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VOLUNTARY ASSOCIATIONS ON BEHALF OF SOCIETALLY DEVALUED
AND/OR HANDICAPPED PEOPLE

This monograph is designed for members or supporters of voluntary associations (VAs) that are organized to protect or promote the welfare and interests
of societally devalued people, and especially of handicapped people. Some sections will have special relevance to VAs on behalf of developmentally impaired
people (such as the mentally retarded), but most of the monograph will be relevant to most VAs on beha1f of devalued people, whether handicapped or not.
This monograph supersedes an earlier one entitled The Third Stage in the
Evolution of Voluntary Associations for the Mentally Retarded (Wolfensberger,
1973b; for German edition, see Wolfensberger, 1977b).
The content of this
monograph is about triple that of its predecessor, includes new topics, and is
generalized for relevance beyond the area of mental retardation.
The only issue which was covered in the Third Stage which is not covered
in this volume is a detailed explanation of various types of safeguards to the
welfare of handicapped people and the quality of human services to them. For
the time being, readers should refer back for this material to the 1973 Third
Stage monograph (pages 25-36). However, they should check periodically in the
future with the publisher, since it is planned to prepare a monograph entirely
devoted to an in-depth coverage of this issue.
This monograph is divided into three major parts.
PART 1 provides an overview of the nature of VAs, the typical tasks that
confront VAs for soc~etally devalued -- and especially handicapped -- people,
and the evolutionary stages through which such VAs commonly pass.
It incorporates and enlarges upon a significant portion of the above-mentioned Third
Stage monograph (Wolfensberger, 1973b, 1977b).
PART 2 presents a vi sion of the optimal relationship that should exist between VAs on behalf of societally devalued people on the one hand, and the public sector and the rest of the private sector on the other.
This part is
heavily based on a series of lectures given by the author, especially in Australia during 1978 and 1980 to~~ 1eaders of several levels of government and of
various VAs.
PART 3 examines some major challenges that confront VAs on behalf of more
severely handicapped and devalued people specifically at this time and in the
foreseeable future.
It is heavily based on a series of lectures given to VAs
on behalf of handicapped people, especially the opening address to the 1979
conference of the Ontario Association for the Mentally Retarded, and a major
address before the 20th jubi 1ee conference of the Bundes verb and fur spa st i sch
Gel~hmte und andere K6rperbehindert~, the German spastic (cerebral palsy) society, in Berlin in 1979 (Wolfensberger, 1980d).

I thank Rosemary and Gunnar Dybwad for their inspiration, guidance
help when I .f irst began to study and write about VAs in the late 1960s
early 1970s. For encouragement in developing this particular monograph, I
gratitude to the Georgi a Advocacy Office.
Other i ndi vi duals too numerous
mention have helped me during the preceding ten years with various stages
parts of what eventually became this monograph.
-
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PART 1: AN OVERVIEW OF TYPICAL VOLUNTARY ASSOCIATION FACTS AND FUNCTIONS
WHAT IS A VOLUNTARY ASSOCIATION?
When we talk about VAs, we primarily mean groups of citizens who have
banded together on a voluntary basis and in a formal fashion in order to promote a cause that is of special interest to them.
Generally, such VAs will
incorporate themselves l egally, since otherwise they would be more like an
informal group than a formal association. However, they definitely are voluntary in the sense that they (a) have not been mandated to exist by law , (b) are
self-governing, and (c) are independent from government except in the sense
that some of th em may acc e pt gover nment sub sid i es , and that some of their activities may have to be cons i stent with various general laws, especially if such
VAs conduct public events or operate some kind of a service .
The primary
purpose of a VA is the pursuit of interests of members, but a VA does
not/cannot operate a commercial venture for the financial profit of members or
officers.
Members are volunteers (i.e., any paid employees of a VA are not
usually considered members) who, as genuine vo 1 unteers, can choose the degree
of their own involvement, whereas in other organizations, participation may be
both all-or-noth i ng as well as prescribed.
Also , in a VA, most members ha ve
major life commitments and involvements other than their VA membership , whereas
in many other types of organizations , the organization may be the major focus
of a member's life , as is often the case for "members" of a business.
There is a voluminous amount of literature on VAs, and with i n this literature, there are many different ways in which writers , theoreticians and researchers have classified VAs. Table 1 gives an example of one useful way to
classify VAs into four categories, with a few examples of each category be i ng
listed.
Readers should note that some theoreticians (e.g., Smith & Freedman,
1972) exclude churches, unions, professional groups, business and trade associations, and political parties and clubs from the definition of a VA .
Some
also exclude non-formal groups, while yet other writers (e.g., Morris, 1965)
exclude groups that have paid staff on the level of their local VAs.
One way of classifying VAs, illustrated in part in Table 1, is according
to the degree to which they were founded by, or consist of, the people they
represent.
At one extreme are VAs that are fo r med exclusively by and for a
group itself, such as most self-help groups.
However, some people are so
deeply devalued, so restricted by society, or so impaired in competency that
they are not readily able to form their own organizations, or to represent
their own interests i n any efficacious manner.
In such instances it is quite
common for VAs to be formed on their behalf by people who are their parents or
other family members; their friends, including friendly human service workers;
or citizens who have no family ties to such individuals but who freely choose
to represent their cause .
Associations that fall into these categories might
include those on behalf of infants and orphans, mentally r.e tarded persons,
people in prisons, etc.
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Some groups fa 11 in between the two extremes, or in ti me become a combi nation of them.
For instance, virtually all VAs on behalf of mentally retarded
people were formed by parents of retarded persons, but were later joined by
mentally retarded individuals themselves.
In contrast, associations on behalf
of mentally disordered people were often composed from their very beginnings of
people from diverse backgrounds, including not only persons who had been under
psychiatric treatment, but also professional workers in the field and interested citizens.
VAs concerned with human welfare may have very general or rather speci fie
goa 1 s and may be concerned with service to others, service to themselves, or
with both. Groups concerned only or primarily with their own welfare are generally referred to as self-help groups.
They are usually composed of people
who have a (signicant) unmet need that could be at least partially met if
people with the same need helped each other.
For instance, ethnic and racial
minorities have long had their own self-interest groups.
In recent years, a
relatively new phenomenon in the Western world has been the banding together of
elderly people i~to self-help and action groups. However, self-help groups can
themselves be variously subdivided, for instance, into those that advocate on
behalf of their own interests, and those that try to meet members' needs with
little or no advocacy vis-a-vis larger society.
For readers with a special interest in how different authorities have
tried to classify VAs, Table 2 provides a summarization -- indeed, a skeletal
classification of classifications.
VAs need to b~ distinguished from voluntary agencies, with which they are
often confused. VAs have members who pay dues and elect a board of directors.
Membership is relatively open: in many VAs, anybody, or virtually anybody, can
join and vote.
Ultimately, it is the dues-paying members who can decide what
the o rganization is to be and do.
Some VAs run services, such as special
schools, work centers, counseling services, residences, etc. Some only provide
"soft services," such as information, newsletters, cheaper life insurance,
meetings where members can share concerns, etc.
Others advance the interests
of their members in different ways, i through public education, political pressure, and so on.
However, there are ome voluntary bodies that do not have
members, that do have a board of directors, and that exist exclusively in order
to operate a service.
This kind of body we would call a voluntary agency,
rather th~n a VA.
An example might be a private board of directors that operates a small residential institution. However, the board essentially perpetuates itself, rather than being elected by a larger membership const _ituency that
may be open to a 11 sorts of people.
Thus, a vo 1untary agency is never a VA,
and generally exists only to render services, while a VA may, or may not, also
function as a serv~ce-providing voluntary agency.
As already mentioned, the major focus of this monograph is on those VAs
that have formed themse 1 ves in order to def end or promote the interests of
groups of ;:i e·opre who are generally held in low esteem in society.
Typically,
these people include the mentally retarded; the mentally disordered; people
with physical handicaps; people with epilepsy; people with sensory handicaps;
severely ill people; people who have offended against the law, or who are -in
prison , or hold politically unpopular views; people who are poor; minority
groups and people who may not be fully assimilated into the culture because of
their racial, ethnic, or religious backgrounds ; people who are elderly -- in
short, the people whom a lot of people do not like, and do not want to be like.
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TABLE 1
Examples of Voluntary Associations

Self-Interest

Other-Serving

Social

Mixed,
Indeterminate

Occupat i ona 1

Church-Related

Men's

Coordinative

Professional

Charitable

Women's

Pol it i cal

Scientific

Cultural

Fraternal

Economic

Trade Union

Community
Improvement

Military,
Veterans'

Social

Recreational

Educational

Pressure

Mutua 1
Protection

Welfare

Patriotic

Ethnic

Public Service

Youth

Labor

Advocacy

Alumni

Religious

""~
Cooperative
Hobby
Self-Advocacy
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TABLE 2

There Are Many Ways in Which Voluntary Associations,
or Organizations Generally, Have Been Classified
1.

Organizational

structure, e.g.,

federate

vs.

corporate

(e.g.,

Sills,

1957}.

2.

Role in society
Adaptive vs. established (Ehrlich, 1968)
a. Adaptive associations are oriented to maintaining or changing
some social condition or some individual condition with social
implications, e.g., associations for the retarded.
b. Established associations lack such a program, e.g., a curling
club.
(This is a bizarre way of using terms, typical of the
sociology culture.)
Majoral, minoral, or medial (Fox, 1953)
B.
a. Majoral associations serve the interests of the major institutions of society.
Membership therein is usually an adjunct to
performance of an occupation (e.g., a medical society).
b. Minoral associations serve the interests of significant minorities. Membership is likely to be a matter of individual initiative (e.g., National Association for the Advancement of Colored
People, associations for the retarded).
c. Medial associations mediate between major segments of the population. Membership is the result of active recruitment on the part
of the organization (e.g., League of Women Voters).

3.

Task orientation
A. Instrumental vs. expressive (Rose, 1965)

A.

B.

Instrumenta 1 VAs are those which strive for external social influence
(Gordon & Babchuk, 1959).
Service, issue, consummatory, self-interest, funding (Dixon & Smith,
1973).

4.

HAssumed (i.e., inferred) value function• (Warriner & Prather, 1965)
A.
Warriner & Prather 1 s 4 functions:
a. Obtaining pleasure in pecformance of an action.
Examples : Hobby, athletic.
b. Communion or sociability with others.
Examples: Club of the handicapped.
c. Evocation or reaffirmation of a valued belief system
(symbolic function, or ideological symbolism).
Examp]e: Patriotic society.
ct. Pioduction of goods, services, or change (productive function).
Example: Associations for the mentally retarded.
B.
Social focus (Ehrlich, 1968):
self-serving (individual focus):
Alcoholics Anonymous, Take Off
Pounds Sensibly {TOPS), Recovery;
vs. · other-serving:
Red Cross, League of Women Voters, political
clubs.
C.
Utilitarian, coercive, nominative.
Nominativ.e set the norms such as churches, parties, but are not
coercive in our society.

5.

Accessibility: often probably correlated with one of the others above

6.

AutonOff\Y and client power
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Even among these deva 1ued groups, there are some that are even more at
risk than others of rejection, exclusion, segregation, and even brutalization,
as will be shown in Part 3.
It is remarkable that these societally devalued
groups tend to be the same ones throughout the Western world and to some degree
th rough out a 11 of mankind.

- 5 -

A HISTORICAL PERSPECTIVE ON VOLUNTARY ASSOCIATIONS
Having defined VAs and distinguished them from other organizations, I will
present a few reflections on the history of VAs.
Few people are familiar with the history (particularly that prior to the
modern era) of health and welfare systems. This is odd as well as regrettable,
because this history has much to teach us, including how to avoid many errors
which are usually recapitulated over and over, and how to do things right instead.
One of the things that we can learn from
people devoted to service to others have existed
Of course, the forms of such associations have
tions of their times, and each historic era has
mands, ideals, challenges and possibilities.

this history
for at least a
reflected the
presented its

is that VAs of
thousand years.
societal condiown special de-

During the early Middle Ages, VAs concerned with human welfare and human
service were devoted primarily to the service of neighbor, and only later and
gradually was there a tendency towards the found i ng of VAs more concerned with
self-help.
It was particularly during the late Middle Ages, when many church institut i ons were in decline, that VAs devoted to the common weal experienced a great
upswing. Cities were in their ascendancy, and strove for the establishment of
their own independent social institutions. Similarly, the craft guilds developed a deep interest in the social problems and welfare of their own members.
Thus, this period saw the founding of VAs and human service systems, both by
the municipalities themselves, the guilds and miscellaneous other (essentially
secular) groups and bodies. Many of the VAs had as their major, or at least
minor, goal the welfare of their members and/or service to neighbor.
Despite the relative independence of all these developments, more traditional church control, religious motives and Christian tradition still played a
very large role in them, and especia ljy in those devoted to service and welfare . These VAs eve n resembled monastic orders in their form and practices.
We can scarcely imagine the extent of the medieval voluntary human service
and welfare system. For instance, toward the end of the Middle Ages , the German city of Hamburg alone had over 100, and Cologne 70, so-called confraternities that were concerned with the welfare of their members while also supporting other people who were in distress. They addressed challenges such as care
of the handicapped , education of orphans, financial assistance to the poor, and
welfare of students, the old and the sick. Many of these organizations were
concerned primarily with the welfare of strangers, travellers, and the homeless. (For this reason, some of them were called strangers ' guilds). Not only
was help brought to the homes of needy people, but innumerable residential hospices were founded for people in need . Such residential services prior to and
during the high Middle Ages were vastly superior to most of our own modern
community and group residences, because the former were genera 11 y quite sma 11
and thoroughly integrated into their physical and socia l environments . Unfortunately , hardly any of these or ganizations su r vived t he t r ansi~ion from the
Middle Ages to the modern age . Mo re specifically , the majo ri ty of them died
during the Reformation.
- 6 -

It is interestiri·g th.at the kinds Of corrmunal self-help organizations that
were formed in Europe around 1848 (in sympathy with the failed revolution) were
really merely a refounding of =~imilar such orgariizations from the Middle Ages,
of which people had lost all remembrance.
A remarkable phenomenon in the modern hi story of VAs was the spontaneous
appearance in numerous countries, and at about the same time (namely within a
few years after World War II), of associations founded by parents of
handicapped children (Beasley, 1968; Dybwad, 1964, 1968).
These VAs have
generally had a mixed focus in being concerned both with their own welfare, the
welfare of their handicapped family members and the welfare of handicapped
people who might not be directly represented within their association.
The
larger the number of citizens who join such an association even though they do
not have family ties to handicapped people, the more likely is such an
association to be concerned with the welfare of the entire class of handicapped
people rather than only the welfare of its members and their families. (I will
return to this point later on.)
We have to assume that this recent development of such VAs was fue 1ed by
dynamics which were generally present around the world, not only in developed
nations but also in less developed ones. One can speculate that the following
four dynamics played a large role.
1. Medical, economic and social developments contributed to greater survival of handicapped children, and thus to an increase in their prevalence and
visibility.

2. People of the modern era have much higher expectations about a number
of things than did their predecessors.
They expect almost a guarantee from
state and society for "the good life," and they commonly view the provision of
human services as a duty of the public and use of them as a legally guaranteed
right. Handicapped people have also been included in these expectations, and
people have looked to the general developments in science and technology to
contribute more to the physical, mental and social development of handicapped
people.
.,.

3. The democratization of many countries evoked a desire in many citizens to seize the initiative themselves, rather than wait for officialdom to
decide when it should become relevantly active in certain areas.
Among the
initiatives seized by citizens was the promotion of the welfare of groups that
had previously been somewhat marginal in society, including the handicapped.
4. Even though the parent movements originated largely independently of
each other, they did rather soon establish contact with each other and exchange
ideologies and experiences.
This exchange had further strengthening impact
upon such associations, increasing the likelihood that the public would become
aware of their existence and aspirations.

Many VAs founded after World War II by parents and friends of handicapped
people have already celebrated 25th, 30th, etc., anniversaries.
At the same
time, we must not forget that we can also speak of the second millenium of the
history of VAs on behalf of needy people in general. Thus, it is indeed most
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perilous to fail to study, and to learn from, both the imnediate and the more
remote past, because in this past we can rather clearly read our future. This
is so because at the very least, VAs develop and function subject to the laws
of social psychology and organizational dynamics, some of which I will cover.
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THE PRESENT AND LIKELY FUTURE SOCIAL CONTEXT IN WHICH VOLUNTARY ASSOCIATIONS
IN THE WESTERN WORLD WILL OPERATE

It is not only helpful to be familiar with the past context and development of VAs in history; it can also be helpful to be aware of the present
social conditions under which VAs in the Western world generally operate, and
what some of the likely future conditions will be. Part 3 of this monograph is
devoted entirely to one very urgent and major challenge which already confronts
VAs in the present day, and which is only likely to become sharper in the
future. However, at this point, I only wish to orient readers briefly to three
major and important developments:
(a) Human service systems have become so
complex as to be almost beyond the human capacity to control them; (b) the
technologies forged by modern science are systematically leading to major
crises and collapses in ecological, social and perhaps other areas; (c) Western
civilization is in an advanced stage of decay.
All three issues will be somewhat elaborated below.

The Difficulty of Keeping Human Service Systems Under
Humane Human Control
The human service system in developed countries is beset by all sorts of
dangers. In order to serve peoples' needs in an individualized fashion, and to
employ the insights of science and technology, the system would have to be very
complex.
The insights of modern management would have to be applied; the cooperation of numerous public and private organizations and offices would have
to be obtained; and a system of incessant monitoring of quality and effectiveness would have to be instituted and maintained.
However, · control over such
complex systems is such a difficult task as to be on the very frontier of human
capabi 1 ity, and therefore nearly certain to escape from control over the long
run.
Unfortunately, there is no escape from this dilemma.
On the one hand,
simple systems and approaches wi 11 not address the needs of large numbers of
needy people in an effective fashion, while complex systems will in time become
uncontrollable, which will express itself in loss of effectiveness, bureaucratization, dehumanization and service degeneracy.

The Technologies Forged By Science Are Bringing About
a Coll apse
To day, all people are endangered by the increasing collapse of scientific
technol ogy, and handicapped or otherwise vulnerable people are especially
endangered.
This technology has created a world that is destroying itself.
For the first time in the history of the world, the human being has on hand not
merely one but nearly ten means by which civilization can be destroyed, and
several of these means can even terminate all human 1 ife on earth.
The problems of energy and pollution alone are virtually bound to impose drastic re~uctions in standards of living.
Any additional natural or political disasters
can only accelerate the collapse, and we must fully expect to see vast social
upheavals, violence and bloodshed ahead.
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The Collapse of Western Society and Civilization
Western society is showing all the signs of decadence and decay.
Virtually every single social structure which can play a constructive role in society is falling apart. That includes the family, the neighborhood, the village,
the city, the school, the university, the church, the political party stystem,
the government and its various arms, branches and functions, and indeed the
very concept and process of a "social contract," or comity, is falling apart.
In my opinion, we are seeing a phenomenon which I have called "Western hedonism."
The hedonism of antiquity was based on the teaching that pursuit of
pleasure was the highest good. Western hedonism I see as a combination of four
value trends:
(a) materialism {both in the sense of a negation of a metaphysics as well as an overvaluation of possessions); (b) an unbridled selfish
individualism that puts the interest of the self above all other goods and
interests; (c) valuation of, and indulgence in, sensualism; and (d) "externalism," which is a reliance upon external material and social inputs and supports. The latter dynamic especially is rela t ed to t he inability of our society to socialize its children to become adults who have inner strength, moral
coherency, and the capacity to act as individuals upon deeply-held personal
convictions at a cost to self. Several of these dynamics and especia"lly individualism, a 1 so promote a "here - and - now-ism" that ignores the past and its
lessons, and fails to make allowance for the future that is being formed by
present act i ons.
Even in a society which has surrendered only partially to
this kind of Western hedonism, grievous problems must be expected.
All of the above trends inform us that the vwrld ahead of us is going to
be a very complicated one, without any easy solutions, if any at all.
Maintaining an adaptive role in·the future is going to be most difficult for VAs on
behalf of devalued people, as needed as that role is.
It will require a combination of two strong forces: _(a) the elemental drive of a mov~ment in service to a good cause; and (b) a hard-headed use of knowledge. This combination
is ra rely achieved, and even more rarely sustained.
Yet in the world of the
fut ur e, this is what VAs, especially fo r society's more devalued members, need
if they are to succeed - - or perhaps even survive.
It is particularly the
leadership of VAs that wi 11 have ·to make a commitment to acquiring the know1edge and orientation requisite to tne adaptive functioning of their VAs.
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THE SCIENTIFIC BASE OF KNOWLEDGE ABOUT VOLUNTARY ASSOCIATIONS
Knowledge about VAs is not merely derived from anecdotal experiences told
by some of the people involved, but is strongly anchored in certain areas of
social science research, especially the areas of group and organizational dynamics, and an area devoted specifically to theory and research pertaining to
VAs. Researchers in these areas have found that what happens in and with VAs
is not random, accidental, capricious, locally unique, etc., but largely influenced by laws of sociology and psychology and therefore has regularity, repeatability, predictability, or what scientists call "lawfulness." Of course, in
this context, lawfulness has _ nothing to do with the legal system, but means
that events are governed by the laws of nature rather than being due to chance.
Of great benefit to VAs is that there exists a huge body of findings that
is derived from research on other groups and organizations, but that is also
relevant and useful in the field of VAs on behalf of devalued people.
For
instance, a group of people who sit together as a board of directors of a business corporation, or o, a government study group, or of a university faculty
committee, will function in many ways the same as a group of citizens who serve
as a committee or board of an association dedicated to the welfare of a class
of handicapped persons. In many ways, this is good news, because it means we
can ride on the coattails of research in other fields. However, we can do even
better than that because, as mentioned above, there have been scholars who have
specifically studied all kinds of aspects of VAs, including VAs that are concerned with the welfare of devalued and/or handicapped people.
In fact, the
material which I have already presented on different types of VAs has been
gleaned from this literature, but there are yet other research findings which
are of interest and use to VAs on behalf of devalued people, and which under1i ne the relevance of these soc i a 1 science efforts to work.ers in or with such
VAs.
However, it is very unfortunate that very few members of VAs on beha 1f of
devalued people are fully aware of this body of knowledge, and specifically, of
the many regularities and p_redictabilities of association processes. They are
not oriented to what sociologists call a social systems interpretation of
organizations, nor to a long-term time perspective which places an association
event into a continuum between the past · and the future.
In consequence, VA
members typically interpret a deve 1opment within a VA as being due to the
actions of specific leaders. Particularly when things go wrong, they tend to
blame certain persons, as if such developments would not have occurred if these
persons had not been upon the scene.
Yet, on many occasions, VA developments are indeed utterly predictable.
In fact, the growth of associations of parents of the handicapped is more predictable than the growth of individual parents, because in associations the
responses of all members are apt to average out and so the net result is less
dependent upon one specific person. Thu~, many developments will almost certainly occur merely because a VA is at a stage in its evolution in which such
events typically occur.
The person specifically associated with certain actions is so often merely the medium for the transaction of larger group processes and pressures.
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Below are merely a few typical examples of predictable regularity.
1 .. Associations typically start under charismatic leaders, and move toward more bureaucratic leadership.
2. As a VA becomes older, it adopts more rigid rules and procedures
(Chapin, 1951, 1957; Chapin & Tsouderos, 1956).
If paid staff are employed,
this "formalization" increases even further and some of the earlier enthusiasm
and intense personal involvement of members often diminishes, especially as the
staff enlarges.
While all this is predictable, only the most deliberately
conscious efforts will prevent it.
3. As membership grows in size, reports to members become more formal
and less frequent.
4. Particularly if a VA has more than about 200 members, it is very different from smaller ones. If this size is attained through growth (as opposed
to the VA having started out at that size), it is usually accompanied by significant formalization and a colder atmosphere.
5 .. As attendance at association meetings exceeds 20-25 members, meetings
become emotionally colder and less spontaneous than smaller ones.

6~ As a VA becomes larger, there is a decline in the percentage of
active members and of members who attend general meetings (Chapin & Tsouderos,
1956; Tsouderos, 1955).
7. As a VA grows,
members work less.
8.

executive

officers

work

harder,

but

other

board

The mo r e bureaucratized the VA, the more alienated become the early

members.
9.

Members are more efficient in small, close-knit groups.

10. When there is a change of J eadership, the membership will generally
select a type of 1eader who is different from the type it just had, making for
a cyclical alteration in problem-oriented and human relations-oriented leadership styles.
11. It is very hard to balance the needs of internal self-renewal activities (which will be reviewed later) and the needs for addressing the external
problems which may have given rise to the VA.

Considering how much is known about VA membership movement (e.g., joining
and dropping out), it is amazing how little VAs are oriented to this knowledge.
For instance, it is known that some of the more common reasons why people drop
out of VAs are:
(a) simultaneous memberships, especially if these create
conflicts; (b} habitual absence of consensus within a VA, as is particularly
apt to be brought about by an increase in VA size and heterogeneity
(i.e., diversity); (c) attainment of the (initial or earlier) goals of a VA,
and the evolution of no new goals; (d) delegation of authority to a few persons, as often happens with an increase in size; (e) an active minority holds
control of the VA, and members are disenchanted with the act i vi~ i es or personalities of this minority; {f) members ' lack of awareness that their membership
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had lapsed; (g) the membership of some persons had not been genuine to begin
with, e.g., had been given to, or forced upon, the person.
Table 3 contains an analysis of how different patterns of membership
trends may occur, as identified in an analysis of its membership by the National Association for Retarded Citizens (NARC).

TABLE 3
The Relationship Between Some Characteristics of Voluntary Associations
and Membership Recruitment and Retention
-·

NARC Membership Analysis
t

Membership
~ Turnover
Pattern

Membership
Retention
Pattern

Type of Region
Served by
Association

Typical
Ages of
Members

Major
Method of
Recruitment

Status Quo
Membership

High
Retention
and Low
Recruitment

Urban

Older

Mai 1ings

High
Turnover

High
Recruitment
and Low
Retention

Rural

High
Growth

High
Retention
and High
Recruitment

Dense
Population,
Large Area

Peclining

Low
Retention
and Low
Rec ru'i tment

Dense
Population,
Small Area

Miscellaneous
Findings

Fewer
Low-Income
Recruits

""'

Face-toFace

Younger
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Mail in gs

Larger
Membership
Committees

Once one understands how membership movement is influenced, one is in a
better position to take positive action, as exemplified in Table 4.
TABLE 4

Some Examples of How Membership Withdrawal
From Voluntary Associations Can Be Reduced
Solution

Problem
1.

Concentration of Authority in a
Few Persons

A.
8.

Involve Membership More
Assign Specific
Responsibilities to as Many
Members as Possible

2.

No New Goals Evolve as Initial
Goals are Achieved

Continually Review Goals and
Set New Ones

3.

Membership Disencha~ted with
Minority in Control

A.

Keep Members Aware of Major
Issues

B.

Make Leaders More
Representative of, and
Responsive to, Members

C.

Broaden the Leadership

Another crucially important thing one must know about VAs is that because
VAs are organizations, they have, as .,.do other organizations, both manifest and
latent functions.
Manifest functions are the obvious, apparent and usually
stated ones. Latent functions are very real but are hidden, possibly to all
parties involved.
Specialists on the topic have proposed that both manifest
and latent functions of VAs {regardless of their nature or purpose) can be
divided into three types: (a) those that preserve the self-interest of members
and the perpetuation . of the organization; (b) those that educate a membership
and 11 socialize 11 it into a particu1a ·r 'tJay of thinking and acting; (c) those that
facilitate societal processes. In turn, each of these categories can be further broken down.
Self-interest may be preserved by gathering together people with common
concerns; defining and sharpening members 1 self-interest; strengthening the
personal identification of members with shared concerns; increasing the options
and choices available to members, etc.
Membership education and socialization can take place both formally and
informally, as via classes, courses, lectures and discus sion groups; and can
include content conveying greater understanding of a human problem, the
political process , leadership skills etc.
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Facilitation of societal processes can 1nclude developing and promoting
policies for society, providing services, acting as a societal "value guardian," advancing citizenship and altruism, and otherwise serving as a mechanism
for societal adaptation and evolution.
Many of the activities we describe further below as being actions of
internal maintenance and renewal overlap with the first and second category
above, while many actions of external relevance discussed below overlap with
the third category above. However, the third category al so contains some very
subtle and hidden elements such as possibly sharpening or softening social
class distinctions in society (e.g., compare a fox hunting club with a YMCA),
tying different elements of society closer together, preventing concentration
and/or centralization of power, functioning as a value guardian for society,
etc.
Obviously, many of the three types of functions sketched above, real as
they may be,
are never spelled out in the official documents of a VA and are
thus truly "latent."
One of the ways in which VAs differ from other organizations is that VAs
are typically non-profit organizations, and strange as it may sound, the profit
motive, though base, provides a stabilizing influence, much like a rudder, to
for-profit orgahizations that non-profit organizations lack.
As a result,
almost all VAs, together with non-profit organizations in general, deviate in
time from their original goals. Such deviation takes place through three major
processes:
(a) goal deflection, (b) goal substitution or goal displacement,
and (c) goal succession.
Goal deflection can be defined as a small redirection, as where an organization set up to advocate for the 1ega 1 rights of persons with handicaps is
somehow derailed into advocating exclusively for physical access to buildings
for handicapped people.
In goal substitution or goal displacement, so many goal deflections have
occurred that the organization, while still professing its original goals, may
actually pursue very different ones -- possibly even goals diametrically opposed to its professed ones. The most col!lTlon example of this is the substitution
of organi zat i ona 1 survi va 1 for whatever goals the organization was founded to
address • . An example of goal substitution in a major VA founded on behalf of
handicapped people is the Mental Health Association, which was founded to reform mental health but in time became a major legitimizer of the mental health
establishment.
Goal displacement or substitution usually takes place unconsciously.
Also it tends to be correlated with formalization, as instrumental
(i.e., external problem-solving) processes and organizational continuity become
more important than the stated organization goals -- especially if formalization is accompanied by paid staff.
Goal succession usually takes place more consciously, and typically when an
earlier goal has been attained but the organization does not want to disband.
The organization then usually identifies a new goal that has some connection to
its original purpose.
If it does not, membership usually declines.
For
instance, the March of Dimes changed its focus from polio to birth defects; the
American Lung Association changed its emphasis from tuberculosis to emphysema
and smoking; etc.
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How does one find out what the true goals of a VA are? Amazingly, this is
not easy, for several reasons. One reason is that one or more of the above
three goal deviation processes may have taken place; and because some of these
may be unconscious, one cannot assume that there is any connection between what
a VA does (its "program structure") and its stated goals. Relatedly, motivational and program structures may not coincide, i.e., members may engage in a
program that is not consistent with their own basic motivation for forming or
joining an association. For instance, a VA organized to promote the welfare of
retarded people may end up doing things which keep retarded people confined in
large, segregated, denormalized institutions.
The situation becomes even more difficult if an organization is multi-purpose in nature; and to confound things further, an organization may be multipurpose regardless of what its formal charter or mandate says. Also, by definition, the distinction between manifest and latent functions of an organization implies a process of repression, or at least of "inherited unconsciousness", and unconsciousness is apt to disguise rather than reveal the truth.
For example, an association with highly selective membership criteria is more
likely to be concerned with conferring status than with attaining its overtly
stated objectives. Thus, one may have to sample the actual program activities
over time in order to find out what the organization is really doing and
pursuing .
On the other hand, at least as compared to other non-profit organizations
that are not VAs (e . g., many human service-providing agencies), VAs have an
advantage in the pursuit of their original or stated goals, for two or three
reasons.
1. The core goa 1s of a VA may be the only thing that ti es its members
together . For instance, a VA on behalf of retarded people might ~ave members
of all races, nationalities, religious beliefs, political affiliations and
economic strata.
If such a VA began to deviate from a co111Tion denominator of
interest in the welfare of retarded people, or even enter into issues of
disarmament, ecology, energy conservation or animal rights, it would lose many
or most of its members, or experience an internal division.
Generally, the
more diverse a VA and the more it 'is concerned with external problem-solving,
the more protection it has from goal deviation.

2. VAs are better protected than other organizations against being deflected from their goals by the "career interests" of their members, since the
vast majority of the membership is constituted of unpaid volunteers for whom
their VA involvement is not their primary occupation.
However, full-time
professional staff, and even certain volunteer members who may be very anxious
to retain their position of authority are a major danger to goal fidelity. It
obviously follws that goal deviation (especially goal displacement) is more apt
to occur (a) if a large proportion of the membership is no longer constituted
of people for whom the activity is not a primary occupation, and/or (b) when
staff ar e employed who not only almost inevitably are more apt to have other or
additional interests than those that can be served by a VA, but who al so have
more time to be active in VA activities and therefore strongly influence i.ts
direction.

A somewhat similar situation is apt to arise if a citizen - based VA is
joined by members who have professional interests in the VA's wor k.
For
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instance, a citizen-based mental health reform movement can easily be thrown
off its course if more and more of the members are mental health professionals.
3. As regards self-help VAs specifically, their long-range goals tend to
be consistent with society ' s own true welfare, which in turn tends to lend some
stability to their goal fidelity.
While the three processes by which organizations may change their goals
might work for the better, more often the unconsciousness of the processes
involved permits perversions to enter in. In fact, most evil organizations, or
evil actions of organizations, derive from one of these three goal change
dynamics.
The realities reviewed above are only a few basic or exemplary ones tha t
illustrate how much is known about VAs in their own right or because they are
organizations in general.
Knowledge of these and other basic facts can be a
tremendous aid to VA members, and especially to their leaders.
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A TYPICAL EVOLUTIONARY SEQUENCE OF VOLUNTARY ASSOCIATIONS
FOR HANDICAPPED PEOPLE
Some typical patterns of the evolution of VAs on behalf of handicapped/
devalued people will be sketched below for several reasons, including at least
the following: (a) in order to underline the regularity of many VA patterns,
as discussed above; (b) to enable people working in or with VAs to recognize
some of the patterns they may be dealing with; (c) to increase the abi 1 ity of
such persons to shape VAs more adaptively for the future.
VAs share with other organizations certain evolutionary tendencies . One of
these is quite universal, and involves a movement from informality to formality.This tendency and its implications have been mentioned before and will be
addressed several more times in this monograph. At this point, it is helpful
to be aware of a developmental sequence of three stages that is relevant to
many, though not all, VAs on behalf of devalued people. Table 5 summarizes
certain typical feature of this process of evolution.

TABLE 5
Three Major States in the Evolution
of Voluntary Associations for Societally Devalued People
Stg. ·

Dynamics

Actions

Directionality
of Functions

Almost Totally
Membership-Centered
(In Parent-Founded
Groups, Mostly ParentCentered)

l

Protest Against Service
Lack or Abuse;
Preoccupation with
Personal Problems

Initiation, Funding,
Operation of a Service;
"Provision"; Expansion of
Size and Funding

2

Formal i zation,
Professionalization,
Empire -ism,
Broadening Perspectives,
Legitimization

Public Funding, Initiation Predominantly
Membership and
of New Services; Gradual
Internally Oriented
Transfer of Services;
"Obtaining" of Services

3

Near-Total Orientation
To Rightfulness and
Comprehensiveness;
Broad Perspectives;
· Membership Confusion and
Uncertainty
A.

Complete Transfer of
Professional Technical
Services; Pure Change
Agentry, Especially
Monitoring and Public
Attitude Change
A. Internal Functions
Sacrifi ced for
Short-term External
Success

Internal Collapse
and Death
)

OR

B. Internal Functions
Serve Almost
Entirely To Suppo rt
the External Ones

B. Institutionalized
Self-Renewal and
Continued External
Success
/
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Readers may also be interested in a different but largely overlapping view
of the evolution of those VAs founded specifically by parents of handicapped
children, as summarized in Table 6 which is adapted and expanded from Eguia
(1971).

TABLE 6
Progression of Voluntary Associations Sta rted By Parents of Handicapped Persons

Phases of Evolution
Major Target
Groups

Children

Ad ults

Membership

Parents

Parents,
Professionals
and Public

- --

All Age Groups,
And Other Handicapped
People
Parents,
Professionals,
Public, Youth ,
and Handicapped
Themselves
·- - -- -- ----

Working
Approach

Individual
Volunteer
Leadership

Increased
Reliance
on Staff

Priorities

Rescue from
Neglect

Essential
Services

Service
Refinement

Specific
But Narrow

Systemic

Objectives

Vague

- --

Volunteer-StaffPublic
Committees

Planning
Approach

Improvisation

Efficient
But Piecemeal

Global
--

Attitudes
and Style

Enthusiastic
and Inspired

Business-Like

Bureaucratic
--

Clarity of
Association
Purpose

Crystal Clear

Cl ear
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Opaque

As can be seen from the preceding tables, VAs in the area of human affliction are typically started by people who see an urgent unmet need, gross rejection and/or denial of rights, abuse, or lack of services, and who call on
others to band together to address this need and/or to cha 11 enge society to
address it. Where human and specifically developmental problems are involved,
the founders of many VAs are and have been parents of relatively young handi capped children, and their primary concern was education of their children.
Since programs for such children usually were unavailable, many VAs started out
from the beginning to pro vi de their own quasi -educational child development
programs, often in a church basement, with untrained teachers, a few hours a
day, a few days a week.
Experience in many countries has born out that if a VA started with such a
major emphasis on founding and operating services, it may never progress to any
of the other stages discussed below, or may only do so after many years. However, within the service delivery stage, several substages occur quite regularly.
(a) Services typically expand the number of hours per day and days per
week that they offer programs.
(b) Usually as mo r e members join, more people
are served.
(c) Usually, the range of types of services is also expanded .
This is particularly true where a service was founded by parents of handicapped
children and as these children become older, vocational services are usu a 11 y
added to the earlier ones.
(d) Where parents founded a service and these
parents become older, there often begins to be a focus on services which would
provide security for the children after the parents had passed away . Thus , VAs
in the first stage of evolution focus primarily upon the operation of their own
services.
Service expansion as sketched above typically implies t hat vast and longterm funding becomes necessary for the VA in order to support all the services,
and rarely is there any such source available other than public revenue. Thus,
there are typically two reasons that a VA pursues support of services from public monies :
(a) the fact that without it, there simply would never be enough
services; and (b) the ideology that a major needed service should be provided
as a matter of right. Recognition of these two realities typically results in
determined and usually successful efforts by a VA to obtain such public funding
for the services that were founded by it.
In some cases, such services are
even taken over by public authorities or private agencies, while in others,
operation remains in the VA's hands , and only the funding source shifts from
voluntary private donations to public (tax-based) subsidies.
This development , in which the VA shifts its primary focus from the provision and operation of services to engaging in efforts to have other bodies

i ni tiate and operate services, and/or tak e ove r the governance of at least some
of the services started by the association, is called the second stage.
The
process whereby VAs succeed in getting other bodies to fund and operate services is herein referred to as "obtaining" se r vices, in contrast to "providing"
of services by VAs, regardless of the source of funds.
Very typical of second stage act i vities has been the transfer of educat i on
programs for handicapped children from governance by the VAs wh i ch started them
to the public schools.
Such transfers have taken a heavy service burden away
from VAs and placed it where it r ightfully belongs . It is t he duty of the public sector i n most Western countries to fina nce the education of all chi l dren ,
and the majo r generic · (us u.a lly pub l ic) sch ool sys t ems have be~n. set up fo r
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generations for the efficient delivery of large-scale education at public expense. By thus being relieved from having to operate, and sometimes even raise
funds for, educational programs, VAs have been able to turn their attention to
new challenges.
In the two other major typical service areas of many VAs,
namely vocational and residential services, similar patterns of service initiation and transfer have also been observed, or can at least be easily conceptualized.
Later, in Part 2, I will discuss in greater detail who the parties are that
might operate human services, which ones should or should not do so, and to
which ones a VA might turn over a service that it had initiated and/or
operated.
In many fields where VAs were initially called into life by the need to
initiate and operate services, the idea of transferring their services to other
bodies is later often contemplated with concern or even alarm. However, there
are VAs for the handicapped in Canada and in the United States that have quite
successfully transferred to other bodies all the services they initiated.
Indeed, even in fields (such as mental retardation) where many VAs have been
operating services from their beginnings, there are also many VAs that have
never found it necessary to operate services. A major exarnpie can be found in
the VAs for the retarded in the Canadian province of Saskatchewan, where from
the very beginnings of such VAs in the early 1950s, hardly any services have
ever been operated by them. However, member·s of such VAs in Saskatchewan had
al ways been active on the boards of di rectors of private service-delivering
agencies, and had thus exerted considerable influence over these services.
From the foregoing, it should be clear that a stage two VA is a bit of a
hybrid. After spinning off some of its services, it will have to do one of two
things: it will either have to initiate new services which , are needed but not
yet provided, then possibly spin those services off also after a period of
years; or it will have to devote itself entirely to the initiation of services
by other bodies, including the initiation of those services which the VA never
operated itself.
However, at a certain point, a gratifying number of services will be provided by other bodies, and the VA wi 11 be con fronted with the cha 11 en ge of
advancing to the third stage, in which the VA is entirely divested of direct
service provision, and where it engages instead in those activities which are
constituted· entirely of (a) self-renewal, and (b) what has been called "change
agentry." These change agentry activities would include drafting of legislation, lobbying, research promotion, obtaining more and new kinds of services,
etc., but above all, public education, advocacy and the monitoring of services
run by other bodies. (All of these wi 11 be further discussed later.)
Of course, some VAs actually begin and remain at the third stage; some
begin at the third stage but regress to the second or first stage; and others
begin at the first stage and evolve into the second or third stage.
Associations that were founded from the beginning as third stage VAs, and
that neither contemplated the operation of services nor engaged in them, usually have a tremendous edge over those VAs that start at the first stage.
The
reason is that the evolution from the first to the third stage is typically
very excruciating for a VA, and leaves many wounds and casualties behind
because of the tremendous attachments which members develop very quickly to the
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activities (e.g., direct service operations) that should eventually be trans ferred.
In contrast, many VAs that start out in the third stage cannot even
conceive of why any VA would want to be or do anything else, or why a VA that
by necessity began to operate services has such difficulty in discontinuing the
practice.
The direction of growth of a VA is strongly determined by the success it
experiences at any of the above three stages. Some VAs become totally wrapped
up in their ovm sma 11 and static service operation beyond which they neither
pro vi de, obtain, nor conduct other change a gentry.
They may be and remain
nothing but governing boards of agencies where the agency clients are often the
(possibly adult) children of the governors.
A much more satisfying type of success for many VAs is not only to receive
monies to expand the provision of their services, but also to accomplish some
obtaining of services as well.
Surprisingly, VAs that have a great deal of
this type of success encounter some peculiar problems, among these being loss
of membership activism or even of membership itself, bureaucratization and
stagnation, or all of these.
Today we know that these outcomes predictably
follow the formalization of an association; in turn, the major cause of this
formalization is the professionalization of an association; yet further in
turn, professionalization of a VA becomes inevitable when it becomes a ''service
empire.
When a VA becomes so "successful" that it can afford to become
professionalized, it often passes out of the control of its citizen membership .
This can happen directly : as when more and more professionals become members,
board members and officers, as exemplified in the history of the North American
mental heal th associations; or indirectly, as when a VA is so we 11 -funded that
it can employ full-time staff, and such staff (especially executive staff)
begin to control the VA by manipulating volunteer membership, controll i ng elections, and unduly influencing the elected volunteer leaders. Both patterns of
professionalization can come about without any explicit policies to that effect
having been adopted, without most of the members being aware of what is/has
been happening, and even with hardly anyone in the VA being too unhappy over
11

it.

VAs that successfully induced other bodies to take over the services
founded by the VA, and possibly even to provide yet additional services, find
that this pattern of success also br i ngs with it its own set of problems.
Where an extensive service system is completely operated by public or other
bodies, many VAs experience a crisis of identity: they are no longer certain
of their goals; tryey often suffer goal displacement, verbally subscribing to
one goal but in reality pursuing another; and they, too, often have difficulty
in retaining their membership, and especially in recruiting new and young
members who no longer perceive a strong need for the types of activities the VA
may engage in.
I have sketched above three patterns or moments of VA "success" : (a) when
members I service needs are met, either by the VA or by another agency; (b) when
a VA becomes professionalized; and (c) when th~ public takes over a VA ' s service. Each such pattern of success can become a temptation for complacency, ~nd
each can produce a major problem of membership renewal, and yet the VA leadership may utterly deny the reality of .such problems. Even though there may be
hardly any new or young members , and even t hough the same leadership rriay have
been in off i ce for ten or twenty years, and may now be in later mi d-1 ife or
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older, there is sometimes no evidence of any efforts to prevent a pattern of
highly predictable future disasters.
After a movement with valid goals has attained successes, it is very maladaptive to let compla:::ency take the place of earlier anxieties.
Instead,
anxiety over new goals should replace anxiety over old goals.
Surely, perpetual identification with and operation of service empires is not the immutable and desired mission of a citizen movement on behalf of handicapped or
devalued people. To a VA in its early stages this may appear like nirvana, but
advanced VAs have not found their nirvana in inonied service empires as they
once thought . And even once a VA has reached the third stage, it is confronted
with most difficult questions as to its future role. On several such occasions
I have heard the proposal that the VA should dissolve.
For instance, one
observer pointed to services in Sweden and said, "Look , they ha ve everythin g!
What more could the parents possibly want? Is there never enough?"
If only we applied what we know about the evolution of VAs, we could both
foretell the future of a VA much better, as well as shape it more adaptively.
In fact, one could invent the future of one 1 s VA to some degree. For instance,
one could be much more successful in preventing (or postponing) professionalization, bureaucratization, losing an adaptive balan ce of probl em address, etc.
In order to answer what a VA on behalf of societally devalued people shoul d
be and do , especially once needed services have been obtained, we will have to
take a lengthy lo ok at the proper roles of VAs in society.
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THE ROLES AND FUNCTIONS OF VOLUNTARY ASSOCIATIONS
ON BEHALF OF SOCIETALLY DEVALUED PEOPLE
This section is addressed primarily to two issues:
should they do?

what do VAs do and what

What is the goal of a VA for the devalued or handicapped? Conceptualized
on the highest level, it probably is to protect the welfare of devalued or
handicapped persons.
However, in order to achieve this very genera 1 goa 1 on
which virtually everyone agrees, various authorities have identified or suggested at least 16 specific functions and roles of VAs.

1. Providing services (Department of Health & Social Security, 1971;
International League of Societies for the Mentally Handicapped, 1967; Segal,
197 0).
2. Obtaining services (Fettinger, 1958; Holroyd, 1971; International
League of Societies for the Mentally Handicapped, 1967 ; Segal, 1970).
3.

Innovator, change agent, animator (Beasley, 1968; Blackburn, 1972).

4. Functioning as press u re or facilitation groups (Beasley, 1968; Dybwad,
1968; International League of Societies for the Mentally Handicapped, 1967).
5. Pursuing legislative action (Dybwad, 1968; International
Societies for the Mentally Handfcapped , 1967; Segal, 1970) .

League of

.

Monitoring and surveillance of services (Beasley, 1968; Dybwad, 1968 ;
Harrison, 1971; International League of Societies for the Mentally Handicapped,
1967 ; Segal , 1970 ; Wright , 1971).
6.

7.

Community betterment (Segal, 1970).

8.

Research promotion (Dybv1ad, 1968 ).

9. Personnel development (Department of Health & Social Security, 1971;
Dybwad, 1968; Pasternak, 1969) .
10. Education of the public (Department of Health & Social Security, 1971;
Dybwad, 1968 ; International League of Societies for the Me nt a lly Handicapped,
1967; Segal, 1970).

11. Furnishing amenities to the
Socia l Security, 1971; Dybwad, 1968).

handicapped

12. Mutual support among members (International
the Mentally Handicapped, 1967) .

(Department

of

Health

&

League of Societies for

13. Membership education (Beasley, 1968; Dy bwad ,
League of Societies for the Mentally Handicapped, 1967).

1968;

International

14. Increasing status of members, both in the i r own eyes as well as to be
more effective in society, and poss i bl y to be less de valued (B ea s ley, 1968) .

- 24 -

15. Friendly support for needy (e.g.,
ment of Health & Social Security, 1971).
16.

Playing

parent

surrogate

functions

handicapped) individuals (Departto

handicapped

people

(Dybwad,

1968; International League of Societies for the Mentally Handicapped, 1967).
When one looks at this list, one is somewhat bewildered.
While all the
activities are relevant in general, they are not relevant to all VAs for people
in need; and further, the list appears unsystematized and overlapping.
In order to help clarify the role and functioning of VAs, it is helpful to
know several things. One of these we have already covered, namely that VAs can
be expected to have both manifest and latent functions.
Therefore, we can
anticipate that a VA may explicitly identify itself with only some of the functions it ser ves or goals it purs ues among the sixteen above.
By the same
token, a VA may claim to be promoting all of the above activities, and yet engage in only a few -- or even only one. Such would be the case where the moti vational structure of members does not coincide with program structure, and
where it would therefore be possible to identify a VA 1 s real goals only by
sampling the VA 1 s activities.
A second major help in understanding VAs specifically is that in actual
practice, those VAs that have a major concern with human afflictions tend to
orient themselves toward one of three major, usually fairly e xplicitly acknowledged, pu rsuits:
(a) fund-raising, with most of the funds being disbursed to
research, or to other bodies that operate services; (b) operation of services,
with any fund-raising conducted by the VA being seen as mostly in su pport of
such service operation; and (c) change agentry/advocacy, such as lobbying,
1egislation, litigation, personal or collective advocacy, etc.
A third major reality is that, as with other organizati ·ons, the things that
a VA does or ought to do can be divided as having implications primarily (a) to
the larger world, or (b) to internal stability, self-maintenance and selfrenewal.
The first category can be ca 11 ed actions of i ntrurnenta l externa 1
relevance.
"Instrumental" is a sociological term that refers to practical
problem-solving; thus, act·ions of instrumental external relevance refer to
addressing the problems that bandicapped or otherwise devalued people . encounter
in the world, i.e., external to the VA.
Internal maintenance and self-renewal
refer to things that a VA would do -in order to be in good shape internally so
as to be , able to address external problems effectively -- not only at the
moment, but also in the future.
The major · remaining portion of Part 1 of the monograph wi 11 be devoted to
an explanation and evaluation of the external and internal functions of a VA on
behalf of devalued people.
This analysis will shed much light on the meaning
and proper place of the above-1 isted sixteen VA functions.
However, an enti rely separate part of this monograph (Part 2) will be devoted to the question
of whic'h functions a VA should perform vis-a-vis government specifically, and
which functions government should perform.
·
At this point, the VA functions of extern a 1 relevance wi l1 be laid out,
then the internal ones, then the merit of the external ones in relat i on to each
other will be evaluated.
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Voluntary Association Actions for External Effectiveness
The conceivable actions of external relevance by a VA on behalf of societally devalued people can be said to break down into essentially two classes:
(a) long-term operation of (usually technical/professional) services to devalued people, and (b) the conduct of change agentry and advocacy on their behalf.

Long-Term Service Provision
By "services", I mean the prov1s1on of major and typical services of a professional or technical nature, such as education, child development services,
vocational and residential services, counseling, etc.
By "long-term," I mean
quasi-permanent, especially if there is no ongoing effort (and perhaps not even
an intent) to transfer such a service to other governing bodies.
However,
excluded from the above definition are any short-term service demonstration
projects or similar projects initiated by a VA only in order to be handed over
to other bodies at the earliest possible moment.

Change Agentry and Advocacy
Change a gentry, which really includes advocacy, encompasses at least seven
major classes of activities.

I.
Initiation of services as defined above, but only for the sake of
short-term operation, with real intent and firm plans to transfer governance of
such services to other auspices in short order. Such services may be initiated
for demonstration or "trailblazing" purposes, or in order to facilitate (and
perhaps speed up) the eventual initiation and operation of such a service by
another body.

2. Lobbying for governmental and legislative action, e.g., the passage
of laws defining the rights of a djsadvantaged group, and the adequate funding
of services.
3.
Litigation (i.e., use of the judicial branch of government) on
behalf of specific individuals, or entire classes of persons as in class action
suits.
4.
Obtaining of services for people who need them, by persuading
decision-makers, applying pressure, etc. Service-obtaining means not only that
service would be obtained from existing agencies for specific individuals, but
that the i nit i at ion of entire service agencies; and/or programs for entire
classes of needy persons, would be pursued. Examples might be helping a group
of people to incorporate a residential services agency for mentally handicapped
people, helping raise funds for a service, persuading a factory to reserve 20%
of its positions for handicapped or disadvantaged persons, etc.
5. The promotion of research, as by drawing needs to the attention of
researchers, persuading them to study a topic, raising funds for research, etc.
6.
The promotion of positive public attitudes towards the devalued
group on whom the VA is focused. U1timately, what happens t? a group of people
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an society will depend mostly on societal attitudes toward them. Even where
things are otherwise in good shape and where the rights of a devalued group
have been assured by law, it is still essential that public opinion go hand-inhand with the law or the law will ultimately fail. Since it cannot be taken
for granted that the need for services to devalued or handicapped people wi 11
always be clear to members of the public, or internalized by them, it is necessary that someone continue to hold this need before the eyes of the public -even when the need is being met adequately at the moment. Without such continued interpretation, it is entirely possible that the public will one day
decide to reallocate funds to more vociferous groups or a more "glamorous"
population segment.
Thus, it is important to engage in massive ongoing
societal interpretation of handicapped people as human, as persons capable of
growth and adaptation~ as possessing dignity and rights, as va 1ued, and as
citizens in a broad constitutional sense.
An important part of public education and attitude change is for VAs to
have media watch committees which carefully monitor the public media for
announcements, news, interpretations of handicapped people, etc. Any positive
or negative interpretations, or any news which was not previously known to the
association would be followed up, by praise in the case of positive interpreta_tions and by censure or education in the case of negative interpretations~
Some outstanding examples of such media watch operations already exist.
7. Finally, though by no means least in importance, change agentry and
advocacy require that certain service quality monitoring and safeguard
mechanisms be instituted, and that on behalf of the interests of the people it
represents, a VA work with (and sometimes against) service providers. Elsewhere (Wolf2nsberger, 1973b, 1977), I have described an entire schema of human
service quality safeguards, di vi ding them into those that should be external to
a service and those that should be internal, all of these being further divided ·
into safeguards for individual persons or clients and safeguards on the quality
of entire service settings or systems.

As mentioned, an entire monograph on the topic of service quality safeguards, including many forms of monitoring, is being planned.
Here, I will
only briefly list seven important forms which monitoring by a VA may take:
a. VA representatives' would sit on boards of directors of service
delivering agencies.
~- VAs would persuade service-delivering agencies to establish
advisory committees that would include VA representatives, public citizens and,
if at all possible, some of the people who are being served.
c. VA respresentatives would visit those services which include handicapped people in order to inspect conditions and interview people so as to be
informed of what is going on.
d. VAs would demand from both governmental and private funding bodies
that no funds be allocated to a service provider unless a well-structured
program·of external service evaluation is guaranteed.
e. VA members would make it their business to become knowledgeable
about service evaluation tools and procedures, and would demand to be included
in the official external e valuation processes of sirvice-providing agencies.
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f. In contrast to monitoring of specific settings would be monitoring
of the quality of life in specific impaired individuals.
One of the most
urgent roles of VAs for the handicapped here would be to promote or even
operate citizen advocacy programs (to be discussed further below), and to urge
every member to be a citizen advocate for one impaired person who lacks a competent individual spokes-person.
g. Agencies that refuse to cooperate voluntarily in such things as
establishing advisory committees, including VA members on their board, admitting VA visitors for inspections of the premises, permitting visitors and
citizen advocates to relate to their clients, etc., would have to be firmly
confronted, perhaps publicly and perhaps even dramatically, by the VA.
Attempts would have to be made to mandate their cooperation via their funders,
to terminate their funding, or to withdraw any handicapped people under their
power and have them served by more cooperative agencies.
VAs speak a great deal of the rights of (devalued) people, but their
implementive actions still lack systematization and they are still in their
infancy in the utilization of organizational science.
Thus, while there is
virtually no disagr-eement that VAs should maintain monitoring safeguards on
behalf of handicapped persons and groups, talk of safeguards and monitoring to
date has been rather abstract, and it is now time to systematize these thoughts
and attach some very specific actions and techniques to these terms.
Obviously, some of the above change a gentry and advocacy categories may
overlap; for instance, obta i ning of service may include lobbying.
Similarly,
some commonly needed actio,1s that are not specifically listed above are actually contained wHhin one or several categories. For instance, the promotion
of personnel training may involve lobbying with the government, obtaining services, education of the public, and the monitoring and consulting of services .

Voluntary Association Actions for Internal Maintenance and Self-Renewal
In order to be able to carry dut change agentry and advocacy in the world
at large, a VA needs to engage in cei tain activities for internal strengthening, maintenance, continuity and self-renewal • . Experience has revealed compellingly that even organizations that are highly successful externally will
experience decline and perhaps even collapse if they do not attend to certain
things which assure that they will have continued internal strength and relevance. One can draw here an analogy to an army that wins battles but fai l s to
give its soldiers enough food and sleep and fails to induct replacements for
ns losses, until one day its fighting capacity is so reduced that it is
vanquished.
Later, I will return to the issue of a proper balance between internal and
external activities . Here, I will review some major interr.al maintenance and
self-renewal activities especially relevant to VAs on behalf of socjetally
devalued people .
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Maintaining Membership Activities, Discontent with the Status Quo,
and Militancy Vis-a-Vis the Service System
One major mechanism of self-renewal is to generate and maintain a spirit
of enthusiasm and militancy within a VA.
This is very difficult to maintain
except under conditions of crisis, external stress and perhaps even deprivation.
For example, revolutions often take place under these conditions, but
the reforms they bring about are then often lost when things settle back into
comfortable routines. Relatedly, we know from social science research that the
higher a price one pays in the service of a movement, the more importance one
attaches to it and the more loyally one works on its behalf (Bender, 1971).
This suggests that in order to retain long-term vitality, a VA must create
issues, symbols and occasions which arouse rather than soothe emotions. Issues
must be sharpened rather than blurred, and discontent and a measure of conflict
must be maintained. Members must be induced to look upon what exists as inadequate, to envision something better, and to feel indignant enough about the prevailing order so as to be motivated into militant change be hav i or towa r d i t .
This does not mean that a VA must be irrational or alienating, but it does mean
that unless a VA is prepared to clearly identify differences, to f i ght strongly
for changes and to confront any weaknesses or outright evils openly where they
exist, then in the long run, it will not maintain the membership enthusiasm and
involvement necessary to constitute and remain an effective force of action
when such is needed -- as it eventually almost always will be in the case of
devalued people .
All this implies that it is safer for VA leaders to err on the side of
exaggeration than on the side of conciliation in bringing service needs and
inadequacies to the attention of the members.
Relatedly, if a VA becomes too
friendly with the service delivery system, then from fear of offending friends
or of stirring up controversy, it will be very reluctant to point to the weaknesses that must be pointed to, or to sustain a certain amount of controlled
controversy that is almost essential for the adaptive functioning of VAs in
this field over the long run.
·
Already, too many young parents of handicapped people have become the
complacent children of the consumer revolution of the 195Os and 196Os.
They
not only lack an understanding of the battles fought by families of the handicapped of the 195Os and 196Os, but even assume that similar problems will never
recur and that there is little· need for them to become active in a VA. As a
result, many VAs have difficulty involving young parents. This reality points
to the importance of a VA highlighting the challenges of the present and of the
future, explicating the shortcomings in current services, etc. In other words,
many VAs on behalf of devalued people must think in terms of a "perpetual
revolution" that requires a "movement" to sustain it rather than merely an
operation.
Maintaining itself as a movement is more important for such a VA
than operating services, running service empires and, in a sense, owning
"castles," i.e., buildings.
If such empires and castles become obstacles to
its being a movement, then a VA should divest itself of them.
Once membership is "aroused" (i.e., concerned and motivated), it is important to channel this arousal into constructive action, such as the VA's external activities, or its other internal ones.
It cannot be emphasized enough
that the bulk of this work of a VA ought to be conducted through its cornnittees, which will be further discussed later.
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Nurturance of New and Young Members
In the case of
the previous one.
tant where a VA is
it years earlier --

many kinds of VAs, this point will be partially related to
Nurturance of new and/or young members is especially imporst i 11 1arge ly composed and even 1ed by members who founded
indeed, in some instances, two and three decades earlier.

A VA that is excessively made up of early members is apt to become oligarchical, exclusive and stagnant. Many such members in VAs on behalf of developmentally impaired people are worried by the age-old question, "What will happen
to my handicapped child when I am gone?" but fai 1 to address the. question,
"What will happen to my association when I am gone?" For many VAs, the answer
is obvious unless they recruit members who a re younger and who wi 11 eventually
become leaders.
Especially in VAs for people with developmental impairments,
young parents should be aggressively recruited, as well as the citizens and
societal 1eaders of tomorrow, including adolescents and young adu 1ts without
handicapped family members.
Some VAs have alarming membership age distributions. In 1974, about onethird of the members of the (National) Association for Retarded Citizens in the
U.S. were above 50; by the ear ly 1980s, almost a third were above 60! Some of
the founding members of the (U.S.) United Cerebral Palsy Association maintained
controlling national leadership roles for over three decades!
Recruitment of youths specifically (i.e., people in their teens and early
twenties) has several benefits to a VA as well as to society:
(a) to young
people it gives a sense of purpose and direction; (b) it develops in people at
an early age an interest in a particular area of need and is apt to elicit
human service vocations; (c) young people can project very positive images on
the devalued people with whom they associate; and {d) young people tend to be
radical and uncompromising in their advocacy, and this can be good . not only for
the people they advocate for, but also to a VA that has become sedate or even
compromised.
During the i970s, several VA movements began to experience dramatic increases in youth memberships, but ~his development declined in most instances,
in good part for at least the following three reasons.
(a) The VAs failed to
recognize the importance of this deve1 opment. {b) The VAs were often embarras sed by the forthrightness and honesty of the youths, e.g., in identifying and
labeling shortcomings or even abuses in services, including those run by the
VAs themselves. · (c) The VAs tended to trivialize youth involvement by steering
youths away from advocacy and toward recreational involvements, and by failing
to aggressively recruit youths for leadership participation on committees,

boards, councils, etc.
The validity of youth involvement is underlined by the fact that by the
time they attain their late twenties or early thirties, a gratifying number- of
the youth members of VAs of an earlier decade have become leaders of VAs, and/
or have entered helping professions.
In order to recruit and retain new members in general, a VA should invite
potential members to meetings, or even set up special meetings for them.
Visitors who appear at meetings should be courteously met and attended to.
There should be follow-ups to contacts. Members should be quickly involved in
committee work, initially perhaps more for their own growth than for the
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contribution they can make.
It is important to ascertain that new membership
is not experienced as notDing more than paying one's dues and receiving a news1 etter.
There are ,many good written guidelines on membership recruitment and
retention; one I recommend is the Membership Handbook distributed by the Sperry
and Hutchinson Company (P.O. Box 935, Fort Worth, TX 76101).

Meeting Members' Needs for Affiliation and Affection
If a VA is a self-help group, one of its major functions will usually be
the provision of affiliation and affection to its members. But even where a VA
is primarily concerned with addressing change in the world and working on
behalf of others, members cannot be expected to only give; they must also
receive. One of the most important things a VA can give its members is a sense
of fellowship, belonging, mutual caring and affection.
If a VA fails to meet
these uni versa 1 needs, its members are apt to become a 1 i enated and to invest
their energies in other organizations or relationships where these needs are
better met.
Affiliative and affectional supports would include activities which (a)
make (potential) members feel part of a closely-knit and personal group; (b)
. provide opportunities for intimate, unafraid communion and communication; and
(c) make members feel accepted, valued and loved. Association functions which
accomplish these goals are of special (perhaps decisive) importance to VAs consisting of devalued persons (most likely self-help groups), and to family/
parents of handicapped children; to some such parents, these functions will be
vastly more important than any other VA activity, including even a service for
their child. Other members may have fewer needs along these lines, and/or more
opportunities to have them met elsewhere.
Needs for affiliation and affection are particularly likely to be high in
VAs that have made the mi stake of becoming too formalized., objectified, busi ness-like, or even bureaucratic.
Membership meetings of such VAs may become
more formalized, colder -- indeed, even less frequent.
They may be devoted
exclusively to business or to membership education (see Appendix C) at best.
In VAs that operate services, a 11 the attention may be focused on these. Even
where attention is directed. to other and very worthwhile (external) activities,
(e.g., fund-raising, lobbying, public education), affective needs of members
may not be addressed.
While"" action emergencies and crises may sporadically
rally the members together, these alone cannot sustain the necessary routine
in vo 1 vement.
This is one of the reasons why membership involvement in large and established VAs tends to drop off, as mentioned earlier.
Thus, in order to motivate members/families/parents -- especially those in the earlier stages of
growth as relatives of handicapped persons (see Appendix B) -- to join and
remain active in a VA, VAs at all stages of their development must offer some
activities which are primarily of an affectional-supportive nature.
This challenge can be solved relatively easily through~ number of activities which many VAs have actually performed for years, except that these
activities can and should be much more consciously and systematically struc tured than they usually are.
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How might affiliation and affection be transacted? Even such an apparently trivial thing as serving refreshments before or after a membership meeting
should not be left to chance but should be a deliberately planned act, drawn
out and prolonged as much as possible because more affiliative behavior can be
transacted at this relaxed occasion than during many other VA activities.
Secondly, an occasional membership meeting might be devoted entirely to the
problems of new members.
Thirdly, efforts should be made to organize small
sub-groups of members around special interest themes, such as the problems of
handicapped infants or young adults, around residential or vocational issues,
etc. These special interest groups need not be regarded as a threat to the VA
as a whole, but could serve as an enhancement thereof. In .addition to serving
affiliative and affectional functions, they could serve a combined soc i al and
educational function for members. Fourthly, an excellent program suitable for
most VAs is to identify and groom mature, well-adjusted members to form one-toone or family-to-family ties to new members, so as to give them critically
important emotional support, teach them about basic facts and resources and
socialize them into the volunteer movement and into adaptive identity as
advocates.
Programs of this nature have sometimes been referred to as
partnership, "empathy bureau" or "pi 1ot parent" programs, and are treated in
more detail in Appendix C. There are· excellent resources describing this type
of program, e.g • • National Institute on Mental Retardation (1977) and Porter
and Coleman (1978). In some VAs, partnership programs have become the single
biggest mechanism for internal self-renewal and for attracting long-term
members.
Finally, during crisis periods such programs give emotional and
material support from members to those people (and potential members) who ha ve
a high need to experience this type of support. Such supports wi 11 go a 1ong
way to tying a
person loyally to the VA that stood by him/her and his/her
family at a time of duress.
Obviously and fortunately, some activities which have enormous affiliative
and affectional benefits to potential or new members are al so sel f -renewing for
VAs, such as partnership schemes . It is an example of service that cannot be
bought and that can only be provided with effective credibility by a person who
has undergone similar experiences and sufferings. However, the need for selfrenewal activities in their own right and without any other benefits must be
kept clearly in view.

Creating Ready Avenues of Personal Involvement With the People
Who Are the Con~ern of the Voluntary Association
There are at 1east four reasons why it is of the utmost importance that
the members of a VA have ongoing intimate personal contact with members of the
class of people with whom they are concerned. (a) In representing a group or
class, it is important that members never lose sight of individual experiences
and fates . (b) Relatedly, people who make decisions for a class without having
intimate contact with people in that class tend to make perverse decisions .
(c) Having occas i on to spend time with people of the devalued group of concern
may be one of the factors that motivates a person to join or remain in the VA,
especially if the person is not a human ser vice worker or a relative of a
handicapped individual.
(d) Working towards a better world for a class of
devalued people can become a very abstract tas k -- so much so that some members
may no longer see the connection or relevance of a VA 1 s activity to i t s consti t uency , and may thus begin to lose heart and interest.
Thi s i s part i cu l arly
t r ue fo r a VA i n the thi rd st age . He re, t he outcome of effo rts can be outrig ht
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true for a VA in the third stage. Here, the outcome of efforts can be outright
invisible, no matter how relevant and effective they may be.
For instance,
education of the public usually does not have the kinds of pay-offs that can be
easily seen to directly result from those efforts, or only rarely so, and perhaps only over a period of years. Thus, the tangible presence of, service to,
or sharing with members of the needy class can bring to life the meaning of
association activities to a member -- especially non-parents and youths -- and
can translate the abstractness of many association concerns into human flesh
and blood, tears and laughter. Only such ongoing contact may serve to provide
many members with the necessary link to concrete reality and thus sustain their
motivation.
There are at least six ways for assuring more frequent and personal contact between members of a VA and members of the class of people they represent:
1. Inclusion of handicapped people in as many VA activities and meetings
as possible, and at least their presence on boards and corrrnittees (e.g., via
appointment/election), even where their capacity to contribute instrumentally
is limited.

2. Tours of and visits to service settings where handicapped people are.
· · · The VA can set up such arrangements for i ndi vi dua 1s as we 11 as sma 11 groups,
and these tours would hopefully lead to more personalized involvements.
In
-order to do this, visits and tours will usually require skilled guidance and
interpretation -- which may not necessarily be possible from the service
provider.
3. Another way the VA could structure personal involvement of its members
is in relatively traditional volunteer roles in (other) relatively traditional
service agencies.
However, a number of problems are associated with this
course of action. One is that in many agencies, areas, or even entire countries, organized volunteer involvement with clients on ·any scale is either
contrary to agency policy or even to tradition (Pasternak, 1969). Where it is
customary to recruit and/or utilize volunteers, they are frequently channeled
toward recreation (e.g., camping) and similar . activities. While such activities are perceived as valuable as long as more basic services are lacking, they
are apt to be viewed as less important in more advanced service systems. As a
result, potential volunteers -may refrain from serving because they might feel
unwanted, unchallenged, unneeded, or that they are not making a significant
contribution.
4. Of course, one way a VA might pursue involvement of members with
handicapped/devalued people is to operate a service along historically traditional lines, with all the dangers inherent in this as discussed below. One of
two major problems here (that will be elaborated on later) is that the VA is
very apt to 1ose its change orientation.
A second problem derives from the
first:
service provision by a VA may become so professionalized that this
operation may not even be able to offer opportunities for the kind of personal
involvement that is being talked about here and that is so very needed by
members and others.
In fact, the staff of many VAs do not even want members
(and especially not relatives of clients) to have any direct contact as vo l unteers with the clients of the VA's services.
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5. One type of service operated by some VAs for handicapped people that
is very effective in involving other people with handicapped individuals is the
mediation of baby-sitting, personal care service, or companion services. Such
VAs may publicize the fact that interested citizens will receive a training
course (such as perhaps 16 hours) as well as an initial involvement (perhaps
eight hours) supervised by an experienced person.
In some cases, persons so
trained can provide respite services to families, either in the family's home
or in their own homes. Also, the VA can serve as a matchmaker to bring potential servers together with persons or families in need, with the servers being
paid directly by the family or consumer. This type of service operation by a
VA has a number of advantages.
Because of the intimacy of this kind of work
and the fact that it is carried out on a part-time and occasional basis in the
homes of either the se r ver or the person/family in need, a highly normalized*
atmosphere is usually maintained and the attitudes of the servers generally
develop into very positive ones.
In fact, this kind of program can easily
become a recruiting ground for citizen advocates (see below) who will later
involve themselves on a voluntary and unpaid basis with people in need . Finally, this kind of service also has the advantage of not being the typical and
direct/clinical kind that was discussed abovP as being so problematic for VAs.

6. The provision of a citizen advocacy-type program for the devalued
group on whose behalf the VA exists. Citizen advocacy is a service in which an
unpaid , competent citi zen volunteer, with the support of an independent citizen
advocacy office (in this case, hopefully the VA), represents the interests of
an impaired person as if these interests were his/her own. Citizen advocacy,
as the term is used here , refers specifically to personal , unpaid advocacy that
is conducted with the support of a citizen advocacy office.
If such advocacy
is conducted more or less out of personal initiative, without the back-up and
support of an independent office with the express mission of developing and
supporting citizen advocacy, then it is referred to here as personal advocacy.
Citizen advocacy can take any of several roles (e . g. , frien_d, guardian,
trustee, adoptive parent), some of which may last for life. Citizen advocacy
was developed in recognition of the fact that people who are devalued, and
especially those with handicaps, require protection and advocacy for at least
three reasons. (a) Many people with handicaps are limited in their ability to
deal with the practical affairs of everyday life.
(b) Anyone who is held in
1 ow esteem by society is very 1 i ke ly to experience devaluing responses from
other people and society, and to be .. cut off from the rights and opportunities
available to other people.
(c) People with handicaps often need freely given
personal relationships because they are rejected and because of the social
isolation which is typically imposed on them.
A citizen advocacy program offers seven potential strengths/benefits which
it should strive to maximize.
(a) Citizen advocacy is separate from direct
agency services and from a casework or paid protective service worker approach.
(b) Citizen advocacy offers reasonable probabilities for continuity of protection and advocacy, due in part to back-up of volunteer advocates by paid staff .
(c) Built-in conflicts of interest are as low as any organized helring form can

* Since this monograph was written, I have begun to use the term "Social Role
Valorization" instead of "normalization," as explained in Wolfensberger (in
press).
Accordingly, "normalized" would become "social role valor i zed" or
"social r ole valorizing . "
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make them.
(d) There is a highly individualized range of advocacy options to
meet instrumental needs (e.g., coping with the ch-allenges of daily life),
expressive needs (e.g., emotional and relationship needs) and instrumentalexpressive needs (e.g., a combination of the two).
(e) Most needs can be met
through informal relationships, but options do exist for citizen advocates to
assume formally recognized roles (e.g., guardianship) when it is required by a
person's needs.
(f) There is a reasonable chance that necessary long-term
relationships can exist either formally or informally. (g) The cost of citizen
advocacy is low in comparison to other approaches.
For a more thorough explanation and discussion of citizen advocacy,
readers are referred to the book on the topic by Wol fens berger and Zauha
(1973), Wolfensberger (1977), and Wolfensberger (1983b).
In addition to the benefits that citizen advocacy can have both to the
devalued person advocated for and to the advocate, there are a number of specific benefits to a VA that operates such a program.
First, there appears to
exist at least some precedent for personal or citizen advocacy in virtually
every culture.
Second, such a service provides a link for the VA with other
activities that it might or should be conducting, such cs monitoring of services, because many advocates will engage in monitoring-type activities which
hopefully create change and adaptation. In this way there is greater coherency
of the VA's activities. Third, for a VA that is at the first or second stage
and grappling with the difficulties of spinning off the direct services that it
runs, the provision of a citizen advocacy program can provide the VA's membership and leadership with a greater impetus for giving up its current services.
This is so because a citizen advocacy program still gives the VA a very concrete and tangible person-oriented service to point to and for members to
identify with.
As mentioned earlier, in order for membership activism to be
maintained, it is very important for the membership to see that the VA is
"doing something."
More abstract activities, as valid and important as they
are, do not easily meet this criterion, whereas a citizen advocacy program
does, and does so without leading to the kinds of professionalization,
stagnation or other problems that technical services often do.
Fourth, a citizen advocacy program can have high visibility in the community and strong fund-raising · appeal. Again, the VA can point to the direct and
tangible things that are being ~accomplished for the better in peoples' lives as
a result of citizen advocacy.
Fifth, at a time when VAs have difficulty recruiting members, citizen advocacy can be a powerful avenue for such recruitment, especially of new and young members which, as mentioned earlier, is
essential for the continued strength and development of a VA.
And lastly,
citizen advocacy is a way of keeping members involved and in direct, sometimes
frequent, contact with the devalued people the VA purports to serve.
Indeed,
the provision of friendship and support for handicapped persons on an individualized basis is much talked about by VAs, but rarely accomplished.
It is in
good part through such activities that the entire purpose of VAs can be brought
alive to individual members.
Thus, citizen advocacy emerges as a potential VA activity of key importance in meeting the needs of (a) handicapped persons, (b) service systems, (c)
VAs themselves and (d) many citizens who want to involve themselves in a challenging fulfilling service, but who also want to maintain their personal autonomy and initiative.
It can become the adaptive, mystic link to handicapped
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i ndi vi dua 1s which many VAs need; and few if any other activities can promise
comparable efficiency, adaptiveness and multiplicity of benefits. With these
advantages , I see citizen advocacy as one of the few and major service activities which VAs should assume in the future, in 1 ieu of the operation of other
services.
Of all these modes of facilitating personal contacts to people in need,
the presence of members of the disadvantaged class in VA activities is probably
the most important. Second in importance is the facilitation of personal/advocacy relationships.
Of course, all the above mechanisms for personally involving members with
handicapped/devalued people are also the major ones that one would use to so
involve members of the general public, especially in order to influence their
attitudes for the better.
Thus, these mechanisms could serve multiple
purposes.
Systematized and Futuristic Membership Education
Many VA members will have the greatest difficulty understanding and internalizing the very abstract need for and interrelationship among external
actions of change agentry and advocacy (and especially service monitoring);
abstinence from long-term operation of professional/technical services; and the
creation of internal self-renewal dynamisms.
For this reason, membership
education is of the utmost importance . Without such education, many serviceproviding VAs will probably not leave the service-providing role. And even in
VAs that do not operate services , unless there is the right kind of education,
members will not maintain their militancy, they will not come to see clearly
the significance of systematized affiliative and affectional activities, and
they will not be able to conduct the demanding monitoring activities which in
the future will require even greater specialized knowledge than vol µnteers have
had to possess in the past. Advocacy-oriented VA bodies need to be especially
knowledgeable about human service quality safeguards and monitoring. As mentioned previously, much material on this topic can be found elsewhere (Wolfensberger, 1973b, 1977) .
Altogethe r , this means that VAs will have to address
themselves more than ever to the issue of membership education.
Too often,
such education has been haphazard, as indicated by the fact that much of what
is said in this monograph has been Sa id by many leaders for years , but only
some of it has trickled down to the rank and file of most VAs. In the future,
membership education must become highly systematized and should become one of
the major program activities of associations.
Membership education needs to be composed of multiple strategies that wil l
appeal or be relevant to the full range of identities, needs and levels of
readiness of members. Furthermore, of supreme importance is the education of
the VA leadership. Research (as well as experience) has shown that leadersh i p
quality is the single biggest precondition for the success of a VA.
Because of the importance of the i ssue , membership education i s trea t ed i n
more detail i n Appendix C.
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Miscellaneous Other Activities to Inspire and Motivate Members
There may be a number of additional activities that a VA might conduct,
sponsor, and/or encourage for its membership in order to maintain members'
interest and activism.
Examples might be setting up awards, perhaps to be
presented at a special annual membership meeting for so many years of membership, for longest service, for most important contribution to the VA's cause
over the past year, for best media stories, etc. Setting up special interest/
study groups (discussed in greate: detail in Appendix C) could also attract and
retain members who otherwise r.i~ght not have joined or would have dropped out.
Involving members in fund-raising campaigns and events can have multiple benefits:
it involves members, encourages them to "talk up" the organization and
may attract new members as well as financial support.
However, fund-raising
must be approached with caution because, while it can be helpful for the internal renewal and maintenance of a VA, it can so time- and energy-consuming that
it distracts the VA from more urgent issues. Additionally, as mentioned elsewhere, it is very difficult for VAs and most other human service organizations
to avoid projecting negative imagery upon devalued people through their fundraising attempts.
As in other areas of VA functioning, there are many guides on how a VA can
raise funds. An example is the Ways and Means Handbook published by Sperry and
Hutchinson Company (P.O. Box 935, Fort Worth, Texas 76101).
There are also a number of measures that contribute to the internal
strengthening and membership maintenance of a VA, but which, because of their
broader applicability to human services and organizations of all types, will be
covered in the envisioned separate monograph on safeguards.
These measures
include increasing the contact and reciprocal information exchange that takes
place between different agencies, different VAs, and across VAs and other
agencies.
It also includes setting limits to the terms . of office that VA
leaders can hold, so that new 1eadership can be cultivated, and so that the
administration of the VA does not become rigidified.
Though these and other
safeguards will not be covered here, I do at this point want to note that if a
definite limit on the length of a term of office, and the number of terms of
office, that a person can _hold in a VA is not specifically written into the
organization's by-laws, then for a variety of reasons, it will inevitably
happen that at least some officers of the VA will remain in office for far too
many years and terms (even for several decad~-- as has indeed happened in
many local, state and national VAs.

Concluding Conment on Internal Activities
The above review does not exhaust all the conceivable means of internal
maintenance and renewal actions of VAs, but only presents some of the major and
generally applicable ones.
How different actions of internal maintenance and self-renewal are apt to
impact specifically on membership is illustrated in Table 7.
Based on the preceding lengthy review of external and internal functions
and activities of VAs on behalf of devalued people, we can also see that
several conceivable or even important activities can serve both external and
internal purposes.
Among the examples one could cite, personal or citizen
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TABLE 7
How Certain Actions for Internal Self-Renewal
of Voluntary Associations for the Handicapped can Impact on Membership

Aspect of Membership
Affected:
Size

Involvement

1. Attracting, Recruiting New Members

X

2. Conscious Focus on Young Adult Members

X

3. Special Focus on Youth Involvement

X

X

4. In vol vi ng Current Members;
e.g., Major Emphasis on Committee Work

X

X

5. Re-enlisting Past Members

X

6. Maintaining Membership Discontent with
Status Quo; "Eternal Revolution"

X

X

7. Affiliative and Affectional Support
Provided to Families of Handicapped People

X

X

8. Creation of Positive Interactions of Members
with Handicapped People

X

X

9. Maintaining an Atmosphere of Openness
and Low Barriers

X

10. Institutionalizing Leadership Turnover by
a. Limiting the Terms of Offi~ers
b. Limiting Number of Terms or
Total Length of Office Holding
11. Giving Recognition for Meritorious Service

X
X
X

advocacy is foremost because it not only addresses the needs of specific disadvantaged individuals vis-a-vis the world, but simultaneously provides VA members with personal involvements that can lend meaning to more abstract, longterm collective and systemic change agentry actions. Partnership programs such
as Pilot Parents (see Appendix C) also obviously address external problems in
the world, while being very effective in both retaining members in the VA who
serve as senior partners and in attracting as new members the people who have
been assisted in their hour of need. Similarly, the previously-mentioned companionship or person-sitting type of service that is mediated by certain VAs
al~o can be effective both in meeting the needs of handicapped people and their
families and in providing an avenue to build up and maintain member involvement
and enthusiasm.
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Some fund-raising activities can also serve a dual role.
Many VAs are
highly successful in involving members as fund-raisers, while the funds themselves can be used (at least in part) to support external relevance activities.
(However, it is of utmost importance to avoid the deviancy imagery so commonly
associated with fund-raising on behalf of devalued people.
See Wolfensberger
[1972, 1980a,c], Wolfensberger & Glenn [1975] and Wolfensberger & Thomas [1983]
on this issue.)

An Evaluation of the Advantages and Disadvantages of Service Operation
Versus Conduct of Change Agentry, and Implications to
Voluntary Association Priorities
Above, I have used several analytic tools to bring some order into the
otherwise random listing of the sixteen potential VA activities ide ntified in
the literature. One of the methods used was to lay out systematically what the
major potential actions of external relevance are for a VA on behalf of socie tally devalued people.
However, the question of which of these such a VA
should engage in and which ones it should eschew has not yet been addressed,
nor have the other relative merits of each of the external actions been evaluated against each other.
This evaluation was postponed until the actions of
internal relevance had been covered, because a competent evaluation of the external actions requires an appreciation of how they differ from internal actions, and even what the internal actions are.
Specifically, I will now examine the tensions between service provision on
one hand and conduct of change agentry (including advocacy) on the other.
I
will point out the activities for which a VA is uniquely suited, and differentiate these from those activities which it might perform but for which it is
not necessarily uniquely suited or situated.
I will particularly examine the
arguments for and against the operation of long-term pro'fess i ona l /technical
services, as previously defined, by VAs.

Arguments in Support of Service Provision by Voluntary Associations
The history and current i-<lentity of many VAs is intimately tied to the
operation of long-term technical services.
Specifically, four arguments in
support of such service provision are apt to be encountered.
These arguments
and a refutation of each are detailed below.

1. Where a VA has many members who are related to (e.g., parents of)
handicapped people, one often hears the argument that these people/parents are
closest to the handicapped, know them and their needs best and the ref ore are
best suited to run services for them.
While it is undoubtedly true that parents and other family members are
closest to the problem and have traditionally played a much stronger and more
adaptive leadership role than many professionals, closeness does not assure
optimal problem-solving -- or else there would be no divorces. In fact, closeness can sometimes prevent a larger view of things.
Also, a VA is healthier
and can be more effective it it is not made up only of one population segment,
e.g., only family members or parents of afflicted people. Yet other citizens
who could enrich a VA cannot be readily recruited if they are exc l uded from
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holding office and from other forms of full participation in a VA (in this
case, one that runs services).
Indeed, in many countries, VAs that were started by parents have tried to broaden their membership base so as to achieve
greater effectiveness in society. · Finally, service operations may be the least
effective of many ways to safeguard the interests of people at r i sk.
2. The public in general cannot be entrusted with the operation of services, and governmental services specifically become bureaucratic and unrespon sive to changing needs. The only way to assure the quality of services is to
have them operated privately, and VAs are the most feasible or logical bodies
to do this.
This argument simpiy cannot withstand the evidence.
When one travels
across the world, one finds that in some localities the public services are
best; in others the private ones.
Furthermore, private agencies are just as
private/non-governmental as are VAs. Qua 1 ity depends much more on the i deo logi es of the key leaders than upon the nature of the auspices. · In fact, as wi 11
be seen further on, this argument could actually be used against VA operation
of services, because it is exactly such operation which makes VAs not only more
like public agencies, but also more bureaucratic.
Where governmental services are indeed maladaptive, it is helpful to
remember that in many countries public agencies need not necessarily be the
same as governmental agencies, and that it may be legally possible to operate
public services without being subject to the restrictions and inefficiencies
that sometimes are part of governmental services.
(See Part 2 of this monograph for an elaboration of this issue.)

3. There is not enough money to run all the necessary services; therefore, one will have to rely heavily on donated, volunteer labor, and the necessary volunteers will only be attracted and inspired if the service is run by a

VA.
This argument may have some validity in economically underdeveloped countries.
However, for economically developed ones, it is not merely false but
profoundly dangerous. It is false as proved by some public services (hospitals
are good examples) which occasiona l ly succeed in enlisting more volunteers than
they know how to utilize.
It is dangerous in creating the defeatist mentality
that one will never be able to gain public support.
4. Without a direct service operation, VAs will see no purpose in their
further existence, and activism and membership will evaporate.
In reply, there have been VAs that have never operated a service, or at
least not for many years. Furthermore, it has already been shown that a VA can
engage its members in personal relationships with and serv i ce to needy pe r sons
in ways that do not bring along some of the problems inherent in the provision
of professional/technical services.
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Arguments Against the Operation of Long-Term Technical/Professional Services
by

Voluntary Associations

A remarkably long list of powerful arguments can be marshalled against the
operation by a VA of "services" as defined.
These arguments break down into
two broad classes:
two general ones, and one based on the fact that certain
organizational activities are antagonistic to each other.
Some general arguments are as follows.

1.
Traditionally, different bodies within society have assumed leadership in regard to various important issues.
Such leadership has been assumed
by churches, government and various forms of VAs. However, professional bodies
and especially service-delivering ones tend to be very poor at this, while the
VA that is neither is almost uniquely suited to it.

2.
Relatedly, there are indeed many potential bodies in society that
could serve suitably as the deliverers of human service , but there are very few
that can play a credible and effective change agentry and advocacy role.
The
VA is one of these few.
If it decides to run services, it will not be an
effective change agent (as explained below) and there may be no other bodies
available to play that role .or to play it well.
(Also, see Part 2 for furthe r
elaboration).
A second class of arguments is based on the known fact that the conduct of
change agentry and advocacy is antagonistic to service provision, and that
service provision virtually inevitably wiil drive out the advocacy/change
functions of a body. This class of arguments can be broken down into a number
of components, according to what is damaged if a VA runs services:
its other
external funct i ons, its self-renewal, or both.

1. The first cluster of issues in this second class of arguments is that
change agentry, advocacy and even the quality of services generally suffer from
VA operation of services in the following ways.

a. As explained earl i er, in order to operate a service of any consequence a VA must usually depend upon the government for subsidies, and therefore it becomes indebted and obliged to government.
Automatically, this sets
up a built-in conflict of interest, as a result of which the VA may refrain
from pressuring the government on certain issues, from speaking bol dy on
controversial topics and from representing the rights and welfare of all the
people it represents for fear of stirring up controversy and losing its subsidies.
For example, in a number of instances, VAs providing residential
services had to design "community group homes" that were 1 ike institutions in
order to meet the requirements of the subsidizing agencies, rather than the
needs of the residents.
Had some other body been in charge of operating the
residences, the VAs could have confronted the issue sharply. As it was, they
could not do so very well, or with great credibility, as long as they were
involved in the service operation itself.
Once a VA loses its autonomy in an effort
funding, it also loses most of its identity as a
identity of volunta ry agencies, or even public
failing to concentrate on those functions that
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to obtain or maintain public
VA and thereby approaches the
or governmental bodies.
By
can be performed best - - or

perhaps only -- by voluntary associations as defined, it wi 11
where there should be a function.

leave a void

Instances abound where VAs have shrunk from lean, hungry lions with a roar
and a bite into fat, complacent, ineffectual, silent, or at most yapping lapdogs of their funding sources. The poor can only gain, but the rich (i.e., the
we 11 -funded) have much to lose.
Fighting for a devalued group of people
requires a perpetual revolution against both the past and the present, but the
rich are not likely to take to the barricades. Any organization for the downtrodden should seek, or possess, the charismatic effectiveness that comes from
the rightness of a noble cause, rather than the self-righteousness that often
comes from ready access to material resources.
b.
When a VA operates services of some size that are publicly
funded, its image may shift from that of a unique body and an independent
advocate to that of yet another of so many powerful selfish service agencies
and self-perpetuating bureaucracies.
The VA then loses a major image advantage, including its charisma and credibility in the sight of the public and the
public's decision-makers; and despite the success it may experience as a service agency, it is likely to be less effective on other and perhaps much larger
issues.
c. Once a VA receives substantial public funding for the operation
of services, it may become so dependent upon this income that it can no longer
differentiate between the benefits to the VA and the benefits to the people it
represents.
For instance, in one jurisdiction, V.A.s received a certain amount
of money from the government for every child they served.
This money became
the major source of income for the VAs and for building up their executive,
professional and clerical staff.
The handicapped group served began to be
looked upon as sort of a milch cow that sustained the flow of funds into VA
coffers and without which these VAs believed they could no longer exist.
Incredible as it may sound, even as public services did become available, this
group of VAs tried to prevent them from serving the handicapped. Thus, public
funding of service-providing VAs can become a major obstacle to the extension
of publicly-operated services even in those instances where the public and its
agencies (e.g., the school system) are prepared to accept and/or integrate the
handicapped person.
d. It is part of the pri nci p le of nor mal iz ation (see footnote, p.34)
(Wolfensberger, 1972, 1980 a, c) that people should not be stamped unnecessarily with the stigma of differentness.
Being served by a VA for a devalued
group is more stigmatizing than being served by an agency that serves people in
general. Similarly, the social integration of devalued people into society is
another implication of normalization, and demands that devalued people be

served close to or even together with other people, especially so in early
childhood.
Yet if a VA exists primarily in order to represent one or more
groups of societally devalued people, then it is very unlikely that the public
will support it in the operation of services to non-devalued people.
For
instance, a local chapter of the United Cerebral Palsy Association is unlikely
to be funded to run an elementary school in which the great majority, or even a
sizeable minority, of pupils are non-handicapped. VA resistance to transfer of
its devalued clients to other generic agencies can then mean loss of the opportunity to integrate, yet in the l ong run, societal integration is one of the
most si gni fi cant carriers of the respect that must underlie a 5ervi ce system
based on right rather than on pity , mere tolerance or outright rejection .
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e. A subtle problem which is less obvious than some of the others is
that any agency providing services to more than one person must apply, at least
to some extent, the principle of the greatest good for the greatest number.
Following this principle immediately constitutes yet another source of conflict
of interest, because vigorous representation of the rights and welfare of each
and every individual service client would interfere with administrative efficiency -- or even justice for other clients. Particularly a service that has a
fairly broad service mandate cannot possibly sustain maximum individualization
for each of its clients over the long run. If the demand for individualization
is not institutionalized as an outside demand (e.g., made by the VA to a
service-providing body), then it will almost certainly be suppressed within the
organization, perhaps by compromising away the issue.
Of course, a VA that does not operate services is not necessarily free
from the above dilemma of trying to advocate on behalf of a collectivity of
people without sacrificing the welfare of any specific individual. However,
the critical point is that a VA that does not operate services can nevertheless
represent the interests of a single individual vis-a-vis a service provider,
while in most cases also being able to advocate standards for all members of a
class. In contrast, the very fact that a service provider can virtually never
optimize services to each and every one of its clients is overwhelmingly likely
to result in a self-deceptive belief within the service agency that it is doing
what is best for each client, when it is in fact doing what meets at least some
needs of the agency and its workers, and not the clients.
f. The time and energies of the VA 1 s administration and leadership are
apt to be devoted to whatever activities are perceived as most pressing and
most immediate. Where a VA runs services, this time and energy almost without
exception are given to the very demanding direct service operation.
As a
result, the VA will have much less (if any) leadership left to devote to the
effective address of other issues, especially change agentry and advocacy
issues, not to mention other unmet service needs. Thus, once more, a conflict
of interests is set up when a VA operates services -- in this case, a conflict
for the administration and leadership between the demands of attending to what
is being done, versus the demands of at tending to what ought and needs to be
done.

2.
A second cluster of issues in the second class of arguments has to do
with loss of impetus for internal self-renewal.
For instance, when a VA
operates services, it must employ staff. As mentioned earlier, this staff will
almost inevitably have to be professionalized, and the employment of (professionalized) staff is well-known to result almost always in lessened activism by
volunteers, and often goal displacement for the VA. Additionally, what is apt
to happen is that volunteers will assume that paid staff should now do the work
that the volunteers themselves used to do. For instance, VAs sometimes try to
conserve volunteer leadership time for certain crucial tasks by giving the
staff more power, but then staff often replace the volunteers in control,
activism and involvement. Further, professionalization often leads to loss of
confidence on the part of volunteers vis-a-vis their technically-skilled staff,
who in turn may come to look upon volunteers as no more than fund-raisers to
generate the monies that support staff empires. Yet further, staff will commonly find it more expedient to do a job themselves than to go to the effort of
marshalling volunteers. Finally, many (professional} staff simply hold ne·gative views of volunteers and actually discourage or~ at least f ail to reinforce
volunteer activism.
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As a result of all the above dynamics, the membership of a VA often becomes either complacent or alienated; in either case, volunteers tend to withdraw from involvement and perhaps from membership itself.
In those common
instances where the volunteer membership exists primarily in order to give
corporate legitimization to an organization which in actuality is, or has become, an almost completely professionalized service agency, the VA is certainly
no longer a movement; and when this happens, it loses the fervor that is the
most precious asset and the very heart and soul of a VA on behalf of societally
devalued people.
3. A third cluster of arguments within the second class has to do with
the fact that some dynamics of VA operation of services damage both external
effectiveness and internal self - renewal.

a. The mere fact of having operated and controlled a service empire
for a series of years can set into motion a historical and administrative
momentum within a VA that is likely to resist ideological presures for change
(Shemer, 1968).
b. Closely associated with the above tendency is the tact that when
one has become identified with a system and made commitments to it, one loses
objectivity and perspective.
One is less capable of seeing its weaknesses,
criticizing it, seeking external evaluation, or suggesting or accepting alternatives. One thing that virtually all reform movements and revolutions have in
COITlllon is that once they become intimately identified with a specific service
or service system, it is difficult to look for larger problems, larger geographic service areas and the larger groups of people in need. Yet in the context of a quest for well-developed and comprehensive service systems, the commitment must indeed be to an astonishingly wide range of services, to a regional approach, to a large number of dispersed service locations within a region,
to a 11 of the members of a cl ass of needy people (and not just to its more
impaired or less impaired ones), and even to people in need in gen~ral.

c. It is a well-established fact that direct service provision is as
antagonistic to advocacy as it is to change agentry.
Some of the issues of
conflict between direct service provision and change agentry (especially 3a and
3b above) are similar to those de·s cribed below.
Yet many VAs for devalued
people (especially handicapped people ).. try to provide both advocacy and direct
services at the same time. Thus, it is important to be familiar with some of
the major reasons why there is a conflict between the two.
Direct, "hard" services are addressed to the relatively immediate meeting
of people's pressing needs. However, the types of needs addressed by advocacy
especially advocacy on behaif of an entire class of people, as opposed to
that on behalf of specific individuals - - are more abstract and do not have the
same perceived urgency as those addressed by direct/hard services to specific
clients, even though these needs may be just as important as those addressed by
direct/hard services -- or even more so.
Furthermore, advocacy efforts often
take a very 1ong time to bear fruit; and even when they do come, the results
may not seem concrete and substantial.
Because the types of needs that ar e
addressed by advocacy are so abstract and the results so long-term, advocacy i s
apt to be overshadowed, forgotten and neglected in the face of the inmediacy of
needs addressed by direct services.
To give a very concrete examp 1 e:
when
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someone appears with a bleeding wound, one 1 s irrmediate response is
person to a nearby physician or emergency room, or to bind up the
self, not to advocate for higher quality health care and more and
pitals, even though these may be precisely what is needed over the
address all the people who now have and will have bleeding wounds.

to rush the
wound onebetter hoslong run to

A second reason why advocacy and direct/hard services are antagonistic to
each other is that if a body is conducting true advocacy -- i.e., really speaking on behalf of the class of devalued people it purports to represent, and
really considering primarily their interests -- then it is practically inevitable that it will eventually have to confront some or all of the organizations
which serve that group of people, because all
human services could be better
than they are.
That being the case, the advocacy body wi 11 at some point end
up having to address shortcomings of the direct services its own organization
runs. Where the service under scrutiny or attack from the advocacy effort is a
part of the same organization as the advocacy body, then obviously a tremendous
conflict of interest is set up between the two components.
The response of
most such organizations is to eliminate the advocacy function, or at least
diminish its power and possibly render it completely ineffective. For example,
the organization may allocate a larger share of its budget to the direct/hard
services component (perhaps claiming that the extra money is needed so that the
service can meet . the demands of the advocacy arm of the organization), thus
robbing the advocacy component of funds that it needs to operate effecti veTy;
the person in charge of the advocacy component may be replaced by someone who
has a weaker commitment to advocacy and to the group of people at stake; the
higher-ups may limit the advocacy body to exerting advocacy only vis-a-vis
other agencies and may pro hi bit it from advocating vis-a-vis other components
of the same agency; and so on.
In fact, over the long run, genuine internal
advocacy almost always gets eradicated.
d. At any one time there is typically only a small amount of capable
and dynamic leadership available in and to a VA. Even the most successful VAs
are limited in their number of active members.
Ultimately, the effectiveness
of a VA will have almost no relationship to the number of names it carries on
its membership rolls, but to the number of active members, who are really the
ones that do all the work.
Even more limiting than active membership is the
always very limited pool of re ally talented activist leaders available to any
specific VA. From all the research evidence so far, one can conclude that the
quantity and quality of leadership is the single most decisive predictor of
success, even more so than membership activism, because if the leadership is of
high quality, membership quantity and quality usually is obtained derivatively,
while the opposite is less likely to be the case.
So the issue is really
rather clear-cut: there simply are not enough leaders and active members to go
around to cover all fronts.
Now while administrative leadership for service provision can be bought
quite readily, leadership that can call forth, motivate and even inspire volunteers is very precious, and cannot be bought very readily for any amount of
money. Yet when a VA operates services, it drains at least some of this precious volunteer leadership into areas that could just as easily be taken care of
by other types of leadership.
Thus, the excessive consumption of volunteer
1eadershi p ta 1ent by the operation of services both reduces the 1eadershi p
available for the conduct of advocacy and change agentry (thus reducing the
external effectiveness of a VA), as well as the VA 1 s capacity for internal
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maintenance and self-renewal.
Not only that, but every quantum of volunteer
leadership invested in change agentry and advocacy could produce many more and
broader results (though perhaps not very obvious ones) than an equal amount of
energy invested in service operation. So the operation of services by a VA not
only wastes VA volunteer leadership, but also reduces the potential productive
power of that leadership.
All the practical, administrative and socio-psychological principles and
processes reviewed above argue strongly against the long-term provision of
professional /technical services by VAs on behalf of societally devalued and
handicapped people. If the above analysis is even only partially correct, the
problems inherent in such provision can be summarized into roughly three major
issues:
(a) conflicts of interests; (b) loss of vigor in the change agentry
and advocacy role (which is closely connected with conflict of interests); and
(c) administrative realities, especially leadership utilization and limitation,
and the ability to adopt maximally integrative strategies.
A further issue to be considered is that in many respects, VAs on beha 1f
of devalued people are more vulnerable than other VAs, are more apt to decline
or die and therefore are in even greater need of self-renewal. At least six
reasons for this heightened vulnerability are given below.
1. The cause represented by a VA on behalf of devalued peop 1e is often
unpopular and/or misunderstood, and there are therefore many pressures against
such a VA. The VA's task is made even harder by the fact that devalued groups
corrmonly devalue each other, rather than standing by each other.

2. Some devalued people (e.g., retarded people, children, prisoners) cannot contribute much to their own seif-advocacy and this reduces the potential
constituency of some VAs.
3. Some devalued people are disinclined to advocate for themselves, which
deprives VAs working on their behalf both of members and legitimacy.
4. Some devalued groups outright reject or discourage advocacy on their
behalf by others, thus reducing both the potential size of a VA on their
behalf, as well as the legitimacy of a VA that tries to be broad-based •
.,.

Some devalued groups that insist on self-advocacy lack t he ne cessa ry
orientation and/or resources for effective functioning . This is particularly
the case where the devalued people at issue have impairments in communication
or competency (e.g., due to mental handicap), or are severely lacking in experience and past success.
5.

6. External success is often disastrous to VAs as (a) paid staff then
often take over, (b) the service establishment begins to co-opt the VA, and (c)
members often drop out, at least in their activism.

The vulnerability of VAs on behalf of societally devalued persons is
underlined by the fact that it is very difficult to identify a model VA. Those
that are models at one point i n time may no longer be models even a very few
years thereafter. Furthermore·, a VA may very well be a model in one respect,
but not in others . In fact , because of the 1arge number of things that an
adaptive VA should be doing in order to be considered a model, even a VA that
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merely performs we 11 on the average, by doing some things we 11 at one ti me and
other things at another time, would in many respects constitute a model, even
though its deficiencies are obvious to any skilled observer.
In many functions of our kind of society, interests are represented at
multiple levels, and have multiple spokespersons.
However, this is not the
case with devalued people, where oftPn an independent voluntary group remains
their only and final bulwark of protection against other groups or against
society as a whole.
The integrity of this bulwark must not be compromised in
any fashion, because behind it there are no additional lines of defense.
If a
VA in this realm is not free to speak (a) with honesty and disinterest, (b) for
all of the class it represents, (c) on the .important issues that confront it,
and (d) in the long run, or if it is obliged to a significant degree to anyone,
then these disadvantaged persons cannot be assured of a full representation of
their rights. And if the VA cannot be free and unconditional in its militancy,
then who can?
The issue of conflicts of interests is sometimes dismissed with the bland
assertion that it can happen only to other organizations, but not to the inspired, devoted, dedicated, noble, unselfish associations for this group or
that, which, after all, have no other reason for their existence than the welfare of the people they represent. Surely, the argument goes, the initial and
genuine motivation to serve and to adhere to association goals will preserve
the selfless members and staff from the dangers of financial, administrative,
moral or other dependence upon public funding sources.
Need I say that "nobi 1 ity" arguments are very naive? They' overlook not
only the fact that many of the problem situations described above have already
occurred to various VAs, but also the powerful psycho-social reality that when
one is confronted with potential loss of power, income a,nd convenience, it is
very difficult to resist pressures, or even to perceive compromises as being
compromises. The "nobility" argument also loses sight of the fact that a VA is
first and foremost an association, an organization, and that it therefore
shares organizational characteristics with a myriad of other organizations,
many of which are equally noble in their aims, yet equally unable to stave off
decay and perversion. A study of organizational histories will quickly reveal
that even the most noble of'"' them have been subject to the laws of social psychology and organizational dynamics.
Not even dedicated religious movements
and organizations have been exempt from these laws. St. Francis of Assisi was
not even dead yet when his ideals of voluntary poverty had already been perverted.
In order to protect oneself from oneself and in order to maintain an
organization's lofty goals, one must recognize systematic organizational phenomena and institute systematic organizational safeguards.
There may very well be times when VAs, having attained their major objectives, can occupy themselves with relatively minor issues.
But no matter how
well things may go at a given point, times must be anticipated when the existence of a militant organization wi 11 be of cruci a 1 importance.
Rarely can
such militant organizations be raised up out of the ground overnight.
It is
much better to institutionalize them and to have them ready at any time to take
whatever action may be needed.
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Thus, in concluding the review of arguments against service provision by
VAs, I propose that VAs in the first or second stage need to work systematically toward attainment of the third stage -- especially within societies (as in
North America) where services are quantitatively relatively plentiful, but
where vast problems exist nevertheless.
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STRUCTURING A VOLUNTARY ASSOCIATION INTERNALLY
TO ENABLE IT TO PERFORM ITS EXTERNAL FUNCTIONS
A major principle of change agentry is that a problem can generally only
be addressed effectively if the mode of address is at least as sophisticated,
complex, flexible, etc., as is the problem or situation to be addressed. This
principle has vast implications, a relevant one being that a VA should be
organized internally so as to maximize the likelihood that it can be externally
effective.
To illustrate this . principle, we will assume that a given VA of some size
is a third stage VA. Accordingly, it should set up an internal committee (and
sub-co11111ittee) structure somewhat like the one on the left side of Table 8.
However, this is far from good enough.
It wi 11 al so be necessary that the
committee structure support the external activities with internal, or combined
internal and external, ones. To this purpose, committees such as those on the
right side of the table are indicated. This may leave a few committees that do
not as readily fa 11 into either category or that rise above them, such as
listed on the bottom of the table. Of course, the structure sketched in Table 8
would need to be adapted to what a specific VA actually wants to be and do, but
it illustrates how the "theory" covered above would carry specific concrete
organizational implications.

TABLE 8
An Example of an Adaptive Conmittee Structure for
a Third Stage Voluntary Association on Behalf of Devalued/Handicapped People
Committees Concerned With External
Committees Concerned with Internal
Actions of Relevance
Maintenance & Self-Renewal
Monitoring of Service Agencies
Membership Recruitment
- Child Development
- Home Visiting
& Education Services
- Pilot Partners
- Vocational Services
- Special Interest Groups
- Residential Services
- Other
- Support Services
- Other
Youth Involvement

Legislative & Legal Affairs

Membership Support

Public Attitudinal Change
- Contact with Media; Media Watch
- Speakers' Bureau
- Other

Membership Education
- Specialty Library
- General Meeting Program
- Introductory Course
- Leadership Training
- Specialized Training

Citizen Advocacy
Ad Hoc Committees for Special
Projects, e.g., Demonstration
of a New Service

Other or Mixed:
- Executive
- Planning
- Ways & Means
- Fund-raising
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CONCLUSION

In concluding Part 1, I will briefly summarize what I believe to be the
most urgent actions for long-term adaptation of VAs for devalued groups of
people.
1. Extrication from the operation of most (especially professional/technical) long-term services.

2. Engagement in change agentry, especially public attitudinal change,
advocacy and monitoring of services.
3.

Systematic delivery of affiliative and affectional support to members.

4. Provision of ready avenues for personal involvement of members and the
public with devalued persons, and the modeling of valued acceptance and social
integration of devalued people by VA members .
5.

Systematized membership education about all of the above.

Several of the above points will be strengthened by the material presented
in the remainder of the monograph and especially in Appendix C.
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PART 2: THE OPTIMAL PATTERN OF RELATIONSHIPS AMONG, AND RESPECTIVE FUNCTIONS
OF, GOVERNMENT, VOLUNTARY AGENCIES AND VOLUNTARY ASSOCIATIONS
It is virtually impossible to take an adaptive stance within and vis-a-vis
a VA, especially on behalf of societally devalued people, unless one has a
clear idea of the nature of a VA (already covered at the beginning of Part 1),
its optimal activities (partially covered in Part 1), and its optimal relationship with other kinds of formal organizations in society, especially government, but also non-governmental public and non-public (private) agencies.
Part 2 will address these remaining issues.
In order to identify the optimal functions of major relevant sectors in
society, it is first necessary to differentiate the sectors or gr oups with
which one will have to deal.

1. There are private citizens engaged in voluntary (unpaid) acts of service as individual free agents. This category is not of concern here.
2. There are private groups of citizens who are not (at 1east not yet)
formally organized, but who are capable of collective action. These groups are
usually the "ancestors" of the formal associations with which this monograph is
mostly concerned and can be viewed as the co 11 ect i Ve equ i va 1ent of the people
mentioned above under 1.

3. There are formally organized (in most countries this means incorporated) voluntary, non-public, private organizations which, for an pract i cal
purposes, can be divided into two types, as differentiated at the beginning of
Part 1.
a.
Formal voluntary associations, with memberships that ultimately
decide what the association is to be and do. These VAs are the ones of primary
interest in this monograph.
b. Formal voluntary agencies that provide services, that do not have
memberships (at least not members who can determine the fate of the organization) and that are perpetuated by their boards of directors rather than by
their memberships.

4. There is government at several levels. In the United States there are
at least four levels:
national, state, regional (e.g., county), and local
(e.g., municipal or township}.
5. One occasionally encounters subdivisions or combinations of the above,
as for instance the following.
a.
A VA may decide to run a service and thereby also function as a
private agency, though a private agency is not automatically a VA.
b. A citizen advocacy office may be run by either a VA or a private
agency that is not a VA, but it recruits private citizens (see 1 above} to
engage themselves in voluntary/unpaid individual service acts.
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c.
Least understood of all combinations are probably "quasi-public"
corporations or agencies, which are combinations of 3b and 4. Briefly, such a
body is characterized by six features. . (a) Its purpose must be to carry out a
publicly determined policy. {b) However, it has a separate corporate identity,
i.e., it is not a department of either an existing public or private agency.
(c) It cannot go out of existence unilaterally, as voluntary agencies or VAs
can. This lends some security to its identity. (d) Its board of directors can
be established in a combination of ways, to be laid out in its charter.
This
may include appointment of directors by several co-chartering public and/or
private bodies (state/provincial and local government, concerned VAs, etc.), by
public elections, by elections by consumers, etc. {e) Its major funding would
come from public sources. _ (f) It can have virtually all the benefits of both
private and public agencies and few of the disadvantages of either . Quasipublic corporations should usually be incorporated or operating on a local or
regional level, with some of their di rectors either appointed by private
parties (such as the boards of relevant VAs in the area) and/or elected by
certain constituencies (e.g . , families of present and former clients).
In
Canada, there are so-called crown corporations that resemble quasi-public corporations. In the U.S. , quasi-public corporations are often found in the areas
of utilities, water conservation, transportation, etc.
In human services,
examples of quasi-public corporations are many of the reg i onal agencies that
have been pro vi ding services for the retarded in the state of Nebraska. Other
examples are the large number of agencies that provide social, vocational,
residential, health, etc., services to both handicapped and non-handicapped
people in Quebec.
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SOME TYPICAL PROBLEMS OF THE RELATIONSHIP
BETWEEN GOVERNMENT AND VOLUNTARY ASSOCIATIONS
It is not possible to exhaust here all the issues of relationships among
all the parties involved in representing or serving people.
Instead, I will
focus mostly on certain recurring problems in the relationships between government on the one hand, and on the other hand VAs that represent the interests of
handicapped or otherwise societally devalued people.
This discussion is
intended to be applicable rather generally to the situations that often prevail
in countries of the gradually shrinking free world; and not only to the relationship between VAs and national governments, but also that of VAs and their
intermediate governments, like those of the state/province.
Relationships between governments and the kind of VA we are talking about
are often very problematic, even when most of the parties involved are relatively contented with the status quo .
Some of the problems that I want to
highlight involve at least some culpability on the part of some of the actors,
while other problems may merely reflect the complicated nature of _real.Hy and
the feebleness of the human condition.
Into this last category fa1l at least
two common problems.
I. Human affairs, especially on the more highly organized societal levels
and esp"ecially in human services, are predominantly controlled by ideologies
and values. That in itself is not a problem and indeed it could be a tremendous strength.
But a problem is created by the fact that an astonishingly
large number of people do not believe that ideology does reign supreme in these
domains; or they say they believe it but their behaviors are not concordant
with their stated beliefs. Thus, many people really act as if data, research,
or rational decision-making determined most courses of conduct and their outcomes.
A great many errors and a phenomenal amount of resource waste result
from such a fallacious perception.

Many data collection projects fall into this category, because the issues
to which they relate are those that should be decided by the formulation of a
vision of the kind of sociey . one wants to create, and not by spurious data
questions or by surveys that generally are not even capable of yielding valid
data. A common example is the att empt to design human services on the basis of
"needs assessment" surveys, canvasses and similar studies. Recognition of the
primacy of ideologies would result in the construction of a service system
based on one's vision of a desirable society and what therefore needs to be
done to create it, rather than on people's responses to (usually spurious or
artificially limiting) questions about their current situation.
2.
Closely re 1ated to the above is the fact that the predominance of
ideology can become a problem when it is destructive ideologies that gain
control of human affairs. Things become even more complicated and problematic
because of the fact that it is negative ideologies that tend to become unconscious, and that people in organizations will overtly voice a positive ideology
while consistently acting in accord with a negative one.
Equality is proclaimed and inequality practiced; commitment to education and habilitation of
handicapped people is proclaimed and service patterns which maintain people in
dependency are instituted; social participation and inclusion of handicapped
and other minority groups is proclaimed and segregatio·n is diligently practiced
and rewarded; the sanctity of life may even be proc l aimed ~hile genocide is
practiced.
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To return specifically to the relationship between government and VAs, it
is often the case that both parties have stated as well as practiced ideologies, and thus there may be a world of confusion and frustration as each body
at different ti mes utilizes different levels of address ( the ideal and the
real), speaks at different levels of consciousness (overt/conscious, or covert/
unconscious), and addresses any of the levels of address and consciousness of
the other party.
Another major recurring problem area is that many governments, as well as
many VAs, do not really have a coherent long-term policy -- not to mention that
if they do have one, it may not be written or overtly communicated.
It is easy to see that these various problem areas can interact so as to
result in chaotic processes, communications and strategies in human services
because of incoherent policies aggravated by the operation of unconscious and
sometimes outright unworthy ideologies.
There may be some culprits in the above problems but not necessarily ,
because the normative and ordinary human condition can quite readily account
for incoherencies and their outcomes. Especially, the political pressures upon
a government that is subject to relatively frequent elections are always apt to
introduce incoherencies into what may initially have been a coherent policy,
and the human need for self-justification will often lead to contrived explanations of these incoherencies, which in turn will often lead to repression of
the awareness of the true dynamics, and therefore to unconsciousness .
One level of problems down, we ca n look at some typical patterns of accommodation between governments and VAs. One such pattern consists of an enlightened VA having the good fortune to be deal i ng with an enlightened government
and vice versa.
In such a pattern, the VA would play a leading role in the
a r ea of ideology and conceptualization, and the government would respond in a
progressive fashion to the prompting of the VA by supporting the implementation
of highly advanced service structures.
When this happens (even imperfectly)
over a period of time, we may find that so many of the needs represented by the
VA are met that such VAs eventually have only trivial demands left to make,
that they redefine their identity to essentially that of watchdog bodies, and
that they may even have difficulty recruiting new members because newer generations of citizens may not perceive tha t there is a problem that requires the
presence of a vi gi 1ant and mi 1i tant VA. This genera 1 type of pattern may very
well be the one that has extensively prevailed in several areas of human
affliction in Denmark and Sweden since the 1950s.
Another major pattern is for a progressive VA to face a recalcitrant
government that may even be committ ed to evil and destructive policies regard ; ng deva 1ued peop 1e.
In such instances, we may see open warfare break out between the two parties. In open societies, VAs in such circumstances will often
ally themselves with a major political party that is out of power, the chances
being high that eventually such a party will come into power and that at least
some of the demands of the VA wi l l then be met.
However , evil policies have
such momentum that they are not necessarily overturned by a change 1n government.
In such instances, members of VAs often become embittered, perhaps to
the point of losing their capacity to cooperate even with relatively benevolent
governments.
Habits of confrontation may become so deeply ingrained as to
become destructive when practiced against a government that is generally seeking an adaptive strategy .
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A very common pattern of re 1at i onshi p is what I ca 11 "the carrot and the
stick."
Here, the government is committed to maladaptive policies, such as
perhaps the perpetuation of large institutions, but would run some real risks
of a political nature if it were to be perpetually confronted by vigorous
hostile VA opposition.
The government may then offer relatively trivial but
passionately desired benefits to the VA, and in essence threaten the VA that if
it does not accept these trivia 1 bribes, it will get nothing and be frozen out
altogether. Unfortunately, this ploy works brilliantly almost every time it is
tried.
To give an example of this policy, there are a large number of governments in Canada and the United States that, to exaggerate only slightly, have
taken stands of apparently great magnanimity vis-a-vis VAs for handicapped
people by dealing out services on the basis of "One small group home for you
(the VA), one big institution for us (the government)."
Thus, while the
government builds or rebuilds an institution almost every year, group homes and
similar corrmunity services for the handicapped develop at an excruciatingly
slow pace, with so many obstacles put in the way of community service propo nents that it may take years of effort to open just one community residence.
In fact, it may take more time to open one community residence for seven people
than it takes the government to open an institution for 700.
Unfortunately, the carrot and stick strategy can work for decades, al though some citizens are apt to catch on, and the government, and even the
political party it represents, may eventually be confronted by radicalized -and by that time possibly irrational and unforgiving -- VAs.
A different, but related and very common pattern of accommodation occurs
when a government in effect buys out a VA. By buying out, I mean the inst itut ion of some sort of mechanisms whereby the government subsidizes the VA,
either outright or by funding it to operate services which then pay for the
VA's executive or other central staff.
A classic pattern like this has long
prevailed in New York state (see Lerner, 1972) where a highly advanced, progressive and militant state association for retarded citizens became essentially ineffectual and token in facing up to state government once it started
accepting state money for the operation of educational services for retarded
children.
In fact, this arrangement simultaneously achieved two grossly
destructive but hidden public policy goals:
(a) it kept retarded children out
of the public schools for a long time because the VA could not financially
afford to give them up; and (b.) in the meantime, the government carried out a
doubly destructive policy of perpetuating an incredibly vast and evil institutional system while also dumping people en masse without services into communities, sometimes even swamping entire towns with improperly prepared and nonsupported former institution residents.
A somewhat similar pattern has prevailed until recently in the Canadian
province of Ontario.
The provincial association for the mentally retarded,
which had started as a strong citizen movement, began to accept provincial
government money and then became doci 1e.
The first ti me thereafter that it
earnestly confronted the government's policy of perpetuating and favoring
institutions over community services, its provincial subsidy was diminished.
In this instance, the government was also one which for decades had been simultaneously destructive and dishonest, hiding behind endless surveys, reports and
investigations, making promises that were not kept, etc. However, as the association regained greater financial independence (at least temporarily} through
its own fund-raising efforts, it also regained some of the militancy of its
founding days, and became more willing to speak the truth and to genuinely
represent the mentally retarded.
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GENERAL ASSUMPTIONS AND CRITERIA OF AN IDEAL RELATIONSHIP
BETWEEN VOLUNTARY ASSOCIATIONS AND (l)VERNMENT
Generally, while VAs for handicapped people have accomplished a great deal
in the free world, there is hardly a country in which they are not in trouble,
mostly for reasons discussed in various parts of this monograph. Some of these
have to do with how a VA relates to other bodies, especially government, and
with the activities in which a VA is or is not engaged, as already touched upon
in Part 1. Here, I will sketch an ideal relationship pattern that also indicates which deviations from the ideal are viable, and which ones have distinctly non-viable dynamics built into them, even though such patterns might be able
to survive over the short run.
In essence, the pattern which I envision as the most desirable one would
reflect the following assumptions:
1. By its very existence, government carries the obligations of its public mandate, whereas VAs and voluntary agencies can choose their missions arid
even whether to exist or not.

2.

VAs are vital to the well-being of the society.

3.

It is highly important that VAs be independent.

4. Each party should concentrate on what it is uniquely suited for and
can do best over the long run; neither should try to encroach upon the unique
or most logical action spheres of the other.

5.

Over the long run, governmental secrecy breeds tyranny and evil.

6. There is no fail-proof government-to-VA relationship stru~ture; there
are only optimal principles and strategies, and every accommodation has within
it the seeds of its own version of decay or perversion.

If one accepts the above as \ umptions, then there would follow certain
implications to government.
1.

Ongoing public reaffirmation of the importance of independent VAs.

2.

Facilitation of VA vitality and work.

3.

Open, honest coll1llunication with and accessibility to VAs.

4. Substantial inclusion of VA representatives on boards, coll1llittees,
etc., and at all sorts of meetings controlled or influenced by the government.

5. Acceptance of and reconciliation to the fact that the long-term coll1llon
good implies that government will often be inconvenienced and made uncomfortable by VAs.

On the VA side, the first set of assumptions above also carries some
weighty implications.
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1. The VA adopts strategies that safeguard its long-term strength, and it
retreats from these only in rare instances where immediate confrontation of
grave evils takes a higher priority.
2.
This strategy includes careful guardianship of its independence in
every way, e.g., the VA accepts only those subsidies from government (if any)
which it could readily afford to give up.
3. The VA practices high consciousness of the fact that one of its greatest sources of long-term strength is a membership that is simultaneously large
and active; accordingly, membership recruitment, activation and renewal have
high priority.
4. The VA embraces as inevitable the fact that its change agentry role is
difficult and agonizing.
The governmental level that is of greatest importance to VAs depends a bit
on the long-term governmental structure and con st itut i ona l system that prevails.
In North America, one deals mostly with three levels of goverment:
federal, state/provincial and local. Sometimes, there is also a regional level
which includes several local units. For a number of reasons, in such a system
the state/provincial go vernment is by far the most important one to VAs, at
least for practical purposes and at least for VAs other than those that have no
sub-national chapters.
(I am aware that many people may differ with my position here.)
In order for all parties to function adaptively, it is important that they
be clear as to what functions, powers and responsibilities should be vested in
the level of state/provincial government (or the national government in those
countries where there are no states or political divis~ons comparable to
states).
Powers and responsibilities that should be vested in the state or
equivalent government should be distinguished from those that should be vested
in the VA sector, or even in other private or governmental bodies such as local
(i.e., lower) or national (i.e., higher) ones.
Specifically and very bL:,iefly, state/provincial government should be
vested with nine functions, responsibilities and powers which maximize the
likelihood that adaptive regional or local comprehensive services are provided.
Responsibility for the general systemic thrust must be retained at the state/
provincial level, while the maximally feasible number and extent of functions
for execution of societal service mandates are delegated to the lower levels.
The nine state functions are as follows.
1.
The state should conduct long-term planning toward the goal of
developing comprehensive services across the state in general. Such long-term
state planning is distinct from planning on a regional or lower level. In some
states, there prevails an almost complete abdication of planning at the highest
level, as government sits back passively and waits for plans (often short-term)
to be submitted to it from lower levels for approval or disapproval.
While
local and regional planning is highly desirable and often even essential, it
must take place within the general framework of higher-level planning that is
of a long-term nature.
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2. State government should set the most essential policies in regard to
the state system as a whole. These policies should (a) be broad, (b) concern
themselves with essentials, and (c) provide leeway (to be determined by state
policies and priorities) in regard to regional and local policies.
3. Within broad policies, a state should also set certain priorities for
itself.
Setting of sub-priorities within these priorities would then be permissible at regional and lower levels.
4. The state should evolve implementation strategies for its state - wide
plans and policies. To a large degree, policies and especially priorities will
be concerned with objectives and goals, while implementive strategies are more
concerned with the "how-to" of problem-solving.
Here, the state may wish to
identify very specific strategies that it might wish to adopt and/or exclude.
Again, within the limits of these general strategies, considerable strategic
leeway could be permitted to regional and lower levels.
5. The state should provide the major share of service system operating
funds.
While some services may have to be funded 100% by state/provincial
governments, services not actually operated by state/provincial governments
should, as a general principle, be funded from multiple sources, including
local governmental sources.
In most cases, the state/provincial government
should be a participant funder and its share should be relatively large.
6. The state should arrange for the operation of a personnel development
and training function.
Assuring sufficient quantity and quality of personnel
is one of the many functions which a state or provincial government should
perform in order to assure and support the quality of services. While individual agencies would undoubtedly implement some measures along the lines of inservice education, these measures are typically insufficient.
Often, one
agency or even an entire regional system simply cannot muster th~ necessary
critical mass of teaching talent, direction and continuity that is desirable or
even necessary. Also, the necessary perspective on personnel development may
be lacking at that level, since the perceived urgency of delivering direct
services tends to override concerns for more long-term systemic deve 1opment,
particularly in the minds of people with strong clinical orientations. Thus,
it is the state or province that should see to it that (a) the necessary conceptua 1 work regarding manpower structures is conducted, (b) long-term strategies are adopted which make it likely that promising people choose careers in
human services, and (c) service practitioners are provided with ongoing relevant educational experiences.
There is
Retardation,
establishment
and described

a separate monograph on this issue (Nationa l Institute on Mental
1973) which the reader is urged to study.
Specifically, the
of a personnel development and training station is recommended
there in considerable detail.

7. The state should provide or obtain appropriate consultation and program support for services.
As is the case with personnel development, it is
unlikely that all or even any specific service providers or regional bodies can
amass enough advanced expertise to provide critically important and needed
consultation to the workers within service agencies.
Not only is clin i cal
consultation needed, but so is the even more important systemi c consultation on
how to structure services, what service planning and development strategies t o
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adopt, how to gain public support, etc.
Lack of recognition of the necessity
for such high-level consultation is almost epidemic, and results in the many
cl i ni cal and even systemic breakdowns that are happening in human services
everywhere.

8. The state shou 1d pro vi de or obtain app 1 i ed research. In order to be
able to evolve plans and stategies and carry out many of the other functions
mentioned above, it would be essential for the state to have available a body
of relevant information and facts. With adequate expert consultation, it will
not be necessary to re-generate the sci ent ifi c information generally a 1ready
available in the field, but there will be many areas in which information
specific to a service region or state/province is needed.
This may include
data about resources, demographic characteristics, client movement, perhaps the
evolution of planning documents (particularly important when innovative services must be established for which little precedent exists), adaptation of
evaluation instruments to the local scene, etc. Much like the personnel function and even more than the consultation function, it is essential that the
applied research function be carried out on the state/provincial level.
9. For reasons such as those set forth above, certain other service safeguards must be procured by and upheld at the state/provincial level. Two are
particularly important.
a.
Setting and enforcing regulations and standards.
Since
regulations (and sometimes standards) have the force of law, they must emanate
from the level of the state or province, and must be set and enforced on and
from that level.
Only to a limited degree can the enforcement of regulations
be delegated to lower-level
(e.g., regional) bodies.
Generally, the
development of regulations and standards is fairly well understood in
government and human services, except that current practices are suffused by
two weaknesses:
(a) regulations are often very poorly enforced; and (b) there
is commonly a naive and mistaken belief that the establish'ment of standards of
a rather technical nature is sufficient by itself to insure service quality.
As discussed (see Wolfensberger, 1973b, 1977, and the separate monograph being
planned, as mentioned earlier), technical safeguards are absolutely essential,
but are never adequate. They must be embedded in a much 1ess tangi b1e system
of ideologization and societal moralization.
b. Arranging for impartial external evaluation of the services funded
by the state/provi nee.
State/provi nci a 1 government should only fund human
services from which it demands strict accountability. It is here proposed that
the only way in which this strict accountability can be optimized over the long
run and over many services is to require that services be subjected to a highly
objectified routinized process of external evaluation. In other words, funding
and evaluation must be intimately linked, and this linkage must be depoliticized, objectified and related to genuine service quality criteria.
The Program Analysis of Service Systems (PASS) (Wolfensberger & Glenn, 1973, 1975) and
Program Analysis of Service Systems• Implementation of Normalization Goals
(PASSING) (Wolf ensberger & Thomas, 1980, 1983) instruments were deve 1oped
specifically for this purpose.
In other contexts, I elaborate on the functions that should be carried out ·
by local or regional government, but that analysis is not included here because
it strays too far away from the topic.
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PROPOSED DIVISION OF RESPONSIBILITIES N40NG GOVERNMENT,
VOLUNTARY ASSOCIATIONS AND OTHER AGENCIES
Next, we will look at ten specific functions and responsibilities that
play a major role in the welfare of societally devalued or handicapped people,
and propose a set of priorities as to which major sector or organizational body
should engage in these activites. In Table 9, these functions are listed along
the left, the relevant actors and parties are listed at the top. The numbers
in the cells indicate the rank order of who should carry the different responsibilities. The rows should be read from left to right.

TABLE 9
A Proposed General, Though Not Invariant,
Optimizing Division of Responsibilities
Among Voluntary Associations, Government and Other Agencies

-- --

·-

Auspices

Responsibility

Government
Federal State/ Local
Prov. -~

QuasiPublic
Agencies

Voluntary
Agencies Associ ations

Research Funding

1

2

3

4

5

6

Demonstration Funding

1

2

3

4

5

6

no

1

2

no

no

no

2

3

no

no

no

Funding of Bulk of
Services
"Pensions"

1

Operation of Most
Services
Close, On-Going, Technical Quality Control
11

Monitoring

11

Advocacy
Protective Service
Education of the Public

'

.,.

no

4

3

1

2

5

minor
role

1

2

minor
role

minor
role

minor
role

yes

yes

yes

yes

yes

leading
role

minor
role

minor
role

minor minor
role
role

minor
role

major
role

no

no

no

1

no

no

2

3

6

5

4

1
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Readers will note that the proposed schema implies a notion that is unpopular with many people, namely the higher the level of government, the less it
should have to do with local services. This is not the place to detail the
rationales for this concept. However, very briefly, some of the assumptions on
which this conclusion is based are that (a) over the long run, centralizations
of societal affairs are maladaptive, (b) problems are best addressed closest to
their level of origin, and (c) it is easier to correct unsatisfactory conditions that have local origins than it is to address dysfunctionality patterns
once they are controlled by far-off, high-level dynamics and authorities of
national complexity and scope. Points (b) and (c) are not to deny in the least
that many problems of devalued people are systemic, but the people in need are
local peop~e, and so are the people and almost all the agencies that serve
them.
On the question of who should actually operate human services, it helps to
conceptualize that potential corporate or organized service operators could be
classified as in Table 10.
TABLE 10
Distinction Among Potential Organized/Agency Providers of Human Services

Body Politic

Pub 1i c Sector;
Governmental Level:

Private Sector

A.

Federal

A.

Voluntary Association

B.

State/Provincial

B.

Voluntary Agency

C.

Regional

D.

Local

Quasi-Public Corporation
Yet another way to classify potential human service providers is shown in
Table 11.
Again, it is only possible to give a sketal coverage of the types of
governance of service providing bodies. In other contexts I have presented an
exhaustive analysis of different kinds of potential providers, and the
strengths and weaknesses, pros and cons, associated with each.
In brief, both the pub 1i c and the private sectors each have major advantages and disadvantages. Conceivably , all these types of organizational and/or
agency bodies might govern and operate services. However, and again in brief,
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TABLE 11

A Classification of Human Service Governance Structures
I.

II.

Private
1. Incorporated
A. Corporate
Al. Non-Profit
All. Non-Profit Oriented
Al11. Secular
A112. Reiigious
Al2. Profit-Oriented
Al21. Secular
Al22. Religious
AZ. Prof it
B. Proprietary and at Least Theoretically Profit-Oriented
2. Unincorporated: Communes, Private Homes, Life-Sharing, Adoption,
Fostering, Family Care, Etc.
Public and Almost by Definition Non-Profit
Governmental
2. Non-Governmental: Some Boards of Control, Various Conmissions,
Public School Districts, Etc.

1.

III.

Quasi-Public Corporation

it is here proposed that except for advocacy functions, protective ·services and
certain services such as education of children, most major services (e.g.,
residential ones) should be operated by just two types of bodies, at least in
an optimal structure: (a) quasi-public corporations and
(b) voluntary
agencies.*

* A word of caution: this schema is accompanied by an urgent reconmendation to
avoid two common kinds of extremes of local organizational service structure.
One is agency proliferation, such as occurs when every group home, workshop,
etc., is run by a separate corporation. Among the major disadvantages here
are poor continuity among services, and even worse, an almost inevitable
service governance breakdown. This is because a given community has a very
limited pool of governance talent, and its exhaustion by agency proliferation
de facto removes agency control from the directors, and delivers it into the
hands of professional executive staff -- probably one of the most conmon
problems in the human service system today.
At the other extreme, another
common mistake is excessive consolidation of services into a single or major
comprehensive or quasi-comprehensive agency. This has many advantages, but
experience strongly suggests the need to separate some services.
For instance, within a service region, there ought to be one major (though not
necessarily sole) residential service provider, at l east within a human need
category such as mental retardation, mental disorder, etc., and one major
vocational provider such as a vocationa l services co r poration .
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A final consideration in this part of the analysis is that some functions
need to be separate and i adependent, regardless of who exercises them.
One
ex amp 1 e is the safeguard known as the cl ass i c type of ombudsmanshi p on the
Scandinavian model which, by definition, should be attached to the legislative
branch of government.
Another example is protective service, which should be
independent of the provision of other services, regardless of whether it is run
by a private agency, a quasi-public one, or even a governmental one which, of
course, it really should not be.
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PROPOSED DIVISION OF RESPONSIBILITIES N4ONG GENERIC SERVICES,
CATEGORIC SERVICES AND VOLUNTARY ASSOCIATIONS
One more issue that should be addressed here is the difference between
categoric and generic services and agencies, their relationship to VAs, and
which kind should do what, regardless of whether the categoric or generic agencies are governmental or private.
Categoric agencies are those that serve a
category of clients that essentially are devalued.
Examples are mental health
or retardation agencies, most welfare agencies, etc. Generic agencies or services serve the general public, such as public libraries, the public school
system, the post office , the Red Cross, etc.
(However, one must not equate
categoric services with segregated services and generic ones with integrative
ones.)
Table 12 lays out a proposed division of functions among the three
types of organizations.
Sometimes, the question is raised whether categoric services should be
entirely eliminated.
My conclusion is that this is only feasible where the
following set of preconditions and safeguards exist.

1.
In the generic context i n which the devalued categori zed person is
expected to function , there must exist a deep ideological moral commitment to
the value of such persons.

2. In addition to this commitment, the prevailing generic service structure must have a reasonably close adherence to the principle of normalization
(see footnote, p.34) (Wolfensberger, 1972, 1980a, c ; Wolfensberger & Thomas,
1983).
It makes little sense to abolish categoric services that are of high
quality if the generic ones are not normalizing.
3. There must be a reasonable assurance and likelihood that a devalued
person has access to needed services and that there wi 11 be continuity of such
access across time.
In other words, there must be access not merely in one
service category and at one point i n time, but also in the future and when the
people at issue may need other types of services.
Relatedly, even more than
ordinary people, devalued persons ~eed to be served in a fashion which assures
continuity within and among serv i ce components, and which stands in contrast to
the rather typical service patte r n of discontinuity, run - about, meaningless and
endless referrals, etc .

4. It is quite conceivable that a generic service structure might be
fairly consistent with normalization principles (see footnote, p.34) but still
of insufficient technicai qua ii ty. Therefore, there must be a r easonab1e likelihood that the service possesses the necessary technical quality, staff compe tency, etc.
Th i s might imply the presence of materials and resources (possibly including specialized ones), and the specialized skills needed by people who
work with hand i capped persons.
5. A service to devalued persons within the generic service context must
have reasonable model coherency (Wolfensberger & Glenn, 1975).
Very briefly,
mode l coherency implies that service content and processes (including the identity of the workers who de 1 i ver the service) a re we 11 matched to each other,
and suitable to the needs of clients who are grouped in a suitable and adaptive
fash i on, taking into consideration t heir age and severity of condition.
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TABLE 12
Optimal Role Allocation Among Generic Services, Categoric Services
and Voluntary Associations in an Ideal Service System

Generic
Agencies

--

Case Finding, Identification
Assessment

_____ yes

-- - - - - - - - --

yes

Referral

-

-

yes

Guidance

--

yes

Citizen Advocacy

no

Protective Services

yes

Family Guidance & Support

---

yes

Categoric
Agencies
yes
specialized
yes
specialized
no
possibly
yes

Voluntary
Citizen Action
Associations
assist in
identification
no
yes
-- some
yes

no
yes

Children's Day Education

yes

specialized

no

Vocational Services

yes

possibly

no

Residential Services

some

yes

no

Transportation

yes

some

no

some
generally
no

no

Recreation

yes
generally
no

Affiliation & Affection
Religious Services
Enlisting the Public
Educating the Public
Litigation for Rights
Monitoring of Services
Lobbying, Legislation
Modeling of Personal
Integration

--

yes
mediation of
such services

yes

no

some

some

yes

some
generally
no
of
generic
generally
no

yes

some
generally
no
of
categoric
generally
no
----

yes
of all
services
yes

some

some

yes

Citizen Involvement

some

some

yes

Planning

yes

yes

no

Pioneering of Concepts

possibly
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possibly

yes

--

I

6. In addition to the above quality considerations, multiple and back-up
mechanisms must exist which provide an ongoing and future-oriented system of
safeguards to the rights and welfare of devalued persons, and to the quality of
the services in general. As mentioned earlier, the nature of such a safeguard
system for persons as well as for systems is covered elsewhere.
7. Finally, it is necessary to conduct a shrewd assessment and evaluation
of the local economic, political and other strategic and tactical circumstances, which permits one to conclude that there exist necessary practical
preconditions and feasibilities for a move as radical as the abolishment of
categorized services. For instance, economic realities include issues such as
adequate financial support for such a switchover, the support of local opinion
leaders, the avoidance of excessive hardship upon the families of affected
persons, etc.
If one takes the above seven precondi ti ans seriously, one wi 11 conclude
that it will rarely be safe to abolish all points of special responsib i lity for
devalued groups.
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CONCLUSION

In concluding Part 2, it should be noted that the analysis presented here
answers the sometimes anguished concern of service-operating VAs in their first
or second stage of development (see Part 1) of to whom they should turn over a
service which they had been running and perhaps had even founded.
At the cost
of some repetitiousness, this issue will be addressed a bit further here because of its emotion-charged nature.
In handing over services from a VA to some other body ( i es), one of the
bodies to be considered first and foremost is the generic school system which
ought to operate educational services for all children, whether handicapped or
not.
In addition, schools are eminently suitable operators of certain other
services not only to children but also to their families.
This could include
(a) assessment services for children, (b) guidance and counseling for families
whose children are of school age, and (c) as we have learned from a great dea1
of experience, even nutrition services, child health services, etc.
Another major option is quasi-public corpo r ations which are particularly
well-suited for coordinative and casework services, and for residential services.
A third major option for many services, especially vocational and residential ones, are private non-profit voluntary agencies. We are all familiar with
such agencies.
In some locales, private service agencies such as religious or
church bodies have been operating group homes for homeless children, adolescents in legal trouble, battered wives, etc. Private agencies which draw heavily on volunteers as well as staff, and which do not have a membership in quite
the sense that VAs do, might include Big Brothers and Bi·g Sisters, the John
Howard and Elizabeth Fry Societies whose volunteers help people in prisons, the
Easter Seal Societies, in some locales the Cerebral Palsy Association, etc.
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PART 3:

CHALLENGES CONFRONTING VOLUNTARY ASSOCIATIONS IN ffiE FUTURE,
ESPECIALLY ffiOSE FOR r«JRE SEVERELY DEVALUED PEOPLE

The question to be addressed in this part of the monograph is what the
future holds for VAs for handicapped and devalued persons, and especially for
VAs for more deeply devalued people who are in some way impaired.
In essence,
I shall advance the point that VAs for such persons face a most difficult
future in most Western societies, and quite likely in industrialized societies
in general.
In fact, I believe that what will be happening to VAs in the
United States, in Canada, in Australia, in Britain, in Germany and many other
westernized countries will not be the result of phenomena on a purely national
level, but a reflection of those larger dynamics which have extensive control
over developments in westernized societies in general and even in the politi cally more open industrialized non-Western societies, as discussed in the
historical reflections in Part 1. However, I will not extend my remarks to the
more autocratic or Communist societies, because an entirely different percep tion prevails within them regarding the nature and structure of society, and
regarding the role of VAs vis-a-vis the state (see Appendix A on this topic) .
In my estimation, VAs for more severely devalued impaired people face a
most difficult future.
In fact, I believe there is apt to be a life-and-death
struggle in which many associations will go out of business altogether; others
will survive largely in name only, with very limited relevance and/or ef fectiveness; and only a few are likely to survive as models, by feats of spectacular activism and heroism.
·

SOME RELEVANT TRENDS IN INDUSTRIAL SOCIETIES IN GENERAL
Major reasons for the difficult times ahead are (a) the rapid collapse
that is taking place of the moral fiber of Western society; (b) its headlong
surrender into a materialistic and hedonistic value structure; (c) its rapid
adoption of a type of individualism that would seek self-enhancement and what
the pseudo-sophi sti cat es often ref er to as "self-actualization" at any cost;
and (d) some of the intermediate results of these developments. These int er mediate results include the weakening of people 1 s personalities ; a surrender to
external controls and supports, such as drugs and the influence of the media; a
desperate pursuit of meaning in cul ts and fads; a decli ne in trust between
citizens, between the sexes, between different age groups; a tremendous increase in interpersonal violence; and so on. I have referred to these developments early in Part 1 of this monograph .
The question arises whether some of these developments ar e merely small
squiggles in history, or whether they wil l constitute defining characteristics
of our society.
I have come to the conclusion that in our society there are
very few counter-dynamics to the rapid decay of those values and conventions
which make any society viable or even enjoyable. To the contrary : even though
an increasing number of people are beginning to be aware of some of the thing s
that ail us, very few are wi 11 i ng to bear the drastic sacrifices and vol untar i ly ac cept the upheava 1s tha t wou ld be nece ss a ry in any s e r ious a t tempt at
r eform -- or even survival .
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Added to these social dynamics is the fact that some of our world's physical support systems are giving out at the same time as our social glues are
coming apart. Thus, it is our very affluence which has been creating pollution
beyond a level that nature can absorb and tolerate. Simultaneously, our wanton
waste of energy is rapidly bringing to an end the era of cheap and easy energy
extraction from the environment, and is forcing our society both into inflation
and into a commitment to nuclear energy and nuclear wastes. Together with the
parallel development of nuclear weapons, this decision will almost certainly be
judged to be the single most devastating, most stupid and most destructive act
of collective mankind.
The fraud within this ,crime consists in the promise that the very technology that will destroy the world would save it.
At present, one quarter of
American scientists, including many of the ablest ones, are engaged in military
app l ication of science and technology.
The bu l k of intell e ct and sc i ence is
similarly buyable by whoever has the most money. That being the case, how are
intellect, science and technology going to save humanity? Is morality going to
outbid the forces of destruction?
In a situation in which almost all traditional noble values are falling
apart, and where the new values that are being substituted are not those which
can sustain people in adaptive social behavior over the long run, what can one
expect to happen?
Natur·ally, one must expect to see massive and systematic
social collapse , accompanied by an increasing number of major disasters and
calamities.
Any one of these disasters might be explained away, but their
recurring number and increasing seriousness will finally open the eyes of many
people. Included in the kinds of ca.llapses we can expect will be the inability
of governments to function adaptively. Thus, we must fully expect to see signs
of governmental collapse, which at least initially might include phenomena such
as the following: (a) inability of political parties to produce adaptive
leaders; (b) inability or unwillingness of people to elect adaptive leaders;
(c) inability of people to follow adaptive leaders; (d) inability of governmental bodies to maintain control over governmental processes; (e) massive
citizen disrespect for law and government; (f) a desperate rush to pass more
legislation in a futile attempt to compensate for the fact that people no
longer have moral laws written onto their hearts; (g) courts tied up i n litigation which will ultimately fail to accomplish a great deal; (h) a collapse of
the police function; (i) vast corruption in public and governmental bodies; (j)
rapid changes in government.
For a lot of people who are insulated from
contact with the more problematic side of our society, one of the first signs
that something may go wrong could come to them when they begin to have difficulty getting their garbage collected.
In time there may be even more extreme developments, such as the police
turning into a brutal force of repression; the advent of absolutistic governments; countries splitting apart, as is already a distinct possibility in
Canada, Spain, Belgium, Britain, etc.; countries unable to govern themselves,
as in Italy; and some forms of civil war, even though they may take forms different from those which we might have imagined.
In any developed country,
there may be, and to some degree al ready exists ( as i rt Ita .ly and Germany),
irrational guerrilla warfare by urban nihilists, or urban guerrilla warfare as
in some Latin American countries. Other possibilities include urban gang warfare, such as takes place in New York City, and attacks upon rural farm people
by urban dwellers. There already exists what amounts to heavily-disguised but
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quite legal warfare upon our elderly citizens, and there has been a phenomenal
increase in violence perpetrated by children against elderly people, including
bizarre phenomena such as a 1ready sexually sated ado 1es cent ma 1es raping aged
women {Wolfensberger, in preparation). In many areas of the world, certainly
there is also a very high likelihood of racial warfare. This is in good part
what the destruction of Cambodia has been all about, as well as the tragedy of
the Vietnamese boat people.
A reader may think, "Oh, that 1 s not the way things are here," or, "Those
sorts of things can't happen here.
If one thinks that, one is in grave danger.
I have had similar objections voiced to me in several countries -- and
yet, everywhere I see the same signs of decay, except that they are wearing a
different costume and are perhaps a few years behind some of the more obvious
expressions of such decline elsewhere.
Let there be no mistake: there is a
profound continuity across the larger industrial, cultural and moral trends in
the Western world -- and indeed even across non-Western countries that are
moving toward the same industrial, consumptive cultural values.
11

All of this raises the key question :Jf what will be the future of handicapped people in a society that is in a state of decay or collapse, and what
will be the situation of VAs that represent such people.
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THE DESTRUCTIVE IMPACT OF LARGER SOCIETAL TRENDS
ON ATTITUDES TOWARD MORE SEVERELY DEVALUED PEOPLE,
AND IMPLICATIONS TO VOLUNTARY ASSOCIATIONS ON lllEIR BEHALF
One part of the above question can be answered purely on the basis of
theoretical knowledge alone, namely, the less well a society as a whole works,
the fewer of its . components will work wel 1.
That means that there is a high
likelihood that VAs will commonly reflect the ills of the larger society.
I
will show below how this will probably express itself in VAs for the
handicapped. A second part of the above question is already answered in 'that
much as there is broad agreement that VAs on beha 1f of handicapped peop 1 e were
very successful in their early years, so there is now also fairly broad
agreement that such VAs are deeply beset by problems all over the world .
Especially VAs that operate schools for handicapped children are often
bewildered about what stance to take vis - a-vis generic schooling. Those which
have spun off services they once ran are often bewildered as to what to do now
and what new role(s) to assume.
Families of handicapped people (especially
those with handicapped children) are much more apt to join family/parent groups
set up by the agencies that serve their family member than an independent VA
that does not provide a direct or even major clinical service to their
handicapped member/child.
A third part of the question is definitely answered.
Mildly impaired
people are benefiting from the societal trends toward pluralism, but the more
severely impaired are coming up against the more recent hedonistic cultural
values of self-gratification and flight from inconvenience and suffering.
In
such an age of hedonism, severely devalued powerless and voiceless persons
become either an offense or a source of gratification for somebody else's
needs.
They become an offense by reminding other people · of themselves, of
their real identity, essence and limits of identity and existence.
In fact,
different impairments remind us scanda 1 ous ly of our different uni versa 1 human
frailties.
Physically handicapped people remind us of thos~ of our bodily
limitations which we reject. The blind remind us of our inability to see, the
deaf of our inability to hear clearly the messages of our age, and the mute of
our unwillingness to proclaim J he truth.
The mentally retarded remind us of
our bottomless stupidity, despite all the brains we may have.
The legal offender reminds us of the offenses and sins we commit every day.
The aged
remind us of the old age which we shall all experience ourselves.
The dying
remind us of universal death.
Handicapped people remind us not only of our
weaknesses, but of the shocking fact that all of us are, might have been born,
or might yet become, handicapped ourselves.
Hedonism harbors no tolerance for unpleasant realities.
The realities
must either be denied, reinterpreted or removed, if need be by destruction.
The one reason a hedonistic and materialistic society might have for not eliminating severely impaired people is that these people somehow become a source of
gratification to society.
So the severely impaired are being mined for jobs
{i.e., their existence provides jobs to others), even for body parts.
Who
would have thought that the eagerly awaited and heralded so-called postindustrial society, presumably of services to each other instead of manufacture
of goods, would have become a society where people are made poor, feeble,
handicapped and sick, or kept that way, so that other people can have service
jobs? Who would have thought that service workers would detest the very people
upon whom their economic welfare depends
as is overwhelmingly the case in
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the field of aging, where a whole society of elderly people have become a gold
mine of jobs and where the workers so detest their elderly clients that in many
locales and states, there is over 70% turnover in personnel a year, and where
workers hurt and kill their clients?
Indeed, the handicapped golden goose is so offensive in a hedonistic age
that people might rather kill it than harvest its eggs. Thus, we now have on
hand overwhelming and incontrovertible proof that many developed nations have
begun to rather systematically (though not necessarily clearly visibly) kill
their people who are the most deeply rejected and most profoundly devalued -which includes both certain groups of handicapped and non-handicapped people,
namely the people society wishes would not exist . Specifically, these are: the
unwanted unborn ; the malformed newborn; the severely physically impaired; the
more severely retarded ; the feeble, senile or very ill elderly; the severely
and long-term menta 1ly disordered; people with brain i nju ri es accompanied by
significant functional losses; the terminally ill; and many prisoners.
Particula r ly vulnerable are people with more than one devalued condition, e.g.,
those who are poor and elderly, the handicapped who become elderly, the newborn
who are both handicapped and unwanted, etc. (Wol fensberger, in preparation).
I am we 11 aware of the fact that such statements are not yet met with
belief by many people, and for a variety of reasons.
In this context, I can
hardly begin to review the relevant evidence .
However , when l presented this
evidence for the first time at length in February 1979 in Toronto to over 150
people who attended the first two workshops that I gave on these developments,
at the end of the two days and an evening of the conferences, there appeared to
be no disagreement remaining that the ki 11 i ng of severely handicapped people
was in full swing and that there would be a massive move toward greater legitimization of so-called "euthanasia".
There are many ways of destroying or killing people (Wolfensberger, in
preparation). Some are direct, some indirect; some are fast, soine slow; some
are legal, some are not; some are overt, others are hidden; some are acknow1edged, some are denied; some are carried out symbolically, as when a nursing
home is built halfway between the pest control exterminator and the cemetery.
I call all of these forms of death-dealing destruction by the word "death making," and I have an entire monograph on this topic alone, which is in the
process of being published (Wolfensberger, in preparation). And how is deathmaking being accomplished?
Numerous handicapped people in all sorts of settings are being literally drugged to death by drug dosages so massive that they
interfere with respiration, eating, consciousness, exercise of self-defensive
caution, etc.
Because of their drugged condition, these people are often
unable to effectively communicate symptoms of pain and discomfort from bodily
ills.
In numerous settings, there are additionally active harmful assaults by
medical and other personnel, involving secret disconnect i ng of life-support
systems for severely ill or impaired patients, the administration of lethal
doses of muscle relaxants, the administration of other poisons, etc. So far,
only a few of these instances have come to trial; and in practically every such
instance, the accused were acquitted, even where the evidence could be considered conclusive.
When
valid. A
human life
aspects .

it comes to death-making, the so-called domino theory is indeed
retreat from any aspect of a total commitment to the sanctity of all
will inevitably result in deteriorations and collaps~s of the other
Thus, abortions are now being performed to an exter,t no one would
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have dreamt of or predicted only a few years ago.
In some age groups and some
locales, 80% of pregnancies are aborted.
Additionally, abortions are even
being performed in the seventh, eighth and even ninth month of pregnancy, when
the infant is already viable. Furthermore, infanticide of handicapped newborns
is now quite commonly practiced even in the most illustrious North American
university medical centers, and articles admitting -- even boasting of -- these
practices appear openly in the medical literature.
Even the most basic and
routine medical services and life support systems are now commonly withdrawn
from elderly people in general, and especially from elderly handicapped people.
Even handicapped people in their 50s and 60s are already as badly treated in
some hospitals as are non-handicapped but sick elderly people in their 70s, 80s
and 90s.
Perhaps one of the most dramatic pieces of evidence I can present is that
in North America, people of even moderate degrees of retardation are no longer
safe even in Catholic hospitals, where they may quietly have their life support
systems withdrawn without family, involved agencies, or guardians having been
consulted (Wolfensberger, in preparation).
I am totally puzzled as to why anyone should disbelieve the reality of
increasing death-making of severely impaired people, or be astonished by it.
Even the most optimistic persons who stick their heads in the sand can scarcely
avoid acknowledging the reality that virtually all of the traditional JudeoChristian value structures which might uphold the sanctity of life of severely
afflicted people are collapsing . After all, severely afflicted people symbolize everything to which our society is opposed.
Our society worships youth,
beauty, wealth, comfort, unbridled self-actualization and self-expression,
avoidance of inconvenience and suffering, etc. In contrast, severely afflicted
people are often sick, they are often ugly, they are often dependent or outright helpless, they are overwhelmingly poor, many are old, many belong to
deva1ued racial minorities, and they all dramatically remind us of the inescapability of suffering and affliction in our own lives. They' are the bearers of
bad news to our comfort culture; and from time immemorial, the bearers of bad
news have been struck down by those to whom the news was brought.
It is indeed tragic to observe how many people think that it is possible
to condone one form of deattl-making and keep the others at bay. For instance,
some people think that it wi H be possible to simultaneously go along with
abortion and still be able to stem the wave of "euthanasia"; or they believe
that it is possible to permit the withdrawal of elementary life supports for
handicapped newborns, and prevent it from being done to injured children, the
aged sick or ultimately to any other people.
People who believe this should study the history of the German "euthanasia" movement which started with a book { Binding & Hoc he, 1920; translated
and annotated by Sassone, 1975) 13 years before Hitler came to power.
The
movement gained the support of the university professors of medicine, and of
innumerable other people; and between 1939 and 1945, one million people with
social or physical handicaps were put to death, including at least 300,000
mentally handicapped people. Entire institutions were closed down or converted
into military hos pita 1s because their residents had been exterminated.
I have
told this story at greater length elsewhere (e.g., Wolfensberger, 1981).
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In the late 1970s, the Anglican Archbishop of Canterbury approved a prayer
to be said at the abortion of a ch1ld, "Into thy hands we commit in trust the
developing life we have cut short"; in 1977 and again in 1979, a task force of
the Anglican Church of Canada advocated active "euthanasia" of severely retarded people (Whytehead & Chidwick, 1977; Whytehead, 1979); some kind of
"euthanasia" bill has been before virtually every state legislature in the
U.S., and some of them have come within a hair of passing. The first one may
already have been passed.*
The case of Phillip Becker in the U.S. should dispell any doubts that
people may have about the willingness of the judicial and constitutional system
in a morally decaying society to prevent the killing of unwanted afflicted
people. it did not prevent such killing in Germany in the 1930s and '40s, and
has failed to do so in the United States.
In 1980, the U.S. Supreme Court
refused to hear an appeal from a lower court where it had been ruled that
absentee parents of a retarded child could withhold permission for life-saving
surgery to be performed on the child, even though without such surgery, the
child would quite likely endure a slow, painful and gruesome death, and even
though other people had stepped forward willi~g to rear the child.** The child
in question was not even catastrophically handicapped: he was a member of a Boy
Scout troop, made his own bed, performed chores around the place where he
lived, fed the cat, knew a number of TV shows, operated a tape recorder and
assembled Legos.
This is hardly a case of passive "euthanasia, 11 and comes very close to
being outright a'ctive killing -- all justified under the arguments that:
Phillip Becker's life was not worth living; if the operation was performed, he
might die during it; if he did not die, it would be a catastrophe anyway
because he might receive poor care and survive his parents who would no longer
be able to protect him -- even though they had never even taken him home since
his birth and visited him so rarely that he did not even know who his parents
were. The crucial point in all of this is that the highest U.S. court agreed
that this incoherent set of arguments was valid.

I will now offer one of the most important insights that I can, namely, if
there is anything a society wants very badly, then its intellectuals and scientists will prove that it is good and desirable.
That is, once a society has
made up its perhaps unconscious and perhaps collective unconscious mind what it

*

Arkansas Act 879 of March 30, 1977 provided that if a person is incompetent
and any two physicians attest that procedures are extraordinary, then artificial, extraordinary, extreme or radical life-prolonging procedures could
be wit hhe 1d from a mi nor, or a phys i ca 11 y or men ta 11 y incompetent adult, by
either (a) the parents of a minor, (b) a spouse of an adult, (c) an adult
child of a spouse "unable or unwilling to act, 11 (d) the majority of such
adult children, if more than one, (e) either parent where there is no spouse
or adult child, (f) the nearest relative if there is no parent, and (g) a
legal guardian. Such a law obviously is so liberal as to require resolution
of the issue in the courts, and the courts in several countries, including
the U.S., have ruled increasingly anti-1 He. ·

** A subsequent more favorable decision by a"•C alifornia court in no way diminishes the ominous nature of the above ruling of the U. S. Supreme Court .
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is going to be and do, then there will rise up from its ranks vast armies of
intellectual,
well-educated,
articulate
people
(including
researchers,
scientists, academicians and religious leaders) who will use the tools of moral
analysis, intellect, science and research to prove that that which society has
adopted as its course is good, right, moral, desirable and valid. Destruction
will be -- indeed, is now being -- called good medical care, good medical practice and good science.
It will be called justice and good law.
It will be
called mercy, love, humanism, honesty, even good religion.
It is already
called all of these things today.
Many VAs were brought into existence in order to represent and defend
people who are rejected, devalued, at risk, etc. Yet at least until the time
this monograph was being written (summer 1982), such VAs have played no, or
only a minor, role in regard to this grave issue. They have been largely blind
to the realit i es, timid where they were not blind, and slothful of hea r t whe r e
they were not timid.
I have shouted often and loudly about these deve l opments since about 1975,
but it is only since about 1978 or 1979 that practically anyone in the field
has taken these warnings seriously. For one year, I was on the board of the
National Association for Retarded Citizens (of the U.S.), and watched in dismay
and despair as this group of competent individuals wasted their precious few
occasions of getting together dwelling on low-level issues and outright garbage, while retarded people were being slaughtered and while the whole galloping trend toward legitimized "euthanasia" was not merely being unaddressed, but
was even unaddressable.
When I got up (more than once) to try to shake the board out of its 1ethargy so that it would address these vital issues, I would not receive a
single voice of support. Only one board member privately came to me after one
of the meetings and admitted agreement about what was happening but could not
work up the courage to say so publicly.
Also, years ago I warned people within VAs for the mentally retarded that
it was imperative that they evolve policy statements on the sanctity of life of
retarded people before various forms of so-ca 11 ed "euthanasia" became widely
accepted, because if the member ship could not be ra 11 i ed around these issues
before "euthanasia" became popular, no consensus could be obtained later. This
is exactly what has happened.
In one local VA after another, it has become
impossible to get the board of directors to take a unified stand on the issue
of "euthanasia." Some of the members may agree on part of the issue, but not
on another part. Thus, one association after another is resigning itself to
the fact that the issue will have to be addressed by its members individually
on the basis of their consciences, but cannot be addressed by the association
as a collective and corporate advocacy body.
Since this issue is the most divisive one that has ever confronted VAs for
the handicapped, it is quite true that if the issue were forced to a majority
vote in many associations at this time, they would probably lose a significant
proportion of their membership, no matter which way the vote went. The refore,
I herewith reinforce my earlier prediction, as well as my warning. Many VAs
will be profoundly divided by this issue in the future; and as a result, some
of them will succumb; others will no longer be sufficently representative of
families of the handicapped; yet others will split into two separate a ssociations -- which will often imply an alignment with a pro-death stance.
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I cannot emphasize this point strongly enough: people can belong together
in an association even if they disagree with each other on the issue of whether
the association should or should not operate services; whether it should take a
persuasive or an adversarial stance toward government; whether it should or
should not take recourse to litigation; whether boards of directors should be
made up 25%, 50% or 75% of consumers; whether group homes should have four
residents, eight residents or even 20 residents; etc. But on the issue of life
and death and the sanctity of life, a huge proportion of people on both sides
of the iss ue simply will not compromise.
Because of the uncompromising nature of peop 1e's stands on the issue, I
al so predict that this issue more than any other is likely to bring to an end
what we might call the social contract upon which our Western societies are
based.
Much as is the case with the issue of nuclear armaments or nuclear
energy and maybe even more so, large numbers of people may be forced into civil
disobedience against a death-condoning state over the issue of sanctity of
life.
Thus, to my earlier prediction of the possibility of various forms of
governmental col lapse, I would now add as an -,.-additional source the fact that
people whose religious and moral value structure cannot condone a death-making
state -- indeed, a death-mandating and possibly even a death-celebrating state
-- will be forced into the most wrenching types of civil disobedience.
In
turn, this is apt to produce outright persecution of such citizens on the part
of the state, so that they may have to hide in some sort of social catacombs,
much as many of the U.S. resisters to the Vietnam War had to do in the 1960s.
I have often heard it said that if it were true that we were beset by such
grave problems, then there would be little point in engaging in the struggle
for a better future. In fact, nothing could be further from the truth. Quite
the contrary: the worse th.i ngs are, the more urgent it is that people corrmit
themselves to the struggle . An action commitment would be imperative even if
one were forced to view certain issues as virtually hopeless in the ordinary
sense of the term.
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ACTIONS REQUIRED BY VOLUNTARY ASSOCIATIONS llfAT REPRESENT SOCIETY'S
MORE SEVERELY DEVALUED MEMBERS

What kinds of actions do all the above suggest?

I propose several points.

1. One action that I would strongly advise against is to bring handicapped peop 1e into segregated castles to defend them from the abuses of the
world. Much as everyone else needs to be engaged in the struggle for a better
world, so too do the handicapped need to bear witness to a bankrupt culture
that there exists a~other reality and that there exist other values. Handicapped people are of the utmost importance to society and they have the most vital
lessons to teach.
To deny a culture the presence of handicapped people is
almost as much a crime as the mass destruction of handicapped people.
2. Friends of, and VAs for, severely handicapped people should elevate to
the highest priority the study of the sa nctity of life issue and the formulation of individual and collective policies. ' There needs to be a flood of -value
purification conferences, debates on the issue, cohesive statements on current
events and contrasting policies and opinions, position papers, documentations,
dissemination of facts, etc. Such raising of the issue to the highest level of
address should take place on the local association level, on the level of individual members, on the level of state/provincial VAs and on the national level.
3. VAs for the handicapped need to take official positions on the sanctity of life issue, despite the division that this is apt to bring. However, at
1 east two major strategies are needed.
In a VA where a pro-1 i fe consensus can
still be achieved at this time, this consensus should immediately be converted
into a corporate policy.
In a VA where it is too late to achieve such a consensus, it will first be necessary to have a period of consciousness-raising
and information transmittal, such as just proposed. Then, after perhaps a year
or so, I can perceive as yet no choice other than to bring the issue to a decision. As I said, there is no doubt in my mind that this will produce a split
in many VAs, but I can see no worthwhile alternative. A VA for the handicapped
that condones even only one of the several forms of so-called "euthanasia" of
handicapped people, or that refuses to take a radical stand on the issue, especially after a reasonable amount of evidence has become available is -- in my
opinion -- not worth belonging to.

4. It is now becoming more urgent than ever that VAs for the handicapped
step forward into the monitoring and public attitudinal change role. As mentioned earlier, everything that is going to happen to handicapped people will
ultimately be determined by values and attitudes. Indeed, even families of the
handicapped should not delude themselves into believing that their own behavior
toward their handicapped member wi 11 not be profoundly affected by the values
and attitudes of the society around them.
There was a time when the public
held that it was shameful to have a handicapped child, and during that time
almost all families ended up sharing this belief and dared not bring their
handicapped member out of the closet.
Sociologists identify one of the roles of VAs as being a value guardian of
the society (see Part 1). Through public attitudinal change efforts , a VA can
play this role at the cutting edge where values are shaped and taught . VAs can

- 77 -

play this role as monitors of services for the handicapped -- though this is
already a more defensive posture -- as when they make sure that handicapped
people wi 11 not be mistreated and that they wi 11 receive the services and supports they may need.
Increasingly, VAs will have to monitor settings in which the lives of
handicapped people might be endangered.
Primary targets for such monitoring
would be residential settings, including institutions, nursing homes, hospitals, prisons, group residences and various types of foster homes. Such monitoring activities would undoubtedly have to include approaching general hospitals and requesting that they establish official policies regarding what is to
be done when handicapped, especially mentally handicapped or impaired elderly
people, are admitted and what is to be done to prevent either secret or nonsecret withholding or withdrawal of supports and services.*
5. The imperative for VAs to move into the public attitudinal change and
monitoring role almost automatically brings with it the overwhelming necessity
to retreat from the role of operator and deliverer of most types of services,
such as schools, work centers, residences, etc~ Here, the arguments against VA
operation of services that were reviewed in Part 1 are highly relevant. A VA
that stands in contradiction to a major societal value and that must represent
a whole class of people (not only member families) will have its hands full and
no time to operate professional/technical services.
Furthermore, if a VA
accepts public funds to run services, then it is highly apt to be funded by the
same governmental. bodies who may be legitimizing, condoning, legalizing, performing or even mandating some type of death-making. I am told that in Sweden,
it is illegal for a physician to refuse to perform an abortion.
In Italy, a
priest was sentenced to prison in 1979 just for reminding hospital physicians
that they could refuse to perform abortions, and the private hospital involved
was declared a public service because it received public funds.
In 1979, in
the U.S. District of Columbia, willingness to assist at abortions had become a
pre-condition to the employment of nurses in many hospitals -- and the nurses'
association consented to this requirement. Nursing homes, which systematically
accelerate older people's dying (Wolfensberger, in preparation), are funded by
public monies.
Institutions in which employees are proven to abuse residents
are publicly funded, and not even the highest-placed officials may have the
power to get rid of abusive employees.** The list could go on and on, but the
point is this: an association that is to stand against societal and publicly
sanctioned destruction must be as independent as possible, so that government
cannot cow it into submission.

Of course, I trust that everyone understands that I am not advocating
either a precipitous cutting loose of services, or a thoughtless surrender of

such services to poorly-equipped and poorly-oriented bodies.

I am counseling a

planned,

sure

gradual,

orderly

transfer where

VAs

would

make

that

their

* As mentioned before, some material on monitoring and service safeguards is
contained in Wolfensberger (1973b, 1977), and a monograph
addressing the topic in detail is being planned.

specifically

** In about 1978, the Qntario ministe r in charge of provincial mental retardation institutions was unable to dismiss an employee who had been proven to
abuse retarded resident s .
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representatives would be included on the boards of directors of agencies that
would run these services; where VAs would set up additional monitoring mechanisms for such services prior to their actual transfer -- the same way they
should try to do for other services which they have never operated in the first
place, such as institutions and public schools; and where sufficient thought
and time is devoted to putting into place suitable service mechanisms in a
well-planned fashion.
I would guess that the easiest services to spin off are those that have to
do with developmental and educational programming for children, followed by
vocational-type programs for adults, followed by residential programs.
As also explained in Part 1, once a VA advances to the third stage, it
must engage in many programs of internal self-renewal, and above all, in intensive membership services and endless membership education. As mentioned, each
stage of a VA is accompanied by its own peculiar temptations and difficulties,
and each kind of VA may decline and die, though perhaps for different reasons.
One of the leading causes of sickness and death of third stage VAs is that they
do not take long-term internal self-renewal seriously enough.
In concluding Part 3, I ask readers to introspect especially and predominantly on the issue of so-called "euthanasia. 11 Three dynamics appear to prevent
many people from recognizing the new wave of death-making: (a) they have been
insulated ~rom the evidence; (b) they have seen the evidence, but it has been
so disguised that they could not perceive the truth; (c) even if they saw the
evidence and even if it was not disguised, they simply cannot believe that
large-scale "euthanasia" could become a reality in our society. I know from my
work since the early 1970s how difficult it is for many people to perceive the
gathering dangers for more severely impaired people. I ask those who are not .
as yet con vi need that profoundly, severely and even moderately handicapped
people are in danger of their lives, to do three things.
1. Do not reject outright the possibility that death-making may be widespread, though also very disguised.
One should certainly take seriously the
possibility that things that are happening to elderly people, to terminally ill
people, to very severely impaired or retarded people, to handicapped newborn
infants, and even to unborn children who have been determined, while still in
the womb, to possibly be handicapped, may also befall any other devalued group
including people to whom many readers may be closely tied.

2. Commit your eyes and ears to be open to anything which might consti tute evidence of the gathering death-making of elderly and handicapped people.
3. Do not close your eyes to any evidence merely because it may be painful and unpleasant. Contrary to what the comfort culture is trying to teach,
there is probably no person alive and never will be who does not experience
severe tests, suffering, anguish and grief.
We will suffer because we are
human; and in order to ennoble our humanness, we must learn to find meaning in
our suffering and to convert it to something of va 1ue i nste01d of pretending
that we can escape it. No amount of government, no amount of science and no
amount of money can ever give security or refug·e from the burdens of the human
heart.
A reader convinced of the peril of impaired people should take a mental
retreat from other af fairs, even if only for a day, to deeply probe what it is
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thats/he is called to do. If certain action implications fill one with apprehension or even fear, it is comforting to remember that one will never be
alone.
That which one must do will not justified by whether the world will
judge it to be a success, but by whether one was honest with oneself, whether
one did what needed doing, and by the degree to which one overcame that part of
oneself which would prefer the easier way.
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APPENDIX A:

SOME CONSIDERATIONS REGARDING VOLUNTARY ASSOCIATIONS
IN AUTHORITARIAN SOCIETIES

In contemplating the role of VAs in different countries, one has to keep
in mind that not only cultural but also political differences can play an important role. Thus, Rose (1965) suggests that many of the usual functions and
benefits of a VA would lose their purpose and meaning for individual members if
they did not feel that their membership was, in fact, voluntary; or that they
were in a position to affect change by belonging. Thus, in societies where VAs
do not have the power to change th1ngs, membership may merely lead to frust r ation and can therefore be expected to decline. This hypothesis may have particular relevance in societies where strong and centralized governments prevail,
and/or where the government controls most aspects of societal functioning.
In
such a society , a VA would not have many of the functions and benefits it has
in a society which is more loosely structured and less centrally governed, thus
resulting in relatively low VA participation on the part of its citizens.
Other writers (including Lippmann -r- 1972) have also commented on the fa ct
that in many societies, individual citizens are unlikely to involve themselv es
actively in seeking social change.
This passivity may be the result of an
authoritarian social structure in which the authoritarianism is derived fr om
political ideology, religion, or tradition.
It may also occur in under de veloped countries where the middle class (which is generally vociferous) is
numerically very small.
It would appear that despite the odds against it in those count r ies which
are authoritarian, and/or which are monolithically structured, a VA movement is
esµecially important in bringing about adaptive change.
In such societies, the
ordinary citizen may have very little impact upon the power process, in contrast to societies where citizen access to power is relatively easy .
In more
open societies, the activism of a sma 11 group can frequently overcome sma 11
numbers, whereas in a less open society, only force of numbers can hope to
overcome rigidity and established power.
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APPENDIX B: THE ISSUE OF GUIDANCE FOR THE FAMILY MEMBER OF A HANDICAPPED
PERSON~ AND THE INTERACTION BETWEEN THE GROWTH OF SUCH MEMBERS
AND THE DEVELOPMENTAL STAGE OF THE MEMBERS' VOLUNTARY ASSOCIATION
This monograph has emphasized how important it is that a VA on behalf of
handicapped or otherwise devalued persons attend to the needs of its various
members.
Some VAs are entirely self-help-oriented, and/or consist only of
handicapped or societally marginalized persons themselves. This appendix will
not be re 1evant to such groups, because it addresses some issues of how the
needs and growth of family members of a handicapped person interrelate with the
developmental stage of a VA (see Part 1) to which these family members belong.
For a detailed discussion of the dynamics and guidance of families of handicapped persons from the perspective of the principle of normalization (see footnote , p.34), the readef is referred to Wolfensberger (1983a).
There is virtually uni versa 1 agreement that when a person becomes ( or is
identified as) handicapped, close relatives ·{especially parents) are apt to
experience a predi ctab 1e and orderly series of .react i ans. However, there is
some disagreement on the precise nature of these reactions and on their se quence.
For purposes of this discussion, it will be assumed that a series of
responses are apt to occur similar to the ones described by Boyd (1951) who
referred to several stages in the evolution, growth, or "maturity" of such a
family member.
When a person becomes (is i dent i fi ed as) handicapped, family members who
are closely tied to this person will often focus the major portion of their
initial concern upon themselves (Stage 1). This may involve a phase of questioning, \~hy me?" and a preoccupation with the (almost always negative) implicat i ons to one's own life.
11

A higher and usually subsequent stage (Stage 2) involves a broadening of a
family member's concern, including an examination of the implications of the
handicap to the handicapped person him/herself, and to other members of the
family such as spouse, parents, children, etc.
On a yet hi gher level , a family member is apt to develop personal concern
beyond the family system and explore implications on a broader level.
Most
immediate may be a concern with other persons who have the same handicap (Stage
3), and possibly even a willingness (Stage 4) to address the needs of people
with yet other handicaps and perhaps even to address society as a whole so that
it will respond adaptively to human needs in general.
Obviously, some self-centered people will remain fixated for the rest of
their lives on what the handicap of a family member means to them and what
should be done for them. Others may be so altruistic that they virtually skip
Stage 1 and immediately think of the needs of the afflicted person and of other
family members who a r e closely involved. Some people may not grow beyond th i s
level , whi l e others do and perhaps even quickly so.
The major theses of this appendix are that : (a) the developmental stage of
a family member will heavily influence whether s/he will join a relevant VA,
and/or whether the person wi 11 remain a member once s/he has joined; (b) t he
abo ve t wo decisions wi ll be heav il y influenced by the stage of de ve l opment of a
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relevant VA that is accessible to them; and (c) the stage of the development of
a family member, and the stage of development of the VA s/he joins, will interact with each other so as to strongly influence the kind of activity the person
is apt to engage in as a member of that VA. This entire rationale is elaborated further below and summarized in Table B-1.
At the lowest stage of this sequence of personal development, while they
are thinking almost solely of themselves, family members may not even try to
obtain a service for the handicapped relative unless such a service also furnishes rather immediate and personal benefits to the family members themselves,
such as relief from anxiety or from the burden of caring for the handicapped
relative. Similarly, family members at Stage 1 are also unlikely to join a VA
unless such membership brings them personal benefits such as the ones just mentioned above, or emotional supports such as described in Part 1 of this monograph as "affi liative and affectional" ones.
Should family members at this
stage join a VA, they are likely to drop out once they no longer receive or
experience these personal benefits for themselves, unless they grow to a higher
stage of maturity. Of course, VAs woul a hopefully be sensitive to these realities and help family members to grow in this fashion, but unless such growth
takes place and while they are members, such persons are more likely to take
from rather than contribute to a VA.
Family members who have advanced to Stage 2 are ready to give as well as
receive and are more likely to join a VA for the benefit of the handicapped
person or of other family members.
However, what such members are likely to
contribute to a VA will be strongly determined by the stage of development of
the VA to which they belong.
It is likely that the affiliative and affectional functions of a VA are
the most important ones to family members in the second stage, especially if
the VA itself is a highly developed (second or third stage) one. In fact, even
though a Stage 2 family member may not yet have acquired enough of the specialized knowledge or skills needed to participate very effectively in many activities in a third stage VA, such a family member may nevertheless be very
active in such a VA merely for the sake of the emotional support s/he receives.
While the affiliative and affectional functions (see Part 1) of a less
highly evolved VA are important to a Stage 2 family member, they are even more
important to a family member in a third stage VA, because such support may be
all that a third stage VA may be able to offer to Stage 2 family members. However, from first and second stage VAs, the Stage 2 family members may receive
support in a variety of ways because they can participate in such VAs to a much
greater extent.
For example, in a VA which operates services (first stage),
the Stage 2 parent of a retarded eight-year old child might begin by volunteering at the VA's educational program for retarded children. Such a parent might
eventually sit on the VA's education committee which is responsible for the
administration of the VA's school.
The parent might therefore be called upon
to,; let us say, work with an architect about plans for an addition to the
school.
In a VA whose focus was on obtaining services (second stage), that
same parent might also sit on an educational committee, but in this case the
committee would be more likely to be working to persuade public bodies to provide education for retarded children. The parent might therefore be part of a
group presenting a proposal or plan to the officials responsible for edacation
in that communi t y.
Although the parent's main area of con.:ern in both cases
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TABLE B-1
Patterns of Predicted Behavior of Family Members of Handicapped Persons
As a Function of the Interaction Between the Stages of Growth of Such Members
And the Stage of a Relevant Accessible Voluntary Association
on Behalf of Handicapped People

Stage of the Member's Voluntary Association
Focus of Concern,
and Growth Stage
of Family Member

1. Service
Provision

2. Obtaining of
Services

3. Change
Agentry

1. Self-centered

Person joins if
association can
meet own urgent
personal needs

Unlikely to join

Unlikely to
join

2. Concerned wit ~
handicapped
person and
other close
family members

Person seeks
affiliative and
affectional support;
volunteers in
programs attended by
handicapped family
member; serves on
committee of program
affecting family

Seeks affiliative
and affectional
support; works on
committee relevant
to family I s present
needs

Seeks
affiliative
and
affectional
support

3. Concerned with
other persons
with same
handi cap and
their familie s

Person participates
actively regardless
of personal benefits,
whe rever most
pressing need for
services exists in
the field of family
member's handicap

Active regardless of
personal benefits,
wherever most
pressing need for
services exists in
the field of the
family member's
handicap

Active regardless of personal benefits,
whereve r mos t
pressing human
service need
exists

4. Concerned with
other
handicapped
groups and/or
possibly all
human services

Person s interest in
broad human services
or with other handicapped groups clashes
with association
interests; may withdraw

Works for development of human
services generally,
for integration of
handicapped people,
and for cooperation
among services with
which the
association deals

Supports
monitoring and
evaluating of
human services
in general

1
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was his/her family and retarded child, the actions which s/he would take would
be quite different because of the diffe:ing stages of development of the VA to
which s/he might belong.
Stage 3 family members have broadened their concerns even wider to include
other persons with the same handicap as their handicapped family member and
such persons' families. Therefore, such VA members would be prepared to participate in a broader scope of activities, wherever the most pressing needs for
service in that particular field of handicap exist, and regardless of direct
benefits to themselves or their own family.
For example, the parent of a
20-year old retarded man might work on an early childhood education committee.
However, what s/he would actually do on that committee would once more be very
much dependent upon the stage of development of his/her VA.
Therefore, in a
first stage VA, the Stage 3 parent of a retarded adult may work on a committee
which is initiating or operating an early education program for retarded children; in a second stage VA, s/he may be pressuring a public department to initiate and operate such a program; while in a third stage VA, s/he may be one of
the external monitors of such a service.
On the fourth and highest level of development, family members are concerned with other handicapped groups, or with human services in general. Because a first stage VA is concerned primarily with providing direct services,
in most cases to people with one primary handicap, Stage 4 family members may
experience the concerns of such a first stage VA as being too restricted and
narrow.
Si.nee the other VA members may resent suggestions from such persons
which are not consistent with their own priorities, Stage 4 persons may become
al ·l enated by such a VA, become inactive, or may even drop out.
However, in a second stage VA which is trying to obtain services, Stage 4
family members will find much more relevance for their concerns, even if the VA
is addressed to a single type of handicap rather than to people in need of
human service generally.
For instance, in time, in seeking services and in
attempts to integrate the handicapped people with whom they are concerned, such
second stage VAs will try to cooperate with other bodies.
In a third stage VA, Stage 4 family members are apt to find their highest
actualization by playing certain change agentry roles which have external relevance. These might include participation in the monitoring and evaluation of
agencies and systems which serve persons with a specific type of handicap on an
integrated basis, and which perhaps have even more non-handicapped than handicapped clients; engaging in legislative actions which benefit a wide range of
human services; etc.
It is interesting that the degree of maturity of a family member can someti mes be determined by examining how the person behaves after the handicapped
relative has died.
A family member at a lower level of maturity wi 11 rarely
continue working on behalf of the handicapped, while a person at a more advanced level is apt to continue such involvements, perhaps for life.
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APPENDIX C: SOME THOUGHTS ON SYSTEMATIZED MEMBERSHIP EDUCATION
IN LOCAL VOLUNTARY ASSOCIATIONS FOR HANDICAPPED OR SOCIETALLY DEVALUED PEOPLE

THE PROBLEM
From the beginning, VAs on behalf of handicapped or otherwise societally
devalued people have played a guiding and educational role for their members.
In fact, some professionals in the area of counseling have felt that family
members of handicapped people wi11 learn more from associating with each other
than from professional guidance. While this may not be the case for all such
persons or other people, it probably holds true for at least some, or for certain types of things such persons may need to learn.
From observation of various VAs, one may form four impressions: (a) different members have different educational needs; (b) while many VA activities are
instructive to members, some VAs have more instructive activities than others;
(c) probably at least in part as a result of ·VA educational activities and
atmosphere, the members of some VAs are much better informed, more competent
and perhaps more active than in others; and (d) probably most VAs could be even
more instructive than they already are.
Specifically~ there are certain trends which, if they occur within a VA,
can reduce its educational function and can result in members I loss of a sense
of their benefiting from, as well as contributing to, a community of likeminded associates.
For instance, local VAs develop in a fashion similar to
that of other voluntary action groups which are organized with enthusiasm,
lofty purpose, great aspirations and strong personal involvement.
As such
organizations become firmly established and mature, they become more "institutionalized."
Drawing up by-laws, becoming a legal corporation, adhering to
formal parliamentary procedures, etc., may be i ndi cati ve of progress, but may
also result in a loss of flexibility, informality and communication, and may
make for dull, cold, impersonal, stereotyped, business-like meetings.
While
issues of major importance are calling for quick, incisive actions, the VA may
be preoccupied with petty business having to do with the routines and continued
operation of the organization. Particularly, problems associated with running
services can consume a major part of a VA 1 s energy, as has been mentioned
several times.
In the meantime, opportunities to achieve major advances (to
influence the appointment of a local school official favorable to special
education, to probe the attitudes of candidates running for public office, to
lay the groundwork for new legislation, etc.) may not be capitalized on or may
even go unrecogn iz ed.
As previously discussed, as the VA matures, important decisions (if any)
are increasingly made by committees and officers, with little or no membership
participation -- not even with the sometimes therapeutic illusion of membership
participation. Members come to feel more and more remote from the VA and from
the concerns that motivated them to join in the first place. The hiring of an
executive director is particularly apt to lead members to conclude that their
active participation is no longer needed.
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While the main programs of general membership meetings may be educational,
they are also likely to be formal and perhaps somewhat remote from an individual member's persona 1 concerns. With the fading away of the "sma 11 coITTTiuni ty
atmosphere," meetings become less of an occasion for the airing or discussion
of more personal concerns. Indeed, many members become afraid even to mention,
or permit anyone else to mention, the very personal and highly emotional element (e.g., their relationship to a handicapped family member) which basically
may be the reason for their attendance. It is as if fear of sudden uncontrollable rel ease of pent-up feelings before a large audience makes members cling
grimly and determinedly to formalities such as parliamentary rules, as if to a
life line.
When VAs are first established, members often derive much greater emotional benefits from mutual affiliation than they do later.
It seems that at the
beginning, there is more expression of feelings, more sharing of experiences,
more mutual guidance and even more of a heal thy, reality-based anger which
sparks directed group action that results in many, often spectacular, gains.
Later in the development of the VA, if members are to find emotional release,
the solace of intense interaction with soul mates, or the more personal guidance of peers, they must often do so outside the framework of the forma 1 VA
organization or function.
The tendency for voluntary action groups to undergo such changes, to become more "institutionalized" and to become more concerned with their continued
operations than with their stated objectives is we 11 -known.
A part i cul arl y
relevant analysis of this process has been rendered by Katz(1961), who studied
four such groups concerned with different handicaps.

A PROPOSED SOLUTION
After having puzzled over the phenomena discussed above, I have gradually
evolved a proposal that may offer a solution. This proposal calls for VAs to
develop a six-part educational program, consisting of regular inclusion of
educational content in general membership meetings, formation of special need
and/or special interest groups, offering basic orientation courses in the subject matter which is the concern of the VA, conduct of structured 1eadershi p
training; initiation of partnership programs and arrangement of special education events, all discussed below.

Regular Inclusion of Educational Content in General Membership Meetings
Probably the most common (and often only) structured educational effort of
VAs consists of the inclusion of informative presentations in the periodic
genera 1 membership meetings. Such education is very important because it provi des an experience that is shared by the membership as a whole, and that can
be elaborated, reinforced, or worked through via informal contacts among
members 1ater on. However, the members of some VAs meet very infrequently -perhaps only once a year. If so, they have little or no time on their schedule
for educational content • . I strongly believe that one meeting a year is not
enough -- not even if other small and/or informal meetings of members take
pl ace, as is often the case. There should be at 1east five general VA membership meetings a year, and at least four of these should include an educational
component.
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Sometimes, the special interest/need groups (discussed below) may prepare
presentations for the general membership, perhaps on something the sma 11 group
has been studying but which might be of at least some interest to all members.
Examples might be an overview of new technological or ideological developments
in the fie 1d, reports on mode 1 services and/or on tours of other services, and
so forth.

Special Need/Interest Groups
Where VAs have become. somewhat formal and business-like, revitalization
might be achieved through the establishment of sma 11, homogeneous groups of
members who have similar needs or interests.
Such groups could restore the
personal touch that has so much meaning, especially to family members of handicapped persons. Of course, these groups would meet under the local VA 1 s auspices and be part of its membership education program.
The goals of these
small groups would be the following.
a. Exchanging experiences.
b. Finding emotional release by expressing pent-up fears, hopes,
angers and so on (even if these be at times irrational) within the context of
small, closely-knit groups that can offer understanding and acceptance (even of
that which is a bit unusual), as well as support and guidance.
c. Gathering and providing information specific to the problem, issue
or need around which the group is structured. Such information would be much
more specific than that covered in the basic orientation course as proposed
below.
In some VAs, such groups might be structured around concerns of
handicapped people of different ages (infancy, school children, adults, aged,
etc.); in others, groups for specific problem or program areas (vocational,
residential, etc.) might be relevant; etc.
Special interest groups could be structured in many different ways ,
depending on many different needs, desires and circumstances.
For instance,
they could operate without a leader, with a self-elected leader, with rotating
leadership, or with an appointed leader who might or might not be a professional. Coordinators of these types of groups couid be: the local VA's executive director (if there is one); a family member who is a veteran of the move ment, who has made an exemplary personal adjustment and who has made contributions of a leadership nature; a handicapped person; or a professional with
considerable knowledge and understanding of the field and identification with
the voluntary movement. However, it may well be best if a suitable leader were
elect ed by the interest group from within.
The group could meet in the members' homes, or on neutral grounds.
Depending on the purpose of the group, meetings might be in the daytime, or at
night so that couples could attend together . Groups could run for a predetermined period of time or indefinitely. They could be open to new members or
c 1osed.
They cou 1d focus comp 1ete ly on emot i ona 1 content or cover at 1east
some educational topics utilizing guest speakers, f i lms, field trips, etc. The
options are almost limitless, except that large groups and separatism from the
VA should be discouraged. Allegiance to the local VA and the voluntary move ment as a whole should be strongly maintained, and participants should be en couraged to sign up event ually for the broader orientation course describe d
below .
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I

Basic Orientation to the Subject Matter of the Voluntary Association
Members of Vas, especially if they are interested, involved, and family
members of a handicapped person, should be broadly informed about such basic
facts of a field as : (a) definition of terms; (b) causes of a condition; (c)
the nature of handicaps that frequently accompany it; (d) treatment approaches;
(e) the history of the field and of its voluntary movement; (f) resources,
services and legislation in the region; and (g) current trends on the local and
national level. Many items could be added to this list, but the point is that
there are certain basic things a member should know regardless of what his/her
own personal situation is.
Basic facts of the above nature could be presented in the form of a
course , and such a course might be offered in the context of other types of
adult education.
The difference between this type of course and some of the
more educational sessions of specific special interest groups would be that the
course would not be addressed to any particular type of member or topic, would
not be primarily "therapeutic" or supportive, and need not be directed at members exclusively.
Instead, this course would be strictly informational and
cover what any well-rounded member of the VA sho uld know. Such a course could
be taught by a professional and might require approximately eight sessions of
about two hours each.
The more impersonal nature of such an education can do
much in helping a family member such as a pa rent to grow beyond a "my r e 1 at i ve"
type of fixation, or worse, a "my relative here -and-now" fixation that blinds
some family members to potential problems lurking even just a few years ahead.
Logically, the basic orientation course should precede participation in
special interest groups, but there is reason to believe that for most members,
the feeling to "small community" membership (referred to in Part 1 above as
"affiliative and affectional support") is more important.
In fact, in large
VAs, new members may well drop out after a brief membership or a few meetings
because of this very lack of personalized ties. The small interest group fills
the need for these ties, reaches out for the individual, and increases the
likelihood that a new member will become and remain involved over the long run.
One of the defined duties of the special interest groups should be to motivate
its members to take the basic orientation course.
New members may be encouraged to enroll in the basic course after they have found the emotional ties
they need in the special interest group. On the other hand, older established
members might well take the basic course first.
In some localities, basic orientation programs have been arranged as evening courses in public schools under the auspices of the local adult education
board.
Such an arrangement has several advantages.
(a) It gets public agencies involved; perhaps they might even fund the expenses of the course. (b) It
provides an adult education atmosphere which appears to be conducive to studying and learning.
(c) It avoids the unconscious threat to many people of a
program conducted in a setting with a service agency or even "men ta 1 business"
atmosphere.

Leadership Training
VAs rely too much on chance, letting their members grow into leadership
haphazardly.
Rarely do local VAs conduct activit i es that are deliberately
designed to "plant" and "raise" leaders systematically. Thus, when a leader is
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needed, there may not always be one on the scene, or the one that steps forward
or is inducted may lack important qualities. Thus, there is a need for intensive, advanced leadership education, especially for members who (a) have made
an exemplary personal adjustment; and (b) are already leaders in the movement
or seem to have the potential for such leadership.
Leadership training could take several forms, but at least one component
should be somewhat similar to basic orientation. However, it should go into
greater depth, particularly in regard to association "doctrine," . knowledge of
the vo 1unta ry movement and its goa 1s overa 11 and events at the reg i ona 1 and
national levels. It should probably cover those areas discussed earlier {Part
1) as appropriate and needed avenues for VA action, especially when a VA does
not operate long-term professional/technical services. Examples would be how
to influence public opinion and develop positive public attitudes towards
handicapped groups, how to lobby effectively, what the research and 1iterature
in the field of VAs shows, how to involve clients and their families meaningfully, maintaining membership fervor, the typical stages in the evolution of
VAs, the arguments in favor of and opposed to the operation of long-term services by VAs, the 1aws and dynamics of organ·i zat ions and how these re 1ate to
VAs, how to prevent formalized organizations (s·uch as VAs) from becoming bureaucratic, how to effectively monitor the quality of services, how VAs should
relate to government and to other service-providing agencies, and similar
topics. Leaders also need to learn how the relevance, effectiveness and efficiency of a VA can be evaluated. To this purpose, the (known) correlates of VA
effectiveness cart be presented.
Where a VA is part of a national network,
leaders should be familiar with the history of their national VA, its structure
and the relationship among the various higher and lower levels of the VA.
Leadership training m~ght include highly interpreted visits to a wide variety
of service settings. Also, some training could be provided on leadership in
general, much as is done by commercial firms and other organizations for their
executives.

Partnership Programs
Partnership, or pilot partnership, programs between well-established and
exemplary members and potential future (or new) members were briefly discussed
in Part 1.
A very good example is the so-called "pilot parent" program
{National Institute on Mental Retardation, 1977; Porter & Coleman, 1978), in
which experienced, well-adapted parent members of a VA for handicapped persons
are matched with parents of newborn, newly identified, or recently acknowledged
handicapped children, so that various forms of support could be provided to the
"new" (and potential member) parents. Given the lack of information on the
part of most new parents regarding a specific handicap, and the stress a parent
undergoes upon discovering that a child is handicapped, this program can be
extremely important for the future of both the child and the family, as well as
for a VA which can assist a parent at such a time and in such a fashion as to
elicit long -term loyalty to itself.
Such a pilot parent program would rely on a group of experienced parents
of handicapped children who have demonstrated an understanding of the handicap
and ability to help other parents.
It would be the goal of these parents to
help the new parents in as many ways as possible by providing the following:
(a) emotional support , serving as someone for the new parent to talk with who
has "already been there"; (b) general information regarding the handicap,
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including brochures or books; and (c) specific information regarding the voluntary movement, professional services and programs available (physicians might
be recommended and information provided about early childhood education programs, respite/babysitting services, vocational training or residential services). The task of pilot parents would be much like that of special interest
discussion groups, i.e., in the same way that special interest groups might be
formed for parents of children of approximately the same age or degree of
handicap, pilot parents might include parents of different kinds of handicapped
children, and new parents could be matched to pilot parents as closely as possible, even in regard to family structure.
For example, a family with two
older childen and a newborn retarded child might be matched with a pilot parent
family of similar structure.
In this way, problems with the other children
could be discussed between parents and the other children might even be matched. Pilot parents might a 1so include a family where the father or mother was
initially uncooperative but later learned to cope, thus being able to relate to
a new father or mother with similar feelings.
In those instances when the handicapped person is not a child, equivalent
partnership (i.e., not of a "parent" na"t ure) could be constructed on the same
general principles.
A partnership program is a logical extension of other educational programs, and would assume that pilot partners had themselves undergone basic
orientation and perhaps leadership training. In fact, the challenge of becoming a pilot . partner might motivate a member to take greater advantage of other
educational opportunities arranged by the VA. In time, the pilot partner might
advance to other _ types of leadership and VA office.
The matching of pilot
partners to piloted ones might also serve as a way to form new special interest
groups for small groups of members. When the initial problems have been dealt
with, or when the continuation of one-to-one exchange no longer seems needed, a
pilot p~rtner might become the leader of a discussion group which includes some
or all of the new members s/he had worked with.
The pilot partner program can al so be viewed as one of the many forms of
citizen advocacy -- in this case, a relatively temporary one, and one which is
usually family-to-family instead of person-to-person.
There are a number of quite obvious and important benefits of a partnership program -- especially a pilot parent program -- to the people involved.
First, in regard to the people who are assisted or "piloted," a partnership
program provides the following: (a) emotional support, especially from someone
who has "been there" and therefore has credibility, and at a time when such
support is desperately needed; (b) practical information, some of it of the
unique type that can only be gained from insiders, that can help in making
important decisions, easing stresses, etc.; (c) introduction to other people in
similar situations (e.g., other families with handicapped members) and indeed,
to an entire association organized for them; (d) assistance in and facilitation
of coping with the handicapped family member, e.g., the pilot partners may
provide pointers on child-rearing or on presenting high but reasonable expectations for competency deve 1opment; and (e) a mode 1 or mode 1s of other fami 1i es
that have successfully met the challenge.
However, it is not only the assisted person or family that benefits; the
piloting partners also derive a· number of benefits: (a) the sense of satisfaction that comes from helping another, especially in a time of crisis and
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turmoil; (b) personal growth, achieved by the training that the pilot partner
receives in preparation for the work and by the actual piloting of others; (c)
the development of various skills of leadership, including probably the ability
to be calm and focused when others are not, communication skills, skills of
persuasion and so on; and (ct) a very concrete experience of a meaningful
success each time the person pilots a 11 new 11 person or family.
In addition, the VA as an organization can also derive a number of substant i a 1 benefits from the operation of a partnership program. Some of these
benefits are related to increased external effectiveness of the VA and some to
greater internal strength and self-renewal.
In terms of external effectiveness, a partnership program: (a) is a highly needed service and therefore
increases the VA's relevance; (b) is inexpensive, in that the body of the work
is done by volunteer members, and only the coordination, training and support
would have to be provided by a paid VA staff member; (c) much like citizen
advocacy, of which partnership is really one type, it has high community
visibility and strong fund-raising appeal; and (d) is a type of service that
really can be rendered by no one else except persons who have been in s i tuat ions similar to those confronting new parents'J fami lies of handicapped people,
and thus, such a program capitalizes on the unique identity of VA members.
In terms of increasing the VA's internal strength and contributing to its
self-renewal, a partnership program: (a) increases morale within the VA, due to
the fact that the program is a unique and highly needed one, is very apt to be
successful for all . involved, is likely to be a strong fund-raiser, etc.; (b) is
a strong avenue for recruitment of new members, both of people who want to
become pilot partners, but especially of people who are assisted by the program; (c) creates new leadership that is both well-trained {formally and informally, through their participation in the program) and positively ideologized
as to the importance of informal, normative, freely-given forms of helping to
people in need; and (d) keeps some volunteer members, who are more established
and have perhaps lost immediate contact with handicapped persons, involved in a
concrete way with the handicapped people and their families who are the focus
of the VA.

Special Events
Special educational events can be arranged to fi 11 the gaps between the
VA 1 s other education programs and to take advantage of various opportunities to
capitalize upon what is going on in the conmunity.
One way to fill gaps is by arranging periodic "film festivals," perhaps as

often as twice a month, at which good films on relevant topics are presented
and then interpreted by a discussant.
These film festivals could take place
regardless of possibly similar educational coverage by other aspects of the
VA's educational program, since they might reach members not otherwise reached,
or give members an opportunity to go over the same topic more than once -- a
need which is often ignored.
Special events might also be scheduled impromptu in order to take advantage of unique or fortuitous opportunities. For instance, the local visit of
an authority in the field might be exploited by asking him/her to give a presentation, to meet with members informally, or to attend a socia1. The opening
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of a legislative session or hearings on a particular bill might be made the
subject of a field trip to the legislature and a presentation on the legislative process.
Special group visits might be scheduled to various service
settings (workshops, residences, etc.).
Whatever the special event, a great
deal of interpretation and discussion should always be built into it.
The advantage and even role of many special events is that they can serve
a purpose even if the audience for a specific occasion is small. Often, it is
not the number of learners that counts, but only that someone learned who
otherwise would not have done so.
Al so, if a 1 arge enough number of such
events are held over a long enough period of time and perhaps repeat,~dly for
persons who could not attend an earlier event, a great deal of information will
eventually be disseminated to a lot of members.
In other words, any one special event need not be efficient in order for a series of them to be very effective.

..,..
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IMPLEMENTATION

A systematic approach to high-quality membership education is virtually
impossible unless the VA has a competent, active committee concerned with this
issue. Such a membership education committee should be one of the two or three
most important committees of the VA and might include some knowledgeable professionals or even non-members.
One way for a local VA to start on a six-pronged educational program as
outlined above is to conduct a mail survey·of its membership.
This survey
might ascertain the ages and problems of family members, special interests and
needs as perceived by members, willingness to take advantage of programs offered, desired frequency of meetings, ability to travel to meeting places, etc.
Information of this nature can aid greatly in planning the type of program most
suitable to a specific local unit.
Of course, ~s well as providing education to members itself, a VA might
also send members out to special educational events.
For instance, the VA
might send members to training conferences and workshops, or might arrange for
members to enroll in relevant courses in local community colleges and university extension divisions. Sometimes this will require financial support from
the VA and sometimes it will mean other kinds of support, such as transportation to public hearings or special- local lectures.

CONCLUSION

The six-pronged membership education program is not meant to replace
either regular membership meetings or education programs for the entire membership. To the contrary, it can provide the bond by which all members are joined
to each other and to interests and actions which go beyond narrow personal con cerns and pursuits. The six-pronged program is a 1ogi cal rounding-out of VA
activities in a way which will permit one to "have one's cake and eat it too,"
that is, to be able to be a large, formal and efficient VA while at the same
time meet diverse and very individualized needs, including the one of membership in small intimate groups.
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APPENDIX D:

FURTHER READINGS ON THE TOPIC OF THIS fol)NOGRAPH

There are some very informative and quite readable publications that I
recommend to people who want to become more knowledgeable about VAs in general.
Some of these have lost little relevance with the passage of years.
I recommend especially Smith and Freedman (1972) and Toch (1965), as well as Almond
and Verba (1963), Ecklein and Lauffer {1977), and Hausknecht (1962).
Recommended only for those readers who want to specialize more intensively on VAs
are Chapin (1957) and Robertson (1966) and especially for people interested in
the Canadian scene, Head (1971).
Persons wishing to specialize in the understanding of VAs on behalf of the
mentally retarded should probably read Segal (1970) . Lerner (1972) provides an
instructive historical study of one particular state-level VA, the New York
Association for Retarded Children, and its relationship to state government.
(It is, at the very least, mandatory reading for leaders of VAs concerned with
handicapped people in New York state.)
..,.
Stanton (1970) provides an easily-read and sometimes almost entertaining
account of a local voluntary mental . health association, relating it to the
larger context of the citizen movement in mental health and showing how organizational interests can completely subvert the pursuit of the welfare of societally devalued people, and how citizen volunteers can become deceived,
exploited and co-opted.
As mentioned, there are at least three very useful brochures on various
aspects of VA operations available from the Sperry and Hutchinson Company (see
reference list).
Of course, it is also recommended that a person read the references that
appear in the text on a particular topic of interest.
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