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ABSTRACT
The address opens with a study of self-help by a disabled Mozambican in the 1590s. Then it takes an
imaginative leap from the years 2050 to 2150 during which women caring for disabled persons abolish
the need for specialist educational, medical and social services, by multiplying and democratising the
necessary knowledge, skills and design to make them universally available. The present-time [2001]
need is emphasised for individual disabled persons' and their families' local knowledge, i.e. how their
lives are lived with disabilities, to be aggregated and developed into public knowledge to make national
policies more relevant to everyday life. The cultural and conceptual bases of professional training,
originating in Europe, must be replaced by or assimilated into African local cultures and concepts rooted
in regional experiences and disability histories. Various models of service provision and issues
concerning evidence for their effectiveness are outlined, including family self-help, traditional healers and
ordinary teachers, modern centres, and activities titled as Community Based Rehabilitation. The fact
that the worldwide occurrence of 'casual integration' of disabled children in ordinary schools has been
ignored in policy formulation suggests that research evidence does not necessarily affect national policy
if it contradicts popular beliefs. The address ends with an appeal for 'culturally African' contributions to
research.

PREFACE
After spending several years studying disability histories and the long-term effects of misapplied
educational importing/exporting between countries with stronger and weaker socio-economic
development, I can no longer write without giving some historical background. This paper also takes a
leap forward; then it settles into the present, where the majority of disabled people live very largely by
self-help and the help of their families and friends. It is their situation that dictates most of my
consideration of information, models, evidence, and suggestions for action. The ultimate judges of the
effectiveness of rehabilitation models and activities will not be a high-powered scientific committee or
academic board or conference of journal editors. It will be disabled people, family carers, rural teachers
and nurses, village chiefs and grandmothers, mostly living under severe economic constraints, who will
know whether or not the researchers and planners are doing anything that helps them to improve their
own situation, understood in their own terms. (In this paper, the 'disability' terms are mostly used in an
everyday sense, without reference to any particular model).

1.0  ONCE, LONG AGO...

1.1  Writing four hundred years ago from Sofala region, in what is now Mozambique, Friar João Dos
Santos pictured an example of the most common model of rehabilitation. It is sometimes overlooked
by educationists, physicians and therapists when they discuss this field. This model can be called 'auto-
habilitation', 'self-help', 'adaptation', 'natural integration' or other terms. We begin here because this model
is still today the one most commonly used throughout the lives of most Southern African people in rural
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areas or poorer townships.

From an account of coastal Mozambique in the 1590s:.
"We saw a man who lived in a village called Inhaguea, who was a cripple, born without a left arm, but
nature, that had denied him this most necessary member, endowed him with such dexterity that
from a child he was accustomed to work with the right hand and the left foot in such a manner that
with these two members, so dissimilar, he could do anything that other persons could do with two
hands, as he made wooden bowls and platters and weaved straw mats, by which he earned a
livelihood. ...  This will not astonish those who have heard of a cripple of our times who lived in the
town of Monte Mor o novo, named Francisco Dias, who, being born without arms, accustomed
himself from infancy to using his feet instead of hands which he was without, and ate, drank, played
cards, and threaded needles with his feet, and wrote so well that he kept a school in which he taught
a number of boys to read and write..." [1]

1.2  Note the skilful uses of evidence and argument in the story. Readers in Portugal in the late 16th
century were familiar with travellers' odd tales e.g. about strange people whose heads grow below their
shoulders, or 'monsters' with human bodies but the heads of dogs, in distant lands. Dos Santos clearly
meant his account to be factual and credible.

1.3  Another disability text from Dos Santos concerns night blindness, describing symptoms and how
they vary from daylight to night. It compares two ethnic groups, the native people and the immigrant
Portuguese, and notes the reportedly positive outcome when the latter leave the apparent risk zone. Two
further possible remedies are reported, without comment. (Records of South-Eastern Africa..., GM Theal.
1901. VII: 320).  Further texts report a strongly negative public custom involving rulers and disabilities,
and a remarkable case where this custom was repudiated. Dos Santos reported king Sedanda
committing suicide because he had acquired a physical deformity. According to custom, another ruler
should also have killed himself when he lost a front tooth. Instead he denounced the custom as a foolish
one, and refused to follow it. Dos Santos also recorded some notes on albino children, and how they
were treated. [2]  This is not the time and place to pursue these historical texts - but they give a small
signal that some depth of historical record exists in Southern Africa about disabilities and social
responses. The notion that disability-related activities in Southern Africa have only recently begun is
clearly mistaken. However, evidence of professional or formal community-based rehabilitation models is
lacking much before the 19th century.

2.0  GREAT LEAP FORWARD

2.1  Let us imagine for a few moments a situation perhaps one and a half centuries forward, in the mid-
22nd century, in which formal professional or community-based rehabilitation models seem to have
disappeared altogether. How might this come about?

2.2  By the mid-21st century, 800 million women around the world were spending much of their time
caring at home for their disabled children or grandchildren, husbands and old folk, many of them living in
poverty, and most of them paying, directly or indirectly, to be told what to do by physicians, teachers,
therapists, nurses etc, and to buy various gadgets and technology. Then several million of these women
found that they could communicate with one another on the FreeNet. This soon produced an
unprecedented revolution. The women learnt that 70% of their children's impairments could have been
prevented at low cost using knowledge already available for the past hundred years; and that 80% of the
problems experienced by their disabled relatives could have been much reduced or eliminated by low-
cost redesigning of their home and local environments, using knowledge, materials and designs that had
been known for at least seventy years. They learnt that 50% of their own effort in caring for disabled
relatives was unnecessary, and actually prevented those people from doing daily living activities for
themselves. [Data e.g. 70%, 80%, 50%, 100 years, 70 years etc  are not based on formal research. Any
informed guess may be substituted.]  They also heard that their unpaid care work saved governments
huge sums of money each year, which had gone to subsidise military expenditure and the comfortable
lifestyle of their countries' elites.
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2.3  Unlike earlier revolutionaries, these women carers had no interest in overthrowing the government
and no grand ideology to impose on their societies. They had a more practical goal in mind. Large
groups of very angry women stormed the universities, training colleges and other knowledge and skill
institutions, demanding to know where the knowledge was locked up, why it was not freely available for
everyone needing it, why huge sums were being spent on advanced technology that might possibly be
used to help a tiny number of people, while elementary redesigning was neglected that would certainly
assist millions to live their daily lives with more dignity and ability. Around the globe, there was a
confused period of several months during which a few professors and leaders of professional unions were
unfortunately torn to pieces using traction apparatus, and hundreds of lecturers were forced to teach and
demonstrate for 18 hours per day to huge audiences, at the start of the Knowledge To The Women
movement. Then things calmed down a little, and serious plans began to be made. The main target was
that the necessary knowledge and skills for prevention, redesign, self-help, learning and rehabilitation
should be freely available in people's heads and hands and apparatus on every street, in every village,
with a big range of knowledge back-up and updating media. One of the women's aims was to abolish the
need for specially trained professionals and programs, by making the necessary knowledge, skills and
design as common and as free as knowing how to fetch a bucket of water. [Apart from a few isolated
outbreaks, the women did not waste resources by shooting everyone who had a university degree, or
making professionals spend ten years cleaning public latrines to 'improve their attitude'. This had been
tried in 20th century Asia, but did not result in skills being spread to the masses.]

2.4  This result, i.e. making knowledge freely accessible, they did finally achieve, but it took another
century to do it. During the first phase of planning, hundreds of professors around the world were brought
before Truth Tribunals for questioning, to find out why the necessary design, knowledge and skills were
not freely available to the women who were in the greatest need of them and who were ready to use
them. During the process, some important discoveries were made.

a. There had been some half-baked efforts during the 20th century to make relevant knowledge and
skills widely available to the people, under the title of 'CBR'. None of the professors could tell why
these efforts had been so small and ineffective. Of course, there had been some opposition by
rehabilitation professionals, who earned their living by getting knowledge and skills and using them
with people who needed them; but there had always been a minority who tried to work themselves
out of a job by teaching the public what they knew and practised. One theory was that so many
conflicting slogans and ideological critiques had been raised, about CBR, Disabled People's
Organisations, Inclusion, etc, that those professionals who were interested in the empowerment of
the masses had lost confidence and retreated. Their everyday work was hard enough, without
constantly being denounced as Part Of The Problem whenever they tried to give away their skills in
the community. The noise, confusion and mutual denunciations of the CBR field also made it
unattractive to people whose training was in the orderly application of knowledge and skills to
individual 'cases'.

b. On more detailed interrogation, the captive professors also admitted that at the end of the 20th
century there had been, and several decades later there still were, huge gaps in the available
rehabilitation knowledge, skills and design, when it came to applying them to the everyday lives
of individuals with disabilities. The broad principles of prevention, redesign, self-help and
rehabilitation were fairly well established; but remarkably little was known about the nitty-gritty
details of how children, adults and aged people with various sorts of disabilities, or their carers or
companions, lived their lives. It was not known what they were doing at 6 a.m., 7 a.m., 8 a.m.
and so on through the day and evening, where they were doing it, what they were wearing, eating
or thinking about, who was present with them in the room, house, school, clinic, market, office,
mosque, beer-house etc, who was helping, watching, talking or interfering with them, what things
they could do easily, or with difficulty, or not at all, which things they could afford easily, with
difficulty, or not at all, what were their priority wishes, and their distant hopes, and so on. Of
course, the individuals with disabilities, and people closely involved with them, had their own
private knowledge of answers to these questions, so far as concerned their own life; but there
was very little formally accumulated, tested, accredited, public knowledge. In a small number of



- 4 -

high-information countries, a few studies had been done. In most of the world even that weak
level of knowledge was absent. Without such knowledge, the practice of 'rehabilitation' was
rather like the sound of one hand clapping.

c. Further probes revealed that a large proportion of professional rehabilitation knowledge, skill and
design had developed into its modern shape in a small number of northern countries.  Its two main
focuses were the lives of young and middle-aged wheelchair users in a highly gadgetised urban
environment, and the education of blind or deaf children in text-dominated societies. This stock of
knowledge, skill and design had formed the basis of training in most other parts of the world, without
taking into account the conceptual shifts needed to frame knowledge in the non-European language
groups; without any significant recognition of indigenous traditions and patterns of treatment or
therapy; without sufficient awareness that the needs of babies, girls, boys, women, and elderly
people might differ substantially from those of young and middle-aged men; and with serious
imbalances in the resources available to disabilities outside the two major focuses.

3.0  BACK TO NOW

3.1  I don't know whether women carers will rise up in the 2050s; nor that they will succeed if they do so.
I would not bet on any big success. What can be predicted confidently is that people looking back from
the 2050s to the 2000s will regard our efforts now as blunderings in the dark, for some of the reasons
outlined above.  To gather a substantial amount of information about the lives of sample groups of people
with disabilities and their carers is not very easy, but nor is it very difficult. It does not require a foreign
grant-in-aid, nor a high-powered research team; but it does require quite a strong motivation and
determination to learn as much as possible, and for what is learnt to be reinvested in action that will
generate further demands for knowledge. [4]

3.1.1  In other fields of activity, people are constantly finding out detailed, intimate information about
groups of other people. Business people find out what things people want to buy, how much they are
willing to pay, what colours they prefer, and whether any sexy activity can be associated with the
product. They are keenly motivated to find this information, because if they don't find it they may lose
their investment or be out of a job - whereas very few people in the rehabilitation field lose their jobs even
if what they are offering may be based on largely mistaken views of their clients' lives, or may be
conceptually alien.  Families who are arranging a marriage, or doing a deal over some cows, may make
detailed enquiries about the other parties, or the location and clientele, because the results could have a
deep impact on their lives. Unfortunately, one gets the impression in the disability field that practitioners
are often keener to seek peer approval than client and community approval; and peer approval seldom
depends on having a lot of knowledge of the lives of disabled people and their carers and companions.

3.2  Information Based Approaches.  The approach used above to look at what happened in the past,
and what might happen in the future, is based on information understood in a broad, modern sense:
concepts, knowledge, skills, design and feedback . [5]   When Christine Miles went to work in Pakistan
in 1978, we thought she was going to transfer to local teachers her 'knowledge and skills' about teaching
children who have special educational needs, with some cultural adaptation. But the conceptual base on
which we 'landed' in Pakistan was substantially different from the base that her knowledge and skills
assumed, so a 'transfer' was difficult. When she talked about 'the child', and 'learning', and 'play', we
thought these words had universal meaning, even allowing for differences of language and culture. After
six or seven years, she realised that, all along, the Pakistanis with whom she had been working had a
different idea in their minds of 'the child', 'learning', 'play', and many other basic concepts. In the first
year, Christine could not hear the feedback from her colleagues, because it was hard for them to talk
about basic concepts which usually are not discussed at all, they are simply assumed. Seven years is a
long time - it included her becoming fluent in Pushto, Urdu and local dialects, and working daily in school
and family counselling, and engaging in action research and producing information materials...

3.2.1 When she did begin to understand a little more of the conceptual world in which her colleagues
were living, she realised that some of them had tried to tell her some of this during the first year. [6]  But
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since it was hard to do so, and she did not seem to be hearing, they gave up. (As administrator of that
Centre, it took me even longer to learn anything about the conceptual worlds of Pakistan). By contrast, in
1996 when Christine Miles went to Dar es Salaam to share some knowledge and skills with CBR
workers, the first two days were spent getting those women to construct their own account of ordinary
childrearing in Tanzanian cultures. This became a powerful base from which they could explore
differences that might arise through developmental delay and disabilities. The CBR workers discovered,
to their surprise, how much relevant knowledge and skill they already possessed as mothers, aunts and
sisters.

3.3  Knowledge and skills are underpinned by concepts. The knowledge and skills involved in modern
biomedical science are taught in institutions around the world, with efforts to achieve uniformity of
definition and meaning. The parts of the human arm, how they function and what diseases or defects
affect them, are supposed to be 99.9% the same in Hamburg, Harare and Honolulu. (If you are born
without arms, medical science still has little or nothing to say about what to do. That, you must find out
for yourself). But the underlying human concepts of the body, health, disease, healing, learning,
knowledge, evidence etc, are far from being the same in Hamburg, Harare and Honolulu. One reason why
indigenous or alternative medicine and traditional healers continue to flourish everywhere is that these
systems recognise the concepts that ordinary people have of their bodies, illnesses or disabilities.
Traditional forms of teaching and learning, whether e.g. of craft skills, tribal customs or religious
knowledge, continued for the same reasons. Something similar probably applies to disability and
rehabilitation - but we are 30 years behind the biomedical research front when it comes to recognising
and trying to bridge between the concepts underlying modern 'scientific' approaches, and the concepts of
disability, healing and rehabilitation that ordinary people hold. [7]

3.3.1  Some 'feedback' from the latter is expressed in non-compliance with professional advice, and to
some extent in the anger of disabled people's groups. Some of the 'educated third generation' among the
latter, i.e., disabled people with academic training who have got beyond slogans and media-directed
protest, and who know that 'disabling' social attitudes and structures developing over three thousand
years are unlikely to be transformed in less than three hundred years, may eventually make an impact in
generating knowledge about disability concepts.  Interesting 'bridging' work has also arisen among a
group of disabled people in rural Mexico, with some stimulus from Northern friends. Inspired by an
escaped biology teacher, the PROJIMO group have taught themselves how to think, to experiment and to
weigh up evidence critically - starting with an average of three years formal schooling plus very strong
group motivation to push back the boundaries of what people with severe disabilities are supposed to
able to do.  David Werner (1997) records the process in Nothing About Us Without Us, Palo Alto:
HealthWrights.

3.4  Design  is the outcome of knowledge and skills (using feedback from earlier design) applied to
realising a concept. It might be the concept of a light, comfortable, effective, low-cost leg brace suitable
for forested areas with high humidity;  or the concept of an urban transport system in which a blind child
with heavy asthma and a wheelchair user with learning difficulties can travel across town to school and to
work, without special assistance, with no more expense than anyone else has; or the concept of an
easy-reading information package on finance and life options for middle-aged women with one or more
disabled children whose husbands have sold everything and gone off with the cash. (The examples are
detailed and difficult - that is why design is needed...)

3.5  These five information factors, concepts, knowledge, skills, design, feedback , have appeared at
some length because they provide neutral possibilities for evaluating and comparing different models of
rehabilitation or of disability service delivery (and also for formulating research hypotheses). The fact
must be faced that evaluation and comparison of models may threaten professionals' self-image and
livelihood. Financial interests and political ideologies enter the picture. Very few people are both
knowledgeable about what is going on, and able to take a neutral stance, uninfluenced by personal
considerations. My own view is that any long-standing model is likely to have some merits for some
parts of the community - otherwise it would hardly have been sustainable. Study of information factors
can reveal strengths and weaknesses, and shows the complementarity of various models and the areas
of overlap.
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4.0  MODELS & EVIDENCE. (1) Models

4.1  Other speakers with local knowledge will report more specifically on evidence in Southern Africa. My
remarks will be more general and conceptual - but with practical implications.

4.2  Models.  Leaving aside the tall, thin girls wearing strange, new clothes, we may list:
  a. Own and family self-help efforts.
  b. Traditional healers; ordinary teachers.
  c. Specialised centres; 'modern' private clinics.
  d. Centre-backed Camps or Outreach.
  e. Home based package with intermittent support.
  f. Community development with integrative changes.
Any of these may play a part in 'CBR', as defined by various people. Different uses of the term 'CBR',
listed in the Appendix (Part 2), focus mainly on issues such as who acts, where they act, who controls,
who funds. I shall not denounce any of these uses or models, nor award any prizes. The aim is to get a
picture of what is going on and some of the critical issues involved.

4.3  Own/family efforts unaided; or with traditional healer, or ordinary teacher.  These categories cover
most of the 'rehabilitation efforts' in Southern Africa; yet, as already noted, very little formal, aggregated,
public knowledge exists about how disabled people live their lives; and this lack obviously extends to
public knowledge about self-help or family help, or the interactions of disabled people, families, local
teachers and traditional healers. [8]  'Modern' rehabilitation professionals will mostly have their own
opinion - which may resonate with Gelfand's comment about the physician John Helm in Southern
Rhodesia in 1894, who was coping with "dropouts from the n'anga - the blind, the lame, the lepers". [M
Gelfand (1988) Godly Medicine in Zimbabwe, Gweru: Mambo, p.47.]

4.3.1  We should, however, note the ever-present risk of misleading samples. A report that  'almost all
the disabled people we see tell us (eventually) that they have tried self-help and have visited many
traditional healers, with no lasting benefit'  may be true; and the clients' report of the ineffectiveness of
previous efforts may be true. But the 'modern' practitioner or rehabilitation centre may be the final port of
call, if all else fails. Perhaps there are thousands of disabled people who are satisfied with the results of
self-help, family help, the local school or the traditional healers, and who therefore have no reason to go
any further, to set against thousands who visit the special school or modern clinic and report that
everything else has failed.

4.4  Specialised centres. 'Modern' private clinics.   In modern education and rehabilitation centres and
clinics, the results of the past 50-80 years of knowledge and skill development are 'institutionalised' in
the best sense, i.e. established, practised, monitored, taught, studied and developed.  (Ironically, some
of the fiercest critics of everything 'institutional' are alive and fairly healthy today as one outcome of the
knowledge and practice developed and enshrined in those institutions...)  Few studies now set out to
show that modern medicine, rehabilitation and special needs education are 'doing a good job' - that is
already assumed by most people involved in the medical, educational and rehabilitation fields, though
there is plenty of dissatisfaction with particular aspects, with the competition for resources, and with the
modest pace of change. (There are of course, fierce battles about 'private practice' by professionals
whose training has been hugely subsidised by the general public, and who use their government hospital
job as a feeder to their private clinic. There are also vigorous arguments about where children with special
educational needs should be educated, and with what aims - but most of the methods are not in serious
dispute.)

4.4.1  In fact, viewed against the background of humankind's efforts to develop healing knowledge and
special educational techniques since the beginning of historical records, the past 60 years' growth of
knowledge is unprecedented. The annual global output represented in Index Medicus, ERIC and ASSIA
is colossal; but in terms of knowledge development, the revolutionary feature is that hundreds of
thousands of people are working night and day to challenge and change what is known; and as soon as
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anything is changed, it becomes the target of ongoing challenge.  This would be difficult, even
impossible, if a single 'profession' were involved in challenge and change - e.g. 'doctors'. A large
proportion of the knowledge output comes from associated professionals, who may have little or no
specifically 'biomedical' training, and who have not undergone the lengthy and painful hospital-based
initiation rites by which young physicians and surgeons are bonded into their profession. Unfortunately,
African professionals and disabled people have been under-represented in the global picture of knowledge
development.

4.5  To maintain the global validity of the biomedical parts of the knowledge turnover, international
committees work ceaselessly and painfully, unifying, defining and developing biomedical terminologies
amidst the other rapidly developing scientific terminologies. These efforts with terminology represent a
significant difference between the biomedical 'modern centres and clinics' and the educational and social
welfare world; and an even greater difference from either self-help and traditional healing or the
community-based efforts to be considered next. Self-help or traditional healing very seldom have unified
terminologies - some of their activities may be quite effective, but it is very hard to know whether this is
so and whether the effects can be generalised, because private individuals and traditional practitioners
seldom describe them in a clearly defined, regulated, measurable and testable form and language. [9]

4.6  Comparable problems occur between the 'laboratory' sciences and the educational and social
sciences, since international conventions for terminological exactness hardly exist in the latter.
(International committees do exist for review of educational and social science terminologies, but they
are not in the same league of effectiveness as those working with the lab sciences.)  Thus a major
challenge facing the present workshop will be to consider how far 'scientific research' leading to
'evidence-based practice' has any application outside the closely defined terminologies and
the controllable case studies of the biomedical 'modern centre and clinic'. To deal with large,
floppy concepts like 'community', 'community resources', 'empowerment', 'learning', 'social change',
'access', 'integration', 'inclusion', each with its weight of ideological baggage, clearly requires a different
approach. There will also be the task of reviewing research methodologies other than those of biomedical
sciences. (We may need then to accept that battles within 'Western' or 'Northern' social science
methodologies are far distant from the variegated and multicultured situations of the majority of disabled
people in 'southern' or 'eastern' countries.)

4.7  Camps, Outreach, Home-based packages, 'CBR'.
"The first element in the approach to CBR is to learn from the people." (Einar Helander)  [10];
(though such learning has not been a very prominent feature in most programs.)
Some efforts have been made to conceptualise the very varied programs claiming to be 'CBR'. McColl &
Paterson have offered two 3-dimensional models (cunningly displayed with modern graphics software...) 
They see programs being defined by the dimensions of aims, beneficiaries, and strategies used; and
supported by the dimensions of human resources, structural resources and attitudes; and so manage to
fit various program descriptions into their multi-cubes.  (MA McColl & J Paterson (1997) A descriptive
framework for Community-Based Rehabilitation. Canadian J. Rehabilitation 10: 297-306.)  The cuboid
model is worth looking at, but the exercise serves mainly to illustrate the difficulty of constructing any
convincing overview.  (My scepticism is slightly enhanced by the fact that McColl and Paterson clearly
have not understood the scope of information based rehabilitation, which could be used to describe all
the dimensions they portray...)  Following one of many ideological crusades of the 1980s, the majority of
aid agencies supporting medical, educational and social welfare programs picked up some vague notions
of 'CBR'; so by 1990 many programs or proposals involving disability had been driven to repackage
themselves as 'CBR', or at least to claim to be a Resource Centre developing a CBR component (unless
it concerned education, in which case it had to include the word 'integration' up to 1993, and more
recently 'inclusion'). Many schemes with mutually contrary aims and methods were thus lumped under
one slogan. The effort by ILO, WHO and UNESCO in 1994 to reach a joint statement about CBR was
also a sort of 'committee compromise', satisfying none of the parties and merely patching over their
differences.

4.8  My own approach has been to try to record some of the main current uses of the term CBR (see
Appendix Part 2), from which one can learn what people on the ground think they are doing. (See also
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the diversity of views expressed in  B Kolucki, B Duncan & K Marchael (eds) (1998) Community Based
Rehabilitation: Worldwide Applications. Visions and resources for the 21st Century, New York:
Rehabilitation International.)   Further, one may look at historical antecedents of the current 'CBR' efforts.
The WHO's earlier CBR scheme derived partly from the 'Primary Health Care' movement, and the transfer
of knowledge to rural people promoted by books like Where There Is No Doctor. The latter is the latest
(and best illustrated) of a series from authors over 1,000 years, going back at least as far as Al-Razi
(who died in 925 CE) author of the Arabic  Man la Yahduruhu al-Tabib ('He Who Has No Physician to
Attend Him'). There is little that is new about such movements, though in earlier centuries they were not
packaged with a range of socialist ideologies.

4.9  Experiences in Africa.  Some descriptions exist of earlier disability services in sub-Saharan Africa,
by no means all of which support the current myths about professionals running 'disability palaces', or
their 'victims' confined within disability 'warehouses' or excluded from education. Outreach, family support
and community based approaches were under trial 35-40 years ago. At a conference in 1963, a mobile
artificial limb supply scheme was described travelling around francophone Africa throughout the 1950s. In
the same decade (and perhaps earlier) mobile eye teams offered rural ophthalmology in Southern Africa.
The East African orthopaedic surgeon Huckstep also noted that "Rehabilitation Centres are expensive,
and need subsidisation. They are obviously not a permanent answer, although they fill a very definite
need for a few patients." Sophie Levitt, at the same meeting, agreed that institutions could not be
transported from Western countries to Africa, and asked for more efforts to discover "what is uniquely
African and what does it mean to work in developing Africa?"  In her work, it meant that African parents of
cerebral palsied children were "..shown how to handle their children at home as well as our treating the
children at the clinic." [11]

4.9.1  The balance between hospital and home care for elderly disabled people was also an urgent issue
in South Africa in the 1960s. (D Glajchen (1970) Elderly patients in the Johannesburg hospital: their
disability and home-care. S.African Med. J. 44: 118-22, based on a doctoral thesis of 1968.) Innovative
vocational rehabilitation of blind people in African communities was done by many trainers in the 1970s.
In the 1950s a WHO Committee had noted the blind person's rightful place in the African village:
  "To take him away from his village and family in order to teach him skills which he does not need and

probably will have no occasion to practise is wasteful, officious and even cruel. Probably he can be
best helped by the type of scheme which is now being tried in Uganda, where local centres are
beginning to train the rural blind for work on the land so that they can become self-supporting on
small holdings."  (Expert Committee on Medical Rehabilitation. First Report (1958) TRS 158, Geneva:
WHO, pp.47-48.  Without Holding Hands. A handbook of approaches to vocational training and
rehabilitation work with the blind. (2nd edn 1980). Bensheim: Christoffel Blinden Mission.)

4.9.2  An even more basic plan for village schooling of blind Africans was visited in 1957 by the blind
consultant John Wilson, in a remote part of rural Rhodesia. Thirty two blind children attended the school,
built by the villagers, following an innovative, practical curriculum:

"When they have finished this schooling, they will not be scholars, though some reach standard five
in the general curriculum, but they will know every inch and every activity of their village. They will be
part of their community because they have never left it." (J Wilson (1957) Blind children in rural
communities. In: Proceedings. The Second Quinquennial Conference. International Conference of
Educators of Blind Youth, Oslo, August 1957. World Council for Welfare of the Blind.)

These earlier experiences have disappeared, or been dismissed by those who cannot imagine that
anything worthwhile was done before they themselves arrived on stage.

4.10  The CBR field has followed some of the evolutionary path of Primary Health Care; and also that of
community schools, once hailed as the cutting edge of social change. The CBR spectrum, after its
heady days of pioneer enthusiasm, is now in a phase of institutionalisation, where ideology gives way to
accountancy, and 'community participation' (or 'compliance') becomes a footnote to 'management'. That
is the underlying message of the rise during the 1990s of CBR operational management literature. [12]

4.10.1  CBR has also begun to be re-professionalised, with increased attention by WHO to training the
'mid-level';  and by UNESCO to upgrading skills of junior professionals. [13] Any CBR approach needs to
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balance the conflicting demands of community participation, professional standards, career hopes of
poorly paid or volunteer workers, and the individual needs and contributions of disabled people and
families. No CBR program is ever completely 'balanced' -  the balance is always shifting (unless the
program has died, and nobody has yet noticed).  A WHO booklet now talks of  "..an ideal situation in
which a full-time mid-level rehabilitation worker is trained to work at a first referral level hospital, where
rehabilitation services are provided for both in and out-patients, and to supervise the rehabilitation
activities at community level."  This 'ideal' is far removed from earlier institution-bashing rhetoric; possibly
because of a massive lack of interest by governments in adopting CBR as it was earlier packaged. 
(Education of Mid-Level, WHO, 1992, p.3.  Helander, Prejudice & Dignity, p.189).  Most of the possible
outcomes could have been predicted by studying the earlier development of PHC, in which the false
antithesis of "hospitals versus primary health care" wasted much time and energy. (Hospitals and health
for all. Report of a WHO Expert Committee, (1987), Geneva: WHO, p.8.)  People marching to inspiring
slogans seldom wish to expose themselves to the difficulties and ambiguities apparent when studying
what happened earlier.

5.0  MODELS & EVIDENCE. (2) Evidence.

5.1  The discussion above already indicates that it will be hard to find clear, straightforward
'evidence' for or against any 'model', as definitions are both slippery and flexible. Using whatever
definition, CBR is nowhere a completed model that can be fully examined. That is why, some 15 years
after launching his idea of 'national CBR', Einar Helander modestly admitted that "Several decades of
work will be needed to identify the appropriate ways of arriving at a system capable to deliver
essential services to all those in need."  (Helander, Prejudice & Dignity, p.189.)

CBR advocates are often tempted to claim that where there is 'success', the activities were genuine
'CBR'; but activities judged to have failed were never 'true CBR' - not set up in the correct way, not
implemented with the true spirit, unfairly damaged by external factors, being judged by inappropriate
criteria, or some other let-out. Vendors of snake oil have a similar range of escape clauses to appease
unhappy clients who have paid their money and used the oil, but have not been cured of baldness or
impotence. Must we classify CBR along with snake oil, for lack of clear definitions? A recent world
conference report emphasized the need to view CBR soberly:

 "CBR is not a panacea, nor does it provide a universal template for the future. On the contrary,
unrealistic and sentimental reliance on CBR can do a disservice to its aims by discounting the
serious social and economic obstacles to successful implementation." (Final Report. World
Conference on Special Needs Education, Salamanca, Spain, 7-10 June 1994. Paris: UNESCO,
1995, p.45.) [14]

5.2  Bibliographical work .  To prepare for some advisory visits in Zambia in 1996, I began reading and
listing published and unpublished material, mostly of an educational or social nature, on mental handicap
and developmental delay in Zambia and neighbouring countries. (To the north, some modern library
resources exist in Nairobi; to the south, in Johannesburg. But "Zambia and neighbours" represents 150
million people in between, most of them very poorly served by information resources.)  Then I included
other disability categories, and background material (excluding newspaper or magazine articles). Over
1,000 items are now listed [web publication is anticipated fairly soon]. This was a necessary starter for
any 'appraisal of evidence'. It begins to take the shape of the existing formal knowledge base, i.e. what
people have taken the trouble to write down about disability and responses to disability in these
countries. Much of it is, in my opinion, quite weak writing, with no claim to being 'research'. Yet it is
evidence of a sort - writing that seriously aims to describe and discuss the disability situation, from
various points of view. It also constitutes a regional roll-call of many of the participants in educational,
medical and social work concerning disabilities over the past 50 years.

5.3  The formal knowledge base discussing evidence for the merits and flaws of various sorts of 'CBR' in
developing countries is also quite substantial, but mostly of poor quality and with little pretence of
'research methodology'. The earliest well-documented, published formal study examined the economics
of a rural blindness training project, in 1984, and gave a broadly positive report. (PA Berman & DG Sisler
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(1984) Rehabilitation of the Rural Blind. An economic assessment of a project in the Philippines 1978-
1983. New York : Helen Keller International. The authors were rural development economists with
experience in East Asia).  An earlier report (1981) on experiments in Venezuela and Mexico, starting in
1974, found positive results where Community Health Workers were given some orientation to helping
disabled people, with a 'caseload' of five or six at a time, later making use of the 1979 draft of the WHO
CBR manual. Without giving the survey methodology, the report suggests that
 "some 30% of disabled persons solve their problems unaided; but almost 40% of the total can be

assisted through this approach [i.e. CHWs]. About 18% need help from more highly trained
personnel and approximately 12% require institutional care".  (R Hindley-Smith (1981) Helping
Disabled People at Home: a new approach to rehabilitation, Washington DC: PAHO. p.22.)

If this sort of modest and plausible data had characterised subsequent WHO claims, a great deal of
unnecessary aggravation could have been avoided, e.g. between specialised centres and advocates of
'CBR' and between WHO and ILO. [15]

5.3.1  In 1989 the ILO Vocational Rehabilitation section summarised thus its experience of a decade of
'CBR' efforts:

"The existing models of community-based rehabilitation have proven to have serious shortcomings as
they are professionally unsatisfactory, difficult to organise as a self-sustainable programme and not
feasible without major back-up from outside the community."  (W Momm & A König (1989) From
Community-Based Rehabilitation to Community-Integration Programmes. Experiences and reflections
on a new concept of service provision for disabled people. Geneva: ILO.)

This critical verdict made public the longstanding unease among various UN agencies about the wilder
claims for CBR; and strengthened the trend towards more serious evaluation of 'CBR', from the late
1980s onward.  (Searching Medline recently for  +community  +based  +rehabilitation, 1990-98,
produced some 250 references in English, among which about 22 make some structured effort to
evaluate aspects of community disability services in developing countries i.e. those not starting on a
basis of several decades of existing nationwide health service coverage. Several derive from Southern
Africa, and these presumably will be reviewed by the participants designated to do so.)

5.4  Helander, discussing 'Evaluation of CBR' in 1993, describes eight evaluative studies, which
presumably he considers significant since his book intends to advocate CBR. (Helander, Prejudice &
Dignity, pp.175-190.)  However, two are reported by Helander's close colleagues, and one by the director
of a WHO collaborating centre, who are hardly impartial observers. One internal evaluation is given in
some detail, but the reference does not appear; the other internal evaluation has been published. Another
evaluation, by external observers, has no published report shown. Among the eight, the only external,
independent evaluation reported in an academic journal is by Lagerkvist; and this has been severely
criticised by Finkenflügel. (B Lagerkvist (1992) Community-based rehabilitation - outcome for the
disabled in the Philippines and Zimbabwe. Disability and Rehabilitation 14: 44-50.  See H Finkenflügel
(ed) (1993) The Handicapped Community, Amsterdam, VU Press, p.147.) 

5.4.1  In fact, Helander does take care to review some flaws and problems in CBR, adding greatly to the
credibility of his book by doing so; but his chosen formal evaluations are comparatively weak evidence, in
terms of critical independence and open publication. (The second edition of Prejudice & Dignity in 1999
adds on pp. 181-188 several further reports and a PhD thesis. This material is interesting, but once again
these are not independent, peer-reviewed, published evaluation studies.)  Up to the present, the only
convincing, formally published series of research studies evaluating various aspects of CBR across a
substantial period of time in a specific location seems to have been that by Thorburn and colleagues in
Jamaica (see Note 4); and over a shorter period, by O'Toole and colleagues on education-based CBR in
Guyana. Results in both situations have on the whole been positive. However, as a small island with a
GNP of US $1,500 per capita, 90% female literacy, and child mortality rate lower than that in several
European countries, the relevance of Jamaican experience to much of sub-Saharan Africa might be
questioned. [16]

5.4.2  Various guides and handbooks on CBR Evaluation are in draft or being field-tested at present, from
different organisations. By 2010 a more substantial picture may emerge, from independent and rigorous
published studies of a variety of approaches to CBR, and of their medium- to long-term outcomes. In
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2001, we have no clear picture .

5.5  Protecting the World against Evidence   The production of research data on disability services, after
careful scrutiny and comparison, does not necessarily make any impact on planning that is based on
'what everyone knows'. For example, among children with impairments who get any formal education in
Pakistan, in Tanzania, in Sri Lanka, and very probably in Zimbabwe, the majority get it while 'casually
integrated' in ordinary schools, without planning, special efforts or additional expenditure. This was
demonstrated in the 1970s and 1980s by studies in Pakistan, Tanzania, (J Kisanji (1979) Incidence of
handicapped children in ordinary primary schools. In: Education and Development. Proceedings of the
IYC Symposium, University of Dar-es-Salaam, Dec. 1979. Nairobi: UNICEF)  and also in Sri Lanka.
These studies made little or no impact on policy or planning, whether by NGOs or Government. Nobody
denies that some children with impairments are found in ordinary schools. In Pakistan, a study of 103
urban and rural schools, with some 43,400 pupils, found that teachers could point out 825 (1.9%)
children having some sort of impairment. [17]

5.5.1  Why do such figures make no impact on policy or planning? The Sri Lanka study shows the
mental compartments in which the 'received world' is kept separate from the 'world found by research'.
On p.20 is the world as received from politically correct spokesmen: "Disabled children regardless of
potential, are kept out of school, and are deprived of a normal developmental process".  Yet on pp. 24-25,
survey results show that "20.5% of school children, out of a total number of 10,105, in 34 schools are
disabled", with details of their impairments, confirmed by aggregated surveys in which 4,136 (17.5%) had
impairments among 23,644 school children (pp. 79-80).  (Prevention of Childhood Disability and
Community-Based Rehabilitation of Disabled Children. Anuradhapura District, (1987), Colombo:
UNICEF.)  Many ablebodied and disabled children were not receiving any formal education. Among those
with impairments attending school, a majority could have made more progress with a few simple
changes in the teachers' style of work.

5.6  In most southern African countries, journal papers assert that until Independence, or even later,
education for children with disabilities was provided by charitable organisations and missionaries.
Everyone 'knows' this - it fits the normal picture in which 'disability' is supposed to evoke a 'charity'
response. The fact that thousands of disabled children attended ordinary schools from colonial times to
the present does not enter the picture - nor does the idea that maybe thousands of disabled adults
attend ordinary health centres when they are ill, and ordinary churches on Sundays, and buy food in
ordinary shops and get drunk in a perfectly normal way.  The rhetoric emphasizes differences and
problems. The sinful public are called on to repent and to love their neighbour and to integrate the poor
rejected cripple. But if many disabled children are actually attending ordinary schools, and many
disabled adults are living fairly ordinary lives in their ordinary locality, it would be useful to learn more
about these situations and how they have been achieved, since an 'ordinary life' is at least an interim
goal for everyone...

5.7  Attitude-change stages and movements have been suggested among which are some hypothetical
stages by which government officials get to grips with 'the disability problem'. (M. Miles, 1989, Special
Education Bulletin for East & Southern Africa (UNESCO) 7 (1) pp.15-17.) The 'stages' have not been
scientifically demonstrated - they are merely an attempt to formulate experience. Attitude change
studies also suggest that people often have a complex cluster of views and feelings, parts of which may
shift at different rates. For example, a Director of Social Services might respond intellectually to research
evidence about mobility training for blind people, but this effect may be suppressed by an emotional
reaction to the physically disabled girl begging on the pavement outside the Social Services office, and
both responses may be undermined by a subconscious childhood memory of a mentally disabled person
roaming about the village, whose smell was overpowering. It is a difficult area of research - but if part of
the aim is to get governments to make more rational policies, we need to know more about what actually
does influence the policy-makers. Activists claim that "We demonstrated, we shouted, and a month later
the Government changed its policy." Scientists claim that "We submitted research evidence, and later
saw it reflected in the new policy statement."  Politicians claim that "We listened to all sides, then made
the best policy."  The senior civil servant who actually wrote the policy remembers that she drafted it
several years earlier, while on study leave in Japan. She does not remember the book that influenced
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her.

6.0  MODELS & EVIDENCE. (3) Effectiveness.

6.1  All the earlier strictures and problems apply equally to decisions about what is 'effective' in any given
context, and by whom it is considered effective. Here, I will give only the example of a harassed,
underpaid and overworked provincial Director of Health, Education & Welfare, faced with yet another
proposed reorganisation. An 'effective' proposal, in his view, would be one that can actually be made to
work by the average and below average staff constituting 90% of the workforce; costing no more than the
present system; producing results measurable by ordinary means; that will not inflame religious teachers
or other influential constituencies; that will not reinforce corruption and nepotism in staff postings; and
that might deliver, within two or three years, benefits substantially outweighing the disruption involved in
implementing the scheme. If no proposal meets these criteria, the Director prefers to continue the
present system, whatever its flaws. Practically nothing demonstrated by NGOs is likely to have any
impact at all on this Director, because NGOs run with foreign funds and other motivations which are
entirely beyond what he can supply to his workforce, or demand from them. However much evidence is
produced for the 'effectiveness' of such schemes when run by NGOs, government officials are unlikely to
be convinced that they can be adopted as national strategies for the government workforce.

7.0  AFRICAN MODES OF RESEARCH

7.1  Are there some 'culturally African' ways of knowing, ways of gathering and sifting evidence, ways of
sharing what is known and what is new, that should play some part in the disability research that this
workshop hopes to promote?

a. I think there probably are some such ways.  [18]

b. If so, it will be necessary for them to play a significant part if disability research is going to be
effective in formulating credible public knowledge about how disabled Africans live and develop
their lives amidst their communities, how communities can be supported in making necessary
provisions and changes, and how African governments can be assisted to make more
appropriate policies. [19]  The cultural and linguistic difficulties involved in learning how disabled
rural Africans perceive their disabilities, and aggregating such experiences to produce a public
record which can be used to develop policy, will not be insignificant. The difficulties can be
overcome only when sufficient motivation exists, and serious efforts are made to produce the
information.

c. It will not be easy to do so, because the dominant research modalities seem to embody particular
culturally European (and perhaps inherently male?) ways of knowing, thinking and asking questions,
which have often been intolerant or derisive towards other approaches. Some Africans may be
reluctant to expose their alternative approaches, or may find difficulty in articulating them in European
languages, or depicting their real strengths, in the face of the dominant modalities.  [20]  I have no
clear examples to support this suggestion, and certainly have no wish to romanticize 'Black African
thinking' as some kind of mysteriously 'Other' process; nor to imply that African intellectuals cannot
handle 'European' research methods. But I do think it is important to keep doors and minds open,
and to leave genuine invitations, so that all ways of knowing and sifting knowledge may bring
whatever they can contribute. My first experience of 'development aid' was to spend a year as a
teacher in Togo, West Africa, more than 30 years ago. I was a very young man, and could hear and
see some things then, which I can no longer hear or see. But I have not entirely forgotten that there
is, or seems to be, something deeply important and fundamentally African that is held in common
across west, east and southern Africa, and which permeates the way of being oneself and being in
community - and which therefore probably affects ways of thinking and knowing. Unless some of this
characteristic factor is present in the planning and exercise of disability research, the results may
turn out to be unexpectedly thin, weak and ineffectual.
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8.0  A FEW SUGGESTIONS (mostly already outlined above)

8.1  This section is brief - because if we already knew very clearly what needed to be done and how to do
it, there would be no need to hold this workshop.  Further, I am merely a short-term visitor in Southern
Africa, and short-term visitors very seldom understand the real social and political problems involved in
getting anything done! However, a few concluding points, for those busy souls who never read more than
the title and the final paragraph of any paper:

 a. Information gathering, review and condensation. During and after this it may become clearer what
and where are the outstanding gaps, and whether there is any sort of research capable of filling
them. We should not be naive about information production and control. Throughout history,
governments, professional guilds, religious teachers and other educated people, have tried to
control or manipulate the circulation of information - and will continue to do so. In the traditional
community, there was (in theory) a fixed amount of knowledge, handed down from generation to
generation. In practice there was always some slow change in the body of knowledge, some
parts getting lost and other parts losing ground through externally-imposed change. We now
have the colossal explosion of information and of communication media, with enormous
information power concentrated in relatively few hands, very little accountability, and no borders.
If we take part in research, we take part in power games. It is better to recognise this at the
start, than to be surprised by it towards the end.

 b. During the gathering of information and strengthening of resources, serious attention should be given
to indigenous African concepts and methods of knowing, learning, hearing, teaching and healing.

 c. Disability organisations (both Of and For), as well as professional centres, should plan and work
towards their own eventual disappearance. At present, they institutionalise disability information,
in both a good sense and a bad sense. There is a need for information to be accumulated and
refined, which the better organisations are doing. There is also a need for information to be
disseminated and dispersed, as well as challenged and renewed. The ideal institution or
organisation learns to do all these things, to become a multi-purpose resource centre or base;
while not forgetting that ideally it should not be needed at all.  (Patrick Devlieger, scholar of
African disability concepts and practices, reports that the late doyen of cross-cultural
rehabilitation development C.F. Vreede once told him: "When you don't have a rehabilitation
institute, try to get one; when you have a rehabilitation institute, try to get rid of it.")  Members of
disability organisations, and professionals and volunteers, should aim also to join one or two
non-disability organisations, bringing pertinent disability information and action to farmers clubs,
women's education campaigns, family planning associations, city planning watchdogs, teachers'
unions, chambers of commerce, sports teams, agricultural credit cooperatives, etc.

 d. Ethical review - governments and NGOs should face up to the ethical dilemmas of distribution. We
can expect that finances for formal disability service development will be constrained for the
foreseeable future. So when the pie is cut, will priority go to making excellent provisions for a
very small number, or to doing a modest job for a larger number, or to spreading resources very
thin in order to give a warm smile and promise to everyone?  All will be attempted, as neither
planners nor governments nor NGOs actually control all the available resources of knowledge
and skill. There is no reason to think that elites and middle classes will suddenly behave
differently from the way they always have behaved. They (we) will continue to ensure that some
advanced services are available for themselves, even if they (we) have to pay for it. Politicians will
give token smiles and blessings to the mass of poor and disabled people, as this is good for
their personal image. Some NGOs will try to 'do the correct thing', i.e. do a better job for larger
numbers, by increasing the availability of information, and strengthening the informal resources
of self-help and family assistance with which the great majority of disabled people now manage
their lives. Meanwhile, the people who have the know-how will continue to earn their living, and
the more far-sighted or compassionate among them will get involved with schemes to do a little
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more for the poor. So where does ethical review come in? It is needed so that leaders and
thinkers do not deceive themselves so badly. Some of the 20th century's greatest political
horrors began with the apparent intention of benefitting the masses; and this rhetoric has
continued to the last moment when tyrannical regimes have finally crashed. Humankind has not
yet finished with such games. Ethical review is very much needed.

NOTES

[1] GM Theal (ed and transl) (1901) Records of South-Eastern Africa collected in various libraries and
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MPhil thesis. University of London. Financial constraints have obviated publication of these works in
Southern Africa, and they would perhaps hardly be marketable in Europe. Microform reproduction would
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Children 53/54: 153-63, and photographed admiringly by Frederick Leboyer (1977) Loving Hands. The
traditional Indian art of baby massage, London: Collins. Yet while the practices might be, or have been,
recognisable to physiotherapists from other cultures, the lack of uniform terminology would have
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- 16 -

years before it became respectable. Thirty years on, David Marine, a major figures in demonstrating its
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South Africa, with comparatively advanced monitoring capacity, only recently recognised that iodine
deficiency still exists in its population, and iodized salt fails to reach a significant proportion of people.
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Community Based Rehabilitation: with suggestions for future directions. Peshawar: Mental Health
Centre;  ERIC: ED267530;  Palo Alto: Hesperian Foundation. 

[16] See data in The State of the World's Children 1998, New York: UNICEF. The cultures, economics
and geography of Guyana are also rather peculiar, though possibly of relevance to some coastal African
nations. The inspirational effects of reportedly successful CBR work do often seem to transcend socio-
economic differences; and this justifies the efforts by MJ Thorburn, B O'Toole, D Werner and others to
develop effective communication media reaching far beyond their immediate localities. Nonetheless, it is
hard to know how far inspiration can relieve the daily grind of work in conditions of severe poverty and
underdevelopment.

[17]  M Miles (1985) Children with Disabilities in Ordinary Schools. Peshawar: Mental Health Centre, for
Government of Pakistan. ERIC ED265711.  In the intervening years, no significant factors are known that
would have reduced the proportion of disabled children casually integrated. Taking a more conservative
1% level among some 20 million Pakistani schoolchildren, there would be around 200,000 children with
noticeable impairments in ordinary schools, as against a maximum of 12,000 in special schools or units.
The number of children casually integrated in ordinary schools is vastly greater than the number in
planned special education. (Pediatricians doing a survey could easily find 20% of schoolchildren having
mild to moderate visual and hearing impairments).]

[18]  There is, of course, published research on African cognition, by European psychologists from the
1920s through the 1990s. In this one may discern an initial scepticism and tendency towards pejorative
'racial' categorisation, followed by a slowly increasing respect and appreciation; and eventually an
awareness that European methods of schooling have largely failed to build upon the strengths and goals
of African cognition. (For a fascinating discussion, see R Serpell, 1993, The Significance of Schooling.
Life-Journeys in an African Society. Cambridge UP.)  The whole field is a political hot potato. The
impression persists that very few African countries have found ways to develop education that is both
'modern' and based on the inheritance of cultural strengths.

[19]  Even in the apparently simpler case of hearing medical symptoms cross-culturally and cross-
linguistically, the practical difficulties have long been known and described in Southern Africa, see e.g.
KP Mokhobo (1971) Medical history taking among the Bantu tribes of South Africa. S.African Med. J. 45:
111-14.  Dr Mokhobo, a physician in Swaziland, remarked that "A large section of the African population
is still markedly tainted with traditional cultural attitudes." (Emphasis added). Since 1971, the attitudes
of physicians trained in European methods have progressed to the point where some would see
'traditional culture' as a feature to be worked with rather than a 'taint' to be overcome. (Even in 1903, the
first issue of the S.African Medical Record carried a detailed description and appreciation of successful
abdominal surgery by a village healer...)

[20]  Foreign anthropologists, missionaries and aid workers report that, after several years, the Africans
with whom they have been living and working decided that it was time to reveal some aspects of
knowledge and thought which up to then had been carefully concealed. Presumably the revelation
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happens only to people who have shown some respect and understanding for the surface level of local
cultures, or have passed other invisible 'tests'; and who have been patient.  Deliane Burck, whose report
on disability and rehabilitation in Zimbabwe seems to me a model of cross-cultural sensitivity, noted (p.6)
that it took a year before she could learn anything about traditional ideas, even though she knew that
they existed and wished to hear them. DJ Burck (1989) Kuoma Rupandi (The Parts are Dry). Ideas and
practices concerning disability and rehabilitation in a Shona ward. Research Report No. 36/1989. Leiden:
African Studies Centre.]

APPENDIX

TERMINOLOGIES OF DISABILITY

1.  Terminology Kicked Around on the Global Street

Several contradictory forces are at work in the international uses of language, the results of which are
hard to predict. The rapid rise and lower costs of global communications methods such as fax, email and
internet have created the illusion that new ideas can be spread quickly and accurately around the world.
The illusion is reinforced by the fact that millions of people learn English every year as a second, third or
fourth language, to the point where they can hold simple conversations and can read quite complex
documents, getting a broad impression of what the document is saying. With more time and a
dictionary, they can also get a more accurate idea of what the document is about. There are two big
snags:  (1) people don't have 'more time';  (2) printed dictionaries seldom contain the words and
definitions used to communicate new ideas. So people fit the new ideas into their existing thought-
patterns as best they can, leaving out the bits which they do not understand, and knocking off any odd
corners that don't seem to fit. The result may be as good as 85%, or as bad as 40% of the intended
meaning. They then pass on to colleagues and students the idea they think they have received, in their
own first language (which may or may not be the first language of their colleagues and students). At its
best, this onward transfer process is never more than 85% accurate, and sometimes as bad as 20%. So
by the time the second transfer takes place, the most difficult 30% of the new idea will certainly be lost,
and often 50% or more will be lost.

Ideas spread out rapidly on the internet, but feedback to the originators is very poor, especially from
regions where English is not the first language. So there is little opportunity to prevent or correct the
onward transfer of information that may be less than 50% accurate. The result is that new terminology
has a very short efficient and effective life - maybe six months -  once it is released for global
consumption. After that, intercommunication becomes much slower and less certain, because a lot of
time has to be spent finding out what the other communicants mean by their terms. When terms
concern anything that can be affected by local cultural factors (e.g. almost anything in the social
sciences, apart from statistical theory) the gaps in meaning and understanding grow very rapidly.  Of
course, we are all accustomed from early childhood to working with some level of 'fuzziness' in
understanding other people. We also learn how to exploit the ambiguities of language in order to trap our
close relatives into agreeing with something other than what they intended. (Without some tolerance of
fuzziness, cross-cultural cooperation would be almost impossible.)

One reason why English became a major language of international communication is that it is has
evolved as a sloppy language, good for expressing simple thoughts and vague ideas. It has never been
easy to use it for clear, precise, unambiguous communication. 'Scientific English' began to develop as
Latin lost ground some 200 years ago; but 'Scientific English' is not the English that most people learn
as a foreign language.

Many people feel some fear and anger at the rapid erosion of meaning in old and new terminology. There
is still a widespread belief that words can be defined, meanings can be assigned to them, and that these
should stay fixed and should be understood and used in the same way by all users, or at least by
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everyone engaged in scientific research. The idea that all words are temporary conventions, an illusion of
solid ground in an ever-moving sea, is deeply threatening, especially to those who have been taught to
believe that 'modern science' is the key to understanding the universe or solving the world's problems.

2.  Main Current Uses of the Term 'CBR'

A. Therapy or special measures  given by families to their disabled members in their homes, with some
efforts in the neighbourhood to change public attitudes and improve access to local services  e.g.
schools, public buildings, leisure facilities.  The efforts may be supported by a volunteer or paid
worker.

B. Therapeutic, educational, vocational or social  self-help  projects run by disabled people and
partners, whether in home, centre or street  (with or without some external technical help).

C. An ideology whereby a nation's entire resources for medical and legal rehabilitation and social
inclusion of disabled people  - e.g.  finance, professional skills, equipment, design, even attitudes -
are centrally planned and allocated equitably across the whole population. This promotes activities
as in (A) and (B), 'at the community level';  but (A) and (B) are not the whole of 'CBR', which extends
to the control of resources at district, provincial and national levels. (Also sometimes known as
'Airconditioned CBR').

D. Activity of rehabilitation institutions or disability resource centres periodically take knowledge and
skills to rural or deprived communities. (May be called 'Outreach Projects').

E. Externally funded program in which a network of paid and trained 'CBR fieldworkers', without a
specific rehabilitation centre base but with clear management structures, ongoing inservice training,
and negotiated referral contracts, undertakes the mobilisation, training and public education tasks
necessary before (A), (B) and possibly (D) can practically be expected to become self-sustaining.

F. Some residential institutions caring for children with disabilities now call themselves 'CBR', on the
grounds that if the children are not living with their families then they must somehow be based 'in the
community'. (!)

G. A buzz-word by which well-meaning people, not actively involved in community development, soften
the contrast between their own access to professional services and the access of most of
humankind; and by which aid agencies and institutions can appear to adopt the latest trend, while
continuing their previous patterns of expenditure and service.

3. Origin of 'Impairment-Disability-Handicap'

The triad 'Impairment-Disability-Handicap' is often assumed to originate with the WHO in the 1970s. In
fact, it dates back to the 1950s. See:  Maya Riviere. Rehabilitation Codes. Classification of Impairment
of Visual Function. Final Report 1968. (Publisher and date unclear; probably published in 1970). The
demand for new terminology arose through dissatisfaction among rehabilitation professionals in the
1950s. They found that the existing terminology told them something about the biomedical condition of
patients' eyesight, but said nothing about the person whose eyesight had been measured. It was useless
to the "non-clinical personnel responsible for social and vocational training, in terms of the implications
for the person's everyday life" (p. ii).

Studies reported by Riviere originated in the early 1950s with subcommittees of the US National
Committee on Vital and Health Statistics. In the 1950s, the USA had no standardised procedures or
classification for professional measurement of sight or visual deficits. In 1957, Riviere and colleagues
began developing "a classification for impairment of visual function differentiated from defects of vision" (p.
1). This arose because several hundred rehabilitation agency personnel having only diagnostic or
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employment details about the "rehabilitant", complained that they were  "unable to evaluate his
unimpaired assets, his education and past experience, and his potential for a future independent life. The
attitudes of his family, friends, and community acquaintances were known to be critical factors in
building or tearing down his morale and motivation." (p.1)  Staff also complained about professional
jargons causing confusion between workers from different disciplines, and problems of measuring
progress in rehabilitating the rehabilitant, as they aimed to "help establish him in a satisfying
independent daily life".  (At this date, 'Him' was supposed to be understood to include 'Her', a convention
later overturned by feminist action).

Early in 1958 one subcommittee made an adverse review of the 1955 Surgeon General's Impairment
Code draft listing  "injury and disease entities" etc, which "reflected current practices of identifying 'the
problem' and labeling the person who might have it" (p.3), tending to "produce a stereotype of 'the blind'
as a group of identical people... This negation of human variability and individuality could form no basis
for a rehabilitation program" (p.4). The subcommittee that had drafted the 1955 code then let it go to
oblivion. That work was taken over by Riviere's Rehabilitation Codes Advisory Committee.

However,  "By that date... [i.e. early 1958]  the Rehabilitation Codes Advisory Committee had already
established terms of reference for their work, defining "rehabilitation," "impairment," "disability," and
"handicap.""  (p.8) The 1955 draft code cited above was  "just the kind of labeling which the project
intended to jettison, in desiring to re-orient professional attitudes and services towards individualized
evaluation of the person as a human being, rather than the possessor of some detrimental condition."

'Impairment-Disability-Handicap' has had a long life of 40 years, and is still being adopted by people
meeting it for the first time in 1998. Criticism has grown over the past 20 years, and some efforts have
been made to introduce the diad 'Impairment-Disability'. New efforts are now under way to launch 
'Impairments-Activities-Participation', in an attempt perhaps to 'accentuate the positive'. However, it has
been pointed out that "impairment is still the building stone" and the new terms are "intended to be used
in a primarily medical context."  (A. Vreede, 1998, 'Some thoughts on definitions and a methodology of
research regarding disability.' Working document for the Expert Meeting Local concepts and beliefs
regarding disability in different cultures, May 1998, Bonn.)

*****


