighbors describe staff as treating the home "like.a workplace” and not like
their own home. '

It iz not insignificant that nearly ell, if not all, of the direct care staff and
the house manager are people of color, whereas all of the, residents are white as
are most of the surrounding neighbors. One agency:supervisor wonders
whether the lack of communication about preblems between neighbors and -
staff carwbe attributed to this fact. It may-also be significant that many of the
staff members appear to be former employees of nursing home facilities which.
could no doubt generate a different set of expectations ahout the work piace.

However, the problems with this home were not limited to staff
inconsideration. According to neighbors, in at least the first year of operation
the grounds of tke home were kept poorly. Lawns were allowed to overgrow,,
leaves remained unraked, and there was occasional litter. Attractive flowering
shrubs were cut down and the staff did not seem to be knowledgeable about

. shrub and tres care. According to neighbors, a work crew of persons with

mental retardation was used to keep up the property, but their services were
unreliwle. A cement post that was placed in the backyard and then not
utilized was.ever pulled out. To one neighbor this demonstrated the lack of
caring that the agency has for its property.

Probleras around parking also surfaced. Immediately evident was the
extraordinary number of parked cars and visitors to the home. Particularly
disturbing, was the initial practice of parking cars on the front lawn.
ggighbors report that some staff persons still park facing in the wrong

irection.
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The most disturbizig aspect of the home, however, is the presence of one
resident who habi screams. The screaming is d@gribod—mexghbors as
being at the top of the lungs'and g_oix;g:q for hours at a tiine, throughout the

, and sometimes in the middle of the night. The screaming is loud enough
to be heard by neighbors across the street and it disturbs outdoor recreation.

Responase to problems. This series of problems spurred numerous L 2
complaints by neig’hbors to the agency, to tie DMR regional office, and -3
occasionally to town and state officials. As mentioned, the

problem with the ramp was fairly Tuckly resolved by its replacement with the

present atiractive ramp. The problem with staff inattentiveness to community

norms required greater attention. Az one RA supervisor noted, an "education E
process” was necessary to train staff about making noise and other- _ o
considerations involvin nei%bors. He said that 1t takes about a yearto get a .
residence "under control” with all problems worked out. A top administrator

acknowledged that in the beginning there were some "management problems”

which have since been solved by more careful screening of direct care staff.

Care is now taken not to disturb neighbors during shift changes. The bright

spotlight on the drive was removed and driveway lights are not left on all )
night. There have been no further incidents involving staff arguments. Staff o
are now instructed not to park on the lawn. :

Neighbors report that property upkeep has improved although occasionally
‘e lawn goes unattended for awhile. The supervisor reports ga g
concerted effort to keep the property in good condition. e

The problem of the screaming resident is more intractable. Neighbors
report have gone to the home and inquiring whether this resident could receive
medication that would ameliorate the problem. According to them, the staff
responded by saying that the state did not permit them to administer such o
medication. The neighbors made numerous complaints, wishing to be able to 5
disturb administrators in the middle of the night as they had been disturbed. '
The agency did respond b’ly moving the-bedrdom of the offending resident to the
other side of the house. To reduce noise during the summer, when open
windows exacerbate the problem, an air conditioner was installed. In addition,
RA staff instituted behavioral programming, which according to them
substantially reduced the yelling. ®

The agency also responded to neighbors concerns by trying to open
avenues of communicaticu. A supervisor, hired after the opening of the home,
has made direct contact with nei s, encouraging them to with }
problems. He gave them his card with his beeper number so that he could be L 2
contacted at any time. Administrators report installing a "good neighbor -
policy” designed to establish friendly relations with neighbors by being
sensitive and responsive to needs. :
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Transition Planning

Identification and SelecSion of Cliets. It was the Mansfield litigation
that spurred the development of this home. Under pressure to establish
community residences for class members residing in nursit.g homes the region
:gxt s for the establishment of a six person group home. RA had an

lished t;)tﬁg. and mnlegedu the provi{lﬁ:.v The site of the home
was approved According to regional staff, they are currently more
active in the selection of the site of homes than tliey were wien this home.was
developed. The foremost consideration in approving a site is whether the town
will be unduly saturated by social service facilities, rtedly this .
determination is made informally by consuiting with the Department of Mental
Health on the numbers of homes opened or planned for in the t:ﬁ:tarea.
Sccondly, sites are checked to determine whether they comply with the "1,000
foot rule.” Last but not least the home is evaluated to ascertain whether the
needs of the residents will be met including access to services, ease of
rer}ggﬂdzion to support client needs, and other considerations such.as proximity
to ily.

At the time of the opening of this home, DMR regional staff had alist of
those class mer :bers in their region who required community placements. Case
managment staff were familiar with the clients who were in nursing homes.
They knew that the home would be renovated to support two residents who
were non-ambulatory. According to administers at RA, DMR p. a list of
about ten names of persons recommended for placement. RA selected the
six residents according to age, appropriate distribution of functional abilities,
the desire of the person to live in a group home, and discussions with i
and transitional team members.

One of the nursing home residents who was proposed for placement and
later accepted by RA was Harry (a disguised name). Harry had expressed an
active desire to move into a community facility. Specifically, he wanted to have
his own room and possessions; perhaps a pet, and the opg)rtunity to do some
gardening. At team meetings held in the nursing home, Harry agreed to move
into a community placement and his OPS registered this as a goal.

Harry had been a resident in an institution since 1939. In 1969 he resided
in a boarding home for ten years until he was transferred to the nursing home.
There he was identified as an appro%riate person for the new geriatric group
home. According to his records, at the time.of his transition, Harry was obese,
was on psychotropic medication, and had a chronic skin disorder. Harry has
good verbal skills and a number of community skills. Harry grew quite anxious
after he moved, frequently expressing his concern that he would be moved from
the group home. His behavior resulted in an increase in medication. Presently,
Harry is hospitalized with a serious illness. This will be discussed later.

The second resident studied here is Janet. Like Harry she had spent
decades in an institution and was later in a nursing home when DMR staff
selected her as an appropriate person for the new home. Janet is non-
ambulatory, with almost no verbal skills, She requires extensive assistance 'n
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self care activities. She is nonetheless alert and attentive and able to make
some of her wishes known through gestures.

Process and events. Harry’s transition begins when he was first.

mmachedabout moving to am home while living in‘the nursing home.

is was documented in an OPS. ‘At first reticent about moving, Harry grew
accustomed to and then enthusiastic about the idea.,-At the time that Harry
and Janet made their transition, little doci:mentatio.i was require? from the
court monitor’s office. The office does have a record of "transitional meeting
minutes” which were then required by the region.. The minutes identify
members of the {ransitional tiam, Harry’s strengths and needs, and activities
required for tha transition. Aceorémg to his then case managsr, Harry visited
the home on several occasions prior to his move.. His record contains
evaluations that were necessary and level of care determinations. Regarding
access to-health services, at the time of the transition team meetings it was
slilmply stated that the group home provider would secure these services prior to
the move.

Subsequent to the move there was some correspondence with the court
monitor abeut reducing Harry’s medication level which .was finally
accomplished. Letters from the court monitor also addressed the ongoing
presence of an office in the basement of the home that was used by the day
prograin staff, and concern that this office was not.accessible to residents. For
the first year of the home’s oIperation, day programming was done by another
agency on-site at the home. 1t took about a year for the day program to open
its own facility. Presently all residents are" rted by the group home van
to the "Opportunity for Older Adults” program which is designed to serve
elderly persons with mental retardation. .

The OPS subsequent to Harry’s move describes his successful adjustment
to the home and a letter from the court monitor commends the RA facility for
providing "model transitional planning." His former case mana?!r feels that
the numerous visits were especially helpful in prepc-ing Harry for the
transition and his present case manager feels that Harry has benefitted
substantially from his move. He has taken enjoiy]m'ent from his own possessions
and has made frequent use of community ci:urch and recreational
opportunities.

The process surrounding Janet’s move to the residence did not differ
substantially from Harry’s. She was identified in an OPS prior to the move as
being appropriate for a community based facility. Her DMR nurse/case
meanager was familiar with Janet and su her as a good candidate for the
home. Just prior to her move Janet received a "notice to resident of transfer"
which describes her n"]ghts in the process, A transition meeting is described in
the nursing records. Janet was visited by the RA agency staff and was accepted
for placement.

Janet’s advocate describes the transition process as going "reasonably
well." The advocate was adequately informed of events. Subsequent to Janet’s
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advocate and case manger (like. , Janet has no significant family
involvement) feel that Janat has bénefitted greatly from the move. The
advocate describes "a whole 18w world opening up for her.” She now has her
own clothes and personal possessions that shﬂm' e great e ent.in. A
recent cataract operation restored her Vﬁmpmredvmon. &ér case manager
spoke of Janet’s obvious enj tof a Christmas party, where after kicking
to the d&unc, she seemed like she was just about "to get off her wheelchair and
start dancing."

Janet’s advocate was also satisfied with her transition to more age
appropriate activities. Janet-had been in the habit of glwaga carrying with her
a particular doll. After her move, staff slowly encouraged her to relinquish her
doll in exc for.carrying a pocketbook.. After some months of living with
many perso ssessions, especially her own jewelry, Janet was able to let go
of the doll. Although Janet’s advocate thought this transition was handled
well, Janet's case r expressed some reservations about the change,
explaining how the doll had a lot of personal significance for Janet.

Service availability. Although all group homes are ﬁmxed ired to
demonstrate &ccess to services in order to be hg:en_s“éd by DMR and
subsequently opened, this home was opened when some services were not yet
stable. Nursing services, in particular proved to be a problem in the first year
or so of the home’s operation. DMR nurses and visiting nurses were used until
RA was finally able to secure their own nursing contract: Even then, there was
significant turnover in nursing staff until RA raised nursing salaries.

In the first weeks of the residence, accessibility to other medical services
was also a problem. Staff members report going through the yellow prages and
making numerous calls until some general practitioners and specialists agreed
to take on the residents.

As mentioned, the court monitor was involved in making sure that
reductions in psychotropic medications were made. The court monitor was also
involved in overseeing that an adapted wheel chair was secured for Janet. Her
advocate finally submitted a "programraatic administrative review” after some
months had lapsed ar  an adapted wheelchair was still not obtained.

Although a day program was immediately available to the residents upon
transition, it consisted of programming within the residence. As mentioned,
this continued for about a year until the day program opened their own facility.
Again, the court monitor’s office was involved regarding the inappropriate
office space in the basement used for the day program.

Another problem that beset the residence upon opening was direct care
staff. Although, there was adequate staff, there was considerable staff turnover
until recent parity legislation increased direct care salary. Another initial
problem was that direct care staff was not trained in transferring clients (e.g.,
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from wheelchair to bed, etc.). That has since been resolved. All told, it took
some time before the residence had established a full complement of
appropriate services. )

Impact on Community

Fire. On the whole.community service providers report no adverse impact
of the group home. The town iire marshall is aware of the home but has-
received no calls or complaints about it. He does a yearly inspection of the
facility. Other group homes in town have occasionally pulled's-false alarm but
that has not happened with this". 1ome. The fire marrhall repor:s that fireman
take special precautions when they know they are dealing with a residence of
persons with disabilities.

Police. A computer search of police calls in the past year involving the
home'shows "a pretty clean report.” There were five incidents in total
involving: two medical related calls, one car lockout, one "suspicious
circumstances", and cne fire alarm. This is described by police as having
-ninimal impact on their service. The police captain did not recall any incidents
involving staff,

Health. The town health inspector makes yearly visits to the home.
Aside from the parking prok.lem she finds that tge home makes no-adverse
impact on municipal services. In fact, she describes the senior citizens in the
home as having proportionately less impact on services than do other senior
citizens in town. Other senior citizens reciltﬁre special public transportation
arrangements whereas the seniors in this home rely on the house van.
Regarding parking, she suggested that meetings are held elsewhere and/or
visits should be staggered.

Real estate. Since the opening of the home, two properties (one adjoining
and one opposite) went quickly on sale. Both neighbors and the house manager
attribute this "panic selling" to the presence of the group home. However, there
are conflicting reports as to who sold because &£ the home and who sold for
other unrelated reasons. The properties were sold without any undue Jelay
and apparently at no significant ¢rop in property vaiue. The home that was
sold next door to the group home was bought by a young couple with two
c?itlgrel;:l They were unaware of who the residents were next door at the time
of the sale.

One real estate agent in town reports that he is unaware of adverse
impacts on property values because of group homes, however he treats sales
involving group homes as "unique circumstances.” In one instance where he
was selling a property one lot-away from a group home under construction, he
found that he was asked by prospective buyers to explain the unusually large
and seemingly commercial residence that was being guilt. (A multi-car garage
was being built in the rear.) He shared the little that he knew about the home
and he felt that the information may have dissuaded some buyers. Eventually
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the home sold without incidént but perhaps at somewhat leas than the-full
market value. This agent felt that it wasimporiant not.to renovate hores so

that they are conspicuous on a drive-by. He sted that tentions-with
it “"reached out" to neighbors so

neighbors would be eased if mtép kome offisia

that neighbors felt like they a say in the matter” and were well informed.

Zoning and planning. A member of the zoning board who wss
contacted for thisj:tudy ‘had "received a lot of complaints” about the.-RA home.
He received calls about the ramp and about noise \m.nT shift changes late at
night. He attributed problems to "low-cost help.” Unable to do much from his
position, the official "tried to make concerns known to state people.” This
zoring board member expressed irritation at having no leverage over-the state
statute. He felt that DMR and private agency staff should e a greater
effort to contact and inform town officiais about plans regarding group homes.
"A spirit of cooperation (with the town)-wvould be greatly appreciated,” he said.

Commercial and recreational services. Regarding commercial
services, this home had at first been using commercial suppliers of food and
household goods. They found this to be unworkable and they now use local
supermarkets. They also frequent other local businesses such as the hardware
store and tailors.

The residents a1lso make frequent use of the town generic senior citizen
center. They have attended dances, bingo and other evénts. Residents have
also done some volunteer work at the center and other members with.
disabilities from group homes have helped-with tlie "meals on wheels" program.
The program director of the center is wéll aware of the residents and feels that
they have made no negative impact on the center services and stie ha:: had to
make no special accommodations for them. "They come like everybot’ / else."
The other seniors at the center seem to accept the residents and she hias
received no complaints about them, Her only concerr.”’; that sometimes it
seems that residence staif "deposit" the residents for.a few hours, when they
have nothing else to do, for activities that they are not appropriate for. She
describes one instance where a job fair was being held at the center and
businesses were interviewing interested seniors. The residents were brought
there even though she felt they had no real interest in employment.

Current Status

Access to services

Health services. After some time, the difficulties in securing health
services were largely resolved. RA now has nursing consultants on board and
the supervisor feels that schedule flexibility and autonomy has helped keep this

ition stable. With some trouble thez have found a local general practitioner.
ome residents have Medicare;parts A

neurologist with a good reputation that accepts Medicaid was found at the
University of Connecticut. Other health specialists have been secured and the
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staff have relied on the hospitals of the nearby city. There have been no
problems with emergency medical services.

There was however, a very substantial problem obtaining dental services.
For ovér a year the{‘ﬁould not find:a dentist who would hoth accept. Medicaid
and the residents. The agency supervisor rego’rta that through his personal
connections, tha,g were ly able:to find a dentist in a town about 10-15
minutes away. To keep the dentist, the supervisor is scrupulous about keeping
and being on time for appointments: He has also invited the dentist to dinner
and to do inservices at the home on dental hygiene for additional fees.
Nonetheless, the supervisor feels that when he himself leaves the agency the
dentist will stop serving the residents.

Another substantial problem was obtaining psychiatric and %{sycholo ical
help. Here the specific issue is insufficient reimbursement from Medicaid.
Again, both services are now in place buit agency staff attribute that to their
own personal regsources prior to employment at RA. They don’t think that the
psychiatrist would take on any new cliente and special care is taken to make
sure that those services are retained. Moreover, the supervisory staff feel that
whgél tltlgy leave RA the mental health professionals will also stop serving the
residents.

" Physical and other specialized therapies continue to be difficult to get.
Presently, they receive pﬁysical therapy from a DMR regional employee. This
person, however, does not do hands-on work. DMR also provides some
behavior consultation. Two residents have behavior programs for occasional
aggressive behavior. Their program also retains on contract a-nationally
known psychiatrist specializing in dual-diagnoses clients.

Staffing. Presently, during peak activity hours the staff to client ratio is
one to two and one to three. The home also supports two awake overnight
staff positions. The house manager is present at the house during daytime
hours. The staff ratio is aglegsuate with the exception of one resident who has
Alzheimer’s disease and needs constant attention. It took some time and a
great deal of effort before RA was able to secure funding from DMR for one to
one staffing. Turnover of staff was acknowledged to be a problem in the first
year of the program. Since then however, parity wages with institutional staff
were e¢stablished and staff turnover has stabilized. As mentioned nearly all of

ghe staff are people of color and many come with prior experience in nursing
omes.

Social/recreational activities. The residents of this home frequently
attend events at the local generic senior citizen centers. They also often go to
local restaurants, movie houses, and shop at local malls. One neighbor
commented that the residents could often be seen carrying their lunch bags

.

onté)hthe van for some sort of trip. The agency, they commented, "keeps them
on the go."
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Harry in particular Lias-attended the theater in Hartford and professional
sporting events. He atterided a senior citizen danca at the local high school
where a %hoto was taken of him that was published in the newspaper: Harry
and another resident also went to the church sponsored cagns-dg‘ring the
summer. Church is an important part of Harry’s life. An old friend takes
Harry every Sunday to church service.

All members of the home a‘tend the "Opportunity for Older Adults"
program which'is designed to be a day program for retired adults. This
program also involves the residents-in cont dunity‘outings and social events.
As mentioned for some time the day program was held in the residence:
Presently the day program is "five minutes away" from the residence, A daily
log keeps pro siaff "in touch," and the dayprogram submits evaluations to
and attends the yearly planning teams: The current program director reports
seeing a lot of progr:ss in the residents over the time they have attended the
program.

Guardianship/family status. Ncither Harry nor Janet have active

family members. Attempts have been made by case managers to involve family

members. Both have an advocate. Although family members have been used
as limited guardians for the medical gurposes they are reluctant to sign up for
full guayglianship because they fear that they may become financially
responsible.

Although there has been some turnover in Harry’s advocate, Janet’s
advocate has been involved with her for many years and takes a very active
role in overseeing program services. Although Janet’s advocate is on the whole
satisfied with service provision, she speaks of.the difference between
community pressnce and community participation. Whereas the group home
has succeeded in the former, the latter would involve the participation of Janet
in community organizations and events chat are taken for granted by other
neighborhood citizens. Janet is fond of children and the advocate would like to
see her volunteer in a day care center. The advocate also notes that Janet has
some trouble with one of the other residents. Whereas most otner persons
ha:e choice over who their roommates are, Janet does not, "she can’t move
out."

The advocate was also instrumental.iziseeing that the adapted wheelchair
was finally provided. She recalls.thai'the DMR regional office reportedly never
received her first programmatic administrative review (described in Appendix 3
of this report) for:the-cilair and a second request was necessary with continued

- follow-up. The-advocate would like to see Janet receive more -physical therapy

but understands that it is very difficult to get these professionals. She not
that altiiough the residents attend .prorﬁ-]ams through.the Parks Department,
ofient these programs are segregated. The advocate supports continued
deinstitutionalization but feels that greater expertise is necessary because
persons with greater complications will be coming out. On the whole she
thinks there needs to be increased orientation of staff tv normalization
principles and client rights. Although the group home is a vast improvement
over the nursing home, this advocate does not feel that the nursing home is an
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appropriate yardstick for measuring services.. Rather one should ask, "Would I
! be comfortable here, is this a program I would like to live in?"

A very significant problem has arisen over Harry’s well being. He was
recently hospitalized and diagnosed with a serious condition. After treatment
‘he will require skilied nursing care. Adm/ssion %o a skilled nursing facility is
: especially unfortinate for Harry as he had expressed increased anxiety prior to
- his illness.that he may be transferred from his ﬁu > home, Although the
: ﬁ-oup home wants Harry to return, they would be placed a} financial risk if

arry resides in a skilled nursing facility for more than a few weeks. The
home has been successful in obtaining a respite client during Harry’s absénce
so that his placement at the home.is not placed in jeopardy. i

Relations with surrounding neighborhood. ¥From the outside it
appears that relations with the surrounding community have stabilized. The
agency, regional DMR office, and the state representative have not received &
formal complaint in the past year. Many of the earlier problems were rectified.
The two homes that went up for sale were sold:without incident. The home
sponsored a cook-out for the neighborhood this past summer and several
neighbors attended and relations were finally. Neighbors often see the
residents going down the street, especially in the summer, and they find.the
residents friendly and will return waves. A family with two children have
moved in next door to the-home. For the most part they report no problems
witl(li the home, and the children will occasionally go over and.interact with the
residents.

Despite this seeming acceptance of the home, closer query of relations

reveals persistent concerns and some.bad feelings among neighbors. The most
significant enduring &)lroblem is the screaming resident.. Even with the change
in bedrooms, air conditioner and increased staffing, this resident remains
audible to nzighbors, even to those livingndiagon y across the street. This is
especially the case in the summertime. One neighbor who is r~tired can hear
the screams throughout the day. Anotker finds that her time to relax at home
or in her garden is disturbed by the screams. A different neighbor, who had
moved in subseguent to the opening of the home, could not understand why -
anyone would be screaming so much and supposed that there must be some .
abuse going on in the household. He wondered whether screaminﬁ could be )
typical of persons with mental retardation and he also noted that he had heard ' )
staff members yelling back at the resident. The amount of screaming leads two
nelshboring families to ask why these homes are not placed in areas with more
land surrounding them. The homes on this block-are only a driveway apart.
Not epposed to commranity living per se, neighbors feel that increased acreage )
would eliminate distirbing neighbors with noise. Although neighbors have ®
ceased making acti*# complaints about this problem, they feel that the problem >
has not been adequately resolved.

Another enduring problem is the amount of cars parked at t.~ home.
During each visit to the home by this researcher, this home could be readily :
picked out by the number of cars that lined its driveway and street. This ®:
problem is exacerbated by the conversion of the garage to.bedrooms, the large
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- people" she findk their disehilities to be very "upsetting." As a result she says

in, numerous staff, and most et pecially by the practice' of holding meetings at
thie home. As one neighbor nqte’cﬂg!cthg; tons of cars parked:all along the street
makes it look like there is something special going on:there.” She wondered
whether the home is actually used as'a teaching/training center:.

There are remaining concerns3bout property upkeep. Although much
improved, the leaves may still be leﬁ*gpﬂkeg%gr_mme't:%le reculh%g in blown
leaves onto other neighbors lawne. ‘Several neighbors also noted the copious
amounts of trash-that, the home prodiices-an2 one pérson said he found an open
bag of trash cest way cut onto the far backyard of the group home.. In it was
evidence that the trash came from the:home, and in it also was an empty bottle
of liquor. This led:this ngfjghbor to:question the quality of the staff employed
at the home and reinforced his concern that staff were abusing residents.

This neighbor 2lso expressed annoyance about another property related
concern. One of the renovations included.changing the pitch of the land.
Consequently, there is some ruxoff of rainwater from the group home %roperty
onto the neighbor’s lot and'both properties can become very muddy in heavy
rains. This neighbor was. ap%roached by the house supervisor regarding the
construction of a treach' for the runoff and the neighbor gave permission to cut
down a few trees to-accomplish this. Since that time he has heard nothing
form the %-oup home. Desiring the trench to bé built, he wonders when and
whetter the group home will ever go through with these plans.

A less concrete problem is the impact of ths home on at least une
neighboring family’s sensibility and lifestyle. This reighbor finds that the
sheer presence of the residents "is very distressing and disturbiny." In the
summer, when members of both househc!s are out in the backyard, the
"incessant muttering,” occasionai scream::.g, and overall deformity of the
residents significartly affects one neighbor. .Because she "feels for these

that she often cansiot take her relaxation from her usual gardening hobby.
Moreover, the neighbors are-now reluctant to bring any houseguests out to
their backyard when the residents are out.

A similar problem is the enduring resentment of the home for placing the
neighbors into the ﬂogition of "feeling ungracious" because of their concerns
about the home. They don’t like having to call and make complaints. They
resented being thought of as "burdensome" and unneighborly persons because
of their complaints.- Although well informed of the rights of the residents to
liva in the community, they wondered why it seemed that they as neighbors
had no rights in the matéer of community development. As neighbors who
immediately abut a grouthh‘ome, they feel they receive the brunt of any
problems encountered. They remain urnconvinced that as immediate neighbors
their property value won’t be adversely affected.

. Neighbors also expreésed 'guzzlement over the amount of state money ]
being spent on the residents. They wondered vihetkor institutional care
wasn’t less expensive than the care received in the group home. Given the cost
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of one to one staffing; the numbers of paople who seemed tn be involved in the
home, they wondered whether tax dollars wouldn’t be more appropriately
spent on education than 6n persons who seemed little aware of their
surroundings. One neighbor "didn’t see the point" of teaching a resident how
to make a sandwich when there were 80 many other urgent social needs.

Although not specifically named, a need for-information and
communication was evident. As mentioned, one neighbor wondered about
typical behaviors and harbored concerns that residents were being abused
without seeming to know how or whether to verify these issues. .Other
neighbors were not sure whether there is any state supervision over the church
related facility. They.also wanted.to know whether it is true that, as had been
told to them by a staff member; the state does not permit the.use of
psychotropic drugs. Another neighbor wondered whether this wasn’t indeed a
training facility and what was the purpose of all the cars at the home. There
also were concerns about cost of.care and property value. During interviews,
this researcher, in some way seemingly connected to the state, was specifically
asked for informatiion about these issues. Although one neighbor had the
numberof the homé’s supervisor, it was clear that this neighbor wanted'
information from a source outsjde of the agency. They hoped that this report
n:la be aclll instrument by which some of their concerns are heard and
addressed.

On balance neighbors acknowledge that the agency has""made an effort"
and many initial problems are rectified. They feel that the agency (not the
residents themselves who are incapable of much social interaction) is trying "to
be gond neighbors." Some neighbors do support community development and
support the rights of persons with mental retardation to livein communities.
But the ongoing problems with the screaming resident, number of cars parked,
and property upkeep continue to keep community relations ambivalent.among
the closest - neighbors.
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History and Coriiext

~ This case study examines a private, non-profit, suburban, six person group
home in a medium sized community in a suburban town, adjacent to a mid-size city >
in southeastérn: Connecticut. Piedmont House, (not the realiname), is located next
to the business district of the town centar, and abuts the library, Lav-is on a street
consisting al.nost exclusively of large, statsly, well-maintained private residences.
Piedmoiit House is itself one of these lazge vesidences.

The developer of Piedmont House, AB (not the real name) is a long standing,
well known agency in the area. AB operates a large network Of day program
services as well as other residential facilities. AB purchased the property where
the home is now located in 1984. The town had originally purchased the property
in 1983 for the purpose of expanding town center parking. The town’s plan was to
demolish the structure and turn the protgerty:ihto a parking lot. The property was
located within the historic district and the historic district commission objected to
the destruction of the structure and'replacing. it with a parking lot. Some
members of the local neighborhood association also | to such a use of the
prognrty. The historic commission was successful in blocking the plan to create a
parking lot, but this left the problem of what to do with the property.

Site Development and Neighborhood Entry

The first selectpersoii, who'was on the board of AB, suggested that a good use
of the structure would be as a group home for individuals with mental retardation.
The town then offered the property to AB and to another sxibncy which also: :
developed group homes for persons with disabilities. Only AB was interested since
the other agency: was involved in developing another property at that time. The
idea of selling the property for a group home was objectionable to some town
officials, neighbors, and-other town citizens. Tlie concerns they voiced were
mainly about property values, parking for the residence and the continued unmet
need for town parking.’

/4B and the first selectperson met with the neighborhood association. A
presentatior/ was given explaining what a group home was, including a description
of what persons with mental retardation ware:like, and a discussion regarding
property vilues. AB asked for the support of the neighbors in pursuing the
development of the property. The neighborhood association decided to support the
development of a group home, though the neighbor directly next to the property
who shared a driveway remained quite concerned about the project. It should be
noted that among those in the neighborhood association was a couple with a child
with mental retardation. This couple enthusiastically supported the development
of the group home, and were involved in suggesting such a use for the property.
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Before the property was sold to AB, the proposed sale of the property fora
group home was a prominent issue in the town meeting over a period of several
months. The issues had a high profile in the local media. The debate centered
around property values, concern about the:selling price and attempts tosomakiow
use the propertértzr parking: Some J),ooplo aleo mentioned safety issues, AB,
along with the selectperson and a group of dedicated parents of AH clients
organized to gain support ifi the community for the group home. The{ laiinched a
‘phone cam ‘to make the community aware of the issue and to g:ﬁx\qupporb for
the sale of the property to-AB. A brochure was.developed by a public. one. :
snecialist which highlighted the desire for dgmup homies to be good:ne rs, and
provided information about persons with ewlogmintal disabilities. Parents came
to town meetings and spcke of the importance of having such homis, and voiced
their concerns regudinf wiai would happen to their children with disabilities.
once the parents were elderly or had passed avway. Finally a comproriise was
struck involving parking. AB was wrillihg to give a portion of the backyard, which
abutted the towrslibrary, to the town for th'e:ﬁu:posu of building a parking lot.
The'tcwn meeting eventually aivgroved this ,-and the sale of the property to
AB went through in the fall of 1984. The home was then named after a family
who had been particularly active in both AB and specificiiliy in the efforts to
_ support the home.

Major renovations were done.to the property.. The historic commission
re%uiregl that the mandatory second story fire escape be completely enclosed so as
to blend architecturally with the stru¢ture. Civic organizations supported. the
home by covering the cost of various aspects of the renovations. ngbi,
landscaping and a sprinkler system were donated amongst other iteins. When
renovations were complete, tha-home offered four bedrooms and two bathrooms om:
the second floor, and a kitchen, living room,dining room and staffiarea including i
nurses office on the first floor. Laundry facilities are in the basement. The home
is tastefully decorated and the upkeep of the property is scrupulous. There are

lagt;es on the walls of the home-izdicating information such as who donated
andscaping resources. Although this is understandable given the significant
generosity of ¢ivic %oups, it is outside the norm for home wall decor. When the
researcher visited the home, there were cars parked on both sides of the street in
front of the home. Because of the proximity of the library, business district and
doctor’s office, it wasnt possible to attribute the number of cars to tle presence of
the group home. In fact, the presence of two hour parking signs indicated that
overflow parking was expected in this area.

By the time the residence opened, the staff was on board and the staffing ratio
was two to four staff per six clients with one awake staff for overnight.

In November of 1985, after the residents had moved into Piedmont I%ouse,
neighbors and others in the community were invited ¢~ an open house hosted by
the residents, staff, and AB.
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Transition Planning

Two women and four men ranging in age between: 30 and 45 reside at .
Piedmont House. All are considered to have mild to moderate dissbilities, and one
resident is alsc deaf. At the time that-AB was plann%‘forthe residence, the
transition checklist did not exist. .AB daalt direc.ly with DMR case managersat
the regiqh‘al center and-<vith case ‘managers at other state institutions. As noted in
Case Study 1, DMR now idextifie/; a2} ¢Jania for community placement through a
regional office. AB wae very.con; arrod about the comiposition:of the residents of
Piedmont House. They hircd soineone whose specific task it would be to find out
the skills and habits of the residents co=iing from Southbury %School, and
to develop a ﬁuﬁpnnaire“designed.tbi’a_ﬁm'tl_z_e.rqidenb’ and family’s goals,
preferences, dislikes'and concerns. This task was to be slated for the house-
manager, but she had an accident beforr this process was to occur and never
returned to the position.

Jane (not her real name), a 36 old resident, moved to Piedmont House i
from Southbury Training School. She had lived at Southbury from age 5 to age 33. E
Jane’s family remained in contact with her through the years. Jane’s admission ’
and transfer process to Piedmont House began when her case manager at
Southbury tgut her name on the placement coordinator’s list. ‘She lived in a
cottage with 25 - 30 other women. Jane was quiet and her case manager felt she
needed a smaller setting where she could get more individual attention. AB had
notified Southbury of an opening for a woman at Piedmont House. A referral was
sent to AB and the Kegional Eligibiiity Team was sent an application to assign a
level of care. An AB staff member was on the RET and he gea.me aware of Jane.

Jane was assigned a level 2, consistent with the structure to be offered by
Piedmont House. The Southbury case manager sent AB an information packet on
Jane. One concern that Jane’s Southbury case r had was that Jane’s
family lived out of the region. She was worried that there would not-be enough
opportunities for family contact. At the time, clients could be placed outside their
home region, but this is no longer true.

. Prior to selection for admission to Piedmont House, the Southbury case
manager brought Jane and her mother to visit another AB residence and the
workshop at the day program. Jane’s mother was very concerned about Jane’s
adjustment to a community residence because Jane had lived aimost her entire life
at Southbury. But Jane’s mother was becoming unhappy about the cottage Jane
lived in, especially because of safety issues. She believed that there was little
respect for her daughter’s possessions, and that upset her. After Jane’s mother
saw the comnwunity residence.and the workshop, she became more enthusiastic
about the:idea of Jane moving ouit of Southbury. Jane and héer mother were
intervievred along with the Southb. ry case manager to é:)rovide information to the
AB admission team. AB staff made additional tngs to Southbury to observe Jane
and speak with the staff there about Jane. Jane had a pre-admission physical and
was accepted for admission to Piedmont House in September of 1985 and she
moved in at the end of October, 1985. Jane’s mother was unable to attend the
introductory meeting of clients and their families held at the town library in
September. Piedmont House was not opened as of September due to construction
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dﬁla , and AB held the parent/client meeting at the library, directly adjacent to
the home. : )

Karen, a 30 year old resident, moved to Piedmont House from her family’s
home. Karen had always lived with her family.in a néarby community: Karen’s

Karen’s mother’s health was deteriorating
‘ _program for many years.
S : : m Hétl{u :
understand what was happening. The family.follows ugl: with thi
a group home with peers. Karer; had been in respite care on weekends from time

mother-was concerned about her daughter’s recent withdrawn and: ]
oehavior, and was having trouble coping with Karen’s resistance to her authority.
" ! oralirig and she was worried about what would

g:axg‘)eq to Karen if she could no-longer care for her. Karen’s mother consultad AB
» where Karen had been attending the workshop day- 1

AB staff suggested that the family and Karen see a:psycho _

suggestion, and after two years they dm&dthut&n;hm:be ppier living in

to time at another-parent agency residence. It was clear to her mother that Karen

enjoyed spending time with her peers and being more independent.

Karen’s mother had mentioned her desire to place her daughter to Karen’s
DMR case manager. The DMR case manager met with Karen to talk about moving
toa gro'i‘lg home. Inher annual evaluation, the case manager vecommended the
move. The case manager mct with Karen’s mother and AB staif. The case
manager assisted Karen’s mother.in aﬂ)lying,for the move to a:community
residence. The case mnnager submitiad an application to the Ragional Eligibility
Team for an assignment of a level of care. .Karen was-assigned a level 3, consistent
with the structure to be offered at Piedmont.House. An application was then
submitted by the case manager to the Residential Planning Conimittee at the Ella
Grasso Center, and Karen was placed on a list which went out to residential ’
providers, including AB. AB staff worked with the case man_afr and the family

psychologist to advocat - for Karen’s placement on the list of clients in urgent need
ﬁf gllahcément. Karen received urgent status, primarily due to her mother’s ill
ealth.

Karen’s application was reviewed by AB admission-team. Karen and her
mother were interviewed and a questionnaire was completed regarding habits,
preferences and dislikes. Unlike Jane, AB was very familiar with Karen and her
mother. Karen had been a client of the workshop since she was a teenager, and
her mother had been active at AB over the years. AB’s main concern regardi
Karen was how she would get along with her new roommate, Jane. Karen-and her
mother were both sent letters of congratulation on admission to Piedmont House
in September, 1985. Karen and her mother attended a meeting at the town library
later in September to meet the other residents dnd their families. Karen moved
into Piedmont House at the end of October, 1985.

Process and Events. As stated above, the transitions of Jane and Karen iato
Piedmont House occurred before the existence of such documents as the transition
checklist. The first step of Jane’s transition out of Southbury was her case
manager’s decision to place Jane on a list to be considered for.community
placement. Jane’s file at Piedmont House contains the DMR referral summary

»
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indicating a Specific Service Kequest, dited 5/8/85, for a community residéncy and

workshop placemeat. Reasons given for.the requést were: Southbury’s abilily to
o D R ot s sLil calanueosat, a1 that har

‘w. \
family was unabie to care for her at home. This report also contained chent
history, inforiation on the family, current client functioning and results of testing
in hearing and language, schoiastic achisvement, vocational functioning and a
medical report. , '

The record contains several other documents, including: (1) Application to
Determine Eligibility for Funding of an individual in a Private Commumtg .
?d«(&g)eemh;ch m“inxlexd‘t'lll‘e reasons for u?nntxon, a*_ski_l,lxs‘rla‘ .,afnd_: fngn quitl

ta, (2) Regional Elighility Team sumitary for detarmining a level of care (lave
2), (3) resident in-take questionnaire from AB aski .b?;tng.bm and
grr:fem minutes of the intake intervisw at AB, (4) Social Service Evaluation

m the Southbury case manager which explores such issues as Jane’s mother’s
reaction to visiting an AB Community residence and indicates that Jane was
adml;ttettliot:.PiAodBmogt I-llm wz& a-srgog'-bin date in October, 2.69)85, (5)~r’p:idence
application to'AB comple e Southbury case manager, (6) copies of
co%ratulationg" letters %rgxyﬁg admission sent to Jane and het mother, and (7)
OPC dated December, 1985. The file appears to indicate d signi‘icant degree of
glnnninﬁ:: the transition of this client. Jane’s mothér:is very pleased with

ane’s placement at Piedmcnt and-believes that her.daughter is also very pleased

with her living situation. Jane’s mother is unable to have frequent visits with her
daughter because-of distance and the responsibility of caring for Jane’s disabied
father. She is concerned about staff turnover, she has never questioned the
quality of care at Piedmont House. She believes the staff tries hard to resolv
problems'that arise. . :

The first step in Karen’s transition was when her mother alerted AB and the
DMR case r to the problems she was having with Karen at home. Karen’s
file at Piedmont House contains the follewing documents: (1) Residence
Application dated March, 1985 to'AB. This includes & hand written letter from
Karen’s mother explaining the problems at home and her concerns avout the .
future, (2) Summary Interview from AB evaluating Karen’s:skills, family desires,
and so forth, (3) Questionnaire regarding applicant mﬁtabith;?;for admission to a
community residence completed by AB vocational staff, dated June, 1985, (4) letter
from the chairperson to AB indicating an assigned level of care,:(5). Referral
Summary. recom;nendini‘%rog‘goplac"ement, dated-August, 1985, (6) Resident
Intake Questionaaire asking about habits, preferences, and so-forth, (7):report of a
consulting psychologist on test results, dated July, 1985, (8) report from the CST
meeting from the regional center indicating-Karen’s placement on the urgent
waiting list and documenting reasons for.group placement, dated August, 1985, (9)
copies of letters of congratulation on admission sentto Karen and her mother, also
indicating a move-in date and an invitation to a gathering to meet the other
residents and their families, dated Septamber, 1985, end (10) OPC dated
December, 1985. This file also indicates a significant-degree of planning for
transition. Karen’s mother iz-very pleased with Karen’s placement at Piedmont,
and has seen her become much happier. Karen feels more independent and more
her own person.” Karen’s mother has been active at AR and values the
relationships she has made through the organization. She believes there is good
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6 BECOMING A NEIGHBOR

communication between the mﬁs and the residence staff, ‘a_ndtl;ét staff is
responsive to her concerns. Karen’s mother attends parents™ meetings at the
home. The most recent being to enable parents to' meet with the hew house
manager. ' - .

:Availability of Services. Both Karen and Jane attend AB’s sheliered

workshop day program. Karen has continiuéd to.do well at the'workshop. Jane

a8 Liad a somewhat stormy adjustmont to the workshop, though ‘it must be
considered that she was institutionalized for many years. Jane's mother has:
reservations about the fit of the workshops placement. Jane.is very interested in
animals and her mother would like to see her work in some setting with animals,
Piedmont House residents are able to a,tte_ﬁd:réligiog:ﬁw developed -
especially for themas well as special classes at.the loca -high'achool. For
recreation and socialization, théy primarily attend:group activities with the other
residents of Piedmonnguse. These activities may. inc};x:}ebrlgy%denta from other 1
parent agency group homes. Karen participates in'special Olympics swimming an
practices at :{e local YMCA. At the time ogada;a comon,.ﬁj ‘was in the process
of securing memberships at the Y for Piedmont House residents. Residents of
Piedmont House are able to make use of the town center commercial area which is
in the immediate vicinity. They.receive most of their medical’ care at a nearby
HMO, though gynecological and dental services aresprovidqdzthrokgllll a hospital in
a nearby town. At the hospital, there.are clinicians.experienced with and. willing
to care for developmentally disabled patients. Piedmont House staff escort all
clients to dental and medical appointments. Piedmont House hss-a nurse who is
on site several heurs per week, and a consulting nutritionist to: assist staff with
menu planning and coping with Karen’s and others’ special dietary needs.

There has been a concern voiced by Piedmont House staff regarding the
availability of dentists who are willing to care for the residents both from a clinical
and a financial point of view. There seems to be a lack of interest in serving these
clients because of their anxiety levels and resulting behaviors, 2nd because of the
inadequacy of Title XIX reimbursement.

Impact on Community Services

There is little evidence that the presence of the group home has had an impact
on community services in &ny significant way. The police have not been
summoned by either coxlgflaining neighbors nor by the group home. The fire
department’s only official contact has been in the inspection process. The fire
chief was pleased that a particular of sprinkler system he advocated was
installed. Some members of the fire department have been involved with the
group home through civic organizations. There hav: been no contacts other than
inspection by health and sanitation personnel.




Current Status

Access to Services. As stated above, there is some concern regarding access
to dental care; Some persons interviewed indicated that they would like to see.
increased opportunities for integrated socialization and recreationinthe
community, though the residénts are using a fair number of resources at; this time.
These resources :&pear to be mainly segregated, limited to the disabled )
community. A deaf resident is involved with a member of the éommunity who is
also deaf. Piedmont House staff hope to see this client become even more.involved
with the deaf community. Karen's mother:indicated that she would like to see a
swimming pyrgf'ram,availabl'e‘all year for Karen, though this was being addressed
in securing YMCA memberships for the residents.

Relations with immediate neighborhood. Piedmont House appears to
have positive neighborhood relations. The adjacent library had no complaints at
all about the home. A neighbor across the street-who has a daughter with a
disability regularly invites the residents to his home {0 visit, and the Trou ' home
m\gtee his daughter to some of its activities. The residents enjoy the oca.{ shops
and restaurants.

The relationship Piedmont House has with the private residence with whom it
shares a driveway is somewhat more comglex. While.this neighbor feels very
positively about the staff and the clients, he is upset about.the shared driveway
situation. This neighbor believes that the commercial vehicle drivers who make
deliveries and pick up garbage from the gro;‘i,ho'me ‘have little respect for his
landscaping, and that commercial vehicles take awagnfro’_m the residential
atmosphere of the block. He also believed that the driveway and ﬁarkmg area for
the group home would be larger than the actual resulting space. He states that he
was told by AB that there would only be two staff cars parked in thé‘drivewii al
one time. There are often three.cars parked there. It should Lie noted:that there :
is an area off the drive and ag]gacegt to the neighbors’ gnmdgz-wherg there.are. o
parking spaces'for the staff. This area does not block the driveway, but limits the
sgace around the neighbors’ garage. AB g:ys for a plowing service, thus relieving A
the neighbor of this expense. This neighbor favored the building of a driveway on :
the other side of the house for the group home, though this did not occur. The
neighbor feels somewhat deceived by the assurances of AB regarding the space .
available in the driveway and the number of cars that are parked there. The ~
concerns of the neighbor, however, did not keep him from inviting the residents of
Piedmont House over for a picnic.

U7
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History and Context ,
This home, opened in November 1984, was the first group home for

persons with mental retardation opened in this suburban town, adjacent to a
mid-size city in the Southeast cornef of Connecticut. It is operated by a private
nog-proﬁt age;ag _Presently, there is one other group home operating in‘own
and a third is sct

_ sched:iled to open. There is currently a coni_:fév_er? surrounding
theéglan’ned opening of a home for AIDs patients in the town and a shelter for
the homeless has also opened witk some community concerns.

Description of home and risidents. The'home is located in a two story
building on a fairly densely settled street. It is on the corner of a circular drive,
with a neighboring home to the right and neighboring homes opposite. The-
home on the left is facing in aniother. direction and is separated by an-incline
and some shrube; so that it seems as if the group home is on its own corner of
land. There is a sizeable backyard ar.a driveway. The ) is converted
into separate living.quarters for a live-iii staff person: There is an enclosed
stairway leading down from the second story at the side of the house.

The surrounding area is strictly a residential setting, zoned for single
family homes. The nearest shops are many blocks away and a-drive.is
necessary to reach major sho;a)ging centers. There is no public -
transportation immediately available to the home. The neighborhood can be
characterized as white collar, middle to upper middie income, with many

professional residents.

Upon a first drive-by, the home is in no way recognizable as distinct from
other homes on the street. There are no signs er or other conspicuous
features. At closer inspection, the front yard is relatively more cluttered with
leaves and branches than are other homes on the street. One will also notice
the second entranceway where the garage doors might be expected.

This group home is the residence for six young-adults, three men and three
women, with mild to moderate mental retardation. None of the present
residents are "class" clients. Rather they are "community" residents, many of
whom grew up with their families in the same town of the group home. There
have been some changes in the composition of residents since the home’s
ogening. Most of the residents attend a sheltered work,sho%'in the town during
the day, one has a supported work placement, and.another has a competitive
job. Residents are traar}?orted to work by a van provided by the sheltered
workshop and/or by staff cars. :

Although none of the residénts present overly serious medical challenges,
thére are numerous medical concerns. One resident is suffering from an ulcer
and from sloep apnea (a potentially dangerous condition where an individual
stops breathing for long periods of time). Another has a serious foot problem;
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he requires weekly medical attention, and is presently.on crutches. Residents ~

have a variety of other conditions that require periodic generic and specialist
health care along with daily medical regimens. At:leas’; one resilent is taking
psychotropic medication. , ’

The residence supports 24 hour staff coverage, including an awake
overright position. During peak ac:it\;i‘? hours the staff to resident ratio-is 1:3,
at ~¢her times it is 1:6. The live-in- person works week-dav morninugs and

‘week-ends and part-time staff complement the house manager position and

other full time staff.

Site Development and Neighborhood Entry

The non-profit agency that operates this home (referred to as OA in this
repert to protect anonymity) leases the home from a private investor group.
Szveral members of the board of directors of OA are also members of the -
investor group. OA was fully responsible for the site selection and development
of the residence. This liome was the:second home that OA opened (the first
was opened in a nearby town) and the agency now operates several others.

The history of this home actually begins with the attempt to purchase and
lease another home in the same town. OA had already received funding and-
approval from the Department of Mental Retardativn to open a home for six
persons and several of the prospective residents were already identified for the
move. In November of 1983, OA began negotiations with the owsier of one
property and had secured a verbal commitmentto sell. Pricz to the formal
purchase, OA announced their intention to buy the propérty and ‘had a meeting
with local neighbors. Subsegtently, community. opposition to the.purchase
mounted and over 70 neighbors formed-an-organization to prevent the
purchase. Local town officials were involved and the owner reported that he
received numerous calls from neighbors pressuring him not to sell the home to
OA. According to a report at the time, at the height of the controversy, another
potential buyer of the property materialized, reportedly unaware of the
controversy, and offered to buy the home for more money. The owner of the
property suddenly and unexpectedly sold the home to the new buyer leaving
OA scrambling to find another property for the prospective residents.

During this time the neigl;gorhood organization initiated legislation
through the town governing to require that the Board of Selectman be
consulted and informed of any plans of the state to open group homes in the
town. The neighbors had complained about a lack of communication from OA
and of not being sufficieutly informed about ongoing plans. Later, this motion
was overwhelmingly defeated by the Town Council.

According to O:1 administrators, these events led to two decisions; one, to
specifically avoid informing the public about their intentions to buy another
property until the purchase had gone through; and two, to hold a public forum
about their plans after the purchase went through.,
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OA searched for a home in-the town since several of the residents selected
for the home came from hombe in the same town. The home they selected
"nrchtly" met their needs. It was affordable and in the kind of neighborhood

t was in keeping with the lifestyle of the parents of the prospective \
residents. The neighborhood seemed "cozy” and there was adequate room for
the residente, Although not in immediate proximity to a comme?cial area or
transportrulon routes; the home was close enough to shopping and to a nearl‘aiy
sheltered workshop. Adequate health services were available in the town an
within a short drive in the adjacent city.

OA plans proceeded as anticipated and the property of the home under
study was purchased without incident. OA administrators indicated that:they
L2 to.neighbors on a one to one basis and invited them in-persoi and by

ot orastos OAop & possible Hite it the commatiity. In
neighbors pre ora e e with the community.
hindsight, neighbors could not remember axgctggéw they were informed
about the house, but most refarred to learning about the new home through a
newspaper article that announced the sale and the time of:tl{c:lgublic menting.
It is clear, however, that neighbors met privately before the public‘moeting. At
;he meeting, most residents present-voiced their fears and opposition to the

ome.

By all accounts the subsequent public meeting went badly. In a crowded
room with over 60 persons attending, tempers flared on both sidcz and one
informant referred to a "shouting match" taking place. Whereas words such as
"angry, horrible, and obnoxious" are used by agency staff and:others to describe
the neighbors, the OA administrators are charged by neighbors with being
evasive, self-righteous, dishonest and equally hostile.. Moreover, tension
mounted between neighbors who were supportive and neighbors who opposed
the residence. The concerns of the neighbors at the time were that:

o adecline in property values would result;

o six adult men (an all male residence was initially planued) with
retardation and unknown and unspecified emotional disturbance,
behavioisroblems or other disabilities pose a threat to the numerous
young children who played in the area;

o the activities of the residents would not be adequately supervised, that
the staff were not sufficiently qualified or compensated, and that no
cgng;n;gency plans were made in the event of unanticipated staff
shortage;

o the home had been purchased without informing the neighbors, that
neighbors were "hoodwinked";
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o six unrelated adults, whether "nuns or fraternity studénts" do not. -
belong living in a single faniily residcatial area; and that the presence
of a "boarding liouse" would change the character of the neighborhood;

o ‘OA staff had not satisfactorily addressed néighbors concerns and‘are
not forthcoming abott some of the problems that will be encountered;

o an ingrease in traffic will result, jeopardizing toddlers who ordinarily
play in the very quiet street;.

o the state has no right to )ass statutes that supercede local zoning
ordinances and allow group homes to be opened "by fiat"; and,

o despite the guise of a humanitarian purpose, the investors in the
property stuud'to gain substantial financial returns.

In the ensuing months, . " renovations proceeded on the house, neighbors
continued to meet and began to expiore legal avenues for preventing the home
from l’cé]:ning. The rift between opgosing and supporting neighbors widened.
According to QA. representatives, they contifiued to meet individually with
neighbors but ths opposition was.%m. Finally, about twetity families each
contributed monej:to retiiining'a lawyer with an established-reputation in
zoning law. Correspondence ensued between the attorneys of OA and of the

neighbors, in which’OA'responded in detail to questions about the regidents

and staffing arrangements. At this time, a state representative also arranged a

meeting between nieighbors and Department of Mental Retardation officials.
However, this too was unsuccessful in addressing_,nei‘ghbors’ goncerns, and the
residents and their attorney prepared to legally figh* the opening of the home.

-OA approached an opening date in.early July of 1984 and requested and
secured an issuance of certificate of zoning compliance by the town zonin
administrator. Initiated by opposing neighbors, a public hearing was held on
the issuance of the certificate. There the neighbors’ attorney argued that OA
had not met the letter of the state zoning exemption which refers to "housing”
two staff when only one live-in staff was planned for, and by having only a
“provisional” license from DMR rather than anactual licence. -Lawyers for OA
argued that two live-in staff and an opsrating license was-not the irtent of the
state statute. The zoning board unanimously agreed to deny the request to
reverse or racdify the decision to issue the certificate.

Subsequently, this decision of the zoning board was appealed, delaying the
start of the home. However, insufficient votes were acquired to overturn the
ori issuance of the certificate. At this time, residents were ready to move
in, but the neighbors requested a superior court judge to issue a‘temporary
injunction to stop the home’s opening,_and OA was ordered not to open the

home, until other appeals were heard by the court. A restraining order was

granted u_ntil a hearing on the injunction was held in O2tober 1984. The legal .
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grounds "r an injunction, however, require that nei rs be "adversely
affected uxid aggrieved” because of the opération of the'home. At the hearing,
evidence was uced on whether p ty values would be affected by the
home. After the hearing, the judge visited the home and on November Sth, he
denied the request for an injunction on the opening.

Once the injunction failed the residents immediately moved in (November
14th, 1984) and subsequently the neighbors decided not to pursue any further
costly legal challenges to the home. All told, there was a delay in the start up
of the home of up to six months which was costly to: 1) the residents who were
anxiously waiting to move in, 2) OA who paid for attornsy fees, 3) the investors
in OA who lost several months of rent, and 4) the neighbors who fruitlessly
paid for expenzive legal fees.

Renovations to the property. According to staff, OA had to meet
excesgive fire and saf-ty regulations that are 1 putedly unnecessary by DMR
standards in order to obtain licensure. Sprinklers, smoke alarms, exit signs,
and an enclosed staircase from the second story had to be in installed. The-
town fire marshall explained that these were nec fire regulations that
pertain to group homes. Other renovations included the conversion of the
gﬁr%g:ﬂ 1(11111:: separate living quarters with an additional entrance on the front of
the building. .

Role of the media. Newspaper coverage played a rather high profile role
in the development of this home. All of the events are well documented in local
E:}:nm. In the regular news stories of the various events, on-the whole a

niced presentstion is made of the concerns and contentions of both OA and
of the neighbors. There are however, sprinkled throughout the months of
coverage, a number of editorials, letters to the editors, and feeture stories that
clearly exhort readers to understand and accept the needs and qualities of
persons with mental retardation and of their rightful.flacevin community
residences. Other articles directly addressed the probiem of when to
communicate plans to open a group home.suggesting that it is a dilemma that
experts are unahle to resolve. Family members of persons with mental
retardation wrote asking for understanding and others described their
embarrassment at having their neifhbors mount a protracted battle against the
heme. Neighbors are still resentful of the way they were portraied in the
newspapers, feeling they were unjustly criticized by reporters who had made no
direct contact with them. Some neighbors felt that OA had established a
relationship .with the press %rior to their decision to purchase the home on
their street speciically for the purpose of swaying public opinion. As
rnentioned, several nei TS I first hearing'about the home throuilé a
newspaper article and felt that they were being criticized in the papers before
their opposition to the home had even solidified. Thg in fact directly attribute
some of their o%position to how the story was handled by the pres3 and to OA
for contacting the newspapers before they themselves were contacted. One
nei r disparaged OA’s claims of being "good neighbors" when they had
deliberately enlisted media support.
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To what degree OA had doliberatelg:éﬂintod'modia support is unclear.
They did announce how-the first homne had been bought "out from under them."
From that time on, the media ¢learly pursued an active interest in ensuin
developments 'includgs the purchase of the second property. Moreover, the
gn't.raynls of OA’s need to find a second property were quite sympathetic.

owever, OA may not have spacifically influenced or encouraged this coverage.

Transition Planning

Identification and selection of clients. Following procedures of the
time,:OA submitted a proposal to the DMR regional office to open a six bed
group home. The region provided a list of persons appropriate for the level of
care proposed for that home. Subsequently, the then executive direstor. of OA
and other staff reviewed and sel the residents for.the home. Decisions
were made according to the urgency of need for a home, and the appropriate-
ness or "fit" between the proposed person and the other residents of the home.

Of the six original residents selected, several have since relocated.
Behavioral challenges and other difficulties principally-explain their
delﬁartures. One-woman who was selected at the opening of the home and who
still resides there is Linda. Linda in now in her carly 30’s. St.e attends a
nearby sheltered worksm Linda has fairly gocd communication, self-help
and community living skills. However, she is prone to."emotional outbursts"
where she will shout. Described as moody and easily frustrated, Linda is on
;fmychotropic medication to control mood swings. Linda grew up with her

amily in a nearby town and attended public school. Later she resided in
several residential schools and as a young adult was placed in a long term care
convalescent home, Her parents were-quite unhapp: > with her placement there.
She was substantially medicated and spent nine years in what her father calls a
"psychiatric backward." Her mother describes Linda as taking on the
mannerisms of a "tottering old lady" like the other residents who surrounded
her. Her parents began to actively seek an alternative residence for ber after
nearly nine years of living in the convalescent home. They heard about OA and
the home that was proposed, and established contact with them around
selecting Linda for the home. The wait for meving in, after-the months of
delay, was described as frustrating for Linda.

The second resident that will be reviewed here is Billy. He is a young man
in his early thirties with mild to moderate retardation and good self help and
community living skills. Billy is currently iri a supported work placement in a
cafeteria. Billy moved intothe home in 1986, He had resided with his famil
until his early twenties, when after his siblingx moved away and he appears
depressed, his parents were advised to place him in.a-group-home. He was
‘p‘:ced in a home at some distance from his town of origin and after some time

is mother began to seek an alternative placement closer to home. As a parent
active in disability affairs she was informed of an opening at the OA home. She
got in touch with the provider and Billy was accepted for placement there.




Transition process and events. When Linda’s parents arranged for her
transition they met considérable resistance from the staff of the convalescent:
home. Staﬂ‘gn-od their sssessment that Linda - would not "make it" in 2
group home and their peychological staff advised against the move. Linda’s
parsats sought an evaluation from another psyclx who supported the.
move. Moreover, staff of the convalescent home warned Linda’s parents that
once she was taken from the home, sha would not be abls to return to it.
Linda’s mother attributes soms of the? istance to the fact that Linda was a
“favorite” of the staff often assisting thein with their.duties, Despits these
objections, Linda’s parents pursued the move.:” icco to them the staff of
the convalescent home did:not participats in transitional planning. The extent
of their cooperation was hancing over some records at the time of the move.
lll.inda’s parents picked her up at the home and brought her to the new group
ome.

Being a community client who made a transition ssvaral years ago,‘there
were few procedural requirements and there was little documentation of the
actual move. In fact, except for some nursing records, there are no other notes
or yearly treatment plans from the convalescent home. From the time of her
admission to the group home, however, there are consistent progress notes arid

‘yearly service plans. The transition is referred to in the Overall Plan of Service
following her admission to the OA home and the transition team leader is
mentioned. There are no other indications of ifii' plans made for the
transition and there is no specific reference to the transition team.
Nonetheless, Linda’s mother-expressed satisfaction with the move and feels
that Linda has made a splendid transition to her new home.

Billy’s transition record shows somewhat more documentation perhaps’
because of the later date or because he was transferred from another group
home. Like Linda’s parent, it is Billy’s mother who appears to be the:most
significant player in the transition, making the contact, and a lot of the
arrangements including providing the actual move to the new home. A social

1 from the previous:group home mentions the parent’s request to move
Billy closer to his home town. The then case manager prepared a
"discharge/transfar” report and a letter from the state was sent to Billy
informing him about his rights regarding the impending move. A subsequent
Overall Plan of Service written‘from the OA home refers-to Billy’s succossful
transition to the new residence. There are no other evident references to
details, plans, or transition teams surrounding his move.

Nonetheless, Billy’s mothar expresses satisfaction with the move. She had
met with the house manager of the home prior to Billy’s move. Billy also had
an opportunity to visit and to spend a weekerid at the home before he moved.
He quickly made a friend upon moving and Billy’s mother felt he adjusted
ra?idly and well to Lis new home. Billy now lives so close to home that he is
able to make frequent visits and he has even walked back by himself from
visiting with his family to the group home.

Service accessibility. In order for a home-to obtain DMR licensure and
open the home, they must list by name the providers of the various health and
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habilitative services that they will be using and OA reportedly followed these
procedures. Spacifically, both Billy and Linda had a vocational placement

ready for them whimn they transitioned into the residence. According to their
parents, other health services were also in placs. .

Impact on Community

Contacts with the fire, police and health.departments of the town gave no
sy v B kel e T
ol this group home. The -marshall-re year, s ons-o
+5@ home and had no recall of fires or hazardcus situations, Tna local police
captain, although awars of the home reported no unusual activities that
involved undue.use of the police. Althotigh some neighbors reported:
patrol of the streets at the time of the homé’s opening, the captain did not-
recall this. Neighbors reported two other times the polics were involved: once,
when a resident together with the child of a neighbor called at the window of
arother child in the very early morning to come out to play and the mother
callad the police. In another incident, a resident was reportedly being taught
how to drive by a volunteer and while driving had gone over the sidewalk,
crashed into bushes and went lurching down the street. The neighbor,
frightened for playing children, calléd the police then as well. The house-
ma?:ager reports calling the police about once every two years. However, as
Sta..d the police themselves had no perception of their services being overly
usad.

A planning and zoning board official, who took the mubsequent to the
opening of the home, saw no involvement of the zoning d with group
homes. Tley have received no comjglaints-recsiiiy.and the issuance of building
ggrmxts seems to be a routine matter. Town selcciman and state legislators,

th currently and at the time of the opening, reporvno significant impact on
the commum;ﬁ. ‘One noted that the tension between supporting and oppesing
neigh{:;s still persist. Otherwise, they too have received no on-going
complaints.

Regarding impact on property values, neighbors report no unusual
turnover of property. They, however, remain-unconvinced that the préesence of
the home will not adversely effect the selling pricg of their home when it comes
time to sell, although they can site no sgoe ic instinces where it had:
Immediately abutting neighbors to the.home feel that they are most likely to
experience a drop in property values. OA administrators however, point out
that ﬂu:t glfter the home opened a nearby house was sold at $10,000 over the
market value.
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Current Status
Access to cervices

Health services. Agency administrators report that all health and
habilitative services are secured for the residents. Residenis use a ve=iety of
local doctors and inlists and will use the hoepital services of the nearbs;
city. The have had no trouble with their occasional use of emergency services.
OA now has a nurse on contract to service the nursing needs of all of their
homes. Some difficulties in obtaining family doctors were expressed because of
the ina te Medicaid reimbursement rate, and some services (e.g.
specialized neurology) are secured by travelling a fair distance.

Although a full complemens; of health service seems to be in place, at least
one parent expressed concerns ai out the quality of health services that are
secured by group home staff. One t finds that doctors in town are not
willing to take all six residents of the group home and those that do are of
lower quality. Therefore, individual doctors are necessary but difficult for
group home staff to identify and maintain. She herself, over the years of
raising her child, has established valued relationships with medical specialists
in town and nearby. She is very active in supervising the health care needs of
her child and relies exclusively on those doctors that she trusts. She feels that
without this parental scrutiny other residents suffer less than excellent medical
attention.

Group home staff acknowledge that specialized therapies (i.e, speech,
physical and occupational) are harder to obtain, OA is too small to contract
their own staff so they rely on DMR resources. Consequently, at least one
person has been on a waiting list for a year for speech therapy. Psychiatric and
psychological services have also been harder to obtain. This is attributed to
professional reluctance to take Medicaid clients. A psychiatrist is now available
to the home and he supervises the psychotropic medication regimen.

Challenging behaviors. The house manager reports that they rely on
behavioral support provided by DMR (i.e. behavioral consultation). However
this service apparently was not sufficient to prevent the return of at least one
resident because of aggressive and ina%propriate behaviors. They report no
need of a crisis intervention team and have rarely used the police.

Staﬁ‘ing. Agency staff seem satisfied with their staffing ratio, and
turnover and recruitment does not seem to be a pressing problem. Neighbors
also report a fairly stable staff composition. Parents, however, expressed a
good deal of concern over the %luality of staff training. Of dpza.rti«:'u.la.r concern
was the staff’s capacity to handle medical emergencies and to be attentive to
changing symptoms and other requirements for medical attention. There are
repo y several occasions of mix-ups in medication administration. Parents
are also concerned about the overall inadequate amount of training given on
basic job skiils such as habilitative training and handling behavioral challenges.
Although there is reported to be plentiful training opportunities in Hartford,
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other parts of the state do not have such access. Conseqﬁen'tlg,.a parent group

attzched to OA has concentrated on sponsoring in-service training sessions and
bringing in guest speakers. Bolstering staff training remains a tép priority of
some parents.

For the most part, neighbors feel that thera is adequate sggervision of
residents. However, they recall occasicnalinstances when residents were
walking about unsupervised. Some incidents invclved: a resident-wandering
over to another person’s pro ; a resident walking up the cireet Ereatgly
agitated, cursing and gesticulating; a resident thro pebbles at the window
of a neighborhood toddler in the very early-A.M.; and the apparent lack of
judgement in trying to ceach one of tha residents how to drive. Neighbors have
occasionally been bothered by visitors to the residence. In one instancea
strange person wandered into the home of a neighbor while the neighbor had
briefly stepped away.

Day/vocational services. Parents are generally satisfied with the service
received at the local sheltered workshop. Residents have been-able to move up
to levels of increasing skill capacity. Two concerns were expressed. -One was
that the workshop serves persons with a variety of disabling corditions
including mental illness, and one parent thought that this may have an adverse
impact on some members with mental retardation. Secondiy, .one parent
reported that her child had been placed inappropriately in a supported work
site which was not in keeping with his specific strengths and weaknesses.
Consequently, the placement failed, hurting her child’s self-esteem. She
subsequently refused another supported work site that posed the same
problem. The resident has finally been placed in yet another site where his
abilities match the needs of the industry and where he is enjoying much
success,

Recreation. The residents use a variety of generic recreational facilities.

The local health club is too expensive, but they have been able to attend classes -

at the local adult education facility. They often use nearby restaurants and
movie theaters and have gons horseback ri‘ing. Staff ha: ‘2 been commended
by parents for taking residents, sometimes on their own time, to adult
education classes. They have.also been commended for being responsive to
parental requests for involvement in specific programs. Some consternation is
expressed over taking the residents "en masse” to dances and social events
sponsored by local disability groups.

Parental involvement. Parents are for the most part very satisfied with

the services that their child is receiving, and many are quite active in their

- child’s life. The residence at OA represents to some parents the best placement
the child has ever been in and an immeasurable improvement over nursing
homes or institutions. Staff are described as being dedicated and one parent
said "[the house manager] treats residents like they were her own family."
Parents are also grateful for the support they receive from state and local
government officials.

.
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L Parents seem satisﬁed .with their involvement innth_e child's planning
process although some describe the OPS as being only a paper process largely
irrelevant to actual ongoing events. ' A

The parents of OA have formed an active. parent.group that seems to have.

i; a lot of meaning and benefit for the participating parents. Through the group,
F‘ they have been able to-learn "the ropes of tg:

_ \ he system." More iingortaﬁtly,_the
group has given parents confidence'in comniunicating with:residence staff and
making demands if necessary. Prior to the support 5r9up. parents reported-
ing afraid to ask too many questions fearing that doing would "upset the
apple cart" and could even jecpardize the placement or the treatment of their
- child. They were simply giad to have their.child in-a community facility. They
now understand that they have rights and.that -despite frequent absence of
communication between staff and parents, both are desirous and:-open to
contact. Parents report timng over to th:gzﬁp ‘homeon mgkend=mormn§: :
and together helping with repairs and modifications. As one father said, "they |
(the group home). can’t do:it alone." Parents acknowledge that not every :
resident has the benefit of such active involvement and they are therefore ' 1
|
l

S attempting to reach out to estranged or distent family members as well as to
, provide more oversight to the welfare of these residents. One parent
mentioned that some other parents, especially the older ones, have only "the C
vaguest, notion of the daily life of their child." They have therefore encouraged o}
parents to go-into the home and talk to staff and observe activities. One -
: mother mentioned the recent training offeied for ntal monitoring of
@ facilities which she attended. Although she signed up to conduct the
monitoring she has not been contacted about it since the training.

As for improvements, aside from the concerns about staff training and
competence mentioned earlier, parents think there needs to be greater effort to
e inform parents about their rights and about the ongoing support groups
) available to them. They are also concerned about the diminishing.aumber of
community placements and the emphasis on class clients. A concern was
expressed that the residents at OA were actually too crowded..Bedrooms are
shared and closets are small.

L Relations with surrounding neighbors. Over the years, tension with
conamunity neighbors have eased. As noted there are no ongoing complaints by
neighbors to town or othe:léovemmental officials-and municipal services report
no unusual activity. The rift between su;;lporting and oppesing neighbors has

been ameliorated. Sugpqrtive neighbors have maintained-an active
relatior ship with the home, with frequent visits. One family had two young

' adult daughters employed at the home. Families with children with disabilities

; have also found companionship with residents.

At least one neighbor, originally listed as one of the plaintiffs opposing the
. home is now a very active supporter of the home. This neighbor has two young
- daughters who formed a relationship with the toddler of the house manager.
Subsequently a babysitting arrangement emerged between the two mothers.
The neighbor is now a frequent visitor to ... home. She knows all of the
residents by name and is fully supportive of their right to live in that
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problem identified by several neighbors is p

househceld. She even mentioned that the residents will sumetimes look out for
and walk her two children home.

Other neighbors (members of the original plaintiff group) report that they
"don’t even know the home is there" or that "things seem to %ave worked out
alright." Tha.kome sponsored an ?b‘n ‘house which was attended by friendly
nei rs. This past year the residents attended the annual block .
Although some neighbors ignored the residents, others were friendly.

However, this friendliness is not shared bﬁnall neighbors. One ongoing
ing. With the g&m converted

there is no room for other cars. Between live-in staff, working suaff, ﬁ:ren_ts
visiting and persons attending meetings there can be numerous cars lined up
the block. There is no doubt that there is a'related increase.in the amount of
traffic as well.” Although parking on the street is legal, the home.is.quite \
unusual in the number of cars it supports. Meetings at the home are reportedly
discouraged by DMR regional staff, yet this is apparently still practiced.

In addition, the compositi