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Foreword

During 1994-1995, a Prime Study Group sponsored by the Research and Training Center
at the University of Wisconsin-Stout studied the topic of consumer decision making and choice in
the vocational rehabilitation process. That study group focused specifically on approaches, ways,
methods, and strategies for creating a true partnership between the vocational rehabilitation
consumer and the vocational rehabilitation professional, a partnership in which the consumer
would have an equal voice in the planning and direction of his/her individual rehabilitation
program and process. The outcome of the work of that Prime Study Group was the document
titled Operationalizing Consumer Decision Making and Choice in the VR Process (Fry, 1995).

In 1995-1996, another Prime Study Group produced this document which focused its
thinking toward approaches, ways, methods, and strategies for increasing the involvement of
individuals with disabilities in the operation and management of a state agency rehabilitation
program. The main question was "in what ways can people with disabilities (whom the state
programs are designed to serve) have a greater voice in the philosophy, management and
supervision of that program?" To that extent, this document's study group looked at
organizational barriers, practices, and attitudes that have prevented or limited the input of ideas,
points-of-view, and advice from people with disabilities.

There were many similarities in the discussions that took place in both study groups. Both
looked hard at and identified "old" attitudes and ways of doing things and both generated (or
recognized) "new" attitudes and ways of thinking. However, their charges were different and their
recommendations, contained in their individual study group documents, pointed at providing
solutions to different problems and concerns.

It is the wish of this Prime Study Group that the content of this document will help
vocational rehabilitation administrators, managers, and supervisors recognize the need to involve
people with disabilities in significant ways in the management and operation of their state
vocational rehabilitation programs. The group also acknowledges the fact that this document does
not contain "all the answers" and to that extent, we invite your comments and contributions.
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Basics and Background

Introduction and Rationale

This IRI document offers great opportunity for state vocational rehabilitation programs and

people with disabilities to work cooperatively as partners to develop programs that will affect not
only the rehabilitation process but people with disabilities and rehabilitation professionals as well.
The primary target audience for this work is state vocational rehabilitation administrators and
leaders. Consumer groups will find valuable information as well, and they are encouraged to
adapt and to adopt this information in their work with state agencies. The charge to readers is to
view openly and honestly their beliefs, values, and knowledge about vocational rehabilitation
(VR); to confront their biases and fears; and to take positive action.

Consistent with the content and intent of Title I, Section 105 of the Rehabilitation Act
(1992 Amendments), consumer involvement in the shaping of state programs refers to the active,
equal, and meaningful participation of persons with disabilities, their family members, and
advocates as partners with the state agency. Their role in shaping state programs is to work as
part of a team to develop, establish, implement, monitor, and evaluate the policies, programs, and
services provided by the state rehabilitation agencies. For the purposes of this discussion, the term
state vocational rehabilitation agency includes both general vocational rehabilitation and state

agencies for the blind.

We, the members of the Prime Study Group, will present to you ideas and guidelines for
effective strategies that you may use to create opportunities to strengthen your state vocational
rehabilitation agencies. This strengthening will be accomplished through positive and effective
full-partnerships with people from the disability community. We believe that as the partnerships
grow and prosper, so will rehabilitation outcomes, potential funding sources, and participants'
feelings of effectiveness. The 1992 Amendments to the Rehabilitation Act supports this and calls
for "full inclusion and integration into society, employment, independent living, family support,
economics, and social self-sufficiency of individuals with disabilities" (Botterbusch & Menz, 1993,

p. 1). We need to be open to all sources of input to this process, especially families of persons
and self-advocates with the most severe disabilities.

It is important to note that the scope and focus of this document is on consumer
involvement at the programmatic, not individual, level. We recognize the need for consumers to
participate as partners in choices relating to their own rehabilitation plans and services, and we
support that need. However, for this document, consumer involvement at the individual level is
considered a natural predecessor to the larger state program level involvement. As such, little
attention will be given here to the role of consumers in deciding their own futures. Rather, greater
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Consumer Involvement

attention is given to the need for many different people with disabilities to influence the
development of broader programmatic concerns. For more information on the individual level of
involvement, interested readers are referred to two previous IRI documents Client Involvement:
Partnerships in the Vocational Rehabilitation Process (Corthell, 1988) and Operationalizing
Consumer Decision-Making and Choice in the Vocational Rehabilitation Process (Fry, 1995).

Why should you care about this topic? Why should you embark on a plan to enhance
consumer involvement to reflect a meaningful and true partnership? There are several ways
to answer these questions. Federal mandates established over the years relative to consumer
representation on state advisory councils were strengthened with the passage of the 1992
Amendments to the Rehabilitation Act. In addition, strong programs such as the Independent
Living Services Program would not have been developed without the input and guidance of the
consumer groups. Perhaps a more compelling reason can be found in the sheer pragmatics of the
situation: these partnerships assure that the agency offerings are customer-driven and relevant to
the target populations being served.

This is not a new or unique idea. It has been used in the world of marketing for decades.
Businesses, when they contemplate offering new products (or modifying old ones), frequently
conduct surveys of targeted focus groups. Gauging from the responses of focus group members,
they design, adapt, or develop products or advertising strategies that have potential for success.
Businesses do not do this because it is morally or ethically correct. They do it to assure that their
product will succeed and will continue to exist, if not thrive. State vocational rehabilitation
agencies have a similar need. Their products are services and programs for individuals with
disabilities. Altruistically speaking, there is a moral and ethical component of the delivery of
vocational rehabilitation services. There is also a legal component as mandated in the
Rehabilitation Act and federal regulations, as well as a business survival component. The most
compelling reason is that involved consumers are well-informed consumers. Well-informed
consumers will serve state program administrators well in assisting to make tough decisions
relative to funding.

All of these factors create a demand for meaningful involvement of consumers as partners
in the development, planning, implementation, review, streamlining, and retooling of service and
programs provided through state agencies. With 1997 Amendments looming in the very near
future, the implementation of full partnership is paramount. With strong, healthy coalitions
between vocational rehabilitation and the disability community, great opportunity can be seized
out of this situation.

To provide you with a practical document on the topic of consumer involvement, we will
present an introduction and rationale for why this approach to shaping state programs is not only
viable but critical for continued success. We will present you with the vision and values that must
be embraced to assure the success of this effort. In addition, you will learn about the natural
evolution of consumer involvement in rehabilitation that laid the groundwork for this discussion.
You will be presented with recommended strategies for ways to implement consumer involvement
in advisory councils as mandated by the Rehabilitation Act (1992 Amendments). Moreover, you
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Basics and Background

will be supplied with ideas for involvement that reach far beyond roles on councils. In providing
you with this information, we have strived to present both a practitioner's perspective and a
consumer's perspective. As a group preparing this document we held strongly to the belief that
diversity issues should be recognized and addressed. While not the priority focus of this work,
these issues were addressed as they relate to persons with disabilities from racial and ethnic
minority groups as well as persons with disabilities who are often underrepresented in consumer

advisory effort.

Finally, in this document you will be provided with a variety of materials in the resource
section that you may wish to access as you work to enhance your agency's meaningful involvement
of persons with disabilities and their families and advocates in efforts to develop, implement,

evaluate, and monitor state vocational rehabilitation programs.

We need to construct a safety net to allow for the normal starts and slips that can occur.
There will be people who cannot make the transition to partnership. There will be casualties and
losses and some people will want to leave. In order to reduce these casualties, it is important for
all partners to understand and share common visions and values. The vision and values held by
the partners must be consistent with the goal of full and equal partnership of consumers in shaping

state vocational rehabilitation programs. The vision and values identified by the Prime Study
Group critical for the partnerships we envision are detailed in the following section.

Vision and Values

A vision is to see, to perceive, and to have foresight. It can be a thought, a feeling, or
even a program that is powered by a drive to make it come true. A vision evolves from values
which are the spirit that makes the goal come true. A system cannot survive without a vision or
goal and, while at times the vision may be dimmed, it does not mean it has vanished. A common
vision and set of values shared by all partners, persons with disabilities, and the vocational
rehabilitation are essential for the success of consumer involvement in shaping state rehabilitation

programs.

Vision: Consumers and rehabilitation agency staff working to shape state
rehabilitation policy, program development, evaluation, and

monitoring.

Values: Open communication
Trust and respect
Leadership
Continuous striving for improvement
Diversity

5



Consumer Involvement

The spirit that drives people toward achieving a vision are the values that shape it. The
values necessary to foster consumer involvement in shaping state rehabilitation include (a) open
communication between partners, (b) trust and respect for each other and the process, (c)
development and honing of the leadership skills of both rehabilitation personnel and consumers,
(d) a continuous striving by all partners for improvement of themselves as people and of the
rehabilitation system as a whole, and (e) a welcoming of the diversity that comes when people with
disabilities and their families and advocates, especially those who are also from racial or ethnic
minority backgrounds, work closely together.

Open Communication

Perhaps the most basic value held by the Prime Study Group is that of open
communication. Open communication is essential and extremely valuable to this partnership. It
allows for inclusion. When people share with others, they invite them into their world. The
ability to convey ideas in a straightforward manner with people who are able to respect differences
is crucial to the success of consumer involvement. Good listening skills are a must for all partners
involved in the process of setting policy, making program decisions, and evaluating and
monitoring successes of the rehabilitation program. Each partner must listen to what the other
person is saying and learn what experiences have influenced them. Listening requires a personal
courage and the need to be open and sensitive, especially when there are differences. Along with
good listening, communication among partners in consumer involvement requires negotiating
skills. Negotiating is an art. It uses many skills to bring about the desired results: primary
among them is the ability to compromiseto give up something that may be important to one
person in exchange for something that is important to another. The development of good listening
skills and an environment that fosters open communication are essential to this process.

Trust and Respect

Open communication is closely related to high levels of trust and respect. Trust in each
other's motives and goals is a clear result of open communication between partners. Respect for
each other and for different backgrounds, experiences, and perspectives brought to the discussion
allows trust to be forthcoming. For example, it is important to understand that persons with
disabilities frequently see themselves as living in a culture within which self-advocacy and
independence are highly respected goals. It is equally important to respect the commitment and
experience of many vocational rehabilitation and independent living professionals. Trust in both
the process and the principle that the end result will be one that represents the best interests of all
involved is another characteristic of a successful consumer program.

Leadership

For persons with disabilities to be partners in the shaping of state rehabilitation programs,
it is imperative that they develop leadership skills, management skills, and decision-making skills.
They are advancing in the arena of self-determination and leadership skills are needed to ensure
success. Opportunities for the development of leadership skills must be provided to facilitate the
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development of these skills in consumers who will serve as partners in the shaping of state
programs.

It should be noted as well that effective leadership skills in state agency staff are also a
highly desired characteristic. State agency personnel should work to develop an ability to lead.

Continuous Striving for Improvement

All of the values mentioned so far are not static. They incorporate ideas that are always
evolving and that require life-long learning and striving for achievement. The ability to lead is
something at which most of us must work. For a partnership to succeed, the rehabilitation system
should foster the concept that all partners are people who develop successful decision - making
skills. They mutually decide on a plan of action to achieve their goal, and they pursue it. It is
recognized that consumers may begin to practice these skills within their individual written
rehabilitation or employment plans. These skills will serve as the building blocks for participation
in the larger program concerns that are addressed in shaping state rehabilitation programs.

Some examples of continuous quality improvement training activities targeted at consumers,
council members, and vocational rehabilitation staff may include:

Developing team work and consensus building skills
Developing of decision-making skills, i.e., the ability to obtain, synthesize and, analyze
information; the ability to anticipate consequences (positive and negative) of possible
decisions
Developing of leadership skills

Diversity

Persons with disabilities and vocational rehabilitation staff will have similarities and
differences that will be influenced by their own personal values, their family values, and their
individual needs. Respecting this diversity will lead to a respect for each individual and will make
a stronger basis for the partnership. Vocational rehabilitation agencies must first examine, with
20/20 vision, their own history of service to diverse populations. They must continuously strive to
eliminate barriers that are a result of cultural biases. Commitment to effectively serve each state's
diverse population of persons with disabilities will, at the pragmatic level, influence strategic
planning and program development goals. It will also affect personnel development in a way that
assures hiring, training, retention, and advancement of qualified staff to serve consumers from
culturally diverse backgrounds.

The Evolution of Consumer Involvement:
Past, Present, and the Future

Prime Study Group members believe that vocational rehabilitation in the past established
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the foundation for the consumer activism that is now growing and changing. We believe that an
understanding of this history will help all readers find and shape their roles in the future in line
with the vision and values identified. The vocational rehabilitation process has paved and will
continue to pave the way for people with disabilities to become knowledgeable and empowered and
to develop the leadership/self-advocacy skills that influence and guide the delivery of rehabilitation
services. This section will therefore examine major trends in rehabilitation related to legislation,
consumer access, service delivery, and consumer empowerment. Information will be presented
and then summarized in Table 1. Using the 1992 Amendments as a benchmark, this section will
review the evolution of consumer involvement in the past (1960-92), and present (1992-1996), and
the future.

1960s-1970s: A Period of Growth and Expansion

During the 1960s and 1970s vocational rehabilitation programs experienced a period of
unprecedented growth and expansion. Ample federal funding, a strong labor market, and new
consumer groups identified in the Rehabilitation Act of 1973 encouraged expansion in staffing and
programming. Moving beyond physical restoration of war veterans, programs and services began
to be developed to serve students in transition from school to work, the socially disadvantaged,
and specific disability groups (e.g., persons with mental disabilities, African-Americans with
disabilities).

This initial program expansion grew out of a strong political and economic environment
and growing professional movement rather than a ground swell of consumer demand. Services
generally were developed based upon a "medical model" focusing upon a person's disability and
limitations. Professionals communicated a "we know what is best for people with disabilities"
philosophy. Vocational rehabilitation agencies often used a standardized production model
providing a cookie cutter "one size fits all" approach to maximize the number of persons served.
Within this environment clients getting vocational rehabilitation services were most often
appreciative and did not question the expertise of a rehabilitation counselor.

The 1970s was the period in which the independent living movement was born. Vocational
rehabilitation was influenced by at least five broad social movements active during the decade:
civil rights, consumerism, self-help, demedicalization, and deinstitutionalization (De Jong, 1979;
Nosek, 1992). From the civil rights movement came an awareness of the impact of exclusion
based on personal traits and the individual's right to a place in society's mainstream. From
consumerism was drawn each person's responsibility to assess and communicate their own needs,
as well as evaluate and control services they received. From the 1960s came individuals who were
demonstrating their independence, acting as peer counselors, advocating for others to have
opportunities to live and work outside nursing homes or other institutions, and providing a
challenge to the medical model dominated by professionals. All of these movements meant that
the 1970s was a decade of increased visibility, opportunity, and consumer expectations for
vocational rehabilitation.

8



Basics and Background

Table 1. Vocational Rehabilitation and the Consumer:
Past, Present, and Future

Past (1960-1992) Present (1992-1996) Future (1997 & Beyond)

a
.49.

A

Pre-1973 mandate
rehabilitation services to
disabled veterans. Primary
service is physical
restoration.

1973 Title VII Independent
Living included identification
of services to persons with
mental disabilities and others.

i

Legislation mandates
rehabilitation services for
people with disabilities with
emphasis on employment
outcomes. Legislation calls
for choice and full
partnership in the designing
of services.

Consumers of rehabilitation
services provide continuous
input and feedback at the local
and state level to develop or
re-design services that will
meet their employment needs.

II
6)

ogood
1a
co...
8o

Unprecedented agency
growth, coupled with a
vigorous labor market,
afforded the average worker

wages/benefit packages.

r

1

Agencies face reduced federal
and state funding. Rehab Act
Amendments make it easier
to establish eligibility for
services.

Increased demands for
services.

Employment market changes.
Fewer jobs at entry/semi-
skilled level exist that offer
living wages and benefits.

For those who require
supportive services,
rehabilitation specialists will be
available to assist in providing
vocational information,
identifying supportive services,
and securing employment.

1
co
co
..t

Focus was on correcting or
minimizing the effects of an
acquired disability (blindness,
amputation, hearing loss,
etc.) .

Advocates representing
various disability groups
influence the expansion of
rehabilitation services with an
emphasis on employment
(e.g., learning disability,
sickle cell anemia, cerebral
palsy, epilepsy, substance
abuse, emotional impairment,
deaf, etc).

Consumers become greater
self-advocates and less
dependent on others.

a
Idetermine

ra1

Rehabilitation used the
medical model as the basis to

eligibility.
Emphasis was on client
limitations.

Anyone with a disability who
requires VR services to
become employed is eligible
for those services.

There will be the attitude that
anyone who wants to
workcan work!
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Past (1960-1992) Present (1992-1996) Future (1997 & Beyond)

t.
4
4

Some people with severe
disabilities were determined
ineligible for services. People
with disabilities from
different cultural backgrounds
were not served at equitable
levels. There was clear and
measurable disparity in access
to services, inclusion, service
delivery patterns, monies
spent per consumer, types of
jobs at closure, and earnings.

. w..

t

., .1
4

Rehab Act Amendments cite
disparities. Charge VR
programs to develop
strategies to build staff skills
needed to effectively work
with people from diverse
cultural backgrounds,
enhance outreach, service
delivery, and successful
outcomes to people from
diverse cultural backgrounds.

Value cultural differences. Use
culturally appropriate
counseling techniques that
facilitate trust and a sense of
full partnership in the
counseling relationship.

Qualified staff can coordinate
supportive services that create
the opportunity for
employment success in all
areas of the labor market.

3
w

Vocational rehabilitation
developed special programs
based on the availability of
targeted "federal or grant
monies." The dollar drove the
program!

P

F.

The individual and the
community assist in
developing programs to meet
the needs of people with
disabilities.

People with disabilities who
have the capacity, or who
personally desire to do so, will
design, coordinate and obtain
employment-related services
with or without the direct
assistance of a
rehabilitation/employment
specialist.

4
E

0

Emphasis on process
(statuses). Rehabilitation
Closures "26s."

Emphasis on process
(statuses). Rehabilitation
Closures "26s."

Focus on customer
satisfaction, employment
outcomes. There is less
emphasis on rehab process
indicators.

"Jobs, jobs, jobs!"

Consumers have more choices.
Determine own service plans
and coordinate own services
that enhance employment
outcomes. Process indicators
will have diminished
importance. The measurable
goal will be a "satisfied
customer" who has achieved
employment as a direct result
of vocational rehabilitation
participation.

A 6=I

C 0,0 0.o

Counselors solved the.
problems, provided the

fi andanswers. Were "fix -ers"
"do-ers."

1

New skills learned and
employed, e.g.,
collaboration, negotiation,
full partnership.

Vocational rehabilitation
counselors will provide
assessment, vocational
guidance and counseling
services to all in need of
employment services.
Additional access and equity in
general employment.
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Basics and Background

Past (1960-1992) Present (1992-1996) Future (1997 & Beyond)

0

Parents were reliant on the
schools to care for
children/students with special
education needs. The
emphasis was on providing
developmental experiences.
Expectations for employment
and independence were held
by parents, students, or
schools.

People with severe disabilities
living in health care facilities
depended upon the health care
providers for assistance in
daily living activities.
Dependency mutually
encouraged.

Persons with disabilities were
dependent on the "kindness"
of others to help them
function in society. The
professionals knew what was
"best," and persons with
disabilities trusted and
depended on the social
workers, teachers, therapists,
etc.

The student, parents,
vocational rehabilitation,
schools, and employers
collaborate to provide
services to meet
student/consumer
employment goals and
dreams. Transition services
provided for both the student
and parents.

Employment is an expectation
and is achieved. Students,
parents, schools, and
vocational rehabilitation work
cooperatively through mutual
respect to prepare
students/consumers for
employment.

Independent Living Centers
assist persons with severe
disabilities achieve
independent living. Self-
advocacy a key principle.
State Independent Living
Councils provide continuous
input to vocational
rehabilitation.

Greater influence in designing
rehabilitation services at the
community level. Society
fully respects and values
people with disabilities as
reflected in the diminishment
of barriers both physical and
attitudinal.

Persons with disabilities
demand and expect greater
control of their destiny as it
relates to education,
employment, housing,
independent living, and full
partnership in the
rehabilitation process. Self-
reliance, civil rights (ADA),
and empowerment are key
principles that persons with
disabilities fully embrace.
Rehabilitation services
acknowledge these values and
reflect them in program
designs.

Empowerment and self-
determination. Full access to
employment. Societal,
attitudinal and architectural
barriers removed. Choices.
Full acceptance and respect.

1980s: New Initiatives, Partnerships, and Empowerment

The success of the 1970s provided the foundation for continued expansion with changing
service delivery patterns and growing expectations in the 1980s. Pilot programs had proven that
even persons with the most severe disabilities had both the desire and the ability to work. The
integration of children with disabilities into public education settings with PL 94-142 demonstrated
the value of inclusion. Disability groups who were previously seen as not employable or not
eligible for vocational rehabilitation services began both to request and to demand access to

11
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vocational rehabilitation. The federal response (1985-1995) has been the sponsorship of major
multi-year systems change initiatives in supported employment, school to work transition, and
assistive technology. These initiatives were and are designed to (a) help the vocational
rehabilitation system acquire knowledge and skills to serve expanding and new populations, (b)
build partnerships among rehabilitation agencies and business and other groups to develop jobs,
and (c) provide individuals with disabilities and their families with information and the skills to
effectively direct and/or advocate for necessary accommodations and services to reach employment
or other life goals.

It is important to note that over the last 20 years the perception and profile of persons
served by vocational rehabilitation agencies across the nation have changed dramatically. Persons
with mild disabilities needing minimal preparation for employment who were served during the
1970s began in the 1980s to be integrated into other public and private job training programs, e.g.,
JTPA, workers' compensation. Increasingly, referrals were made of persons with substantial and
multiple disabilities who expressed a desire for work. These persons saw themselves as very
capable of working. They perceived their disability not as a barrier to employment, but as a
natural condition that could be addressed through attitudinal changes and/or technological
accommodations to the environment. They also saw themselves as consumers of vocational
rehabilitation services with the right to individualized services designed for them and evaluated
by them.

The 1980s was also the decade of establishing new partnerships and restructuring
rehabilitation in order to obtain and leverage resources needed to meet the growing costs and needs
of people with disabilities. Interagency agreements with schools and community mental health
programs to fund jointly a redesigned service system were initiated. In many communities
innovative programs were initiated at the local and/or state level to address problems of service
access and equity for target populations. Models for partnership between vocational rehabilitation
and the business community were developed to address changing trends in the labor market and
to secure financial resources to support inclusion of persons with disabilities in the work force.

Although vocational rehabilitation made significant progress in serving many populations
through the 1980s, minorities with disabilities remained significantly underserved. Studies have
documented the inequity in service access, case expenditure, and successful outcome:

12

African-Americans make up 19 percent of all persons within working age who have
disabilities, yet they represent only 8.6 percent of the year-round full-time workers with
disabilities (Bowe, 1990).

Nonwhites have a higher than proportional representation than whites among those
closed 28 and 30 (nonrehabilitated) with the most often reported reason being "failure
to cooperate" (Ross & Biggi, 1986).
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1990s: BenchmarksADA, the 1992 Amendments, and State Advisory Councils

The growing expectations, collective voice, and political influence of consumers became

evident in the early 1990s with the passage of the Americans With Disabilities Act (ADA) and the
Rehabilitation Act Amendments of 1992. The Americans With Disabilities Act, signed by
President Bush on July 26, 1990, made it unlawful to discriminate in employment against a
qualified individual with a disability. The ADA also outlawed discrimination against individuals
with disabilities in state and local government services, public accommodations, transportation,

and telecommunications. This legislation is often called the civil rights act for persons with
disabilities.

The 1992 Amendments to the Rehabilitation Act of 1973 were signed by President Bush

on October 29, 1992. This act was more than a reauthorization or continuation of the
Federal/State Rehabilitation Program. Instead it called for substantial adjustments in the
principles, purpose, process, and outcomes of the rehabilitation program to support persons across
the full range of type and extent of disability to attain and maintain employment outcomes
appropriate to the consumers' interests and abilities. The Rehabilitation Act Amendments put the
abilities and choices of persons with disabilities first and challenged the services system and the
greater community to support their efforts to work, live, and participate in the community (Revell,
1993). Most importantly, the Amendments re-established that employment outcomes are the

primary purpose of the public rehabilitation program.

In order to address the recognized concerns about service to and the involvement of
minorities in rehabilitation service design and delivery, Section 21 of the 1992 Amendments called

for a renewed focus on people from racial and ethnic minority groups. Vocational rehabilitation
agencies were directed to develop strategies for outreach into minority communities, to build the
cultural competency of existing staff, and to recruit staff from diverse cultural backgrounds. In
addition, Section 302(a)(4) of the Act requires the provision of grants to institutions of higher
education with a minority enrollment of 50 percent or more to assist in the recruitment and
preparation of students for careers in vocational rehabilitation

In addition to its efforts to enhance minority involvement in and receipt of quality services,
the 1992 Amendments to Title I of the Rehabilitation Act introduced far-reaching provisions to
assure that individuals with disabilities have a strong and substantive role in shaping vocational
rehabilitation programs to support their aspirations. The establishment of the State Rehabilitation
Advisory Council (SRAC) provides a formal mechanism to influence systems and policy direction.

This body is assigned several important and significant functions that will be fully examined in

Part II of this document.

The statutory provisions made the council an advisory body with a degree of independence

through:

Assigning the state, through its governor, the responsibility for appointments
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Designating a vocational rehabilitation administrator as ex-officio or nonvoting member

Requiring resolution of disagreements about council and vocational rehabilitation
agency functions by the governor or appointing authority

Directing vocational rehabilitation agencies not to assign duties, which might create a
conflict of interest to staff supporting the council

Outlining a role for the council in the hiring and evaluation of designated staff

Requiring the development of a distinct budget adequate to carry out the duties of the
council

The Present and the Future

Since 1992, rehabilitation agencies across the nation have worked to continue or to initiate
activities and relationships with consumers that reflect the changing roles communicated in these
important legislative benchmarks. Significant legislative and programmatic changes are taking
place at the federal level. The current political environment is one of close scrutiny in order to
determine how to utilize shrinking resources to meet vocational rehabilitation, other work force
development, and human services needs. These efforts to streamline government are having and
will continue to have a significant impact on federally funded programs that serve persons with
disabilities.

The 1992 Amendments to Title 1 of the Rehabilitation Act share important concepts related
to assuring effective services and employment outcomes for all people including those with
disabilities. The common concepts that can lay the foundation for alliances that must be formed
between rehabilitation professionals, consumers, and the general public include:

Streamlined, responsive, customer-driven service delivery systems

User friendly services based upon consumer choice and consumer satisfaction

Direct local access to services

Equity of services

Service integration and collaboration

Public-private partnerships

Focus on employment outcomes

14
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Use of advisory councils to develop short- and long-range plans for service delivery

The involvement of vocational rehabilitation professionals and advocates in the broader
political environment also requires a strengthened partnership and approaches different from those
used to date. Vocational rehabilitation agencies must continue to work to develop programming
and decision-making processes that are based upon consumer input and consumer satisfaction. The
person with a disability, willing to undertake the partnership role, must be prepared to face an
almost incredibly diverse array of competing public and private interests, all with their own goals,
and many with equally compelling claims upon the public purse. To prevail, persons with
disabilities and their advocates must be open to dialogue and compromise with not only competing
interests but also public policy decision makers. This is a far more daunting, difficult, and crucial
role than mere networking between disparate factions. Leadership is required.

Creative and cooperative partnership among consumers, vocational rehabilitation, and
major stakeholders will provide the collective strength and voice needed to ensure that people with
disabilities will have equal and full access to rehabilitation resources and qualified rehabilitation
professionals who can deliver individualized and specialized services.
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Introduction

Drawing on the vision and values as well as the perspective presented in Part I of this
document, Part II provides "how to" information to assist vocational rehabilitation (VR) agency
staff to enact steps to promote persons with disabilities as partners and leaders in the decision
making, policy development, and policy implementation that shape the direction of state vocational
rehabilitation programs. This section will identify strategies for meaningful involvement of
individuals with disabilities and will examine make-up, roles and responsibilities, recruitment, and
operational strategies. Attention will also be given to consumer involvement strategies such as
legislative advocacy, leadership skill building, personal development, training, planning, and
evaluation that can enhance the vocational rehabilitation state program beyond advisory council
meetings. Each recommended strategy will be presented in bold face and then discussed.

Part II will be followed by resource information about successful consumer-agency
partnerships. Information will include state contacts who have experience in the implementation
of a particular strategy. The Prime Study Group provides the examples to assist in efforts to
strengthen existing partnerships. The examples utilized are by no means the only ones that exist
throughout the nation, but those we were able to identify in the time available.

The Prime Study Group is hopeful that this document will be used by readers to build
local, regional and/or national networks where ideas and strategies can continue to be shared via
E-Mail, phone conference calls, or face-to-face discussion.

"Top-Down" Endorsement Strategies

Leadership was identified in Part I of this document as a foundation value for meaningful
consumer rehabilitation partnership. Leadership is most evident when there is clear, consistent,
regular, and reinforced top-down endorsement of the membership and activities that support the
partnership of state and agency leaders. A number of strategies can be used to demonstrate this
top-down endorsement.

Efforts should be made to educate and influence the state legislators and officials who
have an impact on the vocational rehabilitation programs about the desirability of consumer
involvement and direction. Governors appoint members to advisory committees and in most
states either appoint or approve the selection of the state rehabilitation agencies' (i.e., general
agency and blindness agency) directors. The administration provides leadership for the inclusion
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of persons with disabilities as full partners and must convey this attitude of acceptance and support
of the partnership in as many ways as possible.

Agency administrators must show their commitment to consumer partnership efforts
via clear initiatives and the allocation of adequate resources (people, time, supplies, etc.) to
carry out activities designed to facilitate the involvement of individuals with disabilities. For
consumer involvement to be truly meaningful, this commitment should pervade the entire state
rehabilitation system. The agency leadership may initially communicate its commitment to these
efforts through the development and distribution of a policy statement on consumer involvement
to all agency staff and other stakeholders (e.g., consumers, families, advocates). Implementation
of such an initiative would require consumers and staff to jointly establish goals, benchmarks for
improvement, and a plan of action for accomplishment. The development of a written plan for
involvement is one way to assure that all agency staff can access the state position. The
development of a plan with high levels of consumer involvement as well as the strong promotion
of its adoption by state directors and supervisors is critical to conveying the type of commitment
being discussed here.

For an example of a written approach, the reader is directed to review the Program
Statement and Plan in Consumer Involvement developed by the Massachusetts Rehabilitation
Commission contained in the Resource Section (see Resource A). The preface clearly indicates
the state administrator's commitment to the philosophy and the following sections detail ways that
a high level of involvement by persons with disabilities will be used to successfully shape the
direction of the state program. The importance of this high level of support for consumer
involvement cannot be overstated. The allocation of people, time, supplies, and other resources
to facilitate improved and increased consumer involvement is an essential foundation for all the
recommendations made in this document. The importance of this commitment and support will
be referred to several times throughout this section as related to the various activities, functions,
and roles consumers and consumer groups will play in the process.

The development of a diversity profile and action plan by agency leaders will enhance
partnerships by assuring the inclusion of persons from diverse backgrounds within the
agency /unit work force and consumer leadership group. A diversity profile and action plan is
designed to ensure that the agency is inclusive and representative of the community as a whole by
examining the diversity of the agency's staff in terms of disability status, race, ethnic origin,
gender, and sexual orientation. In most states, it will be necessary to do regional profiles since
metropolitan areas may have a significantly different population makeup than rural areas.
Rehabilitation state agency administrators need to work closely with rehabilitation counseling
training programs and their state personnel office to recruit potential staff into the profession from
groups that are underrepresented in the agency. One of the best ways to ensure that people with
disabilities are actively involved in agency decision and policy-making is to hire qualified people
with disabilities for management and professional level positions. There must be a sincere
commitment to the vision and values that the state agencies will be improved and strengthened
through establishing and maintaining staff diversity.
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The Resource Section of the document provides information on the objectives, activities
and outcomes of the Michigan Multicultural Task Force in existence since 1985. The

Multicultural Task Force (see Resource B) concentrates its activities into four principal areas:

1. Policy dissemination to ensure that managers 'understand the multicultural policy and
incorporate it into their annual work plans.

2. Monitoring development of a mechanism by which performance in serving culturally
diverse populations can be accurately evaluated.

3. Staff development through expansion of training for all staff to build cultural awareness

and the effective skills required to work successfully with people of differing cultures.

4. Organization and development to address work force diversity issues and service
delivery.

Involvement via Statewide Councils

This section will share the point of
view of one vocational rehabilitation
director who has experience with true
consumer decision making. Strategies will
be suggested to maximize the effectiveness
of the councils in the general areas of staff
support, member recruitment, and council
operation. When appropriate, the reader
will be guided to additional information
providing examples of successful
implementation of the strategies presented.

THE POWER OF COUNCILS - ONE AGENCY DIRECTOR'S PERSPECTIVE

Formal advisory councils were not addressed in the Title I regulations or
required for a general vocational rehabilitation program until 1992. This does not
mean that advisory councils are a new idea. Many vocational rehabilitation
agencies have used formal or informal groups to gather input in planning. What
is new and different for most directors is the very real authority given to the group.
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Initially, creation of an advisory council or a consumer-controlled board may
create fear for a vocational rehabilitation or other agency. This is a natural
consequence of giving up power and control for any group, organization, or
individual. However, history has shown that in agencies where this has occurred,
persons with disabilities can make the same decisions, whether agency-level policy
decisions or individual choices, that rehabilitation professionals would make given
that they are provided the same information. As a SRAC they are required to work
within the framework of the law and regulations, just as are rehabilitation
professionals. When vocational rehabilitation consumers assume the role of an
advisory council or controlling board, they take ownership of the policy decisions
of the agency and no longer need to accept things having been done to them or
being imposed upon them. Vocational rehabilitation consumers move from being
critics of policies of the agencies to being their greatest supporters, defenders, and
allies. After all, the policies are now their policiesnot those of a bureaucratic
state agency.

In no agency is this more evident than the Oregon Commission for the Blind.
The Oregon Commission for the Blind, since 1978, has been managed by a seven-
member consumer controlled board responsible for hiring the administrator and for
guiding agency direction. Chuck Young became administrator in 1980 and initially
expressed concern about the groups' ability to overcome competitiveness in order
to reach a consensus on major functions. This competition was never realized and
fears among the leadership disappeared within the first year. Today Chuck Young
(personal communication) states that "consumer controlled agencies and services
create the ultimate investment and ownership by persons with disabilities in the
outcome of services and the agency."

State Rehabilitation Advisory Councils: Makeup, Role, and Responsibilities

Members of a State Rehabilitation Advisory Council (SRAC) shall be composed of:

1. At least one representative of a parent training and information center.

2. At least one representative of the client assistance program.
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3. At least one vocational rehabilitation counselor who shall serve as an ex officio,
nonvoting member of the Council.

4. At least one representative of community rehabilitation program service providers.

5. Four representatives of business, industry, and labor.
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6. Representatives of disability advocacy groups representing a cross section of

a. individuals with physical, cognitive, sensory, and mental disabilities

b. parents, family members, guardians, advocates, or authorized representatives of
individuals with disabilities.

7. Current or former applicants for, or recipients of, vocational rehabilitation services.

8. The director of the designated state unit shall be an ex officio member of the Council.

A majority of the SRAC members shall be persons with disabilities as defined by the
Rehabilitation Act of 1973 (as amended).

It should be noted from the above that the SRAC includes a broad range of constituent
representatives who may not necessarily be consumers (or clients) of the state-federal vocational
rehabilitation program.

The State Rehabilitation Advisory Council is established to influence the direction of the
vocational rehabilitation program and broader rehabilitation services and concerns within each
state. Tables 2 summarize the roles and responsibilities of the Council.

Table 2. Summary of Functions of the Statewide
Rehabilitation Advisory Council (SRAC)

Influencing Vocational Rehabilitation and State Policy and Services

Review, analyze, and advise the designated state unit regarding performance with particular attention to:
- Eligibility (including order of selection)
- Extent, scope, and effectiveness of services provided
- Functions performed
As possible, evaluate program effectiveness and consumer satisfaction of all federal and state-funded rehabilitation
services provided by vocational rehabilitation and other agencies.
Make recommendations to the governor, on a yearly basis, regarding the effectiveness of rehabilitation services
in the state.
Assist in the development of the state plan for service provision, the strategic plan, and amendments to the plan.

Partnerships and Coordination

Coordinate with the State Independent Living Council (SILC).
Coordinate with other councils within the state including the Developmental Disabilities and Mental Health
Councils, an advisory group established under the Individuals with Disabilities Education Act (IDEA).
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Council Support Strategies

The authors of the 1992 Amendments to the Rehabilitation Act of 1973 mandated that
resources be made available to conduct the business of the councils. Required resources include
funds and personnel that must be conscripted or made newly available to support the increased
functions and operation of the councils.

1. Create a position/job description to support council and related consumer
partnership building activities. It is the feeling of the Prime Study Group that state agencies
allocate one full position (e.g., liaison) to the development of consumer partnerships through
councils and beyond. This recommendation calls for true commitment on the part of the
vocational rehabilitation agency or unit through the allocation of real time on the part of the staff
person to address the needs and activities of the SRAC as well as the additional activities
undertaken in the name of enhanced consumer involvement. Simply adding responsibilities to an
already overly committed staff person will not be sufficient to meet the need. It is also essential
that the individual be given the clear responsibility to help a council to do its job. This person
must not be placed in situations where there is the possibility of a conflict of interest between the
agency and consumer leadership.

The staff liaison to the consumer councils should have credibility within the disability
community as well as possess a thorough understanding of the state-federal rehabilitation program.
There must be regular communication with people with disabilities to provide direction and input
into program planning activities, allocation of agency resources, and evaluation of agency
performance. The staff liaison is the logical first step in this communication chain.

Major components of a liaison's job description are provided in Table 3 for use in
developing or adapting a similar staff position. The resource section of this document lists the
State Rehabilitation Advisory Councils (see Resource C). The reader might use this list to contact
other states to learn more about their efforts and activities with consumer councils.

Table 3. Sample Job Responsibilities for
the Consumer Involvement Staff Person

Responsibilities Related to Consumer Identification and Involvement

Assists regions to identify, develop, and support consumer advisory councils and committees.
Develops regular tools for the recruitment of consumers and provides either short-term or ongoing
communication opportunities that affect vocational rehabilitation or independent living services.
Assists in design, implementation, and analysis of consumer satisfaction measures.

Responsibilities Related to Consumer Advisory Council Functioning

Facilitates the agency-council partnership in the recruitment and orientation of council members.
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Assures that council functions are performed in partnership through developing and maintaining mechanisms for
establishing regular meeting agendas and ongoing functioning of council sub-committees.
Arranges for all supports to maximize involvement of council members.
Arranges for all supports needed for public input by consumers.

Responsibilities Related to Relationship Building with Consumer Organizations

Maintains an understanding and working relationship with consumer organizations in the state.
Establishes and facilitates intergroup communication and planning with consumer groups.
Administers any contracts related to consumer involvement activities initiated to accomplish identified goals.

Council Recruitment Strategies

Discussion thus far has centered on the functions and responsibilities of the mandated
advisory councils as an obvious vehicle for enhancing the involvement of individuals with
disabilities in the shaping of vocational rehabilitation programs. What about efforts to assure that
all persons with disabilities have access to advisory council involvement? The vision and values
that support this document call for the opportunity for all persons with disabilities, regardless of
their specific disability, to become involved at their level of interest and satisfaction.

1. The agency must adopt an attitude of inclusion and make an effort to bring to the
advisory table persons who have not been there before. This is a multistep process. The initial
step is recruitment. The state councils described earlier are populated by people who have been
appointed by the governor or state legislative unit. Real efforts must be made to reach those
consumers who have not typically been noticed in their states.

Recruitment of these members can be accomplished by contacting state associations of
persons with disabilities for recommendations. Many states have a list of formally organized
groups; this list can be obtained by contacting either the secretary of state's office or the vocational
rehabilitation unit. There is often a master list used for mailings that includes all known
organizations and associations of persons with disabilities. Parent and family associations should
also be contacted for members, referrals, and recruiting assistance.

2. State advocacy organization leaders must contact their governor's office to request
consideration for appointment to the council(s). As the advisory councils mandated by the 1992
amendments are already in place, contact should be directed to the vocational rehabilitation agency
unit. When a national headquarters exists, contact might also be made by the executive director
or president. For example, during the time that the SRACs were being appointed, the National
Association of the Deaf (NAD) contacted the presidents of their state associations and encouraged
them to contact their governors. At the same time, NAD also contacted the governors of each
state directly to remind them of the need for deaf and hard of hearing interests to be represented
and provided the name of the state association president for future reference and contact. This
effort resulted in unsolicited responses by nearly one-third of the governors' offices, resulting in
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the appointment, or confirmation of a previously appointed member, of deaf and hard of hearing
persons.

3. Multiple representatives of consumer groups should be recruited and included on
the councils. True adherence to the values of involvement of persons with disabilities in shaping
a vocational rehabilitation program does not allow for tokenism in either the number of persons
with disabilities chosen to serve (i.e., one person from a particular consumer group) or the amount
and kind of tasks assigned to the people (Valentine & Capponi, 1989). Tokenism is abolished in
a situation where true partnership is the goal. The issue of group size is addressed in a following
section at greater length.

4. Members of the existing councils should be encouraged and assisted to identify
and to mentor future members. In recruiting members, especially those who may be new to the
venture, provide a full and accurate description of the role and responsibilities of the membership.
A current member is the best person to provide that description as well as to assist a new person
with advocacy and advisory skills needed for success in the role. An effective resource is found
in a publication by Pederson and Chaikin (1993) Voices That Count. Making it Happen: A
Presenter's Guide. This training package is designed for use by persons with developmental
disabilities to learn the skills necessary to become a full partner in advisory groups.

Council Operation Strategies

After recruitment, involvement in shaping vocational rehabilitation programming will
additionally require that concerted effort be made to assure that council members have the
opportunity for meaningful involvement in council meetings and related activities. This is
especially true in the case of persons with communicative difficulties. In 1993, the Prime Study
Group for the Nineteenth IRI addressed consumer involvement and recommended:

Although consumer involvement is not a new concept, it is still an unresolved issue
because consumers have never been successfully blended into the rehabilitation
research and practice process. The successful integration of consumers in
rehabilitation research and practice depends on the provision of professional
training and technical assistance, because consumers need assistance in developing
skills required for successful interaction and participation [in a system that they
have typically experienced from only one side]. . . . [All] must strive to obtain the
information necessary for the successful implementation of a cooperative working
relationship. (p. 78)

Application of this principle to the conduct of the council meetings will require preparation
and accommodations on the part of all who will participate. Special attention will need to be given
to assure that people with various communication disabilities are accommodated in such a way that
their input counts equally. This is particularly true in situations where the disability affects
cognitive processes (e.g., developmental disabilities), communicative ability as with deaf and hard
of hearing people, persons with speech impairments, and persons with cognitive processing

26



How to Make it Happen

difficulties or disfluencies. While not advocating that each and every disability special interest be
represented, efforts should be made to assure that often overlooked groups, especially those
representing individuals who experience cognitive and communicative difficulties, are included.

1. The advisory council should utilize a committee structure to maximize
effectiveness and member involvement. The mandated advisory councils make no maximum size
recommendations but call for the appointment of targeted representatives. It would be impossible
to include every specific disability group and all interested people without resulting in large
unmanageable meetings. The council organizers might best go to a committee structure whereby
the bulk of the work is completed by persons in smaller groups and the full council meets on a less

frequent, and more focused, basis. This approach allows for more work to be accomplished in
depth. More meaningful input can be achieved from reports presented by teams of people who

have closely examined the issues and prepared recommendations for the full group.

Committee work also allows a more accessible format for assuring inclusion and
involvement by providing smaller forums in which to communicate ideas. These smaller groups
require less time per meeting as compared to a large meeting with a long agenda. Such a
committee approach might divide the various functions of the state agency into topics (e.g., staff
development, program services, innovative programming, etc.). Committees could be assigned
to deal with each topic and meet on as frequent a basis as may be needed by the group. These
smaller groups also require less time per meeting while still addressing their entire agenda.

2. Establish rules to guide council meeting operation. Steps need to be taken to assure
that the meetings are forums where all voices are heardnot just the voices of the most aggressive.
The basic functions of meetings include providing a place where information and ideas that have
been acquired separately (e.g., per disability groups or per subcommittee efforts) can be shared
and exchanged (Eberhardt, 1985). Once shared, these ideas are discussed further and built to a
group consensus for action. The full council meetings also serve to assist individual members to
see how they fit into the larger picture and remind them of the agency's goals and parameters for
provision of services. Rules must be set up in advance and agreed to by all members of the
councils in order that all voices will be heard. An ineffective meeting is characterized by
domination by any one person (even the chairperson!), clique, or other strongly coalesced group;
arguing between members; or expression of ideas only without complementary expression of
feelings being admitted (Eberhardt, 1985).

3. Full council meetings should be scheduled to allow enough time to cover topics
adequately and to allow all the chance to participate. Short agendas and more frequent
meetings are likely avenues to pursue to execute this recommendation.

4. Maximize member involvement through accommodation and technology. While

there are a great many publications available on how to conduct effective meetings of boards and
advisory groups, some basic rules apply and bear repeating here in relation to adaptations for
involvement of individuals with disabilities. In general, the success of an advisory meeting is in

the ability to get information, feedback, input, and consensus from among the members. This
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means that all need to have an equal opportunity to share. An excellent resource that provides a
tool for determining individual support needs was recently released by the Oregon Developmental
Disabilities Council titled Not Another Board Meeting! A Guide to Building Inclusive Decision-
Making Groups (Gobel, 1995). Minutes or note taking should occur at each meeting. Special
efforts must be made to provide notes in a manner and time frame that make them most useful to
the full involvement of individuals with disabilities. Provide appropriate interpreting services as
needed to assure that persons for whom English is not a first, or most comfortable, language of
communication are included (e.g., sign language and spoken foreign language interpreters,
braille, large print). Physical surroundings should be accessible to persons using wheelchairs or
other mobility equipment. This includes improving restrooms that all too often advertise
accessibility but only achieve it at the cost of privacy and dignity of the persons having to use the
facilities .

5. Orientation and ongoing training should be provided to all members. A brief list
of suggested topics to be covered in orientation meetings is included in Table 4.

Table 4. Suggested Topics for Orientation Training

Explanation of State-Federal Vocational Rehabilitation Program

The Rehabilitation Act and Amendments
Terminology and acronyms
How services are provided
The Independent Living philosophy and program

Description of Advisory Council

Function
Role
Responsibilities
Operation

Ongoing training would occur during preview meetings scheduled just prior to the full
council meeting (Pederson, Chaikin, Koehler, Campbell, & Arcand, 1993). The preview meetings
would provide an opportunity for members to go over the agenda, to prepare for the discussion
on each agenda topic, and to formulate their opinions or questions. Thus prepared, and more
comfortable with what to expect in the meetings themselves, these members can participate more
fully in the process (Pederson et al., 1993). One way to do this is to require the liaison staff
person to schedule individual or group preview meetings.

6. Match experienced advising council members (mentors) with new members to
provide both training and personal assistance. Using partners in this way would assist new
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members to become comfortable with the situation. Mentors would serve to provide preview
information and to assist new consumer members who may need additional information during the
meetings in order to participate in a meaningful way. Partnering members also provides an avenue
for each member to become more familiar with the other's concerns, needs, and issues in a way
that will strengthen the representativeness of the group. Inclusion will take time and may cause
frustration and setbacks. However, adherence to the basic vision and values of the importance of
consumer input ameliorates these problems.

7. Additional meetings should be scheduled to assist members who need the extra
time to acquire effective meeting skills. A rationale for this is presented in a wonderful chapter
that discusses meaningful involvement of persons with mental retardation or developmental
disabilities in advisory groups. See Older Adults with Developmental Disabilities: Optimizing
Choice and Change (Sutton, Factor, Hawkins, Heller, & Seltzer, 1993) and the. chapter,
"Strategies that Close the Gap between Research, Planning, and Self-advocacy" (Pederson et al.,
1993). This chapter presents a value framework similar to this IRI document: there is

...no question as to the importance of enabling people with mental
retardation/developmental disabilities and their family members to determine their
own futures .... There is, however, a question as to how they might influence
policy-makers, planners, researchers, and service providers in the process .... A
critical issue arises when people with mental retardation/developmental disabilities
are placed in situations in which true partnerships do not exist and they are
vulnerable to negative consequences when they do speak up. The potential for this
type of situation can become a barrier to involvement. (p. 280)

To avoid these barriers, these members, as well as others (e.g., parents unfamiliar with
vocational rehabilitation), may require additional training prior to involvement to help them
become more comfortable with their role and the expectations of them in these meetings and
beyond.

8. Acknowledge consumer member contributions through financial support. This
recommendation relates to the earlier issue of agency commitment of resources and financial
support. The Prime Study Group strongly recommends this strategy in recognition of the
importance of the participation and contribution of the individuals with disabilities to the shaping
of the program. Resources must be made available to reimburse travel expenses, reimburse for
lost pay if necessary, cover child care expenses (unless child care is provided during meetings at
no charge). The value of their contributions must be acknowledged directly and as quickly as
possible. Many times the "grass roots" persons with disabilities who are desired for these meetings
cannot attend them if the funds are not provided either in advance or at the meeting.

It is also strongly suggested that refreshments and frequent breaks during these meetings
not be overlooked. Extra time, attention, and concentration calls for extra fuel. Agency policies
for provision of food at meetings should be reviewed and adjusted as necessary to provide what
is needed.
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Partnership Beyond The Councils

Advisory council participation is only one avenue for meaningful consumer involvement
and impact in the shaping of vocational rehabilitation programs. True involvement goes far
beyond quarterly meetings. Meaningful impact calls for more to occur. In addition, vocational
rehabilitation agencies will wish both to utilize Council members effectively and to draw from a
much broader base of present and future consumers for participation in planning, implementation,
monitoring, and evaluating of rehabilitation services. This section will suggest strategies for a
consumer agency partnership related to (a) legislative advocacy and networking strategies: (b)
personnel development strategies; and (c) state and/or local planning, policy development, and
evaluation strategies.

Legislative Advocacy and Networking Strategies

Consumer-council members can and should be leaders in presentation and support for
essential effective rehabilitation services. It is incumbent upon vocational rehabilitation staff to
prepare and support them in this important role.

Make vocational rehabilitation participants and council members effective agency
advocates in the legislative process. Targeted consumers from across the state should be invited
to participate in training and orientation that will help them understand the key state leaders, the
decision-making process, major budget information, and significant agency performance measures.
It is recommended that this training occur at the state capitol so individuals can become aware of
the physical site and prepare for accommodations necessary on future visits. Training may be
most effective when done in partnerships with local advocacy organizations that can effectively
provide tips on letter writing to key decision makers or provide voting records on significant
issues.

Enhance the visibility and leadership opportunities of targeted council members and
other consumers. Vocational rehabilitation leaders should consciously work to increase the
visibility and credibility of their council member partners. Any effort that makes the council chair
known as an effective and reasoned advocate in a nonlegislative year will pay off when the time
comes. Some activities designed to enhance visibility may include (a) establishing and using
council letterhead for all major communication, (b) inviting a state leader to each council meeting,
(c) putting a regular Advisory Council update in statewide consumer and/or vocational
rehabilitation publications, and (d) encouraging council member participation in generic statewide
activities e.g., work force development sessions and general community forums.

The issue of leadership by individuals with disabilities is central to the vision and values
that underlie this document and the recommendations within this chapter. Most leaders are not
born: they become leaders through a variety of life situations. Individuals with disabilities are not
often presented with the opportunities to develop the skills to become leaders. However, we will
ask them to develop these skills through involvement in the shaping of the vocational rehabilitation
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program. How is this gap bridged? How are leadership skills acquired and fostered within the

disability community?

The entire focus of an excellent publication released by the University of Minnesota
Institute on Community Integration and the Research and Training Center on Residential Services
and Community Living (see Resource D) is leadership by persons with disabilities. This

informative issue features articles on leadership by persons with disabilities: past, present and
future; culturally diverse leadership; civic leadership; and leadership through community service.
Given its focus on how people with disabilities can assume and are assuming leadership roles in
shaping agencies and programs, this entire issue should be required reading for all agency and unit

personnel as well as for members of advisory councils.

Continuously work to strengthen the network between consumers and state agency
staff. This will be accomplished through implementation of most or all of the major strategies
discussed throughout this document. Worth special mention is agency support for staff
involvement in consumer advocacy or other related organizations. Such involvement should be

required for all counselors and administrators. Involvement in local organizations should be
supported, encouraged, and recognized for staff at all levels. Active participation by vocational

rehabilitation staff in a consumer-controlled and directed conference through presentations, social
hours, etc., demonstrates the agency commitment to equality. In addition, assignment of State
Advisory Council members to specific vocational rehabilitation offices with regular invitations to
attend staff meetings, open houses, etc., will increase knowledge and understanding of all partners

in the process.

Work to assist consumer partners in effective communication with various
constituents. This may mean providing office space or printing funds to help develop a newsletter

or conduct monthly forums or other meetings of individuals with disabilities. All staff, including
the liaison, should allocate a percentage of their time to working with local advocacy organizations

and consumer groups. Counselors and other direct service staff should be encouraged to be

actively involved in community grass roots efforts to develop and improve consumer-driven
services. The vocational rehabilitation agency or unit should invest time and resources in the
development of individuals with disabilities as constituency leaders. Perhaps assistance in
overcoming the nervousness that comes before addressing a group of state legislators might be

offered. The agency staff might copy documents to be handed out to legislators or provide
assistance in developing a position paper and writing it for distribution. Whatever the task
requested, the agency needs to be ready to support the development of leadership skills of their

partners. This can be accomplished through the staff liaison and others with particular skills (e.g.,
grant writing) that may be identified and recruited to the task.

Personnel Development Strategies

The recently drafted code of federal regulations included personnel development activities

as an identified function of the State Advisory Council. Utilization of consumers at all levels of

these activities is an effective demonstration of the top-down commitment to equal partnership
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discussed earlier in this document.

Involve consumers in human resource/personnel development activities related to
hiring, training, and evaluating present and future agency personnel. The individuals with
disabilities should provide at least yearly input in the establishment of training plans, goals, and
priorities for vocational rehabilitation staff. These partners should further be involved in the
delivery of this training, as well as the evaluation of its impact on service improvement and staff
performance.

Encourage council member participation in regular ongoing training provided as
preservice or in-service for vocational rehabilitation staff. Involvement in this training not only
increases understanding of the vocational rehabilitation process but builds essential networks
between staff and council members. In this partnership either party should be able to go to the
other with questions or concerns designed to increase the effectiveness of rehabilitation services.

As important as consumer involvement is in training of existing vocational rehabilitation
staff, it is equally important they assume an active role in the training of the professionals of the
future. Persons with disabilities should be essential participants in the training that helps create
the brokers, negotiators, and facilitators who believe in, understand, and support the values of
consumer independence, inclusion, empowerment, and self-determination.

Consumers must be involved in both the hiring and evaluating of staff assigned
responsibility for support to Advisory Councils. In some states the councils or designed
consumers have a legally mandated role in the hiring and firing of the agency administrator.
Utilization of council members or other consumers as a partner in this process for all staff levels
is seen as an effective means of strengthening the responsiveness and customer-driven nature of
the agency.

State and/or Local Planning, Policy Development, and Evaluation Strategies

Encourage and support effective consumer involvement in local or state public
hearings, town meetings, or focus groups. Consumers can be expected to have ongoing
involvement in vocational rehabilitation activities related to planning and/or policy development.
To provide essential customer-based input to time-limited topics, specific work groups, or focus
groups may expand or supplement the work of the advisory council. For example, it may be
appropriate to establish consumer work groups that focus specifically on the needs of newly
emerging disability groups (e.g., HIV/AIDS) or underserved populations (e.g., people of color
with disabilities). Council members may co-facilitate the leadership of such efforts along with
designated agency staff.

Public hearings are often scheduled in order to gather specific or general consumer input
to draft policy and/or agency planning and direction. In these cases the effectiveness of consumer
input will be enhanced when notices are sent early and include the questions that will be asked or
information that is to be reviewed. This allows participants to adequately prepare for meaningful
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involvement. Attention to meeting location, date, time, and personal accommodations available

will also help to maximize participation.

Consumer involvement in shaping state programming is critical in the process of
evaluation. Consumers should be utilized as not only recipients of services but also excellent
resources for gathering the mandated satisfaction information from other consumers around the
state. The value of having consumer-council members as interviewers and data collectors cannot
be overstated: Their involvement in interpretation of results will also prove valuable to program
developers and state agency administrators.

Conclusion

The need for involvement of individuals with disabilities in shaping vocational
rehabilitation programs has and will continue to be very important. These partnerships are
essential to assure continued quality services, the identification of needs, and the receipt of full

benefits.

Part II provided some suggestions for ways to enact this commitment to the vision of
involvement and partnerships. Throughout the chapter, the need for top-down commitment and
support via funds and personnel was cited as critical to the success of this necessary and mandated

endeavor. The suggestions should serve as a starting point. State agencies and units are
encouraged to take them and go far beyond these efforts to assure true and meaningful
collaboration with persons with disabilities in program endeavors. Attention should be given to
the resources provided in the appendices of this document. Together they should help each reader
take the next steps toward reaching the vision of full and equal partnership in his or her state.
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Resource Section

In writing this book, the Prime Study Group gathered ideas from many individuals all over
the country. The strategies presented in Part II were an initial effort to compile good ideas, but
of course it is not a complete listing of strategies. We hope we have increased your awareness and
interest in brainstorming about consumer involvement. In this resource section, we also want to
provide you with names of people you may wish to contract for further information.

States With Strong Consumer Involvement Programs

The following states have full time positions and programs that focus on consumer
involvement.

Gene Defabio
Consumer Affairs Coordinator
West Virginia Department of Education and the Arts
Division of Rehabilitation Services
State Capitol
P. 0. Box 50890
Charleston, WV 25305-0890
(304) 766-4671

Mr. Erneka Nwokeji
Director, Consumer Involvement
Massachusetts Rehabilitation Commission
Fort Point Place Suite 600
27-43 Wormwood Street
Boston, MA 02210-1606
(617) 727-8418
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Resource Section

Models for Program Evaluation Consumer Satisfaction

Oregon has established a statewide system of benchmarks for the development and
measurement of a quality of life and a quality workforce in the state. This includes established
performance measures for consumer and employer satisfaction within the Vocational Rehabilitation
Division. In addition, The State Rehabilitation Advisory Council developed and distributed a
survey of state and community rehabilitation agencies to identify major accomplishments, issues,
the use of tools to measure consumer satisfaction, and recommendations for improvement.

John Glen
Oregon Vocational Rehabilitation Division
Research and Evaluation
500 Summer Street NE
Salem, OR 97310-1018
(503) 945-6709

Wisconsin State Rehabilitation Program Advisory Council gathered input from customers
by using a combination of written survey and phone call follow up. The survey was sent to 2010
closed vocational rehabilitation clients with a follow-up letter and phone call, if necessary. The
three contacts resulted a 66 percent return rate.

Arvilla Rank or Glen Olson
Wisconsin Division of Vocational Rehabilitation
1 West Wilson Street
P. 0. Box 7852
Madison, WI 53707
(608) 267-9110 or TTY (608) 261-6756
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Resource A

Program Statement and Plan in Consumer Involvement

Massachusetts Rehabilitation Commission

REST COPY MALMO
39



Massachusetts Rehabilitation Commission

Program Statement and Plan
zn

Consumer Involvement

William F. Weld
Governor

David P. Forsberg
Secretary of Health and Human Services

Elmer C. Bartels
Commissioner of Rehabilitation
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PREFACE

As is well known, I have a personal and professional commitment to
the effectiveness of the Consumer Involvement Program at the
Massachusetts Rehabilitation Commission. As a person with a
disability, and longterm advocate of the Agency's services, I know
how difficult it can be to make appropriate input into an agency's
policy and programming. The point of view of a consumer has not
always been valued the way I feel it should be. Therefore, since my
appointment as Commissioner I have dedicated my efforts to change
this situation.

I know it is not easy to change agency staff attitudes as well as
those of previously unempowered consumers. Useful models had to be
provided before the necessary changes in behaviors could be made to
last. The Consumer Involvement Program has continued to provide
opportunities for the growth of consumers as well as staff and the
broader Agency publics. We can now see how the impact of consumer
involvement philosophy nationwide has led to the recent passage of
the Americans with Disabilities Act (ADA) -- the most far reaching
civil rights act for people with disabilities ever passed in this
country.

Described within this document is the evolution of a program which
was once only a vision. It remains my vision to constantly improve
upon and publicize the successes of our partnership with the
consumer community.

I trust this description'of the Consumer Involvement Program will
give others an appreciation of how far we have come and the
direction in which we intend to continue.
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Commissioner
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MASSACHUSETTS REHABILITATION COMMISSION

PROGAM STATEMENT AND PLAN IN CONSUMER INVOLVEMENT

PROGRAM STATEMENT

Purpose

The primary purpose for the Consumer Involvement Program in the
Massachusetts Rehabilitation Commission is to enhance and improve
the Commission's service delivery system by working cooperatively
with members of the disability community on projects of mutual
interest. Federal and State rules and regulations require that the
state agency for rehabilitation take into account the views of those
who may be current or former recipients of rehabilitation services,
their representatives, providers of services, employers and others
active in the field of rehabilitation.

The Massachusetts Rehabilitation Commission has designed a Program
in Consumer Involvement which makes a special effort to form
cooperative relationships with those individuals who are known as
consumers, or recipients, of services. Issues of concern for
individuals with disabilities may be addressed so that the overall
environment surrounding disabled citizens is improved. -Ultimately,
an atmosphere of mutual advocacy will further the cause of those
served while it improves the capacity of the Commission to comply
with its charge and carry out its mission.

Definitions

As stated above, "consumers" are a sub-group of those whose input is
to be considered. Specifically, a consumer is:

1. an individual with a mental or physical disability; or

2. an immediate family member (i.e., parent, guardian, spouse or
sibling) of an individual with a disability.

A "consumer representative" is an individual who is elected or
appointed by a consumer group to act as a spokesperson for that

group and is held accountable by that constituency.

A "provider of services" is one who is employed to assist
individuals with disabilities to benefit from employment, education,
transportation, housing, public assistance, etc., as needed and/or

deemed appropriate.

"Involvement" can be any activity from an individual consumer's
input on their Rehabilitation and/or Independent Living Plan to
policy development by participation on advisory councils and/or task

forces. Such involvement may have an impact on an individual, the
agency, or the entire disability community.
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HISTORICAL CONTEXT

The MRC Consumer Involvement Program began over 14 years ago in a
management environment condusive to the premise that consumers of
Vocational Rehabilitation Services had a uniquely original and
important point of view on how those services were provided. State
law had mandated the Commissioner to regularly convene the Statewide
Advisory Council (SAC) consisting of 14 voting members appointed by
the Governor. The Commissioner, over time, has included an
effective mix of representatives of the provider, business, and
consumer communities on this Council.

During the late 1970's, the Commission contracted with Tufts-New
England Research and Training Center to build more models of
consumer involvement. As a result, Area and Regional Offices in the
Vocational Rehabilitation Division developed advisory councils to
promote attention to local disability issues of concern as well as
to forward more general recommendations to the Statewide Advisory
Council. Another model developed by this contract became known as
the Individual Policy Consultation (IPC).

The early 1980's marked a major crisis in the lives of people on
Social Security Benefits. Critical changes in the eligibility
regulations made it impossible for many to remain on the rolls.
Consumers demanded a greater degree of involvement. This led to the
beginning of the Disability Determination Services (DDS) Division
Advisory Committee.

As the 1980's continued so did the expansion of the Independent
Living Division. The Independent Living Advisory Council, mandated
by federal law, now meets to provide input to the Independent Living
Divisions of the Massachusetts Rehabilitation Commission, the
Massachusetts Commission for the Blind, and the Massachusetts
Commission for the Deaf and Hard of Hearing. This Council maintains
a membership of at least 51% parents or consumers of Independent
Living Services.

PROGRAMMATIC DEVELOPMENT

Many of the concepts and models which built the Consumer Involvement
Program at MRC originated out of the Tufts-New England Research and
Training Contract, the 1973 "Rehabilitation Act," and the spirit of
good community organizing and advocacy on the part of and by people
with disabilities.

Unlike any other social service law at the time, the Rehabilitation
Act of 1973 deliberately made room for clients/consumers to take an
active role in the development of their plan of services. The
Individual Written Rehabilitation Plan, known as the IWRP, supports
the right of the client/consumer to agree to services planned with a
recognized professional counselor in the field. If an agreement can
not be reached, an individual with a disability may appeal the
decision to a higher authority.

5
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These provisions, with the support of federal law, remain the first
steps to the birth of consumer involvement.

The Advisory Council Network grew out of perceived needs for the
policy making levels of the Commission to be in closer touch with
the ideas and recommendations of the client/consumer advocates.
Recognizing MRC as one in a group of members in a varied community
of service providers, as well as employers; the Commission felt more
comfortable in reaching out to its "publics" for their recommend-
ations in its improvement of policies and practices. Locally based
Area Office Councils could then justify taking an advocacy position
in the community to press for services related to people who were
severely disabled to be better able to access VR services as well as
other human services in that community. Barrier removal, transport-
ation, and housing remain as important as employment for some
consumers.

Early in the development of models the need was recognized for more
than advisory councils. The Individual Policy Consultation (IPC)
model grew into a more generalized model, Individual Consumer
Consultation (ICC), where consumers could not only be consulted on
policy decisions such as review of new regulations and guidelines
but could provide valuable information on:

program development, planning, and evaluation;

surveys and studies as to client/consumer population on
field office accessibility; and

staff and consumer training on the rehabilitation'progress.

From the beginning, this model also recognized the importance of a
reasonable reimbursement for consumers' time. The rate was
established at $10.00 per hour. It was raised to $12.50 per hour
where it remains today. Specific limits were set on this model. Of
most importance was that the reimbursement for consultation services
could only be made for an assignment that is both time-limited and
task oriented.

Shortly after this practice was established, the importance of
support services for persons with severe disabilities was
recognized. Such services as transportation, personal care, and/or
interpreter services were then provided. Support services are also
used for regularly scheduled advisory council meetings.

An important third leg in the development of the Consumer
Involvement Program has been the network built by consumer advocates
for persons with disabilities around the state as well as
nationally. The Consumer Involvment Program holds, annually, a
conference for the purpose of information-sharing, strategy-setting,
and networking. Representatives for the Independent Living Centers
and the Massachusetts Coalition of Citizens with Disabilities (MCCD)
as well as the Massachusetts Rehabilitation Commission Advisory
Councils, take an active part in developing the agenda for this
conference.
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The Commission plans to continue with such advisory/advocacy
associations knowing that a strong, well organized consumer
community will ultimately benefit the Serivce delivery system for
persons with disabilities.

STAFF RESPONSIBILITIES

One full-time professional staff person is responsible to assist the
achievement of the program's goals and objectives in each of the
three Divisions of the Commission. This has led the Consumer
Involvement Program Manager to act in a supportive role in the
selection of particular persons who would be:

O appropriate consumer consultants;

O members of advisory councils and committees; and/or

O providers of services in transportation, personal care, or
sign language interpretation.

As staff person to the Statewide Advisory Council and the Statewide
Independent Living Advisory Council, the Consumer Involvement
Program Manager is responsible:

O to assure meeting agendas and minutes are completed on
schedule;

o that support services are arranged for ahead of time; and

o that locations of meeting places are prepared in advance.

The Consumer Involvement Program Manager must also maintain a
general understanding of and awareness to other agencies and
organizations which are in the process of evolving disability policy
statewide, such as:

Massachusetts Department of Mental Health (DMH);
O Massachusetts Developmental Disabilities Council (MDDC);
O Massachusetts Office of Disability (MOD);
O M-POWER;

Boston Commission on Disabilities (BCD);
O Alliance for the Mentally Ill (AMI); and others as the need

arises.

The Consumer Involvement Program Managers are also responsible for
the administration of contracts with specific relation to consumer
interests. The Massachusetts Coalition for Citizens with
Disabilities (MCCD) is contracted to hold the annual Consumer
Conference for about 125 attendees from around the state. The
Information Center for Individuals with Disabilities (ICID) provides
a wealth of up-to-date information for consumers statewide as well
as throughout the Northeast Region of the county. Boston Self Help
Center (BSHC) provides client/consumers of the Commission Vocational
Rehabilitation Services with unique experiences in peer counseling
and peer counseling training in the Greater Boston area.
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PLAN FOR CONSUMER INVOLVEMENT PROGRAM

The goals and objectives as stated in the Commission's "Five Year
Plan" from 1991 to 1995 are as follows:

Goal: TO CONTINUE TO MAINTAIN AND EXPAND THE ROLE OF CONSUMERS
AND FAMILY MEMBERS IN POLICY AND PROGRAM DEVELOPMENT WITHIN
ALL THE DIVISIONS OF THE COMMISSION.

Objectives:

1. To continue to outreach to persons with disabilities who are of
ethnic or linguistic minority populations through direct means
or by consultation with other-State and/or local, public and
private agencies.

2. To continue to support and increase the number and frequency of
requests for individual consumer consultants.

3. To make certain that consumers are informed of the oportunities
to serve in an advisory capacity in each division of the
Commission.

4. To continue contact with local and national consumer disability
organizations and coalitions to support the growth of a network
of consumer service as well as advocacy resources.

5. To assist in the development of consumer advisory and advocacy
models supportive of disability civil rights issues-on the state
and national levels.

6. To act as staff to the Statewide and Independent Living Advisory
Councils.

7. To update this Program Statement and Plan annually.

CONCLUSION

The practice of involving consumers remains alive and thriving
throughout the Commission. Over time, it has grown in its use from
a new and challenging practice to a wise management, marketing,
consultation tool. As we look to the "downsizing" of budgets, we
will continue to look to consumers for advice at a reasonable cost.
What used to be an innovation has become today's common practice.
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APPENDIX B

STATEWIDE HEAD INJURY PROGRAM (SHIP)

The purpose of the Advisory Council is to provide input and guidance
to SHIP on topics related to program development; consumer
satisfaction and quality of service issues; public policy
initiatives; budget development and expenditures; interagency
cooperation and coordination efforts; prevention initiatives; and
overall service delivery issues. Council meetings are held
quarterly and subcommittees meet more frequently as needed to
address specific short-term agendas identified by the membership.

The Council membership consists of consumers, families and
professionals. The Massachusetts Head Injury Association's
Executive Director sits on the council as well. People have been
nominated from across the state in order to insure geographic
representation. There are presently 22 members statewide. The
distribution is as follows:

Consumers - 14%
Professionals - 18%
Families - 68%

Geographic Representation

West - 14%
Central - 14%
Northeast - 19%
Boston 24%
Southeast - 29%

A consumer member of the SHIP Advisory Council is an appointed
representative to the Massachusetts Rehabilitation Commission's
Statewide Advisory Council.
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APPENDIX C/SAMPLE AGREEMENT

NORTHEAST DISTRICT CONSUMER ADVISORY COUNCIL BY-LAWS

Article I. Name and Purpose

Section 1.

Section 2.

The name of this group shall be the Northeast
District Consumer Advisory Council.

To work with MRC and appropriate agencies/
organizations and others to ensure effective and
community/responsive vocational rehabilitation
services, by advising management on all matters
the Council deems appropriate and necessary.

Article II. Qualification for Membership

Section 1. The field of membership of this Council will be
persons with disabilities and/or their
representatives.

Section 2. Nomination for appointment to the Council must be
in writing and directed to the Northeast Regional
Director to be forwarded to the Council.

Article III. Meeting of Members of the Council

Section 1. Regular meetings of the Council shall be held
once a month at such time and place as the
Council shall determine and announce in the
notice thereof.

Section 2. At least seven (7) days before the date of any
meeting of the Council, the secretary shall cause
written notice thereof to be provided to each
member.

Section 3. Special meetings of the Council may be called by
the Chairperson or designee as requested at the
same location as regular meetings. The notice of
such special meetings shall be given as provided
in Section 2 of this Article.

Section 4. A Quorum shall consist of one-half the voting
members or their authorized substitutes.

Section 5. Minutes of the preceding meeting shall be
discussed, revised, and adopted at each meeting.

Section 6. Permanent or ad hoc committees may be established
by the Council.

Section 7. Except for changes of by-laws, all matters shall
be decided by a majority vote of the members
present and authorized to vote.
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Article IV. Elections

Section 1. At any election of official(s) a quorum of voting
members must be present or a written proxy
submitted which will be entered into the record.

Section 2. Officers must be nominated by a Council member.

Section 3. The voting for officers shall be conducted by
ballot.

Section 4.

Article V.

Section 1.

Section 2.

Section 3.

Section 4.

Proxy voting is permitted given due cause.

Officers

The officers of the Council shall be the
Chairperson, Vice-Chairperson both of whom will
be elected by Council members.

The Chairperson shall preside at all meetings of
the Council. The Chairperson shall perform such
other duties as pertains to this office.

The Vice-Chairperson shall have and exercise all
the powers, authority and duties in the absence
of the Chairperson.

The secretary shall prepare a brief overview of
all the meetings of the Council within fourteen
(14) working days after respective meetings. A
copy of the minuties of every meeting shall be
maintained by the Chairperson.

Section 5. Elected offices will be for a one year term not
to exceed two consecutive terms.

Article VI. Council Members

Section 1. Council members shall consist of at least 9
voting members with a maximum of 15.

Section 2. Substitutes for voting members are allowed.
Substitutes may not vote except by written proxy.

Section 3. If a member fails to attend regular meetings for
three consecutive times without proper
notification and good cause or otherwise fails to
perform his/her duties, his/her chair may be
declared vacant by the Council and the vacancy
filled after giving due notice in writing to the
Council member in question.

Article VII. Amendments of By-Laws

Section 1. Amendments of these by-laws must be adoted by the
affirmative vote of two-thirds of the authorized
number of voting members of the Council.
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APPENDIX D

CONSUMER INVOLVEMENT FY 1991 BUDGET

Services

Interpreters $ 8,000

Personal Care Attendants and. Travel $ 13,000

Individual Consumer Consultants (ICC) $ 18,000

Conference $ 2,000

SUB-TOTAL $ 41,000

CONTRACTS

Boston Self Help Center (BSHC)

Information Center for Individuals
with Disabilities (ICID)

Massachusetts Coalition for Citizens
with Disabilities (MCCD)

$ 20,000

$ 98,000

$ 35,000

SUB-TOTAL $153,000

Total Consumer Involvement $194,000
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Resource B

Michigan Association of Multi-Cultural Rehabilitation Concerns

Michigan Rehabilitation Association Minority Task Force
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Michigan Association of Multi-Cultural Rehabilitation Concerns
Michigan Rehabilitation Association Minority Task Force

1989-1994

The Michigan Rehabilitation Association and Michigan Association of Multi-Cultural
Rehabilitation Concerns approved and funded the Michigan Minority Issues Task Force (1988-
1995). The charge to the task force was to gather information on the perceptions of minorities
regarding rehabilitation service providers, use the information to develop training for service
providers, build capacity to work effectively with people from different cultures, and to identify
resources that are culturally appropriate.

Major and Statewide Activities

The Minority Issues Task Force was instrumental in establishing a multi-cultural track as an
integral part of the yearly state rehabilitation conference. The Minority Issues Task Force
also developed and distributed a Minority Resources Directory. The directory included
agencies, programs, and private practitioners who have qualified staff to meet the unique
needs of people with disabilities from minority populations.

State-wide training on multi-cultural issues was provided. In addition, a focus group
researched and authored an article entitled "Rehabilitation Service Provider: A Minority
Perspective", which was published in the Summer, 1995, edition of the Journal of Applied

Rehabilitation Counseling.

Michigan Rehabilitation Services included in its state plan multi-cultural diversity objectives.

A pilot in-service training on multi-cultural issues was field tested, Summer, 1995.
Modifications to the training program are being made, and training for all rehabilitation staff
will be provided on a statewide basis.

A Consumer Advisory Committee was developed to provide service delivery
recommendations to the "no wrong door" Workforce Development Board. The charge to
the group was to develop a plan that would insure that rehabilitation services, funds, and
qualified staff were appropriately designated and available to address the unique employment

service needs of people with disabilities. The Advisory Council includes consumers,
rehabilitation providers, special education, advocates, workforce development members,
rehabilitation services, and employers. This collaborative effort will serve to influence
policy making decisions and build advocacy skills needed to successfully broker change
within the political environment.

In Kalamazoo, a Consumer Advisory Group was convened to provide continuous input to
the local district office on effective service delivery strategies that would result in positive
employment outcomes for consumers.

In Detroit, Pontiac, and Flint, the Michigan Jobs Commission/Rehabilitation Services
networked with African-American churches to provide information on eligibility and scope

S3 57



of services available to people with disabilities. The objective was to increase access to
services as cited in the Rehabilitation Act Amendments 1992.

The Michigan Jobs Conunission/Michigan Rehabilitation Services created a Medicaid
Health Insurance disincentive work group. A statewide conference consisting ofconsumers,
rehabilitation organizations, advocates, and service providers convened for the purpose of
bringing together key partners to discuss and plan the future direction of the state
rehabilitation program. This was a kick-off event to stimulate building community alliances
with partners throughout the state. At this meeting, consumers expressed concerns about
current medical disincentives that people with disabilities who want to work must resolve
i.e., employers unwilling or unable to cover pre-existing conditions of new employees. Such
policies negatively impact on the ability to enter the labor market. This issue was a
predominant concern expressed by consumers during the meeting. Michigan Rehabilitation
Services responded to this consumer issue and quickly developed a health insurance
disincentive work group. The charge to the group was to collaborate with the Department
of Social Services, Mental Health and the Michigan Advisory Council to develop a strategic
proposal to address the Medicaid disincentives in the state of Michigan.

The Michigan Career and Technical Institute (MCTI) created a Student Advisory Council.
MCTI is a state run vocational school that provides state of the art vocational training and
job placement services. MCTI is unique in the sense that the school has qualified staff and
facilities that meet the unique employment needs of individuals with disabilities. This
vocational school has strong partnership/relationships with local employers who hire a high
number of graduates. Because of the Student Advisory Council, the school has positively
responded to issues raised by the student minority population on issues that impact on a
student's ability to successfully complete training, e.g., differential interpretation and
application of policies and procedures in relationship to minorities, lack of funding, and
attitude of the service provider.

The Michigan Jobs Commission/Rehabilitation Services responded to the Hispanic
community. A Hispanic counselor was designated to work with this population. Use of
culturally appropriate interaction and counseling techniques were key to building trust in the
system and enhancing successful employment outcomes for consumers.

Arab Americans were in need of assistance to adjust to the American culture, and facilitate
access to employment and education. A human service programs was developed to meet the
special needs of this cultural group. The program, called Access, responded to customers
needs and developed a service delivery model that was culturally effective and sensitive.

Task Force Objectives

The Minority Issues Task Force also developed the following twenty objectives:

1. To facilitate a process in which member organizations conduct self-appraisal, assessing
effectiveness with minorities they currently serve, setting goals for increasing the numbers
of minorities served, and the effectiveness of services.
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2. To work with universities and certification programs to ensure recruitment of minority
students in the fields of psychology and vocational rehabilitation. In addition, secure
federal funding to underwrite or facilitate training in cross-cultural issues for psychologists
and vocational rehabilitation counselors.

3. To work more cooperatively with minority recruitment programs in state and federal civil
service to increase the numbers of minorities entering human service professions and
achieving promotion within those professions.

4. Managers of rehabilitation agencies must develop resource lists of interpreters,
psychologists, social workers, physicians, and other service delivery professionals who
have demonstrated effectiveness in serving members of minority cultures as well as listing
those who are able to speak clients' primary language.

5. Advertisements and public service announcements should not only be in languages other
than English, but should also represent culture-appropriate models.

6. Promote the development of university-level courses on culturally appropriate counseling
and vocational guidance techniques.

7. Work with the Commission on Rehabilitation Counselor Certification to ensure the
inclusion of cross-cultural competencies in the testing process and a requirement for
participation in cross-cultural counseling training programs in meeting the continuing
education requirement.

8. Promote the development of career guidance model and materials for high school students
that is appropriate to various cultures.

9. Promote the provision of culturally appropriate rehabilitation services to minority students
with disabilities via the State Department of Education, intermediate school districts and
local school districts.

10. Aggressively advocate for expanded work incentive for Public Assistance recipients- -
including full disclosure of these incentives to rehabilitation professionals and to
consumers.

11. Work with legislators to initiate incentives aimed at increasing the employment rate of
minority individuals with disabilities.

12. Implement a plan for outreach to minority professionals to join the Michigan Rehabilitation
Association to ensure a balanced vision of the organization's mission and activities.

13. All Board Members of MRA should be expected to participate in training on culturally
appropriate counseling techniques, service delivery, and issues related to management of
services to minorities. In so doing, members support the effort, gain information, and
serve as role models.
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14. To support and underwrite a series of conferences on cross-cultural service issues.

15. As purchasers of services, member organizations should promote the provision of training
in culturally appropriate service delivery by vendors.

16. Secure federal and National Rehabilitation Association funding to assure ongoing training
in cross-cultural issues.

17. Secure funding for a handbook and visual media on cross-cultural service delivery issues.

18. Work with the Spinal Cord and Brain Injury Registry to develop models for the delivery
of culturally appropriate services.

19. To secure funding for and initiate a research and demonstration project aimed at targeting
an underserved segment of the minority population (e.g., vocational counseling, planning,
and employment services for African-American males with spinal cord injuries.

20. To endorse and promote action by member organizations on the recommendations of the
Task Force.
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Participation of Individuals with Disabilities in Shaping the
Direction of State Rehabilitation Programs

Resources

Alston, R. J., & Mngadi, S. (1992, Summer). The interaction between disability status
and the African American experience: Implications for rehabilitation counseling. Journal
of Applied Rehabilitation Counseling, 23(2), 12-16.

This article addresses the double bias of being African American and disabled.
Special focus is on the similarities in stigmas experienced by people with disabilities
and members of the African American community and how the interaction between
minority race status and disability status effects the delivery of rehabilitation services
to this population. The client-centered approach is described and suggested as a
theoretical orientation to be adopted by rehabilitation practitioners to lessen the impact
of a double stigma on this population. "

Jenkins, A. E. (1989, September). Delivery of rehabilitation services to blacks who are
disabled. Paper presented at the Annual Meeting of the National Rehabilitation Association,
Orlando, FL.

An paper which looks at the African American living with a disability, perceptions
of family, school, human services employment, and feelings about self.

National Council on Disability. (April, 1993). Meeting the unique needs of minorities with
disabilities. Report to the President and the Congress, Washington, DC.

Addresses systemic inequities in the delivery of rehabilitation services to minorities.
Recommendations to correct the inequities are provided..

Sheppard, C., Bunton, J., Menifee, S., & Rocha, G. (1995, Summer). Rehabilitation
Service Providers: A minority perspective. Journal of Applied Rehabilitation Counseling,
26(2), 36-40.

Findings of the 1993 Michigan Multi-Cultural Issues Task Force Customer Focus
Group Study. The focus of the project was aimed at "exploring consumer perceptions
regarding the inter-play among disability, race, and the provision of rehabilitation
services. " The project was motivated by the desire to learn first-hand about the
perceptions and attitudes of minority group members who have disabilities and to
develop recommendations that could be applied by rehabilitation service providers.

Michigan Minority Resource Directory.

Contact Gloria Rocha, Co-Chair of the Michigan Rehabilitation Association Multi-
Cultural Task Force, 1200 Sixth St., Suite 1601, Detroit, MI 48226, (313) 256-2407.
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What's Wrong With This Picture?

An interactive video and study guide depicting culturally appropriate counseling
techniques. Specific emphasis on African-American, Hispanic, Native American,
Asian-American and Arab-American cultures. Produced by the Michigan
Rehabilitation Association Multi-Cultural Task Force, co-sponsored by RCEP,
Michigan Council on Multi-Cultural Rehabilitation Concerns and Michigan
Rehabilitation Services Jobs Commission. Contact: Sylvia Menifee, Michigan Jobs
Commission, Rehabilitation Services, 250 Elizabeth Lake Road., Suite 190, Pontiac,
MI 48341, (810) 338-0444.
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Resource C

State Rehabilitation Advisory Council
Chairpersons
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State Rehabilitation Advisory Council
Chairpersons

Region I

Joyce Beairsto
Chairperson, SRAC
NH Division of Vocational Rehabilitation
PO Box 5
Barnstead, NH 03218

Jeanne M. Benny
Chairperson, SRAC
Bureau of Rehabilitation Services
Employment Development
Center, Inc.
630 Main Street
Plantsville, CT 06479

Peter C. Dyer
Chairperson, SRAC
ME Division of Vocational Rehabilitation
424 Western Avenue
Augusta, ME 04330

Thomas Di Paola, Ph.D.
Director, SRAC
Office of Rehabilitation Services
RI Technical Assistance Project
Providence College
Harkins, Hall, River Avenue
Providence, RI 02918

Carol Gillispie
Chairperson, SRAC
CT Board of Education and Services
for the Blind
68 West Spring Street
West Haven, CT 06516

Sharon Henault
Co-Chairperson
VT Vocational Rehabilitation Division
RR Box #128
Island Pond, VT 05846

April Maselli
Chairperson, SRAC
MA Rehabilitation Commission
396 East Main Street
North Adams, MA 02147

George S. McDermott
Chairperson, MCB RAC
MA Commission for the Blind
PO Box 17187, Main St Station
Worcester, MA 01601

Paula Mongeon
Co-Chairperson
VT Vocational Rehabilitation Division
PO Box 5113
Burlington, VT 05401

Michael Richman
Chairperson
VT Division for the Blind and
Visually Impaired
15 Yandow Drive
South Burlington, VT 05403

Richard Wood
Chairperson, SRAC
ME Division of the Blind and

Visually Impaired
14 Richards Avenue
Mexico, ME 04257
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Region II

Bruce Blower
Chairman, SRAC
Vocational Educational Services for
Individuals with Disabilities (VESID)
395 Oser Avenue
Hauppauge, NY 11788
(516) 853-3740

Martin Idler
Chairperson, SRAC
Division of Vocational Rehabilitation
Services
131 Fenway Avenue, Atco
Winslow Township, NJ 08004
(609) 768-9407

Michael T. Marrazzo
Chairperson, SRAC
Commission for the Blind and
Visually Impaired
47 Center Avenue
Leonardo, NJ 07737
(908) 872-1990

John Nicosia
Chairman, SRAC
Commission for the Blind and
Visually Handicapped
NY State Department of Social Services
40 North Pearl Street
Albany, NY 12243
(704) 692-0554

Gwendolyn Powell
Chairperson, SRAC
Division for Disabilities and Rehabilitation
Services
Medical Arts Complex, Ste 6
St. Thomas, VI 00802
(809) 774-5899
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Pedro Ramos
President, SRAC
Vocational Rehabilitation
President's Office
Senado de Puerto Rico
Capitolio
San Juan, PR 00909
(787) 721-1074



Region III

Barbara Judy
Chairperson, WV RAC\
Division of Rehabilitation Services
Department of Education and the Arts
PO Box 50890
Charleston, WV 25305

Nesta Livingston
Administrator, SRAC
Office of Vocational Rehabilitation
United Cerebral Palsy
925 Linda Lane
Camp Hill, PA 17011

Rita Mariani Smith
Chairperson, SRAC
Division of Vocational Rehabilitation
DE Association for Retarded Citizens
1016 Center Road, Ste L
Wilmington, DE 19805

Lewis K. Rolph
Chairperson, SRAC
Division for the Visually Impaired
3407 N Madison Street
Wilmington, DE 19802

Alan Schlank
Chairperson, SRAC
VA Department for the Visually
Handicapped
4019 N River Street
Arlington, VA 22207

Clifford V. Thorne
Chairperson, DC RAC
DC Rehabilitative Services
800 9th Street SW, 4th Floor
Washington, DC 20024

William Ward
Chairperson, SRAC
Department of Rehabilitative Services
8004 Franklin Farms Drive
PO Box K300
Richmond, VA 23288

Alan Wilkins
Chairperson, SRAC
Bureau of Blindness and Visual Services
479 Brighton Street
Bethlehem, PA 18015

David R. Williamson
Chairperson, MD RAC
Rehabilitation Services
Division of Rehabilitation Services
2301 Argonne Drive
Baltimore, MD 21218
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Region IV

Chandler Bram lett
Acting Chairperson, SRAC
Department of Rehabilitation Services
Infirmary Health Services
PO Box 2226
Mobile, AL 36652
(205) 431-5500

Robert Frye
Acting Chairperson, SRAC
Division of Vocational Rehabilitation
Services
PO Box 209
Edenton, NC 27932
(704-322-8516

Earlene S. Gardner
Chairperson, SRAC
Commission for the Blind
PO Box 299
Montmorenci, SC 29839
(803) 649-7669

John Harris
Chairperson, SRAC
Division of Rehabilitation Services
PO Box 7
Murfreesboro, TN 37132
(615) 898-2783

Dinae High
Chairperson, SRAC
Department of Vocational Rehabilitation
Captial Plaza Tower, 9th Floor
Frankfort, KY 40601
(502) 564-8016

Diana Johns
Chairperson, SRAC
Department for the Blind
Boone City Human Services
PO Box 296
Burlington, KY 41005
(606) 334-2116
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Bruce Miles
Chairperson, SRAC
Division of Blind Services
590 Hammock Ct
Marco Island, FL 33937
(941) 394-8118

Carol Potter
Chairperson, SRAC
Division of Rehabilitation Services
University of Georgia
413 Aderhold Hall
Athens, GA 30602
(706) 542-4133

Bill Sandanota
Chairperson, SRAC
Division of Vocational Rehabilitation
PO Box 4010
2735 Whitney
Clearwater, FL 34618
(813) 538-7391

Darby Sowell
Chairperson, SRAC
Department of Rehabilitation Services
Goodwill of Jackson
911 Palmyra St.
Jackson, MS 39203
(601) 948-4087

E. Roy Stone, Jr.
Chairperson, SRAC
Vocational Rehabilitation Department
PO Box 444
Greenville, SC 29602
(864) 232-1866

Dennis Troy
Chairperson, SRAC
Division of Vocational Rehabilitation
Services
PO Box 12
Tarheel, NC 28392
(910) 862-2472
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Region V

Jeff Bangsberg
Chairperson, SRAC
Division of Rehabilitation Services
7909 51st Ave., North
New Hope, MN 55428
(612) 544-0315

Randy Borst
Chairperson, SRAC
Division of Disability, Aging
& Rehabilitative Services
6108 De Ville Place
Fort Wayne, IN 46835
(219) 481-6657

Curtis Chong
Chairperson, SRAC
State Services for the Blind &

Visually Handicapped
20 NE 2nd St., Apt. 908
Minneapolis, MN 55413

Paul Meszaros
Chairperson, SRAC
Division of Vocational Rehabilitation
400 Phillips Ave. West
Ladysmith, WI 54848
(715) 532-5731

Clarinda Valentine
Chairperson, SRAC
Department of Rehabilitation Services
US Public Health Service
105 West Adams St., 17th Floor
Chicago, IL 60603
(312) 886-3867

Dorothy Welte
Chairperson, SRAC
Rehabilitation Services
2213 Westbury
Midland, MI 48642
(517) 835-4041
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Region VI

Betty Dominguez
Chairperson, SRAC
Commission for the Blind
9213 Snowridge Ct., NE
Albuquerque, NM 87111

Joe Fa llin
Chairperson, SRAC
Department of Rehabilitative Services
6895 E. 56th St.
Tulsa, OK 74145
(918) 496-1027

Mary Modrow
Chairperson, SRAC
Division of Vocational Rehabilitation
4401-A Lomas NE
Albuquerque, NM 87110

Judith Sokolow
Chairperson, SRAC
Texas Rehabilitation Commission
7800 Shoal Creek Blvd.
Austin, TX 78757
(512) 454-4816

Jo Ann Wilson
Chairperson, SRAC
Rehabilitation Services
101 South Trenton
Ruston, LA 71270
(318) 251-2891
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Region VII

Christine Boone
Chairperson, SRAC
Services for the Visually Impaired
2920 Loveland Dr.
Lincoln, NE 68502
(402) 483-5778

Christy Bruner
Chairperson, SRAC
Division of Rehabilitation Services
RR #1, Box 108
Raymond, NE 68428
(402) 441-7871

Kent Kolaga
Chairperson, SRAC
Rehabilitation Services for the Blind
1901 Wind River
Jefferson City, MO 65101
(573) 635-1189

Marlyn McKeen
Chairperson, SRAC
Division of Vocational Rehabilitation
Services
9326 Hickory Dr.
Urbandale, IA 50322
(515) 265-5323

Bryce Miller
Chairperson, SRAC
Rehabilitation Services
2548 Southwest Bell Ave.
Topeka, KS 66614
(913) 272-1360

Marianne Toombs
Chairperson, SRAC
Division of Vocational Rehabilitation
1329 E. Catalpa St.
Springfield, MO 65804
(417) 869-6694

Marian Williams
Chairperson, SRAC
Iowa Commission for the Blind
1483 Old Mill Road
Dubuque, IA
(319) 583-4482
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Region VIII

Scot Birkenbuel
Chairperson, SRAC
Rehabilitation/Visual Services
7540 Mystic Heights Drive
Bozeman, MT 59715
(406) 587-5881

Paul Kittelson
Chairperson, SRAC
Board of Vocational Rehabilitation
PO Box 568
Redfield, SD 57469
(605) 472-0953

John Lumley
Chairperson, SRAC
Division of Vocational Rehabilitation
1235 Johnson Ave.
Thermopolis, WY 82443

Homer Page
Chairperson, SRAC
Division of Vocational Rehabilitation
1830 South Acomo
Denver, CO 80223

Bill Spiry
Chairperson, SRAC
Board of Service to the Blind
& Visually Impaired
224 West 9th St.
Sioux Falls, SD 57102
(605) 367-7112

Brooks Terry
Chairperson, SRASC
Office of Rehabilitation
4852 South Rockhill Lane
Salt Lake City, UT 84123
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Richard Weber
Chairperson, SRAC
Office of Vocational Rehabilitation
1707 Pinto Place
Bismarck, ND 58501
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Region IX

Santy Asanuma
Chairperson, SRAC
Vocational Rehabilitation
Masami Asanuma Enterprises
PO Box 64, Koror State
Republic of Palau 96940
(680) 488-2308

Cathleen F. Barrier
President/CEO
Department of Rehabilitation
Goodwill Industries of the
Redwood Empire, Inc.
11 West Barham Ave.
Santa Roas, CA 95407
(707) 523-0550

Thomas J. Comacho
Chairperson, SRAC
Vocational Rehabilitation Division
Capitol Hill
PO Box 2565, Bldg. 1312
Saipan, MP 96950
(670) 322-3014

Jim England
President
Rehabilitation Services Administration
Astro Design, Inc.
5613 East Calle Tubina
Phoenix, AZ 85018
(602) 945-3121

Jack Mayes
Chairperson, SRAC
Rehabilitation Division
Nevada Center for Independent Living
999 Pyramid Way
Sparks, NV 89431
(702) 353-3599

Elaine Prescott
Chairperson, SRAC
Division of Vocational Rehabilitation
Goodwill Industries of American Samoa
PO Box 4569
Pago Pago, AS 96799
(684) 633-2238

Wally Soares
Chairperson, SRAC
Division of Vocational Rehabilitation
2575 Laau St., Apt. 102
Honolulu, HI 96826
(808) 942-3913

Jess Torres
Chairperson, SRAC
Department of Vocational Rehabilitation
PO Box 2950
Agana, Guam 96910
(671) 475-4645
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Region X

Ruthanne Cox-Carothers
Chairperson, IAM Cares
Vocational Rehabilitation Division
Department of Human Resources
7520 SE Foster
Portland, OR 97206
(503) 777-3260

Ed Grant
Chairperson, SRAC
Department of Services for the Blind
1527 West 10th St.
Port Angeles, WA 98507
(206) 457-0530

Steve Hanamura
Chairperson, SRAC
Commission for the Blind
Hanamura Consultants
1923 NE Broadway, STE LL
Portland, OR 97232
(503) 288-8670

Jim Larson
Chairperson, SRAC
Division of Vocational Rehabilitation
Services/Morningside
PO Box 1937
Olympia, WA 98507
(360) 943-0512

Richard Linderman
Chairperson, CO-AD, Inc.
Division of Vocational Rehabilitation
845-C West Center, STE 108
Pocatello, ID 83204
(208) 232-0922
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For 25 years, Barb Eaton lived in a state institution. Today, she is working with other
self-advocates to tell the stories and preserve the memory of all who've lived in
Minnesota institutions. See story below and on page 24.

Making Things Better: Barb's Story
by Walter Rupp

Barb Eaton doesn't consider herself a leader. "I'm a doer. I just like to get

things done and make things better." In the late 1980s, Barb worked tirelessly to

cut through bureaucratic red tape and gather information about the 25 years she

lived in a Minnesota state institution. With the help of others, her efforts resulted

in a video documentary called The Lost Years, which chronicles her life before,
during, and after living in the state institution. It is an incredible story of Barb's

personal growth and her relationship with her family and community. Barb says

she told her story for personal reasons. "My work to tell my story in The Lost

Years video was a healing process for me. It helped me understand myself better

and to get closer to my family." Barb often talks about how the process of telling

her story led to a great many new friends and pushed her to do things she had

never done before. "I challenged myself to do things I didn't know I could do and
I proved to myself and others that I could do it."

Barb has been involved with self-advocacy groups in the past, but
only marginally. She says that she has often found self-advocacy
meetings frustrating because things often didn't seem to get done. But
recently, Barb got involved with a group of self-advocates and others

working to place names on the numbered or unmarked graves of Minne-

sotans buried in state institution cemeteries and to tell the stories of

people who have lived in Minnesota's state institutions. The project is

Eaton, continued on page 27

From the Editors
Most persons do not view themselves

as leaders. This is in part because of the

images of a "leader" that are offered us.
Leaders, for example, are often viewed
as charismatic individuals who inspire

others to action through fiery speeches.
Leaders are also often thought of as
unusually attractive, intelligent, power-
ful, talented, and/or prosperous. Still
others think of leaders as martyrs who
sacrifice all for a cause. While there are
leaders who have these traits, we believe
that there are other ways of looking at
leadership that make it an option for all
persons, not just the exceptional few.

Among those who benefit from a re-
examination of the concept of leader-
ship are persons with developmental
disabilities. Many people have assumed
that leadership and disability are in-
compatible. Yet, in spite of exclusionary
definitions of leadership, individuals
with developmental disabilities have in
fact been filling many leadership roles,
especially in the disability rights move-
ment. They have, intentionally and
unintentionally, debunked the myth that
people with disabilities cannot lead.

In this IMPACT are the stories of
some of those individuals. Readers will
also find models for organizations,
schools, businesses, and agencies to
follow in embracing a more inclusive
vision of leadership, and creating
opportunities for more people with
disabilities to develop and exercise their
capacity for leading.
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2 Overview: Historical

Leadership: Where We've Been,
Where We Are, Where We're Going

by Hank Bersani, Jr.

What does it take to be a leader? What makes a move-
ment? Who are the present and former leaders in the develop-
mental disabilities movement? What will come next? In the
past, these were relatively straightforward questions with
fairly clear, direct answers. Today, however, the responses
are more complex because many more voices are being
heard, most significantly the formerly silenced voices of
people with disabilities. Leadership in the disabilities move-
ment has emerged where we never expected it a few decades
ago: from individuals with developmental disabilities. They
represent the latest of three stages, or "waves" as I call them,
in the evolution of the movement to date.

The First Wave: Professionals

Not long ago, the field of developmental disabilities was
more of a professional discipline than a rights movement,
although many in the discipline were in fact interested in the
rights of people with developmental disabilities. Among
these professionals, leaders were people with academic cre-
dentials who held positions in the related fields of medicine,
psychology, education, and special education. From as early
as 1850 to as recently as 1950, the list of leaders in the field
that we now call developmental disability were famous pro-
fessionals who had developed test procedures, reached clini-
cal insights, and started new programs. Books on what we
called mental retardation featured the "early leaders" such as
Itard, and Seguin and Howe, physicians in the 1800s.

Leaders in the field often functioned within organiza-
tions. Until the 1950s, the oldest and largest organization in
the field was the American Association on Mental Deficiency
(AAMD). For over 100 years, AAMD was an association of
professionals, by professionals, for professionals, and the
assumptions of the time were clear: Professionals know what
is best, people with disabilities are defined by their disabili-
ties (mental deficiency), and skilled researchers and scientists
will lead the way to better services, therapy, and reduced
disability. I have called this stage of leadership development
"The First Wave."

In those days, at the height of The First Wave, profes-
sionals, as leaders, defined the issues and created the new
discipline of developmental disability separate from the fields
of medicine, psychology, and education. They made deci-
sions on their own or in consultation with each other. The
activities of these leaders included forming state and national
organizations, convening national conferences, publishing
research articles and books on disability, issuing position
statements, and consulting to programs locally, nationally,

and even internationally.
During The First Wave, people with developmental dis-

abilities were often seen as less than human. To most pro-
fessionals, they were "subjects" in experiments and the
objects of studies. In the United States at this time there was
a growing emphasis on the role of science in our lives. There-
fore, the goal of the disabilities field was to apply science to
achieve better understanding of causes and possible cures of
the "deficiency." Consequently, people with "mental defi-
ciency" were viewed as having nothing to contribute to the
field beyond their role as subjects of research. In addition, as
the science around disabilities evolved, it focused increas-
ingly on prevention immunizations, testing for problems
such as PKU, and so forth. In the context of a focus on the
science of prevention, there was little use for the people who
represented failures of prevention efforts.

The Second Wave: Parents

In the late 1940s and early 1950s, there was a dramatic
development: the Parents Movement. After World War II, the
United States experienced a new prosperity. People had more
leisure time and more income. This meant that they were able
to turn their attention to issues other than economic survival.
Concurrently, the baby boom was taking place, which meant
that not only were more babies being born, but also more
babies were born with developmental disabilities. As a result
of this combination of factors, parents of children with dis-
abilities, especially mental retardation and cerebral palsy,
began to form their own support and advocacy groups. This
was "The Second Wave."

At first, the goal of these organizations was simply for
parents of children with disabilities to support one another.
Later, as the organizations matured, parents also began to
advocate for themselves, their children, and each other. In
order to win the respect of the professionals, in the field, they
became more organized, although at the time no one called it
a "movement." As parents of children with disabilities sought
each other out, they formed local and state organizations, and
a national organization that was at first known as the Na-
tional Association for Retarded Children (NARC).

The Parents Movement had a profound effect on the
developmental disability field. Parents acknowledged that
there was a role for professional expertise, but they pointed
out that they knew their family members better than any pro-
fessional ever would. As parents, they had a lot to say about
their family members, especially their young children. They
demanded that parents be included when professionals met to
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discuss the needs of children with disabilities.
Many parents joined the professional organizations, in-

cluding AAMD. At one point there was a suggestion to make
the emerging parent organization, NARC, a part of AAMD.
The president of AAMR, Mildred Thompson, had the good
sense to say that the best way that AAMD could support the
Parents Movement was to assist them in developing their
own organization. At the height of The Second Wave,
NARC's membership far exceeded that of AAMD. Several
other parent organizations formed as well. Parents had
established themselves as leaders. They joined professional
organizations, formed their own organizations, established
newsletters and journals focusing on parent issues, published
in professional texts and journals, shaped the language of the
field, and redirected the emphasis at conferences.

The Third Wave: Self-Advocates

In the early 1970s, something remarkable happened in
the field of developmental disabilities. The 1950s and 1960s
had been a time of new advocacy groups forming on a range
of issues across the country. From Ralph Nader's consumer
advocacy, to the civil rights movement, to the women's
movement people were claiming greater power, control,
rights, and freedom for themselves and others. People with
developmental disabilities, the same people whom the pro-:
fessionals and even the parents had called "clients" and "the
retarded", also began to organize with the help of staff and
other allies. What emerged as "The Third Wave" of the
developmental disabilities movement has become known as
the Self-Advocacy Movement.

Self-advocates have organized partly in reaction to the
attitudes promoted by professionals and parents, and also in
part to copy those groups' methods as effective approaches to
advocacy. In the past 25 years, self-advocates have formed
their own organizations at local, state, and national levels, so
that today there are over 600 self-advocacy groups across the
country. Self-advocates have organized conferences to dis-
cuss issues that are most important to them, joined the long-
established professional and parent organizations such as
AAMD and the Arc, published their own newsletters, pub-
lished articles in journals and newsletters of parent and pro-
fessional organizations, given major addresses at professional
and parent conferences, published chapters in books, and
changed the language of the field to "people-first." A major
milestone in this Third Wave has been the establishment of
the national organization, Self Advocates Becoming Empow-
ered. To the leaders in the movement, the formation of the
group was a major step in achieving a national presence.

Many self-advocates have identified their own signifi-
cant indicators of success. As a long-time supporter and
observer, several individuals and events stand out for me:

Valerie Schaaf was one of the founders of People First
International 25 years ago. She went from living in an

institution to being a national leader in the Self-Advocacy
Movement, and is generally credited with originating the
phrase, "see people with disabilities as people first."

Barbara Goode, a leader of the Self-Advocacy Movement
in Canada and internationally, recently was selected to give
an address to the General Assembly of the United Nations.

Michael Kennedy, a self-advocacy leader from NeW York
state, testified before the U.S. Senate on his years growing
up in an institution. His leadership has inspired many
others to become self-advocates.

The People First group in Tennessee made history by
being the first self-advocacy group to bring a lawsuit
against the state to close an institution.

In Colorado, self-advocates, including Debbie Allen, lead
the fight to have people with disabilities included on the
boards of directors of service agencies.

For most self-advocates (and for me) the greatest mea-
sure of success is how they have affected the rest of us, the
professionals and parents. They have changed our organiza-
tions, the names of our organizations, our attitudes, our lan-
guage, our practices, and have caused us to redefine our
issues. They have brought us slogans such as "Nothing about
me without me." And they have made us nervous.

Making people nervous is an indicator of success. If a
would-be social movement has only a few members and no
power, they do not make us nervous. We become concerned
when the group becomes big enough and organized enough
to be an effective movement. That causes a reaction from
those who want things to remain unchanged. We wonder,
"Will they go too far? Can they go too far? What will be our
role if they become the leaders? What part of my expertise is
still useful or wanted?" When The Second Wave emerged,
professionals were reluctant to give up any of their power to
parents. Today, many parents and parent organizations, in
addition to professionals, are also reluctant to give up their
power and influence to self-advocates. But, there is no
changing the inevitable: We cannot and should not discuss
developmental disabilities without the participation of the
individuals with disabilities themselves. In this Third Wave,
the leaders in the developmental disabilities movement are
the self-advocates. And the biggest sign of their success as
leaders is that they make the rest of us professionals and
parents nervous.

Hank Bersani, Jr., is Director of Special Education with the
Oregon Health Sciences University, Portland. He may be
reached at (503) 494-3696. Many of the concepts presented
here are discussed in a new book by Gunnar Dybwad and
Hank Bersani entitled New Voices: Self-Advocacy by
Persons with Disabilities published by Brookline Books.
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4 Overview: Definition and Issues

Leadership by Persons with Disabilities:
Perceptions, Needs, and Opportunities

by Brian Abery and Michael N. Sharpe

If one defines leadership in the manner in which it is
typically viewed in our society such as Martin Luther
King's ability to inspire a great social movement through the
use of extraordinary oratory skills then it is a foregone
conclusion that there will always be a shortage of effective
leaders. This is not, however, the only manner in which one
can view leadership. A broader perspective is that all persons
inherently have the potential to lead.

The belief that the capacity for
leadership is present within all
individuals is based upon two
fundamental assumptions. The first
focuses upon the idea that although
each person may use a unique
leadership "style" and be faced with
a different set of leadership chal-
lenges, everyone has the potential to
learn and apply leadership skills.

and how this can best be accomplished. It is unlikely that
many persons will possess all of the skills and characteristics
necessary to facilitate these tasks. This does not mean that
such individuals are not good leaders. Effective leaders are
aware of their capacities as well as their limitations, and are
willing and able to drawn upon leadership abilities of other
group members to help achieve common goals.

In addition to the belief that

... although each person may use a
unique leadership "style" and be

faced with a different set of
leadership challenges, everyone has

the potential to learn and apply
leadership skills.

Some persons may lead through using their organizational
abilities. The leadership of others may emerge as a result of
their capacity to assist groups in reaching consensus. Still
others may have the gift of oral or written persuasion. Re-
gardless of the specific skills they employ, each of these
persons is carrying out a leadership function.

The second assumption underlying the belief that all
persons have the potential to effectively lead transcends the
typical notion of leadership as based upon the efforts of a
single individual; it redefines the construct from an empow-
erment perspective. Viewed from this position, an effective
leader is not necessarily a person who possesses all of the
skills and capacities necessary to facilitate a group reaching
its goals, but rather is an individual who effectively empow-
ers others to use the capacities they possess to their fullest
potential in an effort to promote individual and group goals.
Given this broader perspective, leadership may be thought of
as a collection of interpersonal skills and values that enable
an individual to facilitate group achievement of the follow-
ing: (a) developing and reaching consensus with respect to a
vision, mission, and set of goals; (b) deciding on a course of
action; (c) working in an effective manner to reach its goals;
and (d) enhancing the self-actualization, empowerment, and
self-determination of its members. This definition is quite
different from traditional perspectives on leadership.

Viewed through this lens, effective leaders are not
necessarily people who have a vision and, through great
skills of persuasion, convince others to follow them. Rather,
leaders are persons who are effective at facilitating groups of
individuals collaboratively deciding what they want to do

leadership can be expressed in
many different ways, it is also
proposed that opportunities for
leadership exist in everyday life
and that it is only a matter of
degree and one's own personal
circumstances that determine the
extent to which leadership skills are
applied. Parents, for example,
exhibit leadership when they help

other family members decide upon a course of action. Child-
ren display leadership when they suggest modification of the
rules of a game so that all present have the opportunity to
play. These would not necessarily be viewed as instances of
leadership using traditional definitions of the construct. Upon
close examination, however, it can be seen that, in each of
the above examples, actions were taken that facilitated a
group of individuals achieving a goal.

The importance of identifying and facilitating the dis-
tinctive qualities of leadership is neither purely academic nor
insignificant for persons with disabilities. Many of the sig-
nificant changes within educational and social service
delivery systems that have enhanced the quality of life of
persons with disabilities have been initiated by such indi-
viduals themselves. Whether at the local, state, or federal
level, the work of individuals with disabilities functioning in
leadership capacities has been critical to the passage and
enforcement of disability rights legislation, changes in the
manner in which residential services are provided, and
increased opportunities for meaningful participation in the
workforce. The Americans with Disabilities Act and the
Individuals with Disabilities Education Act, for example,
would in all likelihood have never been passed without the
leadership skills of persons within the disability community.
The formation and growth of consumer advocacy groups
would have been impossible in the absence of the leadership
provided by many self-advocates. It was persons with dis-
abilities who served as the catalysts behind deinstitutional-
ization and the creation of less restrictive community resi-
dential and employment programs.
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There exists today a critical need for skilled, informed
persons with disabilities to serve as advocates for other indi-
viduals with disabilities and to stimulate systems change.
Unfortunately, there is only a limited pool of persons with
disabilities who have had the opportunity to fully develop
their leadership skills. Many of these persons have spent
countless hours organizing within the community, testifying
in legislative bodies, and educating the general public about
disability-related issues. Presently, however, there are simply
not enough of these individuals to take on all leadership
functions. As a result, discussion and action related to issues
needing attention must often be postponed.

The efforts of individuals with disabilities who have
served as leaders have contributed enormously to enhance-
ments in the quality of services available to this group, as
well as to their increased inclusion within the community.
Because leadership is typically considered to be an attribute
possessed primarily by "the gifted and talented," however,
persons with disabilities have, for the most part, been ex-
cluded from participation in leadership development pro-
grams and have had few opportunities to assume positions of
leadership within communities. Similar to the experiences of
persons of color, women, and those from disadvantaged cir-
cumstances, members of this diverse group have been viewed
as lacking the potential to function effectively as leaders.
When persons with disabilities do receive the opportunity to
practice and refine their leadership capacities, it is typically
within the context of preparing them to function as leaders of
"the disabled" rather than within society at large.

Over the past decade, persons with disabilities such as
Judith Heumann, T.J. Monroe, Nancy Ward, and the late Ed
Roberts have assumed positions of leadership in a variety of
organizations serving children and adults with disabilities.
The efforts of these individuals have done much, at the
societal level, to improve the quality of life experienced by
persons with disabilities and to dispel the belief that such
individuals are not capable of functioning as effective
leaders. The majority of individuals with disabilities who
have become effective leaders, however, have done so in
spite of, rather than as a result of, the manner in which they
were treated within society.

The positive impact of the leadership of persons with
disabilities is not limited to a few individuals whose efforts
have stimulated change at the societal level. The ongoing
efforts of persons with disabilities who do not even consider
themselves to be leaders have brought about changes that
have resulted in an enhanced quality of daily life for both
themselves and others. The experiences of Jim, Susan, and
Kevin bear this out. Jim, a 36-year-old man who has spent
the majority of his adult life working in a sheltered work-
shop, recently was successful in convincing those who
operate the program to install large fans to make the work
environment more comfortable during the summer months.
His success was largely due to his persistence, belief in the
validity of his cause, and ability to organize all 16 of his

coworkers in support of this change. Although the air con-
ditioning that he and his coworkers would prefer has yet to
be installed, Jim's efforts have led to a considerably more
comfortable work setting for himself and his peers.

Susan is a 45-year-old woman who currently resides in a
six-person community residence operated by a respected
service provider. Although she has few complaints about her
accommodations, Susan recently initiated an effort to pres-
sure her service provider to drop the name "children" from
the agency title since the organization currently serves only
adults with developmental disabilities. Although this effort
may appear trivial to some, to Susan and her peers it repre-
sents an attempt to "make sure that the persons who work
with us recognize that we are adults just like them."

As one of the first students within his school district to
receive his education primarily within inclusive settings,
Kevin led by example for a number of years, demonstrating
to fellow students, parents, and professionals that persons
with developmental disabilities cannot only survive but are
able to thrive within general education settings. The leader-
ship this young man exercises, however, goes far beyond his
merely serving as a role model. Since his high school years,
Kevin has spoken at local, state, and national levels to fellow
students, parents of children with disabilities, and profession-
als about his experiences within inclusive education settings.

Enhancing the quality of life of persons with develop-
mental disabilities is a long-term effort. It is an effort that, if
it is to be successful, must receive its direction not from pro-
fessionals or parents, but from persons with disabilities them-
selves. The identification of policies and regulations that
need to be changed, problems that must be addressed, and
programs that are important to develop can be best accom-
plished through extensive input and leadership on the part of
those individuals most affected. Until persons with disabili-
ties are supported to lead and provide direction with respect
to these efforts, attempts to achieve the goal of full inclusion
within the community will remain less than adequate.

Currently, there are many obstacles to individuals with
disabilities assuming leadership roles. Among the most
powerful of these barriers are those that are attitudinal in
nature. Myths and misconceptions about the capabilities of
persons with disabilities remain entrenched within our
society, reinforced by a service system that appears more
interested in focusing on what individuals cannot do as
opposed to their capacities and potential. Attempts to ques-
tion authority are referred to as "challenging behavior,"
efforts to stimulate change viewed as irritants, and compli-
ance deemed an acceptable program outcome toward which
to aspire. In addition to external attitudinal barriers, many
individuals with disabilities do not view themselves as hav-
ing the capacity to lead, in part because the current system
under which they receive services functions to effectively
socialize many of them into dependent roles. Until this cycle
is broken and persons with disabilities begin to envision

Perceptions, continued on page 27
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The Impact of Gender and Race on
Leadership by Persons with Disabilities

by Jacquelyn Anderson Bolden

Much has been written about leadership, both formally
in the social science and management fields and informally
in popular publications. For too long leadership has been
conceptualized narrowly as a special form of power and in-
fluence. When constructed in this way, many people become
exempt from leadership roles because they are not viewed as
having the requisite capacities to do the job. In the United
States, many individuals on the basis of their race or eth-
nicity, gender, and/or disability also experience restricted
access to leadership roles as a result of individual and insti-
tutional discrimination. In spite of changes in our social
structures, workforce, and legal system, leadership roles con-
tinue to be narrowly distributed.

Three themes emerge in the general literature about
leadership that are relevant to the discussion of leadership on
the part of people with developmental disabilities. The first is
that leadership need not be narrowly distributed; leadership
possibilities exist across gender, racial, class, and other boun-
daries. The second theme is that leadership roles are fluid,
not static. And the third is that people are not born leaders,
but develop leadership skills. These three themes will be ex-
plored here in an effort to develop strategies for encouraging
leadership that facilitates the self-actualization, empower-
ment, and self-determination of individuals with disabilities.

Who is an Appropriate Leader?

Opportunities to develop the capacity, gain the experi-
ence, and obtain the opportunities to lead are influenced by
society's perceptions of individual and group appropriateness
for leadership roles. Leadership and the male role within
American society have traditionally been seen as congruent,
while leadership and the female role have often been thought
of as incongruent. Several factors are responsible for this.
One is that womens' rewards have traditionally not been
located in the leadership arena, but in the realm of caring for
others. Further, because women are socialized to hold non-
leadership roles, societal expectations function to diminish
their motivation for leadership. Contemporary options for
paid employment have significantly affected role expansion
for women, and women leaders are becoming more visible:
Assumptions about the appropriateness of female leadership,
however, are still of central importance to consider in dis-
cussions about limits on women's opportunities.

The legacy of exclusion of Native Americans, African
Americans, Asian Americans, Latinos and other racial/ethnic
groups from participation in mainstream American life con-
tinues to have an impact upon opportunities for achieving

leadership positions in many organizations and professions. It
can be argued that legal and social barriers can be held re-
sponsible for the underdevelopment of leadership capacity
among individuals in different racial/ethnic groups. Segrega-
tion, however, did not preclude the development of leader-
ship skills within racial/ethnic communities. Notable contem-
porary leaders like Jewel McCabe, Eleanor Holmes, Dorothy
Height, Jesse Jackson, and Andrew Young held important
and visible leadership positions in African American commu-
nities during periods when de jure and de facto segregation
precluded their involvement in these roles within mainstream
organizations. Today, while formal legal barriers have been
lifted, racial discrimination continues and resistance to in-
clude racial/ethnic people in mainstream leadership roles
persists. Assumptions about their capacity to lead in wider
society are the primary stereotypes to be challenged for
racial/ethnic people.

The exclusion of persons with disabilities from main-
stream society has served to marginalize and limit them, as
well. Persons with disabilities are perceived as perpetual
children and are therefore not socialized to occupy key roles
in society. The focus on what people with disabilities are
unable to do has significantly affected the perception of what
they are able to do. Assumptions that limit the possibility of
leadership must be addressed if persons with developmental
disabilities are to experience role expansion.

The experience of exclusion from leadership roles that
are valued by society as a whole is intensified for individuals
who are members of more than one excluded population.
When considering leadership by persons with disabilities, it
is important to recognize that they may not only be dealing
with biases internal and external based on perceptions
about disability, but if they are female and/or members of
minority racial/ethnic communities, there are additional
biases and barriers to overcome.

What Do Leaders Do?

Leadership is contextual. Therefore, what is expected of
a leader is dependent upon the setting and the needs of the
group. Formal leadership roles typically include solving
problems, planning for group action, directing activities,
communicating effectively, understanding and developing
oneself, accessing resources, understanding financial matters,
being creative, managing meetings, and arbitrating. A leader
is not someone who possesses leadership traits. Leadership,
like any other role behavior, is a function of dynamic inter-
action between personal attributes and the social system.
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Leadership is distributed in varying amounts among group
members most able to meet group needs. As needs change,
leadership distribution within the group changes.

Leadership skills are acquired through formal and in-
formal processes. The development of competencies for
leadership include the opportunity to practice and use knowl-
edge and skills. Organizational and community initiatives
have evolved to provide models for the development of
leadership competencies among many who have been for-
merly excluded. Self-advocacy projects, for example, have
emerged to teach persons with developmental disabilities
strategies for problem-solving, identifying resources, and
posing key questions to obtain important information. Pre-
paring an agenda, conducting a meeting, and encouraging
group members to work in committees are among other skills
taught. The diversity of skills that need to be taught depends
largely upon the organization or group in which they will be
utilized. Generating a list of what one needs to know or do to
be effective in an organization or group is a strategy for de-
lineating which competencies may need to be developed.

While the potential for developing leadership skills
exists in settings where women and racial/ethnic persons
with disabilities receive services and participate in programs,
such individuals are often excluded. One explanation may be
institutional discrimination. The maintenance of racial, gen-
der, and ability hierarchies occurs because services and pro-
grams for persons with disabilities mirror those in the wider
society. These all tend to be hierarchical. Administrators and
staff consciously and unconsciously reproduce situations and
structures with which they are familiar and comfortable. For
example, when white male directors identify leadership
opportunities for persons with disabilities, often women and
minorities are not initially considered. In instances when
women and minorities are selected for leadership opportuni-
ties, sufficient supports that would facilitate their success in
novel roles may be absent.

Leadership Development: A Case Study

The following case study is provided to illustrate how
one African American woman with a disability was provided
with opportunities to develop leadership skills and was sup-
ported until her transition to leadership roles occurred.
Deana' is a woman with a developmental disability who has
been involved in a mutual help and self-advocacy organiza-
tion. She resides in a group home, but would like to occupy a
supervised apartment in the city. Prior to the group home,
she had lived most of her life in a large residential facility.
When she initially became involved with the self-advocacy
organization, she was extremely shy and, because of past
experiences with racial discrimination, expressed concern
about being the only African American in the group. Over
time, she began to feel safe and trusting of fellow members.
Consistent attendance and participation in the meetings and
social events of the organization formed the basis of her

initial steps toward leadership skill acquisition. Taking
responsibility for herself was critical to assuming other
responsibilities. After attending organizational meetings for
more than a year, Deana had developed a network of friends
within the group. This network provided support, urged self-
acceptance, and encouraged her to attempt more activities.
As Deana became more confident, she began to reach out to
others as well. Participation in formal leadership within the
organization began to evolve with her willingness to take
responsibility for reminding others to attend group meetings
with phone calls. Later, she selected records for a dance,
planned a menu for a picnic, and initiated action to acquire
recreational materials for the group. After being involved in
the organization for more than five years, she led a group to
the state capital to speak to elected officials about legislation.

Deana's story points toward the possibilities of leader-
ship acquisition through the process of building competen-
cies and providing meaningful opportunities to learn new
skills and take on new challenges. It also points to the multi-
ple issues that need to be addressed when gender and racial
barriers have reinforced the marginalization experiences of
disability. Deana's self-esteem issues were complicated by
her negative experiences of racial exclusion; her willingness
to get involved in the organization was compromised by her
distrust of the group. Her hesitancy to try many roles was
complicated by her ideas about what women are able to do;
she volunteered to do gender-stereotyped tasks (like menu
planning) before she was willing to assume responsibilities
that were more gender neutral or "male like."

Conclusion

How can service providers and advocacy groups avoid
stereotyping individuals with disabilities on the basis of
gender and racial/ethnic identity? First, those in positions of
responsibility or authority can routinely ask themselves,
"Have I given everyone a chance to try a leadership role? If
not, why not? Do I limit the kinds of tasks I ask women and
minorities to do? Have I encouraged women and minorities
who are in new leadership roles, and offered support so that
they are more likely to succeed?" Secondly, service provid-
ers and advocacy groups can develop strategies to assure that
inclusion occurs. A buddy system that pairs a new leader
with a more seasoned one is one way to use mentoring to
support those new to leadership roles. Formal training oppor-
tunities can also be provided, incorporating role playing and
situational practice. The possibilities for leadership develop-
ment are limitless. Creative problem-solving and a desire for
change are the primary components required to make it
happen for all persons with disabilities.

Jacquelyn Anderson Bolden is Visiting Assistant Professor
with the School of Social Work, University of Iowa, Iowa
City. She may be reached at (319) 335-1264.
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Real Leaders Ask Questions,
Real Leaders Make People Understand

by Michelle Hoffman

It happened again. Rob, who was promoted last fall from
direct care staff to program coordinator, was fired because he
couldn't fulfill his role as coordinator. He sure was great at
direct care, though. And just the other day, Lisa, who was a
case manager and took the job as executive director of an
employment agency, resigned because she didn't want the
responsibilities of being a director.

Again, we are reminded that leadership is an art. It is
something to be learned and nurtured over time. Building and
fine-tuning leadership skills is a process for us all. Real
leadership does not happen overnight. It does not come with
a label or a position. Personal experiences, personal drive,

Many members had been placed on boards
and committees and were eager to serve.
However, members did not feel involved,

supported or important to the group
process and were therefore stuck in a

role without direction.

and opportunities to learn and grow as leaders give us the
materials needed to build and develop our skills.

In the realm of consumer leadership, a surge of leaders
has been emerging as a result of the self-advocacy move-
ment. Years of organizing and developing leadership skills
have paid-off as the movement produces some of the finest
leaders in the disability field. The very people who were once
locked out of leadership roles, given meaningless board and
committee positions, and often (still) told to "be quiet and let
us take care of things" are taking their rightful places as
leaders. Through the self-advocacy movement, much dis-
cussion, writing, and teaching is occurring regarding con-
sumer leadership. Several state groups, such as People First
of Tennessee, People First of Washington, Speaking for Our-
selves, and Oklahoma People First have produced materials
and training about consumer leadership.

One such training program, Leadership Plus, was
developed by Oklahoma People First members who identi-
fied the need for basic leadership skill training during a
statewide self-advocacy conference. Many members had
been placed on boards and committees and were eager to
serve. However, they often did not feel involved, supported
or important to the group process and were therefore stuck in
roles without direction. Leadership Plus was created to help

alleviate this predicament by assisting more people with
developmental disabilities to acquire the basic leadership
skills necessary to serve as consumer representatives on
boards and committees.

Leadership Plus focuses on how and why leadership
skills are developed, responsibilities as consumer representa-
tives, why boards and committees exist, and the meeting
process. Other components of the training relate to communi-
cation, and making group and personal decisions. The
training takes approximately eight hours to complete, and is
conducted in a classroom-type setting using discussion, role
playing, group games, and small group activities. Leadership
Plus is designed to be led by anyone with leadership experi-
ence, including consumers who have previously participated
in a trainee capacity. In addition, past participants are often
asked to serve as support persons for new participants.

Since the training began in 1992, 60 people have
participated in the Leadership Plus program in Oklahoma and
the majority are actively serving on boards and committees.
Pre- and post-program evaluations indicate that participants
have gained increased knowledge about meeting processes,
consumer representation, and how to become a board or
committee member. In addition to training in Oklahoma, the
program is being presented in over 35 states, Mexico, and

Throughout the Leadership Plus training
one theme remains constant: If you

don't understand something, ask questions
until you do understand. And if people

don't understand you, keep
talking until they do.

Australia. In some instances, local self-advocacy groups,
residential providers, and others present the Leadership Plus
materials, and on other occasions Oklahoma People First
staff travel to other states to conduct training.

A side piece to the training is I Make A Motion Too...., a
pamphlet designed to assist board and committee members in
supporting consumer representation. The publication dis-
cusses the need for consumer participation on boards and
committees, especially those that serve people with dis-
abilities. It has been requested by groups around the country,
and users indicate that it helps them make the case for the
participation of people with disabilities.
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Throughout Leadership Plus training one theme
remains constant: If you don't understand something, ask

questions until you do understand. And if people don't
understand you, keep talking until they do. Real leaders ask
questions. Real leaders make sure people understand them.

Michelle Hoffman is Self-Advocacy Coordinator for the

Tulsa ARC, and serves as the advisor to Oklahoma People
First, a program sponsored by Tulsa ARC. For further
information about Leadership Plus training or materials,
contact Michelle at (918) 582-8272. Leadership Plus is
funded by the Oklahoma Planning Council for Developmen-
tal Disabilities.

Being a Leader: Leon Barrett

My name is Leon Barrett. I live in Tulsa, Oklahoma.
I have some things that I would like to tell you about my
experiences in being a leader.

I first learned about being a leader in People First. I
really wanted to do it, to be a leader. But, I didn't really
know how. I started out by being secretary in our local
group. Now I'm vice-president. But, it took time to get
here. I also serve on the Tulsa ARC board of directors and
as a member of a human rights committee. All of this has
taught me a lot. I am proud that I am able to help people
by being on these things.

I took the first Leadership Plus training and it was
fun. In that training, I learned that I can do it, I can be a
leader. And I learned that if you don't understand some-
thing, then it's your responsibility to ask questions until
you do understand. I try to do that. Sometimes it's hard
because people have a hard time listening to my ques-
tions. Sometimes I am too shy to ask and I think that

people will think my question is stupid. That's hard. I'm
still learning about that.

A person who is a leader is serious about what they
are doing as a leader. I am serious. A leader also respects
people, listens to people, and looks people in the eye.

When I lived in institutions, I did not have a chance
to be a leader because the staff did everything. I have
learned a lot from my friends Joe and James. They have
taught me that I can be a leader, be active, and make a
difference. Watching others has helped me learn to be a
good leader.

If I could give advice about helping people be on
committees, I would say:

Help people understand what the committee is for. It is
frustrating when you don't know why you are there.

Explain things in easy language. I get confused when
people talk way above my head, especially with the
budget.

Summarize information. Don't give anyone a bunch of
stuff to read because people don't.

Make sure people are supported. James helps me on the
ARC board. It's good to have someone that you know
you can turn to.

Stop the meeting if you don't understand. Sometimes I
am too afraid to ask. Leaders should ask questions like,

"Does everyone understand?" Sometimes groups have
so much to talk about that they don't want to stop.
When that happens it tells me that they really don't care
if I understand or not.

If you say you are going to explain something to
someone after the meeting, then do it.

That's all I have to say about being a leader.

Leon Barrett is a self-advocate and vice president of
People First, Tulsa, Oklahoma.
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Building a Network of Leaders
by Jill Flynn

Leadership can be a hard word to truly understand. It
means many different things to people. I tend to agree with
Napoleon Bonaparte: "A leader is a dealer in hope." Leader-
ship is based on a vision or dream supported by a group of
people who work together to reach it. Leaders can see others'
abilities and get them actively involved. A leader helps others
become better leaders by working with them, listening to
them, and acting on their hopes and visions.

The Oregon Developmental Disabilities Council has
often worked with self-advocates who desire to be strong
leaders, providing opportunities to go to trainings and speak
at public hearings, task forces or panel presentations on self-

The initiative supports the building of a
viable network of individuals with
disabilities who are interested in

being active as leaders on the state level.

advocacy. This has helped individuals to grow as leaders, but
several years ago the council also saw the need to provide
more opportunities for these leaders to make their own con-
nections and work together.

In 1992, staff from the DD Council and one of its pro-
jects, Community Partnerships, met with People First of
Oregon board members and advisors to discuss self-advocacy
in Oregon. People First members described barriers to
leadership that existed in the community and the supports
they would need to overcome those barriers. Members raised
issues such as communication with other self-advocates,
transportation, and getting and keeping advisors and support
people. The idea of a self-advocacy initiative developed out
of these discussions and the DD Council's desire to support
broader networking and collaboration by self-advocates
exercising leadership.

In 1994, an initiative was written, presented to, and
passed by the People First of Oregon board, and supported
by the DD Council. The initiative supports the building of a
viable network of individuals with disabilities who are
interested in being active as leaders on the state level. To
help achieve that goal, the council and Community Partner-
ships offered to work with People First to support three areas
of activity: support and strengthen existing People First
chapters, develop new chapters, and expand the political
influence of self-advocates in Oregon.

The initiative provides a small amount of money to
support the work. To make the most of limited dollars, Com-
munity Partnerships pays salaries and the DD Council adds
in-kind support with materials and staff support. Two part-

time staff people each work 30 hours per month on the
initiative: Judy Cunio, one of the original founders of
People First of Oregon, and Michael Bailey, an active
community organizer and the parent of a child with a
disability. They strengthen existing chapters by offering
advice, ideas, and other assistance related to needs such as
finding advisors, arranging transportation, running a group,
working together, finding support people, and fundraising.
They support new chapters by coordinating assistance and
personal visits from existing chapters. And they encourage
expanded political influence of self-advocates by working
with Community Partnerships staff to adapt existing advo-
cacy training materials and write them in easy-to-understand
language. In addition, they support the involvement of
interested self-advocates in monitoring their own services,
in voter registration drives, and in building advocacy teams
in communities to educate policymakers about issues and
help them change their attitudes. They also respond to
phone calls on a toll-free number, maintain an updated
listing of self-advocates in Oregon, and gather information
on how other states' self-advocacy groups work.

This past March, a planning meeting was held to
identify additional steps to be taken by the initiative. People
First members were very clear about what they wanted:
training and education for social service agencies, direct-

The intended outcome of the initiative is
a team of strong leaders within the

People First movement...

care staff, and employers about self-advocacy; leadership
training for the state and local boards; help to format and
mail a newsletter; advisor training and support; assistance in
strengthening communication between members; and re-
source materials on running meetings, community organ-
izing, fundraising, and team-building. They also requested
aid in identifying training that is available for self-advocates
in skills such as listening, assertiveness, mediation, and
negotiation. Initiative staff are currently seeking individuals
who have skills in these areas to assist with trainings so that
self-advocates can become better leaders and involve others
in their communities.

The intended outcome of the initiative is to develop a
team of strong leaders within the People First movement
who can work with other teams in Oregon, be active part-
ners in policymaking and legislative efforts, and help con-
vince the people of Oregon of the contributions people with
disabilities can make. The DD Council and Community
Partnerships will continue to support People First of Oregon
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in strengthening existing chapters, establishing new chap-
ters, and expanding the political influence of people who
have disabilities as we work to realize our common vision
of independence and dignity for self-advocates in commu-
nities around the state, nation, and world.

Jill Flynn is the Self-Advocacy Coordinator with the
Community Partnerships Project, Oregon Developmental
Disabilities Council, Salem. For further information on the
Oregon self-advocacy initiative contact Judy Cunio or
Michael Bailey at (503) 945-9229.
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Judy Cunio: What Makes
a Good Leader?

Over the past 21 years, I have developed leadership
skills through a lot of practice in various roles. It takes
time to find out what works and what does not work, how
you relate to people and how they relate to you. Being a
good leader has a lot to do with your attitude and why you
have taken on that role.

A leader has to care about the people they are leading
and believe in the things they are doing. There needs to be
a commitment. A leader will follow through; if they say
they will do something, they will do it. That is one way a
leader needs to be an example to other people. The person
who is a leader needs to be confident and motivated. One
of the big differences between leaders and anyone else is
that a leader must be able to delegate, to get people in-
volved. If you do all the work, others don't get involved.
Leaders are outspoken and they need to have confidence
to know that they are able to lead. This does not mean that
they should take over, but they keep people on track.

Now that I have said so much about what a leader is,
why do I call myself a leader? I hope that I am a good
example, that I live what I say. I want people to see that

when I say something, I mean it, that I am not a hypocrite.
I hope that I encourage people to do things themselves. I
think I am pretty assertive and try to be direct when I
communicate. At the same time, I hope that I am sensitive
to how other people feel and motivate people to share
their ideas. I try to give them a chance to give their opin-
ions and say "yes" or "no."

As many leaders have in the past, I have faced chal-
lenges in my role as a leader. The biggest of these is
communication because I am hard to understand. Even if
it is hard for people to understand me, I still have to be
able to get my message out. I have trouble doing that
because sometimes people don't take me seriously. At
those times I try not to get frustrated because that only
makes it worse. I think my speech is hard to understand. I
try to get help from people I know will understand to
communicate my ideas. I also have a Realvoice computer
(that I call Mabel) which helps me to present speeches.

Working with Oregon's self-advocacy initiative gives
me an opportunity to do something I know I can do.
Community Partnerships staff give me the supports I need
to carry out my responsibilities and they treat me like a
colleague. That's important; it gives me more confidence
in myself. I hope the work I do will help make People
First strong and make the organization better, not only for
me, but for all of the people who are involved. It will
empower people to continue to grow and develop their
skills and do what they want.

If that happens, my job will not be necessary. So
what do I see myself doing in the future? I want to be a
writer who has the ability to impact people. I have proven
to be the strongest as a leader when I write. When I write,
I have a greater impact on people, I can make them think
and better understand. I plan to continue my writing to
bring up issues that people need to know about and under-
stand. I like to make people think.

Judy Cunio is one of the founders of People First in
Oregon, and is currently a staff member of the Oregon
self-advocacy initiative. The above photo was taken
during legislative training at the State Capitol, during
which Judy (with hand raised) sparked discussion among
other self-advocates by sharing her experiences in talking
with legislators.
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Civic Leadership: Youth in Government
by Polly Harrison

Minnesota offers many experiential opportunities for
adolescents to develop civic leadership skills, but none are as
large or as inclusive as the Minnesota YMCA Youth in
Government Model Assembly Program. Under the direction
of former State Representative Peter Rodosovich, over 1000
eighth through twelfth graders annually perform roles in the
mock executive, legislative, and judicial branches of state
government. The program encourages life-long, responsible
citizenship by providing experiential learning for young

The program encourages life-long,
responsible citizenship by providing

experiential learning for young people
who are interested in public issues...

people interested in public issues, and providing forums for
recognition of the abilities and capabilities of youth.

Over the past four years since youth with developmental
disabilities have begun participating in the program, 38 have
been involved, with 11 students with developmental disabili-
ties participating in 1995. Most of these students have gotten
their start toward the Model Assembly Program through the
YMCA's inclusive Leadership for Empowerment (L.E.P.)
Program. The L.E.P program is a service-oriented leadership
program involving junior high/middle school youth with and
without disabilities throughout the state. Participants develop
an appreciation for individual strengths and how to work
together to serve the broader community. The program also
sponsors an inclusive leadership camp each summer and
serves as a resource for YMCAs and other youth develop-
ment organizations working toward full inclusion. The L.E.P.
program was the catalyst for establishment of the inclusive
Model Assembly program and continues to coordinate
support for youth with developmental disabilities during their
participation by coordinating transportation and securing
interpreters and personal care attendants.

The Model Assembly program begins each September
with the formation of delegations at YMCAs and high
schools around the state. The participants register for a par-
ticular program area Senate, House of Representatives,
Court of Appeals, Supreme Court, Cabinet, news media, and
lobbying and then the work begins at the delegation level.
Depending upon their program area and role, delegates
engage in a variety of activities. For participants who aspire
to run for office, there are speeches to write and campaign
strategies to develop. Those filling the roles of senators,
representatives, and lobbyists determine positions on issues

and express them through authoring bills and position
papers. Media correspondents attend training to learn how to
write news stories and operate broadcast equipment. Dele-
gations rely on local resources and adult professionals to
help them with their work.

In October, the State Convention is held (a replication
of a party convention) in which delegates elect their gover-
nor, lieutenant governor, chief justice of the Supreme Court,
chief judge of the Appeals Court, secretary of state, attorney
general, president of the Senate, and speaker of the House
for the upcoming Model Assembly session. The annual
culmination of the program is the four-day Model Assembly
session held at the State Capitol in January. During the
session, delegates have the opportunity to act as senators
and representatives, governor and lieutenant governor,
attorneys and judges, legislative pages, lobbyists, and press
corps. It begins with the swearing in of officers, which is
close-circuit broadcast to all program areas. The program
areas then get to the business at-hand, which includes com-
mittee meetings for the House and Senate, arguing cases in
the Court of Appeals and Supreme Court, and meetings for
the media correspondents to determine coverage and assign-
ments. While some pages are busy running messages for the
legislators, others learn about the three branches of state

The presence of youth with disabilities
has benefited not only those youth, but

has also contributed to this learning
experience for others by demonstrating

that leaders evolve from every part
of our diverse society.

government through an educational series running through-
out the session.

The only adaptation made so far to the structure of the
Model Assembly program for participants with disabilities
is to have each participant with a disability register with a
nondisabled peer as a team. The two are usually friends or
peers from the same school. They work together throughout
the program, whether it be authoring an article for the news-
paper or following bills as members of the Governor's
Cabinet. While there is currently no formal training specifi-
cally related to supporting a partner who has a disability,
teams have functioned well because most members have
known each other from the L.E.P. program and worked
together previously. If problems or questions arise, staff are
available to provide information and assistance.
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During the 1995 Model Assembly, there were two
teams in the Cabinet and Humphrey House, four teams that
worked as pages, one team in the Court of Appeals, and two
teams in the press corps. One of our proudest moments came
when three of our page teams at the page mock convention
had a candidate on the final ballot for speaker of the House,
president of the Senate, and the governor ticket. Additional
highlights included the Court of Appeals team earning a
decision in their favor the only appellate team to do so on
that particular case and three of the Cabinet members being
interviewed for the final edition of The Capitolist, the Model
Assembly's daily newspaper.

Opportunities such as the Model Assembly program
have a far reaching impact on all the youth who participate.
They develop stronger leadership skills, expressing their
views with confidence and conviction, learning to work as

team members, and listening to and respecting one another.
They take these skills back to their schools and exercise
them in their L.E.P. groups and other activities. The pre-
sence of youth with disabilities has benefited not only those
youth, but has also contributed to this learning experience
for others by demonstrating that leaders evolve from every
part of our diverse society.

Polly Harrison is a Youth Development Specialist with the
YMCA of Metropolitan Minneapolis, Ridgedale Branch. She
is the director of the statewide Leadership for Empower-
ment Program and coordinated the inclusive efforts of the
1995 Model Assembly. For additional information on the
Youth in Government Model Assembly Program, contact
Polly at (612) 544-7708.

Experiencing Leadership in Government: Mark Terauds

My name is Mark. This
was my second year in the
Youth in Government pro-
gram. Both years I have been a
member of the Governor's
Cabinet. A cabinet member
follows bills through the
legislative process. I had to fill
out forms and report to the rest
of the cabinet on how the bills
were doing. Being in Youth in
Government helps me under-
stand my government classes
at school better, and it's a
more fun way to learn.

The first year I was a little
nervous because I was worried
about making a mistake. But,
this year I knew what to expect. My confidence was
stronger and I could start doing my job before someone
asked me to. Some people who were on the cabinet this
year did it last year, too, and I remembered them.

Besides being in the cabinet, there was lots to do that
weekend. We all stayed in a hotel and at night they had
activities for us. I liked singing karaoke and sang Puff the
Magic Dragon twice, once as a solo and once with a
group. The D.J. gave me some cool sunglasses for doing a
good job. The cabinet went on a tour of the house of

AN, Alh.
It

James J. Hill (founder of the
Great Northern Railroad) and
we met with the governor's
press secretary.

As a leader in the Youth in
Government program, I had to
work hard and let people
know how the youth governor
felt about bills. I think leaders
have to work hard and have to
like to help people. Sometimes
people don't want your help,
though, and you have to listen
to them. A leader also has to
be willing to take risks some-
times, like when you have to
stand up and talk or sing in
front of people. I liked being

in Youth in Government because it made me work hard. I
met lots of people and had fun, too.

I'm a leader at school, too. I'm an actor in the group
Y's Act, and we just put on a play about violence in the
media. Soon, I'll be working, but even through I'm busy I
want to go to Youth in Government again next year.

Mark Terauds is a high school junior and lives in the
Minneapolis suburb of Eden Prairie.
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A School for Community Leaders
by Carolyn Lejuste

At the Leadership Development School for People with
Disabilities (LDS) we believe that given an opportunity,
some resources, and a little support people with disabilities
can identify and solve their own problems. Through the pro-
cess of identifying a community issue they wish to address
and working with others to influence the issue, participants
in the program acquire leadership skills and develop their
own unique leadership styles. As they attend six weekend
training events held over a nine-month period, participants
grow in their ability to be in charge of their own lives and the
disability rights movement, and return to their communities
as self-confident and determined leaders.

The LDS program is driven by the self-identified needs
of participants. Individuals attend in teams of four, and with
the assistance of a LDS staff coach each team identifies an
issue around which they develop a project in their home
community. Team projects are structured around a Participa-
tory Research model as defined by Peter Park in the book
Voices of Change. Participatory Research teaches people to
identify questions related to an issue, seek information
through research methods that stand up to academic rigor,
and create a strategy for use of the information to advocate
for change. It is an opportunity for people who have been the
objects of research to assume an active role in uncovering
knowledge that is important to their lives. In the process,
teams connect with others who are interested or involved in
the issue and enlist assistance in solving the problem, which
builds group capacity. Team members develop skills in
communication, assume responsibility for follow-through,
and learn to trust one another.

Program activities and participant behavior are guided
by three values identified by the first year's class: respect,
inclusion, and responsibility. One challenge to upholding
these values while meeting individual participant needs and
pursuing a goal is that the needs of participants are some-
times contradictory because they have various kinds of
disabling characteristics cognitive, emotional, and physical.
As they work together, participants develop ways to accom-
modate one another and also examine biases or assumptions
about people with different disabilities. For instance, indi-
viduals with speech characteristics need additional time to be
understood. Consciousness-raising occurs as their peers take
the time to listen to them and examine commonly-held
assumptions of cognitive disability in persons with speech
difficulties. Concurrently, participants become aware of
assumptions regarding people with cognitive disabilities.
Accomplishing tasks while involving and respecting every-
one encourages the development of relationships in which all
are noticed and appreciated for what they offer.

Another challenge in LDS is that people with disabilities

have often been socialized to be dependent on other people
or on the system that supports them. The environment within
LDS demands that participants take responsibility and action
in their lives. Moving away from dependency has implica-
tions for change in the behavior of professionals, family
members, and people with disabilities alike. For profession-
als and families, the challenge is to understand and accept
that things will be different when people with disabilities are
in charge of their own lives, choices, decisions, and rights
movement. And for people with disabilities, the challenge is
to recognize and change habits of dependence.

Because participants have often been discouraged from
practicing their leadership skills within their home communi-
ties, LDS has designed the program to increase the opportu-
nity for direct support. By accepting teams, the program
encourages the development of peer supports that hopefully
will continue after attending LDS. In addition, a coach is
assigned to each team to listen to and support individuals,
ask questions to help clarify project goals and tasks, and
organize the design of the training based on the needs
identified by the participants. The coaches, some of whom
were participants in the first year's class, are people with
disabilities who are working hard to understand ways of
developing new leaders and put that knowledge into practice.

The impact of the LDS approach can be seen in the
projects that teams are carrying out, and the manner in which
team members are working together. For example, a team
from Kalamazoo is researching models of screening and
training personal assistants. In the process, they have noticed
problems in communicating with one another. They are now
also researching and practicing different ways of listening to
each other and giving feedback. A team from a local People
First group is researching transportation issues. They are
concerned about bus delays and are tracking the number of
times that their own buses are late. They are also looking at
who is really in charge of transportation money and deci-
sions, and have written letters to the governor to express their
concerns. And a group from the Upper Penninsula is working
to establish an advocacy organization, and is in the process
of organizing an event that will bring together other people
with disabilities who may be interested. These and the other
team projects demonstrate the truth of the belief underlying
the LDS approach: given an opportunity, resources, and sup-
port, people with disabilities can solve their own problems.

Carolyn Lejuste is the Administrator of the Leadership
Development School for People with Disabilities. She may be
reached at (517) 487-1755. The school is a three-year
project of Michigan Protection and Advocacy Service in
Lansing, funded by the W.K. Kellogg Foundation.
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Crossing Barriers: Kelly Watson

A leader is responsible. A leader is someone who sees
a need in the community and has the commitment to take
it on. But, he/she recognizes that the issue cannot be
handled by one person. A leader has to have the ability to
get other people involved in the issue and be willing to
delegate responsibility to get things accomplished.

Recognizing leaders is sometimes confusing. There
are people who do not see themselves as leaders. They
take on a problem/issue and just do it. Other people who
call themselves leaders want personal recognition and try
to take all the credit for getting something done.

One of the ways that I'm a leader is that I care about
and understand what's happening in the disability com-
munity; I see the injustices, oppression, mistreatment and
abuse that I and other people with disabilities receive from
society. Another way I see myself as a leader is that I
always try to think of the group's needs first. I try my best
to accommodate other people's needs, yet keep them
focused and moving forward. If I know there is a commu-
nication problem within the group, I make the individuals
deal with it. I try my best to listen before making a judg-
ment or telling people what to do.

One barrier to becoming a leader, as always, is the at-
titudes that society has about people with disabilities. The
nondisabled community has a lot of preconceived notions
about the disability community. That makes it hard to deal
with an issue. A good example is my speech characteristic
(or my CP accent as I prefer to call it). When I get in-
volved in a project and the people don't know me, they
often patronize me because I can't speak as clearly as they
would like. They assume that because of my speech I
don't know what I'm talking about.

Another type of barrier is paternalism. Because the
nondisabled community is so used to taking care of people
with disabilities, it's hard for them to give us the opportu-
nity to make our own decisions. There are two issues here.
One is they are afraid we can't think for ourselves, and
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therefore we will make the wrong decisions. The other is
that it has been their job for so long to decide what's best
for us that they have trouble relating to us as equals.

Political savvy is another challenge that I face as a
leader. What I mean by this is that you have to know
when to be strong and take a risk by stepping forward,
making your views known. A lot of times these views are
new to the group and they may be opposing views. People
like this about me; it is one of my strengths. It also en-
courages people to try to get me to take on the role of
spokesperson for different organizations. Before taking
the role on, I have to think about things I'm already
involved in. I have to question whether it will hinder any
of the other projects I'm involved in, and ask if it's going
to build my own network/coalition. As a leader I have had
to learn to say "no" in order to remain effective in my
chosen projects.

One way in which LDS assisted me is that it provided
me with networking experiences. I met people from
around Michigan. This helped me a great deal because it
allowed me to share my ideas with them and get people's
feedback on my projects. Also, by attending LDS week-
ends I learned about different techniques of communica-
tion within groups. I learned that my techniques of com-
munication and my ideas about how to achieve goals were
not so atypical. This was very affirming to me as a leader.
Another support I received from LDS was that people
were there to listen to my concerns, problems, and issues
regarding leadership. This is very important because some
people outside of the advocacy realm cannot relate to what
advocates experience.

One of my future interests is to get insurance funding
for service animals. Service animals offer a great deal of
independence to people. They are a form of assistive tech-
nology service that is not paid for yet by public or private
insurance. Those of us who rely on service animals have
to rely on the good hearts of other people to buy our
service animals.

I would like to continue to talk about LDS on the
national level. My goal is to help spread the word about
the LDS model to other states. I would like to be involved
either in bringing students from other states to our school
in Michigan, or in designing regional LDS programs in
other parts of the U.S.

Kelly is one of the Leadership Development School (LDS)
team coaches and also was a member of the first year's
class. She has cerebral palsy and is dependent on technol-
ogy, including her service dog, to live independently. Her
project at LDS was to get service dogs and personal
assistant services included in the definition of Michigan's
Assistive Technology project (AT). Her efforts led AT and
Michigan Protection and Advocacy Service to include
service dogs in their case priorities.
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Culturally Diverse Leadership: A Model of Inclusion
by Betty Horton

Sweeping reforms are occurring in the disability field.
The consensus, by professionals and persons with disabili-
ties alike, is that the old system does not work. Radical
changes are occurring at all levels from public policy, to
services, to person-to-person interactions. The reforms seek
to accomplish two goals: full integration of people with de-
velopmental disabilities into public life, including schools,
the workplace, and the community; and the extension of all
the rights and responsibilities of citizenship to a group of
people to whom they have historically been denied. By far,
the more fundamental reforms have to do with changing the
status of persons with disabilities from outcasts to full
citizens. This status change is reflected in terms such as
"self-determination," "empowerment," and "leadership."

Reform initiatives aimed at full inclusion and citizen-
ship move us closer to fulfilling the promise of civil rights
for people with developmental disabilities that began on the
heels of Brown v. Topeka Board of Education in 1954.
Ironically, the one group that remains, "the most locked out
and left behind" are culturally diverse people with disabili-
ties (Williams, 1994 p. 52). The reasons for the exclusion of
African American, Hispanic/Latino, Native American, and
Asian American people with developmental disabilities
from leadership roles in and as a result of reform initiatives
are many. More important than the reasons, however, are
the actions taken to correct the situation.

A Vision for Inclusive Practices

The beginning point of every reform initiative is to
create a vision of what is desired. One example of vision
statements for inclusionary practices in relation to culturally
diverse persons with disabilities can be found in the follow-
ing statements that guide the activities and gauge the pro-
gress of the Inclusive Practices for Culturally Diverse Per-
sons program at the University of Kansas:

Vision 1. Culturally diverse persons with disabilities,
their families, and culturally diverse professionals are
fully represented as key planners, organizers, speakers,
and participants at every conference and meeting.

Vision 2. Culturally diverse persons with disabilities and
their families, and culturally diverse professionals are
fully represented on advisory boards, planning commit-
tees, and in executive positions of key agencies and
organizations.

Vision 3. Culturally diverse persons with disabilities and
their families, and culturally diverse professionals are
fully represented in key leadership roles in universities,
service agencies, and in organizations.

Vision 4. Culturally diverse persons with disabilities and
their families, and culturally diverse professionals are
satisfied with the range of options and opportunities for
participation and leadership in university, service agencies,
and organizational settings.

These vision statements reflect the'program's belief that
the leadership of culturally diverse persons with disabilities
represents a vast, untapped resource. Persons with disabilities
must be given opportunities to become strong enough to par-
ticipate within, share control of, and have an influence on
events and institutions affecting their lives. We believe that
our job is to help young persons with disabilities help them-
selves and others. For these reasons, the goal of the program
is to provide opportunities for culturally diverse persons with
disabilities to "show and grow" their leadership skills.

A Process for Inclusive Practices

After the vision statements were developed, the next
question was: Where should we begin? In Kansas, we began
with a statewide conference called Building Community
Supports for Culturally Diverse Young Adults with Disabili-
ties and Families: Strategies for Inclusion. Twenty-eight
young adults and their family members from Caucasian,
African American, Hispanic/Latino, Native American, and
Asian American backgrounds participated in planning the
conference, and presented sessions on such topics as housing
and independence, communicating with service profession-
als, and employment barriers. Additionally, the families and
young adults each invited an influential person (e.g., school
superintendent, agency director, mayor) to become their
exclusive partner for a day at the conference. The purpose of
the conference was to help set the stage for young persons
with disabilities, families, and influential leaders to become
partners in reforming services and delivery systems. During
the conference, the young adults and their families were
recognized as the experts, and their views of services and
service delivery issues were sought by the policymakers and
professionals. In particular, the role of the young adults was
to lead the discussion by sharing their perspectives, providing
information, and advocating for themselves and others.

Feedback from participants has indicated that the con-
ference was a success in several ways. First, many partici-
pants reported that it debunked myths and misconceptions
they had held about each other; instead of concentrating on
disability or racial labels, participants got to know each other
personally. Secondly, the professionals and policymakers
became newly aware of a cadre of potential leaders who are
culturally diverse and have disabilities. Thirdly, a sense of
community and mutual respect was generated among
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participants; many, particularly those who were partnered
with each other, have continued to keep in touch. And lastly,
young adults and their families had an opportunity to become
"insiders" as a result of the exposure and visibility given
them in their leadership role; for instance, several of the
young people have been invited to become board members of
non-profit or state agency councils.

Conclusion

This conference began with the premise that profession-
als and others can take certain steps to set the stage for
leadership by culturally diverse persons with disabilities and
their families. As we continue to follow the vision of full
inclusion of all citizens with developmental disabilities, the
challenge will be to resist the tendency to be satisfied with
just a little progress. Every university, agency, and organiza-
tion must pull together until people with disabilities from
African American, Hispanic/Latino, Native American, and

Asian backgrounds are fully represented as participants and
leaders in every aspect of the current reforms.

Betty T. Horton is an Assistant Research Professor at the
Kansas University Affiliated Program (UAP)/Lawrence and
is the Chair of the Work Group on Cultural Diversity. The
Inclusive Practices for Culturally Diverse Persons program
is a collaborative effort of the Kansas UAP, Kansas Council
on Developmental Disabilities, Kansas Protection and Ad-
vocacy Services, Cerebral Palsy Research Foundation of
Kansas, Kansas Department of Social and Rehabilitation
Services, and other agencies and organizations. For further
information contact Betty at (913) 864-4950.

Reference:

Williams, R. (1994). Cultural diversity and citizens with mental
retardation and related disabilities. In The National Reform
Agenda and People with Mental Retardation: Putting People First
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Leadership and Ambition: Askia F. Adams

Hello, I'm Ski, and I want to share with you what I
would like and how my team of people (my brother, mom
and dad, school advisors and others) have
been trying to help me get those things I
want. I don't consider myself a leader. I
enjoy the challenge of working toward a
goal. I like trying to prove others wrong.
Like in debate; I used augmentative com-
munication using the laptop computer and
synthesized speech. The teacher said that I
helped him learn to accept people that are
somewhat different.

I am physically challenged and have a
speech impediment. I can do things other
students can do, but it takes me longer. I
want to become a special education teacher
in elementary school. Several years back I
wanted to be a computer programmer, and would still like
to get a degree as a backup in computer programming.

To get to my goals, I decided in middle school I
wanted to go to college. I realize it might take me awhile
to get through college. I also told my parents then that I
did not want to live at home after graduating from high
school. My plans are to go to college, get a job, and have
my own apartment or home.

My parents, school teachers, vocational rehabilitation
counselors, and an agency called WDDS are helping me
work toward my goals. The school has provided me with
speech, occupational and physical therapy, assistive

technology, and vocational counseling. My vocational
counselor at school has helped me to evaluate my

strengths and weaknesses as well as look
realistically at my future needs. My 10th
grade year I had a pullout class called
Career Decision Making, a mini-course
where your values and interest are as-
sessed. Ms. McBeath also helped me look
into taking a class at a vocational school in
microcomputers, but I decided I'd rather
take classes that would help me get ready
for college. WDDS has helped me after
school by providing a personal attendant
who helps me until my parents get home or
goes with me on outings for social things.
I'm on their waiting list for independent
living referrals when they become avail-

able and I'm ready to move away from home.
I don't really know what will happen after college, but

I hope there will be an agency out there that will help me
get a job, a job coach, housing, and other support to live
my life as an average person.

Askia F. Adams is a 17-year-old senior at F.L. Schlage
High School in Kansas City, Kansas. He has maintained a
4.0 average grade point in high school, is ranked first in
the entering senior class at Schlage, and hopes to be con-
sidered for valedictorian. One of his hopes is to be able to
stand and walk at the graduation ceremony.
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Learning to Lead... Leading to Learn
by Michael N. Sharpe

Within the past decade, one of the fastest growing cur-
riculum options that has become available to secondary
school students in the United States is the opportunity to
enroll in courses that help to define one's role as a socially
responsible member of society. Typically, such courses are
designed so that students are given the chance to participate
in cooperative learning and team building activities, but it is
intended that these skills will ultimately have broader appli-
cation in addressing social issues.

Once predominately the role of social and religious
organizations, educational institutions have recognized the
need to move beyond traditional curricular paradigms to pro-
mote learning opportunities aimed at enhancing personal
growth and development within the context of social con-
sciousness. Whether the focus of instruction involves service
learning, peer mediation, or activities involving collaborative
teams, a factor essential to each is the concept of leadership.

As a discipline, the study of leadership has undergone a
rather dramatic change, from an early trait model that sug-
gested that leadership skills were reserved for a few, to a
more contemporary view that focuses on personal empower-
ment and development of skills that are within the grasp of
virtually everyone. The curriculum developed for the Learn-
ing to Lead...Leading to Learn project exemplifies this latter
perspective, adopting the view that all persons have the
ability to lead in their own way. That is, although each person
will use a certain leadership "style" and be faced with their
own unique set of leadership challenges, it is a basic premise
of the project that everyone has the capacity to learn and
apply leadership skills.

The Learning to Lead...Leading to Learn project com-
menced in 1992 as a collaborative effort on behalf of the
University of Minnesota's Institute on Community Integra-
tion, Minnesota 4-H Youth Extension Services, St. Paul
Public Schools, and the Rum River Special Education Coop-
erative. Implemented in a multiple phase sequence, one of the
key objectives of this demonstration project is to develop and
promote the leadership skills of groups of youth with disabili-
ties. By doing so, it is anticipated that the project will address
the pervasive problem of the lack of control youth with dis-
abilities exercise over important aspects of their lives by
helping them to develop the skills necessary to assume
leadership roles in society.

The project was launched by conducting a comprehen-
sive literature review of leadership programs and activities
designed for youth, particularly projects that have employed
innovative methods to include groups who have been ex-
cluded or underrepresented in society. This effort was aug-
mented by conducting extensive data collection activities,
both through focus groups and applied survey research.

Focus groups were conducted to identify key issues specifi-
cally related to the topic of leadership and persons with
disabilities. Participants included multiple groups of students
with and without disabilities, parents of students with dis-
abilities, general and special educators, community leaders,
and adults with disabilities. In addition, two sets of leadership
scales were developed and administered to groups of teach-
ers, parents, and students with and without disabilities. Their
purpose was twofold: to ascertain the extent and general
nature of leadership skills possessed by youth with disabili-
ties, and to determine the degree to which they were given
the opportunity to exercise leadership skills in the course of
their daily lives.

In addition to these research initiatives, project staff,
supported by public school and 4-H staff, engaged in the
design and development of a leadership curricula currently
being implemented in a total of four demonstration sites in
the St. Paul Public Schools and the Rum River Special
Education Cooperative. Each demonstration site includes
groups of youth with physical disabilities or mild mental
retardation along with cohorts without disabilities. Within
these groups, youth participated in a series of activities that
emphasize important components of leadership. Developed
as 18 skill-building activity units, the Learning to Lead...
Leading to Learn curriculum covers the following topics:

What is Leadership?

Self-Awareness and Self-Esteem

Individual Differences

Identifying Ways to Lead

Communication

Assertiveness

Teamwork

Group Facilitation

Parliamentary Procedure

Problem-Solving

Conflict Resolution

Advocacy and Self-Advocacy

Leadership Issues and the Future

A key feature of this curriculum is the development and
initiation of an individual leadership plan. In generating this
plan, students identify the ways and means through which
they will work to achieve objectives in leadership areas for
which they have expressed a personal interest or challenge.
In support of this effort, students also engage in mentoring
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activities with their choice of peers, educators or leaders
within the community. Finally, as a means of monitoring
individual student progress, a series of objective-based
assessments are used for each unit of the curriculum.

Upon completion of the implementation phase, an
extensive review will be conducted with group facilitators to
assess what aspects of the curriculum need to be changed or
modified to ensure a quality product. This will be accom-
plished through individual and group interviews with par-
ticipants and by reviewing notes and other documentation
maintained by facilitators. Once the information has been

compiled, the curriculum will undergo final revision and be
available for distribution to special educators across the
country in late 1995.

Michael N. Sharpe is Coordinator with the Learning to
Lead...Leading to Learn project at the Institute on Commu-
nity Integration, University of Minnesota, Minneapolis. For
more information about the project and curriculum, contact
him at (612) 624-0096. The project is supported by a grant
from the U.S. Department of Education, Office of Special
Education Programs.
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Choosing to Lead:
Theresa Maefield

Theresa is an excellent example of the highly
motivated youth participating in the Learning to
Lead...Leading to Learn project. A 19-year-old student
who is in the 12th grade, Theresa is a vivacious young
woman who likes to interact with others. When asked to
describe herself, she says that she is a "nice" person who
has a sense of humor that makes people laugh, and that
she has set many goals for herself. Along with math and
English classes, she is involved in a special education
program through which she has the opportunity to engage
in job training and work activities within the community.
Participation in this program supports Theresa in working
up to 35 hours a week at a supermarket to earn money
and help maintain a household with her mother, grand-
mother, two brothers, and a sister.

Despite her highly industrious nature and commit-
ment to her job, Theresa made a decision to forego an

afternoon of paid work once a week in order to participate
in the Learning to Lead...Leading to Learn project. She
says that she likes participating in the project because she
gets an opportunity to interact with other students, share
her opinions on the subject of leadership, and learn from
others as well. To Theresa, being a leader means helping
others, knowing what you want in life, setting goals for
the future, and speaking up for yourself whenever
necessary. While she feels she is a leader at times, she
says that there are times when she does not lead because
"even persons with stronger leadership skills can't be
expected to be leaders all of the time."

Theresa sees herself as "a little bit of a leader" and is
interested in learning and using new leadership skills in
the future. Aside from acquiring leadership skills, partici-
pating in the project has helped her to learn more about
herself as a person and as a potential leader. While she
feels it is more challenging to take on the role of a leader
in new situations or with new groups, she always tries to
give it her best effort. Along with the weekly sessions
that cover some aspect of leadership development,
Theresa says that she enjoys the opportunity to work with
a mentor and see how leadership skills can be applied in
the community. Because she feels she has grown as a
result of her experiences in the project, Theresa has ex-
pressed an interest in continuing to be involved in leader-
ship activities in the future.

When asked about her plans for the future, Theresa
says that she wants to continue her education beyond high
school and pursue a career in the area of child care. She
has worked with young children in such settings as youth
camps and babysitting, and believes she can use these
skills in a career. She is currently exploring academic
programs that are available at local technical colleges.

Theresa Maefield is a senior at Highland Senior High
School in St. Paul, Minnesota. She was interviewed for
this article by Louise Tetu of the Learning to
Lead...Leading to Learn project.
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Students in Community Leadership
by Julie Schreifels

In Minnesota, Community Transition Interagency Com-
mittees (CTICs) have been established by state mandate to
improve local services and supports for students with dis-
abilities who are in transition from high school to adult com-
munity living. Across the state, over 70 CTICs comprised of
school staff, business people, community services personnel,
parents, and students with disabilities provide leadership in
meeting the transition-related needs of youth and young
adults ages 14-21.

The Goodhue County Education District Community
Transition Interagency Committee (GCED-CTIC) focuses on
students in four southeast Minnesota school districts. Among
its activities are a futures planning workshop and course to
assist students in planning and implementing future adult
goals in the five areas of transition: home living, recreation
and leisure, community participation, jobs and job training,
and post-secondary education and training. In the process of
implementing this training, four subcommittees were formed:
futures planning, transition fair, parent involvement, and
student involvement. The student involvement committee
noted that input from local high school students with dis-
abilities would be vital to success-
fully fulfilling the CTIC's mission to
help students with various dis-
abilities become informed and pro-
ductive adult citizens. Not only can
students tell us what they need, but
also how to present information in a
way that would be interesting to them
and their peers.

Various ideas for getting
students to participate on the CTIC
were initially discussed. These
included starting a student group
similar to the CTIC, having parent
members encourage their children to
join the CTIC, and having teachers
mentor student members. The idea
that sounded most workable was to
have each teacher bring an interested
student or two to the meetings. The
teachers would become mentors for
the students, helping them become
familiar with the committee process.

As one of the teacher members, I
asked my futures planning class for
volunteers. Three students volun-
teered to attend a CTIC meeting and
check-out this group of adults. We
discussed what the committee does

and the basics of being part of such a group. After looking
over the agenda together the students Matt, Jenny, Tricia
and I were off to the first CTIC meeting of the year.

When introduced, the students were met with many
warm greetings. During the meeting everyone was initiated
with a presentation entitled "What is a CTIC?" The commit-
tee then decided on three subcommittees for the year: transi-
tion fair, futures planning, and parent involvement. Jenny
volunteered for the futures planning committee. Matt and
Tricia joined the transition fair committee.

After everyone got into their respective committees, I
remember hearing various CTIC members asking the stu-
dents for their input. For example, the transition fair com-
mittee asked, "How long should the break-out sessions at
the transition fair be?" Matt and Tricia felt that a half-hour
would be long enough, and the committee took their advice.
In addition, Matt and Tricia took charge of designing the
flyer and banners for the fair and of the CTIC booth, with
assistance from other members.

Jenny had participated in the first futures planning
CTIC, continued on page 27

A Student's View of Leadership: Matt Schmolke

I think a leader is someone who stands out in the community. A leader helps
people or volunteers in their community. Leaders are different from people who
are not leaders because they are more well-known in the community. Leaders are
usually in charge of the groups they are involved with.

My leadership roles include student council, Students Against Drunk Driving
(SADD), and I am a student representative on the Goodhue County Education
District Community Transition Interagency Committee (GCED-CTIC). I am also
in a program called Athletes for Outreach for Special Olympics. I volunteer a lot
on student council and I helped a lot with the GCED-CTICs transition fair. I made
most of the banners and signs on my time. I enjoy speaking up at meetings and try
to take charge some of the time. I was a member of the team that put on teamwork
inservices in this region. I hope to do more inservices in the future; this experi-
ence has helped me be able to stand up and talk in front of more people.

Putting on these workshops has helped me learn how to start off a meeting
for the student council or get anything else going. I am more sure of myself when
I start a Special Olympics event like our track and field practices. It has helped
me out with pretty much anything I do.

I think I would like to pretty much take on whatever I can in the future or
whatever I can handle or take on in life. But the thing I would really like to some
day take on is my own business or something like that.

Matt Schmolke is a Junior at Red Wing Central High School in Red Wing,
Minnesota.
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Leading by Serving: Maryland Student Service Alliance
by Cathy L. Brill

The Maryland Student Service Alliance engages students
with disabilities in service learning as providers, rather than
receivers, of service. Throughout their lives, children who are
"different", who have "special needs," are usually recipients
of service from others. Getting youth with disabilities in-
volved in service learning turns the tables. Service learning
involves them in their communities. They learn about issues
and needs, take action to meet those needs, and reflect on
their experience. It's a powerful teaching and learning tool
that has great potential to prepare community leaders.

Despite the inclusion efforts in schools across the
country, isolation from nondisabled peers and the community
at large is an ongoing problem for young people with dis-
abilities. By planning service learning projects that include
nondisabled peers, students with disabilities are more fully.
integrated into their schools and communities. As others in
the school observe the contributions made by the students
with disabilities, they grow fo respect the unique capabilities
of the group. Rather than seeing the students as a drain on
resources, others come to see them as assets to the school. As
people with disabilities speak out to demand their rights, they
can strengthen their case by making a contribution to their
communities and taking on the responsibilities of citizenship
through service.

The Maryland Student Service Alliance's special
education initiative began with the hiring of a specialist in
1991 who provided ongoing technical assistance to teachers
and schools. The specialist worked with a group of special
education teachers to develop a curriculum guide and teacher
training agendas, and provided on-site assistance in making
contacts, finding service sites, planning programs, and
dealing with the media. Pilot programs were started in half of
Maryland's school districts. In July, 1992, the Maryland
State Board of Education passed a service learning gradua-
tion requirement for all students, including those receiving
special education services. The Alliance worked with school
districts across the state to ensure that provisions were made
for students with disabilities to meet the new requirement.

Teachers in Maryland have used several approaches to
make service learning the engine that drives inclusion at their
schools. Some engage students with and without disabilities
in projects together, involving general and special educators
from the start. Another approach is reverse inclusion; special
education teachers start a project with their students, and then
include students without disabilities as fellow participants. In
this way, the students with disabilities become the leaders.
Still other teachers create a program that is so attractive that
regular education staff and students want to be involved with
them and their students. Teachers also use partial participa-
tion in service projects to help drive inclusion; they pair their

students with a class of students without disabilities who
have complementary skills.

So what do students actually do through the Alliance?
The following are some of the service learning projects that
are taking place:

Students with mental mild retardation at a high school
serve once a week at a local hospital in various depart-
ments front desk, ob/gyn, cardiology, housekeeping, and
patient escort. Students go to the hospital as a group with
their teacher, then go to their assigned departments. They
keep journals of their impressions and experiences and
read books about illness and health care.

Middle school students with moderate to severe disabilities
work on environmental projects with their nondisabled
peers. They plant marsh grass to prevent beach erosion,
paint storm drains with "Don't Dump" messages, and plant
trees. Students learn to work together while they learn
science lessons and help protect natural resources. Reflec-
tion includes discussion and journals.

High school students with severe to profound mental
retardation work with regular education students to create
a disability awareness slide show to be presented to all
classes in their school.

Students with moderate to profound mental retardation at a
special school help manage a clothing program for needy
families. A group of students travels to the clothing site
two times a month to sort and hang clothing and bring
back items needing cleaning or repair. Other students at
the school clean and mend the clothes in the school. The
students have discussed the needs of low-income families.
For some of the more profoundly involved students, skills
learned are basic and functional, such as sorting pants and
shirts, and deciding what needs cleaning.

In a survey of middle and high school special educators
conducted in 1992, teachers cited improved self-esteem,
more consistent completion of assignments, greater sensitiv-
ity to others, improved social skills, and improved relation-
ships with nondisabled peers as outcomes of service involve-
ment for students with disabilities. Through service learning,
students gain self-esteem and functional skills in the areas of
teamwork and decision-making. They take on leadership
roles as they carry out projects, and their status rises within
the school and community.

Cathy L. Brill is a staff member with Maryland Student
Service Alliance. For more information on the Alliance,
contact Maggie O'Neill at (410) 767-0358.
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Empowerment Through Leadership Education
by Stephanie Agresta, Betty Aune, and Gene Chelberg

Despite legislation providing full access to higher
education for individuals with disabilities, few efforts have
been made to prepare youth and young adults with disabili-
ties to function effectively in leadership roles. The University
of Minnesota's Project LEEDS (Leadership Education to
Empower Disabled Students) is currently in its second year
of working to change this, state of affairs by developing
leadership potential and opportunities for students with dis-
abilities in American colleges and universities.

Traditionally, disability has been viewed as a deficit that
resides within the individual. The solution to disability-
related problems, in that model, is to "fix" the individual. As

...it is natural to think of persons with
disabilities as potential leaders, ideally
suited to guide the way in making our

environment accessible to all individuals.

a result, students with disabilities have generally been
thought of as recipients of services, not as providers of
services or as leaders. A new paradigm of disability views
disability as a difference. Disability-related problems in this
paradigm do not reside within the individual, but rather occur
when the person interacts with society. In this view, society
needs fixing, not the individual (Gill 1987, 1992; Hahn
1985). The environment must be adapted to accommodate a
wide range of differences in our society. Viewing disability
from this perspective, it is natural to think of persons with
disabilities as potential leaders, ideally suited to guide the
way in making our environment accessible to all.

Project LEEDS is uniquely positioned to fill a gap in
leadership education, a field that has not developed ap-
proaches uniquely designed for students with disabilities.
The project's theoretical model of leadership is a synthesis of
competing theories of leadership, with the important addi-
tional perspective of disability culture. Students are empow-
ered to envision themselves as leaders and as members of
alliances between students and staff with and without dis-
abilities. Further, students gain multiple perspectives on
organizations and working within complex systems.

Last August at the University of Minnesota, Project
LEEDS hosted the first National Institute on Disability and
Leadership. Sixteen student/staff teams from colleges and
universities around the nation gathered to explore issues of
leadership and identity formation, the nature of power and
disability, tools for community building, organizational
theory, and the synergy of alliance. One tangible result of the
Institute was each team's development of a campus action

plan to improve the campus climate for students with
disabilities at their home schools. While working to improve
the campus climate, Project LEEDS participants have had
the opportunity to put leadership skills and theory into prac-
tice. The knowledge gained and skills developed through
this work will not only make lasting changes in the environ-
ments in which the participants live and study, but more
importantly, will create a cadre of leaders with disabilities to
meet the challenges and opportunities of full societal inte-
gration of people with disabilities.

Currently, 1994 institute participants are implementing
their campus action plans at their colleges/universities.
Incorporating ideas on leadership and disability identity,
students and student affairs professionals have undertaken a
variety of activities on campuses across the nation. At the
University of Texas-Austin, for example, the LEEDS team
has developed and implemented a test-taking accommoda-
tion policy, as well as sponsored a campus-wide discussion
series focusing on combating attitudinal barriers faced by
students with disabilities. In Cincinnati, Ohio, at Xavier
University, the student/staff team worked with campus
stakeholders to negotiate a $20,000 renovation project to

Students are empowered to envision
themselves as leaders and as members of

alliances between students and staff
with and without disabilities.

establish a centrally located campus office strictly for the
Learning Assistance Program. Additionally, team members
have worked with students with disabilities on campus to
initiate a peer tutor training program. At Sonoma State
University in California, team members have created the
Disabled Student Organization for their university, as well
as consulted with faculty and students in establishing a
Disability Studies minor in the curriculum.

The LEEDS model promotes the collaboration of stu-
dents and staff as change agents at their home institutions,
and uses this alliance to maximize the personal and profes-
sional resources of participants. Professional staff have a
unique role to play in effecting institutional change. As
leaders themselves, student affairs professionals provide ex-
pertise on campus environments and power structures, while
also serving as role models and partners to achieve the goals
established by each team. Students gain the opportunity to
build their leadership skills while also working with campus
allies to improve campus life for students with disabilities.

The work of Project LEEDS staff and participants
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continues. The second National Institute on Disability and
Leadership was held in Minneapolis, June 21-27, 1995.
Fourteen student/staff teams representing colleges and
universities across the U.S. and Canada participated; they
have now returned to their home campuses energized and
prepared to implement campus action plans. With technical
assistance from project staff, last year's participants have
begun planning three regional conferences on disability and
leadership hosted by Darton College (Albany, Georgia),
Moorhead State University (Moorhead, Minnesota), and San
Francisco State University to be held in late summer and
early fall of 1995. LEEDS staff will also conduct a pre-
conference workshop at the AHEAD National Conference,
San Jose, California in July, 1995; this workshop will be
highly interactive and feature components of the Institute on
Disability and Leadership Curriculum. Finally, beginning in
the fall of 1995, Project LEEDS will make available at cost
its Disability and Leadership Curriculum Manual for use in
training and development.

Stephanie Agresta is a Graduate Assistant, Betty Aune is
Project Director, and Gene Chelberg is Project Coordina-
tor with Project LEEDS, University of Minnesota, Minnea-
polis. FO r more information on Project LEEDS, contact
Betty at (612) 624-6884. The project is funded by the
Dwight D. Eisenhower Leadership Development Program.

References:

Gill, C.J. (1987). A new social perspective on disability and its
implications for rehabilitation. In F.S. Cromwell (ed.), Socio-
cultural implications in treatment planning in occupational
therapy (pp. 49-55). New York: Hawork Press.

Gill, C.J. (1992, May). Valuing life with a disability: New models
for modern medicine. Paper presented at Americans with Disabili-
ties: Introduction to an Emerging People, University of Minnesota,
Minneapolis, MN.

Hahn, H. (1985). Toward a politics of disability: Definitions,
disciplines, and policies. The Social Science Journal, 22 (4), 87-
105.

The Project LEEDS Experience: Ivana Kirola

A leader is someone who believes in their cause and
wants to encourage other people to stand up for their
beliefs, in turn becoming leaders themselves. As a partici-
pant in Project LEEDS, I developed my understanding of
leadership and disability in ways that have helped me to
help others become leaders, as well as assisted me in
working with others to improve the campus environment
for disabled students.

At San Francisco State University (SFSU) where r am
currently enrolled as a sophomore, I've had experiences
where I've talked to people who want to bring about
changes in the university system. They keep mentioning
issues while they talk to me, but are not focused. I've
found that Project LEEDS helped me to develop the ability
to stay focused on one issue rather than the myriad of is-
sues that so often exist for people with disabilities. Project
LEEDS, by hosting the 1994 National Institute on Disabil-
ity and Leadership, also brought me into contact with other
leaders at the national level. Most importantly, the project
assisted me with answering the number one question on
my mind and I think the minds of others: How does one
link the goals of the disabled community and the commu-
nity at large? I learned that there is not one empirical way
to go about answering this question, but that there are
many ways. The key to leadership in many cases is allow-
ing development.

Leadership, as with anything else, has its own set of
challenges. Acting as a mediator to bring people together

on issues is often very demanding because everyone has
their own set of ideas and values that they feel are impor-
tant. Another big issue that comes to my mind is time.
Currently, I am the president of the Organization of
Students With Disabilities (OSD) at SFSU. I also serve as
a member of the search committee to find a new director
for the disability services program on campus. I try to
prioritize things according to their importance.

Another tactic for dealing with time demands is
delegating power to other leaders or people who are in the
development stage of leadership. I think that there is a
common misconception in society of leaders being Ms. or
Mr. Know It All. This is not true. Knowing who in the
community to approach for specialized knowledge is a
key aspect of leadership, and one which is required in
order to manage one's time in the best way.

Getting involved in disability issues transformed me
from one of the few shy mainstreamed kids in my school
district to my leadership role on SFSU campus. In the
future, I'd like to take a leadership role of advocating
involvement in the local community on disability issues.
I'd also like to work on advocating the independent living
movement philosophy in the U.S. and other countries.

Ivana Kirola, a sophomore at San Francisco State Uni-
versity, is a 1994 Project LEEDS participant and attended
the first National Institute on Disability and Leadership.
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Remembering with Dignity:
Leadership Through Activism

by Jerry Smith

Behind the old brick dormitory buildings of the regional
treatment center in Faribault, Minnesota, stands a tall, white
cross. Before the cross, just below ground level, lay flat
steel plates stamped with a number. Laid in a grid, the hun-
dreds of markers correspond to a chart, stored somewhere in
the archives of the institution, of the people buried here over
the past 120 years. Not unique to Faribault, tens of thou-
sands of people who lived and died in our nation's institu-
tions were buried anonymously. Kept hidden from society,
these citizens were denied one last act of dignity: to have
their names on their gravemarkers.

...tens of thousands of people who lived
and died in our nation's institutions

were buried anonymously. Kept hidden
from society, these citizens were denied

one last act of dignity: to have their names
on their gravemarkers.

In September of 1994, members of the self-advocacy
organization Advocating Change Together (ACT), along
with members of the Minnesota Association of Persons with
Severe Handicaps (MNASH), local People First chapters,
the Minnesota Disability Law Center, and the community at
large met to discuss the issue of placing markers on the
graves on the many individuals with disabilities who lived
and died in our state's regional treatment centers. As a mat-
ter of respect for institution residents, and for the dignity of
those who have been fortunate enough to move out into the
community, the group began a project called Remembering
With Dignity to publicly recognize our forgotten citizens in
state institutions and allow a healing process to begin for
family and friends. With the planned closing of Minnesota's
regional treatment centers within this decade, the group felt
that a respectful acknowledgment of those who lived within
our institutions would serve as a closure to our history of
institutionalizing persons with developmental disabilities,
and as a poignant reminder of how easy it is to separate
ourselves from those we see as different.

Since the first meeting of Remembering With Dignity,
participants particularly those who have lived in institu-
tions have been passionate about the need for respectful
gravemarkers at Minnesota's institutions. "My husband,
Dean, lived in four institutions," said Gloria Steinbring,

"Owatonna, Cambridge, Fergus Falls, and Faribault. When
he died, I made sure he wasn't buried at the institution. His
gravesite has his name on it, with the year he was born and
the year he died. I'll be buried next to him." Many other
participants in this group, including individuals who live in
group homes and high-rises, and younger self-advocates who
have never seen the inside of a regional treatment center,
identify with this issue because they understand this injus-
tice. "Many of us have been treated like a number all our
lives by social workers," said Heidi Mhyre, a young self-
advocate. "To be buried as a number isn't right; they should
at least be given their name back."

Unlike many programs aimed at developing the indi-
vidual leadership skills of persons with disabilities, Remem-
bering With Dignity is developing leadership through grass-
roots organizing around an issue of common concern; people
are drawn to participate through a feeling of injustice, and
many assume leadership roles because they are acutely aware
that no one knows better than they what it means to live in an
institution. Some of the people involved in this group are
active in their self-advocacy groups; others have never
spoken out publicly. As advisors to Remembering With
Dignity, members of ACT and MNASH have worked with
the larger group in defining goals and strategies. Members of
the group decided that their primary goal would be to place
names and dates on the gravesites, beginning with one insti-
tution. As the Faribault regional treatment center is very
quickly being converted to a corrections facility, the group
decided to begin there, working with the local community to
preserve the history of the institution as told by those who
lived there. "This is our history," said Gloria Steinbring. "It
belongs to us. We need to preserve it so people will know
how we've lived and what we've been through."

While Remembering With Dignity has the support of
advisors and professionals, its work and direction have been
the responsibility of self-advocates. They have formed work-
ing groups, dividing the project into three areas: placing
names on the gravesites, collecting oral histories of life in
institutions, and increasing public awareness of the historical
role of institutions for people with disabilities. As a first step
toward placing names on the gravesites at Faribault, partici-
pants with an interest in community organizing have set the
goal of identifying the names and dates of birth and death of
the persons buried at the site. Having identified a committed
group of self-advocates and community members in Fari-
bault, the Twin Cities group will work with them to recruit
volunteer support and also identify potential opposition to
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this project. At this stage, they have encountered no opposi-
tion; administrators at Faribault have been cooperative, ex-
pressing interest in having their history preserved. Commu-
nity groups, including the Jaycees, have offered their assis-
tance in raising funds for the markers.

The process of collecting oral histories is providing op-
portunities for individuals to share their stories with others
who have lived in institutions, while developing presentation
skills through conducting interviews. Upon collecting the
oral histories, this group will explore ways to use these
stories in a lasting public exhibit on lives lived in institutions.
Cliff Poetz, of People First Central in Minneapolis, met with
the Minnesota Historical Society to explore using oral his-
tories as part of an exhibit on institutions. Group members
many of whom do not consider themselves leaders are able
to draw from their unique experiences with institutions and
use them as a catalyst for recruiting new interviewees. Un-
covering the stories of those who have lived in institutions is
an act of historical and social significance; helping former
institution residents understand their history and share in this
process of healing is an act of leadership.

To increase public awareness of the past and present roles
of institutions, group members are developing strategies for
working with local media in communicating the goals of
Remembering With Dignity and telling the first-person

Remembering With Dignity is developing
leadership through grassroots organizing...

many [people] assume leadership roles
because they are acutely aware that

no one knows better than they what it
means to live in an institution.

stories of life in institutions. The first task the public aware-
ness working group accomplished was writing a one-line
mission statement: "Honoring those who lived and died in
Minnesota's state institutions by telling their stories and
preserving our history." Self-advocates Barb Eaton, John
Daggy, and Gloria Steinbring were chosen to serve as public
speakers and contacts for the media. John, in his mid-60s,
had never heard of self-advocacy before this issue. After
learning of the effort to honor those who lived in institutions,
John came forward and told his story of being committed to
Faribault as a child. Over the past months he has visited the
county courthouse repeatedly, looking for information on
people he knew while at Faribault. Members of the group
who are not as comfortable speaking publicly are working
with volunteers in assembling a media kit containing photos
of the cemeteries, a mission statement, the project goals, and
information on how people can join this process. This group
is also videotaping the organizing process, and will use this
footage along with the oral histories to create a documentary

program for public viewing.
Remembering with Dignity is also keeping a high-

profile among legislators and other disability and social
change organizations. Minnesota State Senator Linda
Berg lin, a strong supporter of disability rights, has asked the
group to help write a resolution asking the State of Minne-
sota to formally apologize for institutionalizing persons with
developmental disabilities. Steve Burnley, a man who lived
in Cambridge state hospital from age 11 to 18, looked back
on his years in the institution: "You know, no one ever said
to me 'I'm sorry.' No one ever apologized for locking me
up. I'd just like someone to apologize."

The Remembering with Dignity project is one of
several similar efforts that have taken place across the
country in recent years. Pennsylvania's former First Lady,
Ginny Thornburgh, led an initiative to memorialize persons
buried in Pennsylvania's state operated institutions for
persons with mental retardation and mental illness by re-
dedicating the cemeteries, placing new headstones on the
graves bearing the deceased person's name and dates of
birth and death. More recently, David Leshtz and Barbara
Smith at the University of Iowa developed a program to
record and tell the stories of people who lived in Iowa's
institutions. Leshtz and Smith recruited members from the
community students, teachers, social workers, amateur
historians, family members and friends to interview
former residents of Glenwood State Hospital School and
Woodward State Hospital School. University of Iowa
theatre graduate Todd Ristau used the oral histories to create
the play, Immigrants From Within.

There are still 70,000 people with developmental
disabilities living in public institutions, thousands more in
private institutions, and hundreds who are admitted every
year. The stigma of being labeled "mentally retarded" and
removed from mainstream society has been felt by many
Remembering With Dignity participants. The insult of
thousands of anonymous gravesites is an enduring metaphor
for our perceptions of disability. With the initiative and
effort of leaders with disabilities such as those involved with
Remembering with Dignity, people who lived and died in
institutions are being remembered, and those who have sur-
vived the institutions are being given the opportunity to tell
their stories, ensuring that this part of our history is not
forgotten.

Jerry Smith is Communications Director with Advocating
Change Together in St. Paul, Minnesota. For more informa-
tion on Remembering with Dignity contact Walter Rupp at
(612) 641-0297.
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Resources

The following resources are related to the development of skills, attitudes, and opportunities necessary to support the
leadership potential of individuals with developmental disabilities. Please contact the distributors listed for information
about ordering the materials and for costs.

Self-Determination for Youth with Disabilities: A
Family Education Curriculum (1994). A 15-module
curriculum developed to teach families skills for supporting
the exercise of self-determination by their transition-age
member with a disability. It is designed to be presented by
teachers, community agency personnel, or other facilitators
in a series of two-hour sessions. Available from the Publica-
tions Office, Institute on Community Integration, University
of Minnesota, 109 Pattee Hall, 150 Pillsbury Dr. SE,
Minneapolis, MN 55455 (612) 624-4512.

Leadership for Empowerment Program: Serving
Junior High Youth With and Without Developmental
Disabilities (1994). A curriculum that provides the tools for
a youth development professional to begin an inclusive
service leadership group or make an existing group inclu-
sive. The manual addresses group formation, meaningful
service, and reflection. Includes a videotape, program
manual, posters, and resource brochures. Available from
Polly Harrison, Ridgedale YMCA, 12301 Ridgedale Dr.,
Minnetonka, MN 55305 (612) 544-7708.

Not Another Board Meeting: Guides to Building
Inclusive Decision-Making Groups. Three guides that
raise questions about the supports group members need to
make decision-making more meaningful for all. This tool
brings self-advocates, support persons, and group members
together to talk about their group's purpose. Available from
the Oregon Developmental Disabilities Council, 540 25th
Place NE, Salem, OR 97301 (503) 945-9941.

People First: Leadership Training Manual (1988). A
manual written to help self-advocates learn to organize and
to stand-up for their rights. It defines self-advocacy and
leadership; describes how People First and other groups can
help self-advocates; and talks about organizing, strengthen-
ing, and advertising a group, and choosing an advisor.
Available from National People First Project, Kinsmen
Building, 4700 Kee le St., Downsview, Ontario M3J 1P3
Canada (416) 661-9611.

Taking Charge (1993). A leadership training project
designed for groups of 10-12 people, about 14 hours in
length. It combines personal development exercises with
skill building in small and large group process, speaking,
writing, planning, and goal setting. Available from Heritage
Centers of Buffalo, 101 Oak St., Buffalo, NY 14203 (716)
856-4201.

Voices That Count: Making It Happen (1993). A
presenter's guide written to help self-advocates learn the
skills necessary to speak to groups about leadership roles
and opportunities. Speakers using the guide will give boards
and committees ideas on how they might recruit and build
partnerships with self-advocates. There is an audiotape of
the guide to assist users, and there is also a videotape to be
used as part of the presentation to boards. Available from
Cincinnati Center for Developmental Disorders (UAP),
3300 Elland Ave., Cincinnati, OH 45229 (513) 559-4639 /
559-4626 (TDD).

No More B.S.: A Realistic Survival Guide for Disability
Rights Activists (1992). A book addressing self-advocacy
as part of the broader disability rights movement. It provides
information, resources, and motivation about organizing to
make change in the lives of people with disabilities.
Available from People First of Washington, P.O. Box 648,
Clarkston, WA 99403 (509) 758-1123.

Spreading the Word (1993). A booklet on self-advocacy
based on what Speaking for Ourselves has learned over the
past 10 years. It is written for members of self-advocacy
groups to use together. Topics covered include where the
group started, who the members are, principles for which
the group stands, how the group is organized, definition of a
chapter, what happens in the chapter, how members are
involved, and the advisor's role. Available from Speaking
for Ourselves, One Plymouth Meeting, Suite 530, Plymouth
Meeting, PA 19462 (610) 825-4592.

A Call to Action: The Roles of People with Mental
Retardation in Leadership (1992). A handbook outlining
the proceedings from the leadership forum held during the
Arc's 1991 national convention. It also discusses barriers
and strategies to supporting leadership of people with men-
tal retardation. Available from Arc National Headquarters,
P.O. Box 1047, Arlington, TX 76010 (817) 261-6003.

Self-Advocacy: Print and Media Resources (1995). A
guidebook listing nearly 150 publications and media
materials about self-advocacy. Topics include building self-
advocacy groups, financial issues, health and medical
concerns, legal rights, self-advocacy skills, the Americans
with Disabilities Act, and Personal Futures Planning.
Available from Institute on Community Integration,
University of Minnesota, 109 Pattee Hall, 150 Pillsbury Dr.
SE, Minneapolis, MN 55455 (612) 624-4512.
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Eaton, continued from page 1

called Remembering with Dignity (see story on page 24). "I
got involved with Remembering with Dignity because I've
been there. I told my own story and now I want to help
others do the same. I'd want someone to do this for me."

Barb brings her experience and a great deal of sensitivity
to the organizing sessions for Remembering with Dignity.
Her leadership ability shows through in her comments and
suggestions about the importance of preserving and telling
the life stories of people with disabilities. She understands
the importance of people with disabilities themselves owning
and taking on the responsibility to document their history. In
a recent organizing session, Barb worked in a small group to
create a statement that describes the Remembering with
Dignity mission: "Honoring those who have lived and died in
Minnesota's state institutions by telling their stories and
preserving our history." Barb says that she is proud of this
statement and that she feels that her own experiences were
helpful in writing it.

Barb Eaton didn't learn to be a leader by participating in
a program or project to develop such skills. Her leadership
skills were developed by doing. She was motivated by an
issue and the desire to make change in her own life and the
lives of others. "I think a leader is someone that knows what
they want and they have goals and they just do it. Leaders
have gumption." She says that she will continue to work on
issues of concern to people with disabilities long into the
future and that such work is her job. This quote from T.S.
Eliot, which opens the video documentary about Barb,
expresses her belief that often the effort is as important, if
not more so, than the outcome: "There is only the fight to
recover what has been lost, And found, and lost again... But
perhaps neither gain nor loss, for us there is only the trying."
Barb agrees. "I will work with groups like the Remembering
with Dignity group or all alone. It depends. If something'
needs to be done to help people or make things better, I'll
work to do it. I just want to get things done."

Walter Rupp is the Community Organizer for the St. Paul,
Minnesota, self-advocacy group, Advocating Change
Together, which is the home of Remembering with Dignity.

Perceptions, continued from page 5

themselves as leaders, it is likely that most will live their
lives without ever reaching their potential to contribute to the
community in a leadership role. If current trends continue
and persons with disabilities are not provided with opportu-
nities to acquire, practice, and refine those capacities that
will allow them to effectively function within leadership
positions, a void will be created that may take years to fill.
The lack of opportunity within this area has already created a
situation in which many creative, highly skilled individuals
are never able to use their talents to improve the quality of

their own lives as well as those of others.
What can be done to facilitate persons with disabilities

filling leadership roles? To train the leaders of tomorrow,
leadership instruction must be provided, not only to adults,
but to children and youth as well. Along with opportunities
to acquire basic skills within this area, persons with disabili-
ties must also be given the chance to serve in leadership
capacities within society at large. Efforts must also be made
to insure that color, gender, economic background, and the
presence of a disability do not preclude an individual's
functioning in a leadership role. For all persons, leadership
development starts with full participation in school, work,
and community life and the development of a sense of self-
determination. It culminates as individuals move themselves
and subsequently others from dependence to interdepen-
dence, from being spectators to leaders.

Brian Abery is Coordinator of School Age Services and
Michael N. Sharpe is a project coordinator, both with the
Institute on Community Integration, University of Minne-
sota, Minneapolis. Brian may be reached at (612) 625-5592
and Mike at (612) 624-0096.

CTIC, continued from page 20

workshop in April of 1994. As a member of this year's
futures planning committee, she shared her insights on how
the workshops could be improved and the parts that should
remain the same. The CTIC had become involved in a grant
to pilot a new IEP form, the Minnesota Individual Family
Plan of Interagency Support, and the futures planning
committee spearheaded the implementation of this new
project. The new committee's goal was to get at least 10
plans written in Goodhue County by June of 1995. It was
decided to conduct an inservice training on the new plan for
teams interested in the concept of one interagency service
plan for students with disabilities and their families. Jenny
and her family volunteered for the starring roles in the
videotape prepared for the inservice training.

At each monthly meeting, I watched the three students
become more and more confident in giving their input. They
have become truly valued members of the GCED - CTIC, so
valuable, in fact, that we have asked them to return next
year. They all agreed to continue their roles on the CTIC,
even Jenny, who will graduate in June. We hope that they
will become the mentors for future student leaders.

Julie Schreifels is a member of the GCED-CTIC, and a
teacher at Red Wing Central High School, Red Wing,
Minnesota. For more information on student involvement in
Community Transition Interagency Committees, contact
Julie at (612) 388-7181.
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