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I. OVEKRVIEW

A. Project Goals

During the past several years, distinctions among the needs of
persons with various types of phvsical and mental disabilities have
become less numerous as more genzral notions of normalization, community
integration, independent living, and multiple forms »f environment:l
adaptation have gained currency across the disability community. These
trends have been coupled with an increasing desire in tke field of
developmental disabilities to move away from categorical eligibility
" eriteria and service organizations tc a more functional approach to the
pro-ision of services. In other words, systems of services should be
based on the ability of individuals to function in a range of life
spheres rather than requiring specific labels to secure entry into the
system.

In response to these emerging aspirations and a perception that the
current service system in the state was fragmented and inefficient, the
Connect.icut Planning Council on Developmental Disabilities contracted
with the Human Services Research Institute to assess the feasibility of
setting up a state department of developmental disabilities. The
specific objectives of the project involve the preparation of an
overview of services available, an analysis of policy options and system
constraints with respect to organizing services for persons with
disabilities, an analysis of tke implications of reorganizing services,
and a discussicn of implementation phases.

This concern with a more functional approach to the organization of
services is mirrored at the federal level where the new amendments to
the Developmental Discbilities Act require state developmental
disabilities programs to ass ss their current activities to determine
whether they in fact are directed at *he range of individuals covered by
the definition of developmental disabilities. The new law will be
discussed in Section III.

B. Project Methods and Products

The study provided an opportunity for members of the Council, state
agencies providing services to persons with disabilities, and advocates
to review relevant data and explore policy options regarding the optimal
way to organize services in the State of Connecticut. To do this,
project staff collected descriptive and quantitative data to facilitate
the following outcomes: 1) improve the coordination and responsiveness
of services to persons with disabilities; 2) fill gaps in the current
service system; and 3) deliver services to individuals whose needs are

not currently being fully addrassed.
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During phase one of the project, staff conducted two pubtlic forums
== one for providers of services and one for consumers of services; a
review of major pclicy documents including budget proposals, legislative
revievs, program descriptions, and other consultant reports; and
numerous interviews with individuals around the state who provide
services, manage services, fund services, advocate for services anc
receive services. These activities led to the preparation of an initial
policy paper "mapping”™ the current system and presenting an overview of
its strengths and weaknesses. Following the circulation of the paper, a
meeting of the "Sounding Board™ committee was held to review the initial
findings. This comnittee was made up of representatives of the relevant
state agencies and advocacy groups with interests in services to persons
with disabilities.

The purpose of the second project phase was to review Low other
states grappled with similar policy changes. Specifically, staff
revieved written reports on the impact of changes in the definition on
eligibility for services, and contacted representatives in states that
mace reforms in their service systems similar to those being considered
in Connecticut. The purpose of the first activity was to understand how
the magnitude of the target population is likely to change given changes
in the definition of service eligibility. The purpose of the second
activity was to secure direct feedback from those involved in systen
changes on the course of implementation.

The sub.equent policy paper included a discussion of the impact of
definitional changes, a review cf the experience in five states, and a
discussion of the implications of other states' experiences for
Connecticut. Follrsing the circulation of this policy paper, another
meeting of the "Sounding Board" committee was held and the contents
reviewed.

In the third project phase, concrete proposals for reorganization of
the service system for people with disabilities were circulated and
estimates were generated to reflect the potential increased demand of
such changes. Two additional "Sounding Board” meetings were held to
reviev and refine the proposals. Legislative testimony regarding
project activities was prepared and presented in Decenber.

The final project task was the development of the ensuing report
wuich summarizes all the data collection and analysis activities and
presents HSRI's final recommendations and cost estimates.




C. Organization of the Report

This final report has four additional sections. The next section
describes a policy framework which will help the reader to understand
HSRI's general approach to policy development. The following <rction
describes the project context including trends at the federal i.vel, the
historical background of the service system in Connecticut, the extent
of the current service system and the strengths and weaknesses of
programs for persons with disabilities. The next section describes the
experience of other states that have reorganized their services along
more fyictional lines. The final section presents the principies that
should govern the service system, the outlines of recommended changes,
the implications of such changes insofar as demand and cost, and the
ranifications for service eligibility procedures. This concluding
section also includes implementation phases.
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II. POLICY FRAMEWORK

A. Policy Logic

Before describing the results of the policy analysis, it is
important to discuss the general policy development framework that
guided project staff. This conceptual approach, which was originally
designed by Larry Lewin (Lewin and Associates, Wa.hington, DC), stresses
the importance of beginning any analysis with an accurate description of
the phenomenon or "world™ under study. Thus the first canon of this
policy logic is DESCRIBE THE WORLD ACCURATELY.

The next step is to isolate any problems or issues, if any, that
require a‘tention, or IDENTIFY PROBLEM TO BE FIXED. From this
assessment, the analyst is now ready to SPECIFY GOALS. At this stage,
the logic must be tested. Do the goals reflect reality? Is the problem
really that big? 1Is it getting bigger or smaller.

Once these steps are complee, strategies can be developed to
address the problems .nd goals. Unfortunately, SPECIFY STRATEGIES is
the place where some policy development begins, in isolation from and
ignorant of the reality of the policy context. 1In the flow of a
rational analysis, it is at this junture that the strategies should be
compared to the goals to determine whether there is evidence to suggest
that the strategy will ameliorate the problems identified above.

The next phase is to determine what will be necessary to implement
the strategies -- IDENTIFY RESOURCES AND REQUIREMENTS. This suggests a
canvass of tne tangible resources, such as additional funding or
manpower, as well as statutory or regulatory changes that are
prerequisites to implementation of reforms. This is also a critical
point at which to check the logic. At this stage, the analyst asks is
it realistic to expect that resources will be available given political
and/or fiscal constraints.

Given this ccmprehensive investigation, the final step is to DESIGN
PROGRAMS. Figure 1 displays the policy analysis schenma.
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In terms of the aralysis described ir this project, specific
activities related to the policy logic model are as folliows:

DESCRIBE THE WORLD -- Interviews were conducted and docunments
reviewed; draft materials circulated to key informants.

IDENTIFY PROBLEMS -- Results of interviews and document
reviev synthesized to determine consensus; list of problems
and issues developed.

SPECIFY GOALS AND CHECK LOGIC -- Problems and goals described
in policy paper; paper circulated for review; Scunding Board
committee converned.

SPECIFY STRATEGIES AND CHECK LOGIC -- Other states contacted
and questions posed regarding impetus and impact of related
changes; alternative strategies developed; sounding board
committee convened.

IDENTIFY RESOURCES -- Estimates of potential demand and costs
developed; sounding board committee convened; implementation
of steps defined.

DESIGN PROGRAM -- All project activities and results compiled
in final report.

11




B. Criteria for Assigning Responsibility

In any analysis of a potential reorganization or expansion of state
respongibilities, it is necessary to develop criteria for the assignment
of new roles or relationships. The following criteria served as
background for this apnalysis:

o History and inclination of the agency

® Nature of the mission and structure ¢f the organization

o Similarity of needs of current and potential clients

e Capacity

o Funding sources

» Client/family interests and preferences

o Legislative mandate

C. Project Parameters

The ensuing analysis is not just limited to 3ervices to individuals
who meet the federal definition of developmental disabilities since this
definition sets limits on age of onset and level of disability.

Instead, the needs of individuals whose disability occurred at any point
in life are included as well as individuals with mild and moderate
disabilities.

Further, the primary focus of the report is on services to adults
with disabilities. However, supports to families with children with
chronic disabilities and illnesses are included in the discussion.
Finally, given the focus on adult services and family supports, special
education services are not treated. While we realize that these
services are a crucial link in the transition to adult services,
resources limited our ability to assess this connection.




III. POLICY CONTEXT

A. VYFederal Initiatives

Tvo recent federal initiatives have necessitated attention from
state legislatiures and have formed the background of policy development
for this study. These are the functional definition of developmental
disabilities implemented in 1978 and the recently reauthorized
Developmental Disabilities Act. These two activities are discussed in
this section.

1. Fupctional Definition of Developmental Disabilities

Issues i~ the reconfiguration of state developmental disability
services and eligibility requirements have been prompted largely by the
functional definition of developmental disabilities mandated in Federal
Public Law 95-602, the Developmental D.sabilities Assistance and Bill of
Rights Act (1978). This law does not specifically require t!-t major
state agencies change their service eligibility criteria or develop new
services. Instead it requires that State Developmental Disability
Planning Councils and other bodies supported by federal funds use this
definition for planning and research purpos:.. Some s.ates have adopted
the defirition in whole or in part and are using it for resvurce
allocation and eligibility determination. The law reads as follows:

The term ‘developmental disability' means a severe, chronic
disability o. a person which -

a) is attributable to a mental or physical impairment or
combination of mental and physical impairments;
b) is manifested before the p~rson attains age twenty-two:
c) is likely to continue indefinitely;
d) results in substar:ial funciional limitations in three or more
of the following areas of major life activity:
1)self-care, 2)receptive and expressive language, 3) learning,
4) mobilily, 5) -elf-direction, 6) capacity for independert
living, 7) economic self-sufficiency; and ,
e) reflects the person's need for a combination and sequence of
special, interdisciplinary, or generic care, treatment or other
services which are of lifelong or extended duration and are
individually planned and coordinated.

This defir‘tion diffe.s s'bstantially from previous definitions of
developmental disabilitiez arJ also has substantial implications when
used for service planning. Some of these differences and implications
are outlined below:
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o JFunctionally based definition. Previous federal and most state
definitions were categorical, that is service planning and
aligibility were tied to specific diagncstic conditions.

Pressure arose from advocacy groups to expand the number of
disability categories in order to assure services. However,
given the numerous disability groups, a "laundry list" of
deserving and eligible groups seemed impractical and undesirable.
Advocates recommended instead a definition that "emphasized the
complexity, pervasiveness, and substantiality of the disabling
conditions" (Hitzing et al. 1985). Further, an emphasis on
functional limitations rather than diagnostic conditions fostered
an habilitative rather than medical model approach to service
delivery. The present federal definition is based on an
individual's level of functioning irrespective of the diagnostic
condition and no specific diagnostic categories are mentioned.

e JYocus on persons having substantial limitations. One intention
of the federal legislation was to focus scarce resources on those
persons most in need, and so the legislation specifies that there
must be substantial limitation in three of seve. major life
areas. A functional definition need not imply the exclusion from
service of those persons with only mild impairments due to
chronic conditions, however a strict interpretation of the
federal definition forces that conclusion.

o JAge of onset criteria. The federal definition specifies that the
disabling condition must have manifested itself before age 22.
This criteria is intr:nded to focus services on a cohort of
persons who have experienced disabilities during childhood, where
such disabilities may have interfered with normal developmental
processes and who therefore have similar habilitative service
needs. Expanding the age of onset criteria into adulthood could
result in inc’uding substantial numbers of persons who may be
outside the intent and usual service provision of a developmental
disability agency (e.g. adults with AIDS, diabetes, severe heart
conditions, stroke) and without an upper limit of age on onset
(e.g. age 55) numerous elderly persons with severe functional
impairments could be deemed eligible. However, limiting service
to persons with a manifestation under age 22 may very arbitrarily
exclude persons in substantial need of services consonant with a
the mandate of a developmental disabilities agency. For example,
there is no difference in the needs of persons with spinal cord
or head injury or with multiple sclerosis if their disability
manifested itself at 20 or at 22 years of age.

e Change in numbers of persons eligible for services. Of main
concern to state agencies is whether adoption of a functional
definition will substantially change the numbers of persons
eligible for services. Research indicates that a focus on
substantial limitations will reduce the numbers of persons
eligible who have mild impairments who had otherwise been
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eligible, for example persons with epilepsy or mental
retardation, (Lubin, Jacobson & Kiely 1982; Morrison, Smull &
Sachs 1984; HSRI 1988). However, the definition also opens
services to a number of low incidence disability groups that had
been previously ineligible (e.g. spina bifidz, cystic fibrosis).
There are disparate findings with respect to potential changes in
the numders of persons eligible. These are outlined in mere
detail in Section V of this report.

@ Change in range of services offered. Given the potential
inclusion of many new disabiliiy groups, some change in the
character of services offered by a developaental disability
agency is likely. "New services will have to be developed, some
old patterns abandoned, and agencies will of necessity learn %o
become more flexible in their dealings with service recipients"
(Hitzing, Pealer, & Reardon 1985). Although there is clearly no
single solution to address all of the diverse needs of persons
meeting the functional criteria, there is a commonality of
general service needs across all groups. These service needs can
be grouped into four categories: 1) yeneric services (e.yg.,
transportation, housing); 2) case management services (e.g.,.
service brokering, information and referral, follow along); 3)
specialized support services (e.g. physical therapy, behavioral
consultation); and 4) advocacy ard protective services.

In light of the considerable i ‘ications of adopting a functional
definition, it is useful to know . aany states have done so. Hitzing,
Pealer, & Reardon (1985) conducted a survey of how individual state
service agency's are defining and determining eligibility for
developmental disability services. "The majority of states responding
reported that they use a categorical or mixed functional/categorical
definition similar to the 'old' federal definition (P.L. 94-103)"
(Hitzing, Pealer, & Reardon 1985). However, as the authors point out,
although many states have changed the name of the state agency for
mental retardation to developmental disabilities, this does not
necessarily indicate a change in focus to all persons with developmental
disabilities. Fifty-two percent of the respondents in the above study
reported that in terms of actual service delivery their state agen:y
focuses on persons with mental retardation and 16% reported that their
agency focuses or persons having mental retardation and other specified
disabilities, whereas only 13% reported that they focus on all
developmental disabilities. Twenty-one percent of the resnondents
reported adoption of the federal definition of developmental
disabilities, and 6% reported adoption of a modified version of the
federal definition. The reuwaining respondents (57%) reported use of a
categorical definition whereas 15% reported use of a mixed
functional/categorical definition (Hitzing, Pealer, & Reardon 1985). A
description of different state experiences in adopting a functional
definition is presented in Section IV.

Py
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11
2. Reauthorization of the Developmental Disabilities Act.

Another majoi impetus to a reexamination of the organization of
services to persons uith disabilities is the new language in the
reauthorization of the federal Developmental Disabilities Act.
According to Senator Lowell Weicker (Connecticut) in his remarks on the
bill on the Semate floor:

Specifically, the bill requires State Planning Councils to do
a policy analysis to determine the extent and scope of
services available to all pecple who are developmentally
disabled within the state. This provision was added based on
testimony indicating that many people, particularly
individuals with a severe physical disability but no mental
disability, are not able to access services, either through
state agencies or in some cases, through programs and
services generated through the Developmental Disabilities
Act. The current definition of developmental disability is a
functional definition which eliminates categories and is
intended to make eligibility for services based on the
interaction between a person and his/her environment rather
than on a specific diagnostic label.

The new law requires that by April 1, 1990, the State Planning
Council must trawsmit a final report to the Governor and the legislature
of the state inc_uding: a) recommendations on the most appropriate
agency or agercins of the state to be designated as responsiole for the
provision and coordination of servic:s for persons with developmental
disabilities who are traditionally underserved, such as persons with
developmental disabilities attributable to physical impairment, dual
mental impairments, a combination of physical and mental impairments,
and such other subpopulations of persons with developmental disabilities
(including minorities) as the State Council may identify; and b) the
steps taken to include the data and recommendations in the State
Council's ongoing advocacy, public p.licy, and model service
demonstration activities.

The Cornecticut Council's support for the policy analysis included
in this report “n large measure anticipated the requirements of the new

Act.
B. State Systenm
1. Previous System Analyses

Concern with organizational issues in Connecticut's service delivery
system did not begin with this project. In fact, in the 1985-1986
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budget, Governor William A. O'Neill recommended an appropriation of
$150,000 for a Secretary of Human Services (p. 62). The General
Assenbly did not accept this recommendation and instead chose to address
issues related to service integration and coordination through further
study.

Two major studies have preceded our efforts. The first was
conducted by Research Triangle in 1986 and vas titled Tde Coordination
and Delivery of Human Services in Connecticut: A Report with
Reconmendations to the Commission to Study Human Services. This study
was authorized by the Connecticut General Assenbly's Public Act No. 85-
546 enacted in July, 1985. This act established a ten member bipartisan
commission to stuly coordination and service integration issues in
Connecticut's human services delivery system. The Act also specified
that an independent contractor should be hired to assist the commission
menbers in their investigations. Research Triangle Institute (RTI) was
selected to fulfill this role.

The RTI approach included both key informant interviews and document
review. Issues addressed in this report included: organization of human
services, the role of the Office of Policy and Management and the Office
of Fiscal Analysis, the role of the Governor, the use of task forces to
deal with critical issues, district-based delivery of services, and the
effects of economic prosperity. The report concluded with a
reconmendation for a "Super Commissioner"” of Human Services to
coordinate the delivery of services.

The second study wa~ commissioned by the Connecticut Department of
Human Resources in 1986/87 and was conducted by Connecticut Research
Associates (1987). This study was similar to the RTI study described
above in that it explored issues of service coverage, coordination and
integration through a combination of document reviews and key informant
interviews. However, its focus was narrower than the RTI study.

Whereas the RTI study focused on all human services in the state, the
Connecticut Research Associates study examined only those services
provided for persons with disabilities. Limiting its focus further, the
study excluded the Department of Mental Retardation and the Department
of Mental Health services. Issues addressed included: the current state
policy regarding people with disabilities, state services for persons
with disabilities, and problems with the curreat system. The report
concluded with a recommendation that the Department of Human Resources
assume the position of "lead agency" for disability issues.

The two central policy options that grow out of these studies are:
the creation of the position of Secretary of Human Services recommended
by Research Triangle Institute and the "lead agency" concept recommended
by Connecticut Research Associates. The authors of the RTI study, after
conducting key informant interviews and reviewing relevant documents,
evaluated the human services delivery system in Connecticut and
concluded:

7




...first,...the system is responsive to the needs of persons
it currently serves, but is less responsive to persons who do
not fit established categories, or whose needs are broader
than one agency can serve effectively. Second, the cost of
maintaining the system is inherently high beczuse each agency
requires its own administrative staff and other resources
required to operate independently. Third, as the nature of
human service delivery undergoes changes in the next few
years, the specialization of agencies in Conmnecticut will
make it difficult to take advantage of opportunities to
improve service and reduce costs. (RTI, 1986 p. 60)

In response to these system characteristics, RTI recommended the
eventual establishment of a Department of Human Secvices. The first
step recommended in this process was the creation of the position cf
Secretary of Human Services. This person would be appointed by the
Governor, with the approval of the General Assembly. The Secretary's
responsibilities wvould include system planning, development of an
overall human services budget, monitoring service effectiveness and
efficiency, and directing the efforts of a new human services cabinet
vhose membership would include the commissioners and executive directors
of the state's human service departments and agencies. In addition, RTI
reconnended that the state be divided into six human service regions so
that regional boundaries would coincide for all human service agencies.
The new Secretary of Human Services would coordinate the activities of
and supervise regional administrators from each of these six areas.

The second major policy initiative that has been recommended is the
"lead agency" concept suggested by Connecticut Research Associates.
Having followed procedures similar to those used by RTI, the authors
evaluated the system of services for persons with disabilities. This
analysis excluded the Departments of Mental Retardation and Mental
Health. The conclusions of this study are very similar to those
articulated by RTI:

The report shows that services for people with disabilities
are provided by thirteen different state agencies, and that
none of those agencies has the responsibility to evaluate and
plan for the glob:l needs of people with disabilities. This
results in an uncoordinated system of providing services, and
gaps in services that preclude individuals from reaching
their full potential. (Connecticut Research Associates, 1986,
iii)

Unlike the "super agency”" concept recommended by RTI, the author of
this stud; recommended that the departmental structure remain
essentially intact and that the Department of Human Resources (DHR)
should be designated as "lead agency" for disability services. Rather
than establishing a segregated system of services for persons with
disabilities, it was recommendecd that DHR as lead agency should:

18
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...assume the responsidility for identifying barriers to
community participation by people with disabilities and for
seeking solutions to those problems that utilize generic
systems to the greatest degree possible. The lead agency
should be a catalyst for system-wide change, not the provider
of services for a defined pcpulation. (p. iv)

Consistent with this general principle, the responsibilities of the
lead agency included: coordinating state policy; collecting, organizing,
and disseminating relevant information; coordinating training of state
employees; planning statevide services; and facilitating interagency
collaboration.

In conclusion, the above review of the policy recommendations
advanced to solve system discontinuities suggest two somewhat polar
approaches to system reorganization. The first, put forth by RTI, would
significantly alter the current organization of services in the state
and would reconfigure much of the current human services apparatus.

This approach is more in line with policy initiatives taken in the 1970s
under the rubric of "services integration."” This approach, while
maxinizing the potential for service coordination and uniformity, also
tends to mask the very real and unique differences among human services
constituencies and blunts accountability and advocacy on behalf of
particular groups of individuals.

The second approach, advanced by Connecticut Research Associates,
would result in only minor dislocation to the existing system and would
establish a "lightning rod" agency to coordinate services for persons
with physical disabilities. This latter approach, however, also has
some drawbacks. First, it assumes that services can be made more
rational and coordinated through the energies and activities of a small
organization lodged within a much larger generic agency. Second, it
does not address systemic problems that may face persons with mental
disabilities. Given these drawbacks, the prcposal from the Connecticut
Research Associates should be seen as one potential change within a
cluster of changes needed to make the service system for persons with
disabilities in the state more rational and responsive.

2. Overview of the Current System

Three very detailed overviews or inventories of the state's services
for persons with disabilities have been completed recently. The first
of these is contained in the Research Triangle report and was compiled
by the Connecticut Office of Legislative Research. This inventory lists
all state departments providing human services along with their total
budgets broken out according to state and federal share. In addition,
the inventory lists all major human service programs within each agency
and notes the budget and purpose of each program. Data were derived
from the Governor's budget for FY 1985/86 (RTI, 1986, Appendix B).
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A second inventory was compiled by Connecticut Research Associates
in their study for the Department of Human Resources. This inventory
lists "...state supported programs that provide services for disabled,
non-elderly individuals who are not eligible to be served by the
Department of Mental Retardation or the Department of Mental Health."
Information available in this report iucl.aes program descriptions,
eligibility criteria, and budget figures. Data were derived from the
1986-1987 budget (Connecticut Research Associates, 1987 Exhibit 1 and
Appendix 4).

The third inventory was developed by the State of Connecticut
Planning Council on Developmental Disabilities (1985). This document
contains program descriptions and budget figures for programs serving
all persons with disabilities, including those eligible for services
through the Department of Mental Retardation and the Department of
Mental Health.

Summary of Inventory Data. These service inventories contain a
vealth of information. It makes little sense tc expend further
resources compiling yet another compendium of services for persons with
disabilities. 1Instead, we refer the reader to these three excellent
resources and have focused our own efforts on constructing a brief
sunaary of existing documents and compiling an inventory of major
program changes that have been recommended in the Governor's budget for
1987/88.

The delivery of human services is a billion dollar industry in
Connecticut. In 1985/86 (the last year for which actual as opposed to
estimated figures are available), expenditures for human services
reached $2,039,017,229. State dollars accounted for $..318,967,810; the
federal share was $720,049,419. Services for persons with mental
retardation cost $212,522,331 ($207,002,069 in state funds and
$5,520,262 in federal funds). Services for persoas with other
handicapping conditions cost $32,504,520 ($10,393,474 in state funds and
$22,111,046 in federal funds) (RTI, 1986 pp. 34-37).

In Connecticut, services for persons with disabilities are delivered
through fourteen separate agencies. Collectively, these agencies
sponsor 96 major programs serving persons with physica. and mental
disabilities (Planning Council on Developmental Disabilities, 1985).

The departments are:

e Department of Housing

e Department of Administrative Services
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o Department of Motor Vehicles
® Department of Labor .
¢ Department of Environmental Protection
o Department of Health Services
® Department of Mentzl Retardation
® Department of Mental Health
® Department of Transportation
o Department of Human Resources
® Department of Income Maintenance
® Depar:iment of Education
® Department of Children and Youth Services
® Judicial Department

In terms of the amount of money devoted to services for persons with
disabilities, two agencies play a predominant role: the Department of
Mental Retardation (DMR) and the Department of Education (DOE).

The Department of Mental Retardation had total 1985/86 expenditures
of §190,968,311; estimated 1986/87 expenditures are $249,781,096
(Governor's Budget, 1987/88, p. 403). 1In 1985, DMR served 8,743 persons
(p. 401). The services provided to (or on behalf of) these individuals
included: ’

® Resource Services

* case management
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farily support services

specialized support and health services

staff developmen* and training

o Day Services

early intervention

Unified School District #3

sheltered workshop programs

supported employment program

adult day treatment services

elderly enrichment

.

recreation/social development

® Residential Services

comnunity training homes

community living alternatives

campus units

other private residential facilities

The Department of Education had a total 1985/86 budget of
$5867,448,795; estimated 1986/87 expenditures are $964,788,467 (p. 549).
Two very large DOE programs focus on persons with disabilities: special
education and rehabilitative services. The department’'s special
education program had actual expenditures of $143,223,268 in 1985/86 and
estimated 1986/87 expenditures of $159,448,764 (p. 548). 1Ir 1985/86,
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77,825 children were served in this program (p. 559). Rehabilitative
services had 1985/86 expenditures of $22,300,175 and estimated 1986/87
expenditures of $24,399,551 (p. 548). Rehabilitation Services served,
14,349 disabled clients in 1985/86.

Recommended Cbanges in the 1987/88 Budget. Major program changes
have been noted in the Governor's Budget for 1987/88. Those changes
that relate to services for persons with disabilities are listed in
Exhibit 1.

EXHIBIT 1
PROGRAM CHANGES RECOMMENDED IN THE GOVERNOR'S 1987/88
BUDGET

OFFICE OF POLICY AND MANAGEMENT

e Human Services Coordination A unit to coordinate interagency
purchase of service procedures and policies of state human
service agencies ($150,000).

e Tax Relief for Elderly and Disabled Homeowners and Renters P.A.
86-409 included totally disabled persons who qualify under the
income criteria ($150,000).

DEPARTMLANT OF LABOR

¢ Employment of Handicapped/Interagency Job Bank for Workers with
Disabilities Funds are recommended to better promote employment
of the handicapped and to develop a job bank designed to better
assist the disabled to obtain employment ($75,900).

PROTECTION AND ADVOCACY FOR HANDICAPPED

e Reducing Response Time and Improving Quality of Service Funding

for additional advocacy staff is recommended due to increased

23

18




/]

19
advocacy workloads and longer response times ($74,000).

Expanding Outreach to Minority Persons with Disabilities To
expand the minority outreach program (currently only ia Hartford)
to other major urban areas in the state ($47,000).

Abuse of Persons with Mental Retardation Funds recommended for
additional investigatory staff due to backlogs causing lengthy
delays ($50,00).

Community Transition Project Additional advocate positions for
Mansfield Training Schcol to implement CARC vs Thorne court
decree (199,000).

Ensuring Legal Rights for Persons with Disabilities Funding for
contractual services to provide legal services to disabled
persors ($80,000).

Advocacy and_Abuse at Southbury Additional funding to contract
for advocacy services to mentally retarded adults at Southbury
(§50,000) .

DEPARTMENT OF HEALTH SERVICES

Respite Care Traumatic Brain Injury (TBI) The Resp.te Care Grant
is increased to serve traumatic brain injury clients ($50,009).

DEPARTMENT OF MENTAL RETARDATION

Expand Case Management Services Establish 52.5 new positions to
lower staff to client ratios to 1:40 ($1,047,817).

Expand Support Services to Families of Clients Living at Home
Provide respite care for 1060 families. Establish 6 respite
coordinators and 6 family support coordinators. Provide funds
for educational lending centers and home modifications
(8554,340).

Administration of Medication Establish 6 nursing positions to
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train clients and staff to administer medications /$139,600).

Expand Access to Community-Based Health Services Additional
funds are provided to supplement medical services provided under
the State Medicaid program ($200,000).

Expand Training Capabilities Expand training staff by 9
positions. Provide funds for release time for Adult Day Progran
staff for consultant contracts ($448,710).

Expand Placements to Integrated settings Funding to place 160
clients in integrated nurseries and day care centers ($150,000).

Expand supported Employment Program Funding to place 483
additional clients in Supported Employment Programs ($3,189,485).

Expand Adult Day Treatment Services Funding to place 207
additional clients in Adult Day Treatment Programs ($2,558,720).

Expand Community Training Home Program Funds for 60 new
community training home placements, respite care for all CTH
placements and a $25 increase in the monthly children's clothing
allowance ($471,900).

Salary Adjustments for Private Residential Workers Funds to
increase salaries and reduce turnover in private group homes
($8,720,110).

Expand Community Placements Provide placements in community
residences for 325 additional persons ($11,125,800).

inplementation of New Rate-Setting System Funds for one-time
certified audits of 44 provider organizations to obtain baseline
data for new rate setting system ($770,000).

Develop Special Programs for Assaultive Clients and Dually-
Diagnosed Funds to develop new programs to treat dually-
diagnosed and aggressive/assaultive clients including psychiatric
and medical diagnostic teams, and inpatient psychiatric/
behavioral diagnostic, stabilization and follow-up support
prograr ($2,000,000).

Expand_Service at_Southbury Training School Establish 40
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permanent and 104 temporary positions to enhance services at
Southbury ($1,597,134).

e Continue Phase-Down at Mansfield Training School Partial year
costs of 88 positions are reduced at Mansfield in anticipation of
clients moving to the community (-$507,790).

DEPARTMENT OF TRANSPORTATION

e Handicapped Access to Public Transportation Ensures the
availability of adequate public transportation services for the
handicapped ($35C,000).

DEPARTMENT ON AGING

o Expanded ConnPACE Program Increase income eligibility levels for
the elderly and add permanently and totally disabled persons,
between ages 18 and 65 to expand coverage of pharmaceutical
assistance program ($3,317,000).

DEPARTMENT OF HUMAN RESOURCES

o Administration of Program for Persons with Disabilities New 3
staff unit to serve persons with disabilities ($97,000).

DEPARTMENT OF INCOME MAINTENANCE

o Community Services Annualized cost due to expanded services for
Departments of Mental Retardation and Mental Health clients by
continuing to strengthen community support for
deinstitutionalized persons ($338,000).

o VWork Disregard Increase work disregard for eligibility
determination for disabled clients from $50 to one-half of
earnings ($240,000).
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® Caseload and Usage Increases Includes $3,659,423 for long term
care and group homes for the mentally retarded, and $2,487,388
for hospital se- vices ($8,316,835).

DEPARTMENT OF EDUCATION

¢ Increased Costs for Special Bducation Increased reimbursable
costs of special education to towns ($19,520,000).

e Establish Funding for Extended-Day Kindergarten Funds to

maintain, expand, or esta’lish extended day kindergarten in local
districts ($2,000,000).

e Planning and Piloting a Birth to Three Program Plan and pilot a
program of couprehensive health and educational care for
handicapped children from birth to three ($350,000).

DEPARTMENT OF EDUCATION (REHABILITATION SERVICES)

Independent living, Part A Program Add 5 positions to expand
rehabilitation services for individuals who are severely disabled
vith no potential for employment ($84,000).

Driver Assessment for Disabled Individuals Purchase equipment
necessary to improve driver assessments. An assessment is made

of the specialized automobile equipment needs of the disabled
($50,000).

-

American School for the Deaf, Increased Costs Increase support
within inflationary guidelines (8151,849).

American School for the Deaf-- Maintain Quality Teaching Staff
Improve teacher salaries ($200,000).

COMMISSION ON DEAF AND HEARING IMPAIRED

¢ Additional Part-Time Interpreters Increase of five part-time
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interpreters ($15,000).

e Inflationary Adjustment on Federally Funded Positions Fund
salary adjustment increases on federally funded positions
($13,600).

¢ Continue Telecommunication Devices for the Deaf (TTY) Partial
replacement of special funding to offset reduced contribution by
SNETCO ($25,000) .

DEPARTMENT OF CHILDREN AND YOUTH SERVICES

e Subsidized Adoption Rate Increase rate paid to assist families
in adopting hard-to-place children ($81,000).

In conclusion, the above review of the current system of services
for persons with disabilities in Connecticut reinforces the almost
universal view of those connected with the delivery and receipt of
services in the state -- the present organization of services
perpetuates a fragmentation of services for many persons with
disabilities and places the onus for integrating a service plan on the
individual and his or her advocate. While initiatives have been
proposed and implemented over the past few years to rectify both
discontinuities in services and disparities among groups of disabled
individvile, those steps have been incremental and to date have not
affected how the overall system is organized and how priorities are set.

3. Clients Served

Adults with disabilities receive services through at least 14 state
agencies. However, the three larges: are the Department of Mental
Retardation, the Department of Human Resources and the Division of
Rehabilitation Services. Figures on the populations served by ea~* of
these agencies follow in Tables one through five.

The Department of Mental Retardation

In 1986, the Department of Mental Retardation was serving 8,864
clients (Tables 1 & 2). This was up from 7,912 clients in 1980. The
majority of these clients were adults, aged 21 to 64. A slight change
in the age distribution occurred during the interval between 1980 and
1986. The youngest age group (0 to 4) increased from 5% Lo 9% of the
total clientele. Table 3 distributes clients across levels of




DEPARTMENT OF MENTAL RETARDATION

CHARACTERISTICS OF CLIENTS

Table 1
Clientele by Age Level
) 5/80 10/86 .
Age No, % Tot. No, %Tot,
0-4 428 54 800 9.0
5-17 1484 18.8 971 11.0
18-20 584 7.4 421 4.7
21-64 5068 .64.0 6192 69.9
65+ 348 4.4 480 5.4
Total 7912 100.0 8864 100.0
Table 2
lientel jor: Level
5/80 10/86
No. %Tot. No. % Tot,
Mild 1,424 180 1,768  19.9
Moderate 1,877 237 2,032 229
Sevgre 1,806 19.0 1,528 173
Profound 1,880 237 1,904 215
Other 1240 156 1631 184
Total 7,927 100.0 8,864 100.0




Table 3
DEPARTMENT OF MENTAL RETARDATION

FIVE YEAR SERVICE PROJECTIONS

Estimated Number of Individuals -

1987 1332
RESIDENTIAL SERVICES
® Comm. Train. Homes 500 £S52
(9%) _ (i27)
® Comm. Living Arrgmnts. l18a8s 4253
(32%) {60%)
® Campus Res. Units 2270 1385
(39%) (20%)
® Priv. Cong. Res. Fac. 1211 S50
(21%) (8%4)
DAY_SER 'TCES
Privately Operated
® Sheltered Employment 3095 2295
(64%) (29%)
e Opportunities for 287 1560
Older Adults (6%) (20%)
® Community Experience 4355 697
(9%) (9%)
e Supported Employment 959 | 3434
(20%) (43%)
DMR_Operated
® Adult Day Programs 2480 1393
® Unified School District 889 1079
CASE_MANAGEMENT
® Service Recipients 9270 11, 800
FAUILY SUPPORT
® Families Receiving 635 2150

Respite Services
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roetardation remained fairly constant during this period. Table 3
identifies some major elements of the Department's five year plan. 1In
residential services, the plan calls for a major change in the relative
importance of community living arrangements. The plan proposes that 60%
of persons receiving residential services will be living in community
living arrangements in 1992 as opposed to the current 32%.

Corresponding decreases in the use of campus residential units (from 39%
in 1587 to 20% in 1992) and private congregate residential facilities
(from 21% in 1987 to 8% by 1992) are also proposed.

Vith respect to day services, a major shift from sheltered
enployment to supported employment is anticipated. Currently, 64% of
clients receiving day services are in sheltered employment settings.
The plan expects this figure to fall to 29% by 1992. Similarly, the
figures for supported work are expected to increase from 20% to 43%
during the interval.

Department of Human Resources

The Department of Human Resources provided services to 1745 clients
aged 65 or older and 1090 non-elderly persons with disabilities in 1987
through its Adult Services programs (see Table 4). Services provided
included adult companion, adult day care, choreperson, housekeeper,
homemaker, and home delivered meals. In its Personal Care Assistance
program, the department provided grants to 47 persons with severe
disabilities in fiscal year 1987. The Parent Subsidy Aid program
provided grants and/or social work services to 36 families with
physically or developmentally disabled children. Finally, DHR
administers a grant program to support residential services (two group
homes) for persons with traumatic brain injury and supplies counseling
to approximately 400 individuals with brain injury and their families.

Division of Rehabilitation Services

As Table 5 indicates, DRS provided services to 15,400 clients in
fiscal year 1985-1986. 2,184 clients were rehabilitated. Forty-eight
percent of these clients were severely disabled according to the U.S.
Department of Education criteria. Thirty-two percent of these clients
had psychiatric disorders (including drug and alcohol), 18% had mental
retardation, 18% had an orthopedic impairment, and 16% had a hearing
impairment. The distribution of clients in other categories is
contained in Table 5. More current information is anticipated from the
Division when its annual report becomes available.




Table ¢

DEPARTMENT OF HUMAN RESOURCES

Eligible Population
Eldesrly Fersons and persons with physicai or
mental disabilities vho meet the Department‘s
income and asset criteria.

Services Provided

Adult Companion
Adult Day Care
Choreperson
Housekeeper
Homemaker

Home Delivered Meals

Monthly Caseload (SFY 1987)
® Clients 65 Years of Age or Older 1745
® Clients 18-64 (people with disabilities) 1090

Eligible Population
Persons with severe disabilities who are either
employed or employable within six months and meet
the Department’s income guidelines.

Services Provided
Grants of up to $7,3000 for a personal care
attendant.

Clients Participating (SFY 1987)
® 47 clients
# 21 full grants
* 26 partial grants

Eligible Population
Natural parents of physically or developmentally
disabled children.

Services Provided
® Grants of up to $2,000
® Comprehensive social work services

Families Participating (SFY 1978)
e 36 families

N
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Eligible Population
Persons with traumatic brain injury and their
families.

Services Provided
e Counselliny provided to 400 persons with
traumatic brain Zajury and their families.

e Group homes -- two homes proposed in the 1987/
1988 budget. ’
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Table 5

DIVISION OF REHABILITATION SERVICES

SERVICE PROFILE (1985-1986)

e Clients Served 15, 4C0

e Services Provided
* Medical and Vocational Evaluation
Physical and/or Mental Restoration
Guidance and Counselling .
Training :
Job Placement
Postemployment Services

LN BN BE W

TYPES OF DISABILITIES OF REHABILITATED
CLIENTS 1985-1986

e Psychiatric Disorder 324
(includes alcohol and drug abuse)
e Mental Retardation 18%
e Orthopedic Impairm-at 187
® Hearing Impairment 167
e Learning Disability 6%
® Visual Impairmz=nt 2%
® Absence/Amputation of Limb(s) 1%
e Miscellaneous 7%
Total Clients Rehabilitated 2,184
Percent Severely Disabled 487

(According to U.S. Dept. Of
Educzation Criteria)
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C. Strengths and Limitations

Ip order to make recommendations regarding the future direction of
services for persons with disabilities in Connecticut, it is important
to first canvass the perceptions of persons in the system regarding the
wvays in which the system is functioning and the feasibility and
attractiveness of particular policy options. In order to conduct this
assessment, project staff made numerous site visits in the state both to
observe programs and to solicit the views and opinions of a
representative range of individuals. As noted earlier, provider and
consumer forums were also held to gain input. The following discussion
outlines the strengths that were noted, the problems sited, and the
potential solutions advanced.

1. sStrengths of the Current System

Most of the pecple interviewed felt that Connecticut was entering
into a nev era with respect to services for people with disabilities.
With respect to mental retardation, they pointed to the court order that
currently influences the direction of mental retardation services and
requires the Department of Mental Retardation to move aggressively to
create and expand community based services. A large number of those
interviewed also noted the salutory influence of new leadership at DMR
and the positive, value oriented policies -- such as comuunity
integration -- that were beginning to emerge. Providers and consumers
alike noted that the decree and the new leadership together had created
real strides in the mental retardation system in the last two years
including the preparation of a mission statement, the design of an
improved case management system, the beginnings of a comprehensive
quality assurance system, the development of an individualized client
planning process, and the recruitment of staff with commitment and
program expertise.

Also, with respect to leadership, a number of system observers were
expectant that the new administrator at the Departmeut of Human
Resources would stimulate that agency to more progressive and client-
centered directions. The commitment evinced by his leadership to
represent and advocate for the interests of persons with disabilities
wvas also cited as a positive change in the policy environment.

A aumber of persons noted that leadership in the state legislature
was increasingly supportive of new directions in the provision of
services to persons with disabilities including the development of an
expanded independent living network as well as the expansion of
community based services.

The presence of the Connecticut Coalition of Citizens with
Disabilities was further noted as a strength in the state. The
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Coalition has served as a forum for the discussion of problems affecting
persons with a range of disabilities and the leadership of the Coalition
has actively attempted to reach out to persons with mental as well as
physical disabilities.

The Connecticut Developmental Disabilities Council was also
mentioned as one of the strengths among persons in the disability
conmunity. According to many of those contacted, the Council has been a
leader in introducing key actors in the state to important advances in
the state~of-the-art both with respect to program as well as
philosophical approaches to the delivery of services. The Council,
unlike councils in some other states, has reached out to a range of
disability groups and has not been content to limit its activities to
the conventional groups encompassed within the term developmental
disabilities.

Finally, a number of individuals mentioned the size of the state as
an important facilitating factor. Its smallness enhances communication
and makes the dissemination of information and training of key personnel
more expeditious.

2. Weaknesses in the Current System

The major weakness addressed by many of those interviewed was the
absence of a single entry point into the system that opened the door to
the range of services required by persons with disabilities including
housing, income support, training and employment, transportation, and
recreation. With the exception of persons with mental retardation, no
other group of individuals with disabilities could identify the one
agency that they could go to that could assist them in brokering needed
services. In addition, among those agencies that do serve persons with
disabilities, interviewees mentioned the lack of consistent eligibility
criteria, differences in geographical locations, and wide~-ranging
differences in philosophy regarding service provision.

The fragmented nature of the service system is to some extent
compounded by the way in which state government had conventionally been
managed in the state. Unlike other states, Connecticut has not created
any mediating structures between the heads of discrete departments and
the Govarnor's Office such as a "secretariat" that would combine a range
of human services and/or health concerns. Additionally, the heads of
state departments are rarely if ever convened by the Governor to grapple
with cross-agency problems or to coordinate like program activities. As
a8 result, the various state departments in Connecticut, perhaps even
more so than in many other states, tend to function as autonomous
authorities. [During the course of this project a human services
cabinet was created].
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Persons interviewed who were familiar with the mental retardation
system were concerned that while the philosophy of DMR had certainly
changed, the reality of the service did fully reflect the new vision.
One interviewee pointed to the fact that several class members had been
returned to the state’s institutions following community placement and
indicated that community capacity to serve individuals with severe
disabilities was still lacking in many areas of the state. Others noted
that any change of the magnitude facing DMR takes a long time and that

the system was going through a "shake-down" period that made it somewhat
vulnerable.

Attitudes in the state about the potential of individuals with
disabilities was mentioned prominently by many consumers of services as
a weakness in the system. They felt that many service providers and
some family members still adhere to antiquated notions about what
persons with disabilities are able to achieve and are supporting more
restrictive and paternalistic programs as a result. Many expressed
further concern that these attitudes were likely to shape solutions for
persons with disabilities who have previously been excluded from the
system such as persons with traumatic brain injury. As one consumer
noted, "I just hope they don't make the same mistakes we did." (e.g.,
support for more restrictive group home settings).

There seemed to unanimous agreement among those contacted that
reforms are necessary to make the Division of Rehabilitation Services a
more responsive and accountable agency. Its current position within the
Department of Education appears to have diminished its visibility as
well as reduced its status vis-a-vis other Department of Education
programs. Given the significance of the programs under its jurisdiction
and the increasing importance of alternative approaches to work and
community living, almost all agreed that an organizational change was
necessary to bring about reform in the administration of vocational
rehabilitation in the state.

Turnover among the personnel serving as case managers and direct
care staff was noted as a growing problem. While Connecticut is not
alone in confronting this problem, it is important to keep such
versonnel constraints in mind as recommendations for expansion and
changes in agency mandates are proposed.

3. Gaps in Service Delivery

The following list provides a summary of the service system gaps
noted by those interviewed and those attending the public forums:

1. A lack of services for particular target groups of
individuals with disabilities including individuals with
traumatic brain injury, severe learning disabilities and dual
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10.

11.

12.

13.

14.

problems of mental illness and mental retardation.

Absence >f a cross-agency case management structure.

Inadequate grass roots advocacy for individual clients.

Inadequate resources for the provision of services to persons
with challenging behaviors and complex medical needs.

Insufficient supply of housing for persons with all forms of
disability.

Inadequate transportation mechanisms tailored tc¢ individual
needs and schedules.

Lack of a systematic and organized system of support for
fanilies with members with disabilities including those with
chronic illnesses.

Presence of antiquated program models that reinforce
dependeacy and community isolation.

Lack of information regarding the efficacy of services
provided to persons with disabilities and the outcomes of
such services.

Lack of ongoing training among professionals providing
services tc persons with disabilities regarding the values of
normalization and individualization.

Insufficiently funded personal care attendant progranm.

Lack of consumer involvement in system planning and priority
setting.

No systematic coordination for planning services following
graduation from special education.

Lack of any centralized or regionalized entity that provides
information regarding service availability and location.
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15. Little or no priority placed on those interventions likely to
stimulate natural community supports and non-facility based
living arrangements.

4. Poteantial Solutions

During the coursa of the interviews, respondents were asked to
comment on a range of potential solutions to the system discontinuities
and gaps noted above. The themes that emerged from these discussions
follow:

® Almost all of those interviewed resisted the idea of creating a
nevw agency that would bring together multiple services to persons
with disabilities (e.g., transportation, housing, employment,
etc.) because they saw this as another "layer of bureaucracy”
that would not necessarily result in improved service delivery.

® Those advocating for the needs of persons with physical
disabilities were concerned that a designation of the Department
of Men:.l. Retardation as the lead agency to coordinate services
vould res:1t have two negative effects. First, the orientation
of DMR, because of the nature of the clientele, is seen as more
paternalistic and therefore inconsistent with independent living
objectives. Second, persons with physical disabilities would be
reluctant to become associated with an agency that has previously
served persons with mental retardation given their battles to
overcome the stigma already associated with their disability.

® Most of those interviewed seemed to agree that what was required
was a new coordinating function both at the local as well as the
state level -- not necessarily a "super agency" that would merely
move the pieces of the system around.

® While many disability advocates are in agreement that a
functional definition of eligibility would eliminate the
discrimination that they currently experience with categorical
eligibility criteria, there is also concern about the loss of
identity that would result if a Department of Developmental
Disabilities is formed. Given the power of mental retardation
advocates and the level of funding for mental retardation, some
advocates were concerned that their constituents and their
concerns would not receive priority attention.

® Advocates for persons with physical disabilities were by and
large supportive of the recommendatior by the Connecticut
R-search Associates to create an Office of Disabilities in the
Department of Human Resources.
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o There was general agreement that the Division of Rehabilitation
Services should be moved out of the Pepartment of Education.
There was disagreement, however, regarding where its new home
should be. The options are that it remain independent, be added
to the Department of Human Resources or moved to the Department
of Mental Retardation.

® Some of the advocates iuterviewed registered pessimism regarding
the ability of the Division of Rehabilitation Services to alter
its orientation and recommended that the responsibility for any
future independent living centers be given to the Department of
Human Resources.

® Representatives of single disability state agencies were opposed
to any movement into an integrated disability agency. They also
expressed concern that such a move would be detrimental to the
special concerns and needs of their constituencies.

o Many of those contacted noted that while the creation of a
Department of Developmental Disabilities had distinct merits, the
addition of such responsibilities to the current Department of
Mental Retardation would place a burden on an already overloaded
agency in the midst of substantial change and disruption.

These comments suggest that most of those who are participants or
recipients in the current system see the need for change and improved
service coordination. Virtually everyone stipulated that there was a
need to develop services to those who currently have no "home" in state
government including persons with traumatic brain injury, serious
learning disabilities, and dual mental disabilities. However, there is
not a strong consensus regarding the way in which services should be
reorganized to resolve commonly agreed-upon problems.

The strongest implication that emerges from this initial review is
that no one solution will solve the complexity of issues identified.
The creation of a Department of Developmental Disabilities will not
necessarily improve the performance of the Division of Rehabilitation
Services. The designation-of an Office of Disabilities within the
Department of Human Resources will not necessarily guarantee improved
interagency cooperation. The organization of a "super agency” for
disability will not ensure that the needs of a particular disability
group will be met.




IV. OTHER STATE EXPERIENCES IN USING A FUNCTIONAL
DEFINIT ON OF DEVELOPMENTAL DISABILITIES

This section ceviews how other states have grappled with creation of
a department or agency of developmental disabilities and the adoption of
a functional definition for eligibility determination. During the
course of this project, key staff were interviewed and documents were
reviewed in a nunber of states. PFour states were selected tha. had had
the most experience in this endeavor and that also represented the range
of policy options and outcomes. Efforts in Naw Jersey, Maryland, Okio,
and Connecticut are reviewed below. This is followed by a brief outline
of lessors that can be learned frca other states.

A. New Jersey

In April, 1985, New Jersey changed its Division of Mental
Retardation to the Division of Developmental Dirbilities and expanded
the Division's mandate to include persons with 4 wide range of
developmental disabilities. Underlying this organizational change was a
change from a categorical to a functional definition for service
eligibility. PFor New Jersey, this was a particulariy profound change
since the Division of Mental Retardation had not, at that point, even
expanded its service mandate to include cerebral palsy, epilepsy, and
autism -- a change that has occurred in many other states. The
transition to a Division of Der2lopmental Disabilities is part of a
three year planning proj. t.

~ The definition that has been adopted by New Jersey is similar to the
federal definition and reads as follows:

"Developmental disability" means a severe, chronic disability
of a person which: (1) is attributable to a mental or
physical impairment or a combination of mental or physical
impairments; (2) is manifest hefore age 22; (3) is likely to
continue indefinitely; (4) re: 1ts “a substantial functional
limitations in three or more . the following areas of major
life activity, that is, self-care, receptive and expressive
language, learning, mobility, self-direction and capacity for
independent living or economic self-sufficiency; and (5)
reflects the need for a combination and sequence of special
interdisciplinary or generic care, treatment or other
services which are of life-long or extended duration and are
individually planned and coordinated. Developmental
disability includes but is not limited to severe disabilities
attributable to mental retardation, autism, cerebral palsy,
epilepsy, spina bifida and other neurological impairments
vhere the above criteria are met (Bill S-1826).
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This legislation specifies that, in general, the individual's
¢isability must be manifest before the age of 22. Howevcr, a later
clause gives the director of the Division discretion in expanding
eligibility to any individual under the age of 55 who . ..s the other
criteria if funds allow. PFurther, a caveat was added so that persons
presently being served in the system would be "grandfathered"” in without
undergoing reassessment according to the new eligibility criteria.

In order to operationalize the definition into eligibility criteria,
New Jersey developed a nev screening instrument, the Critical Adaptive
Behaviors Inventory (CABI). CABI assesses the presence or absence of
critical skills in each of the six 1’le activity domains specified in
the legislation.

In order to assist in planning and to monitor the transition to a
Division of Developmental Disabilities, the Developmental Disabilities
Council awarded a grant to the University Affiliated Pacility at the
Universitv of Medicine and Dentistry of New Jersey - Robert Wood Johnson
Medical School. This project is organized around nine task forces
focusing on these areas: Intake and eligibility; training; related
se.vices; employment; guardianship, advocacy, and self direction;
housing; trarsportation; recodification; and mental health and
developmental disabilities. The Year I report from this effort is
available. The second year report is due in the winter of 19838. Volume
II of the report will focus on task Zorce papers such as: interagency
agreements and deci -ons on staff retraining and reallocation.

Individuals interviewed in the state were reluctant to draw
conclusions about the relative success of the transition since the
process is still underway. They are anticipating an increased caseload
of approximately 460 persons per year with an overall total of from 1500
to 2000 at the erd of five years. It is expected that this increased
demand will flatte.. out after some of the pent up demand is
accommodated. An increase of 2,000 is anticipated. This is a ball park
figure based on the total prevalence of persons with disabilities drawn
from census and reduced to 50%, a liberal estimate of how many of these
persons are likely to come forward for service. In requesting
additional funds from the legislature for these persons, New Jersey
applied the appropriate percentage of the total Department of Mental
Retardation budget to accommodate 2,000 additional consumers of service.

At present, there has not lheen a dramatic increase in demand for
services. A registry has been created which presently lists several
hundred names of new consumers requesting services. The list is
expected to grow once the Division is fully operational. A survey of 30
persons on the registry iadicates that housing is the service most
peeded. Housing in this case does not refer to typical group homes,
rather it is housing adaptation or alternate living situations that
promote independence and have full accessibility. 3tate informants
anticipate that the largest consumer group to come forward for service
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are persons with physical handicaps who were sorely underserved in New
Jersey previously. The second highest need identified in the survey was
vocational rehabilitation and the third vas transportation.

The anticipated expansion of numbers of persons served in New Jersey
is a result of an earnest undertaking to "redirect" service deliv .y so
that persons with all developmental disabilities are indeed served. The
redirection of the department has been well advertised and many
different advocacy groups have been involved. Consonant with the change
in servica eligibility, New Jersey is substantially revising intake
forms, service assessments and is also expanding and improving their
case management system so that case workers have greater understanding
of the diverse needs of diverse consumers. Along with a change in
numbers of persons served, administrators also expect that the service
mix will change (e.g., more emphasis on attendant services, etc.)

The opportunity to include a diverse number of disebility types into
the service system has encouraged New Jersey administrators to reovient
their provision of services to persons having mental retardation.
Rather than adopt a "womb to tomb" approach to the new disability
consumers, case workers 2re being trained to adapt to a truly "client
driven system” with an emphasis on least restrictive environments, very
individualized treatment planning, and provision of the smallest amount
of service intervention as possible. Service providers are discovering
that small adjustments such as an adaptive devise can ameliorate urgent
needs. In like fashion, creative solutions to traditional mental
retardation service needs are sought. Although there has been some
resistance by non mentally retarded disatility groups to come to the
division in services, the modest increase in legislative funding
allocated and the other efforts of the department described above have
helped to alleviate associated stigma.

With respect to the elimination of individuals currently eligible
for services, New Jersey interviewees had several observations. First,
the new defirition will not be used to reassess those currently
receiving services. Second, the instrument that has been developed
should not screen out anyone in need for services. However, in order to
ensure that no one is adversely or unjustly affected by the new
definition, the state intends to conduct an evaluation of impact at the
end of a year.

B. Ohio

Ohio's Department of Mental Retardation and Developmental
Disabilities has been using a categorical definition for service
eligibility that included mental retardation, cerebral palsy, epilepsy,
and autism. The current definition is limited to these four categoriee
of disabilities, requires that the disability be manifest prior to age
18, 1requires . substantial handicap, and measures substantial handicap
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relative to the abilities of persons with moderate, severe, or profound
r-tardation.

Because of concerns that many individuals with developmental
disapvilities, other than the four categories specified in the
definition, were being unfairly excluded from services, a new definition
has been proposed and is currently before the legislature. This
definition is similar to the federal definition with the following
exceptions: it excludes individuals with a sole diagnosis of mental
illness, it includes individuals whose disability is likely to result in
substantial functional limitations without intervention (not just those
who already have substantial functional limitations), it includes all
children under the age of three who have only one developmental delay,
it includes children between the ages of three and six vho have two
developmental delays, and it gives the director of the Officc of Mental
Retardation and Developmental Disabilities Jiscretion in accepting
additional persons for service. Individuals interviewed in Ohio are
hopeful that this legislation will pass. They do not expect a dramatic
increase in demand for services as a result of the definitional change.
In the first place, the legislation does not operationalize eligibility
criteria. The 9ffice of Mental ketardstion ard Developmental
Disabilities will define these standards at a later date and it is
unlikely that they will set the standards so low that they will adnit
persons for whom they have no resources. Secondly, current Ohio ):w
authorizes service delivery to certain categories of persons with
disabilities. It does not mandate that all eligible persons be served.
As a result, OMR/DD has the ability to control the amount of service
provided.

C. Maryland

In considering stracegies for improving service delivery for persons
with disabilities in Maryiand, the federal definition of developmental
disabilities (PL $8--527) was the first to be evaiuated. The full
federal definition was not adopted. The major reservation was that the
definiticn did 1l:ttle to operaiionalize eligibility criteria and left
to» much ambiguity in the concept of substantial functional impairment.
A study conducted by Michael Smull suggested how much variability could
be expected given different ways of defining "substantial impairment.”
Smull and his colleagues conducted a study of 1602 15 year olds who were
in special education. They found that different definitions of
functional limitation yielded eligibility rates ranging from .57% of the
general population to 2.05% of the population.

In July, 1986 the Maryland legislature passed a bill authorizing the
Mental Retaradation and Developmental Disabilities Administration to
adopt a "modified” developmental disabilities definition. This act
moved the state from a categorical definition that included mentai
retardation, cerebral palsy, autism, and epilepsy, to a more functional

definition.
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Maryland's definition differs from the federal definition in some
interesting ways. In the first place, the definition clearly excludes
those individuals whose disability results solely from mental illness.
These persons will continue to receive services through the state's
Mental Hygiene Administration. Secondly, where the federal definition
specifies that an individual must be substantially functionally limited
in at least three of seven major life activity areas, Maryland's
modified definition focuses only on the individual's ability to live
independently. This variable is measured in terms of personal and
household management and use of community resources. The \hird, and
perhaps most interesting departure from the federal definition involves
the establishment of a two-tiered eligibility screen. As noted in tkhe
earlier discussion, individuals who meet all criteria specified in the
definition (i.e. a diagnosis other than mental illness alone, age of
onset before 22, and substantial functional limitation in the ability to
live independently) are eligible for the full range of services offered
by the state agency.

Those individuals who fail to -eet all of the criteria for
developmental disabilities may still be eligible for individual support
services. To be eligible for the upper tier of services two conditions
of disability must still be met. The individual support services for
persons with milder limitations do not include full day services and
residential services, but include support services focusing on
prevention, and enhancing the individual's ability to live independently
in the commurity, some of which may be limited day services and
residential supervision.

It is anticipated that this modified definition will, in fact,
1 *duce the number of persons eligible (though not necessarily the actual
numbers of persons served) for the full range of serv.ces in Maryland.
Under the categorical definition, slightly more that 3% of the
population were eligible for the full range of services. Under, the new
modified definition, only 1.7% are expectad to qualify for the full
range of services. Individuals who would have qualified under the old
definition will remain eiigible¢ for individual support services, but
will not be eligible rZor full day and re.idential services. A
grandfather clause in the legislation protects the eligibility status of
people already in the service system.

Despite overall reduced numbers of persons eligible for service, the
adoption of the functional definition has opened doors of service to low
! cidence disability groups, and corsequently a waiting list of 2,000
persons with disabilities other than mental retardation has been formed
in Maryland. Needs assessments have been conducted by Morrison, Sachs &
Smull (1886) on the persons on the waiting list. The waiting list
represents the best information known to project staff on the numbers of
persons with disabilities other than mental retardation that will
actually come forward for service, given changed service eligibility,
and what their service needs are. The data rrom the survey of the
vaiting list forms the basis of the projected demand of service
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anticipated in Connecticut and outlined in Section V. However, Maryland
researchers advise to view this data as an underestimate of the totul
numbers of persons with disabilities other than mental retardation that
may come forward for service. They explain that limited funds and a
limited service array discourage many potential consumers from
identifying themselves for service.

D. Hawaii

In 1983, Hawaii changed from a categorical definition of
disabilities that included mental retardation, epilepsy, autism and
cerebral palsy to the federal definition of developmental disabilities.
Any persons eligible for services under the o0ld categorical definition
were automatically eligible for services under the new definition.
However, it is anticipated that individuals with similar levels of
disability will be screened out in future years.

Interviewees in Hawaii said that they had anticipated an increase in
demand for services as a result of this change. However, to date, there
has not been a dramatic increase in the amount of service provided. Two
reasons are cited to explain this. In the first place, the change in
eligibility was not advertised widely. Secondly, the Hawaii statute
does not mandate that all service applicants be served. The department
operates within a budget and provides services only within its means. If
new resources are not allocated, new services will not be dev:loped.

The most noticeable change has occurred in the area of case
management. Since the state agency is now dealing with more individuals
having more complex physical disabilities, case managers have had to
adapt their strategies and reach out to different types of service
providers.

Currently, the state is attempting to operationalize eligibility
criteria and to develop an instrument for assessing substantial
impairment in three of the seven major life activities specified in the
federal definition. They are also working on due process ani grievance
procedures for persons who are determined to be ineligible for services
under the federal definition.

E. California

California considered adopting a functional definition for
developmental disabilities in the early 1980's. The Health and Welfare
Agency contracted with Berkeley Planning Associates (BPA) to explore the
implications of makiny this change. As noted above, the BPA study
described alternative organizational arrangements that were possible for
the state to consider and summarized data on prevalence rates for
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various disabilities using both the federal definition of developmental
disabilities and the categorical definition employed in California. On
the basis of data from the 1976 Survey of Income and Education, BPA
concluded that the transition to the federal definition might mean that
4s many as four times as many individuals would become eligible for
services. On the basis of these projections and their assessment of the
current service delivery system in the state, California officials
decided against the federal definition and kept the categorical

definition that included mental retardation, cerebral palsy, epilepsy
2~d autisnm.

Interviewees in the state do not feel that there are substantial
numbars of individuals who are unserved. They believe that those
persons who do not meet the eligibility criteria of their categorical
definition are receiving services through other state agencies.

F. Lessons from Other States

The review of issues arising in other states includes some important
guidelines for any changes in Connecticut, including the following:

1. Based on the Hawaii experience, changes in agency mandates
tend to have an immediate impact on case managers who must
reach out to different groups and learn different service
systems and providers.

2. The Ohio experience illuminates a way to focus attention on
persons with severe disabilities while also recognizing the
support needs of persons with more moderate disabilities. By
including a section in the definition that allows eligibility
for persons who would develop severe limitations in the
absence of intervention. Maryland's "two tier" approach is
also a response to assuring persons with less severe
disabilities receive needed support.

3. The New Jersey review reinforces the necessity to build in
periodi~ evaluation in order to ensure that the application
of a new definition does not unduly penalize any particular
disability group. New Jersey's three year phase-in is also a
useful way of ensuring orderly implementation.

4. Tue review of changes in Hawaii's system reinforces the
importance of developing a grievance mechanism to ensure the
any definitional changes do not result in unjust service
exclusion.
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5. The New Jersey and Marylind reviews draw attention to the
necessity to develop instruments that are capable of
discriminating among those who are eligible and those who are
not eligible for services.

Unfortunately, the review cf other state experience does not shed
light on system reforms that implicate multi-agency changes such as
those contemplated by this project.

i
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V. PROPOSED RECOMMENDATIONS

The main mission of this project was tu determine whether it is
feasible to expand the mission of the Department of Mental Retardation
to include services to individuals with other disabilities. The general
conclusion of the analysis is that such a change is feasible. HSRI,
however, has concluded that this change alone will not ameliorate the
problems facing individucls with disabilities in Connecticut. No one
agency is capable of meeting all of the needs of persons with
disabilities or even of a subset of such individuals. What is needed is
a systenm that:

® Has well-defined antry points for the provision of services to
meet specified needs;

® Is connected at multiple junctions through formal and informal
coordinated mechanisms;

¢ Is "multlp.y permeable” (i.e., is open to the entry of disabled
persons at multiple locations) not at a "single entry point;"

® Recognizes the needs of persons with moderate and mild
disabilities for periodic support and assistance as well as the
need of persons with severe disabilities;

® Is based on individual needs and capabilities, not on categorical
labels;

® Recognizes the critical role played by generic agencies, such as
housing and transportation, in meeting the needs uf persons with
disabilities;

® Maximizes the input of persons with disabilities.

With respect to a Department of Developmental Disabilities, HSRI
recommends that the eligible popvlation be expanded to include: a)
persons with severe disabilities; who b) have a need for ongoing
supervision and support; and c) can benefit from the array of services
available in the Department of Developmental Disabilities (e.g.,
supported work, supervised residential, specialized therapies, intensive
case management, etc.).
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A. Service Principles

Any change in the service system for persons with disabilities in
Connecticut should further an overall policy agenda based on a set of
agreed upon principles. The following statements reflect programmatic
aims that should govern the delivery of services by every relevant state

agency.

® Access to services should not be denied to anyone on the basis of
his or her disability;

® A priority should be placed on those most in need of services;

® Maximal outreach effort should be made to ensure that persons
vith disabilities are aware of service availability;

® All persons applying for services should be treated with dignity
and sensitivity to their special needs;

o Information regarding the availability of other services should
be made available to persons with disabilities:

o The process of applying for services should be made accessible to
people with a range of disabilities.

B. Outline of System Reorganization

In order to structure the recommend:tions, the common service needs
among people with 1isabilities have heen divided into four categories:
generic services (transportation, income support, etc.), enabling
services (case management, information and referral),
gpecialized/therapeutic services (residential, training, vocational),
and advocacy.

1. Generic Services

VWith respect to generic services, there was substantial discus. .on
during the course of HSRI's interviews regarding problems encountered by
people with disabilities in securing services such as transportation and
housing. Several problems were noted including the adequacy of
available services, the sensitivity of agency personnel to the needs and
feelings of persons vith disabilities (e.g., treatment of families
applying for the Model 50 waiver rrogram), and the exclusion of certain
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persons with disabilities from service eligibility (e.g., persons with
mental health problems in public housing). To overcome these problems,
there is a need to adopt the principles noted above within each agency
in the state.

There are several ways in vhich these principles should be
institutionalized across state agencies:

1. Strong statement of legislative intent;

2. Gubernatorial directive;

3. Adoption by the Human Services Cabinet;

4. Training agency personnel;

5. Embodiment in quality assurance standards;

6. Ongoing advocacy.

In order to ensure that these ;rinciples are in fact operationalized
vithin generic agencies, HSRI suggests that the Conmnecticut
Developmental Disabilities Council be given the responsibility to
conduct yearly audits through consumer surveys, public forums, review of
agency records, and reviews of advocacy interventions.

2. Case Management and Enabling Services

This category of services includes the following components:

o information and referral;

® counseling and brokering of generic services;

® program monitoring;

o follow-along;

® crisis intervention;
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® program development and program planniny;

e advocacy on behalf of the client.

The level and intensity of these services depends on the needs of
the person with a disability at a particular point in time. A person
vith severe multiple disabilities may need case management and enabling
services on a continuing basis and may require the full range of service
components. An individual with a serious physical disability but no
congnitive or emotional problems may require only periodic case
Rmanagement assistance or information and referral services. An
individual with a learning disability may not require continual case
management but may need someone to periodically check and to be
avai}able in times of personal crisis (e.g., loss of job, apartment,
etc.).

Given this diverse picture of case management needs among persons
with disabilities, the following multiple recommenda:ions are made:

1. The Department of Developmental Disabilities should have the
responsibility for the provision of case management to those
individuals with severe disabilities who require long~term
supervision and support;

2. The Department of Human Resources should be given explicit
responsibility for case management for those individuals with
were disabilities who have periodic support needs and who
are capable of self-direction;

3. An expanded network of independent living centers should (in
addition to their other mandated responsibilities) be
responsible for providing ongoing support and assistance to
individuals with milder disabilities;

4. The Department of Health Services should be responsible for
case management for families qualifying for the Medicaid
Model 50 (Katie Beckett) waiver;

5. The Department of Mental Health should be responsible for
providing case management for persons with severe psychiatric
disabilities who need ongoing assistance and support.

Recommendation #1 does not require any substantive change in the
content of case management services currently being provided by the
Department of Mental Retardation, but will involve an increase in the
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individuals eligible for such services. Recommendation #2 will
necessitate the formalization of the case management function currently
carried out informally at the Department of Human Resources.
Recommendation #3 will require a substantial incvease in the
availability of independent living services statewide and the expansion
of independent living services to include a follow-along responsibility
for persons with mild to moderate disabilities who need periodic
oversight and crisis intervention. .

Recommendation #4 would entail the movement of the M>dicaid Model 50
vaiver program from the Department of Income Maintenance to the
Department of Health Services. Such a move would place the program in
an agencyY with more background in children's health issues and in the
needs 4f families with chronically ill children. Recommendation #5 is a
formal reiteration of current state pulicy.

3. Specialized and Therapeutic Services

In addition to generic services and case management, people with
disabilities also require specialized services to meet “heir disability-
specific needs. Some of these services include:

1. Physical and occupaticnal therapy;

2. Job training, supported work and job placement;

3. Adaptive equipment and adapted living and work environments;
4. 1Independent and personal living skills training;

5. Attendant services;

6. Residential arrangements;

7. Family support services (e.g., respite);

8. Behavior management;

9. Psychiatric care and treatment.

Again, given the multiple needs and service preferences of persons
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with disabilities, the following recommendations are made:

1. The Department of Developmental Disabilities should provide a
full array of services (residential, training, supported
employment, etc.) to individuals with severe disabilities who
have long-term needs for care and support potentially
included persons with severe cerebral palsy and traumatic
brain injury.

2. The Department of Human Resources should be responsible for
tae provision of attendant and essential services {e.g..
homemaker/chore, home adaptation);

3. The Department of Mental Health should be responsible for the
provision of a full range of services to persons with severe
psychiatric disabilities;

4. The Parent Subsidy Aid Act should be reshaped and should be
turned into a direct family subsidy such as th-t currently in
place in Michigan. The new subsidy program should be
administered by tke Department of Health Services.

Recommendations #1-#3 require no substantive cLange in services but
do, in the case of Recommendation #1 specifically, imply an ircrease in
the target population. The initiation of recommendation #4 will require
a substantive change in emphasis in the provisions of the Parent Subsidy
Act and the development of revised statutory requirements. The move of
the program to the Department of Health Services will centralize support
(other than educational services) to children with chronic illnesses and

disabilities.
4. Advocacy

One of the major complaints made by consumers of services who were
either interviewed as part of the project or who attended the public
forums was the arbitrary exclusion from services because of categorical
requirements. The movement to a functional approach to the provision of
services in the state will not necessarily be self-enforcing and will
need to be backed up by an external grievance mechanism. HSRI therefore
recommends the creation of an independer. complaint mechanism attached
to the new Office on Policy Affecting Persons with Disabilities
(described below). The purpose of the new advocacy entity would be to
review instances in which individuals were denied services by a state

&gency or were not given am appropriate service level or type-




5. Policy-Making and Coordination

One of the remaining issues to be addressed -- and one that has been
raised by other studies as discussed in Section II1 -- is vhere will
policy on behalf of persons with disabilities be generated and
coordinated? To respond to this concern, HSRI is recommending the
creation of an Office on Policies Affecting People with Disabilities.
The rasponsibilities of this agency would include the following:

1. Prepare yearly reports on priorities for service development;
2. Identify gaps in services;

3. Assess unmet needs, and maintain an index of demand for
services;

4. Propose any new legislation;
5. Convene neetings;

-6. Prepare reports on cross-dimensional issues {e.g.,
integration, supported work, etc.):

7. Ensure that adequate traininc is provided to staff of generic
and specialized agencies;

8. Report to the Governor and the Legislat:re.

The Office of Policy Affecting Persons with Disabilities should
refiect concerns for all persons with disabilities and should be as
autonomous as possible. To achieve its vonsumer-pased mission, the
Office should be tied directly to an advisory committee made up of
persons with disabilities.

In order to avoid the creation of an entirely new agency, BSRI is
recomnending that the nev office be made APO (administrative purposes
only) to the Department o Human Resources. The selection of the new
director of the office should be a participatory process that involves
the advisory committee not‘d above. While it is clear that there is a
good deal of support for the establishment of such an office in the
Department of Human Resources, project staff felt strongly that for
symbolic as well as substantive reasons, the office should enjoy a
certain amount of autoromy -- especially if it is to reflect the
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interests of all individuals with disabilities and to have standing with
the range of other state agencies whose programs can benefit persons
with disabilities. If a decision is ultimately made to place such an
office in an existing state agency, it is strongly recommended that a
consumer advisory board play a substan‘ial role in determining the
ongoing directions and priorities for such an entity.

6. Independent Living and the Division of Rehabilitation
Services

HSRI's recommendations place subs antial weight on the role of
Independent Living Centers (ILCs) in the¢ state. Specifically, the ILCs
will serve as a place where all individuals with disabilities can
receive information about the services available to them. We al=<o
propose that the centers provide continuity and acsistance o
individuals with milder disabilities. Given these significant
responsibilities, it would be a mistake to separate the administrative
responsibilities of any new state-funded centers from that of the two
federally-funded centers already in plar 2. Keeping the progranms
together will also enhance the ability { the state to maximize the use
of additional federal inde, dent living funds in subsequent years.

N N

In determining how to structure the future of the independent living
program, it is important to review the federal guidelines. Independent
Living Centers are administered tarough the Federal Rehabilitation
Services Administration. Each stite can apply for grants to operate
ILCs. However, the state vocational rehabilitation program has first
priority in receiving and administering state grant monies. State
vocational reuabilitation agencies have a certain time limit by which
they must indicate their interest in operating the centers. If they do
not express interest, other state agencies and private vendors can
submit proposals for a center. Mearly all state vocational
rehabilitation programs have opted to run the program, as is the case in
Connecticut. However, once a state vocational rehabilitatior agency is
operating the program, it is possible to transfer the administration
directly to the private vendors that have been providing independent
living services. Two centers in Nevada and Hawaii have received direct
administrative responsibilities.

The issues surrounding the independent living centers have direct
bearing on issues affecting the Division of Rehabilitation Services.
While this project did not focus specif: -ally on the future of DRS, HSRI
does suggest some specific criteria that can be applied in arriving at a
decision.

1. Will it renew the mis-ion and vision of the vocational
rehabilitaticn program?
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2. Will it ensure th~t the vocational rehabilitation program
employs approaches that reflect the state-of-the-art in work-
related programs for persons with disabilities?

3. Will it recapture consumer credibility in the agency?
4. Will it assure accountability for the outcomes of services?

5. Will it assure that the organizational structure is capable
of accommodating and facilitating the future development of
rehabilitation and independent living services.

In veviewing the cptions, it should be kept in mind that the
vocatioril rehabilitation movement nationally as well as in Connecticut
is going through s-bstantial changes in ideclogy and practice. The
vocational rehabilitation program is one of the first progressive human
services programs in the country and comes out of the "New Deal"
tradition. At its inception it vas a pioneering effort. Such dynamism
is difficult to maintain over decades of service delivery. The program
is currently going through an agonizing reappraisal and reorientation
and such change does not come without cost and stress. With these
stresses in mind, any solution that is developed should fac:iiitate
rather than hinder this transistion.

One possible solution is the placement of DRS and the independent
living program under the Offic: of Policy recommended above. Such a
move has the virtue of renewal and should recapture consumer credibility
given the direct association of the office with a participatsry consumer
advisory body. The organizational structure should also give DRS the
flexibility to initiate change and to be responsive for changing
consumer expectations.

The other option that has been suggested is movement to the
Department of Human Resources. Such a choice should also bring about a
renewal but without the concomitant development of an autonomous
consumer advisory body, the ability of the reconstituted agency to
change and develop with the state-of-the-art may not change appreciably.
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C. Implications

1. Demand of services

a. Impact of definitional changes in se~vice eligibility according
to selected studies.

The changes proposed above will clearly have an impact on the
magnitude of services provided in Connecticut. The purpose of this
section is to review the impact of changes in the definition of
eligibility for services, in other states in order to anticipate such
changes in the volume of demind. This section relies on written reports
from California, Florida, New York, Maryland, Ohio. All of were aimed
at the development of estimates of the impact of implementing various
forns of the so-called "functional definition" used in the federal
Developmental Disabilities Act.

Each of the above studies relied on different data bases and
targeted different potential outcomes of definitional changes. In order
to appreciate the common elements among the studies, it is useful to
present some common conceptual definitionms.

® Prevalence of developmental disabilities. The California,
Florida and Ohio studies base their analyses on estimates of
prevalence. Prevalence refers to the number of person who at a
given time, have a developmental disability.

® Service utilization or expressed demand for service. This
concept refers to persons who are presently receiving services,
have requested services. or are otherwise known to service
agencies. The expressed demand for service is almost always a
po.tion of the total prevalence of a given condition. The
Florida and California studies, in part, contrasted total
prevalence of developmental disabilities with the expressed
demand for services.

o Unexpressed or potential demand. This refers to the difference
between the projected prevalence of a given conditiou and the
numbers of persons who are actually receiving or are requesting
services. These are percentages of persons who are assumed to
have a developmental disability, but azve not "come forward" to
request services. Depending on eligibility criteria, and other
factors, the perscns who potentially may need services may never
come forward. Expectations about increased service demand often
center around assumptions regarding the percentage of unexpressed
demand for services that is expected to apply for services.
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o MNewly eligible for services. This refers to persons who were not
eligible for developmental disabilities services using a
categorical definition, but who, given a functionally based
criteria, would hecome eligible for such services. This term
often impli+s persons with low incidence disabilities, such as
spina difida or head injury. Perscns who become newly eligible
for developmental disability services may or may not be already
receiving services through another agency. All of the studies
assessed the potential impact of a switch to a functional
definition, on persons presently being served in one or more
state agency. The Maryland study also assessed impact on a
"waiting list" of persons presently unserved.

The studies reviewed for the Connecticut project can be briefly
summarized as follows:

® A study based on California data projected a developmental
disabilities prevalence of 1.17%. The study also projected a
fourfold increase in the numbers of persons potentially eligible
for services. According to the report, the majority of those
deemed newly eligible were already receiving services in one or
more California agency. The study did not project how many
persons newly eligible, but not receiving services, would
request services. Barker, L.T., & Kogan, D. (June 1983).
Study of the Federal Definition of Developmental Disability.
Vol.I: Sunmary of Findings. Berkeley, CA: Berkeley Planning
Associates.

® A Florida study projected less than 1% prevalence of
developmental disabilities. Of those .efinea as developmentally
disabled, 77.1% were already served i. one or more state program.
Increased demand for service was anticipated to cor from groups
who were presently known to the service system but were
underserved. Brehon Institute. (June 1985). Whom shail we
serve? A policy study on the application uf a functional
definition of developmental disabilities in seven Florida
programs. Tallahassee, FL: Brehon Institute.

o Th~ authors of this study found that application of functionally-
based eligibility criteria to persons presently receiving
services in New York, would reduce the numbers of persons
eligible for service in each categorical disability. However,
the majority of persons would remain eligiple. Lubin, R., J.W.
Jacobson, M. Kiely. (1982). Projected impact of the_ functional
definition of developmental disabilities: The categorically
disabled population and service eligibility. American Journal of

Mental Deficiency, 87,(1), 1982, 73-79.

o Studies in Maryland concluded that substantial numbers of

o
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persons receiving services in the community, or on waiting lists,
would become ineligible for service depending on the strictness
of the interpretation of functional limitations. Morrison, L.M,.
Smull, M. & Sachs, M. (September 1984). Adopting the federal
definition of developmental disability: A preliminary analysis
of potential effects on eligibility. Baltimore, MD: University
of Maryland, School of NMedicine.

e Studies in Ohio indicated that most persons with developmental
disabilities who were not retarded were eligible for services.
Okio concluded that the numbers of people to be served or planned
for would remain rclatively stable but that the nature of the
population and the constellation of needs they represent will
change. Ohio Developmental Disabilities Plannin¢ Council.
(December 1986). Fiscal implications of adapting the definition
of developmental disability as proposed by the Ohio
Developmental Disabilities Planning Council. Columbus, OH:

Ohio Developmental Disabilities Planning Council.

Before proceeding with a detailed summary of the studies, it is
important to keep the folluwing points in mind:

e Planners are ill-advised to assess the impact on potential demand
for services by merely reviewing estimates of prevalence alone.
There is no established relationship between prevalence and
expressed demand for service. In general, a large number of
persons with mental retardation and other disabilities never
express a demand for service.

v The actval expressed demand for service is as much an expression
of the "supply” of servire as the demand. That is, demand is
related to eligibility requirements, and to the types and
amounts of services made available. It is quite difficult to
compare service utilization rates and the potential impact of new
eligibility criteria across states without an understanding of
these confounding variables.

e Prevalence data drawn from the 1976 Survey of Income and
Education (which form the basis for many of the prevalence
estimates jin the above studies) need to be viewed with caution

for the following reasons:

-- the standard error of the SIE for prevalence of developmental
disabilities ic too high to use this data unchecked. This is
due to the relatively low incidence and low sample size for
developmental disarilities;
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== the prevalence rates for mental retardation are confined to
the noninstitutionalized population. In addition, household
surveys may also underestimate the prevalence of disabilities
because of the perceived stigma;

the survey does not cover infants and children under age
three;

the prevalence of developmental disabilities other than
mental retardation are judged to be artificially high because
criteria used are not sufficient to screen out soma less
severely disabled persons.

Iz general the overall prevalence of groups assumed to become
nevly eiigible for services given a functional definition, is
only a fraction of the larger group, predominantly persons witl
mental retarcation, who are currently eligible for service.
Therefore, a sicnificant net change in the numbers of persons to
be served or planned for is not likely. However, newly eligible
groups are likely to require dirsferent and potentially more
expensive services than do the predominant consumers of
developmental disability services today -- persons with mental
retardation.

b. Review uf Selected Studies

1) california

The California researchers operationalized concepts of substantial
functional impairment in major life activities (based on the work of
Elinor Gollay, 1980) and prepared separate case review instruments for
each of five Califcrnia state agencies in order to estimate the
prevalence of developmental disabilities and levels of service
utilization.

Using California specific data in the 1976 Survey of Income and
Education, a prevalence rate of 1.17% was found for persons meeting a
functionally based definition of developmental disabilities.
Interestingly, using Gollay's indicators, 44% of emotionally disturbe..
individuals could be identified as developmentally disabled and only 2%
= 10% of those reporting a physical handicap were deemed to be
developmentally disabled.

The authors proceeded to determine what portion of persons currently
served in each of five California service agencies would be considered
to be developmentally disabled according to the federal definition.
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Utilizing case review data from five agencies, the proportion of clients
vho would meet a revised definition of developmental disabilities would
increase as follows: 1) 11-14% in Children Services (Title V agency);
2) 20-23% in In-Home Supportive Services; 3) 3-34% in Special Education;
and, 4) 4-15% in Vocational Rehabilitation. A 3-7% drop in the
percentage of persons meeting the functional developmental disability
definition was estimated for the California Regional Center Systen.

These data suggested that a substantial nurber of persons would
become nevly eligible for developmental disability services. However,
the study concluded that a majority of these individuals were already
being served by one or more California agency.

Even though the majority of individuals who fell into the functional
definition of developme-~tal disabilities were already receiving some
services, the authors noted that a substantial number were still
unservedi. They do not estimate what percentage of this group would come
forwvard to demand service from a developmental disability agency. Given
the unreliability of prevalence data in predicting service demand, the
conclusions are unsatisfying and the projected impact is probably too
high.

The report concludes that a change in the definition would result in
an increased number of eligible individuals, tiat the largest segment of
the total eligible population would be persons with physical handicaps,
and that the majority of these individuals are already receiving
services from one o more state agencies (but not necessarily the
regional centers).

2) Florida

The Florida study assessed the impact of changing to a functional
definition of developmental disabilities for the State of Florida as a
whole and for seven Florida public ser-ice agencies. Using Florida data
from the 1976 Survey of Income and Fducation, investigators applied a
functional definition of developmental disabilities, and used synthetic
estimates to project a prevalence of less than 1% of pe.sons with
developmental disabilities in Florida in 1985.

Random case reviews vt records in seven Broward County agencies
(Special Education; Education - Division of Blind Services;
Developmental Services; Childrens' Medical Services; Vocational
Rehabilitation, Adult and Aging, Children, Youth and Families) were
conducted. Each case was drawn from a list of persons who potentially
had a developmental disability, and was then reviewed for substantial
limitatiors in three out of seven major life activities. Case review
data was used to estimate an unduplicated count of persons with
developmental disabilities currently in the service system. The results
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showed that 77.1% of the total projected number of persons eligible for
developmental disability services were participatirg in one or more .
state program. Service status for the remaining 22.9% was unknown.

A review of case records of persons with mental retardation served
by developmental services in Broward County showed that 1.9% did not
meet criteria for developmental disability. Similarly, about 5% of
persons having cerebral palsy as a Primary diagnoses failed to show the
requisite number of substantial functional limitations for inclusion
into the developmental disability group. Inconsistent data was found
regarding the functional limitations of persons with epilepsy. However,
& parameter of 19.6% of the epilepsy caseload was used as an estimate
for numbers of persons with epilepsy also having developmental
disabilities. A greater demand for services is projected to come from
persons who are presently served in only one or two state programs, but
vho would become eligible for developmental disability services if a
functional definition were adopted. Other increased demand is expected
to come from the previously unserved and unidentifed persons who would
beccme eligible for services in Florida (22.9%). How many of these
pers 'ns may demand services is not projected.

Individual case profiles revealed thait the population encompassed
within the functional definition consists of five groups, each group
having a separate and distinct pattern of disability and service needs:
1) accident victims between age five and 22, resulting in substantial
neirological damage; 2)persons suffering degenerative diseases; 3)
persons with chronic, severe psychosis occurring before age 22; 4)
persons with conditions placiag them at risk of severe Jdisability who
improve or whose disabilities are ameliorated through early
intervention; and, 5) persons with conditions occurring in the first
five years which prevent or interrupt normal developmental processes. A
department of developmental disability may not be appropriately funded,
mandated or have sufficient experience to serve this diverse range of

needs.
3) New York

Indicators of substantial functional limitation were drawn from a
New York statewide needs assessment/adaptive behavior measure and
applied tc the New York State Developmental Disabilities Information
System. This was a data-base of the characteristics of 38,000 clients
receiving developmental disabilities services in New York State.
Results were obtained across 11 different disability categories and four
age categories. For adults, the following are the percentages of
persons vith "categorical” disabilities who had limitations in three or
more life activity areas: 1) mental retardation - 73.3%; 2) autism -
53.1%; 3) cerebral palsy - 55.6%; 4) epilepsy - 35.4%; 4) neurological
impairment ~ 30.6%. Persons with two or more categorical disabilities
ranged from 52.9% (cerebral palsy and enilepsy) to 94.9%. These figures
differ significantly from the percentages reported in the Florida study
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above. The report cencludes that most sersons presently served would
continue to be eligible under a functional definition. Likelinood of
impairment was found to vary as a function of disability type, age, and

I.Q.
4) Maryland

The Iirst Maryland study examined four data bases in order to
deternine the potential impact of switching to a functional definition.
The four data bases included: 1) the Client Based Information Systenm
(CBIS) which contains demographic and functional information on 5,442
persons served by the Maryland Xcntal Retardation/Developmental
Disability Administration. This group is divided into community-based
and institutional clients; 2) the Mental Retardatioa Communit7 Needs
Survey (MR CNS) which contains data on persons with mental .etardation,
vho are living at home and are currently in need of services but are not
receiving them. There are presently data on 2,152 individuals who were
referred to the survey through varions sources; 3) the Non Retarded
Developmentally Disabled Community Needs Surve, (NRDD CNS) contains
information on similar community members who do not have mental
retardation.

The study team devised operational criteria to determine for each
data base whether a client would meet substantial limitations in three
out of seven major life activities. The criteria were based on the
operat.onal guidelines prepared by Gollay (1980) (see note 1). However,
because the data-bzses were not designed specifically to ascertain
lipitations in all seven of the major life activities, some of the life
activity areas were not assessed comprehensively and may have led to
inaccuiacies in determining the presence of substantial functional
limitations. The authors therefore advise caution in interpreting some
of the findings.

The findings of the study are as follows:

o 94% of institutional clients would be eligible for services under
the federal definition;

o 49% of clients currently served in the community would continue
to be eligible;

o 54% of clients with retardation in the community but not
receiving services would pe eligible;

» 24% of clients without retardation in the community, who showed
age of onset of functio.al limitation after age 21 (65% of the
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data-base) and identified as being in need of service, would be
eligible.

The authors also applied a Health Care Financing Administration
interpretation of the federal definition. This interpretation is used
to determine eligibility for ICF-MR services. It differs from the
federal definition by excluding “economic self-sufficiency™ as one of
the seven possible major life activities. It requires instead,
substantial functional limitation in three out of six of the remaining
major life activities. As this is a more strict interpretation,
correspondingly fewer persons were deemed eligible.

When partial limitations (which represent an intermediate degree of
impairment) were included in the determination of substantial impairment
in major life activities, the percentage of persons deemed eligible for
developmental disability services in each data base increased as
follows:

e 100% of institutionally served clients

¢ 91% of community served clients

® 70% of community clients not served with mental retardation

¢ 59% of community clients not served having normal intelligence.

Data is also presented identifying which groups, with which types of
categorical disabilities mo- ; frequently have functional limitations.

The authors conclnde that implementation of the functional
definition would reduce the numbers of eligible persons, consistent with
the expressed intention of the definition (i.e. to focus resources on
the more severely impaired). The authors recommend that Maryland has to
consider carefully which persons with disability they wish to serve. If
the state wishes to serve those personc who may be excluded by the
federal definiticn, but are other wise still in need of some services,
then different eligibility criteria would have to be devised.

Kichael Smull and others at the University of Maryland conducted
other unpublished studies pertaining to the impact on eligibility of the
implementation of a functional definition of developmental disabilities.

Information was collected on 1,602 15-year-olds identified in
special education (a 50% sample of students in levels 3-7 in 9 local
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education areas). Detailed information was collected on the seven life
activity areas. Results indicated that the prevalence of persons
eligible for services would range from .57% to 2.05 % depending upon how
strictly the interpretation of functional limitation is used.

Under the presently proposed definition of developmental disability
in Maryland, (using two tiers of service eligibility: one for persoms
vho are developmentally disa! "~d according to the federal definition,
and one for persons who mee. only some of the criteria specified in the
definition) the total number eligible is estimated at 1.7% of the total
state population. Less than half of these persons are presently known
to the service system, and the authors anticipate that the total numbers
of persons served would not change given new eligibility criteria.

The new criteria would change the federal definition of
developmental disability in one important aspect -- rather than
requiring impairment in three of seven life activity areas, the proposed
definition focuses limitations in only one life activity area, the
ability to live independently without external supports. Researchers
applied this criterion to 800 persons receiving and awaiting services
and found that 85% of community-based clients presently served would
continue to be eligible and that 15% would be eligible for the upper
tier of "individual support services." (This upper tier does not
include residential or day services). 1In addition, 75% of those waiting
for services who have mental retardation would be eligible for services,
and 49% of persons waiting for services without having retardation would
be eligible for services. (These percentages are higher than the ones
estimated in the preceding study, reflecting the more liberai
interpretation of developmental disability proposed).

5) ohio

The Ohio study estimated service demand and associated costs given
utilization of a proposed functional definition of developm:utal
disabilities. (This definition excluded those persons determined to be
disabled solely because of mental illness). The authors used published
data regarding the prevalence of categorically defined developmental
disabilities. Subsequently, published data was used to ascertain the
number of persons with specific disabilities who are also estimated to
be either developmentally disabled or mentally retarded. These persons
were presumed to be presently served.

Service needs were then approximated for those persons who would
have a categorical disability znd would be considered to be
developmentally disabled, but do not have mental retardation. These
persons were assumed to represent the numbers of persons who wculd be
eligible for services but who are not presently being served in the
system. fost estimates did not include estimates for persons with low
incidence disabilities. There is no firm data on how many of these

(o




persons would be considered to be developmentally disabled (given age of
onset requirements and whether the disability would be lifelong).
Further, the authors assume that such persons are unlikely to seek
services from a developmental disability agency. Data is presented on
estinated service costs based on current service costs in Ohio. The

report

concludes there will be little impact on the actual number of

persons to served or planned for. Of greater significance is the likely

change

in the types of disabilities served, and the constellation of

service needs that these disabilities represent.

c.

1)

2)

3)

4)

Conclusions

In general, all studies indicate that the majority of persons
presently receiving and eligible for services, would remain
eligible for services. There is variance in the percentage of
persons presently receiving services who would be excluded from
service given a functional definition.

Of those persons who would become newly eligible for services,
several states indicated that the majority of those persons ar:
already being served in one or more state agency. This raises
the difficult policy question of whether services for such
persons should be transferred to a developmental disability
agency. It is uncertain whether these persons are receiving
adequate services in their present agency. Further, it is
unclear whether, given eligibility for developmental disability
services, they would request additional services, and whether a
developmental disability agency is equipped to handle the diverse
nceds of newly eligible consumer groups.

All of the researchers (except for Smull et al. in Maryland) were
unable to predict how many pevsons made newly eligible for
services, but presently not receiving services would come forward
for services. Given the reluctance of persons with physical
disabilities to seek services from an agency associated with
mental retardation, it may be assumed that demand for services
among persons presently outside of the service system will not be
substantially increased. This assumption is fortified by the
knowledge that the overall numbers of persons in the low
incidence disability groups who have substantial functional
limitations is very small in relation to the numbers of persons
vho would remain eligible for developmental disability services.

Maryland data indicate that there are substantial numbers of
persons, presently unserved, but who are identified as needing
services, who would become ineligible for services under a
functional definition. Therefore, adopting the federal
definition requires an assessment of service priorities. Without
careful consideration, state planners may end up excluding
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numerous persons, who while not presenting severe handicaps,
nonetheless do present significant needs for service. Ar exa=ple
can be drawn from persons with epilepsy, who may not show
numerous functional limitations, but who do require counseling

and support.

5) Several of the studies emphasize that while a change in the total
numbers of persons served is not anticipated, planners can
anticipate a change in the types of disability that would fall
under a developmental disability agency mandate. A developmental
disability agency may or may not have the expertise, funding
options, or service arrays to enhance the well-being of groups of
persons with very disparate needs.

6) Unpublished data from Maryland indicate that the total numbers of
persons eligible for services will fluctuate widely according to
how strictly one interprets the federal definition. All studies
used the definition as operationalized by Elinor Gollay, however
any number of other interpretations can be made. Of particular
concern is the age of onset criterion, which can be perccived as
an arbitrary cut-off fc. eligibility. Given the fluidity by
which the federal definition can be interpreted, it appears that
any given state would have to develop their own operational
criteria and instrument to assess developmental disabilities.
This can be a costly and time consuming operation.

7) Finally, it mus: be remembered that the federal definition is
proposed as a planning tool to help direct funding and research
activities to persons with more severe impairments.
Operationalizing the definition into eligibility criteria may be
inappropriate.

Clearly, numerous researchers and state planners have attempted to
understand the application of the federal definition of developmental
disabilities to actual state service delivery contexts. The results,
however, are somewhat inconclusive. Most of the studies project an
increase in potentially eligible clients, and one study projects a
decrease. None focus on the extent to which those persons who are
unserved would demand additional services under an expanded definition,
and how many of thosc outside the system would come forward.

Given the indeterminant character of potential demand for new or
expanded services, other faccors have to be taken into account when
developing impact estimates. These factors include the proposed range
of services to be provided, the quality of services, the extent of
outreach and publicity associated with service offerings, and the ways
in which the definition is operationalized.




What 21s0 emerges from this overview is that th2? federal definition
wvas never intended to govern service eligibility at the delivery level.
It was intended to focus planning and funding actiities on individuals
most in need and to facilitate further coordination between agencies in
the develcpment of comprehensive services. Without specific indicators
and instruments to accompany the outlines of the definition, its
application is ambiguous and somevhat unreliable.

The review of research also raises the question of the potential
exclusion of individuals currently »eceiving services. Without any
additional cabellishment, the federal definition does eliminate persons
vith less severe disabilities who may in fr.:t require services in order
to maximize functioning and vell-being. T! :se issues have Lceu
addressed in our recommendations to Connecticut.

Final.iy, the studies tend *: reinforce the disparate groups
encompassed within the definitior and the range of needs that they
present. Persons with physical disabilities, persons with brain injury,
persons with severe learning disabilities, people with terminal and
debilitating conditions -- all require services which do not neatly fail
within one agency.

2. Estimated Increased Service Demand by Service Agency
a. Department of Mental Retardation

As proposed, the Department ~* Developmental Disabilities can expect
increased ‘emand from consumers w..0 have disabilities other than mental
retardation and who have severe functional limitations requiring ongoing
residential and vocational support. One approach to determining the
demand that can Le expected 0y an expanded department, woul  be to
ascertain the prevalence of . iliv.duals <n Connecticut with disatling
conditions who have severe iup::iicnal limitations. However, as
explained in the previous section this would lead to a highkly inflated
number sinca resear-h consistently shows that the actual expressed
demand fu. service is far lower than the prevalence of the condition,
and is instead tied to the kinds and amounts of services offered.

As there is no reliable data or method by which to determine the
potential expressed demand for service among persons having
developmental disabilities other than mental retardation, HSRI turned to
the limited data that is available. Morrison, Smull, and Sachs (1984)
conducted a survey of persons witl developmental disabilities other than
mental retardation who are living in the community. 1he survey data
constitutes a waiting list for services. The survey form was
distributed to persons identified by advocacy groups, provider agencies,
and lo.al service departments throughout Maryland. The survey form
conti- ies te be distributed and each year new persons are added to the
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data base. The survey form sscertains functional limitations according
to the federal definition and 21s0 requests age of onset information,
along with service needs. As of 1986 ther: a'e 1391 adult respondents
to the survey who meet the Maryland "two-tier" definition of eligibility
criteria. This represents the most comprehensive listing of persons
with developmental disabilities other than mental retardation who are
likely to express a demand for service, and is used as the basis for
estimating future demand in Connecticut.

There are certain limitations to the Maryland data base. Though it
is the most comprehensive list presently known to tue Instjtute, the
Maryland researchers advise that the numbers are still likely to be
underestimates of potential expressed demand. The limited funds and
limited service array in Maryland discourages persons from filling out
the survey form. 1In addition, the service conditions of each state are
unique resulting in differing rates of service utilization and service
demand. Nonetheless, ary indication of potential demand, even an
underestimate, is better than presenting overwhelmingly high prevalence
data. Further, Connecticut and Maryland share certain features sucii as
similar state population sizes, similar rural/urban mix, aad
geographical proximity. Further, a review of the types of disabilities
identified in the Maryland data indicate that the largest groups of
disability types likely to come forward for service have been identified
(i.e. cerebral palsy, head injury, multiple sclerosis, and epilepsy).

Extrapolating the nurber of total adults identified in the Maryland
data to the state population of adults over age 20 (n=3,01/,000) gives a
.0461% demand rate. Applying this rate to the adult Connecticut
population over age 20 (n=2,317,000) equals 1,068 persons. Based on an
analysis of survey questionnaires the Mar.land researchers project that
of this figure 61% would be eligibi2 for Tier One services, which are
the same services proposed for the Connecticut Department of
Develor “encal Disabilities. Sixtv-one percent of 1,068 is 651.

Although 651 is a reliable figure with which to estimate the growth
of the Department of Developmental Disabilities, it does not include
those persons who may manifest severe functional limitations after age
22, because the Maryland eligibility definition does not include these
persons. In accordance with the recommendations proposed here, this
figure must be amplified by those number of persons who will manifest
severe functional limitation after age 22. The most significant group
of persons likely to manifest severe functional limitations is the
traumatically brain injured (TBI). The base figure of 651 is amnlified
to reflect TBI in the following manner.

R study conducted by the Connecticut Traumatic brain Injury
2-:ociation (1985) shows an incidence rate of traumatic brain injury in
Connectirut to be 152 per 100,000 based on hospital records. Applied tc
the adult population, this yields an incidence of 3,108 adults.

However, this incidence rat¢ must be adjusted to: reflect cumulative




survival rates in order to calculate prevalence, tc determine the
percentage of persons vho would require services from a Department of
Developmental Disabilities, and by the percentage of persons who would
actually come forward for service.

To account for these considerations, it is :ssumed that the
proportion of adults who are brain injured who came forward for service
in Maryland who had an age of onset before age 22 is the same proportion
of adults with brain injury who would come forward given an extension of
eligibility to include age on onset after age 22. This assumption is
applied to Connecticut incidence rates by the following formula:

X=N x (incidence rate for adults in CT x § of Years in age
group/incidence rate for children in CT x years in the age
group)

wvhere X=total number of TBI adults with age of onset after
age 22 who come forward for service.

and N= the number of adults in Maryland who came forward for
service with age of onset before age 22.

Calculating this formula using the age-specific incidence rates
drawn fror the Connecticut Traumatic Brain Injury Association (<985)
thee result is a total of 234 adults with TBI with an age of onset
betveen ages 20 and 60 are likely to come forward for services. To this
number, 61% is applied using the Maryland data suggesting that these
persons are appropriate for service offered by the Department of
Developmental Disabilities. This results in 143 people added to the
basic figure for the Department of Developmental Disabilities resulting
in a total 794 persons expected to come forward for service given the
change in service eligibility suggested here.

b. Independent Living Lenters

As noted above, HSRI recommends that the independent living center
program in the state be expanded from two centers to eight centers to
provide services “o all individuals with disabilities. Tt is also
recomnended that the centers take on additional responsibility of
providing support and follow-along to individuals with moderate and mild
disabilities (e.g., individuals with learning disabilities, etc). Using
the principles described for the Department of Developmental
Disabilities, 331 persons are estimated to come forward for support and
follow along. This is based on the Maryland estimates of those
requiring support services only (39% of all thcse who demand services).

However, like the estinmates above, this figu. ' must be adjusted to
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account for persons suffering traumatic brain injury as an adult. The
same procedures outlined ibove are applied bere. As outlined above a
total of 234 adults with TBI onset before age 20 are expected to come
forwvard for service. Thirty~-one percent of these persons are expected
to require follow-along to support services from the independent living
centers. This results in 91 persons added to the base figure of 331
resulting in a grand total of 422 perscns.

c. Department of Human Resources (Attendant Services)

The Department of Human Resources is currently providing attendant
services to a small number of persons with disabilities in the state.
There are clearly additional people in the state the could benefit from
attendant services to determine potential demand. Allard and Spence
(1986} revizwed studies of state attendant care services. In their
review, data from the Massachuasetts attendant care program was
discussed. This program is suggested to have identified and served all
persons in Massachusetts who are physically disabled but are capable of
employment. Based on this data, .01% of the state population requires
personal attendant services. Applying this figure to the adul:
population in Connecticut, 205 persors are estimated to require personal
care services.

d. Department of Health Services
1) Model 50 Waiver

Another recommendation is tlLe movement of the iedicaid Model 50
Waiver to the Department of Health Services. The question, then, is how
mary children with severe medical problems are potentially eligible for
the waiver. According to National Health Interview Survey data, 3.7% of
children under age 18 are either unable %0 engage in major activities
(i.e. school) or are limited in the amount or kind of usual activities.
Neiwg this figure there are about 28,000 children in Connecticut with
this condition. However, this population represents a wide range of
developmental and other disabilities not necessarily appropriate for
children's health servi:.es.

The U.S. Office of Technology Assistance (1987), estimates that
there are about 10,000 such children in the United Stztes.
Extrapolating to Connecticut census data, there are 113 severely
medically involved children in Connecticut. Advocacy representatives
'irge that these figures should be viewed with ¢ wtion, however, since
there is no reliable data on this target group. The estimate,
therefore, may be a substantial underestimate.
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2) Family Subsidy

The family cash assistance program in Michigan presently serves
2,754 children. The eligibility criteria for the program are as
follows:

1. The child is under age 18

2. The child is recommended by a public school district multi-
disciplinary team as Sevaerely Mentally Impaired (SMI),
Severely Multiply Impaired (SXI), or Autistic Impaired (AI)
and if AT is placed in an SMI, SXI, or AI Type A or Type B
classrooms.

3. The child is living in the home of the family who resides in
Mickigan.

4. The family is headed by a natural parent(s), adoptive
parent(s), or legal guardian(s).

5. The family's taxable income does not exceed $60,000 annually.

6. And the family is not receiving a medical subsidy if the
child is adopted.

Since Connecticut has differin¢ categories for special e ucaticn
students, a direct translation of these criteria was not poss.ble.
Therefore, the 2,754 children under ige 18 in Michigan was extrapolated
to the corresponding percentage of children in Connecticut resulting in
832 children, whose families would receive cash assistance. Although
this a rough estimate it does present a picture uf the demand that can
be anticipated. It should be kept in mind that this does not include
childiren with physical disabilities alone, or with mental illness.

3. Costs

This section discusses the potential increased costs of services, by
service 2jency, based on the projected number of persons likely to come
forward for services as discussed in the previous section.
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a. Department of Developmental Disabilities

As discussed, a total of 794 persons are anticipated to come forward
for service, given the new service configuration proposad here.
Accordingy to the survey results of Morrison, Sachs & Smull (1226), 24.8%
or 197 of the persons who come forward for service are going tu need
residential services. Based cn the 1986-87 budget of the Depa:.ment of
Mental Retardation, the general fund of $60,741,077 for community
residential services serves 2142 clients, gi7ing a general cost of
$28,357 per client per year. Based on 197 clients, that will increase
the residential service costs by $5,586,329.

According tc the Maryland data, 20.2% (161) indicated a need for
vocational services, 14.1% (28) indicated a need for social skills
training, and 15.4% (30) indicated a need for independent skills
training. Althougl: some of these may bde duplicate counts, we assume
that all of these persons (total= 219) are appropriate for supported
work training. We have used the supported work program budget figure
for 1586/1987 to base cost estimates since it is likely to be the most
appropriate service modality for these individuals. The 1986-87
estimzted budget for supported work shows that 1,174 clients were served
at a cost of $8,899,571, yielding $7,580 yearly cost per person.
Multiplying the per person cost by the total number of persons
anticipated, yields a $1,660,020 estimated annual cost increase.

It is anticipated that all newly served persons in the Department of
Developmental Disabilities will require case management. Given a 1:40
case manager to consumer ratio, 794 persons will require 20 new case
managers. At an approximate annual salary nf $20,000, that results *n
$400,000 in increased costs.

The total costs of these three expanded services results in a grand
total of §7,646,349 additional monies Leeded for an expanded Departmen:
of Developmental Disabilities.

b. Independent Living Centrrs

This report recommends ar expansion of the current number of
Independent Living Centers to eight in order to meet the needs of the
currently eligible Connecticut population. Given an average estimated
operating cost of $300,000 per center (based on current expenditures),
this proposal will require an additional cost of $1,800,000 for the six
nevw centers. It should be noted that a substantial portion of this
money could potentially come from federal resources.

However, this report lso recommends that the existing centers ’‘ake
on additional responsibilities for follow along, counseling and referral
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for 422 persons. Using a case manager/consumer ratio of 1:40, that
yields an additional need for 10.5 fte case manigers. At an average
yearly salary of §$20,000, a $210,000 additional budget allocation would
be necessary to meet these needs.

€. Lepartment 5f Fuman Resources

At present the Personal Care Assistz -e program in DHR is serving 47
people at an annual cost of $315,000, yielding a §6,702 cost per person.
The total need for personal care service in Comnecticut was estimated at
422 people. We assume that 47 persons of this estimate are presently
being served yielding an unmet need of 375 persons. Applying the per
person cost to this figure resilts in an additional need for §$2,513,250.

d. Department of Health Services

Given the very wide ranje of needs presented by children having
chronic illness, and the difficulty in estimating the actual number of
such children in Connecti..:t, no estimates are presented on the
additional costs for the Model 50 Waiver progranm.

This project is also recommending the adoption of a eask subsidy
progranm for families with children with disabilitics similar to the
program pree.ntly implementc1 in Michigan. The Michigan program allots
$2,706 per family per year in monthly disbursements. Eight hundred and
thirty-two (832) children are estimated to be eligible for this program
in Connecticut if similar eligibility requirements are adopted. This

would result in an expanded program budget of §2,251,791 to meet these
needs.

D. BEligibility Determination

Restructuring Connecticut's services system along the lines
recomsended in this report will necessitate new procedures for
determining eligibility for services. Two of the report's
recommendations are worth restating in this context since they will have
the greatest impact on eligibility determination. The two
recommendations deal with the proposed Department of Developmental
Disabilities and the adoption of a functional definition.

In a previous section of this report, we recommended that the
mission of the Department of Mental Retardation be erpanded. More
specifically, it was recommended that the eligible population e
expanded to include: a)persons with severe disabilities who b)have a
need for ongoing supervision and support; and c) can benefit from the
array of services available in the Department of Developmental
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Disabilities (e.g. supported work, supervised residential, specialized
therapies, intensive case management, etc.).

HSRI recommended further that the scate adopt a functional, as
opposed to a categorical, definition of disability for determining
eligibility for services offered through this new Department of
Developmental Disabilities. The most familiar model of a functional
definition is the federal definition vhich has been described in Section
III of this report. To reiterate the major elements of this definition,
as specified in P.L. 95-602, specify that a developmental disability:

e Is attributable to a mental or physical impairment or combination
of mental or physical impairments;

e Is manifested before the rerson attains age 22;
o Is liikely to continue indefinitely:

® Results in sulstantial limitations in three or more of the
following areas of life activity:

* Self care

* Receptive and expressive language
* Learning

* Mobility

*  Self diréction

* Capacity for Independent Living

* Economic self sufficiency

® Reflects the person’'s need for a combination and sequence of
special, interdisciplinary, or generic care, treatnent, or other
services which are of lifelong or extended duration and are
individually planned and coordinated.
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The implementation of these recommendations will require that the
state develop policies that make explicit statements concerning who is
eligible for scrvices in this expanded Department of Developmental |
Disabilities and who fails to meet the requirements of the state's
functional definition. These policies will have to be operationalized
in one or more screening instruments thzt can be used by providers to
assess eligibility.

As we have noted throughou. this report, the federal definition of
developmental disabilities has proven to be a useful tool for
conceptualizing service system design and planning issues. It has
distinct limitations, however, in the area of individual levsl

' assessment. It was never intended to be used as a screening device to
determine an individual client's eligibility for services.

States that have made the conversion to the federal definition of
developmental disabilities or to a modified version of this definition
have been forced to confront this polit? ‘ally sensitive and
Lethodologically complicated issue. One of the most difficult aspec:s
of this eligibility determination process is defining what constitutes
"substantial functional limitations" in each of the major life activity
areas specified above in the federal definition. At this time, there is
no consensus corncerning the best way to dc this. States have approached
this measurement task from several different perspectives. However,
there is growing consensus that a specific screening instrumenv is
necessary to make the fanctional approach work and that this instrument

! should have at least the following attributes:

¢ The instrument must give providers a reasonably objective way of
making decisions about eligibility at the individual client
level;

¢ The instrument must have acceptable levels of reliability,
that is, the instrument should yield consistent results across
repeated trials;

¢ The instrument must have face validity as well as concurrent
validity, that is local level providers who are using the
instrument must believe that it does in fact measure domains that
are relevant (face validity) and the results from this instrument
should correlate with results from other instruments of known
validity;

¢ The screening instrument should be sensitive to age-related
differences among indiviuuals and criteria should reflect
different standards for adults and children;

[
n




o The instrument should be practical to use. It should be
sufficiently comprehensive o cover all relevant dimensions.
However, it should be brief enough so that its use does not
overburden agency staff who vill be administering it.

® Testing of the instrument should include a thorough examination
of the implications of setting cutoff points at diffsrent levels.
These cutoff points will determine the level of disability at
vhich clients will become eligible for services. This level,
then, has distinct implications both for the number of clients
eligible and the amount of resources that will be required by the
Department.

Several states have begun to confront the difficult tack of
developing screening procedures that are consistent with a functional
definition of developmental disabilities. Two states that have actually
developed intake assessment instruments are Hawaii and New Jersey

New Jersey

New Jersey reviewed state efforts in developing scise=ing
instruments nationally. They concluded that no adequate instrument
existed for determining "substantial functional limitation” in the major
life activities arcas specified in the federal legislation. As a
result, an interdisciplinary team of professionals developed their own
instrument, the Critical Adaptive Behaviors Inventory (CABI). A copy of
the CABI is included in Appendix A.

The CABI was designed as an eligibility screening tool for adults
seeking services through New Jersey's Depariment of Developmental
Disabilities. It assesses functioainy in six major life activity areas.
These areas correspond to the seven life activity arcas specified in the
federal definition, the last two ~- capacity for independent living and
economic self sufficiency -- are collapsed in New Jersey's formulation.

The instrument contains a number of ability statements for each life
activity area and records data from four sources: Direct observation by
the intake worker; available documents such as psychological reports,
medical reports, allied health specialty evaluations and school records:
self report by the applicant; and verbal reports by members of the
applicant’'s family, personal care assistants or other reliable
individuals (1986, p.6).

Haraii

Like New Jersey, Havaii developed its own instrument for assessing
g




eligibility on a statewide basis. The Hawaii Adaptive Behavior Scale
(HABS) was developed in 1984 to determine service eligibility for
persons 20 years of age or over. Tiue HABS, a version of which is
includad in Appendix A, is an adaptation of the American Association of
Mental Deficiency Adaptive Behavior Scale. This instrumert has been
tested in Hawaii. The field test included an examination of the
inst-ument's reliability and validity and an analysis of cutoff points
that could be used to define eligibility (Statistical Resources Hawaii,
1987, p 8).

E. Implementation

The comprehensive changes proposed in this report obviously canmnot
be accomplished quickly. They should be phased in over time and should
follow a carefully worked out plan that includes statutory, regulatory,
and programmatic objectives. The outline below indicates some of the
major tasks that must be undertaken and the approximuate time involved.

Statutory changes

* Adoption of general system principles for application by all
specialized and generic agencies in the state;

Expansion of the mandate of the current Department of Mental
Retardation;

Amendments to the Parent Subsidy Aid Act to create a family
subsidy progranm;

Movement of the Medicaid Model 50 waiver program to the
Department of Health Services;

Creation of an Office of Pnlicies Affecting Individuals with
Developmental Disabilities and a consumer advisory panel;

Possible movement or the Division of Rehabilitation Services
(and the Independent Living Program) to the new Office for
Policies Affectirg Persons with Disabilities;

Expansion of the Independant Living Center network;

Formalization of DHR case management responsibilities for
individuals with disabilities who are capable of self-
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direction an who requ.re periodic assistance;

* Designation of Independent Living Centers as responsible
agency for the provision of enabling services to persons with
moderate and mild disabilities;

* (Creation of an independent grievance mechanism attached to
the Office of Policy.

o Regulatory changes
* Development of revised eligibility determination instruments;

* Adoption of service system principles by all specialized and
generic agencies;

* Development of guidelines to govern follow-along and support
services provided by Independent Living Centers;

* (Creation of client satisfaction surveys to moritor the
implementation of general system principles;

* Development of mission statement and operational procedures
for new Office of Policy;

* Revicion of mission of the Division of Rehabilitation
Services;

*  Develupment of guidelines to govern eligibility for Parent
Subsidy program;

* Development of regulations to govern provision of support
services to families under the Model 50 waiver program;

? Programmatic changes

*  Development of service guidelines for the provi:sion of
services to new target populations;

* Training of current DMR and DHR case managers rzgarding the
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needs of those who will be demanding services

* Training of generic and specialized agency staff regarding
the needs of persons with disabilities, the nature of the
values that should govern the system, and the ways in which
the service system principles can be applied in each agency;

* Identification of providers with expertise in the meeting the
needs of the new target populations;

* Development of orientation training staff and self-advocates
at the independent living centers to introduce them to the
needs of individuals requiring support and follow-along;

* Development of an evaluation design to monitor the
implementation of the proposed changes.

These are only the highlights of what must be a comprehensive
implementation process. Time estimates for the major changes proposed
are as follows:

Department of Develcpmental Disabilities -- The transition from a
Department of Mental Retardation to a Department of Developmental
Disabilities should take approximately five years given the
nature of the current demands on the Department of Mental
Retardation;

Statewvide Inderendent Living Services -- It should take
approximatelv three years to fully flesh out a network of eight
centers statewide.

Nodel 50 waiver program -- It should take approximately one year
to change the auspices of the Model 50 waiver program to the
Department of Health.

Office of Policy Affecting Persons with Disabilities -- The
creation of the new Office should take approximately one year;

Division of Rehabilitation Services -- If a decision is made to
move DRS to the new Office ot Policy, it should take
approximately two years before a complete transition :
accomplished.
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e PFamily subsidy -- The creation and implementation of a family
subsidy program should take approrimately three years.

F. Conclusion

This analysis represents an important step in the development of a
more responsive system of services for persons with disabilities in
Connecticut. If the recommendations are implemented in a coherent and
thoughtful fashion, the following outcomes should be anticipated:

e Elimination of categorical eligibility criteria for services and
an emphasis on need rother than labels;

o Establishment of a case management responsibility for all
individuals with disabilities in need of or desirous of such
services;

® Creation of an independent grievance mechanism to ensure that
individuais are not arbitrarily exclided from services nor
subject to inappropriate or inadequate services;

o Provision of multiple means for holding generic agencies
accountable for the provision of services to people with
disabilities;

® Provision of multiple forums for priority-setting and
identification of unmet needs;

o Enhancement of interagency collaboration through the nev Of ice
of Issues Affecting Individuals with Disabilities;

o Expansion of the independent living program statewide;

® Recognition of the unique needs of families with children with
chronic illnesses .nd disabilities.
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New Jersey
APPENDIX |
INTAKE/ELIGIBILITY TASK FORCE
CRITICAL ADAPTIVE BEHAVIORS INVENTORY

INTRODUCTION

The legislation that eatablisheo the I’ ision of Developmenta.
Digsasbilities (DDD) states that *“devel._,.aental disability means a severe,
chronic disebility of a person which: (1) is attributeble to & mental or
physical impairment or combination of mental or phyaical impairments;
(2) is manifest before age 22; (3) is likely to continue indefinitely;
(4) results in substantial fuictional limitations irn three or more of
the following sreas of ma;.ir .iife sctivity, that is, self-cere,
reacaptive and expressive language, learning, mobility, self-direction,
and capacity for indepondent living or economic self-sufficiency; and
(%) reflects the need for a combination and sequence of apecial
interdisciplinary or generic care, treatment or other services which are
of life-long or extended duration and ars individually planned and

coord._nated...”

Criterion (4) of the above definition of developmental disability
provides the primary; rationale for the Critir al Adaptive Behuviors
Inventory (CABI). Criterion (4) mandates that =1igibility for DDD
services be in part dependent upon the functional assessment of the real
life limitetions reaulting from the applicent’s physicel and/or mental
impairments. It is inferred that inclusion in a disability and/or
disease classification is neither necessary nor sufficient to satisfy
criterion (4). A valid asaesament of the applicant’s current functional
abilities is required. This ie the role of the C BI in the DDD intake

processa.

DESCRIPTICN

The CABI it specifically designed to facilitate the screen.ng of adult
applicants to the DDD by aseessing the applicant’s functioning in the 6
areas of Major Life Activity specified in the DL legielation. The
intent is to assess oniy behaviors that are critical for independent

adaptation to the ordinary demands of adult life.

A variety of Ability Statements are presented within each Major Life
Activity. Each statement describes & critical abilily and where
appropriate the component akills that comprise the ability. In aome
instances uxamples are offered to clarify various aspects of the
statement. Some ALility Statements assese primarily physical abilities,
some @ssess primarily mental abilities, and otheras a combination of

physi~ .l and mental abilities. There is space for short comments
following each statement wherein the intake worker may record the
apecific strengths and weakneases of the applicant’s performance.

Each Ability Statement is presented in the positive, that is, it
describes a critical ability, not a deficiency. The intake worker’s task
{a to asseas whether the applicant posaesses the ability as astated
(scored "YES"), or doee not possess that ability (scorec "NO"). If the
intake worker is not able to reach a "YES" or *“NO" concluasion, for
whatever reason, provision is made for recording & no concluaion

r=aponse (scored "7'). P
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CRITICAL ADAPTIVE BEHAVIORS INVENTORY

The CABI provides for the recording of information from four sources for
each Ability Statement. The sources are: direct observation by the
intake worker (OBSERVATION), aveilable documents asuch as paychological
reports, medical reports, allied heealth specialty evaluations, and
school records (DOCUMENTS), self-report by the applicant (APPLICANT),
and ver%bal reports by members of the applicant’s family, personal care
assistants, or other reliable individualas (INFORMANT).

In addition to the Ability Statenents there is an Applicant Data Sheet

that providea for the recording of demographic and othe-~ applicant
information necessary for the intake process. It alao provides for »
convenient and traditional (non-threatening) starting point for the

administration of the CABI.

ADMINISTRATION

The CABI is intended for administration by a trained intake worler.
Applicant Data Sheet and Abil.ty Statemente provide the basis for a
structured interview and functional asasessment wherein the intake worker
systenatically gatherr information about the epplicent. The process will

normally proceed as £ .lows:

The

1. The intake worker provides the applicant (and informant) with ar
overview of the DDD and the rationale for requiring a functional

asssssnent.

2. The intake worker asks the applicant to reiterate. in the applicant’s
own words, the rationale for the functional assessment. This is to
ensure that the applicant (and informant) understand the process and
will therefore cooperate fully, and also to provide aa opportunity for
the intake worker to observe the applicant’s ability to learn new
information and concepts. Ability Statement III-6 can be completed at

this time.

3. The intake worker interviews the applicant (and informant) using the
Applicant Data Sheet to structure the interview, but maintaining enough
flexibility to follow-up on opportunities for observation of the
applicant’s functional skills. For example, Ab.lity Statements I11-1,
11-2, 11-3, and I1-7 may be observed and recorded during this part of

the interview.

4. The intake worker continues the interview using the Abilaty
Statements for structure. The intaske worker has the option of

directly to the applicant, or asking the applicent to perform relevant
activi iée that may offer the opportunity to obsaserve several abilities

simultaneocusly.

S. After all the Ability Statements have been completed {(*he DOCUMENSTS 1
source of infurmation may be completed later) the intake worker reviews

the results with the aprlicant (and ir “srmant).

6. If necessary, documents are collecte and the relevant information
recorded under the appropriate Ability Sctatements.
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CRITICAL ADAPTIVE BEHAVIORS INVENTORY

7. The CABI is scored and a Determinetion of Functional Eligibility
made -

While the majority of the assessment will normally be acconp) ished
during a visit to the applicant’s place of residence, the int:ke worker
is encouraged to be crestive in arranging for opportunities to observe
the applicant’s behavior directly in e variety of situations. For
example, the intake worker can insist on apeaking to the applire -t
peraonslly .a the phone, if at all possible, when arranging the home
visit. Parta of the receptive and expressive language assesszment can be
completed at that time. It followa that there is no required order to
the assassment of the 6 areas of Major Life Activity, or the specific
Ability Statements within an area. Likewise, entries can be made for the
four sources of information in any order as the information ies

developed.

Direct observation by the intake worker is the preferred source of
information. Every effort aiould be made to reach & "YES" or "NO"
conclusion for each Ability Statement. It should be noted here that
direct observation does not necessarily mean that the intake worker must
observe the applicant performing or attempting to perform the entire and
exact activity described in the Ability Stetement. Some )Judgment muat be
applied. For example, in assessing the applicant’s ability to bathe
independently it is not required that the epplicant actuaslly undress and
bathe in front of the intake worker. A simulated bath may be employed,
wherein the applicant is asked to go through the motiona of taking a
bath, perhaps even tranaferring into and out of the tub or shower while
clothed. Also, if the applicant is unable to perform & component skill
in a chein of skills, then & "NO" verdict may be reached without
observing the remaining component skills. For example, if it has already
been observed that the applicant cannot put on outerclothes
independantly, then it is not necessary to asaess wh2the or not
underclothea can be put on or taken off independently. ".e anawer is
negative to "dresses and undresses aelf independently...' and a “NO*" is
recorded for this Ability Stetement under OBSERVATION.

Since there is provision for the n. conclusion response (”?") an entry
should be made under all four sources of information for every Ability
Statement. Thia will help to enaure that items are not skipped
accidently and that the maximum amount of information has been

developed.

SCORTNG

Each Mejor Life Activity is first scored independently. If one (or more)
Ability Statement i3 marked *“NO" under OBSERVATION then the applicent
has a SUBSTANTIAL FUNCTIONAL LIMITATION in that Major Life Activity. If
all the Ability Stetements are marked "“YES™ or "?" under OBSERVATION,
and sll Statements marked “7?" under OBSERVATION are marked "YES"™ undex
at lesst one other Source of Information, then the applicant has NO
SUBSTANTIAL FUNCTIONAL LIMITATION in that Major L.fe Activity. If
neither of the asbove two definitive findinga are established, then the
applicant has a POSSIBLE FUNCTIONAL LIMITATION in that Meror Life

Activity.




CRITICAL ADAPTIVE BEHAVIORS IMVENTCRY

After all 6 of the Ma_or Life Activities are gscored us above, the
results are transferred to the Summary Sheet. Each of the Major Life
Activitiea is marked as SUBSTANTIAL FUNCTIONAL LIMITATJ.ON, NO
SUBSTANTIAL FUNCTIONAL LIMITATION, or POSSIBLE FUNCTIONAL LIMITATION. A
total (1-6) is arrived at for each of these columna, and then a
DETERMINATION OF FUNCTIONAL ELIGIBILITY is made. If the SUBSTANTIAL
FUNCTIGNAL LIMITATION column totals 3 or more, then the applicant is
ELIGIBLE. If the NO SUBSTANTIAL FUNCTIONAL LIMITATION column totals 4 or
more, then the applicaut is NOT ELIGIRLE. If neither of the above two
definitive findings are eateblished, then there is FURTHER ASSESSMENT

REQUIRED.




CRITICAL ADAPTIVE BEHAVILRS INVENTORY

RBILITY STRTEMENTS

MAJOR LIFE ACTIVITY: CATEGORY . SQURCE OF INFORMATION

SELF-CARE QBSZPVATION| DOCLMENTS | AP, TCANT | INFORMWT |
IS Wo. 0 Jves. WO, 7 Ve T Wﬁ

1: Applicant feeds self independently including cutting food, 11fting
food and drink to mouth, chewing, and swal lowing wher, served 3 prepared
seal and using personally owned assistive divices if necessary.

Coments:

2: Applicant toiiets self xmnendmtll including Sransferring to toilet,
wiping self, and transferring fros toilet usm’ personally owned assistive
devices 1f necessary. If alternative sethods of urinary voiding or fecal
evacuation are applicable, applicant i1ndependently comocletes entire routine.

Commerts:

3: Applicant independently selects attire appropriate &5 to season
and activity.

Comments:

o

]

4: Apolicant dresses and undresses self indecendently including
underciothes, outerclothes, socks, and shoes, using personally owned
adapted clothes and/or assistive devices 1f necessary.

]
1]
1]
]
1]
1]
]
1]
]
]
1]
1]
1]
1
1]
1]
]
]
]
1]
»
]
]
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’
1]
’
1]
]
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]
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]
»
]
1]
]
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1]
1]
]
]
1]
]
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]
.
]
1]
1]
]
]
]
1
!

) s: Applicant bathes self indeperdently including transfer to tub or shower,
ad,mshn? rater, scrubbing, transfer froe tub or shower, anc drying, using
personally owred assistive devices 1f necessary.

Commwents:

6: Aoplicant self-adrinisters cral sedicatiors including Operant

container, obtaining correct dosace, placing sedications in south,
swallowinp (with or without liquids, as aopropriate), ard closing container,
using personaily owmec assistive devices 1f necessary,

1]
[}
'
1
1]
L]
L]
t
[
13
L}
]
»
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1
1]
)
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1
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[
[
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[
)
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]
1]
[
L]

Comments:

]

7: Apelicant's abilities 1., the seif-care category of major life activities,
35 measured by the above statesents. are functional most of the time. That 1s,
if functional abxht{ fluctuates acrose time due to the nature of tne
geveicpwertal disability, the applicant 15 1mpairec 1r self-care ! ss than

ar avvrape of one fuli cay a mont= for reasgns relatec to tne deveiopwents.

disat: i1ty

Comments:
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CATESORY 1
_ SUBSTANTIRL FUNCTIONAL LIP'TATION (One or more Statement marked No under QObservation.

——___ NG SUBSTANTIAL FUNCTIONA_ LIMITATION (Al Statesents are sirked Yes or ? under Observation, and all Statesents marked °
under Ooservation are marxed Yes ynder at leist c.e otner Source of Inforsmation.)

PISSIBLE FUNCTIONY. LIMITRTION (Neither Substantial Functioral Limitation or No Substartial Functional Limitation.

APPLICANT'S NRME: 1D+
Q ~
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CRITICAL AGAPTIVE BEHAVIORS INVENTORY

RBILITY STATEMENTS

NAJOR LIFE ACTIVITY: CATEBORY II SOURCE OF INFORMATION

RECEPTIVE AND EXPRESSIVE LANGUAGE 0BSERVATION] DOCUMENTS § APBLICANT | INFORWW™
YED. MO, 7 Jves: wu. ) IYeS. MU 7 IVES. WO

-

12 Applicant can hear and comprehend the content of ordmarz'smken
conversations in the applicant's prisary language, using a hearing aid
and/or other persorally owned assistive devices 1f necessary.

Comments:

2: Rpplicant has sufficiently intelligible speech to comunicate common
words to individuals of casual acquaintance in the community.

Couments:
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3: Soplicant has sufficient vocabulary, gramsatic ability, and/or nom-verbal
comeu.:«ratiors skills to corduct ordinary business with individuals of casual
acquaintance 1n the comsunity.

Commerits:

teleorone sucr as schwulm; persorai appointments or obtaining consumer
informatior using an amplifiec telephone ard’or other personally cwneg
assistive devices if necessary.

Comsents:

3. Applicant has sufficient sipht and reading ability to access and
comprenend ordirary written text such as in popular sagazines ard mewspapers,
using eye?lasses. dictionary, anc/or other personally owned assistive
devices 1f necessary.

Comments:

-‘-- it St R A RRL R LR TR TS, PPN R vapie (R

1
]
[}
H
4: Rpplicant can conduct a functional two may conversation over the :
6: Apolicant has sufficient onysical skills, vocadulary, ard grammatic !
abiiity to write or type a furctional letter such as a personal nmote to :
a frierd cr a response to a business or government cosmuracation, using H
eyegiasses, typew-1ter, worgp=ccessor, ara/cr other personally owned :
assistive devicee 1f necessary, '

Commerts:

7: Rpplacaat's aorlities ir the receptive and exoessive language category of '
major i1fe activities, as measurec by the above statements, are functional most :
of the time. Tnat 1s. 1f fumctiorai ability fiuctuates acroset time due to the :
nature of the cevejoomeritil disasility, the appiicant 1s 13paired in receptive :
anc expressive ianguage less thar an average of one full day a sonth for H
redsors relaten to the developmwertal aisability. H
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Comverts:

CATERGRY I
SU_oTANTIRC FUNCTIONS. LIMITATION (Ome or more Statesent markea Ne uynder Observation.

roee— NO SUESTANTIA. FUNCTIONG LIMITATION (A]1]l Statesents are markec Yes or 7 uncer Observation, and all Statements sarked 7
urder Qbservation _re sirked Yes under at least one other Source of Infor=atior.)

_ POSSIELE FUNCTIONS LIMITATION (Neirther Substantial Functional Limitation or No Substantial Functioral Limitation.)

APPLICANT'S NAE:




CRITICAL ADAPTIVE BEHAVIORS INVENTORY

ABILITY STATDMENTS

SOURCE OF INFORW:TION

NTS | APD_ICANT 4 INFORMINT
M0 TYeS M. 7 JYES. N,

MJOR LIFE ACTIVITY: CRTEBORY 111

LEARNING OESERVATION
L NG,

1: Rpolicant has sufficient hearing anc/or sipht, and sental ability to access
and cosprehend the content of ordinary television and/or radio programsing
us1ng a hearine aid, eyeglasses, and/or other personilly oumed assistive

gevices )f neceisary.
Comments :

2: Applicant has su’ficient sight, sense of touch, and/or sense of ssell to
identify common dosestic products and 1s able to explain their cowsor uses.

Coamerits:

3: Apolicant has sufficient soney skills, and sight and/or sense of touch to
ident1fy pennies, nickels, dimes, ang guarters, and to calculate the value
of any cosbination of these coins up to $2.00.

Comments:

A2 Apolicant has sufficient time skills, and sight, hearing, anc/or sense
of touch to tell the time of day tc the guarter hour including R.M. and
P.m., giver a clock or watch appropriate for the applicant ana using
mgiassts. hearing a1d, and/or other persorally owned assistive devices

if necessary.
Comments ;

5. fpolicant is able to provide a reasonably cosolete and accurate personal
history includng, for exampie, name, date of birth, place of birtn, place of
residence (1rcluding street address, city, and state}, telephone nusber,
Social Sec.rity number, nature ard cause of disabling condition, education
and/or espioyment data, ete.

Comments :

AR PR NI W I IR

6: foplicant 15 abie to state in general terws the reason for this functional
assessaent after being giver a full explanation by the intake worker.

Comments:

7: Apolicant’s abilities in the learning category of major life activities,
as seasureo by the ibove statesents, i.e functioral sost of the time. Tnat 1s,
" functional ability fluctuates across time due to the nature of tne
developmental disapility, the applicant is impaired 1n learming less than an
average of one full day a wonth for reasons related to the oevelopwental

digability.
Comments:
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CATERORY 111
SUBSTANTIA. FUNCTIONGL LIMITATION (One or more Statewent marked No under Qbservatior.

_ NO SUBSTANTIAL FUNCTIONAL LINITATION (A1l Statesents are sarked Yes or / under Observatior, and all Statewents markeq ?
wder Observation are sarked Yes under at least one other Source of Informatiorn.)

POSSIBLE FUNCTIONAL LIMITATION (Neirther Substantial Functional Limitation or No Substantial Functional Limtation.)

1De:

APOLICANT'S NOME:
Q

IToxt Provided by ERI




CRITICAL ADAPTIVE BEHAVIORS INVENTORY

' ABILITY STRTDENTS

MRJOR LIFE FCTIVITY: CATEGORY IV SOURCE OF INFORMATION

MGBILITY OBSERVATION| DOCUMENTS ZS_ICONT ) INSCRRON
YES. N [Yeo: NU: 0 Ve Mo T [ iz Av

1t Applicart moves about inde, .ndently and safely within both indoor and
outdoor environmsents using a wheelchair, crutches, braces. ~ane, and/or
other personally owned assistive devices if necessary,

Comments:

P A P —
e om

: Rpplicant gets up and down low curbe up to six inches high :ndepencent]
anc safely using wheelchair, crutches, braces, cane, and/or other persoml{y
oomed assistive devices if necessary,

{omments:

3: Applicant is able to pick up a towel frow the floor us:ng personally
owned assistive devices 1f necessary, -

Comments:

4: Applicant pets in and out of bed independently and safely using pe~sonally
owmet assistive devices if necessary,

Comments :

Te muwrles *% ve "% co or{en vo 0o vr qu vofve TT oe v -
- e we

3: Applicart independently and safely operates ordinary household equipwent
such as TV, radio, over/range, vacuus cleaner, etc, using personally
owred assistive devices 1f necessery,

Comments :

6: Rpplicant crosses streets witn light traffic and/or streets mits traffic
lights independertly anc safely.

Comments:

e we vw wcler cn vr vucn o vulow wu o
- - ee vr N v e v v

wlom vw ve *o va =

- wn wedoe ne e v ve o e

7: Apolicant gets in anc out of his/her place of residence indepencently
and safely, including locking and unlocking doors.

Comments :

v Rpplicant's abilities 1n the wobility category of major life activities,

a aeasured by the above statewents, are funciional most of the time. That 1:,
if £ ctioral abxht{ fluctuates across time oue to the nature of the
oevelopmentai disability, the applicant 1s imoaired 1n mohility less than

an average of one full day a month for reasons related to the developsental

disability.
Corvents:
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CRTEGQRY IV
. SUESTANTIAL FUNCTIONSL LIMITATION (One or more Statesent marked No under Observation,

— . NG SUBSTANTIA. FUNCTIONAL LIMITATION (R1I Statesents are marwec Yes or ? under Observation, and all Statesents marveg °
uncer Observation are sarked Yes under at least ome other Source of Inforsatior,)

e POSSIBLE FUNCTIONA LIMITATION (Neither Substantial Functional Limitation or No Substantial Functiora! Limtatior.)
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CRITICAL ADAPTIVE BEHAVIORS INVENTORY

2: Applicant mabes essentially independent major life decisions such as choice
of type and location of living arrangesents, sarriage, ard career choice.

o
o RBILITY STATDEMTS
MAJOR LIFE ACTIVITY: CATESORY V SOURCE OF INFORMATION
® SELF-DIRECTION ORSERVATION} DOU'MENTS | APSLICANT | INFORWNWT
TN 3 (VRS NG, TIVES RG: T [VES. NO:
11 Rpplicant sakes essentially independent daily personal decisions ; : !
regarding a schedule of activities including when to get up, what : : H
todo (e.g. work, leisure, home chores, etc.), and when to go to bed. f ' '
® Comments: !: .: :

Comments:

. 3: Applicant possesses adeauate social skills to establish interpersonal
relationships with frierds and/or relatives.

Comments:

4, Rpplicant makes esseniiclly independent daily personal decisions regarding
® diet including wien to sat, where to sar, and what to eat.

L
[}
'
1
1]
1
)
]
1
L
[
1
L
1
)
1
[
[}
'
]
L}
]
[
]
L]
]
L}
1
1]
1
1]
]
1
)
[
L
[
[]
1]
'
'
1
1
[l
L]
1
1]
[]
[
&
]
[]
'
[l
+
[]
'
[]
'

e we recm cn ar ca]en on e -
Ll DR LR L it EET TIPS RIS s uua

I
.
’
L
1]
L]
[l
L]
’
L]
[]
1]
1
»
v
[
[]
1]
1
1
1
1]
1
1]
[}
L]
1l
L}
[
L
1
)
L]
'
1
)
)
1
1]
'
1]
L
’
L
]
1
1]
L
1]
L
[
1]
]
.
1
1
1
1]
1
1
]
1
[]
[]
"
L]
]
L]
[l
L]
]
13
1
'
1
1
1
.
t
'
1
1]
1
L]
)
L]
[]
'
'
[]
[
»
L}
[]
'
[]
¢
[]
'
[]
[
[]
+
]
’
[
]
.

'
1
]
L
1]
L]
[]
1]
'
L]
*
L]
1
[]
¥
'
]
L]
[}
1]
]
L}
1
L]
'
L]
[]
L
[}
'
1
'
[l
L]
[}
'
[l
3
"
'
1
'
]
]
]
.
1
1]
[
[
[
'
]
1
)
.
1]
'
]
L}
1
1]
»
]
[
[
)
L]
]
'
[]
v
1]
[
]
L
]
[
T
L
'
‘
'
1
1
]
'
]
'
[]
[]
'
'
1]
'
[
'
[]
'
[
L
[]
'
[l
[]
.
3
]

Comwents: 3'
; - ’
S. foplicant is essentially independent in managing personal finances includin) i !
saking uecisions'ngardmg aliocation of finarcial resources and keeping trach : ’
° of financial obligations. : } k4
Coments: H E _{
6: Rpolicant is capable of self-referral for routine medical and dental ~ ; :'
theckups and treatwent including selecting the doctor, arranging for : :
an appointaent, and providing a medical history as necessary. E E
o Commerits: ' ! E
7 E T
7: Roplicant desons{rates sufficient assertiveness skills to expres:s persora!l : ! I
opinions, requcst assistance wher. needeg, arc protect self from exploitation : ' v
| by others, . E : '
® Comments: g :: .: ': .
: : : ; H ~
8. Applicant's abilities in the self-direction category of major life H ' I
activities, as measurec by the above statement,, are functional most of the : ' P!
time, That 1s, 1f functiona! abiiity fluctuates across time due to the nature : H .
of the developwental disab:iity, the applicar® 1s imcaired less than an average : ! I
of one full d2y a month for reasons related tc the developeental disability. : : E i
L Coments: : : P

CATEBORY V
_ SUBSTARNTIAL FUNCTIONS. CIMITATION (Ore or sore Statewert sarkeo M under Observation,

L NG SUBSTANTIR. FUNCTIONS LIMITATION (Rii Statesents are marked Yes or 7 under Ovservaticn, and atl S.avceerts marked ?
unger Opservation are marked Yes urder at least ore other Source of Informaiiun.i

POSSIBLE FUNCTIDNGL LIMITATION (Neither Substantial Functional Limitatior or Mo Substantial Functinral cimitation.)
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RBILITY STRTEMENTS

CRITICAL ADAPTIVE BEHAVIORS INVENTORY

ARJOR LIFE ACTIVITY: CATEBORY VI
CAPRZITY FOR IRDEPENDENT LIVING OR ECONO¥IC SELF-SUFFICIENCY

DESERC" 100

SOURCE OF In=0RM<T 10N

ADAL ICANT

INSORmaN™

Ye5: W$7

ES. NU 7

t5: N

T

1. Rpplicant independently prepares light meals on occasion.
Comments:

2: Apolicart is amare of a variety of comeurity activities such as
religicus services, continuirg education, sports. vclunteer orgamizations,
sovies, snopping, visiting friends, etc. and independently selects and
participates in at least ore or. a regular basis.

Comments:

3: Rpplicant can be ieft alone for periods of tise up t> 24 hours without
being considered tc be at risk.

Commerits:

4: Applicant is able to state in general terws severa! requireserts
of being a good worker, such as being proept, atterding reguia-i,
supervision, getting along with coworkers, etc.

Comments:

accepting

S: Rpplicant is able to state severa. aoorcaches to finding a job, such as
geing to &r ewployment agercy, responding to acs, using personal contacts, etc.

Comments:

6: fpplicart is able to state a vocatioral preference and gescribe
with reasonable accuracy the ecucation and skilis recuirec.

Comnents:

7: Rpplicant desonstrates 1nsight regarding the obstacles to indeserdent
living anc/or employment consequent tc the apeiicant's disability.

; Comments:

8. Rpalicant's abiiities in the capacity for 1nceserdent living or econowic
self-sufficiercy category of sajor life activities, as measurec by the above
statements, are functiona! most of the time. That 1s, 1f functiore! aoility
fluctuates across tise due to the nature of the ceveicpmerta. disadility, the
applicant is 1mpairec in capacity for indepercert iiving or ecorceic
self-sufficiency less thar an average of one fui. dav a month for reasons
reiatec to the developrentai dxsabx?xty.

Comments:

L)
[ ]
[] []
' '
] )
[ 3
] []
) [}
[] '
’ ’
[ [
' '
] []
. '
) )
' ’
] [}
’ '
4 +
’ '
13 )
] ]
L )
1] L]
] +
1] 1
1 [
’ '
] []
L] 1]
) )
s '
) )
[} )
[l ]
[ ]
1 )
] [
[ [
» L]
[] []
1] ]
] 1
1) 1
] )
1) »
) )
] '
) )
' i
] [
[ i
[] [
1] L]
[] [
' [
[l ]
' '
[l []
[ '
+ t
H 1
) 1
[ [
T v
] ]
[] 1
[} *
[} )
' ]
. 4
' ’
1 ]
) t
t 1
1 3
t '
' )
[l 1
' '
t )
) )
[] ]
' ’
[} )
3 )
] [
) [
1 +
’ '
! )
) t
] ]
s '
) )
+ )
1 )
' '
’ ]
’ s
] '
] 3
] []
+ [}
i ’
» ’
. ]
' '
'

)
)
'
L]
’
'
L
]
’
[
'
[]
'
'
L
13
'
]
'
[}
'
[]
'
[]
[
[
1]
)
]
1
'
[]
'
]
3
[]
»
)
'
[]
'
)
"
3
’
L
3
1]
’
[]
[
B
1]
]
'
1
]
)
'
)
]
}
)
)
]
'
[]
'
'
)
1]
’
t
[
1]
[
?
)
[]
'
]
]
)
]
1}
[
1]
[
[]
1
)
]
]
]
’
[]
'
]
'
[]
'
]
s
'
]
)
"

[
]
L]
[]
[
[]
'
[l
[1
4
]
[]
'
)
)
]
]
.
’
[]
'
’
i
]
)
)
]
)
]
'
]
[]
'
[]
'
v
)
1
’
[
"
1
1]
v
"
[]
'
[]
’
1
’
]
'
1
"
[]
'
)
.
[l
[]
[
I
[
]
’
]
'
]
)
[]
'
[]
[
.
[
¥
"
[l
L]
4
’
)
¥
[]
l
[
[
L
)
[]
’
[
’
]
’
)
]
[]
'
1
’
'
3
]
’
1
.

CATEBGRY VI

. SUESTANTIAL FUNCTIONA. LIMITATION (One or more Statewen: marked Nc under (Observatior,

NG SUEGTANTIAC FUNCTIONR. LIMITATION (Rli Statements are markec Yes or 7 uynder Observation, and all Stateseris ma-ke: ?
unaer Opservation are sarkec Yes undev at least one other Scurce of Informatiorn,)

ID&:

QPP_ICANT'S NYE:
Q

_ POSSIBLE FUNCTIONAL LIMITRTION (Neither Supstantial Furctioral L.mitation or Mo Substantiai Functional Limitation.)
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CRITICAL ADAPTIVE BEHAVIORS INVENTORY

o
SUPRRY SHEET
SUBSTANTIAL | NO SUBSTANTIA. POSSIBLE

: MAJOR LIFE ACTIVITY FUNCTION. FUNCTIONY, FUNCTIONA
o LIMITATION LIMITATION LIMITATION

CATAGORY I: SELF-CARE

OATABORY I1: RECEPTIVE AND EXPRESSIVE LANGURE
. -

CATAGORY III: LEARNING

CATABORY Iv: MOBILITY
~. CATAGORY V: SELF-DIRECTION

CATAGORY VI: CAPACITY FOR INDEPENDENT LIVING OR ECONOMIC SELF-SUFFICIENCY

TOTALS

o

SUMMARY COMMENTS:
o

~ ~
o
o
o Intake Worker's Name Intake worker's Sigrature Date Rssessuent Lomnletec
DETERMINATION OF FUNCTIONRL ELIBIBILITY
ELIBIBLE (Substantial Functional Limtation 1n 3 or wore Major Life Activ ., catagories.)
9 . NOT ELIGIKE (No Substant:al Functional Limitation tn 4 o~ more Major Life Activity catagories.)
FURTHER ASSESSMENT REQUIRED (Neirther Eligible or Mot Eligible.)
APPLICANT'S N : ID:

®ERIC = Q
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Attachment E .

HABS (HAWAI! ADAPTIVE BEHAVIQR SCALE)

SELF-CARE
1. Ues of Table Utensils (Cizele only ONE)

3.

"Sits on toilet sest without
.Uses toilet tisaue sppropriately

Uses knife and fork correctly and nestly
Uses teble knife for cutting or speesding
Feads self vith spoon snd fork - neatly
Feeds self vith spaon end fork - consid~
eTable spilling

Feads self vith epoen = nestly
Feads self vith spoon - considersbls

" spilling
Teeds self vith fingeTe er muet be fed

Drinking (Circle only oNe)

Drinks witheut epilling, helding glase a
ene hand

Drinks from cup otv glsss unaseisted-neatly .

Drinks from cup or gless unassisted
conaidstable spilling
Does a0t drink from cup or gslass vnassisced

o Ll ] v

Tsble Xanners (Check ALL statements vhich spply)

Svallovs food without chewing
Chevs feed vith wouth epen

Drope. foed on teble sr fleor
Uses nspkin imcorrectly er not st
Tslks vith seuth full

“ebes food off othera' pistes
Ests tos fast er too slow

Plays {n food with fingers

sll.

Does not epply, ec.g., because he or she 2s
Vedfsst, and/or has 1iquid food only,
(If checked, enter "0" 1n ths squets to
the ﬁ'ht.)

8 winus number checkad = geore for thie
iten. :

Tollet Training (Cirele only o_n)'

Never had tefllet sccidents

Never had tollet sceidents during the day

Occasionally has toslet sccidents during
the day

Frequently has teflex secidents during the
day

Vot toilet trained at all

L

o PNws

0

(.

Washing Hands and Face (Cheek ALL ststeaents vhich app1-

Vashes hands with sosp

Vashes fsce vith sosp

Vashes hands and face with wster
Dries hsnds snd face

Add tots) checked

7. Bathing (eirele only ONE)

Prepstes and completes bething unaided

Vashes and dries self Completely withoue
prompting or helping

Vashes snd dries self Teasensbly well with
prompting

Wsshes snd dries self wich help

Attempts to s02p and wash gelf

Cooperstes vhen being vashed and dried by
others

Makes no sttempt to vash or dry self

Mas strong undetarm odor

Doas not cha-ge undervear Tegulsrly by eelf
Skiu 1s often divcy &f noc aseieted

Doas net keep nails by gelf

Do not apply, ¢.g., deatause he or shs s
completaly dependent on othera, (12
checked," enter "0% in the squate to the
right,) )

= 1]

LA ]

(-] Lol o K ™)

8. Pertsonal Hygtene (Gu,dt ALL statementa which apply)

4 atous munmber checked - geore for this 7

iten,

9. Tooth Brushing (Cirele cn:ly one)

Applies toothpasts and brushes taeth with
up and doewn motimm

Applies toothpasts and brushbes tsech

Brushes teeth withest help, but camnot
2PPly toothpaste .

Brushes teeth with supervision

Cooperates 1a having teeth brusiod

Makes no sttampt to bruah teeth

10. Menstruation (eirele only ONE) (For wsles,

Self=Catre st Tollet (Check ALL s.atement: vhich spply)

lovers pants st the tollet vithout help
help

Flushes toilet after use
Puts en clothes withaut help
Usshes hands without help

Add tots! checked

1
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eirele "no mens truation”™)

No menstruation

Caze for salf completely for wenstruation
vithout sssistance or texinder

Cates for self reasonably vell during
menstruation

Relps {n changing pads duting menstrustien

Indicates pad needs changing during
menstruetion

Ind{cates that wenstruation had degun

WL1l not care for self or seek help during
menstruation

a7
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11.

.

.
e’
:

Drassing (Circle only ONE)

Conplstsly drssass sslf

Completely dreasss sclf with verbal
prompting only :

Dresses sclf by pulling or putting on sll 3
clothes with verbsl prompting sad by
fastening (zfipping, buttoning, snapping)
them with help

Dresses self with help in pulling or 2
putting on most clothes and fustening
then

Ceoperatss whan dressed by extending srws 1
"ot legs

Huet be dreseed completely (V)

»

Undressing st Approprists Times (Cirele caly ONE)

Completely wndresse: ssif s

Conplutely undresses self with verbal &
prompting enly 4

Undressee self by unfastening (wmzipping, b}
unbuttening, unsnapping) clothss with
Rhelp and pulling eor taking them off with
vsthal prempting

Undvecsee self vith help in wafastening and 2
pulling or tsking off mest clothes

Cooperates whan undresscd by extending sras L
or legs

Must be completaly undresecd 0

Sheee (Check ALL statements vhich apply)

Puts on shoss corvectly vithout gssistsnce
Remeves choes vithout assistsnce

Add total checked

—

Jotsl Self-Care Score =ié = Substantiel daflete _

LANGUAGE

o,

2.

,Indicstes hungor

Cosplex Instructiens (Check ALL etatemaats vhich spply)

Understsnds instructions centeining prepesitions,
€. 2. "on", "in", "behind™, “under”, ate.

Underatands instructions referring to the order
in which thinzs wust be den., s.g., "firse
do=then do"

Undetetsnds instructions requiring a decisien
-If-. " ‘ht.. N‘ i! not, d°.-

Add tetal chacked 1
Preverbal Expreesion (Check ALL ststements vhich apply)
Neds hesd or salles to express hsppiness

Indicates vwsnts by pointing or vocsl noises

Chuckles or lsughs vhen happy

Ixpressss plsesure or snier by vocsl neises

Is sble to say st least s fev vords (Macer “§"
1f chscked, regsrdless of other items.)

Add cotsl .cheehd

0 L
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4,

3.

1.

2.

3.

Articulation (Check ALL ststements vhich apply--if
no spssch. check "Nona” end satsr "0" in ths siuars)

Spssch is lov, wecak, whispared or difficult to hear

Speceh is slovsd, deliberate, or labored -

Specch is hurried, ecceleratsd, or pushsd

Speaks vith blocking, halting, or other irregular
{ntsrruptions

None of ths sbove

Add totsl checked
Sentencss (Circls only ONE)

Sometinee usse complsx sentsncss conteiming
"Lecsuse™, "but”, ete, 3
Asks qusstions ueing words such ss “why", “how",
“mt“l [1{ 1 1
Spcaks in eimple santencees 1
Spesks {n primicive phrssss only, or is non-verbal ¢

Mord Usags (Circls only ONE)

Talks shedt action vhen descriding picturss
Nsmes people or objects whan describing picturas
Namoe familiar ebjects

Asks for thing by their sppropriste names

Is nun-verbal or nearly non-verbal

OreNw s

Total Spesch Score =513 = eubstsntial deficit

LEARNIHG

Numbers (Circls only ONE)

Does eimp’e sddition snd subtraction

Ceunts ten or more objeccts

Hechanicslly counts te ten

Counts two objccts by saying “one...two"

Counts two objects by ssing "ons...tve" or "a lot”
Has no understanding of numbers

O re sl 0

Reading (Circle only oNE)

Resds books euitsble for children nine yests or -]
older

Resds books suitable for children seven years or &
oldar

Resds simpls storics or conmics

Reade varioue signs, e.g., "NO PARKING", “ONE Wat”,
"MEN", "WOMEN", ete,

Recognizes ten or mors words by sight

Rscognizes fsver than ten words or sone st all

O e N (%]

Writing (Circla only ONE)

Writes senaible and underrcandable lettars
.Writes shert notes snd memos

Wyricss or prints ferty werds

Vrites or prints ran vords

Vrites or prints owvn name

Cannet writo nr print any vords

QOF 0o S n




4. Tim: (Check ALL ntstements which spply)

Tells time by clock or watch correctly to ths
ninute

Understands time {ntervals, e¢.8., between "3:30"
and "4:30" ss "qusrtor past nine"

Asgocistes time on clock with various sctions and
events

None of ths sbovs

AdQ total checked
S. Tize Concept (Check ALL statements vhich apply)

Nases the days of ths veek

Refers correctly to ‘morning”™ and "sfterncon"

Undarstands difference between day-week,
winute=hour, menth~yeas, etc,

Nene ¢f the ebeve

Total Lesrning Scere =12 = nubatantial deficit
MOBILITY
1. 3Jedy Balance (Circls enly ONE)

Stands on “tiptoe" for ten seconds 1if sskad
Scande o8 ome foet for tvo gsaconds L€ gsked
Stands vithout suppert

Stsnde with support

Sits vichout support

Can do none-of the sbove

| Tl

CHNWLIWV

2. Valkiag and Running (Check ALL etatements wvhich spply)

VYalks slons

Valke up and down stsirs slone

Walks dowvn atairs by slternmating feet
P-ns vithout falling often

Hops, skips or jumps

Add total checked

DI

3. Control of Hends (Check ALL statcments which apply)

Catches s bsll

Throws s ball everhand

Lifets cup or glass

Craspe with thumbh snd finger

Add cotal checked °

Total Mobility Score <6
SELF DIRECTION
1. Initistive (Circle only ONF)

‘Initiates most of ovn activities, w«.g., tasks,
gmmes, etc.

Asks 1f chare ia something to do, rr explores
surroundings, ¢.§., home, yard, etc.

W1ll engsge in activities only if assigned or
directed

Will not engage in assigned ~ctivitics, e.g.,
putting avey toys, atc,

—
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5 B

A,

.

6'

o
Passivity (Check ALL statements vhich apply)
aas to be wade to do things o

Has no ambition

Scems to have no intsrest in things

Fintshes tisks last because of wasted time

Is unneceasarily dependent on othere for help
Hovement {s slov and sluggish

LHETH

Doecs not apply, e.g., becsuse he or she e totslly o
dependent on others. (If checked, enter 9" ia |
the square te the right.) |
6 minus number checked = geore for this ften, /[ ‘

Ceneral Responsibility (Circle only one) -

Very conacientious snd assumes much respenaidilicy~
wakss & apscisl effort, ths assigned activities
ars slvays performed 9
Ueuslly depandable-—makes sn effort to carry out
responsidility; one can b« roasonsbly certain
that the assigued activity will be performed 2
Unrelisble-—makes 1ictle effort to caTTY out
responsibility one {s uncertsin that the

ssaigned sctivity will be performad - 1
Hot given vesponaibility, is umable to carry out
rsaponsidilicy st sll @

Attention (Circle only ONE)

Vill pay sttantion to purposeful gctivities for more
than fifeeen minutes, e.g., playing gemes, reading

cleaning -up &
Vill pay stteation to purposeful activities far at
least fifteen minutee :@

Will poy sttention to purposeful activities for z¢
lesst ten minutes ’

Will pay accention to puvposcful sctivities for ac
least fivo minutes ?

Vi1l not pay sttention to purpossful activities for
ss long ss five minutes

-

o

Porsistence (Check ALL statements vhich apply) o

Becones ensily discoursged
Falls te® carry out tasks
Jumps from one activity to another

Needs constant encoutsgement to complete task
None of the above

RRRE

o
Does not apply, e.g., because ha ot she is totally
incapsble of any organized sctivities. (If checked,
enter "0" {n the square to tho right.)
4 airus number checked = gcore for this item. .

Leisure Timc Activity (Check ALL statements vhich sppl;

Organizss leisurs tize on s fairly ccmplex level, e.g.,
plays billiards, fishes, etec. :

"Has hobby, e.g., painting, embroidery, collcecting

atamps or coins
Organizes leisure time adequately on & simple level,
¢.8., vatching televisfon, listening to phono-
graph, radio, ete. -_—
®

Add total checked C...




7.

®LRIC

IToxt Provided by ERI

2srsonal BaJongings (Circls ouly ONE)

Sary depandabla~—~slvays takes care of pesrsonal
balongings

Dsuslly dapendable—~usually cekes cars of
bdalengings

Unraifsble==saldom takes carc of

Kot respensibls at sll—dees not
persensl belemgings

personsl

psraensl belongings
take cars of

Ceeperatien (Circls eanly ONE)

0ffars sesistsnce ts sthers

1s villing te halp {f saked

Saver belps ochare

Consideration for Others (Check ALL stetements vhich

Shovs Intarast ia the affairs of schere
Takes esre of others’ belengings

Dirscts or masages the .ffeirs eof others vhea needed
Shevs considarstion for ochers’ faelings

<4

Add total checked

QO N w

2
1

0
spply)

Wi

dwateness of Others {Check ALL statemeats which apply)

2ecognizes ova fanily

Racogaizes peeple other chin family

Rss infermaties abeut ethers, 0.8., Job, address,
telatien o self

Eaovs the names of pevple clese to e, o.g.,
tlassmstes, nsighders

Znovs the nemas of peepls net vogularly eacountarsd

4Add tetal checked
Intaractien wicth Others (Cirele emly oxe)

Iateracts with sthars in greup gemas or sctivicy
Interacts with others for at lesst a shett period of
tise, a.g., sheving or offering toys, clothing

oT ohjects

Interects vith others initstively with 1ictla
4nteraction

Dees not Tespend te othars ia a secially acceptsdls
msaner

Participation in Croup Activities (Circle ealy ONE)

Iaitistes growp activities (legdar and eTgmniser)
Participates {s gresp activities spontaseeusly and
eagarly (sctive perticipent)
Participaces in grewp sctivicies 1f

se (passive participant)
Pess not participate in grewp ectivities

sncoursged co do

Selfishness (Check ALL ststements vhich apply)

‘Rafusss te taks twrns

Dees met shsrs with othars

Cete mad 1f ha doss not gee his way

Iatarrepts aide or teschsr vho s helping another
persoan

Dees net apply, s.g., becauss he or she hss ne social
intsrectien or 1s profewndly withdrawm.
enter “0% fa che squars to the right.)
4 minue gumder chacked = gcors for this item.

IR

OrF N w

(1f chacked,

—
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14, Social Matyrity (Cheek ALL stazements vhich apply)

Is too faailisr vich strangers

Is s{raid of strangers

Duss snything to make frisnds
Likss to hold hands vich evaryoms
Is st semeena’s slbev censtantly

Does ot spply, s.g., hecauss ha sr she has e gocis
(1f chec

interscticn or 1a prefewndly vithdrava,
enter "0" in che squars te ths right.)
3 sinus mumber checked - gcors for this {cem.

+Tecal Self Dirsceion Score
30 = gubstantial daficit

Ixoere pENT LIvING
1. Senss of Directien (Circla enly ove)

Goss s fev blocks from hespital et schoel
ssvatsl blecks frem heme witheut geceing lost

Coss sreusd hegpital ground or a fev blecks from
bowe vithout gecting loet

Goes sreuad cettage, vard, or hewe slene

Gets lest vhensver leavisg eva living srea

2.

Drives car .

Rides oun leng discancs bus

Rides in taxi {ndependently

Rides city bus’ for wafemiliar journeys
independancly

Rides city bus for /miliar jeurveys independantly :

‘Add ‘totel chacked
Honey Handling (Circls only ONE)

Usss bank fecilities indspendently

Makes changs corrsctly but does not use bank
facilicies

Adds coins of verisus dememinaciens, up to eme
follar

Uses meney, but does met maks chenge eotrectly

Dees net uss monsy

Budgezing (Chack ALL statemancs waich spply)

3

4.

Saves money or tekans for s psrticulas purposs
Spends monay vith some plaaning
Concrols ewn major expendituras

Add totsl checked

S. Errands (Circls only ORE)

Coes to several shops and spacifiies different fters f

Goes te one shop smd specifiss ons it

Coes o8 grrands for simpls purchasing without a
aote

Coes on arrends far simpls purchasing vich s nets

Caznot be aent on grrands

109

ground or

Public ‘!tu;”m:m (Ch ck ALL statements vhich ap-

or plase independencly =

L A |
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6. Purchaing (Cirele only f2019)

Buys vll evn clathing

Buys eva clething sccassoriss

Makes niner purchases vithout tolp (cendy, softc

drinke, ste.)

Doss shopping with slight supervision

Docs chopping with eloso supervision

Doss no shiopping
7. Reen Clesning (Circle only onrE)
Cleans teem well, e.g., svasping,

tidying
Cleens room but not theroughly
Dees net clesn roem st sil

dusting and

8. Lawndry (Check ALL etetcmants vhich epply)

Vashes clething
Dries clething
Tolde clething
Ivons clothing vhen sppropriots

Add tetsl chackad ¢
9. Tadle Sstting (Cirels only ONE)

Tlaces 51l esting uteneils,
salt, pepper, sugsr, ete.
Places plates, glasses,
lestnad
» Tlsces ailver, pletes, Cups,
Dees net set table o= g1t

%8 vall ae napkine,
in positions learned
ond utensile tn pesitions

Qte. on the teble

10, Maal Preparstien

Prepiras an adequate complets mesl (may use cenae
ot frossn food)

Hixes and cooke eimpls food, 8.8., fried e~gs,
aakes pancskss, ceoks IV dinners, stc.

Preaparas simpls foods Tequiring no mixing or
tooking, e.g., ssndviches, coid cersal, ete.

Doss not prepara food at sll

11, Tabls Clesring (Cirelo only OKE)

Clears tables of dregkable dighes sad glassvare

Clests teble of unbreskable dishes and silverwvars

Doss mot clest teble st g1l

12.  General Demestic Activicy {Check ALL scatementa

vhich apply)

Vasheg dishes

Makes bed nastly

Helps with household choccs vhen asked
Does housshold tesks Toutinoly

- Add total checked

. Telaphons (Chack ALL atatements which apply)

Uses talephons directory

Uses pey telephone

Makes telephone calls from private telephone
Anavers talcphons sppropriscely

Takes taliphone wossegen

Add totsl checked

ERIC

IToxt Provided by ERI
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14. Miecellansous Independent Functioning
(Chack ALL ststemants vhich spply) J
Prepares ovn bed ot night . )
Cocs to bed ungeststed, 0.8.» gotting in bed, |

covering vith blanket, ste.
as ordinsry control of sppetite, ests modsrataly
Knovs postsge vates, buys stemps from Post Office
Looks sfeer pereonal health, s.g., chenges wet

clothes -
Desls uith gimple injuries, s.g., cucs., burns _
Xnews how and whars to obtein & doctor's or .‘

denciet's help -—
Knows sbout velfsre fecilities in the comunity -
Add total checked —
Totsl Indepandant Living Scors

R 28 = gubstantiel daficic Y

ECONONIC SrL.y SUPFICIENCY

\

1. Job Complexity (Circle only ORE)

Perforas s Job vequiring use of teols st machinery, -

© @.8., shop work, seviag, ste. 2

Parferns atmple werk, 8.8., simpls gardening, o
mopping floor, emptying trash, stc. 1

Parforms no work at a1l 0

(If cireled, go on to Item &)

2.  Job Perfermsnce (Chsck ALL statements vhich apply)
Endangers sthers bacsuss of csralessness —
Poss not take cere of tools -0
Is & vory slow vorker . -
Does eloppy, {nsccurate work -

§ minus nusbor checked - scors for this ttes —

3.  Work Habits (Check ALL statemancs vhich appl,) o
Is lats from vork without goed raseon —
Is often absent from work —
Doca not complote Jobs vithiut constant

enceurngemont —_
Leaves work station vitheut permizgion —
Crumbles or gripes sbout work —9
3 minue number checked - gcors for thin icen C

4, Employsbilicy (Circlq only ONE)

Pully employed = 6 months or mors Ll
llas boen fully employed for § manths or more in past
llas worked {n sheltered varkshop 6 manchs or more @
NeveT cnploysd/ewployed lees than 6 monthg ‘
Total Econontc Self Sufficiency Scors v
substantial deficic -
®
. o
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