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I think group homes are fine, We have recreation like baseball and kickball.
The lunch is good. We get away from the home each weekday to attend the day

program. Hearthside is a fine group home. We live by a lake and go swimming
when the water is warm and the weather is nice. For recreation we go out for
walks and see nature at its best like in June,

Raymond Hill
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ABSTRACT

In 1977 a national mail survey of all community residential facilities (CRF) for
mentally retarded persons throughout the United States was conducted by the
Developmental Disabilities Project on gesidential Services and Community
Adjustment at the University of Minnesota. The results of 4,427 paéticipating
facilities are summarized in this report. Demographic information on facility
size, location, ownership. and reimbursement rates are presented as well as
general characteristics about the residents and trends in the movement of

resident populations. The impact of the deinstitutionlization movement for

mentally retarded persons was substantially verified by the results of this

méur#éy: _éééééeé léiﬁ_aﬁd 197é-tﬁ; nuﬁber of community residential facilities
doubled. Wide variations in facility size and the extent to which states use
community living arrangements to serve mentally retarded people were two
notable trends confirmed by the survey results. Severity of retardation and
age of client served in CRFs varied across states; however. the most
freqguently identified resident in the nation was the young moderately-and
mildly retarded adult. MNationally the average cost for residential care was
$15.70 per day per resident. This figure included cost for room. board., care.

and personal items.
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INTRCDUCTION

During the past 12 years, dramatic changes have occurred in the nature
of residential services for mentally retarded and other developmentally dis-
abled people. Ppart of this change is reflected in the number and characteg;"
istics of retarded people living in publicly operated institutions (Lakin,
1979; Scheerenberger, 1978b). Figure 1 displays total population statistics
for mentally retarded people in public institutions since 1880. From the
peak year in 1967 until the present, a reduction of approximately 25% has
occurred in the populations of our public institutions for the mentally
retarded. The populations in state and county mental hospitals have changed
even more dramatically, with a reduction of approximately 67% in the number
of people in residences (Bassuk & Gerson, 1978). Reduction in the size of
populations in state institutions is primarily due to increased releases,
since the death rate and odmission rate have remained relatively stable
(Butterfield, 1976; Lakin, 1979:; Scheerenberger, 1978b).

Statiscical indications ¢f movement in popu .ations under long-term
residential care provide only partial information on changes that occurred
during the past several years. Changes :in the size and composition of popu-
lations in publicly operated facilities have paralleled significant shifts in
the ideclogy and approach as to human services generally (Bruininks, Thurlow,
Thurman, & Fiorelli, in press). This shift in ideology and practice has
emphasized integration of handicapped people into all aspects of community
life. One indication of recent changes in services for handicapped pecple is

reflected in the findings of this report on the development, status and

1
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- ' 3
expansion of community based residential services for mentally retarded
people.

The rapid acceleration of ;hanges in services and programs for mentally
retarded and other developmentally disabled’ people, particularly community
hased residential programs, have far outstripped our understanding of thei;
current needs and situation. Federal and state planners and administrators
are often required to make decisions for which they have incomplete infor-
mation. This gap is caused by a rapid change in policy with regard to the
treatment of developmentally disabled persons and the muitiple administrative
levels by which such policies are implemented. Effective planning and
development of appropriate types of community service programs requires
accurate information on the number of clients needing services and their
functional characteristics. Despite widespread acceptance of the importance
of accurate information in planning services, at the present time little is
known about the characteristics of community residential facilities serving
mentally retarded persons across the nation, or about the characteristies and
needs of the residents who live in thege facilities.

The Development Disabilities Project on Residential Services and
Community Adjustment was initiated at the University of Minnesota in late
1976 for the purpose of providing local, state, and federal pelicy makers with
information needed to improve the planning, management, and evaluation of
residential and related community services for mentally retarded and develop-
mentally disabled persons. Broadly construed, the information needed for
proper national planning and evaluation of residential services can be
categorized generally inte four areas: (1) administrative characteristics

such as costs, personnel practices, policies, and other factors, (2) resident

20
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characteristics {(demographic, physical, and behavioral) and service needs,

(3) movement statistics, including factors related to first admission and

readmission to residential facilities, and (4) the placement and adjustment of

former residents of state operated residential facilities.

In order to meet these informational needs, the project work vrogram has

been organized into three data collection phases, as depicted in Eagure 2

(Developmental bisabilities Project on Resi?~.cial Services and Community

Adjustment, 1978).

Phase I.
Phase 1II.
Phase III.

National mail guestionnaire census of all residential facilities
that provide 24-hour, 7 days-a-week responsibility for residential
services directed toward serving mentally retarded persons. and

surveys of state statistical offices.

An in-depth interview survey of a probability sample of
residential facilities and residents including new admissions to
community based and public residential facilities and readmissions
and discharges from public residential facilities. This survey,
completed in 1%7%, gathered detailed information on administrative
characteristics and policies of facilities and detailed information

on a probability sample of over 2,000 regidents.

A community follow-up study of persons discharged from state
sponsored and administered residential facilities, scheduled for

1580.

It is the purpose of the present report to describe the Phase I naticnal

mail gquestionnaire census of community residential facilities. The results of

21
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NATIGI:AL MAIL CEHSUS

OF FACILITIES 1977 PaiL survey

i

REPRESENTATIVE SAMPLE 1678~ 1979
OF FACILITIES INTERVIEW SURVEY

REPRESENTATIVE SAMPLE
OF COMMINITY RESIDENTIAL
FACILITIES

REPRESENTATIVE SAMPLE
OF PURLIC RESIDENTIAL
FACILITIES

FIRrsT I
ADMISSICH ¥
SAMPLE

D1 SCHARGE FIrsT Peapuissicy | ¥ Resioent

SAMPLE ABAISSION SAHPLE SAMPLE
SAMPLE

ResInEnT
| SAMPLE

L ~

N .
{oMMUNITY FOLLOW-UP 1979 ForLow-ur
- I INTERVIEW SURVEY

, 4@ Figure 2. Developmental Disabilities Project on Residential Services and
community Adjustment 1976-1979 project activities,
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the mail survey of public residential facilities and foster homes are

reported elsewhere {(Developmental Disabilities Project on Residential Services
and Community Adjustment., 1979b:; Bruirinks. Hill. & Thorsheim. 1980;
Scheerenberger., 1978a).

This report is divided into four major sections. Part I includes a
review of the status of community residential facilities prior ;o the 1977
survey, followed in Part II by a comprehensive description of the-methods and
procedures used in conducting the 1977 survey. Results of the survey are
presented in Part IIT unler two major sections: {a) Facility Characteristics

and (b) Resident Characteristics. The summary and major implications of the

survey results are discussed in Part IV of this report.
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. STATUS OF COMMUNITY RESIDENTIAL SERVICES

PRIOR TO 1977

Government supported and private residential services for the mentally
retarded and other people with developmental disabilities have existed in the
United States for over 100 years (Lakin, 1979; Wolfensherger, 1976). Most of
the early residential institutioné were large, multi-purpose facilities that
provided all services--residential, care, and training--within a single
setting. This tendency to consolidate servica:s in one locale remained the

model for institutional care of the mentally retarded for years.

The last two decades have witnessed major changes in services provided
to persons who are mentally retarded (Mesibov, 1976; Nihira & Nihira, 1975:
Nirje, 1976: Wolfensberger, 1972). Evolving social attitudes and changing
governmental policies provided the impetus to reduce the populations of
developmentally disabled individuals in public residential facilities and to
relocate residents in smaller residential facilities within the community.
Between 1960 and 1969, the United States experienced a population shift of
over 30,000 mentally retarded persons from state operated institutions éb
community residences (0ffice of Mental Retardation Coordination, 1972; Lakin,
1979} . The early seventies produced both legal and empirical support for the
shift to community programs. Class action suits brought against particular
institutions and governmental agencies resulted in policies emphasizing
development of services in the least restrictive setting., thus directing
institutions to reform and stimulating development of community alternatives
{Halderman v. Pennhurst. 1977; PARC v. Pennsylvania, 1971; welsch v. Likins,

1974; Wyatt v. Stickney, 1971). Some research studies also began to offer

7




8

empirical support for advantages of swailer living arrangements located in
the community over the large institution as an approach to the care and
training of the mentally retarded (Tizard, 1970).

These changes in approach toward residential care are expressions of a
philosophy endorsing the normalization principle as a basis upon which to
plan residential programs. Normalization according to Nirje (1976):

Means making available to all mentally retarded people patterns

of life and conditions of everyday living which are as close as

possible to the regular circumstances and ways of life of

society....normalization also means that if retarded persons

cannot or should not any longer live in their family or own home,

the homes provided should be of normal size and situated in

normzl residential areas, being neither isolated nor larger than

is constant with regular mutually respectful or disinterested

social interaction and integration. (pp. 231-232)

Parent associations, such as the National Association for Retarded Citizens,
have been particularly forceful in promoting the normalization principle as
the appropriate ideology for fostering respect in the treatment of mentally
retarded individuals (Elkin, 1976; MARC, 1963}, The Kational Association of
Superintendents of Public Residential Facilities for the #entally Retarded
{1974) have also reflected an emphasis on the normalization principle in a
policy statement describing deinstitutionalization:

Deinstitutionalization encompasses three interrelated processes:

(1) prevention of admission by finding and developing alternative

community methods of care and training; (2) return to the com-

munity of all residents who have been prepared through programs

of habilitation and training to function adequately in appro-

priate local setting; and (3) establishment and maintenance of

a responsive residential environment which protects human and

civil rights. (pp. 4-5)

Despite the larde reductions in population of mentally retarded residents

in public residential facilities (Eakin, 1979; Krantz, Bruininks, & Clumpner,

1978; Scheerenberger, 1978a, 1978b), very little research has been conducted
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at the natiocnal level to describe the growth and characteristics of
alternative community living arrangements. Examination of available
literature indicates only two recent surveys of any national scope. O'Conneor
and Sitkei (1975) conducted a nationwide survey to identify all facilities
meeting the following definition:

any community based residential facility which operates 24 hours

a day to provide services to a small group of mentally retarded

and/or otherwise developmentally disabled who are presently or

potentially capable of functioning in the community with some

degree of independence. These living facilities may also be

known as group homes, hostels, boarding houses, and halfway

houses, (p. 35)

During the period 1972 to 1974, guestionnaires were mailed to 3,582
facilities. BA total of 611 facilities with over 8,000 mentally retarded
residents fit the operational definition. The largest number of facilities:
37%, served 1l to 20 residents. Approximately 35% of the persons lived within
homes with 10 or fewer people and 28% of the residents lived with more than 20
other people.

Nearly half of these 611 facilities were located in 6 states: Michigan
(57), New York (52), Nebraska (48), California (47), Washington (46), and
Minnesota (28) {(0'Connor, 1976, p. 17). There were fewer than 8 facilities in
30 of the 50 states. O'Connor (1976) alsoc conducted an indepth interview
survey of a representative sample of the identified facilities.

During the same time period as the O'Connor and Sitkei (1975) study.
Baker, Seltzer, and Seltzer {(1974) sent 1,140 guestionnaires to community
residences. Baker and associates found 38l facilities in 1973 that fit the

operational definition of a community facility: “opened more than 6 months,

accommodated no more than 80 retarded adults. and regarded itself as an

alternative to an institution” {(p. 14).
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Baker, Seltzer, and Seltzer developed 10 prototypic or types of resi-
dential service models. The largest number of facilities (35%) were serving
ten or fewer retarded adults. Approximately 17% of the facilities served five
or fewer retarded adults in foster fam;}y care,

Over three-fourths of all community resident@al facilities in the
O'Connor and Sitkei study had been in existence for five years or less and
nearly one-half had started within the two years prior to 1972. o0f the 381
CRFs surveyed by Baker and associates in 1973, over one-half had started
within the three years prior to 1973. Only one-quarter had been in
operation five years or longer.

Both O'Connor et al. (1975) and Baker et al. (1974) reported that
approximately equal numbers of males and females resided in community
residences. Close to one~half of the residents were between 16 and 20 years
of age in the O'Connor et al. study: while the average age of residents in the
Baker et al. study was 35 years. O'Connor et al. found that the vast majority
of regidents were mentally retarded (89%), while 10% of those residents who
were not retarded had other problems, primarily emotional impairment. paker
et al. reported most residents to be moderately retarded (42%) or mildly
retarded (32%) with severe retardation reported at a much lower frequency
(12%).

In both national surveys, it was found that over one-half of the
residents had previously resided in an institution, while about one-third

had moved directly from their own home.
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it. METHODOLOGY

In this section is a detailed description of the procedures used in 1977
by the Developmental Disabilities Project on Residential Services and Com=

munity Adjustment in the survey of community residential facilities.

Development of the Community Residential Facility {(CRF) Registry

There ivere two basic operations in the development of the CRF registry.
First, an operational definition of a community residential facility was
developed. Second, national and state agencies, organizations, and officials
who could provide names and addresses of residential facilities serving the
mentally retarded were contacted and state lists were obtained. These lists
were then matched to eliminate duplicate names. This section describes how
the CRF registry was developed in terms of these operations.

Definition of CRF, The survey included all facilities and homes through-

out the United States which met the following definition of a community
residential facility (CRF)}: Any community based living quarter (s) which
provides 24-hour, 7 days=-a-week responsibility for room, board, and super-
vision of mentally retarded persons ag of June 30, 1977 with the exceptions
of: (a) single family homes providing services to a relative; (b) nursing
homes, ©oarding homes, and foster homes that are not formally state licensed
or contracted as mental retardation service providers; and (c) independent
living (apartment) programs which have no staff residing in the same facility.
This larger catego;y of community residential facility encompasses a wide
range of alternative living arrangements outside the traditional publicly
operated institution, as identified by the states. The registry definitely

11
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excluded public residential facilities for mentally retarded persons. public
institutions for mentally ill people. and correctional facilities, Terms such
as communlty residences, community based facilities or community residential
facilities are used loosely in the literature and in state regulations, and
have no standardized operational meaning across states. Developmentally dis-
abled persons in the "community" are living in a wide variety of placement
settings called group homes, halfway houses, hostels, and sheltered villages.
These arrangements widely vary in size, staff composition, age and disability
of residents. and sepvices provided. No standard classification system exists
from state to state for the categorization of these residential facilities.
It was decided: therefore, to include all faciliv.e. outside the public
institution licensed (regulated. certified. approved) by the state that pro-
vided residential services to mentally retarded persons.

Procedures used in assembling the CRF registry. A complete list of al1

known eligible facilities serving mentally retarded people was compiled through

several sources including: (a)} all state Mental Retardation Coordinatorss:

{b} State Associations for Retarded Citizens; () State Developmental

Disabilities Councils; (d) Superintendents of Public and Private Residential

Facilities; (e} the National Association of Private Residential Facilities;

(f} licensing agencies; (g) individuals or agencies listed as contacts in

past reports of Developmental Disabilities Office Annual Surveys of

Institutions; and (h} the 1973 National Center for Health Statistics Master

Facility Inventory of Inpatient Facilities for Mentally Retarded and a special

1977 update of the earlier listing provided by special request from the agency.
State information was found to be the most reliable, up-to-date source

for the registry. Existing national 1ists such as the National Center for
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Health Statistics Master Facility Inventory of Inpatient Facilities was found
to grossly underrepresent the number of community residential facilities,
State contacts were made in a systematic fashion. First, the Hational
Association of Coordinators of State Programs for the Mentally Retarded was
contacted to identify each State Mental Retardation Coordinator. Next,‘a
telephone interview'was conducted with each coordinator to determine ;gé-range
of resi&ential alternatives offered by each state. A listing was requested
from each state office or an appropriate designee., In some instances, up to
10 different state administrators had to be contacted because ©of the number
of involved licensing or regulating agencies.

Several problems were identified at this time. First, some states do not
license mental retardation residential facilities and had no convenient way
to identify them, Second, some states licensed all residential facilities
under one license, usually health, and had no way to identify those that were
for retarded people. Third, some states were on a regional system so that
the state office had no comprehensive listing. Fourth, some states identified
service providers, but not individuval facilities or their locations. Last,
due to the rapid, recent growth of the service system, many states had lists
of facilities that were not current.

With only a few exceptions, state officials were very cooperative and
assisted in solving each of the above problems. Several state coordinators
provided computer printouts of facilities. In three instances, state
coordinators conducted special computer generated listings that enabled them
to ldentify facilities that provided residential services to retarded people
even though the license did not differentiate mental health from mental

retardation facilities. Several state coordinators simply @id not have
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existing lists of facilities, and assisted us by having office staff members
prepare lists., In five states, project staff contacted each regional mental
health/mental retardation center individually to obtain information. In
seven states., approximately 300 individual provider agencies or state or local
Associations for Retarded Citizens were contacted by mail to identify the
members of the systems. In many states, public residential facilities were
contacted to obtain lists of the community residential facilities,

The various state lists were collated and matched by visual inspection
to remove duplications. This initial registry was then matched with the
National Center for Health Statistics Master Facility Inventory and the
membership list of the National Association of pPrivate Residential Facilities.
If the name or address was appreciably different on the two lists, a
facility was listed as two separate entries. This procedure maximized
coverage, but in some instances resulted in mailing more than one gquestion-
naire to the same establishment.

The final registry contained the names and locations of 10,299 residential
facilities. These addresses were transferred via a computer remote terminal

to a computer disk for the preparation of mailing labels.

Questionnaire Development

The guestionnaire was developed in three steps: (a) identification of
pertinent issues and development of research gquestions; (b) translation of
these issue areas into specific questionnaire items; and (c)} pretesting and
revision of the questionnaire.

To obtain a profile of the general characteristics of facilities., several

pertinent issues were identified such as location., size, type, ownership. and
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reimbursement rates. Demographic information such as age, level of retar-
dation, and movement trends of the residents of the facilities were also
important areas of concern. Before translating these issues into specific
questionnaire items, several sources were reviewed to determine if existing
instruments might be congruent with the purposes of the survey. Whenever
feasible, items were included that had been tested before and yielded discrim-
inating results in previous surveys conducted by the National Center for
Health Statistics, the Biometry Section of the National Institute on Mental
Health, Bureau of Developmenéal Disabilities, the Census Bureau, and surveys
by private individuals. Attempts were also made to develop the instrument to
maximize compatibility with federal agency surveys of other long-texrm care
facilities,

The questionnaire underwent a number of revisions. In the first stage,
the project staff along with experts in residential services participated in
identifying and reviewing questions, content, and format of the questionnaire.
In the second stage, a major review was conducted with the project's national
advisory committee. In the th.rd stage, a pretest of the instrument and
procedures was conducted between May 13, 1977 and August 8, 1977 involving 28
residential facilities in three states, representing a wide range of types of
community facilities. A letter describing the study, two questionnaires, and
a self~addressed stamped envelope was mailed to the director of each of the
pretest sites, Minor changes in format and content of the instrument were
made following the pretest. Respondents in the pretest were contacted by
phone after the final revision to verify that recommendations for changes and

improvements had been satisfactorily accomplished.
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As shown in Appendix A, the final questionnaire contained four separate
se;tions. The first part of the questionnaire (Section A) pertained to the
identification of the facility. This section was designed to obtain infor-
mation that would asssure facilities were properly represented in the registry
and were listed only once. Nams, mailing address, zip code, telephone number,
and county were requested. Consistent cross~checking of these items kept
duplication to a minimum and accuracy of the registry at a maximum.

Sections B and D pertained %o general and administrative characteristics
of the facility, while Section C pertained to demographic characteristics of
the regidents. Table 1 shows the research issue areas covered by each of

these sections.

Table 1

Research Issue Areas Covered by the 1977 National Survey
of Residential Facilities Questionnaire

Section B - Facility Information

l, Ownership

2. 'Type

3. Age of the Facility
4. Admission Criteria

S. Population Statistics

Section C - Resident Information

1. Parental Visits

2. Level of Retardation

8. Age

4. Movement

S. Previous Placement

6. Discharge Placement
- 7. Additional Handicaps

8. Specific Limitations

Section D -~ Administrative

1. staffing Patterns
2. Reimbursement Rate
3. Major Problems
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Data Collection Procedures

A summaiy of all data collection activities is shown in Table 2, The
dates, materials and/or procedures utilized, and number of facilities
invelved is described for each activity listed.

Endorsement letters. Requests for endorsements from major organizations

with an interest in community residential services were made during the spring
of 1977. Letters received in response to these requests are shown in

‘ Appendix B. Both the National Association for Retarded Citizens and the
President's Committee on Mental Retardation gave consent to cite them as
supporters of the survey. The National Association of Private Residential
Facilities for the Mentally Retarded distributed a letter to all its members
encouraging participation in the survey.

Pre-letters. Pre-letters from the project director and the Office of
Human Development ({see Appendix C) were sent between August 8 and 12, 1977 to
inform all potential CRFs that they would be receiving a questionnaire,
describe the purpose of the survey, and urge participation in the study. A
full explanation was given to describe how the project obtained the facility
name and address.

Initial mailing. Two long form gquestionnaires (Appendix A) and a2 cover

letter from the project director (Appendix D) restating the purpose of the
survey and requesting cooperation from the facility director were gent to
10,271 facilities between August 19~24, 1977,

All questionnaires designated for New York family care homes were sent
in one batch to the New York Department of Mental Hygiene, Division of Mental
Retardation, where they were sorted and grouped by geographic region. Each

group of questionnaires was forwarded to the chief of community services at
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Table 2

Data Collection Procedures for 1977 National Survey

of Cqul}_tznity Residential Facilities

.. . No. of
Activity Date Material () /Procedure(s) Pacilities
Endorsements  May-June, l) National Association for

1977 Retarded Citizens {(NARC)
2) President's Committee on
Mental Retardation (PCMR)}
3) National Association of..
Private Residential Facilities for
the Mentally Retarded (NAPRFMR)
Pre-letters Aug. 8-12, 1) HEW letter (D.D. Office, Office of
1977 Human Development of Department of
Health, Education, & Welfare) 19,271
2) Project letter (Project Director)
(Bulk Mail)
Initial Aug. 19-24, Two long form guestionnaires
mailing 1977 Cover letter (Project Director) 16,271
(Bulk Mail)
Follow-up #1 Sept. 2, Reminder postcard (1st Class) 9,043
1977
Special Sept. 8-19, Personal letter to facilities with more 428
follow-up 1977 than 50 residents {l1st Class)
Follow-up #2 (Qct. 11-12, One long form guestionnaire with 5,525
1977 project newsletter (lst Class) !
Special Qct. 24- Personal phone calls to facilities with 150
follow-up Nov. 4, 1977 more than 75 mentally retarded residents
Follow-up #3 Nov. 17, Postcard attached to letter and short 4,198
1977 form questionnaire {1st Class) !
Follow-up #4 Jan. 27, Phoning with short form questionnaire. 3,277
) - 1977 . (WATTS Line) rets
Ending date  Apr. 28,
1978
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each region's developmental center with a memorandum from Thomas Coughlin.
New York Mental Retardation Program Director, See Appendix E for a copy of
the memorandum. Completed questionnaires were returned to Mr. Coughlin's
office, who forwarded them to Minnesota in batches according to developmental
center, New York foster homes were never contacted directly by project sgaff.
Each chief of community services for each developmental center was contacted
by telephone and encouraged to make every effort to have questionnaires
completed and returned.

Initial mailouts to many multiple systems {(a single ownership which
operates more than one facility) were mailed out in one package to the main
office. In many instances, the system was willing to cooperate fully in
responding to the survey but did not wish the project to directly contact the
member facilities.

Mail follow-ups. On September 2, 1977 a reminder postcard was sent by

first class mail to 10,271 facilities., thanking those who had already returned
the questionnaire and asking those who had not had a chance to do so to return
the completed guestionnaire as soon as possible. Since the larger facilities
would have to devote considerable time and effort in comp%ling the information
requested on the questionnaire, a special letter was sent September 8-19, 1977
to facilities with more than 50 residents. fThis letter explained how infor-
mation from their program was an important contribution toward the value of
the survey. - . -

A second major follow-up was conducted Qctober 1ll-12, 1977, when a third
long form questionnaire and a project newsletter were sent to nonresponding

directors. The newsletter summarized the number of programs on the registry

by size across states. referred readers to recent research findings and
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publications of interest as well as describing our survey and asking directors
to "send in your survey today."

In the third and f£inal mail follow-up procedure, a short form question-
naire and postcard requesting eligibility informaéion was sent to 4,198 com-
munity facilities on Wovember 17, 1977. Section & of the short form was
identical to Section A of the original long form. Section B contained those
items considered absolutely essential to describe facility and resident
characteristics and build an adequate sample frame from which to select a
national probability sample of CRFs for a later study. Issues covered in
Section B are shown in Table 3. 3ll mail follow-up materials are found in

appendix F.

Table 3

Research Issue Areas Covered by the Short Form Questionnaire
Section B

A. Facility Characteristics

l. Ilocation

2. Ownership

3. Type

4. Bage of Facility

5. BAdmission Criteria

6. Population Statistics
7. Reimbursement Rate

B. Resident Characteristics

l. Level of Retardation
2. BAge

3. Movement

4. Previous Placement

Phone follow-ups. A special phone follow-up of nonresponding facilities

with more than 75 mentally retarded residents was conducted during Qctober 24

3%
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through November 4, 1977. An attempt was made to determine why the directors
had difficulty in completing the form received and to encourage them to
answer short form information. The phone script used in making these calls
is found in Appendix G.

It was anticipated that many eligible respondents would not complete the
mail guestionnaire although they would be willing to share the data the project
was requesting. A fourth major follow-up of the 3,277 non-respondents was
initiated Januvary 27, 1978, Each non-respondent was contacted by phone and
short form information was obtained by a structured telephone interview, A
telephone script (see Appendix G) was Geveloped to provide the interviewer
with standards and rules in condwcting the intexview and answeiing questions
about the project. All calls were made oh WATTS lines from the project
offices at the University of Minnesota.

Recruitment, training, and supervision of interviewers. Prospective

interviewers were initially screened on the basis of two criteria: (a) direct
experience in providing residential services to mentally retarded persons
{i.e., direct care staff in a CRF) and (b) ability to function as a successful
editor of both the long form and short form gquestionnaires. The 12 inter-~
viewers selected were provided with a pericd of intensive training which
included: {a) mock interviews to acgwaint the interviewer with the standard
procedures of phone interviewing, the typical problems encountered as well as
potentially difficult problems and suggested solutions; (b) observation of a
trained interviewer conducting actuwal interviews; and (¢) making actuwal calls
with supervisor ohservation and immediate feedback.

Completed interview forms were reviewed for completeness daily. Close

supervision made it possible to catch errors guickly and take corrective
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measures, as well as provide support to the interviewing staff. In order to
maximize efficiency at telephoning, interviews were scheduled for no more than
two hour blocks of phoning time.

Rate of returns. The survey officially ended on April 28, 1978, The

project had initially mailed questionnaires to 10,271 facilities. During the
interim period 1,080 additional facilities were added (item 5b), making 11,351
the total number of CRFs surveyed. Table 4 shows the number and percent of
guestionnaires returned during each stage of data collection. The actual and
cumulative weekly return rates related to data collection procedures are shown

in Figures 3 and 4 respectively.

Response to the 1977 CRF Survey

Facility responses were classified into three major types of returns as

described below.

In Scope
Facilities were In Scope if they met the operational definition of a

Community Residential Facility.

Community Residential Facility (CRF)
Any community-based living gquarter(s) which provides 24~hour, 7 days-a-
week responsibility for room, board, and supervision of mentally retarded
persons as of June 30, 1977.with the exceptions of (a) single family
homes providing services to a relative; (b} nursing homes, boarding homes,
and foster homes that are not formally state licensed or contracted as
mental retardation service providers; and (¢} independent living {(apart-

ment} programs which have no staff residing in the same facility.

39




Table 4

Number and Percent of Questionnaires Returned
during Each Stage of Data Collection

Data Collection

Date Questionnaires Questionnaires Cumulative Questionnaires
Procedure Mailed/Phones Returned to Date Returned to Date
N N % N %

Initial Mailing August 19-24, 1977 10,271 96 .8 ——— —_—
Follow=-up #1
{Rminder Postcard) September 2, 1977 9,043 2,786 24.3 2,882 25,1
Follow=-up #2
(Long Form & Newsletter) October 11-12, 1977 1,616 14.1 4,498 39,2
Follow-up #3
(Short Form & Postcard) November 17, 1977 2,722 23.8 7:220 63.0
Follow-up #4 January 27, 1977- a
(Phoning of Short Ferm) 3.277 4,239 37.0 11,459 100.,0

April 28, 1978

3The total number of questionnaires returned (11,459) is slightly larger than the total number of

facilities surveyed {11,351) because:

{a) some facilities were surveyed more than once resulting in

return of one questionnaire from the administrative office and one from the individuwal facility; and
{b) intake procedures could not detect duplication of questionnaires if addresses were different.
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It includes a complex array of residential programs referred to under
varying descriptive labels such as "group home,"™ "hostel," "community
residence,” "boarding home.," "sheltered care homes.," "residential care
facility," and “supervised apartment.® Since foster homes differ considerably
in organization andg management from the other facilities included in the
survey, it was decided to summarize information on them in a separate report
(Bruininks, Hill, & Thorsheim., 1980). The term Foster Home (FH) refers to

homes that are formallyY licensed or contracted by the state as mental retar-

dation service providers.

Nonresponse

A nonresponse was either a refusal or unknown.

Refusal {(R):
Respondent refused to cooperate in the survey. either in writing or by
phone. These facilities do serve mentally retarded according to the

state listings.

Unknown {(Unk):
After multiple contacts (four mail follow-ups), respondent gig not
participate in the survey. These facilities do serve mentally retarded
according to the state listings and the address exists according to the

Post Office.

Out of Scope

Three types of facilities were classified as Out of Scope.
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Duplicate Address (DA):

Duplicate listing for the same facility.

Not Eligible (NE):
Facilities/homes that did not fit our operational definition: "2 facility
or home that provides 24-hour, 7 days~-a-week responsibility for room,
board, and supervision for mentally retarded persons as of June 30, 1977."
For example: a. Facilities with no retarded residents~~serves
mentally ill, elderly, alcoholics, etec.
b. Supervised apartment without 24-hour supervision. -
¢. Nursing home without ICF-MR certification.
d. Facility or residential school which operates only
five days a week.

e. An administrative office or mailing address.

Not Deliverable {(ND):
(1) Facilities/homes not in business, closed or facilities that were
licensed but never opened as of June 30, 1977.
(2) Questionnaires returned by the Post Office as "Non-Deliverable,"
"Address Unknown," or "No Forwarding Address."

(3) Inability to reach by telephone follow-up.

In the analysis of the 1977 CRF Survey returns, a total of 6,400 (56.4%)
facilities and homes were In Scope or fit our operational definition. Of
that number, 4,427 (39.0%) were classified as community residential facilities

and 1,973 (17.4%) were considered foster homes as shown in Table 5,
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o Table 5

Number and Percent of Questionnaires by Type of Return

Type of Return N %
Total ; 11,351 100.0
In Scope
Community Residential Facilities 4,427 39.0
Foster Homes 1,973 17.4
Subtotal 6,400 56.4
Nonresponse
Refusal 56 0.5
Unknown 1,191 10.5
Subtotal 1,247 11.0
out of Scope
Duplicate Address 369 3.3
Non-eligible 2,256 19.9
Not Deliverable 1,079 9.5
Subtotal 3,704 32.6

There were 1,246 (11.0%) Nonresponse facilities, of which only 56 (0.5%)
verbally or in writing refused, while 1,190 (10.5%) questionnaires were not
returned after four mailings and no phone listing was available.

Within 3,704 (32.7%) out of Scope facilities, 369 (3.2%) were duplicate
listings, 2,256 (19.9%) did not meet our definitional criteria, and 1,079
(9.5%) were not deliverable by the Post Qffice or not in business.

A detailed breakdown showing type of returns by type of facility
(community residential facilities versus foster homes) for esach state and
for the 0.5. is presented in Tables 6 and 7, respectively.

In calculating the response rate, all those facilities that were

identified as out of Scope were deleted. - The Response Rate was derived by
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Table &

State Suwmnary Status of 1977 CPP Survey Returns by Tyoo of Faciliey

In_Scops __Nonresponse Out_of Scopu

Refusal Lok nown Dupitiate hddress Hon—eligible Hot Deliverable
State CRP Elt T CRF FM T CRF FH T CRP Bt T CRF FH T CRF FH T
AL 17 3 20 2 -~ 2 2 - 2 - - - 2 - 2 - - -
AK W 11 25 - - e - - . - - - 1 - 1 i -« 3
AL 26 - 26 - - - - - - - - - 11 - 4 1 - 1
AR 1 - 16 I - - . 2 - 2 - - .
CA m - 15 - 15 182 - 182 30 - 30 618 -618 20 - 210
co 72 - n - - -« 3 - 1 5 - 5 12 - 12 16 - 16
cr 2 - s 1 - 1 4 - 3 - . - i- 3 2 - 2
1 3 6 $3 59 - - - - - - - “ - - = = - 39 319
ac 2 - 2 = = = 4 - 3 - - T 26 - 26
FL 2 36 208 2 - 2. 294 - 2 9 - 9 4 - 24 6 - 16
GA a - 3 - - - 2 - 2 1 - 1 2 - 2 - - -
H1 9 8 &2 - - - 6 4 10 2 - 2 32 6 6 - 6
1D 21 - a - - - 1 - 1 - - - 15 - 15 1 - 1
iL 147 8 1es - = = 14 - 14 15 - 15 199 - 199 0 1
15 42 T - - - - - . 1 - 1 ¥ - 14 - - -
IA s -~ 45 I T | 4 - 4 ‘11 -1l i - 3
KS 102 - 102 1 -1 2 - 2 14 - M 44 - 48 kK IR
Ky 18 - 18 - - - 1 - 1 5 - 5 203 -20 6 - 6
LA 20 18 I8 - - - - - - 2 - ? 1 - 1 - - -
ME 46 - 46 1 -1 2 - 2 - - . 3 - 3 8 - 8
HD 28 - 26 - = = = - . 6 - 6 15 - 15 - - =
A 157 - 1s7 - - - & - & 7 - ¥ 42 - 42 15 - 15
Ml 44 283 Ny 10 - 16 13 66 202 23 2 B 17122193 19 30 49
M 176 - 176 - - - 7 - 1 9 - 9 1 - 1 8 - 8
Hs 13 - n - = = = - . 1 - 1 2 - 2 - . =
MO 193 113 308 1 - 1 & 4 w0 7 - 7 1673623 8 89 j42
ur 61 - 6 - = - - - - 11 - 1 6 - 6 8 - 8
HE 87 - 87 - = - 5 - 5 3 - 3 25 - 25 1 - 1
Ny s 18 2 - - = 12 - 12 - - - 2 - 2 - - -
] 13 - 18 | e - - - 7 - 7 3 - 1
N 88 75 159 8 - 8 15 23 18 3 - 3 5411 65 -11 10 21
4 34 - - = - & - 3 2 - 2 2 - 2 - - -
Ny 167 1123 1295 - 3 3 2 %6 468 22 7 29 5156107 15 195 210
e 7 - M - = = = 3 13 ] - 4 13 -1 5 -  §
Hp 12 - - - - e .. I - 1 1 - 1 2 - 2
o 124 145 269 1 5 6 15 17 18 9 27 216 36 9 66 75
17 7 - 7 = = = 1 - 1 1 - 1 5 - 5 i - 3
oR 65 - 65 - - - & - 3 6 - 6 M - N 1 - 1
PA 354 9 363 4 - 4 25 - 5 82 - & 14 -N B8 - 38
31 15 - 15 - - - = .. - - - 5 - 5 3 - 3
5C 2 3% 8 S 5 - 5 4 - 8 3 - 3
50 2 - a - - - - - - 1 - 1 3 - 3 - - .
™ B4 11 95 - - - - - 14 1 15 17 - 17 4 - 3
I} 88 - o8 - - - 4 - & 8 - 8 36 - 3% I -
ur 5 1 B - - - - n 1 - 1 3 - 3 6 - 6
i) &4 s 69 ST S S | 1 - 1 8 - 8 1o- 1
VA 51 - 8l - - - 2 - 2 6 - 6 16 - I 3 - 3
WA us - 115 1 - 1 6 - 6 14 - 1 89 - 89 ¥ - 16
W q - -] - - - - - - 4 - [ 3 - 3 2 - 2
¥l ne 17 133 - - - 6 1 7 12 - 12 48 3 351 3 2 5
HY 12 - 12 - - - - - - - - - - . - - - -

CRF - Cormunity Resadential Facilities: FU - Foster Homes: T = Total
Hoter State abbroviaticns in Appendix H.
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Table 7 -

U.S. Total Summary Status of 1977 CRF Survey Returns by Type of Facility

In Scope reatonse out of _Score
Refusal tnknown buPlicate Address Non=cligible Yo Deliverable
CRFP 3] T CRF FH T CRE FH T CRF  FH T CRF i T l CRF FHt T

4,527 |1.973  |6,an0 412 -] $6 583 |62 1191 50 {19 369 2,110 J146  }2.256 (645 |aze ILON

43.2] 1920

39.0 17.4 §6.9| 85.7)id.3J200.05 47.3 52.7 1oo.0f 94.2] 5.1]100.0 93.5| 6.5 100.0! 50.9)
H i

using In Scope figures as the numerator and In Scope plus Nonresponse figures

in Scope

In Scope 4+ Nonresponse X 100)

as the denominator: Response Rate = (

As shown in Table 8, Community Residential Facilities had 87.9% response
rate; the Foster Home response rate was 75.6%; while the overall response rate
for the mail survey of both facility types was 83.7%. Response rates per

state are shown in Table 9.

Table 8

Response Rates for the 1977 CRF Mail Survey

CRF FH Overall
In Response In Response In Response
ScopeNonresponse Rate Scopemonresponse Rate ScoPeNonresponse Rate
4,427 6ll 87.9 1,973 636 5.6 6,400 1,247 83.7

Data Processing

As the questionnaires were received in Minneapolis, they were logged in
through standardized receipt procedures and transmitted to editing for
careful review by trained persons to ensure compieteness, consistency (logical,

conceptnal and administrative), clarity, and readability. Specific written

30
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Table 9
Respouse Rate by State

—— - —

Comrunity Resldentia! Facilitles

Yester lomes

Response Rate

- mm  mas

5.6

100.0
100.0

o O

§l:§llll

o

fal |

. -
it

o
o

|§|l|:8|

°

= ~t
U= -
:
ro [

100.0
76.5

10.6
100.0

86.8

100.0
100.0
100.0

100.0
100.0

94.4

e o e . s 4 et i 1 S - wa—

In Scope Ronresponse Response Rale Ty Scope Nonresponse
Yailed  Staiex 4427 611 §7.9 ) 4_-_{'9_73 —— . 636
Al 17 4 81.0 3 -
Ak 14 - 100.0 11 -
¥4 26 - 100.0 - -
R 156 1 94.1 - -
Ch 772 197 19.7 - -
cC 72 3 96.0 - -
CT 52 5 91.2 - -
GE 6 - 100.0 53 -
e 2 4 33.3 - -
FL 172 26 86.9 36 -
GA 3 2 93.9 - -
Hl 59 6 90.8 ] 4
TD 21 l 9505 - -
1L 147 14 91.3 18 -
X 42 - 100.0 - -
A 45 1 97.8 - -
S 102 3 97.1 - -
Ky 13 1 94,7 - -
LA 20 - 100.0 18 -
ME 46 3 93.9 - -
ND 26 - 100.0 - -
HA 157 4 97.5 - -
b3 | 474 146 76.5 253 66
b} 176 7 96.2 - -
WS 13 - 100.0 - -
1o 193 53 78.5 113 48
ME 61 - 100.0 - -
NE 87 5 94,6 - -
ny 5 12 29.4 14 -
L) 18 1 Q4,7 - -
NI 84 23 78.5 75 23
Nt 34 4 89.5 - -
hi4 167 2 95.8 1128 469
o 74 - 100.0 3 -
KD 12 - 100.0 - -
o 124 16 88.6 145 22
1.4 7 1 87.5 - -
oR 65 4 94.2 - -
PA 354 29 92.4 9 -
Rl 15 - 100.0 - -
sC 27 - 100.0 36 -
S 21 - 100.0 - -
™ 84 - 100.0 11 -
T3 88 &4 95.7 - -
T 14 13 51.9 16 -
T 64 1 98.5 5 -
VA 51 2 96.2 - -
WA 115 7 94.3 - -
wy .9 - 100.0 - .-
WL 116 [ 95.1 17 1
W 12 - 100.0 - -
Q 51
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Table 10

Questionnaire Items Eliminated from Data Entry on CRF Long Porms

10. 23. 27.a.
11.a. 24, 27.b.
"11.b. 24.21.b. 28.a.
12.b. 24.21.c. 28.b.
14. 25.b. 29.b.
20. 26. 29.c.
21. 27. 29.4.

The questionnaire data were keyed onto Univac Key-to-disk system with
100% independent verification. This system was Programmed to range check each
data field to determine if an entry was “in range“ and to check for some basic
inconsistencies (i.e., number of mentally retarded residents must be equal or
less than number of total residents), and row and column totals. Corrections
of the improper entries detected were made in the keying process directly from
the survey documents.

Once the computer tapes were developed: a 10% manual check comparing
listed d~ta from the tape with the actual codes from the gquestionnaires was
conducted. This was follcwed by extensive computer edits intended to detect
all remaining inconsistencies, unreasonable data and keying errors which were
than corrected. The resulting computer tapes had no imputed data; missing
information wzs left blank, and all zeros were entered directly.

To clarify for the reader what data were actually entered onto the com-
puter files for community res?dential facilities, a listing of the data

available on the long and short forms is presented in Tables 1l and 12.
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Table 11 {continued-2)

Data Available on Long Form Questionnaire

H.

Chronological Age

1.
2.
3.
4.
5.
6.
7.

Total number age 0-4
Total number age 5-9
Total number age 10-14
Total number ade 15-21
Total number age 22-39
Total number age 40-62
Total number ade 63+

Resident Movement

1.
2.
3.
4.

5.
6.

Total number of deaths

Total number of discharges

Total number of readmissions

Total number unsuccessful trial placements into your facility lasting
30 days or less {exclude respite care)
Total number of rew admissions
Previous placement of new admissions July 1, 1976-June 30. 1277.
a. Independent living

b. HNatural/adoptive home

¢. Foster home/family care home

d. Group home/hostel

e. Halfway house

f. Boarding howe

g. Supervised apartment

h. Community ICF - MR

i. Correctional facllity

j. County home

k. Work placement

1. HNursing home

m. ZInstitution

h. Unknown

o. Other

Placement of residents who left between July 1, 1276-June 30, 1277:
a. Independent living

b. HNatural/adoptive home

c. Foster home/family care home

d. Group home/hostel

e. Halfway house

f. Boarding home

g. Supervised apartment

h. Community ICF -~ MR

i. Correctional facility

j. County home

k. Work placement

1. Nursing home

m. Institution

n. Unknown
o. Other
p. ‘Total -
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Table 11 (continued-3)

Data Available on Long Form Questionnaire

Additional Handicaps

1. Number of mentally retarded who are blind

2. Number of mentally retarded who are deaf

3. Number of mentally retarded who have epilepsy

4. pNumber of mentally retarded who have cerebral palsy

5. pNumber of mentally retarded who have behavior disorders

6. pNumber of mentally retarded who are autistic-like

7. pNumber of mentally retarded with two or more handicapping conditions
in addition to mental retardation

Specific Limitations
l. Number of mentally retarded residents who cannot walk without

assistance

2. Number of mentally retarded residents who cannot dress without
assistance

3. pNumber of mentally retarded residents who cannot eat without
assistance

4. Number of mentally retarded residents who cannot understand the
spoken word

S. Number of mentally retarded residents who cannot communicate verbally

6. Number of mentally retarded residents who are not toilet trained

Parental Visits
1. Approximately what pPercentage of your residents have Parental visits
at least once a year?

Staffing pattern
1. Primary staffing arrangement for direct care staff in your facility

Expenditures
1. What was your averadge per diem (per day) cost?

Age of Facility
1. When did your facility accept its first mentally retarded resident
at its current address?

what are the major problems in operating and maintaining your facility?
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Table 12

tata Available on shout Form Questionnalre

A. Facility Identsification
1. 5State
2. County
3. Date Received

3. Type of wmership

Who operates your facilicy?

Is Your facility a member of & group of fac:lities operating vnder
one general awnership?

3. Is this facility operated for profit/non-profit?

C. Type of Facriity
L. which of the following classification best describes your facility?

D. Adnissien Criteria

Minimpm age accepted

Maximum age A person may remain in your facilicy

Do you accept gseverely or profoundly mentally retarded zesidents?

[E™

LY O L

£. Populaticn
1. L:censed bed capacity
Z. Tocral numper of res:dents
3. Total number ¢f mentally retarded residents
4. Tesal number of male retarded resicdents
5. Total number of female retarded residents

F. Level of Retardation

Totil number of borderline
Total number of mild

fotal number of moderate
Total number of severe
Total number of Profound
Total number of unknowm

wwonological Age
Totai number age 9-d
Total number age 5-9
Total number age lo-id
Total nupber age 15-21
Total number age 22-39
Total number age 40-%2

+  Total number age &3+

g goewer

RN D T R S PO

4. Resident Movement

Total number ¢f deaths

Total number of discharges

Toral number of readmissions

Total pumber ¢f new admissions
Pravious placement ¢f new admissions July 1, 1976-June 30, 1977:
a. Natural/adoptive home

b. Fogter home/family care home
¢. Instatution

é. Community residential facility
e. Other

[T PO P ]

1. hge of Facility
1. When d4id your facility accept 1ts first mentally retarded resident
at its current address?

J. Expenditures
i. what was sour average per Jliem {zer day) cost fer resaident?

ERIC
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RN D T R S PO
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Limitations on Interpretation of the Survey Results

Respondents in a mail survey invariably do not answer all questions. In
this survey estimates for the missing data were not supplied. Instead, cases
were deleted for variables on a pairwise basis and percent reporting was
faithfully documented for all results presented in this report. Table 13
presents the number of facilities reporting and the item response rate for
each of the key items. Response rates for non key items ranged from 46% to
49% (based on a percent of 4,427 facilities).

Although project staff expended considerable effort to collect complete
and accurate information, no survey is free from error. Therefore, the
reader is asked to recognize the following potential sources of error:

(1) The survey was based on state identified (licensed, certified or

. regulated) facilities for the mentally retarded. Certain states
may be serving a significant number of mentally retarded in
generically licensed residential facilities such as nursing homes.,
county homes, or board-and-care homes. These generically licensed
facilities were not included in the study.

(2) The data were collected by means of a self-reporting questionnaire
and telephone interviews over an extended period of time. No
estimates on the reliability of the response are available for
either data collection method. For much of the data there are no
sources €from which to establish reliability, since very few states
have efficient tracking systems monitoring the mentally retarded
residents living in the community. Reliability may be higher for
data collected by telephone interview. These respondents had an

opportunity to reguest clarification of survey (uestions and were
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Table 13

Number Reportiﬁg and Response Rate for Key Items

Nurmber Response Rate
Variable Name Reporting Data (% of 4427)

1 ID Number 4427 100.00
2 State 4427 100,00
3 Date Received 4427 100.00
4 County 4427 100.00
5 Ownership 4417 99.77
6 Multiple Facility 4344 98.13
7 Profit/Non-profit 4285 96.77
8 Type of Facility 4427 100.00
9 Age of Facility 4293 96.97
10 Admission (winimum age) 3707 83.74
11 Admission (maximum remain) 1224 27.65
12 Admission (severe/prof.) 4349 98.24
13 BRed Capacity 4423 99.91
14 Total Residents 4413 99.68
15 7Total Mentally Retarded Residents 4427 100.00
16 Total Male Mentally Retarded Residents 4347 98.19
17 Total Female Mentally Retarded Rsidents 4347 98.19
18 PRorderline 42138 96.73
19 Mild 4238 95.73
* 20 Moderate 42138 95.73
21 Severe 42138 95.73
22 Profound 4238 95.73
23 Unknown 4238 95,73
24 Age (0-4) 4243 95.84
25 Age (5-9) 4243 95,84
26 Age (10-14) 4243 95.84
27 Age (15-21) 4243 95.84
28 Age (22-39) 4243 95.84
29 Age (40-62) 424 95.84
30 Age (63+) 4243 95.84
31 peaths 4287 96.84
32 Discharges 4250 96.00
33 Readmissions 4254 96.09
34 New Admissions 4239 95.75
35 Previous Placement (home) 4207 95.03
36 Previous Placement (foster) 4207 95,03
37 previous Placement (institution) 4207 95,03
38 Pprevious Placement (CRF) 4207 95,03
39 Previous Placement (other) 4207 95.03

40 Per Diem 4078 92.12
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provided with structured probing throughout the interview. It
should be emphasized, however, that the painstaking editing and
call-back procedures resulted in data of relatively high internal
censistency., an important indicator of reliability.

(3) Respondents may interpret the questions in a way not intended,
either because the item was unclear for them, or because of
educational, cultural, or linguistic barriers.

(4) Some respondents did not have access to information for all persons
living in the facility or were unable to recall pertinent facts.
The grouping of residents by levels of retardation, in some cases,
was based on subjective judgment due to lack of available records.

(5) Responses may be deliberately falsified, particularly in sensitive
areas where the questions asked may arouse suspicions as to their
intent (e.g., "Do you acecept severely or profoundly mentally
retarded persons?").

Some types of information are more difficult to collect than others.
There are two prominent limitations of the cost data collected through a mail
or telephone survey. First, the reimbursement rates reported cover the
essentials of room and board in som2 facilities, while in other CRFs additional
service components have been included. It was not possible to distinguish
levels of service provisior and their concomitant costs. Second, reimburse-
ment rates differ between facilities in operation for several years and those
that only recently began operation. Analysis of start-up costs as a contri-
buting factor of rate differences could not be performed with a mail survey.
Based upon a careful review of the survey results and various state reports,

the average per diem cost information contained in this report are probably a
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more accurate reflection of government reimbursements for services rather

than an estimate of total costs.
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. RESULTS

This section provides an analysis of findings from the 1277 National
Svrvey of Community Residential PFacilities. A description of the facility
characteristics is presented first, followed by a description of resiéent
characteristics. Results for most variables are tabulated at three levels:
national, regional, and state. Information reported by foster homes is not

included in this section {see Bruininks, Hill, & Thorsheim., 1980).

Facility cCharacteristics

Basic national findings of the 1977 survey on'the number and general
characteristics of community residential facilities are presented in Table 14.
This table shows that the 4.427 responding facilities were serving 76,250
persons. 62,397 of whom were classified as mentally retarded., at a mean cost

reimbursement rate of $15.70 per day.

fable 14

National Summary Data on CommunityY Residential Facilities
as of June 30, 1977

Number of Facilities 4.427
Licensed Bed Capacity 83,688
Total Number ©f Residents 76,250
Total Number ©f Mentally Retarded Residents 62,397
Average Daily Reimbursement Rate $15.70

Geographic distribution. Aall states and the District of Columbia were

representad in the survey. As shown in Table 15, 17 states plus the District

43
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Taple 15

Rank Order of 2tates bV zha Number oF PPz
(Unrted States, 1977, 190% CRFs Rerorting!

2% or Less Facilities

pistriet of Columbia 2
Nevada b3
Delaware 6
Oklahoma 7
Wast Virginia 2
Horth Dakota 12
Wwyoming 12
Mississippi 13
Alaska 14
Gtah 14
Rhode Island 15
Arkansas is
Alabama 17
Kentucky 18
New Hampshire 18
Louisrana 20
Idaho 21
South Dakota 21
26 - 75
Arizona 26
Haryland 26
South Carolina 27
Georgia i
Rew Mexico - 34
indiana 42
Iowa 45
Maine 46
Virginia 51
Connecticut 52
Hawaii 59
Montana 61
vermont &4
Qregon 65
Colorado 72
North Carolina 74
76 - 150
Rew JevseY 34
Tennessee 34
Nebraska 87
Texas 38
Kansas 102
Washington 115
Wisconsin 11e
Qhkio iz4
Illino:rs 147
131 or More Facilit:es
Masgsachusetts 157
New York 167
Florida 17z
Minnesota 17¢
Missour: 1923
Pennsylvan:a 354
waenigoin 474
cal:forn:a T2
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of Columbia had 25 or fewer facilities, 16 states had 26 to 75 facilities, 9
states had 76 to 150 facilities, and 8 states had 151 or more facilities.
California was the leader with 772 facilities, the majority of which were
family care homes. Three states (California, Michigan. and Pennsylvania)
accounted for over 36% of the total facilities surveyed. Figure 5 shows the
geographic distribution nationaliy.

Table 16 presents the rapk ordering of states by number of facilities
and by number of mentally retarded residents served within these facilities.
Differences in the two rank orderings, by number of facilities and by number
of residents, are likely due to state variations in size regulations for
community based facilities (Hill, Sather, Xudla, & Bruininks, 1978) in
deinstitutionalization policies, and funding mechanisms providing for
residential services. Certain states, such as Louisiana and Oklahoma, have
few facilities but allowed large numbers of mentally retarded persons to live
in these facilities. Other states, such as Hawaii and Vermont, have limited
the size of their community facilities to four or fewer, so that they have
large numbers of facilities relative to the number of residents.

The distribution of the number of facilities, total residents, and number
of mentally retarded residents by state within federal region is shown in
Table 17, ©On a national scale, the survey found 82% of the population of
CRFs identified as mentally retarded. The CRF population identified as
mentally retarded ranged from a low of 72% in Region X (Arkansas. Idaho,
Oregon, Washington) to a high of 95% in Region vIII (Colorado, Montana, North
Dakota, South Dakota, Utah, Wyoming). These differences may be due to
regional differences in deinstitutionalization policies and use of generic

classifications of facilities.
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Table 16

Rank Order of States by the humber of Facilities and
by the Number cof Mentally Retarded Residents in CRFs
(United States, 1977, 100% CRFs Reporting)

- - -

rw—
—

Facilities Persons
N State N State
772 California - 6,870 California
474 Hichigan 6,102 Pennsylvania
354 Pennsylvania 6,076 I1inois
193 Hissouri 4,126 fichigan
176 Minnesota 3,314 New York
172 Florida 3,140 Minnesota
167 New York 2,663 Hissouri
157 Massachusetis 2,485 Ohio
147 IMinois 2,342 Florida
124 Ohio 2,280 Texas
116 Wisconsin 2,084 Wisconsin
115 Washington 1,848 Massachusetts
102 Kansas 1,550 Washington
28 Texas 1,256 Louisiana
87 Nebraska 1,150 Towa
84 New Jersey 1,089 Kansas
84 Tennessee 950 Kentucky
74 North Carolina 947 Connecticut
72 Colorado 937 Nebraska
65 Oregon 003 Tennessee
64 Vermont Q48 Colorado
61 Montana 211 Oregon
59 Hawaii 789 Neys Jer<ev
52 Connecticut 643 Nerth Carolina
51 Virginia 629 Maine
46 Maine 584 Oklahoma
45 Towa 508 Virginia
42 Indiana 479 Indiana
34 New Mexico 438 Montana
31 Georgia 412 Utah
27 South Carolina 374 Maryland
26 Maryland 354 Mississippi
26 Arizona 343 Arizona
21 South Dakota 310 South Carolina
21 Idaho 306 Georgia
20 Louisiana 266 Idaho
18 Kentucky 260 South Dakota
18 New Hampshire 220 Vermont
17 Alabama 215 Arkansas
16 Arkansas 207 Alabama
15 Rhode Island 206 New Mexico
14 Alaska 185 North Dakota
14 Utah 181 Rhode Island
13 Mississippi 177 Hawa i1
12 Wyoming 119 Alaska
12 North Dakota 105 Hew Hampshire
9 West Virginia 101 Wyoming
7 Oklahoma 89 Delaware
6 Delaware 67 56 West Virginia
t l 5 Nevada ¢ Col gg gistrict of Columbia
' v 2 District of Columbia evaoa
IERJ!:'___" ot 62,397 i
T 2,397 United States Total
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Table 17

¥urher of Facilities, Residents, and Mentally fetarded Resadants
{Unated States, 1977, 100% CRPs Reporting)

€

i

Region/State Facilitias Total Hentally Retarded
i Residents Resadents
1

.8. Total 4,327 . 76,250 82,397

Region i g2 4,359 3,930
Connecticuc 52 954 947
Maine 46 777 629
Hasgachusetts 157 . 2,002 1,848
New Hampshire 18 H 169 105
Vaermont 64 . 271 220
fhode Island 15 186 161

Region IT ‘ 251 t 5,395 4,103
New Jersey ; 84 : 1,812 789
New York H 167 1,583 1,314

!

Region 111 l 440 l 7,738 7,169
Delaware [ 6 i 104 as
Haryland i 26 . Jal 374
Pennsylvania ! 354 i 6,576 6,102
virginia . 51 H 581 508
West Virginia ; 9 S6 56
Washington, DC | 2 : 40 40

Region IV , 436 : 7,095 6,015
Alabapa i 17 ! 479 207
Plorida 172 2,968 2,342
Georgla ki § 42 06
Xentucky 18 974 950
Mississippi 13 a7s 154
North Carolana T4 652 643
South Carolina 27 2 o
Tennessee 84 993 203

Region V 1,079 21,632 18,390
llinoas 147 8,476 5,096
Indiana 42 566 479
Michigan 474 5,952 4,126
Minnesota 176 1,289 1,148
chie 124 2,707 2,485
Wisconsin 116 2,642 2,084

Region VI 165 5,724 4,541
Arkansas 16 232 215
Louisiana 20 l 1,301 1,256
Hew Mexico 4 245 206
Cklahora 7 ' 584 584
Texas aa I 1,362 2,280

Regaon VII 427 7.047 5,839
Iowa 45 i,18 1,150
Kansas 102 1,215 1,089
Missouri 192 1,538 2,661
Hebraska a7 976 937

Region VIII 192 2,37 2,244
Colorado 12 B854 848
Montana 61 454 438
North Dakota 12 199 185
South Dakota 21 263 260
peah 14 503 412
HWyoming 12 101 101

Regaon IX 862 9,089 T.420
Arizona 2% 372 343
Califorma 772 | 8,426 6,873
Hawaii 55 254 177
Nevada S 37 S 30

Reglon X . 215 3,797 2,746
Alaska 14 127 119
rdaho 21 114 266
Oregon 65 995 a1l
Washington 115 2,361 1,550

fade]
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In general, the most populated states have the largest number of mentally
retarded residents in CRFs. Table 18 presents by state within federal region
the general population, the mentally retarded population in CRFs, and the.rate
of mentally retarded residents per 100,000 of the civilian population (Civilian
population figures are taken from the United States Department of Commerce,

Bureau of the Census, Population Estima%es and Projections, Series P-25,

No. 727, 1978).

During 1977 approximately 29 of every 100,000 U.S., citizens were placed
in community residences for the mentally retarded. When the states are
Placed in rank order According to per capita rate of placement as in Figure 6,
Minnesota had the highest per capita rate of placements in community
residences with approximately 79 of every 100,000 people placed in community
residences. In contrast, West Virginia with a 3.0 rate placed approximately
3 of every 100,000 people in community residences for the mentally retarded.

The 1977 Hational Survey long form questionnaire asked respondents to
indicate the size of community where the facility was located. There was
considerable variation in location as shown in Figure 7. ©f the facilities

reporting, over one~third were located in cities with a population range of

2,500 to 49,999,
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Table 18

Per Capita Rate of Mencally Retarded Resldents in CRFs per 100,000 General Population
by Federal Region and Stage
(United Stares, 977, 100% CRFz Re, srcing)

General Populaction Mentally Rerarded Rare of MR
(in chouganda) Regidencs Residencs per

100,900
U.5. Total 216,330 62,397 28.84
Region 1 12,242 3,930 32,10
Connecricut 3,108 947 30,47
Haine 1,085 629 57.97
Mapeachusetts 5,782 1,848 31.96
o e i o -

ode Islan .
Verwoat 433 220 45,55
Reglon IL 25,25) 4,103 16.25
New Jersey 7,329 789 10.77
New York 17,924 3,314 18.49
Region III 24,190 7,169 29,64
Delawvare 582 89 15.29
Maryland 4,139 74 9.04
Pennaylvania 11,785 6,102 51.78
Vicginia 5,135 508 9.89
West Virginia 1:859 56 .01
Washington, D.C. 690 40 5.80
Region IV 35,797 6,015 16.80
Alabama 3,690 207 5.61
Floerida 8,452 2,32 27.71
Georgla 5,048 306 6.06
Kentucky 3, 8 950 27.47
Miasisgsippl 2,9 154 14,82
¥orth Carelina 5,525 643 11.64
South Carolina 2,876 310 10.78
Tenneasee 4,299 903 21.00
Region V 45,031 18,390 40.84
Illinois 11,245 6,076 54.03
Indiana 5,3% 479 8.99
Hichigan ' 9,129 4,126 45,20
Minnesora ; 3,975 3,140 78.99
Ohio i 10,701 2,485 | 23,22
Wisconsin : 4,651 2,084 : 44.81
Reglon VI ! 22,896 ] 4,561 ! 19.82
Arkansas ) 2,144 i 215 : 10.03
Louisiana ’ 3,921 ' 1,256 i 32.03
New Mexico t 1,190 ; 206 | 17.31
Oklahoma i 2,811 ' 584 20.78
Texas i 12,830 . 2,286 i 17.77
Region VII ) 11,567 - 5,839 : 50.48
Towa 2,879 1,150 39,94
Kansas 2,326 1,089 ' 46.82
Mtsgouri 4,801 2,663 : 55.47
Nebraska ' 1,561 937 ' 60,03
Reglon VIIL 6,39 2,244 35.09
Colerado 2,619 848 32,38
Yonrana 761 438 57.56
North Dakota 653 185 ﬁ;g

Sourh Dakota 689 260 .
Utah 1,268 412 32.49
Wyoning 406 101 24.88
Ragion IX 25,720 7,420 28.85
Arizona 2,296 343 14.94
California 21,8986 6,870 31.38
Hawaii 895 177 19.78
Hevada 613 30 I 4.74
Reglon X 7,298 2,746 37.62
Alaska 407 119 29.24
Idaho 857 | 266 31.04
Oregon 2,376 ‘ 81t 34.13
Washingron 1,658 pbn 1,550 42,37
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State Rate ver 100,000 General Ponulacion
0 16 20 an 50 59 60 70

80

Minhesoto
hebrasqz 0.0
Maine - 58.0

Yontan: 35.

Missours 33.5
34,0
51.5

dllincys

— o ——

Pennsvlvania
Kansas 46.8
Vermont 43,6
¥ichigan 45,2
Wisconsin 44,8

wasilnpgron 42,4
bova 39.9
South Dagoca 3.7
Oregon 3601
Uzak 2.5
Calorado 2.4
Loufstana = a0
Massachusetts 32.0
Californza L4
iéane 3ne
Connecticut 30,5
alaska 29.2
North Dakota 28.3
Florida 21.7
Kentucky . 27.5
Wyoming 24.9

Ghio 23.2

Tennessee 21,6

Oklahoma 20.8

Havati 19,8

Raode Island 19.4

hew Yord 18.5

Texas 17.8

New Mexico 17.3

Deiaware — 15.3

Arizona ——— 4.9

Mississippi — 14.8

New Hampshire ——————— 2.4

North Carolina ———— 1.6

South Carolina e 10.8

New Jersey — 10.8

Arkansas —— 10,0
Virginia —_—0.9

Marvland I——— 9.0
Tndiana — 00

Georgia p— 6.1
Rashington, .~ -_— 5.8
Alabama ’ 5.6

wevada [-—-— &7

West Virgini. -— 3.0 71

Figam «.  per capitd rate of mentally retarded residents ipn CPFS per 100,000 genaval population.
iunzzed States, 1977, 1008 CRPs Reporting)
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CRFS

40 Location L] s
Rural (farm/non=fazrm} g2 13.8

N =795 Small Town (less than 2,500) 207 9.1

Town (2,500 - 49,999} 795 6.3

Suburb of Town 109 5.0

Large Cit:;’ {53,000 - 249,999} 89 17.8

30 Suburb of City 83 .8
Major City (250,000 or more) 235 10.7

Suburb of Major Cicy 69 .1
Total 2,189 99.9°

3pue to rounding. the total does not equal 1004,

+J
c
3 20
=
o
N= 1389
I N=302
N=
N= 109
N=283
N= 69
0 %
£ A A 2 o
42 < s K Ny
> &/ & &S S
& & o/ & o/ & o/
s/ 3 ) € s/
&% o &/
Location
Figure 7. Ppercent of CRFs by Location
(United States, 1977, 49% CRFs Reporting)
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Size. The size of facilities was assessed with questions about licensed
bed capacity., total number of residents, and total number of mentally retarded
residents as of June 30, 1977. Table 19 presents detailed information on the
total bed capacity, total residents, and total mentally retarded residents of
the 4,427 CRFs for state and national aggregate data. For each variable, it
shows the mean, median, mode, and the standard deviation. Nationally, the most
frequent number of residents per facility was 6 and the mean was 17.
Interestingly. the standard deviation statistics are quite high, indicating
a high degree of variability in the size of facilities.

As of June 30, 1977, 62,397 mentally retarded people were identified as
residents of CRFs. Table 20 shows that most CRFs are small., approximately
73% of the facilities serving 10 or fewer mentally retarded residents and over
88% of the facilities serving 20 or fewer mentally retarded people. The
distribution of mentally retarded residents shows in Table 21 that 28,3% of
the total number of mentally retarded residents live in homes with 10 or fewer
people and 43.9% live in facilities with 20 or fewer people. However:
approximately 50% of the mentally retarded people at the time of the survey
lived in community arrangements which served over 30 residents. These data

on size of facility are graphically illustrated in Figure 8.
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Table 19

Bed Capacity, Total Residents. and Meatally Retarded Resideats by Federal Region and State

(United States, 1977, 100 CRFs Reporting}
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Table 20

Numbef/;nd Percent Distribution of Facilities by Size
(United States, 1977, 100% CRFs Reporting)

"///, Size Facilities

N %

- 1-10 3,227 72,9
11-20 672 15,2
21-30 137 3.1
31-40 101 2.3
41-50 72 1.6
51-60 40 0.9
61-70 25 0.6
71-80 28 0.6
81-90 15 0.3
91-100 22 0.5
101+ 88 2.0
TOTAL 4,427 100.0
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Table 21

Number and Percent pistribution of Mentally Retarded Persons
by Size of Facilities

(United states, 1977, 100% CRFs Reporting)

Mentally Retarded Persons

Size N .
1-10 17,635 28.3
11-20 9,720 15.6
21-30 3,470 3.6
31-40 3,562 5.7
41-50 3,311 5.3
51-60 2,207 3.5
61-70 1,633 2.6
71-80 2,105 3.4
81-90 1,286 2.1
91-100 2,128 3.4
101+ 15,320 24.6
TOTAL 62,397 100.0
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Growth. The policy and practice of deinstitutionalization are quite
apparent in examining the rapid and substantial growth of community residences
in the past several Years {(see Figure 9). The gata show that the number of
CRFs approximately doubled between January, 1973 and June, 1977. Facilities
which opened and closed Prior to our survey are not included in Pigure 9.
Therefore, the number of facilities Presented is a minimum estimate of annual
additions. The drop for 1977 is artificial., since it covers only a six-month
period rather than a 12-month period. Data for remaining months in 1977 (July

to December) are likely to have indicated stable growth.

100
65C
600 -
350
500
450
400
350
300
250
200
150
100
50

0

605

Before 60 61 62 63 64 65 66 67 68 69 70 71 72 73 74 75 76 J;gg 30,
1960 1

YEAR {6 month
period)

Figure 9. Year of obPening for 4,290 CRFs
{(United States, 1977, 97% CRFs Reporting)
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Classification of CRFs, There is no standard classification system for

categorizing the wide range of residential programs which serve mentally
retarded persons nationally. When asked which classification best described
their facility. respondents from the same state were as likely to categorize
similar programs by a variety of different terms as categorize very dissimilar
s
programs by the same term. FPurthermore, terms used by respondents to describe
their facility varied considerably from those used by their state licensing
agencies to describe the same faciiities. To complicate matters even further,
similar programs across states were very likely to be classified as very
different types of programs.

In an attempt to provide the most reliable classification of CRFs
possible, it was decided to recategorize the 1977 survey facilities according
to the individual licensure, certification, ©or regulation tjitle given to the
facility by the state. The Mental Retardation Coordinators or designees were
contacted to describe or categorize each type of residential program available
for the mentally retarded in theixr state. Using these descriptions. project
staff recategorized each facility into the appropriate type of program. The
resulting 37 types of programs and the states whose licensing agencies used
these categories. number and percent of facilities o classified, and the
nurber and percent of residents living in these facilities are shown in
Table 22,

Table 22 reveals that the most frequent designation, serving the largest
number of mentally retarded residents (30%) was the Group Home. The facility
type serving the next largest number of persons was the residential school.
Nursing homes designated as Intermediate Care Facilities for the Mentally

Retarded (ICF-MR! served 6.5% of the residents. There are a great many other
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Table 22

Classification of Tacilities

. factiities “R Residents
Type State
N v ] 4
f.  Group dome AL, AK, AZ, AR, CA, €O, CT, OE, OC, 24061 35.6 13,820  30.2
FL, GA, HL. 1IN, 1A, KS, KY, LA, HE,
MO, MI, M%, MBS, MO0, NE. NV, KH. 3,
N, RC, uD, 04, OK, OR, PA, RI, SC,
S0, IN. TX, UT. YA, WA, wY, A0, Wy
2. Sma.l fFamily Home Ca 563 2.9 L2.056 1.3
3. Community Residence A, NY 215 6.2 2,568 4.1
. Sup. Apt. AL. AK, CA, €O, €T, LN, 1A, X5, MD, 234 5.3 1,158 2.4
MA, MI, MT, NE, RV, NHJ, KM, OH, OR,
PA, SC. 5D, TH. TX, VA, Wv, Wl
5. SuP. Living Facility i 12 3.9 3,063 8.9
6. Hozrding Home HI, ME, MT, 8J, WM, UT 125 2.3 1,093 1.B
7. Residential Care Fac. {A, M0, HD, PA, VA 112 2.5 2,935 a.?
8. Sheltered Care Home 10, IL 103 2.3 2,208 3.5
9. Residential Scheol AR, CA, CT. DE, FL, GA, TL, KS, KY, g 2.0 7.633  12.2
» MD, HA, M1, MO, RE, KH. NM. RY.
PA, TR, T, W1
*g. Congregate Care 41, HA 78 1.8 1,264 2.0
1. ilursing Home {1CF.MR} AL, AR, CA, CO, OE, IL, IN, XS, ME, 64 1.4 4,053 6.5
ul, MN, S, M0, OH, OX, OR, PA, TN,
T UT, Wl
12, Community Care Home L i1 63 1.4 217 .3
13. Cotmunity Homes for 0D MY 59 1.3 405 N
14, Privs pesidential fFacility CT. X5, LA, M, PA, T2 55 1.2 3,549 5.7
15. Care Home Hi 81 1.2 143 .2
-
16. Balfway House X, W1 49 1.1 1,147 1.9
17. Large Family Home CA a1 .9 34 .5
18. Spec. fare Factlity H 3 B 1,556 2.5
19. ICF/MR AL, AK, CA, €0, DC, GA, KY, HME, NV, 30 g 1,650 2.6
0K, SC
20. Small Homes Coop KS 26 .6 196 .2
2. I FL, M5, 0K, WA, ¥l 22 .5 1,062 1.7
22. Com. Living fFagility L 22 .5 451 .7
23. ICF-ED I 19 .4 1,900 3,0
24. Cnhild Care Facality I, I Ml i8 W4 958 1.5
25, Dom. Bome AL, PA 16 4 &0 .1
26. Child Core Inst. AL, AK, AZ, IM, TX 10 .2 36 .6
27. Cem. Res. Fac. NC 7 .2 209 .3
28. Sm. Res. Fac. 1] 4 A 145 .2
29, Unit of 5tate Hospital KY, MI, TX 3 . 197 )
30, Habilitative dursery cT k| A 148 .2
3. Community Livang Training
Center 0 3 . 78 K
32. seecialited Facility HA 32 59 B
33, lnstitute for DD HE 2 0 356 6
34, Comprenhensive Rehabilftative
Center A, HC 80 2 .0 99 .2
35, CooPerative Village PA 1 .0 3 a0
36, Research Institute Y i N} 7 .0
37. Therapevtic ComPrehensive
pevt ] V.0 3,0
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state classifications that are used to provide community residential care
listed in Table 22, many of which appear on the basis of designation alone
to describe similar facilities.

Capacity and occupancy rates. Capacity in the 1977 CRF Survey referred

to the individual facility licensed bed capacity as determined by state
regulations and provided by facility respondents. Occupancy rate was computed
by dividing the total number of residents by the iicensed capacit: . As of
June 30, 1977, the total licensed capacity of the reporting CRFs was 83,688,

A total of 76.250 residents lived within these facilities. The nation.l mean

occupancy rate for community residential programs for the mentally retarded

76.:250

was 91.1% (83.688

X 100).

The range, however., was 63.8% to 99.6% which suggests that many CRFs are
not used to capacity. wNumerous facilities (see Table 29) expressed concern
over their vacancies and difficulty of obtaining residents. Movement in and
out of facilities may also account for a number of varancies. Regional and
state statistical data are presented in Table 23. The facilities in some
states report rather high vacancy rates, although the variation among federal

regions and states is not very extensive.
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Tasle 22

e 1, 0 il mmmne e
L.3. lotal ' p3.608 74,250 U 2,439 ke oLt
Ragion 1 4647 i 5.359 - T 61 ! 91,9
{opaesriouk 97 ' 98 ! b} Ly ! 9.7
Hadne 07 m 0  TE 9.5
Maasachumaces .10 2.002 12k i 3.7 5.3
Sev Nampshire 19¢ 169 TR 1y ! 5.1
Yernont m 71 62 18.6 BY.s
Pode Ialend 193 186 : .6 ! %.4
Megicn 11 3.976 3,393 583 8.1 91.9
Sew Setsey Y12 1,812 10 7.6 92.4
New Tork 1916 3.38) ny s | 91.5
Raton 113 .68 7.8 936 159 | #5.1
Delausre 131 104 i : 6.2 L8
Harvland s m ¢ 0 1.0 99.0
Pennaylvants 7,330 6,376 50 103 i §9.7
Tirginis n2 1 131 1.4 #.6
Kest Virglnns &9 56 13 8.8 (1)
Keshingean. D.C. &7 1 T 14.9 5.1
Repion T 7.320 74095 R : R 2.3
Alabama 558 4te w1 4.2 0.8
Florida 3,088 2,968 b4 .5 ! 97.3
Gaorets 13 a2 1] 10.2 9.4
Kaztucks E.034 974 13 5.6, 96,2
HisetsntppL 04 s 2] 7.2t 92.8
Rorth Carolina 71 652 6 %6 | 40.4
$outh Cateline w2 0 19 3.1t 96.5
Tanssser 1,055 9932 62 5.9 %
Retlon v 26,021 ! 22,632 236 80, 92.0
Tlinots 9.598 i 5,476 HE 8+ n.s 85.3
1adtaca s s6¢ : 7 e 0.
Michigen 6.714 5.952 762 .y 26.7
Miunesota 3,438 ' 5209 ' 149 &1 9.7
ohio 2.9m 2,707 266 8.9 9.1
Wroonsln 2. 660 2.64% 18 , 0.7 99,1
2ecion ¥ 5,302 5724 mo 9.5 90.5
Arkanuss m B2 s 1 1.5
Lovletaas 1,432 1,301 m | 9.2 90.8
New Meries 88 143 £ ‘; 4.9 85.1
Oklancma 628 S84 44 | 7.0 91.0
Tous 2916 . 3,382 554 1 5.1 239
Reflon VI ‘ 7078 7.067 728 l £.2 9k.3
Tova ! 1,33 L.318 15 o 98,7
Fanies . 4.379 1.5 129 ! 1E.9 fe.1
Hissouri l 4,002 | 3,538 1 466 | 1k.6 T
Yebraoxs 3 ! 976 ' 85 ; 5.0 92.0
kezion VILE 2,55 : 7,374 ; 176 1 6.8 9.2
olorads 42 85s ; 0 | 9.3 %0.7
Nontaoe I 52 | 1 ; 6.2 93.8
Rorca Dakots s 19 ! 1 i b 9.6
Soush Dekota 764 263 1 0.4 9.6
Uesh 530 m t3] 5. 9.9
Vyotng 1us 101 TR 12.3 8.8
Meioe IX 10,072 9.089 wm | 16.3 5.7
ATisons u19 3 H w? ' 1.2 8.8
Cotiforeis 9.1 3,026 9 9.6 0.2
Havell e 58 2 8.0 9.2
Nevads 58 v H} | 367 £3.5
Region X 039 1,197 242 5.2 4.8
Alaska 158 3 5 i 3.8 96.:
Idnha 3 jH 1 ‘i 5.4 : 95.¢
[ Oregon YL T 95 : s¢ 1- et 98,2
| O o Masbingros 253G 2,361 dga 8 .6" . 3.3
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Ownership. The 1877 National Survey asked residential facilities to
classify themselves as > who operated the facility. whether the facility was
operated for profit or non-profit. and whether the facility was a member of a
group of facilities operated under one general ownership. As presented in
Table 24, over 50% of the CRFs reported that they were operated by non-profit
organizations serving approximately 563 of retarded residents in CRFs. More
than half of these non-profit facilities (1,300) indicated that they were
members of systems with central management; that is, a group of facilities
operating under one general ownership (see Table 25). Almost one-half of the
facilities in the survey were members of an organized system. Nearly 40% of
the facilities and residents were managed by proprietary organizations. Most
of the profit and proprietary facilities were managed under corporate forms of
ownership. In addition. 36% CRFs surveyed reported operating under government

ownership, with approximately 80% with 10 or fewer residents.
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Table 24

Type of Qwnership of Facilities
(United States, 1977, 97% CRFs Reporting)

ownership hﬂFaCllltleS h_ggpte;agﬁggtarded Residents ; Systgmf _
N ] s N | s I N 3
! ' !
Total 4,285 ilO0.0 61,300 ;100.0 +2,111 {100.0
|
Private Non-profit | .
Corporation 1,337 , 31.2 23,578 | 38.5 961 | 45.5
Individual 405 9.5 2,148 + 3.5 56 2.7
ARC 264 6.2 | 2,565 t 4.2 200 1 9.5
Family 162 = 3.8 748 - 1.2 14 : 0.7
Church 107 + 2.% 5,046 ;: 8.2 62 ; 2.9
Partnership 19 0.4 176 0.3 4 0.2
Other 6 0.1 110 0.2 3 , 0.1
Subtotal 2,300 *+ 53.6 34,371 © 56.1 1,300 6l.6
Proprietary (profit)
Individual 763 17.9 6,785 11.1 149 7.1
Corporation 419 9.8 12,049 19.7 27% 13.0
Family 326 7.6 2,326 3.8 88 4.2
Partnership 107 2.5 1,994 3.2 30 1.4
Other 2 0.0 16 0.0 0 0.0
Subtotal 1,623 37.9 23,170 37.8 542 25.7
Government
State 142 3.3 1,719 2.8 120 5.7
Region 112 2.6 726 , 1.2 94 4.4
County 106 . 2.5 1,29% ; 2.1 . 55 2.6
City 2 ; 0.0 12 ¢ 0.0 ' 0 0.0
Subtotal %2 | 8.5 3,759 | 6.1 i 269 1 12.7
i i 4
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Table 25

TRYs That Are Members of a Svstem
{Unized 3tates, 1977

Reglon/Gtate £
[]
¢.5. Toral ' 1.859
Region I : 154
Jonnectlcut ' 9
Maine 12
Massachusetts 125
Wew Hampshire s 3
Rhode Island s
varnont -
Region II 15
New Jarsey 10
New York 108
Region [II 154
Oelaware -
Haryland 20
Pennsylvania 297
Virginia 29
Hest Virginaa 4
Washington, DC 3
Region IV 198
Alabama 12
Florida 29
Georgia 2
Kentucky 7
Mississippa 11
North Carclina 27
South Carolina 25
Tennesgsee 69
Region ¥ 432
lliinc:s 29
Indiana 25
Hichigan 136
Minnesota 110
Jhio 53
Wisconsin 9
Region VI 81
Arkansas 4
Leuigiana B
New Mexico 26
Ckilahoma -
Texas 43
Region VEI 233
Iowa 25
Kansas 81
Migsour: e
Nebraska 51
Regon VEILI 82
Colorado 42
Montana . 19
North Dakota | 2
South Dakota 11
Jeak -
Wyoming 7
Region X ; 121
Arizona : 11
Califoraila 106
Hawaxi 2
Bevade 2
Reglon X @0
Alxska 13
Idxno 2
G2a30n ! 34
‘fashington 4l
O
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Cost and reimbursement rates. Reimbursement rates for residential

services vary widely (see Table 26). The range for 4,078 (92%) programs
responding to our survey was $1,01 to 5$74.78 nationally. 1Included in this
range are nursing homes that are ICF-MR certified, large residential settings
such as residential schools, group homes, boarding homes, halfway houses, and
many other types of arrangements. gGiven this diverse mixture of programs,
one should keep in mind that several factors are known to influence cost
variation including: (a) type of facility (Baker, Seltzer, & Seltzer. 1974;
Intagliata, Willer, & Cooley, 1979: Heal & Daniels, 1978); (b) size of
facility (pon & Amir, 1969; Baker, Seltzer, & Seltzer, 1974:; Peat, Marwick,
Mitchell, & Co., 1976) and (¢) type of ownership (Don & Amir., 1969: Piasecki.
pittinger, & Rutman. 1977).

Figure 10 presents the mean reimbursement rate per day per mentally
retarded resident by size of facility. In large community-based facilities
{20+ residents), the daily rate was $23.32 and for small community based
facilities (less than 20 residents). the rate was $15.37. The national
average rate per day per resident across all facilities surveyed was $15.70.
State cost averages, including the District of Columbia, ranged between an
average per day reimbursement of $9.43 to approximately $32.00. Differences
awmong federal regions were relatively small. Given the general inflationary
rate in cﬂe past two years, especially in the area of health care and related
sexvice fieids, assuming no major change in policies, the reimburssment rates
today are likely to be much higher.

In Table 27 the reimbursement rates are given hy type of ownership and
profit or nonprofit status. Proprietary operations tended to operate at a

lower national level ($12.17) than nonprofit organizations ($i6.15). Upon
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Table 26

rank Order of States by Mean Reimbursement Rate
{Urited States, 1977, 92% CRFs Reporting)

State

Mean 2aimbursement Rate

528

515

District of Columbia
Alabama
Kentucky

fowa

South Carolina
Minresota
Alaska
Pennsylvania
Louisiana
Texas

flew York
Georgia
Belaware
Yirginia
Connecticut
Chio

Maryland
Massachusetts
Arizona
Indiana

Rhode Island
Utah
Nebraska
11Tinois
Yest Yirginia
Colorado
North Carplina
Nevada
Mississippi
Wisconsin
New Mexico
Wyoming

North Dakota
Tennessee
Washington
Californi?
Kansas
Florida
Hawaii
Arkansas
Montana

Maine
Cklahoma
Hichigan
Hissouri
Gregon

New Hampshire
Hew Jersey
South Dakota
Idaho

Yermont

32.47
32.02
26.u0
24.38
24.31
22.82
22.4D
21.96
21.19
21.00
20.86
20.33
20.23
20.14
18.06
12.¢1
17.94
17.81
i7.78
17.61
17.56
17.35
16.71
16.39
16.24
16.20
15.91 ,
15.82
15.50
14.99
14.98
14,79
14,18
13.3
13.07
§3.03
12.43
12.17
12.53
12.52
12.52
12.39
12.30
12.22
12.2)
11.91
0.9
10.78
10.67
1D.46
$.43
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26,31
25 25,27 25.02 25.10
23.3
70,74 [ |.22:85_ 53 61
9.85

20
§ 6.%6 $15.70 U.S. Average
:_:'t 15 ----- - e Ay e oamy o orm Jem e ome e e e b o el A b o e Y e am e P e am e e e e P e e e ] o v muem
a 4467
[

10

3
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Slze

Figure 10. Average reimbursement rates by size of CRFs

(United States, 1977, 92% CRFs Reporting)
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Table 27

Mean Reimbursement Rate of Facilities
by Type of Ownership and Profit, Non-Profit Status
{(United States, 1977, A. 100%, B. 977%, and C. 92% CRFs Reporting)

A. Ownership B. Facilities C. Mean Reimbursement Rate (§)
Profit Non-Profit Profit Non~Profit
Total 1,623 2,662 $12.17 $16.15
Individual 769 405 10.62 10.23
Partnership 167 19 11.65 10.54
Corporation 419 1,337 16.43 17.72
Church 0 107 0 20.80
State 0 142 0 29.39
Region 0 112 0 17.92
County 0 106 0 18.43
City 0 2 0 .6.63
ARC 0 264 0 15.84
Family 326 162 10.51 9.64
Other 2 6 9.92 17.67

30




70
closer examinaticn, this trend is reversed for ownership categories such as
individuwal, partnership, and family operations.

The interpretation of these figures must be made with several precautions
kept in mind. First, it was not determined through the mail duestionnaire
what service elements were covered by the reimbursement rate. In general, it
might be assumed that the rates covered room and board or cost of care, but it
is not possible to distinguish whether other services were included in the
cost figures. Second, it is reasonable Lo assume that there arc differences
in rates for facilities which h-.e been operaticnal for several years compared
to those that recently opened. Start-up costs of newly opened homes may
create a higher level of expenditure during the first few years of operation.
Third, it was not possible to ccllect detailed information on amounts and
sources ©f revenue. From careful editing of returned questionnaires and
discussions with respondents, it was found that most person. reported revenues
from government reimbursement programs rather than total revenues from all
other sources (e.g., contributions of resident and family). These estimates
are: therefore., conservative cstimates of the cost of cure. On a national
level, however, there is good reason from a review of state program data and
avallable cost studies to believe these estimates are reasonable, albeit con-

servative estimates of national practice (Wieck, 1979).
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Staffing patterns. As scen in Table 28, live-in staff was the predominant

staffing arrangement for direct care staff in 48% of the facilities reporting.
The second most common pattern jor direct care staff was the eight-hour shift
pattern (23%). since 73% of the CRFs serve 10 or fewer residents, it would
follow that some type of live-in staff would be most fregquent ag a staffing
arrangement. These two staffind patterns accounted for approximatély 84% of
prevailing practices in the nearly 2,000 facilities reporting this information.
It should be noted., however. th;t only 48% of the facilities in the survey

provided this information.

Table 28

Primary Staffing Arrandement for Direct Care Staff in CRF:s
{United 5tates. 1977, 48% CRFs Reporting)

Facilities

Staffing Arrangement N %
1. Live-in 1,284 60.9
2. 8-hour shift 505 24.0
3. 3plit-shift 154 7.3
4. Live-in and 8-hour shift 63 3.0
5. Liwve-in and split-shift 44 2.1
6. 8-hour shift and split-shift 29 1.4
7. Live-in, 8-hour shift and split-shif’. 28 1.3
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Management problems. This variable was completed by..2,191 (49%)

facilities; it was not included as a key 'item on the short form. As shown in
Table 29, the major problems cited by community residential facility
administrators were grouped into geveral c¢ategories: staffing, funding,
services, interagency relationships. and administrative problems. fThe
percentage of respondents citing each separate problem area was computed
separately and the total number of responses in a glven category {e.g.,
staffing) was summed from the separate citations.

The most frequently identified problem was staffing and perscnnel areas
as reported by 85% of the respondents. Recruitment of qualified staff,
reduction of turnover. and staff training were clearly the three most pressing
areas of difficulty. Also mentioned far less frequently by administrators
were wage and hour constraints. staffing patterns. and werking conditions.

The second most common obstacle cited by 61% of the respondents was ’
inadequate funding. Maintaining a sufficient average daily resident population,
late checks, and outside (county) control of wages and benefits were the most
frequently cited problems within the funding category.

The lack of an available continuum of comprehensive services was cited
by 46% of the respondents. Within the facility. the development of
individualized program plans, inadequate programming. and the lack of pProgram
implementation for residents were often considered to be problems. v ficiencies
in the range and availability of support services cutside the living arrange-
ment in the community were most frequently cited. with specific reference also
given to areas such as respite care. transportation. residential alternatives.
advocacy: follow-along, and nutrition services were specifically mentioned

most often by the respondents.

33




73

Tavle 29

Problems in Operating and Maintaining CRFs
{Uniced States, 1977, 492 CRFs Reporting)

Rank Order of Problems Reporced Percent Reporcing
1. Scaffing 85.1

Hecruitment, tralning, and reducing scaff enrmover (R4.0%)
Wage and hour conscraincs (1.0%)
Scaffing paccerns and work conditions (0.1%)

2. Tnnding 61.1
Inadequate funding and maintaining sufficient average
. daily residenc populacion (60.5%7})

Mechanisn probiems such as lace checks and coumcy control
of salaries and benefics (0.51)
Scarc-up monies and coses (0.05%)

3. Ssrvices 36.1
Lack of comzunity suppurt services {19.8%)
veveloping individualized program plans {(11.81)
yeed for respite care services {1.3%})
Lack of adequate programing wichin che facilicy {1.1X)
Need for cransporcacion services (0.87)
tack of program fxmplementation {0.5%)
tack of alternacive communicty residential placementcs {(0.4%)
Lack of advocacy services (0.3%)
Lack of follow-along services (0.05%)
tack of pucririon services {0.05%)

4, Inceragency Relacionships 21.9
Cercificacion and licensing (15.4%)
Government regulacions. red tape, paperwork (4.8%)
Lack of coordinacion between commmicy and regional
support services (1.6%)
Lack of comprehensive scace planning (J.1%)

3. Adminiscrarive Problems 1.6
tfaincenance, physical planc, capital expense (0.7%)

Problems vith residents and families (0.3%)

Relacionships wich board of directors (0.4%)

Insurance problems (0-1%)

admission policies (0.05%})

Note: Fercentage figures were derived through fividing the number of facilicles
reporting a given problem by the rotal number of facilities reporecing (H=2,191}.
Percentages do por total 100X because of muitiple responses to this quescion.

ERIC 94
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Problems incurred with interagency relationships ranked fourth in
importance. Approximately 22% of the directors mentioned licensing standards.,
the preponderance of regulations, administrative red tape, and the lack of
cocrdination between local, regional, and state levels of service.
Last of all, several administrative problems were mentioned by only 2%
of the respondents which included maintenance of the facility, relationships

with the board of directors, insurance problems, and admission policies,

Fesident Char -teristics

Basic nati. al findings of the 1977 Survey on mentally retarded residents
living in community residential facilities are poesented in Table 30. This
table shows that between July 1, 1976 and June 30, 1977, participating

facilities admitted 17,398 mentally retarded persons and released 9,909

persons.
Table 30
tNational Summary Data onh Mentally Retarded Residents
Living in Community Residential Facilities
between July 1, 1976 and June 30, 1977
First Admissions 1,044
Readmissions 1,354
Total Admissi .5 17,398
Deaths 612
Live Releases 9,297
Total Releases 9,909
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Demographic information. Respondents were asked to classify the number

of meétally retarded residents residing in Eheir facility by sex, age, and
level of retardation. -

The survey found that there are more male mentally retarded individuals
living in CRFs than females: 55,3% male and 44.7% female. This is a con-
sistent pattern for virtually all programs serving persons with developmental
problems and other handicaps (MacMillan, 1977).

Approximately 383 of the mentally retarded residents living in CRFs on
June 30, 1977 were 21 years or younger, with 36% of the residents in this age
group between the ages of 5 to 21 years (see Figure 11}. The size and com-
position of the population living within community residences clearly
indicates the substantial impact of deinstitutionalization policies on public
education. Distributions of mentally retarded residents by age per federal
region and state, and by age and size of facility are shown in Tables 31 and
32, respectively. In Table 32, the number and percentage of mentally retarded
residents by age is presented within ten size categories of facilities. 1In
almost every size category of CRFs, the adult residents, age 22 to 39, was
the most frequent. In facilities with 30 or fewer residents, the middle-aged
adult {age 40-62) was the secord most frequent, while in facilities with 31
or more residents, the adolescent/young adult, age 15 to 21, was the second
most frequent.l This factor may be accounted for by the residential schools
surveyed, which generally serve the adolescent.

Using the classification system of the American Association on Mental
beficiency (Grossman, 1977), facility respondents classified 65% of the
mentally retarded residents as borderline, mildly and moderétely retarded and

32% were classified as severely and profoundly retarded. Only 2% could not
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407 38.5%

2 19. 3% 19,9%

Percent’

10.0%

6.4%
5 3.5%

ol 5

0-4 5-9 10-14 15-21 22-39 40-62 63+

Age
{in years)

Figure 1)l. Distribution of mentally retarded residents by age in CRFs
{United States, 1977, 100% CRFs Reporting)
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Distribution of Mentally Retarded Residents by A9e by Federal Region and State
(United Srates. 1977, 960 CRFs Reporting)

Age
Region/State —T T Total
0-4 5-9 10-14 15=21 22-39 40=62 63 +
6.5, Total 1,394 3,673 5,792 11,145 22,218 11,459 2,025 57706
] . — N -
] !

Reglon I 67 250 ¢+ 390 | 73 1,413 822 . 125 3,798
Connecticue 8§ om0 w7 20 266 139 25 923
Matne n 24 4 14 63 m 173 55 611
Massachusetts 1 96 ! 205 | 423 671 346 12 1,763
Kew Hampshite H 12 18 1/ 21 22 10 ¢ 0 100
Vermont 1 6 1 7o 8 66 104 8 - 220
Rhode Island ! 0 0 . 0 . 9 117 50 5 181

i t i i

Region IT ) 3 0 201} 282} 5m 1,685 765 134 3,662
New Jetsey i 9 28 69 1 11 171 250 89 727
Yew York t 26 L 173 . 183 . 4Bl 1,514 | 515 45 2,935

i 4 ’

Rugion I11 : 3564 632 1,011 1 1,521 { -1,602 ; 787 76 5,983
Delavate : 1 10 15 | 22 1, 7 1 89
Maryland 0’ 24 & 1119 ¢} 143 42 2 374
Pennsylvania 33 541 81 - 1,206 1,213 , 658 ° 71 1 4,916
virglnia 17 54 41 143 180 | n o, 2 508
Yest Virginia 0 0 0 15 32 9 0 | 5
Yashington, D.C. 0 3 20 16 1 0 0 40

Region IV 119 390 551 1,206~ 2,618 . B6S i 167 5,914
Alabaza 1 30 0 2% 3 44 3 207
Florida 70 181 320§ s . 19 | 24 ! 6 | 2,3%
GeorBia ' 0 0 12 | 11 1% 46 i 11 298
Rentucky 3 12 1 n 615 109 2 950
Mississippi 0 21 l 12 4 107 144 I 58 346
North Carolina i 35 102 65 92 276 68 5 643
South Carolina ] 0 0 I 1 68 206 33 } 2 310
Tennessee ; 10 - 4b 74 172 354 149 23 B26

H . i I

Region V ' 309 . ge3 © 1,358 ' 2,636 i 6,568 | 4,477 1 900 ' 7.1
I1linots : 138 %3 426 . 766 1 1,893 1,63 1 354 ' 5,574
Indiana 14 3s 91 113 i 159 46 13 1+ 474
Michigan 9 51 1y - 469 - 1,521 1,35 - 265 § 3,785
Minnesota 34 B2 265 , 519 i 1,352 712 161 3,125
Ohio - 113 303 39 | 530 ¢ 750 ;335 25 2,450
Wlsconsin 1 26 65 1 239 . 893 396 i 83 ! 1,703

Region VI 105 186 275 5 1,033 b 1,709 , 451 27 1 3,796
Arkansas 3 18 14 34 g5 : 23 - 8 ! 215
Louisiana 37 83 73 2w/ . -8 101 | 10 - 1,006
New Mexito . 0 3 12 58 108 . 25 o ! 206
Oklahoma 0 0 . 0, 18 56 . 3 0 - 79
Texas 35 82 176 , 59 ' 1,080 299 9 ' 2,280

fegion VII 75 263 552 } 1,003 . 2,000 1,198 | 221 ' 5,292
lowa 11 55 46 v 19 ., 480 188 st 1,103
Kansas . 2 B 61 | 98 i 532 - 21 . 21 983
Missouri 56 13 | 29 ¢+ 569 i 599 s22 | 14 ¢ 2,269
Nebraska 6 37 s1 o, 1ez . 409 257 - 35 5 93

Region VIIT 28 52 8o als . 1,147 07 ¢ By - 2,211
Colorado 9 30 ¢ 60 183 446 103 17 1 B48
Montana 3 2z 9 73 23 98 . 22 1 438
Noreh Dakota 1 1 3 47 111 22 0 - 185
South Dakota 0 0 1 71 137 » - 1 - 283
teah 15 19 7 29 169 130 - 43 ' 4l2
Hyoming 0 0 0 11 53 21 0 - 85

Region IX 269 762 1,237 1,624 2,168 1,023 915 7,278
Arizona 7 16 - 19 59 132 i} | : . 266
California 23 755 1,209 1,543 1,979 919 165 6,806
Hawail 5 6 6 16 44 71 28 176
Hevada 1 5 3 & 13 2 0 ’ 30

Region X o 55 76 . g6 387 1,308 664 97 : 2,671

TR Alaska 13 a1 - 19 3 31 4 0+ 119

~ Idaho | 0 0 - 8 1 9 1o '+ L2 | 266
ERI Oregon i 33 3 . 18 s - as 159 10 785
Washingeon ; 9 18 49 228 763 k| 63 + 1,501
e E————————




Table 32

Distribution of Mentally Retarded Residents by Age and Size of Facility
{United States, 1977, ©6% CRFt Reporting)

Age
Size
0-4 3-9 10— 14 15~ 21 22-139 40~ 62 63 +
Total
N 3 N % ] % ] % H % N % N %

1-10 313 1.8 733 4.3 11,116 6.5 {2,807 | 16.4 |7,391 | 43.3 |4,035 | 23.56 671 3.9 17,068
r‘“ 11 - 20 122 1.3 292 42 531 55 555 | 171 | 4,121 { 45.3 | 2,141 | 23.5 343 3.8 9,105
21 - 3o 118 3.3 241 7.2 357 | 10.6 607 | 18.0 | 1,127 | 33.5 738 | 21.9 180 5.3 3,368
31 - 40 94 2.8 252 7.3 469 | 13.9 705 20.9 | 1,127 | 33.4 517 | 1.0 153 4.5 3,3n
41 - 50 8O 2.5 250 7.8 398 | 12.3 6711 20.8 | 1,172 | 36.4 563 | 11.5 90 2.7 3,224
51 - 60 84 3.9 232 11.7 295 | 13.6 866 | 20.7 782 | 36.3 260 | 12.1 34 1.8 2,133
61 - 70 51 3.5 292 20.1 390 | 26.9 351 | 23.5 246 | 17.0 118 8.1 13 .9 1,431
71 - BO 39 1.9 124 6.1 367 | 18.1 Go4 | 21.9 ._?_59 36.9 258 | 12.7 48 2.4 2,030
g1 - 90 29 2.3 68 5.3 147 | 11.4 310 | 6.1 370 | 28.8 307 | 23.9 55 4.2 1,286
91 - 100 51 2.8 189 10,3 365 1 19.9 367 | 20.0 589 | 32.2 252 | 13.2 29 1.6 1,832
101 + 413 3.2 978 7.6 | 1,357 | 10.6 |2,89z | 22.6 | 4,543 { 35.5 |2,220 | 17.3 509 3.2 12,812
Total 1,394 3,673 5,792 11,143 22,218 11,459 2,025 57,706

tlote: The row totals (by size category) equal 100% of the residents reported.
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be classified into one of the levels of retardation by the respondents (see
Figure 12). O'Connor's (1976) indepth interview survey found in her sample
of mentally retarded group home residents the following representation by
degree of retardation: 28.6% mildly, 26.3% moderately, 16.2% severely, and
2.3% profoundly raztarded. She found 26.6% of the residents were not reported
in any of the classification levels.

Distribution of mentally retarded residents by level of retardation per
federal region and state, and by level of retardation and size of facility are
shown in Tables 33 and 34, respectively. In Table 34, the number and percent
of residents by level of retardation is presented within ten size categories
of facilities. In almost every size category of CRFs, the resident with a
moderate degree of yetardation was reported as most freguent. In facilities
with 40 or fewer residents, the resident with a mild degree of retardation was
reported as the second most frequent. In large facilities, 41 or moxe
residents, the resident with severe retardation was generally second most
frequent.

In the past, CRFs have generally accepted mentally retarded people with
mild or moderate hqndicapping conditions. Although this survey is not directly
comparable to O'Connor's study (1976}, the 1977 results suggest that CRFs are
accepting more severely handicapped persons than was reported in earlier
surveys. This is another factor that will have impact on the future planning
of community services.

Respondents were asked in the long form guestionnaire to indicate the num-
ber of mentally retarded residents with additional handicapping conditions and
with limitations in daily living skills, Information obtained from 2,181 (49%)

of the CRFs indicated that over one-half of the mentally retarded xesidents

10}
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40-

35.3%
35-

30-

25—
22.4% 21.8%

Percent
M
o

i

10.6%

Go- 1.9%

0 [

Borderline Mild Moderate Severe Profound WUnknown

Level of Retardation

Figure 12. Distribution of residents b level of retardation in CRFs
{(United sStates, 1977, 96% CRFs Reporting)
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Table 33

Oiscribution of Mentally Retvarded Residents by Level of Retardation by Federal Region and State
{United States, 1977, 96u% CRFs Reporting)

n

Re9ion/state Level of Retardation
Total
Borderline Mild Moderate Severe Profound Unknown
U.5. Total 4,641 15,032 20,475 12,666 . 6,160 1,119 53,093
' I ’

Region 1 361 978 " 1,583 | 581 : 275 29 3,777
Connecticut 86 M6 301 1 142 . v 1 947
"Maine 60 101 t 223 1 8s 73 15 557
Massachusetts 187 137 792 | 256 101 0 1,773
New Hampshire 8 18 23 . 27 22 7 105
Vermont 15 38 114 3 7 ] 214
Rhode 1sland S 38 100 37 1 1) 181

Region 11X 4582 998 1,292 688 410 48 3,888
New Jersey 78 176 297 108 46 14 719
New York 373 822 995 S80 364 34 3,169

ftegion ITI 369 1.280 1,765 1,137 1,147 78 5,873
pelaware 3 8 ] 33 37 0 89
Maryland 16 121 145 ri 16 1 374
Pennsylvania 428 984 1,400 910 1,015 72 3,836
Virginia 13 136 163 75 79 2 378
west Virginia 0 20 32 4 0 ) 56
washington, D.C. 2 11 17 10 9 0 30

Region IV 438 1,262 2,063 1,385 697 86 5,931
Alabama 22 39 96 1] 0 ] 207
florida 218 382 771 S86 7 32 2,333
Georgia 17 68 144 60 S 12 306
Kentucky 82 171 . 282 210 179 26 950
Mississippi 24 111 195 13 3 ' 0 346
North Caaolina 23 144 209 166 109 1 643 .
South Carolina 16 m 79 69 44 1 310
Tennessee 39 146 . 287 231 119 14 836

Region V 1,062 3,197 6,337 3,290 1,674 338 16,898
I1linois 250 1,010 1,992 1,636 705 67 S 640
indiana 38 110 170 130 13 12 473
Michigan 392 811 1,531 693 153 147 3,727
dinnesota 166 447 1,084 91 242 ey 2,937
Ohio 159 398 873 491 439 28 2,435
wisconsin 77 423 687 369 72 57 1,684

Region VI 322 1,079 1,502 798 366 S6 4,220
Arkansas 21 SS 73 35 3t 0 218
{ouisisna 64 191 462 253 156 30 1,156
New Mexico 12 56 1 23 7 1 200
Oklahoma 7 9 66 267 46 13 409
Texas 318 768 800 217 126 11 2,240

Region VI 399 1,289 1,764 1,192 624 162 5,430
Towa &0 229 389 261 198 S 1,142
Kansas 39 291 318 175 28 37 938
Missouri 196 524 767 3638 304 34 2,413
Nebraska 34 245 290 188 b2} 66 937

Region VIII 171 670 884 386 101 32 2,244
Colorado 49 282 303 83 39 20 848
Montana 45 85 179 99 20 10 438
North 9akota 9 115 ss 3 0 2 185
South Dakota 34 78 105 12 1 0 260
Ucah 13 111 s 11 133 a1 o . 312
Wyoning 19 29 29 24 ] 0 13

Region iX 648 1,360 2,243 1,779 -1 20 7,241
Arizona 17 g9 1 78 62 19 1 266
California 619 1,433 2,102 1,652 734 220 6,769
Hawaii 8 31 S9 60 8 10 17
Nevada 4 7 4 5 10 0 30

| Region X 219 719 1,072 133 95 33 2,591

! Q Alaska 1 a0 33 22 ) 2 103
ERIC fise poow o w103 8 s 0w o

- egon 0 5 1)

- Weshington . 116 00 657 286 21 ) 31 1,511

[T R - -



Table 34

pistribution of Residents by Level of Retardation and Size of Facility
(United States, 1977, 96% CRFs Reporting)

Level of Retardation

Size
Borderline Mild Meoderate Seve;e Profound Unknowm
= Total
N 3 N Y N Y N Y N \ N 1!

1-190 : 1,519 8.9 14,248 | 25,0 | 6,651 |39.1 | 3,149 |]18.5 849 5.0 5713 | 3.4 16,989
11 - 20 I 937 | 10.2 12,492 [27.2 | 3,732 ]40.7 |1,642 ]15.7 453 4.9 106 | 1.2 9,162
21~ 30 271 8.3 709 [21.8 | 1,123 [ 34.6 634 {19.5 456 | 14.0 55 | 1.7 3,428
-4 350 | 10.5 750 | 22.4 | 1,095 | 32.7 718 | 2L.5 391 | 11.7 4 1 1.2 3,344
41-50 346 | 10.7 599 | 18.6 959 | 29.8 828 | 25.7 476 | 14.8 13 o4 3,221
51~ 60 190 9.3 417 1 20.5 621 | 30.5 488 | 23.9 250 | 12.3 73 | 3.5 2,039
61~ 70 69-1 4.7 236 | 16.2 355 | 24.3 414 | 28.4 379 | 26.0 5 «3 1,458
71~ 80 50 2.5 318 {15.7 757 | 3%.3 685 | 33.7 209 110.3 11 «5 2,030
81-90 62 4.8 339 | 26.4 422 | 32.8 236 | 18.4 212 }16.5° 15 | L1 1,286
91 - 100 151 7.8 488 | 25.3 449 { 23.3 423 |20.3 423 [21.9 26 § 1.3 1,928
101 + 696 5.2 12,436 |18.2 | 4,311 }32.2 {3,681 [27.5 }2,062 |15.4 202 | L.5 13,388
Foral 45 641 13,032 204475 12,666 - 6,160 1,119 58,093

Note: The row totals (bLy size category) equal 100% of the residents reported.
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have at least one additional handicap (see Table 35). OQver 19% of the
residents were multiply handicapped, that is had two or more handicapping
conditions in addition to mental retardation. Behavior disorders {18.6%) was
the single most freguently identified condition, while deafness (2.7%) was
the least frequent.

Table 36 presents the frequency of mentally retarded residents with
selected limitations in daily living skills, Inability to dress without
assistance {(21.1%) was the most fregquently reported problem. while inability
to understand the spoken word {7.4%) was the least frequent occurring condition
identified by the reporting CRFs. The evidence suggests that the majority of
residents {(82%) in community living arrangements had at least one limitation

in functional daily living skills,
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Table 35

Mentally Retarded Residents with Additional Handicaps in CRFs
{United States, 1977, 49% CRFs Reporting}

Additional Total Mentally Mentally Retarded Residents
Handicaps Retarded Residents with Handicap
B %
Blind 33,924 ‘ 1,092 3.2
Deaf 33,924 932 2.7
Epilepsy 33,794 5,919 17.5
Cerebral palsy 33,924 2,962 8.7
Behavior disorder 33,940 6,321 18.6
Autistic~like 33,954 994 2.9
Two or more 33,691 6,488 19.3
Table 36

Mentally Retarded Residents with Functional Limitations in Living Skills
(United States, 1977, 49% CRFs Reporting)

Total Mentally Mentally Retarded Residents
Limitations Retarded Residents with Limitations

N %

i

|
Cannot Walk 33,688 3,612 10.7
Cannot Dress 33,688 7,113 21.1
Cannot Eat 33,688 3,774 11.2
Cannot Understand 33,540 2,495 7.4
Cannot Communicate 33,683 . 6,603 19.6
Not Tollet Trained ! 33,688 ! 4,124 12.2
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Resident movement. Amazingly little nationwide data are available on

the current pumber of mentally retarded people in community residential
alternatives and even less is known about the movement of people into and out
of these faciliﬁies. To assers resident movement during July 1, 1976 and
June 30, 1977, facility respondents indicated the number of mentally retarded
residents v\0 were first admissions, readmissions. live releases, and deaths
during that time period.

There were over 16,000 first admissions reported by CRFs during this time
period (see Table 37). Nationally. one of every four residents living in all
community residential gacilities were new to their place of residence during
July, 1976 and June, 1977. During the 12 months prior to the survey, over 700
new facilities opened. When these facilities are excluded, the number of annual
first admissions drop to approximately 17% of the total mentally retarded
resident population. As seen in Table 38, 1,354 readmissions were reported by
the facilities for a rate of 2.3% at the national level. The percent of the
mentally retarded population reported as readmissions varied across regions
from a low of 1.0% to a high of 4.9%. In a one-year period,. 17,307 mentally
vetarded people or 28.8% of the mentally retarded residents were listed as
either new admissions or readmissions into community living arrangements- (see
Tabhle 39).

Duaring this same time period, 9,297 mentally retarded residents were re-
leased (see Table 40) and 612 deaths were reported (see Table 41). Nationally,
15.6% of the total mentally retarded residents reported were live releases and
1.0% of the total mentally retarded residents had died. Therefore, over 16%

of the mentally retarded population left community placements {see Table 42).
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Table 37

Wunber of CRP's Reporting First Admissions, the Mwber of Tirst Admissions and
the Parcent of Mentally Retarded Residents That Are Flrst Adsdssions
(United States, July 1, 1976-3une 30, 1977, %68 CRFs Reporting)

CRFs First Admissions
Region/State Reporting
N s
U.8. Total 4,239 16,044 27.0
Region I 343 1,175 31.1
Connecticut 51 236 25.6
Maine 45 225 36.8
Massachusetts 152 607 34.6
New Hampshire 17 33 33.0¢
Fhode Island 14 41 24.8
Yermont 64 33 15.0¢
Region II 240 1,090 27.4
New Jersey 84 201 25.5
New York 156 889 27.8
Region I1I 197 1,577 23.7
Delavare [ 16 18.0¢
0ist. of Coiumbia 2 9 22,5
Maryland 26 91 24.3
Pennsylvania 303 1,21¢ 21.6
Virginia 51 205 0.4
West Virginia 9 46 82.1
Reglon IV 423 1,882 32.3
Algbama 16 87 56.1
* Florida 170 620 26,5
Gaorglam n 72 23.5
Kentucky 17 203 22.1
Migsissippi 13 307 896.7
North Carolina 73 119 18.8
South Carolina 26 96 31.8
Tennesgee 77 387 44.4
Reglon ¥ 1,050 4,465 25.4
Illinois 141 1,166 20.7
Indiana 42 227 47.4
Michigan 456 1,277 32,3
Yinnesota 174 9bb - 0.4
Chico 121 499 ) 21.3
Wisconsin 116 352 16.9
Region VI 145 1,254 33.6
Arkansas 14 104 53.6
iovisiana 19 208 18.8
New Mexico 24 84 50.9
Oklahoma S 27 9.2
Texas B3 831 42.0
Region VII 396 1,387 26.4
Iowa 44 kliln) 26.3
Kansas 74 343 35.4
Yiasouri 191 505 19.1
Nebraska 87 239 25.5
Region VIII 184 794 36.7
Colorado 64 255 3.3
Montana 61 146 33.3
North Oakota 12 129 69.7
South Dokota 21 150 57.7
Utah 14 86 20.9
Yyoming 12 28 27.7 }
Region IX 351 1,474 20.4
Artzona 25 112 37.0
California 762 1,286 19.2
Hawaii 59 56 31.6
Nevada 5 20 66.7
Reglion X 210 9a5 35.1
Alaska 14 68 57.1
Q Idato 21 76 28.6
E MC Oregon 64 1 O 8 ?5! :‘;é.?
Washingeon 111, I 441 29.3
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b Table 38

Bumber of CRFS Reportling Readaisslons, the Number of Readmissions, and
the Percent of Menrally Retarded Residents That Are Readmissions
(United States., July 1, 1976-June 30, 1977, 26% CRFs Reporeing)

CRFs Readmissions
Reglon/State Reportang

X A

t.5. Total 4,254 1,354 2.2
Region I 6 6] 1.6
Conneccicut 31 21 2.3
Hatne 1] 21 1.
Maseachusetes 154 18 1.0
New Hampshire 17 1 1.0
fhode Izland 14 1 0.6
Vermont 64 1 0.5
Region II 239 46 1.2
New Jersey 81 12 1.5
New York 156 4 1.1
Reglon III 402 7l 1.0
Delaware 9 1 1.1
Dse. of Columbia 2 0 0
Maryland 26 1 0.
Pennsylvania J09 51 0.9
Virginka 51 12 2.4
Wesr Virginis 9 6 10.7
Reglon IV 419 199 25
Alabama 15 4 2.9
Plorida . 170 50 2.1
Georgia N 9 2.9
Kentutky 17 ] 1.0
Migsissippd 1] 12 .4
North Carolina 72 9 0.9
South Carolina 24 ? 2.4
Tennessee 17 103 11.8
Region V¥ 1,053 179 2.1
Illinois 142 154 2.6
Indiana 42 11 2.3
Michigan 459 151 3.8
Minnesota 174 27 0.9
Ohio 122 24 1.0
Wisconsin 114 12 0.6
Reglon VI 148 182 4.9
Arkansag 16 2 0.9
Louisiana 18 12 1.2
New Mexico 24 19 11.5
Oklahoma 4 1 0.5
Texas 86 1548 1.0
Region VII 398 105 1.8
Towa 42 & 0.5
Kansas 76 17 1.7
Miszsouri 193 70 2.6
Hebraska 87 14 1.5
Region VIII 184 6 1.7
Colorado 64 10 1.1
Montana 61 k) g.7
Norrh Dakota 12 10 9.4
South Dakota 21 3 1.9
Utah 14 2 0.5
Wyoming 12 6 5.9
feglon IX 853 150 2.1
Arizona 25 4 1.1
Caiifornia 764 14] 2.1
Hawaii 59 k| 1.7
Nevada 5 0 0
Region X 212 12] 4.5
Alaska . 1% i 6 $.0
Idaho 21 09 3 1.1
Oregan 64 i 50 6.2
Washingron 113 64 [
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Table 39
Hunber of CRFs Reporting Live Releases. the Number of Life Releases, and

the Percent of Mentally Retarded Residents That Are Live Releases
(United States, July 1, 1976-June 30, 1977, 96% CRFs Reporting)

CRF Live Releasas
3 v
Region/State Reporting R 4 \
.5, Total 4,250 9,397 15.6
Region 1 344 549 14.5
Connecticut 51 164 17.8
Yaine 46 133 21.1
Massachusetts 152 211 12.0
New Rampshire 17 12 12.0
Fhode 1sland 14 17 10.3
Vermont 64 12 5,5
Region 11 240 570 14.3
New Jersey 84 108 13.7
Vew York 156 462 14.5
Region 111 400 1.138 16.7
Delawvare 5 2 2.5
Dist. of Colunbiz 2 12 30.0
Mavyland 26 45 12.0
Pennsylvania 07 956 16.6
Virginia 51 95 18.7
West Virginia 9 28 50.0 -
Begion IV 419 1,045 18.2
Alabama 15 58 42.3
Florida 170 340 14,5
Geotgia k)| 62 20.3
Kentucky 17 186 20.2
Misslssippi 13 33 10.7
Xotth Carolina 72 49 9.2
South Carclina 24 k1] 11.9
Tennessee 77 278 31.9
Region ¥ 1.053 2,262 12.7
111incis 142 677 11.6
Indiana 42 104 2.7
Michigan 459 478 12.0
Minnesota 174 446 14.4
Ohla 122 281 1.9
Wlsconsin 114 276 13,5
Reglon VI 148 820 21.4 ,
Arkansas 16 58 27.0
Louisiana « 18 114 11.3
New Mexico 24 ki 21.8
Oklahoma 5 12 3.3
Texas 85 600 28.9
Region VIl 397 843 14.9
Towa 42 123 112
Kansas 76 189 19.2
MHiszouti 192 88 14.6
Nebraska 87 143 t5.3
Region V111 184 409 18.9
Celorado 64 141 18.4
Hontana 61 44 10.0 '
North Dakota 12 62 33.5
South Dakota e} | 110 42.3
Ueah 14 ¥ 9.5
Yyonring 12 13 12.9
Region 1X 853 1.049 14,5
Arizona 25 55 18.2
Callfornia 764 965 th.4
Bawali 59 20 11.3
Nevada 5 9 30.0
Region X 212 612 22.6
glaska 14 1 1 51 42.9
Q Idahe 21 17 6.4
FRIC Otegon 64 247 30.6
Washington ' 113 & > 297 19.6
1
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Table 40

Nunber of CRFs Reporting Deaths, the Number of Deaths, and
the Percent of Mentally Retarded Residents That Are Deaths
{Urnited States, July 1, 1976-June 30, 1977, 97% CRFs Reporting}

Deaths
CRFs
Reglon/Scate Reporting . .
1.5, Total 4,287 612 1.0
Region I 173 30 0.8
Connecticut 51 1 1.2
Maine i6 7 1.1
Magsachuseccs 152 6 0.3
Xew Hampshire 17 3 3.0
Rhode Island 14 ¢ ¢]
Vermont 64 3 1.4
Region II 240 19 0.5
New Jersey 84 6 ¢.8
New York 156 13 0.4
Region III 404 83 1.2
Delaware 6 3 3.4
Dist. of Colugdia 2 [¢] 1]
Maryland 26 g ¢]
Pennsylvania 310 72 1.2
Virginia 51 8 1.6
West Virginia 9 ¢ g
Ragion IV 420 44 0.8
Alabamra 15 1}

Florida 170 16 0.7
Georgia 31 & 1.3
Yentucky 17 11 1.2
Mississippi 13 1 0.3
Yorth Carolina 72 6 1.1
Souch Carolina 24 1 0.4
Tennessee 78 5 0.6
Region V 1,057 200 1.1
Il1inois 142 70 1.2
indiana 42 16 2.1
Michigan 461 50 1.3
Minnesota 174 21 0.7
Ohio 123 43 1.8
Wisconsin 113 6 6.3
Region VI 150 24 0.6
Arkansasg 16 2 0.9
Louisiana 18 & 0.4
New Mexico 235 1 6.6
Oklahoma 5 3 6.8
Texas 85 14 0.7
Region VII 424 75 1.3
Iowa 52 n 2.5
Kansas 102 9 0.8
Missouri 193 29 1.1
Mebraska 57 16 E.
Aegion VEEE 183 20 6.9
Colorade 64 7 0.9
Moncana 61 3 0.7
North Dakora 12 2 1.1
South Dakota 20 2 0.8
Urah 14 6 1.5
Yyoming 12 0 1]
Region TX 853 86 1.2
Arizona 25 [ 1.3
Califomnia 764 81 1.2
Hawatil 59 1 0.6
Nevada 5 g ]
Region ¥ 212 - 31 I-1
Q Alaska 13 5 4.2
— Idaho 21 2 0.8
Sregen a 11
Washingeon 113 7 0.5
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Table 41

t Previous Placcement of First Admissions in CRFs
(United Staces, July 1, 1976-June 30, 1977, 954 CRFs Reporting)

. i

Reglonsstate ! total tome | Foster Institution CRE gther
U.S. Total ; 14,765 4,779 1,418 5,122 2,174 1,228
Region I 1,149 294 90 543 153 &9
Connecticut 234 87 39 74 19 15
Maine 220 80 13 78 32 17
Massachusetts 593 102 21 k11 88 27
New Hampshire 33 10 7 10 1 5
Vermont n 2 10 7 9 3
Rhode Island 38 13 0 19 4 2
Region II 1,029 316 110 449 125 29
New Jersey 195 64 24 a0 21 [
New York 834 252 26 369 108 23
Region 11I 1,523 494 172 544 186 127
Ozlaware 16 9 1 [ 0 1
Maryland 83 19 i 33 13 i7
Pennsylvania 1,173 366 151 404 158 94
Vvirginia 196 76 17 79 13 11
West Virginia 46 20 1 19 2 4
Washington, 0.C. 9 4 1 1 0 0
fegion IV 1,769 660 123 665 149 172
Alabama 87 0 0 15 0 72
Florida 590 224 74 51 59 52
Georgia 71 22 3 39 3 4
Kentucky 161 7 13 49 18 10
Hississippi 294 65 13 175 32 9
North Carolina 107 33 q 46 9 15
South Carolina 72 16 1 45 10 0
Tennessee 387 229 15 115 18 10
Region V 3,783 1,250 393 1,227 614 299
Illinois 1,069 410 33 340 192 94
Indiana 220 82 25 62 28 23
.‘{ichigan 855 150 208 3os 129 59
Minnesota 879 297 90 289 163 40
Ohio 457 179 31 132 S6 59
Wisconsin Jo3 132 [ s 46 24
Region VI 1,193 - 451 71 450 141 60
- Arkansas 104 58 17 25 3 1
Louisiana 204 49 104 i1 33
New Mexico 84 18 q 44 17 1
Oklahoma 23 [ 0 14 0 3
Texas 778 320 63 263 110 22
) Region V11 1,248 B 94 432 277 116
Towa 250 102 9 81 16 42
Kansas N 80 8§ 106 124 13
Missourl 469 110 60 159 92 18
Nebraska 198 37 17 86 15 ; 13
Region VIIL 772 301 59 239 135 47
Colorado 246 91 10 68 sS 22
Montana 139 27 i3 62 20 17
North Oakota | 128 7 5 47 2 1
South Dakota : 148 7 22 37 13 . 2
Utah 84 24 9 6 a - s
Wyoming 27 12 0 10 s ¢ )
Region IX 1,394 457 217 32 181 i 218
Arizona . 112 49 k) 3s 19 5
California v 1,207 395 199 247 156 210
Hawaii I 56 2 13 34 [ : 1
Nevada 19 11 1 s 4] 2
Regiva X 908 227 66 311 213 88
Alaska 68 k1§ 0 15 2 | 1
Idaho 75 12 1 st s 6
Oregon 338 76 §1 108 31 . 72
Washington 424 108 14 l_Z’o? 156 9
Q
ERIC
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In comparison with movement in and out of CRFs, most persons released
from state operated facilities have been mildly and moderately retarded. The
largest population, about 25% of persons were returned to parents and close
relatives, with the remainder being placed into a variety of alternative
living arrangements {Scheerenberger, 1976). 1Increasingly, persons being
released from public institutions are being placed in a variety of smaller
community living arrangements (Sigford & Bruininks, 1979).

It should be noted that over 50% of the community facilities reported no
movement ipto or movement out of their facilities during the 12 months ~overed
by the survey. 1In other words, there were no first admissions, no readmissions,
no live releaseS and no deaths in approximately one-half of the CRFs,

As shown in Figure 13, the largest singlé previous placement for
residents was from public institutions (35%), with natural/adoptive homes
following closely with 32%. The previous placement of residents in community
facilities is of interest in examining the factwal aspects of deinstitutional-
ization; that is, where the institutional population is being placed and at
what rate. Within certain states such as California, South Dakotar, Arkansas:
and Iowa, placement into community residences was largely from natural and
adoptive homes rather than institutions (see Table 4l).

Of the 48% reporting placement of released mentally retarded residents,
the natural and adoptive homewere the single most frequent placement (24.3%),
as shown in Table 42, Public institutional placement (15.9%) and independent

living (14.7%) were the second and third most common placement. respectively.
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Institution 35

Natural/Adoptive
Home 32.4%

Community Residential

)
Facility 14.75

6

Foster Home/
Family Care Home 9.6%

Other 8.3%

Figure 13. previous placement of first admissions.
{United States, 1977, 95% CRFs Reporting)
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Table 42

Placement ¢f Residents Released from CRFs
{(United States, July 1, 1976~June 30, 1977,
48% CRFs Reporting)

Released Placement N : %
Natural/Adoptive Home 1,417 24.3
Institution 928 15.9
Independent Living 861 14.7
Group Home/Hostel 534 9.
Foster Home/Family Care Home 417 7.1
Supervised Apartment 396G 6.7
Nursing Home 298 5.1
Other 275 4.7
Boarding Home 135 2.3
Halfway House 112 1.9
Unknown 88 1.5
Community ICF-MR 79 1.4
Correctional Facility 79 1.4
Work placement 67 1.1
County Home 14 0.2
Total | 5,8432 | 97.4
%sub-items may not add up to total due to the fact
that some facilities could hot give exact Placement,
only the nomber released.
o
b
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Admiscion requirements. wWhen asked about admission requirements., 55%

of the facilities stated that their minimum accepted age was 1B vears or
older, Over 72% of the CRFs stated they had no maximew age a person could
remain in their facility. At the time of the study. 62% of the mentally
retarded residents were 21 years or older.

Respondents were also asked if their facility would accept severely or
profoundly mentally retarded residents, Over half of the CRFs (2,424) stated
that they would accept severely or profoundly mentally retarded residents.

As of June 30, 1977, 32% of the residents in community based residences were

identified as severely or profoundly retarded.
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Family visits. The question, "Approximately what percent of your

residents have family visits at least once a year?" was answered by 46% of
the facility respondents,

In 459 (22%) reporting facilities, all of the residents received at least
one family visit a year. 1In 176 (9%} of the reporting facilities, residents
received no visits at all (see Figure 14). On the average, 63% of the
residents had family visits at least once during the year. Unfortunately, the
study did not obtain other information Pertaining to the frequency of family
visits, such as, tre number of residents that had living relatives, how far
from the facility the family lived, or length of time the resident had lived
at home. It was not possible to assess this information since data were

collected at the facility level,

Percent of Residents’ Percent of CRFs Receiving visits
Visited Percent

0 10 20 30

100%

90-99

40-69

Figure 14. Percent of family visits in CRFs
(United States, 1977, 46% CRFs Reporting)
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V. SUMMARY AND DISCUSSION

Over the past several years there has been a significant movement toward
providing community residential services for mentally retarded and other
developmentally disabled people. The national survey of CRFs described in
this report was conducted to document this trend and to provide state and
federal decision makers with current information ahout the kinds of licensed
residential services available to retard:.d persons throughout the United States.
A national mail questionnaire was determined to be the most appropriate means for
obtaining current information about the kinds of residential services available
to retarded individuals as of June 30, 1977.

The guestionnaire focused on the facility or home and its mentally
retarded residents. It included information on: (a) the general character-
istics of facilities such as location, size, ownership, type, and reimbursement
rates, and (b) basic demographic information on residents such as age, level
of retardation, and movement trends.

The survey included all facilities and homes which met the following
definition of a CRF:

Any conmunity based living quarter(s) which provides 24-hour, 7 days-a-
week responsibility for room, board, and supervision of mentally retarded
persons as of June 30, 1977 with the exceptions of: (a) single family homes
providing services to a relative; (b) nursing homes, boarding homes and
foster homes that are not formally §tate licensed or contracted as mental
retardation service providers; and (¢) independent living (apartment) programs
which have no staff residing in the same facility.

97
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This definition encompassed different residential program types such as
group homes, ICF-MR, residential schools, and supervised apartments as reported
to us by state licensing agencies. There is no standard classification system
for the wide range of residential facilities which serve mentally retarded
persons,

A variety of sources were contacted to develop a complate list of all
eligible facilities serving mentally retarded people: (a) all State Mental
Retardation Coordinators, (b) State Developmental Disabilities Councils,

(c) State passociations for Retarded Citizens, (d) Administrators of Public and
Private Residential Facilities, (e) the National Association of Private
Residential Facilities, (f) licensing agencies, (g) individuals or agencies
listed as contacts in past reportg of Developmental Disabilities Office Annual
Surveys of Institutions, and (h) the 1973 National Center for Health
Statistics Master Pacility Inventory of Inpatient Facilities for Mentally
Retarded and the 1977 update.

The initial mailing started on August 19, 1977 to 10,271 facilities.

In ‘order to insure that all facilities on the original list were contacted,
three mail follow-up inguiries and a telephone follow-up were conducted. Due
to the large number of multiple systems (a single ownership which operates
more than one facility), additions of facilities were made to the mailing list
throughout the survey. The survey was completed on April 28, 1978 with a
total number of 11,351 facilities and homes. Of the total number surveyed,
5,038 met the definition for a Community Rpsidential Facility. After four
follow-ups, 611 (12%) of the CRFs did not participate, resulting in a response

rate of 87 .9%,
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The trend toward deinstitutionalization and the development of community
services for mentally retarded people has been substantially verified by the
results of this survey. The number of CRFs found in this study far exceeded
the number reported by previous surveys in the early 1970s (Baker: Seltzer. &
Seltzer, 1974; O'Connor & Sitkei. 1975}. Between 1973 and 1977 this study
found that the number of facilities in the 1970s had doubled in number. In
our judgment this phenomenal increase in ¢ommunity facilities is due to several
important influences: (a) changes in practice stimulated by legislation., court
action, and revisions in service philosophy: {b) the comprehensive methods
used to identify facilities in compiling the registry and to the broad
definition of CRFs employed in this survey; and (c) the practices in the fields
of mental health and mental retardation resulting in the release of thousands
of mentally retarded people from state operated institutions (Bassuk & Gerson.
1978; Lakin, 1979}.

Wide variations were found among states in facility sizes and in the
extent to which small community living arrangements are used to serve mentally
retarded people. The majority of facilities were small, most of them serving
five to ten mentally retarded residents, Private nonprofit organizations
operated over one-half of the facilities.

Since it is unlikely that there is great disparity in the prevalence of
mental retardation among states, there must he other reasons for the differ-~
ential numbers of mentally retarded persons being served in community based
programs. The differences in practice acrosgs states probably rqﬁlect
variations in human service delivery systems and the extent to which extensive
emphasis has been placed upon development of community based .residential

services for mentally retarded persons. Another possibility is that in certain
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states relatively more mentally retarded persons are served in generic
facilities such as nursing homes, county homes, or boarding homes. These
differences could also reflect case-finding differences among states.
Additional information is needed on state policies and other influences con-
tributing to the pattern and growth of community living arrangements.

_ Over one-half of the facilities reported a stable population with no
admissions or releases during the peried of July 1, 1976 to June 30, 1577.
Substantial changes were noted in the populations of CRPs in the year prior
to the survey. Over 700 new facilities were developed and over 19,000 newly
admitted people were reported. Even excluding recently developed facilities,
the annual new adimissions approached 17% of the resident population.

According to Gross (1978) there are "at least five different cost
reporting approaches which have been used in the area of determining the cost
of alternative living environments for the elderly and mentally retarded"

{p. 136). Given a mail survey format of collecting cost datar the advantages

of the average per person method seemed to qgtch the needs of the 1877

National Survey of CRFs. Facilities were asked to provide the per diem rate

of reimbursement received for providing services. This guestion provided
information on the cost of residential services to a government source of
reimbursement such as the state, region, or county unit responsible for pro-
viding services. As noted by Gross, however, this approach has the disadvantage
of often excluding other sources of revenuwe provided by the resident., the
family, government agencies: and other nonprofit organizations.

Nationally the average cost reimbursement for residential care was $15.70
per day per resident. This figure included cost for room., board, attendant

care, and personal items., T¢ date, comprehensive studies of the cost of care
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provided by community residential facilities have been rare (Wieck, 1979).
Scheerenberger (1978a)} reported an average per day per resident cost of

$44.23 for 226 public residential facilities reporting during the same time
period of this survey. However, several factors contribute to the difference
in rates between publicly operated and community facilities: the size of
facilities, the services provided and covered by the per diem, the type of
resident served, the staffing pattern, the geographic location of the facility,
and whecvher or not capital costs are included in the figures. Generally CRFs
do not provide daytime activities or medical support services., while PRFs are
likely to include more extensive services as part of the cost of care.

Cost comparison studies among different types of facilities are very
difficult to design and conduct due to the variations in accounting practices
and in the variables included in the statistics. In the few comparative
studies that have been completad, the total cost difference of care between
services in CRFs in their study and public facilites is not large. Mayeda
and Wai {1975} conducted a cost analysis of long term care for developmentally
disabled persons and concluded that the costs of services in public facilities
did not differ significantly from the true costs of services in CRFs if it was
assumed both types of facilties provided a complete array of needed services
either in the facility or through resources of other agencies in the community.
The apparent lower cost of care in CRFs resulted in part from usage rates for
services in communities due to supply, demand, and case management practices.
Therefore, caution must be exercised in interpretation and comparisons of the
national cost figures from any survey.

Severity of retardation and age of clients served in CRFs varied across

states; however, the most frequently identified resident in the nation was the
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young moderately or mildly retarded adult. In contrast. over 75% of the
residents in PRFs were classified as severely or profoundly retarded
(Scheerenberger, 1978a; Developmental Disabilities Project on Residential
Services and Community Adjustment, 1979). This study also revealed that a
significant number of severely handicapped persons are being served in com-
munity based facilities and that newly admitted residents were as likely to
come from the natural home as from a state institution. Based upon available
information, future releases from public facilities to CRFs are expected to be
more severely and multiply handicapped pecple.

The findings reported here represent initial groundwork in understanding
the current residential service system and tne .mpact of deinstitutiocnalization
as a public policy on mentally retarded pecple., The premises of deinstitu-
tionalization as an articulated public policy would suggest growth of relatively
small community living arrangements. Data reported in this survey documented
this expected increase in the development of CrFs and strongly support this
assunption implicit in the policy of deinstitutionalization.

There are now a variety of residential models available to mentally
retarded persons. The number and types of alternatives, such as group homes,
sheltered care homes, and supervised apartments are growing, and thus,
potential alternatives exist for more mentally retarded people. Shoﬁld the
patterns of recent years continue, it is reasonable to identify several
possible trends and important policy issues:

{1)‘ Population characteristics. Examination of data from this survey

plus those conducted recently of public institutions {(Krantz, Bruininks, &
Clumpner., 1978; Scheerenberger, 1978b} lead to the prediction that new

admissions to CRrFs from public facilities will be increasingly more severely
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and multiply handicapped. 7ihis factor poses challenges for programming, com-
munity services:, financing: and residential service models.

{(2) Personnel management. Problems in the recruitment. preparation.

and retention of personnel are not likely to abate dramatically in the very
near future. Increas;; in pay scales, work shift patterns, and opportunities
for career advancenent seem necessary to assure a well gualified cadre of
personnel. Moreover, community facilities need administrators who have a firm
grasp of personnel management practices. Addressing these factors will likely
lead to increased public cost.

(3) Funding. Problems in funding represent an important national issue,
The dominant impression gained from comments of facility administrators is
that funding is often inadeguate. and policies are confusing and complex.
There is need to develop: at both‘the state and national levels, funding for
community recidential services that reinforces values implicit in the policy
and philosophy of deinstitutionalization, that achieves continuity and
stability, and that is sufficient in amount to assure adeguate guality of care.

The inverse relationship that exists between size of facility and
availability and amount of funding clearly works at cross-purposes with the
intent of current public peolicies. While community based, decentraliged
service models may not be more expensive than publicly operated facilities,
it is equally true that they are not cheap and inexpensive.

{(4) Services. Deficient community support services is a commonly cited
problem in mental health studies and in studies of services for retarded
people {(Bassuk & Gerson, 1978; Bruininks, Williams. & Morrean, 1979: Scheeren-
berger, 1978a). Frequent mention is given to the lack of community support

services in studies of recidivism of institutional residents (Bachrach, 1977;

-~
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Heal, Sigelman., & Switsky. 1978; Scheerenberger. 1978). Problems in case
management, nonvocational social development and recreational services., mental
health, employment services, and increased support to families are among
several key areas in need of improvement. Increased funding and time of human
sexvices personnel are needed to achieve improvement in the continuity and
coordination of community support services, Part of the initial licensing
process for residential facilities should place considerable emphasis on
assuring availability of community support services as is required in the
licensing practices of many states.

(5) Requlation and interagency relationships. Considerable frustration

is expressed by operators of facilities over the time consuming and often
redundant activities involved in initial licen;ing and compliance with existing
regulations. Wwhile monitoring is essential to assure gquality of service, the
complaints and examples cited by administrators in this area strongly

emphasize the importance of improving coordination of effort across agencies
with regulatory responsibilities. 'The most problematical issue is one of
assuring quality of care in a highly decentralized and rapidly expanding are2
of service, Improvements in practice and expansion of research is clearly
needed in the area of duality assurance and monitoring, and in defining the
factors that contribute to personal development for mentally retarded people

in residential care settings.

(6) Systems of growth. Results of this survey clearly documented

phenomenal growth in the development of CRFs. Much of this growth is in small
living arrangements, often accomplished and managed through systems of
centralized management. Use of centralized system approaches to management is

likely to increase. While such approaches may reduce overall administrative
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costs and improve coordination of services, they may also introduce greater
regimentation, reduce experimentation and result in renewed pressures to
increase the size of facilities for economic reasons.

It is often tempting for a recitation of problems to overshadow
indications of progress. (lear and dramatic changes have occurred in recent
years in the scope, nature, and pattern of residential services available to
retarded and other developmentally disabled people. Sustaining this pattern
of growth and improving the guwality of services, however, may depend upon
effectively responding to the problems cited by administrators in managing
community residential services.

The current study provides a basis upon which future research can
examine in greater depth residential placement and related service issues for
mentally retarded and other developmentally disabled people. The methodological
approach used in this study, that is, a mail survey with phone follow-up, can
effectively wonitor trenés in residential services on a national scale through
the collection of data from facility administrators. Based upon the experience
of this survey. however, such studies should employ simple highly focused and
a very limited number of guestions to assure sufficient return and reliability
of responses. Finally, to evaluate trends and problems in residential
services at botﬁ the state and national level, it is necessary that the
federal government continue a program of regular surveys of facilities and

state practices.
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1977 NATIONAL SURVEY OF RESIDENTIAL FACILITIES

Supported by a grant {54-7-71173/5-01) from the Developmental Disabitities Office,
Qffice of Human Develonmaent of the U.S. Department of Health, Edycation and Welfare.

RETURN COMPLETED QUESTIONNAIRE TO:

Davelopmental Disabilities Project
on Residentis| Services and Community Adjustment

207 Pattes Hall

150 Pitlsbury Drive S.E.
University of Minnesots
Minnespolis, Minnesots 55455
{812) 3765283

SECTION A — IDENTIFICATION OF FACILITY

]

CDRRECT NAME AND MAILING ADDRESS

1. Is the NAME AND MAILING ADDRESS shown in the,
tabel sbove correct for your facility?

1 O Yss=-GotoQuestion 2,
2 O No ~ Pless enter Corract information

2. Entar TELEPHONE NUMBER of your facility

Neme

Numbar, Street

P.0. Box, Route, Etc,

Area Code Number City or Town
3.  Enter the COUNTY voaur facility is in Stete Zip Code
GENERAL INSTRUCTIONS

PLEASE ANSWER ALL QUESTIONS. DO NOT LEAVE ANY BLANKS. If your answer is None, put a “0” in the appropriate
space. If 8 question does not apply to your facility, pleass indicate that it is Not Applicable and put “NA"’ in the appropriate space.

1f you receive more than one =22 of questionnaires for your facility, COMPLETE ONE QUESTIONNAIRE ONLY AND PLEASE

RETURN ALL DUPLICATES.

Include in this questionnaire information for the facility on the mailing label only. tf your facility is a branch or has branches or
parts at a differant address, report only for those units at the address on the tabel.

L2,k
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SECTION B - FACILITY INFORMATION

4. Doesyour facility or home provide 24-hour, 7 days-a-week responsibility for room, board and supervision for mentally retarded
persons?

1 0O Yes 2 0 no

If no, please describe which of the above services your facility or home does not offer.

S, a.  Who operates your facility? (Check one)
01 O Individual 05 0O State 09 O Assn. for Retarded Citizens {ARCH
02 QO Partnership 06 O Region 10 gFamily
03 O Cormporation 07 O County O Other fspectty}
04 O Church related 08 g City
b. I your facility a member of a group of facilities operating under one general ows.ership?
1 gvye 2 0 No
If yes, please attach the name and addressies) of all facilities Operating under this ownership,
¢.  This facility is operated for: (Check one/
1! O Profit 2 O Non-profit
6. a.  Which of the following classifications best describes your facility? {Check one)
01 O Foster Home/Family Care Home 07 O Residential Schoot
02 O Group Home/Hostel 08 0O Regional Center
03 O Ralfway House 09 O Nursing Home
04 O Boarding Home 10 O Institution
05 O Sheltered Care Home 0 Dther fspecily)
068 [ Supervised Apariment
b. s your facility licensed under this ctassification?
1 OYes 2 0ONo
7. What kind of community is your facility tocated in? (Check onel
1 O Rural farmfnonfarml 5 O lLarge city (50,000 - 249.999)
2 O small 1own lless than 2,.500) 6 O Suburb of large city
3 0O Town orcity 2,500. 49,999) 7 O Major city (250,000 or morel
4 0O Suburb of Lown or city B 0O Suburb of a major city
8. When did your facility accept its first mentally fetarded resident at its current address? o
\)‘ . ¥

2
134
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9.  Plame indicate the admission requiremants for your mentally retarded residents.
s Age of resident:
1. Minimum age sccepted? —_
2. M-<imum a0s acCep tad? —_——

3. Maximum a9 ¥ Person M3y remain in y our facility?

Sex of rezident: Check only one

1. Malgs only accepted? 0
2. Famales only accepted? o
(m)

3. Both males and females accepted?
Other requirements:

1. Do you accept residents who are not roilet treined?

2. Do you accept residents who cannot walk?

3. Do you sccent residents with behaviorsl problems?

4. Must the resicent be able 1o P#rticiPate in treining programs?

5. Must the (s¥ident be capable of being employed?

6. Must the resident be able 10 undersiand the spoken word?

7. Do vou sccept saverely or profoundly mentally retarded residen 1s?
B. List other nequiremenns

10, Approximately what percent of Your current mentally retarded residents have been Jiving here:

. Percent
a Less than 6 months
b 712 months
c. 1-4 years
d. 510 yaers
. More than 10 years

Total 100%

11. 2. How many resident living units fself-contained units including sleeping, dining and activity areas! do you have in your.
facility?

b. Plame indicate the number of resident living units which have capacity for:

1. 0-3 resicents 4. 16-24 residanis
2. 4.8 revldents 5.25-32 redidents .
3. 915 residents 6. 33+ residents —

12. As of Jyne 30, 1977, what is your:

') Licansed frareg) bed capacity . - . . ... .
b. Totsl sumberof respitecarebeds . < oo v v e v et ittt
c. Totl number of residents lexclude respitecarel oo v oo oo
d.  Total sumber of mentzlly ratarded residents fexciude respite care)

1. Mg -

El{llc 2.Female ........ lga"'

3




SECTION C — RESIDENT INFORMATION

-y

Q

ERIC

13. Please list the Total Present Population of your facility by chronologicel age and fevel of retardation as of June 30, 1977. (Exclude respite care)

Chronological Age

Level of
B!tiuhﬁon

0-2

34

5.9

10-14

15-19

2021

22-24

25:29

30-34

3539

40-44

45-49

50-54

55.59

60-62 | 63-64

65.69

70.74

75719

80+

TOTAL

Not Retarded

14. Please list the New Admissions that you received from July 1, 1976 — June 30, 1977 by chronological age and fevel of retardation. {Exclude respite carel

Chronological Age

Lovel of
Retardation

0-2

34

59

10-14

1519

20

22:24

25:29

30-34

3539

40-44

45.49

50-54

55-59

60-62 l 63-64

65-69

10-74

75.79

80+

TOTAL

Not Reterded)|

Borderline

Moderate

Sevars

Profound

Unknown

TOTAL

136
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15. Pleass indicate the numbaer of mentally retarded residents who were classified durin July 1, 1976 — June 30, 1977 as follows:

Number

Deaths

Olschacges (formae. relsase)

N T T

Unsyccessiul trial placemanis into your facility Iasting 0 days or less {exciude respite care)

ap e

16. Pladse indicate the previous placement of the mentaily retarded residents you admitted for the first time from July 1, 1976 —
June 30, 1977,

Number

Indepandent Living

Naturat/ Adoptive Home

Foster Home/Family Care Homa
e G10MIP HOMa/Hoste!

Halfway House

Boarding Home

—Supgrvited Apartment
Community ICF.MA
Correctional Facility

County Home

— WOtk Placamant

Nurting Home
Institution
Unknown
Other fspecify)
Total

a
b.
c.
d.
.
f.
'Y
h.
)
i
k.
I

m.
m,
0.
P

{institution here includes: state institution, residential school, center, regional center, state and county mental hospital,)

17. Please indicate where Your mentally retarded residents were placed who hava left Your facility batwean July 1, 1976 — June
30,1977 .

Numnber

Independent Living

Natural/AdOPtive Home

Foster Home/Family Care Home

—— Group Home/Hostel

Haltway House

Boarding Home

Supervited Apartment

——e. COMmunity ICF-MR

Correctional Facility

County Home

Work Placement

Nursing Home

Institution -
Unknown 1 3 8

Other (specify)
Tatal

a
b,
[ 8
d.
L
f.
9
h.
L
i-
k.
L

m.
n,
o
P.

Q  finstitution here includes: state Institution, resideri t:r':# school, center, regional center, state and county mental hospital.)
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18. Please indicate the number of mentally retarded residents with additional handicapping conditions:

Number

Blind

Deaf

Epilepsy

Cerebral palsy

e Behavior disorder

Autisticdike

Two of more handicapping conditions in addition te mental retardation finclude persons counted ab

s ~pap g

i

19. Please’indicate the number of mentally retarded residents with the following limitations:

Number .
Cannot walk without assistance

Cannot dress withaut assistance
Cannot gat without assistance

. e Cann ot understand the spoken word
s e CANNGT cOMMUNicate verbally

f. Are not tailet trained

a
b
c.
d
e

20. How many of your adult residents do you believa would be for have been) judged tegally incompetent?

21. For how many mentally retarded residents at your facility have you written individualized program plans?

22. Approximately what percentage of your residents have parental visits at least once a year? %

23. a. Check which of the following services are available io your mentally retarded residents.
b. 1f a service is available, check whether itis used by your residents.

¢. Check who provides the service.

2. Available to b. Usad by ¢. Providar of
residents residants sarvices

Type of Service
Yes No Yes No Your Facility Other Agency

1. Educational Classes (under 18 years)

. Educational Classes lover 18 years)

. Vocational Crasses

. Sheltered Employment

. Case Manager

2
3
4
8. OtherStructured Daytime Activity
6
7

. Informatian and Referral

8. Mental Health Counseling

9. Medical Treatment

10. Dental Treatment

11. Nursing Services

12. TransPortation

13. Recreational/Social Pragrams
14. Guardianship

N 15. Legal Services

16. Personal Advocacy

17. Rehabilitative Services IP.T., 0.T.)

18. Rehabilitative Services (Speech and Hearing)

\)191 Other fspeciiv) -1- 3
ERIC 8

Aruitoxt provided by Eic: .

©
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SECTION D — ADMINISTRATIVE INFORMATION

24. Pieasa enter below the present number of smployees and the total number of hours per wesk they work in your facility,
(Houseparents may report no more than 16 hrs. each per day.) Also enter the number of persons hired by contract (in
addition to emploved positions),

Occupations #. Number of b. Total Number of ¢. Number of
. Employess Hours Per Week Contracted Persons

1. Administrators/Qirectors
2. Houmparents [max. 16 hrs. each per day)
3. Othar Oirect Care Staff (g9, staff counselors, relief staff) .
4, Physicians
5. Dantists
6. Registered Nurses
7. Licensed Practical Nurses
8. Oieticians and Nutsitionists
9. Psychelogists
10. Psychistrises
11, Social Workers [MSW)
12, Social Workers {pa)
13. Occupational Therapists & Assts.
14. Speech Therdpists & Audiologists
15, Physical Therapists & Assts.
{6. Recreation Therapists
17. Teachers and Teachers' Aides
18. Other Prafessional & Technic¢al Personnei {e.9.. Pharmacists}

19. Kitchen workers, Laundry, Housekeeping, Maintenance

20. Al other personnel {e.g.. secretary, bus driver, ete.)

21, Volunteers
22. Othars ltpecify}
23. Totl

4

25.'a.  Please indicate the primary staffing arrangement for Direct Care Staff in your facility: (Check one/

1 B Staff live.in

2 O Staff work 8-hour shift

3 O Sraff work split-shift Patterns

4 0O Staff visit. but are nat usually present

b.  DuringJuly 1. 1976 — June 30. 1977. how many of your Direct Care Staff resigned or otherwise left your facility? ____

26. Check the typels) of license or certification{s) your facility halds that are issued by a state or muniipal sgency or depariment.

Building codes

Fire requlations

Health reguiations

Program requirements

Staffing 1 4 0
o None

E MC Other fspecify}

[Aruitox provided 7
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27. s your facility or a distingt unit of your facility certified ICF-MR {Medicaid Title XI1X}?
1 OYes 2 O Ne
a. How many certified ICF-MR beds does your facility have?

b.  How many certified SNF beds does your facility have?

28. a. Is your facility accredited by the Joint Commission on Accreditation of Hospitals (JCAH)?
1 gYes 2 g No

b.  List any other accreditation(s) your facility holds

29. For this question, please report information for the time period between July 1, 1976 — June 30, 1977. H information is for
a different 12-month pertod than this, indicate the time period used:

Beginning Date: { ! Ending Date: { f
month day year menth day vear

a.  What was your average per diem (0er day Cost? . . . .. v i v raecnaa s e .
h.  What was your facility's Totat Operating Expenses? . .. . ... fee e, fen e A ]
c.  How much of the above total expenses were:

1.  Personnel expenses (include fringe benefits and contractedstaff] . . .. .. ........... s

2. Oti'lsroperatingexpenses...., .......... e her ettt $

3. Oepreciation (ifavailable) . . . ... . ... . e e e 3
d. In addition to your operating expenses, how much dnd you spend for major remodeling,

new construction and major repairs?. . ... ... .. Ceeeareenas e ve i .S

30. What do you consider are the major problems in operating and maintaining your facility? (Check a5 many as apply!
£«

Inadequate funds

Lack of community supporive services
Attitude of community toward residents
Difficutty of finding qualified staff

Staff training and development
Difficulty of Maintaining the staff
Devetoging individualized program plans
Certification andfor licensing

Other fspecity!

88

”n
0o0oo0o0o0o0O0Na

Suggestions(Comments/Explanatory Notes:
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Nalidnal Association of Private Residential Facilities

for the Mentally Retarded ey g

6269 Leesburg Pike, Suite B-S
Falls Chuech, Vieginia 22044

Area Code 703 / 536.3311
" “May 30, 1977
. Dear NAPRFMR.Member:_

¥e aro writing to encourage your participation in a national
mall survey of residential facifitles being conducted by

the University of Minnesota this summer, The study will
coilect general Information through a mall questlonnalre

on facllity and resident characteristics from all resldential
facliitlies serving mentally retarded people In the nation.
The survey form has been successfuily used on @ pliot basis
~in many private facilities. .

The Information obtalned will be provided to NAPRFMR to
3sslst us In our efforts to improve residentlial and related
services for mentaily retarded people. When evaluated with
the data collected drom our own survey in 1974, 1+ should
provide an indicatlion of current trends in the provislon of

- private residentlal services. 1+ should also be useful to
you In advocating for your own program. ’

-Because we believe this survey will provide the Association

with Information usefu! for.improving our services to devel~
opnentally disabled people, we are urglng your particlpation
and cooperation. :

Sinceroly,

Son Ony

Executlve Blrector

JF:ipc
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DEPARTMENT OF HEALTH. EDUCATION, AND WELFARE

QFFICE OF THE SECRETARY
WASHINGTON. D €. 20204

Office of Human Development

Dear Administrator:

We recognize that completing the attached questionnaire of
the University of Minnesota's survey of residential
facilities requires a small investment of your time, but we
believe that the information derived from it will be of
value to all who are concerned with the advancement of
services for mentally retarded and other developmentally
disabled persons. We are writing to encourage your
cooperation because there is a genuine need for accurate
information about current trends in residential placement.

4 national reporting program on residential services for
mentally retarded persons has been conducted on an annual
basis in the United States for more than fifty years. 1In
1968, the Developmental Disabilities Office of the U.S.
Department of Health, Education, and Welfare, assumed
responsibility for collecting and publishing this
information. We have confined the focus of the annual
survey to publicly administered residential facilities.
Today, however, new trends in the delivery of residential
services have made it necessary to gather information on a
growing number of alternative residential programs. We have
funded the University of Minnesota to conduct a survey of
residential services which will provide this needed
information.

Your facility is one of many important residential programs
offered in this country. Since it is important to have all
types of residential services represented in examining
public policy, I again urge your cooperation with this
survey. Its success will provide much needed and, before
now, unavailable information in the rapidly expanding area
of residential services for mentally retarded and other
developmentally disabled persons.

Marjorie H. Kirkland
Acting Director
Developmental Disabilities Office
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ﬁ'%w&mnﬁlgmﬁ"&wwss AND COMMUNITY ADJUSTMENT

11! Pattee Hall
150Pmmmny[}we SE

Mz) 3?“5255""%“3 55455

Dear Director:

As you know, over the past several years there has been a significant movement
toward providing community residential services for mentally retarded and other
developmentally disabled people. Unfortunately, current information on the
trends and status of the residential service system is presently not available.

The Developmental Disabilities Office of the U.S. Department of Health, Education
and Welfare (HEW) has approved a project to gather information nationwide about
the present status of residential services for retarded people. Your state has
given us a list of residential facilities and residential service providers on
which your home or facility appeared. 1In the next few weeks You and every other
residential program in the nation will be receiving a questionnaire in the mail.
The data gathered from these questionnaires will be summarized to reveal how many
mentally retarded people are living in community residential programs and what
services they need and are receiving. Questionnaires are also being completed

by each institution in the U.S. This information should lead to an improved
service system and better planning for new community programs.

This project has received the full support of the National Association for
Retarded Citizens and the President's Committee on Mental Retardation. The
national status of residential services for mentally retarded children and
adults is an important concern for all of us. We request that You take time
to complete the questionnaire when it comes so that this study will accurately
reflect the current residential service system across the country. We will be
sending you a summary of the results. Thank You for your interest.

Sincerely,

Robert H. Bruininks, Ph.D.
Project Director

RHB/sel

Enc.

Or. Robert H. Bruninks, Project Director. Department of Psychoeducational Studies. College of Education.
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BROJECT ON REBIDENTIAL SERUIGES AND COMMUNITY ADJUSTMENT

101 Patiee Hajl
150 Pulis{:ug Onve SE.
Y

University of Minnesola
{ggjegygl_%nma 55455

Dear Director:

As you recall from our recent letter, the Developmental Disabilities Project

on Residential Services and Community Adjustment is conducting a study of all
residential programs for mentally retarded people throughout the United States
under a grant from the Department of Health, Education and Welfare. The purpose
of this survey is to obtain current information about what kinds of residential
services are available to retarded individuals.

There is a genuine need for accurate information about residential homes and
facilities serving mentzlly retarded people and your cooperation is needed.
Information that you provide in this questionnaire will be treated with strict
confidence and summarized in ways which ensure that your individual facility
cannot be identified. It will be used to help state and federal policy makers
advance the quality of services for mentally retarded persons and clarify many
residential program issues. You will receive a summary of the survey results.
This information may be of direct value to you.in gaining financial support
and other forms of assistance for your own residential program.

You may know that accurate listings of residential facilities are not available
in many states, but with the excellent cooperation we have received from state
agencies, Associations for Retarded Citizens, and others, we feel that our
mailing list includes every residential facility for mentally retarded children
and adults. However, if you know of a facility that we missed, or if you were
included inappropriately, please return the questionnaire with a note letting
us know.

Two copies of the questionnaire have been enclosed. If some of the words used
on the questionnaire do not exactly fit your home or facility, please interpret
them only as they apply to you. Complete and return one form as soon as Yyou can
in the enclosed pre-addressed envelope. The other copy 1s for your own records.

If there are any questions or problems concerning items in the questionnaire,
please write or call collect at (612) 376~5283.

Thank You very¥ much for your help and interest.
Cordially,

Rt W IS psimende

Robert H. Bruininks, Ph.D.
Project Director

Or. Robert H, Bruininks, Project Drector. Department of Psychoeducational Studies, Colege of Education.
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LAWRKNCE €. KOLS. M.D.
CONMISHONER

THOMAS A. COUGHLIN 111
- CEPUTY SOMMISHONER
FOR MEWTAL RETARDATION

ROBENT A. MEKINLEY, M.D. STATE OF NEW YORK
PIRAY SEpUTY COMMITHONEIR
DEPARTMENT OF MENTAL HYGIENE
DIVISIDN OF MENTAL RETARDATION
44 HOLLAND AVENUE
ALBANY. N. Y. 12229

MEMORANDLUM

August 25, 1977

. 10:- Chiefs of Community Service
. Deveiopmental Centers
FROM: Thomas A. Coughlin ,ﬂé\{ '

SUBJECT: Deveiopmental Disabiiities Project on Residential
Services and Community Adjustment _

Enciosed are survey forms from the National Deveiopmental Disa-
bilities Project on Residential Services and Community Adjustment.
This project is being conducted by the University of Hinnesota. The
project directors have been in contact with us in setting up the
survey and I feel that the data which this program wiil provide
will be extremely . vajuablie o you and to the Division in administering
our current community residence program and, more importantiy, in
planning our future efforts in this area.

Because of the relative compliexity of some of the information
requestad and our desire for an accurate and compiete response, I am
requesting that members of your community service staff assist the
family care providers in completing thesa forms. This could probably
be accompliished on the monthly case management visit to each home.

You will note that the address Jabeis which vere made up by the
University were tzken from the March 31 printout of family care homes.
Some minimal updating may be necessary. Therefore, if you receive a
form for a family care home which is no ionger in operation, please
return that form noting that the home has been closed. He are aiso
enclosing a blank form. This shouid be Xeroxed and utilized for any
family care homes which have been added since 3/31/77. °

Please return all of the survey forms from your faciiity at one
time ensuring that they are properiy compieted and ail of the currently
operating family care homes are represented.




If you have any questions, please caill Mrs. Cora Hoffman of
my staff at 474-2720. :

Thank you in advance for your cooperation in this undertaking.
1 realize it is yet another piece of unwanted work, but I really
believe the data we obtain will be worth the effort.

enctosures

cc: Brad Hiil, U. of HMinnesota
Peter Magazu
Regional Directors
MR Specialists, Regional Offices




APPENDIX F

Mail Follow-up Procedures

a. postcard

b. letter to large facilities (50+)

c. project newsletter with cover
letter

d. postcard with short form questionnaire
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Dear Director:

Recently we mailed you a questionnaire asking for your
participation in our nationwide survey on residential services
for the mentally retarded.

If you have already returned the questionnaire, please
consider this card a "Thank You" for your valuable help.

If you have not had a chance to do so as yet, may we
ask you to £1ill out and return the completed questionnaire
as soon as possible. Your participation is vital to the
success of our survey.

DEVELOPMENTAL DISABILITIES
PROJECT ON RESIDENTIAL SERVICES AND COMMUNITY ADJUSTMENT
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REBEIE-%HOEI%‘QE%IBEI?%%{TIﬁRUICES AND COMMUNITY RIT;JUSTHEHT

101 Patiee Hall

150 Pillsbury Drive SE.

Uryversity of {.qqmesola as
inneg; nesola

s s

You recently received a questionnaire which 1is part of a national survey being

conducted by the Developmental Disabilities Project on Residential Services and
Community Adjustment under a grant from the Department of Health, Educa.ion and
Welfare. Your residential facility has a relatively large number of residents

and we realize that for vou, the completion of our questiommaire will take some
time and effort.

This survey replaces some others you have received in the past and will provide
information for federal agencies that formulate policies affecting residential
services. Early returns have uncovered a number of concerns and issues that must
be brought to the attention of these agencies. Since the value of the survey rests
on the completeness of our results, the information frcm your program is most im-
portant to us. Please be assured that your responses will be held strictly con-
fidential. No individual facility will be identified in any of our reports.

We appreciate your help. If you have any questions about the questionnaire or
about the project in general, feel free to call Brad Hill or Mary Kudla collect
at (612) 376-5283. You will receive a summary of the survey resul%s as goon as
the questionnaires are all in and data can be processed, hopefully by February.
Again, thank you for your help.

Sincerely,

Robert H. Bruininks, Ph.D.
Project Director

RHB/sel

Or Aobert H Brummks, Proect Director  Depariment of Psychoeducatioral Studies. College ol Education.
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DEVELOPMENTAL DISABILITIES PROJECT

ON RESIDENTIAL SERVICES

NEWSLETTER

AND COMMUNITY ADJUSTMENT

Volume 1, Number 1 )

Fall 1977

*» oy

_-J

Does this picture represent the living environment of the average residential facility for mentally retarded? An
accurate Profile of residential programs depends on compietion oF the enclosed questionnaire. Send in vour

survey today!

NATIONWIDE SURVEY OF RESIDENTIAL
PROGRAMS UNDERWAY

According to the 1976 President’s Comnuttee on Mental
Retardation Report. “Where a person lives 15 the foundauon
on which his utilization of developmental and supporuve ser
vices must rest.’”” In search of accurate information about the
general characteristics and current trends wn residential ser
vices. the University of Minnesota has received funding from
the Department of HEW to conduct 2 national survey of resi.
dential programs for the mentally retarded.

The purpose of the survey is to determipe the number and
types of existing programs, the staffing patterns, the age and

cerns and practices.

Speciai efforts are being made to insure input from every
tacility. Every Participating Program will receive a summary of
the findings. The results will be used for Planning and im-
proveraent of residential proarams and the pational pohicy goal
of deinstitutionalization. Completion of this survey should
reduce the number of requests for nformation by other
agencies.

Thus far, returned surveys \ndicate that resilential pro-
grams face similar problems n funding, reguiations and staff
development.

In the future, this Project plans to investigate the utili-
zation of devetoPmental and supportive services by obtaining
detailed information on communsity adjustment, service needs
and physical/behavioral charactenistics of the residents.

El{l‘Cee of retardation of the residents as wel as current con-

Aruitoxt provided by Eic:
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RESIDENTIAL REGISTRY COMPLETED

During the past several months, the Project staff conferred
with several agencies to construet a registry of residential pro-
grams for the mentally retarded. The registry indicates that
the majority of states have fewer than 100 residential pro-
grams. The table below summarizes the number of residential
programs found in each state.

NUMBER OF PROGR AMS
1-~-50 §1 =100
Afsbama Nevada Colorado
Alaska New Hampshire Cannecticut
Arizona New Mexico Delaware
Arkansas Nerth Dakota Hawaii
District of Oklshema Maine
Cotumbia Rhode Isiard Montana
Georgia South Carolina North Carolina
idgho South Dakota Vermont
tndiana Utzh
owa Virginia
Louisiana West Virginia
Maryiand Wyoming
Mississippi
101 — 150 151 — 200 201 — 250
Nebraska Kansas Flordia
Oregon Massachusetts Kentucky
Tennessee Minnesota Washington
New Jersey
Texas
Witconsin
401 - 1.000 OVER 1.000
linois California
Ohio Michigan
Pennsylvania New York
Missouri

RECENT RESEARCH FINDINGS

In the August 1977 edition of Mental Retardation,
Scheerenberger and Felsenthal interviewed 75 former residents
of Wisconsin public residential facilities to determine the resi-
dents’ impressions and attitudes about commumity placement.
In general, the residents:

® preferred community living over their former residence
in public residential facilities.

® had formed new friendships within and outside their
home.

® had money to spend and the freedom to do so as they
wished.

® were enrolled in adult activity programs, but desired
regular employment in the future,

PUBLICATIONS OF INTEREST

Books

Balthazar, E.E. Training the Retarded at Home or in School:
A Manual for Parents, Teachers and Home Trainers. Published
by Consulting Psychologists Press, Inc. 5§77 College Avenue,
Palo Alto, CA 94306,

O'Connor, G. Home Is 8 Good Place. Published by the Ameri-
can Association on Menial Deficiency, 5201 Connecticut
Avenue, N. W., Washington, D.C. 20056, $9.95.

Sontag, E. Eduycational Programming for the Severely and Pro-
foundly Handicapped. Published by the Division on Mental
Retardation of the Council for Exceptional Children, 1834
Meetinghouse Road, Boothwyn, PA 19061, $12.95,

Acticles

Berkiansky, H. A., & Parker, R. Establishing a group home.
Mental Retardation, August 1977, 75 {4}, pp 8-11.

Conroy, J. W. Trends in deinstitutionalization. Mental Retar-
dation, August 1977, 15 {4}, pp. 44-46.

Scheerenberge_r, R. C.. & Felsenthal, D. Community settings .
for mentally retarded persons. Mental Retardation, Autust
1977, 15 {4), pp 3-7.

Pamphlets

Kugel, R, 8., & Shearer, A. Changing patterns in residential
services for the mentally retarded $4.45,

Superintendent of Documents
U.S. Gevernment Printing Office
Washington, D. C. 20402

HUD programs that can help the handicapped. FREE

HUD

Oftice for Independent Living for Disabled
Room 9224

451 Seventh Street

Washington, D. C. 20410

Section 504 regulations pertaining to non-discrimination on
the basis of handicap In federally funded programs. FREE.

HEW Office of Civil Rights
Room 5410

330 Independence Avenue, 5. W,
Washington, D.C. 20201

Summary of selected 1975.1976 Federal Legislation relating
to the handicapped. $.70.

Superintendent of Documents
U.S. Government Printing Office
Washington, D.C. 20402

Project Staft Advisory Committse Mombers
Fiorencs Hauber Dr. Elizebeth M. Boggs

Mary Jo Thorsheim Dr. Jack Cockshott

Mary Kudia Mr. Allen R, Cohen

Brad Hin Dr. Eunice Davis

Gordon Krantz Ms. Joni Fritz

Doreen Antierson Mr. Gena Patterson

Colleen Wieck, Editor Dr, Richard Scheerenberger

Mrs. Joan Van Nostrand
Mr. Michael Waber

The Daveiopmental Disabitities Prolect on Residential Services and Community Adjustment is supported by a grant {54-P.71173/5-01) {rom
the Developmental Disabilities Office, Office of Human Development, Department of Health, Education and Welfare.

Dr. Robert H. Bruininks
Project Director

101 Patter Hail

150 Pilisbury Drive, S.E.
University of Minnesota
Minneapolis, Minntsota 55455
6121 376.5283

Pholo Cradit: Louis Costanzo, St. Cloud State University
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%W%IB%H&WICES AND COMMUNITY ADJUSTMENT

101 Pattee Hall
150 Pilisbury Drive SE.
Lﬂ:gguyéﬁifregmgfﬁuss
in
12) 376-5283

Dear Director:

Several weeks ago your residential facility or home received a questionnaire
from the Developmental Disabilities Project on Residential Services and
Community Adjustment. We would like to thank you if you have already
returned your questionmnaire.

In case you yere away or too busy to complete the gquestionnaire before, we
would be most grateful if you would do so now. It is possible that our
original request went astray in the pail or was misplaced. We have enclosed
another copy of the questionnaire and a self-addressed envelope for your
convenience. The information you provide will be kept confidential.

No other project has even attempted to gather information about every public
and community residential program. Right now it 1s impossible even to say
how many group homes or other residential facilities there are in the U.S. or
what their residents' needs are. Your help is very important, both for the
basic data you provide and for your opinions as to what problems there are
related to licensing, funding and other matters. You will receive a summary
of the results of this study. This information should be valuable to you in
pointing out the needs for additional services for retarded people.

If you have any questions or desire clarification on any aspect of the survey,
please call Mary Kudla or Brad Hill collect at (612) 376-5283. Many thanks
for you help in this survey.

Sincerely,

Lrloct H. B rusicindi

Robert H. Bruininks, Ph.D.
Project Pirector

Or Robert H. Bruninks, Project Duector Department of Psychoeducational Studes, Colege of Education
3
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DEUELOPMENTAL DISABILITIES
PROJECT ON RESIB‘I&I@I‘I& SERVICES AND COMMUNITY ADJUSTMENT

To insure that every residential home and facility is represented in this
survey, we are contacting you again. OQur earlier request asked you to
complete a rather long questionnaire. We are now requesting that you complete
a shorter questionnaire to provide information needed by state and federal
agencies to improve the residential service system.

TO INSURE THAT YOU ARE INCLUDED

1. Check a category on the post card that fits you and tells
us why we haven't heard from you. Detach and mail the
postcard today.

2, Enclosed is a short form of the original questionnaire that
contains the most important information we need. We request
that you fi11 out and return it to us. It is important we
receive information from every residential program in the
United States.

. DETACH AND MAIL POSTCARD . . . DETACH AND MAIL POSTCARD . . . DETACH AND
' - =
. =
- r
< Please check and return immediately 3
= A
g% I have already returned your questionnaire. EE
==
S I am working on the questionnaire and will i
= send it within a week. '
m *
r:: The short questionnaire {enclosed) looks )
. manageable and 1'll be sending it soon. =
—
* b
o I am no longer in business. L
[+ 4
é ; My home or facility doesn't serve mentally %
a f retarded. =
& =
| ~
= 2
o -
z 2
(<]
HOVL3Q ° ° ° QUVILSOd Tivid ONY HOVIIQ © ° ° O0uvDLSOd TIVW QNY HOVL3Q © ° 7
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1977 NATIONAL SURVEY OF RESIDENTIAL FACILITIES

Supported by a grant {54-P-71173/5.01) from the Developmental Ojsabilities Office,
Office of Human Oevelopment of the U.5. Department of Health, Education and Welfare,

RETURN COMPLETEQ QUESTIONNAIRE TO:

Developmental Disabilities Project
on Residential Services and Community Adjustment

207 Pattee Halt

150 Pillsbury Drive 8.5,
University of Minnesota
Minneapalis, Minncsota 55455
{812} 376-5283

SECTICN A — IDENTIFICATION OF FACILITY

2.

Is the NAME AND MAILING ADDRES$S shown in the
label above correct for your facility?

1 0O Yes— GotoQuestion 2,
2 O No = Please enter carrect infarmation

a. Enter TELEPHONE NUMBER of your facility

Area Code Number

b. Enter TELEPHONE NUMBER of Administrative offices
if different from the facility

Ares Cads Numbar

Enter the COUNTY your facility is in

CORRECT NAME AND MAILING ADDRESS

Name

Number, Street

P.0. Box, Route. Ete.

City ar Town

Zip Code

State

GENERAL INSTRUCTIONS

PLEASE ANSWER ALL QUESTIONS. DO NOT LEAVE ANY BLANKS. If your answer 1s None, put a "'0"" in the aPproPriate
space. If a question does not 2pply to your facility. please indicate that itis Not Applicable and put “NA’" in the appropriate space.

If you receive more than one set of questionnaires for your facility, COMPLETE ONE QUESTIONNAIRE ONLY AND PLEASE
RETURN ALL DUPLICATES.

Include i1n this questionnaire information for the facility on the mailing label only. If your facility is a branch or has branches or
parts at a different address, report only for those unit* at the address on the label.

IF YOUR FACILITY DOES NOT SERVE MENTALLY RETARDED, PLEASE CHECK HERE AND RETURN THE QUES.
TIONNAIRE.
Q
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SECTION B — FACILITY INFORMATION

4, Doesyour facility or home provide 24-hour, 7 days-a-weelk responsibiiity for room, board and supervision for mentaily retarded
persons?

1 B Yes 2 B Mo

If no, please list which of the above services your facility or home does not offer,

5. a. Who operates your facility? (Check onel

01 O tndividual 05 D State 09 0 Assn. for Retarded Citizens (ARC)
02 0 Partnership 06 O Region 10 B Famny

03 O Caorporation 07 O County O Other fspecity)

04 O Church selated 08 D City

b.  1s your facility a member of a group of facilities operating under one general ownership?
1 g ¥Yes 2 O3 No
If yes, please attach the name and addressies) of all facilities oPerating under this ownership.

c.  This faciiity is operated for: (Check onel

1 O Profit 2 O Non-Profit

6. a  Which of the following classifications best describes your facility? {Check one)

01 D Foster Home/Family Care Home 07 O Residential School
02 O Group Home/Hostel 08 O Regional Center
03 O Halfway House 09 O Nursing Home

04 (3 Boarding Home 10 O Instiwtion

05 D Sheltered Care Home D Other fspecity)

06 D SuPervised Apartment

b. 15 your facility licensed under this classification?

1 OYes 2 0O Neo

c. is your facility or a distinet unit of your facility certified intermediate Care Facility for the Mentally Retarded {ICF-MR}?

1 0O Yes 2 BNeo

7. Please indicate the admission raquiremerds for your mentally retarded residents.

14

Minimum age accepted?

b.  Maximum age & Person may remain in Your facitily?
Yes No

¢. Do you accept severely or profoundly menlalfy retarded residents? 10 20
Q
LERIC e
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E

8.  Asof June 30, 1977, whatis your:
8. Litensed [ratedibedcapatity - .+ . v v vt v v v v e e st nn s e
b. Toal number of rasidents lexclude respitecare) . . . .. . . oo v ...
¢. Totol number of mentatly retarded residents fexclude 3Pite care) .« 0 ——
1. Male {mentalty retarded? . . .. . .
2. Female {mentally retarded). . . . .

9. Please write the number of your mentally retarded resi- | 19, Please write the number of your mentally retarded resi-
dents according to level of retardation as of June 30, dents according to chronological age as of June 30, 1977.
1977.

Level of Retardatlon Numbar Age Numbaer
Bordertine 04
Mild 59
Moderate 10-14
Severe 1521
Peafound 22.39
Unknown 4062
Total fshould * number given in 8e.) 63+
Total fshould = number given in 8c.)
1. F’ﬁia'si indicate the number of mentally retarded residents who were classified during July 1, 1976 — June 30, 1977 as follows:
Number
a. Deaths
b Discharges {farmaf refeate}
c. Reatmissions
12. a. Please indicate the number of mentally setarded residents who were classified as New Admissions during July 1, 1976 —
June 30, 1977.
Mumber
b. Please indicate the previous placement of these New Admissions.
Number
a. Naturat/Adeptive Home
b. Foster Home/Family Care Home
[ Institution
d. Community Residential Facility {e.9.. Group Home/Boarding Home, 21c.}
e. Other fspecity}
f. Total (shovld = number given in §2a.}
13. When did your facility or home accept its first mentally retarded resident at its current address?
Year
14.  What was your average per diem {per day! cost per resident?
$
)
€ 1 g 1

RIC :

Aruitoxt provided by Eic:




APPENDIX G

Phone ¥ollow-up Procedures

a. phonescript #1

b. level of retardation chart
c¢. development of chart

d. phonescript #2
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state

Special Phone Follow-up of nonresponding type facility

facilities with more than 75 mentally
retarded residents D

phoneil

respondent’s name

II.

1. Hello: I'm from

2. We sent out a questionnaire about resigéntial programs for retarded people.
no

LT

] ,,{’; 1Y /, .-f/Z comments

F

3. Did you get one?

4. May I speak to whoever did get it?

5. We are working on a national
project aimed at learning more
about residential programs
besides institutions...

e T L

6. Do you have the quescionnaire
handy? ; :

7. Do you meet our definition? X ;
]
i

serve MR people i

24 hr/7 day per week

responsibility

comll - o

8. Are you having trouble filling
the questionnaire out?

§. Do you need more time?

1G. Are there certain questions . i
that give you problems? {You |
can leave out

11. Do the best you can. We will
be getting back to you.

III. Did the respondent have complaints/comments/suggestions?

IV. Ideas on things to do or change.
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1.0.? Date T.M, Escloate of level
(from informant)
Birchdace School/Resldence Test
Esclmate 0f level
Sex Test Date (from chare}
b+2 I+ 4 5+ 6 T+ 9-12 13-15 . Lo+
MILD
Eacs wich eace. aPPropriave
geooning
Can use soney, Prepare simple
neal
. Reads, wrltes, ratrles on
gveryday converwation
MILD HODERATE
Prepaces sirple foods, Prepaces sinple faols,
Deesses well & selects Bresses will & gseleces cloch.
clothing, %eads seutentes
Can rcad sentences ot Can do hauselhold chores with
shott paragraph, uses rinlrat dlcectlon
- —_—l0hiew yorhn] fontents
HILD HODERATE SEVERF
Feeds, baths & dresses Toller trained, dresses Toliec cralned, dresses wich-
LAY (may selece cloth.) wichous help, out help
ot Catrles on ¢onversar lon, W-Sen:::a::s in short Ocr-w‘.m:i;:ues In shore sen—
[}
co::“:::;“ﬁg;i::{“s skill Can help with simple Can help wich simple
aousehold casks. bouschold yasks
HILD HODERATE ot ¢ PROFOLED
Deesgses withour or ithout help Toller cratned with fev Partlally tollet tralaed s
e55¢8 ¥ « accidents, Needs help with self-cace s
3des bike. throws ball Rides bike, chrows ball Deesses wich nintmal help vialks vp stalcs wn
roi;';::? da;cc«t: cely . i:lr!y d:e:uralrely Follovs simple ditections| {ges sinkle words and Restuces
reccions ollows direcelons walks up srairs. to cormunlcate needa,
FPROFOURD
HIID HODERATE SEVERE Dresses with help, uses
bresses except forf Dresses vith help Deesses with help, uses toflee {f veminded
buttons Rides crike tollec 1f teminded, Rldes ccike
Rides trike Tella firsc andlast Rides trike, plays aiople Msy use sinple phtases of
Tells first & lasc nome ganes with others sinkle words
nage
HLp HODERATE SFVERF PROFQUKD
I'ses sPoon with Feeds self with spoon toller rcained Yot cpllec crained.
spiliing wich spliling V', ng up Scairs Halks well
l'alks up steps Unlks up mrePs Combince 2 words Compunicacas needs with
Conbines 2 wvords Comblines I words uses phteses ReBTUTER

LRIC 64

Redches for objects
Respords 1o voice

qiLD MODERATE SEVERE PROFOUED
fles alens Halks alone Drinks from cup brinks from cup
Tries ko feed gelf Halks well cooperates uith Ceeding
Resches for object wich spoon Vocabulsry of more Halks well
Raspends o volce Cxes siazle words ehan 5 words Vocabulaty of mare
. than 5 words
HODERATE SEVERE PROFOVND :
51ts with suppore, 'alks bolding on Finpec feedinz
ce*'““ sceady Fingee feeding Walks holding on
:{:;al;:' ulth Imitates speech aounds One ot two vords
PROFOUND
Q Slcs alone

165




146

AN EXPERIMENTAL INSTRUMENT TO DEYERMINE
LEVEL OF RETARDATION OF RESIDENTS OF FACILITIES
SURVEYED IN NATIONAL MAIL SURVEY

Rationale

In the National Mail Survey of residential facilities for
mentally retarded persons, an item was included to assess the level
of retardation of residents in these facilities. In 100 cases. due
to lack of knowledge or inadeguate records., however, respondents
were unable to provide this information. Rather than record no
information in these cases, the level of retardation chart was used
in making an assessment of the residents' level of retardation based
on certain common behavioral functions.

Development

The chart was developed to determine a resident's level of
retardation based on his/her chronological age and characteristic
behavior. Several age categories { 1-2; 3-4; 7-8; 9-12; 13-15;
16+ ) were designated and behaviors characterstic of four levels
of retardation were dev sed for each age leve. Behaviors chosen
for use at each level wece based on several developmentla inventories
as well as the AAMD Manual on Classification and Terminology
{Grossman, 1973) and discussion with individuals knowledegeable
ant the area of menial retardation. An attempt was made to choose one
gross motor behavior, one language behavior and one indipendent
living behavior at each level of retardation and age. The resulting
chart and instructions for use of the chart and for scoring are
attached.

Validity

In order to determine the wvalidity of the instrament, it was
administered to 38 subjects ranging in age from eight months to
47 years. Subjects were drawn frow public schools or community
residences in the twin cities area and ranged from severe to
borderline in level of retardation.

A Pearson Product Moment correlation coefficient was calculated
for the level of retardation according to the chart { l=profound;
2=scvere; 3=moderate; 4=mild; S=borderline) and IQ as of last test
on file. Four subjects were dropped from this analysis for lack
of 1Q score. The correlation between level of retardation and IQ
was .76. A correlation between the respondent's estimate of the
subjects level of retardation and IQ was also cal_ulated. “his
correlation was .80 .
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2/1/78

Telephone Script for Complete Phonebacks of Short Form

Hello. May I speak with the Director. Coordinator, Operator (HI),

{name on questionnaire) or the person in charge of this facilitv home?

If yes, go onto #2.
If no, ask for the telephone number of the Director and the time to call
back.

This is (phoner's name) from the University of Minnesota with the 1977

National Survey of Residential Facilities or National Study of Facilities/

Homes serving the Mentally Retarded.

Several weeks ago, we sent your facility (home) a questionnaire. We are
conducting a study of all residential programs for the mentally retarded
people throughout the United States under a grant from the Department of
Health, Education and Welfare.

The purpose of this study (survey) is to obtain information -bout what
kinds of residential services are available to retarded individuals (to
gather information zbout every public and community residential progfram).
Right now, it 1s impossible even to say how many group homes oT other
residential facilities there are in the (Inited States. Your help and
cooperation is very important, both for the basic data you provide and

© for your opinions as to what problems there are.

A listing of all residential facilities and homes was obtained from Your
state (State Mental Retardation Coordinator).

First of all, the information You provide is treated with strict confi-
dence and summarized to ensure that your individual facility (home) cannot
be identified. The information will be used to help state and faderal
policy makers improve the services for the mentally retarded persoms.

It is not possible with certainty to assure you that the information from
this or any other survey will directly benefit individual programs for
the mentally retarded and other developmentally disabled people. However,
we are quite confident that the results of this survey will be used to
improve funding as well as the state and federal policies that affect
your program and many others. This is the only project currently operat-
ing in the country which is designed to present & national picture of
residential facilities and homes for mentally retarded people. Its reports
will be submitted to federal funding agencies In preparation of budget
requests to the Congress. e are also confident that many states will be
able to use the information to improve policies and to prepare necessary
budget requests in their particular states.

The aim of the project is to provide this informaticn in an attempt to cut
some of the red tape that now exists and to promote quality residential
programs.

You will receive a summary of the survey results in early surmer. We can
also send you some information about our project now if you want (Project
Newsletter).
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Is your address (address on questionnaire)?

If yes, go onto #4.

If no, ask for the correct Mailing Address or Administrative Office
address.

Note: If you come across a multiple facility, get information for
each facility on separate short forms.

Note: Also, write the name of the respondent on the cover page if
' different from the label address.

Sequence of Questions

¥ &4 8, 5, 6, 7, 9, 10, 11, 12, 13, 14

Question-by-Question Obiectives

Does your facility or home provide 24-hour, 7 davs-a-week responsibility

for room, board and supervision for mentally retarded persons?

The purpose of this question is to determine whether the facility is
eligible Ebf the surve)*\d}f the facility does not "meet" the definition,
note on a problem sheet and write out why the facility dc¢es not meet the
definition on the questionnaire.

The following facilities are not eligible:

1. All residents always leave the facility for the w&ékend
2. Staff just visits

3. Ko mentally retarded residents

Facilities with residents in day programs, school work activities, etc

are eligible (facility is still responsible for them).

Who operates your facility/home? or What type of ownership operates

your facility/home?

If husband and wife operate, check (10) family.

If individual vs. family, check (10) family.

If corporation and church related, check (04) church related.

1f (05) state, (06) tegion, or (07) county, note on problem sheet.

Reworded: Is this the only facility operated by : ?

This facility is operated for:

If respondent does not know if profit or nonprofit, ask if they have
a federal tax exemption status and note Tesponse on problem sheet.
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NOTE: This question is reworded.

What is your facilitv or homc licensed as?

If not licensed, what is vour facilitv certified (approved, regulated)

as? (Note if certified) If neither: How would you best describe vour

facility or home?

(i.e., How is ir operated? What is the staffing arrangemer:? Number
of residents? Size of facility? Note comments.)

If Supervised Apartment, ask respondent: What is the primary staffing
arrangement of your Direct Care Staff?

1. Staff live-in

2. Staff work 8 hour shift

3. Staff work split-shift patterns

4. Staff visit, but are not usually present

If Nursing Home, ask if the facility is ICF-MR certified (question 6.c.).
If the facility is not, discontlnue the survey.

If license or certification given does not match categories (! through
10, write in responsa for "other, specify" and note on problem sheet.

No facility should have a (08) Repional Center or (10) Institution license.

T

Is your facility licensed under -this classification?

Includes regulations and certifications.

Is your facility or a distinct unit of your facility certified Interme-

diate Care Facility for the Mentally Retarded (ICF-MR)?

ICF-MR is a certification given by the state to specifically serve mentally

retarded persons. If the respondent does not know what it is, assume they
don't have it.

This question is asked only if the facility is licensed as a nursing home.
Note on problem sheet if any other type of facility states they are ICF-MR.

NOTE: This question is reworded.

a. Do you have a minimum age you accept mentally retarded people into

your facility or home?

If ves, What is it?
If no, put a "horizontal line" in tiie answer space.

b. Is there a maximum age a person may remain in your facility or home?

If yes, YWhat is it?
If no, put a "horizontal line" in the space.

c. Same as on questionnaire.

AS OF JUNE 30, 1977

8.a.

Licensed (rated) bed capacity?
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12.b.

13,

14.
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If the facility or home has no licensed bed‘capacity ask:

How many people can you serve without increasing staff or size of the

facility? or: How many people are You allowed to take? or: How many
will you take?

What is the total number of MR residents? or: Are all of Your residents

mentally retarded? If not, How many are?

As of June 30, 1977, how would you classify your mentally retarded
residents according to level of retardation? or: O0f the _(No.) of

MR residents, how many are classified as borderline? mild? moderat:?

severe? profound?

If respondent doesn't know level, use Heber's I0 classification.

1f respondent doesn't know I0 classification and total number of residents
is 6 or less, yse attached functional classification. Ask for ages first.

As of June 30, 1977. how would you classify your mentally tetarded

residents according to age?

Either tally individual ages or ask: How many MR residents were between
the ages of 0-4, 5-9, 10-14, etc.. WNote minimum age accepted (¥ 10).

Between July 1, 1976 and June 30, 1977, how many of your mentally retarded

residents: a. Died
b. Left the facility/home p
¢. Were admitted who wWere previous residefits under your care?

Between July 1, 1976 and June 30, 1977, how many mentally retarded resi-
dents were admitted for the first time into your facility/home?

Where did these new admissions come from? (List options if unsure of the

coding.)

What year did your facility or home accept its first mentally retarded

resident at its current address?

Get the date of the current address, not the date the progiram may have
begun.

If the facility opened in 1977, ask the month.

What is your average per diem (per dav) cost per resident? or: Can you

tell me how much money you receive for (room and board). €ost of care)?

Do _you receive any other money? or: How much are vou reimbursed per

ponth £0r each resident?

Do not include personal spending money.

THANK YOU FOR YOUR TIME AND COOPERATION! 1 '7()
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States and Abbreviations

Alabama
Alaska
Arizona
arkansas
California
Colorado
Connecticut

Delaware

AK

AZ

AR

ca

Co

cT

DE

District of Columbia DC

Florida
Georgia
Hawaii
Idaho
I1linois
Indiana
Iowa

Kangas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minpesota
Mississippi

Missouri

FL
GA
HI
1D
1L
IN
Ipn
KS

KY

B

8

MI

[PV

-

% MN

MO

Montana
Nebraska
Nevada

New Hampshire
New Jersey
New Mexico
New York
North Carolina
North Dakota
Ohio

Oklahoma
Oregon
Pennsylvania
Rhode Island ,

South Carolina

South Dakota
Tennessee

Texas

Utah

Vermont
Virginia
washinéton
West Virginia
Wisconsin

Wyoming

MT

NE

NH

NJ

NM

NY

NC

ND

OH

OK

OR

PA

sC
sD
TN
TX

uT

VA

WA

WI

WY
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