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From the Editors

Most persons do not view themselves
as leaders. This is in part because of the
images of a “leader” that are oftered 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. Whilc 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.
For 25 years, Barb Eaton lived in a state institution. Today, she is working with other Al'non.g lh()f.e who benefit t rom a re-
self-advocates to tell the stories and preserve the memory of all who’ve lived in cx:dmmzmon of the' concept of leadcr-
Minnesota institutions. See story below and on page 24. ship are persons with developmental
disabilities. Many people have assumed
that leadership and disability are in-

* . ’ compatible. Yet. in spite of exclusionar
Maklng Thlngs Better: Barb S Story deﬁr?itions of leuders‘:]ip. individuals ’
with developmental disabilities have in
fact been filling many leadership roles,

by Walter Rupp

. . . . . - especially in isability rights move-
Barb Eaton docsn't consider herselt a leader. *1'm 2 doer. I just like to get ]p:]:'c Thy hihvc dim: tli(ynnﬁh n d(
things done and make things better.” In the late 1980s, Barb worked tirelessly to me ey have MHORALY ¢
Lo o . 5 unintentionally. debunked the myth that
cut through bureaucratic red tape and gather information about the 25 years she conle with disabiliti nnot lead
lived in a4 Minnesota stai= institution. With the help of others. her efforts resulted peopie abthities cannot 1et

In this IMPACT are the storics of
some of those individuals. Readers will
also find models for organizations.
schools, businesses, and agencies to
tollow in embracing a more inclusive
vision of leadership. and creating
opportunities for more people wii

in a vidr o documentary calied The Lost Years, which chronicles her life before,
during, and after living in the state institution. It is an incrediblc 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 iy 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 S . .

o . e P disabilities to develop and cxercise their
never done before. ~1 challenged myself to do things T didn’t know | could de and L .
1 proved to mysclf and others that § could do it.” capacity for leading.

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 beeause things often didn’t seem to get done. But CONTENTS
recently. Barb got involved with a group of self-advocates and others

R : : bered ced F M Overview: Historical 2
working to place names on the numbered or unmarked graves of Minne- ops
£ 1o pid L . £ . . Overview: Definitions and Issues 4
sotans buried in state institution cemeteries and to tell the stories of
oy P . L Program/Individual Profiles 8
people who have lived in Minnesota’s state institutions. The project is
Resources 26

FKaton. continued on page 27
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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 disabilitics movement? What will come next? In the
past. these were relatively straightforward questions with
fairly clear. dircct answers. Today. however. the responscs
are more complex because many more voices are being
heard, most significantly the formerly silenced voices of
people with disabilities. Leadership in the disabilitics 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 | call them,
in the evolution of the movement to date.

B 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 disabilitics. 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 carly
as 1850 1o 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 withir 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 disabitities are defined by their disabili-
ties (mental deficiency). and skilled rescarchers and scientists
will lead the way 1o better services, therapy, and reduced
disability. 1 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
disciptine of developmental disability separate from the fields
of medicine. psychology. and education. They made deci-
stons on their own or in consultation with cach other, The
activities of these leaders included forming state and national
organizations, convenmg national conferences, publishing
research articles and books on disability, issuing position
statements, and consulting to programs Jocally. nationally,

and even internationally.

During The First Wave. people with deveiopmental dis-
abilitics were often seen as Jess 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 littie use for the people who
represented failures of prevention efforts.

B The Second Wave: Parents

In the late 1940s and carly 1950s. there was a dramatic
development: the Parents Movement. After World War 11 the
United States experienced a new prosperity. People had more
leisure time and more income This meant that they were able
to wrn their attention to issues other than economic survival.
Concurrently. the baby boom was taking place. which meant
that not only were more babics being born. but also more
babies were born with developmental disabilities. As a resuit
of this combination of factors. parents of children with dis-
abilities. especially mental retardation and cerebral palsy.
began o 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 diszbilities to support one another.
Later, as the organizations matured. parents also began to
advocate for themselves, their children. and cach 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
cach 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 disabitity field. Parents acknowledged that
there was arole 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 ot to say abowt
thenr 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 cmerging 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 Sccond 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.

B 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 tor 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 Scif-Advocacy Movement.

Seli-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. seif-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-adv-cates 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 theit own newsletters. pub-
Jished 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 off
the national organization, Selt’ 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 signili-
cant indicators of success. As a fong-time supporter and
observer. several individuals and events stand out for me:

 Valeric Schaat was one of the founders of People First
International 28 vears ago. She went from living in an

institution to being a national leader in the Self-Adyocacy
Movement. and is generally credited with originating the
phrase. “'sec 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 ULS. Senate on his years growing
up in an institution. His leadership has inspired many
others to become self-advocates.

* The People ~irst group in Tennessee made history by
being the { st self-advocacy group to bring a lawsuit
against the  ate to close an institution

+ In Colorado. sz2lf-2dvocates. including Debbic 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 eftective 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 Ieaders in the developmental disabilitics 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 Pirector of Special Education with the
Oregon Health Sciences University, Portland. He may be
reached at (503) 494-3696. Muny of the concepts presented
here are discussed in a new book by Gunnar Dybwad and
Hank Bersani entitled New Voices: Sclf-Advocacy by
Persons with Disabilities published by Brookline Books.
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Leadership by Persons with Disabilities:
Perceptions, Needs, and Opportunities

by Brian Aberyv and Michael N. Sharpe

It 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 a/l persons
inherently have the potential to lead.

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

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
cach person may use a unigue
leadership “style™ and be faced with
a different set of leadership chal-
lenges. evervone has the potential to

... 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.

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,

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 redetines the construct from an empow-
erment perspective. Viewed from this position, an effective
leader is not necessarily a person who possesses all of the
<kills 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: (¢) 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, convinee others to follow them, Rather,
leaders are persons who are effective at facilitating groups of
individuals collaboratively deciding what they want to do

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 cach of
the above examples. actions were taken that facilitated a
group of individuals achieving a goal.

The importance of identifving 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 capacitics 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 Disabilitics Act and the
Individuals with Disabilitics Education Act. for ¢xample.
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.

b
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Thure 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 cducating the general public about
disabjlity-related issues. Presently, however, there are simply
not énough of these individuals to take on all leadership
functions. As a result, discussion and action related to issues
nceding attention must often be postponed.

The efforts of individuals with disabilities who have
served as leaders have contributed ecnormously 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 reccive the opportunity to
practice and refine their leadership capacitics. it is typically
within the context of preparing them to function as leaders of
“the disabled™ rather than within socicty at large.

Over the past deeade. persons with disabilities such as
Judith Heumann. T.J. Monroe, Naney Ward, and the late Ed
Roberts have assumed positions of leadership in a variety of
organizations serving children and adults with disabilitics.
The cfforts of these individuals have done much. at the
societal level. to improve the quality of life experienced by
persons with disabilitics and to dispel the belief that such
individuals are not capable of functioning as effective
leaders. The majority of individuals with disabilitics 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 socicty.

The positive impact of the Ieadership 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 experienees 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 curfently resides in a
six-person community residence operated by a respecied
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
aduits 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 2 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 ¢ffort that, if
it is to be successful, must receive its direetion not from pro-
fessionals or parents, but from persons with disabilities them-
sclves. The identification of policies and regulations that
need to be changed. problems that must be addressed, and
programs that arc 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 achicve the goal of full inclusion
within the community will remain less than adequate.

Currently. there are many obstacles to individuals with
disabilitics assuming leadership roles. Among the most
powerful of these barriers are those that are attitudinal in
nature. Myths and misconceptions about the capabilitics of
persons with disabilitics remain entrenched within our
society, reinforeed by a service system that appears more
interested in focusing on what individuals cannot do as
opposed to their capacitics and potential. Attempts to ques-
tion authority are referred to as ““challenging behavior.”
efforts to stimulate change viewed ¢ irritants. and compli-
ance deemed an aceeptable prograra outcome toward which
to aspire. In addition to exteral atitudinal barriers, many
individuals with disabilitics 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 eycle
Is brohen and persons with disabilities begin to nvision

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

by Jacquelvn Anderson Bolden

Much has been written ubout leadership. both formally
in the social science and management ficlds 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 1o leadership roles as a result of individual and insti-
tutional discrimination. In spite of changes in our social
structures, workforce. and legal system. leadership reles 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 firstis
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 (luid,
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 eftort to develop strategies for encouraging
leadership that fucilitates the self-actualization, empower-
ment. and sclf-determination of individuals with disabilities.

B Who is an Appropriate Leader?

Opportunitics to develop the capacity. gain the experi-
ence. and obtain the opportunitics to lead are influenced by
society’s pereeptions of individual and group appropriateness
for leadership roles. Leadership and the male role within
American society have traditionally been seen as congraent.
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
focated in the leadership arena. but in the realm of caring for
others. Further, because women are soctalized to hold non-
leadership roles. societal expectations function to diminish
their motivation for leadership. Contemporary options for
paid employment have significantly affected role expatsion
for women. and women leaders are becoming more visible,
Assumptions about the appropricteness of female leadership.
however. are still of central importance to consider in dis-
cussions about imits on women’s opportunitics.

The fegacy of exclusion of Native Americans, Africat
Americins, Astan Americans, Latinos and other racial/ethnic
groups from participation in mainstream Anwrican lite con-
tinues to hive 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 preciude the development of leader-
ship skitls within racial/ethnic communities. Notable contem-
porary leaders tike Jewel McCabe. Eleanor Holmes, Dorothy
Height. Jesse Jackson. and Andrew Young held important
and visible leadership positions in African American comniu-
nities during periods when de jure and de facto segregation
preciuded 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 stercotypes to be challenged tor
racial/cthnic people.

The exclusion of persons with disabilities from: main-
stream socicty 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 roies
in society. The focus on what people with disabilitics are
unable to do has significantly affected the perception of what
they are uble 1o do. Assumptions that lintit the possibility of
leadership must be addressed if persons with developmental
disabilities are to experience role expansion.

The experience of exclusion trom leadership roles that
are valued by society as @ 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 nmay 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,

B What Dn 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 cffectively. understanding and developing
oneself, accessing resources, understanding financial matiers.
being creative, managing meetings, and arbitrating. A leader
is not someone who possesses leadership traits, Leadership,
fike 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 skilis 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 exciuded. 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 hicrarchies occurs because services and pro-
grams for persons with disabilities mirror those in the wider
socicty. These all tend 1o 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.

B Leadership Development: A Case Study

The following casc study is provided to illustrate how
one African American woman with a disability was provided
with opportunities to devclop leadership skills and was sup-
ported until her transition to leadership roles occurred.
Deana’ is a woman with a developmertal disability who has
been involved in a mutual help and self-c dvocacy organiza-
tion. She resides in 4 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-ady acacy
organization. she was extremely shy and. because of pust
cxperiences with racial diserimination, expiessed concern
about being the only African Amcerican in the group, Over
time. she began to feel safe and trusting of fellow members,
Consistent attendance and participation in the mectings 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 opportunitics 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 marginalizatior “xperiences 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 *vomen are able to do:
she volunteered to Jo gender-stereotyped tasks (like menu
planning) before she was willing to assume responsibilitics
that were more gender neutral or “male like.”

E Conclusion

How can service providers and advocacy groups avoid
stercotysing 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 [ giver cveryone a chance to try a leadership role? If
not. why not? Do [ limit the kinds of tasks I ask women and
minorities to do? Have [ encouraged women and minorities
who are in new lcadership roles. and offercd support so that
they are morc likely to succeed?” Secondly. service provid-
ers and advocacy groups can develop strategics to assure that
inclusion ovcurs. A buddy system that pairs a new leader
with a more scasoncd 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 devcelop-
ment arc limitless. Creative problem-solving and a desire for
change are the primary components required to make it
happen for all persons with disabilities,

Jucquelyn Anderson Bolden is Visiting Assistant Professor
with the School of Social Waork, University of lowa, lowa
City. She may be reached at (3191 335-1204.
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Real Leaders Ask Questions,
Real Leaders Make People Understand

by Michelle Hofftnan

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 jus: the other day, Lisa. who was a
case manager and took the jou 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. Itis
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 nceded to build and develop our skills.

In the realm of consumer leadership. a surge of tcaders
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 ficld. 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 rightfuif 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 Tennessce. 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 seif-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.

Ieadership 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 tor 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 ti:> 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-udvocacy 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
committces., 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 disabilitics.
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Throughout Leadership Plus training one theme Tulsa ARC. und serves us the advisor to Oklahoma People
remains constant: If you don’t understand something. ask First, a program sponsored by Tulsa ARC. For further
questions until you do understand. And if people don’t information about Leadership Plus training or materials,
understand you. keep talking until they do. Real leaders ask contact Michelle at (918) 582-8272. Leadership Plus is
questions. Real leaders make sure people understand them, funded by the Oklahoma Plunning Council for Developmen-
Michelle Hoffman is Self-Advocacy Coordinator for the tal Disabilities.

P —————

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

A person who is a leader is serious about what they
are doing as a leader. 1 am serious. A lcader also respects
people. listens to people. and looks people in the eye.

When 1 lived in institutions. T did not have a chance
to be a leader because the staft 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 1 could give advice about helping people be on
commirtees. 1 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 casy language. 1 get confused when
people talk wuy ubove my head. especiatly with the
budget.

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

Being a Leader: Leon Barrett

My name is Leon Barrett. 1 live in Tulsa, Oklahoma. * Muke sure people are supported. James helps me on the
I have some things that I would like to tell you about my ARC board. It's good to have someone that you know
experiences in being a leader. you can turn to.

1 first learned about being a leader in People First. |
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. 1 also serve on the Tulsa ARC board of directors and
as & member of a human rights committee. All of this has
taught me a lot. 1 am proud that I am able to help people
by being on these things. o It you say you are going to explain something to

1 took the first Leadership Plus training and it was someone after the meeting. then do it.
fun. In that training. 1 learned that 1 can do it  can be a
feader. And 1 learned that it you don’t understand some-
thing, then it’s your responsibility to ask questions until
vou do understand. 1 try to do that. Sometimes it's hard Leon Barrett is a self-advocate and vice president of
because people have a hard time listening to my ques- People First, Tulsa, OMahoma.
tions. Sometimes 1 am too shy to ask and 1 think that

* Stop the meeting if you don’t understand. Sometimes |
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
it I understand or not.

That's all T have o say about being a leader.

O e
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Building a Network of Leaders

by Jill Flvan

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.

1 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 sclf-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 disabilitics who are
interested in being active as feaders on the state level. To
help achieve that goal. the council and Community Partner-
ships offered to work with People First to support three arcas
of activity: support and strengthen existing People First
chaplers. develop new chapters. and expand the political
influence of setf-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 materiads and staft support. Two part-

time staft pcople 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 nceds such as
finding advisors. arranging transportation. running a group.
working fogether, 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 staft 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 t¢
phone calls on a toll-frec number, maintain an updated
listing of selt-advocates in Oregon, and gather information
on how other states” self-advocucy groups work.

This past March, a planning meeting was held to
identily 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, dircct-

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 petween members: and re-
source materials on running meetings, community organ-
izing, fundraising, and tcam-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 secking individuals
who have skills in these arcas to assist with trainings so that
self-advocates can become better leaders and involve others
in their communitics.

The intended outcome of the itiative is to develop a
team of strong feaders 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-
vinee the people of Oregon of the contributions peopie 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- | Jill Flvnn is the Self-Advocacy Coordinator with the

ters, and expanding the political influence of people who Communiry Parterships Project, Oregon Developmental
have disabilities as we work to realize our conuron vision Disabilities Council, Salem. For further information on the
of independence and dignity for self-advocates in commu- Oregon self-advocacy initiative contact Judy Cunio or
nities around the state, nation, and world. Michae! Bailey ai (503) 945-9229.

when I say something. I mean it. that I am not a hypocrite.
I hope that | encourage people to do things themselves. |
think I am pretty assertive and try to be direct when |
communicate. At the same time. | 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. [ have faced chal-
Ianges in my role as a leader. The biggest of these is
communication because | 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. | have trouble doing that
because sometimes people don’t take me seriously. At
those times [ try not to get frustrated because that only
makes it worse. I think my speech is hard to understand.
try to get help from people T know will understand to
communicate my ideas. { also have a Realvoice computer
(that I call Mabel) which helps me to present speeches.

s . . Working with Oregon’s self-advocucy initiative gives
JUdy Cunio: What Makes me an opportunity to do something I know 1 can do.
a Good Leader? 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. [ 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 | see myself doing in the future? I want to be a
writer who has the ability to impact people. I have proven
1o be the strongest as a leader when T write. When [ write,
I have a greater impact on people, 1 can make them think
and better understand. 1 plan to continue my writing to
bring up issues that people need to know about and under-
stand. I like to make people think.

Orer the past 21 years, 1 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
vou relate to people and how they relate to you. Being a
goad 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 elsce is
that a leader must be able to delegate. to get people in-

volved. Il you do all the work. others don’t get involved. Judy Cunio is one of the founders of People First in

Leaders are outspoken and they need to have confidence Oregon, and is currently a staff member of the Oregon

1 know that they are able to lead. This does not mean that — self-advocacy initiative. The above photo was taken

they should take over. but they keep people on tiack. during legistative training at the State Capitol. during
Now that | have said so much about what a leader is. which Judv (with hand raised) sparked discussion among

why do I call myselt a teader? 1 hope that I am a good other self-advocates by sharing her experiences in talking

example. that I live what T say. | vt people to see that iy legislators.
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Civic Leadership: Youth in Government

by Polly Harrison

Minnesota offers many experiential opportunities for
adolescents to develop civie leadership skills, but none are as
farge or as inclusive as the Minnesoia YMCA Youth in
Government Model Assembly Program. Under the direction
of former State Representative Peter Rodosovich, over 1000
cighth through twelfth graders annually perform roles in the
mock exccutive, legislative, and judicial branches of state
government. The program encourages life-long. responsible
citizenship by providing cxperiential 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 cach summer and
serves as a resource for YMCAs and other youth develop-

ment organizations working toward full inclusion. The LLE.P.

program was the catalyst for establishment of the inclusive
Model Assembly program and continucs to coordinate

support for youth with developmental disabilities during their

participation by coordinating transportation and sccuring
interpreters and personal care attendants.

The Model Assembly program begins cach Septembet
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 arca and role. delegates
engage in a variety of activities. For participants who aspire
to tun for otfice. there are speeches to write and camnpaign
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 broadeast 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
gencral, 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 scnators
and representatives. governor and lieutenant governor,
attorneys and judges, legislative pages, lobbyists, and press
corps. 1t 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 mecetings for
the media correspondents to determine coverage and assign-
ments. While some pages arc 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 cach 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 anticle for the news-
paper or following hills as members of the Governor's
Cabinet. While there is currently no formal training spevifi-
cally relined 1o supporting a partner who has a disability.
teams have functioned well because nost members have
known cach other from the L.E.P. program and worked
together previously. I problems or questions arise, staft 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
teans 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 carning 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 rcaching impact on all the youth who participate.
They develop stronger leadership skills. expressing their
views with confidence and conviction. learning to work as

_——————’——

My name is Mark. This
was my sccond year in the
Youth in Government pro-
aram. Both years | have been a
member of the Governor's
Cubinet. A cabinet member
follows bills through the
legislative process. Thad 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 leam.

The first year T was a little
nervous because 1 was worried

Experiencing Leadership in Government: Mark Terauds

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 activitics. 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 stutewide 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
Pallv at 1612) 544-7708.

James 1. Hill (founder of the
Great Northern Railroad) and
we met with the povernor’s
press seeretary.

As a lfeader in the Youth in
Government program. | 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 vou have to

about making a mistake. But.

this year T knew what to expect. My confidence was
stronger and 1 could start doing my job before someone
asked me 0. Some people who were on the cabinet this
year did it last year. too, and [ remembered them.

Besides being in the cabinet, there was tots to do that
wechend. We all stayed in a hotel and at night they had
+activities for us. | liked singing karaoke and sang Puff the
Magic Dragon twice, once as a soio and once with a
group. The D.J. gave me some conl sunglasses for doing a
zood job. The cabinet went on a tour of the house of

stand up and talk or sing in
front of people. I liked being
in Youth in Government because it made me work hard. |
met lots of people and had fun. wo.

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'l] be working, but even through 1'm busy 1
wiunt to go to Youth in Government again next year.

Mark Teraudy is a high school junior and lives in the
Minneapolis suburb of Eden Prairee.
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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 disabilitics
can identily and solve their own problems. Through the pro-
cess of identifying a community issuc they wish to address
and working with others to influence the issue, participants
in the program acquire leadership skills and develop their
own unique Jeadership 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-identificd needs
of participants. Individuals attend in teams of four. and with
the assistance of a LDS staff coach each tcam 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 Rescarch teaches people to
identify questions related to an issue, scek 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 amn 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 mecting individual participant needs and
pursuing a goal is that the needs of participants are some-
times contradictory because they have virious Kinds of

disabling characteristics — cognitive, emotional, and physical.

As they work together, participants develop ways to accon-
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 oceurs 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 ofter.

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
1.DS 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 dircct 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 rescarching and practicing different ways of listening to
cach other and giving feedback. A team from a focal 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 fooking 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 L.DS approach: given an opportunity, resources, and sup-
port, people with disabilities can solve their own problems.
Carolvn 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 Advocaey Serviee 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; [ 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. [ try my best
to accommodate other people’s needs, yet keep them
focused and moving forward. If 1 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 |
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 disabilitics. 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 oursclves. 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
1o 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 atrending 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.

1 would like to continue to talk about LDS on the
national level. My goal is to help spread the word about
the L.DS model to other states. 1 would like to be involved
either in bringing students from other states to our schooi
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 vear'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 1o include
service dogs in their case priorities.
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Culturally Diverse Leadership: A Model of Inclusion

by Betty Horton

Swecping 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 scek
to accomplish two goais: 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 responsibilitics 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 disabilitics that began on the
heels of Brown v. Topeka Board of Education in 1954,
Tronically. 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 icadership roles in and as a result of retorm initiatives
are many. More important than the reasous. however. are
the actions taken to correct the situation.

B A Vision for Inclusive Practices

The beginning point of every reform iniiative 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 tamilies. and culturally diverse professionals are
fully represented on advisory beards. planning commit-
tees. and in executive positions of hey agencies and
organizations,

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

Aruitoxt provided by Eic:

* Vision 4. Culturally diverse persons with disabilities and
their families. and culturally diverse professionals are
satis.ted with the range of options and opportunities for
participation and Ieadership 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 disabilitics
must be given opportunities to become strong enough to par-
ticipate within. share control of, and have an intluence 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 opportunitics for culturally diverse persons with
disabilities to “show and grow™ their leadership skills.

B A Process for Inclusive Practices

After the vision statements were developed. the next
question was: Where shouid 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 cach invited an influential person (e.g.. school
superintendent. agency director. mayor) to become their
exclusive partner for a day at the conlerence. 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 voung 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 voung adulrs 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 cach 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 cach other. have continued to keep in touch. And lastly.
young aduits 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
voung people have been invited to become board members of
non-profit or state ageney councils.

B Conclusion

This conference began with the premise that profession-
als and others can take certain steps to sct the stage for
teadership by culturally diverse persons with disabilitics 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 satisficd with
just a little progress. Every university, agency. and organiza-
tion must pull together until people with disabilitics from
African American. Hispanic/Latino. Native American, and

Hello. I'm Ski. and I want to share with you what |
would like and how my team of people (my brother. mom
and dad. school advisors and others) have

Leadership and Ambitien: Askia F. Adams

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

Benv T. Horton is an Assistant Research Professor at the
Kansus University Affiliated Program {UAP)/Lawrence and
is the Chair of the Work Group on Cultural Diversity. The
Inclusive Pructices for Culturally Diverse Persons program
is « colluborative effort of the Kansas UAP. Kansas Council
on Developmental Disabilities. Kansas Protection and Ad-
vocacey Services, Cerebral Palsy Research Foundation of
Kansas, Kansas Department of Social and Rehabilitation
Services. and other agencies and organizations. For further
information contact Benv ar (913) 864-4950.
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Williams. R, (1994). Culturai diversity and citizens with mental
retardation and related disabilities. In The National Reform
Agenda and People with Menal Retardation: Punting People First

(p. 52). Washington. DC: U.S. Department of Health and Human
Services,

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

been trying to help me get those things |
want. [ don’t consider mysclt a leader. 1
enjoy the challenge of working toward a
goal. ! like trying to prove others wrong.
Like in debate: 1 used augmentative com-
munication using the laptop computer and
synthesized speech. The teacher said that 1
helped him learn to accept people that are
somewhat different.

I am physically challenged and have a
speech impediment. 1 can do things other
students can do, but it takes me Jonger. 1
want to become a special education teacher
in elementary school. Several years back 1
wanted to be a computer programmer. and would still iike
to get a degree as a backup in computer programming.

To get to my goals. 1 deeided in middie school 1
wanted to go to college. 1 realize it might take me awhile
to get through college. T also told iy parents then that 1
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 ageney called WDS are helping me
work toward my goals. The school has provided me with
speech. occupational and physical therapy . assistive
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strengths and weaknesses as well as look
realistically at my future nceds. 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 1 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.

1 don’t really know what will happen after college. but
I hope there will be an ageney out there that will help me
gct a job. a job couch. housing. and other support to live
my life as an average person.

Askia F. Adams is a 17-vear-old senior at F.L. Schluge
High School in Kansas City, Kansas. He has maintained a
4.0 average grade point in high schoal, is ranked first in
the entering senior class at Schilage, 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. onc 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 socicty. 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 lcaming 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 cach is the concept of leadership.

As a discipline. the study of Ieadership has undergone a
rather dramatic change. from an early trait model that sug-
gested that leadership skills were reserved for a few. toa
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 Leamn-
ing to l.ead...Leading to Leam 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 unigque sct of leadership challenges. it is a basic premise
of the project that evervone has the capacity to learn and
apply leadership skills.

The Learning to Lead...Leading to Leamn 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 vouth with disabili-
ties. By doing so. it is anticipated that the project will address
the pervasive problem of the fack of control youth with dis-
abilities ¢xercise 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 heen 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.
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Focus groups were conducted to identify key issues specifi-
cally related to the topic of leadership and persons with
disabilities. Participants included multipie groups of students
with and without disabilities. parents of students with dis-
abilities. general and special educaters. community lcaders.
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
purposc 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 zddition to these research initiatives. project staff.
supported by public school and 4-H staft. 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...
I.eading to Leam curriculum covers the following topics:

*  What is Leadership?

e Sclf-Awareness and Self-Esteem
* Individual Differences

*  ldentifying 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 feadership plan. In generating this
plan. students identify the ways and means through which
they will work to achicve 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
moditied to ensure a quality product. This will be accom-
plished through individual and group interviews with par-
ticipants and by revicwing 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
Leud...Leading to Learn project at the Institute on Commut-
nity Integration, University of Minnesota, Minneapolis. For
more information about the project and curriculum. contact
hing at (612) 624-0096. The project is supported by a grant
from the U.S. Department of Education. Office of Special
Education Programs.

Cheosing 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 activitics within the community.
Participation in this program supports Theresa in working
up to 35 hours a week at a supermarket to carn moncey
and help maintain a houschold 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 futurc. and speaking up for yoursclf 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 lcadership skills can’t be
expected to be leaders ail of the time.”

Theresa sees herself as “a little bit of a leader™ and is
intercsted in learning and using new leadership skills in
the future. Aside from acquiring leadership skills, partici-
pating in the project has helped her to lcarn more about
herself as a person and as a potential lcader. While she
fcels it is more challenging to take on the role of a leader
in ncw situations or with new groups. she alwayy tries to
give it her best effort. Along with the weckly sessions
that cover some aspect of leadership development,
Theresa says that she enjoys the opportunity to work with
a mentor and sce how leadership skills can be applied in
the commuunity. 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 activitics 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 carecr 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 Macefield is a sentor at Highland Senior High
School in St. Paul, Minnesota, She was interviewed for
this article by Louise Tetw of the Learning to

Lead... Leading to Learn projoet.
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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 staft, 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

_

A Student’s View of Leadership: Matt Schmolke

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 tirst CTIC meeting of the ycar,

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, |
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 feit that a half-hour
would be long enough. and the committee took their advice.
In additior,, 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

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 cach teacher bring an interested
student or two to the meetings. The
teachers would become mentors tor
the students, helping them become
familiar with the committee process.

As one of the teacher members., 1
ashed my futures planning class for
volunteers. Three students volun-
teered to attend a CTIC meeting and
checkh-out this group of adults, We
discussed what the committee does

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 T am a student representative on the Goodhue County Education
District Community Transition Interagency Committee (GCED-CTIC). 1 am also
in a program called Athletes for Outreach for Special Oiympics. T volunteer a lot
on student council and I helped a ot with the GCED-CTICs transition fair, 1 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 oft a meeting
for the student council or get anything else going. T am more sure of myself when
I start a Special Olympics event like ous 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 ean in the future or
whatever I can handle or take on in life. But the thing T would really like to some
day take on is my own business or something like that.

Matt Schimolke is a Junior at Red Wing Central High School in Red Wing,
Minnesora.
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Leading by Serving: Maryland Student Service Alliance

by Cathy L. Brill

The Maryland Student Service Alliance engages stu-ents
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 leamning
involves them in their communities. They learn about issues
and needs, take action to meet thosc 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 thetr schools and communities. As others in
the school observe the contributions made by the students
with disabilities, they grow to respect the unique capabilities
of the group. Rather than seeing the students as a drain on
resources. others come to see them s 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 responsibilitics 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 prc ided 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 al students, including those receiving
special education services. The Alliance worked with school
districts across the state to cnsure that provisions were made
for students with disabilitics 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 disabilitics become the leaders.
Stitl other teachers create a program that is so attractive that
regular cducation staff and students want to be involved with
them and their students. Teuachers also use partial participa-
tion in scrvice projects to help drive inclusion: they pair their

students with a class of students without disabilitics who
have compiementary skills.

So what do students actually do through the Alliance?
The following are some of the service leaming 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 severc 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 ncedy
famnilies. A group of students travels to the clothing site
w0 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 ciothes 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 nceds 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 sclf-csteem and functional skills in the arcas of
tcamwork 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 Marvlar * Student
Service Alliance. For more information on the A'liance.
contact Maggic O'Neill at (410) 767-0358.

23




Q

22 Profiles

Empowerment Through Leadership Education

by Stephanie Agresta, Betry 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 cffectively in leadership roles. The University
of Minnesota’s Project LEEDS (Leadership Education to
Empower Disabled Students) is currently in its second ycar

{t working to change this state of attairs by developing
leadership potential and opportunities for students with dis-
abilitics in American colleges and universities,

Traditionally. disability has been viewed as a defieit 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 disabilitics have generally been
thought of as recipients of services. not as providers of
services or as leaders. A new paradigm of disubility views
disability as a difference. Disability-related problems in this
paradigm do not reside within the individual. but rather oceur
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
[rom 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 ficld 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 betw een students and staft 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
LLEEDS hosted the first National Institute on Disabality 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 commumity building. organizational
theory. and the syner-y of alliance. One tangible result of the
Institute was each team’s development of a campus action
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plan to improve the campus climate for students with
disabilities at their home schools. While working to improve
the campus climate. Project LEEDS participants huve had
the opportunity to put leadership skills and theory into prac-
tice. The knowledge gained and skills developed through
this work will not only muke 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 opportunitics of full socictal inte-
gration of people with disabilities.

Currently. 1994 iastitute 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 Texus-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 i $20.000 renovation project to

Students ure empowered to envision
themselves as leaders and 's 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 disabilitics 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 LLEEDS 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 cffecting institutional change. As
leaders themselves. student affairs professionals provide ex-
pertise on campus environnients and power structures. while
also serving as role models and partners to achieve the goals
established by cach team. Students gain the opportunity to
build their lcadership skills while also working with campus
allies to improve campas life for students with disabilitics.

The work of Project LEEDS staff and participants
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continues. The second National Institute on Disability and Stephanie Agresta is « Graduate Assistunt. Betry Aune is
Leadership was held in Minneapolis, June 21-27, 1995. Project Director, and Gene Chelberg is Project Caordina-
Fourteen student/staft teams representing colieges and tor with Project LEEDS, University of Minnesota, Minnea-
universities across the U.S. and Canada participated: they palis. For more information on Project LEEDS, contact
have now returned to their home campuses energized and Betty at (612) 624-6884. The project is funded by the
prepared to implement campus action plans. With technical Dwight D. Eisenhower Leadership Development Program.

assistance from project staff, last year's participants have
begun planning three regional conferences on disability and
. . 1 Q A S e etive H

leadership hosted by Darton College (Albany. Georgia). 'C|ll.AC.JA. (1987). A new .so_ual perspective on disability am_l its

Moorhead State University (Moorhead. Minnesota). and S¢ implications for rehabilitation. In F.S. Cromwell (ed.). Socio-

M ] ) ¢ ” y e innesota). and >an cultural implications in treatment planning in occupational

Francisco State University to be held in late summer and therapy (pp. 49-55). New York: Hawork Press.

carly fall of 1995. LEEDS staft will also conduct a pre- ) _

conference workshop at the AHEAD National Conference. Gill. C'[J‘ (19 92‘}_Mu)')i),v“l"”’*"' life “"j”h a disability: New models

San Jose. California in July, 1995: this workshop will be _ff)r.fno( ern medicine. Paper presente at Amgmar}s mAth [?l.\..lblll»
) " e ; i " ties: Introduction to an Emerging People, University of Minnesota,

hllghl). interactive and feature components of the Institute on Minneapolis. MN.

Disability and Leadership Curriculum. Finally. beginning in

References:

the fall of 1995. Project LEEDS will make available at cost Hahn, H. (1985). Toward a politics of disability: Definitions.
. R . . X . disciplines. and policies. The Social Science Journal, 22 (4), 87-
its Disability and Leadership Curriculum Manual for use in 105.

training and development,

_—
The Project LEEDS Experience: Ivana Kirola

A lcader i1s someone who believes in their cause and on issues is often very demanding because everyone has
waits to encourage other people to stand vp for their their own set of ideas and values that they feel are inwpor-
beliefs. in turn becoming leaders themselves. As a partici- tant. Another big issue that comes to my mind is time.
pant in Project LEEDS. 1 developed my understanding of Currently. I am the president of the Organization of
leadership and disability in ways that have helped me to Students With Disabilities (OSD) at SFSU. T also serve as
help others become leaders. as well as assisted me in a member of the search committec to find a new director
working with others to improve the campus environment for the disability services program on¢: nus. [ try to
for disabled students. prioritize things according to their importance.

At San Francisco State University (SFSU) where T am Another tactic for dealing with time demands is
currently enrotled as a sophomore. I've had experiences delegating power to other leaders or people who are in the
where I've talked to people who want to bring about development stage of leadership. I think that there is a
changes in the university system. They keep mentioning common misconception in society of leaders being Ms. or
issues white they talk to me. but ure not focused. I've Mr. Know It All. This is not true. Knowing who in the
found that Project LEEDS helped me to develop the ability  community to approach for specialized knowledge is a
to stay focused on one issue rather than the myriad of is- key aspect of leadership. and one which is required in
sues that so often exist for people with disabitities. Project order to manage once’s time in the best way.

LLEEDS. by hosting the 1994 National Institute on Disabil- Getting involved in disability issues transformed me
ity and Leadership. also brought me into contact with other  from one of the few shy mainstreamed kids in my school
leaders at the national level. Most importantly. the project district to my leadership role on SFSU campus. In the
assisted me with answering the number one guestion on future, I'd like to take a leadership role of advocating
my mind and I think the minds of others: How does one involvement in the local community on disability issues.
link the goals of the disabled ¢ ymmunity and the commu- 1"d also like to work on advocating the independent living
nity at large? [ learned that there is not one empirical way movement philosophy in the U.S. and other countries,

l 1o go about answering this question. but that there are
many ways. The key to leadership m many cases is allow - Ivana Kirola, a sophomore at San Francisco State Uni-
ing development, versity, is a 1994 Project LEEDS participant and (lff('m[:.'(/

Leadership, as with anything clse. has its own set of the first National Instituee on Disability and Leadersup,

1 challenges. Acting as a mediator to bring people together
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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
stecl pliates stamped with & number, Laid in a grid. the hun-
dreds of markers correspond to & 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 casy it is to separate
ourselves {from those we see as difterent.

Since the first meeting of Remembering With Digrity,
participants - particularly those who have lived in institu-
tions - have been passionate about the need for respectful
pravemaukers 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 1t. 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 lcast 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 issuc 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 bean
the responsibility of self-udvocates. They have formed work-
ing groups. dividing the project into three arcas: 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 disabilitics. As a first step
toward placing names on the gravesites at Faribault, partici-
pants with an interest in ¢ ommumity organizing have set the
goal of identifying the names and dates of birth and death of
the persons buriced 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 identity potential opposition to
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this projcct. At this stage, they have encountered no opposi-
tion; administrators at Faribault have been cooperative, cx-
pressing interest in having their history preserved. Commu-
nity groups, i, luding 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 usc 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-
torics 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 intervicwees. 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 stratcgics 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 nistory.” 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 repeatedty, 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
Berglin. 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 ‘["'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 Thorburgh, 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 lowa developed a program to
record and tell the stories of people who fived in lowa'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 lowa
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 socicty 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 disabilitics 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 Conmumnications Director with Advocating
Change Together in St Paul, Minnesota. IFor more infonna-
tion on Remembering with Dignity contact Walter Rupp at
(612)0641-0297.
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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 developmemal 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 th. provides the tools for
a youth development professional to L gin an inclusive
service leadership group or make an exwting 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 Deciston-Making Groups. Three guides that
raise questions about the supports group members need to
make decision-niaking 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 Counceil, 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 cheosing an advisor.
Available from National People First Project, Kinsmen
Building, 4700 Kcele St., Downsview, Ontario M3J [P3
Canada » (416} 661-9611.

+ Taking Charge (1993). A lcadership training project
designed for groups of 10-12 people. about 14 hours in
length. It combines personal development exercises with
<kill building in small and large group process. speaking,
writing. planning, and goal sctting. Available from Heritage
Centers of Buftalo, 101 Ouak St.. Buffulo, NY 14203« (716)
856-4201.

* Voices That Count: Making It Happen (1993). A
presenter’s guide written to help self-advocates lcarn 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 uddressing 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 Qurselves 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, Onc Plymouth Meecting, 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 sclf-
advocacy groups, financial issucs. heaith and medical
concerns, legal rights, self-advocaey skills, the Americans
with Disabilitics Act, and Personal Futures Planning,
Available from Institute on Community Integration,
University of Minnesota, 109 Pattee Hall, 150 Pillsbury Dr.
SE. Minncapolis, MN 55455 « (612) 624-4512.
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Eaton, continued from page 1

called Remembering with Dignity (see story on page 24). 1
got involved with Remembering with Dignity because Tve
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 tetling 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 lear 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. 'l 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
tuture 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.”
Burb agrees. T will work with groups like the Remembering
with Dignity group or all alone. It depends. It something
needs to be done to help people or make things better, 'l
work to do it. I just want to get things done.™

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

Perceptions, continued from page §

themselves as leaders. itis 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 opporiu-
nities to acyquire, practice, and refine those capacities that
will attow them to etfectively tunction within teadership
positions. a void will be created that may take vears to filk.
The lack of opportunity within this area has already created a
sitwation in which many creative, highly skitled individuats
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 vouth as well, Along with opportunitics
to acquire basic skills within this arca. persons with disabili-
tics must also be given the chance to serve in leadership
capacitics within society at lurge. Efforts must also be made
to tnsure 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 tull 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 hitegration, University of Minne-
sotua, Minneapolis. Brian may be reached at (612) 625-5592
and Mike at (612) 624-0096.

CTIC. continued from puge 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 [ndividual 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 cach monthly meeting. I watched the three students
become more and more contident in giving thetwr 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 rotes on the CTIC,
even Jenny. who will graduate in June. We hope that they
will become the mentors tor 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 imvolvement in
Comnueaity Transition Interagency Commiittees, contact
Julic ar(612) 388-7181.
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