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PART ONE.

MAKING A BEGINNING



I. BACKGROUND

Introduction

Organizations of disabled persons have been growing rapidly during the
past 20 years and are increasingly being recognized by national and inter-
national authorities as important channels for the voices of disabled persons
themselves. Following the International Year of Disabled Persons in 1981, the
United Nations initiated a number of projects in support of these new organiza-
tions. As part of its contribution to the United Nations Decade of Disabled
Persons (1983-1992), the United Nations has supported the preparation of the
present booklet in order to provide guidelines for the establishment and
continuation of organizations of disabled persons.

These CGuidelines have been prepared on the basis of the responses to a
questionnaire that was circulated by the United Nations during 1988 and 1989,
as well as the comments and suggestions, received from a large number of local,
national and international organizations of disabled persons. The question-
‘naire was concerned with identifying the success and problems disabled persons
had experienced in setting up new organizations. Questions were also asked
about the problems encountered in maintaining such organizations and future
plans.

The intention was to be able to offer nascent or new organizations some
guidance on the type of issues that they should consider when starting an
organization or existing organizations assistance in continuing and improving
their work.

The questionnaire was sent to organizations that were known to be active
and that had had contact with the United Nations. They were advised that the
information they provided would be used to help disabled persons starting new
organizations. They were asked: to jdentify the nature of their organiza-
tions; the problems that they faced in starting or maintaining them; and the
kind of help that could have assisted them when setting them up.

The response to the questionnaire was excellent, showing that organiza-
tions of disabled persons are very willing to help each other in their develop-
ment. Many questions had been designed to provide an opportunity for comments,
suggestions and advice as well as for gathering quantitative data.

0f the 120 questionnaires analysed, 69 per cent of the organizations were
formed in the period 1970-1990. The membership of the majority (68 per cent)
included both able-bodied and disabled persons. Although most organizations
(59 per cent) were controlled by a management committee of able-bodied and
disabled members, in most of these committees disabled persons were in the
majority.

A. Frames of reference

One of the problems in analysing the questionnaire was how to interpret
different approaches to the same question; for example, quite a few respondents
indicated that their entire membership comprised disabled persons, but added
that this assessment included the able-bodied parents of disabled children.
However not all representative organizations of disabled persons would inter-
pret such entities as being organizations of disabled persons. Clearly, there
is a need for some agreement about what is meant by an organization of disabled
persons. Other questions, too, occasionally raised problems of interpreta-
tion. Central organizations with regional branches were sometimes recorded as




federal or other bodies. Problems in interpreting type of membership or type
of organization are not just linguistic disagreements but the product of real
differences in the frame of reference and perceived goals of different
organizations.

B. Aims of the Guidelines

Information on problems in setting goals, deciding priorities for action
and gaining support for the work of the organization was also soug@t in the
questionnaire.

While there seemed to be universal agreement that organizations controlled
by disabled persons are needed, the answers to the question about organiza-
tional aims and objectives would suggest some lack of clarity on the part of
the respondents as to why their organizations had been set up and what they
hoped to achieve.

Sometimes the aims given were very obvious (such as "to improve the
condition of disabled persons') but too vague to point the way for action
planning. Sometimes respondents included several different aims, which made
their goals confusing; for example, "improving rehabilitation" might have been
combined with "attracting funds for research to cure genetic or acquired dis-
orders", '"improving the supply of equipment" (such as wheelchairs) and
"national campaigns for citizenship rights'. 1If organizations are not clear
about their aims and objectives, they can easily be forgotten or it can be
more difficult to decide what action should be taken when resources are
limited.

The intention of this booklet, therefore, is to provide a set of guide-
lines for disabled persons who are thinking of starting a new organization or
for the members of existing organizations who feel that they would like to
review or improve on their current organizational aims and structur?s. The
aims of the Guidelines are:

(a) To discuss the concerns that might be considered when starting an
organization controlled by disabled persons;

(b) To stimulate a discussion on the purpose of starting an organization
and what it might achieve;

(c) To encourage critical thinking about organizational aims and
objectives and how these should be used in the day-to-day operation of the
organization; 1

(d) To point to the importance of regular reviews to evaluate organiza-
tional progress in achieving aims and objectives and of mechanisms &o involve
members in the revision of the organization's goals, if necessary.
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II. WHY FORM AN ORGANIZATION?
A. ntifyi rier n

The remarkable growth of organizations controlled by disabled persons
suggests that disabled persons are much more willing to play a greater role in
their own affairs. One reason for this development has been increasing dis-
satisfaction with the gap between the quality of life felt to be possible and
the limited successes achieved by disabled persons. The most immediate result
has been the voluntary gathering of disabled persons into organizations to
make their basic needs known more forcefully to Governments and providers of
services. Increasingly, disabled persons in these organizations appear to see
their needs linked to a campaign for civil rights. It is now felt that a
medical condition does not have to result in the person affected having a low
social and economic status. The non-involvement of disabled persons in their
communities is increasingly seen as being caused by barriers in the physical
environment as well as by barriers resulting from low social expectations or
traditional social customs. The overcoming of these barriers is regarded as
the main priority for the next few decades.

New organizations of disabled persons are needed for several reasons:

(a) To provide a focal point for the expression of the voice of disabled
persons in their own affairs;

(b) As a forum for discussion and enlightenment amongst disabled persons
on the identification of barriers and how these can best be challenged and
removed;

(c) As a pressure group to redirect services away from custodial and
caring activities to those that would effectively remove barriers in the
communitys

(d) As a channel for rethinking and planning (and, increasingly, the
provision) of support systems to enable all, including severely impaired,
disabled persons to live active lives in their own homes and societies;

(e) To campaign for improved medical services.

The democratic involvement of disabled persons in the design, planning,
implementation, provision and maintenance of disability-related services is
perhaps the most significant development that has led to the growth of organi-

zations of disabled persons in recent years.

B. Acquiring an identity

Historically, the principal approach to disability was that of making
disabled persons 'mormal' or encouraging them to behave as "normally" as
possible. The final objective was integration into society. In practice,
this meant that interventions were based on two simple assumptions about
disability; first, that the problem was medical and the ultimate solution was
the discovery of a cure for the physical ailment; and second, that if a dis-
abled person could not be cured, then the goal should be to provide care so
that he or she could integrate (actually, assimilate) as far as possible into
the existing able-bodied community.

After the Second World War, important developments in medical approaches
to disability were made. While new medical technology and improved preventive
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techniques helped to reduce the incidence of permanent impairment in the
population, they also led to a greater survival of babies born with physical
defects as well as of adults injured through an accident or illness. The
numbers of disabled adults with lasting physical and mental impairments seems
therefore to have increased. Consequently, disabled persons have felt the
need to get together in groups where they might share their problems and dis-
cuss possible solutions. 3

0f immediate concern to most disabled persons is the inadequate provision
of medical services. When they are available, however, disabled persons
question their dominance over their lives in the community. In order to
develop campaigns on these issues disabled persons have begun formﬂng a wide
range of organizations.

The willingness of disabled persons. to meet and discuss mutualiconcerns
has gradually promoted an improved public image of disability. There has been
a re—examination of campaigns for integration and a greater uncertainty about
programmes aimed at assimilation. There is strong support for the wiew that
the most effective path to integration could be by promoting the acceptance
of disabled persons as a separate social group with its own identity. This
growing identity, in turn, has stimulated the growth of organizations of
disabled persons.

C. Tackling the issue of services

Amongst the issues provoking lively discussion in the new organizations
is that of the State-run and voluntary services that can support di$ab1ed
persons living in their own homes rather than in institutions.

Absence of services

There seems to be widespread agreement that effective medical programmes
for improving the health of disabled persons are under-resourced with too few
staff and facilities. Progress is needed in medical treatment, physiotherapy
and occupational therapy, as well as funding for research into cures for dif-
ferent types of impairment. Campaigning for State funding to increﬂse services
has often been one of the first reasons for setting up organizationg of dis-
abled persons; frequently, organizations start with this aim and then move on
to other objectives. ‘

Inappropriate services

In general, the medical approach to disability has involved thq

development of a range of services and professions concerned with tqeating

or assisting the persons affected. While one of the first aims of the new

organizations has been to improve access to individual medical services, there
has also been growing concern that individualized approaches to disability can
lead to the suppression of the citizenship rights of disabled persons. Global
-medical interventions, in the context of citizenship rights, are increasingly
felt to be inappropriate and organizations of disabled persons are campaigning
more for the right to be democratically involved in their own affairs (e.g. to
campaign for legislation on access to public buildings and transport| systems).

Agreement that many current services for disabled persons have inappro-
priate goals is another reason why disabled persons are setting up their own
organizations, either to campaign for new services or to start providing their
own (e.g. centres for integrated living or centres for independent lgving).



Charities

Traditionally, non-medical organizations concerned with disability have
been set up, often with little involvement on the part of disabled persons.
These organizations generally aim at setting up facilities for the care and
welfare of disabled individuals, and an important feature is the way in which
they attract funds from the public by showing disabled persons as dependent,
passive persons who are unable to cope on their own and who lack ideas.
Charities are often regarded as the single most important influence behind the
negative perception of disability by the public. In many cases, the new
organizations controlled by disabled persons have felt the need to criticize
publicly the image of disability promoted by charities, and there is much
controversy about their accepting money from charities in order to develop the
new groups that promote a positive image of disabled persons.

Models of good practice

The growth of organizations and services controlled by disabled persons
has led to an improved exchange of information between groups of disabled
persons in different areas of a country as well as between countries. There
is an increased awareness of examples of good practice in different parts of
the world. Improved access to international travel has also made it possible
for disabled persons to visit different centres and to exchange ideas with
other groups, which has further encouraged the development of organizations
to start projects following the examples of good practice noticed elsewhere.

There is growing agreement that issues focusing on disability in the
community are related to barriers in the social and physical environment; that
these are citizenship and civil rights issues rather than medical problems;
that organizing as a distinctive group can be a way of integrating its members
into society; that dissatisfaction with current services and charities, and
new ideas about support systems and increasing examples of good practice have
all contributed to the urgency felt by disabled persons to form themselves
into organizations for the rapid promotion of change.
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III. WHAT TO CONSIDER IN FORMING AN ORGANIZATION

A. Agreeing first priorities

Organizations of disabled persons are usually started by small groups of
people. These individuals will probably have been active in campaigns for
improved services or they may have had an opportunity of visiting other coun-
tries to witness organizations acting effectively in similar campaigns.
Sometimes providers of services see the need for organizations as a‘result of
their wider contact with parents and disabled persons. Sometimes p%rents
agitate for improved services and form organizations for the welfare of their
children. Later, when these children grow up they may become active in the
organizations and perhaps eventually come to control them.

The first small group of people will usually have some ideas about why an
organization is needed. Often, it is simply to involve more people so that
campaigns can be more effective. However, new members joining an o%ganization
do not always have the same views or understanding as those who started it.
People who set up new organizations, therefore, may have to rethink‘their
original objectives to ensure that they make sense to a wider membership than
the original small group of founding members.

It is perhaps common when preparing the aims of a new organizaIion to
forget about identifying priorities and time-scales for reaching goals. Often
the main concern is to identify aims that will attract a large membrrship,
which may mean missing the first stage of identifying immediate tasks and
clarifying proposals about how they can be achieved. Once the orgaﬁization is
inaugurated, initial pressures to promote it and to attract members may further
delay setting priorities for work. As the organization responds to concerns
regarding Government legislation, inadequate services and the deman&s of
members, taking time to identify priorities and plan time-scales fof action

may recede further from sight.

Setting organizational priorities and time-scales for their achievement
can provide members, when an organization finally comes into being, with
criteria for judging its effectiveness. They can also give people an indi-
cation of when an organization has served its purpose and is no longer needed
(i.e. when its objectives have been reached). Organizations often @ontinue
long after they have achieved their goals, or have moved away from qheir
original goals, mainly because people can be reluctant to relinquish social
contacts established over many years of working together. In such qircum-
stances, it is possible for an organization to lose all sense of diﬂection,
which can not only cause confusion among the membership but also lead to
endless arguments between individuals about the work that the organi&ation
should be doing.

It is important, therefore, for individuals thinking about star}ing new
organizations to record and to discuss why they want to start a new organiza-
-tion, what they hope it will achieve, and how soon they want it to aFtain its
goals. ‘

B. Setting aims and objectives

In the surge of activity to start an organization, often becausp of an
urgent need to demonstrate that a campaign is supported by large numbers of
people, impatience can arise when time is spent in discussing aims and
objectives. Misunderstanding about the important role of organizational aims
can lead to the weak drafting of a set of aims and objectives that oFfer no
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guidance for action. Decision-making may thus fall heavily on the leadership,
and an élite can easily emerge. A well-prepared list of aims and objectives
should be carefully recorded for guiding united action and promoting democratic
working practices.

At least one early discussion, therefore, before setting up an organiza-
tion, could be devoted to clarifying the reasons why statements of aims and
objectives are needed and how they will be used in monitoring the procedures
to run the organization. A useful exercise for those involved in setting up a
new organization would be to list the important aims that they believe should
be adopted by the organization. These should be shared and the ensuing discus-
sion should then focus on ways of making regular use of the agreed aims to
evaluate individual activities carried out in the name of the organization.

The ability of an organization to listen to the wishes of its less articu-
late members can often be measured by comparing the organization's aims with
the actual involvement of such members in its decision-making. Aims should be
set out in a way that make clear the purpose of organizing. Objectives should
clarify for the members their expectations in achieving the overall aims.

Both aims and objectives should make realistic sense to the membership rather
than be worded in vague or obvious terms (e.g. '"to improve the welfare of dis-
abled persons"). Carefully worded aims and objectives may stimulate ideas
about what needs to be done at different stages in attaining an agreed goal.

C. Deciding on the membership

The character of an organization is not only determined by the way in
which it is organized, and its aims and objectives, but also, to a large
extent, by the nature of its membership. It is vital, therefore, for those
starting an organization to think very carefully about the interests that it
might best represent. This should be made clear in the aims and will help to
finalize decisions about who can join the group. For instance, organizations
may establish aims concerned with issues related to only one type of impair-
ment, which will suggest that only persons with that impairment should join
the organization. Sharing ideas with others who have had slightly different
experiences, however, can sometimes lead to exciting new ideas.

Whatever the composition of its membership, an organization of disabled
persons needs to recruit and develop an active campaigning membership in order
to avoid reinforcing attitudes that assume that disabled persons must be
passive. In many ways, this awareness could be an important principle for the
daily activities of the group. Education programmes to help members appreciate
the value of developing a confident social identity can challenge important
stereotypes and, in turn, reinforce the confidence of other disabled non-
members. Once there is some awareness about the type of membership that will
be recruited, it may also be helpful to have some idea about the possible
eventual size of the organization: government statistics on population groups
could indicate how many people would be eligible to join the organization.

Any tendency to recruit only people from the same social background and geo-—
graphical area probably should be avoided so as not to encourage the formation
of an élitist group in the disability community.

Offering new members the opportunity of taking part in leadership training
- can help to spread workloads and to increase areas of responsibility in
decision-making. The aim should be to engage as many members as possible in
the work and decision-making of the organization and to avoid conflicts that
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divert attention away from its aims and objectives. Conflicts betveen differ-
ent disability groups (e.g. wheelchair-users setting priorities concerned with
mobility and ignoring the communication needs of members with sensory impair-
ments) are not always avoidable but need to be discussed openly and interpreted
in relation to the organization's aims. The recruitment of able-bodied members
can be another area of conflict. Sometimes able-bodied advocates join organi-
zations in support of persons with learning difficulties but then face hostil-
ity from other disabled persons. In all these situations, the constitution and
overall aims and objectives should guide discussions about working relation-
ships so that the organization's goals remain clear in the minds of all those
involved.

D. Gathering members together

The task of setting up and running an organization of disabled;persons
often involves overcoming a variety of barriers to ensure the active involve-
ment of the membership. Apart from financial resources to cover expenses,
such as recording documents on tape and transcribing them into Braille and
providing sign-language interpreters etc., it is vital for organizers to
anticipate all the difficulties that might prevent members from wor ing
together.

Organizations that include members from rural areas usually encounter
difficulties in bringing people together. It may be useful to rotaFe meetings
so that although not all the members will be able to attend all the meetings
at least all of them will have some opportunity of taking part in tke discus-—
sions. Sometimes lengthy discussions can take place through a newsletter that
circulates between members, but not everyone is comfortable with this form of
communication. It may be necessary to list the barriers faced by iidividual
members in particularly isolated areas, to decide on priorities for separate
funding applications and then to tackle them one by one. For exampie, making
sure that a helper is available to assist a member at meetings held‘in the
local area, and covering the costs of transport for another member in a
different area.

With limited resources, priorities should be clearly identified for all
to see so that no decisions are made without a discussion. No member should
feel at a disadvantage in the allocation of resources. When the skills of a
disabled member are particularly needed and resources have to be made avail-
able to enable him or her to work for the organization (which might entail,
for example, the purchase of an item of visual equipment) all those involved
should be aware of the reasons for the ensuing expenditure. Bringing different
groups of disabled persons together may require a lot of time and e ergy and
where conflicts exist between different groups, problems can quickly become
unmanageable. Usually people will be willing to sort out their dif‘ rences,
especially when they can agree on common long-term goals. If discussions con-
centrate on agreeing on ways of reaching the organization's goals, Ahort—term
conflicts may be easier to put aside.

E. Making decisions

During the formative stages, when the numbers of people involved in
steering groups may be small and few resources are available, people can be
confused about the decisions agreed; namely, what needs to be done, who is to
do what and by which date. Decisions on matters such as fund-raising, pre-
paring the constitution and publicity for the new organization should there—
fore be recorded and circulated and taken in a series of distinct stages. The
first is to make sure that questions about setting up the new organization can
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be answered in a practical fashion, leading to action plans, rather than in
vague terms. The second is to make sure that the people with the right skills
are working in the areas where they can offer most. Some people are particu-
larly good at writing documents; the drafting of a constitution can draw on
such skills. A third is to ensure that good records are kept, outlining the
discussion leading to each decision. Each decision should be separately
recorded with an indication of who is expected to carry out the work and the
date set for its completion (e.g. the agreement that a publicity leaflet
should be prepared for a consultative meeting should be recorded and the name
of the person preparing it noted; dates for circulating the draft leaflet
should also be recorded and follow-up meetings planned). These records should
be accessible to everyone who participates in starting the new organization.

A good way of making sure that nothing is forgotten at the early stages
when people are still unsure of their abilities and of what needs to be done
is to bring everyone together for an hour or so in order to prepare a compre-
hensive check-list of things to do. This list should then be discussed and
notes taken about the order in which the jobs are to be done. Once these
priorities have been agreed, individual members should be entrusted with tasks
of their own.
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PART TWO. ORGANIZING
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IV. FIRST STEPS

A. Defining the organization

Before embarking on the work of creating a new organization of disabled
persons, it is worth considering why such an organization could be needed.
This process should lead to the formulation of clear proposals for action.

Question to think about: Why start an organization of disabled persons?

At first, this question may seem rather foolish. Once a group of people
are already meeting and discussing the importance of disabled persons having
a voice of their own, as well as calling for changes to local and national
community-based services, they are beginning to exercise basic citizenship
rights. This goes beyond the formation of reactive responses to unsatis-—
factory conditions. Starting an organization can not only be a way of taking
the initiative, but also of setting in motion a new set of social and personal
relationships with long term outcomes that are not predictable.

Activists do not necessarily get everything right and the uncertainty of
starting something new can provide an opportunity for all those involved of
thinking carefully about the interests they represent and the needs that they
are trying to meet. Asking why a new organization is required should encourage
more discussion on these basic questions: Whose interests will be expressed
in the new organization and will it meet their needs? Are the goals that are
being set for the organization also practical and useful to the needs of other
disabled persons who are not active or who do not have the opportunity of being
active because, for example, there is no accessible transport.

Some examples. The number of organizations created by disabled persons
are growing rapidly and vary in type and purpose from national coordinating
bodies set up to prevent the duplication of effort and to share ideas to arts
organizations set up to improve access to national theatres, cinemas, galleries
and museums. Yet another type of arts organization, for example, might wish
to promote the separate identity of the disabled and to develop art forms in
forums specially for the disabled.

With all this possible diversity, it seems particularly important to take
careful steps to ensure that as many disabled persons as possible (locally or
nationally) can take part in the discussions about why an organization is
needed, what its functions might be, what it hopes to achieve, who can join it
and how it will be rum.

What to note. Democratic participation in the preparation of an organi-
zation's constitution (defining the organization) can be a significant way of
becoming clearer about its role. Preparing a check-list of important issues
can be a useful way of making sure that they are not overlooked.

Membership involvement

It is important to ensure that all practical steps are taken to solicit
the views of as many people as possible who are potential members of the
organization. Such information may be obtained by using questionnaires,
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discussion groups or interviews. Information should not be one-way and efforts
will have to be made to ensure that everyone can obtain sufficient information
to give knowledgeable opinions about forming new groups. Policy discussion
documents should be widely circulated and feedback allowed from any of the
working groups, small committees, individuals or larger consultative meetings.

When meetings are convened, questions related to access have to be
considered: whether people can reach the meetings, read the documents
(Braille, tape, presence of readers) and participate in the discussions
(sign-language interpreters). At the end of a meeting, too many views can
be difficult to integrate into a single policy document: it may beqome
necessary to decide when to stop gathering views.

Suggestions such as these need to be brought to the attention of those,
usually only a few persons, responsible for drafting the documents, which are
usually returned to the various working groups and committees for further
comment before being submitted to the main membership for approval.‘

Unity of purpose

One reason for being very clear about why an organization is being set
up is so that all those involved can see what they are doing and can decide
whether they support the organization. This process also encourages clari-
fication of the steps to be taken to reach the final goal. It should then
become possible for all members to focus on being successful in reaching a
first goal before moving on to the next. Trying to jump from the early stages
of development to the final goals usually means missing out vital democratic
steps and ignoring the need to keep the membership involved in the dlscus51on
about the organization's development.

Drawing up rules for participating in discussion are important ways of
trying to ensure that all members can take part. They also provide a frame-
work for decision-taking (e.g. by majority vote, two-thirds majority 's propor-—
tional voting etc.).

Democratic procedures encourage members to follow the decisions of the
majority, even when an individual is not fully in agreement, until A stage has
been reached where processes can be reviewed. When it has been decided that
an organization is needed, it will be necessary to ensure that peopLe are clear
about how it should be set up. Unity of purpose is very useful in oving tasks
forward and understanding the different phases in the development of an organi-
zation. Some of those phases might be: (a) calling a consultative meeting of
interested parties; (b) setting up a steering group; (c) preparing drafts of
various documents; (d) reaching agreement about such working papers; (e) circu-
lating them for further comment before final drafts are prepared; (f|) convening
an inaugural meeting at which the constituting documents are reviewed and sent
to working groups for finalization; (g) formerly adopting the constitution;
and (h) electing officers. The organizational structures thus agreed on are
meant to enable decisions to be taken and on-going reviews to change policy
directions to be made and to improve the efficiency of the organization's work.

Long—term strategies and short—term tactics

Often long-term and short-—term aims are confused when people realize that
some goals cannot be achieved immediately. There is a tendency to drop longer-—
term goals and, after a while, to forget that any had been set. Shﬂrt—term
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objectives sometimes seem less important, do not attract members' attention,
and are not met. An organization may thus never move closer, step by step, to
the achievement of its overall goals.

For example, if a longer-term goal is to increase the pressure put on
Government to fund moves towards making all transport accessible, sub-goals
might involve attracting funds for private transport, using this transport to
convey members to meetings, preparing and discussing documents at these
meetings and finally taking members to where they can lobby the authorities
for the changes that are wanted.

If goals are linked together in this kind of a chain then it may be
necessary to involve all those persons starting the organization in the task
of preparing a check-list of action required. Check-lists enable people to
see which tasks have been completed and which still need to be undertaken and
they can be valuable tools at the early stages of developing an organization
when people are still unsure about what needs to be done.

Check-list

We need an organization of disabled persons because it will:

. Help to obtain civil rights legislation
. Mobilize disabled persons

. Improve public transport

. Help people to find jobs

B. Constituting the organization

All too often, members spend a great deal of time arguing about and
perfecting a constitution which, once the organization has been formed, is
hardly looked at again.

Questions to think about: Why have a constitution?
What purpose is served by a policy document?

Some examples. A constitution can give legal status to an organization
and the way in which it functions (e.g. who is legally responsible for the
money collected). The constitution sets out the structures for carrying out
the organization's work and is a policy document guiding the action of its
members .

Some additional thoughts. Use the constitution whenever possible and
encourage members to become familiar with its contents. The document should
provide guidelines for structuring decision-making and action plans.

What to note. Members should be clear about the principles governing
their involvement in the organization and the organizational structures laid
down by the constitution for achieving this involvement (e.g. role of councils,
management committees, branches). The constitution provides a ready point of
reference for calling members to order (including the leadership). One of the
most important advantages of having a constitution is to ensure democracy and
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to have a tool for grass-roots access to the working and decision-making bodies
of the organization. A constitution should cover: name of the organization;
definition of eligibility for membership; type of membership; subscriptiong
officers and roles; decision-making bodies; executive bodies; branches; annual
general meetings; emergency meetings; workshops, seminars, conferences and
other meetings; publications; fund-raising; registration under national legis-—
lation (e.g. as a charity or limited company); frequency of meetings; dissolu-
tion arrangements (dispersal of funds, debts and property); recruitment of paid
staff; rules for debate (sometimes attached as a separate document); relation
of the constitution to policy documents. It may be useful to prepare a check-
list of the proposed contents of the constitution before starting to draft it.
Sample constitutions from other organizations (or even other countries) can be
helpful in preparing the new documents.

Check-list

We need a constitution so that:

. Officers will report back to
the membership on the outcome of
their actions and explain the
responsibilities they have
undertaken in the name of the
group

. Information will be regularly
passed on to members

C. Recruiting members

The question of who to recruit into an organization of disabled persons
is usually fairly open, within certain broad limits. Sometimes there can be
difficulties, as indicated in this section. ‘

Questions to think about: Who will benefit from the organization's
work? Who needs to become involved with the organization to make
its work successful?

These two questions sometimes puzzle organizations and can lead to
difficulties. A charity's goal of helping the poor may mean relying on
recruiting rich members to the organization for the funds that they‘bring.

In this case, there seems to be no point in recruiting poor people into the
.charity. However, if poor people are not involved, they will continue to
remain passively dependent upon the good works of more wealthy pers‘ns.

Organizations are usually started by small groups of people who are
highly motivated; frequently they will be able to contribute some of their own
resources to bring people together. The reason for founding an org’ ization,
however, is often because of concern about the welfare of others who may be
less fortunate. Since the focus of attention is on the poorer group while the
work is carried out by disabled persons in more fortunate circumst ces, it
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may be easy for the latter to believe that they have the interests of the
poorer group in mind, even when they stray from their real needs. It is
important not to lose sight of those for whom the organization was set up to
help. The persons who are meant to benefit most from an organization are not
always the same people as the founders.

Some examples. Parents may start an organization to help their children,
with the aim of making the children "as normal as possible". However, this
organization could come into conflict with other disability groups in the arts
where the aim is "to celebrate differences".

Some additional thoughts. It is important in setting up an organization
to ensure that the intended beneficiaries are fully consulted and have a direct
say in the way in which it is set up and operated. Vigorous measures may have
to be taken to ensure that less fortunate disabled persons are given every
opportunity of participating in setting up the organization and discussing its
relevance to their future well-being, even if others are going to be doing all
the work. For example, disabled persons in urban areas can meet together more
easily than disabled persons in rural areas but the main concern is often the
welfare of those living in rural areas. Special recruitment drives in rural
areas and campaigns to obtain funding and helpers could be initiated to enable
these persons to be recruited and to participate in running the organization.

What to note. Recruiting urban people is often easier, through news-
sheets, bulletins and pamphlets that can be sent to people's homes and meeting
places. Radio and television are important ways of publicizing an organiza-
tion but word of mouth might be more important in rural areas. It is often
essential to spend some time in clearly identifying the groups to be recruited
into the organization and then in identifying their common ways of receiving
information in their communities. It is probably better to plan recruitment
over a period of time; for example, by sending outreach workers to spend some
time in the districts, rather than by promising grander schemes such as festi-
vals. Poster campaigns can usefully target areas. The choice of methods of
recruitment should be based on the constitutional aims and guidance laid down
for membership.

fm rshi

There are many types of membership and organizations seldom recruit only
one category of members. It is common to have some kind of mixture (for
example, of disabled and non-disabled members). It is important for the
efficient running of the organization and the achievement of its aims to be
clear about who should join and the status that each subgroup will have in the
organization.

The question of whether membership should be open only to disabled persons
or to both disabled and able-bodied individuals is often uppermost in people's
minds. Another question is that of age; namely, whether children as well as
pensioners can join. Organizations also vary in whether they are open to mass
membership or confined to those interested in specialist areas (e.g. in
improving education or transport, in campaigning for a pension system for
disabled persons, or in supporting groups of disabled women). Membership may
also differ for different groups of people; for example, full membership for
disabled persons and associate membership for able-bodied people. Organiza-
tions are often started to improve the situation of specific groups of disabled
persons based on type of impairment, such as deafness or spinal injury.

. 0 AT 11
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Any confusion about membership may be avoided by listing the groups that
are eligible, defining them and setting out their voting rights (e.g. associate
members usually do not vote) and their expected role in the organization (e.g.
only full members can serve on the executive committee). It is important to
make sure that there are no barriers that could exclude different groups from
full participation in the organization's work and the discussion meetings. For
example, blind members may need agenda recorded on tape and/or transcribed into
Braille. The presence of sign-language interpreters could slow the meetings
down and yet it is essential that proper recognition is provided in‘meeting
the needs of each member. When persons with speech impairments attend
meetings, proper adjustments have to be made so that they, too, can express
their views in the absence of pressure from others who may want to speed up
the discussions.

Type of organization

Once the type of membership has been determined, it will be necessary to
decide on the general structure of the organization. This matter has a lot to
do with the aims of the organization as well as the way in which the involve-
ment of the members in its work is thought out.

A mass organization will often mean a unitary, federal body with a central
office that sometimes delegates work to regional or local offices. A federal
body means that local branches have more autonomy in their activities while the
central office usually has a clearly defined central role, such as representing
the organization to the Government. Often other organizations joiniin to
present a united voice on a specific subject, such as campaigns foripensions.

Local groups, however, are usually small urban groups with very practical
aims; for example, arranging leisure and sporting activities. Regional groups
can often cover rural areas and pursue practical aims such as supplying wheel-
chairs or books on tape, or craft work for individuals who would otherwise be
very isolated. They may also be umbrella bodies that coordinate local groups
and represent them at the regional Government level. |

National groups usually have more global aims such as influencing Govern-
ment policy and coordinating pressure on national legislation. Intérnational
groups are often concerned with sharing information and helping thelless

fortunate.

By asking different questions, such as those set out below, different
kinds of membership may suggest themselves. ‘

Check-list

The organization aims at helping:
- Disabled persons and able-bodied carers

- Persons with spinal injuries
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The organization aims at working with:
. Disabled persons in rural areas

- School-leavers preparing for their first jobs

.

D. Raising funds

All organizations of disabled persons suffer from insufficient funding
and spend a great deal of time in trying to secure resources for developing
and extending their work.

Question to think about: Why is money needed?

In setting up an organization of disabled persons, a number of basic
issues have to be tackled: finding an accessible place to meet and ways of
transporting members to it; identifying the basic equipment needed by the
organization for its survival and contact with members (e.g. telephones,
minicomputers etc.), devising ways of communicating effectively with members
about meetings, and deciding who will organize them and what publicity cam-
paigns are needed to attract more members and the attention of the public.

At the initial stage of its development, when the organization is small
and its immediate goals are restricted by the numbers of persons who can be
involved, a little funding can make a big difference in helping the organiza-
tion to make a successful start. Unfortunately it often happens that well-
wishers, the commercial sector, established charities or local Government
provide seed money but as the organization gains momentum and its financial
needs grow they are unable to continue, considering that they have made their
contribution and cannot give any more. As organizations become established
and expand their activities, financial problems often become worse.

Applications for grants are a significant feature in the life of all
self-help groups. It is very important to draw up applications for grants
clearly so that possible funders can see: the objectives that the organiza-
tion is proposing to achieve with the money and exactly how it will be spent;
how the money will be managed; and who will carry out the work involved.

Initial funding to start an organization is usually in the form of a
small grant (often from local government) and subscriptions from individuals
or organizations, supplemented by a great deal of free time from the organ-
jzing activists. The way in which charities present disability to the public
in order to provoke maximum appeal can be a serious problem. Disabled persons
are portrayed as dependent, passive and incapable; the public are encouraged
to feel pity and to dig into their pockets for charity. Disability groups
often struggle to change just this image, to show that disabled persons can
work and not be dependent upon others.

When looking for funding, it is very important to calculate as exactly as
possible how much money is needed for each activity of the organization under
the strategic aims so that each step on the way to the final goal can be
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budgeted with targets for fund-raising.

For example, by defining what a

quarterly journal might cost to publish, the organizers will then know how

much money they need to acquire for this publicity activity (perhaps
subscriptions).
of any disability organization.
from international sources because the purpose behind such a project
and the amount spent easily accountable.

funded by

Funding for transport is a very important item on the agenda
Sometimes lump sums for a van can be obtained

is clear

Fund-raising exercises are undertaken by nearly all organizations when

they are just starting.
attracting small amounts of money sufficient to give an organization
impetus.

Setting up workshops to sell products for a permanent income is
activity that is quite widespread.
usually takes a while before such an enterprise is well enough estab
achieve its goals and to function in the organization.

to print leaflets and to recorq
There

Some examples. Money is needed
informing people of the inauguration of the new organization.
need to employ an outreach worker to
to follow developments. However, as there are not enough funds to ¢
the objectives, priorities have to be determined. ;

A social evening with a raffle is a common way of

an initial

another

However, seed capital is needed and it
lished to

tapes
is also a

help disabled persons in rural districts
over all

Some additional thoughts. Funding should always be properly managed and
responsible individuals to control expenditure should be clearly designated.
Initially, this means working out a budget for each project (whether it is a
small leaflet or the setting—up of a permanent office) and then specifically
allocating funds to each project. This also means being clear about| priori-
ties so that the starting-point is clear; namely, putting resources into
recruitment and involving the new members before funds are spent on printing
glossy newsletters. How money is obtained and spent is an important| concern

for all members and regular information on this matter can
to feel confident that it is moving in the right direction
officers and full-time workers are following the wishes of

and that
the membe

What to note. That someone has overall responsibility for supe
financial matters and that someone is responsible for fund-raising.
funds needed for each project are calculated and listed in order of
Fund-raising for the project should come at the top of the list. As
each project are obtained, the focus can shift to the next priority.
list of the equipment required can be a good starting-point for fund

Check-list

Why is money needed:

For Braille transcription?

To employ an outreach worker?

To carry out research identifying

the barriers faced by older disabled
persons who have retired?

help a membership
the
rs.

ising
That the

priority.

funds for
A check-
-raising.
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E. En in ratic involvement and avoiding élitism

All organizations encounter the problem of an élite group of people
dominating the management of the organization, decision-making and discus-
sions at meetings. Organizations of disabled persons are no different.

Question to think about: How can we make sure that the organization
meets the needs of its membership?

The individuals who start organizations usually become the first officers
of the organization and when an organization becomes successful and grows,
these people gain a lot of respect. Sometimes the skills needed to set up an
organization (hard work and lots of publicity) are not the same as those
required when disabled persons start to join and need help in order to become
more involved. Patience and educational skills may be more important in
helping members to follow developments so that they, too, can play a more
active role in the organization's work.

The initiators of the organization will also most probably acquire a lot
of confidence as they see their original plans and suggestions beginning to
bear fruit in the growth of the organization. This confidence can make some
of them impatient with the uncertainties of the grass-roots membership. Of ten
those who are able to join the front ranks already have an advantage over their
less well—off disabled peers. They may have jobs and educational qualifica-
tions, or live in a favourable geographical area where there are resources
available that allow them some degree of freedom to function in the community.
Those joining the organization later may face more difficult barriers and
problems.

A tricky decision, in order to try to counter the possible growth of
élitism, is whether to put into the constitution a clause that restricts
individuals from being office bearers beyond a fixed time limit. This may
ensure that no person becomes too dominant in an organization but, at the same
time, may deprive it of talents just when they are needed.

Some examples. Individuals who set up organizations may make close
contacts with government ministers. As they become better known amongst the
authorities, they can start receiving awards and offers of prestigious jobs.
Important topics that should be discussed from time to time are: making sure
that the interests of the grass-roots membership are always kept to the fore;
and determining what the role of a leader should be. Setting up constitutional
safeguards to promote democratic methods of working is another way of trying to
maintain control over experienced leaders. This will probably involve measures
to increase the numbers of members who have the opportunity of taking part in
the organization's activities, which can give less confident members space to
learn skills for arranging future events. Also members should be encouraged
to rotate jobs, to retire and then to come back again from time to time.

What to note. That from the first steps in setting up an organization
each person knows what the other is doing and has ample opportunities for com-—
menting on arrangements and decisions. It is most important to develop a style
of working that becomes second nature to the organization; this means learning
how to give and accept criticism in an open and honest way. Persons who chair
meetings often have powers beyond those set out in the constitution of the
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organization and it is very important for members not to tolerate undemocratic
behaviour in such settings. What might have started out as a simple error in
judgement during a meeting may, unchallenged, become a style of chairing
meetings. Speaking out and defending democratic procedures can help to
prevent the alienation of members.

Another problem to avoid is sectional dominance, whether it be gender
(for example, that all the officers are men) or geographical (that all the
officers live in the same part of a city and members living in the rural areas
have no representation on the decision-making bodies). There should always be
a mechanism for changing the constitution so that if, for example, bver the
years only a small minority of women are on certain committees the ¢onstitu—
tion can change their composition so that they are more representat#ve of the
actual membership. Meetings should periodically give an opportunity to the
membership of monitoring this kind of democratic concern. !

Paid employees sometimes acquire considerable powers in running voluntary
organizations on account of their familiarity with the way in which;an organi-
zation is run on a daily basis. A voluntary member of the management com-
mittee, however, may only deal with the organization's affairs on a|part-time
basis, which can lead the policy makers to rely heavily on the opinions and
judgements of a full-time worker. Although the constitution will make it
clear that the employees carry out the policy decisions of the manaéement, a
mechanism may be needed for dealing with disagreements between empléyees and
policy makers.

Check-1list

Is there a system for ordinary members to comment on
the work of the organization through:

- Presenting resolutions to the meeting?

- Participating in forums concerned especially for
discussions?

- Having access to policy documents?
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V. MAINTENANCE AND GROWTH

A. Making the constitution work

Once a constitution has been adopted and the organization has had some
time in which to operate, it is common for this document not to be looked at
again unless a crisis arises. Generally constitutions seem to work well in
this situation, providing a legal framework to avoid any further problems,
especially when an organization has to be closed down and its assets dispersed.

Criteria for membership also seem to cause little trouble except when new
categories of members are needed. For example, when an organization has been
set up by able-bodied persons for the welfare of disabled persons and circum-
stances change so that the disabled members run the organization, they may want
to change the constitution so that the able-bodied members lose their voting
rights. This approach would allow the able-bodied members to share their
skills and expertise with the disabled members and, at the same time, would
provide space for the disabled members to gain more experience in running the
organization and to develop their own expertise and confidence.

A good constitution, however, will also clearly state the aims of the
organization, which provide general guidance for its work and are often
elaborated in policy documents. The constitution will recognize that policy
documents are reviewed from time to time in annual general meetings, at which
they are amended, altered, rejected or accepted as providing the main guidance
for the next round of activities of the organization. It is important, there-
fore, for the organization to review its constitution and to decide whether the
original aims have been met and whether they need to be revised.

If no progress seems to have been made in achieving the aims, it is
probably worth looking at the structures in the organization to see whether
they are inhibiting achievements. For example, one goal may be to encourage
the greater involvement of disabled persons in decision-making about the
services that they receive in their local community. However, if the organi-
zation has a strong body of decision makers at its central office, they are
not always aware of local needs, which might therefore never receive the atten-
tion needed in order to further the goals enshrined in the constitution.
Changes that lead to more decisions being taken at the local level, with
monitoring at the central level, might lead to a better balance and a better
working relationship between the central and local offices.

Also, the way in which campaigns are undertaken to meet short-term goals
might be undermining the long-term, or strategic objectives. For example, if
the goal is to set up a pilot project to demonstrate to employers that dis-
abled persons can work effectively, an initial campaign to attract funds to
run a workshop might present a rather passive image of disabled persons and
unintentionally leave a strong public impression that disabled persons are
helpless and need care.

Another very important task of the constitution is to ensure that the
organization is run democratically, which requires an understanding of the
function of the constitution and of how to make it work for the membership.
Holding short courses at which members at the grass-roots level can question
the meaning of different clauses and discuss the reasons for their inclusion
could ensure a more informed membership, capable of defending basic democratic
rights within the organization.
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A hope would be that members would learn from such an experience and apply
the ideas to the community in which they live. A good way of improving the use
of this important document is by adding commentaries and policy statements to
it from time to time. 1In this way, the constitution can help to create a cor—
porate identity and help to prevent the organization from being identified with
an individual member.

Questions to think about: Why is a constitution needed? (Use a sample
constitution and policy document to make a list of reasons; indicate how
the policy document does, or could, refer to the constitution and help to
highlight some of its clauses.) 1Is the constitution easy to read and
available for discussion by the membership? '

Some additional thoughts. A constitution provides a legal framework for
monitoring the work of an organization in the name of its members. It can not
only help to define who can become a member, but also help to decide how to
handle certain situations when problems occur (such as expelling a member who
has behaved badly). Constitutions have a definite role in guiding the work of
the organization and in making sure that democratic processes are followed.

In general, when democracy is not working in an organization it is either
because people are paying no attention to it or because they are using it to
shape their activities.

What to note. That the constitution clearly defines the membership and
the powers it has in decision-making; that all the working and decisﬂon—making
groups are listed, their membership identified and their powvers clarified.
That there are clear routes for ordinary members to influence policy and to
take part in all the important decision-making. That financial matters, fund-
raising and spending are clearly controlled and monitored so that members can
see and understand that these resources are being put to use in achieving the
agreed aims. That members know what to do if the organization is disbanded.

Some examples. A constitution states that the organization will promote
civil rights for its membership. The leadership decides to employ consultants

to lobby parliament for civil rights legislation: the grass-roots mepbership
is not involved as the leadership regards this work as highly specialized and
as best carried out by authoritative experts. Can this activity meet the con-
stitution's aims of promoting civil rights for the membership by leaving it out
of the process to obtain these rights? Could members refer to the constitution
in questioning their exclusion from civil rights campaigns; if not, is there a
weakness in the constitution?

Check-1ist

Is the constitution clear about:
- The powers of committees and officers?
- How democratic procedures can be made effective?

- How the constitution will be made accessible to blind
and all other members?
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B. Fostering an inform membershi

Making the constitution, and the organization of disabled persons that it
serves, really work usually requires an active membership that is knowledge-
able about the working of the constitution, its aims and the policy documents
adopted under its guidance. Perhaps one of the most important activities that
any organization of disabled persons can undertake is educate its membership.
Constitutions often do not refer to this requirement and it may be useful to
include clauses in it, to the effect that the officers will from time to time
organize seminars, conferences, workshops and courses for its membership.

This will help to ensure that, once an organization has been started, the more
active and informed people who were involved in the process can share their
knowledge with others. Thus an organization will acquire a life of its own
and will not be tied to the activities of an outstanding individual.

Passivity amongst disabled persons has many origins: isolation, lack of
education, inability to mix with others because of barriers and lack of help
in exchanging views with others. All these factors are part of the reasons
for setting up a disability organization. The failure to educate disabled
persons about the relationship between their isolation and developing an
understanding of how to remove the barriers that prevent the equalization of
opportunities in the community can only continue their dependence on others.

A good place to start is with the constitution; members can then be encouraged
to contribute to the drafting of policy statements based upon the objectives
listed in the constitution.

Questions to think about: Is the constitution always sent to new
members as they join? Are policy documents included? Are new
members invited to make comments? Does the organization hold
regular workshops etc. to develop policy, to explain the consti-
tution and to update it? Does the organization promote leadership
training so that more members can play a role in the governing
bodies of the group? Are all papers circulated in a form that is
accessible for all the members (e.g. tape for visually impaired
members, auditory material in written form, provision of sign-
language interpreters at meetings)?

Some additional thoughts. Sending constitutions to all members is one
way of obtaining feedback from the membership. If it is difficult to read,
complaints from the less experienced can encourage redrafting with more acces-
sible wording and a sharper focus, which in turn could result in statements
that are clearer about the aims and structures of the organization.

What to note. That sample documents are perused to see whether the
constitution and policy documents refer directly to the education and training
of ordinary members so that they can play a greater role in the organization
and a leading role in their own affairs. That an annual programme of educa-
tional events is drawn up and circulated and that leading figures in the
organization are available to pass on their expertise. That the organization
organizes its exchange of information in such a way as to ensure that it and
its office are accessible to all (minicomputers, no stairs, properly equipped
toilets).
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Some examples. A national organization may have to communica§e with
people with widely different backgrounds, education and impairments. Can the
organization carry out this task? If it has to carry out publicity work, how
effective is it in putting its message across and do the members have a chance
of participating. Are the organization's leaders the only people who have an
opportunity of travelling to interesting conferences and meetings? '

Check-list

Does the organization:
- Spend time in educating its members?

- Spend more time on educating the public
than it does on educating its members?

C. Deciding on priorities

Priorities for action should be set in both the constitution and the
policy documents following from the aims that clarify the long-term strategic
goals and short-term, tactical objectives. The overall strategic aim of a
group should be monitored from time to time to ensure that it remains relevant
to the contemporary situation. Often circumstances will change so that the
original goals are no longer relevant or even possible. In these circum-
stances, and when goals have been achieved, questions should be raiqed about
the need to end the organization. People sometimes continue the work of
organizations out of habit even when there is little purpose in carrying on.

For example, a group aiming at improving local access might be overgaken by

the work of a regional group with the same goals but operating more effectively
with greater resources. The local group might then provide membersfwith social
opportunities, as well as with duties relating to access, and carry on with its

regular meetings. |

Tactics, too, frequently need to be changed but it ig remarkably easy
for members to stick to their usual ways of working even when there is a long
history of lack of success. The presentation of written petitions tp the
Government often achieves little without any practical demonstration of
support from a mass membership; but an organization may continue dra‘ting
petitions rather than involving its membership because a leader has acquired
skills in writing papers. Priorities, too, need to reflect the wishes of the
membership and sometimes leaders can promote their own concerns rather than
those of the grass-roots members because the consultation process beﬁween the
leader and the members has broken down.

Question to think about: Does your organization list itg priorities
for campaigns 'and action plans and circulate them to its memberﬁhip
on a regular basis?

Some additional thoughts. One way of trying to clarify the choﬂces

available to an organization and, at the same time, involve the membership in
the decision-making is to ask people to rank the issues that they waqt tackled
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in order of priority. The choices of the executive or management committee
could be circulated with explanations of how these choices were made. Members
and leaders should exchange comments on these issues whenever possible. Often
priorities for action are set by the demands of external events that lead the
organization from one set of reactions to another. Sometimes this is so per-—
vasive that there is never time for the organization to take control over its
own destiny and set its own goals for action. Priorities are best clarified
when people can see how one set of actions or objectives lead to the develop-
ment of another so that the final goal starts to appear achievable through a
series of systematic steps.

What to note. That whenever decisions need to be made, the constitution
and policy documents are referred to and the short— and long-term aims listed.
That these aims are so ordered that there is a progression leading from one
objective to another towards the ultimate goal(s). That the lists are circu-
lated and comments invited; try to cost each activity so that people can also
jdentify how much it might cost to achieve each objective. Move towards the
development of a comprehensive plan. The setting of plans with long-term
goals should also jidentify the dates for reviewing which objectives have been
achieved by the dates set and which have not. Goals may then have to be
rewritten. This process should help members to become increasingly involved
in the work of the organization because they can see what it is doing and how
(unlike very many organizations that lose contact with their members when they
employ experts to do the jobs for them). Sometimes setting priorities can be
very difficult, such as choosing to put limited energies and resources into
fund-raising before campaigning for more members.

Some examples. Employment for disabled persons in rural areas might first
jnvolve making contact with such persons and establishing ways of retaining
this contact (by regular visits from outreach workers); afterwards a regular
rural transport system will be needed to bring people together where informa-
tion and educational programmes can be established aimed at jidentifying local
needs, individual skills and initiatives, which can be explored.

Check-1ist

Does your organization have a long term action plan:
. That is circulated to members?

. For which there is a system for monitoring and changing
priorities?

D. Handling operating expenses

Once an organization is established and attracts a growing membership, its
operating expenses can increase dramatically and significantly impede further
development. Organizations might spend so much time in trying to secure
funding that they cannot tackle some of the other priorities that they may
have identified.

Identifiable projects with clearly defined goals, such as setting up a
workshop for a group of disabled members or carrying out research to identify
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ways of removing communication barriers in rural areas, are fairly easy to
present to potential funders. However, secure funding to operate an organiza-
tion's central and regional offices may be much more difficult to organize and
may require regular fund-raising activities. Such activities vary greatly from
country to country and need to draw on national, culture and local customs.
Generally, individual subscriptions are never sufficient to run disability
organizations. Disabled persons are simply not financially independent enough
to carry this load. Although Governments contribute substantial amounts, many
charities are competing for such funds, with the more established groups
receiving large amounts and the new groups desperately trying to make a case.
The fact that disabled persons are taking their destinies into their own hands
means that organizations of disabled persons are being set up in places where
there are well established organizations formed by able-bodied persobs for the
disabled. It is therefore essential for these organizations of disabled
persons to make clear to funders that they are different from the ol@er chari-
ties: as self-help groups, they are not seeking funds for caring for their
members but for looking at ways of encouraging them to function indeFendently
in the community. !

An important priority for funding is helping less fortunate mempers to
attend meetings, to receive the literature and to pay for equipment such as
wheelchairs. Organizations sometimes reserve funds to support members needing
urgent help with equipment or travel etc. Graduated subscriptions aFe some-—
times a method of sharing the costs of operating an organization. |

Another common problem of organizations of disabled persons is their
inability to pay going rates for their staff: they usually pay the lowest
standard wages. Consequently, it can be very difficult to find skilied and
motivated personnel to carry out projects, which, in turn, can put more
pressure on the skilled voluntary workers and management committee members.
The leading disabled persons can quickly find that they cannot keep up with
the demands placed on them.

Questions to think about: Does the organization have a clear ongoing
plan for attracting the funding it needs? 1Is that funding suff#cient
to maintain the operation of the organization?

Some additional thoughts. One way of ensuring that grants are sufficient
is to include in the applications for them the budgetary estimates f%r the rent

of office space, overheads, heating, lighting, water and depreciation of furni-
ture etc., as well as for secretarial help, stationery, telephone, t‘avel,
meetings etc. By attracting funds for several projects, offices can?be
maintained for several years. 1

What to note. That it is vital to keep a calendar showing when all
funded projects start and end so that new applications for grants can be
submitted well beforehand in order to build on the work of earlier prpjects.
Otherwise, management and staff may have long periods of uncertainty about
future developments. In the case of an income-generating project (such as
operating a wheelchair-repair service for local government), all thos
involved need to know on what the income is to be spent. Shifting income
from viable projects, such as workshops, to less tangible ones, such ag
providing education and training for individual disabled persons, is important
but can cause a great deal of resentment amongst those who work hard and do
not receive a full return on what they produce.
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Some examples. Funding from an jnternational donor can often help key
projects to make a successful start. Care, however, has to be taken to ensure
that the projects represent what local disabled persons want rather than what
the donor may see as being important. The local organization should therefore
set out its objectives very clearly with an explanation of why it has chosen
to target on a particular project. Satisfactory arrangements for both donor
and recipient to monitor the project are always important.

Check-list

Has the organization needs identified its annual running
costs to see:

. If these costs can be covered by Government grants?

. If these costs are always included in applications
for grants?
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VI. NETWORKING

New organizations of disabled persons devote much time to searching for
information and resources. When an organization is first starting operations,
examples from other organizations starting on the same road can be extremely
helpful. Most organizations will have had some previous contact with other
groups, which provided them with the experience to 80 ahead and to start their
own new organization, but networks amongst disabled persons are still under—
developed. Networks not only provide examples of good practice and models for
action plans, but also suggestions for access to resources; for example, whom
to approach for funding or for voluntary workers to help an organization at

the initial stages.

Often small local groups are unaware of the extensive network of organi-
zations of disabled persons. They may not know that there is a national body
that can arrange contacts, send speakers and provide advice. Someti es it can
advise on grant applications and supply supporting arguments for them.

Once organizations are established, they will start to make cont@ct with
other like-minded organizations, to share ideas and to lend each other
emotional support. Sometimes, however, organizations compete for scarce
resources and duplicate each other's work, especially when new organi?ations

are set up in areas where established ones have been operating for some time.

A. Local activities

The local level is often where the most important direct contact is main-
tained with disabled persons, where information is exchanged and individuals
acquire help and knowledge directly affecting their lives. At this lével, too,
an organization can be made or broken because the way in which the membership
at large receives its work shows whether or not itsg aims are relevant.

In order to work effectively at the grass-roots level, it ig usually vital
to employ development workers who can move into the community, trace i dividual
disabled persons and make contact with them and their families. Going into
the homes of disabled persons is not always possible, partly because they may
not be known in the first place and partly because this might overtax scarce
resources. A frequent practice is to try and attract disabled persons| to a
specially organized event, such as a sports day for disabled persons, and to
use the occasion to register and attract people into the organization.
Posters advertising the event in doctors' clinics, market-places and OL local
radio may help to gather many people together. Sometimes single events will
attract people, even when there are transport and accessg problems, because
they are very keen to make contact with others. In any case, it is a ood
practice to try and arrange back-up transport with contact points for #hose
who wish to attend but who do not have the means. :

The involvement of an organization's leaders at local events can be very
important. Disabled persons with experience often have practised arguments to

tion. Shy and withdrawn individuals can be helped by meeting confident leaders
who can be seen to be in control of their lives. Always, however, there is the
need to present to potential new recruits clear goals that can be easilE
understood. There is little value in arguing that civil rights legislation is
the main agenda for campaigns when individuals cannot follow the argumepts
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because they have not had the benefit of basic education or because they cannot
come to meetings on account of j11 health or lack of tramsport. Working with
individuals at the local level provides a solid base of ongoing activity to
feed into the development of more global plans and visions.

Difficulties of access in local communities can sometimes encourage
organtzations to employ able-bodied outreach workers but this may mean that
the wrong message is given to the community about what disabled persons can
do. Difficulties in working locally with individual disabled persons can
encourage organizations to seek more dramatic changes by working as pressure
groups for changes in government policy. This in turn may result in pres-
tigious projects that nevertheless leave local people just as isolated and
dependent as they were before.

Question to think about: Does your organization have plans for
ongoing continuous work at the local grass-roots level?

Some additional thoughts. Check membership application forms to make
sure that local disabled persons can record their perceived needs and what
they want to be involved in. Do they want to receive visits from the outreach
worker, or to visit the office or other facilities of the organization? Are
there ways of linking jndividuals together at the local level so that they can
develop self-help projects based on examples from elsewhere?

What to note. That members from the various local levels are represented
on the management of the organization and that information can flow freely from
the local level and back. That if the organization is centrally controlled,
there are adequate forums for people to become involved, and to share ideas at
the local level (perhaps local branches would be useful). Information in
Braille and on tape and sign-language interpretation are very important to
enable real access to facilities and to demonstrate what is possible.

ome ex les. An organization has set up a local training office to
give advice and support to disabled persons seeking employment in the town
or district. The office keeps all the relevant information about jobs and
accessibility. The organization also makes regular contact with local
businesses and gives talks at local meetings about changes that disabled
persons would like to see in the community.

Check-1list

. Are members from local areas represented on the manage-
ment of the organization?

. Are disabled persons also working at the local level?

. Does the constitution encourage direct interaction with
local branches of the organization?
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B. National roles

National bodies often include local-level branches and act as coordinating
bodies especially in seeking government support for developing job openings
locally. 1In industrialized countries national bodies may also help iﬁ per—.
suading large industries to recruit disabled persons.

Campaigns to put pressure on the Government to allocate resources to local
government etc., however, call for skills quite different from those needed in
working directly with disabled persons. Pressure-group work often inYolves
working alone to prepare documents for submission to the authorities. While
it is important, statistical work can be so specialized that leaders may lose

disabled persons. A key question is whether the organization constit tes
itself as a policy body, involved in educating the public and changiné atti-
tudes, or as a provider of its own services.

At first, services usually mean counselling and advice-giving, which may
expand to preparing booklets for self-health management. Sometimes national
bodies are concerned only with specific groups of disabled persons, such as
spinally injured and deaf persons. In this case, the goals may be very
specificy for example, to campaign for sign language to be recognized as a
national language and to ensure that all deaf persons have an opportunity of
learning sign language in school, if they wish. The organization may £150
keep lists of sign-language interpreters who can be recommended when needed.
National organizations frequently publish newsletters, which provide a vital
function in exchanging information, illustrating examples of good practice and
putting people in touch with each other. Changes in perceptions of disability
can also be aired in journals and news-sheets. National conferences and pub-
licity campaigns usually form part of the schedule of organizations, a%med at
providing a more progressive climate for the work of local organizations.

____~______~______________~“___________________“____~_______

Questions to think about: If your organization works with
a national body, does it have clear links with work at the
local level and do those links involve the leadership from
time to time in direct contacts?

__w___________kﬁn___~____%_______________________~_____‘~_

deep changes in the situation of disabled persons in a country. Becausé of
isolation, confused goals and a lack of skills, disabled persons in different
organizations can often find themselves in conflict. The traditional view

strongly reinforced when these differences are publicly evident. The pPresence
of a united voice and of disabled persons working together at several l‘vels
can have a major impact on convincing people that the disabled do not hqve to
be dependent upon others for their welfare. |
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What to note. That the constitutional aims and policy documents of the
organization are checked to see that they list the importance of working
directly with disabled persons or of working with the authorities. That the
organization makes a point of disseminating its information to the local level
as well as to professional workers.

me examples. A national body might set up a support network so that

persons who have been disabled for some time can work with and support families
where someone is newly disabled.

Check-list

. Does the national group freely pass on its
information to all levels of the organization?

. Are records kept so that people can be put in touch
with each other when they travel?

¢. International links

Many exciting projects around the world provide examples at every level
of what disabled persons can achieve in their communities. Passing on such
examples can be vital to increasing the momentum for change. Bringing influ-
ence to bear on some of the many intergovernmental and international bodies,
coupled with pressure—group campaigns from national bodies and the growing
involvement of disabled persons at the local level, can convince Governments
that they should support the self-help activities of disabled persons.

Representing a local group on a national body and then through it on the
international body can provide an opportunity for international travel and of
exchanging ideas with other disabled persons from around the world. Confi-
dence is increased when such information is brought back and shared.

Attracting international funding for projects can also enhance the
stature of national bodies and provide an impetus for a major national
project. Advice and support from other organizations elsewhere can also
enhance the work of national and local organizations and greatly improve
the image of disabled persons.

Question to think about: When international visitors come to the
country and are in touch with the national body do they also visit
the local groups for an exchange of information and talks?

Some additional thoughts. A measure of the success of the networks is
the amount of exchange that is encountered at the local level. Often local
workers regard those involved at other levels as being out of touch or as
doing things that do not influence their situation. However, work at a local
level is frequently echoed by a similar scheme elsewhere. Putting people from
different countries in touch can both enhance the projects by enabling people
to learn from each other and shed new light on events that may be difficult to
understand when looked at only in the light of the experience of one country

or one locality.
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What to note. Are lists of documents from other countries sent to members
and made freely available to them? When people visit other countries, can they
obtain the names of people and organizations to contact (does the organization
keep a list of local, national and international contacts?).

Some examples. The concern that people at a local level felt over not
being able to run their own artsg organization was greatly allayed when an

regions.

Check-list

- Does the organization have links with international
bodies?

- Are contact lists available for people to refer to
when they visit different places?

- Does the organization €éncourage members to pPass on
information about accessible accommodation and
facilities etc. when members visit different places?
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VII. LOOKING TOWARDS THE FUTURE

During the past two decades, there has been a remarkable growth of organi-
zations set up and managed by disabled persons. It is increasingly recognized
that disabled persomns need to be involved in their own affairs if they are to
play a full part in their communities. The traditional view that disabled
persons are permanently incapacitated, waiting for medicine to provide a cure
or for therapy to help integrate them into the able-bodied world where they
can be cared for by professional experts, is giving way to the view that struc-—
tures in society may be creating barriers to the involvement of disabled
persons in society. The removal of these barriers is seen as a way of finally
enabling disabled persons to play a full role in their own local communities.

A. Removing barriers

In their pursuit of well-being, human beings have made very fundamental
changes to the physical world and their social relationships. Since disabled
persons have largely been absent from this process, it is no wonder that while
the changes have made 1ife easier for able-bodied persons, Very real barriers
for disabled persons remain. Obvious ones include steps and stairs; inacces-—
sible transport, schools and public buildings; working practices that demand
high speed and intricate movementsj use of auditory languages; visual informa-
tion exchange; and expectations of behaviour that discriminate against those
whose control over their bodies is limited. All these barriers can be labelled
as disabling to persons who have specific types of impairments.

Seen from this point of view, the problem of living and managing in the
community depends very much on the ability to jidentify correctly the barriers
that disabled persons encounter and to work out ways to remove them. Medical
and paramedical approaches that deal with correcting physical and mental
impairments do not affect disabling barriers in the social and physical
environment.

B. Developing services

Support services are aimed at assisting disabled persons to live as
functioning citizens in their communities, which is different from providing
services aimed at curing disabled persons (or at making them as normal as
possible) or, when this is not possible, at caring for them for the rest of
their lives as passive and dependent beings.

Organizations of disabled persons have spent much time discussing whether
their main role should be to influence and, where needed, to change existing
services provided by able-bodied persons or to start providing their own
services. In practice, many groups have started setting up their own projects,
which almost always aim at enabling disabled persons to integrate into their
communities where they can live independently like their peers. For example,
centres for integrated living or centres for independent living are planned,
set up, operated and maintained by organizations of disabled persomns.

The discussion about whether disabled persons should provide their own
services, or the State or private groups, is perhaps over, as SO many such
services are already operating or being set up. However, it is still far from
clear exactly where such approaches might lead and how new organizations should
regard them when preparing their constitutions and policy documents. What is

clear is the desire to put much greater attention on the jdentification and




removal of barriers and for disabled persons to be in the forefront of devel-
oping new ideas and approaches. Organizations will therefore need tp play a
much greater role in educational processes.

Many organizations prepare educational materials for schools and send
their members to address schools. However, more books are needed that depict
disability not as a personal tragedy but as a consequence of disabling
barriers. Curriculum changes are also needed so that disability studies

C. Promoting research

Research on disability has mainly concentrated on the search for a cure
or for the most effective way of assimilating disabled persons into the able-
bodied world. This approach, however, leaves all the barriers in place and
puts pressure on disabled persons as if they possessed a solution to,ior were
themselves, the problem. j

Surveys count the numbers of disabled peérsons and provide evidence for
Governments to plan, care or to provide pensions for an assumed inabiiity of
disabled persons to manage in an able-bodied world. There are no measures
that identify the barriers that disable persons with impairments, such as
counting the number of inaccessible busses or identifying how dependegt dis-
abled persons are on receiving and giving information by sound or by visual
means. !

New approaches to research are, however, emerging as organizations of
disabled persons realize that there is a need for hard information to inform
decision-making about the removal of barriers and the setting of priorities or
whether a project should focus on one area or another.

D. Becoming equal citizens

1/ A/37/351/Add.1 and Corr.l, annex, sect. III, recommendation 1 (1v),
para. 85.







