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CRITICAL ISSUES RELATED TO POLICY AND PLANNING Of COMMUNITY BASED
REHABILITATION IN SOUTH ASIA
Maya Thomas*, M.J. Thomas™**

INTRODUCTION
Community based rehabilitation (CBR) was promoted as a method of service delivery in

the early eighties by World Health Organisation (WHO) and other UN agencies, for the
rehabilitation of people with disabilities in developing countries who had no access to
services (1,2). Since these countries had limited resources to provide high quality
institutional services, the emphasis was on developing a method which provided wide
coverage, at costs that were affordable to governments of these countries. In CER,
interventions were to be shifted from institutions to the homes and communities of people
with disabilities, to be carried out by minimally trained people, such as families and other
community members, thereby reducing the costs (3).

In the early eighties, CBR was conceptualised and evolved primarily as a service delivery
method with a medical focus, since the WHO had recommended that it be integrated into
the primary health care (PHC) system, that was already well established in many
developing countries. The International Classification of Impairments, Disabilities and
Handicaps (ICIDH), published in 1980 by WHO, also encouraged a medical approach to
rehabilitation (4). As a result, the early CBR programmes tended to focus on restoring
functional ability in disabled individuals in order to ‘fit' them into their community.

During the eighties and the nineties, there was a substantial growth in the number of CBR
programmes in different developing countries. Along with the quantitative growth, there
were also major changes in the way it was conceptualised (5). One of the early changes
was the shift from a medical focus to a more comprehensive approach. With the
realisation that stand alone medical interventions did not complete the rehabilitation
process, CBR programmes gradually began to add on interventions such as education,
vocational training, social rehabilitation an prevention. Along with this came the recognition
that CBR needs to deal with issues related to disabled people’s lives at all times and to
change not only the disabled individual, but the context in which he or she is located.
Changes in contextual factors involved changing attitudes of non-disabled persons in the
community to accept people with disabilities, promoting their social integration, and
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provision of equal opportunities in education and employment, in the same way that they
are available to non-disabled persons. Protection of rights of people with disabilities, and
empowerment of the community to manage their programmes are other aspects of the
contextual changes.

Another change has been the shift in focus from minimum level of service delivery to
management issues that influence effectiveness of services. “Management” in relation to
development organisations refers to both client management, such as rehabilitation
interventions, and programme management, which knits together the different components
of the programme to make it function as a whole. Till recently, most development
organisations tended to focus primarily on client management. However, due to
compulsions such as decreasing funds for welfare work, increasing need for accountability,
need to reduce costs and improve effectiveness, need to improve sustainability and so on,
aspects of programme management have grown in importance over the last decade.

Despite the shifts and changes, many questions and issues remain about CBR. This
chapter deals with some of these issues that are critical for policy makers and planners to
address before CBR can be implemented effectively. The discussion is based on the work
of the authors in South Asia over the last 15 years.

WHAT DOES PROGRAMME PLANNING MEAN IN RELATION TO CBR?

Many community based rehabilitation programmes in India an other South Asian
countries are carried out by voluntary organisations in the non-governmental (NGO)
sector. A close look at some of these programmes shows that they originated as a set of
activities without clear goals, and have continued without long term plans. Some
programmes were started because of the availability of designated funds for that
particular activity at that point in time. With shifts in donor priorities, the activities of some
of these organisations changed according to the availability of funds. These programmes
often did not have monitoring and evaluation systems, nor did they define their outcomes
or attempt to measure them. Instead, they repeated a set of activities year after year, with
some illustrations and anecdotes from their clients, to justify why they had to continue
their activities. Such activities tended to be donor dependent, cost-intensive, seldom
successful, rarely sustained once the donor withdrew support. Therefore, they often
became counterproductive to efforts of the local community in developing more
appropriate, grass root led rehabilitation services. Consumer satisfaction was also limited,
as client needs were rarely taken into account for these activities (6).

Programme planning is a crucial component of development activity, but it is by no means
synonymous with the preparation of the initial project proposal to fulfil donor requirements.
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Unlike what is often claimed, it does not also result in curtailment of creativity in a
programme. On the contrary, it enhances creativity, and if channelled adequately, it
increases effectiveness. It also does not mean that planned programmes cannot be
initiated in response to sudden needs for interventions, as in disaster relief. Thus, in any
on-going programme, it is necessary to have clear goals and a set of actions for it to be

successful.

In the pre-policy stage, one needs to determine if disability is perceived as a ‘problem’
that needs intervention on a priority basis in the target community. This is followed by a
current situation analysis, which helps to confirm whether there is a need for intervention,
what priority the consumers assign to the proposed problem in relation to other problems,
whether the consumers view the proposed intervention as beneficial to them in
addressing their problem, and so on. Community based rehabilitation interventions
influence the lives of disabled persons, their families and their non-disabled peers in the
project area. Hence the needs of the different groups who are affected by the
interventions, have to be identified before undertaking strategic planning for the
programme. The different groups in the same community can have differing needs that
conflict with each other. For example, the needs of disabled persons may not necessarily
be related to the priorities identified by other groups. In situations where the needs of the
different constituent groups differ from the priorities of the community based rehabilitation
programme, the first strategy should be to reduce this attitudinal gap by changing the
attitudes of people favourably towards the rehabilitation interventions. For this purpose
the existing beliefs and attitudes of the different constituent groups need to be studied,
and strategic plans designed to introduce changes in the attitudes of the groups. The
community’s attitudes may also be influenced by its experiences of services that existed
in the past in the project area. Needs analysis is a method for assessing the opinions of
different groups within the local community, such as community institutions, family
groups, self help groups of disabled persons and so on, who may be interested in
community based rehabilitation services in their area, as well as of interested groups
outside the community, such as the government, donor organisations, catalyst NGOs and
so on. In the pre-policy stage there is also a need to identify the different material,
financial and personnel resources available locally for later use, their accessibility, and
the modifications required for utilising them. The resource analysis gives an idea in
advance about what new resources will have to be generated for the programme.

Successful completion of the pre-policy stage usually progresses to policy development,
which includes defining the vision, mission and objectives of a programme. These
components of the policy are best evolved in a participatory and democratic manner
involving all stakeholders of a programme, rather than by any particular group. A
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participatory process of policy development will help to avoid future conflicts and
enhance collective action. Once a policy is formulated, it requires to be widely
disseminated amongst all stakeholders and other associates of the project. Most
organisational members are usually able to articulate the organisation’s vision and
mission well, but have difficulties in clearly stating their objectives and activities. They
often describe numerous objectives that are over-inclusive, without considering whether it
is feasible for the organisation to fulfil them at all, in the available time. Sometimes
activities are confused with objectives and vice versa, which results in poor strategic
plans. Quantitative target setting is rarely followed in most poorly planned programmes.

Selection of activities and formulation of a strategic plan are usually the responsibility of
the executives of the programme, and are executed with the approval of the governance
(7). Individual activities of a strategic plan are short term components of a programme,
usually planned for a calendar year or a financial year. In order to monitor a programme
easily, the activities need to be defined precisely, with well defined, quantitative targets
for achievement for each activity in a unit time. The expected outcomes, the indicators to
measure the outcomes and the resultant impact are also required to be defined clearly.
Organisations usually enumerate their activities with quantitative measures of coverage,
in the belief that they can represent outcomes and impact. However, without outcome and
impact measures, it is impossible to know if a programme has been genuinely successful.
Although some effort is required to develop a detailed strategic plan with well defined
activities, targets, expected outcomes and their indicators, such a process can be of
significant benefit to the programme in many ways. It helps the organisation to monitor
and control the progress of their efforts easily, to clearly define the individual
responsibilities to the programme personnel, and to make the programmes transparent
and accountable to the stakeholders.

SHOULD CBR BE EXTERNALLY INITIATED, OR SHOULD IT BE STARTED ONLY BY
THE COMMUNITY?

In the earlier years when CBR was a form of service delivery, this question was irrelevant.
Today however, CBR is viewed as a development process, and the question of whether
CBR should be imposed by outsiders or initiated by the community, is debated widely.

In the earlier years, CBR tended to be a form of ‘community therapy’, where services
were physically shifted to the community, but the clients remained as passive
‘beneficiaries’ (8). Subsequently it has changed to a community development programme
where disabled persons and their families are actively involved in all issues of concern to
them, with the ultimate goal of full ownership of their programme by the clients.
‘Community participation’ is thus a central and essential tenet of CBR as it is
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conceptualised today, in the social model. In practicé, however, most CBR programmes in
South Asia find it difficult to achieve this goal (9).

Usually we assume that communities are homogenous, cohesive and mutually supportive
entities, but in reality,‘ it does not appear to be so. They are, in most instances, quite
heterogeneous, with wide differences in socio-economic status, educational status,
religion, ethnicity and so on (10). This diversity sometimes causes friction and affects
services, because different groups in a community have widely differing needs and
priorities, and usually the needs of disabled persons who are in a minority, are not
considered as a priority by others (9).

Given this background, how does one define the ‘community’ in a CBR programme? Does
it comprise only of people with disabilities and their families who are a minority and are
the primary clients, or is it the larger community that may not want to share its resources
with disabled people?

In developing countries, poverty is a major barrier to participation in development
programmes, as people have other pressing needs to be fulfilled before they can take
charge of their programmes. Corruption and cornering of wealth by vested interests is
another issue that mitigates against participation by all. People in developing countries
also have difficulty in operationalising decentralisation and ‘bottom-up’ practices due to a
cultural reluctance to take charge of their affairs. Because the local communities usually
expect benefits from the Government as a permanent dole, they also tend to resist
suggestions about taking charge of programmes on their own (9, 10, 11).

Consequently, the issue for debate among planners today is whether CBR should be
initiated in a community by an external agency, or should one wait for the local
communities to start CBR on their own? The votaries of the former opinion advocate
starting services for disabled individuals without waiting for community participation, as it
may take a long time, and in the meantime the needs of many disabled persons would
remain ignored. They argue that community ownership of the programme, where people
take on the responsibility for planning, implementing, sharing the risks of and monitoring
their programme, is unlikely to be achieved in the foreseeable future. There is also a
suspicion in the minds of many people that the rhetoric of ‘community participation’ is
used by governments as a ploy to abdicate their responsibility, because the taxes
collected are spent on causes other than development.

The opposing argument is that CBR is a developmental issue and as such, it needs to be
initiated by the concerned groups themselves, who in this case are people with disabilities
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and their family members (12, 13). If it is externally initiated, the clients will continue to
remain passive recipients of services, with expectations of charity, and without the
initiative to manage their own affairs and to contribute to society.

Since people in developing countries are largely ignorant about consumer ownership of
development programmes, it is not feasible in most instances to begin the programme
with full ownership by the communities (9). There is however, a possibility of striking a
balance between the two opposing arguments. CBR programmes will need to motivate the
local community to participate in their development to begin with, and over time, to
shoulder the responsibilities of the programme. In this process, the community will
gradually acquire the management skills to take over their programmes as well (9).

DOES THE SOCIAL MODEL IGNORE THE ‘REAL REHABILITATION’ NEEDS OF
PEOPLE WITH DISABILITIES? ‘

When CBR was initially promoted by WHO, it was to be integrated into the PHC system,
and thus many early CBR programmes followed a medical model, which came in for
criticism in the eighties as not being sufficiently sensitive to all the needs of people with
disabilities (14). As a result, most CBR programmes evolved subsequently as separate
programmes addressing an array of needs, in a comprehensive manner. The perception
then was that unless a special focus was given to disability, the ‘specialised’ needs of
people with disabilities would remain unmet (15). However, with the shift from a medical
model to the social model, the emphasis today is on integrating disability into development
processes. According to votaries of this model, it is more cost-effective, and promotes
better social integration by ensuring that people with disabilities have access to the same
benefits and services as others in the community, unlike a ‘specialised’ CBR programme
that concentrates on people with disabilities and may actually isolate them from the
mainstream (16, 17). Besides, community participation is likely to be greater in a
programme that benefits the majority, rather than a minority group. At the same time,
people fear that unplanned integration of disability into other development programmes
can ignore ‘real rehabilitation’ needs, such as mobility, special education, vocational
rehabilitation and so on. In turn, this can contribute to increased marginalisation of people
with disabilities, rather than their integration into the mainstream (17).

The last few years have witnessed attempts to integrate disability into community
development projects, that showed some tangible benefits for disabled people from the
integration (16, 18, 19). Many problems were also encountered in this process. Lack of
organisational ability and knowledge about disability on the part of community
development organisations acts as a major barrier to integration. Disability is seen as a
‘specialist’ issue, and hence these organisations feel that they do not have the expertise to
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deal with it (17, 19). Further, disabled people tend to be recognised only by their disability
and not by any other parameter such as gender, poverty level, ethnic status and so on,
resulting in their exclusion from the benefits of integration in a development programme.
Lack of mobility, education and skills in disabled people prevents them from being a part of
development programmes, while expectations of charity and poor motivation on the part of
disabled people also contributes to their exclusion (19).

Integration of disability issues into development programmes implies a high degree of co-
ordination and collaboration between different sectors such as health, education,
employment and so on. Often, such co-ordination works better at local, ‘grass-root’ levels,
but fails at higher regional or national levels. Difficulties in multi-sectoral collaborations
can be due to many reasons. In developing countries, programmes tend to be ‘porous’ and
as a result, the different players in the field take time to trust each other (20). Secondly,
there are differences in the management culture of government organisations and non-
governmental organisations (NGOs), with the government operating in a top-down manner
while the NGOs are usually ‘bottom-up’ and democratic in their management style. These
differences can become a barrier to effective collaboration. Thirdly, under the cover of
‘collaboration’, members often try to gain control over each other rather than to work
towards a common goal, and hence multi-sectoral collaborations get submerged in power
and control issues between the different sectors. Lack of commitment to the goal from all
partners can also be a problem in multi-sectoral collaborations. Usually, a powerful
minority controls the process while the rest are passive participants. As a result, in many
instances the decisions are finalised by the minority and the majority is made to merely
endorse them.

Many of these issues will need to be solved before a social model can become effective.
Until such time however, it may be more realistic to pursue a plan that is most feasible in a
given context, focusing on the goals of the programme as the central issue at all times.

IS CBR INEXPENSIVE? IF SO, FOR WHOM?

CBR was promoted to achieve wider coverage, at costs that are affordable. This was to be
achieved by shifting rehabilitation interventions to families of disabled persons, thus
reducing the expenses on institutions and personnel, and consequently reducing the unit
costs of rehabilitation. The question is, who carries the burden then? Although CBR
programmes appear to be cheaper because of the home based interventions, in reality,
the costs to consumers in terms of their efforts, time and money, may turn out to be much
higher than what it is generally believed to be (15).

46



The point then is, whether the consumers ready to take on the additional burden of costs
of CBR interventions? Secondly, even if they are willing to do so, can they afford to do so?
Many families in developing countries who are struggling for their daily survival, feel that it
is a waste of effort and money to address the rehabilitation needs of their disabled
children, preferring instead to spend on other children without disability in the hope that
they would support them in their old age. In an environment of increasing competition for
resources, their reasoning is that unless the other children are well placed, they may not
be in a position to support their disabled sibling in the future, especially since few
protective social security schemes are available in these countries (21). Until some of
these issues are addressed, it is unlikely that consumers would be ready to bear the costs
of the rehabilitation programme on their own.

IS CBR THE ANSWER FOR ALL DISABLED PEOPLE OR ONLY FOR A SELECT
FEW?

It is estimated that 70% of people with disabilities could be handled at the community level,
while the remaining 30%, comprising of people with severe and multiple disabilities, would
require specialist interventions that are not available at the community (22). Evaluations of
CBR programmes in the eighties and early nineties endorsed this view (23). With the
change towards a social model that emphasised equity and integration, CBR as it evolved
subsequently began to address the need to include all people with disabilities within its
ambit of services and interventions. In reality, however, the desired level of equity has not
been achieved, leaving out some sections of people with disabilities.

It is estimated that about 20% of the disabled population that requires interventions from a
CBR programme are people with severe disabilities, many of whom would also have
multiple disabilities (24). In poorer communities, the percentage of people with severe
disabilities is low, as the families may not seek help for their survival. In some
communities, mortality of children with disabilities reaches almost 80%, leading to a
‘weeding out’ phenomenon (24). However small their number may be, CBR programmes
face many difficulties in dealing with severe disabilities. Many programmes are initiated by
external agents, who need to build a rapport with the community and show quick results,
which they achieve by working with mildly and moderately disabled persons. As a result,
people with severe disabilities tend to be left out of interventions. Most CBR programmes
also do not have personnel who are adequately trained to deal with this group. Sometimes,
in the process of promoting ‘community participation’ and ‘rights’ of disabled persons, the
severely disabled persons get neglected. As yet, there are no valid methods to effectively
address the needs of this group at the community level.
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Women with disabilities are another group whose needs are not adequately addressed by
CBR programmes, particularly in traditional cultures. Although disability leads to
segregation of both men and women, women with disabilities face certain unique
disadvantages, such as difficulties in performing traditional gender roles, participating in
community life, and accessing rehabilitation services which are dominated by male
service providers (25). Concerns of women with disabilities also tend to get neglected in
organisations of people with disabilities that are usually dominated by disabled men. Even
the women'’s organisations in developing countries consider these women as disabled first
and as women only secondarily. CBR programmes will need to develop appropriate
strategies to address issues related to traditional, social and cultural perceptions.
Strategies such as awareness building to dispel misconceptions about disabled women’s
gender roles, skills development training to carry out their tasks and home adaptation
where feasible, training of women CBR staff, provision of educational and employment
opportunities to women with disabilities, and sensitisation of women’s organisations and
disabled persons’ organisations to include the issues of women with disabilities in their
agenda, can help to reduce the inequality between women and men with disabilities.

CAN VOLUNTEERS IN CBR ‘AFFORD’ TO VOLUNTEER?

In an international workshop on CBR in 1998, participants from twenty-two CBR projects
were asked to identify the major challenges facing them. Problems linked to community
volunteers were identified as one of the significant issues by almost all of the participants.
The problems had to do with difficulty in finding new community volunteers, fast turnover
of volunteers, need for additional resources for continuously training new volunteers, lack
of motivation among volunteers, and need for paying incentives or small salaries to
volunteers (26).

The role of community volunteers is perceived as one of the major issues for CBR projects
in different parts of the world, particularly in the light of the current emphasis on
‘community participation’. There are examples of CBR programmes that have successfully
used volunteers (27), but these are probably the exception rather than the rule.

The point of debate is : can there be true voluntarism in developing countries where a
majority of the population cannot afford to ‘volunteer'? The dictionary defines ‘volunteer’ as
a person ‘who voluntarily undertakes or expresses a willingness to undertake a service
while having no legal concern or interest’. Though the term ‘volunteer is used often in
CBR, in reality it covers a variety of identities and roles that do not confirm to the definition
of the term (24). Thus, there may be persons who have the time to dedicate to their
chosen task, or may have some time in specific periods of the month or year, or may be
available only for a limited period of time. In the last decade, with a move to market "
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economies in many developing countries, most people need paid employment to survive
and are therefore less able or willing to volunteer. Those who do volunteer often use their
training and experience as a stepping stone to paid employment. Under these
circumstances, it may not be realistic or feasible to expect free work for long periods of
time by volunteers, in the same way as paid CBR workers.

DO WE RECOGNISE THE IMPORTANCE OF CULTURAL FACTORS IN CBR?

Cultural factors play a very important role in determining our behaviour in day to day life.
These factors influence our attitudes towards most of the happenings around us, including
“disability’ (28). Community based rehabilitation is context dependent, and the terms
"handicap’ and 'participation’, the most influential parameters for intervention in
rehabilitation, are defined in relation to contextual factors that are predominantly cultural.
‘Cultural factors’ in the broad sense are a set of variables related to tradition, ethnicity and
religion, grouped together into a single entity, that influence participation of disabled
persons in their milieu. Even across the population of a single country, there are
substantial differences in ethnicity, caste, religious practices and so on, which are
recognised by different laws applying to different groups within the same nation. What
seems to be ethnically correct behaviour in one group of people, may not be recognised
as such by a different cultural group. The recognition of these differences in the perception
of ‘normalcy’ and ‘disability’ is very important in the case of rehabilitation, since what is
considered a ‘handicap’ in one cultural context may be considered normal in another
context (29).

The influence of cultural factors is so great, that many community based rehabilitation
interventions fail as a result of scanty recognition of these factors. Yet during the
planning stages of programmes, most projects recognise culture as only an insignificant
determining factor that influences success. For example, Western stereotypes of
‘community’ are often referred during programme planning of community based
rehabilitation programmes in developing countries, where communities have their own
individuality that is different from Western norms. These programmes expose themselves
to a higher risk of failure because they tend to conflict with the cultural factors of the host
country. The concept of individual rights and empowerment, as expressed and understood
in the developed world, does not exist in many developing countries. Traditionally in these
countries, an individual belongs to a kinship group, with a network of relationships and
mutual obligations. Because of this kind of relationships, the concept of empowerment of
any individual, whether he is disabled or not, is more complex than in the developed world.
In many Asian countries, ‘empowerment’ of the individual as understood in the western
context, is seen as a selfish and undesirable concept. Being altruistic for the sake of the
family and for the larger society has a higher value. Hence an individual tends to remain
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role-bound, submissive and obedient, and conformity with the traditional systems becomes
a virtue in such a situation. In these societies, the term ‘empowerment’ can at best be
interpreted only as a right to access provisions and services on an equal footing as others.
Similarly, women in many traditional societies remain segregated from the men, and
‘integration’ of disabled women into the ‘community’ is perceived in a different manner
from the west. In such societies, disabled women can be integrated into a community of
segregated women, but they need to remain separate from the men.

~ Rehabilitation is a gradual and long process that cannot escape the influences of local
cultural factors, particularly because decentralisation of services into the community, and
integration of disabled persons into their society, calls for closer attention to cultural
factors. There is enough evidence from literature (30, 31) to suggest that culturally
appropriate community based rehabilitation programmes can be practised in many
traditional societies by appropriately adapting strategies to make the programme suit the
given cultural context. It is very important for community based rehabilitation planners to
give adequate emphasis to these factors during policy development and planning, to avoid
the high risk of later failures.

WHAT IS THE ROLE OF EVALUATION AND RESEARCH IN CBR?

Over the last 2 decades, CBR has gained acceptance as the preferred approach of service
delivery for people with disabilities in developing countries. However, many questions
remain about CBR. There is little published literature about different aspects of CBR,
including cost effectiveness or cost benefit, as in other areas such as community
development, primary health care, and so on. There are still many different interpretations
of CBR, making it difficult to compare different programmes. There has been little research
on outcomes, and little effort to develop indicators with which to measure success. Many
evaluations of CBR programmes continue to remain as mere descriptions of practice and
of the perceptions of different stakeholders about the programme.

More rigorous evaluation of CBR and indicators to measure outcomes of CBR are vital if
the field is to grow and develop further. CBR managers, field workers and professionals
need to show the benefit of their programmes, especially in the present times of market
economy. Without this, governments and policy makers would find it difficult to justify
increased allocation of resources for CBR programmes.

Of late, different groups, working in Canada, Netherlands and UK, have started stressing
the need for more rigorous evaluation of CBR to inform planning, along with appropriate
indicators to measure successful outcomes. It is generally accepted that any indicators
that are developed must be useful for all stakeholders of the programme, be related to the
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aims of the programme, and easy to use. At the same time, it is acknowledged that it is
difficult to develop indicators which will be acceptable to the range of people involved in
disability issues with different underlying philosophies.

Some of the groups working on indicators have published lists of possible indicators that
could be used in future evaluation studies in CBR (32,33). If indicators are to be used to
determine effectiveness of programmes at field level and to inform future planning, they
need to be used by service providers in their programme evaluations as part of their work.
Field testing across different cultures may also help to determine which indicators could
be culture-free and which are culture-dependent.

People involved in disability programmes especially in developing countries are still not
sufficiently aware of the importance of evidence based practice, which is gaining ground
in the fields of health and development. Donor agencies, policy makers, programme
implementers and user groups increasingly require evidence of value for money, value for
input and value for effort. Evidence based practice requires clear statements of activities,
outcomes and indicators. In a field like community based rehabilitation, which has grown
mostly based on experiential accounts over the last two decades, a move towards
evidence based practice is vital at this point in time, if interest in this field is to be
sustained.

CONCLUSION

After more than two decades of CBR in different parts of the world, many people believe
that is still an appropriate approach for people with disabilities in déveloping countries. But
many controversies and questions remain about different aspects of CBR. If sufficient
attention and resources are allocated to research in this field, it is possible that some of
these questions may be answered in the coming decade.
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