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National Survey of Day and Employment Programs
for Persons with Developmental Disabilities:

Results from State MR/DD Agencies

Executive Summary

The National Study of Day and Employment programs was conducted in order to collect
national information regarding the full range of day and employment settings currently utilized by
persons with mental retardation and other developmental disabilities. Previous studies typically
have analyzed one or two options within the day and employment service system or they have
focused on a single service agency. Severa complementary activities were undertaken as part of
this study: 1) anationa survey of state Mental Retardation/Developmenta Disabilities (MR/DD)
agencies, 2) anational survey of state VVocational Rehabilitation (VR) agencies, 3) supplementary
analyses of federal Rehabilitation Services Administration data, and 4) a survey of state
information systems developed and operated by MR/DD and VR agencies. This report summarizes
the findings from the survey of state MR/DD agencies regarding day and employment services
provided during fiscal year 1988.

Survey responses were received from the 50 state MR/DD agencies and Washington D.C.
The compl eteness of data received varied according to each state's data collection capacities.
Information was collected on both integrated employment (competitive, time-limited training, and
supported employment) and segregated day or employment programs(sheltered employment/work
activity and day activity/day habilitation). The primary distinction between the two settings is that
integrated employment occurs in an environment where most workers do not have disabilities,
whereas segregated day and employment settings include all workers with disabilities.

Utilization of Federa Definition of Developmenta Disabilities

Each of the state MR/DD agencies was asked whether they evaluate consumers according to
the federal definition of developmenta disabilities, and if so, what types of assessment instrument
are used. Twenty state MR/DD agencies (39%) reportedly evaluate consumers according to this
definition. A wide range of assessment procedures were used to evauate functiona abilities by
these states.

Persons Served

A total of 281,339 individuals were reported served in community-based day and
employment settings by state MR/DD agencies during FY 1988. The distribution of persons



sved by leve of retardation was relatively balanced for the 31 MR/DD agencies providing this
information. Twenty-eight percent of the individuals sarved (N= 154,260) had severe or profound
retardation, 29% had moderate retardation, and 31% had mild retardetion. The remaining 12% had
aprimary disability other than menta retardation. For this group, the largest percentage had a
primary disability of a sensory-neurologica nature (51%), followed by individuals with a
psychiatric disability (38%) and personswith aphysica disability (11%). Thisrepresents alarger
peroentag_e of individuas with emotiond diagnoses and asmaller percentage with physical or
sensory diagnoses than is estimated for the generd population with developmentd disabilities.

Funding

State MR/DD line item aloceations were the primary source of funding (54%) for day and
employment programs, compared with 34% provided by federa sources (Title X1X, Title X1X .
Waliver, and Title XX). Of thefederd funds, 76% was provided by Title XIX (Medicaid). Only
12% of the state resources came from other sources, such as sdif pay, loca aid, county funds, or
gpecid date or federd accounts. Almog al (95%) of the non-gtate funds (primarily comprised of
federa dollars) were used to fund segregated day or employment programs. The complete report
andyzes current disincentives toward utilization of integrated employment that are embedded in the
federd Title XIX program. Smilarly, the vast mgority (80%) of dl sate resources were dlocated
to support segregated day and employment programs.

Each state agency was asked to provide informetion on the number served in the various
employment options. For the 50 agencies that provided these data, 86% of the individuas served
werein ssgregated emaégyment models (sheltered employment, day activity or day habilitation).
Conversdly the integrated employment rate of 14% compares favorably with those reported in other
research (Braddock, Hemp, Fujiura, Bachelder, & Mitchell, 1990; Kiernan, McGaughey &
Schaock, 1988; Wehman, Kregd, & Shefer, 1989).

The digtribution by level of retardetion and employment environment confirms other
research findings showing thet integrated empl g&nent currently is used less frequently for persons
with more severe disabilities (Kiernan et al., 1988; Wehmen et al., 1990). Three-fourths of all
individuasin competitive, supported, or time-limited training employment have mild or moderate
mental retardation. The percentage of persons with severe or profound retardation in supported
employment (13%) wastwice as ar?e asthe percentage served in competitive and time-limited
training combined (6%). By far the largest percentage of persons served in day habilitation (non
vocational services) had severe or profound menta retardation; however 13% of those served in
day habilitation programs hed mild retardation and 25% had moderate retardation. Moreover, 520
of those served in day activity programs hed mild or moderate mentd retardetion; 66% of thosein
sheltered employment/work activity programs had mild or moderate retardetion (66%), followed
by 18% with severe/profound retardation, and 16% with other primary disabilities.

Current Unmet Service Needs

- MR/DD agenciesin 27 states (53% reported thet they maintain state-level informetion
reffecting the number of individuas who currently need day and/or employment services but are
not recatving these services. Nine states (18%) reported state-level informeation according to the
type of day or employment service for which individuas are waiting. The waiting list distribution
varied congderably from the current service digtribution described earlier. Ffty percent were
waiting for day activity or day habilitation services (compared with 41% currently recelving those



sarvices). Only 16% were waiting for sheltered employment (versus the 45% currently employed
in sheltered employment or work activity settings). Thirty-two percent were waiting for supported
employment. The most significant difference between the waiting list distribution and the current
savice digribution is the larger percentage waiting for supported employment and the smaler
percentage waiting for sheltered employment.

The existence of supported employment services appears to have reduced the demand for
sheltered employment. However, it is not known whether al individuas currently waiting for
u ed employment actualy will receive this service or whether they will be placed into
sheltered employment due to alack of supported employment opportunities.

_ In generd, state MR/DD resources are il targeted toward segregated employment options.
Eighty-six percent of the persons served by these agencies were in segregated day or employment
settings. Clearly the demand for integrated employment settings has grown as evid by the
large number of persons waiting for supported employment. The avallability of resources to meet
this growing demand is acritica planning issue for the 1990's, which must be addressed in order
to improve the quaity of work life for individuas with developmental disabilities.



TABLE OF CONTENTS

PAGE
INTRODUCTION. 1
METHOD. . 2
A. Instrumentation 3
B. Survey Procedures 6
C. Définition of Disability- 6
1l RESULTS 8
A. Survey R&eponse 8
B. Eligibility Determination 9
C. Individuals Served by Disability Level° 10
D. Funding . — . 13
E. MR/DD Services Across Employment Categorles — —16
F. State-by-State Distribution Across Employment Categon&eim
G. Day and Employment Environment by Disability —— 19
H. Utilization of Title XIX Wave)——7"7Z™ —— — ——————— 22
|. Individuals Living in Large Residential Programs Who Attend
Community-Based Employmen—— ——— 25
J. New Referras Into Day and Employment Services 27
K. Current Unmet Service Needs — . — 27
L. Planning for Future Service Needs . . . 31
M. Prioritization of Services————«-. . 31
N. MR/DD Agency Ciriteriafor Supported Empl oyment — 32
O. Duplication of Count Across State Agencies . : : 32
V DISCUSSION. ‘ . ‘ . — 34
A. Comparisons with Othe Dta———————————————— 36
B. Implications Related to Funding Patterns 38
C. Characteristics of the Consumer Population Served 39
D. Policy Implications — . — — 40
* Implications of the functional defintion———————— 40

* Federdl initiatives S S S 41



TABLE OF CONTENTS

PAGE

» Commitment to integrated employment 41

* Unmet service needs — 43

* Individualsin large residential programs 44

V. SUMMARY. - - 44
VI. REFERENCES — — — 45

VIl. APPENDICES

A. Disability Groups and Community Day Program/
Employment Services: Definitions

B. National Survey of Day and Employment Program
I nstrument



LIST OF HGURES
PAGE
MR/DD Agencies: Individuals Served by Disability 11

MR/DD Agencies. Digtribution of Other Disability Group————12
MR/DD Agencies: Day/Employment Program Expenditures

by Funding Source 14
State MR/DD Funding Versus Non-State Funding by Setting 15
MR/DD Agencies. Percentage of Individual by Day or

Employment Setting 18
Integrated and Segregated Day/Employment Services

by Disability 21
MR/DD Agencies. Integrated Employment by Disability——23
MR/DD Agencies. Segregated Employment by Setting 24
Individuals Living in Large Residences (>15) by Type of
Community-Based Day or Employment Program. 26

Percentage of Individuals Waiting by Type of Service—29

PAGE
Number Served in Day or Employment Settings 17
Percentage Served in Day or Employment
Settings 20
State Level Waiting Lists 28
State MR/DD Agency Utilization if tge RSA Supported
Employment Criteria 33

Vi



NATIONAL SURVEY OF DAY AND EMPLOYMENT PROGRAMS

Introduction

The 1980's witnessed a national shift toward integrated, supported employment for
individuals with severe disabilities. The refinement of service technologies related to the
provision of supported employment and the shift in the economy from manufacturing to
services provided an impetus for moving from non-work, segregated day and employment
settings to integrated, real-work settings for persons with disabilities. The advantages of
integrated employment over segregated day and employment programs for persons with
disabilities, families, employers, and society in general have been well documented
(Bellamy, Rhodes, Bourbeau, & Mank, 1986; Kiernan & Stark, 1986; Rusch, Mithaug, &
Flexer, 1986).

Recent nationa studies have documented the utilization of integrated and segregated
employment for persons with mental retardation and other developmental disabilities
through surveys of rehabilitation facilities (Kiernan, McGaughey, & Schalock, 1986;
1988) and state human service agencies (Buckley & Bellamy, 1984; Wehman, Kregel, &
Shafer; 1989). Although three of these studies generated critical information related to the
development of integrated employment and one examined segregated, non-vocational day
programs, none have provided a comprehensive picture of both day and employment
services for individuals with mental retardation and other developmental disabilities.
Instead, previous studies traditionally have analyzed one or two options within the day and
employment service system. One exception is the work conducted by Braddock, Hemp,
Fujiura, Bachelder, and Mitchell (1990) in which segregated, as well asintegrated, day and
employment services were documented for persons with mental retardation. This study

focused exclusively on services provided by state Mental Retardation/ Developmental



Disability agencies and did not examine services provided by state Vocational Rehabilitation
agencies.

Concern about the absence of comprehensive, national data for planning and
evaluation purposes was highlighted by Congress during the hearings for the
reauthorization of the Developmental Disabilities legislation (P. L. 100-146). Congress
mandated that the Administration on Developmental Disabilities survey consumers
regarding their satisfaction with the current service system and document service provision
at the national level. In addition to the collection of consumer satisfaction data, the
Administration on Developmental Disabilities awarded three grants of national significance
to document activities in the following areas: day and employment services, residential
services, and the alocation of public resources. These nationa studies were undertaken in
order to generate data that would assist policy makers and service providers in developing
and evaluating community-based services to adults with mental retardation and other
developmental disabilities.

National studies regarding residential services and the allocation of public resources
had been undertaken previously. However, there was yet to be a national study of the full
range of day and employment services utilized by individuals with mental retardation and
other developmental disabilities. The present study was undertaken to address this gap by
collecting information across the full range of day and employment services from severd

state agencies.

M ethod
The research agenda was addressed through utilization of two data sources. 1) a
national survey of state Mental Retardation/Developmental Disabilities (MR/DD) and
Vocational Rehabilitation (VR) agencies, and 2) secondary analyses of federa datafrom the

Rehabilitation Services Administration. A secondary objective was added to collect



information related to the structure and comprehensiveness of state MR/DD and VR
agencies daa collection systems.

The initia research plan also included surveying state Menta Health agencies.
However, during fidd tests of the origina survey instrument, state Mental Hedlth agency
gt reported that it would be extremdy difficult to identify consumers who mest the
criteria specified in the developmenta disabilities definition, primarily due to the need to
establish age of onset of disability. The authors acknowledge that some persons who
would be classfied as having a developmentd disability are likely to be included in the
service population of state Mental Hedlth agencies. However, the number of persons with
developmentd disabilities served by Menta Hedlth agenciesis estimated to be congderably
gamadller than the number served by the other two State agencies. Given this factor and the
problems with identifying these individuasin the mental hedlth sysem, state Mental Hedlth
agencies were excdluded from subsequent research activities.

Due to differences in the information requested from state MR/DD and VR
agencies, the results are presented separately. Thiswill engble the respective agencies to
compare their agency's data with those of smilar state agencies across the country. This
report describes results from the MR/DD agency survey. Other reports describe findings
from the state VR agency survey, secondary andyses of RSA data for FY 1985 and FY
1988, and results from a survey of state MR/DD agencies data collection systems.

|nstrumentation

A survey insrument was developed and field tested with MR/DD agency daff in
Massachusetts, Nebraska, and Missouri. The instrument was revised considerably based
on feedback from the field tests. Because a secondary purpose of the study was to
determine the extensveness of day and employment information across states, the find
questionnaire included variables that the authors assumed some agencies would be unable

to provide.



The final survey instrument requested the variables listed below for fiscd year
1988. Definitions of the day and employment service options noted below were included
with the survey packet (See Appendix B for the survey instrument.). As noted by
Braddock, Hemp, and Fijiura (1986), dl but five states used the time period of July 1,
1987 through June 30, 1988 as fiscd year 1988. For those five states, agency daff were
asked to provide data according to the twelve month fiscal period used by their State,

Variables requested on the survey instrument

» Type of funding, by employment and day service categories,

« Number of individuals in day and employment services, by level of
retardation;

* Disahility categories of individuas who do not have mentd retardation;
» Wages and hours worked, by employment setting;

* Number of individuals working in more than one day or employment
setting, by type of setting;

« Movement from one day or employment setting to a different setting
during thefiscd year,

» Number of new referrds who recelved day or employment services,

e Number of individuals receiving community-based day and
_ergplpgrgent services who livein resdentia programs with 16 or more
individuds,

* Number of unserved individuals waiting for day and employment
sarvices.

Day and employment service definitions
Competitive employment:
» Environment where most workers do not have disabilities;

» Job-related supports are not provided to the worker with adisability in
order to maintain employment




Time-limited training for competitive employment:

* Environment where mogt workers do not have disahilities,
* Time-limited job-related supports are provided to the worker with a
disability in order to maintain employment

Supported employment with ongoing support:

« Environment where most workers do not have disabilities; _
e C ngci)l ng job-related supports are provided to the worker with a
disability in order to maintain employment.

Shdtered employmentiwork activity:

« Environment where dl workers have disabilities; _
* Continuous job-related supports and supervison are provided to dl
workerswith disabilities.

Day ativity:

* Environment where dl| participants have disahilities,

* Primary program focus. psycho/socid skills, activities of dally living,
and recrestion, dthough some vocationa services may be provided,

» Continuous supports and supervision are provided to dl participants
with disabilities.

Day habilitation:

« Environment where dll participants have disabilities;
 Primary program focus: professiond therapies (e.g., O.T., P.T.,
Speech) and activities of daily living;
» Continuous supports and supervison are provided to dl participants
with disabilities,
* Funded by Title XIX.
Policy and procedura information also requested in order to andyze service
ddivery issues aswdl as potentid strategies used to address these issues. The following
information was requested:

sutilization of the federa definition of developmenta disabilities for
a5ESSMEnt purposes,

eduplication of count acrossthe MR/DD and VR agencies,
scategoriesincduded in state leve waiting lists;

eprocedures used to identify individuals trangtioning from school into adult
services,

eprocedures for determining service priority; and



sutilization of the RSA definition of supported employment for programs
operated by the MR/DD agency.
Survey Procedures

In late May 1989, 52 surveys requesting day and employment information for FY 1988
were malled to the state MR/DD agency directors in the 50 states, Washington D.C., and Puerto
Rico. The state directors were asked to gppoint an individua to complete the survey and to return a
postcard specifying that individua's name and title. Subseguent follow-up and data clarification
activities were conducted with that individual. Teephone contact was established with al agencies
to inquire about non-response, to daify the data received, and/or to request supplementary
information. These activities were conducted through March 1990.

In order to verify the data reported, severd variables were compared with day and
employment information reported by Braddock et d. (1990). For states that provided information
for both studies the following variables were compared: the total number served in day and
employment programs, the total number in supported employment, the total number in sheltered
employment, and the total number in day habilitation programs. In cases where the data differed
by more than five percent, state agency daf were recontacted for clarification. Revisons were
mede in the data from afew date agencies. In other cases, the origind data were confirmed.

Definition of Disghility
An issue which confounds the collection of service data for individuals with developmentd

disabilities across states is the disparity in digibility criteria and definitions used (Kiernan &
Bruininks, 1986). The federa definition of developmentd disahilities (P. L. 95-602) focuses on
functiond skills and service needs as opposed to categories of disability. According to this
definition, adevelopmentd disability is:

asevere, chronic disability which:

a. is attributed to amenta and physica imparment or a
combingtion of menta and physica impairments;



b. is manifested before the person attains the age of
twenty-two;

c. islikely to continue indefinitely;

d. resultsin substantial functiond limitetions in three or
more of the following areas of mgor life activity:

1) Hf care _

2) receptive and expressive language
3) learning

4) mohility

5) sdf-direction

6) cagpacity for independence, and
economic Hf -aufficdency; and

e. reflects the person's need for acombingtion and
ssquence of goecid and interdisciplinary or generic care,
trestment, or other services which are of lifelong or
extended duration and are individudly planned and
coordinated.

Because mogt state Menta Retardation/Devel opmenta Disabilities agencies do not utilize
these criteriato determine sarvice digibility or to document consumer characterigtics, the following
disahility information was requested from respondents. 1) level of mentd retardation; and 2) for
persons who do not have mental retardation, classfication of the primary disability according to
sensory-neurologica, physical, and psychiatric categories. (See Appendix A for adescription of
these categories) These categories were sdected based on a specid report from the Adminidration
on Developmental Disahilities (1981), which outlined the categories likely to include personswith
developmentd disabilities: mental retardation, serious emotiond disturbance, sensory imparments
and physicd impairments. Mot likdly, some individuds served by state MR/DD agencies will not
mest the criteria dipulated in the federd definition of developmenta disabilities. However, because
the individuas reported in this sudy currently need and receive day or employment services from

the state agency, it is presumed that the mgority will meet the criteria

As mentioned, some individuas served exclusvely by state Mentd Hedlth agencies could
have a developmental disability but will not be reflected in this study. There may be other
individuas with developmental disabilities who are not recelving forma MR/DD or VR sarvices,
for whom documentation of aday or employment setting, or lack of services, is not possible. This



could include persons who are privately sponsored in aday or employment setting, individuals
who are in the process of relocating and have yet to enter or reenter the service delivery system,
persons who participate in day and employment programs through extended family resources (i.e.
family-run businesses, etc.), and persons who either refused services or are yet to be identified as
needing services. There dso may be individuas who received day and employment services from
both the MR/DD agency and the VR agency during FY 1988 (particularly for supported
employment). In these cases, there may be duplication across the data sets provided by both
agencies, making it difficult to identify an exact, unduplicated count of individuals with mental
retardation and other developmentd disabilities served.

Results

Survey Response

Except for Puerto Rico, information was received from each of the 52 sate agencies
contacted. The completeness of data recelved varied according to each state's data collection
capacities. For example, al responding agencies were able to provide the total number of
individuals served in day and employment programs. Fifty agencies provided day and
employment data broken out across some categories of day or employment settings. Thirty-one
agencies provided data across disability categories, whereas only 24 agencies could provide the
number of individuas served by level of menta retardation or other disability and. type of day or
employment program setting. Only afew state MR/DD agencies were able to provide specific
information regarding: 1) the number of individuas currently served in more than one day or
employment setting, 2) where these individuas were prior to their current placement, and 3) wages
and hours across the types of settings. As aresult of the extensive amount of missing data for
these variables, they were excluded from subsequent anayses.

The research findings are presented according to the mgor aress of investigation noted
earlier, including: eligibility determination, individuals served by disability levels, funding
patterns, persons served by employment models, state-by-dtate distribution across employment



categories, day and employment environments by disability, utilization of the Title XIX waiver,
new referrdsinto day and employment programs, current unmet service needs, planning for future
sarvice needs, prioritization of services, and the use of federd criteriain supported employment

srviceddivery.

Eligibility Determination

The adoption of the functiond definition of developmental disabilities (Rehabilitation,
Comprehensive Services and Developmental Disabilities Act; P.L. 95-602) in 1978 provided
legidative endorsement of a more individudized view of persons with disabilities, by shifting from

diagnostic categories to assessment of individua functiona skills and needs (Summers 1981).
There are complex issues related to implementation of a functiona definition, particularly
regarding uniform measurement of the mgor life activities. These complexities have contributed to
delays in the adoption and implementation of the developmenta disabilities definition by deate
MR/DD agencies (Kiernan et. d., 1986).

Each of the state MR/DD agencies was asked whether they evaluate consumers according
to the federa definition of developmenta disabilities and if so, what types of assessment
instruments are utilized. Twenty state MR/DD agencies (39%) reported that they evauate
consumers according to this definition although, for the most part, this information is aggregated
only a the locd service level. State MR/DD agencies reportedly utilize avariety of instruments to
assess an individual's functiond skills, including: the Vindand Adaptive Behavior Scale,
Individual Client Assessment Program (ICAP), American Association on Menta Retardation
(AAMR) Adaptive Behavior Scde (ABS), and the Minnesota Devel opmenta Programming Sysem
(MDPS). MR/DD agencies in Maryland, Rhode Idand, North Carolina and Hawaii have
developed their own specidized instruments to assess functiond capacities. Decisons regarding
utilization of specific indruments typicaly are made at the loca level by state agency gt or by
private contractors hired to conduct evauations.



Individuals Served by Disability Levels

A total of 281,339 individuals were served in community-based day and employment
settings by state MR/DD agencies during FY 1988. Of these individuals, at least 6,728 (or 2.4%
of the sample reported) were living in residential settings with 16 or more persons. However, this
number is likely to be somewhat larger, given the fact that only 17 of the 51 responding agencies
were able to identify the number of individuals in community-based day and employment programs
who aso werein large residentia programs.

Figure 1 shows the distribution by level of mental retardation for individuals served in day
and employment settings. The distribution across level of retardation was relatively balanced for
the 31 MR/DD agencies providing this information. Twenty-eight percent of the individuals served
had severe or profound retardation, 29% had moderate retardation, and 31% had mild retardation.
The remaining 12% had a primary disability other than mental retardation. Although this trend is
contrary to national prevalence rates, which decrease with the severity of mental retardation, it is
not surprising because specialized service needs increase with the severity of disability.
Furthermore, it is likely that a greater percentage of persons with mild mental retardation either
trangition directly from school to work or exit the MR/DD service delivery system via competitive
employment, thereby achieving a level of independence that precludes the need for additional
services. The probability of this occurring with persons who have moderate or severe mental
retardation isless likely.

Figure 2 reveals the distribution for individuals who do not have a primary disability of
mental retardation, according to the three categories specified earlier: sensory/neurological (e.g.,
visual impairments, epilepsy, autism), psychiatric, and physical (e.g., cerebral palsy, multiple
sclerosis). The largest percentage of individuals served in the "other" category had primary
disabilities of a sensory or neurological nature. A recent survey conducted by Temple University
(1990) for the National Association of Developmental Disabilities Councils included a
recommended proportional sampling strategy based on nationa prevalence studies for individuals

who do not have mental retardation but are considered to have a developmental disability. The
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FIGURE 1
MR/DD AGENCIES INDIVIDUALS SERVED BY DISABILITY
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FIGURE 2

MR/DD AGENCIES DISTRIBUTION OF OTHER
DISABILITY GROUP
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