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+ Assistin pcl:cy makers to zmpfement changes
in statulory, regulatory and administrative
systems to increase consumer focus

Through work with numerous state human
services agencies and developmental ‘
- 'disabilities planning councils, HSRI has

* assisted in moving service systems away f from .

rigid regulatory constraints toward

- agreater service enhancement focus. Key
actions have included modifying licensing
statutes, developing program monitoring

- methods focused on the concerns of .

consumers and families, involving them in
monitoring activities, and expan ing the
discretionary authority of case managers to
allow for greater consumer choice.

+ Conducting consumer and fam:fy focused program " g

evaluahon

HSRI staff members are comrmtted to
consumer and family empowerment and
strive to integrate these perspectives into -
more traditional evaluation methodologies.
This approach ensures that program - .
performance is assessed on criteria that are

important to service users as well asto servxce' -

providers and funders.

4+ Designing and assisting wzth the zmplementatmn ’

of technical sy ystems.

HSRI has worked wnth states and localmes
to develop sophisticated systems for such .
technical activities as planning, budgeting,
F{Ssonnel and quality assurance. Underlyi
RI's design choxces is the desire to urge

orgamzanons to be more responswe to people . '
with disabilities and their families. Financing .

and payment systems move from rigid, -

provider-controlled models to those that are " ot -

more flexible and consumer-controlled.
Professionally-dominated quality assurance

- systems reinforcing the status quo are altered EE

. to become systems that promote a learning
environment, worker investment in service -
( 1mprovement creanvxtyfand mnovatxon

st e e i

AR Enhance the capacity of
~ communities to build supports

.

Ah agency whoSe Vmissi‘on is to:

<>- Support people with disabilities
“’and their families in their efforts :
.~ to improve the quahty of their

~people with disabilities and
- their famlhes :

Human
 Services
Research

Instttute

lives; and

that are responsive to the
aspirations and preferences of

ﬁ 2336 Massachusetts Ave.
Il Cambridge, MA 02140
HXR 617) 876-0426




.. Who Are We?

The Human Services Research Institute L

(HSRI), is a non-profit, tax-exempt i

{ corporation that was founded in 1976 to*

improve the availability and quality of -

supports for people with disabilities. ~~ - .

HSRI has three geographic locations, with
its main office located in Cambridge:

< Human Serviceés Research Institute
2336 Massachusetts Ave.
Cambridge, MA 02140 -
(617) 876-0426 - '
Contact: Valerie Bradley - .

"¢ Human Services Research Institute B

~ 525 Glen Creek Rd. NW (230)
Salem, OR 97304 Lo
(503) 362-5682°
Contact: John Agosta

- ¢ Human Services Research Institute *

7910 Woodmont Ave. (912)
~ Bethesda, MD 20814 i

(301) 652-0598 -
- Contact: Mady Kinmich

* Staff at HSRI have been working on
systems change and policy studies
concerning disability issues for the past =
17 years. Its staff have been observers of

-and participants in the great changes that |

- have characterized this field. HSRI staff

strongly support efforts to improve.

community centered responses to

. disability, leading to service approaches
_that are consumer driven and most apt to

result in increased independenceand

productivity among service recipients.

. *""" Toward achieving our mission, HSRI* - "~

P

. ‘engages in the following activities: .

+ Fostering collaborative plimni'ng iirnong multiple

~ agencies and constituencies.

" HSRI works with state, local and community©

leaders nationwide to build and support
working coalitions and inclusive :

- communities. These collaborative efforts
nurture leadership, facilitate actionand .. -
create a safe arena for discussion. D
Collaboration is designed to-facilitate the
shift from centrali rule-bound

. organizational structures and management -~

.. systems to decentralized, consumer-
. responsive systems. . -

'+ Providing technical supyort to grass roots = |

- organizing efforts.

"'In numerous states, HSRI has provxded R

information to people with disabilities, their -

+ :
~ . knowledge of the field to educité policy idkers. -

What Do We Do? . .-

Lo Thrpugh its extensive coni's{iltation in almost

* forged a rich network of relationships with
L - leaders in human services. Atthe heartof
* this network, HSRI sustains a comprehensive

- .. knowledge of current activities an
- and uses its seasoned analyses of these

- of writteri materials, interviews and citizen
“forums. Through accessible community

__ input from a broad range of concerned

* families and others regarding various means " -~ .

" for delivering services, has worked with -

families to organize statewide-networksand - _- .

to reach a%reement over their goals for
system en

. and preferences.

4+ Conducting tra'iningvcveitts and forums that-
-~ foster the inclusion of people with disabilitics as
", contributing community members.

In several communities HSRI has worked
with citizens and community organizations =
to take the lead in bringing people with -
disabilities into full mémbership in their -
communities. Through training and
planning activities, the communities, not -

. agenciesor systems, have emerged as the
primary agents of change.

ancement, and has assisted them ;.x_i::,
to educate policy makers about their nceds - =+ .

* . practice and how to reform systems accordingl

* examining innovative efforts, conducting

-and foster the implementation of "best

_ their families. From these varied efforts
emerges an analysis of the current system,

* .and a practical workplan to move the ’

. jurisdiction toward its vision. . |

- consumer-driven quality indicators, and

Sharing information from our cumulative . .

every state, and internationally, HSRI has

academic, governmental and consumer

trends

trends to stimulate professional exchange

pra'ctices.", . e
A:tafyzirtg disability policies and identifying
opportunities and options for change. '
In.niimerous states and localities, HSRI has
been involved in examining current

disability policies and practices, to uncover
ways to improve services to people with .
disabilities. Core activities include analysis

forums, HSRI not only obtains valuable

parties, but also initiates an essential
collegial process among policy makers;
providers, and people with disabilities:and

Trac@:i:i g itatio;iaf trends and contribitting fo
new thinking about what constitutes best

HSRI has engéié;ed in nationally significant [
rojects related to reform in system design}
rom family support to personal assistance
services to s'tg:opo'rted employment. Key
actions include analyzing existing policies,

surveys and public forums, developing

conducting institutes and conferences to
disseminate new ideas and
stimulate discussions among
a broad range of participants.



TECHNICAL ASSISTANCE

The Institute provides technical assistance to schools, human service organizations and businesses in the
development of innovative person-specific educational, employment and living options for individuals
with significant disabilities using a variety of professional and personal supports. These activities are
designed to meet the unique needs of specific organizations. The Institute provides technical assistance to
public school districts focusing on inclusive education and transition from school to work, to rehabilitation
organizations interested in expanding their community-based employment services, and to programs
providing orientation and mobility services. Areas of technical assistance include program design,
management, clinical supervision, health care coordination, human resource managcment program
conversion, quality assurance, marketing, staff development, employment specialist training, and training
for families and consumers.

RESEARCH

The Institute conducts applied research related to the nature and quality of services for individuals with
disabilities. Research findings are disseminated through publications, conferences, and group
presentations. Recent studies have focused on:

+ Children with HIV infection in school + Current utilization and unmet needs in

+ Health related intervention studies employment :

« Public policy in prevention of disability + Conversion of segregated employment programs
* Social integration and natural supports + Best employment pracnces of people with

» Policies affecting integrated employment disabilities

SPECIAL PROJECTS

The Institute is involved in a variety of federal and state funded demonstration projects which develop
options promoting community inclusion and interdependence for individuals W1th significant disabilities.
These include:

» Community Inclusion Project for Students with Severe Dlsabﬂltles

+ Integrated Social and Leisure Recreation for Students with Severe Handicaps
Transition from School to Work and Adult Life Using A Natural Supports Model
Massachusetts Transition Initiative with Public Schools
Organizational Change Project with Community-based Agencws Providing Employment
Employment Demonstration Project for Adolescents with Mental Illness & Cognitive Impairments

*

. &

For additional information, a publications brochure, or to get on the mailing list please contact:
Institute for Community Inclusion
Children's Hospital
300 Longwood Avenue
Boston, Massachusetts 02115
(617) 735-6506; FAX: (617) 735-7940; TDD: (617) 735-6958

For additional information on specific activities please contact:
William E. Kiernan, ICI Director

John Butterworth, Research : Joseph Marrone, Technical Assistance
Allen Crocker, Program Director Eunice Shishmanian, Clinical Services
David Hagner, Preservice Training Cynthia Thomas, Employment Services
David Helm, Interdisciplinary Training - Margaret VanGelder, Training

This information is available in audio tape, large print, disk or Braille format upon request.



Institute for Community Inclusion

The mission of the Institute for Community Inclusion is to work to create and
preserve a quality life for people with disabilities and their families through
training, research, information sharing, and service with and for individuals
with disabilities and their family members, community members, service
providers, and policy makers .

“The Institute, a University Affiliated Program, is comprised of the Developmental Evaluation
Center, the Training and Research Institute for People with Disabilities, and the Center
on Promoting Employment: a Rehabiliation and Research Training Center. It is based at
Children's Hospital with additional offices at The University of Massachusetts at Boston. The Institute is
committed to develop resources and supports for people with disabilities and their families fostering
interdependence, productivity, and inclusion in community settings. The Institute carries out its mission
through training, technical assistance, research, exemplary clinical, consultative and employment services,
and dissemination of publications and materials.

TRAINING

Institute staff provide interdisciplinary preservice and inservice training to a wide variety of professionals,
providers, consumers, parents, and policy makers. Formal affiliations exist with 10 colleges and
universities representing 17 academic departments and training programs. Institute staff, as faculty of the
University of Massachusetts/Boston, Graduate College of Education, provide instruction in supported
employment, transition from school to adult life, and orientation and mobility.

Interdisciplinary trainees working within the Institute are involved in clinical services, didactic seminars
and community experiences. A broad array of inservice training activities are conducted in the areas of
integrated employment, inclusive education and recreation, natural and social supports, and health care
using formats such as workshops, conferences, seminar series and specialized training programs as
requested. Institute trainees are prepared to assume leadership roles in the design, implementation, and
delivery of supports for persons with disabilities in inclusive communities.

SERVICES

The Institute offers an array of clinical and evaluative services to address the developmental concerns of
children, young adults and adults. Referrals are received from schools, families, physicians, and
community programs. Within an interdisciplinary setting, diagnostic studies, individual evaluations,
planning for education and therapy, and family support are provided. Institute staff have expertise in
working with children with complex disabilities. Specialty programs are offered for individuals with
mental retardaton and other developmental disabilities, mental health/behavioral concerns, feeding
problems and certain syndromes (e.g., Autism and Down Syndrome).

A variety of integrated employment services are offered that assist individuals with disabilities in
obtaining employment and provide individualized support services to promote success on the job.
Comprehensive planning and on-site supports assist in matching interests to job duties for both the person
with a disability and the employer.

Children’s Hospital - 300 Longwood Avenue -Boston, MA 02115 -




National Symposium on Sixpported Employment

Meeting Evaluation Form

Overall Impressions

1. How well did you feel that today's activities were organized?

N ® &

Very Somewhat Acceptably
Disorganized Disorganized Organized

© b

Well Very well
Organized Organized

2. What did you think about the balance between the amount of time allowed for presentations

and the amount of time for discussion?

¢ O &

Way Too Much Too Much About right

Presentation Presenation

© 3

Too Much Way Too Much
Discussion Discussion

3. How useful to you were today's presentations and discussions?

| ¢ ® &

Not at All A Little Bit Moderately
Useful Useful Useful

Opinion on Specific Sessions

© &

Useful Very
Useful

Perspectives on Supported Employment (9:50 AM)

Overall the session was... {Circle One)

Organizational Commitment (1:15 PM)

Overall the session was... (Circle One)

o © 8§ @ 3 &8 O ¥ @ ?
Excellent Useful ~ OK  NeedsWork  The Axe Excellent Usefl ~ OK  NeedsWork  The Axe
Policy and Financing (10:45 AM) Emerging Strategies (2:30 PM)
Overall the session was... (Circle One) { Overall the session was... (Circle One)
¢ © & & 9 & © & @ Q.
Excellent  Useful OK Needs Work The Axe Excellent  Useful OK  Needs Work The Axe

Final Comments

What did you like best about today's meeting?

What could have been done differently to improve the session?
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Rehabllntatmn Research and Trammg Center
On. Supported Employment

School of Educatlon
Virginia Commonwealth Umversuty

The Rehabmtatlon Research and Trammg Center on Supported Employment (RRTC) is
a unit of the School of Education at Virginia Commonwealth University. The RRTC is supported
primarily by the National Institute on Disability and Rehabilitation Research, a unit of the United
States Department of Education. The RRTC was founded in 1983 and has been directed since
its inception by Dr. Paul. Wehman. With over 40 faculty and staff, the RRTC focuses its work

. on a variety of issues pertaining to employment of individuals with disabilities. Current efforts -

are addressing policy analysis, program evaluation, consumer satisfaction, benefit-cost analysis,
vocational integration, and school to work transition. The Research Division of the RRTC,
headed by Dr. John Kregel, possesses the largest interstate database on supported employment
consumers in the country. In addition to research activities, the-RRTC conducts major national
training initiatives. The Training Division organizes ‘a National Supported Employment
Symposium, Internships, Forums, and conducts video Teleconference training programs centered
around supported employment implementation and management issues.

‘Overview of the RRTC Research Strands
Each research strand contains between two and five research investigations and is under
the direction of an RRTC faculty member. The content of each of the research strands is
summanzed below.

Self-Determination and Consumer Satisfaction identifies additional strategies

- and interventions that will enhance the ability of local programs to effectively
meet the needs of individual consumers through approaches focusing on
empowerment and self-determination.

Costs and Benefits examines operational costs' and consumer benefits of
supported employment in-relation to other rehabilitation services. Working with
a network of local programs, one study examines the cost of providing
employment services to individuals with disabilities through different
rehabilitation programs. A second study compares the economic benefits of
individuals engaged in supported employment with those generated by other

- programs.. The final study examines the effect of consumer charactenstlcs and
service dellvery models on costs and benefits. ’ oo

Service Delivery Strategies contains five investigations that focus on the
development and evaluation of service delivery strategies and interventions that
"will enhance the capacity of supported employment programs to meet the
employment needs of those who could benefit from these services.

' AsseSsing' Effectiveness dévelops to strategies to measuring the  success of
supported employment programs, as well as involves individuals with severe
disabilities and their families in evaluating supported employment outcomes.



‘Unserved and Underserved ‘Populations is designed to determine effective
methods of augmenting exlstmg resources in order to increase the number and
drversrty ofindividuals. wrth severe disabrlrtres in supported emp oyment programs

Longrtudmal Trackmg/Natlonal Research Database addresses the need to
- develop and maintain a national database on supported employment, as well as to

develop strategies to track. individuals in supported employment programs’
~ longitudinally over time.-. The strand focuses on the Natronal Survey of

Supported Employment Implementauon as a mechanism for measunng the
- success of the federal/state vocatronal rehabilitation. program.

Extended Services attempts to develop and evaluate strategi’es which will leverage
. VR funds to attract addmonal resources from other sources for long -term support

Technlques for lmplementmg Trarnmg and Drssemmation

In order to be responsrve to 1ndrvrduals mterested in accessmg our training and
dissemination ‘efforts, the RRTC conducts a drverse array of training activities. Erght of these
activities are identified below. :

National Meetings and Symposia offer an opportumty for consumers, families,”
and professronals to network and share information on current issues and
strategies, new techniques, and the continued development of a national agenda
for supported employment services. ' :

Inservice Training Institutes offer an intensive format with a competency-based
training design that assesses and builds participants’ skills and abilities and offers
certification to partrcrpants ‘who can demonstrate competency m the specrﬁed :
areas.

MDist‘ance Education activities-focus on awareness and knowledge level training
of consumers, families, and- professionals mterested in commumty integrated
employment services (supported employment).

Self-lnstruction activitiesuwil'l focus on the ‘de\;elopment,of computer assisted

training modules which utilize CD-ROM personal computer technology.

Preservree actrvrtres will. focus on graduate level preparatron of Rehabrlrtatron'
‘Researchers, and the infusion of intégrated employment (supported employment) ‘

into the core curriculums of education and allied health personnel tralmng
\ programs at the graduate and undergraduate levels. :

Product Development focuses on the development of an array of matenals which
are available in audio (cassette tape), visual (computer assisted training modules,
video tape & video disc), written (booklets, newsletters, manuals, monographs'
professronal joumal arttcles) formats. ‘

‘ Techmcal Assistance and Consultation is available at the individual, local
program, and state agency level. These activities are designed to assist in the




formulation of staff development plans and the provision of training and/or
information related to the developmcnt and 1mplementanon of supported
employment services. : ~ '

Dissemination encompasses the.utilization of all of the above mentioned strategies
to assure the availability of information to any interested person or organization.
The methods outlined above include access to written information, discussion and
support through telephone consultation, referral to knowledgeable sources for
specific requests of training or technical assistance, national meetings, regional
-forums, teleconferences, utilization of technology for communication, computer
based self-instruction, and access to formal advanced training. ‘

Related Activitiés

In addmon to the core RRTC research and tralmng actmtles the VCU RRTC is currently
engaged in a-number of other related actlvmes

SELF ADVOCACY: Leadership Institute

A natural and fundamental right of makmg choice has been nonexistent for many individuals
served in the federal/state rehabilitation system. The Self Advocacy: Leadership Institutes are
designed to foster self determination among individuals with disabilities by making them aware
of their rights to make choices and to manage their own careers. Self advocates will comprise
a major part of the training cadre that will deliver the curriculum. A major component of this
‘training is the development of peer mentors. These will be individuals that have gone through
the Leadership Institute as well as a specific training program for peer mentors. When
individuals in the commumty have problems advocating for themselves they will have a number
of a peer mentor to give them adv1ce/support/1nformat10n

Supported Employment Telecourse Network -

Over the last six years the VCU- RRTC Supported Employment Telecourse Network (SET NET)
has developed and delivered over 60 personnel training events via live satellite technology. Our
personnel training events have been received by 45 states and territories across the country, states
with thousands of teachers, employment specialist and other rehabilitation personnel participating
on a regular basis. SET NET enjoys extremely high participant satisfaction rating with typical
scores averaging 82% for usefulness of content and 90% for training support materials. In
addition to the individuals that participate in our training events we have also trained -
approximately 350 site facilitators from across the country.. The VCU-RRTC SET NET project
has disseminated over a thousand video instructional products that have been developed from the
live telecast. In our upcoming telecast.we will be working closely with individuals with
disabilities who are outspoken self advocates from around the country. “These individuals will,
be teamed with VCU-RRTC staff to develop a consumer-driven competency based curriculum
for rehabilitation personnel designed to 1) increase knowledge, 2) understanding and, 3) improved
skills related to such concepts as: presumed ability to become employed; integration and
inclusion; meaningful and informed choice and; involvement of families.



Natural Supports Transmon Pro;ect

The Natural Supports Transition Pro;ect is a three year demonstration prolect funded by the -

. Rehabilitative Services Administration. The purpose of the project is to develop and implement
a natural supports approach for achieving competitive employment outcomes for.young adults
with severe disabilities who are transitioning from school to work. Natural Supports are
considered to be any'type of assistance that is typically available to individuals who are not
disabled to assist them with accessing and participating-in the employment and community
environments of their choice. - With the use of natural supports, new and alternative approaches
for providing supported employment services have been developed and are currently, being
implemented with individuals referred-to the project. During the second and third years of the

grant, a minimum of 20 to 30 young adults with severe disabilities will be placed, each year, into.
competitive employment with support from generic services and existing resources available in.

the local community. Information and materials on utilizing natural supports will be
disseminated to consumers, family members, rehabilitation counselots, supported employment
provnders, educators, transition coordmators, and employers, during the t‘ina] year of the Natural
Supports Transition PrOJect :

Self-Determmanon Assessment PrOJect

‘The Self-Determmanon Assessment Pro;ect is.one of ﬁve projects funded by OSEP to develop
~ instruments and methods for assessing self-determination of children and youth with disabilities.

The project at VCU has focused its instrument on secondary and transitional age students (ages

13 to 21) and the assessment of their levels of self-determination and participation in (a)-

determining appropriate postschool goals, (b) planning and conducting IEP-and ITP meetings, (c)

decision making regarding curriculum and extracurricular activities, and (d) decision making

about other areas of their lives. The assessment instrument that has been developed by the

project is desngned to be used prescriptively by educational systems to target areas in which
students feel they have limited choices or control and remediation strategies.- The assessment

" instrument is currently being field-tested nationally in school districts selected to provide
representation of students across racial, ethnic, and disability groups and across different types

of comrnumty charaeterlstlcs and educatlonal settmgs
Job Corps Trammg Pro,]ect
Through a grant from' the Joseph P Kennedy Foundanon, the RRTC is workmg wuh the Old

Dominion Job Corps Center in Lynchburg, Virginia, the Homebuilders Association, the American
Association of University Affiliated Programs, the Virginia Institute for Developmental

Disabilities, and the ARC to develop and. validate a service delivery model which will enable:

individuals with significant mental retardation to successfully complete Job Corps training
activities.  First year efforts are focused on modifying assessment procedures and training

curricula, providing training to Job Corps instructors, and providing on-site assistance to insure

success of a small group of participants.  Future plans call for the expansion and national
replleatxon of the p]lot effort through the mvolvement of all partxclpatmg orgamzanons

Compensatory Strategles in Supported Employment

‘This three-year prolectvfunded by the Rehabilitation Services Ad}ministrat‘ion (RSA) is intended -

to develop, demonstrate, and disseminate a series of effective strategies and interventions

3




5

designed to promote the generalization and transferability of job skills in the placement and
training of supported employment participants with moderate and severe head injuries. The use
of cognitive remediation and compensatory strategles to 1mpr0ve work skills generallzatlon will
be demonstrated through a- senes a research mvesngatlons

Employment Specialist Computer Assisted Training (ESCAT)

This project is a three year Experimental and Innovative training grant funded by the
Rehabilitation Services Administration. ESCAT’s purpose is to design and develop a self-
instructional tool targeted for employment specialist who work in supported employment
programs. By the end of the project, VCU/RRTC will develop five hours of interactive,

- multimedia, computer assisted instruction. The content is presented through written text, sound

resources, video and animation. It portrays individuals. with a variety of disabilities facing
employment challenges. The first module is titled "The Power to Be", and its content addresses
career planning strategies for individuals with disabilities. ESCAT products will be developed
for both Macintosh and IBM platforms on CD-Rom disks. Instructional manuals will accompany
the computer product. Seven field sites located around the country identify content, field test and
evaluate the products People with disabilities- are involved in the project through these field
sites. ' ‘ :

BART (Business Accommodation Response'Team)

BART is a pilot concept in the Richmond Metropolitan Area. The project is an 'Exﬁp!oyment

Resource for Business. BART offers employers a single point of contact and promises to
“respond within 72 hours of the initial call from an employer. BART offers a telephone needs
*~ assessment and either provides resources on the phone or will go to the business for an on-site

assessment. BART hopes to identify solutions before problems arise, as well as ass,lst employers
with their employment decisions regardmg individuals with disabilities.
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Advancing the independence of people with disabilities A
& P / peop Fax (601) 497-6966

UCPA "CHOICE" DEMONSTRATION GRANT

In 1993-94 UCPA received a five year "choice" demonstration grant through the
Rehabilitation Act in 1992, This was one of the primary authorities pushed by UCPA
throughout the reauthorization. This exciting opportunity will essentially allow us to
demonstrate ways to assist people with challenging disabilities into competitive
employment through a customer approach that is driven by the individual with
disability. It completely circumvents the traditional rehabilitation system.

The UCPA demonstration is structured as a three-site national demonstration project.
Project activities will be directed by Michael Callahan as Project Director, and will be
implemented in the three UCP sites.of Detroit, New Orleans and Pittsburgh. The goal
is to implement a process for accessing choice for persons with challenging disabilities
manifested through significant functional differences in mobility, manipulation and
communication. These represent complex, challenging disabilities which have
historically been unserved or underserved through state rehabilitation agencies. ‘

The goal of the project is to facnlltate a customer- dnven process for choosing and
purchasing services and supports which results in meaningful, paid, customer-selected
employment for 45 people with significant disabilities each year, or an estimated 225
people over the five year span of the projéct. Through a customer choice approach
to accessing services, each participant will personally design two individualized plans
to facilitate their respective goals: A Personal Futures Plan, to clarify individual
interest and needs and identify natural supports; and an Employment Plan, based on
employment outcomes they personally desire, which enumerates services and
supports they identify ‘as necessary to achieve their employment goals. A local
"Choice Coordinator"”, and a selection of "Employment Facilitators™ and providers of
services and supports will be available in each of the three implementation sites.
Project customers (persons with significant disabilities), assisted by a personally
selected Employment Facilitator, will choose from these individuals and .
services/supports to assist them in achieving the desired employment goals. Services
and supports will be purchased by project customers through use of a choice card (a
form of voucher).

The project has a value-based framework which is based on the precepts of the
American With Disabilities Act, and is driven by a UCPA vision for choice which cuts
across all project sites to drive implementation of project activities. These beliefs are
essential to achieving project goals. :

1522 K STREET,NW  SUITE 1112 WASHINGTON, DC  20005-1202
800.USA.SUCP  VOICE/TT 202.842.1266  FAX 202.842.3519
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We are very excited about the possibilities this national grant will create, and about the impact its results
will potential have on the evolving system of employment supports for people with disabilities in the past-
ADA world. If you have questions about the "Choice Demonstration Grant,” contact Michael Callahan
at 4101 Gautier-Vancleave Road #102; Gautier, MS 39553; phone (601) 487-6999 or fax {(601) 497-
6966.

At the core of the UCPA’s approach to choice are the following beliefs, which will serve as standards
to guide all project activities:

. UCPA believe that the American dream rests at the foundation of the values we defend.

. UCPA acknowledges that lives of people with disabilities have been limited by decisions made by
other people, and by confining expectations, which have ignored, discounted,
and underestimated their abilities.

. UCPA envisions a system of supports and services which is built on the foundation of the Americans
with Disabilities Act; which recognizes competence and choice; which affords individuals with
disabilities access to the services and supports they choose and need to live, work, and
‘meaningfully participate in community life;
which values people for their gifts; and supports them for their needs.

ll . UCPA believes that people with disabilities should be fully included in all aspects of life

and areas of society, so that everyone may experience the benefits of and be enriched by

opportunities with each other that move beyond obligation to friendship, and that through

such association the continuation of discriminatory and stereotypic attitudes may be prevented.

As a function of the project’'s commitment to our customer-driven approach, one feature of the
project is that each participant will hold a Choice Card. This card, and participation in the
project, entitles each project customer to:

. be treated as a customer rather than a client.

. any information provided in alternative formats to make informed choices about employment
goals, providers, vendors, selection of technology assistance, and performance and
customer-service standards:

. assistance from a Choice Coordinator;

. the option of developing a Personal Futures Plan for identifying whole-life goals and strategies
for achieving those goals; '

. assistance from an Employment Facilitator personally selected by the customer;

. 8 customer-driven individualized Employment Plan, with specific objectives, timelines, and
performance measures desired by the customer that focus on ocutcomes and that result in
enhanced productivity, independence, integration, and satisfaction; identification of desired
career goals and necessary services/supports to achieve those goals, as selected by the customer;

. selection of preferred providers to support the customer in meeting personal employment goals;

. selection if of preferred vendors/providers of technology devices and services; the ability to hire

“and fire all providers/vendors, based on customer satisfaction with performance.

. phone calls of all people involved in project activities returned with in 24 hours;

. employment enrichment credits based on efforts to control costs in achievement of

customer-desired employment objectives; and

. approval of voucher service ¢hoices made through Choice Card within five working days.




"J‘been etfectrve at assisting, consumers: with: drsabr]rttes m enrermg and mamtammg emplo yment.

‘MR/DD agencies. with: some. individual studies of community: providers. The: Institute: for
- Community Inclusion; a University Affiliated Program at Children’s Hospital in Boston: orgamzede

(cells) Through a samplmg procedure 20 states were: selected to partlcrpate in'the: study

o selected andisurveyed.. With. corrections: for. duplicate entries: and: thosé: fiot. providing day- or=i:"+« -

- -employment services, data were available from 643 eligible. responding-providers (a.47.8%: .. . .
- . responserate).. “The: survey-collected inforrhation on both tnteﬂrated and segregated outcomes with: =, . ..
.- integrated employment including competitive and- supported employmem‘~ Due to the nature of-the’ .

- funding agency, data were collected on persons having mental fetardation and-other developmental"i" '

. disabilities with  no-collection of data on persons with: psychiatric: disabilities. Data on-prografm. .
. characteristics, .natute of ‘services provided, characteristics of population. served, employment’

" outcomes by service:type, sources of finding, future plans and. incentives - for-estabiishing.. . -~

- providing training or technical assistance in-integrated employment (29%), availability of -Sociak
. . Security: Wes (23%), establrshmg higher: reimbursement, rates for- mtegrated«; S
- employment (17%), creating fewer regulations.to monitor integrated employment programs. (14%),.. = .
- - tying:integrated- employment fundmg to'a:commitment to phase. oyt facility-based services:(9%), " "'
" . requiring- that-new- participants. must enter: 1ntegrated employment (5%), and provrdmgjﬁonuses:. D
- when md1v1duals move from facrhty—based semces to mtegated employment (o%) o

responses of those states.in. the states - the lower SE outcome cells

T R "@\‘

Orgamzat:onal Commltment to Supported Employment

For the past%eeade Or’ more. supported employment (SE)-has. been viewed as a vrable.." .
option for-assisting persons:with:disabilities in- entering. employment. Though:there: have been: - = .
concemns raised about.the nature ofthose:served in. SE; studies have:shown that this approach. has.} ”

The- supports offered by RSA through the system change crrants and the ongomg Supportf o

o thronc'h Title VI C of the Rehabilitation Act have served as the. spring.board for SE:. The service .- - e
c ‘dellvery mechanism has more often’then:not.been the: commumty rehabilitation programs-at the: =~
- local level.: Additionally, the oncomg supports-and the:source:of those:supports.has:been: through-

state: resources, most often the depamnents ot Mental Retardatron and Developmental Dtsal:nlrtles

In: an effort to-obtain a clearer prcture of SE studles heve surveyed state VR and state;;k,»‘
states into high-and low population groups (cells) and high and low- SE: placement.outcome groupsr

“Out of a possrble 3176 service. provrders withiin the 20° Selected states,: l5 19 were randomlyi L

integrated employment ‘were collected. A summary'of incentives.as viewed by providers andff*'{
factors whrch mﬂuence the development of mtegrated employment are presented below -

The largest percentage (42%) of day and employment program provrders mdrcated that:"f'f

- whenr fundmg ‘was tied to.their commitment to expand integrated employment services they .were: cn

more. likely-to develop such options. Other incentives identified; in- order of frequency; included:=.

When consrdermg those states whrch were:in 0'the higher supported employment outcome;""f: W
cells the.tying of funding to-a commitment to expand:integrated employment and Tequiring new:
S| participants to enter-integrated employment.were: viewed as significant. factors when' companng the;;

_ Providers, were: also. asked: to. tdentrfy specrﬁc factors that.had mﬂuenced theif- programfl"'":u"' Rt

#

expansron or. development of integrated employment.(as opposed.to factors, affecting. their’ state’s’ ;.
. _expansion of integrated’ employment): The- existence:of an:agency’ philosophy: ot ion:
oL _emphas1zmg integrated employment:services was:identified as:influential by:the largest percentag
~of provrders (87%)... Almost:two-thirds- (63%) indicated:that state-funding; policies: and;famil
. preferences had. contributed:to-their. agency's expansion: of integrated employment:: Almost on
. third. pointed -to: federal fundmg polrmes (gl%) and positive- agency experlences wrth lntegrate Sl

‘ employment (29%) - R . ,

For addltronal lnformatron contact. Wﬂham E Krernan Ph: D Drrector Lnstttute for

Commumty Inclusion (UAPY);. Children's Hospital; 300 Longwood Ave. B_oston MA. 02115. .
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Figure 18

- Incentives that have been helpful in Expanding Inlegraled Emplayment
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"Improving Szépponed Employment Outcomes for
Individuals with the Most Severe Disabilities"

REHABILITATION RESEARCH AND TRAINING CENTER AT VIRGINIA COMMONWEALTH UNIVERSITY

Conversion: The Ti

Few- would argue that in the past decade. community
integration, supported employment, and self-determination have
been the hallmarks of human service rhetoric. Thousands ot
people with developmental disabilities have returned to their
communities from institutions, and thousands more have left
sheltered workshops to enter the nations competitive workforce.
Legislation has been crafted such as the Americans with
Disabilities Act, the Developmental Disabilities Act, and the
Rehabilitation Act Amendments of 1992, for the purpose of
promoting community integration, integrated employment, and
the opportunity to. control one’s own destiny. :

However, as we enter the middle of this decade, consumers,
families, and advocates must ask themselves the following
questions. What has actually been accomplished on behalf of
adults with developmental disabilities? Have those individuals
who want to work in the community been provided sufficient
access to supported employment? Are "well meaning"
professionals still keeping adults who would prefer integrated
community employment in segregated facilities?

Supported employment has offered many individuals with
severe disabilities the opportunities and challenges of a real job
in their local communities. In fact, most people who work in
the field of rehabilitation would admit that the knowledge for
placing people into competitive employment is greater than it
ever has been. Yet, there exists a very troubling incongruity
between what we know how to do, and what actually is
occurring. We must examine carefully whether the promises
that have been made to consumers with disabilities have
been kept or whether we have hit a naddening plateau.

It is true that all 50 states are participating in supported

employment and have shown dramatic increases of people who

are successfully working. In 1986, the numbers were under
10,000 per year, and, as of 1991, the numbers exceeded 90,000.
Although supported employment has expanded as a service, it
remains as an "add-on” to existing segregated service options.
In fact, there are over a million people, at least, who remain
behind in segregated day programs. Why is this? What impetus

will it take for day programs to open their doors and ler the

consumers who want to leave for work do so?

Day programs must convert to community employment,
and consumers must lead the way. [f states do not fund local
programs at attractive rates for supported employment and if
local programs choose not to provide community employment
opportunities, then consumers must stand up for themselves.
They must demand to choose among a number of different
career alternatives which will provide satisfying wages and
fringe benefits, suitable working conditions, and opportunities
for career advancement. '

~ A reasonable question to ask may be whether consumers
would choose to stay in an activity center, sheltered workshop,
or at home if given the opportunity to participate in the

“community. I think that few people would remain if they were
- provided the appropriate supports to work competitively. Ask

yourself this question. Do you know anyone who wanted to

_return to an adult activity center after being successfully

emploved in a real job?

The challenges that face us are many. We must advance a
set of national goals and public policy strategies to take

supported employment implementation to a higher level.

Policies that provide fiscal incentives to agencies who provide
supported employment must be developed and limits on funding
levels imposed for day programs that offer primarily segregated
services. States will have to set annual goals for including -
people with severe disabilities in supported employment. We
will need to develop innovative ways to expand the use of
existing funding sources for supported empioyment outcomes.
Ultimately, we must provide access to community employment
for those individuals who wish to leave segregated facilities.

This topical report discusses the issue of conversion. In
short, are professionals assisting people with disabilities to
empower themselves in the workforce? Are they being allowed
the dignity of risk, the self-esteem attached to'real work, and the
chance for a true career? To answer these questions this report
will profile ways to convert segregated day programs to
community integrated employment programs that provide

_‘consumers with career opportunities.

Paul Wehman
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The Need To Conyért Existing Day Programs
To Supported Employment

Barriers to Conversion -

d Many human service professionals simply don't believe that
* individuals ‘with severe disabilities possess the ability and
motivation to succeed in a competitive work setting.

° Most states and localities still maintain policies that refer to
supported employment as merely one of an array of appropriate
vocational options for individuals with disabilities.

° Inequitable  funding | practices place severe financial
disincentives on local provider agencies that do wish to convert
to supported employment programs. i

° The actual process of converting existing programs to

supported is extremely difficult and few resources are available
to assist local programs through this complex process.

Proposed Solutions

1.

Reaffirm the commitment of federal, state and local agencies to supported
employment. While many agencies have developed mission statements or
issued policies that espouse their belief in the value of supported
employment, relatively few have unequivocally stated that existing facility-
based programs should be restructured and eliminated over a period of time.
Local, state and federal agencies must communicate a clear, unequivocal
message that support employment is the preferred employment alternative
for individuals with severe disabilities.

Modify the Rehabilitation Act so that placement into sheltered employment
no longer qualifies as a successful rehabilitation closure. Given the
emphasis in the Act on inclusion, integration, and full participation of
individuals in the pursmt of meaningful careers, it is no longer appropriate to
sustain support of ‘efforts which inherently segregate individuals with
disabilities in overly restrictive settings.


http:succe.ed
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Modify the section of the Rehabilitation Act which authorizes the usé of -
rehabilitation monies for the construction of rehabilitation facilities. In light
of current budgetary pressures, continued use of rehabilitation funds to
establish new facilities which are in direct conflict with existing federal and

state policy is not defensmle

Current funding for segregated options should be capped at its present level.

State and local vocational rehabilitation, mental retardation, mental health
and developmental disability agencies must stop fundmg programs which
provide such limited outcomes at such high costs.

Provide incentives to conversion. For example, if an individual currently

‘receiving services in a sheltered employment setting enters a supported

employment program, monies used to support the person’s participation in
sheltered employment should "follow" the person into the supported
employment program. In addition, insure that local agencies providing
supported employment services are falrly renmbursed for the actual costs of
prowdlng these services.

Provide incentives and supports to local adult service agencies that will help
them throughout the conversion process. Focus the use of federal Title I
monies and other discretionary funds toward incentive grants that will ease
the financial burdens on local agencies inherent in the transition process.

- Use emstmg resources to provide training and technical assistance to local

agencies throughout the conversion process.

For further information on any of these issues, please contact:

John Kregel, Ed.D.

, Research Director ,
Rehabilitation Research and Training Center
On Supported Employment
Virginia Commonwealth University
P.O. Box 842011
Richmond, VA 23284-2011
(804) 828-1851
FAX (804) 828-2193



National Symposium on Supported Employment

Session: Organizational Commitment to Supported Employment

To advance the supported employment agenda, organizations at all levels (including federal and state agencies as well as
local provider agencies) must demonstrate a stronger commitment for change. Such commitment should be demonstrated
by:

¢ A stronger commitment to organizational missions that emphasize supported employment. Over the past 25
years great strides have been taken to establish a community centered approach for meeting the needs of the nation's
citizens with disabilities. Yet the dominant approach typically involves use of sheltered settings that segregate
people with disabilities from others in the community. The supported employment movement has shown great
promise for eliminating such congregation in favor of supporting Americans with disabilities in real jobs within a
variety of community businesses.

To advance the supported employment further, however, leaders at all levels must firmly embrace the vision
associated with supported employment, integrating it into standing organizational missions and embracing the
concept as the dominant service approach.

In this regard, we have much to do. Our national survey findings of local service agencies administrators, for -

- example, reveal that: (a) about 33% of these administrators indicate that there is no mention of supported
employment in their organizational mission statements; (b) about 75% consider supported employment only as a
one of several facility based services; that is -- as an "add on" service, and (c) the most frequently cited reason for
not offering more supported work opportunity was that "consumers were not ready."

¢ Stronger system infrastructure to back supported employment. Present system infrastructure (e.g., information
and tracking, financing and reimbursement, staff training, quality assurance) was established to offer a continuum
“oriented service response, and is ill fitted to accommodate the supported employment approach. More must be done
to reshape the existing infrastructure, and to invest in practices that will result in a redirected and well prepared
labor force.

Consider circumstances surrounding staff training in supported employment. Our national survey of job coaches
reveal a relatively young workforce where a typical full time staff is paid less than $18,000 annually, and comes to
the job with little or no previous training in supported employment. About 33% have high school diplomas only.
Yet once on the job, more than half receive eight hours or less training on supported employment annually.

¢ Informed guidance on how to change or convert to new ways of offering supports. Numerous state and local
agency directors want to de-emphasize segregated work options in favor of supported employment. Many agencies
do want to push ahead. Our national surveys of state vocational rehabilitation and developmental disabilities
program directors reveal that: (a) many believe that the growth in supported employment services has been "too
slow" (57% of DD directors, 36% of VR directors); and b) most believe that fundamental systems changes are
"needed or greatly needed" for the supported employment movement to expand or improve (78% of DD directors;
66% of VR directors). ’ o

The types of changes most often noted as needed by state level administrators included: (a) the establishment of a
better funding mechanism to provide long term supports, (b) a stronger organizational commitment to convert to
supported employment from sheltered work, (c) greater emphasis on consumer control and choice, (d) greater
collaboration among state agencies, and (¢) more and better training for job coaches, providers and employers.

From a local perspective, numerous service providers also want to push ahead. Our national survey of local service
administrators, however, reveals that a "lack of funding” to be the most serious obstacle. In addition,
administrators often cite a number of hindering logistical issues (e.g., eliminating commitments or financial
investment in property, facilities or equipment) that stand in the way of their converting to supported employment.

[

John Agosta --- Human Services Research Institute
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Supported emp_loymgnt has gfow;l ra:pid.l'y within'thg past decade, fueled By tile consumer
témpower}méht and inc]usiéq rﬁévehignts. The program has resulted in thousands of pebple rwith
: sév;are disabilitips xemering thc~labo§ force for the first time. Many‘ consume:rs‘have expanded
thcif voéationalexpedaﬁéﬁs and em‘ployer; have developed é new apéréciétién of the pé)tential
contribution individuals Witﬁ disabi]itie_s. cgi;n:make to tﬁeﬁwork force. Unfortunately, despité' .
| tﬁese aramaiic gains, the supported emp!gymei;t movement ‘ap‘pe_ars to ha\‘f,ké loét much of its early
momentum. and is increasi»ngiy at a crossroads. This paper addresses major challengesvwhi'ch ‘
consumers émd pfofessionals- al‘ike must fa,éjc._ Conversion of day proérams ia intcgrated work |
: o‘;’)‘tions, eipaﬁsién Ié.f prégrélm, éz;pacity, j \t‘hek neéd to insure A co‘ns.u'mer' choice and self-
dett;rmination, z.mdk achieving méahing'fﬁl‘eiﬁi)loyment outcomes in a highl}pompetitive_ economy
are ainong the 'éhallengéé;whiph‘ thgég«deﬁibatéd to theéuppo%ted erilpldymcnt movement will
have to sol\}e in the years ahead. Speciﬁc récdmrhendzitiéns Aare offered to méet ééch challenge.
Ultirmate‘l)’/, the way to .expand‘and réenefgize theA‘su;;porrtéd employment initiative;\a;*ill be to

educate and empower more consumers and families.




Supported employment has offered rhany indlviduals with severe disabilities their first
choice between a lifetime of performmg meanmgless work for mcohsequentral wages in
segregated workshop settlngs and the opportumtres and challenges of a real job in their local

~ communities. - Fewhurnan service initiatives have grown at su’ch a remarkable rate. Swept
forward by the major trends toward ‘individualized; ~comvmunity-vbased' services and consumer
empo\r'ermehl, supported employment has clearly established itself as the most effective serviee
employment alternative for individuals with disabilities (Rusch, Chadsey-Rusch, & Johnson,
1991; Wehman, 1994). |

Most individuals participating m s’upportedv employment programs have ‘found their
experience economically and so'clally rewarding. . Availéble’evidence clearly~indiCates that
participants experience dramatic.'growth in their earnings (Kregel, Wehman, & Banks, 1989;
Thompson, Powers, & Houchard, 1992) and enhanced quality of life through increslsed interaction
with other members of their communities '(Pareht, Kregel, Metzler & Twardzik, - 1992).
Furthermore, thos.e indlvidoals who have chosen to face the challenges of competltive
employment are generally satisﬁed with their jobs and the serviees they have received through
supported employment programs (Mason, 1990; Schalock & Genung, 1993; Test, Hinson, Solow,
& Keul, 1993). " |

| Todaf, however supported employment is at a delﬁnite crossroads. While much has been
’ accomphshed state and local programs are- grapplmg with an- array of challenges that may
jeopardize the program (Albin, 1992) Many of the very mdmduals for whom the original

- supported employment model was designed have yet to enter and benefit from the program

(Kregel & Wehman, 1989). Despite recent advances in support ‘technologies (e.g., natural



. :
supports, assistive technélogy, corﬁpen#é{ory 'sturaté:gies, consumer-directed se‘rvi;c.és, etc), low
'waggs (Rehabilitation Services Adr‘ninist'rationy,» ’1993); lack of Cz;recr choices'(Bro.oke, Bafcus,
& Inge, 1992; West & Pairent,’ 1992), cmpléyiﬁént reientién (Lagémarcino, 1990; Shafer, Banks,
- & Kregel, 1991) and limited ‘é‘ocia] .intégrz‘xtior‘x (Chadsey-Rusch, Génzalez, Tines, & Johnson,
1989; ngnugaris/[('raﬁ, éa]#berg,- Ruie‘,»&fStoWitschek, 1988) continue to be niajor concérns for
many supported employment participanté. - Funding shortages have squeezed program caﬁacity'.
and threatened tt_ié ability of local programs;. to'coniinu_e to provide high quality services (W<;0d
& Freeman, 1993). o |
. Supported employmén_t implement:ition efforts femain incompicte. In spite of calls to
replace seg;egated agy programs wit‘h\integratc‘d emplbyment op;‘)ortunities‘for all individuals,
our nation’s .sfstem of aq%iyit),.r:’cen.ters and -sheltered workshops remains largely intact.
Individuals with ’severé disabilities, advocates, aﬁd human seiﬁice é;ofessionals must diréctly face
;what‘ we belié?e wil] ﬁe the quinte,sseﬂtiél question for the remainder of this decade; Do we
colléctiveiy have the commi'tﬁaent and;v l‘t;.SOIYC .. to fully implement, once and for all, The
Assoc':iatioﬁ for P-ersonS with Severe Hand‘icai)'s (TASH) resolu}ion on integrated ‘¢mployment
| which‘ is now over ﬁ;fﬁ years old? ".I‘h,is resolution stated: | |
| "TASH‘ calls f(;r i‘api(i ~and i‘mmediate | deQelopment of
; in;iividual'ized‘ and inteérate‘dv employment for all people lwith
sévere disabilities and the rapid -and . permanent replécement of
~ segregated aéti;rity' centérs a_ﬁd sheltered workshops.” (Nermber, \

1989)
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In addition to adopting the above resol'utionﬂ TASH simultaneously'endorsed a number -
of aspects of emp loyment for all people with severe dlsablhtles These )key features are listed
| in Flgure 1. The fact that many of these key aspects including consumer choice, mtegrétxon and
mdlvndualnzed and natural suppcrts ‘have been mcorporated into the Rehabnhtanon Act
‘Amendments of 1992 (P.L. 102- 569) testifies to the TASH’s effectlveness as an advocate for
‘ systems change and its leadership role in the design of 'services for persons with severe
: disebilities. TASH’s‘vposition regérdihgvthe.need to corivert’existing segregated employ?neht
facilities to integrated‘employment options is clear and unequi\}ocal.

Unfortunately; the growth of supported employrﬁenb programs, has not 'led& to a
coffespondi‘ng fediiétion in the ﬁumber of individuals served in segregated, facility-based settings.
Yet if we do not change' the nature of our employment programs and human sewices
organizations .in fhe 1990’s, hbw can we ever hope to provide meaningful employment
opportunities for the vast numbers of ,individ'uals who desire these sefvices? As the employment
potential ‘(‘}‘f indi}fiduals with significant disabilities is repeatedly demonstrated, the ’philosphical,
programmatic, anrd fiscal argumenés in favor of cominunity-based erriployment alternatives require
us to reexamine ?he structural design of our community service org‘aniz‘atiorv)s and the a]location‘
of limited financial resources. We must also ask the guestion: Isb the manner in which we spend
~ our adult service resources oossisient wkith our.stated values of independence, productivi;y; and

inclusion for all individuals with severe disabilities?
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The cvents“‘df the. next few yearé '\yil‘l determine the long-term future of the supborted
employﬁaent moVemedt. .lf 'ﬁiture‘advocacy efrcne are successful, supﬁcrtedemployment will
continue to “grow and dltimately replace segregated emplr}yment optig}ﬁs‘as the preferred service .
option " for people with disabi"lities.‘ lrxdi:viduals currently excidded hfr,c';m mean'in‘gfu‘l work
opéortunities’ will have acces‘sl to quality supportedempIOyrrredt programs equipped ro respond
to their individual needs and preferences. “ConSumers will be able to-choose among an array of.
different career :rltematives whiclrwill prcvivde satik;sfyingv‘ wages and fringe benefits, suitable |
worleing conditions, and opportunities for career édvencement., However, renewedyigilanc’e by '
consdmers and advocates ,is‘re’quired to inr,ure that recent trends do} not reverse t}re gains that |
have been made If left unaddressed, funding pressures and programmauc obstacles will confine
- supported employment to margmal status as a small, optional program which continues to be
dwarfed by our nation’s entrenched network of workshops and activity centers.
‘The purpcse of this pép;er is to identify the major issues facing the national supported
' emplo'ymerlt‘ intiative as we enter the latter "half of this decade and to offer speciﬁc
recommendatione \yhich we”believ’e will assist ifn addressing these concerns. | 'Perhapys more
vimpcrtantly, we zrre attempting to join ou’r’vo‘ices ygith those of our colleagues (c.g. Mank, in
‘press, McGaughey, Kiernan, McNally, Grlrnore &- Kerth 1994; Nisbet, 1992) to strmulate
renewed advocacy efforts by 1nd1v1duals and advocacy orgamzatxons such as TASH and-r
remvrgorate the narrona] supported employrrxent movc‘ment. To achreve these purp’cses, \v,ve\wxll ‘
identvify ﬁye major challenges faCing t}re su;d;)oned employment system at the present time. For

each of these chélleriges, we will recomrhen‘d specific solutions which are intended to prornotc
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the availability of high quality supported employment programs for individuals with severe -

" disabilities.

Major Challenges in the National Implementation
. of Supported Employment

The four‘challenges selected for discuscion were synthesized from a variety of sources,
including; 1) the results of focus groups conducted with supported employment participants and
services provnder conducted by the Rehabilitation Research and Trammg Center on Supported
Employment at Virginia Commonwealth University (VCU) in 1992- 93 ) natlonal meetings of
supponed employment leaders sponsored by the National Institute of Disability and Rehabilitation
Research, the Employment Network at the Uniyersity of Oregon, and the President’s éommittee

on Mental Retardatlon, and (3) the results of needs assessment surveys conducted by the

,Supported Employment Techmcal Assistance Center at VCU. No effort has been made to tally

. or quantify those issues rated most significant by the greatest number of individuals. Rather, they

represent compelling concerns that must be addressed if the supported employment movement

* is going to continue to expand in size and improve in quality.
€Xp p q y

Conversion of Day Programs to Integrated Employment

Segregated, facility-based sheltered workshops and adult dayq programs still dominate

‘employment services for individuals with severe disabilities. In spite of the increase in

commumty-based mtegrated employment altematwes the nurnber of persons served in facility-
based programs actually continues to grow (Davis, 1993; McGaughey, Kieman, McNally,
Gllmore, & Keith, 1994). Large scale reductions in the number and size of segregated activity

centers and sheltered workshops remain the exception to the rule. The facilitbeased adult service

"'industry" (Blatt, 1987) remains firmly entrenched.
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..Supported’ employme’ntveonlinues toexpand as a service, but ‘only as an "add-on” to -
| existing Segregated serviee optiohs. vMost of thegrowth in supported employment has resulted
Vfrom an expansion of existmg programs, as opposed to the reallocation or conversion of
existmg segregated uptmns (McAllister &- Mank 1992; West, Reve]l & Wehman, 1992).
Dunng the period between 1986 and 1991 a large percentage of the new resources entermg the
nation’s adult servnce system were earmarked for supported employment However relatively
few resources previously spent to support adult activity centers or sheltered workshops were
reallocated to supported employment programs. Based upon the best available 1nformat10n
(McGaughe)i, Kiernan,*McNally, & GiEmore, 1993; Revell, Wehman, Kregel, West, & Rayfield,
1994), it appears that ’Iess than 10% oi‘ all adult day programs (activity centers and
workshops) liave actually reduced the size of their segregated programs and reallocated
those resources toward integrated supported employment options. An even smaller_~
'percentage (less than 5%) have totally eliminated their segregated programs and replaced‘
them with integrated employmen,tialternatives.

- Data from-the federal/state vocational rehabilitation program paint an equally discouraging
picture. In Fiscal Year 1991, the number of individuals closed “rehabilitated" by a state
vocational re,hal)ilitation agency after receiving supported employment services was actually less
than the number of persons closed into Vsheltered employment.v Even u/ithin the vocational
rehabilitation program,' a system focused on competitive employment, sheltered workshop
placement unfortunately_ remains‘ the option of ehoice for far too many individuals with severe

disabilities.




’The.reasons underlying‘ the .reluct'ance on ‘the part of local adult service agencies to
convert their segregated services’ mto‘supported employment optlons are numerous and complex.
First and foremost, in’ splte of the ewdenee accumulated dunng the past two decades many‘:

‘. human service professnonals snmply do’ not belteve that mdmduals ‘with severe disabilities
' possess “the ability and motlyatlon ‘to sucoeed in.a competltlye work settmg For example
in.a study of program admlnstrators, Agosta Brown, & Melda (1993) found that 60% of the
“administrators _felt that the ‘skill level of mdmdual consumers srgmﬁcantly htndered the |
lmplementatron of mtegrated employment The atutudes of polncy-makers and human sérvice
professionals remam the major obstacle to the contmued expansron of supported employment "
opportumtres for mdwnduals wrth severe dtsablhtres (Kregel & Wehman 1989) |

Second, although the- US Congress has clearly stated its preference for mtegrated

| commumty-based employment wrth support 'as the preferred service deltvery alternatlve for.
persons with srgmﬁcant dlsablhtres most states and loealmes still marntam pollcles that refer to
supported «employment as merely one of an’,array of appropnate vocauon‘al opttons t‘or mdrvrduals -
lv&ith .disahilities.’_ I'n short, rmost states and loea]ities ha\\/e‘ refused lt'o wholeheartedly*embrace

integrated community-based ‘emplo‘yment as 'the'p‘r‘imary' outcome of »adult yoeational programs

' for indi_viduals’with disabilities (Mank,m press) N | |

Third;" this lack of policy ‘co'nsensus has néd to ineduwitable'funding' *practices that'Plaee

- severe financial disincentives bn local proylder agenciestt_hat‘ dowrsh to eonvert~'to supported |
| employment programs. In kmany states;: loeal agencies providing 'supportéd employment services
are reimbursed at"far lower ’rates than.‘they y«ould be if they .provided lsheltered‘.empl’oyment

~ services to the same group of: individuals. In addition, reimbursement mechanisms are often
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arbltrary and mﬂextble (Wood & Freeman 1993) leen these problems it is understandable
N that some local programs may vrew large scale conversron to supported employment as arisk that
E 'J';may Jeopardlze the t‘ nancral v1abnl|ty of thelr agency Rather than encouragmg the proylsron of
N supported employment servrces ‘current fundmg approaches effectively prohlblt conversron of.
. famhty-,based p‘rograms;_ ~ ’ o | | | |
| Fourth the actual process of conyertrng ex1st1ng programs to supported employment is
: l /extreme y dlfficult and few resources are ayarlable to assrst local programs through thrs complex :
| ] process | ConverSIon requn'es a local adult serwce agency to redeﬂne its basrc m‘lsslon
B reoréamze personnel roles and- functrons redrrect ﬁscal resources and estabhsh a new or modlt'red .'
relatlonshlp with the local eommunlty (Albrn '19§2) Challenges related to resolvmg confhcts
.'Psurroundmg program values (Murphy & Rogan 1992) and mamtammg ﬁnancral stabrlrty of the_
orgamzatlon durmg the conversron process (Beare, Severson Lynch & Schnerder 1992) make:
the task seem overwhelmmg -for :’ma_ny. or’ganizations Unfortunately, agencies attempting to
initlate.rthe oon'version'proc'ess“.have‘, fe\y reso‘urces’at thelrldlsposal:' Il]ustranons 'of' successful 3
eonversron ‘efforts (Murphy & Rogan 1§92) conversron‘ resource gmdes (e. g ., ‘Gardner,

Chapman Donaldson & Jacobson 1988) and analyses ‘of statewrde ‘conversion, mcentrve

programs (e g, Petty, Dukes & Henderson 1991) are not avaxlable in sufﬁcrent quantrty to

Lo effectlvely gurde local prograrns through thrs process In mo'stlmstances,t communrty-based

rehabrlrtatlon programs must rdentrfy and address problems mherent in the conversion process
on therr own, unable to beneﬁt from the expenences of others

Proposed : Solutlons
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Amend the Rehabilitation Act so that plgc’ement int(;,» s_heltéred employment no longer
qualifies as a successful rehabilitatioh closure. Given ihc emphasis in the Rehabilitation
Act on inclusion, -integration, and full participaﬁoh of 'individu'als in the pursuit of
- meaningful careers, it is no longer ‘appropriate to sustaiﬂ \support of elffor_ts which
. inherently segregate individuals with. disabilities.in overly ‘reétrictive settings.

Repeal the section of the Rehabilitat,ién Act which authorizes the use ofr rehabilitation
monies for the construction of rehabi]itat’ion facilities. In light of the economic pressures
alreadf facing state and local rehabilitation programs, continued use of rehabilitation
f.undtho establish new faéilities which are in direct conﬂi‘ct with existing federal and state
A policy is simi:ly not defensible.

Reaffirm the commitment of fedérél, s’tat¢ and local agencies to.supported employment.
‘Work with local, state and federal‘vgovemment agencies to insist that they send a clear,
unequivocal message that support employment is the preferred émﬁloyment alternative for
Aindividugls with sevére disabilities. ~While many agencies have developed mission
statements or issued policies that espouse their belief in the value of supported
- employment, relativvel’y few have uneunivocally stated that e#isfing facility-based progréms
should be restructured and eli’miriatcd ove{r a périod of time.

Consistent with the recommendations of others (e.g; Mank, in press) to cease to offer
segregated options for any persoﬁ entering the‘ adult service system, current funding for
" segregated options should be capped at their present level. In iight of the finite amount
" of resources available to support eﬁaployment services for individuals with disabilities,

state and local mental retardation, mental health and developmental disability agencies
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must stop funding thése ‘program‘sk whi(;'h pfovide such limited 'valde‘ outcomes at such
high costs.

5. Eliminate disincentives 15 vcthersion. For e)gam.;)le, if an indi?idual curfently receiving
services ivnjakshe]téred'emp.]oymgnvt sefti"ng e;ltexs a supported employrﬁent program,
monies’.‘used to support the pemen’§ bérticipaﬁon in sheltered empioyment sho-uld "follow"
the person into the supported employment brogram (Wehman & Kfegel, in press).

6.  Provide incentives ‘and supports to. local adult- service agencies: that will assist them
‘throughout the conversion process. Focus the use of f:eder‘alVTit]e II_I, moqies. and other

: diséretionéfy fgnds tbwar‘djr‘u.:er‘xtive" grants tﬁat will ease the financial burdens on local

agexic{es inherent in the transi‘tion ﬁr;)céss. Us'é éxisting resources to prbvide training and
technical as‘s.is’t’ahce to local égenéiéé ihroughdut the' conversion prOcéss. , -

Increasfng Program Capacity k. -

A fnajo'r characteristic of theguppcz)rted ‘éﬁ;pldyment.movement has been the creative
merging of funds from 5 \?ariety of differenf sourcés to maximize the number of individuals able
to benefit from thf: pr;)gram. Ini_‘mdst states, shared funding relationships have been established
between the state rehabilitation agency and @ent'al ‘health or mental fetardationkievelopmental '
disabil{ity agencies which follow é rhédcl Aoriginally prééosed ‘,by Hiﬂ, Revell, Wehman,- Noble,
and Dickersoﬁ (1985). This'dua] vagency' ;funding-approach was based on the pré;nise that
vocational rehabilitatioﬁ wquld p;;ovide inbitival, time-limit‘ed funding until suﬁported employment
consumers became stabilized. at the .job sit:e. At this point, the consumer would be “clé#ed"
‘through ~ the vocational re»habili‘tation _system and - the me..ntal | health or mental

retardation/developmental disabilities agency would then begin to fund all necessary extended
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sefviccs throughout the course of the _individué]’é emp.ioyment. When this model was initially
implemented in a l‘afge nu’mb’er ofv states, it was anticAipa‘tédAtha‘t the financial pressures on the
agencies responsible for ﬁinding eXtended servivce,s would increase as the supported employmeﬁt
program increased in size. The avaiiability of necéssqry extended services to maintain job-sit'e‘
and related suppdrts after completion of ‘sponsorgliﬁp by the state rehabilitation ‘agency has
become one of Athe major issues facing. the supported erﬁp]oyment program (Albin & Slovic,
1992; Rheinheimer, VanCovern, Green, Reveil, & Inge; 1993). | |

Initially, the differential impact on various state agencies of funding supported
employment services did not present a majof'problem for the program. In the late 1980s, the
national economy was in a period of rapid_ expansion. State 'mental 'heal;h and mental
r_etardation/developmenta] disability agencies, which i;re primarily funded by state funds,
generally saw increases in their allocations for adult day services (Braddock, Hemp, Bacﬁelder,
& Fujiura, 1994). Many states earmarked these inéreéséé for suppo'r'ted employment, allowing
agencies to keep pace with the financial demands of their growing supported employment
" programs.

In the recessionary period of the early 1990’s, however, the situatioﬁ signiﬁcantly
changed. As state budgets felt» the .constraints of fa]li'hg revenues, most states no longer saw
increases in their allbcations for adult day services and ‘a large qumber aciually expeﬁénced
declines. As a result, local pfog'rams have faced the dilemma of meeting an expanding demand
fof.supported employment services whilé expéfiepci ng incréased financial pressures. Forexample,
McGau'ghey and her collea'guesk (McGaughey, et al., 1994) report that a large number of égencies

indicate that they provide ongoing support services to individuals for whom they receive
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absolutely:- no state or local funding. Without significant changes in funding structures, including

the reallocation of funds currently used to support segregated employment alternatives, supported

employment will be unable to sustain its rapid growth rate in the coming years.

Soiuﬁons

1.

Funding agencies must attempt to reimburse supported employment providers for the
actual costs of providing services, or at a-minimum, refrain from artificially deflating

reimbursement rates f_(')r supported - employment. in relation to other employment

alternatives. Too often, current reimbursement mechanisms are arbitrary and inflexible.

‘Fees for-supported employment are established without consideration of factors that may

differ across programs, including (1) average salaries earned by direct service personnel,

(2) size and geographic location of the program, or (3) support needs of the individuals

served by the program (Wood & Freeman, 1993). Arbitrary fee-for-service rates or
restrictions 61_1 the number of service hours a program may provide to a specific individual
ultimately affect the quality of 'services-'prdvided. by a program and create a serious

disincentive to serving individuals with the most severe disabilities.

- Expanjd the ﬁs_e of the Medicaid Home and Community-Based (HCB) waiver, as well as
~other alternative funding Sou;ceé, to-insure supported employment is available to all

- ‘individuals desirjng this service. Smith and Gettings (1991) identified the HBC waiver

as a major untapped source of ‘fundihg for long-term supported employment services.

.. Unfortunately, the use of the waiver is presently restricted to individuals who have

previously resided in an institution, nursing facility, or ICF/MR and not all states have

aggressively included supported employment services within their HCB waiver plan. 'Inv
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spite of these shortcomings, the HCB: waiver remains an 'extremely important source of
funding for persons with severe, .multiple disabilities who are presently underrepresented .
in‘supported employment. In addition to the HCB .A\i/ai_ver, other currently underutilized
sources: of funding for supported -empioyrnent include social security work incentives, .
vocational rehabilitation Title 1 case service monies (for time;limited activities), Job
Training Partnership Act monies, and special education funos._ Consumers and advocates
should also be aware of the funding opportu_nities for supported ernployment participation
that may result from current federal initiatives. Health care reform proposals and the new
school to work opportunities program are both federal.initiatives w.hich may become
major sources of funding for supported employment.in the future.
Expansion of Consumer Choice and Self-Determination' |
- For many-individualswith severe disabilities, participation in. supported employment
represents their first opportunity to gain any degree o_f.control or direction over their own careers
(Brooke, Barcus, & Inge, 1992). In contrast to the restricted range of work opportunities
available in sheltered employment settings, supported employment programs can attempt to focus
on an unlimited range of consumer interests and preferences whiie providing a chance for
individuals to .c_hoose their jobs, speoify their.own working conditions, select a job location, and
decide the hours that,tlltey want to work. Unfortunately, optimizing consumer choice and self-
determination has proven a .signiﬁcant challenge for _niany supponed etnployment programs.
Several investigators (Naeve, Harding, Shea; & Allen, 1990; Test, Hinson, Solow & Keul, 1993)
have reported that the majority of supported eniployment participants had some degree of input

into the selection of their own jobs. However, Parent (1994) cornpleted a series of in-depth
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int’crviewvsw’ith 110 indi;fidual's currently employed through supported employment programs and
. found that nearly half reported’that they wére,not included in the decisions madve, about their jobs
;b the extent that ;hef Avvvould lik‘e ‘t_o. have bé;n. This study also ‘uncovered a signiﬁcant
relationship be@éeﬁ makipg chdicés relatéd to_Qne"S jéb and thé level of job-sa;isfaétion.répqried
by (;onsumer_s. . | ‘» - |
Applying the prfnciples of consuﬁicr empoﬁerment to supported employment in no way
implieé a diminished rolé for émplqyment speci:;lists. 'Oh the cojntra.ry, Parent .(1994) actually
.found thati nearly one-fourth of all ‘consufners would have liked their employmént speciali_s't to
have spent more 'tim‘e' at the :job site and 'provided them a greater amount of assistance.
Consumers directing their 6wn lcareers want employment Specia]iStS to be availab!e, responsive,
and provide»vthem th;: sqpbérts énd as_sistanéé"ihey- feel ére «néc;:séary to. facilitaté employment.
I;‘or gmployrﬁent .'spécizutli"sts'N, attempting io iArvnp‘lerhen’t the caxjcerrchoices,of éonéumgrs is a"‘
significant .depanure.ﬁéﬁl~ ma_ki'ng decis;ioﬁs on behalf of gthe’r individuals. Clearly, the
eme.rgence‘ of consumer empqweﬁnent in supported -emplboyment_ will dramatically alter tl‘ne‘h
activities of nﬁany proféséiqnals. |
The tendency on tiIe ;;an of employment spe;::ialists and other human service professionals
to make major. career deci_sioné"’on behalf of" the individu‘ai with a disabilify has. Becn one of
the principal criticisms of éupponed employment progfahjs to date (Knoll & Racino, 1994; West
&'Pare'nt», 1992).‘;_ ThlS pvatgvr'nalistic appro%lch has -‘déhied consumers a controlling véice in the
typ'é of job t{l:l;:y wish td.have,‘ théir‘workr (;‘on‘ditioﬁs, and‘év»eﬁ'_ \.‘N'hether 6r nﬁt they éhould resi gﬁ
from a specific jeb. Even more recent natﬁral support options (Hagner & bileo, 1993), designed

in part to further empower consumérs in the employment process, often fail to allow individuals
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-to make meaningful employment choices. In a recent study of provider agencies that Aindicated‘
they used nafural Suppons as an important element ‘of their.supponed employment program,
li'lurphy, Rogan, & Fishef (1994) nbted that few_agencies paid ‘sufﬁcilent attention to the
involvemént of consumers in the decision-making prdcess. The authors went on fo con;lude,
"We also sﬁould not become so distracted by technical questions of ér'ofes'sion,al practice that we
fail to ask how people recc;iviﬁg services will be able io cor}t‘rol their own destinies (p.6)."

The Rehabilitation Act Amendments of 1992 (P.L. 1027569) initiated major changes in
the feder.al/st‘at_e vocatio'n‘al rehabilitation program designed to empower individuals with
disabilities in the- development, _implementation,"and evaluafiop of their individualized written
rehabilitation programs. Individﬁals must bé prqvided sufﬁcient‘infom)ation regarding available
services and provider_ agencies to enable them to make informed choices. The manner in v?hich

- consumers will receiQe information regarding the quality and consumer satisfaction with services

provided by various agencies is largely up to the discretion of each state vocational rehabilitation

_ agency,(inge & Brooke, 1993).. lntgnsive advocacy efforts are necessary to insure that the

impleﬁentation_ of fhese provisions results iﬁ more than "paper cqmpliance" with the

’Am,endments éhd'aétually leads to the enhanced empowerment o_f individuals with disabilities.

Proposed Solutions: |
1.- -Voucher systéms, ‘or. other _aéproaches that enable- cohsu;xlers to directly -control the

resourcés allocated to support their needs and desires, should be developed, validated and

refined - for widespread' implemehtation. The ‘feder,al Rehabilitative ,Service‘s'

Administration (RSA) should immediately initiate large-scale pil‘ot‘ efforts that expand

upon initial demonstration efforts and develop effective statewide consumer controlled
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' voucher systems.. The small number of “choice“ demonstration projects(United Cerebral
Palsy Assoc:ation 1994) authorized by the Rehabtlttatlon Act Amendments of 1992 are
an important beginnmg in this area, yet much remains undone Full empowerment of
~'individuals with disabilities will ultimately require that consumers’be placed in- direct
control of the fiscal resources needed to promote their long—term employment. |
'Develop, demonstrate and dissemlnate effecttvel consumer-drlven supported employment
models (Westbrool;, 1994) which emphasize the consumer’s determination of desrred
employment types, identification of goals'in the job placement process, development of ,
services and suppo‘rt's based on the consumer’s perception of the supports required for
employment success, and on-gomg support geared towards long-term _]Ob mobrlity and
: advancement The. current dichotomy between the “job coach" model and the "natural
‘.support" model is nonproductive.t New models that transfer. control of decision making
from human service professionals to consumers are urgently‘ n‘ee:ded,'(Mank, in 'pressjl.
Individuals with ~disabilities and adyocacy organizations should press for the aggressive
implementation of the consumer empowerment and self-determination provisionsﬂ of the
1992 Amendments. These changes have opened thedoor for ’co'nsumers to exert authority ~
over their own careers. ,Self-adyocacy is essential, hoWeyer, to insure that eonsumers are
ablehto‘ seize .control.of the yoeational'destinies (Wehman & Kregel, in press) and make
;nfonned choices and decisions.
Local employment agericres and rehabrlrtatron counselors should recerve intensive training

- and techmcal assistance to enable them to implement person centered plannmg approaches

(Mount 1992; Smull & Bellamy, 199_1). Human service professionals cannot be expected
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to shift from a prescriptive, deficit elimination assessment and planning model to a |
~consumer-dﬁven support model without sufficient instruction and"support.

‘5'.' Develop ahd implément new, innovative evaluation :;pproaches that enable individuals -
with. disabilities to monitor the quality of supported employmcnt sér;fices provided by
employment‘_agencies in their local community.

6. Increase flexibility in the use of vocational rehabilitati;)n poét-émployment éervices to
facilitate assessment of the individual’s level of satisfaction with their current employmeht
situation. This as,.se'ssment shbuld iﬁc]ude the deterfn'ination of Athein_divi‘dual’s wishps to

~ obtain a different job, as well as the amount of assistance provided to eﬁable the

individual wishes to move into a new position which may further his or her long—term‘

- career goals.

Promoting Meaningful Employment Outcomes’

" The ability of supported employment programs io generate employment outcomes for
participantslwhich are far superior to those produced by facility-based einf;loyment programs has
been repeatjedly documented (Néb]e & Conley, 1987; Rusch, 1990). Yet, in absolute terms the

_ éo]lective experiences of persons entering the workforce through suppﬁrted émployment programs
in some ways have fallen short of initial expectations (Kregel & Wehman, 1989; Nisbet &
Hagner, 1988; Rusch, Chadsey-‘Rusciy, & johnson, 1991). Lack of 'eamings and fringe benefits,
integration in the workplace, consumer satisfactién, job retention and career advancement remain
issues of concern in supported employment program evaluation.(_Kregel, 1992). |

'Eamings of supported employment participants remain low. Results of fhe Fiscal Year

1991 VCU Survey of Supported Employment Implementation (Revell, et al., 1994) indicated a
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‘mean hourly wage of $4.45 for »ihdividualéfparticvip‘ating in supported employment programs
operating in acco;dance with the; Title VI-C'regulations regarding paid emi:)loyment and a weekly
wage of $1'li.44.‘ ‘This‘ weekly «wz;ge total is virtually identical to ~theb $111.95 reported for the
s‘a:mc time perioyc‘l.. While a sighiﬁc’ant improvement over wages earned prior té enterihg
suppoﬁed employment, annual wages in the range of $5,000.to $6,’000 are cenavin] y noi cdnsistent ‘
with the p;'ogram’s intent to enable individuals to pgféue meaningful careers. In addition, thé ] ‘
hea\}y reliance on p:ix.ft-‘tixfn'e 'jobs: results ihlsuppbl‘ted eméloymént partiéipénté receiving few
frin‘ge‘_ bgneﬁts (V\;’est,‘ K.regel, & B:;nks, 199());

' Tﬁe opportu‘nity for -individuals to pariiciéate in the social network of the workplace is
‘one of the mgjor values underlyiﬁg suppor;eci empioyrﬁent (Brown et al,, 19.9‘1); Unfor*unately,
current evidence iﬁdicates that mény supported erﬂployment-parﬁcipantg have been unable t‘o také
full gdvantage of available integrétion oppoptunties (Chadsey;-Rusch, Gonzalez, Tines, & J,ohnson? E
| 1989; Lignugadsﬂ(raﬁ, Salzberg, Ruvle, & Stowitscheck,‘ 1988; -Storey & Lengyel, 1992).
Complex issues related to the déﬁnitiqq of integration and appropriate measuremept strategies
* have inhibited the development of effective strategies designed to increase the overall level of
integrﬁtion ékp'e‘ri}érllc‘ed{by 'conéumers (Mank & Buckley, 1989)

"The attitudes oi" employgrs and -c‘ow‘orkefs have been identified by several ;eséarchers as
major barriers to successful ixﬁélerﬁehiaﬁon of ’sup‘ported. employmcng. In a survey of job
| coaches, Agbsta, Browﬁ, & Melda, (1993) fouﬁd that the attitudes of the public and ‘em'ployets
cc:ncérning persons with disabiliﬁes was identiﬁed as fhc;, greatest single banjer iQ .ihtegrated’
vem‘ploy‘ment.‘ ‘Fabian, Edelman, &‘Leedyf('l993) reported that negative,attitﬁdes sometifnés

served as a barrier to successfully accessing natural workplace supports. In contrast, Kregel and
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Unger (1993) found that emp’loyers’he]‘d, very positive opinions regarding the amount and quality .
of support provided by supported employment agencies. Similar findings resulted .frorn a study
of employers in New York (National Centor fo‘r Disability Servioés,. 1993), in w'hich employers
rated the performance of workers placed through supported employment programs r'avorably in
comparison to other workers. Where:‘ pos_itivé‘ attitudes are enoountered, many supported
employment professi‘onals are, raking a more'Creative and aggressivé 'a'ppr'oach‘ toward wOrking
with employers (Rhodes, Sandow, Mank, Buckley, & Albin, 1991). . .Supported émployment ,
provider agencies are marketing themselves as service and suppon organizations that can assist.
businesses in incorporating people wrth disabilities into existing employee- support meéhanisms.
Rather than focusing on altruistic reasons for employiné péople with disabilities, or taking
advantage of employer concerns regarding compiiancé with thé Ame'ricans with Disabilities Act,
| emphasis is being placed on promoting rhe contribution that workers with»diSabilities can make
to the productivity and proﬁtablllty of the company (Hagner & Drieo 1993 Ramsing, Rhodes, '-
Sandow, & Mank, 1993) |
The long-term job retentmn of. supported employment partrcrpants remains a major
concern for supported employment provrders (Lagomarcmo 1990; Shafer, Banks & Kregel
1991). While the ability of supported emp]oyment programs to enable mdrvnduals to remain
members of the workforce compares favorably to . other 'community-based rehabilitation
alternatives for individuals with severe’ disabi]irios', the number of individnals unable‘ to maintain
- long-term employment continues to be.troubling,nparticularly for indiv~iduals with persistenr
mental il!ness (McDonald-Wilson, Revéll, Ngdyen,'.& Pererson,. 1991) and brain injuries-

(Wehman, Kregel, Kreutzer, & Shérron, 1993).
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Surprisingly little is known'reg'arding the job satisfaction of individuals with disabilities
in‘supported etnployment ‘programs (Mosely, '19885. Prevlous‘in\}eéti gations (Naev’e,et al., 1990;
.‘Test,‘ Hinson, Solow, ‘& Kenl, "19")3), focusing,on the efforts of individual programs, reported
general satlefactxon with jObS earnings,. coworkers and supported employment services.
Recently, Parent (1994) in'a random]y selected statewnde sample of supported employrnent
partlc:lpants found that consumers expressed this same level of general satisfaction. However,
. nearly .hal,f of all satisfied consumers indicated tllat there were. one or more components of their
A job'tllat they ‘\yould lil:e to cltange. Over half-indicated that although their,current 'job was
- SatiefaCtory at the present tirne, it was not tlle one they: would like to have permanently. These
ﬁntlings reinforce the crucial importance of job mobility and career zldvancement for supported
emploYment participents.. An Ainitinl,entry-level job simply does not automatically leadto a long-
term meaningful ceree'r. ' | | |
Finally, efforts to promote meaningful emnloyment : outcomes for consumers are.
complicated bryl confnsion ot/,er what does or does not conetitute supported employment. Should
- the term "supported employment" bereserved solely for prog'ram‘s'which provlde servlces in strict
compliance with the albeit minimal reqniremente of.'the federal Title VI-C regulations pertzlining
to pald vlvork, lintegrated w‘ork setting, kex}t_ended'ser'vices and individuals with the most severe .
o disabilities? Or rloes supported employment simply refer to any program operated outside the
‘ rehabilltation‘facili‘ty-in which iridigiduals are provlded ongoing supports without regard to wages,
nnrnb_er of honrs worked per week, or nurnber of in‘divviduals involved in a work crew or enclave?
Wnile}in our view placement outslde the lecility should be considered as inherently superior to-

sheltered employment or day activity alternatives, we also feel that individuals who are employed

¢
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for two or three hours per week (while not participating in systematic work hardening programs),

workers'in individual placements who remain employed by the human service agency,or group

employment options in which 30 or 40 individuals comprise a single work crew or enclave,

represent gross distortions of the supported employment cOnégpt; The program should not be

criticized for its ability to generate meaningful employment outcomes while service delivery

models intentionally designed to limit earnings or restrict integration are allowed to operate under

the guise of supported employment.

Proposed Solutions:

1.

The focus of supported efforts sﬁould luare.on careers, ‘n.ot jobs. For many if not most
sﬁpported employment participants, éniry into the competitive ivork force represents their
ﬁ‘rst‘cémpetitive work experience.'f Few individﬁals in théir first entry-level position
should anticipate significant wagés or a comfortablé standarﬁ of living. ‘The goal of all
supported employment programs must change from mere placement _into initial
employment to movement through aseries of }positions all di‘rec;ted towafd the individual’s
chosen career objective. )

Clearly distinguish between the characteristics and expectations of supported employment

| programs and other forms of ‘éommdnity-baséd employment. For example, the state of

* New York (1994) has stated that integrated employment should be characterized in

relation to frequency of contact with- persons without disabilities, the percentage of
coworkers with and without disabilities, employment by a "regular" employer, payment
in accordance with prevailing wages and‘working condition that reflect prevailing hours.

The removal of so‘me of the arbriirar"y‘ ¢riteria found in the initial Title VI-C supported
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emplby;nej?t regula.tli‘oynsl has increased f"l.e;xib'ilj‘ty*and» prbméted‘ individualization within
thé program. | However, consumers.- and advocates must alwéys be aware»that not “all
community-based vocational ‘options: jprovide .meaningful employment that allows
individuals with disabilit,fes.to‘puﬁue.rﬁeaning’ful careers.‘(West, Kregel,"& Rev_ell, in
' press). | |
" Develop strategies désigned to dirg'cﬁy address negative attVitudc_s often held by employers

and coworkers. It should come as no surprise to supported employment provider agencies

-

'that" individhals“i;fi.th_ ﬁiéabi]ities xfill .occas:iénally'.éncoumer negative attitudes in the
workplace. Rather tﬁan using the ;Sré;cngc (;f. ﬁegaﬁve attitudes‘as a.‘ reason to limit job
“placement efforts, supported employment programs should anticipate the presence of such
attitudes: and deveiopistratégies to overééfr)e them. Fabian},ﬁE'delman, and Le;:dy (1993) |
’ 'reconimcnd communication skills {raining and work group d.'i’scussior’ls with cbwbrkefs and
supervisors regarding mfths and stereo;ypes' ai)out disabilit)vrf as potential strategies which
may effecfivély oygrgéme these attitudes.
Modify éxisiing ‘rqimbu:sement mgch;clpvism“s to maximize ;he ef'fectjvene'ss‘ of natural
support approacV:hcs;'? Cur'renf adminis_trative and funding policies - often provide
disincentives for local agehéies attemptihgﬂ‘top.rovide supported'cmp]oymem services.
. . Programs éttempting fdimplcm_entﬁat@rél Suppoft techniqges face particular problems
; when'_attempting ‘to': ope‘ralté -wit'hin,t':}ié cpnétr’aints of currént rcinibufsemcnt mechahisms.
* For example, Sandow, Olson, and,Yan (1993) describe a 'natufal support ‘approach in
- which the supp;)rtefi’employment proféSsiqnal spends an extended period of time working'

~in a company in order to learn aboutft'hdsﬁppc;rts,:already available in the setting.
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i Additional time may be spent advising the emplbyer on pot'ent'ial médiﬁcétions to the
coﬁlpany’s existing application procedures, teaching sn;pewisors methéds of
' communicatihg with indivi'c‘iuals with disabilities, or teaching sys‘temati;: instr.uction
strategies to ,potentiai coworkeré. Unfortunately, supported employment funding
mechanisms currently in operation in most states. plaée tight réstri;ﬁtigns on thé amounf‘
of "pre-placement" activities which can be alixthofized through th;-: vocational rehabilitation
~system. Elimination of such disincentives must occur if h#turél sup"péﬂs Aaré to be used
effectively. |
. Co_nfin’ue to develop, validate, and disseminate new service ;echnologies that will fﬁﬂhe;
- enhance tﬁe employment outcomes of shppdrted employmeni panicipants.v Déspite ihe
(de\;élopmeﬁt of inﬁovative strategies that have enabled tens of .thdusands of *iﬁdivi;;iua}s
‘with‘dislabili’tiés to enter competitive emplb)}meﬁt for thé first time, it i's’imp'o;[;tént to
| re?:o.gﬁize that we simply do not know how to accommodate the ﬁeeds of gl'li_ixvudii/idﬁ‘alsl
in competitive employment settings. We nﬂu's; rededi';:éte our"effértsﬁto id.é‘,hti'f{y efféct’i\}e‘
b‘straté‘giesf that will benefit individuals cu'r%ently Vexiéluytiied fr‘(;m supported e}@ployrﬁént;

tor

Promising strategies include: '

¢ Natural workplace supports (Nisbet, 1992; Hagner & Dileo,  1993); 

. Consumer-directed supported eméloyment .:(West & ‘Pare:‘nt, 1 1992; -
Westbrook, 1994);

¢ - Employer-directed support activities ((Ramsing, thdeé,_Sandow,"& Mank,

1993);
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*  ‘Business and corporate i'nitiatlves (Verstagen & Nietupski, 1994);
d Assistive technology (Sowers & Porx}ers, 1991; West et al., 1991);
. Compensatery ‘strategies (Kregel, Parent & West, 1994, Kreutzer &
Wehman, 1991);
* Applied‘ behavior analysis approaches to longéterm job maintenance .(Jauss,

Wacker, Berg, Flynn and Hurd, 1994).

E ’ Kregeland Wehman(1989) seve»ral years ago warned that supporred employmentlﬁwa's tol.yonng
a movement to risk "institntionalizing" any one type of service delivery model. That.argument
is perhaps equally true today. Large numbers of individuals continue to be excluded from the
program because they possess a specrﬁc dlsablllty label drsplay severe mappropnate behavrors :

or are A_m'eyrely _vrewerl as too A,ehallengrng or'expe'nsrve'to serve (Wel\man & Kregel, rn.’press).r r
' Mechanis'ms;\must be fonnd that wjll 'pro{/’ide ineentives to lo'cal .programs t_ha't will encourage |

“ fhem to ser&e indi\‘ildnals' n/ho are current?l)_rinnfairly exeluded from employrnen‘t beeause l’t is

blbeliev:ed. 'rhat'thelr ’needs‘ are too great.z ’ o

| - | * Summary |
The purpose of this paper has been to lexarnine major issnes faei‘ng the supported ,
employment 10 years after lits initialion as a major national movement. Several issues have neen
1dent1ﬁed whrch must be addressed 1f the program is to continue to grow and rmprove yet the
accomphshments of the program should not be forgotten Clearly, new optlons for integrated
employment are now'present‘m many communities, and it appears as if employers, families, and

consumers are more excited and positive than ever. Furthermore, the growth rate of people
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participating and amount of public dollars invpsted are impressive. When compared to other
rehabilitation alternatives for individuals' ivith _signiﬁéant disabilities, supportéd employment
~ undoubtedly affords consumers the besi opportunity to bursui: a meaiiingful career of their choice.

At th'e' same ‘time, we belic;ve that ciﬁnsumers and fami]ies must renéw their efforié zit
advocacy.. The trué power to change a iiuman 'servicefsystem lies within the person who is the
reason tiiia service exists to begin viiith. Changing adult activuy centers to integrated employnierit,
revising ineffective pblicy and ﬁinding mec}i:inisrns, wresting control of the vocaiional destinies
from hiiman sérvii:e bureani_cracies},v and Apu'rsui‘ng meanirig.ful. cére;:rs are - major chalienges.
However, it is clear that consumers and thei.‘r families will be tiie agéiitis to make these changes.

Professionals must work together with consumers to empower. them to meet these goals.
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Key Aspects of Employment for All Indiviid.ua]’s) with Severe Disabilities

g

Integration.' Employment of people. with severe disabilities must be.in
regular employment settings when they work along side people without |
disabilities. FREQUENT and ongoing ‘interaction's' and the developni@nt

of relationships must be ensured. -

- Income and beneﬁtéfEmploymcnt must result in meaningful compensation
for work performed and include benefits comparable to co-workers in
similarpositions.

Choice. Job selection and retention must be Lbased on choice by

individuals with severe disabilities.

- Ongoing career_advancement. Employment for persons with severe

i .

disabilities must be viewed as careers over time where job changes and

- advancement occur in the interest of higher pay, greater responsibility and

variety, better working conditions and individual interests.

In‘dividuAalized and natural supports. The assistance and support provided
| persons with severe d'isabilities should be individualized according to heeds

and abilities and- should 'm‘aximize_natural supports, provided by co-

workers and friends in the workplace. .

Equal access. Individual with the most severe disabilities must be included

immediately in the implementation of community, integrated employment."

. (TASH, November, 1989)
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Successful expen’eoces employing

" individuals with disabilities have taught the

human service field and businesses some
important lessons about what contributes to the
successful employment of a person with a
disability: -
Lesson #1: There is a higher rate

‘of long-term job success achieved by

those employees with disabilities hired
by companies who took primary
responsibility for training and
supporting them than by those
employees who. were trained and
supported by an outside vocational
service agency. An approach that has been
and stll is commonly used in assisting persons
with disabilities to obtain employment is fora .
vocational service agency to take the primary -

disability and for the company to rely on the
vocational agency-to resolve any employee
desire to take responsibility for the training and

the same fashion as they would any other

- employee. Employees trained by outside

agencies have often experienced difficulties in

" Lesson_#2: Through experience

-companies and human service agencies
-.consultmg with companies have come to -
‘reeogmze that the training and '

supervision techniques that are effective
for persons with disabilities are not
typically very different than those for ali

" employees. Those-companies who were more

committed to providing all of their employees
with high quality training, education, and
supervision are those who are most likely to

~ want to be successful in taking responsibility for

providing the necessary supports to employees
with disabilities. For an employee with a
disability to be most successful in a new job, she
or he may need a mentor, a coworker who is
experienced at the company to serve as a role
model. The new employee may also need a
supervisor who will provide ongoing
encouragement and corrective feedback. In

- responsibility for training a new employee with a addition, the employee will benefit from a team
. of coworkers who are supportive. Mentoring,
' coaehmg, and work teams are all recognized as
. performance difficulties that may arise on a long- innovative business organizational and

term basis. Other companies have indicated a

management-strategies. The Marrott
Corporation and U.S. Bancorp are examples of

- supervision of their employees with disabilities inbusinesses that have made a commitment to an :
. investment in their personnel, organizational, and

management practices and have also been leaders
“in hinng, training and supporting persons with

both successfully performing their jobs over time disabilities.

as well as being accepted into the social fabric of

the workplace..
The presence-of the outside person robs

In addition, many companies have also -
reported that their training and supervision of all
employees has benefited by the techniques they

the supervisor of the opportunity to be viewed byhave learned through the consultation provided

the employee as the source of control and
accountability for his or her job performance. It
also takes away the supervisor's opportunity to

by the vocational service agencies related an
employee with a disability.- These agencies may
assist a supervisor to learn strategies such a s

take ownership of the employee and to learn how task analysis, job restructuring and adaptation,

~ to work with and supervise the employee The

coworkers also naturally have difficulty viewing
their coworker as an equal or to establish a
personal relationship with him or her when an
outside person is with the employee for most of -
the workday. On the other hand, employees
trained by their supervisors and coworkers
establish a regular working and social
relationship with these individuals, the -

systematic instruction, and productivity
monitoring that they then implement for other
employees to improve their work perf ormance
and efficiency.

Lesson #3: Those compames who

understand both the need to learn to train
"and manage a diverse workforce, as well.
as, the value of doing so have been most .

supervisor and coworkers learn how to train and successful as employers of -persons with

- support the employee and they have the

.disabilities (Solomon, 1989). It is

opportunity to get to l\now the employee through estimated that over 85% of the workforce during

: these expenences

the 1990's will be minorities including women,
racual minorities, older workers, and people who



Supported Employment
HSRI Forum
Jan Nisbet and Jo-Ann Sowers (1994) :
have a- dxsabxhty Forward planning companies the company and vocational service agency work
are proactively identifying and implementing closely together to identify the best person for the
personnel strategies to effectively mange this newposition. This will involve the employer

- workforce. The available workforce mirrors a  providing the agency with detailed information

shift in the customer base to on which is highly about the job duties and expectations. In fact, the
diverse. This include 43 million Amencan vocational agency should take the time to actually
customers with disabilities. Companies need the observe the job being done over a period of

input of employees related to how to attract and  several hours or even days. Based on this

accommodate this customer base. information, the agency should then identify a
‘ person with whom they work whose skills,
Lesson #4: People with abilities and interests are a good match to the job
disabilities have proven themselves to berequirements.
competent and valued employees. The employer should interview the applicant and
Companies that have provided employment learn, with the help of the agency as much as

opportunities to people with disabilities have possible about the person. The company then
rated them equal to other workers base on their should make the decision about whether or not to
productivity, quality of work produced, and hire the person.

work attitudes and hablts (Parent & Everson *Suggestion #2 Take
1986). responsibility for training. All new
' employees will require training in order to learn
Lesson_#5: The cost of his or her job. Companies take it for granted that
accommodations and training has been they will provide this training. This should be no
low. 1In fact, the vast majority of different for a new employee who has a :
accommodations cost less than $500 disability. A consultant from a vocational agency

Employers have also found that costly jobsite  can and should provide suggestions and input
accommodations can be paid for by their state's about how strategies and modifications that might -
Vocational Rehabilitation agency. There are also be particularly useful, given the person's learning
a number of resources that can be utilized by a  styles that make it easier for the person to
company to pay for any training cost which perform his or her job. If the accommodations
significantly exceed the amount that would be ~ are costly or if the employee needs substantially

_spent on other employees. - ~ ‘more training than other employvees then the

In addition to the above lessons Ieamed employment consultant can facilitate financial

* through successful employment experiences,  reimbursements to the employer from these

specific suggestions that can guide a business  expenses.

when they are hiring a person with a dxsablhty -Suggestlon #3: Help the new
are as follows: : . , employee's coworkers to feel
comfortable with the person and assist
'Suggestion #1: Hire an the the new employee to fit in. Perhaps
individual not a program or a "client one of the most important things to any employee

with a disability". The extent to which is to feel accepted by his or her coworkers. Itis
any employee will be successful at a job a fact that many if not'most individuals feel

'will depend on how well she or he is - uncomfortable being around a person with a

suited to the job duties and work disability. This discomfort occurs because most

~ environment of a particular company.  individuals simply have not had the opportunity

Many employers who provide an employment  to be around people with disabilities and are
opportunity to a person with a disability often  unsure what to say or do. The vocational

leave the decision for the selection of the -agencies' employment consultant can assist the
employee to the vocational service agency. In noemployer to help the coworkers to feel

other situation (except possibly when hiringa  comfortable and teach them how to interact with
temporary employee form an employment the new employee. This may include explaining
service) would a company abdicate the the person's disability and suggestions about any .
responsibility for the selection of an employee to special assistance that the person may need.

an outside person or agency. [t is important that However, the primary message that needs to be
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conveyed is that coworkers should treat the
person in the same manner as any other
employee.

The new employee should also be given
direct assistance to feel comfortable and to fit in
with the social environment. Entering into a
new job and getting to know coworkers who
have worked together for a long time can be
difficult for any new employee. A person with a
disability may feel self-conscious and, thus, find
it more difficult to assert herself or himself in .
getting to know coworkers. Providing the
person with a mentor, a coworker who is well

permit the employee to maintain employment
However, any good employer will also terminate

- any employee whose problem can not be

remediated or cannot be reasonably

- accommodated. Some employers are concerned

about the legal liabilities that they may face if they
fire an employee with a disability. However, if -
the employer has attempted to assist the employee
to remediate the performance problem and to
make reasonable accommodation, they will face
not legal liability and the vocational agency will
be supportive of the decision to terminate the
person. Most employers are more concerned

respected by coworkers, who will make a special about telling a person with a disability that she or

effort to get to know the person, who will

her is fired. Like any employee terminated, an

introduce him or her to the other coworkers, whoemployee with a disability will be upset, but not
will sit with him or her at breaks, and help him orany more so than any other person. However, if
~ her to learn the social customs of the workplace an employer desires the vocational service agency

(for example, that is Jim's seat at the break table,
don't sit there) can be of real help to a new
employee with a disability.

' eSuggestion_#4: If the employee
doesn't work out, don't blame it on the
fact that she or he has a disability. There
are few businesses that have not had at least one
employee in the last year who didn't work and

should make the commitment to assist and
support the employer during the termination of
the person. This may include advising the

employer what to say to the employee or actually

sitting with the employer when she or he tells the
person that she or he is fired. The Employment .
Consultant, as part of their assistance to the

employee, provides emotional support, and

that had to be terminated. Typically, an employerteaches him or her to use the experience to

will not generalize from the characteristics of the

identify the types of jobs which she or he should

failed employee to other perspective employees. seek in the future and to find a new job.

For example, if the failed employee was a male,
the employer would not decide to never hire
another male. If the employee is 40 years old, the
employer would not vow to never hire another
person who is 40 years old. However,

employers often decide after hiring one employee |

with a disability who did not work out, that no
person with a disability could be successful at the
company. Every person with.a disability is an
individual and different than every other person
with or without a disability. Because a particular
employee with a disability does not work out at a
company does not mean that the company should
conclude that another employee with a disability
could not be successful.

One of the primary fears of most
businesses when considering hiring a person
with a disability is what they will do if the person
does not work out. The answer is "What would
you do for any other employee?". A good
employer will work with any employee to help
him or her to remediate a work problem A good
employer will also make any reasonable
accommodation with any employee that will
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The Consortium for Citizens with Disabilities (CCD) is a working coalition of over
100 national consumer, advocacy, provider and professional organizations, which
advocates on behalf of people of all ages with physical and mental disabilities and
their families. Since 1973, CCD has advocated for federal legislation, regulations, and
funding to benefit people with disabilities. This testimony is presented on behalf of
the undersigned members of CCD.

People with disabilities include individuals with physical and mental impairments,
conditions or disorders, and people with acute or chronic illnesses, which impair
their ability to function. The prevalence of functional impairments due to chronic
illness, congenital conditions and trauma has increased rapidly in the past decades
and is expected to increase further in the coming years. This is due to advances in
medical technology that save lives, but which often leave the survivor with
significant disabilities. In the last 25 years, the size of the working-age population
has increased by 38 percent, but the number of working-age persons with disabilities
has increased 158 percent.

The 49 million Americans with disabilities have an enormous stake in the current
health care reform debate. Lack of adequate health care coverage is a critical issue
for many persons with disabilities and chronic illnesses, who have experienced first
hand the myriad problems with the current system. :

The U.S. health care system provides high quality care, but it is overly expensive,
often wasteful, and does not assure adequate health care coverage for all Americans.
Escalating and uncontrolled costs make insurance unaffordable for an increasing
number of Americans, and discriminatory practices by insurance companies exclude
millions more Americans who need health care. Current heaith insurance is also
biased towards acute care and fails to cover necessary services for persons with
chronic ilinesses and conditions. For many persons with disabilities, lack of access to
comprehensive health care undermines the promise of the Americans with
Disabilities Act for inclusion, independence and empowerment.

Persons with disabilities and chronic illnesses are disproportionately represented
among both the uninsured and the under-insured in the current system of private
health insurance. As it operates today, the U.S. health insurance system fails persons
with disabiiities and chronic conditions in fundamental ways:

] It 'excludes many persons with disabilities and chronic conditions as "medically
uninsurable” or offers them insurance only with pre-existing condition
exclusions. In a recent Census Bureau survey, 43 percent of persons with
severe disabilities reported that they did not have private health insurance.

* It often charges prohibitive rates to persons with ongoing health needs, making

insurance unaffordable for many. ~

i
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. It does not pay for many necessary health-related services, including adequate
rehabilitation, assistive technology, and long-term services and supports.

. It places annual and life-time limits on health care services.
. It often fails to provide protection against catastrophic health care costs.
. It allows insurers to terminate insurance coverage when a person becomes ill.

For all these reasons, CCD strongly endorses the need for far-reaching and
comprehensive reform of the American health care system.

Problems With Health Insurance are a Major Work Disincentive

While the Americans with Disabilities Act is a comprehensive mandate to end
discrimination against persons with disabilities, it does not address all of the barriers
impeding their full participation in society. One important area that is not
adequately addressed by the ADA is the availability of health insurance.

The issue of access to health insurance by persons with disabilities has been called by
many, the "missing piece” of the ADA. This was not an oversight however, but a
deliberate omission. The ADA specifically exempts insurance from its provisions,
stating that nothing in the Act "shall be construed to prohibit or restrict an insurer,
hospital or medical service company, health maintenance organization, or any agent,
or entity that administers benefit plans, or similar organizations from underwriting -
risks, classifying risks, or administering such risks that are based on or not
inconsistent with State law."

The inability of persons with disabilities to obtain adequate health insurance and
other necessary support services is a major barrier to their employment. A 1985
survey of persons with disabilities found that one of the most frequently cited
barriers to employment was fear of losing government health benefits through the
Medicare and Medicaid programs. Since many of these individuals have recurring
health care needs, higher than average health care costs, and a greater risk of
developing secondary health problems and disabilities, they are understandably
fearful of losing their health care coverage. Employers also are reluctant to hire -
persons with disabilities because to do so in many cases will lead to sharp increases
in their health insurance costs.

While Congress has enacted legislation aimed at reducing the work disincentive for
persons on SSDI and SSI, the various work-incentive provisions are very complicated.
Persons on SSDI and SSI generally spend considerable time and effort to establish
eligibility for income and medical benefits, which are predicated on their inability to
work. Therefore, it is understandable that they may be very reluctant to initiate
work, particularly if they don’t understand the work-incentive provisions related to
health coverage. In 1988, the Social Security Administration’s Disability Advisory
Council stated that the work-incentive provisions needed to be clarified and better
understood. '

It is important to note, however, that these work incentives may not be sufficient for
many individuals. People who rely on Medicare or Medicaid may not be able to
have their health care needs met through the health insurance plan offered by a given
. employer. Thus, they are unable to consider gainful employment because they risk
losing vital health and long-term services. In addition, continued eligibility for
Medicaid is still predicated on having virtually no assets. Thus, a person who wants
to work and build up savings for future needs will not be able to do so if they want
to keep their Medicaid coverage. A
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For all these reasons, CCD believes that the Health Security Act will eliminate some
major work disincentives for people with disabilities by guaranteeing health coverage
and by providing long-term services and supports to those most in need.

Lack of Long-Term Services is a Major Work Disincentive

~Many persons with disabilities need long-term services and supports to function
independently. For many, these services and supports can mean the difference
between independence and dependence. o .
In order to work, many individuals with disabilities require long-term services and
supports, particularly personal assistance and assistive technology. However, private
insurance and Medicare do not cover these services. For persons on Medicaid, some
states provide home and community-based services but many states severely limit the
duration and scope of personal care that their Medicaid programs will cover.
Furthermore, even if a state has a Medicaid home and community-based waiver
program, it may be targeted to elderly individuals or to people with specific types of
" disabilities and therefore the services through the waiver are not available to
individuals with other disabling conditions.

People with long term support needs, such as individuals with mental retardation or
developmental disabilities or people with serious mental illness, typically receive
their services through a variety of specialized provider agencies. Many of these
community providers serve individuals who are receiving Medicaid-reimbursable
services. However, access to these services depends on the state you live in and your
level of income and resources. o

The lack of an effective long-term services system complicates the delivery of
residential, vocational, habilitation, and medical services. Consumers are hampered
in their efforts to achieve their life’s goals because they do not have the services and
supports necessary to access needed services from providers in the community.
Although the symptoms of this problem manifest themselves in different ways for
different providers, the underlying cause of each symptom is the lack of a solid
foundation of long term services.

Individuals with disabilities needing vocational services are hampered as well. The
most obvious impediment is a lack of transportation, in the form of drivers and
companions to assist in the use of public transit, which prevents participants from-
traveling to the worksite. Less obvious, often because this situation is not reported
due to its embarrassing nature, is that people with severe disabilities have no one to
help them get them out of bed, washed, dressed, and into their preferred mobility
aids. This barrier not only prevents. people with severe disabilities from getting to
work, but also forces individuals to either inappropriately rely on volunteers,
coworkers, and even supervisors in order to eat lunch and use the bathroom while at
work, or to try to do without food and drink all day long.

In situations where consumers receive acute rehabilitation, physical and occupational
therapy, and related services, they often face an impossible task when attempting to
complete the final step in returning to the community. They face the dilemmma of
returning to a community setting without adequate long term services or staying
inappropriately in the acute or chronic care facility. Without appropriate support
services, returning to the community often results in the person developing
additional health problems, which increases the chance of the person obtaining a
secondary disability, adds severe stress to the family, and drastically reduces the
individual’s quality of life. Remaining in an acute or chronic care facility results in
urinecessary costs, an inappropriate living situation for an individual who is no
longer ill, and prevents an individual in true need of acute or chronic care services
from receiving those services. Appropriate community supports would prevent these
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negative outcomes.

The following are brief descriptions of persons with disabilities who need or will
need long-term services to enable them to work. The long-term services available
through the Health Security Act will be vitally important to all of them.

L

A young woman, age 24, with cerebral palsy and mental retardation has
benefitted significantly from the Medicaid community supported living
arrangements services program. She lives in her own apartment with a
roommate and counselor, has found a job, and pays taxes. She has formed
new friendships and has increased her independence, access to the community,
and her self esteem. Although she has made great progress, she will continue
to need long term services and supports for the foreseeable future.

A twenty-five year old man in Maryland who is diagnosed as having paranoid
schizophrenia has spent many months in psychiatric hospitals over the last

. several years. Although his disability and numerous hospitalizations had a

serious impact on his ability to participate in school, he eventually earned his
diploma. Through a community outpatient psychiatric rehabilitation program,
he receives numerous long term support services which are enabling him to
become more independent in the community. He receives assistance in
keeping his medications under control, learning to use public transportation,
learning job seeking skills and appropriate business attire and behavior,
managing money and paying bills, and is learning to live on his own. He will
need continued support in various aspects of his life in order to maintain and
increase his ability to live independently and to avoid future hospitalization.

A seventeen year old girl is experiencing major changes in her life as a result

of traumatic brain injury during a car accident. She is having a slow recovery,
is experiencing learning problems, frustration and extensive social changes,
and attends school only haif day while she receives rehabilitation services
everyday. As she matures and as the extent of her injuries are revealed, she
will need various supports over time, including services to assist her in
making the transition from school to work and to assist her to become as
independent as possible within her community. :

In Wisconsin, a young boy bomn with cerebral palsy and sensory impairments
requires a tracheostomy tube to help him breathe, a gastrointestinal tube to
help him eat, and other extensive medical, health, and social supports. He
lives at home with his family, attends his neighborhood school, and relies on a
number of basic supports from numerous sources such as the school system,
private insurance, Medicaid waiver services, and state and county community
and respite care services programs. While managing services from many
different sources is complicated, the mix enables him to live at home and to
stay out of an institution. He will continue to need support at school,
specialized therapies, prescription medications, special diets, personal
assistance, adaptations such as a lift on the family van, and support for
community living as he grows older and seeks to enter the job market.

How the Health Security Act will Help Persons with Disabilities

‘When evaluating the adequacy of a health system reform proposal, whether the

needs of persons with disabilities and chronic ilinesses are met is an essential litmus
test. It is our strong belief that a health care system that meets the needs of persons
with disabilities and chronic illnesses will meet the needs of all Americans.

There are many positive features in the Health Security Act that address issues of .
concern to persons with disabilities. These features must be retained in any health



reform legislation enacted by Congress. Legislative proposals that do not include
these features do not constitute reform and will be vigorously opposed by the
disability community. These fundamental features and the positive ways that the
Health Security Act addresses them are:

Universal Coverage. All legal residents of the United States will be covered by 1998
and health care coverage will not be dependent upon employment status, age, health,
disability, or ability to pay.

Non-Discrimination. Federal civil rights laws, including Section 504 of the
Rehabilitation Act of 1973 and the Americans with Disabilities Act, will govern all
parts of the health care system, including health alliances, health plans, the National
Health Board, and providers. These laws will provide important protections for
persons with disabilities, including assurances that negative assumptions regarding
the quality of life of individuals with disabilities will not be used to make
determinations about the medical necessity and appropriateness of services. These
protections are critical for persons with disabilities and must be retained in any
health care reform legislation passed by the Congress. ' :

Elimination of Pre-Existing Condition Exclusions. No one will be denied coverage
for any health problem.

Equitable Financing and Mechanisms to Spread Risk as Broadly as Possible.

. Mandatory community rating. Community rating is the cornerstone of
equitable financing. It eliminates the exorbitant premiums that people with
disabilities and chronic illnesses have been forced to pay for inadequate
coverage. Community rating will also help to increase employment
opportunities and ensure retention of employees with disabilities. Currently,

+ many employers are unable to afford or obtain health insurance for employees
who have a disability, or who have a family member with a disability or
chronic illness. This situation discourages the employment of persons with

" disabilities.

. Mandatory Health Alliances. Community rating in a multi-payer system
requires that risk pools be structured to spread the costs of heath care as
broadly as possible. Therefore, we strongly support the requirement that all
employers with fewer than 5000 employees be required to participate in the
alliance. Without this level of participation, the risk and costs of health care
will not be spread widely enough. Regional health alliances will enable small
and medium size employers, the self-employed, and for-profit and non-profit
organizations that employ people with disabilities, to benefit from the
negotiating power of a large pool to obtain affordable, comprehensive coverage
for their employees.

Exclusive, mandatory health alliances will require all residents in a geographic
area to enroll in health plans offered through the alliance. This will assure
portability of coverage. In our current system insurers pick and choose who
they will cover, and employers often offer only one plan, which is not portable
when people change their job. In marked contrast, requiring that everyone

- purchase insurance from a single alliance will assure that everyone can choose
among a number of health plans, and keep their plan if they change or lose
their job. Freedom of choice of health plans is particularly important for
persons with disabilities and chronic illnesses who are Medicaid-eligible.
Allowing persons who are Medicaid eligible to choose a health plan from those
offered by the alliance will solve one of the major problems faced by Medicaid
recipients in the current system: inadequate care due to a shortage of providers
willing to accept Medicaid patients. '




Some groups are suggesting alternatives to exclusive alliances, including a
proposal to allow multiple alliances in a geographic area and the option for
consumers to purchase health insurance outside the ailiance. CCD strongly
opposes this proposal becduse it would perpetuate the current segmented
health insurance market that fails to spread risk adequately. We are greatly
concerned that allowing individuals and businesses to purchase insurance
outside the alliance will allow insurers to continue skimming the low risks out
of the population; this will drive up costs for the plans that enroll a broader
cross mix of the population, which would include a larger proportion of
persons who are high users of health care. A voluntary and competing
alliance approach will only continue the current system where too many
insurance companies compete in a segmented market, making it impossible to
adequately spread risk. Additionally, it will reduce the state’s ability to
provide stringent oversight of both marketing practices and quality of care.

Subsidies for Small Businesses and Persons With Low Incomes. All
businesses will be able to deduct 100 percent of the cost of insurance up to a_
specified limit as a business expense. Additionally, small employers with low
wage workers, and individuals and families with low incomes will be eligible
for subsidies for the community-rated premiums. In addition, persons with
low incomes will receive cost-sharing discounts.

The Elimination of Financial Barriers to Services.

Elimination of lifetime caps on medically necessary or appropriate covered
services. Persons with high ongoing health costs will be assured of coverage.

Protection against catastrophic out-of-pocket costs. Deductibles and
co-payments will be limited to $1500 annually for an individual and $3000
annually for a family. No balance billing will be allowed, i.e. providers will
not be allowed to charge patients more than the amount negotiated with the
health plan.

. Comprehensive Benefits Package. Every American will have covefage for a
specified, broad range of preventive, diagnostic, and treatment services. Many of
these services are particularly important for persons with disabilities:

Inpatient and outpatient rehabilitation services.

Outpatient prescription drugs.

Experimental treatments through approved clinical trials.

Preventive services.

Mental health and substance abuse treatment services.

Durable medical equipment, orthotics (orthopedic braces) and prosthetics
(artificial limbs), and prosthetic devices that replace all or part of the function
of an internal body organ. ‘ '

Home health and extended care services.

The Incorporation of the Acute Portion of Medicaid into the New System. This
step will eliminate the current two-tiered system of health care by providing every
American with the same choice of health plans.

Cost Containment. The proposal includes measures to ensure that health insurance



remains affordable. Without effective cost containment, increased costs will be
shifted to consumers in the form of higher premiums, increased cost-sharing, and
reduced benefits. Effective cost-containment measures include:

+ Caps on premium increases.
¢  Competition among health plans in the regional health alliance.
«  Standardization of health insurance forms to reduce administrative costs.

e  Medicare prescription drug rebates.

Consumer Participation and Consumer Protections. The proposal includes a system
of government and private oversight with enforcement procedures, including the
appointment of an ombudsman at the regional alliance level. Other important
provisions that will assure consumer involvement and protections are:

e A guarantee of due process rights with regard to benefit determinations,
grievance procedures, and access to judicial review; provisions to protect the
confidentiality of medical records and to assure access to regulatory
proceedings.

. e The establishment of regional health care alliances, which will increase the
negotiating power of consumers, particularly small businesses and self-
employed individuals. The mandated participation of consumers in the
governance and administration of the health alliances will help assure
accountability and responsiveness to consumer concerns.

¢  Consumer choice will be assured. Consumers will not be restricted to the plan
their employer selects, but will be allowed to choose among a range of plans
that they can keep if they change jobs. All managed care plans will have an
out-of-network option. Consumers will be able to enroll in and disenroll from
plans during "open season” and for “"cause.” ‘

*  Administrative simplification will make it easier for consumers to understand
their health care coverage and their rights.

Consumer Protections During the Transition to the New System. There are a
number of provisions designed to ensure maintenance of current health care coverage
and benefits during the transition period. These include: requirements to help
preserve current coverage, restrictions on premium increases, limits on the duration
of pre-existing condition exclusions, and a national transitional health insurance risk
pool. These protections are essential for persons with disabilities and chronic
ilinesses who may lose their coverage during the transition period as the insurance -
industry consolidates. '

Research Initiatives. The HSA includes new funding for health research focused on
prevention and outcomes research, which we strongly support. Priority areas include
child and adolescent health, birth defects, chronic disease and conditions, mental
health, environmental health, substance abuse, and the development of functional
measures.

RECOMMENDED REFINEMENTS

Legislation to address the major problems of access, cost, and quality for a large,
heterogenous population will, of necessity, be complex and highly detailed.
Provisions to reform financial, organizational, and service arrangements must take
account of major variations in population density, ethnic composition, health




infrastructure, and economic circumstances. In an undertaking of such enormous
complexity and scope, there is a danger that the specialized needs of subgroups of
persons with the most serious and disabling illnesses and conditions will not be
understood and addressed. :

To assure that a reformed health system will meet the specialized needs of persons
with disabilities and chronic illnesses and conditions, CCD recommends several
_refinements to the provisions of the Administration’s Health Security Act. It is
important to note that while these recommendations relate specifically to the Health
Security Act, many of the problems they address are not problems with the bill per
se, but problems with the current health system that must be adequately addressed in
any health reform legislation that the Congress enacts. At the same time, the positive
aspects of the current system must be retained.

Specific areas of concern in H.R. 3600 include: financial incentives to underserve; risk
adjustment and reinsurance; continued financial barriers to care; provisions relating
to the utilization of covered benefits, particularly outpatient rehabilitation, durable
medical equipment, prescription drugs, and mental health and substance abuse
services; extra-contractual services; specialized services for children; the continued
coverage of services currently available through Medicaid, particularly those under
the Early, Periodic, Screening, Diagnostic, and Treatment mandate; assuring choice of
providers and access to specialists in managed care settings; and the education and
training of health care providers.

Our specific recommendations regarding all these issues are available in a separate
document that CCD will be glad to share with the Subcommittee.

How the Long-Term Service Provision of the Health Security Act will Help People
" with Disabilities

President Clinton’s proposals for long-term services in H.R. 3600 will assist persons
with disabilities in many ways. He calls for a bold new commitment of $38 billion
per year (at full implementation) for services that are vitally need by people with
significant disabilities. ' :

The proposal recognizes that long-term services are crucial components of health care
for persons of all ages with disabilities and chronic ilinesses, and must be included in
any plan to reform the nation’s health care system. While long-term services and
supports are not included in the mandated benefits package, the Administration has
proposed to expand the availability of these services through a new program of home
and community-based services, and to provide tax credits for personal assistance
services for working persons with disabilities. Without these services, many

* individuals may be inappropriately institutionalized at a higher cost, both in
economic and in human terms. Ignoring the need for long-term services will

- short-change many people and limit the effectiveness of any health care reform.

The strengths of the long-term services provisions of the Health Security Act are:
1. A New Commitment to Long Term Services

First and foremost is the President’s willingness to commit new federal resources — at

_ least $38 billion dollars per year at full implementation ~ to expanding and
improving long term services that are desperately needed by Americans with
significant disabilities. This commitment will enable thousands of people with
disabilities to access education and training programs, hold jobs, and participate in
community activities, often for the first time in their lives.

2. An Emphasis on Home and Community Services
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In general, home and community based services are more cost effective than
institutional services and afford people with disabilities greater opportunities to
become contributing members of society. The overwhelming desire of most people
with disabilities of all ages is to remain in their own homes and communities, while
receiving the support services necessary to remain as independent as possible.

3. Improved Eligibility Criteria

The President’s plan takes a positive step forward in attempting to cover people of all
ages with all types of disabilities — cognitive, mental, and physical. Historically,
other proposals have excluded people on the basis of one type of disability, such

as mental illness; CCD considers that approach unacceptable. The President’s

~ proposal also allows eligibility for all income levels, thereby beginning to address the

marriage penalties of the income-based programs and the problem of people having
to impoverish themselves in order to have the assistance they need to survive and
prosper. It also addresses the work disincentives issue, where people who are
receiving needed services accept a job, lose their benefits, and yet do not earn enough
money to meet their basic living needs and purchase their disability-related goods
and services.

4. An Emphasis on Consumer Involvement and Direction

The disability community is very pleased that the Clinton proposal contains many
principles that we believe are essential to the effectiveness of any long-term services
system. These principles include a commitment to consumer-directed services, an
option for the use of vouchers or direct cash payments, consumer involvement in
planning the state long-term services program, and individualized service needs
assessments and plans of services.

These principles are particularly important because of the changing nature of the
entire disability services system and we applaud the Administration’s recognition of
their importance. Services for individuals with disabilities historically have been
delivered in a paternalistic manner. In light of the promise of empowerment implicit
in the Americans with Disabilities Act, people with disabilities now expect to exercise
an increasing degree of control over their lives, their rehabilitation and their support
systems. Invoivement in the design, direction, management, and assessment of their
individual support services enables people with disabilities to exercise a degree of
control over their own lives that is essential to physical and emotional well-being.

The ability of people with disabilities to participate actively at the planning level of
long-term services means that there will be a greater chance that the service system
ultimately will meet the needs of those it is intended to serve. Given the number of
jobs that will be created by a new $38 billion a year program, this program represents
an unique opportunity to employ some of the persons with disabilities in America (67
percent of whom are not-working) through their participation in policymaking,
administration, management, and direct service jobs that will be created.

5. Tax Credits

The proposed tax credits and changes in medical care deductions will help to offset
the extraordinary expenses of living with a disability and assist people with
disabilities to enter the workforce by giving them a measure of economic equity with
those who do not need to pay these extraordinary costs.

A Good First Step
CCD believes that the President’s long-term services plan represents a significant

beginning for a system that should ultimately be comprehensive. While it is
desirable to make long term services available right away to all individuals with



http:assessmen.ts

10

disabilities who need them, CCD recognizes that fiscal restraints will necessitate the
gradual phasing in of coverage in some orderly fashion. We are concerned that this
coverage be phased in equitably so that people with different types of disabilities and
economic circumstances will be treated fairly and in a manner which ensures that
there needs are appropriately met.

We believe that long term services are a critical component of health reform and we
urge Congressional support for the inclusion of a strong long term services
component in legislation to restructure the American health care system. We pledge
to work with you to ensure the availability, appropriateness and effectiveness of such
supports for all people with disabilities.

RECOMMENDED REFINEMENTS

We have several recommendations for refining the long-term service provisions of the
Health Security Act to assure that they will meet the needs of persons with
disabilities. Specific areas of concerns include: the eligibility criteria, the breadth of
the basic service package, the restricted definition of personal assistance services,
provisions related to the continued availability of long-term services through the
Medicaid program, consumer involvement, the continuation of the institutional bias
in the Medicaid program, lack of adequate low-income protections in the cost-sharing
provisions, the continuation of the EPSDT mandate, reimbursement issues, limited
eligibility for the tax credit, and long-term care insurance.

Other concemns include, the need to provide psychiatric services required over time
which are beyond those covered by the basic benefits package; the need to resolve
issues regarding state medical practice and nurse practice acts in relation to
heaith-related tasks performed by personal assistance providers such as medication
administration and catheterization; the relationship between acute health services and
long term services for people with disabilities including clarification of treatment of
services such as "outpatient” rehabilitation services which might be considered acute
or long term services; an assessment of the impact of the state option for making
capitated payments to health plans or other providers for community based long
term services; and the length of time until full implementation of the long term
services proposal. The relationship between acute heaith and long term services is
problematic for all people with serious and persistent physical, cognitive, and mental
disabilities; for people with psychiatric disabilities, there is the additional question of
the linkage to essential long term services for people who exceed limitations for '
non-residential intensive services until the year 2001 when full coverage is scheduled
to be in effect. ' ’

Our specific recommendations regarding all these issues are available in a separate
document that CCD will be glad to share with the Subcommittee.

Closing

In closing, we would like to state that CCD is committed to wbrking with both the
Administration and Congress to enact comprehensive health reform in 1994.

With the exception of President Clinton’s plan and the Single Payer Plan introduced
by Senator Wellstone and Rep. McDermott, all of the other bills currently being
considered in the 103rd Congress fail to address the needs of persons with disabilities
in fundamental ways. We strongly urge the Committee to reject those proposais that
do not guarantee universal coverage for comprehensive benefits, protection from
catastrophic costs, long-term services, and meaningful cost containment that will slow
the growth in health care costs so that comprehensive benefits remain affordable.

As you proceed with your work on health reform legislation, we would like you to
remember one point:




1

"In the long-term, the success of the health care system must be judged less on
its success in serving the majority of the population, most of whom have few
or simple medical care needs, and more on how effectively it addresses the
needs of those with serious and persistent disabling iliness, who depend on the
health system for their functioning, perhaps even for their lives. To the extent
that the reforms address their needs successfully, they are likely to serve us all
well."

1. Mechanic, David. Mental health services in the context of health insurance
reform. The Milbank Quarterly, Vol. 71(3), 1993.
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" Advancing the independence of people with disabilities

- HEALTH CARE REFORM FACT SHEET

Background

Health care reform represents an opportunity of a lifetime for 49 million Americans with disabilities, .including individuals with
cerebral palsy and other severe disabilities and their families. Historically, people with cerebral palsy and their families have been
victimized by pre-existing condition exclusions, lack of portability of coverage, disincentives for employment, and inequitable costs
or have faced the complete unavailability of health insurance coverage or the insecurity of being underinsured. Persons with cerebral
palsy and other disabilities are increasingly vulnerable in the voluntary private health insurance marketplace and in the residual public
health insurance programs under the growing pressure of cost containment in the health care financing system.

There is a crisis

Despite decades of warnings and personal suffering, 50 YEARS OF BAND- AIDS maskmg as voluntary health care reform have not.
‘worked. 39.2 million Americans under the age of 65 (including 10 million children) have no health insurance and the number is
growing by over 2 million people per year. Millions of us are denied insurance because we have a "pre-existing” disability or chronic
condition. Millions of us are "victimized" by the current health care system through exorbitant premiums, annual and lifetime limits
on coverage, and lack of coverage of health-related services such as rehabilitation, assistive technology and long-term services and
supports. Millions of us are forced to give up jobs and homes to qualify for Medicaid - poverty based, second class care. Millions
of us are forced to remain in jobs without career advancement for fear of loss of health care coverage for ourselves or a member of
our family with a new employer. The costs of health care are out of control. Without universal coverage, there will continue to be
cost-shifting, with those who purchase health care paying emergency room and other costs for those who do not have health insurance.

- UCPA Policies and the Proposals

While numerous bills have been introduced, only two come anywhere close to meeting UCPA’s policy statement and the CCD
"Principles for Health Care Reform from the Disability Perspective” of non-discrimination, comprehensiveness, appropriateness,
equity and efficiency. These are the President’s "Health Security Act” (HR 3600/S. 1757) and the Wellstone/McDermott single
payer proposal the "American Health Security Act' (HR 1200/'8 491)

Disability Perspective a Litmus Test. Not a Special Interest -Groug

Over 81 million children and aduits under age 65 have chronic health conditions which'private health insurers typically deny coverage
for, impose pre-existing conditions on, or raise premiums by at least 50 percent, if one applies individually or in small groups.

Additionally, the average person carries six to eight genes which predisposes them to chronic health conditions in the future, even

if they. have no symptoms at the present time. Between congenital birth conditions, injuries, diseases, and the process of aging, every
American will experience a disability or chironic condition either personally or through a family member. We all want access to the

most effective medically necessary services whenever our health care needs occur.

This is why health care is the one need that all persons share a common interest in protecting. However, most "temporarily able-
bodied" persons do not know what treatments, such as rehabilitation therapies or assistive technology they might need someday to
prevent secondary disabilities or to compensate for ﬁmctlonal limitations should they or a family member develop a disability or
chronic illness or condition. :

No one has lifetime health security. We are all vulnerable! While insurers, providers, and empioyers represent special interest groups
who are looking for ways to benefit economically from different forms of health care reform, people with disabilities and their
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families are in the best position to reveal what it takes to address the health related needs of different groups in the popu];tion. -

The Clinton Bill As A Starting Point for Debate

The Clinton bill gudrantees universal coverage. All people will have comprehensive health care coverage and access to a wide-ranging
acute care benefits package. There will be no discriminatory pre-existing condition exclusions. Health alliances (large insurance
pools) and commuanity rating will be utilized to ensure choice of health plan and equity in health care costs. Health insurance coverage
will be workplace-based for the majority of Americans. Those who are not employed and those who are presently on Medicaid will
be included in the same system. Consumer involvement at all levels is built into the system as are consumer protections. Costs will

" be contained through a variety of means including limits on premium increases and streamlining of the system and the paperwork mill
it generates to operate more efficiently. Long term services are an integral part of the package and include the maintenance of
existing Medicaid funded long term services and the installation of a new home and community-based component.

The basic benefits package contains benefits that should meet the neéds of most Americans, including hospital services, emergency
services, services of physicians and other health professionals, clinical preventative services, mental health and substance abuse
services, family planning services, pregnancy-related services, hospice, home health care, extended care, ambulance services, out-
patient laboratory and diagnostic services, outpatient prescription drugs and biologicals, outpatient rehabilitation services, durable
medical equipment, prosthetics and orthotics, vision and hearing care, preventative dental services for children and health education
classes. :

~

There are several refinements needed to the acute care portion of the Clinton plan to ensure children and adults with cerebral palsy
and disabilities are treated equitably. The first is to the limits based on “illness or injury” which precludes access to outpatient

rehabilitation, home health services and extended care for persons with congenital conditions. UCPA has recommended changes to
ensure that all individuals born with disabilities will have access to these critical services. The second is the limit based on requiring
improvement in outpatient rehabilitation services. UCPA has recommended changes to ensure that maintenance of function and
prevention of deterioration are seen as just as important as improvement in function.

Coogr/Breéux -~ A Major Concern

Often called "Clinton lite”, the Cooper/Breaux bill is much less than that. It does not offer universal coverage. It does not specify
a basic benefits package providing no guarantee that the benefits needed by people with cerebral palsy will be included. Employers
are to offer insurance but do not have to offer more than one plan nor are they required to pay for coverage for their employees.
If employers do pay for coverage, they receive tax deductibility only for the cost of the lowest cost plan. If an individual needs a
higher cost plan, they have no tax savings above the cost of the lowest cost plan. It places no limits on the costs of premiums or
premium increases and proposes very small Health Plan Purchasing Cooperatives for small businesses (less than 100 employees).
With such small pools, the risks and costs of health care will not be spread widely enough and the negotiating power of consumers
is considerably diminished. Medicaid acute care is abolished and blended into the system. However, federal funding for long term
care services through Medicaid wxll be terminated over three years with the states expected to pay the full cost of these services with
only transitional federal funding. - ;

UCPA’s Recommendations ‘ : -

OUR NATION’S HEALTH CARE SYSTEM IS INDEED IN CRISIS AND MUST BE COMPREHENSIVELY REFORMED THIS
YEAR. WE RESPECTFULLY DEMAND THAT YOU ACCEPT THE PRESIDENT’S CHALLENGE TO CREATE AND ENACT
LEGISLATION THAT WILL ENSURE UNIVERSAL COVERAGE (not merely universal access) FOR EVERY AMERICAN
CHILD AND ADULT BY JANUARY 1, 1998 OF A COMPREHENSIVE SET OF BENEFITS SPECIFIED IN LAW THAT IS
AFFORDABLE AND CAN NEVER BE TAKEN AWAY, REGARDLESS OF EMPLOYMENT STATUS, AGE, HEALTH,
DISABILITY OR ABILITY TO PAY. KEY FEATURES OF UNIVERSAL COVERAGE INCLUDE: NO PRE-EXISTING
CONDITION OR CONGENITAL EXCLUSIONS; PORTABILITY OF COVERAGE AND BENEFITS; NO WORK
DISINCENTIVES; COMMUNITY RATING; NO LIFETIME CAPS; LIMITS ON OUT-OF-POCKET EXPENSES; ACCESS TO
SPECIALISTS AND OTHER APPROPRIATE PROVIDERS AND SERVICES WITHOUT FINANCIAL PENALTY;
MEANINGFUL FAMILY/CONSUMER INVOLVEMENT AND CHOICE; PUBLIC ACCOUNTABILITY; AND HOME AND
COMMUNITY BASED LONG-TERM SERVICES, INCLUDING PERSONAL ASSISTANCE AND FAMILY SUPPORT
SERVICES. WE FURTHER URGE YOU TO OPPOSE THE COOPER/BREAUX BILL AND THE ROWLAN D!BILIRAKIS BILL
AND OTHBR BAND-AID SOLUTIONS MASQUERADING AS REAL HEALTH CARE ‘

Relevant Committees

House Education and Labor ' House Energy and Commerce ‘
" House Rules House Ways and Means
Senate Finance : ~ Senate Labor and Human Resources
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UNITED:
CEREBRAL
PALSY
ASSOCIATIONS : ’
Advancing the independence of people with disabilities
LONG TERM SERVICES AND SUPPORTS FACT SHEET

Background
President Clinton’s proposal for health care reform, the Health Security Act (HR 3600/S. 1?57) includes a substantial

commitment to long term services and supports for people of all ages with the most severe disabilities. It would create
a new program for home and community-based services for people regardless-of income level and would establish new
tax credits for people with disabilities who work desplte substantial personal expenditures for personal assistance services.

At the same time, the current Medicaid long term services program would be maintained to continue serving low-income
individuals with disabilities, many of whom would not meet the severity of dxsablllty eligibility requirements of the new
program. The Clinton proposal, as embodied in the House and Senate bills, is the only proposal which would
significantly establish new services whlle maintaining the Medicaid services upon which so many people with cerebral
palsy and other disabilities rely.

UCPA and the Consomum for Citizens with Disabilities (CCD) have considered the development of comprehenswe long

- term services and suppofts legislation and financing to be a critical need area for many years. UCPA and other CCD
advocates have been very active in working with the elderly and children communities to achieve the passage of long term
services legislation which meets the needs of children with disabilities and their families, adults with disabilities as well
as people who are aging. Together, the groups have addressed crucial issues of system design; training and
compensation; quality assurance; eligibility and services; and due process. The disability and aging advocates made joint -
recommendations to the Administration during the development of the President’s proposal. Through the Long Term
Care Campaign and other forums, the groups continue to work together to ensure that the final health reform act includes
meaningful long term services provisions that meet the needs of people of all ages.

UCPA, other CCD advocates, and the elderly. and children’s communities believe that it is absolutely critical that home
and community-based long term services be part of the reform of our national health care system. The American people
also believe that long term services must be included. A January 1994 survey indicates that: 48 percent of adults would
be more likely to support a health care reform proposal that included coverage for home and community-based care while
42 percent would be much less likely to support a proposal that does not include long term care coverage. Ignoring long
term services will short-change many people and limit the effectiveness of any health care reform.

UCPA and the CCD has analyzed the long term care components of other health reform bills and has determined that
the Clinton proposal is the only one which would meet the needs of children and adults with cerebral palsy and other
severe disabilities. The "McDermott/Wellstone' (or single payer) bill is the only other proposal including significant
community services (see comments below).

Président Clinton’s Proposal

.  New Commitment to Long Term §§' rvices — The Clinton proposal would commit new federal resources (at least
$38 billion dollars per year at full implementation) to expand and i lmprove long term services that are needed by
Americans with significant disabilities.

. Emphasis on Home and Community Services -- The Clinton Administration’s emphasis on expanding access to
home and community-based services rather than institutional services represents a long-sought recognition that

- the overwhelming desire of most families with children with disabilities and most people with disabilities is to
remain in thelr own homes and communities with the supports necessary to remain as independent as possible.
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. Eligibility Criteria -- The Clinton plan takes a major stride forward in attempting to cover people of all ages with
all types of physical, cognitive and mental disabilities. Historically, other proposals have excluded people on the
basis of one type of disability, such as mental illness. The President’s proposal also allows eligibility for all
income levels, with cost sharing.

° Basic Philosophies -- The Clinton proposal also embodies many other principles and philosophies that are critical
to creating an effective system, including a commitment to consumer directed services, an option for the use of
vouchers or direct cash payments, consumer involvement in planning the state long term services program, and
individualized assessments and service plans.

K | Tax Treatment -- The proposed tax credits and changes. in medical care deductions will help to offset the
extraordinary expenses of living with a disability and assist people with disabilities to enter the workforce.

. A Good First Step -- Overall, the President’s long term services plan represents a significant beginning for a
system that should ultimately be comprehensive. While it is desirable to make long term services available at
the outset to all individuals with disabilities who need them, UCPA recogmzes that fiscal constraints will require
a gradual phase in.

While the long term services provisions of the Clinton plan are the best to date for people with disabilities, various issues
have been identified which raise concerns about the effect of certain aspects of the proposal on people with disabilities.
- UCPA believes that these are not insurmountable obstacles. UCPA will continue to work with other disability advocates,
children’s advocates, senior advocates, the Administration and Congress to ensure the passage of a program which meets
the needs of children and adults of all ages with disabilities. Documents are available from UCPA which spell out the
strengths and areas for improvements in the Clinton plan. In addition, more detailed recommendations for amendments
are available. In fact UCPA, is very encouraged by the refinements to the President’s plan as they relate to children in
the legislation proposed by Senator Kennedy on May 9th.

Other Bills: Other bills have been introduced which address long term services. The current "McDermott/Wellstone"
bill would create a new program for long term services and eliminate current Medicaid long term services. -Otherwise
known as the "single-payer" bill it has some major drawbacks for people with disabilities, including the eligibility criteria
for people with cognitive and mental impairments and the use of institutional services cost as the measure for available
community services; much work would be required to make it acceptable. The "Cooper/Breaux” bill would devastate
the current Medicaid long term services programs by removing the federal financial commitment over 4 years. A
preliminary plan for a new long term services program is still under development. The other major bills --"Michel/Lott",
“Stearns/Nickles”, and "W. Thomas/Chaffee” - do not provide for any new long term services programs, but instead
focus on private long term care insurance, which will be of relatively little use to people with current disabilities or pre-
existing conditions. » '

UCPA Recommendation A

Members of Congress are urged to support inclusion of the Health Security Act long term services provisions in health
care reform. Members are urged to ensure that people with disabilities including children and adults with cerebral palsy
are fully included in long term services reform, particularly regarding eligibility criteria and services covered. Congress
must fulfill its commitments to children with disabilities and their families and adults with disabilities which it defined
in the Americans with Disabilities Act, by assuring home and community services and supports in health care reform.

Relevant Committees

Senate Finance Committee

Senate Labor and Resources Committee
House Ways and Means

House Energy and Commerce Committee
House Education and Labor. Committee

May 1994 AlIB:sg
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| 1. Background Information on the Project;

2. Sur‘vey Methods

This three year research project - now in its second year is desxgned to conduct a
comprehensive analysis of conditions that affect the changing roles, status, and
management of job coaches, using data from supported employment programs, job
coaches and others in support roles that affect the success of integrated employment

. opportunities. Multiple methods of data collection and analysis, including quantitative -

analysis, qualitative methods and policy analysis, are being used to address the
complexlty and breadth of the relevant issues. .

The projectis a collaborative effort that combines the resources of the Human
Services Research Institute, the Employment Projects at the University of Oregon, the
Institute on Disability at the University of New Hampsbhire, and United Cerebral Palsy
Associations, Inc.

One objective of the project concerned the conduct of a national survey of job
coaches and program administrators. What follows is a description of the methods used
to conduct the survey and summaries of the resulting data. No explanative text is -
provided here, nor is a discussion of the findings offered. A more complete report of
this national survey and findings wﬁl be available at the project's completion.

' The overall purpose of the survey was to collect baseline data on numerous aspects - ]
of the working conditions of job coaches across the country. The strategy pursued

involved data collection from two sources: 1) a national mail survey of directors of job
coaching services (n=620), and 2) a mail survey of job coaches prsently employed at
these agencxes (two potentxal respondents per agency, n=1 240)

Activities regardmg the preparation of a relevant survey forms proceeded

“smoothly. Drafts of each were prepared, feedback was secured from our Advisory
Comnmittee, a special panel of experts was convened in Oregon to review the forms, and

near final drafts were fieldtested by nearly 50 job coaches in the midwest. O verall, the
preparatlcm of the two survey forms moved ahead without delay

In contrast, project staff encountered dxfﬁculty securing a representative sample of
relevant service agencies. Since there is no one comprehensive list of all service agencies
providing supported employment in the original grant proposal we described a process’

~ for acquiring a sample by "piecing together" available data bases and subsequently

sampling from the unified base. Some of the sources that we intended to use included:
Rehabilitation Services Administration system change grant recipients who receive

- technical assistance from the University of Oregon; the United Cerebral Palsy list of

programs contacted in their national study of supported work for people with severe
physical: dxsabllltles, the list of subscnbers to Supported Employment Infolines.

Our exploration of these potential sources revealed that they could not be easily
aggregated into a useful unified data base. Address lists such as those available through
national newsletters have limited readership and introduce the potential of unwanted
sampling bias. Other potential sources (e.g., national survey efforts undertaken by

- university staff) have mostly concentrated on state level staff and do not offer a data

base of local service agencies. Still other sources, such as state or regionally centered

_ research efforts, are often too narrowly focused to provide the representative sample

required here (e.g., they may concentrate only on a particular state or service type).




- Added to these problems is the quick rate of expansion in supported employment
services nationally. Supported employment has extended well beyond the 27 "system
change" states and has spread across state agencies (e.g., developmental disabilities
agencies and rehabilitation agencies may both be providing supported employment in
the same state). As a result, if we were to rely exclusively on previously compiled data
bases, we would run the risk of excluding from the survey several states or regions with.
new programs. These factors led us to conclude that our original plan for securinga
survey sample should be set aside in favor of a new strategy. :

, We identified staff who could help us at the Training & Research Institute for People

with Disabilities at the Children's Hospital in Boston MA. Martha McGaughey and Bill
Kiernan were conducting research of agencies providing integrated employment
services and they already had on computer disk the addresses of 625 agencies in 20
states associated with state vocational rehabilitation agencies. These states were
selected based on data obtained by the Research and Training Center on Vocational
Rehabilitation at Virginia Commonwealth University. The 20 states included ten that .
were considered the most active in providing supported employment services, and ten
that were considered to be the least active. -

During the summer of 1992 they mtended to complete work ona complementmg
~ survey of agencies identified through developmental disabilities state agencies. In
these states, the Institute identified another 255 provider agencies. This composite
address base would meet our needs and we opted to wait for their surveys to be -
completed. In Fall 1992 we obtained the composite data base from the Institute.

To obtain our data base of 620 agenci%, we selected at random 365 of the 625
agencies avaialble through the vocational rehabilitation data base. We selected all of the
255 agencies available through the developmental disabilities data base.

As revealed by Flgure 1, in September 1992 a total of 620 Administrator Surveys were
mailed to agencies in 20 states. Administrators were also provided two Job Coach Surveys
to distribute to appropriate staff within their agencies (1,240). The number of ,
adn?mstg'ators who responded totals 191 (31 %) whﬂe the number of job coaches total
308 (25%



~  - Figure 1: -

National Survey On Community Integrated Employment:

States Surveyed And Res;aonsé Patterns

MR/DD Services

Vocational Rehabilitation. :
A DataBase - Data Base ‘TOTAL
State Original " Respondents | Respondents Respondents Respondents lespondents | # Surveyed
Systems | . Available Surveyed . | " | Available & .-
Change ‘ LT Surveyed " Respondents
State? ; '

. California YES 94 61 157 30 13 91 - 28|
Colorado | YES 2 13 .5 8 2 21 - 7
Connecticut |  YES 15 10 3 19 8 29 -1
Georgia NO 39 27 10 16 6 43 - 16
Idaho NO 18 7. -0 0 0 . 7 -0
Illinois YES 36 19 4 20 4 » - 8
Louisiana NO’ 2% 16 L4 10 4 % - 8
Maryland ~ YES 37 22 7 "6 2 28 - 9]
Maine NO .23 9 1 . 5. 3 14 - 4
“Minnesota | -~ YES 15 6. 2. 35 18 41 - 20
Mississippi | ~NO 1 0 co0t 10 2 10 - 2
‘North Dakotd  YES 15 10 4 2. 1 12 - 5]
Nebraska ~ NO 25 15 5 8 4. 23 - 9

- New York YES 82 44 9 38 15 82 -2
Ohio NO 38 . 2 5 19 6 40 -1
Oklahoma | YES 8 5 2 11 1 16 - 3
Tennessee NO 25 . 16 -3 5. 2 21 - 5
‘Vermont © YES 28 16 6 2 1 8. - 7
Washington YES 66 37 6 11 3 8 - 9
Wyoming NO 14 1 5 0 0 11 - 5
TOTAL 11 YES 625 365 - 9% 255 95 620 - 191

" 9NO ' 31%




3. National Snum‘ey Reéults: Job COac;h Survey -

. Figure 2: Background Information On Job Coaches

| Indicate you} sex and age belgib.

Female 213 70% ) 011 months
Male \ 92 30% 12-23 months
' ’ 24-35 months

Valid responses 305 of 308 .

94 31 %
50 17%
57 19%

. Valid Responses: 299 of 308

36-47 months
* 47-59 months
60 or more

'How Iong have you had this posztton in your agency? .

43
14
41

. Under 25 years 30 -10%

25-30 81 26%

31-35 56 18%

36-40 48 16%

. 4145 48 16% |

46-50 ' 24 8% 0-10 hours -

51-55 12 4% 11-20 hours

56 & over 6 2% | 21-30 hours
31-40 hours

Valid Responses 305 of 308 over 40 hours

9 3%
11 - 4% -
11 4%
216  78%

31 1% -

What is the average number of hours that
. you work in this job each week?

~ Valid responses: 278 of 308

Figure 3: Wagés and Benefits Received by Job Codaches

What is your annual salary7 (If you work part-tzme, mark your full time equwalerzt’ )

Valid Responses: 268 of 308 -

~ Note: Full time status refers to people who work 35 hours a, week or more.
Part time status refers to those working less than 35 hours a week.

$9,999 and below 16 5% - 16,000-17,999 52 18%
$10,000-11,999 12 4% - $18,000-19,999 46 15%
$12,000-13,999 . 33 12% $20,000-21,999 "~ 40 13%
- $14,000-15999 @ - 56 19% - Over $21,999 43 14%
Valid Responses: 298 0f 308
What fringe benefits do you receive from your job’? , o ,
B - Full Time Part Time
Benefit Status * Status *
Sick leave ' 238 97% 18 78%
Medical/Health beneﬁts (insurance) 220 90% 15 65%
Paid vacation/Annual leave 238 . 97% 1§ 65%
Dental benefits 154 63% 9 39%
Optical benefits 59 24% 4 17%
'Pension or Retirement plan 142 58% 12 52%
Family leave - 57 23% 5 ©22% .
, _Total Staff - 245 o230




Figure 4: Previous Educiztio_n And Training Of Job Coaches

| What is the highest educatzonal level that
you have achieved? -

Grade school or some highschool ~ -~ 4 1%

High school graduate or GED 102 36%
Associates degree (two year degree) 50 18%
Bachelor's degree (four year degree) .~ 103  36%
Master's degree A 20 8%|

Other Lo 4 1%

- Valid Res:ponsés: 283 0f.308 -

| If you had an_yi cailege or university training,

did your college program include training

speczfzc to commumty mtegrated employment?

None 130
Classroom exposure only .. 20
- Practicum/actual job experlence only 24
Both classroom and job experience . 29

Valid Responses: 203 of 308

¢

64%
10%

12%

- 14%

Figure 5: Training Provided to Job Coéi:hes

Before you assumed full resporzszbzltty in your ]ob haw

many hours of training on community integrated
employment did your employer provide to prepare
you for working in your present poszfzon 7.~

None 79

28%
Eighthoursorless . . 67 - 2%
" 9-16 hours 50 17%
17 to 32 hours ) 36 - 13%
- 33to48hours 40 ¢ 14%

More than 48 hours ' 14 5%

Valid responses: 286 of 308

Estzmate the amount of training you recezve
annually to update your skills?

' :A None . .16

6%
Eight hours or less 62 21%
9-16 hours v 63 21%
17 to 32 hours 80 28%
33 to 48 hours - 52 18% -
More than 48 hours 16

' Valid responses: 289 of 308

6%

I—‘zgure 6 A Closer Loak - Tramzng Provided to Job Coaches

236 of 308 respondents (76%) achleved no more than a }ugh school dlploma OR if they had gone to college, S )

had received no instruction related to CIE. The amount of training offered to thwe }ob coaches before they

began work and annually thereafter is shown below:

Trammg Offered BEFORE Begmnmg Work

» 8 Hrs or Less -
112 .53%

More Than 8 Hrs
101 47%

' ' Valid Responses = 213 of .?;36

' frainihg Offered Annually

9-16 Hours
45 21%:

59 27%

17 or More Hrs
113 52% :

" Valid Responses = 213 of 236

8 Hrs or Less .~




F igure 7: Indicated Tmim"ng Needs by Job Coaches

Rate the need you have for tmzmng in each of the of the areas listed. (Respandents marked a number from 1-5

with the Iower the number marked indicating lesser need)

Extremely

Not
Needed Needed ~ Missing
Program philosophy of community integrated employment 127 87 49 3B 3 7
Identification and development of new job opportunities 12760 79 97 40 5
Consumer assessment (e.g., standardized measures, determining needs) 40 65 106 74 20 3
Assessment of job requirements and demands ) 71 69 88 63 4 3
'Making job site modifications and adaptations 52 79 79 73 21 4
Provision of on-site instruction to consumers _ 71 73 8 58 17 3
Strategies for working with co-workers to provide needed supports 47 58 92 83 26 2
Strategies for providing follow along at the work site 75 95 70 45 19 4
Strategies for bulldmg natural supports within the job site 39 77 8 60 39 4
- Program management techniques (paperwork, data management, superv:sxon) .59 82 84 51 28 4
Knowledge of state and federal regulations (e.g., tax credits, SSI, Medicaid) 24 48 80 98 51 7
Knowledge on changing from facility-based practices to integrated employmgnli 59 64 79 77 25 - 4
Figure 8: People Served by Job Coaches and Type ,of Placement_

At present, how many people with Indicate the number of these people by

disabilities do you personally provide their age and the level of support you

with direct emplﬂyment support? provide. :
1-6 people 132 43% - Mean per
7-12 93  30% Response
13-18 4 14% '
19-24 17 5% | Are under 25 years 21
25-30 15 5% Are 26-35 years 45
31-36 2 1% Are 36-45 years 28
37-42 5 2% | Are 46-55 years 08

03

: ‘ : Are over 55
Mean per respondent: 10 people :
: ’ Valid Responses: 258 of 308

Valid Responses: 308 of 308 -

: Mean per -
Need support from me... - Response
Never 04
Less than weekly 34
Weekly 39,
Daily 18
Throughout the day 1.3

Valid Responses: 205 of 308

Indicate the number of these people by
thezr type of placement: »

Ina group (two or more) of others
- with disabilities (e.g., in a crew or

. enclave).

2.6 people (Mean per response)

Individual placements not in close
- proximity with others w1th
disabilities. :

5.9 people (Mean per i'esponse)

In clusters of individual - A
placements of people with

. disabilities within the same job site.

1.0 people (Mean per response) .

In a small business run by a
- human service agency, but away
from a disabilities work facility.

: .4 people (Mean per response)

‘| Valid Responses: 281 of 308




I

Figure 9: How Job Coaches Spend Their Time in a Given Week

Indzcate the amount of time you devote each week to work in the areas listed.

61-

(AMT): Potential AMT is desxgned and put in place at the job site.

~ Less than  21- 41- - 81- :
20% 40% - 60% 80% 100% Missing
Fmdmg/deeelopmé potential work opportunities (e.g., market : 197 56 32 15 4 4
analysxs review of job listings, contract negotnatmg) . ‘ '
Creating a favorable working environment for placement g, 177 71 31 17 8 4
physical accommodation, situation/consumer assessment, job match). - : )
Teaching people with disabilities how to do their job. 62. 59 65 . 67 52 3
Providing support directly to people with disabilities at the 54 57 " 6 70 59 2
job site (e.g., follow along, periodic guidance on job specific tasks). . o
Providing ongoing support diroctly to co-workers at the pob site (e.g., 141 62 52 33 16 4
teaching co-workers how to provide support, helping to solve problems). o ‘
Working with others outside the job site to support individual 190 68 24 13 6 7
pb placements (e.g., family members, resrdentlal staff). ' ‘ .
Teaching other staff in techmques related to integrated employment 219 40 29 7 5 8
Working with people with disabilities on non-work life matters. g 156 79 .47 16 6 4
(e.g., friendships, personal crises, residential issues, beneﬁts, recreahon) :
Workmg to advance the concept of mtegrated employment in the 180 . 61 36 10 13 8
commumty (e.g., public relations). , )
Completing required paperwork to document activities (e.g. 77 109 70 30 18 4
Individual Program Plan records, case management reports). : -
F igu re 10: Strategies Used by ]ob Coaches at the Job Site
Ind:cate haw often you do each of the followmg to promde support at the ]ob s:te
Used Used Used Used Used
Lessthan 21-  41-  61-  81- L
1 20% 40%  60% 80% 100%. Missing-
" Act as an on-site instructor: Usmg systematic mstmctlon 70 61 55 53 66 3

at the job site to teach consumers job skills. .
Remain on-site to provnde ongoing support: Staymg on-site to provxde 73 55 56 48 74 2
needed support (little formal rehance on coworkers to provide supports )| : ‘
Teach co-workers to pmvide on-srte instruction or support: Provrdmg 145 80 43 27 7 6
trammg to co-workers s0 that they provide systemahc instruction. ‘
Utilize Attendants or Personal Care Assnslants Using a paid attendant 250 23 7 9 3 16
to provide on-the-job support to workers with dxsabllmes S ‘
Develop or utilize standmg Employee Asslstance or 'I‘rammg Programs: 191 53 29 16 5 14
Assuring that support is provided through employers' training resources.| - : ST

| Utilize environmental adaptations or modifications and technology 209 5 3R 9 1 12




 Figure 11: Comparative Importance of Selected Outcomes

Rate the importance of each of the potential pragmm‘ouicomes' listed below.

Rank order the top three
outcomes targeted by your

program.

Not Exrtremely { 1st . 2nd 3rd

Important Important Missing | Ranked Ranked Ranked
For consumers to find and maintain 0 4 17 58 227 2| 157 38 41
paid employment in community businesses. : o ’
For consumers to interact with co-workers 1o 8 17 106 175 2 4 51 32
at the job site. ; . :
For consumers to interact with other 6 16 59 123 102 2 1 10 21
community members away from the job site. Lo : o
For consumers to earn enough money so 26. 43 81 74 80 4 2 15 21
that they no longer need soaal services
or benetits.
For consumers to gain enhanced personal 0 4 21 78 - 203 2 23 72 52
and professional identity. Lo ' . ‘ ' :
For consumers to achieve a greater sense 0 5 14 78 - 209 2| 22 57 62
of belonging to their community. B ' .
For consumers to gain increased competence 0 4 14 6 224 2 88 53 71
in the full range of llfe acnvmes : ,

10 12 8  Missing

Fzgure 12; [ob Satzsfactaon Indzcated by Job Coaches

Ind:cate how satisfied you are with each aspect of your job lzsted below.™

Extremely

Extremely
Dissatisfied  Neutral Satisfied ~Missing
(1 The amount of job security I have. : 9 13 27 42 43 117 53 4
) The amount of pay and fringe benefits I receive. 24 51 64 25 61 65 12 6
| ® The amount of personal growth and development I get in doing my ;ob 4 8 2 M 44 121 €7 4
@ The people I talk to and work with on my job. .1 4 5 23 35 162 76 2
® The degree of respect and fair treatment I receive from my supemsor 6 6 16 18 26 119 113 4
© The feeling of worthwhile accomplishment I get from doing my job. - 2 7 6 16 47 108 119 3
@ The chance to get to know other people while on the job. 15 9 30 4 143 74 2
®) The amount of support and guidance I receive from my supervisor. 7 11 19 28 47 105 - 8 5
© The degree to.which 1 am fairly paid for what I contribute to this organization.| 28 38 50 43 46 76 21 6
(10) The amount of independent thought and action I can exercise in my job. 112 21 10 39 124 98 3
(11 How secure things look for me in the future of this organization. 11 13 26 61 51 106 38 2
(12) The chance to help other people while at work. 0 ¢ 3 21 21 143 18 2
(13) The amount of challenge in my job. 4 616 24 4- 121 9% 3
(14) The overall quality of the supervision I receive in my work. 6 13 19 37 36 125 69 3

* Note: Source of this satisfaction scale; Hackman & Oldham, 1980.




. Figure 13: Total Job Satisfaction Scores

* Scale created by scoring responses to all 14 satisfaction items from 0-6
and then summing the item scores. Internal conszstency (Cronbach
alpha) was measured at 877

Extremely Dissatisfied 10
‘ Dlssatxsﬁed 0.4

: Siightly Dissatisfied [ 2.6

’ Neufra . 12

’SIightly Saﬁsfied | 246

41.5

L0° 10 20 30 .40 50
- Percent of Respondents

Valid Responses = 284 of 308 A

Fzgure 14: Job Satzsfactzon - Job Secunty

~ Scale created by scoring responses to two sattsfactzon items (#s 1 &11)
from 0-6 and then summing the item scores. Internal conszstency
(Cronbach alpha) was measured at .846.

A Extremely stsatnsfled
‘ stsansfled .

Slightly Dissat_isﬁed ;

- Neutra ;

Shghtly Satisfied

L i i i

}0{ 5 10 15 20 25 30 35 ,
. Percent éf Respondents .

Valid Responses = 304 of 308"




F igure 15: Job 'Satisfaction -- Job Compensation
‘Scale created- by scoring responses to two satisfaction items (#s 2 & 9)

from 0-6 and then summing the item scores. Intérnal consistency
(Cronbach alpha) was measured at .839. ,

Extremely Dissatisfied :
Dissatisfied |

~Slightly Dissatisfigd
| | Neutral §
Slightly Satisfiéd :

| Satiséied

_Extremely Satisfied| :
0 5 10 15 20 25
Percent of Respondents

Valid Responses = 299 of 308

Figure 16: Job Satisfaction -- Satisfactibh with Coworkers
Scale created by scoring responses to three satisfaction items (#s 4,7,12)

from 0-6 and then summing the item scores. Internal consistency
(Cronbach alpha) was measured at .715.

Ex&eﬁely Dissatisfied -0
Dissatisfied -0
* Slightly Dissatisﬁed 1
Neutral 3 A
| Slightly Satisﬁedj

Satisfied E

Extremely Satisfiéd :
' 0 10 20 30 20 ',5'0 60
Percent of Respondents

Valid Responses = 306 of 308 = - |




Figure 17: Job Satisfaction -- Satisfaction with Supervisors
Scale crea.ted by si:oring'resﬁonses to three satisfaction items (#s 5,8,14) -

from 0-6 and then summing the item scores. Internal consistency.
(Cronbach alpha) was measured at .911.

Extferlrlely Dissatisfied | 13
| . Dissatisfied_' 23
| Slightiy Dissatisfied

| o Ne-utra‘l. '
Slightly Satisfied

 Gatisfied 39.1

- Extremely Satisfied
| ‘ 0 10 20 30 40 50
Percent of Respondents

Valid Responses = 302 of 308

- Figure 18_: Expécied Tenure for Job Coaches

- How much longer do‘j/ou think you will continue in your present job? .

Percent Respondents
50 ' .

03 . 46 - 712 . 1324 2548 49+
. Months

" . Valid Responses: 299 |




Figu re 19: Dz'fficulty with Obtaining ]ob Sites

How dtffzcult is it for you to fmd employment opportumt:es
for tke consumers you serve? ' , .

Very Difficul

Nearly Impossibl

L 1 Ll I i

05 10 15 20 25 .30 35
- Percent Respondents

. Valid Responses: 289

Figure 20: Bafrz'ers to Integrated Employment (Job Coaéh s Perspectives)

In your experience, what are the two greatest barriers to your success in providing community
mtegmted employment servzces’ :

(First Stated  Second Stated

| ~ Barrier - Barrier
. Attitudes of the publjcahd ‘employers concerning disability 1100 34% 66  23%
Local employment opportunities and economic conditions =~ : | 88 30% 43 15%
The lack of needed: transportatxon services for consumers - | | 26 9% 21 7%
Consumer preferences on where they want to work or the lack of needed skills .| 20 7% = 32 11%
Problems with supporting people on their job or with individual employers : 14 5% 37 13%
Administrative or staff actions within service agencnes that undercut CIE efforts ‘11 3% 19. 7%
The lack of funding for CIE 9 3% 16 6%
The lack of training for job coaches 17 2% 4 1%
The lack of coordination or commitment among local state and federal agencxes ’ 5 2% 8 3%
Potential effects on other public benefits for consumers - 5 2% 6 2%
Actions taken by family members : 4 1% 18 6%
Other barriers 7 2% 11 4%

Total Valid Responses 296 - 281




I—‘zgure 21: Factors Promotmg Integmted Employment ( Iob Coach s Perspectives)

I your expenence, w}mf are fhe two facfors confnbutmg fo your success in provzdmg community mtegmfed

employment services? -

i

The attitude concerning disability and the commitment to CIE of )ob coaches
Local efforts to build relationships with employers »

Job analysis and training tactics applied by job coaches
Actions taken by employers or coworkers to support consumers
Positive attributes or actions taken by consumers on their own behalf -
Job development activities pursued locally to target specific employers
The reputation for CIE earned by local service agghdes over time' -

‘The level of cooperation among local professionals involved with CIE
The genéral uhderlying attitude of local service-agencies concerning CIE -
The previous work experiences of job coaches not directly related to CIE
The training given job coaches :

Other factors

|38

Factor

48
45
39

30

19.

18

17

13

-

4

15

Total Valid Responses 291

17%
15%
13%
13%
10%

7%

6%

6%

5%

2%
1%
5%

E First ,Stated Second Stated

Factor
39 15%
34 13%
49 18%
26 10%
24 9%
10 4%
20 8%
16 6%
18 %
8 3%
9 3%
10 4%
263

A1



4. National Survey‘Resu,lts-: Prograrﬁ Administrator Survey

in your agency?

More than 10 years 32 17%

Valid Responses: 189 of 191 :

Lessthanlyear =~ 20 11%
1-2 years 39 21%
34years . 39 21% -
5-6 years 28 15%
7-8 years 15 7%
9-10 years 16 8%

How long have you had th:s pos:t:on

11%
32%
53%
68%
75%
83%

100%

How long has your orgamzatzon

been in operation?

0-5years 11 6% .

6-10years = 27 14%
11-15years = 21  11%
16-20 years 43  23%
21-25years 32 © 17%
26-30years 16 8%
More than 30 39 . 21%

Valid Respc;nses: 189 of 191

6%

20%

- 31%-

54%
71%
79%
100%

F igure 22: Background Information On Administrators & Their Programs

'How long has it been
- providing CIE services?

Lessthanlyear 6 3% 3%

11-2 years 19 10% 13%
+3-4 years 4 24% 37%
.5-6 years 47 26% 63%
' 7-8 years 32 17% 80%

9-10 years 11 6% 86%

Morethan10 25 14% 100%

Valid Responses: 184 of 191

Full Time Staff
Working 30-40 hours per week
0-1 Staff 32 18%
2-3 Staff 53 29%
4-5 Staff 39 22% .
6-7 Staff 18 10%
8-9 Staff 10 6%
10-19 Staff 14 8%
20-29 Staff 7 4%
30ormore 5 ' 3%

Valid Responses: 178 of 191

18% 0-1 Staff
47% 2-3 Staff
69% .. 4-5Staff
79% 67 Staff
85% - 89 Staff
93% . 10-19 Staff
97% ' 20-29 Staff

100% | G .300rmore

8

1

36

- O N GO\

Figure 23: Staffing to Provide Community Integrated Employment Services
What was the average number of staff employed by ydur organization during FY 1990-91 to provide ongoing'
direct training and support to maintain individuals in community integrated employment (e.g., a "job coach")?

Part Time Staff
Working less than 30-40 hours per week

58% 58%
26% . 84%
6% 90%
4% 94%
4% 98%
1% 99%
0% 99%

1% 100%

Valid Responses 139 of 191




Figure 24: Annual Turnover Among Job Coaches

* Percent Respondents.
50 - o ,
s ; | OJFull Time

‘ ' | BPart Time o

Nome 120 2140  41-60 - 61-80° -B1-100 Over 100
Percent Turnover

Vahd Responses 162 (Full);. 79 (Part)

- Fi igure 25: Time Taken to Recruit New Staff

When you have a vacancy for a person to prov:de ongomg direct trammg and support to mamtam
individuals in CIE (e.g. a "job coach), about how long does it usually take to fill an opening for such a

Percent Respondents - .-

44

Less Than 2 2-4 Wee 4-6 Weeks Over 6
Weeks Taken

Valid Responses 185 of 191 f .




I-‘zgure 26 People Provzded Vocational Services and CIE

During fiscal year 1990-91 approximately how many - During fiscal year 1990-91 approximately how many
individuals with disabilities received vocational services |  individuals received community integrated _
of any kind from your organization? employment services (CIE) from your organization?
0-30 people - " 35 20% .~ 20% - - 010 people . . 39 21% 21%
31-60 : 47 27% 47% 11-20 43 . 23% . 44%
61-90 24 4%  61% : 21-30 ' 25 13% 57%
91-120 20 11% 72% 3140 - ' 18 10% 67%
121-150 13 7% 79% 41-50 -. - 18 . 10%. 77%
151-180 10 6% 85% | 5160 11 6% 83%
181-210 8 4% . 89% : 61-70 - .3 2% 85%
More than 210 19 11% 100% 70-100 ‘ 13 7% 92%
o More than 100 14 8%  100% -
Range per organization: 2-603 people :
‘ ‘ » S Range per orgaruzatlon 0—250 people
Valid Responses: 176 of 191
‘ ~ ‘ ' Valid Responses: 184 of 191

Fioure 27: Percent o All People Receivin Vocatzonal
gu Servzcgs Who Igzcewe CIE g

Percent in‘ClE

’ Percent Respondents




: Figure 28: People Served By Disability In Facilities and CIE

List the approximate number of people in each of the following disability categories who primarily
receive services (i.e., spend most of their tzme) in: a) your faczlzty program, and b) your commumty
*mtegrated employment program. ‘ : _

}-People ServedinFacility - People ixi CIE

Number Range Mean Median | Number Range Mean Median
Severe and profound mental retardation 3,391 0-194 183 5 © 789 050 43 0
Mild and 'moderate mental retgrd'ah‘dh - 6363 0-300 353 19 4755 0243 23.0 13
Cerebral Palsy o , 702 0122 38 -0 | 266 0«7(} 14 0
Physical disability : 1,483  0-350 80 0 20 023 11 0
Brain Injury 239 041 13 0 151 025 08 O
Serious/Persistent Mental Illness - 3,498 (0450 176 0 1,158 0-113 6.3 0

Figure 29: Percerit of Peoplefo Diéability Receiving CIE Services

Severe/P;ofdund MRE

© Mild/Moderate M
Physical Disabilitie

25

0 10 20 30 .40 50
. Percent Receiving CIE

ho]
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Figure 30: Reasons For Not Provldmg CIE to AII Consumers ,

" . Your agency is not provtdmg CIEto all its consumers for what reasons?

Al are receiying CIEE
Sorne‘want‘sheltered WR

E sdiné not reedy for CIE
: No funciing for CIE G
N 5 jobs available

Need wrkrs in facility [l

" No transportation B

. Other reasons 7
‘ .0 10 20 30 40 50 60 70
Percent Respondents

Valld Responses All Items: 189 of 191

Fzgure 31 Budget Informatzon on Vocatzonal Servzces and CIE

What was youragencystotal amlual ' Ofthzs amount, what amount was spent to | InFY 1990 91, what was your average
budget in fiscal year 1990- 91 for delwenng deliver eér}imunity in_t_egr‘ated‘ S  cost per parttczpant with disabilities in the
vocational services of any type? . emplpyme__n_ts'eﬁ)ices?ﬁ ~ ...« .| CIE program? :

Less than100000 26 16% 16% - $0-50,000 © 40 26% 26% | $0-2500 . 32 24%  24%
$101-250,000 29 . 18% 34%.| $51-100,000 . "'32»‘2,1’%' 47% | .$2,501-5,000 45 33% 57%
$251-500,000 - 27 17% 51% | $101-150,000 - 17 11% 58% | $5,001-7500 19 ~14% 71%
$501-750,000 25 16% 67% | $151-200,000 19 12% ~70% | $7,501-10000 21 -15% 86%
$751,000-1 million 10 . 6% 73% | $201-300,000 . 15 10% 80% | '$10,001-15000. 12 9% * 95%
$1-2 million -~ 32 20% 93% | $301-500,000 -~ 18 12% .92% $15,001-20,000 4. 3% 98%
$2.1-3 million 7 4% 97% '$501,000-1 million  7° 5% 97% |-$20,001-25000 . 1 . 1% - 99% |
Over $3 million 5 3% 100% | Over 1million = 5 3% 100% | Over $25000A 1 1% 100%
Range: $0 t0 4,500,000 ' *| Range: $0t0$1,723,175 Range $0 to $25,700 -

‘Mean: $725633 . . . | Mean: $211 072 . . . | Mean: $5,643

Valid Responses: 161 0f 191 . Valnd Responses 153 of 191 o Valid Responses: 1350f 191




Figure:32: Source of Revenue for CIE Services

Voc Rehabilitio

MR /DD State Agency
Mental Health Agency L 7

Educatlon State Agency 2
Facxhty Contract Work
Private Sources

Other Source

0 10 20 300 40 50
Mean Percent of Revenue

l

Valxd Responses ‘189 of 191 -

v

4

Figure 33: Organizational Direction

<

Which statement best descnbes your organization? . | . Does your agency’s mission statement
contain a specfic commitment to CIE?

32 Offer only CIE, No facxhty based servxces
17 Intend eventually only to offer CIE; will phase out faclhty servxces = .. 128 . 68% 'YES
137 CIE only’one of an array of services within facility. ‘ S - 57 "32% NO
1 Wantto move away from CIE and offer only facnhty servmes

}

Vahd Responses 187 of 191 L SR " Valid Responses: 185 of 191

thure 34 Orzgm of Orgamzatwnal Dlrectlon
At what Ievel did your agem:y s polzczes on CIE fzrst angmate?

1

Board .of Directors 18

Agency Directo

+

1 1 1 L J

0 10 .20 30 40 50
Percent Respondents

Valid Responses: 169 of 191

-y

-y




F igure 35: Actoré Who May Help or Hin\d)efr' Efforts to Implement »CIE

Below is a list of actors who can help or hinder your organization's implementation of community
integrated employment services. In general terms, rate these actors according to how each affects your

agency’s actions. g )
Great Some . No Some Great Valid
- Actors . hindrance hindrance effect ~help help [Mean*| Cases
Board Members 4 12 - 49 80 38 | 374 183
‘Case Managers 1 2 2 79 56 | 393| 180
Direct Service Staff | 1 9 12 46 118 446 | 186
People with Disabilities B 17 16 80 70 400 | 184
Families/ Advocates ' 9 135 19 92 25 349 | 180
Employers/Local Businesses 5 22 16 77 61 392 | 181
Vocational Rehabilitation Counselors -+ 6 13 37 73 52 384 | 181
State agency staff ' 11 33 46 67 29 338 | 186"

* Each item reqixired aresponse on a Likert scale, scdredAfrg‘)m 1-5. The mean shown refers to the
mean likert scale score for that item. The higher the mean, the more helpful the actor on average.

| Figure 36: Factors That May Help or Hz'nder*Eﬁ‘arts to Implement CIE .

‘Below is a list of factors that can help or hinder your organization’s implementation of community integrated
employment services. In general terms, rate these factors according to how each affects your agency’s actions.

’ Great . Some No Some Great Valid

Factors . hindrance hindrance effect help help | Mean*| Cases

Finding resources to meet CIE start-up costs 46 63 2 19 12 | 238 | 182
Planning for a loss of work contracts in our facility 12 - 3 120 4 4 | 274 | 174
Finding ancillary supports like transportation for CIE 66 80 23 5 . 12 | 202 | 186
Receiving adequate funds to provide CIE services . 77 59 16 16 17 | 212 | 185
Delivering CIE given the tenure of our staff 8 33 70 45 28 | 328 184
Acquiring needed staff training or technical assistance 14 51 2 51 24 | 31 | 182
The availability of jobs in our area for CIE . 49 67 23 32 14| 243 185
Coordinating with other agencies involved with CIE 4 34 64 65 17 | 331 | 184
Finding and using available sources of funding for CIE 31 64 36 39 11 | 264 181
61 56 29 10 | 262 | 185

Coordinating multiple sources of funding for CIE 29

* Each item required a response on a Likert scale, scored from 1-5. The mean shown refers to the mean
likert scale score for that item. The higher the mean, the more helpful the factor on average.




Figure 37: Orgdnizatio;;é ‘Who May Help or Hinder Efforts to Implement CIE

Rate the degfee to which each of the following o'rganizétions has been involved in your agency’s
ongoing efforts to provide community integrated employment.” : o

Great Some ‘ No Some Creat Valid

Organizations E hindrance - hindrance ' effect help help [Mean*| Cases
Local Business Community | 5 14 . 30 104 32 | 378 | 185
Local Community Groups T 49 72 10 | 346 | 186
State MR/DD. . 1w, 20 63 65 -~ 28 | 344 | 186
Cqunty/Local MR/DD Agency 9 13. 74 56 - 29 | 346 | 181
Local VR Agency 4 16 36 72 55 | 3.8 | 183
Case Managementherﬁce Coordination 4 - 20 73 67 . 22 | 345 | 186
Advocacy Groups 4 10 115 - 52 5 | 324 | 186

2

Local ,Employment Councils 2 135 39 8 326 186

~* Eachitem required a respnse ona Likert scale, scored from 1-5. The mean shown refers to the mean
likert scale score for that item. The higher the mean, the more helpful the organization on average.

Figure 38: Effeét of CIE on Facility Operations

Rate the dvegfe‘e‘to which eaciiof the folloivin g[acility operations has been influenced by your
involvement with community integrated employment. . - .

Very  Somewhat " 'No  Somewhat Very Valid

Facility‘Operations C Negative Negative  effect Positive Positive |Mean*| Cases
Management functions. - 1 - 18 - 31 67 63 3.96 | - 180
Direct service staff functions 2 . 13 . 27 70 70 | 4.06 182
Assessment strategies 0 7 2 92 - 38 | 39| 179
Training/ teaching strategies 0 7 4 88 . 53 | 403 | 182
Job placement strategies. 2 7 21 81 71 | 416 | 182
Contract procurement 2 19 - 78 49 25 344 | 173
Maintaining production levels 4 31 79 a1 12 | 320 191

* Each item requireci a response on Likert scile, scored from 1-5. The mean shown refers to the mean

likert scale score for thatitem. The higher the mean, the more positive the influence on average.

L X3




ﬂ Figure 39: Bdrrieré to Integr)zted Employrﬁent (Administrators’ Perspectives)

In your experience, what are the two greatest barriers to your success in providing community

: mtegmted employment sermces?

Attitudes of the public and prospective employers concerning disability

The unavailability of employment opportunities; A-poor local economy

The lack of needed transportation services for consumers -
Consumer preferences on where they want to work or the lack of needed skzlls
Problems with supporting people on their job or with individual employers
Administrative or staff actions within service agencies that undercut CIE efforts
The lack of funding for CIE ‘

The lack of training for job coaches :

The lack of coordination or commitment among local, state and federal agenaes
Potential effects on other public benefits for consumers

Actions taken by family members

Other barriers : ' . o : ;

Total Valid Responses

First Stated ‘ Second Stated

Barrier
28 15%
39 20%
15 8%
5 3%
2 1%
11 6%
58 30% .
5 3%
12 6%
4 2% -
7 4%
3 2% -

Barrier -
25 14%
29 16%

20 11%-

13 7%

10 5%

4 2%

36 20%

3%

11 6%

1%
14 8%
13 7%

189 100% 183 100%

Pzgure 40: Factors Promotmg Integrated Employment (Admmtstrators Perspectwes)

In your expenence, what are the two factors contnbutzng to your success in provzdmg commumty mtegmted

employment services?

The attitude concermng dlsablhty and the commitment to CIE of ]ob coaches
Local efforts to build relationships with employers

Job analysis and training tactics applied by job coaches

Actions taken by employers or coworkers to support consumers,

Positive attributes or actions taken by consumers on their own behalf ..
Job development activities pursued locally to target specific employers
The reputation for CIE earned by local service agencies over time

The level of cooperation among local professionals involved with CIE
The general underlying attitude of local service agencies concerning CIE
The previous work experiences of job coaches not directly related to CIE
The training given job coaches

Actions taken by family members

Availability of adequate fundmg '

Other factors

- Total Valid Responses

First Stated  Second Stated

Factor
49 27%
30 16%

| 14 8%
21 1%

26 14% . -

4 2%

10 6%

8 4%

'8 4%

- 0%
- 0%

4 2%
4 2%

8 4%
186 100%

Factor
27 16%
22 13%
20. 11%
15 9%
28 16%
3. 2%
6 3%
16 9%
16 9%
- 0% |
- 0%
4 2%
5 3%
13 7%
175 100%
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1_. _Backgfound Ir’zformatibh Qntké Project

~ This purpose of this three year research project is to conduct a comprehensxve
analysis of conditions that affect the changing roles, status, and managemerit of job
coaches, using data from supported employment programs, job coaches.and others in
support roles that affect the success of integrated employment opportunities. The
project began in October 1991 and will end in September 1994. Multiple methods of data
collection and analysis, including quantitative analysis, qualitative methods and policy
‘analysis, are being used to address the complexity and breadth of the relevant issues.

The project is a collaborative effort that combines the resources- of the Human
Services Research Institute, the Employment Projects at the University of Oregon, the
Institute on Disability at the University of New Hampshire, and United Cerebral Palsy -
Assocmatlons, Inc. .

- One ob]ectxve of this project entailed conductmg a national survey of state program
directors of Mental Retardation/ Developmental Disabilities and Vocational
Rehabilitation agencies. What follows is a description of the methods used to conduct
the survey and summaries of the resulting data. .No explanative text is offered here, nor
is a discussion of the findings provided. A more complete report of this national survey .
and findings will be avaﬂable durmg the summer of 1994. . '

2. Survey Methods

The overall purpose of this activity was to gain a national perspective of state
policymakers' views related to the future trends of job coaching.and community
integrated employment. To obtain this information, two survey instruments were
developed and mailed to: 1) directors of state Mental Retardation and Developmental
Disabilities (MR/DD) agencies (n=50); and 2) administrators of supported employment
programs through state Vocational Rehablhtatlon agenc1es (n—78 includes directors of
state Commissions for the Bhnd) S | :

Utilizing mformatlon and data collected through previous activities of this pro;ect
-(e.g. a national survey of directors of job coaching services, a national survey of job
coaches employed at these agencies, comments from public forums and focus groups on
issues related to CIE conducted in six states), recent studies related to supported
employment, and the new Reauthorization of the Rehabilitation Act, two companion
-survey instruments were drafted; one for MR/DD directors and one for VR :
" administrators. Feedback was then secured from members of our Advisory Committee,
project staff from each of ouir collaborating organizations (The Employment Projects of
the University of Oregon, United Cerebral Palsy Associations, Inc., the University of
New Hampshire Institute on Disability), and from our two project ‘evaluators. These
comments were then used to revise and refine each survey form.

In finished format, each survey consisted of several questions falhng under these
. categories: 1) the people receiving CIE/SE services; 2) future directions for the field; 3)
factors contributing to or hindering the success of CIE locally; 4) state level policy
concerns; and 5) needed system changes.




A list of current names and addresses of state MR /DD directors was obtained
through the National Association of State Directors of Developmental Disabilities
- Services (NASDDDS), and contact names for administrators of state VR programs (and
Commissions for the Blind) were acquired through the Council of State Administrators
of Vocational Rehabilitation (CSAVR) after survey approval from their research
committee. And surveys were mailed out to 50 MR/DD directors and 78 VR
administrators in mid-May 1993. The number of policymakers who responded totaled
41 and 67 respectlvely, yielding 82% and 85% response rates.



3. National Results: MR/DD Director Survey -

services through your agency...

Decreased Sigm’ficantly (over 25%)

Over the past two years, has the number of people
receiving community integrated employment

0 0%

.. Decreased Somewhat (10 - 25%) 3 75%
Remained the Same - 3 75%
Increased Somewhat (10 - 25%) 28 72% -
Increased Significantly (over 25%) 5 13%
Valid Responses - 390f41

Fzgure I: Number of People Recezvmg CIE Servzces

In your opmwn, at what pace has th:s
- growth occurred? - :

23 561%

Too Slow
Just About Right 13 31.7%

TooFast = - 0

0%

Valid Responses 36 of 41

Figure 2: Ease bf Getting CIE Services |

In general, how difficult or how easy is it for the following groups to receive commumty integrated

employment services through your agency?
PRESENTLY... '

Developmental disabilities (in general)
Cognitive disabilities (mental retardatlon)
Physical disabilities
| Socio-behavioral challenges

Dual diagnosis (DD & Mental Health)
Bio-medical complication \
The most severe disabilities

IN THREE YEARS IT WILL BE...

Developmental disabilities (in general)
Cognitive disabilities (mental retardatxon)
Physical disabilities -

Socio-behavioral challenges '

| Dual diagnosis (DD & Mental Health) -
Bio-medical complication

The most severe disabilities

" Ve
Di
3
0

10

7

8
16

10

NN KRN = -0

jcult

Re8Rowewn

BN W e N

gﬁsrz Mean *

19 12 0 3.02
21 2 3 3.35
12 .8 . 1 |25
7 1 0 |205
8 3 0| 215
11 2 0 |197
7 0 1 2.00

‘ \é’:srg Mean *
1 20 6 3.76
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Missing
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‘Each item required a response on a Likert scale, scored from 1-5. The mean shown refers to the mean
likert scale score for that item. The higher the mean, the easier to serve that group on average.




* Figuie 3: Future Directions in CIE

Listed below are numerous statements concerning potential future directions for the field. Over the next three years,

to what extent will your agency invest resources (human and financial) in these future directions?

Greater numbers of people with the most severe disabilities
will be participating in community integrated employment.

Given a presumption of capability (in the new Rehabilitation
Act Amendments) and emphasis on "on the job” training and
support, less effort will be directed toward consumer readiness.

Career development opportunities will be emphasnzed for the
consumer beyond simple job placement.

Consumers will expand their control over local resources by
choosing their own services and service prowders

Trammhg and support r dponsxblhnes will shift from |
| job coaches to employer and co-workers.

Greater use will be made of existing personnel training resources
within community businesses.

The job coach will have responsibility to coordinate supports
around the consumer's whole life, rather than just work hfe

Your agency will shift resources from segregated work options to CIE.

Local service agencies will convert to community integrated
employment services, phasmg out their sheltered work ophons

Your agency will share the costs of transmon services with
education agencies. -

Your agency will share the costs of ongomg support services thh
vocational rehabilitation agencxes

Your agency will pay for supports away from tke worksite, offenng
ongoing support that may include: transportation, communication,
1 personal assistance, social skills trammg, counselmg, farmly o
support, and others.

~ Level of Investment -

None

L0 1
1 2
0 2
0 0
0 1
0 3
4 10
0 1
1 4
2 1‘6
2 5
1 1

Some

.16

13

15
" 18

15

24

14

12

.23

16

7

14

11

16

18

10 ¢

15

14

13

High

14

14

13

13

19

Mean *

377

3.85

3.73

3.90

375

'3.39

1295

397 -

3.39
312

3.77

417

Missing

Each item required a response on a Likert scale, scored from 1-5. The mean shown refers to the mean likert
scale score for that item. The higher the mean, the higher the level of investment from the agency on average.




Figure 4: Pactors Affecting CIE Services

| Job coaches and service administrators who responded to a recent national survey identified the following factors as ones
that contribute to or hinder the success of CIE services locally. In geneml terms, rate these factors accordmg to how you

feel each is presently. affectmg overallCIE efforts in your state.

Factors

Attitudes of the public and employers concerning disability
Local employment o‘ppbrtuniti’es and economic conditions
The level of coordination among local, state and federal agencies
Funding for providers to start up community integrated employment
Funding for providers to offer ongoing services for CIE .
| Local efforts to build relationships with employers -
Management changes undertaken by local providers to promote CIE-
The training presently offered to ‘job coaches
The reputation for CIE earned by local service agencxes over time -
The general underlying attitude of local provider agencies concerning CIE
Job development activities pursued locally to target specific employers
The attitude concerning d:sabxhhes & the commitment to CIE shown by
job.coaches V
Job analysis and training tactxcs applied by job coaches
 Actions taken by employers or co-workers to support consumers
The level of cooperation among local professionals involved with CIE
Transportation services for consumers .
Other ancillary services (other than transportation) = .,
Actions taken by consumers on their own behalf
Consumer preferences regarding where they want to work
Consumer skill levels
Potential effects on other public benefits for consumers (e g SSl, Medlcald)
Actions taken by family members ‘
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7
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‘Mean*
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3.15
2.75
285
347

- 3.15

1317
3.70
330

371

334

3.66
330

194
258
335
353
338
220

323 |

Each item required a response on a Likert scale, scored from 1-5. The mean shown refers to the mean likert
scale score for that item. The higher the mean, the more helpful the factor on average. :

Missing
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With regard to funding over the next two years, do

greater or less use of its Title I money to fmance

‘Much More Use Gincreaseby26%+) .~ 3 7.5%.

Valid responses: 40 of 41 -

Figure 5: Future Funding Opﬁbrtiénities

Valid responses: 41-0f 41

'supported employment services? o services?. o
" Much Less Use (reduoeby26%+) 0 0% ,M{ich Less Use (reduce by 26%+)
Less Use (reduce by 10-25%) | 2 5% - Less Use (reduce by 10-25%)
Remain the Same 15 37.5% Remain the Same -
More Use (increase by 10-25%) .20 50% More Use (increase by 10-25%)
Much More Use (increase by 26%+)

0
0

With regard to funding, over the next two years,
you expect that your state’s VR Agency will make do you expect that your agency will make greater or
less use of the HCBS Medzcazd waiver to finance CIE

O%
0%

6 14.6%
26 634%

9

- 22%




. Figure 6: Satzsfactzon with State Level Issues

s

Regardmg state Ievel issues related to commumty mtegrated employment services, how satzsﬁed are you with the current

status of each of the foltowmg in yaur state?

o

| Level of fundihg available for CIE from your agency
Stability of available ﬁxhding for CIE in your agency

| Distribution of funds across voc. serv1ces, mcludmg CIE in your agency .

Funding for CIE made available through other state agenczes
“(e.g. VR, Education)

Tmmmg provxded to comihunity pfov’ider staff (e.g. job’coacheS) re: CIE

-Turnover rates among commumty provxder staff (e.g.job coaches)
Awvailability of rehable CIE providers mth whom to contract
Statewide busmess plan to attract employers for CIE
Level to whlch a common vision re: CIE is shared among pubhc agenc:es

.Avallablhty and uhllty of mformatzon regardmg the people rece:vmg CIE

Present licensing and certification requlrements for provxders to dehver CIE -

Means for assuring that the CIE services offered are of acceptable qualzty
Level of collabomt:on among publlc agencxes provxdmg CIE

Level of agreement among publlc agenaes in deterrmnmg swenty of -
dlsablhty o :

‘Amount of influence people with dlsabllmes have over pohcy dlrectlon

forsyatisﬁed . Neutral
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. Mean *
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2.48

260

- 3.04

2.87
2.70
3.26

270

~'2.26

- Bach item requnred a response ona kaert scale, scored from 1-5 The mean shoyvn refers to the mean hkert

scale score for that item. The hlgher the mean, the more sahsfled on average.

2.14

256 |

- 314

282 |
245 |

307

Missing| -

0

S =T N

o

- To what extent are fundamental system changes

movement to expand and zmprove? ‘Are they

Vahd responses: 41 of 41

I—‘tgure 7: Need for Fundamental System Changes

Not At All Needed 0. 0% Not 'A't All
Slightly Needed | 4 98% "~ Alittle
Somewhat Needed - 5 122% " " A Moderate Extent
Needed . 21 512% - Alot |

Greatly Needed 11" 268% . - AGreat Extent

0.
9

.26
40

 Valid responses: 41 of 41°

To what extent are these fundamental
necessary for the community integrated employment ' system changes happening? . -

0%
- 22%
63.4%

14.6%

0%




Fzgure 8 System Changes Needed

If you feel tkat system changes are necessary, what are the two greatest changes that must be made?

A comrmtment to CIE/ Conversion to CIE from sheltered work 13 19.7%
Empha51s on consumer control, choice, and outcomes ) , \ 8 . %1%
Collaboration/cooperation among public agenc:es, and with prwate busmesses 1 8 61%
More flexibility / fewer restrictions of Medicaid fundmg » L6 121%
Utilize natural supports more fully ‘ 5 - 121%
Improve ability to be flexible with funding (in general) 4

- Access more fundmg (in general) 3 4 4 6.1%
-Greater access to fundmg made available through VR agencxes ‘ ‘ 4 45%
‘Improve transition from school to adult services A A - 45%
Put in place mechanisms to assure quality in CIE U s o 3 . 76%.
Educate the commumty and employers about CIE “: - 3 45% -
Other"' o 5 - 76% |

~-Total Valid Responses | " 66 . . 100%

61% -




4. National Results: VR Director Survey

services through your agency...

Decreased Significantly (over 25%)
‘Decreased Somewhat (10 - 25%)

Remained the Same

Increased Somewhat (10 - 25%)

Increased Significantly (over 25%)

. Valid Responses .

Over the past two years, has the number of people
receiving community integrated employment

3%
6.1%
21.2%
43.9%

25.8% .|

660f67

TooSlow ' 23

Pzgure 9: Number of People Recezvmg CIE Servzces
. In your opinion, at what pace has this

growth occurred?

o 36%
Just AboutRight - 13. ~ 64%
Too Fast o 0 0%

Valid Responses 50 of 67 .

Figure‘ 10: Ease of Getting CIE Servi&es :

In general, how difficult or how easy is it for the followmg groups to receive commumty mtegrated

employment services through your agency?

PRESENT LY

Developmental disabilitiés

Mental Retardation.

Physical disabilities

Brain Injury

Persistent Mental Iliness

" | Specific Learning stablhhes :
Visual Impairments o

Hearing Impairments

The most severe disabilities

- IN THREE YEARS IT WILL BE...

Developmental, disabilities
‘Mental Retardation

Physical disabilities

Brain Injury

Persistent Mental lllness
Specific Learning Disabilities -
Visual Impairments

Hearing Impairments

The most severe disabilities
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- Difficult”
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17
4
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113
12
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16
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14
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. Very

Easy, |Mean*
4 29 11 | 360"
10 32 15 |38
19 13 1 256
1 1 3 2.50
20 20 4 |30 |
18 8 2 |240
18 13 '3 2.61
23. 9 2 253
21 . 14 4 |27
Agzg Mean *
22 .27 7 359 |
24 20 12 3.66 |
19 30 6 3.56 |
14 37 6 379
15 30 9. |374
24 2 .7 344
27 20 6 |343
2 23 . 7 |348
16 32 11 |38

Missing

T IS IS BT R T A

Missing
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" Eachitem required a résponse on a Likert scale, scored from 1-5. The mean shown refers to the mean
likert scale score for that item. The higher the mean, the easier to serve that group on average.




Figure 11: Future Dzrectzons in CIE
Listed below are numerous statements concerning potentzal future directions for the ﬁeld Over the next three years,
to what extent will your agency mvest resources (human and fmanczal) in these future directions? - -
Level of I nvestment
_None  Some . High. | Mean* | Missing
Greater numbers of people with the most severe dnsabxht:es will be i .
, partmpatmg in community mtegrated employment. -+~ - . 0 0 13 28 26 :| 419 0
Given a presumptwn of capability (in the new Rehabnhtat:on' ‘ ‘ |
Act Amendments) and emphasis on "on the job” training and ‘ o
support, less effort will be directed toward consumer readiness. - 0 -4 26 27 8 3.60 2
Career development opportunities will be emphamzed for the )
consumer beyond simple job placement » ‘ 0.3 24 35 5 3.62 0
Consumers will expand their control over local resources by . : |
ol choosmg their own services and service provxders S 0 5 17 31 13 | 378 1
Training and support responsibilities will sk:ft from | ' :
;ob coaches to employer andr::?)-workers _ o : 1 7 21 26 11 359 1
Greater use will be made of existing personnef training resources . ‘ t , ’
within commumty businesses. ‘ A on 2 2 7 338 | . 0
The job coach will have resp nsnblhty to coordmate supports . A |
around the consumer's whole life, rather than ]ust work life. 10 9 16.25 .6 3.12 1
Your agency will shift resources from segregated workoptionstoSE. | 1 5 13 25 20. 3.’90 ’ 3
Local service agencies will convert to supported employment services, A : ‘
phasing out their sheltered work options. , 3 11 18 28 6 334 | 1
-| Your agency will share the costs of transmon services w1th ) v' -
education agencies. : . : o 1223 30 11 (372 |+ 0
Your agency will share the costs of ongoing support services with . - ‘
developmental disability or mental retardation agenaes . 12 18 14 14 9 290 |° 2
Your agency will pay for supports away from the worksxte, offenng |
ongoing support that may include: transportation, communication,
personal assistance, social skills training, counseling, famxly :
support, and others G , ' 8 5 18 25 11 | 338 0
People with dlsabxlmes will have srgmﬁcant control over the |
substance and direction of the basic state grant program concermng : N
rehabilitation services. o 0-1 23 25 18 3.89 0
Each item required a response on a Likert scale, scored from 1-5. The mean shown refers to the mean likert
scale score for that item. The higher the mean, the higher the level of investment from the agency on average.




Figure 12: Paéioré Affectiﬁg CIE Sefvi'éeé |

Job coaches and service adm:mstrators who responded to a recent natwnal survey zdentzﬁed the foilawmg factors as ones
that contribute to or hinder the success of SE services locally. In general terms, rate these factors accardmg to haw you

feel each is presently affectmg cvemll SE efforts in your state.

‘ Factors

Attitudes of the public and empley;ers concerning disability
Local employment opportumnes and economic conditions
The level of coordination among local, state and federal agencxes
.Fundmg for providers to start up supported employment .
Funding for providers to effer ongoing services for SE
Local efforts to build relationships with employers -
Management changes undertaken by local prov:ders to promote SE
The training presently offered to ]ob coaches
The reputation for SE earned by local service agencnes over time.

The general underlymg attitude of local provider agencies concerning SE ,

Job development activities pursued locally to target specific employers. -
The attitude concerning dxsabllmes & the commitment to SE shown by
job coaches

Job analysis and training tactics applled by 3ob coaches

Actions taken by employers or co-workers to support consumers - .
The level of cooperation among local professwnals mvolved w1th SE
“Transportation services for consumers '

Other ancillary services (other than tranSportahon)

Actions taken by consumers on their own behalf S } N ,
Consumer preferences regarding where they want to work e

| Consumer skill levels ~ B e
Potential effects on other public beneflts for consumers (e.g. SSI Medncaxd)
Actxons taken by famlly members - B U TS
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. Mean*

259

207
- 334

-2.98

219
372 | -

-3.31

335

370

3.98

354
356

349 |

1.97

259

331
350"
3.05

251

3.17 '

Each item requlred a response ona leert scale, scored from 1-5 The mean shown refers to the mean likert
scale score for that item. The hxgher the mean, the more helpful the factor on- average. - e

Missing

OO OO - O -0 o

e - R - -

L

sermces’

Much Less Use (reduee by26%+)
‘ o - Less Use (reduce by 16-25%)
o L Remain the Same
o S "~ More.Use (increase by 10-25%)
Much More Use Gncrease by 26%+) - -

T VV&IiJres;aonses:‘-%bf 67

- Pz'gure 13@ | Pufure Pundi‘n’g”()ppo'rtuni't\iés

Wzth regard to. fundmg over. the next two years, do you
-expect that your state will make greater or less use of its
-Title I money to ﬁnance supparted employment

0. 0%
-3 45%
S 19 288%
35 53%
9 13.6%




Fzgure 14 Satzsfactzon wzth State Level Issues .

o Regardzng state level issues related to supported employment servtces, how sattsfzed are you wzth the current status of -
| ‘each of the follounng in your state? : A ,

Very Very :
Unsatisfied Neutral  Satisfied |Mean® | Missing

! Level of fundmg avanlable for supported employment from your agency 1 10. 11 - 15 120 18 | 3.5 1

Stability of available fundmg for supported employment S 16 15 , 16 ‘1.2 311 0
Distribution of fundmg across rehabllltatlon servnces, mcludmg SE ':‘ . ‘, 6 -{13 24 . 17 6 [ 306 -1
Fundmg for SE made ava11ab1e through other state agenczes SRR | } . ,. 8 , ] '. A0
(e.g. MR/DD Educahon) ‘ o Co ) |17 0 34 ) 7 7 © 2214 0
“V'I'he training prov1dedtoVR counselors regardmg supported employment 3 .\ 19 15 28 ' 2| 3.i0 .0
vTumoverratesamongVRcounselors T ," o 3 8 2% 23 6| 331 1
Avallabnlnty of re11ab1e SE provtders with whom to contract T | f‘-'8‘;p 18 15 ' 25 1 .‘2’.8.9 0
Statewnde busmess plan to attract employers for SE - R 2 ‘27 1.4 - 1) 2.05 0
Level to thchacommon vision re: SE is shared among publlc agencnes : 3 ) 25 26 ’ 9 4 | 279 0
: Avallablllty and Utllll'y of mformatzon regardmg the people recelvmg SE |-2 15 33 .15 2 ; 3.0(l 0
' Present lzcensmg and certzﬁcatzon requlrements for prov1ders to dellver SE‘ 7 10 38 : ‘ 8 4 | 2.’8§ 0
" | Means for assuring that the SE services offered are of acceptable qualzty 6 27 - 15 . 19 ) 01» : ‘2..70 -0
Level of collaboratzon among publlc agencnes provndmg SE : L 4 .15. 16 25 6| 321 | 1
- Level of agreement among publlc agenaes in deterrmnmg the severzty of : L S : ‘,
~disability o R S 2717 .2 19 3| 305 0
" Amount of inﬂuence’people with disabilities have o'ver'policy direction‘ 13 18 27 13 6| 3m | 0

. Eachitem requlred a response ona leert scale, scored from 1-5 The mean shown refers to the mean llkertf
scale score for that 1tem The hlgher the mean, the more satrsfled on average '

Fzgure 15 Need for Fundamental System Changes

To what extent are fundamental system changes . |- To what extent are these fundamental
tlecessary for the community integrated employment s system changes happemng’ '
movement to expand and 1mprove7 Are they Lo
" NotAtAllNeeded -~ 2 3% | N_otAtAll- L3 45%
Slightly Needed - -~ 4" 6% © Alittle .15 227%
\ : Somewhat Needed 17 254% 7 " AModérateExtent . .~ 34  515%
) Needed - . 257 373% | .-/ ALot. - - .12 182%.
: -GreatlyNeeded “19 . 284% o - AGreatExtent 2 3%

,Vali‘d respOnses:67.of67v',‘ o o - 'Vahd responses 66of67




- Figure 16: System Changes Needed

If you feel that system changes are necessary, what are the two greétest changes that must be made?

A better funding mechanism/ability to provide long term supports

A commitment to SE among agencies/Common vision toward SE

More and better training for job coaches, providers;a.nd employers

Empbhasis on consumer control, choice, and outcomes
Collaboration/cooperation among public agencies, and with private businesses
More stability in and adequacy of funding

Improve transition from school to adult services

Put in place mechanisms to assure quality in SE

Remove Medicaid disincentives

Create better job opportunities for people with disabilities (not just service jobs)
Educate the community and employers about SE '
Focus on truly serving those with "the most severe" disabilities

Other ‘

Total Valid Responses
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27.5%
14.2%
14.2%
9.8%
65%
54%
43%
43%
32%
-3.2%
2.1%
2.1%
32%

100%




