Disability & Society, Vol. 11, N o. 4, 1996, pp. 501± 517

Engaging with the Disability Rights
M ovement: the experience of
community-based rehabilitation in
southern Africa
SUSIE MILES
Policy Developm ent U nit, Save the Children Fund, 17 Grove Lane, London
SE5 8RD, U K

A BST RAC T This paper argues that unless community-based rehabilitation (CBR) programmes enter into genu ine consultation with the disability rights movement they are in danger
of repeating the mistakes of institution-b ased rehabilitation. Partnership between C BR programmes, and disabled people’ s and parents’ orga nisations in southern Africa has led to the
development of a more consum er focused approach to C BR W here disabled adults and parents
have been fully involved in the design and implementation of program mes, C BR workers have
a clearer understanding of disability as a development issue. Education, employm ent and
poverty alleviation have been given a higher priority than medical rehabilitation in these
progra mmes. The evolving concept of CBR and its relationship with the disability rights
movement has been observed and docum ented by The Save the C hildren Fund, and form s the
basis of this paper.

Introduction
Prevailin g attitudes am ong rehabilita tion workers tend to dismiss the strength, and
thus the value, of engagin g with the disability rights m ovement. In so doing they risk
both m issing out on an essential part of their education and alie nating disabled
people’ s organisations (D PO s) because of their reluctance to relinquish control of
the rehabilitation process. The transition from om niscient professional to facilitato r
in the com m unity requires an enorm ous shift in thinking and, too often, institutional
attitudes are carried over. I will argue here that com m unity-based rehabilita tion is in
danger of repeating the mistakes of institution-based rehabilita tion (IBR) if it does
not enter into genuine consultatio n with DPOs.
The W orld Health O rganization (W HO) form alised CBR into a strategy for
developing countries in 1976. Since then the concept of CBR has spread rapidly,
though im plem entation strategies are diverse. Twenty years on, CBR is no longer
considered to be a blue print or ready-m ade solution; instead, it is a philosophy
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which can be tailored to suit the cultural context in which it is applied. Greater
attention is now paid to the inform al CBR support networks which pre-date W H O’ s
initiative and the need to valid ate indigenous practices is increasingly recognised.
In southern A frica the disabled people’ s m ovement is relatively strong and the
enfolding philosophy of CBR in the region has been well seasoned with disability
righ ts. CBR implem enters are strugglin g to achieve a balanced perspective between
delive ring quality services, and em powering disabled people and parents. This
struggle has been observed and docum ented by T he Save the Children Fund (SCF)
and it forms the basis for this article. In 1994, SCF brought together staff and
partners working in disability program m es in 17 different countries to exchange
experiences (SCF, 1994). SCF’ s global disability work can be divided into three
categories: CBR , Integrated Education and the support of consum er organisations.
A follow-up m eeting was held in southern A frica to establish areas of com mon
interest between CBR , and disabled people’ s and parents’ organisations, develop a
m utually supportive relatio nship and agree on a more co-ordinated way of working.
T he ideas and views expressed here are both a re¯ ection of observations m ade by
m yself, as SCF’ s R egional D isability Advisor, and of the discussions held at the
m eetings.
The ® rst section of this paper outlines som e of the problems with IBR , describes
in general term s the content of CBR, and stresses the need to reconceptualise CBR
in the context of African comm unities and the collective way in which they operate.
T his is followed by a brief look at the way in which key writers on CBR view the role
of disabled people and their organisations.
CBR is both a philo sophy and a strategy for providing rehabilitatio n services in
the com m unity in a m ore equitable, sustainable and appropriate way than can be
provided in a health or educational institution. Institution-based rehabilita tion
(IBR ) in developing countries is expensive, often inappropriate and only availab le to
a `lucky’ few. Rehabilitat ion services are not considered a high priority by m ost
A frican governments and, even if they are, the cost of providing high quality
rehabilitatio n institutions for those who require such services would be prohibitive.
M ore importantly, the type of rehabilitatio n availab le in a highly professionalised
institution, is unlik ely to be of bene® t to the m ajority of people whose hom e
environm ent is in stark contrast to the institution. Furthermore, lim ited places m ean
that IBR is beyond the reach of the m ajority, and the cost of travelling long distances
to and from centrally located institutions m akes IBR unaffordable for impoverished
fam ilies.
CBR was pioneered at a tim e when m any rehabilitation professionals were
beginning to question the valid ity of their institution-based work, often as a result of
visitin g disabled people in their com m unities on an outreach basis. In many cases
such visits provided professionals with the information and experience required to
launch CBR program m es, though m any so called comm unity-based program mes
have continued to function as outreach program mes.
There are arguably as many different types of CBR as there are program m es in
existence. M ost CBR program m es, however, include the follow ing activities: the
selection and training of village- based CBR workers; the identi® cation, assessment

Engaging with the Disability Rights M ovement

503

and referral, where appropriate, of disabled children and adults; the design of aids
and applian ces by local craftsm en; and the teaching of sim ple rehabilita tive techniques to fam ily m em bers for use with their disabled child. A wareness raising, public
education, counselling, m ulti-sectoral collab oration, com munity development and
the prom otion of integrate d education are also key ingredients of CBR program m es.
CBR services m ay be integrated into existing health, education or social welfare
structures or they m ay be vertical program mes run by N GO s. Increasingly CBR
services are being developed at village level as part of com m unity developm ent
program m es, with relatively little input from rehabilitation professionals. Although a
CBR program m e m ay contain som e or all of the ingredients discussed above, its
¯ avour will depend upon the cultural context in which it is im plem ented. Each
program m e is therefore unique. D ifferences exist not only between CBR program m es in different cultures, but also between village s in one geograp hical area.
CBR and the T ension between the Individual and th e Com m unity
It is very im portant to place the developm ent of CBR in Africa in the context of a
collective consciousness. In Africa the needs of the collective, or com m unity, are
param ount, whereas in the west it is the individual whose needs come ® rst. Although
the true essence of CBR does not con¯ ict with this cultural principle, CBR has been
packaged and marketed from a western individualistic perspective and there tends to
be a strong focus upon correcting or minim ising the im pairm ents of individual
disabled people. Focusing exclusively upon the rehabilitation needs of individuals is
likely to be counter-productive unless the inform al support networks and the basic
needs of the whole comm unity are recognised and addressed. Serpell et al. (1993)
contrast the em phasis in the W est on the promotion of autonom y or independence
with the tendency of African parents to cultivate social responsibility in their
children, and discuss the implications of this when working with the fam ilies of
children who have learning dif® culties. This tension between the com munity and the
individual, between Africa and the W est would perhap s render the already contentious concept of Independent Living inappropriate in the African context. Interestingly, however, centres for Independent Living in the UK are aim ing to achieve a
degree of interdependence which is closer to the A frican concept, than to the western
principle of independence (Barnes, 1993).
Vanneste (1995) cites a disturbing exam ple of a CBR program m e which
effectively destroyed the pre-existing informal m utual support network upon which
a fam ily had depended. A neighb our had been helping the family of a severely
disabled child, but when a CBR worker began to visit the child, the neigh bour
withdrew her support. Later, when the CBR worker stopped visitin g, the neigh bour
refused to resum e her visits, leavin g the child and her family in a worse situation.
T his could have been avoided if the traditional coping or CBR mechanisms had
been respected.
Ideally, the CBR implem enter or anim ator should unlock and place value on
indigenous knowledge about disability, and balan ce the local expertise with the
sensitive application and adaptatio n of knowledge gain ed outside the comm unity.
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CBR can be seen as a vehicle for the exchange of inform ation between com munities
and governments, and between disabled com munity members and national D POs.
If CBR workers are to ful® l this role for disabled people’ s groups and if they are to
develop a co-ordinated way of working, a level of comm itm ent to the disability rights
philo sophy is desirable.
A range of attitudes and ways of working with disabled people and their
organisations is re¯ ected in the CBR literature. Implem enters of CBR program mes
increasingly recognise the importance of involving disabled people in the CBR
process, rather than seeing them as recipients of services. However, the extent to
which disabled people and their organisations are actively involved in the process is
dif® cult to determ ine. The Zanzibar and Mauritania CBR program m es were set up
by national D POs whose leaders are well known in the international disability
m ovem ent, but unfortunately these are isolated and little known examples.
D e® nitions of CBR have developed and changed in response to ® eld experience and
there is an arguably healthy lack of consensus. Unfortunately, though, disabled
people’ s voices, especially those from the South, are rarely heard in the CBR debates
or re¯ ected in the literatu re.
The recent joint statem ent on CBR by UN ESCO, ILO & W HO (1994)
em phasises the im portance of partnership with disabled people as individuals, by
stressing that CBR should be im plemented through the combined efforts of disabled
people, their fam ilies and com m unities, and the appropriate government services.
H elander (1993) recognises the value of working with local parents’ and disabled
people’ s groups, but bem oans the fact that D PO s too often develop from the
top-down rather than at grass roots level.
Som e writers place more emphasis on the family, rather than on disabled
people. This is especially true of program m es that prioritise children and particularly
children with severe disabilitie s, whose experience and needs tend to be neglected by
the disability rights m ovement. O’ Toole (1994) asserts that the greatest resource in
developing countries for helping disabled persons lead live s which are ful® lled and
productive is a well advised and supported fam ily.
The International Labour O rganisation (ILO ) is concerned about broader
issues such as integration and, although the main focus is on service provision, it
acknowledges the increasing im portance of the disabled people’ s m ovement.
A new developm ent, which also m akes its way gradually into rural areas, is
the emergence of associations of disabled people. This development will
sooner or later replace a patronising form of planning for disabled people
by a planning process which involves the target bene® ciaries. (M om m &
Konig, 1989, p. 6.)
David W erner goes a step further and argues that disabled people should be in
control, involvem ent is not enough. H e recognises that families of disabled people
have an equally im portant role to play. His views are substantiated by his experience,
both as a disabled person and as a staff mem ber of Project Projim o in rural M exico.
T his is run and alm ost entirely staffed by disabled village rs, and m aintains high
standards of appropriate and affordable rehabilitation .
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Only when program m es for disabled people are led and controlled by
disabled people (and/or their fam ilie s) are they likely to help disabled
persons gain self-determination and a respected, equal position in society.
(W erner, 199 3, p. viii.)
It is worth noting that W erner is one of very few disabled spokespersons on
CBR . Sadly, there appears to be very little cross-fertilisation of ideas between CBR
writers and im plementers, and the disabled people’ s movem ent, and so attitudes
tend to remain unchalle nged. In southern Africa, however, interaction between CBR
program m es and D PO s has led to the developm ent of a m ore consum er-focused
approach to CBR .
T he Southern African Context and SCFs Involvem ent
T his section will focus on SC Fs role as facilitator and provider of technical and
® nancial support for the work of both governm ental and non-governm ental initiatives in disability and developm ent work. The nature of the support varied according
to the national and political context in which it was provided, and these will be
brie¯ y described. T his section will also highligh t the role of the Southern Africa
Federatio n of O rganisations of the Disabled (SA FO D) as agent provocateur and ally
in SCF’ s journey from service provision to politic s. This journey, or process, has
involved a rede® ning of rehabilitation needs through com m unity consultatio n, and
a greater focus on the em powerment of parents and disabled people.
The disability righ ts m ovement in southern Africa has its roots in Zimbabw e. In
the m id-1970s a group of physically disabled people began to organise them selves in
the institution in which they live d and worked. Charlto n (1993) has charted this
developm ent through a series of interview s with key individuals, one of whom,
Joshua M alinga, became the m ain link with D isabled People International (D PI)
from its inception in 1981 and was later elected chairpe rson. The disability m ovem ent in southern Africa was therefore strongly in¯ uenced from its early stages by
international disability politic s. M alin ga was instrum ental in establishing SAFO D in
19 86. SA FOD is the um brella body to which all national D POs have becom e
af® liated and, in turn, it is af® liate d to DPI. SAFO D’ s origin al aim s were to support
the form ation of D PO s, both local and national, to strengthen existing ones, and to
promote leadership training.
The southern Africa region has been fraught with politic al con¯ ict, drought and
an unequal distrib ution of resources, and it has not been easy to foster the
developm ent of altruistic and com m itted leaders in this context (Leam an & Fricke,
19 91). Although the struggle again st apartheid in South Africa has had a profoundly
negative effect on the whole region, it has provided a revolutionary context from
within which the disability rights movem ent has em erged and with which it has
identi® ed its own struggle. The relative cohesion of the region, which, ironically, is
partly due to South Africa’ s political and economic in¯ uence, is one of the factors
contrib uting to SAFOD ’ s success as one of DPI’ s regional bodies.
It would have been conceivab le, though arguably unethical, for SCF to have
supported the developm ent of CBR initiatives without reference to the disability
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righ ts movem ent. SAFO D was, however, a rich resource upon which to draw in the
late 1980s when CBR was a little understood concept in southern Africa. SCF’ s
involvement began in 1988 with the appointm ent of a Regional Disability Advisor
whose responsibility was to act as an inform ation broker, to develop south-south
networks, and to support the developm ent of innovative com m unity-based initiatives which would provide m odels for evaluation and training (Saunders, 1987 ).
To date, SCF has supported 10 program m es in M ozam bique, Zimbabw e,
South A frica, Swazilan d and Lesotho. These include a national Integrated Education program m e run by the M inistry of Education in Lesotho; ® ve CBR program m es, four of which are health-based and a ® fth which is located in the M inistry
of Social Action in M ozam bique; two institution-based outreach projects run by a
local NG O in Zimbabw e, which preceded the regional disability program me; and
developm ent program mes run by two D POs. Interestingly, only three of the 10
program m es have a national brief and are run by governm ent m inistries, only one of
which is a M inistry of Health program me. This program m e has stim ulated thinking
on disability issues in Swazilan d, as has the Integrated Education program m e in
Lesotho, but policies have not yet been developed. The Zimbabw ean governm ent
has taken the issue of disability seriously ever since it came to power at Independence and, recently, a disability act has been passed. In both M ozambique and
South A frica disability policy is currently being developed. SCF has only em ployed
two expatriate s in southern A frica, both of whom were requested by governm ent
m inistries: the M inistry of Social A ction in M ozam bique and the M inistry of
Education in Lesotho.
Historically, the divid ing line between SCF-supported CBR program m es and
D POs was their targe t groups, with SCF focusing on children and DPOs on adults.
H owever, this proved to be a naive and unrealistic distinction as im plementers of
CBR program mes were faced with the changing needs of the children as they grew
into adulthood. It was crucial, however, to de® ne the C BR workers’ relatio nship
with disabled adults so that they were not simply seen as an extension of their client
group, but instead as valuable partic ipants in the CBR process.
The IL O has stressed the im portance of establishing the different needs and
therefore the different types of assistance required by disabled adults (M om m &
Konig, 1989). W hether assistance m eans access to services or help with the establishment of self-help groups and/or em powerment, it is im portant to recognise the
very different nature of the relationship between CBR workers and adults from the
one that is likely to exist between CBR workers and children. Children do not have
a voice and tend to be passive recipients of services, whereas disabled adults are
either recipients of services, potential leaders of program m es or they may choose not
to be involved at all. The difference in the relationship is arguably m ore crucial than
the different type of assistance required.
Assum ing that a more equal relatio nship develops, the opportunities for the
greater involvem ent of DPOs in CBR increases. The need for positive adult role
m odels for disabled children in CBR has prompted CBR im plem enters to challe nge
D POs to becom e more involved with children’ s and parents’ issues. However many
of the regio n’ s D POs lack the capacity to involve them selves in anything other than
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the development of their own organisations. Others are reluctant to get involved
because of their uneasiness about the underlying philosophy of rehabilitatio n, which
places the power ® rmly in the hands of the professionals.
The continued use of the word `rehabilita tion’ is, in itself, a source of con¯ ict
and debate. The follow ing section will exam ine the dif® culties arising from the word
`rehabilitation ’ and will describe the developm ent of program mes in Lesotho and
South Africa which prioritise disabled people’ s access to education and em ployment,
rather than to m edical rehabilitation .
CBR W ithout th e `R ’
T he ideas represented by the term CBR have spark ed off disability initiatives in
com m unities in m ost countries in Africa and Asia and the term has been interpreted
in m any different ways (M iles, 1993). For those projects that work in partnership
with disabled people, it would be preferable to ® nd a term that encapsulates the idea
of a com munity-based strategy which promotes equality of opportunities. It should
re¯ ect the fact that disability is not only a health or social welfare issue, but also one
of politics, econom ics, development and human righ ts. Com munity-based support
(CBS) for disabled people is an example of an alternative term. It was adopted by
the M inistry of Social Action in M ozam bique as a deliberate m ove away from the
m edical m odel which emphasises the treatm ent and rehabilitation of im pairm ents
(M iles & M edi, 1994). In the m eantim e, the term CBR will continue to be used here
as a catch all, but it is accepted that it m ay outlive its usefulness.
The adoption of a more consum er-focused approach to CBR, by the Scott
H ospital CBR team in Lesotho and the A mawoti Disabled People’ s A ssociation in
South A frica, has enabled disabled people and CBR workers to work together on a
m ore equal basis. By approaching disability as a com munity developm ent issue,
disabled adults and parents of disabled children have become active partic ipants in
the CBR process. This has resulted in a type of CBR which places less em phasis on
the `R’ and instead prioritises education and em ployment issues.
I will now brie¯ y describe the context in which the Scott and A mawoti
program m es are working, the main aspects of the work and the sim ilarities between
the two. This will be followed by a discussion of the role of home visitin g and
m ulti-disciplinary teams in CBR. It is argued that when disabled people and parents
are actively involved in CBR, the program m e is moulded by the skills and interests
of the people involved, rather than by prescriptive manuals and the received
international wisdom on the issue.
Scott is a m ission hospital serving a sparsely populated rural com m unity in the
foothills of Lesotho of approxim ately 17 0,000 people. In the m id-1980s, Scott
pioneered a Hom e N ursing program me which targeted elderly people and those who
had suffered a stroke. The need to address disability as an issue in the com m unity
arose both from the Prim ary H ealth Care (PHC) team ’ s consultatio n with the
Village Health Com m ittees and from the nurses’ growing awareness of disability
through the Hom e N ursing program m e. Lessons learnt from m istakes made in the
im plementation of PHC ensured that the PH C team entered into genuine consul-
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tation with the com m unity in order to establish comm unity ownership and involvem ent in the disability work.
The long-term goal of SCF’ s support for this CBR program m e was to provide
Lesotho and the M inistry of Health , in partic ular, with a m odel for evaluation and
training. This has proved to be a very slow process within Lesotho, but the im pact
of Scott’ s work has been felt both regionally and internationally, through SCF’ s
dissem ination of lessons learnt. However, the M inistry of Education’ s Integrated
Education program m e, which is also supported by SCF, is also taking the lead in
promoting disability issues at a national level.
Am aw oti is an inform al peri-urban com munity situated 30 km north of Durban
in South Africa. W ith a populatio n of 100,00 0, it is a comm unity m arked by poverty
and an associated lack of services (Philpo tt, 1995). The Am aw oti D isabled People’ s
A ssociation grew out of the concern of one of the local civic comm ittees about the
needs of disabled people in their area. Support was provided by the staff of a
com m unity-based PH C project in Am awoti which view ed health not as a m edical
problem , but as a broader question of access to power.
Prio r to South Africa’ s ® rst elections in 19 94, all pioneering work in the ® eld of
disability and developm ent was carried out by NG Os, alth ough between 1990± 94
dialogu e was initiate d by the government. Since 1994, however, considerable
progress has been m ade by the government with the support of the national DPO to
develop a com prehensive policy on disability.
Scott and Am awoti are small projects which have pioneered a different approach to CBR and have had an impact on the developm ent of thinking in the region
about com m unity disability work. Despite their very marked differences, they have
the follow ing aspects in com m on:

· D isabled people and parents have been involved from the beginning, m any as
·
·
·
·
·
·
·

volunteer CBR workers.
D isabled adults are seen as partners in the CBR process rather than potential
clients.
The disability work has em erged from PH C and has a strong com m unity
developm ent focus.
M edical rehabilitatio n has not been the m ain priority, with education and
em ploym ent issues taking precedence.
Poverty alle viation is considered to be an essential part of CBR.
A ttitude change in the com m unity is seen as crucial.
The pace is necessarily slow.
H om e visiting is carrie d out when necessary, but is not a routine activity.

Hom e visitin g, together with attitude change and the em powerment of disabled
people, has alw ays been thought of as one of the cornerstones of CBR. Home visits
provide a crucial, though time-consum ing, therapeutic and support service to those
disabled people and their families who would otherwise be unlik ely to have regular
access to rehabilitatio n services. W hile not wishing to devalue the efforts of CBR
workers to provide therapy and support to individuals, I would argue that, in som e
cases, hom e visitin g is in danger of becom ing an institutionalised activity which has
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lost sight of its origin al purpose. Interestingly, hom e visiting is given m uch less
im portance in the Scott and Am awoti projects. Som e of the possible reasons are as
follows:

· H om e visits take place naturally as part of everyday life rather than as
scheduled activities .

· D isabled adults and parents are so involved with the running of the pro-

·

gram m e that they no longer feel so isolated and are therefore in less need of
hom e visits.
D isabled adults and parents are learning the skills they need in other situations, for example, at com munity meetings, in support groups, creches or
while knitting in the incom e generating groups.

Although the projects have prioritised attitude change, incom e generating
projects and em powerm ent, hom e visitin g has not been ruled out. In fact, hom e
visits were made in the initial stages in order to identify disabled children and to
train key workers. Parents in both projects are beginning to express their interest in
learning sim ple rehabilitatio n techniques, in order to reach disabled people and their
fam ilies who are not already involved in the program m e. If hom e visitin g is adopted
as one of their strategies, it will be an activity de® ned and controlled by the
com m unity, rather than one perform ed or monitored by outsiders.
Sim ilarly, roles and responsibilitie s in Scott and Am awoti have been de® ned
according to the abilitie s and priorities of those involved, and this has led to the
developm ent of a m ulti-disciplinary team approach. These are not the m ulti-disciplinary team s associated with high ly trained professionals and case conferences, but
a collection of com m itted individuals with a varie ty of skills to offer. T asks are
assigned according to the abilitie s and interests of the individuals, in contrast to the
W HO approach of training a cadre of workers who each carry out an agreed set of
tasks.
In Am awoti a conscious decision was m ade not to train individual CBR
workers, but to assign tasks according to need. The Scott project has abandoned the
CBR worker strategy in favour of supporting the developm ent of parents’ and
child-to-child support groups from which key individuals have em erged as resource
persons and leaders. A variety of specialist services are on offer in both program mes
including literacy teaching; creche facilities; exam ination of new-born babies; knitting m achine instruction; income generating activities; the manufacture of aids and
applian ces; and the child-to-child approach in schools. Further training in these
specialis t areas will be sought, where possible, for the key individuals who have
shown the greatest comm itm ent.
D eveloping a M utually Su pportive R elationship
T he m ove towards a consum er-controlled approach to CBR has necessitated the
form alisation of the working relatio nship between CBR program m e im plem enters
and their D PO counterparts. This process is far from complete in southern Africa,
but initial discussions have been held to establish com m on areas of interest, while
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clarifyin g potential sources of con¯ ict and differing prioritie s, for example, between
adults’ and children’ s issues. CBR workers tend to have more contact with the
fam ilies of disabled people than with the disability righ ts m ovem ent, especially in
program m es which prioritise the needs of children, and therefore do not necessarily
feel that they should be accountable to D PO s. They may have contact with disabled
adults as individuals or they m ay be involved in facilitatin g the developm ent of
self-help groups of disabled adults, but this does not necessarily bring them into
contact with the disability rights philosophy and they m ay never be forced to
confront their own negative attitudes.
Sim ilarly, there is a tendency for D POs to assume that rehabilita tion workers
are not interested in disability righ ts issues, and for the two to be perceived as being
m utually exclusive or incom patib le, as illu strated by the follow ing quote:
Service providers would not be interested in the philosophy and objectives
of the M ovement. They suspect the Movem ent is there to sabotage them .
(M bewe & Lee, 1991, p. 30.)
H owever, the m ovem ent sees itself as a watchdog whose responsibility it is to
m onitor the quality and availab ility of services. Furtherm ore, disabled people feel
they have a duty to educate rehabilitatio n workers and transform them into supporters of the movem ent (Charlton, 199 3).
In response to proposals for funding from SAFOD , SCF produced a discussion
docum ent (M iles, 1992) to clarify SCF’ s disability policy and funding capacity, and
to open up discussion on com m on areas of interest with a view to developing and
form alisin g a m utually supportive working relationship. In 1992 SCF secured
funding for two D PO s, who aim ed to develop stronger links between them selves and
CBR program mes. These were the A m aw oti D isabled People’ s Association and the
Lesotho N ational Federatio n of Organisations of Disabled people (LNFOD )’ s
developm ent activists’ training program m e whose im pact will be exam ined later.
How best to work with D PO s had become a m ajor issue for CBR workers
throughout the region and attitudes to this varie d enorm ously. The need to consult
and confront D PO s about the role of CBR in the disability rights m ovement cam e
about through discussions between project staff and SCF’ s advisor which culminated in a series of m eetings held both regionally and globally (SCF, 1994) to review
SCF’ s disability work. A n interesting comparison was m ade at the ® nal regional
m eeting between the very sim ilar aim s of the CBR program m es and D POs represented. A sharing of resources and the development of a more co-ordinated way of
working seemed the obvious way forw ard, but ® rst differences in philosophy and
approach needed to be discussed as honestly and openly as possible. From the CBR
perspective it was felt by som e that D POs tended to be undemocratic, disorganised
and led by elite groups of physically disabled people. It is dif® cult to encourage the
developm ent of decentralise d and egalitarian D PO s when their mem bership and
agendas are urban-based and largely m iddle-class (W erner, 199 5). The tendency
was to bypass them , or to inform them of CBR activities, but not to enter into
genuine consultatio n about the needs of their com m on target groups. A n example of
a m ore co-ordinated approach to the needs of rural disabled people follows.
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W here There is No CBR : the Role of Development Activists
T his section high ligh ts the role that DPOs can play in prom oting the concept of
CBR in the absence of CBR program m es. The m obilis ation of disabled adults livin g
in rural areas through LNFOD ’ s developm ent activists’ training workshops has
resulted in their increased con® dence and motivatio n. A good working relatio nship
between LN FO D, and the CBR and N ational Integrate d Education program mes in
Lesotho has ensured that disabled children’ s issues are high on the agenda.
LN FO D is a cross-disability national um brella organisation and since 1993 it
has consisted of four m em ber organisations, representing people with physical,
visual and hearing im pairm ents, and learning dif® culties (and their parents). Over a
3-year period LNFOD has trained 30 rural disabled people per year as developm ent
activists in a series of three 1-week workshops. Places on the training program m e
were shared equally between the m em ber organisations and 50% of all trainees were
women. In addition, the CBR program m e was allocated places for disabled adults
who were potential leaders in the program m e.
The courses included an introduction to disability as a developm ent issue,
consciousness raising on disability rights issues, advice on how to set up and run
local com mittees, and ideas on income generation. There was also some orientation
on disabled children’ s issues and visits were organised to both segregated and
integrated schools. The organis ation of these courses and the follow up in the
com m unities were the responsibility of the one salarie d person within LNFOD and
its volunteer com m ittee mem bers.
The m ain im pact of the training has been in the raising of self-esteem and
con® dence of the individ uals trained. The m utual support systems which have
developed through the workshops and subsequent local m eetings have fostered a
greater sense of self-worth in the trainees and of control over their own lives:
W e used to feel isolated and suffered in silenceÐ
our own decisions. (du Toit, 1995.)

now we m eet and make

Sim ilarly, the parents who have been trained have experienced a change in their
attitude towards their disabled children and a greater appreciation of disability
issues:
Being involved with disabled people has taught m e to handle m y situation.
M y disabled child is now active in m y fam ily. (du Toit, 1995 , p. 18.)
Finally, disabled adults now feel com mitted to CBR-type activities such as the
challenging of negative attitudes, and the counsellin g of other disabled people and
their fam ilies about education, employm ent and rehabilitation issues. They consider
themselves responsible resource people in their com m unities and in partic ular they
are concerned to support parents of disabled children:
I now have the courage and understanding to approach parents to change
their view of their children with disabilitie s, to seek education for them and
to organis e for self-help. (du Toit, 1995, p. 17.)
T he developm ent activists have form ed support groups in which they plan their
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activities , such as holding com m unity meetings and establishing self-help groups.
T heir awareness of CBR issues has give n them the con® dence to provide advice and
information to fam ilie s, and in this way they are perform ing part of the function of
CBR workers. In fact, LN FOD has taken over the m anagem ent of an N GO run
CBR program m e in the south of Lesotho and this provides them with the opportunity to integrate the two approaches.
The follow ing section describes the reverse situation, where CBR workers are
involved in setting up local disabled people’ s support groups, often with very little
input from the national D PO .
T he Role of CBR W here There is No DPO
CBR program mes invariably operate in comm unities where there is no D PO and
CBR workers are often instrum ental in facilitating their developm ent. In the follow ing exam ples the CBR workers provide a vital link between local groups and the
national D PO and relevant governm ent departm ents. They act as a channel of
information and ideas, and are therefore in a position of power. The way in which
this is handled is crucial to the long-term sustainability of the local group. Local
D POs are in danger of either becom ing totally dependent on the CBR program m e
and, therefore, being ineffective, or of being left to develop so independently that
they lack support and resources and so ¯ ounder.
One of Africa’ s earlie st rural CBR program mes in Kibw ezi, Kenya, began
without the involvement of disabled people, but its staff have come to realise the
drawbacks of this way of working. The Kibwezi program m e targeted disabled
children up to the age of 16 and neither provided services for adults nor considered
helping them to set up a local support group. In 1990 the program me was evaluated
and this lack of involvement of disabled adults was highlig hted as an issue of concern
(Saunders & Zinkin, 1990). As a result of this a local group began to m eet as a
separate entity from the CBR program me. The co-ordinator of the program m e is
now convinced of the importance of startin g CBR program m es with the full
involvement of disabled adults, if they are to be sustainable.
In M ozam bique, the com m unity-based support (CBS) team attached to the
M inistry of Social Action in M ozam bique provided a meeting room for a group of
deaf school leavers who had failed to m ake their voices heard in the national D PO.
T he group prioritised the developm ent of a national sign language and becam e
involved with teaching small groups of deaf children as part of the national CBS
program m e. The group will soon form itself into an association and will apply for
af® liate mem bership to the national D PO . The C BS team played a crucial role in
supporting a neglected group of disabled people who, in turn have m ade an
invaluable contrib ution to the com munity disability work by supporting the developm ent of groups in m any different provinces.
In South Africa a working relatio nship between disabled people and occupational therapists has existed since the mid-1980s with the advent of an organisation known as R ural A ction on Disability (RU RACT), which is af® liated to the
national D PO. Its responsibility is to promote CBR , and develop networks through-
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out South Africa and the surrounding countries. RUR ACT has provided a useful
forum for the development of thinking on CBR issues in the context of the disability
righ ts philosophy.
The Alexandra Health Centre’ s CBR program m e in South Africa had, as one
of its origin al aim s, the establish ment of a support group of, and for, disabled
people. The process of facilitatin g the developm ent of the Alexandra D isability
M ovem ent (AD M ) has been docum ented from the point of view of the CBR
im plementer (Cornielje, 1993). The creation of a body of disabled people to whom
rehabilitatio n workers would be accountable was one of the origin al objectives.
D espite the dif® culties of working in a politically divided society and the lack of
quality leadership, AD M is increasingly playin g a vital role in the developm ent of
rehabilitatio n services.
In Am awoti, disability was identi® ed by the local civic com m ittee as an issue to
be addressed and a comm ittee was formed of concerned persons which included
disabled people and parents of disabled children. Sub-com m ittees of interest groups
have since been form ed so disabled people m eet separately as a sub-group, but they
com e together with the parents and civic comm ittee m em bers to form the A mawoti
D isabled People’ s A ssociation as they do not wish to isolate them selves from the rest
of the com m unity. They consider it their role to raise awareness of the fact that
disabled people are mem bers of the wider group of disadvantaged and impoverished
people in Am awoti and they encourage others to be inclusive in their approach to
developm ent (SCF, 1994).
In Lesotho the Scott CBR program m e established contact with the national
D PO, prim arily to solicit help with the training of CBR workers and teachers. Close
contact between the CBR program m e and the D PO has been possible because
Lesotho is a very small country and because of a good working relatio nship between
the respective leaders. Parents’ groups have been set up and, as membership is open
to disabled people, the need for a separate D PO has not been identi® ed.
In the above exam ples, the CBR program m es have provided the initial funding
for the establishm ent of local D POs and parents’ groups, and it is unlik ely that these
groups would have been set up without this support. T he local groups all have a role
to play in the CBR program m es with which they are associated. In the case of
A lexandra, this role was predeterm ined and with the others it is being de® ned as the
program m es develop. The Am awoti program m e is somewhat different as it does not
use CBR term inology and it is a single organisation which is ful® llin g both functions.
Finally, membership of local D POs is not alw ays restricted to disabled people, and
it is very comm on for disabled adults and parents to work together at a local level.
T he C BR program m es described are m oving towards greater partnership with
disabled people and parents. This is a dynamic process which necessitates the
continual re-appraisal of roles. One of the m ain purposes of SCFs regional m eeting
was to clarify the role of CBR workers in relatio n to D PO s and it was agreed that
this should be as follows (M iles, 1994):

· M obilisation of parents and disabled people.
· H elp with the form ation of local parents’ and disabled people’ s groups.
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· N etworking and dissemination of inform ation between local and national
D POs.

· Em powerm ent and capacity building of disabled people and their organisations.
The greatest and most urgent need was considered to be the capacity building
of D POs. D PO s, especially at a local level, tend to lack funds, administrative and
logistical support, and are generally less well-resourced than CBR program m es.
M ore co-ordinated planning in the deployment of scarce resources would improve
the situation, but the empowerm ent and capacity building process will inevitably be
slowÐ slower than m ost donors are likely to tolerate.

Parents as Activists
T his ® nal section addresses the issue of parents, their involvem ent in both CBR
program m es and the disability rights m ovem ent and the way in which they have
com e to realise their comm on oppression with disabled adults. It is recognised that
there are im portant differences between the experience of disabled people in Africa
and that of disabled people in the UK, for example, and that very real, often
insurmountable problem s and con¯ icts exist between organisations of and for
disabled people in industrialised countries. Sim ilar tensions and con¯ icts have
already arisen in southern A frica, and attem pts have been made to understand and
resolve them.
In southern Africa, the term `parents’ rather than `families’ tends to be used, as
they have organised them selves into pressure groups, and are active in promoting
and implem enting CBR activities. In practice, they are prim arily m others’ groups, as
m any wom en are abandoned by their husbands as a result of the birth of their
disabled child, or upon diagnosis (Kisanji, 19 95). Econom ic pressure to produce
healthy children is very strong.
Although mothers have been extrem ely effective in organising them selves into
support groups, they have not achieved the sam e levels of recognition or success as
the disability rights m ovement and what they have achieved is poorly docum ented.
A m ajor reason for the disparity between the two groups in southern Africa is
undoubtedly gender-related, as D POs tend to be led by m en and parents’ groups by
women who are prim arily the sole breadwinners for their fam ilie s (M iles, 1994 ).
SA FO D’ s progressive gender policy will in tim e redress this im balance, but the
fundamental inequalitie s between m en and wom en in relatio n to childcare are likely
to continue.
As parents have become more involved in the setting up of their own organisations and in CBR program m es, they have come into contact with broader disability
issues. Parental involvem ent in the struggle for disability righ ts has effectively
challenged the predom inant attitude in SA FOD that parents neglected, over-protected and discrim inated again st their children. This attitude had been com pounded
by the lack of interest shown by DPOs in children’ s issues in general, but m ore
speci® cally in those with profound and m ultiple disabilities and in the consequences
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for their families. N ot surprisingly, parents were unsure of their role and did not see
disabled adults as their natural allies.
A lack of concern for children’ s issues among DPOs is not peculiar to southern
A frica as the follow ing quotation from the U K illu strates:
I had been active in disability politic s for more than ten years, but it was
only when I became a parent that I realised that the m oves forw ard that we
have achieved for ourselves as adults with disabilities have not reached the
lives of disabled children at all. (R ieser & M ason, 1992, cover note.)
In Lesotho and South Africa parents have argued that they are disabled by
virtue of being the full-tim e carers of severely disabled children and that, together
with their children, they are affected by the stigm a of disability. As a result parents’
organisations have been accepted as af® liate m embers of D POs which enables them
to pursue their own agendas, which are quite distinct from those of disabled adults,
while maxim ising the opportunity of being an ally of the disability rights m ovement.
Parents also have a role to play in service provision. CBR im plementers have
trained m others of disabled children as CBR workers in Lesotho and South Africa
and in m any instances they have proved to be m ore effective and m ore dedicated
than health workers, as M cG lade & Aquino (1995) testify from their experience in
the Philip pines. Ideally, both parents and disabled adults should be em ployed as
CBR workers, or as CBR team members.
In this way the needs of disabled children for role models and of parents for
support are more lik ely to be met. Tensions inevitably exist between the two groups,
especially where resources are scarce. However, through a process of constructive
dialogu e and a com mitment to working in partnership, a m utually supportive
relatio nship can be developed through which disabled adults and parents can teach
each other a great deal.

Conclusions
T he long-term goal of all CBR program m es should be to facilitate disabled people
to take control of their own live s and to play a decisive role in any services that are
created. In a recent survey of people livin g with acquired impairm ents in the UK,
services were seen as tending to rem ove choice and control because they were
provided by others on their behalf (Todhunter et al., 1995). There is enorm ous
potential in developing countries to leapfrog over the professional hurdles created by
the rehabilita tion industry in the W est and to work directly with disabled people and
parents to ensure that the services which are created are those that are most needed.
T he cultural bias in Africa towards collective, rather than individual, needs and
responsibilities, should be fully exploited by C BR.
Resource-driven service provision, based on the western m odel, is not sustainable and is of questionable value. D isabled people need access to mainstream
services and to approp riate inform ation in an accessible form . CBR has the potential
to unlock and valid ate existing indigenous knowledge and information systems while
facilitating access to relevant information and ideas outside the comm unity. I have
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argued that this should be done with the active participation of the consum ers
themselves and with an understanding of disability as a developm ent issue.
The danger inherent in CBR is that it may sim ply becom e a com m unity version
of IBR with the power still ® rmly in the hands of professionals, and with disabled
people and their fam ilies in the role of passive recipients. It is im portant that
program m es strive to develop services which have appropriately high standards while
at the same time ensuring an equal partnership between consumer and professional.
T his will inevitably call into question som e of the fundam ental aspects of CBR, such
as the practice of hom e visiting. The development of a mutually supportive relationship and an honest discussion of the different agendas of C BR workers, parents and
D POs have helped in rede® ning CBR as a consum er-focused strategy in southern
A frica.
In sum m ary, CBR workers have a key role to play in the developm ent and
capacity building of D PO S, especially at comm unity level. They have access to
information and resources which need to be shared. By feeding inform ation about
disability work at com m unity level to the policy m akers at national level they can
provide an essential link between local and national issues. CBR team s should work
together with DPOs to address poverty, and to tackle education and em ploym ent
issues. A t a politic al level, they can support the efforts of D POs to run advocacy
program m es and to develop policy and legislation on disability. It is crucial that
CBR workers and donors recognise that the pace will inevitab ly be slow and that it
is in the long-term interests of disabled people to work with, rather than again st, the
disability rights m ovement.
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