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Self-interest associations are nothing new in the United

States. They number into the tens of thousands and cover every

conceivable human concern. The parents of handicapped children,

in organizing membership associations to help solve their

common problems, are therefore following an established American

pattern.

Joseph H. Levy in Parent Groups

and Social Agencies

11
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CHAPTER I

INTRODUCTION

Purpose and Scope of the Study

The purpose of this study is to describe haw groups of parents

of handicapped children in the state of Oregon engage in participatory

democracy, and to identify some of the ingredients :hat maintaln and

sustain the participatory process.

The study first reviews literature on participatory democracy,

discussing the concept and its importance, as well as some of the

problems encountered by groups who would engage in the participatory

process. The voluntary organization as a vehicle for participation

is reviewed, and structures and functions of self-help organizations

are examined in detail. A review is also made of a particular

instance of individuals udshing to participate in policy decisions:

that of parents' attempts to influence educational policy. Parental

efforts against the educational establishment, the phenomenon of

community control of schools and the growing movement toward consumerism

in education are discussed.

To give an idea of some of the problems that parents of handicapped

children face in regard to securing educational changes, information

is presented on the background and present status of special education.

A review is then made of the origins and accomplishments of the nation-

wide movement of the parents of the handicapped, along with a delineation

1 2
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of some general characteristics of these organizations as noted by

other writers.

Data are presented on twelve local parent groups; all of which were

politically active, seeking to effect changes in educational policy

for handicapped children. The groups are looked at from the point of

view of two considerations: those factors which have a bearing on the

political efficacy of the group and those which sustain individual

participation. In order to better understand group dynamics which

bear on political efficacy, an analysis of organizational characteris-

tics and strategies as manifested by the groups is presented. In

order to attempt a determination of what sustains individuals' partici-

pation, variables rising out of members' attitudes toward their own

involvement are identified and discussed.

The study concludes by drawing inferences from the parent organi-

zations studied which could be applicable to other groups engaging in

participatory democracy.

Background and Rationale

Intertwined in democratic political theory is the concept of

participatory democracy.

In its broadest sense, participatory democracy means people

directly involved in making the decisions which affect their lives,

decisions which relate to the ways by which people govern themselves.

The fragility of this concept is also a recurring theme. Within

the context of the present extremely large and complex governmental

framework, keeping participatory democracy alive has been of major
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concern. In the last few decades there have been attempts by consumer

groups to build in some participation of governmental services and

programs, and where grass roots organizations already existed, federal

guidelines have often sought to ensure their inclusion in local policy

decision making.

One specific manifestation of participatory democracy is the

voluntary organization, a special interest group formed to work for

a particular cause of concern to its membership. Such groups, com-

posed of persons who seek to influence policy regarding their interests,

can be powerful political forces. Such groups, also, can embody the

essence of the rewards of participatory democracy for their members.

The focus of this study is on the special groups which have formed

by parents of children who are handicapped. There are two major

reasons for making these-groups the focus for a study in participatory

democracy. The first reason is to explore and identify factors of the

participatory process.

A writer who has examined parent groups of the handicapped in

some detail concluded that he was encouraged, after his study, to see

the democratic process still in action.1 By looking at how these

groups work it should be possible to gain insights into how participatory

democracy works.

The staggering and heartbreaking experience of having a handicapped

child has brought voluntary organizations of parents together to work

with unusual energy in seeking services and rights for their children.

Not only have these groups had success in shaping social and political

14
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policy, but they have also provided a means whereby the sense of .

helplessness against a powerful, unresponsive governmental structure

can be overcome.

Not all voluntary groups have their roots in such distirctly

traumatic and charged atmospheres, although, frequently, crisis situa-

tions do produce unusually energetic citizens' groups in their wake.

However, the presence of continuing problems--physical and mental

handicaps, poverty, social injustice--to which responses need to be

made, calls for the presence of concerned groups of people able and

knowledgeable to participate in the solution to these problems. It

calls for those affected to have, besides the capability, the conviction

borne of experience that they can, themselves, help shape their world.

Unfortunately, in many instances, very concerned groups have been

unable to successfully mobilize political power, have met with failures,

and have been frustrated and disillusioned by their experiences. Often

these have been parent groups seeking to change educational policy for

their children.

By looking at the organizational characteristics and strategies of

groups of parents of handicapped children, it should be possible to

identify some practical information applicable to other groups, informa-

tion to enhance the participatory process. Similarly, by studying

groups members' feelings about their participation, it should be pos-

sible to gain more of an insight into the meaning of participatory

democracy for the individual, and to identify those factors responsible

for sustaining individual involvement.

1 5
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The second major reason for focusing on these parent groups

pertains directly to meeting the special needs of handicapped children.

Of the estimated seven million handidapped children in the United

States, only about 40 percent are receiving appropriate education and

services.2 Many thousands of children are still being legally excluded

from an education. Although many states are now passing mandatory

legislation--laws which assure a free public education to all children,

no matter their handicap--the means by which such legislation can be

implemented are often lacking. Even when litigation to secure the

rights of handicapped persons has been successfully brought, parents

have found this no guarantee that services will be forthcoming. There

continues to be a pressing need to mobilize effective parent power.

This chapter was prepared by Peggy Larson.
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CHAFFER II

REVIEW OF LITERATURE

Participatory Democracy

The concept of participatory democracy has long been perceived

as a fundamental element of the American democratic form of government.

A concern for the participation of individuals in the processes by

which the community is governed has marked a great deal of democratic

theory: there is major speculation whether active participation in

the governance process is presently possible, whether it ever was

possible, whether it is even desirable, given the extremely complicated

technological order sustaining modern existence. But whether it is

workable or not, and whether it is a myth or not, there is general

agreement that belief in the concept alone is a major force for sus-

taining belief in the democratic form of government itself. Belief

that participation in the decision-making processes that affect one's

life is legitimate, is, moreover, expected and is an individual's right

remains, even if the actual form of participation is so limited as to

be negligible. Belief that, at any time, participation is possible is

of tremendous importance in keeping alive the individual's faith in the

democratic system.
1

When it actually takes place, when individuals are actively involved

with others in helping to shape their environment, on a large or small

scale, classical democratic theory has a lot to say about the intrinsic

1 7
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value of such participation. The act of participation is seen as

directly affecting the individual: it is an educative process.

People's views become wider, their tolerance greater, their capacities

increased for understanding and making intelligent decisions. One's

own conduct becomes perceived in terms of social consequences. A

concern for one's fellow human beings, a sense of community and, above

all an increased awareness of one's own value and worth as a human

being are the result of participation.2

Classical democratic theory is probably not occupying a prominent

place in most people's thoughts as they ge about their lives. Houever,

the benefits that accrue to the individual as a result of participating

in decision-making activities have been studied, they do exist and they

are real.

Factory workers who began coming together, initially as a social

group, developed a feeling of cohesiveness and the beginnings of an

organization to discuss, and later confront, their patterns of control.

Not only did they overcome their sense of powerlessness, but they

began to experience a sense of power over their own destinies.3 From

this relatively small scale form of participation, statements arise,

such as the following: "...[I] f we are concerned about freedom We will

want to determine our own destiny. If we care about democracy we will

not be content to have Our prosperity determined by technological

decisions in which Ike have no say...." Workers' control is not seen

as an end in itself, but as part of a process of extending a democracy

of participation.
4

1 8
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In today's terms, benefits to individual participants help to

reduce the alienation, to halt the depersonalizationS of present

existence in a technological society. Men individuals are engaged

in making decisions with other persons who share the same situation,

apathy and helplessness are reduced, and personal identity is

heightened.
6 "Only participatory democracy can offer an alternative

to the violence born of despair by allowing disadvantaged minorities

to affect directly decisions which shape their lives."
7

Particularly as related to problems dealing with quality of life--

those problems which, so far, elude the ability of bureaucratic

offices to adequately answer--can participatory democracy with its

concept of collective wisdom arising from many points of view provide

solutions. Participatory democracy is seen as providing the means

by which society can remain sensitive to social needs and concerns

and can have the resiliency to respond creatively to emerging social

problems.
8 In turn, it expands the individual's own knowledge and

feelings of self-worth.

There are pitfalls, however. A unit of people participating

together to effect decisions can be undemocratic: The group may put

excessive pressure on its members to conform; group leaders may allow

the group to be manipulated, either by a few of its own members or by

outside forcos. Even "provision for grass roots decision-making can

often mean effective manipulation...first, isolation of subjects by

undermining traditional voluntary associations and second, promotion

of pseudo-communities...designed for manipulation of membership."9

1 9
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Parents who have demanded control of the schools often get an advisory

council made up of unrepresentative "community leaders.""

While token participation may be seen by some as worse than non-

participation, having the effect of taking off pressure, or cooling-out,

and thus essentially dissipating the power of an opposing group, even

this form of participation is a foothold, a recognition of the existence

of other opinions. The danger lies in failing to continuously communi-

cate group and individual feelings, and in letting fears of cooptation

lead to paralysis.

Internal characteristics of a group which serve to nullify

participatory democracy may be stickier problems. Pressure for mem-

bers to conform to certain behaviors, particularly when the group is

small, stifle the workings of participatory democracy. The group may,

in such cases, split into factions which are more meaningful for the

members. However, one risk of this may be realization of a painful

fact of political life: those "who are not organized and who lack

access to wealth and power have no voice...."
11

The phony community-of-interest group is even more alarming, in

that participants may be unaware that they are pursuing nonmeaningful'

goals, and, lacking the conviction associated with real concerns, allow

others to choose for them. True voluntary associations "form spon-

taneously because of pressing needs to which the central system is

irrelevant or antipathetic.
12 Forced participation or the absence of

a real sense of involvement can easily lead to relinquishment of the

participatory role.

20
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In spite of its weaknesses, potential abuses and the limited use

to which it is put in the opinion of some, participation in determining

the manner and form of govprnance continues to be valid: people

continue to form interest groups, many groups endure for long periods,

and individuals continue to involve themselves in the group process.

There are obviously rewards for both the individual and the group.

This section was prepared by Peggy Larson.

21



12

.
Voluntary Organizations:. Typologies, Structures and Functions

There has been a proliferation of voluntary organizations within

recent years. They are referred to under such headings as: voluntary

associations, self-help organizations, self-organized groups and

interest groups. They exist in virtually all aspects of society.

Contrary to what many people think, voluntary organizations are not

an American invention of a century or two ago influenced by the famous

work of deToqueville--they have been around for about ten thousand

years.
13 However, voluntary organizations seem to be more prevalent

in industrialized societies. Literature on the origins of volunteer

organizations indicates that as society becomes more complex and

heterogeneous, individuals seek alternatives to maintain their indi-

viduality and identity by associating with others who have common

goals and values. One writer provides a good example of this in rela-

tion to the effects of urban life: "Being reduced to a stage of virtual

impotence as an'individual, the urbanite is bound to exert himself by

joining with others with similar interests into organized groups to

obtain his ends."
14

The emergence of bureaucracy and professionalism in the fields of

human service and education have produced another societal complexity

along these lines. The professional exhibits an attitude of "knowing

what is best" for the client or student. The bureaucratic system, with

its well-ordered sequence of events and procedures, offers little or

no access to the individual. Consequently the individual becomes the

victim of the system. This has been the case with racial minorities,

22
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parents of handicapped children, the poor, alcoholics, drug addicts,

homosexuals and women. "One of the most fundamental issues involved

in self-help by stigmatized individuals is that those who experience

the condition perceive and define it differently than does the prevail-

ing society.
"15 This has given rise to a large number of stigmatized

individuals joining forces in organizations in an effort to change how

society views them and to improve their own self-image as a means of

dealing with society.

The literature of complex organizations focuses.on internal

structure and relationships of the larger more formal groups with

institutional functions--factories, hospitals, schools, public and

quasi-public agencies--while the study of voluntary organizations

commonly deals with the question of participation and community function

of the smaller, local and institutionally less significant groups--clubs,

leagues, "societies," lodges.
16 Two reasons why these concerns have

been separated are:

1. It is difficult to include voluntary organizations in the

general definition and classification system of complex

organizations because of their unclear boundaries, varying

involvement of members and their particular relationships

with the environment.
17

2. Data on voluntary groups has not generally been collected

fram an organizational analysis point of view.
18

"These reasons do not negate the need for an interdisciplinary approach

to the organizational aspects of voluntary groups.

23
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Three Typologies

The organizational characteristics of voluntary groups are

critical for developing a framework from which to view the consequences

of such groups, and especially for this study in regard to the phenom-

enon of participation. Further, classifying these characteristics can

be equally important as a means of ordering information to gain addi-

tional understanding of the structures and functions of voluntary

organizations. The great danger in most classificatory schemes is

oversimplification if they are based on a single characteristic.
19

However, typologies derived in this manner "...can be expanded

indefinitely as some new factor is seized upon to indicate an additional

class."
20

Four typologies of voluntary organizations based on Assumed Value

Function are offered by Warriner and Prather. Working on the premise

that collective functions (those consequences of activity which are

relevant to the collectivity as a whole or common to its member)

produce values, four types of value functions are identified: (1)

pleasure in the performance: bridge clubs, painting clubs, ski clubs;

(2) sociability or desired communion with others: "The Happy Hour

Club," "Social Circle;" (3) symbolic or reaffirming a valued belief

system: certain lodges, some churches, religiously oriented sororities;

(4) production or activities which produce goods, services, or change:

League of Women Voters, service clubs, political action groups.
21

Gordon and Babchuk pose a typology of voluntary organizations

utilizing three criteria of classification:

24
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1. Degree of accessibility. Organizations can be separated into

two classes--high and low accessibility. High accessibility--

YWCA, Girl Scouts. Law accessibility--Daughters of the

American Revolution.

2. Status conferring capacity--high and low status. High status--

American Sociological Society. Low status--Synanon.

3. Functions--expressive, instrumental, or expre:isive-instrumental.

Scuba Diving club, Photography clubexpressive. National

Women's Political Caucus, Common Cause--instrumental. Associa-

tion for Retarded Citizens, National Organization of Women--

expressive-instrumental.
22

The recent flourishing of self-help organizations formed by indi-

viduals with a common problem and performing multiple services to their

members on a local level, outside the framework of the usual community

services, has led Katz to develop a typology for classifying these

groups: assimilative, separative, and mixed. "This typology refers to

the goals of self-help groups in terms of their relationshipS with and

use of other community agencies and professionals. Under this scheme,

Synanon might be categorized as separative, United Cerebral Palsy as

assimilative, and Alcoholics Anonymous as mixed."23

The foregoing typologies present some examples of how voluntary

organizations may be classified. They are by no means all inclusive

since it would be beyond the scope of this study to do an exhaustive

review. Rather, they are meant to provide an overview of some types

of voluntary groups and be applicable to parent groups of the handi-

capped,
25
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Structures

All organizations make some provisions for continuing their

activities directed toward achievement of goals. They establish rou-

tines for activities such as task allocation, leadership, planning

and coordination. These routines constitute the organization's

structure. The fact that activities can be arranged in a number of

ways means that organizations have different structures and in some

ways each organization can be considered unique. Factors such as

organizational objectives, size, geographical local, societal attitudes

and technology all contribute to the variation of these structures.24

The structures of voluntary organizations are as varied as any

other organization--industrial, business, governmental. While these

variations exist, voluntary organizations also possess structural

features common to other types of organizations. Voluntary organiza-

tiOns are often viewed as being more informal or perhaps less

bureaucratized or professionalized than other organizations since they

are voluntarily joined by individuals and are not essential to one's

survival in the same sense that most adults must be members of organi-
q-,

zations for monetary purposes. The degree to which voluntary

organizations are considered formal or informal is contingent upon

many of their structural characteristics.

Combining the dimensions presented by several organizational

analysts
25 and the experience of this writer a fairly eclectic set of

structural features of voluntary organizations can be discussed.

26
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Membership varies from a high tolerance for heterogeneity (diverse

social class, educational, occupational, ethnic, religious affiliations)

to homogeneity (ascriptive attributes such as same age, sex, social

class, stigmatizing Condition). The membership region may be flat to

hierarchically ordered statuses. Participation may be nominal to

active. The locus of power in regard to participation may be the top

down, elitist, corporate-type or the 'bottom up," participatory

democracy type. The degree of fission potential varies from a tendency

to splinter or break off to a cohesive, unified, tightly fused group.

Accessibility to membership may be very open to very limited depending

upon the exclusiveness of the group. There is a degree of voluntariness

vs. coerciveness for joining a group: an individual may feel it is

socially mandatory for economic, professional or prestige reasons to

join; there may be little or no pressure to join; there may be social

pressure not to join; there may be social or legal prohibition against

joining.

Production, instrumental and self-help groups demonstrate a high

degree of interrelationships udth the environment. Assumed kinship,

secrecy, ranked statuses and ritual are all characteristics of symbolic

organizations. Sociability groups get their structural characteristics

through interaction of their particular individuals.

Governance. This area can be divided into two parts--leadership

and written controls. The leadership or control region may be flat or

virtually nonexistent. In this case the main function of officers may

simply be to collect membership dues annually, make arrangements for

27
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meeting places or other group activities. Officers seldom make any

decisions that have binding consequences for the organization. Con-

versely the leadership may be hierarchically ordered. There may be

many officers, boards, statuses and a staff. The officers, boards

and staff members may deal directly with or independent of the member-

ship,. The type of leadership can range from charismatic or personalized

to rational, formal or bureaucratic. The degree of leadership

accessibility may be tightly controlled, high leader stability to

democratic, openly accessible with low leader stability. Relating to

all of these characteristics is the degree of experience and resource-

fulness that any leader may possess.

Voluntary organizations may or may not have a written constitution

or by-laws which influence governance. Some groups operate completely

independent of any written rules but may have common understanding of

how to proceed. There is some evidence that the degree of formalization

or bureaucratization affects whether or not a group feels it necessary

to have a written document from which to operate. Relatively loose,

amorphous, unstructured groups tend to feel they are not absolutely

necessary while complex, highly structured, differentiated groups feel

they are vital. However, some informal, unstructured groups find it

necessary to have a constitution in order to gain tax exempt status and

may adopt one solely for this purpose.

Size. Voluntary groups may be small, medium or large. There are

several interrelated factors that may influence size such as:

1. Functions, status conferring ability, accessibility--social,

educational, professional, geographical.

28
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2. Organizational growth rate--rapidly growing, stable, declining,

withering, dying.

3. Age of organization--young, middle aged, old.

4. Length of intended time span--short-term, crisis-oriented,

ad hoc, ephemeral, continuous, long-term, permanent.

Frequency of meetings. Factors such as functions,,size and age

influence how frequently voluntary organizations hold meetings. They

may vary from continuous, weekly get-togethers to cyclical (every so

many ueeks, months, years). Young organizations may have frequent

meetings simply because there is a great deal to accomplish in the

initial stages. Social groups and groups whose functions are primarily

emotional support may meet often to provide continuity for members.

Large groups such as the National Child Welfare League or the National

Geographic Society meet annually and in some instances the total mem-

bership never meets.

Affiliations. There may be transnational, national, regional,

state, district, multi-county, multi-city, county, city, or neighborhood

affiliations. Groups may almost completely isolate themselves from

other groups or they may be highly dependent upon affiliation. The

degree of variance may depend upon their independent operating capacity

or their functions. If a group has good mobilizing skills, good

resources and past experience to draw upon they may not feel the need

or want to affiliate. However, if the primary goals of a particular

group are to produce change, it may view affiliation as an essential

element for gaining strength in which to accomplish these goals. Some
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productive or instrumental groups may be free from affiliation but

have extensive interchange with the local community environment in

matters relating to money, personnel and services.

Amount of wealth. The size of budgets of voluntary groups range

from small to large. The amount of the annual budget is influenced

by the wealth of the membership, the size of the group, investments,

endowments, real estate, fund raising capabilities and qualifications

for United Funds and governmental grants.

Functions

All organizations have functions just as they all have structures.

Functions are referred to as goals, aims, purposes, or objectives for

which a group of individuals come together. The functions of volunteer

organizations are as varied as those found in other types of organiza-

tions. Dimensions of functions are crucial for understanding the

differences among voluntary organizations.

Instrumental. The instrumental function is oriented toward

"...activities which take place outside the organization. It seeks to

maintain a condition or to bring about change which transcends its

immediate membership.
"26 "Certain groups do not exist primarily as an

end in itself, but serve as social influence organizations designed to

create some normative condition. Such groups exist in order to attain

r

goals that lie outside the organizations themselves"27
"

. ...lijnstrumen-

tal groups are organized expressly to change the social order or maintain

the status quo, to insure that vital services will be available to persons
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in society, to help distribute power at different levels, to educate,

to persuade, etc."28

Expressive. The expressive function

...provides the framework for immediate and continuing

gratification to the individual....These groups perform

a function primarily for the individual participants
through activities confined and self-contained within

the organization itself. Mbre specifically, they provide

the opportunity for carrying on activities, such as

recreation, of direct interest to the participants or

to help provide satisfactions of personal fellowship.

Also included in this category are honorific or status

conferring organizations....In the main, the orientation

of the group is not to the attainment of a goal antici-

pated for the future but to the organized flow of

gratifications in the present.29

Expressive groups exemplify different types of goal orientation such

as:

21

1. Sociability--enjoyment of mutual fellowship where grogp

activities are very informal or mainly a vehicle for communion

and interpersonal relationships among members.

2. Pleasure in the performance--recreational or hobby group where

the members receive satisfaction from participating in some

game, hobby or sport.

3. Spectator--enjoyment through mutual exposure to some event,

activity, media presentation.
30

Ideological or symbolic. These functions represent fairly specific

and elaborate sacred beliefs, special values and belief-affirming

doctrines that may be highly ritualized. Religion, politics, and health

are examples of such ideologies.

Self-help. The nature of these functions may be self-liberating

which focus on some social problem or situation such as racism, sexism
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and stereotyping. They may be self-remedying which focus on an

individual problem such as drug addiction; or,self-improving which

focuses on members becoming better or developing more skills but not

starting with a real problem.31 Service orientation and private

interest are two other self-help functions worth mentioning. Service

oriented functions are-those primarily concerned with helping others,

especially the disadvantaged, or society in general such as public

interest concerns. Private interest functions focus on economic gain

of usually already wealthy individuals and assisting private indi-

viduals in attaining some high social status.

There are a number of technical aspects of voluntary organizations

that can influence their functions:

1. Goal multiplicity--one primary goal or many primary goals.

2. Goal clarity--clearly defined, precise, vague, or relatively

undefined goals.

3. Goal type--political, educational, religious, health, welfare,

scientific economics, mass media.

4. Goal congruence--groups that practice what they preach or

groups that specify certain goals but do something else.
32

The degree to which any one or any combination of the foregoing elements

are present within an organization will have a direct bearing on its

functions.
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Structures and Functions of Voluntary Self-Help Organizations

A number of graups of individuals, usually those with some sort

of stigmatizing condition, not willing to accept society's traditional

view of them nor the social service delivery system have organized

into self-help groups. These groups seek alternatives to the bureau-

cratic and professional model to human services, to abstract principles,

impersonal detachment and hierarchical controls.
33

The Blau-Scott

typology of complex organizations utilizing "cui bono" suggests that

groups can be typed by who their prime beneficiaries are and clearly

indicates the helplessness of the client.34

Blau-Scott Typology of Formal Organizations

Type of Organization Governed By Prime Beneficiary

Business Owner Owner

Commonwealth Vbter Vbter

Mutual Benefit Member Member

Human Service Community Client

The purpose of this section is to consider some of the specific

organizational characteristics of self-help groups as a basis for under-

standing parent groups of handicapped children. "They [self-help

organizations] may best be viewed as sharing in the general purposes

and functions of other voluntary health and welfare agencies, but [also]

as having some particular functions and characteristics that grow out

of their origin and continuing character as self-help associations.
"35

In order to evolve practical strategies of participation and organiza-

tions far parents of handicapped children it is important to first look

at some of the variables that characterize self-help groups.
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There are at least nine structural characteristics that can be

denoted as common to most self-help groups.
36

1. Members of the group are primarily peers. They come together

out of commonality of needs. In some instances this peer

grouping is referred to as 'Wdnority" membership since the

individuals and/or society view them as minorities because

of the nature of their particular problems. There may be some

professional members who are not peers but this is not a

focal issue. If anything, professional membership is kept

rather low-key. Professionals seem to be used not on their

own terms but according to the specification of the larger

peer membership.

2. The size of the group is relatively small. The membership

is usually less than one hundred and often consists of only

ten to twenty individuals. Peers who come together do so

because they have needs that cannot be met individually and

turn to a group for satisfaction. The smallness and personali-

zation of the group are important at least initially.

3. The groups are self-governed by peer members who view themselves

or their relatives as prime beneficiaries. Leadership and

power structure tends to be horizontal rather than vertical.

Occasionally there may be a charismatic leader who is not a

peer but has some intrinsic motivation and identity with peer

members. The degree to which a written constitution or by-laws

exists varies. Some groups prefer to remain informal and feel
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that written rules tend to bureaucratize and stifle

effectiveness. Sometimes groups are compelled to adopt

by-laws in order to obtain tax exempt status and qualify

for funds from private or public sources.

4. Helping others is an expressed medium of the group. This

is a fundamental aspect Alich defines self-help groups.

When reference is made to "self-help" in terms of groups

the emphasis is on helpfulness of mutuality and cooperation.

5. Self-help groups have common goals and goal clarity tends to

5e well defined. Goals emerge from within the group rather

than being applied or dictated from another source. Goal

orientation is toward the perceived central problem.

6. Action is group action. The group views itself as a whole

;reater than the sum of its parts.

7. Budgets for seif-help groups are usually small in.comparison

to other groups. In one study the majority of budgets were

less than $5,000 despite a national social service budget of

$206 billion in 1970.
37

The groups have minimal staff members

with most of the work being done by members.

8. The longevity or survival rate of the groups vary. They appear

to be rather fragile for especially low income groups. Low

income groups are less likely than groups from other social

classes to have the resources such as organizational skills,

contacts with influentials, access to money to keep them alive.

9. Self-help groups have frequent meetings. They meet at least

monthly and some as often as weekly. This contrasts with
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traditional human service organizations who usually have

annual membership meetings.

These structural characteristics define the general functional

aspects of self-help groups. By the nature of the concept of self-help

these groups function as expressive, instrumental or instrumental-

expressive. This means that some self-help groups are internally

focused, others externally focused, and still others combine internal

and external focuses. Self-liberating groups may center around social

problems such as racism, poverty or sexism. Self-remedying groups may

focus on individual problems such as drug addiction, obeseness or

alcoholism. Groups combining the two foci will attempt to change the

individual's self-image and society's view concurrently.

Self-help groups are action oriented in that their primary goal or

goals are to produce change either among the members, within society,

or both. There is a great deal of personal involvement. Members are

expected to involve themselves and work for the benefit of the group.

While the key motivation for participation may be self-improvement,

group goals come first and self-improvement evolves as a result of

working toumrd group objectives. This does not exclude expressive func-

tions. As members work for group goals they have opportunities for

-emoting feelings and receiving reinforcement and support from their

peers. However, this is the point where some groups encounter splinter-

ing or splits within the,membership. Some individuals may feel the

need to be more expressive or more instrumental and break into subgroups

to meet these specific needs. Communication is horizontal rather than

vertical and members tend to maintain close contact with one another.
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In regard to functions of self-help groups "it is clear that a

large number of people are being delivered a service by their peers

which parallels, complements, and in many cases competes with the

delivery system of the social welfare 'establishment;' and that there

is a strong tendency toward de-bureaucratization' of this delivery

system."
38

The organizational aspects of voluntary associations are crucial

to understanding participatory democracy and what variables make a

difference when dealing with voluntary groups. This section has pro-

vided an introduction to the nature of voluntary organizations,

reviewed three typologies, given an overview of general structural

and functional characteristics, and, provided some specific features

of self-help groups.

: This section was prepared by Beverly Melugin.
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Parents vs. the Schools

After having reviewed the concept of participatory democracy and

taken a look at voluntary organizations as a vehicle for participation,

focus is now turned to a specific policy area--education--and the

attempts of parents to have a say in the determination of educational

policy.

Parents of school-age children comprise, by and large, an aggre-

gate of individuals who share some common concerns about the type and

quality of available education. Acting either alone or in groups, they

have frequently sought to be involved in and to influence decisions

relating to educational programs and curriculum; school policies;

regulations and personnel; where, whether and with whom their children

attend school; and, even, if their children are entitled to educational

services. The desire for participation in this kind of educational

decision making often has implications which go far beyond the client's

immediate school environment: it is

determination of one's own destiny.

placed on education, and it is seen,

mount importance for an individual's

happiness.

However, much of the literature on the efforts of parents to

participate in school-related decisions presents a picture of parental

impotence against an overwhelming array of official school impermeabil-

ity. One writer feels that probably ninety-five percent of parents do

not ever get involved, as they are thoroughly intimidated by the mystique

bound up with the desire for self-

A tremendously high value is

by many parents, as being of para-

chances for future success and
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of school administrators' expert knowledge. hhen a local group of

parents does decide to campaign about something they feel is important,

they are not likely to be successful. If they do manage to get a

hearing, the administration generally lets them know that they are

really not "qualified to comment" on professional matters.
39

This is not to say that parents' demands are considered to be

inconsequential. Parents are regarded as a distinct source of pressure

on the educational establishment, and such pressure is often viewed as

a threat. While school systems are encouraged to establish vehicles

by which parents may express their concerns, this must be done "...in

such a way that they will not constitute pressures for the educational

decision makers...."4° The decision makers distinctly do not include

parents.

A school administrator, in cautioning teachers to pay close

attention to parents, warns that dissatisfied parents could create

pressure groups, which he regards as cancers.
41

One study of the authority system which operates in schools

indicates how and why the phenomenon of suspicion towards parent involve-

ment is perpetuated. Teachers and administrators see themselves as

professionals with specialized training, experience and knowledge in

their field. Parents, lacking such a background, are felt to have no

right to interfere with the work of the school. At the same time,

however, school personnel recognize parents' legitimate, latent authority

concerning the welfare of their children which could become mobilized,

and they fear any intrusion into their sphere of influence in the school.

The result is that schools nave sought to prevent parents from gaining
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a place of authority in the system. The schools employ strategies such

as neirer admitting to parents the mistakes of school personnel, and

principals consistently act to back up teachers and strengthen their

position vis-a-vis parents.42

Data collected on parental grievances toward the schools showed

that while about forty percent of a sample of parents had complaints,

relatively few had taken action concerning them, and an even smaller ,

number had ever banded together with other parents to seek redress.

The reason that so few parents took corporate action, the study goes

on to point out, may lie in the fact that individuals' grievances

often do not affect other parents and groups, or that parents are

ignorant of the extent to which their grievance is shared by others.

That no organization exists for channeling and handling grievances may

be another explanation.
43 A different writer reinforces these ideas:

"...[I]t is the extreme heterogeneity of parental interests which

blocks the emergence of issues concerning the school...."
44

That parents havy so often been powerless to affect educational

changes in a society which claims to have local control of education

has been a subject of research. In addition to within-school mechanisms

for protecting and insulating teachers from parental interference, the

selection and activities of school boards is, in most places, handled

in such a way that the board is dominated and controlled by the super-

intendent. There are many reasons for this, ranging from the nonpartisan

nature of school board elections to the reliance on the professional

expertise of the superintendent. Board members are generally not
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equipped to handle conflict and rely on the superintendent's knowledge

when issues arise. But only if there is major community-wide crisis

does the board respond to pressure, and then usually its action con-

sists of firing the superintendent. Concerned groups of citizens find

they have difficulty getting a hearing before the school board, as

both board members and superintendent wish to avoid conflict.45

In the last few years, however, more and more moves toward citizen

participation in school affairs have begun. Anmnber of factors have

been instrumental in precipitating this trend, among them the popularity

of some widely read works of educational criticism, such as Silberman's

Crisis in the Classroom and Kozol's Death at an Early Age. These

books exposed school failures, exploded educational myths, and offered

possible alternative models, all in language and style thoroughly

readable.

gut, perhaps most notable as factors leading to more parent

involvement, were the civil rights movement and the anti-poverty

programs of the 1960's, both of which paved the way for the occurrence

of community control of schools.
46 While the civil rights movement

helped to stimulate the desire for self-determination and bring about a

growing dissatisfaction with the quality of minority groups' education,

the anti-poverty prograns provided built-in specifications for citizen

involvement. Compensatory education, Head Start and other federally

funded education programs encouraged and often required parent partici-

pation in educational decision making.47

That there was great intensity of feeling over community control

of schools was not surprising. Schools had become a focal point for
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dissatisfied communities of blacks and Puerto Ricans. The school was

an institution that, above all, had failed them, which had been

unresponsive and insensitive to their needs.
48

The schools were

guilty of stereotyping children from these communities, denying their

abilities, imposing curricula which were inappropriate and not pro-

viding the learning experiences necessary for success.
49

Children

left schools unprepared and lacking competencies.50

On the part of blacks, a great deal of the intensity of feeling

regarding the schools came from a belief that control of the schools

meant coming a step closer to control of destiny for the race,
51

and

the beginning of political potency. Community control of schools was

seen as helping people who had heretofore been effectively disenfran-

chised from participating in society find a way toward being a part.
52

As battles for control were fought and won--and lost--and as some

schools began to be freed of a distant, unresponsive administrative

structure, parents and other people in the community became involved

in the operation of the schools and their attitudes changed. Whereas

before the "inability of parents to have any meaningful influence in

modifying...school policies" had led to frustration and hostility, there

were now much more favorable and positive attitudes toward education.53

Consumerism and accountability, manifesting itself in lawsuits

being brought by parents for failure of the schools to educ:ate

children,
54

are further phenomena causing parents to be more aware of

becoming involved in shaping educational policy. Alternative schools,

free schools, community schools are experimenting with parent-initiated
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and parent-involved programs. New parent advisory councils have been

started in thousands of school districts, and there are several

neighborhood citizens groups attempting to influence school policies

and practices in nearly every city.55

Whether parents will actually share in the decision-making

process in many of the new groups which have been formed is yet to be

answered, but the expression of concern and the willingness to become

involved are necessary first steps to participatory democracy.

In a nation in which citizen participation and volunteerism
have been dominant themes from its beginning, giving people
more influence over institutions that affect their lives

has positive psychological, social and political values.
Meaningful citizen involvement in decision-making can
strengthen confidence in and commitment to the school,
while making schools more responsible to citizens' diverse
concerns. Citizen influence in educational decision-..
making taps new ideas and energy, and provides leverage
to bring about reform in Improving the quality of services.

56

This section was prepared by Peggy Larson.
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CliAFTER III

EDUCATION FOR THEHANDICAPPED: TRENDS AND ISSUES

The Nature of Special Education

To assist in understanding the complexities that must be faced by

parents of handicapped children, a brief background of special education

follows.

Individuals with handicapping conditions often require what is

known as "special education." Special education, as a term, denotes

educational practices which differ from the general curriculum to the

extent of providing experiences to help cope with, overcome or compensate

for the particular handicap the individual experiences.

A blind student receives special education when mobility training

or instruction in braille is provided. Deaf students may learn speech

reading, and captioned films may be shown for their instruction. Mildly

mentally retarded students make use of high interest, low vocabulary

readers. Emotionally disturbed children often participate in edUcational

programs designed specifically to reduce their frustrations and feelings

of failure. Students with perceptual problems associated with learning

disabilities require special exercise in hand and eye coordination.

Physical therapy is provided for children who are crippled or ortho-

pedically handicapped. Mhny times two or more handicapping conditions

are present. Children with cerebral palsy may have severe speech

problems; the learning disabled child may also be emotionally disturbed.
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Special education, as a profession, has sought to develop programs which

address the educational needs of their kinds of individuals.

Additionally, there are some other aspects of special education

which are significant in describing its nature.

Children with handicaps need to be identified at as early an age

as possible, and programs begun to help ameliorate the handicapping

condition. Programs begun at age two and a half for a deaf child can

result in successful school entry into a regular classroom at age six.

Preschool experiences for.the physically handicapped are tremendously

important in helping these children develop some mastery of their

environment. Moderately and severely mentally retarded children need

to learn self-care skills--dressing, toilet training--before school

'entry age. 'Preschool education takes many burdens off of parents,

besides offering skill training to the child.

Equally important for same types of handicapping conditions is

the provision of continuing educational services beyond those which

normally cease as part of the regular school program. Mentally retarded

students often require a longer time to learn skills necessary to

survive. For some, community residential facilities with educational

programs are needed for a lifetime.

Another characteristic of special education is the necessity for

precise diagnosis of handicapping condition and educational needs

related to the handicapping condition. Diagnostic evaluations must

often be, and in fact in many states are required to be, a comprehensive

process consisting of medical, psychological, social and educational

assessments.
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Individualized instructional plans or individually tailored programs

are a further requirement. The particular instruction which the handi-

capped child receives must be based on the child's diagnosis rather

than a grade-age level standard. While it is general practice to

provide many mentally retarded children with essentially the same educa-

tional program, most children with other handicaps progress best with

carefully planned individual programs which address their particular

learning needs. A continual reevaluation of those needs is called for

as well, with program modifications provided when needs indicate.

Special education, because of these requirements, is much more

costly than regular education. Special materials and equipment pur-

chases are necessary, teachers require additional training, diagnostic

centers must be staffed, a lower teacher-pupil ratio is mandatory,

preschool and postschool facilities need.to be provided. On the average,

it costs at least twice as much to educate a handicapped child as it

does a non-handicapped youngster. For this reason, special education

costs are a major concern.

Another concern of special education is that handicapped children

be able to participate in as close to a normal environment as possible.-

Segregating handicapped children from the rest of the school population

removes the possibility of valuable learning experiences for all

children. Some instruction may best be provided in a class which is

homogeneous, but the opportunity to participate in other settings is

necessary for developing broader skills and understanding.

A third concern arising out of the nature of special education is

the use of labels to describe various handicapping conditions. To know
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that a child is "emotionally disturbed" or "mildly retarded" in and of

itself does not automatically indicate the kind of educational-needs

the child has. In a sense, the designation is worthless. Labeling a

child as "disabled," "slow learner" or any one of a dozen terms used in

schools throughout the country can prove to be psychologically and

socially damaging, can stigmatize the individual and predestine his or

her future opportunities. A label connotes limitations on the indi-

vidual's abilities.

Abuses

While the profession of special education attempts to find solu-

tions to its own technical and logistical problems, something like four

million mentally and physically handicapped children are not receiving

the special education services they need and about a half million are

receiving no education at all.
1 Mhny of the children are in regular

classes or are at home because there are no appropriate programs offered

in the school district in which they reside; many children are suspended

indefinitely because there are no trained personnel to cope with prob-

lems that some children manifest.
2

There are provisions in nearly all states to legally exclude some

children from attending school. A child can be legally excluded when

it is determined that school attendance would endanger his or her health,

or the health of others, or when the child's behavior is considered to

be detrimental to the welfare of other children. In many states children

can be excluded when they are described as being unable to profit from

school experience. Wide interpretations are possible, and no provisions
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exist in many areas for seeing that alternative education be available

to the excluded child. Extra legal and illegal exclusions--indefinite

and continuous suspensions, waiting lists, school encouraged non-

attendance, the creation of an atmosphere so punishing that nonattendance

becomes the only way the child can avoid an intolerable situation--

further function to deny education to children in many states.3' 4

Misplacement of children into special education programs on the

basis of inadequate or arbitrary diagnosis is another cause for alarm.

Children placed in inappropriate programs may remain there for years

when no safeguards are provided for review, reevaluation and reassign-

ment. School classification procedures often operate "to perpetuate

and confirm racial, sex and class distinctions,"5 and special education

classes become a catch-all for bothersome children.
6

There is also increasing dissatisfaction'regarding the lack of

educational programs and protection of rights of handicapped individuals

residing in institutions. The denial of education and services to this

population has recently become a focus of concern.7

Responses

The Council for Exceptional Children, a professional organization

of special educators, has responded with the policy that:

The provision of universal education of children in a demo-
cratic society has been translated as a commitment to the
providing of educational opportunities for every child....
Children with problems have frequently been demitted from
schools on the dubious grounds that they were uneducable,
had undesirable characteristics or disrupted the education
of other children....Since no child's right to an education
may be legally abrogated, to the exclusion of any child on

the ground that no facilities are available...cannot be
tolerated))
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CEC has taken an advocacy stance, providing technical assistance

in dozens of states to individuals, parent organizations and school

personnel seeking to remedy abuses to handicapped children.

The Bureau of Education for the Handicapped within the U. S.

Office of Education, responsible for the administration of most federal

monies spent for handicapped children's educational programs, has

responded by vigorous leadership,9 including funding a national center

where parents can receive information on services in their own state,

and practical guidelines on their children's rights.

But perhaps most important in seeking to remedy present abuses

is litigation brought by organizations of parents of the handicapped.

In 1971 the Pennsylvania Association of Retarded Children, representing

fourteen mentally retarded children, successfully brought suit against

the state for failure to provide access to free public education. A

similar case in Washington, D. C. led to the judgment that every school

age child must be provided "...a free.and suitable publicly-supported

education regardless ofthe degree of the child's mental, physical and

emotional disability or impairment."10 There are presently at least a

dozen class action suits which have been decided or are pending, dealing

with the right to education, appropriate services and placement.

As a result of litigation, or in an attempt to avoid court-ordered

changes, some states have revised their special education statuses,

removing some or all of the exclusion clauses, and have begun devising

new means of financing the required programs. Due process provisions to
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protect the rights of parents and children have been written into

official practices in states where no such procedures have been pre-

viously required.11

This section was prepared by Peggy Larson.
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OTegon Legislation and Status

There were some 57,000 exceptional children in the state of Oregon

during 1973-74 and approximately 32,000 were being provided educational

services according, to the State Department of Education.
12

These educa-

tional services are basically provided through five legislative acts:

the Handicapped Children statute, the Mentally Retarded Law, the

Emotionally Handicapped Children Law, the Children's Mental Health

Services Law and the Trainable Mentally Retarded Law. The first three

are administered by the Department of Education, the fourth by Children's

Services Division and the fifth by the Mental Health Division. There

appears to be little attempt to interrelate these programs. Each

involves a different method of funding which results in some categories

of handicaps being served more adequately than others.

The Mental Health Division and the Department of Education seem

to have two distinctly different philosophies of program development for

educational services for handicapped children, while the Children's

Services Division lies somewhere in between. The Mental Health Division

tends to move more rapidly in establishing programs and then works to

ensure quality. The Department of Education is very methodical in its

approach, spending a great deal of time documenting needs, developing

well-defined guidelines and extensive curricula before moving to

implementation. This was the case with the Trainable Mentally Retarded

Program and partially explains why it is being administered by the Mental

Health Division. Parents of TMR children, along with some professionals,

had been energetically promoting and demonstrating the need for educa-

tional services for this group of children. The Department of Education
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was reluctant to accept responsibility for the program and parents were

unwilling to wait an indefinite length of time for services, so the

Mental Health Division stepped in and developed the program. Today

the TMR Program is recognized as the best special education program in

the state among parents, professionals and many community members.

Although there is merit in -.:L)ing comprehensive program development, it

should not be carried to the point of causing unnecessary delay in

delivering services to children.

Prior to October 5, 1973, school-age children could be denied

educational services if a child was certified physically or mentally

unable'to attend school or if further attendance would be educationally

unprofitable for the child.13 Further, the determination to exclude a

child could be made by a district school board without consulting the

parents or legal guardian. On this date House Bill 2444 became law.

This law requires:

.
school districts to provide education to every school-

age child regardless of his or her condition in life.

2. Local school districts to provide home, hospital, institutional

or other regularly scheduled and suitable instruction for

children who have been determined unable to attend school

and are not currently being educationally served by some other

regional or state facility.

3. Administrative officers of school districts to consult with

parents before a child is placed in a program of Special

Education.
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4. District school boards to conduct surveys of the educational

and other needs of children who are not attending school

and report the results to the State Department of Education

by July 1, 1974.

5. If necessary, that the Department of Education propose

appropriate legislation to insure that the educational needs

of all children are met.

A later Attorney General's Opinion on the law in reference to

children who are unable to attend school states:

[1]

[2]

[3]

...it is plain that the obligation of the "public schools"
is not contingent upon the availability of any state
program outlined in the statutes.

The school district may itself provide "Mme, hospital,

institutional or other regularly scheduled and suitable
instruction";

if it [the school district] does not or cannot, [provide
suitable instruction] it cannot escape the obligation
imposed [on it] by CRS 339.030(4), and

[4] must pay the tuition of the child in an institution
[private school] which does provide such instruction if
that is the only way such instruction can be provided
for the child.

[5] There is no "out" for the school district; it must meet
its obligation to the child under the statute as
amended.14
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The ruling also authorizes local school districts to pay private tuition

with no financial limitation if the district does not have an instruction

program of its awn. School districts had previously been prohibited

from paying tuition to private schools.

House Bill 2444 is a direct result of local and state parent groups

of handicapped children taking action so that their children would be

provided their constitutional right to educational services. This was
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not an easy task. A lot of time, energy and money was involved. Many

hours'were spent educating legislators about the special needs and

rights of handicapped children. Parents bore the expense of taking time

off from work and traveling to the state capitol to give testimony.

They met strong opposition from the school board association whose

primary concern about the bill was raising the funds to provide the

services being requested. In its final form, the bill only provided

the right to "access" to an education for handicapped children and not

the right to an "appropriate" education as parents had wanted. Never-

theless, one more battle in their struggle had been won.

This new law seems to have had only a mild effect to date. Although

it became effective October 5, 1973, there were handicapped children in

the state not being served according to the survey that was done by local

school districts during the spring of 1974. This reinforces the fact

that merely passing a law does not necessarily mean that children will

be served. There are several problems involved. First, attitudes

toward serving handicapped children vary among school board members and

administrators across the state. Some still believe that certain chil-

dren do not benefit from educational services because of their particular

limitations, and others are concerned about financial cost and not

willing to consider yet the possibility of reordering priorities.

Second, HB2444 did not include a time table for serving all children

nor any enforcement procedures. Third, since there was no deadline for

meeting the educational needs of all handicapped children and no enforce-

ment procedures in the law itself, administrative rules to cover these
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two areas needed to be developed. However, the DOE who had the option

to write these p-Jcedures has not done so.

The burden is once again placed upon the parents. If a child is

being excluded or the parents do not agree after consultation with the

placement of their child in a certain program of special education and

they cannot resolve the issue at ihe local level, they have two

recourses. First, they can appeal to the Superintendent of Public

Instruction who may or may not work with-the local district on resolving

the problem. Even so, without enforcement rules, the Superintendent

cannot compel the local district to comply with the law. The second

alternative is for the parents to approach the courts for compliance.

Looking ahead at trends in special education for Oregon, a sig-

nificant piece of legislation has been drafted by a task force appointed

by the Oregon Board of Education. Two documents have been provided

by this poup: a proposed bill15 which makes substantial changes in

the special education statutes, and proposed administrative rules16 with

which to implement the bill. The bill consolidates all programs for

handicapped children into one statute. It allows declaration of eli-

gibility for special education and service, rather than requiring

certification that a child is handicapped which would reduce some of

the negative effects of labeling. The bill provides the same advantages

for the institutionalized and noninstitutionalized child. It also calls

for a systematic method of funding.

The proposed administrative rules make provision for due process

procedures in the placement of children in special education program.

Whenever administrative officers of a school district propose to place
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a child in a special education program, transfer a child to or from a

program, or deny a child placement in a program, parents must give their

consent. If parents do not agree a due process hearing may be requested.

One foreseeable problem with the due process procedure is that the

appeal may be heard by the local school board or its appointee. It

is conceivable that the school board's appointee could be the special

education director, in which case it would be reasonable to assume that

he or she might represent a biased position since this individual would

have probably been involved in making the original decision for place-

ment.

Another weakness of the administrative rules is that there is no

enforcement procedure that penalizes schopl districts for not providing

special education services The only recouTse for parents would again

be through the courts if a child vas being denied services. A possible

means of avoiding this situation would be to include an enforcement

procedure whereby basic state financial support would be withheld from

a local school district if it refused services to a child. This alterna-

tive for enforcement would be a politically hot issue, if suggested, in

view of the fact that the idea of "local control" of schools is widely

held and supported among many school administrators and school board

nembers. Parent groups are likely to suggest a strong enforcement

procedure such as this and other changes once the bill is introduced

to the Legislature.

Further trends in Oregon focus on providing preschools, activity

centers and sheltered workshops for developmentally disabled and other

impaired individuals. There is beginning to be a push for early
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identification and training of infants through school-age children who

have disabilities. Activity centers are being established to provide

continued educational services to adolescents and young adults.

Sheltered workshops are being set up to provide vocational opportunities

for individuals who cannot function in a conventional work setting.

Parent groups are working hard for services in these three areas and

they are receiving support from the Mental Health Division.

Ideally, Oregon needs a system whereby educational services can

be provided to all handicapped individuals from infancy through adult-

hood. To obtain such a system will require the continued participation

of organized parent groups working as political forces.

This section was prepared by Beverly Melugin.

57



48

MAPTER IV

PARENTS OF THE HANDICAPPED

Historical Background

Groups of parents seeking to effect changes for their handicapped

children are a relatively new phenomenon, having mostly begun in the

years following World War II. Several factors, as well as the war

itself, had a bearing on the formation of parent organizations.1

The presence of a handicapping condition had been regarded for many

years with a great deal of fear, guilt and general moral uneasiness. A

handicapped child was often viewed as an indication of parental failing

or punishment for sin, and most handicapped persons were kept out of

sight. In keeping with the prevalent attitude, education of the handi-

capped, if it took place at all, occurred also out of sight of society.

From about the mid-1800's until after the turn of the century, any

educational efforts undertaken were in residential institutions.

With the growth of cities and the concomitant relatively high

concentrations of handicapped children, the benefits of providing day

classes within the.child's own community began to be seen, and during

the first two decades of the twentieth century, several hundred private

day schools for the handicapped opened. Progressive education movements

in the 1920's and 1930's spurred the development of classes for handi-

capped children in the public schools, but in most cases, teachers,

administrators and the general public were not prepared, either
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professionally or emotionally, to accept this move, and many classes

were terminated after a few experimental years.

At the close of World War II, thousands of veterans returned home

with physical and psychological handicaps. Their disabilities were

seen for what they were, without the traditional stigma. The acceptance

and readjustment into daily life of these handicapped persons helped to

decrease the stereotyped social attitudes concerning other handicaps

as well. Society in general began to achieve greater understanding and

tolerance for the handicapped.

Developments and breakthroughs in the field of medicine were

beginning to produce new forms of treatment. Psychological research was

resulting in advances in learning theory regarding individual differences.

New techniques of testing and diagnosing handicapping conditions were

coming into use, making it possible to differentiate more accurately

between various disorders, and allow children with the same learning

needs to be grouped together for instruction. As post-war teacher

training received emphasis, training for special education teachers was

also stimulated and recent advances were translated into educational

practices.

Prior to fhe war, parents, especially of mentally retarded and

epileptic children, had been reluctant to acknowledge the presence of

such handicaps in their families. The stigma of mental deficiency had

been too vicious to discuss openly.
2

But with the shift in attitudes and

the hope aroused by scientific research, parents became encouraged to

come together to help make circumstances better for their children.
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An ad run in the New York Times in 1945 by the parent of a cerebral

palsy child, asking if there were other such parents who would like to

meet together, began one of the f: t self-organized parent groups, which

later grew to be United Cerebral Palsy.
3

In 1948 a similar advertise-

ment brought 200 parents of mentally retarded children together.

Descriptions of the first public meeting of this group portray it as

having had "some of the character of a revival meeting, with parents

rising emotionally to discuss their own experiences and problems."
4

Similar groups evolved in much the same way across the country,

concerning themselves with the particular handicapping condition,of

their children. Some of these groups, like the League for Emotionally

Distrubed Children in New York, began as a result of their children

being treated at the same clinic.
5

Mhny groups were stimulated by

professionals or arose out of an agency program.
6

The purposes for organizing seem to have been more or less con-

sistent in all the groups. Generally, these have been: t'iscussion of

mutual problems; selfeducation; promnting public awareness; organizing

or promoting projects t5:1 meet unmet needs of particular children;

securing the passage of appropriate legislation; establishing public

programs for handicapped children.7

Over the last two decades, groups of parents of the handicapped

have raised money to support research efforts, to set up activity centers,

to fund summer camps, to start recroation programs. The groups have

provided transportation for handicapped children, counseling services

for family membeis, and tuition for special schools. They have awarded
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grants and scholarships to help train teachers. They have stimulated

the development and provision of diagnostic centers, treatment centers,

community homes. Where no classes existed, they have set up class-

rooms and hired staff.

uath increasing emphasis on the right to education for all children,

parent groups began actively putting pressure on legislatures and lobby-

ing in behalf of public education for handicapped children. It was

because of activities of groups such as the Association of Retarded

Children that in state after state classes for the mentally retarded

were included as part of the public school offering.
8

The Association

had "remarkable influence in state legislatures, local school boards,

on Congress." and parent influence is cited as'responsible for many of

the federally funded programs of research and training in mental

retardation.
9

When school systems have been unresponsive to pleas for change,

parents have turned to the courts.10 Litigation to achieve civil and

educational rights brought by parent groups has so far been successful.

Groups have undertaken vast public education campaigns to focus atten-

tion on the problems of the handicapped, and have been actively involved

in assisting state and local education agencies in planning programs of

services.

In some areas, parent organizations have found that, in spite of

passage of bills designed to ensure services to handicapped children,

the legislation was not being implemented and children uere being denied

legal rights. As a result, coalitions of parent groups have formed.
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These coalitions, such as the Co-ordinating Council for Handicapped

Children in Chicago, embrace a number of parent and professional

groups, and allow differing groups to present a united front to school

officials and legislatures. Among the Co-ordinating Council's

publications are booklets specifying the rights of handicapped

children, provisions in the laws, both state and federal, and

services and benefits available. Lest there be any misconceptions

of their stand, the Council also publishes a hard-hitting guidebook

of practical militancy, How to Organize an Effective Parent Group and

Mbve Bureaucracies.

It is interesting to note that parents interested in furthering

the welfare of their handicapped children have organized on an inter-

national level. There are voluntary associations of parents in at

least three dozen countries, and ten or so international organizations

exist to share and coordinate information and activities, and help

promote research and services. In developing countries where mental

retardation is still regarded as a curiosity, parent groups have yet

to be formed. Likewise, parent organizations, "...which function in our

society as self-help organizations or pressure groups, appear to have

no place in the Soviet scheme of things, where a paternalistic govern-

ment is supposed to minister to the needs of its citizenry."
11

General Characteristics

A review of the studies done on parent groups of the handicapped

reveal some general characteristics which seem to be shared by all of

the groups.
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Observers have frequently commented on the groups' role in

providing emotional outlets and in filling emotional needs for its

members. Meetings of groups have been compared to gatherings of the

Alcoholics Anonymous, where members spontaneously voice their feelings,

frustrations and fears.
12 The provision of mutual support and a chance

for release of anxieties are very important aspects of the group. The

opportunity to discuss feelings with other parents who share the same

problems is a continuing group function.
13

Education of its membership has been vigorously promoted by

parent groups of the handicapped. The groups sponsor lectures by

professionals, hold discussions, provide counseling and collect

materials on topics related to handicapped children. Training sessions

may include information on the causes of mental deficiency, an intro-

duction to the concept of psychological testing, emotional needs of

preschool children or new drug therapy techniques. Parents are

encouraged to make use of materials and are often able "...to discuss

their reading with informed persons, since such persons are usually in

attendance at their meetings."14 Because of such activities, parents

of handicapped children have been described as "...an unusually well-

informed group....They are asking educators intelligent questions about

the improvement of special education programs....They are a vital and

importance force in the community, and they are in a position to assist

realistically and appropriately in the establishment of good public

school programs and to improve those already in operation. The focus

of parent interest has been turned onto every facet of the problems of
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exceptionality...medical research, psychological research, legislation,

teacher education, transportation, finance, community health...."
15

The inclusion of professionals and other non-parent members in

the parent organization has also been of interest to many observers.

While some groups sought professional members from the beginning, others

began by limiting their membership strictly to parents. It became

evident, however, as the groups grew and took on more functions, that

the organization needed the aid and expertise that professionals could

provide. The administration of larger groups became so complex and

technical that it demanded "someone with professional training and

skills to adequately deal with the responsibilities involved."16

Including professionals in the membership was also in part a strategic

move, resulting in firmer alliances of people who shared many of the

same concerns. In numerous instances the complementary roles of parents

and professionals made group efforts singularly effective, with profes-

sionals providing the expert information and parents appealing emo-

tionally for the handicapped.17 The disruption of this balance, as

manifested by dominance by professionals, has, however, been of con-

tinuing concern to the groups. The inclusion of other "interested"

citizens was usually an attempt to gain visibility, to increase the

group's.size, prestige or treasury, and, in some cases, to inject

objectivity to the group's orientation.18

Levels of participation of group members have also been studied.19

The findings indicate that only a minor percentage of parents who join

the organizations become active participants. Upon first joining the

groups, parents participated actively, but the majority gave less and
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less of their time as goals were reached and the organization became

larger and more professional. However, it was noted that parent groups

were nevertheless characterized by a "quality of intensity and self-

absorption" which seemed "to be one of the distinguishing marks of

participation in the parent groups as compared with other voluntary

associations." Added to this is the "family nature--husbands and wives

being typically involved in joint participation...", the therapeutic

aspects of the group and the sense of identity with successful accomplish-

ment of goals, all of which reinforce participation in the group.

Nbtivations for joining the groups centered around "doing something

about the problem." This implied more than getting help for one's own

child; it ,included helping oneself, other children and their parents,

and improving the state of knowledge about and responses to handicapping

conditions. Mhny members joined the group whose children were beyond

the age that could be helped by the organization. Another motivation

was also expressed: parents felt that a group democratically respon-

sive to their needs and wishes had special significance.

Parent involvement in other community groups and activities seemed

to be less prevalent as compared with active leaders of other volunteer

groups. This was felt to be due to the demands of having a handicapped

child at home. However, cross-affiliation was looked at only for the

parent members of the groups and not for the professionals.

Finally, strategies employed by the parent organizations to meet

their goals show a great deal of similarity. The groups all sought to

establish relationships with other agencies serving the handicapped,

6 5



56

not only because agencies were instrumental in providing services, but

also because agency personnel were often a main source of referral of

other parents to the groups.
20 The groups relied heavily on an emotional

approach in their forms of publicity: "...helpless children...martyrs

to a cruel situation, which an indifferent society has done little or

nothing to remedy...waifs...unable to take advantage of tax-supported

treatment or education...."21 Well thought-out strategies were

presented in Segal's study of associations of parents of the mentally

retarded. Leaders of these groups attempted to achieve interaction and

a relationship with those in positions of influence, then used facts and

information for persuasion, along uith liberal amounts of constituent

pressure in the form of emotional appeal.
22

While many of their efforts were met with failure and resistance,

parent groups of the handicapped seem to have been able to overcome some

of the obstacles to participation in educational affairs experienced by

parents lacking organization. As the civil rights movement was to

accomplish by arousing minority groups to the full extent of their

condition, so in the coming together'and sharing of concerns did parents

of the handicapped develop a group consciousness of their plight and an

awareness of their combined power. Like the people striving for com-

munity control of schools, parent groups found advocates at the national

level and turned to professionals for technical assistance. And in

working together ami effecting changes, parents found they reduced their

sense of helplessness and isolation.

This chapter was prepared by Peggy Larson.
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CHAPTER V

DATA COLLECTION

Methodology

A case study approach was chosen for this project. The case study

framework tries to find out the intricacies of a situation, it provides

the opportunity to spend time among the groups being studied. The

researcher can collect evidence, ideas, acquire a feeling for the

dynamics of the situation and not be bound to only one method of

research. Mhny techniques may be used--interviews, participant observa-

tion, study of printed materials. The case study method allows explora-

tion.which can give a wholistic view of the situation: "...case studies

are carried out in the field with sounds, sights and smells of the

real situation hitting the researcher in the face."
1

There is at least one major limitation in the case study approach.

When doing research it is desirable to find results that can be

applied to several situations. Random sampling assures that the informa-

tion collected will be representative. Since random sampling is not

usually the method in which groun,; are chosen for case studies there is

the possibility that the groups a -e not typical. The groups may, in

fact, be unique. The only thing that can be done is to take precautions

When selecting the groups.

There are several advantages to the case study approach. It is

recognized as the classical method for researchers who want in-depth
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information since it allows many techniques of data collection and

integration of these techniques.
2 By utilizing more than one case

study, comparisons can be made. Drawing parallels and looking at dif-

ferences can provide insight into practical application. Exploring

the organizational processes of the groups can also be valuable,

particularly those underneath the formal structure and which may be

of a very informal and confidential nature.

The function of the case study is to develop ideas which may have

broader application or serve as an analysis to help bring about social

change. Case studies may be presented to portray the kinds of problems

some groups have been confronted with as they entered the political

arena and the methods that these particular groups have devised to deal

with them.
3

For the present study, parent groups representing four handicapping

conditions (learning disabled, mentally retarded, physically handicapped,

emotionally disturbed) were selected. Three criteria were used in

selecting the groups to be studied:

1. The group had a minimum of ten members.

2. The group was originally organized by parents of handicapped

children.

3. The group was politically active; that is, the group was

engaged in efforts to define policy and influence policy

decisions regarding the education of handicapped children.
4

The groups studied were located in eight Oregon counties:

Multnomah, Lane, Douglas, Coos, Curry, Klamath, Jackson and Josephine.
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The demographic and political characteristics of these counties are

divere and fairly representative of the total state.

Parent groups were identified by the writers while working with a

statewide survey of handicapped children being excluded from school;

The writers had established trust and rapport with the groups through

individual contacts, conferences, workshops and group meetings. It

was felt that this prior relationship was very important in allowing

the writers to receive candid answers--particularly in the area of

attitudes--and to be able to sit in on discussions relating to

personalities of other members and targets of political behaviors.

The main source of data collection was a partially nondirective

interview with individuals who were knowledgeable about the groups'

organizational processes and political activities. Key questions were

asked, but members were allowed to talk without adheriig to a rigid

set of discussion points. This provided an opportunity for them to be

expressive about feelings that might have been ignored otherwise. A

copy of the interview outline is included as an appendix.

Further information was gathered byobserving members at group

meetings and conferences, through individual dialogue and examining

materials produced by the groups such as newsletters, fact sheets and

notices of meetings.

This section was prepared by Beverly tlelugin.

6 9



60

Synopsis of Data

TWelve politically active groups of parents of handicapped

children in Oregon were studied by the writers over a four-month

period in the spring and early summer of 1974. A listing of these

groups, without specific identification, is included as an appendix.

A total of thirty-six individuals were interviewed, all of whom

were leaders or active groups members. Twenty-eight of those inter-

viewed were parents of handicapped children; six were professionals

%pi the field of, or closely related to, special education; and two were

concerned citizens--neither the parent of a handicapped child nor a

professional in special education or an allied field.

Three of the groups had been started only within the last year or

so, while four had been in existence for more than twenty years. TWo

of the groups have not been continuously active over the years, one

group having had its charter revoked by the state organization for

misuse of funds some years back.

The groups ranged in size from twenty members to a "mailing list

membership" or over seventy-five. In all of the groups, the active,

participating membership was generally less than twenty, and usually

less than a dozen. Membership varied from one group comprised almost

solely of parents to those . which nearly half tItp membership were

paofessionals or non-parents. Three of the organizations have definite

splinter groups associated with them.

Eight of the groups were located in communities which the members

interviewed felt were isolated and lacking many educational programs,
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services and facilities for the handicapped. In these communities,

targets of political activities were generally the school board, director

of special education, superintendent or local officials of state mental

health or social services programs. Targets of political behavior for

groups in urban areas were viewed as the school district and the state

legislature. The groups in isolated areas drew membership from widely

dispersed, rural se,:tions of the county.

All of the groups viewed themselves as successful, having received

tangible benefits as a result of their political activities.

This section was prepared by Peggy Larson.
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CHAPTER VI

RECURRING ORGANIZATIONAL AND STRATEGICAL THEMES

In order to determine the elements which related to the groups'

political efficacy, the study attempted to determine how the groups

organized themselves for participation in the process of achieving

educational policy change, and what strategies the groups employed to

affect changes. However, in looking at the groups, it became evident

that these two aspects were intertwined to the extent of making

separation artificial: the manner in which the groups were organized

had strategical implications. The following recurring themes discuss

both the organizational elements of the groups studied and raise points

related to strategies for the successful achievement of group goals.

Membership

The groups studied were phenomenally heterogeneous in their member-

ship. They included parents, professionals, and general community

members. The groups of parents of the mentally retarded had a number

of youth members--teenagers who volunteered their services to work with

mentally retarded individuals. The groups represented a cross section

of socioeconomic classes, diverse educational and occupational affilia-

tions and some ethnic minorities.. They varied from influential members

of the community, such as the mayor's wife, to welfare parents. Some

of the parents were professionals such as physicians, pharmacists,
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lawyers and teachers, while others were secretaries, loggers,

businesspersons, housewives or unemployed. Fathers of younger children

participated and there were several married couples, but most members

were mothers of older children and adults. These characteristics

contrast with other self-help groups whose members are almost entirely

peers having ascriptive attributes such as the same age, sex, economic

class, stigmatizing condition or ethnic background. An interest in

changing the educational environment for handicapped children seemed

to exist in common for all members. However, several of the groups

included parents of children with handicaps which were not the ones

around which the group was organized. That is, several groups for

mentally retarded children included parents whose children were

physically handicapped. In these cases, there seemed to be no other

local group for these parents, and such children were also regarded by

the schools as special education students, even though their needs

differed.

Accessibility to membership was fairly open-. However, it was

acknowledged that there uere many parents of newborn handicapped

children, those who had recently been diagnosed as having problems, low-

income and ethnic minority children in the community who did not belong

to a group. A mother commented, "Parents who really need our group are

not members. They are at home just trying to cope with their child and

'make it' themselves." One group was in the process of publishing a

directory that included parent groups of various disabilities in the

community plus names of parents of children with specific problems that

a parent could call. Another'group had asked local doctors to refer
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parents they came in contact with to their organization. Lack of money

for low income parents to participate was also mentioned.

There were different levels of participation 22mong the members:

(1) those who paid their dues, (2) those who attended metings and (3)

a core group who did the work. One parent decried the lack of partici-

pation and commitment of most members ia her group. She felt many were

"half hearted, except those with their own children, and some teachers"

but suspected the motives of teachers, feeling they were "obligated" to

belong. Another parent was concerned that her group was not presently

motivating members to tackle problems that would bring about change.

Recently formed groups had more active participation than older groups.

In one such group almost all members actively participated. This was

attributed to the fact that the group does not encourage membership just

for the sake of belonging.

Regardless of the nature of any given group there are usually

several degrees of participation. The fact that there is usually a

small core group who does most of the work seems to fit the general

pattern of self-help groups. The important issue in the case of parent

groups of the handicapped is that membership to parents should be made

as accessible as possible. This means considering economic factors such

as transportation, babysitting and taking time off from work so low

income parents are not excluded. Remembering that ethnic minority

parents are already members of one group stigmatized by society and that

having a handicapped child places a double burden on them, they should

be sought out. Being conscious that, traditionally, mothers have been
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primarily responsible for children, special efforts may be needed to

include fathers. In more sparsely populated areas, a parent group for

a specific handicapping condition may want to consider broadening its

membership to include children with other handicaps.

Leadership

Top leadership positions were controlled mostly by parents.

Parents felt strongly that they had the most to gain or lose and that

they should be in command. Professionals seemed to support this in

some of the groups, taking a "back seat" in discussions where parents

were expressing their feelings. A number of professionals were parents

of handicapped children themselves, and these people were generally -

active members of groups or leaders. Chairpersons for nine of the groups

were parents while only three of these positions were held by non-

parents. Ten groups were headed by women and two by men. One of the men

was a father of a young school-age child and his group had formed within

the last year. The type of leadership displayed by parents was of a

personal nature. Parents seemed to be very dedicated, taking a personal

interest in their task and giving the impression of feeling major

responsibility for the group. One woman expressed a great deal of

concern about establishing an effective level of involvement for both

parent and non-parent members in her group.

Although most chairpositions were held by parents, governing boards,

which usually consisted of a group of officers, included special educa-

tion teachers, doctors and businesspersons. These boards functioned in
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a horizontal rather than vertical manner making decisions concerning

policy and financial matters for interim periods and then seeking

approval of participating members.

Leadership positions were very accessible to parents. As one

recently elected chairperson put it, "I was practically volunteered

into the position and any parent who was willing to make the commitment

could have been chosen." liouever, there were no low income parents in

leadership positions. They were often described as being fearful of

leadership responsibilities and uncomfortable around affluent parent

leaders. Individuals usually held these positions for one year at a

time and sometimes longer. The amount of experience and resourcefulness

that parents brought to these positions varied. flost had some prior

experience in leadership roles outside the group and several active

parent leaders were affluent, well known in the community and exper-

ienced in community activities. One parent described herself as being

very knowledgeable "after six years of fighting the schools." Profes-

sionals who were non-parents held key leadership positions only after

establishing a strong level of trust with parents or when professional

participation outweighed parents in the group.

Since there is a small group of active members, leaders tend to

have a great deal of control. The caution is to be aware of this

factor so that participation is not thwarted.

Professionals' Roles

Professionals who were not parents viewed themselves differently

and took different roles than parents. As described by one writer:

7-6



67

The inadequate communication which frequently exists between
families and school personnel is, in part, a function of the
negative stereotypes of parents of retarded children which
have achieved the status of prominent folk myths in the
professional lore. Parents of the retarded are sometimes
viewed by the professional as having little to offer in the
way of relevant information regarding their child's needs,

feelings, problems, and strengths. There is also.a tendency
to withhold information from the parent....This strategy is

frequently coupled with the myth of professional omnipotence.

This attitude was exemplified in the study by comments such as, "Parents

of thr mentally retarded are not leadership types," "Professionals

usually take over and intimidate parents," "Parents are not at all

politically active," and "Parents lack confidence around professionals."

Further, "While children with disabilities pose challenges to profes-

sional people, they pose problems of infinite complexity to their

families."2 This was supported by a professional when she expressed,

"Parents UT t to talk about their children and share their gripes."

It is apparent that while professionals may acknoweldge some understand-

ing of the complexities that parents face, their real priority is to

provide themselves legitimacy and accrue change for their field of

special education or special services.

Parents who were professionals were more sympathetic to other

parents' needs. They understood the need for expressive emotional

outlets, comfort from other parents and finding rv. Formation about

their child's particular handicaps. They knew what it was like to have

doctors be evasive, perhaps because there were no medical answers, or

to be treated less than human because one's child was different. They

knew how it felt to have one's child turned away from school because

there was no program or have a teacher try to tell one about what one's
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child needs. They knew because they had been down that path themselves.

Professionals can empathize with parents but there is no may they can

really know what it is like to have a handicapped child not having been

through the experience. Parents who were professionals were also more

sensitive to other parents' need to gain confidence in themselves first

and then learn about leadership.

There was evidence of trade-offs between professionals and parents

in terms of jobs: the professionals as a source of inside information

and expertise who were called upon to help lay out strategies; the

parents as a source of legitimate concern. Also present was a realiza-

tion that both were after the same change goal. As one parent expressed,

"When it gets into politics it gets over my head but I am confident that

a professional member will take over." Conversely, of a teacher who was

a member: "His hands are tied because he has to watch what he says and

does."

Parents felt it was important to have enough non-parents so that

challenges could be made in crisis situations. This was helpful for one

group who was upset with vocational rehabilitation services at the local

level. They felt that the counselors were not actively seeking to place

mentally retarded students in jobs. The group arranged for an official

from the state vocational rehabilitation office to attend a meeting

where the local counselors were embarrassed and "tactfully attacked" by

the professimal membership in front of their superior for not carrying

out their jobs in an effective manner. The fact that the professionals

understooc: the workings of the state agency and could speak the same
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language seemed to give parents a great deal of confidence in themselves

and the professional membership.

In another situation, the county special education director was

anxious to assist and accommodate parents in their efforts to establish

classes and provide transportation for physically handicapped children.

However, he commented to the group that because of his demands for

services he was not "too" popular with the district superintendents. fle

seemed to be saying to parents, "I am on your side but do not push too

fast for I must deal with the bureaucracy that I am part of as I go."

While the expertise of professionals is invaluable to parents they

should not be allowed to intimidate, manipulate or stifle parents. If

this happens there is an absence of a real sense of involvement and the

concepts of self-help and participatory democracy are undermined.

Goals

Two major goals can be identified for the groups studied: (1)

effecting change so that more services will be provided for handicapped

children and (2) providing social:emotional support to parents. Both

of these goals were clearly defined, but parents and non-parents pursued

them with different degrees of enthusiasm. The first goal was accom-

plished by such activities as applying pressure to local school boards

to establish special classes or services, initiating and supporting

legislation, improving community awareness about handicapping conditions

and raising money for preschools and group homes.
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Several of the groups were directly responsible for educating the

local community about the need for special education and bringing

pressure to bear on the school board in the development of classes for

educable mentally retarded, trainable mentally retarded, emotionally

disturbed, physically handicapped and learning disabled children. A

parent commented, "I lived at the school board for years."

One group was responsible for writing, lobbying and passing a bill

to include programs for emotionally disturbed children as part of the

state special education program. A parent described the situation as

"the first awareness that the Oregon Legislature had of emotionally

disturbed kids."

Another group utilized new legislation to approach the school board

and request establishment of classes for physically handicapped children.

Many of these parents had been driving over a hundred miles a day in

order for their children to attend special classes.

A third group confronted the school board about providing drivers'

training to educable mentally retarded students, a move which established

a precedent for other communities.

A fourth group, alarmed and angered when a condemned school was

reopened for special education classes, contacted state officials,

assisted a community committee in gathering facts on alternative pro-

grams, presented data to the school board and were successful in trans-

ferring classes to more suitable locations.

The second goal was achieved by providing a place where parents

could come together and express theiv feelings with others who had
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similar problems, and receive information and education that would help

them deal with their child's handicapping condition. The groups main-

tained libraries of materials, received state newsletters and national

publications. Guest speakers provided information and parents attended

workshops relating to specific handicapping problems. Some groups had

subgroups of "parents only" to discuss personal and emotional feelings.

One parent was quoted as saying that when she got help from the group

in working with her child she could see "tremendous changes" in the

child's behavior. Another group was producing a film on learning

disabilities to be used for parent education and teacher training.

Although professionals who were not parents acknowledged the need

for expressiveness, they did not share this goal with parents. An

example of this is when one professional said, 'There is too much

emphasis on emotional aspects and not enough action." Professionals

were more interested in change as related to their own field (e.g.,

special education, medicine, psychology). There was also goal variance

among parents of children in different age groups. Parents of young

children wanted preschools as a priority while parents of older children

wanted employment and group homes emphasized.

Goals of the group need to be congruent; mutual agreement among

parents, professionals and general members on the goal of change.

Parents need professionals and general members and vice versa. In order

for the organization to be an effective instrument of change, allowances

must be made so parents can obtain their additional goal of expression,

information and education. This must be done in a manner that does not
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endanger the participation of parents. Additionally, there needs to be

provisions for parents with different aged children to obtain their

specific goals without diffusing the effectiveness of the group.

While there needs to be goal congruency, there should be an aware-

ness that goals will change over a period of time.. As one problem is

solved another may be created. For example, passing legislation to

ensure that all handicapped children have a right to education may be

a group goal. Once the legislation has been passed there may be a

problem of implementation. Consequently, one problem has been solved

but now a new one exists. The point is that groups should understand

the probability of this happening and be able to readjust their goals

without sacrificing their effectiveness.

Splits

'its were observed, most noticeably between parents of children

of different ages and between parents and non-parent members. Parents

of older children wanted programs to meet their children's needs, were

not as interested in programs for preschool-age children, and generally

did not support more "progressive" programs such as integration of

handicapped children into regular classes or the concept of deinstitu-

tionalization. Especially, mothers of older children, "who for years

battled alone" to get separate classes and institutional services that

would attend to the needs of their children, tended to have different

views than younger parents. This difference of views is representative

of how attitudes toward handicapping conditions and approaches of dealing
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with them have changed. Older parents recall the excessive guilt

placed on them and the almost total absence of services for their

children. They worked hard to establish special schools and institu-

tions that would provide for the needs of their children and take same

of the burden off them, since society was then more tolerant of stig-

matized individuals being grouped together rather than integrated

into the community. Younger parents hold the philosophical view that

their children should be "mainstreamed" into all aspects of society--

schools, occupations, health care, recreational and legal services.

This is evidenced throughout the study by their endless efforts to

initiate legislation, apply pressure to school boards and service

agencies and educate the public about handicapping conditions.

Non-parent members of the group tended to be impatient, to not

understand and sometimes to express hostility when parents unted to

develop their own subgroups to serve as social-emotional outlets, or to

deal witY. problems of their own children. One non-parent member

expressed disappointment in parents who were "only concerned about their

own children." Others expressed dissatisfaction over parents being

active only when the group spoke to their child's needs. One parent who

was also a professional seemed to have a good understanding of the situa-

tion when she explained, large group meetings where the talk is of

federal grants and such just do not meet social-emotional needs of

parents."

There was some internal division between parents of mildly handi-

capped and severelyhandicapped children. Mildly handicapped children
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uere more often served by the public schools, whereas severeli

handicapped children attended private schools and institutions, leading

to a different focus for the parents of these two types of handir ,^d

children.

This issue is interwoven with goals and the roles of professionals.

If goals are congruent and roles of p7,.:1 ...7ionals are understood, splits

should not necessarily have a negati,,. :lipating effect. A splinter

group to fill certain needs can coexist within the larger group. If

recognized as such, as um.; the case in one organization, there may be

more willingness to put aside individual needs and work toward the

larger group goals when action is called for.

Alliances

All groups felt they had established alliances locally with other

ccnmunity groups, agencies or individuals which would help further their

efforts. This was done by developing and maintaining working relation-

ships with city and county officials, mental health workers, legislators,

county health personnel, developmental disabilities coordinators and

intermediate district level employees. Often there were alliances with

teachers where parents took the role of making presentations to school

boards (which might have threatened teachers' jobs had they taken such

action). Parents seemed0.0 have better feelings about local school and

agency officials once they were part of the group and everyone was work-

ing together for the same goals. One group aligned with the local

teachers' association to get a sympathetic person elected to the school

board.
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Cross-affiliation was recognized, encouraged and used by the groups.

One father, who by profession was a physician, was a member of the school

board and a mother who was chairperson of one group was also a school

board member. In both of these instances, being elected to the school

board had been strategic moves on the part of each respective group to

directly influence policy making decisions regarding programs for

handicapped children. Other individuals were also active members of

civic, environmental and service groups, professional organizations,

unions, political parties and religious groups.

As mentioned earlier, in this paper, previous studies have found

few cross-affiliations among parents. In this study, both parents and

non-parents who were active aad those in leadership positions were

engaged in other community activities, well known, influential and,

often, affluent members o the local "power structure." However,

parents who were not professionals nor active in leadership roles had

few cross-affiliations.

All of the groups except one were affiliated with their respective

state and national organizations. ,-jiiliation was viewed as a vehicle AP

to influence policy decisions that would affect individuals throughout

the state and country. The groups seemed to have an awareness that

while they could work toward making changes at the community level, major

poficy was often set at the state or Pational level and simply imple-

mented locally. Therefore, their grass roots work of improving service

delivery, influencing interpretation of regllations and administration

was only one step toward bringing about substantial chance. This was
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exemplified by groups that raised mom/ locally to establish classes,

group'homes and activity centers to demonstrate needed services while

working at the same time to get legislation passed at the state and

federal level that would create public funding or ensure the rights of

handicapped children to existing services. (See appendix for a review

of selected national parent organizations.)

In regard to their particular state organizations the groups felt

their affiliations increased their efficacy and that they could count

on them for outside help and expertise. It was mentioned that the

state groups provided confidence. In one situation when parents were

protesting the removal of a well-liked special education director no

one knew just how to go about it or even if they "had the right" to

protest; the state organization provided assurance and support. Other

examples were cited of the state groups assisting in applying pressure.

Some groups were 400king to the state groups to provide more leadership

training especially to parents who have had little experience in this

area.

The state and national organizations provided resources in the

form of funds, information, expertise, legal aid, and sometimes legiti-

macy for newly formed groups. Their contributions were often

psychologLal as well as actual.

A precaution that should be considered when forr.-Ig alliances with

other community groups is whether or not it offers real participation or

is merely tokenism. For example, if a member of a parent group sits on

the citizens advisory council for the sulool board representing the
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parent group, that individual should have an opportunity for meaningful

input.

Since the groups have aligned themselves with other groups within

the community and their individual state organizations, the next

logical step should be to d Jelop coalitions of pa: At groups of the

handicapped. They should be ideologically compatible. Goals and commit-

ments of all groups to be involved in the coalition would need to be

considered. However, once some consensus was reached there would be

possibilities for a good power base and effective change not afforded

single groups.

Longevity

Parent groups of the mentally retarded have been in existence for

some twenty years while those of the emotionally disturbed, physically

handicpped and learning disabled have been recently organized. One

group specifically stated that they wanted to get the job done and get

out and others hinted at it. This may be more feasible for the latter

three groups 'han for the mentally retarded. In some instances, once

medical progrxr.: ...licational and social problems are designed and

available, paren17.5 mgy not. need to be such central figures in their

children's lives. However, in the case of the mentally retarded and

otl'r severe types ot itandir.lopIi:14 conditions involvement of parents

ray be for a life span.

_ength of time a group had existed had an effect on the level

of participation and vitllity of the group. New groups were energetic
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and dynamic ,
1.3 older groups seemed often to be drained of energy and

lacking enth ASM.

It ir r ,
possible and probably not even desirable for a group to

maintain itS youth. What is important is that as the group matures it

has the capability to maintain its vitality and be self-renewing.3 This

is related to the group's understanding that goals and structures change

over time and its ability to make these adjustments will determine the

degree to which the group can be self-renewing.

Strategies

In addition to the foregoing organizational characteristics inter-

twined with strategical themes, there were some par_icular strategies

employed by the groups which should be noted or in some instances

restated.

1. Emotional appeal was felt to be a viable tactic to be employed

by the group in arousing sympathy to the parents' cause. One

parent's emotionally disturbed teenager gave testimony at a

legislative hearing. Other parents testified at school board

and agency meet':Igs descril2ing the pain and 2rustration of

their situations and the plight of their child.

2_ Confrontation was not avoided; parent groups used this means

with success in several instances. Directly challenging

local officials in full view of their state level superiors

brought hoped-for changes. Waging a protest against a local

school district when it attempted to red;,..e the -necia1 educa-

tion budget resulted in cuts being reinstated.
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3. Gaining information and self-education was also used as a

strategy. Parents had facts with which to confront the school

board or community agencies when making demands for new or

improved services.

4. Aligning with key groups in the community, either through

making friends or by including them in their membership was

mentioned many times as being of utmost importance. Also

affiliating with state and national organizations was viewed

as crucial in affecting policy decisions at a meaningful

level.

5. Utilizing professionals to provide expertise that parents lacked,

as well as to increase the strength of the gioup was a strategy

which all but the very newest group employed.

The following short anecdote exemplifies how these strategies were

often put intp octon.

A group of par4:1-tr:; c2 1Lalning handicapped children decided to make

a proposal to th- --ooi b ard tc provide in-service training to ele-

71..ltary teachers, evaluation of all children behind in school one year

cL the c Aahlishment of a special advisory committee made up of parents

,t1c1 professionals. The group carefully worked out a plan of attack

before going to the school board. First, they attended two school board

mee'cings laid observed other groups making presentations to determine

what wrked and what turned off the school board members. The proposal

was well developed and well written. Help was enlisted frmn a govern-

mental pipposal writer and a lawyer. Letters explaining the proposal
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were sent to individual school board members prior to the presentation.

The press was contacted about the proposal before the meeting. The

presentation was done by a parent (to evoke emotional response), a

professional (to provide expert opinion of what the outcome would be

if learning disabled Children were not provided special attention) and

a teacher (to describe what happens in the classroom). Members of the

group filled the school board meeting room on the night of the presen-

tation and wore buttons, identifying themselves and their purposes.

The school board appeared shocked to learn of such a great need within

their system and aglped to the proposal. The group feels that this

proposal provided a cohesiveness amonF parents, teachers and other

professionals and that the school board is now on their si.de. The press

coverage received acted as information to inc./ease public awareness

about learning disabilities and produced a new degree of credibility

for the group within the community.

The organizational and strategical elements discussed above all

bear upon ciCa other. For instance, the type of leadership whether it

be parent or professional will influence the setting of goals and the

strategies employed. Similarly, the composition of the membership

relates-to the amount of cross-affiliation present within the group.

The length of time a group has been in existence will affect splits

within the group and goals of the membership of the group. Likewise,

the type of leaderShip will influence the type of members the group

attracts.
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For the groups studied these organizational characteristics and

strategies seem to be of considerable importance to the success of the

groups' endeavors. Consideration of these and similar elements would

seem important to anyone working to make self-help groups viable.

This chapter was prepared by Beverly Melugin.
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CHAPTER VII

SUSTAINING THEMES

In seeking to discover what factors seem to sustain twolvement in

the group, parents were asked about their fecqings and attitudes toward

their oun imolvement. All of these parents were leaders, and had a high

level of participation. In older groups, these individuals had generally

been active for a long period of time.

From an analysis of the responses, several variables emerged which

were most frequently encountered as having significance for the indi-

viduals.

Accomplishments

All parents interviewed felt that the groups were making headway,

achieving rea, changes for handicapped children as a result of their

efforts.

After one group had extracted promises from state and local voca-

tional rehabilitation counselors, they described their feeling as "very

powerful." A group which had worked for over a year to establish public

school facilities for their childre, and who were successful in their

efforts seemed very encouraged to tackle more problems.

Thic P.Xtr2nriPd nnt nnly tn tkP active pnvticipants, but to the

members who participated less actively as well. One parent said that

although the same core group did most of the work, the total group had
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a "beautiful high" after a successful school board presentation. "A

winning team attracts players" was another comment. In another group,

after a small number had worked hard to set up a community residence

for the mentally retarded, nonactive members were overheard at the open

house "congratulating themselves on their accomplishments."

The groups viewed themselves as fairly potent, and efficacy in

terms of successes seemed to be a major factor sustaining many members'

activity.

Sharing

There was a definite expression of a common bond, us-against-the

world, in a number of the groups. In the newer groups thexe seemed to

be a strong feeling ordJentification with other parents, which

generally excluded the members who were professionals. "In the end,

it's up to us." Mbst parents felt that this shared, common concern was

psychologically very reinforcing. In several instances, both parents

were active group members, which extended the feeling of sharing.

A couple of a physically handicapped child related to the group

the efforts of a neighbor to have the child removed from their custody.

The support and sympathy that this story aroused from other parents

seemed to be extremely gratifying for the couple.

One individual expressed the feeling that in the act of simply

joining thc group, many parents felt they were participating.

Although the membership was extremely heterogeneous, there was an

element of mutual concern which was expressed by all members interviewed.
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Intellectual Stimulation

One of the most frequently expressed feelings about playing an

active role in the group was that it was intellectually stimulating.

Particularly for those parents who felt they were living in an isolated

community, the chance to meet and interact with state officials,

professionals, "out-of-town experts" and community leaders werc

regarded as important for sustaining their involvement. One member

traveled with a group of professionals and parents on a statewide tour

of exemplary special education programs and facilities, a trip which

increased her enthusiasm tremendously. For another parent, the g7oup

activities awakened an interest in special education to the point of her

going to work at the intermediate district office. Parents said they

were stimulated by what they did in the group and by the people, both in

the group and without, with whom they associaied as members of the group.

The president of one group said that she was "reinforced by the

stimulation of the job" even after her own child was beyond the age

where the group could be helpful.

There was expression about being stimulated by learning more about

the world of politics. Legislators and attorneys were brought in to

address one of the groups, and the group took a lively interest in the

discussions. One parent ed fascinated by the inter-educational-

establishment workings.

Additionally, learning factual information about the psychological

and medical aspects of their children's handicaps wa- mentioned--and

observed--as generating a great deal of interest.
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One parent stated simply that she would become stale and 'ored if

she siayed at home. Another parent spent several hours during and

after dinner talking about the parent group to the exclusion of any

other subject.

Emotional Outlets

For parents, the opportunity to express feelings and concerns was

an important aspect in initially bringing them into the group. 'That

was of tremendous importance was the emotional outlet."

However, while recognized as such, the parents intervievad seemed

to feel that they themselves hadprogressed beyon . the point of emotional

catharsis being the major sustaining force responsible for their partici-

pation. They recognized this need existing for parents, particuiarly for

new parents and ones in more isolated areas of the county (and often,

by intimation, for ones of a lower socioeconomic class). But they

seemed to indicate that those parents who primarily came to meetings

only to release emotional tension and talk about their own problems were

not the active participators in the group.

Legitimacy

For severa_ of the parents interviewed, their role and function as

leaders or members of the group legitimized whatthey had been doing

previous to joining the group. "I have a reputation in this community

for stirring up trouble" was heard on several occasions. One parent

said that now that they had a group, she had "more confidence" to face

the school principal and her child's teachers. Another parent seemed to
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have always viewed herself as an agitator, a provacateur, and one gets

the impression she had redoubled her efforts as a result of the group's

backing. A parent who previously took upon herself the role of

community educator about mental retardation now has more information

to dispense since her affiliation with the group.

This sense of legitimacy may closely associated with a feeling

of power, particularly the power felt by belonging to a group which has

achieved successes. One parent iclt that school people did not take her

seriously, that she got the run-around, before the group was formed.

Now, as part of the group, she feels that their attitudes toward her

have changed.

Helping

The expression of being able to help as part c. e group was

reiterated by nearly everyone interviewed. "I f..!?1 1 ke Priedoing

something to help." "I don't want other parent 1,.1 have to fight the

same battles I fought." By becominz involved the group, parents

feltahey were helping not tInly their own children, but other handi-

capped children as well. "It's too late for my child, bui not for the

others," was the feeling expressed by one fairly active member who had

worked to establish a class for the physically handicapped.

lielpiag as a strong motivating force was brought into relief by

one parent leader who explained that "many parents are fearful that if

they complain or try to exert pressure, they may lose their jobs, or

that agencies will take away and institutionalize their child." The

prc)lems for which help is needed are psychological in many cases.

9 6



87

Parent saw the group as a vehicle by which they could help their

own children, other children, each other, parents who were not group

members, and even professionals who shared the same goals. Parents

went before the school board to press for expanded special education

services, acknowledging that.other members who were teachers, could not

afford such a risk. Another group brought withdrawn parents into con-

tact with school personnel for the first time and were very pleased

with having been able to accomplish this. Helping7seemed to be a very

reinforcing factor.

Individual Development and Self-Expression

A number of parents seemed to feel that their active participation

in the groups provided them opportunities for self-growth, to learn

skills and to personally develop their abilities. "Parents call and

ask me how to do something or how to make a presentation." One group

president felt that her group involvement was more help to her in this

regard than providing instrunental benefits to her child. By actively

participating, parents felt they were more able personally to cope with

the community and school environment. Frequently stated was, "If I

only knew then what I know now...."

One couple seemed to have blossomed, becoming far more articulate

ac a esult of belonging to the group.

Closely related to self-growth was the opportunity for self-

expression that was provided by participating in the group. Success-

fully chairing a meeting, leading a discussion, negotiating with

professionals were undertakings which enhanced active participants'
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feelings about themselves. One parent talked about how her involvement

did "wonders for her self-image."

Idiosyncratic Needs

Several parents expressed attitudes about their role in the groups

which can be best described as filling individual or idiosyncratic

needs.

One parent seemed to identify strongly with the professionals in

the group', although she herself had no professional background. She

seemed to be proud of the fact that she was'"in it" together with pro-

fessionals, working shoulder-to-shoulder, and perhaps feeling that a

little of the professional aura was rubbing off on her.

Another parent was definitely reinforced by being in a position of

authority. Although she expressed some concern that she had sck much

influence in the group that she was in almost total control, it was

obvious that she had enjoyed her position.

A third parent's very active participation seemed partially to

stem from needs related to a fairly recent divorce. Her almost total

involvement and commitment to the group's success--both actually and

psychologicallymay have been an attempt to fill a void or compensate

for other perceived inadequacies.

A fourth group leader--neither a special educator nor parent of

a handicapped child--seemed to be using her engagement in group activi-

ties as a means of self-identity, almost protest, against a husband who

was nonsupportive and a life which otherwise would revolve almost totally

around the household.
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The above variables appear to be significant factors for sustaining

participation in politically active parent groups, as fbund in this

study. There is a great.deal of interrelatedness of the variables.

Although presented separately, a number of the variables mutually rein-

force each other and, by degrees, shade off into each other. It is hard

to say where a sense of group identity or sharing leaves off and the

feeling of legitimacy begins. Likewise, intellectual stimulation may

be very close to self-expression and idiosyncratic needs only an extreme

form of another variable.

It is interesting to note that, for each of the parents inter-

viewed, several variables were mentioned as playing a role in sustaining

their active involvement.

In sum, individuals need to be part of a group which is successful,

with which they can identify, and which provides them with intellectual

stimulation and a cense of helping and sharing. The group needs to fill

some-individual needs, such as emotional outlets and self-expression,

and also to provide skill building and growth experiences. In addition,

idiosyncratic needs must be filled in such a way that they help rather

than hinder individual efforts toward group goals.

This chapter was prepared by Peggy Larson.
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CHAPTER VI I I.

SUMARY

This study has looked at the inner workings of politically active

parent groups of handicapped children in Oregon in order to understand

some of the ingredients of participatory democracy. The position was

taken that it is desirable to learn more about participatory democracy

because or its importance to individuals and to society. The study

focused on the self-help voluntary organization, one of whose functions

it is to provide individuals a structure in which to actively participate

in helping-to shape political decisions which affect their lives.

Politically active parent groups of handicapped children were chosen

as an example of such organizations because they have a history of

being active and successful in achieving political changes and because

there continued to be a need for such groups, given the problems and

issues which still exist in education for the handicapped. Political

activity for the groups studied was defined in terms of effecting

changes in educational policy.

The study exaz ined twelve parent groups of handicapped children by

means of in-depth interviews with leaders and active members of the

groups. Data were analyzed with respect to two considerations: organi-

zational and strategical elements important for a unit of people

engaged in participatory democracy to be effective; and attitudinal

variables which motivate individuals to be politically active and

1. 0,
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sustain their involvement within the group. Eight (-.1ose1y interwoven

organizational and strategical characteristics of the groups were

discussed as being critical areas that similar groups who wish to

achieve political changes need to consider. Eight similarly interwoven

attitudinal variables were identified as yielding important insights

into the factors which sustain individual participation in the groups.

While these two components--political efficacy and participation--

were separated out for the purposes of analysis, they work in combination

within the groups. In the words of one parent: "As we joined together,

we became stronger and braver and more aware of long-range needs and

our capability for achieving goals."

The outcome of this study, in the view of the writers, is that

participatory democracy is a possibility. The groups studied seemed

to work; political activities resulted in changes. The people inter-

viewed were both excited about their efforts and confident that what

they were doing was right. There were identified some definite

organizational and strategical elements which assist in the undertaking

of the participatory process and some definite attitudinal variables

which mobilize and sustain individual involvement.

The study, while focusing on parent groups, has identiEed some of

the aspects of participatory democracy which should be applicable to

other groups and organizations of people who strive for changes--both

in their political environment and, further in their own lives and self-

concept.
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Selected National Parent Organizations

To reflect a total image of how parent groups of handicapped

children participate in effecting change in some national parent

organizations will be reviewed. A short historical overview and some

organizational characteristics of five national groups who have

affiliates in Oregon will be presented: Association for Children with

Learning Disabilities, Epilepsy Foundation of America, National

Association for Retarded Citizens, National Society for Autistic

Children and United Cerebral Palsy Association. These national groups

were selected because they have recently been the most active groups

at the state level seeking legislative and programatic changes.

Association for Children with Learning Disabilities

The Association for Children with Learning Disabilities originated

in 1964. It was formed by parents and professionals from seven states

who were involved with children with learning disabilities. Today, the

membership includes some 40,000 parents and professionals in the areas

of education, psychology, medicine and health. ACLD is a nonprofit

organization with affiliates in forty-eight states who have local

chapters.

The purpose of ACLD is to advance the education and uell-being of

children with specific learning disabilities of a perceptual, conceptual

or coordinative nature. Specific objectives are to:
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1. Increase public understanding and awareness of the nature of

learning disabilities.

2. Insure early intervention and identification of learning

disabilities for'all school children..

3. Ensure that local educational systems provide the necessary

services so that each child may reach his or her potential.

Policy is determined by ACLD officers'and board of directors and guided

by a professional advisory board of sixteen members from the field of

learning disabilities.

ACLD estimates that seven percent of all school-aged children have

a severe enough learning disability to require special intervention.

Some indications of learning disabilities are classroom inattentiveness,

difficulty with reading, writing, spelling, math, coordination and

speech. Learning disabled children are often clumsy, awkward and may

have difficulty grasping simple abstract variations of everyday life.

The origin of learning disabilities is thought to be physiological with

the child's brain suffering from minor tissue damage, a chemical

imbalance or a maturation lag of motor and language functions. Most

learning disabled children have average to above average intelligence

and should not be confused with primarily retarded or primarily

emotionally disturbed children. Children with learning disabilities

are often thought to be stubborn, difficult discipline problems and

parents are blamed for not providing firm limits.
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Epilepsy Foundation of America

This group is the outcome of many years of struggle to establish a

unified national organization for epilepsy. The first group concerned

with epilepsy was formed in 1898 but failed after little more than a

decade. Since that time, thirty or more voluntary groups tried, un-

successfully, to work in behalf of epilepsy patients. Their failure is

attributed to a lack of unity and inability to develop and implement

long-term programs and activities. At that time it seemed impossible

to attack the problems of epilepsy in a systematic way since there were

no common research efforts, it uus difficult to develop educational,

vocational and training progrUms and the prejudice about epilepsy was

overwhelming. The introduction of Dilantin, an anti-convulsant, in 1938

and the educational drives for ,:rippled children and World War II

veterans helped change the negative attitudes toward epilepsy.

Founded in 1967 after several mergers, the Epilepsy Foundation of

America is now the official group working on the attack of epilepsy for

some four million individuals who have disorders of the central nervous

system. There are 140 affiliates throughout all fifty states. The major

goals are to act as spokesperson, advocate and calbudsperson for those with

epilepsy, helping them to define their problems and develop programs to

help solve these problems. The Foundation has some nineteen categories

involving seventy-three specific programs or activities functioning. All

of these take place in three major areas: medical, social and information

and referral.
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The Foundation is governed by a Board of Directors made up of

forti-five volunteers representing professionals, business community and

consumers. There is also a fifty member Professional Advisory Board

representing physicians, educators, lawyers and other professionals.

There are several independent professional groups such as physicians

specializing in epilepsy and research aligned with the Foundation.

The EFA publishes a monthly newsletter that is quite extensive

along with numerous other booklets, pamphlets and reports relating to

programs and problems of epilepsy.

National Association for Retarded Citizens

The National Association for Retarded Citizens was founded in 1950

when forty-two parents met in Minneapolis, determined to unite their

efforts. They were motivated by personal sorrow, frustration and

disappointment. The task ahead of them was formidable. Mistaken

beliefs about mental retardation needed to be changed to knowledge and

acceptance. Services were needed to provide diagnosis, education and

care. The organization was first known as the National Association of

Parents and Friends of the Mentally Retarded Children. By 1960 there

were 750 local chapters. By 1965 the organization had changed its name

to National Association for Retarded Children and had grown to be one

of the most dynamic voluntary organizations in America with a membership

that exceeded 100,000. Today there are some 1,500 state and local

associations with 225,000 adult and 20,000 youth members. The title

has also recently' been changed from Retarded Children to Retarded
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Citizens. This is reflective of-their expanded role of services to

include a life span rather than just childhood. The membership repre-

sents parents, professionals, community members, adolescents and

retarded persons.

NARC vieus itself as having dual goals: "to ensure that mentally

retarded persons share fully in all human rights and services, and, for

the sake of future generations, to diligently pursue every feasible

avenue in the area of prevention." Currently there are six programatic

priorities:

1. Outreach--to assist in breaking the cycle of poverty with
its associated harsh and frequently dangerous living conditions
which contribute to the disproportionately high incidence of .

mental retardation among low-income groups.

2. Education and Training--to promote full educational
opportunities and new approaches to education for all mentally
retarded persons, regardless of age or ability level.

3. Prevention--to ensure that current available knowledge
concerning the causes of mental retardation is utilized in
reducing the incidence of this condition.

4. Residential Services--to encourage the establishment of
small, community-based, home-like residential facilities as
alternatives to institutionalization and to ensure the main-
tenance of quality residential training programs.

5. Rights of Retarded--to promote public awareness and
mobilize citizen efforts to achieve full human and civil
rights for mentally retarded individuals.

6. Habilitative Services--to achieve a comprehensive and
normalized array of services intended to prepare every
retarded person for a productive and useful life in the
community.

The achievements of NARC over the years are numerous. Some of

their most recent achievements include:
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1. Research--development of screening procedures for PKU, an

inborn error of metabolism; investigations on the effects of

malnutrition; relationship of viral infections and associa-

tion of chromosome abnormalities to specific defects.

2. Residential Services--intensive program aimed at eliminating

dehumanizing conditions of private and public residential

institutions and establishment of Accreditation Council of

Facilities for the Mentally Retarded.

3. Employment--promoting meaningful employment at governmental

and private level.

4. Citizen Advocacy--encouragement of citizens to pursue rela-

tionships with mentally retarded individuals.

5. Legislation--supported Elementary and Secondary Education

Amendments of 1969; Lead-Based Paint Poisoning Prevention

Act and Developmental Disabilities Act of 1970.

6. Furthering Legal Rights--ARC has initiated numerous class

action suits.

NARC is the largest, most visible self-help parent organization in

existence today. This is partially due to the size of the population

affected by some form of mental retardation--three percent of the

population or more than six million individuals in the United States.

It also represents fierce determination of parents to bring about changes

for their children and relieve some of their own burdens. Although it

has been devoted primarily to promote the well-being of mentally retarded

individuals it has picked up members representing other handicapping
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conditions over the years, particularly where there was no other group

for parents of children with different handicaps to join.

National Society for Autistic Children

Dr. Bernard Rimland, psychologist, author of Infantile Autism, and

parent of an autistic child was responsible for establishing NSAC in

late 1965. This group decided to include all children with severe

disorders of communication and behavior in addition to those diagnosed

"autistic." The organization has grown from only a few local and state

chapters in 1966 to over 100 today. Membership is primarily parents and

professionals. Community or general members are almost nonexistent in

this group. Autism is a rare and little known condition with only four

out of every 10,000 children being affected. NSAC defines "autistic

children" as those with severe disorders of communication and behavior

whose disability becomes evident in the early stages of childhood

development. The "autistic child appears to suffer primarily from a

pervasive impairment of his cognitive and/or perceptual functioning,

the consequences of which are manifested by limited ability to under-

stand, communicate, learn and participate in social relationships."

NSAC has a national policy which states that it will not be a direct

service organdzation. Rather, it works to get autistic children into

already existing programs in communities around the country. NSAC

encourages the establishment of local chapters to push for relevant and

useful school programs. It works to enact enlightened legislation for

mentally ill children and has helped support parent-initiated lawsuits
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where parents have sued for the inclusion of their children in public

schools. The Society has pressed the National Institute of Mental

Health to do more research in the biophysical and biochemical aspects

of mental illness in children.

One of the most important functions of NSAC is information and

referral. It has one of the most complete sotirces of information avail-

able on the mentally ill child. The group also publishes a newsletter

which is directed toward helping parents with specific information on

what can be done for their child and how to cope with their problems.

Another means of disseminating information to parents and professionals

is through the annual meeting and conference.

Members of the NSAC feel that their organization has made a dif-

ference. As a recent president of the group expressed it, "In the past

ue have always been a 'little giant' of an organization; now we have

become a significant national force." Parents working together are

feeling and exercising their power, and there is felt to be hope for

many who were alone only yesterday.

United Cerebral Palsy Association

United Cerebral Palsy Association is a network of 300 state and

local groups which grew out of the need for parents to come together for

mutual support. It was founded in 1949 and has steadily grown since.

Six years after its inception the UCP Research and Educational Founda-

tion was established to stimulate and fund research and train personnel.

By 1973, some thirteen million had been expended in foundation activities
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and considerably more had been stimulated for research by governmental

and private agencies. In addition to research, it establishes models

of exemplary services for the handicapped, serves as an advocate in

governmental activities, promotes legislation and encourages federal,

-state and local prog-cams to benefit individuals with cerebral palsy.

The Association assists affiliates in their local programs by helping

assess needs, enlisting support and interpreting programs to the

community.

There are no official figures available on the number of indi-

viduals who have cerebral palsy but UCPA estimates that as many as

750,000 are affected in some way. Cerebral palsy is a condition which

results frmn damage to the brain. "Cerebral" refers to the brain and

"palsy" to a lack of control over the body's muscles. It may inhibit

an individual's ability to walk, impair hearing, sight and speech,

produce mental retardation and cause seizures_and spasms. Sometimes

the impairment is only slight while in other instances it is quite

severe with multiple handicaps.

Some groups (Association for Retarded Citizens, United Cerebral

Palsy and Epilepsy Foundation) are well established at the national

level. They have sizable professional staffs, carry out a number of

well developed prograMs, and are recognized for their activities in

legislation and research. These three organizations are also joining

forces to plan joint programs as a result of the Developmental Disabili-

ties Services Act. This law provides funds to serve those who have

neurological handicaps originating in childhood and specifically includes

mental retardation, cerebral palsy and epilepsy.
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Fairly new groups (Association for Children with Learning

Disabilities and Society for Autistic Children) are still very parent

oriented, even at the national level. They are continuing to develop

new programs and are seeking more recognition and visibility in the

areas of legislation and research.

This section was prepared by Beverly Melugin.
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List of Materials Reviewed

Association for Children with Learning Disabilites, "Fact Sheet," 5225

Grace Street, Pittsburg, Pa. 15236.

Epilepsy Foundation of America, "Program/EFA Activities to Help People

with Epilepsy," and 'Tdstory of the Epilepsy Mbvement in the

United States," 1828 L Street, N. W., Washington, D. C. 20036.

National Association for Retarded Citizens, "Fact: One Out of Every

Ten Americans Has a Mentally Retarded Person in His Family;"

"Voices in Chorus:" and "Wkr We're Here," 420 Lexington Avenue,

New York, N. Y. 10017.

National Society for Autistic Children, "A Brief History of the

National Society for Autistic Children," 169 Tampa Avenue, Albany,

New York 12206.

United Cerebral Palsy Associations, Inc., "Cerebral PalsyFacts and

Figures," and "What Are the Facts About Cerebral Palsy," 66 East

34th Street, New York, N. Y. 10016.
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