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ABSTRACT
THE DEVELOPMENT, IMPLEMENTATION AND FIELD-TESTING OF
INSTRUCTIONAL MATERIALS TO TRAIN SERVICE PROVIDERS

AS ADVISORS TO SELF-ADVOCACY GROUPS OF
DEVELOPMENTALLY DISABLED ADULTS

By

John Sidney Rowlson

The developmentally disabled presently lack resources
to effectively advocate for themselves. Service providers
are those who work directly with the disabled and are in a
position to advise the mentally retarded as self-advocates.
The self-advocacy group provides a forum for the learning
and development of self-advocacy skills. Self-determination
is a philosophical and psychological referent of the princi-
ple of normalization that provided an ideological framework
for this project.

A review of the literature demonstrates the need for
instructional materials designed to train service providers
as advisors.

Three major tasks were identified: Product Development,
Product Implemehtation and Product Evaluation. Product
Development included the identification of content and
organization of content into a Module Package. Product
Implementation included the selection and training of ser-

vice providers as advisors to self-advocates. Product
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Evaluation included the development of an evaluation plan,
development of instrumentation, data collection and data
review.

Expert opinion was sought to identify the content. A
National Survey of self-advocacy advisors was conducted.

The results of the survey were used in a workshop of ad-
vocates and self-advocates to refine the content. A module
format was chosen for organizing the instructional materials.
Six modules were developed, with each module organized
around a central theme. The six modules comprised the
module package.

Fifteen service providers from two agencies that serve '
the needs of the mentally retarded in the Lansing, Michigan,
area participated in the field-tésting of the Module
Package. The Module Package was implemented in six presenta-
tion sessions. Each presentation session corresponded to a
module.

A number of data sources were designed to field-test
the instructional materials. A Pre-test/Post-test was
developed to measure content knowledge. Each module con-
tained an Assessﬁent Sheet, an Impact Questionnaire or
Skill Development Checklist and a Module Evaluation Sheet.
Other data sources included: anecdotal records, a partici-
pant observer, with each presentation session tape-recorded.
A Follow-up Interview was conducted with each trainee.

A Process Review was conducted with data from the

presentation sessions to determine the congruence between
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the module intents and the presentation session occurrences.
An Outcome Review was conducted to determine the contingen-
cies between the antecedents and outcomes and to determine
the congruence between the outcome intents and occurrences.
The intent of the review processes was to determine recom-
mendations for product revision.

The results of the Process Review indicated that the
presentation sessions occurred as intended, suggesting
congruence. Discrepancies of the transaction intents and
occurrences when they appeared, were due to time constraints,
excessive testing and the desire of trainees to include con-
tent that was beyond the intended scope of the presentation
session.

The results of the Outcome Review indicated that
four of the ten trainees contacted in Follow-up Interviews
were involved with self-advocacy groups. All trainees re-
ported that they had promoted self-advocacy with at least
one developmentally disabled person and sought to encourage
co-workers to embrace the concept of self-advocacy.

Recommendations for Product Development, Product
Implementation and Product Evaluation were identified. A

number of research needs were discussed.
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CHAPTER ONE

INTRODUCTION AND REVIEW OF LITERATURE

Background

The civil rights movement sought to enfranchise those
minority groups previously limited in their participation
in the democratic process. The disabled have organized
ways similar to ethnic groups to increase acceptance and
participation in our democratic society. The developmental-
ly disabled, a silent minority (Kramer, 1980), continue to
struggle against social myths and prejudice, so they too
can live more normal lives (Wolfensberger, 1972). Self-
advocacy is the act of the developmentally disabled speak-
ing on their own behalf as they seek to gain and exercise
their rights.

The principle of normalization is an ideology that has
the role of guiding human management service systems to
create conditions for the developmentally disabled that are
as normal as possible (Wolfensberger, 1972). Self-deter-
mination is a philosophical and psychological referent
included in normalization. Under this principle, consumer
groups, self-advocacy groups and human service managers
work together to bring about normalizing self-determiningr

conditions. Self-advocacy groups are normalizing because



it is socially normal for groups of people with similar
living and working conditions to form groups and promote
their own self-interest.

In general, the developmentally disabled lack resources
to effectively advocate for themselves. Service providers
are those who work directly with the disabled to be self-
advocates. Service providers can open human service systems
to increase opportunities for self-advocacy through consumer
participation.

Sophisticated training materials and consultation
capabilities are necessary in preparing self-advocates to
protect their rights and represent themselves (Menolascino,
1978). People with mental limitations can learn to make
judgments and decisions for themselves (Haskins with Stifle,
1980). They can be trained to vote, understand their rights,
and develop self-advocacy skills (Herr, 1980). Self-advoca-
cy groups provide a forum for the learning and development
of self-advocacy skills, and offer an opportunity to partici-
pate in self-governance. The self-determination gained
while asserting rights and assuming responsibility is good
pedagogy and therapeutic (Nirge, 1972; Krugel and Shearer,
1976) .

Professionals and other service providers will need to
work with self-advocacy groups and service delivery systems
in encouraging self-advocates to participate in the planning

and delivery of services (Warren, 1979; Varela, 1978).






Helpers, counselors, consultants can advise self-advocacy
groups in organizing thémselves "... to participate in the
governance of the social agencies created for their benefit"
(Herr, 1980, p 10). Woodyard (1980) has highlighted the
need of having advisors to assist in the development of
self-advocacy groups. To meet this need, inservice train-
ing, staff development, consultation, materials and
resources must be expanded (Stedman and Wiegerink, 1979).

Freire (1970) discussed entering into a dialogue with
the oppressed as a precondition to developing an educational
program for their liberation. An example of this occurred
at a work activity center. Four workers entered into a
dialogue about starting a union. As a result of these
interactions, activity was initiated to answer these ques-
tions: Why are we treated differently? What are our
rights?

An organization was founded and an election to select
officers was held. The indigenous leaders became recog-
nized. They had to learn new roles, tasks, and duties as
officers of their organization.

The experience of working with "The Board" (as they
refer to themselves) provided the background and orientation
to gain an appreciation of the need for additional training
and instructional materials for those who will work with
the mentally retarded as they seek their voice in gaining

power and control over their lives.



The general purpose of this project was to develop
instructional materials to be used in the training of
service providers as advisors to self-advocates. In order
to accomplish this general purpose the following three
major goals were identified. Namely:

To design and develop instructional materials;

To implement these materials in a field test;

To examine these instructional materials for product

revision.

Review of Literature

Philosophical Issues

The Stigma of Being Labeled Mentally Retarded

Three per cent of the population, for a variety of
reasons, fall significantly below the norm in intelligence
and adaptive behavior (Farber, 1968; Blatt, 1977). These
persons have been labeled by society as developmentally
disabled, mentally retarded, mentally deficient, or mentally
impaired. Labeling stigmatizes individuals leading to
persons being devalued (Farber, 1968). When a group of
people are devalued by society they are dehumanized result-
ing in a restriction of rights, freedoms or opportunities
(Farber, 1968; Wolfensberger, 1972). Labeled mentally
retarded adults become alienated, restricted, and their

options limited (Blatt, 1977).



A "monolith" of education and mental health has been
created and sustains itself because of a lack of alterna-
tives. The "monolith" involves a network of seemingly open,
but actually closed systems, reflecting a limited vision of
human potential and possibilities (Blatt, 1977).

The term "mental retardation" as an administrative
term has "... little if any scientific integrity." (Blatt,
1977, p. 20). Blatt goes on to say that in 1973 the
Grossman Committee revised the American Association on
Mental Deficiency definition of psychometric retardation
from one to two standard deviations from the mean. Psycho-
metric retardation is essentially 75 I.Q. or less, or
approximately three percent of our total population.
Administrative retardation is that percentage of the
population who at any point in time need or is known to
need services, or approximately one percent (Blatt, 1977).

Neglect, lack of resources, segregation, and dehuman-
izing conditions represent the consequences of a closed
system regarding the potential of people to learn. This
closed system reinforces the social myth of the retarded
as a deviant population that must be controlled and managed.
This self-fulfilling prophecy has a long historical prece-
dence (Blatt, 1977), but is not substantiated by empirical
evidence which, based on current practices and technologies,
have shown that people labeled mentally retarded can learn
and grow as human beings (Wolfensberger, 1972; Blatt,

Biklen, and Bogdan, 1977; Roos, no date).



There is literature identifying some of the problems
of community placement. "Dumping", lack of coordination
of services, neglect, abuse, or community resistance have
been reported (Halpern, Sackett, Binner, and Mohr, 1980).
The alternative. is not to maintain institutions because of
the problems of community placement, but to continue to
develop alternative residential, vocational, recreational,
social and democratic options (Steer and Jennings, 1976).

The insiders view of being labeled and experiencing
institutional life is quite revealing. Their memories and
stories of experiences while institutionalized describe a
barren, demeaning and brutal world (Bogdan and Taylor,
1976; McIndless, 1978). The impact of labeling and in-
stitutionalizing creates a stigma and for some may be a
life long issue that is difficult to overcome (Edgerton
and Bercovici, 1976).

The Edgerton and Bercovici (1976) study suggested a
difference when defining social adjustment; the researchers
and program planners, or the persons who have been labeled.:
There appears to be a variety of criteria with the profes-
sionals seeking competence and independence while those
labeled and studied found confidence and a sense of well-
being to be more important. Edgerton and Bercovici (1976)
go on to suggest that "... we should listen to retarded

persons when they tell us about their lives." (p. 496).



Normalization

Normalization is an ideology used to guide human
service system managers in planning and conducting their
agency services and programs. Simply stated, the principle
of normalization is the creation of conditions for the
developmentally disabled that are as normal as possible
(Wolfensberger, 1972).

Conditions need to be created for the mentally
retarded that enable them to participate as citizens in a
democratic society. Personal planning, decision making,
and goal setting are socially normal adaptive behaviors.
Voting, organizing and lobbying are normal democratic
behaviors. Speaking on one's own behalf in on€s own best
interest is a fundamental democratic principle and has a
strong historical precedence.

The principle of normalization suggest that human
service systems develop an open view of learning, growth
and human potential. A way for human service personnel
to gain an open view is to accept Edgerton and Bercovici's
(1976) suggestion and listen to the mentally retarded.
This can lead to developing a perspective of their world

as they see it.

Phenomenological Perspective

Service providers, administrators, families, home

operators and others are gaining the perspective that



given access, a person with mental retardation can function
as an equal in the planning and delivery of services (Varela,
1977). Advocacy involves the interaction of individuals

and systems, or agencies. "From an individual perspective,
advocacy involves acting on behalf of or pleading the case
for another. An advocacy perspective starts with the
client and attempts to examine services through the eyes

of the client." (Neufeld, 1979, p. 45).

Phenomenology is a philosophical foundation of the
disciplines of anthropology, sociology; and various
approaches t6 psychology and education. It "... concentrates
on the field of constituted human meanings" and brings into
question the "... origin, development, structure, and
sedimentation of belief contexts as they impinge upon human
action." (Ihide, 1977, p. 143). Through this perspective
the issues, beliefs, actions and lives of this minority can
be understood. It is a perspective which attempts to
view behavior from the persons own frame of reference, and
examines how people experience their world. Reality is in
on€s own mind. The concept of mental retardation is dif-
ferent for those who are doing the labeling, than for
those who have been labeled (Taylor and Bogdan, 1977).

Understanding mental retardation in phenomenological
terms requires a suspension or bracketing of onéds own
assumptions and beliefs (Taylor and Bogdan, 1977). Mental
retardation is a social creation based on artificial

distinctions and commonsense understandings that perpetuates



a mythology. Socialization and enculturation tend to
reinforce these myths. The service provider or anyone
else involved in the field of mental retardation needs to
examine and transcend their assumptions which are based
upon their socialization. Failure to do so results in
perpetuating the dependency of those with whom one is
working (Goldenberg, 1978; Turnbull and Turnbull, 1979).

As part of an oppressed minority many of those
labeled mentally retarded have adopted the myths of the
society. Due to social expectancy, the vicious circle is
completed in a self-fulfilling prophecy contributing to
the myths described by Wolfensberger (1972).

In order to change this situation the consumer must
be viewed with respect, dignity, and as a human being who
is valuable. Consultation, collaboration and cooperation
between the consumer and the service provider is the
strongest position to work from, with an increased poten-
tial for positive results (Warren, 1979).

Although many professionals guard their territory
from intrusion by the consumer, others seek consumer
participation in planning and delivery of services. An
unwillingness to listen may convey to the consumer that
the service provider considers the consumer incompetent.
Professional ignorance about the value of consumer partici-
pation could produce the same effect, the consumer as a

self-advocate may need to educate the professional (Warren,



10

1979). The service provider must be flexible, open minded
and capable of growth to appreciate the growth of others
(Wolfensberger, 1972).

A phenomenological approach to education is involved
in the practices of Freire (1970). He describes a process
of developing a curriculum among illiterate people. The
process is based on assumptions regarding oppression and
the dehumanizing conditions of the people with whom he
worked. He sought to liberate and not perpetuate oppression.
The process of developing educational programs and bringing
about liberation is similar to the process described by
the founders of People First (Freire, 1970; Heath, 1977;
Heath, Schaaf, and Talkington, 1978).

The process begins with the derived meanings of words.
For the self-advocate, mental retardation is a concept that
carries a heavily value laden meaning. The advisors,
helpers, organizers or advocates take the position of
being in communion with the people. This is a different
position than teacher, therapist, social worker, "boss",
parent, etc., which often maintains dependency, and can
become a form of oppression, manipulation and dehumanization
(Freire, 1970). The growth process relies on the psycho-
logical referent of self-determination (Freire, 1970;

Goldenberg, 1978; Nirge, 1969).
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Self-Determination

Self-determination is the ability to control the
basic conditions under which survival takes place
(Goldenberg, 1978). Rank (1956) defined "... self-deter-
mination as a voluntary and conscious creating of one's
own fate." (p. 20). Assertiveness, problem solving,
decision making and self-disclosure are the skills needed
by the self-advocate in determining and influencing the
direction of life. The value of respecting a person's
right to self-determination has pedagogic value. The
therapeutic value of an improved identity and increased
independence has been noted (Heath, 1977).

Self-determination is a social value for one who
hopes to gain respect as a citizen, creating a more com-

plete democratic society (Nirge, 1972).

Social Movements

Self-Help Groups

The self-help movement emerged in the 1930's when
parents of the mentally retarded began to create alterna-
tives to institutionalization (Stunman, Trunstein, 1976).
The formation of groups of parents of handicapped children
began "... as a spontaneous reaching out of parents to
one another, eager to share their similar problems and

concerns." (Segal, 1970, p. 4). There was a perceived
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failure of society's institutions to provide care and
social support for the needy and stigmatized (Katz, Bender,
1976) . Parents, friends and concerned professionals began
meeting to discuss problems and develop ways of coping
with their concerns (Segal, 1968).

Through the 1930's and early 1940's parent groups
focused on obtaining services for severely and mentally
retarded children. In 1946 these groups expanded their
concerns to encompass all retarded children. The American
Association on Mental Deficiency, the only professional
organization at the time interested exclusively in mental
retardation, invited members of parent groups to it's
annual meetings in 1947 and 1949 (Segal, 1970). The
National Association for Retarded Children was incorporated
in 1953 (Segal, 1970).

Meanwhile, special-interest groups representing many
disabilities increased the visability of the disabled,
heightened public awareness, and helped to destigmatize
disability making it less threatening to the public. The
formation of these groups paved the way for support of
public services and a movement toward full citizenship
for the disabled (Haskings with Stifle, 1980).

The civil-rights movement of the 1960's, the War on
Poverty, the Vietnam War, the youth counter culture and
the Woman's Movement further supported the effort of these

groups. National attention was on the effects of prejudice,
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discrimination, segregation and economic deprivation.
People believed that these conditions contributed to a
denial of basic human and legal rights to minorities,
including the handicapped (Haskin with Stifle, 1980; Katz,
1976) .

A new breed of activist emerged in the 1970's as more
and more of the disabled began speaking out. Vietnam
veterans did not accept the role of the handicapped person
staying at home behind closed doors. An increased mili-
tancy developed on the part of the handicapped with the
perception of being "the next minority." (Haskins with
Stifle, 1980, p. 8).

The activism of the disabled, and consumer groups
has resulted in victories in the courts and legislation.
The Developmentally Disabled Assistance and Bill of Rights
Act of 1978 (PL 95-602), the Rehabilitation Act of 1973
(PL 93-112), the Education for All Handicapped Children
Act of 1975 (PL 94-142) are some of the major federal
legislative achievements. Some of the litigation that
led to legislative action was Brown vs. Board of Education
(1954) , Wyatt vs. Stickney (1970), PARC vs. Commonwealth
of Pennsylvania (1971), Lessard vs. Schmidt (1972), Mills
vs. Board of Education of District of Columbia (1972), and
Morales vs. Turman (1976) (Haskins with Stifles, 1980).

It is beyond the scope of this review to discuss the
legal and legislative actions that have involved the dis-

abled. The intent is to show how disabled persons, friends,
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advocates and professionals have joined forces in a national
disabled rights movement to gain full and equal citizen-
ship for all the disabled.

The values inherent in these laws are consistent with
those in the Normalization Principle which stresses the
value of handicapped persons being able to live as much
like the rest of society as possible (Kramer, 1974;
Wolfensberger, 1972). Conditions are being created where
disabled persons experience the respect entitled any

human being (Wolfensberger, Nirge, 1972).

Advocacy and Self-Advocacy

Members of the advocacy movement believe in the need
to provide resources to people with developmental dis-
abilities in order to establish their first class citizen-
ship. Advocates are those persons who intend to assist,
represent and advise, regarding the rights, interests, and
needs of people with disabilities (Addison, 1979). Ad-
vocates attempt to bring about social justice for those
who have been or represent the potential to be treated
unjustly. The advocate's goal is to provide the kind of
involvement that results in persons becoming self-advocates.
Their focus is on facilitating the learning of self-advo-
cacy skills for an independent as possible life style for
the developmentally disabled (Dybwad, 1980; Neufeld,
1979).
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The Developmentally Disabled Assistance and Bill of
Rights Act of 1978 (PL 95-602) provides the framework for
an advocacy movement known as the developmental disabili-
ties movement, which seeks to assure developmentally dis-
abled citizens their human rights and needed services.
One of the goals of this movement is "... to provide
access for consumers to decision making that determines
what they receive and when." (Wiegerink, 1979, p.37).

The consumer has a role in planning and delivery of
services designed to benefit them (Warren, 1979). These
legal and legislative mandates represent a convergence
of theory and practice of the social science disciplines
of Law, Anthropology, Sociology, Education and Psychology
(Katz, 1976).

Varela (1977) discussed three themes of the self-
advocacy movement. The first theme states that the human
service system tends to view the problems of education,
housing, jobs and transportation as defects of the client.
The movement views the problems of access and unequal
distribution of benefits, as environmental and social
requiring legal and legislative action. The second
theme charges that human service personnel tend to see
only disabilities, not potential, and show a keen interest
in behavior modification rather than affirmative action.
The attitudes of service providers toward their clients

may become more negative as years pass, resulting in
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lowered expectations and perpetuating low levels of
success and employment. A third theme emphasizes the
dignity and self-determination that arises out of self-
help. Peer counseling, assertiveness training, infor-
mation networks, interest in civic and legislative
matters are the tools of the self-advocate.

According to Hallgren and Norsman (1977):

"Self-Advocacy is that component of the advocacy

movement which is directed toward increasing the

knowledge and understanding of basic human/civil
rights and responsibilities and is a pre-condi-
tion to meaningful citizenship." "Self-Advocacy

is defined as advocacy by an individual whose

rights, interests or needs are at risk of being

diminished, in order to represent his/her own
rights and interests and speak on his/her own

behalf." (p. 1).

Asserting one's personal rights involves expressing
thoughts, feelings and beliefs in direct, honest and
appropriate ways which do not violate another person's
rights (Jakubowshi, 1976). Assertive behavior by persons
seeking their rights are the interpersonal skills of the
self-advocate. The skills needed at this level of com-
munication require ability to be interpersonally honest
and to have enough self respect to trust and express
thoughts, feelings and beliefs. Appropriate assertiveness
is learned; a social context for the learning to take
place is required. Individuals become socialized by

being able to communicate and relate with others in

society. The disabled learn in this process to speak
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for themselves, be involved in making decisions about
their lives, participate in determining their own direction
and request needed services (Nirge, 1972).

There are programs and curricula designed to teach
the law, legal systems (Riekes, Spiegel, Keilits, 1977),
as well as legal rights and responsibilities for the
mentally retarded (Hallgren and Norsman, 1977). Gardener's

Self-Advocacy Workbook (1980) and Woodyard's Advisor's

Guidebook for Self-Advocacy (1980), are valuable resources

for self-advocacy groups. Individuals may need the support
and encouragement of others to be self-advocates. Support
groups provide additional energy, power and resources.
Group experiences can lead to increased motivation, self
respect, and self acceptance (Katz, 1976) with development
of cognitive skills (problem solving, memory retention)
(Freire, 1970) organizational abilities, and leadership
(Heath, 1977).

The development of effective citizenship is brought
about through the interaction of people facing concrete,
real life problems. The identification self-advocates
have with a site (workshop, home, center, etc.), provides
a context for participation in real life problems (Curtis,
1974). The issues a support group deals with are rele-
vant to their lives and stem from the dynamics of the
site. The involvement by persons in their own programs

and sites increases their skills as self-advocates through
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participatory democracy. A sense of efficacy, competence,
and personal power is developed and strengthened as self-
advocates participate in meetings and committees, through
defining group purposes and goals, choosing leaders, plan-
ning activities, and providing one and another emotional
support.

Many minority groups have organized to communicate
their cause to the public in the hope of gaining equality.
The "Silent Minority" (Kramer, 1974) are those develop-
mentally disabled and mentally retarded persons who have
been denied many basic human or civil rights. The
organization of the mentally retarded into support groups
and coalitions is a way to achieve self-representation
and gain more direct access to needed services (Menolascino,
1978).

In 1968 and 1970, the Malmo Congresses of the mentally
retarded were held in Sweden. 1Issues of these conferences
included: leisure programs, labor unions, social clubs,
work opportunities and the frustration about not being
allowed to make decisions.

In 1974 two staff and three residents from Fairview .
State Hospital and Training Center in Oregon attended a
meeting in British Columbia billed as the "First Conven-
tion for Mentally Handicapped in America." These people

returned and began organizing their own convention. The
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result of this effort was the creation of People First,
an organization of people who (as the name implies) wish
to be known and seen as human beings.
"Treat us as People First, then consider our
handicaps; deal with our talents and positive

features instead of just our disabilities.”
(Heath, Schaaf and Talkington, 1978, p. 6).

The Advisor To Self-Advocates

The Need for Advisors

A critical role is performed by those who assume the
responsibility to advise and facilitate the development
of self-advocates and self-advocacy groups. Self-advocacy
groups of physically disabled people usually have the
knowledge and skills needed to operate their own group
and do not need an advisor. However, most groups of
mentally retarded people do need advisors (Woodyard, 1980)
until the group has grown to become independent when the
advisor is no longer needed.

The skills and knowledge needed to be a participating
citizen in a democracy are learned. Voting on issues,
electing officers, planning and conducting meetings,
speaking in public, identifying and discussing issues,
and solving problems of a group, are examples of the
activity that take place when a group forms and develops.

"It is now generally recognized that the majority of the
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mentally retarded when properly counseled and instructed
are able to make judgements and decisions for themselves."
(Haskins with Stifle, 1980, p. 126).

The advisor is a resource person who has knowledge
of normalization, group process, service resources, human
and legal rights for the disabled. Listening and group
facilitation skills are needed to insure effective com-
munication and empathy. Community placement, personal
choice, and self-determination are beliefs of advisors
(Woodyard, 1980).

Self-advocacy is a felt need, one that emanates from
the person and is expressed when people self-disclose the
conditions of their lives. Not all people have a need or
desire to be self-advocates, to vote, to join unions or
clubs, or to participate in meetings. Many citizens do
not participate in the democratic process, yet, all can
choose to do so because participation in the democratic
process is "normally" available. Unfortunately, "One of
the most fundamental democratic rights routinely denied
the mentally retarded is the right to vote..." (Haskins

with Stifle, 1980, p. 125).

The Advisor as a Facilitator of Learning

The function of an advisor is to be responsive to
the felt need of self-advocates. An advocate would speak

for the disabled person. An advisor would provide the
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opportunities for the disabled persons to speak for

themselves. An example of the distinction may be helpful.

A woman assigned to a work activity center lost a
tooth from her upper plate. She went to her home
operator and case manager to see if she could have
her plate fixed. The matter was unresolved for a
year. A second tooth fell out of her plate.
During a group counseling session, the woman ex-
pressed a desire to have her teeth fixed. The
therapist heard her request as something she could
do for herself rather than advocating or speaking
for her. The woman agreed to this approach and
indicated that she wanted her teeth fixed within
three months for her sister's wedding. The group
being counseled became very supportive of her
"getting her teeth fixed" and proceeded to offer
suggestions. The woman involved her case manager
and the home was called. The home operator ex-
plained why her teeth had not been fixed, using
the "defect in the client theme" (Varela, 1977),
thus thwarting the case manager. A new plan was
developed where the woman would "bug" the home
operator and the case manager about her teeth.
After two weeks a dental appointment was made,
but the dentist pointed out that work could not
be done until the woman cleaned her plate. Once
again, the defect was in the client. A third
tooth fell out. She continued to explore, with
the group, other options. However, she did not
mention her teeth for three weeks. Her silence
on the topic was respected. One day she quietly
smiled a toothy smile during the group meeting
and congratulations were given. She got her
teeth fixed three weeks before the wedding.

This example brings out the key issue for service
providers who believe in advocacy and desire to see
people become their own self-advocates. The service
provider is in a position to intervene. A choice is made
between doing something for a person or assisting a person

to do something for themselves. Taking care of a person

is different than caring for a person.
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Rogers (1969) has discussed some principles and
assumptions of learning. He points to the value of self-
initiated, self-directed learning. This is the kind of
learning that starts from within the person as that person
struggles with life. There is a fundamental human need
and continuous search for personal adequacy. The moti-
vation is always there, as the person is always seeking
the maintenance and enhancement of their perceived self.
They are trying to do the best they can to be adequate.
"From the point of view of the behaver himself, he is
never unmotivated...even though it may seem so from an
outsider's point of view." (Combs and Snygg, 1959, p. 56).

The advisor as a facilitator of learning must
transcend the teacher-student relationship and develop a
subject relationship. The interaction develops in a learn-
ing environment with advisor and self-advocate as teachers
and learners, learners and teachers, learners and learners.
The self-advocate is perceived as a subject who is active,
not a passive object to be treated, taught, programmed
and processed (Freire, 1970; Freire, 1978; Varela, 1977).
As an active learner, the self-advocate is responsible
for learning.

The advisor must be sensitive to the various forms
of communication that indicate a need and interest in
self-advocacy. The perception and expression of a need

for self-advocacy skills may be masked because of personal
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and environmental factors. A person may learn that
efforts will not be taken seriously resulting in learned
hopelessness and helplessness (Halpern, Sackett, Binner
and Mohr, 1980). The lack of alternatives, a restricted
life situation and people doing things for the person
rather than allowing for a dignity of risk (Perske, 1972)

all contribute to difficulties in seeking self-advocacy.

The Advisor as an Organizer Within an Agency

Woodyard (1980) discussed the advisor's relationship
to the sponsoring organizations management. The service
provider as advisor acts as a liaison between the self-
advocacy group and management. Managers historically have
made decisions for those they have served and focused
their attention on the disabled person's limitations.

This approach led to over-protection, few opportunities

for learning responsibility, decision making and practicing
dignity of risk. 1In order to overcome these obstacles and
advance the state of the art, Woodyard (1980) suggested
open communication and a willingness on the advisor's part
to educate the managers.

"The principal vehicle for the acquisition of

goods and power as well as for the development

of self-determination...lies in the dynamic of

community organization...Community organization

is the mechanism by which previously isolated

and vulnerable individuals band together to

identify and pursue common goals." (Goldenberg,
1978’ po 108)0
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One role of the advisor is to be an organizer of the
community of people with whom they are working (Herr, 1980).
The advisor as organizer may need to understand agency
goals and how they relate to self-advocacy. Three types
of goals are considered for analysis. Integrative goals,
the first type, seek improved juxtaposition of service
giver and service users. The second type are socio-
therapeutic goals where the agency seeks to improve function-
ing or increase competence of citizens through community
participation. The third type are environmental change
goals which aim at the improvement of the environment
within the community (Brager and Specht, 1973).

The goals of the self-advocacy movement can be viewed
through the above classification system.

Integrative goals are likely to promote the
preservation of the agency. Participation by a self-
advocate in community life is encouraged to promote a
greater ego investment with an internalization of com-
munity values and traditions (Brager and Specht, 1973).

This in part explains the effect state wide People First
conferences have on participants (Heath, 1978). Agencies
may seek to beguile participants into beliewving they have
made an impact when, in fact, plans have been predetermined.
This behavior serves to foster cooperative client sponsor
relations without the transfer of power (Brager and

Specht, 1973). The responsibility of the advisor is to
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effect a transfer of power to the self-advocates. When
this does not happen, the indigenous leader only serves

a public relations function. The goal is a higher degree
of political integration with cohesion of service
recipients (Bragen and Specht, 1973).

Sociotherapeutic goals may be questioned because they
offer psychological solutions to political and systemic
problems (Brager and Specht, 1973). Heath (1977) dis-
cussed the psychological benefits of People First in
promoting group identity and independence. This growth
may be a prelude to action and social change. The question
of changing people or changing environments may be a moot
point for those who are hurting. For some, both need to
happen. The individual may change as a result of social
action or may change as a result of promoting social action.
An example may be helpful.

A group of six workers in a work activity center

confronted a staff person about a telephone policy.

The policy in question stated that if a telephone

call was business, the worker could make the call

without cost. If the call was personal, the

worker would have to pay the cost of the call ($. 07)

The workers felt this was an infringement of their

right of privacy and inconsistent with staff policy

regarding their telephone usage.

A staff person listened to the complaint and

suggested they continue to pursue the issue with

the supervisor with the goal of negotiating a

new policy. The leader of the group, a 71 year

0ld man who had been previously institutionalized,

but in the community the past seven years, became

anxious. He cried and talked about his fear of
making trouble; that it was better to drop the
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issue and experience his hurt, loss of rights

and dignity than to assert himself and hurt
another. The others said they had a right to
assert themselves, offered him support, encourage-
ment and positive regard. He said he was scared
of being sent back to the institution and feared
this would be a consequence of noncompliance with
the policies of the program. The group provided
reality checks for him but he was threatened and
unable to accept their feedback. Then one member
said, "O0.K., we will do it without you. We have
a right to our privacy." The group "chimed" in
their support of asserting their rights and were
ready to move without their leader. He realized
that they were serious and would not abandon him
if it got tough. He joined the group and they
worked out a plan and established a new telephone
policy with the supervisor.

In this example, it appears that the leader needed
the psychological benefits the group offered before he
would be willing to take the risk and move toward attempt-
ing to change an aspect of his situation.

Environmental change goals are criticized because
they may be naive and utopian. They represent the most
radical and far reaching of the goals. 1In order for these
goals to be realistic they must be set in regard to the
cultural and economic system (Brager and Specht, 1973;
Alinsky, 1971; Freire, 1970).

The principle of normalization seeks to change
society's view of the mentally retarded. The principle
attempts to change society's myths about those labeled
mentally retarded creating more acceptance and integration
into society. The attempt is made to remove the stigma
of the label and the deviant status that the label places

on people (Wolfensberger, 1972).
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Agencies that utilize the normalization principle
seek to change attitudes and conditions in the community
that will allow for greater acceptance and iktegration
resulting in the generic use of community services free of
discrimination. The self-advocate plays a key role in
defining and shaping the objectives sought. This consti-
tutes self-determination in action, a concept of normal-
ization and deeply embedded in democratization of service
agencies (Nirge, 1970; Brager and Specht, 1973). Agencies
that assume an advocacy role realize that rehabilitation
services are nét enough. The purpose of advocacy is to:
1) assist the disabled person in every way possible to
actualize his potential; and 2) ut?lize agencies as

advocates to actively participate in improving how society

feels about the disabled (Diamond, 1979).

The Service Provider as the Advisor

There are two forms of advocacy; internal and external.
Internal advocacy operates within the system or agency that
employs those acting as advocates, while external advocates
receive their financial support independent from the
systems where they perform their advocacy services. The
advisor to self-advocates provides an advocacy function.
Service providers as advisors perform internal advocacy
activities. A major objection to internal advocacy, and

to service providers acting as advisors, is that there
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may be a conflict of interest between agency goals and
those of the self-advocates. The advisor may not be
objective or view the situation from the self-advocate's
perspective and "cool out" the self-advocates in order to
protect their position within the agency. The adage,
"Whose bread I eat, his song I sing", points to the dis-
advantage a service provider may experience when develop-
ing advocacy services within an agency (Woodyard, 1980;
Neufeld, 1979).

Another problem of the service provider being an
advisor is that of the consumer differentiating between
the various roles the service provider may perform. For
example, the service provider may be a rehabilitation
worker in a workshop, responsible to train and monitor
worker progress and productivity. In this role, the dis-
abled worker may perceive the service provider as a "boss".
When the self-advocacy groups conduct planning and
decision making sessions, the service provider will need
to be perceived as a friend, helper, advisor, but not as
a "boss". Some consumers and service providers may have
difficulty adjusting to this kind of role flexibility.

The advantage of the service provider being an
advisor and advocate is that they have greater access to
information and services. Consumers often live restricted
lives where contact with people outside of the service

delivery system is minimal. The service provider can
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assist by: bringing disabled persons into the community;
opening doors to other self-advocacy groups; encouraging
participation in workshops, conferences and conventions;
and ultimately, moving the agency to include more consumer
representatives on its advisory boards (Woodyard, 1980;

Neufeld, 1979).

The Need For Instructional Materials

The process of being labeled mentally retarded in
this highly technological society where intelligence is
valued has resulted in discriminatory and segregationist
policies. Some of these policies have resulted in people
being devalued by society, perpetuating a myth of deviance,
while others are paternalistic in their treatment of the
retarded. Recent developments have led to the creation
of an ideology that stresses the value of the potential
for growth and development of the individual.

The advocacy movement seeks to gain respect and
dignity for all disabled people through the Principle of
Normalization (Wolfensberger, 1972; Nirge, 1976). Self-
advocacy represents the struggle for people to speak for
themselves in making decisions that effect their lives,
and deepens society's commitment toward democratic ideals.

An advisor to self-advocates is needed to pose
questions, make suggestions, develop options and alterna-

tives so that self-advocates can make their own decisions.
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Self-advocates may need an advisor until they can operate
independently. The goal of an advocate and advisor is the
independence of self-advocates. An advisor needs knowl-
edge and skills in order to facilitate learning as they
function as a resource person for a group.

The service provider may act as an advisor.
Functioning in an agency they run the risk of a conflict
of interest between the service agency and the activities
of self-advocates. Service providers are in a position
of contact and involvement to encourage and assist in the
promotion of self-advocacy at the service delivery site.
The service provider can work within the system to open
doors and develop self-advocates. Self-advocacy may range
from a person deciding what clothes they will wear éach day,
to being on an advisory board and becoming involved in
legislative issues. The responsibility for consumers to
make their own decisions can be encouraged by the service
provider.

Alternative perspectives are needed by service
providers so they can impact and change the service delivery
system. Service providers can assist in changing attitudes
to allow for greater integration of consumers into society
(Steer and Jennings, 1978; Mamula and Newman, 1973; Varela,
1977).

In many programs around the country there are people

who have chosen to facilitate the development of
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self-advocacy; sometimes feeling alone, without a clear
direction. Daily responsibilities and pressures as well
as personal interest and abilities make it difficult for
many service providers to take the time and expend the
energy to search out and discover an advisor advocacy
perspective that would enable them to foster the develop-
ment of self-advocates. Staff development and sophisticated
training materials and resources are needed (Menolascino,
1978). In order for such materials to become available
and useful, research, design, development, implementation
and evaluation must take place prior to dissemination
(Stedman and Wiegerink, 1979).

There are some instructional materials and resources
designed to assist people to become self-advocates (Heath,
1976; Hallgren and Norsman, 1977; Gardner, 1980; Woodyard,
1980). These materials provide guidelines, direction,
information, and training exercises. However, only por-
tions of these materials are designed to address the train-
ing needs of advisors. Materials have not been developed
that specifically address the training needs of service
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